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Health and health ca re pro vi si on are an utter ly com p li ca ted affair. Cur rent
times are sha ped by pro li fe ra ting socioe co no mic ine qua li ties, anthro po ge nic
cli ma te chan ge, and environ men tal degra da ti on. Peop le across the glo be
face vio lent politi cal con f lict and war, whi le they strugg le for justi ce and equi -
ty. Criti cal medi cal anthro po lo gists have shown how even the most inti ma te
aspects of ill ness and health are to be under stood in the light of such lar ger
politi cal-eco no mic for ces that sha pe human exis ten ce and expe ri en ce. In the
cache volu me Radi cal Health, aut hors attend to the mul tip le ways in which
health is envi sio ned, the o ri zed, and actual ly ✹do ne’ despi te and in res pon se to
what anthro po lo gist Sher ry Ort ner has descri bed as the ✵harsh and bru tal
dimen si ons of human expe ri en ce, and the struc tu ral and his to ri cal con di ti ons
that pro du ce them.”1

The con tri bu ti ons in our volu me empha si ze the rela ti ons bet we en health,
power, and ine qua li ty, but also look at diver se aspi ra ti ons for col lec ti ve care,
soli da ri ty, fri endship, and thus bet ter and more just futu res. Exam p les inclu de
attempts to pro vi de com muni ty care as a right in Euro pe, build peace
through indi ge nous health ca re ini tia ti ves in Colom bia, or estab lish pri ma ry
health ca re in Kera la, India. With Joel Rob bins we pro po se to not ✵dis miss
peop le’s invest ments in rea li zing the good in time as a mere uto pia nism,” but
✵chal len ge our own ver si ons of the real.”2 This goal is spe ci fi cal ly ref lec ted in
con tri bu ti ons whe re acti vists, anthro po lo gists, and prac ti tio ners enter into
con ver sa ti on, to gau ge the cross-fer ti liza ti on bet we en eman ci pato ry social
sci en ce and acti on in the field of health broad ly under stood. Our volu me the -
re by con tri bu tes to under stan ding power struc tu res in the medi cal realm, for
examp le in the domain of repro duc ti ve or migrant health, and to con cep tua li -
zing alter na ti ves; it also shows prac ti tio ners’ diver se attempts to pro vi de
health ca re in radi cal ly novel or dif fe rent ways in loca ti ons across the glo be.

Mar xist socio lo gist Erik Olin Wright’s ✵real uto pias” is an appro pria te term for
us to fra me the se hete ro ge neous pro ces ses. Wright argued that real uto pias
✵may seem like a con tra dic ti on in terms,” but rea li ty and uto pia need to be
thought toge ther prag mati cal ly. He wro te: ✵Uto pias are fan ta sies, moral ly
inspi red designs for a huma ne world of peace and har m o ny uncons trai ned by
rea listic con s i de ra ti ons of human psy cho lo gy and social fea si bi li ty. Rea lists
eschew such fan ta sies. What we need are hard-nosed pro po sals for prag -
mati cal ly impro ving our insti tu ti ons. Ins tead of indul ging in uto pi an dreams
we must accom mo da te to practi cal rea li ties.”3 What is cru cial about the con -
cept of ✹real uto pias’ is that it ✵em bra ces this ten si on bet we en dreams and
practi ce. It is groun ded in the belief that what is prag mati cal ly pos si b le is not
fixed inde pen dent ly of our ima gi na ti ons, but is its elf sha ped by our visi ons.” 4

By focu sing our atten ti on on health-rela ted real uto pias, and by lis te ning to
scho lars, prac ti tio ners, and acti vists who strugg le to rea li ze them in their
eve r y day work in cli nics, com muni ty health cen ters, or femi nist work shops,
we con tri bu te to the recent ly gro wing scho lar ly work that exp lo res ✵the con -
tin gent, expe ri men tal forms in which ideas of futu re bet ter worlds are inves ti -
ga ted” 5 and put into practi ce.

When we speak of ✹Ra di cal Health’ in this con text, radi ca li ty refers to uncon -
ven tio nal forms of desig ning or doing health ca re and the ra peutic pro ces ses
that sha re a trans for ma ti ve ethos. Radi ca li ty, howe ver, is not res tric ted to
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novel ty but also imp lies stub born forms of insis ten ce on and expe ri men ta ti on
with health ca re other wi se, parti cu lar ly in pri ma ry health ca re set tings. This
inclu des acco un ting for social deter mi n ants of health that have long empha -
si zed the politi cal, eco no mic, and environ men tal roots of health and well -
being. It also means addres sing intersec tio nal ine qua li ties and the phar -
maceuti cal indu s try’s cea se less search for finan cial pro fit, which crea tes and
pro found ly sha pes expe ri en ces of disea se and ill-health. Coun te ring such
deve lop ments requi res not only medi cal or tech no lo gi cal inter ven ti ons, but
also politi cal, eco no mic, and eco lo gi cal chan ge. Radi ca li ty furt her refers to
defying custo ma ry social and pro fes sio nal hier ar chies in the cli ni cal enco un -
ter, aiming for novel forms of col la bo ra ti on and soli da ri ty bet we en pati ents;
pati ents and prac ti tio ners; or prac ti tio ners, scho lars, and acti vists. In short,
radi ca li ty sug gests open ness and curio si ty toward alter na ti ve, rela tio nal
forms of metho do lo gi cal inquiry and health ca re practi ce in the attempt to
under stand what real ly mat ters when it comes to nur tu ring and sus tai ning
the exis ten ce and flou ris hing of human beings in their social and natu ral
environ ments.

This col lec ti on deri ves from an onli ne con fe ren ce entit led "Radi cal Health.
Doing Medi ci ne, Health Care, and Anthro po lo gy of the Good" that was orga -
ni zed by the Work Group Medi cal Anthro po lo gy (Ger man Anthro po lo gi cal
Asso cia ti on), the Asso cia ti on for Anthro po lo gy and Medi ci ne (AGEM), and
the Insti tu te of Social and Cul tu ral Anthro po lo gy at Freie Uni ver si tät Ber lin
and took place amid the COVID-19 pan de mic, in June 2021. The event
gathe red a wide ran ge of scho lars, artists, and acti vists from the social and
pub lic health sci en ces, who dis cus sed how ✹healt hy futu res’ could be envi -
sio ned, the o ri zed, and actual ly ✹do ne’ in times of mul tip le cri ses. The hybrid
cache for mat see med to us, the con fe ren ce con ve nors, a good way to con ti -
nue our onli ne dis cus si ons, and we came toge ther as an edi to rial col lec ti ve in
2022. Cache, we hoped, would allow us to inte g ra te the varied con fe ren ce
con tri bu ti ons and multi mo dal approa ches. The pro s pect of expe ri men ta ti on
and mul ti p li ci ty see med fit ting to rep re sent our inter di s ci p li na ry exchan ges at
the intersec ti on of social the o ry, aca de mic deba te, health ca re practi ce and
acti vism, and artistic inter ven ti on. During the edi to rial pro cess – an ent i re ly
remo te col la bo ra ti on bet we en Ber lin, Leip zig, Bre men, Müns ter, Goa, and
Vien na – we thus main tai ned the open-ended and hete ro ge neous spi rit of
the con fe ren ce. Choo sing their own expres si ve sty les, the aut hors of our col -
lec ti on wor ked with pho to graphs, dra wings, or film stills as they saw fit. They
also expe ri men ted with novel for mats like con ver sa ti ons, dra wing-based eth -
no gra phy, or auto-eth no gra phic wri ting. Their con tri bu ti ons thus sig ni fi cant ly
test the boun da ries of clas si cal aca de mic arti c les in the social and health sci -
en ces, which are inc rea sin g ly stan dar di zed con cer ning length and lan gua ge.

Edi ting this col lec ti ve volu me has been a chal len ging expe ri ment for us as an
edi to rial col lec ti ve. We adap ted the pos si bi li ties of the cache for mat to the
topic of radi cal health by playing with text sizes, pic tu re empla ce ment, and
visual accen tua ti on in the con tent mana ge ment sys tem to best rep re sent our
aut hors’ high ly diver se mate rials. We mana ged to assem b le eth no gra phic
mate rial, and first-per son expe ri en tial and work shop acco unts. The result is
an expe ri men tal volu me that con veys well the hete ro ge neous posi tio na li ties
and wri ting sty les of our aut hor-scho lars, aut hor-acti vists, aut hor-prac ti tio -
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ners, and aut hor-artists. All in all, we hope, the mul ti p li ci ty of mate rials and
for mats brought toge ther in our volu me grants an in-depth and con vin cing
mul ti sen so rial idea of what radi cal health can be in dif fe rent loca ti ons of the
world. Due to its inter di s ci p li na ry, acti vist, and eth no gra phic set-up, Radi cal
Health also goes beyond prior cache volu mes that have been more his to ri cal
and sour ce-based in natu re. It thus con sti tu tes a poly ph o ny of voices, wri ting
sty les, and multi mo dal for mats, inte g ra ting eth no gra phic, acti vist, dia lo gi cal,
as well as high ly inti ma te con tri bu ti ons.

Dra wing on rese arch and enga ge ment in a diver se ran ge of medi cal set tings
and eth no gra phic loca ti ons, the con tri bu ti ons are assem b led in four the matic
parts:

✹Com muni ties’ fea tu res con tri bu ti ons that criti cal ly ref lect on the pil lars of
health and well being beyond bio lo gi cal con di ti ons and gau ge ways of reor -
ga ni zing health ca re so as to make it more easi ly acces si b le, col la bo ra ti ve,
and social ly inclu si ve, i.e. to crea te com muni ty care in the true sen se of the
term. Col lec ti ve care ini tia ti ves in Euro pe an cities figu re here as much as
peace-buil ding in Colom bia and pri ma ry health ca re in Kera la, India.

In ✹In fra struc tu res’ the con tri bu tors con s i der three dif fe rent dimen si ons of
the radi cal natu re of health infra struc tu res: First, they focus on the cru cial
int an gi b le infra struc tu res of human rela ti ons that enab le or impe de social
pro ces ses such as well being and social rela ti ons among health ca re wor kers.
Second, they take into acco unt the built and natu ral environ ment and the
import an ce of infra struc tu res as socio ma te rial rela ti onships, parti cu lar ly in
hospi tals. Third, they look at pre ven ti on and take men tal health serious ly as
part of the work con text, in hig her edu ca ti on as well as in health ca re insti tu ti -
ons.

The con tri bu ti ons in ✹Practi ces’ deal with clas hing per cep ti ons and con cep ti -
ons of health in the fields of mig ra ti on, psy ch ia try, and alter na ti ve hea ling
methods, which not only pose a chal len ge to actors practi cal ly invol ved in the
respec ti ve hea ling set tings but also rai se the ques ti on of how to ade qua te ly
rese arch and rep re sent such per cep ti ons and con cep ti ons. The sec ti on
offers ref lec ti ons on rese arch methods that are able to inte g ra te sci en ti fic,
aes thetic, and artistic aspects. Further mo re, it picks up the ques ti ons
addres sed in pre vious chap ters in terms of how sub jec ti vi ties are put into
practi ce wit hin cer tain com muni ties and embed ded in parti cu lar infra struc tu -
res. In doing so, the con tri bu ti ons in this sec ti on exp lo re con c re te stra te gies
and practi ces to impro ve health and well being wit hin and beyond bio me di ci -
ne.

Final ly, in ✹Sub jec ti vi ties’ the con tri bu tors turn our atten ti on to expe ri en ces of
health and well being as a radi cal ly rela tio nal pro ject far beyond an indi vi dua -
list ethos. Attai ning and sus tai ning sta tes of well being in the UK, the US, and
Ger ma ny often invol ves much more than adhe ring to the ra peutic regi mes.
Rather, health and well being are the pro ducts of con ti nuous rela tio nal labor
in the sen se of recon ci ling expec ta ti ons and exi gen cies from both the world
of the ill and the world of the healt hy. Estab lis hing rela ti onships of mutual
care and recogni ti on with like-min ded others also pro vi des irre placeab le
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novelty but also implies stubborn forms of insistence on and experimentation
with healthcare otherwise, particularly in primary healthcare settings. This
includes accounting for social determinants of health that have long empha-
sized the political, economic, and environmental roots of health and well-
being. It also means addressing intersectional inequalities and the phar-
maceutical industry’s ceaseless search for financial profit, which creates and
profoundly shapes experiences of disease and ill-health. Countering such
developments requires not only medical or technological interventions, but
also political, economic, and ecological change. Radicality further refers to
defying customary social and professional hierarchies in the clinical encoun-
ter, aiming for novel forms of collaboration and solidarity between patients;
patients and practitioners; or practitioners, scholars, and activists. In short,
radicality suggests openness and curiosity toward alternative, relational
forms of methodological inquiry and healthcare practice in the attempt to
understand what really matters when it comes to nurturing and sustaining
the existence and flourishing of human beings in their social and natural
environments.

This collection derives from an online conference entitled "Radical Health.
Doing Medicine, Health Care, and Anthropology of the Good" that was orga-
nized by the Work Group Medical Anthropology (German Anthropological
Association), the Association for Anthropology and Medicine (AGEM), and
the Institute of Social and Cultural Anthropology at Freie Universität Berlin
and took place amid the COVID-19 pandemic, in June 2021. The event
gathered a wide range of scholars, artists, and activists from the social and
public health sciences, who discussed how ✹healthy futures’ could be envi-
sioned, theorized, and actually ✹done’ in times of multiple crises. The hybrid
cache format seemed to us, the conference convenors, a good way to conti-
nue our online discussions, and we came together as an editorial collective in
2022. Cache, we hoped, would allow us to integrate the varied conference
contributions and multimodal approaches. The prospect of experimentation
and multiplicity seemed fitting to represent our interdisciplinary exchanges at
the intersection of social theory, academic debate, healthcare practice and
activism, and artistic intervention. During the editorial process – an entirely
remote collaboration between Berlin, Leipzig, Bremen, Münster, Goa, and
Vienna – we thus maintained the open-ended and heterogeneous spirit of
the conference. Choosing their own expressive styles, the authors of our col-
lection worked with photographs, drawings, or film stills as they saw fit. They
also experimented with novel formats like conversations, drawing-based eth-
nography, or auto-ethnographic writing. Their contributions thus significantly
test the boundaries of classical academic articles in the social and health sci-
ences, which are increasingly standardized concerning length and language.

Editing this collective volume has been a challenging experiment for us as an
editorial collective. We adapted the possibilities of the cache format to the
topic of radical health by playing with text sizes, picture emplacement, and
visual accentuation in the content management system to best represent our
authors’ highly diverse materials. We managed to assemble ethnographic
material, and first-person experiential and workshop accounts. The result is
an experimental volume that conveys well the heterogeneous positionalities
and writing styles of our author-scholars, author-activists, author-practitio-
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sup port in not only endu ring but also strugg ling against exclu siona ry health
poli cies and social struc tu res.

Last but not least, we would not have suc cee ded in put ting toge ther this col -
lec ti on wit hout the count less hours of hard and pati ent work by the stu dent
assi s tants Julia Koro knai and Frie de ri ke Rosen baum. They ente red the con -
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COLLECTIVE CARE  Glitch
What is made visi b le in moments of tran si ti on and cri sis, and how can col lec ti ve exis ten ce 
be upheld? In their 2016 essay The Com mons: Infra struc tu res for Trou b ling Times, the late
Lau ren Ber lant, litera ry and queer the o rist, rumi na tes on the recogni ti on of a ”glitch” in times
of cri ses. More pre ci se ly, Ber lant con s i ders what the glitch reveals about the infra struc tu ral
scaf fol ding, or ”pat ter ning” of our lives: whe re it is unsta b le, fraying, even per pe tua ting harm.
Ber lant’s under stan ding of infra struc tu re is broad, encom pas sing roads, hospi tals and
schools as well as fami lies and norms, as ”the living media ti on of what orga ni zes life: the 
li fe world of struc tu re”. 1 Pub lis hed several years befo re the onset of the COVID-19 pan de mic,
Ber lant’s essay is taken up in this con tri bu ti on as an invi ta ti on and entry point to re-think 
col lec ti ve ways both of loo king at and loo king after infra struc tu res. To Ber lant, cru cial ly, the
”glitch” opens up a win dow of oppor tuni ty for repair, in ways which encou ra ge new forms
”from wit hin bro ken ness beyond the exi gen cies of the cur rent cri sis, and alter na ti ve ly to it
too”. 2

”All times are tran si tio nal. But at some
cri sis times like this one, politics is
defi ned by a col lec ti ve ly held sen se
that a glitch has appea red in the repro -
duc ti on of life [...] an inter rup ti on 
wi t hin a tran si ti on, a trou b led trans -
mis si on. A glitch is also the reve la ti on
of an infra struc tu ral failu re.”

Lau ren Ber lant: ”The Com mons: Infra struc -
tu res for Trou b ling Times”, in: Environment
and Plan ning D: Socie ty and Space 34/3
(2016), pp. 393–419, p. 393.

In the fol lo wing con ver sa ti on, anthro po lo gists, phy si ci an-anthro po lo gists, a socio lo gist and 
a phy si ci an-epi de mio lo gist joint ly ref lect on how they each expe ri en ced bro ken health ca re
infra struc tu res befo re, during and after the COVID-19 pan de mic, how they ima gi ne alter na ti -
ve futu res of health and care and how the se futu res might be col lec ti ve ly rea li zed. Toge ther,
we ref lec ted on the laye red, acu te and chro nic infra struc tu ral failu res of the last two-and-a-
half pan de mic years, whi le spea king from dif fe rent regio nal and dis ci p li na ry per spec ti ves 
as well as parti cu lar posi ti ons wit hin health ca re sys tems. Mar ta Pér ez, an anthro po lo gist, and
Bea triz Ara gón Mar tín, a phy si ci an-anthro po lo gist, both work in pub lic health cen ters and
acti vist health move ments in Madrid. Ange la Schus ter is a phy si ci an, epi de mio lo gist and part
of the neigh bor hood com muni ty health cen ter the Ber lin Health Col lec ti ve, whi le Danie la
Krü ger is an urban socio lo gist rese ar ching emer gen cy medi ci ne in a Ger man metro po li tan
city. In this inter view, Ange la expres ses her expe ri en ces and thoughts as a rese ar cher and
mem ber of the Ber lin Health Col lec ti ve; howe ver, her posi ti ons do not neces sa ri ly ref lect
tho se of the Col lec ti ve. Both Lucia Mair, a phy si ci an-anthro po lo gist, and Jan i na Kehr, a
medi cal anthro po lo gist, sha re a com mon rese arch inte rest in novel forms of social medi ci ne
and the ite ra ti ons of pub lic health ca re today, respec ti ve ly in Ger ma ny and Spain. Our con-
ver sa ti on aimed for an exchan ge to sha re regio nal expe ri en ces and fos ter connec ti ons to
think about the pro b lems and pos si bi li ties of health ca re during the long pan de mic moment.

How can one work wit hin, along si de or against the sys tem 
to reach trans for ma ti on, repair and com muni ty in a trou b led
world?

COMMUNITIES / COLLECTIVE CAREDaniela Krüger, Angela Schuster, Beatriz Aragón Martín, Marta Pérez,
Lucia Mair, Janina Kehr

I/1

–

COLLECTIVE CARE  Glitch
What is made visi b le in moments of tran si ti on and cri sis, and how can col lec ti ve exis ten ce 
be upheld? In their 2016 essay The Com mons: Infra struc tu res for Trou b ling Times, the late
Lau ren Ber lant, litera ry and queer the o rist, rumi na tes on the recogni ti on of a ”glitch” in times
of cri ses. More pre ci se ly, Ber lant con s i ders what the glitch reveals about the infra struc tu ral
scaf fol ding, or ”pat ter ning” of our lives: whe re it is unsta b le, fraying, even per pe tua ting harm.
Ber lant’s under stan ding of infra struc tu re is broad, encom pas sing roads, hospi tals and
schools as well as fami lies and norms, as ”the living media ti on of what orga ni zes life: the 
li fe world of struc tu re”. 1 Pub lis hed several years befo re the onset of the COVID-19 pan de mic,
Ber lant’s essay is taken up in this con tri bu ti on as an invi ta ti on and entry point to re-think 
col lec ti ve ways both of loo king at and loo king after infra struc tu res. To Ber lant, cru cial ly, the
”glitch” opens up a win dow of oppor tuni ty for repair, in ways which encou ra ge new forms
”from wit hin bro ken ness beyond the exi gen cies of the cur rent cri sis, and alter na ti ve ly to it
too”. 2

”All times are tran si tio nal. But at some
cri sis times like this one, politics is
defi ned by a col lec ti ve ly held sen se
that a glitch has appea red in the repro -
duc ti on of life [...] an inter rup ti on 
wi t hin a tran si ti on, a trou b led trans -
mis si on. A glitch is also the reve la ti on
of an infra struc tu ral failu re.”

Lau ren Ber lant: ”The Com mons: Infra struc -
tu res for Trou b ling Times”, in: Environment
and Plan ning D: Socie ty and Space 34/3
(2016), pp. 393–419, p. 393.

In the fol lo wing con ver sa ti on, anthro po lo gists, phy si ci an-anthro po lo gists, a socio lo gist and 
a phy si ci an-epi de mio lo gist joint ly ref lect on how they each expe ri en ced bro ken health ca re
infra struc tu res befo re, during and after the COVID-19 pan de mic, how they ima gi ne alter na ti -
ve futu res of health and care and how the se futu res might be col lec ti ve ly rea li zed. Toge ther,
we ref lec ted on the laye red, acu te and chro nic infra struc tu ral failu res of the last two-and-a-
half pan de mic years, whi le spea king from dif fe rent regio nal and dis ci p li na ry per spec ti ves 
as well as parti cu lar posi ti ons wit hin health ca re sys tems. Mar ta Pér ez, an anthro po lo gist, and
Bea triz Ara gón Mar tín, a phy si ci an-anthro po lo gist, both work in pub lic health cen ters and
acti vist health move ments in Madrid. Ange la Schus ter is a phy si ci an, epi de mio lo gist and part
of the neigh bor hood com muni ty health cen ter the Ber lin Health Col lec ti ve, whi le Danie la
Krü ger is an urban socio lo gist rese ar ching emer gen cy medi ci ne in a Ger man metro po li tan
city. In this inter view, Ange la expres ses her expe ri en ces and thoughts as a rese ar cher and
mem ber of the Ber lin Health Col lec ti ve; howe ver, her posi ti ons do not neces sa ri ly ref lect
tho se of the Col lec ti ve. Both Lucia Mair, a phy si ci an-anthro po lo gist, and Jan i na Kehr, a
medi cal anthro po lo gist, sha re a com mon rese arch inte rest in novel forms of social medi ci ne
and the ite ra ti ons of pub lic health ca re today, respec ti ve ly in Ger ma ny and Spain. Our con-
ver sa ti on aimed for an exchan ge to sha re regio nal expe ri en ces and fos ter connec ti ons to
think about the pro b lems and pos si bi li ties of health ca re during the long pan de mic moment.

How can one work wit hin, along si de or against the sys tem 
to reach trans for ma ti on, repair and com muni ty in a trou b led
world?

COMMUNITIES / COLLECTIVE CAREDaniela Krüger, Angela Schuster, Beatriz Aragón Martín, Marta Pérez,
Lucia Mair, Janina Kehr

I/1

COMMUNITIES

–

COLLECTIVE CARE  Glitch
What is made visi b le in moments of tran si ti on and cri sis, and how can col lec ti ve exis ten ce 
be upheld? In their 2016 essay The Com mons: Infra struc tu res for Trou b ling Times, the late
Lau ren Ber lant, litera ry and queer the o rist, rumi na tes on the recogni ti on of a ”glitch” in times
of cri ses. More pre ci se ly, Ber lant con s i ders what the glitch reveals about the infra struc tu ral
scaf fol ding, or ”pat ter ning” of our lives: whe re it is unsta b le, fraying, even per pe tua ting harm.
Ber lant’s under stan ding of infra struc tu re is broad, encom pas sing roads, hospi tals and
schools as well as fami lies and norms, as ”the living media ti on of what orga ni zes life: the 
li fe world of struc tu re”. 1 Pub lis hed several years befo re the onset of the COVID-19 pan de mic,
Ber lant’s essay is taken up in this con tri bu ti on as an invi ta ti on and entry point to re-think 
col lec ti ve ways both of loo king at and loo king after infra struc tu res. To Ber lant, cru cial ly, the
”glitch” opens up a win dow of oppor tuni ty for repair, in ways which encou ra ge new forms
”from wit hin bro ken ness beyond the exi gen cies of the cur rent cri sis, and alter na ti ve ly to it
too”. 2

”All times are tran si tio nal. But at some
cri sis times like this one, politics is
defi ned by a col lec ti ve ly held sen se
that a glitch has appea red in the repro -
duc ti on of life [...] an inter rup ti on 
wi t hin a tran si ti on, a trou b led trans -
mis si on. A glitch is also the reve la ti on
of an infra struc tu ral failu re.”

Lau ren Ber lant: ”The Com mons: Infra struc -
tu res for Trou b ling Times”, in: Environment
and Plan ning D: Socie ty and Space 34/3
(2016), pp. 393–419, p. 393.

In the fol lo wing con ver sa ti on, anthro po lo gists, phy si ci an-anthro po lo gists, a socio lo gist and 
a phy si ci an-epi de mio lo gist joint ly ref lect on how they each expe ri en ced bro ken health ca re
infra struc tu res befo re, during and after the COVID-19 pan de mic, how they ima gi ne alter na ti -
ve futu res of health and care and how the se futu res might be col lec ti ve ly rea li zed. Toge ther,
we ref lec ted on the laye red, acu te and chro nic infra struc tu ral failu res of the last two-and-a-
half pan de mic years, whi le spea king from dif fe rent regio nal and dis ci p li na ry per spec ti ves 
as well as parti cu lar posi ti ons wit hin health ca re sys tems. Mar ta Pér ez, an anthro po lo gist, and
Bea triz Ara gón Mar tín, a phy si ci an-anthro po lo gist, both work in pub lic health cen ters and
acti vist health move ments in Madrid. Ange la Schus ter is a phy si ci an, epi de mio lo gist and part
of the neigh bor hood com muni ty health cen ter the Ber lin Health Col lec ti ve, whi le Danie la
Krü ger is an urban socio lo gist rese ar ching emer gen cy medi ci ne in a Ger man metro po li tan
city. In this inter view, Ange la expres ses her expe ri en ces and thoughts as a rese ar cher and
mem ber of the Ber lin Health Col lec ti ve; howe ver, her posi ti ons do not neces sa ri ly ref lect
tho se of the Col lec ti ve. Both Lucia Mair, a phy si ci an-anthro po lo gist, and Jan i na Kehr, a
medi cal anthro po lo gist, sha re a com mon rese arch inte rest in novel forms of social medi ci ne
and the ite ra ti ons of pub lic health ca re today, respec ti ve ly in Ger ma ny and Spain. Our con-
ver sa ti on aimed for an exchan ge to sha re regio nal expe ri en ces and fos ter connec ti ons to
think about the pro b lems and pos si bi li ties of health ca re during the long pan de mic moment.

How can one work wit hin, along si de or against the sys tem 
to reach trans for ma ti on, repair and com muni ty in a trou b led
world?

COMMUNITIES / COLLECTIVE CAREDaniela Krüger, Angela Schuster, Beatriz Aragón Martín, Marta Pérez,
Lucia Mair, Janina Kehr

I/1



–

COLLECTIVE CARE  Glitch
What is made visi b le in moments of tran si ti on and cri sis, and how can col lec ti ve exis ten ce 
be upheld? In their 2016 essay The Com mons: Infra struc tu res for Trou b ling Times, the late
Lau ren Ber lant, litera ry and queer the o rist, rumi na tes on the recogni ti on of a ”glitch” in times
of cri ses. More pre ci se ly, Ber lant con s i ders what the glitch reveals about the infra struc tu ral
scaf fol ding, or ”pat ter ning” of our lives: whe re it is unsta b le, fraying, even per pe tua ting harm.
Ber lant’s under stan ding of infra struc tu re is broad, encom pas sing roads, hospi tals and
schools as well as fami lies and norms, as ”the living media ti on of what orga ni zes life: the 
li fe world of struc tu re”. 1 Pub lis hed several years befo re the onset of the COVID-19 pan de mic,
Ber lant’s essay is taken up in this con tri bu ti on as an invi ta ti on and entry point to re-think 
col lec ti ve ways both of loo king at and loo king after infra struc tu res. To Ber lant, cru cial ly, the
”glitch” opens up a win dow of oppor tuni ty for repair, in ways which encou ra ge new forms
”from wit hin bro ken ness beyond the exi gen cies of the cur rent cri sis, and alter na ti ve ly to it
too”. 2

”All times are tran si tio nal. But at some
cri sis times like this one, politics is
defi ned by a col lec ti ve ly held sen se
that a glitch has appea red in the repro -
duc ti on of life [...] an inter rup ti on 
wi t hin a tran si ti on, a trou b led trans -
mis si on. A glitch is also the reve la ti on
of an infra struc tu ral failu re.”

Lau ren Ber lant: ”The Com mons: Infra struc -
tu res for Trou b ling Times”, in: Environment
and Plan ning D: Socie ty and Space 34/3
(2016), pp. 393–419, p. 393.

In the fol lo wing con ver sa ti on, anthro po lo gists, phy si ci an-anthro po lo gists, a socio lo gist and 
a phy si ci an-epi de mio lo gist joint ly ref lect on how they each expe ri en ced bro ken health ca re
infra struc tu res befo re, during and after the COVID-19 pan de mic, how they ima gi ne alter na ti -
ve futu res of health and care and how the se futu res might be col lec ti ve ly rea li zed. Toge ther,
we ref lec ted on the laye red, acu te and chro nic infra struc tu ral failu res of the last two-and-a-
half pan de mic years, whi le spea king from dif fe rent regio nal and dis ci p li na ry per spec ti ves 
as well as parti cu lar posi ti ons wit hin health ca re sys tems. Mar ta Pér ez, an anthro po lo gist, and
Bea triz Ara gón Mar tín, a phy si ci an-anthro po lo gist, both work in pub lic health cen ters and
acti vist health move ments in Madrid. Ange la Schus ter is a phy si ci an, epi de mio lo gist and part
of the neigh bor hood com muni ty health cen ter the Ber lin Health Col lec ti ve, whi le Danie la
Krü ger is an urban socio lo gist rese ar ching emer gen cy medi ci ne in a Ger man metro po li tan
city. In this inter view, Ange la expres ses her expe ri en ces and thoughts as a rese ar cher and
mem ber of the Ber lin Health Col lec ti ve; howe ver, her posi ti ons do not neces sa ri ly ref lect
tho se of the Col lec ti ve. Both Lucia Mair, a phy si ci an-anthro po lo gist, and Jan i na Kehr, a
medi cal anthro po lo gist, sha re a com mon rese arch inte rest in novel forms of social medi ci ne
and the ite ra ti ons of pub lic health ca re today, respec ti ve ly in Ger ma ny and Spain. Our con-
ver sa ti on aimed for an exchan ge to sha re regio nal expe ri en ces and fos ter connec ti ons to
think about the pro b lems and pos si bi li ties of health ca re during the long pan de mic moment.

How can one work wit hin, along si de or against the sys tem 
to reach trans for ma ti on, repair and com muni ty in a trou b led
world?

COMMUNITIES / COLLECTIVE CAREDaniela Krüger, Angela Schuster, Beatriz Aragón Martín, Marta Pérez,
Lucia Mair, Janina Kehr

I/1

–

COLLECTIVE CARE  Glitch
What is made visi b le in moments of tran si ti on and cri sis, and how can col lec ti ve exis ten ce 
be upheld? In their 2016 essay The Com mons: Infra struc tu res for Trou b ling Times, the late
Lau ren Ber lant, litera ry and queer the o rist, rumi na tes on the recogni ti on of a ”glitch” in times
of cri ses. More pre ci se ly, Ber lant con s i ders what the glitch reveals about the infra struc tu ral
scaf fol ding, or ”pat ter ning” of our lives: whe re it is unsta b le, fraying, even per pe tua ting harm.
Ber lant’s under stan ding of infra struc tu re is broad, encom pas sing roads, hospi tals and
schools as well as fami lies and norms, as ”the living media ti on of what orga ni zes life: the 
li fe world of struc tu re”. 1 Pub lis hed several years befo re the onset of the COVID-19 pan de mic,
Ber lant’s essay is taken up in this con tri bu ti on as an invi ta ti on and entry point to re-think 
col lec ti ve ways both of loo king at and loo king after infra struc tu res. To Ber lant, cru cial ly, the
”glitch” opens up a win dow of oppor tuni ty for repair, in ways which encou ra ge new forms
”from wit hin bro ken ness beyond the exi gen cies of the cur rent cri sis, and alter na ti ve ly to it
too”. 2

”All times are tran si tio nal. But at some
cri sis times like this one, politics is
defi ned by a col lec ti ve ly held sen se
that a glitch has appea red in the repro -
duc ti on of life [...] an inter rup ti on 
wi t hin a tran si ti on, a trou b led trans -
mis si on. A glitch is also the reve la ti on
of an infra struc tu ral failu re.”

Lau ren Ber lant: ”The Com mons: Infra struc -
tu res for Trou b ling Times”, in: Environment
and Plan ning D: Socie ty and Space 34/3
(2016), pp. 393–419, p. 393.

In the fol lo wing con ver sa ti on, anthro po lo gists, phy si ci an-anthro po lo gists, a socio lo gist and 
a phy si ci an-epi de mio lo gist joint ly ref lect on how they each expe ri en ced bro ken health ca re
infra struc tu res befo re, during and after the COVID-19 pan de mic, how they ima gi ne alter na ti -
ve futu res of health and care and how the se futu res might be col lec ti ve ly rea li zed. Toge ther,
we ref lec ted on the laye red, acu te and chro nic infra struc tu ral failu res of the last two-and-a-
half pan de mic years, whi le spea king from dif fe rent regio nal and dis ci p li na ry per spec ti ves 
as well as parti cu lar posi ti ons wit hin health ca re sys tems. Mar ta Pér ez, an anthro po lo gist, and
Bea triz Ara gón Mar tín, a phy si ci an-anthro po lo gist, both work in pub lic health cen ters and
acti vist health move ments in Madrid. Ange la Schus ter is a phy si ci an, epi de mio lo gist and part
of the neigh bor hood com muni ty health cen ter the Ber lin Health Col lec ti ve, whi le Danie la
Krü ger is an urban socio lo gist rese ar ching emer gen cy medi ci ne in a Ger man metro po li tan
city. In this inter view, Ange la expres ses her expe ri en ces and thoughts as a rese ar cher and
mem ber of the Ber lin Health Col lec ti ve; howe ver, her posi ti ons do not neces sa ri ly ref lect
tho se of the Col lec ti ve. Both Lucia Mair, a phy si ci an-anthro po lo gist, and Jan i na Kehr, a
medi cal anthro po lo gist, sha re a com mon rese arch inte rest in novel forms of social medi ci ne
and the ite ra ti ons of pub lic health ca re today, respec ti ve ly in Ger ma ny and Spain. Our con-
ver sa ti on aimed for an exchan ge to sha re regio nal expe ri en ces and fos ter connec ti ons to
think about the pro b lems and pos si bi li ties of health ca re during the long pan de mic moment.

How can one work wit hin, along si de or against the sys tem 
to reach trans for ma ti on, repair and com muni ty in a trou b led
world?

COMMUNITIES / COLLECTIVE CAREDaniela Krüger, Angela Schuster, Beatriz Aragón Martín, Marta Pérez,
Lucia Mair, Janina Kehr

I/1

–

COLLECTIVE CARE  Glitch
What is made visi b le in moments of tran si ti on and cri sis, and how can col lec ti ve exis ten ce 
be upheld? In their 2016 essay The Com mons: Infra struc tu res for Trou b ling Times, the late
Lau ren Ber lant, litera ry and queer the o rist, rumi na tes on the recogni ti on of a ”glitch” in times
of cri ses. More pre ci se ly, Ber lant con s i ders what the glitch reveals about the infra struc tu ral
scaf fol ding, or ”pat ter ning” of our lives: whe re it is unsta b le, fraying, even per pe tua ting harm.
Ber lant’s under stan ding of infra struc tu re is broad, encom pas sing roads, hospi tals and
schools as well as fami lies and norms, as ”the living media ti on of what orga ni zes life: the 
li fe world of struc tu re”. 1 Pub lis hed several years befo re the onset of the COVID-19 pan de mic,
Ber lant’s essay is taken up in this con tri bu ti on as an invi ta ti on and entry point to re-think 
col lec ti ve ways both of loo king at and loo king after infra struc tu res. To Ber lant, cru cial ly, the
”glitch” opens up a win dow of oppor tuni ty for repair, in ways which encou ra ge new forms
”from wit hin bro ken ness beyond the exi gen cies of the cur rent cri sis, and alter na ti ve ly to it
too”. 2

”All times are tran si tio nal. But at some
cri sis times like this one, politics is
defi ned by a col lec ti ve ly held sen se
that a glitch has appea red in the repro -
duc ti on of life [...] an inter rup ti on 
wi t hin a tran si ti on, a trou b led trans -
mis si on. A glitch is also the reve la ti on
of an infra struc tu ral failu re.”

Lau ren Ber lant: ”The Com mons: Infra struc -
tu res for Trou b ling Times”, in: Environment
and Plan ning D: Socie ty and Space 34/3
(2016), pp. 393–419, p. 393.

In the fol lo wing con ver sa ti on, anthro po lo gists, phy si ci an-anthro po lo gists, a socio lo gist and 
a phy si ci an-epi de mio lo gist joint ly ref lect on how they each expe ri en ced bro ken health ca re
infra struc tu res befo re, during and after the COVID-19 pan de mic, how they ima gi ne alter na ti -
ve futu res of health and care and how the se futu res might be col lec ti ve ly rea li zed. Toge ther,
we ref lec ted on the laye red, acu te and chro nic infra struc tu ral failu res of the last two-and-a-
half pan de mic years, whi le spea king from dif fe rent regio nal and dis ci p li na ry per spec ti ves 
as well as parti cu lar posi ti ons wit hin health ca re sys tems. Mar ta Pér ez, an anthro po lo gist, and
Bea triz Ara gón Mar tín, a phy si ci an-anthro po lo gist, both work in pub lic health cen ters and
acti vist health move ments in Madrid. Ange la Schus ter is a phy si ci an, epi de mio lo gist and part
of the neigh bor hood com muni ty health cen ter the Ber lin Health Col lec ti ve, whi le Danie la
Krü ger is an urban socio lo gist rese ar ching emer gen cy medi ci ne in a Ger man metro po li tan
city. In this inter view, Ange la expres ses her expe ri en ces and thoughts as a rese ar cher and
mem ber of the Ber lin Health Col lec ti ve; howe ver, her posi ti ons do not neces sa ri ly ref lect
tho se of the Col lec ti ve. Both Lucia Mair, a phy si ci an-anthro po lo gist, and Jan i na Kehr, a
medi cal anthro po lo gist, sha re a com mon rese arch inte rest in novel forms of social medi ci ne
and the ite ra ti ons of pub lic health ca re today, respec ti ve ly in Ger ma ny and Spain. Our con-
ver sa ti on aimed for an exchan ge to sha re regio nal expe ri en ces and fos ter connec ti ons to
think about the pro b lems and pos si bi li ties of health ca re during the long pan de mic moment.

How can one work wit hin, along si de or against the sys tem 
to reach trans for ma ti on, repair and com muni ty in a trou b led
world?

COMMUNITIES / COLLECTIVE CAREDaniela Krüger, Angela Schuster, Beatriz Aragón Martín, Marta Pérez,
Lucia Mair, Janina Kehr
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But whi le the infra struc tu ral failu res and affor dan ces we tal ked about were laid bare by the
COVID-19 pan de mic, in many cases, they also pre ce ded it in the face of inc rea sin g ly pro fit-
ori en ted logics of and pres su res on pub lic health sys tems in the last thir ty years. In this trou -
b ling con text, though, not only failu res, but also new col lec ti vi ties, col la bo ra ti ons, net works
of sha ring and care emer ged. Rene wed app re cia ti on for com muni ty-enga ged health ca re as
one poten tial arran ge ment to move past the ”glitch” hap pe n ed in Ger ma ny and Spain ali ke,
as Mar ta, Bea, Ange la and Danie la reco unt. The fol lo wing con ver sa ti on is thus testi m o ny to
how pub lic health ca re is defen ded on the street in both coun tries, how the pan de mic chan -
ged the rela ti onship bet we en pro vi ders and pati ents, and what radi ca li ty means in the o ry and
practi ce. It is an invi ta ti on to ref lect on how to work wit hin, along si de or against the sys tem to
reach trans for ma ti on, repair and com muni ty in a trou b led world.

Pho to graph by Lucia Mair (2022).

Ima ge of half torn off pos ters with politi cal slo gans, plas te -
red on a wall in Ber lin. The slo gans are: ”Health is a human
right. It is denied to me”, sup por ting access to health ca re for
asyl um see kers; ”Who do I save first?”, and ”We save you.
Who saves us?”, both from the tra de uni on ver.di in sup port
of impro ve ment of nur ses’ wor king con di ti ons.

Lucia Mair: The pro jects you, Mar ta and Bea, are enga ged in are part of a power ful move -
ment in Spain, the Marea Blan ca, which has pro tes ted against the pri va tiza ti on of hospi tals
and aus te ri ty poli cies in the health ca re sec tor sin ce 2012. I would be inte res ted to hear 
from you, Ange la and Danie la: do you see any t hing com pa ra b le hap pe ning in Ger ma ny, 
in the past or futu re? Do you see par ti cu lar topics of con cern that could moti va te both health
pro fes sio nals, but also the broa der socie ty, to beco me more awa re of the pro b lems regar ding
cuts and pri va tiza ti ons in health ca re that many of us here are wor ried about?

Ange la Schus ter: I think from a struc tu ral point of view, the Ger man health sys tem is very
frag men ted. This leads to a situa ti on whe re chan ge is enac ted rather slow ly and is pro bab ly
also trans fe ra b le to other aspects of the Ger man wel fa re sys tem. In the last years, I have had
the impres si on that the re is an inc rea sed col la bo ra ti on and inte rest in com muni ty care in the
con text of pri ma ry health ca re cen ters. What the Health Col lec ti ve3 is doing (by ope ning a
com muni ty health cen ter), for examp le, also hap pens in other cities. Most of the se ini tia ti ves
were born from acti vism for undo cu men ted migrants, who are exclu ded from for mal health -
ca re in Ger ma ny. It thus seems to me that the re are two dif fe rent pos si bi li ties against frag -
men ta ti on, to pro vi de inte g ra ted care: one comes with a politi cal impe tus to crea te com muni -
ty-inte g ra ted care whi le con s i de ring social and eco no mic deter mi n ants of health; the other
one can be sub su med under a mana ged care approach, which might nevert he less amo unt to
a simi lar form of care pro vi si on. From a his to ri cal point of view, then, the re is a long histo ry 
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of poly c li nics in the for mer Ger man Demo c ratic Repu b lic, which we, in Wes tern Ger ma ny,
have ten ded to for get and haven’t re-imp le men ted. Besi des forms of health ca re pro vi si on, I
also think that a dri ver for chan ge could be the inc rea sing awa re ness of health wor kers’
stress ful wor king con di ti ons, and their inc rea sing loud ness in expres sing their dis sa tis fac ti on
about their wor king con di ti ons. I am thin king for examp le of the Ber li ner Kran ken haus be we -
gung, or Ber lin Hospi tal Move ment, which might be a pull fac tor for chan ge. Becau se health
wor kers – and I see that from my stu dents as well – are not wil ling to work under the se con -
di ti ons any mo re.

The Ber li ner Kran ken haus be we gung
(Ber lin Hospi tal Move ment) was foun -
ded in 2021 by health ca re wor kers
from Ber lin’s two lar gest sta te-owned
hospi tal groups, Cha ri té and Vivan tes,
and Vivan tes’ sub si dia ries, with the
goal of impro ving wor king con di ti ons.
Almost 2’000 wor kers, inclu ding nur -
ses, mid wi ves, medi cal-tech ni cal assi -
s tants, kit chen staff and clea ners,
went on stri ke for several weeks in the
sum mer of 2021. One of the lon gest
stri kes in the histo ry of the Ger man
health ca re sys tem, it cul mi na ted in a
col lec ti ve bar gai ning agree ment. In
October 2022, more than 1’000 of
Cha ri té’s phy si ci ans fol lo wed suit,
going on stri ke for the first time in over
ten years.

”Ber li ner Kran ken haus be we gung”,
https://ber li ner-kran ken haus be we gung.de.

Danie la Krü ger: Ber lin is very rich in NGOs and politi cal acti vism, which is also some t hing
parti cu lar about the city – a very rich sce ne, like a move ment. What I see from my case,
emer gen cy care, in Ger ma ny and other con texts, is that the re’s lar ge moti va ti on to impro ve
the res pon sive ness of health ca re. Emer gen cy care pro vi ders have been obser ving two 
chan ges: on the one hand, an inc rea se in the overall num ber of pati ents; and on the other
hand, an inc rea sing num ber of pati ents who cir cu la te bet we en dif fe rent ser vice pro vi ders
wit hout recei ving the social or medi cal care they would bene fit from. The se pro fes si ons, and
the deci si on makers and plan ners wit hin the orga niza ti ons, are inc rea sin g ly moving towards
approa ches resem b ling com muni ty health ca re or holistic care, under stan ding their juris dic ti -
ons as too nar row, too spe ci fic. Some advo ca te for a para digm shift of coope ra ting with
other pro fes si ons, even inclu ding them in their work or wit hin their orga niza ti ons. And I see
this as a very inte res ting examp le of the moti va ti on to chan ge some t hing wit hin the sys tem,
from wit hin regu lar care.

COLLECTIVE CARE  System
Jan i na Kehr: Sys tem is a good key word here, becau se Spain and Ger ma ny have qui te dif-
fe rent health ca re sys tems: Spain has a Natio nal Health Ser vice (NHS), uni ver sal in access
and free at the point of use, and Ger ma ny has a Social Secu ri ty-based sys tem with built-in
health ca re exclu si ons for tho se who are not insu red. In Spain, uni ver sal access exists only 
in the o ry, howe ver, and has been con ti nuous ly redu ced through legal mea su res in the last
deca des. But at least the re is an idea of uni ver sa li ty of access, which part ly trans la tes into
practi ce, and which is defen ded when it is atta cked. So what we have seen in Spain in the
last ten years are dif fe rent forms of health ca re acti vism, which strugg le against pro b lems
with access to care, parti cu lar ly for undo cu men ted immi grants and other mar gi na li zed or 
vul ne ra b le groups. How did this come into being? What is your take on this, Mar ta and Bea?
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But whi le the infra struc tu ral failu res and affor dan ces we tal ked about were laid bare by the
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ori en ted logics of and pres su res on pub lic health sys tems in the last thir ty years. In this trou -
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one poten tial arran ge ment to move past the ”glitch” hap pe n ed in Ger ma ny and Spain ali ke,
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were born from acti vism for undo cu men ted migrants, who are exclu ded from for mal health -
ca re in Ger ma ny. It thus seems to me that the re are two dif fe rent pos si bi li ties against frag -
men ta ti on, to pro vi de inte g ra ted care: one comes with a politi cal impe tus to crea te com muni -
ty-inte g ra ted care whi le con s i de ring social and eco no mic deter mi n ants of health; the other
one can be sub su med under a mana ged care approach, which might nevert he less amo unt to
a simi lar form of care pro vi si on. From a his to ri cal point of view, then, the re is a long histo ry 
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and Vivan tes’ sub si dia ries, with the
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in the o ry, howe ver, and has been con ti nuous ly redu ced through legal mea su res in the last
deca des. But at least the re is an idea of uni ver sa li ty of access, which part ly trans la tes into
practi ce, and which is defen ded when it is atta cked. So what we have seen in Spain in the
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The 15-M or Indi gna dos move ment –
in Eng lish move ment of the enra ged –
was a vast, hete ro ge neous popu lar
move ment that emer ged on May 15,
2011 in Spain. After lar ge-sca le
demon s t ra ti ons for more demo cra cy
across the coun try, several groups of
peop le deci ded to camp out in the
main squa res of dif fe rent cities, among
them Puer ta del Sol in Madrid, the re by
con so li da ting the move ment. Parti ci -
pants wan ted more politi cal parti ci pa -
ti on, and also inten ded to col lec ti ve ly
call atten ti on to how peop le lived
through the cri sis after years of reces -
si on and pre ca riza ti on in Spain. The
Indi gna dos move ment has pro found ly
trans for med Spa nish acti vism. It has
also con tri bu ted to the politi ciza ti on 
of parts of Spa nish socie ty, inclu ding
por ti ons of its health ca re work for ce.

Bryan Came ron: ”Spain in Cri sis: 15-M and
the Cul tu re of Indi g na ti on”, in: Jour nal of
Spa nish Cul tu ral Stu dies 15/1–2 (2014), 
pp. 1–11.

Bea triz Ara gón: Health ca re exclu si on was furt her pro of of the attacks the health ca re sys tem
was suf fe ring from. Peop le were not wor ried about health ca re exclu si on as such, you know. 
It was more what it rep re sen ted. The fear was: they are redu cing health ca re for migrants, 
may be they will also, after that, redu ce it for us. Health ca re exclu si ons were pro of that an
attack was taking place. Peop le were not demon s t ra ting becau se of health ca re exclu si on.
They were demon s t ra ting becau se, at that moment, they thought their health ca re sys tem
was going to beco me wor se, also becau se of the pri va tiza ti ons that were going on at the
same time.

Mar ta Pér ez: I agree. The re was a sen se that they were taking some t hing from us, they were
taking away our health ca re. This senti ment was sha red among peop le who were social ly very
dif fe rent: a car dio lo gist wor king in a hospi tal, and a woman in her six ties from a very wor -
king-class neigh bor hood. That was uni que. And it’s not very com mon. The orga niza ti on of
the Marea Blan ca was dri ven by the pri ma ry care sec tor, but hospi tal staff were stron g ly rep -
re sen ted as well. It was a sha red fee ling that went beyond par ty politics. Just a sen se of
owning the pub lic sys tem, wha te ver the govern ment was. And that was real ly spe cial. This is
not hap pe ning any mo re, even though in this very moment we are actual ly wor se off, also in
com pa ri son with what Ange la and Danie la reco unt about Ger ma ny and Ber lin. Parti cu lar ly in
the domain of pri ma ry care, peop le are so tired, and the pan de mic was so hard on them, not
only for their bodies and minds. Many feel that work has beco me unbea ra b le – in the sen se
that work does not make sen se any mo re. It’s a lot to take. Ima gi ne: all of the hard work you
do seems futi le. It’s a very dif fi cult moment now for politi ciza ti on. Becau se the re is this feel-
ing of: ’what I do has no value’. I dont know whe ther at any moment in the histo ry of Spa nish
health ca re, or Madrid health ca re, that fee ling has been so wide s p read.

Bea triz Ara gón: Abso lu te ly. I think that’s one of the inte res ting things, the dif fe ren ce bet we en
Ger ma ny and Spain. In Spain, our pub lic health ca re sys tem is based on the idea of Alma-Ata,
with pri ma ry health ca re as the basis of the health ca re sys tem. In the end, it has never been
tru ly like that, becau se most of the social fac tors that feed into health or disea se are not well
recog ni zed. Plus, the bud get for pri ma ry health ca re in Madrid has stea di ly dec rea sed sin ce
2012.
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Pho to graph by Jan i na Kehr (2013).

This pic tu re stems from a lar ge Marea Blan ca demon s t ra ti -
on in October 2013. Pro tes ters chan ted "Sani dad Pub li ca,
no se ven de, se defi en de" (”Pub lic health ca re should not be
for sale, but should be defen ded”). On the pro tes ters’
nume rous signs, one could read "Recor tes en sani dad
matan" (”Cuts in pub lic health ca re kill”) and ”Se ven de tu
salud" (”Your health is up for sale”).

The Marea Blan ca, in Eng lish Whi te
Tide, is an acti vist move ment by 
ci ti zens and health ca re sec tor emp -
loyees. It emer ged pro gres si ve ly in
October 2012 in the Auto no mous
Com muni ty of Madrid to pro test
against the pri va tiza ti on of health ca re
insti tu ti ons in the regi on as well as
bud get cuts due to natio nal and regio -
nal aus te ri ty mea su res. The move ment
assem b led thou sands of pro tes ters 
in its first years of exis ten ce, socio lo gi -
cal ly cut ting across socie ty and acti -
vist orga niza ti ons. Until today, Marea
Blan ca demon s t ra ti ons are regu lar ly
orga ni zed by the Mesa en Defen sa de
la Sani dad Pub li ca de Madrid.

”Mesa en Defen sa de la Sani dad Púb li ca de
Madrid, MED SAP - Marea Blan ca”,
https://mesaen de fen sa sani dad pu b li -
ca.word press.com/about.

Mar ta Pér ez: At that moment, in 2012, many things were coming toge ther. The Whi te Tide or
Marea Blan ca, for examp le, was part ly a con se qu en ce of the mobi liza ti on of the Indi gna dos
move ment. This con text of popu lar upri sings made it pos si b le for peop le to ima gi ne actual ly
orga ni zing lar ge demon s t ra ti ons, occu p ying hospi tal halls, taking over the streets and the
pub lic insti tu ti ons. It was a moment of pos si bi li ty. At the same time, a very direct attack on
pub lic health ca re in Madrid – the so-cal led pri va tiza ti on plan – was being imp le men ted by
the regio nal govern ment. This was so mas si ve that it was too much for peop le to take. Third -
ly, peop le were exclu ded from health ca re in Madrid, parti cu lar ly undo cu men ted or ille ga li zed
immi grants, alt hough I think health ca re exclu si on was not the main dri ving for ce behind the
Marea Blan ca.
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that work does not make sen se any mo re. It’s a lot to take. Ima gi ne: all of the hard work you
do seems futi le. It’s a very dif fi cult moment now for politi ciza ti on. Becau se the re is this feel-
ing of: ’what I do has no value’. I dont know whe ther at any moment in the histo ry of Spa nish
health ca re, or Madrid health ca re, that fee ling has been so wide s p read.

Bea triz Ara gón: Abso lu te ly. I think that’s one of the inte res ting things, the dif fe ren ce bet we en
Ger ma ny and Spain. In Spain, our pub lic health ca re sys tem is based on the idea of Alma-Ata,
with pri ma ry health ca re as the basis of the health ca re sys tem. In the end, it has never been
tru ly like that, becau se most of the social fac tors that feed into health or disea se are not well
recog ni zed. Plus, the bud get for pri ma ry health ca re in Madrid has stea di ly dec rea sed sin ce
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call atten ti on to how peop le lived
through the cri sis after years of reces -
si on and pre ca riza ti on in Spain. The
Indi gna dos move ment has pro found ly
trans for med Spa nish acti vism. It has
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Bea triz Ara gón: Health ca re exclu si on was furt her pro of of the attacks the health ca re sys tem
was suf fe ring from. Peop le were not wor ried about health ca re exclu si on as such, you know. 
It was more what it rep re sen ted. The fear was: they are redu cing health ca re for migrants, 
may be they will also, after that, redu ce it for us. Health ca re exclu si ons were pro of that an
attack was taking place. Peop le were not demon s t ra ting becau se of health ca re exclu si on.
They were demon s t ra ting becau se, at that moment, they thought their health ca re sys tem
was going to beco me wor se, also becau se of the pri va tiza ti ons that were going on at the
same time.

Mar ta Pér ez: I agree. The re was a sen se that they were taking some t hing from us, they were
taking away our health ca re. This senti ment was sha red among peop le who were social ly very
dif fe rent: a car dio lo gist wor king in a hospi tal, and a woman in her six ties from a very wor -
king-class neigh bor hood. That was uni que. And it’s not very com mon. The orga niza ti on of
the Marea Blan ca was dri ven by the pri ma ry care sec tor, but hospi tal staff were stron g ly rep -
re sen ted as well. It was a sha red fee ling that went beyond par ty politics. Just a sen se of
owning the pub lic sys tem, wha te ver the govern ment was. And that was real ly spe cial. This is
not hap pe ning any mo re, even though in this very moment we are actual ly wor se off, also in
com pa ri son with what Ange la and Danie la reco unt about Ger ma ny and Ber lin. Parti cu lar ly in
the domain of pri ma ry care, peop le are so tired, and the pan de mic was so hard on them, not
only for their bodies and minds. Many feel that work has beco me unbea ra b le – in the sen se
that work does not make sen se any mo re. It’s a lot to take. Ima gi ne: all of the hard work you
do seems futi le. It’s a very dif fi cult moment now for politi ciza ti on. Becau se the re is this feel-
ing of: ’what I do has no value’. I dont know whe ther at any moment in the histo ry of Spa nish
health ca re, or Madrid health ca re, that fee ling has been so wide s p read.

Bea triz Ara gón: Abso lu te ly. I think that’s one of the inte res ting things, the dif fe ren ce bet we en
Ger ma ny and Spain. In Spain, our pub lic health ca re sys tem is based on the idea of Alma-Ata,
with pri ma ry health ca re as the basis of the health ca re sys tem. In the end, it has never been
tru ly like that, becau se most of the social fac tors that feed into health or disea se are not well
recog ni zed. Plus, the bud get for pri ma ry health ca re in Madrid has stea di ly dec rea sed sin ce
2012.
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Pho to graph by Jan i na Kehr (2013).

This pic tu re stems from a lar ge Marea Blan ca demon s t ra ti -
on in October 2013. Pro tes ters chan ted "Sani dad Pub li ca,
no se ven de, se defi en de" (”Pub lic health ca re should not be
for sale, but should be defen ded”). On the pro tes ters’
nume rous signs, one could read "Recor tes en sani dad
matan" (”Cuts in pub lic health ca re kill”) and ”Se ven de tu
salud" (”Your health is up for sale”).

The Marea Blan ca, in Eng lish Whi te
Tide, is an acti vist move ment by 
ci ti zens and health ca re sec tor emp -
loyees. It emer ged pro gres si ve ly in
October 2012 in the Auto no mous
Com muni ty of Madrid to pro test
against the pri va tiza ti on of health ca re
insti tu ti ons in the regi on as well as
bud get cuts due to natio nal and regio -
nal aus te ri ty mea su res. The move ment
assem b led thou sands of pro tes ters 
in its first years of exis ten ce, socio lo gi -
cal ly cut ting across socie ty and acti -
vist orga niza ti ons. Until today, Marea
Blan ca demon s t ra ti ons are regu lar ly
orga ni zed by the Mesa en Defen sa de
la Sani dad Pub li ca de Madrid.

”Mesa en Defen sa de la Sani dad Púb li ca de
Madrid, MED SAP - Marea Blan ca”,
https://mesaen de fen sa sani dad pu b li -
ca.word press.com/about.

Mar ta Pér ez: At that moment, in 2012, many things were coming toge ther. The Whi te Tide or
Marea Blan ca, for examp le, was part ly a con se qu en ce of the mobi liza ti on of the Indi gna dos
move ment. This con text of popu lar upri sings made it pos si b le for peop le to ima gi ne actual ly
orga ni zing lar ge demon s t ra ti ons, occu p ying hospi tal halls, taking over the streets and the
pub lic insti tu ti ons. It was a moment of pos si bi li ty. At the same time, a very direct attack on
pub lic health ca re in Madrid – the so-cal led pri va tiza ti on plan – was being imp le men ted by
the regio nal govern ment. This was so mas si ve that it was too much for peop le to take. Third -
ly, peop le were exclu ded from health ca re in Madrid, parti cu lar ly undo cu men ted or ille ga li zed
immi grants, alt hough I think health ca re exclu si on was not the main dri ving for ce behind the
Marea Blan ca.
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The 15-M or Indi gna dos move ment –
in Eng lish move ment of the enra ged –
was a vast, hete ro ge neous popu lar
move ment that emer ged on May 15,
2011 in Spain. After lar ge-sca le
demon s t ra ti ons for more demo cra cy
across the coun try, several groups of
peop le deci ded to camp out in the
main squa res of dif fe rent cities, among
them Puer ta del Sol in Madrid, the re by
con so li da ting the move ment. Parti ci -
pants wan ted more politi cal parti ci pa -
ti on, and also inten ded to col lec ti ve ly
call atten ti on to how peop le lived
through the cri sis after years of reces -
si on and pre ca riza ti on in Spain. The
Indi gna dos move ment has pro found ly
trans for med Spa nish acti vism. It has
also con tri bu ted to the politi ciza ti on 
of parts of Spa nish socie ty, inclu ding
por ti ons of its health ca re work for ce.

Bryan Came ron: ”Spain in Cri sis: 15-M and
the Cul tu re of Indi g na ti on”, in: Jour nal of
Spa nish Cul tu ral Stu dies 15/1–2 (2014), 
pp. 1–11.

Bea triz Ara gón: Health ca re exclu si on was furt her pro of of the attacks the health ca re sys tem
was suf fe ring from. Peop le were not wor ried about health ca re exclu si on as such, you know. 
It was more what it rep re sen ted. The fear was: they are redu cing health ca re for migrants, 
may be they will also, after that, redu ce it for us. Health ca re exclu si ons were pro of that an
attack was taking place. Peop le were not demon s t ra ting becau se of health ca re exclu si on.
They were demon s t ra ting becau se, at that moment, they thought their health ca re sys tem
was going to beco me wor se, also becau se of the pri va tiza ti ons that were going on at the
same time.

Mar ta Pér ez: I agree. The re was a sen se that they were taking some t hing from us, they were
taking away our health ca re. This senti ment was sha red among peop le who were social ly very
dif fe rent: a car dio lo gist wor king in a hospi tal, and a woman in her six ties from a very wor -
king-class neigh bor hood. That was uni que. And it’s not very com mon. The orga niza ti on of
the Marea Blan ca was dri ven by the pri ma ry care sec tor, but hospi tal staff were stron g ly rep -
re sen ted as well. It was a sha red fee ling that went beyond par ty politics. Just a sen se of
owning the pub lic sys tem, wha te ver the govern ment was. And that was real ly spe cial. This is
not hap pe ning any mo re, even though in this very moment we are actual ly wor se off, also in
com pa ri son with what Ange la and Danie la reco unt about Ger ma ny and Ber lin. Parti cu lar ly in
the domain of pri ma ry care, peop le are so tired, and the pan de mic was so hard on them, not
only for their bodies and minds. Many feel that work has beco me unbea ra b le – in the sen se
that work does not make sen se any mo re. It’s a lot to take. Ima gi ne: all of the hard work you
do seems futi le. It’s a very dif fi cult moment now for politi ciza ti on. Becau se the re is this feel-
ing of: ’what I do has no value’. I dont know whe ther at any moment in the histo ry of Spa nish
health ca re, or Madrid health ca re, that fee ling has been so wide s p read.

Bea triz Ara gón: Abso lu te ly. I think that’s one of the inte res ting things, the dif fe ren ce bet we en
Ger ma ny and Spain. In Spain, our pub lic health ca re sys tem is based on the idea of Alma-Ata,
with pri ma ry health ca re as the basis of the health ca re sys tem. In the end, it has never been
tru ly like that, becau se most of the social fac tors that feed into health or disea se are not well
recog ni zed. Plus, the bud get for pri ma ry health ca re in Madrid has stea di ly dec rea sed sin ce
2012.
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The Alma-Ata Decla ra ti on was the
out co me of a 1978 sum mit on Pri ma ry
Health Care hos ted by the World
Health Orga niza ti on. Sig ni fying a shift
from tra di tio nal ly cura ti ve approa ches,
the decla ra ti on’s core recom men da ti -
on was com muni ty-deter mi ned pri ma -
ry health ca re as the basis for attai ning
health for all. Disea se pre ven ti on and
health edu ca ti on were key com pon -
ents. The lan gua ge intro du ced in the
decla ra ti on was soon taken up by
health plan ners and acti vists around
the world.

World Health Orga niza ti on: ”Inter na tio nal
Con fe ren ce on Pri ma ry Health Care: Decla -
ra ti on of Alma-Ata”,
https://www.who.int/teams/social-deter mi -
n ants-of-health/decla ra ti on-of-alma-ata
(1978).

Bea triz Ara gón: I star ted my acti vism insi de the insti tu ti on, whi le I was doing my resi den cy,
becau se I had all this trai ning about social deter mi n ants of health and how important they
were. But what can you actual ly do from wit hin the insti tu ti on, from an insti tu tio nal point of
view? Sin ce my ini tial trai ning, I have seen all this dete rio ra ti on, and this loss of a sen se of our
practi ce, even to the point that work has beco me com p le te ly unbea ra b le in a way. Not eve r y -
bo dy asked them sel ves: ”What is your pur po se as a gene ral prac ti tio ner, in this idea about
health ine qua li ties?” In some of the health cen ters I wor ked in, some of us were actual ly try -
ing to act on health ine qua li ties from wit hin the insti tu ti on. But now you can’t even find a way
to do that. With the health ca re exclu si ons that we see now, work has beco me so fru s t ra ting.

Peop le no lon ger under stand what is going on. The re is a lot 
of fru s t ra ti on, and a lot of clas hes bet we en the popu la ti on and
health ca re wor kers. This gap is very dif fi cult to hand le.
From 2012 onwards the re was a bit of a rebel li on against health exclu si on, but it was most ly
peop le coming from migrant health or pri ma ry care, not the rest. No car dio lo gists the re. I
mean, it’s a joke, but it is also important: why does a car dio lo gist not care when health ca re
exclu si on has so much to do with all this? In 2012, we were defen ding pub lic health ca re for
us, but also for eve r y bo dy else. And now it’s clear that we have to defend it for us, in the 
sen se of: try to save your self first. This is cau sing a lot of rup tu re, becau se the wor k load is
inc rea sing. The re are a lot of issu es with the popu la ti on becau se the qua li ty of care has 
de te rio ra ted. Also, if you feel that what you’re doing doesn’t make any sen se, you don’t do it,
right?

COLLECTIVE CARE  Radicalities
Jan i na Kehr: What you are saying is very moving, and it struck me that the re seems to be so
litt le hope for chan ge. Both Mar ta and you have allu ded to the loss of mea ning, a futi li ty in
eve r y day work, which seems to have beco me struc tu ral, almost per ma nent. What place does
radi ca li ty hold here? What kind of radi ca li ty can one even ima gi ne in a sys tem which is not
only non-func tio nal, but also non sen si cal? What does radi ca li ty mean to all of you in your
work?
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Danie la Krü ger: Brin ging our cases toge ther, we thought of radi ca li ty as an idea of chal leng-
ing domi n ant posi ti ons or struc tu res and pro ces ses. In my case, this beco mes obvious when
juris dic ti ons and pro fes sio nal boun da ries are chal len ged. It sounds so simp le and not very
exci ting, but it is a huge issue, as the se pro fes sio nal boun da ries and juris dic ti ons appear
natu ral to us, yet deter mi ne so much: fun ding, practi ces, pro to cols, know led ge, self-iden ti fi -
ca ti on of pro fes sio nals. Chan ging pro to cols in emer gen cy care, and inclu ding other pro fes -
si ons or ways of res pon ding to emer gen cies, is a para digm shift that chan ges the se per ma -
nent or his to ri cal ly grown struc tu res. The same app lies for Ange la and the chal len ges that
the Health Col lec ti ve in Ber lin and other cities in Ger ma ny have to con front: the re are all the -
se juris dic ti ons and fun ding sche mes which pre vent wor king easi ly, smooth ly toge ther (with
other pro fes si ons or orga niza ti ons).

I’m still won de ring how to con s i der this noti on of radi ca li ty,
becau se in what way is bet ter-coor di na ted care, more res pon -
si ve care real ly radi cal?
Is ack now led ging that the re are social deter mi n ants of health (by chan ging the set-up of
teams and pro to cols), that they affect health ca re, and then let ting this infor ma ti on tra vel into
the poli cy and plan ning are na alrea dy a politi cal act – albeit a small one, becau se this ack -
now ledg ment is not yet part of the se struc tu res? Beco ming an advo ca te for peop le in this
sen se is also a part of radi ca li ty that chal len ges epis te mo lo gies and domi n ant struc tu res.

Ange la Schus ter: One point I would like to add is the need to start from a criti cal self-per cep -
ti on on how our pro fes sio nal iden ti ty has for med. We need to ack now led ge that we, as 
me di cal doc tors, have been for med to lead. To ques ti on this is some t hing which I see as a
con ti nuous strugg le when wor king in an inter di s ci p li na ry way. This inclu des, for examp le,
how we as doc tors are used to tal king and dis cus sing wit hin a group. Over co ming the se pat -
terns requi res a lot of criti cal ref lec ti on and dis cus si on among inter di s ci p li na ry teams, which
is not easy. It’s also important to streng t hen the the ra peutic know led ge and self-iden ti fi ca ti -
on of all pro fes sio nal groups in medi cal care, not only of doc tors.

May be ack now led ging social deter mi n ants of health is enough
or at least a first step.
But it would also be a big step to inclu de pub lic health ser vices in this, the Gesund heits äm -
ter, which are the third column of our health sys tem in Ger ma ny. The re is a lot of unu sed
poten tial the re, becau se it is their duty to ser ve the most under pri vi le ged popu la ti ons and 
to faci li ta te access to health ca re ser vices. The COVID-19 pan de mic has under li ned this
point, that the third column of the health ca re sys tem must be streng t he ned. The peop le wor -
king the re are inc rea sin g ly awa re of what their poten tial role could be.

Bea triz Ara gón: I com p le te ly agree with the point of ques tio ning pro fes sio nal iden ti ty: from
what posi ti on does each of us car ry out their practi ce? We are still in a very hier ar chi cal set-
up, with pati ents, but also with col lea gu es and admi ni s t ra ti ve staff. This was one of the goals
when pri ma ry health ca re began here in Spain: to make it team work. This ideal – of taking
care of the popu la ti on as a team, as a part of and toge ther with the popu la ti on – only beca me
true in rare situa ti ons. It’s true that medi cal trai ning is com p le te ly not about this but, ins tead,
qui te the oppo si te: it molds you into peop le who are spe cia lists on just a tiny pie ce of some-
o ne’s body. The other aspect are the se frag men ted, neo li be ral logics of health ca re. It is both
dif fi cult to make sen se of care in such a land s ca pe, and to recon ci le the se con fi gu ra ti ons
with care. It′s one of the issu es we are suf fe ring from now in Spain. I mean, the gene ral 
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practi ce, even to the point that work has beco me com p le te ly unbea ra b le in a way. Not eve r y -
bo dy asked them sel ves: ”What is your pur po se as a gene ral prac ti tio ner, in this idea about
health ine qua li ties?” In some of the health cen ters I wor ked in, some of us were actual ly try -
ing to act on health ine qua li ties from wit hin the insti tu ti on. But now you can’t even find a way
to do that. With the health ca re exclu si ons that we see now, work has beco me so fru s t ra ting.

Peop le no lon ger under stand what is going on. The re is a lot 
of fru s t ra ti on, and a lot of clas hes bet we en the popu la ti on and
health ca re wor kers. This gap is very dif fi cult to hand le.
From 2012 onwards the re was a bit of a rebel li on against health exclu si on, but it was most ly
peop le coming from migrant health or pri ma ry care, not the rest. No car dio lo gists the re. I
mean, it’s a joke, but it is also important: why does a car dio lo gist not care when health ca re
exclu si on has so much to do with all this? In 2012, we were defen ding pub lic health ca re for
us, but also for eve r y bo dy else. And now it’s clear that we have to defend it for us, in the 
sen se of: try to save your self first. This is cau sing a lot of rup tu re, becau se the wor k load is
inc rea sing. The re are a lot of issu es with the popu la ti on becau se the qua li ty of care has 
de te rio ra ted. Also, if you feel that what you’re doing doesn’t make any sen se, you don’t do it,
right?

COLLECTIVE CARE  Radicalities
Jan i na Kehr: What you are saying is very moving, and it struck me that the re seems to be so
litt le hope for chan ge. Both Mar ta and you have allu ded to the loss of mea ning, a futi li ty in
eve r y day work, which seems to have beco me struc tu ral, almost per ma nent. What place does
radi ca li ty hold here? What kind of radi ca li ty can one even ima gi ne in a sys tem which is not
only non-func tio nal, but also non sen si cal? What does radi ca li ty mean to all of you in your
work?

I/6

–

Danie la Krü ger: Brin ging our cases toge ther, we thought of radi ca li ty as an idea of chal leng-
ing domi n ant posi ti ons or struc tu res and pro ces ses. In my case, this beco mes obvious when
juris dic ti ons and pro fes sio nal boun da ries are chal len ged. It sounds so simp le and not very
exci ting, but it is a huge issue, as the se pro fes sio nal boun da ries and juris dic ti ons appear
natu ral to us, yet deter mi ne so much: fun ding, practi ces, pro to cols, know led ge, self-iden ti fi -
ca ti on of pro fes sio nals. Chan ging pro to cols in emer gen cy care, and inclu ding other pro fes -
si ons or ways of res pon ding to emer gen cies, is a para digm shift that chan ges the se per ma -
nent or his to ri cal ly grown struc tu res. The same app lies for Ange la and the chal len ges that
the Health Col lec ti ve in Ber lin and other cities in Ger ma ny have to con front: the re are all the -
se juris dic ti ons and fun ding sche mes which pre vent wor king easi ly, smooth ly toge ther (with
other pro fes si ons or orga niza ti ons).

I’m still won de ring how to con s i der this noti on of radi ca li ty,
becau se in what way is bet ter-coor di na ted care, more res pon -
si ve care real ly radi cal?
Is ack now led ging that the re are social deter mi n ants of health (by chan ging the set-up of
teams and pro to cols), that they affect health ca re, and then let ting this infor ma ti on tra vel into
the poli cy and plan ning are na alrea dy a politi cal act – albeit a small one, becau se this ack -
now ledg ment is not yet part of the se struc tu res? Beco ming an advo ca te for peop le in this
sen se is also a part of radi ca li ty that chal len ges epis te mo lo gies and domi n ant struc tu res.

Ange la Schus ter: One point I would like to add is the need to start from a criti cal self-per cep -
ti on on how our pro fes sio nal iden ti ty has for med. We need to ack now led ge that we, as 
me di cal doc tors, have been for med to lead. To ques ti on this is some t hing which I see as a
con ti nuous strugg le when wor king in an inter di s ci p li na ry way. This inclu des, for examp le,
how we as doc tors are used to tal king and dis cus sing wit hin a group. Over co ming the se pat -
terns requi res a lot of criti cal ref lec ti on and dis cus si on among inter di s ci p li na ry teams, which
is not easy. It’s also important to streng t hen the the ra peutic know led ge and self-iden ti fi ca ti -
on of all pro fes sio nal groups in medi cal care, not only of doc tors.

May be ack now led ging social deter mi n ants of health is enough
or at least a first step.
But it would also be a big step to inclu de pub lic health ser vices in this, the Gesund heits äm -
ter, which are the third column of our health sys tem in Ger ma ny. The re is a lot of unu sed
poten tial the re, becau se it is their duty to ser ve the most under pri vi le ged popu la ti ons and 
to faci li ta te access to health ca re ser vices. The COVID-19 pan de mic has under li ned this
point, that the third column of the health ca re sys tem must be streng t he ned. The peop le wor -
king the re are inc rea sin g ly awa re of what their poten tial role could be.

Bea triz Ara gón: I com p le te ly agree with the point of ques tio ning pro fes sio nal iden ti ty: from
what posi ti on does each of us car ry out their practi ce? We are still in a very hier ar chi cal set-
up, with pati ents, but also with col lea gu es and admi ni s t ra ti ve staff. This was one of the goals
when pri ma ry health ca re began here in Spain: to make it team work. This ideal – of taking
care of the popu la ti on as a team, as a part of and toge ther with the popu la ti on – only beca me
true in rare situa ti ons. It’s true that medi cal trai ning is com p le te ly not about this but, ins tead,
qui te the oppo si te: it molds you into peop le who are spe cia lists on just a tiny pie ce of some-
o ne’s body. The other aspect are the se frag men ted, neo li be ral logics of health ca re. It is both
dif fi cult to make sen se of care in such a land s ca pe, and to recon ci le the se con fi gu ra ti ons
with care. It′s one of the issu es we are suf fe ring from now in Spain. I mean, the gene ral 
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prac ti tio ner gives you pills for high blood pres su re, the nur se con trols your weight, and the
social wor ker asks for hou se aid. And bet we en the three of them, nobo dy talks about the
per son: why have all the se things hap pe n ed? This is due to the se insti tu tio nal, frag men ted
logics. Radi ca li ty, for me, is going against this.

Pho to graph by Jan i na Kehr (2018).

The Maqui na de Salud Comuni ta ria, or com muni ty health
machi ne, was in use during an open hou se in a com muni ty
health cen ter in the south of Madrid in March 2018. It was 
a play ful means to ask local resi dents what they nee ded for
their well-being. Resi dents could wri te a Post-it note with
their per spec ti ves on well-being, then push a but ton on the
machi ne and in return they would recei ve a bad ge with a
com muni ty health slo gan.

COLLECTIVE CARE  Tension
The mili tant rese arch col lec ti ve, Entrar
Afu e ra tri es to re-think and ima gi ne
urban practi ces of care, ref lec ting and
acting upon the bond among pub lic
insti tu ti ons, ter ri to ries and peop le.
Some of them are loca ted in Madrid
(Spain) and others in Tri es te (Ita ly) and
get their practi cal inspi ra ti on from the
rich genea lo gy of insti tu tio nal cri ti que
and inven ti on in Euro pe, espe cial ly in
health and health ca re.

”Entrar Afu e ra - de lo púb li co y lo común”,
https://entra ra fu e ra.net.
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Mar ta Pér ez: In one of the mili tant rese arch pro jects we are invol ved in (as part of the col lec -
ti ve Entrar Afu e ra), we are wor king with peop le in Tri es te, Ita ly. One of the ques ti ons we have
lear ned from the Tri es te sys tem is to ask: who is res pon si b le for this per son? And that is a
very dif fi cult ques ti on becau se you can have a pack of ser vices, with a list of tasks, but is
the re a pro fes sio nal res pon si b le for what hap pens to a per son, overall? If you want a sys tem
which holds res pon si bi li ty for eve ry per son that comes in, this res pon si bi li ty has to be cle ar ly
assig ned. To me, that is one of the defini ti ons of radi ca li ty: it’s radi cal to orga ni ze a sys tem
around that, and dif fi cult. The health ca re sys tem now in Madrid is going in the other direc ti -
on. Admi ni s t ra ti ve staff scre en your pass port to know if you have access to health ca re 
ser vices or not. In the minds of the doc tors, this is a com p le te ly sepa ra te admi ni s t ra ti ve pro -
b lem, unre la ted to the cli ni cal, and the psy cho so cial part of health ca re. Even if you want to
take res pon si bi li ty for the overall pro cess, you can’t, becau se the work is orga ni zed in such a
way that you can only do your part. That crea tes fru s t ra ti on.

Sin ce the COVID-19 pan de mic, the re is a gro wing dis tan ce in
health ca re rela ti onships in Madrid which is not only phy si cal.
We most ly pro vi de pri ma ry care by pho ne now, and some pati ents say: ”I won’t ask for 
an in-per son appo int ment becau se I know health ca re wor kers are over wor ked. I’m going to
res train mys elf, and not allow mys elf to see my doc tor, to care for her or him”. This dis tan ce
bet we en health ca re pro vi ders and pati ents someti mes comes from a place of care, but at the
same time, it gets to a point whe re you don’t feel that you are doing some t hing toge ther.

Bea triz Ara gón: I think it’s not only the loss of value or sen se for health ca re wor kers, but also
for the popu la ti on: the rea liza ti on that the gene ral prac ti tio ner may not be able to help me.
This was some t hing that you were not thin king befo re COVID-19.

Still from Anto nio Girón and Raqu el Con gos to, Los Cui da dos
(Taking care), Spain (2019) (licen s ed under CC-BY-3.0). 
VIDEO cache.ch/1725

The film fol lows com muni ty health ca re wor kers in a wor -
king-class bar rio in Madrid.

Mar ta Pér ez: And if you don’t feel that you are doing some t hing toge ther with your pri ma ry
care phy si ci an, you’re going to do it your self, if you can, right? It’s only logi cal. The re is a lot
of ten si on in health ca re cen ters becau se of the wai ting list, becau se peop le are sick and they
are wor ried. That ten si on esca la tes if it is not recog ni zed and incor po ra ted into (health) care.

Lucia Mair: You, Mar ta and Bea, descri bed vivid ly how the situa ti on of the COVID-19 pan de -
mic chan ged your dai ly work in Spain, but also the inter per so nal rela ti onships that ground
your work and dri ve it, in a way. Danie la and Ange la, what of this reso na tes with you? And
what do you do with this sen se going for ward?
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Ange la Schus ter: I can res pond to that from my per spec ti ve as a gene ral prac ti tio ner: Taking
care of the se pati ents and vac ci na ting them was the abso lu te prio ri ty in the begin ning of 
the COVID-19 pan de mic, and eve r y t hing else beyond it was not. This cul mi na ti on of being
over wor ked has also rea ched Ger man prac ti tio ners. The re was a lot of unhap pi ness and fru -
s t ra ti on among pri ma ry health ca re pro vi ders when poli ti cal deci si ons were made which were
not tran s pa rent, and not con gru ent. We (pro vi ders) didn’t real ly know what to do about them,
but we were the ones who nee ded to take care of our pati ents. In Fran ce, a lot of peop le who
were against COVID-19 mea su res were dis tri bu ted along poli ti cal lines, inc lu ding the left
wing. In Ger ma ny, howe ver, most of the se move ments came from the right-wing poli ti cal
par ties. The re was not such a frag men ta ti on of poli ti cal posi tio ning towards the COVID-19
mea su res in Ger ma ny as in other Euro pe an coun tri es. My imp res si on is that many in the poli -
ti cal ly acti ve popu la ti on have may be not agreed with all mea su res, but were not com p le te ly
against them, some ti mes to avo id being put on the right-wing spec trum. The situa ti on after
COVID-19 will be a new start, to see how we are going to deal with the fact that many
aspects of the social deter mi n ants of health have been not add res sed for at least two years.

What is inte res ting is that for the first time during the COVID-
19 pan de mic, we asked doc tors and pati ents ali ke to look at
health not only from the indi vi dual per spec ti ve, but also the
pub lic health per spec ti ve.
Health wor kers are usual ly not trai ned for this task, and pati ents are not used to seeing this
per spec ti ve. That was what we asked them when we promp ted them to get vac ci na ted, 
alt hough they might not per cei ve the indi vi dual risk. I think this shift in per spec ti ve is some t -
hing we saw which chal len ges our health sys tems and our per spec ti ve on health.

Danie la Krü ger: I might add some insight on pre-COVID times from my field work on this 
ten se rela ti on bet we en prac ti tio ners and pati ents. Peop le wor king in emer gen cy rooms and
the res cue ser vice were naming this as a very sig ni fi cant shift they enco un te red, and which
they could not real ly grasp. They used this term, that peop le were more ’deman ding’ of ser -
vices which they per cei ved as a right, in a sen se. I think the re is this noti on that peop le are
more enga ged in their health ca re. In the field of emer gen cy care during COVID, we saw a
great recogni ti on of the work that peop le do (in hospi tals, practi ces or the res cue ser vice). In
addi ti on, whe ther it was thank ful ness, reser va ti on or the fear of con trac ting COVID-19, the
num bers of peop le using emer gen cy rooms and the res cue ser vice ini tial ly dec li ned dra mati -
cal ly. Pro vi ders under stood this at least par tial ly as a recogni ti on of medi cal care as a pub lic
good, not mere ly as a ser vice. I tal ked to a doc tor wor king in an emer gen cy room, and she
said they expe ri en ced this as peop le re-eva lua ting their situa ti on more again and not using
their ser vices so easi ly. The re are pro b lems behind the se noti ons as well. But some ini tial ly
expe ri en ced dec li ning num bers at least in part as an ack now ledg ment.

COLLECTIVE CARE  Dis/Connection
Lucia Mair: Most of you are in the dou b le role of social sci en tists and medi cal pro fes sio nals.
Whe re do you see the role of the social sci en ces, spe ci fi cal ly, in res pon ding to this shift in
the ways pati ents and medi cal pro fes sio nals are thin king about health and health ca re, when
and how to use health ser vices, and how to navi ga te them?
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Mar ta Pér ez: The re is some t hing inhe rent to the social sci en ces that real ly enga ges with 
dis cus si on. You don’t have to be a mili tant rese ar cher to do that. The re is a huge need for
eve r y bo dy to dis cuss the moment we are in. For health ca re pro fes sio nals, this need may be
even grea ter.

The re is a lot of dis connec ti on bet we en the the o ry of com -
muni ty health ca re, fami ly medi ci ne and pri ma ry care, and the
practi ce of it.
This dis connec ti on has been going on for a long time now, but it beca me more visi b le with
the pan de mic and the cri sis of pri ma ry care. It’s dif fi cult to make peace with this. The re is a
sen se of pos si bi li ty, howe ver, among the youn ger medi cal resi dents, and social sci en ce is
very keen to exp lo re that: How do we make sen se of this dis connec ti on and what do we 
ima gi ne going for ward? May be we have to aban don some the o ries and crea te new ones to
have that dis cus si on. The pro b lem is that its very dif fi cult becau se peop le are afraid, they are
tired and busy, and it hurts to talk about this. I think it’s a very good moment to have the se
dis cus si ons, and at the same time, emo tio nal ly and practi cal ly, very dif fi cult.

Ange la Schus ter: Mee ting Danie la and her team was very fruit ful for me. I’m a health sci en tist
and gene ral prac ti tio ner, and Danie la is a social sci en tist. In the last year we have been 
wor king on dif fe rent pro jects and it has been very inte res ting, becau se I am from a prag matic
sci en ce whe re we direct ly go into acti on.

Sci en ti fic medi ci ne has a posi ti vist approach, you always focus
on doing. It was very inte res ting and hea ling for me to spend
so much time dis cus sing and thin king.
Lucia Mair: If you could ask each other any ques ti ons, as a final round, what would they be?

Bea triz Ara gón: I have a ques ti on for Ange la, coming from an ambi va lent posi ti on about insti -
tu tio nal health ca re mys elf. I won der if it’s pos si b le to build a dif fe rent practi ce from wit hin the
pub lic health ca re sys tem, or whe ther it is necessa ry, as you have done, to crea te some t hing
from the out si de?

Ange la Schus ter: When I see your pro ject, I see it has a futu re, but I don’t see it as scalab le.
You need well-inten tio ned and enga ged peop le who are also politi ci zed, and the re are not
that many, as I rea li zed during our pro cess. If sca la bi li ty is the re, then may be it’s okay to have
health sys tems or pri ma ry health care cen ters which may be effi ci ent, but not so politi cal.

I see the risk of this politi cal approach get ting lost on the way
somewhe re, at least part ly.
I would also have a ques ti on for you. I was very int ri gued by the fact that you endor se pri ma ry
health ca re, becau se I always have the impres si on that the prin ci p les of the 1978 Alma-Ata
Decla ra ti on are some t hing we talk about, but we don’t real ly live them. What are the deter mi -
n ants for endor sing Alma-Ata in your health sys tem?

Bea triz Ara gón: This is done arbi tra ri ly. Most of the medi cal trai ning units try to incor po ra te 
it, but it is not very popu lar. If 2’000 gene ral prac ti tio ners finish their resi den cy eve ry year,
only one-third of them end up wor king in pri ma ry health ca re. Despi te the trai ning around the
idea of pri ma ry health ca re as the base of the health ca re sys tem, at the end of the day, this
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they could not real ly grasp. They used this term, that peop le were more ’deman ding’ of ser -
vices which they per cei ved as a right, in a sen se. I think the re is this noti on that peop le are
more enga ged in their health ca re. In the field of emer gen cy care during COVID, we saw a
great recogni ti on of the work that peop le do (in hospi tals, practi ces or the res cue ser vice). In
addi ti on, whe ther it was thank ful ness, reser va ti on or the fear of con trac ting COVID-19, the
num bers of peop le using emer gen cy rooms and the res cue ser vice ini tial ly dec li ned dra mati -
cal ly. Pro vi ders under stood this at least par tial ly as a recogni ti on of medi cal care as a pub lic
good, not mere ly as a ser vice. I tal ked to a doc tor wor king in an emer gen cy room, and she
said they expe ri en ced this as peop le re-eva lua ting their situa ti on more again and not using
their ser vices so easi ly. The re are pro b lems behind the se noti ons as well. But some ini tial ly
expe ri en ced dec li ning num bers at least in part as an ack now ledg ment.

COLLECTIVE CARE  Dis/Connection
Lucia Mair: Most of you are in the dou b le role of social sci en tists and medi cal pro fes sio nals.
Whe re do you see the role of the social sci en ces, spe ci fi cal ly, in res pon ding to this shift in
the ways pati ents and medi cal pro fes sio nals are thin king about health and health ca re, when
and how to use health ser vices, and how to navi ga te them?
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Mar ta Pér ez: The re is some t hing inhe rent to the social sci en ces that real ly enga ges with 
dis cus si on. You don’t have to be a mili tant rese ar cher to do that. The re is a huge need for
eve r y bo dy to dis cuss the moment we are in. For health ca re pro fes sio nals, this need may be
even grea ter.

The re is a lot of dis connec ti on bet we en the the o ry of com -
muni ty health ca re, fami ly medi ci ne and pri ma ry care, and the
practi ce of it.
This dis connec ti on has been going on for a long time now, but it beca me more visi b le with
the pan de mic and the cri sis of pri ma ry care. It’s dif fi cult to make peace with this. The re is a
sen se of pos si bi li ty, howe ver, among the youn ger medi cal resi dents, and social sci en ce is
very keen to exp lo re that: How do we make sen se of this dis connec ti on and what do we 
ima gi ne going for ward? May be we have to aban don some the o ries and crea te new ones to
have that dis cus si on. The pro b lem is that its very dif fi cult becau se peop le are afraid, they are
tired and busy, and it hurts to talk about this. I think it’s a very good moment to have the se
dis cus si ons, and at the same time, emo tio nal ly and practi cal ly, very dif fi cult.

Ange la Schus ter: Mee ting Danie la and her team was very fruit ful for me. I’m a health sci en tist
and gene ral prac ti tio ner, and Danie la is a social sci en tist. In the last year we have been 
wor king on dif fe rent pro jects and it has been very inte res ting, becau se I am from a prag matic
sci en ce whe re we direct ly go into acti on.

Sci en ti fic medi ci ne has a posi ti vist approach, you always focus
on doing. It was very inte res ting and hea ling for me to spend
so much time dis cus sing and thin king.
Lucia Mair: If you could ask each other any ques ti ons, as a final round, what would they be?

Bea triz Ara gón: I have a ques ti on for Ange la, coming from an ambi va lent posi ti on about insti -
tu tio nal health ca re mys elf. I won der if it’s pos si b le to build a dif fe rent practi ce from wit hin the
pub lic health ca re sys tem, or whe ther it is necessa ry, as you have done, to crea te some t hing
from the out si de?

Ange la Schus ter: When I see your pro ject, I see it has a futu re, but I don’t see it as scalab le.
You need well-inten tio ned and enga ged peop le who are also politi ci zed, and the re are not
that many, as I rea li zed during our pro cess. If sca la bi li ty is the re, then may be it’s okay to have
health sys tems or pri ma ry health care cen ters which may be effi ci ent, but not so politi cal.

I see the risk of this politi cal approach get ting lost on the way
somewhe re, at least part ly.
I would also have a ques ti on for you. I was very int ri gued by the fact that you endor se pri ma ry
health ca re, becau se I always have the impres si on that the prin ci p les of the 1978 Alma-Ata
Decla ra ti on are some t hing we talk about, but we don’t real ly live them. What are the deter mi -
n ants for endor sing Alma-Ata in your health sys tem?

Bea triz Ara gón: This is done arbi tra ri ly. Most of the medi cal trai ning units try to incor po ra te 
it, but it is not very popu lar. If 2’000 gene ral prac ti tio ners finish their resi den cy eve ry year,
only one-third of them end up wor king in pri ma ry health ca re. Despi te the trai ning around the
idea of pri ma ry health ca re as the base of the health ca re sys tem, at the end of the day, this
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does not app ly in practi ce. And the COVID-19 pan de mic chan ged eve r y t hing so quick ly, whi -
le before hand, pri va tiza ti on in the health ca re sec tor hap pe n ed gra dual ly.

Mar ta Pér ez: May be it’s a cry stal li zing moment.

It’s not like all of this hap pe n ed becau se of the pan de mic, but 
it was the per fect con text for eve r y t hing to col lap se in a cer tain
way.
Bea triz Ara gón: The re is so much fru s t ra ti on among health ca re wor kers. Befo re, peop le who
were quit ting were the peop le who didn’t care about pri ma ry health ca re, who were the re
becau se it was just a job. But now, tho se quit ting are tho se that belie ved in pri ma ry health ca -
re, who wan ted to build ano ther kind of pri ma ry health ca re, litt le by litt le. Becau se we feel
that it is not pos si b le to do it from insi de the insti tu ti on. The ques ti on is: whe re do you find
the value in your practi ce, in the dai ly things that you do? Becau se if you do not find it, then
you end com p le te ly in cyni cism in a way, you know?

Notes
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RUPTURE & REPARATION  Talk We Must
We wri te this paper from a sha red sta te of dis o ri en ta ti on. Our star ting point is a ques ti on:
what has hap pe n ed to us sin ce the win ter of 2020? Can we sha re the expe ri en ces we did
not have the time or ener gy to sha re during the worst part of the pan de mic? What use can
we make of the se expe ri en ces sto red in our memo ries? We are part of a lar ger and hete ro ge -
nous group in Madrid that tri es to work in com muni ty health ca re: we come toge ther parti ci -
pa ting in rese arch pro jects, atten ding dis cus si ons on social deter mi n ants of health, wor king
as pro fes sio nals in pri ma ry health care (PHC) cen t res, enga ging in mutual sup port groups to
fight pover ty and health ca re exclu si on in dif fe rent neigh bour hoods, or wri ting pie ces like this
that help us get toge ther, inter rupt the acce le ra ted time we live in, and ref lect on what the se
expe ri en ces mean to us. 1

”Think we must. Let us think in offices,
in omni bu s es, whi le we are stan ding in
the crowd [...] let us never cea se from
thin king - what is this ’civi liza ti on’ in
which we find our sel ves?”

Vir gi nia Woolf: Three Gui neas, New York:
Har court, Bra ce and Com pa ny (1938), pp.
94–95; quo ted by: Isa bel le Sten gers, Vin -
cia ne Des p ret: Women Who Make a Fuss:
The Unfaith ful Daugh ters of Vir gi nia Woolf,  
Min nea po lis: Uni ver si ty of Min ne so ta Press
(2015).

Sin ce the sum mer of 2020, our dis cus si ons have revol ved around the loss of com mon sen se:
in the post-pan de mic con text, both health ca re wor kers and citi zens express serious con -
cerns about the mea ning and value of the work being done in PHC cen t res. The term we
have come to use in the se dis cus si ons is rup tu re: rup tu re bet we en our sel ves and PHC work,
bet we en PHC cen t res and their ter ri to ries, and bet we en peop le and PHC. How can we ref -
lect on the se rup tu res? How can we repair them? The se are the two main ques ti ons we
address in this text, which is a col la ge of voices, thoughts, and expe ri en ces from peop le both
from insi de and out si de pri ma ry health ca re. Thin king toge ther, we attempt to ini tia te a pro -
cess of repa ra ti on, to bring toge ther the bro ken pie ces of the rup tu res we suf fe red indi vi -
dual ly, to res cue tho se pie ces that are still valuab le, and to build some t hing anew. By doing
this, we loca te our sel ves at a sort of thres hold bet we en insi de and out si de and find the
urgent need to connect the two sides as a col lec ti ve endea vour.

Aso cia ción Vali en te Ban g la, Red soli da ria de aco gi da and Red
inter la va piés, 2020.

”How can I take care of mys elf if tho se who take care of me
do not under stand me?” (Aut hors´ trans la ti on). This fly er
was issued by the cam paign to claim lan gua ge inter p re ters
at the PHC cen t res pro mo ted by several neigh bor hood
asso cia ti ons. Alt hough the fly er spe ci fi cal ly refers to com -
muni ties that do not speak flu ent Spa nish and need an
inter p re ter during health ca re visits, it can also be under -
stood in a broa der sen se: what hap pe n ed in PHC cen t res
during the pan de mic such that they no lon ger under stand
what peop le are going through? Were we so hap py toge -
ther befo re? If in her book, Three Gui neas, Vir gi nia Woolf
urged us to think, we feel that to think we must talk to each
other.

COMMUNITIES / RUPTURE & REPARATIONMarta Pérez, Beatriz Aragón Martín, Ana Zamora, Adrián Carrasco,
Estrella Sánchez-Gamborino
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To bet ter con vey the ten si ons under lying PHC, we need to pro vi de some con text about
health ca re in Spain. The Spa nish health ca re sys tem, Sis te ma Nacio nal de Salud (SNS), was
con cei ved in the eigh ties during the tran si tio nal years to demo cra cy after the Fran co dic ta -
torship. The SNS is a decen tra li sed sys tem (eve ry regio nal govern ment over sees the pro vi si -
on of health ca re) finan ced through gene ral taxa ti on that ori gi nal ly aimed to pro vi de uni ver sal
health covera ge. PHC was con cei ved as the basis of the SNS, theo reti cal ly groun ded on
Geor ge Engel’s bio psy cho so cial model and the Alma Ata prin ci p les in which essen tial
health ca re is ”made uni ver sal ly acces si b le to indi vi duals and fami lies in the com muni ty
through their full parti ci pa ti on”. 3 Howe ver, this kind of com muni ty-based care was not deve -
lo ped in all PHC cen t res, neit her in Madrid nor at a natio nal level. We need to add to the se
ten si ons the fact that PHC has never been one of the most appea ling medi cal spe cial ties: it
has litt le social and medi cal recogni ti on in the Spa nish hospi tal-cen tric con text.

”The avai la bi li ty of good medi cal care
tends to vary inver se ly with the need
for it in the popu la ti on ser ved. This
inver se care law ope ra tes more com p -
le te ly whe re medi cal care is most
expo sed to mar ket for ces, and less so
whe re such expo su re is redu ced. The
mar ket dis tri bu ti on of medi cal care is a
pri mi ti ve and his to ri cal ly out da ted
social form, and any return to it would
furt her exag ge ra te the mal di s tri bu ti on
of medi cal resour ces.”

Juli an Tudor Hart: ”The Inver se Care Law”,
in: The Lan cet 297/7696 (1971), pp. 405–
412, p. 405.

”I have wit nes sed and expe ri en ced the
pro ces ses that have ero ded the com -
muni ta ri an foun da ti ons of pri ma ry
health ca re litt le by litt le. Alt hough the
Marea Blan ca move ment suc cee ded in
stop ping the pri va ti sa ti on of 6 hospi -
tals and several PHC cen t res, the
achie ve ment did not trans la te direct ly
to our work place, whe re we had to
mana ge eve r y day work with fewer
resour ces due to the con ti nuous bud -
get cuts. The inc rea sing wor k load
dimi nis hed the capa ci ty of health ca re
wor kers and their enthu siasm for the
defen ce of the SNS. The pic tu re of the
pae d ia tri ci ans’ door at the PHC cent re
shows how overwhel med many
health ca re wor kers felt. On the pae d -
ia tri ci ans’ clo sed door, dif fe rent mes -
sa ges war ned pati ents about what
was con s i de red an ade qua te use of
the health ca re sys tem with the pur po -
se of avo i ding the col lap se of the sys -
tem. The use of the se clo sed doors to
com mu ni ca te with peop le is a meta -
pho ri cal rep re sen ta ti on of the rup tu re
bet we en health ca re wor kers and the
rest of us: a shift in this rela ti onship
whe re by health ca re wor kers beco me
gate kee pers of the health ca re sys tem
and peop le see king care find them sel -
ves in a dis em po we r ed posi ti on. Ins -
tead of wor king with peop le, as
health ca re wor kers we were clo sing
our doors (and the re fo re our eyes) to
what was hap pe ning to the peop le we
atten ded to, trying to con trol what
were per cei ved as ina de qua te
demands.”

Inter view with a gene ral prac ti tio ner (2013).

”The wai ting room is packed, as it is
always. It is dif fi cult not to recog ni se
fami liar faces, peop le from the neigh -
bour hood. Someti mes, when you feel
ner vous about your appo int ment, mee -
ting someo ne you know is a bles sing
becau se you can chat a litt le bit until
the doc tor opens the con sul ting room
door and reads your name from the
list. She greets us with her head
becau se she knows some of us from a
long time ago. I am lucky becau se my
doc tor does not get ner vous when I
ask her several things and we need to
take more time than she expec ted.
Other neigh bours say that they can
only spend five minu tes with their doc -
tor. [...] The PHC cent re is one of tho se
places whe re you feel safe in the
neigh bour hood. Some time ago we
were clo ser to the health ca re wor kers,
we were more connec ted: we rese ar -
ched toge ther about the neigh bour -
hood’s hou sing con di ti ons, about
peop le’s wor king con di ti ons, about
unem p loy ment... Still, some days ago
one neigh bour told me that her doc tor
men tio ned they were thin king about
con duc ting new rese arch toge ther
with the neigh bour hood. The re is a
new group of young women (doc tors)
who want us to join them and think
about the rese arch. I hope they have
time to do it befo re they are dis placed
again to ano ther PHC cent re.”

”Cen tro de salud”, in: Cara ban che le an do
(eds.): Dic cio na rio de las peri fe rias: méto -
dos y sabe res autó no mos des de los bar ri -
os, Madrid: Tra fi can tes de Sue ños (2017),
pp. 71–73. Aut hors’ trans la ti on.

Despi te the enthu siasm of the first gene ra ti ons of gene ral prac ti tio ners and nur ses who con -
tri bu ted to buil ding a PHC net work roo ted in the ter ri to ries whe re they wor ked and orga ni s ed
as mul ti-dis ci p li na ry teams, the fami ly and com muni ty spe cia li ty remains one of the least
attrac ti ve for junior doc tors. Even a big per cen ta ge of tho se who finish their trai ning as fami ly
doc tors choo se not to work in PHC. The data is alar ming: in 2018, just 13% of the gene ral
prac ti tio ners wor king in Spain were less than for ty years old, so we do not know whe re the
19’000 fami ly doc tors trai ned in the last ten years are. What we do know is that they are not
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RUPTURE & REPARATION  Tensions
The Marea Blan ca move ment brought toge ther health ca re wor kers and citi zens who accu -
sed the govern ment of politi cal ly moti va ted neg lect of the pub lic health ca re sys tem. 2 A flas hy
sign han ging in the gyna e co lo gist´s wai ting room adver ti sed the sale of the obs te trics and
gyna e co lo gy ser vice as if it were a real esta te pro per ty. Such signs are nor mal ly used to
adver ti se a hou se for sale in Spain. This kind of pro test high ligh ted the fact that the regio nal
govern ment was sel ling a pub lic good for pri va te inte rest.

Pho to graph by Bea triz Ara gón (2013).

Health ca re wor ker sho wing her sup port for uni ver sal
health ca re in her work place.

Pho to graph by Bea triz Ara gón (2013).

”Gyna e co lo gy and obs te trics for sale” (Aut hors´ Trans la ti -
on). The pic tu res were taken insi de a pub lic health ca re
cent re in Madrid in 2013 in the after math of the finan cial cri -
sis. It led some Euro pe an coun tries such as Spain to imp le -
ment aus te ri ty mea su res that took a great toll on pub lic ser -
vices. Bud get cuts were accom pa nied by a natio nal struc tu -
ral shift that alte red the uni ver sa li ty prin cip le of the Natio nal
Health ca re Ser vice (Sis te ma Nacio nal de Salud, SNS): in
Sep tem ber 2012, a Royal Dec ree-law came into for ce,
exclu ding undo cu men ted migrants and other groups from
health ca re and thus under mi ning uni ver sal covera ge. Whi le
the ini tial res pon se brought toge ther pro fes sio nals rejec ting
the law, media reports on the gra vi ty of the effects of this
exclu si on, and col lec ti ves orga ni zing mutual sup port to fight
for uni ver sal access on the ground, health ca re exclu si on
com poun ded pro ces ses alrea dy in place in PHC. The se
pro ces ses inclu ded the pre va len ce of indi vi dual ver sus col -
la bo ra ti ve inter di s ci p li na ry work wit hin the PHC cen t res,
cou p led with the inc rea sing pre ca ri ty of wor kers and
bureau c ra tiza ti on, which very often con tri bu tes to racist
practi ces. Further mo re, some regi ons, such as Madrid, pro -
fi ted from the aus te ri ty mea su res and the bud get cuts,
which made it easier for pri va te com pa nies to run pub lic
health ca re faci li ties. Out of the popu lar dis con tent gene ra -
ted by the cuts to pub lic ser vices, such as the Indigna dos
move ment, also cal led 15-M, a wide s p read move ment cal led
la Marea Blan ca (The Whi te Tide) aro se to defend the SNS
from the attempts to pri va ti se it.

Befo re the COVID-19 pan de mic, PHC in Madrid was not at its
best: und er fun ded and mar gi na li sed in a hospi tal-cen tric sys -
tem, it had pro gres si ve ly lost most of its com muni ta ri an foun -
da ti ons.
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lo ped in all PHC cen t res, neit her in Madrid nor at a natio nal level. We need to add to the se
ten si ons the fact that PHC has never been one of the most appea ling medi cal spe cial ties: it
has litt le social and medi cal recogni ti on in the Spa nish hospi tal-cen tric con text.

”The avai la bi li ty of good medi cal care
tends to vary inver se ly with the need
for it in the popu la ti on ser ved. This
inver se care law ope ra tes more com p -
le te ly whe re medi cal care is most
expo sed to mar ket for ces, and less so
whe re such expo su re is redu ced. The
mar ket dis tri bu ti on of medi cal care is a
pri mi ti ve and his to ri cal ly out da ted
social form, and any return to it would
furt her exag ge ra te the mal di s tri bu ti on
of medi cal resour ces.”

Juli an Tudor Hart: ”The Inver se Care Law”,
in: The Lan cet 297/7696 (1971), pp. 405–
412, p. 405.

”I have wit nes sed and expe ri en ced the
pro ces ses that have ero ded the com -
muni ta ri an foun da ti ons of pri ma ry
health ca re litt le by litt le. Alt hough the
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wor kers and their enthu siasm for the
defen ce of the SNS. The pic tu re of the
pae d ia tri ci ans’ door at the PHC cent re
shows how overwhel med many
health ca re wor kers felt. On the pae d -
ia tri ci ans’ clo sed door, dif fe rent mes -
sa ges war ned pati ents about what
was con s i de red an ade qua te use of
the health ca re sys tem with the pur po -
se of avo i ding the col lap se of the sys -
tem. The use of the se clo sed doors to
com mu ni ca te with peop le is a meta -
pho ri cal rep re sen ta ti on of the rup tu re
bet we en health ca re wor kers and the
rest of us: a shift in this rela ti onship
whe re by health ca re wor kers beco me
gate kee pers of the health ca re sys tem
and peop le see king care find them sel -
ves in a dis em po we r ed posi ti on. Ins -
tead of wor king with peop le, as
health ca re wor kers we were clo sing
our doors (and the re fo re our eyes) to
what was hap pe ning to the peop le we
atten ded to, trying to con trol what
were per cei ved as ina de qua te
demands.”

Inter view with a gene ral prac ti tio ner (2013).

”The wai ting room is packed, as it is
always. It is dif fi cult not to recog ni se
fami liar faces, peop le from the neigh -
bour hood. Someti mes, when you feel
ner vous about your appo int ment, mee -
ting someo ne you know is a bles sing
becau se you can chat a litt le bit until
the doc tor opens the con sul ting room
door and reads your name from the
list. She greets us with her head
becau se she knows some of us from a
long time ago. I am lucky becau se my
doc tor does not get ner vous when I
ask her several things and we need to
take more time than she expec ted.
Other neigh bours say that they can
only spend five minu tes with their doc -
tor. [...] The PHC cent re is one of tho se
places whe re you feel safe in the
neigh bour hood. Some time ago we
were clo ser to the health ca re wor kers,
we were more connec ted: we rese ar -
ched toge ther about the neigh bour -
hood’s hou sing con di ti ons, about
peop le’s wor king con di ti ons, about
unem p loy ment... Still, some days ago
one neigh bour told me that her doc tor
men tio ned they were thin king about
con duc ting new rese arch toge ther
with the neigh bour hood. The re is a
new group of young women (doc tors)
who want us to join them and think
about the rese arch. I hope they have
time to do it befo re they are dis placed
again to ano ther PHC cent re.”

”Cen tro de salud”, in: Cara ban che le an do
(eds.): Dic cio na rio de las peri fe rias: méto -
dos y sabe res autó no mos des de los bar ri -
os, Madrid: Tra fi can tes de Sue ños (2017),
pp. 71–73. Aut hors’ trans la ti on.

Despi te the enthu siasm of the first gene ra ti ons of gene ral prac ti tio ners and nur ses who con -
tri bu ted to buil ding a PHC net work roo ted in the ter ri to ries whe re they wor ked and orga ni s ed
as mul ti-dis ci p li na ry teams, the fami ly and com muni ty spe cia li ty remains one of the least
attrac ti ve for junior doc tors. Even a big per cen ta ge of tho se who finish their trai ning as fami ly
doc tors choo se not to work in PHC. The data is alar ming: in 2018, just 13% of the gene ral
prac ti tio ners wor king in Spain were less than for ty years old, so we do not know whe re the
19’000 fami ly doc tors trai ned in the last ten years are. What we do know is that they are not
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RUPTURE & REPARATION  Tensions
The Marea Blan ca move ment brought toge ther health ca re wor kers and citi zens who accu -
sed the govern ment of politi cal ly moti va ted neg lect of the pub lic health ca re sys tem. 2 A flas hy
sign han ging in the gyna e co lo gist´s wai ting room adver ti sed the sale of the obs te trics and
gyna e co lo gy ser vice as if it were a real esta te pro per ty. Such signs are nor mal ly used to
adver ti se a hou se for sale in Spain. This kind of pro test high ligh ted the fact that the regio nal
govern ment was sel ling a pub lic good for pri va te inte rest.

Pho to graph by Bea triz Ara gón (2013).

Health ca re wor ker sho wing her sup port for uni ver sal
health ca re in her work place.

Pho to graph by Bea triz Ara gón (2013).

”Gyna e co lo gy and obs te trics for sale” (Aut hors´ Trans la ti -
on). The pic tu res were taken insi de a pub lic health ca re
cent re in Madrid in 2013 in the after math of the finan cial cri -
sis. It led some Euro pe an coun tries such as Spain to imp le -
ment aus te ri ty mea su res that took a great toll on pub lic ser -
vices. Bud get cuts were accom pa nied by a natio nal struc tu -
ral shift that alte red the uni ver sa li ty prin cip le of the Natio nal
Health ca re Ser vice (Sis te ma Nacio nal de Salud, SNS): in
Sep tem ber 2012, a Royal Dec ree-law came into for ce,
exclu ding undo cu men ted migrants and other groups from
health ca re and thus under mi ning uni ver sal covera ge. Whi le
the ini tial res pon se brought toge ther pro fes sio nals rejec ting
the law, media reports on the gra vi ty of the effects of this
exclu si on, and col lec ti ves orga ni zing mutual sup port to fight
for uni ver sal access on the ground, health ca re exclu si on
com poun ded pro ces ses alrea dy in place in PHC. The se
pro ces ses inclu ded the pre va len ce of indi vi dual ver sus col -
la bo ra ti ve inter di s ci p li na ry work wit hin the PHC cen t res,
cou p led with the inc rea sing pre ca ri ty of wor kers and
bureau c ra tiza ti on, which very often con tri bu tes to racist
practi ces. Further mo re, some regi ons, such as Madrid, pro -
fi ted from the aus te ri ty mea su res and the bud get cuts,
which made it easier for pri va te com pa nies to run pub lic
health ca re faci li ties. Out of the popu lar dis con tent gene ra -
ted by the cuts to pub lic ser vices, such as the Indigna dos
move ment, also cal led 15-M, a wide s p read move ment cal led
la Marea Blan ca (The Whi te Tide) aro se to defend the SNS
from the attempts to pri va ti se it.

Befo re the COVID-19 pan de mic, PHC in Madrid was not at its
best: und er fun ded and mar gi na li sed in a hospi tal-cen tric sys -
tem, it had pro gres si ve ly lost most of its com muni ta ri an foun -
da ti ons.
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Pho to graph by Adrián Car ras co (2020).

”One of the moments I remem ber the most was seeing the
emp ty wai ting room on my way out of the (health ca re) cent -
re. It was impres si ve becau se alt hough we never stop ped
wor king, we could not see the peop le we were wor king for,
and giving advice to [...] Someti me later, the mes sa ge that
we were not wor king was spread, and it was becau se all our
work was being done over the pho ne. Many pati ents were
cal ling and nobo dy ans we red becau se we could not cope.
Others wan ted to come and see us but they were not allo -
wed to enter the buil ding.”

Inter view with a gene ral prac ti tio ner who wor ked at PHC during
the first months of the pan de mic (2022). Aut hors´ trans la ti on.

During the first months and the fol lo wing ones, we were wor king hard whi le trying to pro tect
our sel ves from get ting sick (despi te the wide s p read lack of pro tec ti on equip ment). We had
never wor ked har der, with so much stress, and doing so many ext ra hours, all whi le ulti ma te ly
not being able to reach eve r yo ne who attemp ted to con tact us. We had to cover for col lea gu -
es who got sick and who, in most instan ces, were not replaced. We even had to deal with the
death of some col lea gu es. We also saw the inc rea sing paper work piling up on our desks:
sick lea ves, drug pre scrip ti ons, refer ral reports to A&E, etce te ra. But whi le all this was hap -
pe ning, the wai ting rooms remai ned emp ty.

We pro vi ded care through pho ne calls, but we lost in-per son
con tact with our pati ents. It felt as if we were alo ne in a litt le
fortress.

COMMUNITIES / RUPTURE & REPARATION
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wor king in PHC. Despi te this far-from-ideal sce na rio, in 2013 peop le still trus ted the pub lic
PHC sys tem. Some peop le had bet ter expe ri en ces with their PHC pro fes sio nals, others had
wor se, but the PHC was still somehow con s i de red the trust wor thy base of the pub lic health -
ca re sys tem.

RUPTURE & REPARATION  Rupture
”One of my har dest memo ries from
that time was an eve ning in the Emer -
gen cy Room, whe re the re was not
enough space for all the sick pati ents
who came in. The re were so many
pati ents that the re weren’t any spa re
beds, stret chers, or even chairs, so the
pati ents were sit ting on the floor - wai -
ting next to their oxy gen bott les.”

Inter view with a gene ral prac ti tio ner who
wor ked as a junior doc tor at the emer gen cy
room during the first months of the pan de -
mic (2022). Aut hors’ trans la ti on.

The first months of the pan de mic were a period of self-orga ni sa ti on for both PHC cen t res
and com muni ties. Due to the lock down mea su res impo sed by the pub lic health emer gen cy,
PHC res tric ted face-to-face care to spe ci fic cases, whi le most of the care was pro vi ded
remo te ly, main ly by pho ne. Simi lar ly, to avo id inter per so nal con tact, health cen t res were
orde red not to parti ci pa te in com muni ty inter ven ti ons. Still, PHC pro fes sio nals had some
auto no my and mana ged to orga ni se them sel ves to adapt to the chan ging rea li ty, remai ning
uni ted, sup por ting each other and see king adapta ti ons as a team to be able to con ti nue
atten ding to the popu la ti on in the new sce na rio. During tho se same first weeks of the Lock -
down, dozens of neigh bour hoods crea ted mutual aid groups inde pen dent of the health ca re
cen t res. 

As time pas sed, the dis tan ce bet we en the PHC cen t res (the
insi de) and the popu la ti on (the out si de) wide ned.
Whi le the mutual aid groups were strugg ling to cope with the gro wing needs of an inc rea sin -
g ly vul ne ra b le popu la ti on, they could only see the clo sed door of the PHC cent re and the dif -
fi cul ty of rea ching their health ca re pro fes sio nals by pho ne. What they could not see from the
out si de was that, insi de tho se cen t res that see med emp ty, their health ca re pro fes sio nals
were wor king har der than ever trying to res pond to most of the pho ne calls. The gap bet we -
en the PHC and the popu la ti ons they wor ked with wide ned during that time of iso la ti on.

Con ver sa ti on bet we en Adrián Car ras co and Est rel la Sán chez, con -
duc ted on 13 Sep tem ber 2022.  VIDEO cache.ch/1705

The rup tu re, sha ring fee lings around a cup of tea.
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Pho to graph by Adrián Car ras co (2020).
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”Yo Renun cio, a PHC pro fes sio nals
col lec ti ve invi tes you to join our COL -
LEC TI VE JOB POSI TI ON RESI G NA -
TI ON as a means of pro test due to its
out stan ding dete rio ra ti on.”

X (for mer ly Twit ter)-Tweet from @Ap Re -
nun cio (1 October 2020), sin ce dele ted.
Aut hors´ trans la ti on.

”Today is my last day in a practi ce as a
fami ly phy si ci an in PHC. I quit.”

X (for mer ly Twit ter)-Tweet from @igu qui (29
Decem ber 2021). Aut hors´ trans la ti on.

The pub lic admi ni s t ra ti on fai led to replace tho se who resig ned and to sup port the col lap sing
medi cal teams. In 2020, pos ters aler ting peop le about the lack of doc tors in PHC beca me a
com mon practi ce. The pos ters, made by health ca re wor kers, infor med peop le about the pos -
si b le delays and the loss of qua li ty of care whi le encou ra ging com p laints to the regio nal
govern ment via the dis play ed link. Years later, this situa ti on has not been sol ved, and many
PHC cen t res still lack pro fes sio nals. Howe ver, the lack of medi cal pro fes sio nals is not even ly
dis tri bu ted. PHC cen t res loca ted in social ly depri ved neigh bour hoods lack more phy si ci ans
than tho se in afflu ent neigh bour hoods, which is a clear examp le of how the inver se care law
works. Further mo re, in Madrid in 2021, only 21 of the 128 jobs offe red in PHC were accep ted,
as the se jobs are still not attrac ti ve for most of the brand new spe cia lists in fami ly and com -
muni ta ri an medi ci ne. We are con cer ned about the impact that the per son nel shor ta ge may
have on the well being of tho se pro fes sio nals that keep on wor king under tho se dire con di ti -
ons, but abo ve all we are con cer ned about how this inc rea ses the bar ri ers for citi zens to
access good PHC.

Pho to graph by Ber ta Her ranz (2021).

The fly er at the entran ce door of the PHC cent re Vicen te
Sol de vil la, in Val le cas, Madrid, 2020 says: ”Health cent re
Vicen te Sol de vil la. The re are 5 doc tors out of 8 in the mor -
ning shift. The re are 3 doc tors out of 8 in the after noon
shift. The re fo re the re is a delay and wor se ned qua li ty.
Emer gen cies are a prio ri ty”. Aut hors´ trans la ti on.

”When a phy si ci an or a nur se gets
sick, the re is no repla ce ment, so their
work has to be dis tri bu ted among the
rest. This is nor mal ly hard, but during
the pan de mic medi cal prac ti tio ners
could get sick or burn out with all that
ext ra wor k load. Some peop le couldn’t
take it any mo re and had to say
’enough’. That’s why the re are so many
cen t res with no doc tors in the after -
noon. And unfort u na te ly this hap pens
more in the under pri vi le ged neigh -
bour hoods. The Govern ment was not
able to find repla ce ments to replace
sick pro fes sio nals, so their col lea gu es
had to do more work, hen ce arri ving at
the same situa ti on. It is like a sna ke
biting its own tail.”

Adrián Car ras co and Est rel la S.-Gam bo ri no,
both gene ral prac ti tio ners (2020). 

RUPTURE & REPARATION  Community Care
Whi le PHC cen t res and pro fes sio nals lost con tact with pati ents, the com muni ty star ted to
orga ni se its elf to sha re mutual care bet we en neigh bours and fami lies. Some of us parti ci pa -
ted in the se acti vi ties and wit nes sed how, as the pro duc ti on sys tem was swit ched off, the
care sys tem was swit ched on: a peer-to-peer sup port sys tem based on pro xi mi ty and sel f -
less help was wor king full time. 

COMMUNITIES / RUPTURE & REPARATION
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When pati ents tried to come to the PHC cent re, they were stop ped at the entran ce and after
being tria ged were rare ly allo wed in. When pati ents tried to call, the re were not enough
peop le to ans wer all the calls, so many of the se calls were unat ten ded or recei ved a delay ed
ans wer. Despi te the se access dif fi cul ties, PHC cen t res kept on being the most fre qu en ted
faci li ties of the overall health ca re sys tem, which shows that, to some extent, peop le kept on
trus ting the PHC sys tem. More o ver, peop le sho w ed their sup port in dif fe rent ways, from dai -
ly pub lic applau se to more per so nal ges tu res of care.

Pho to graph by Adrián Car ras co (2020).

The COVID-19 pan de mic inc rea sed paper work to an unp re -
ce den ted level.

As we exp lai ned pre vious ly, the his to ri cal lack of resour ces in PHC wor se ned during the
pan de mic, so when peop le felt sick and wor ried, they found it har der to be trea ted by their
PHC pro fes sio nals. Some peop le got the impres si on that the PHC cen t res were clo sed and
even that PHC pro fes sio nals were not wor king at all, even though we were wor king har der
than ever. After the first wave, when our PHC cen t res star ted reo pe ning to pro vi de face-to-
face care, the dama ge came to light: the pan de mic had dep le ted the scar ce resour ces of our
PHC cen t res whi le inc rea sing the health ca re needs of a popu la ti on that had been left eit her
unat ten ded or not pro per ly cared for. New admi ni s t ra ti ve tasks (like pro ces sing paper work
for qua ran ti ne) took a sig ni fi cant amo unt of our limi t ed time. More and more peop le sha red
the impres si on that the PHC cen t res were clo sed and that health ca re pro fes sio nals were
neg lec ting their pati ents. Somehow, we felt that whi le at the begin ning the re was some
recogni ti on and trust from the popu la ti on, after the first wave dis trust spread.

”The pan de mic has also brought out
the dis tan ce bet we en the PHC cen t res
and the popu la ti on. Peop le have their
pro b lems, and we are not able to sol ve
them. This has hap pe n ed befo re, but
now it is even wor se.”

Est rel la S.-Gam bo ri no, a gene ral prac ti tio -
ner (2022). Aut hor´s trans la ti on. 

Overall, the pan de mic has dee p ly affec ted the PHC teams. It has cau sed some col lea gu es to
resign becau se they were exhaus ted and fru s t ra ted due to the inc rea sing fee ling of incom pe -
ten ce they had whi le wor king in such a dys func tio nal sys tem. They had to run away to pro -
tect them sel ves from grea ter threats to men tal and phy si cal health. Some of them did so
pub li c ly as a means of pro test. As a result of the chro nic und er fun ding and lack of phy si ci ans,
to which resi g na ti ons, sick lea ves, and ear ly reti re ments were added, tho se remai ning pro -
fes sio nals in PHC felt even more overwhel med by the amo unt of work.
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”Yo Renun cio, a PHC pro fes sio nals
col lec ti ve invi tes you to join our COL -
LEC TI VE JOB POSI TI ON RESI G NA -
TI ON as a means of pro test due to its
out stan ding dete rio ra ti on.”

X (for mer ly Twit ter)-Tweet from @Ap Re -
nun cio (1 October 2020), sin ce dele ted.
Aut hors´ trans la ti on.

”Today is my last day in a practi ce as a
fami ly phy si ci an in PHC. I quit.”

X (for mer ly Twit ter)-Tweet from @igu qui (29
Decem ber 2021). Aut hors´ trans la ti on.

The pub lic admi ni s t ra ti on fai led to replace tho se who resig ned and to sup port the col lap sing
medi cal teams. In 2020, pos ters aler ting peop le about the lack of doc tors in PHC beca me a
com mon practi ce. The pos ters, made by health ca re wor kers, infor med peop le about the pos -
si b le delays and the loss of qua li ty of care whi le encou ra ging com p laints to the regio nal
govern ment via the dis play ed link. Years later, this situa ti on has not been sol ved, and many
PHC cen t res still lack pro fes sio nals. Howe ver, the lack of medi cal pro fes sio nals is not even ly
dis tri bu ted. PHC cen t res loca ted in social ly depri ved neigh bour hoods lack more phy si ci ans
than tho se in afflu ent neigh bour hoods, which is a clear examp le of how the inver se care law
works. Further mo re, in Madrid in 2021, only 21 of the 128 jobs offe red in PHC were accep ted,
as the se jobs are still not attrac ti ve for most of the brand new spe cia lists in fami ly and com -
muni ta ri an medi ci ne. We are con cer ned about the impact that the per son nel shor ta ge may
have on the well being of tho se pro fes sio nals that keep on wor king under tho se dire con di ti -
ons, but abo ve all we are con cer ned about how this inc rea ses the bar ri ers for citi zens to
access good PHC.

Pho to graph by Ber ta Her ranz (2021).

The fly er at the entran ce door of the PHC cent re Vicen te
Sol de vil la, in Val le cas, Madrid, 2020 says: ”Health cent re
Vicen te Sol de vil la. The re are 5 doc tors out of 8 in the mor -
ning shift. The re are 3 doc tors out of 8 in the after noon
shift. The re fo re the re is a delay and wor se ned qua li ty.
Emer gen cies are a prio ri ty”. Aut hors´ trans la ti on.

”When a phy si ci an or a nur se gets
sick, the re is no repla ce ment, so their
work has to be dis tri bu ted among the
rest. This is nor mal ly hard, but during
the pan de mic medi cal prac ti tio ners
could get sick or burn out with all that
ext ra wor k load. Some peop le couldn’t
take it any mo re and had to say
’enough’. That’s why the re are so many
cen t res with no doc tors in the after -
noon. And unfort u na te ly this hap pens
more in the under pri vi le ged neigh -
bour hoods. The Govern ment was not
able to find repla ce ments to replace
sick pro fes sio nals, so their col lea gu es
had to do more work, hen ce arri ving at
the same situa ti on. It is like a sna ke
biting its own tail.”

Adrián Car ras co and Est rel la S.-Gam bo ri no,
both gene ral prac ti tio ners (2020). 

RUPTURE & REPARATION  Community Care
Whi le PHC cen t res and pro fes sio nals lost con tact with pati ents, the com muni ty star ted to
orga ni se its elf to sha re mutual care bet we en neigh bours and fami lies. Some of us parti ci pa -
ted in the se acti vi ties and wit nes sed how, as the pro duc ti on sys tem was swit ched off, the
care sys tem was swit ched on: a peer-to-peer sup port sys tem based on pro xi mi ty and sel f -
less help was wor king full time. 

COMMUNITIES / RUPTURE & REPARATION
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When pati ents tried to come to the PHC cent re, they were stop ped at the entran ce and after
being tria ged were rare ly allo wed in. When pati ents tried to call, the re were not enough
peop le to ans wer all the calls, so many of the se calls were unat ten ded or recei ved a delay ed
ans wer. Despi te the se access dif fi cul ties, PHC cen t res kept on being the most fre qu en ted
faci li ties of the overall health ca re sys tem, which shows that, to some extent, peop le kept on
trus ting the PHC sys tem. More o ver, peop le sho w ed their sup port in dif fe rent ways, from dai -
ly pub lic applau se to more per so nal ges tu res of care.

Pho to graph by Adrián Car ras co (2020).

The COVID-19 pan de mic inc rea sed paper work to an unp re -
ce den ted level.

As we exp lai ned pre vious ly, the his to ri cal lack of resour ces in PHC wor se ned during the
pan de mic, so when peop le felt sick and wor ried, they found it har der to be trea ted by their
PHC pro fes sio nals. Some peop le got the impres si on that the PHC cen t res were clo sed and
even that PHC pro fes sio nals were not wor king at all, even though we were wor king har der
than ever. After the first wave, when our PHC cen t res star ted reo pe ning to pro vi de face-to-
face care, the dama ge came to light: the pan de mic had dep le ted the scar ce resour ces of our
PHC cen t res whi le inc rea sing the health ca re needs of a popu la ti on that had been left eit her
unat ten ded or not pro per ly cared for. New admi ni s t ra ti ve tasks (like pro ces sing paper work
for qua ran ti ne) took a sig ni fi cant amo unt of our limi t ed time. More and more peop le sha red
the impres si on that the PHC cen t res were clo sed and that health ca re pro fes sio nals were
neg lec ting their pati ents. Somehow, we felt that whi le at the begin ning the re was some
recogni ti on and trust from the popu la ti on, after the first wave dis trust spread.

”The pan de mic has also brought out
the dis tan ce bet we en the PHC cen t res
and the popu la ti on. Peop le have their
pro b lems, and we are not able to sol ve
them. This has hap pe n ed befo re, but
now it is even wor se.”

Est rel la S.-Gam bo ri no, a gene ral prac ti tio -
ner (2022). Aut hor´s trans la ti on. 

Overall, the pan de mic has dee p ly affec ted the PHC teams. It has cau sed some col lea gu es to
resign becau se they were exhaus ted and fru s t ra ted due to the inc rea sing fee ling of incom pe -
ten ce they had whi le wor king in such a dys func tio nal sys tem. They had to run away to pro -
tect them sel ves from grea ter threats to men tal and phy si cal health. Some of them did so
pub li c ly as a means of pro test. As a result of the chro nic und er fun ding and lack of phy si ci ans,
to which resi g na ti ons, sick lea ves, and ear ly reti re ments were added, tho se remai ning pro -
fes sio nals in PHC felt even more overwhel med by the amo unt of work.
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The se ques ti ons about how to take on the con tra dic ti on of doing pub lic pro fes sio nals’ work
were also sha red in a mutual sup port net work in Val le cas, a neigh bour hood in the south of
Madrid, cal led Somos Tri bu (We are Tri be). The expe ri en ce of the peop le wor king against
health ca re exclu si on can also tes ti fy to the impact of the pan de mic clo su re of the health ca re
sys tem. The pan de mic expe ri en ce of having to assu me the care of one self and others wit -
hout pub lic sup port still per sists in peop le’s lives, espe cial ly for tho se in the most vul ne ra b le
posi ti ons. It rai ses the ques ti on of deser ving ness, which has been dis cus sed pre vious ly in
health ca re, espe cial ly regar ding undo cu men ted peop le. Today, the pos si bi li ty of shut ting
down care for all has dee pe ned.

RUPTURE & REPARATION  Repair
In the se final para graphs, we offer some ways to begin a repa ra ti on. All of them come from
for mal and infor mal mee tings with our wider net work of fri ends and col lea gu es invol ved in
com muni ty health ca re in which we have dis cus sed how to talk about our con cerns. Our
expe ri en ce tells us that we are on our own, with our own end less list of pati ents to attend to
and our own des pair whi le trying to reach our PHC phy si ci ans. How can we esca pe from it?
How to talk about all this with others and, in doing so, iden ti fy com mo na li ties, dif fe ren ces,
and links bet we en insi de and out si de con cerns? How can we think from the thres hold, toge -
ther? In sum, how to politi ci se the pain and the rage but also the impo ten ce and fear we feel
towards the past, pre sent, and futu re? If we - both pro fes sio nals and the pub lic - sha re a
com mon loss of the sen se and value of PHC, could it be that this sen se and this value have
been expro pria ted from us? Could it be that the con di ti ons to crea te, con struct, and nur tu re
this sen se and this value are not the re any mo re? How can we re-appro pria te the se con di ti -
ons, and how can we crea te new ones, to pro du ce a new sen se and a new value? Time - or
more pre ci se ly, the expe ri en ce of both lacking time and fee ling time acce le ra ting - is one of
our most pres sing issu es. Inter rup ting this rela ti onship with time could be a way to open up
pos si bi li ties for new pres ents and futu res. What could hap pen if pro fes sio nals and pati ents
of a PHC cent re came toge ther, libe ra ting two hours of con sul ta ti on time to dedi ca te them to
gather in an assem b ly? Would that be enough of a break for us to think toge ther and sha re
our expe ri en ces of the rup tu re from both sides?

”I wri te this text two weeks befo re I go
back to cli ni cal practi ce, it is a very
time ly ref lec ti on. Two years ago, I felt
my pro fes sio nal world was brea king
apart, and I was not able to make sen -
se of my cli ni cal practi ce. I stop ped. I
che rish my pro fes si on and I did not
want to burn out com p le te ly. I took my
time: I mour ned the lost hopes and
pro jects, I stood toge ther with other
fri ends and col lea gu es who were fee -
ling the same way, and toge ther we
tried to recon struct a valuab le PHC. I
am going back to cli ni cal practi ce, and
the rup tu re feels more like an Inter rup -
ti on: the ini tial burst that made me
stop and take time out now feels like a
burst bet we en an inter rup ted past and
an uncer tain pre sent. I hope the time I
took helps me to main tain an inter rup -
ti ve attitu de – to inter rupt the indi vi -
dua listic logics that split us apart, the
admi ni s t ra ti ve non sen se that widens
the gap bet we en pub lic and pro fes sio -
nals, the overwhel ming fee ling of
impo ten ce.”

Inter view with a gene ral prac ti tio ner who
resig ned in October 2020. Aut hors´ trans -
la ti on.

COMMUNITIES / RUPTURE & REPARATION
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As many peop le were unab le to go to work, they stay ed home
and pro vi ded mutual care in their com muni ties. The se caring
com muni ties mobi li sed to pro vi de peop le with the dai ly living
sup port they nee ded.
For examp le, they hel ped other neigh bours to get some food, they orga ni s ed child or pet
care, they were on alert in case someo ne didn’t com mu ni ca te fre qu ent ly enough, they acted
as trans la tors 24 hours a day, they dro ve their sick or depen dent neigh bours to a health cent -
re or a hospi tal, etce te ra. Whi le pro b lems with the health exclu si on of migrants with and wit -
hout resi den ce per mits per sis ted, the se neigh bours also mana ged to main tain cer tain access
to the health sys tem, connec ting peop le’s needs to the health wor kers insi de the PHC cen t -
res. This cau sed a well-mea ning envy in some health ca re wor kers who tried to re-connect or
keep connec ted to the neigh bour hood’s net works. So, alt hough health ca re wor kers were not
allo wed to parti ci pa te in com muni ty-based acti vi ties, PHC pro fes sio nals who were pre vious -
ly invol ved in the se net works kept using them to ade qua te ly reach their pati ents’ needs in
such a com plex situa ti on. Howe ver, the se net works were not a place to envy. Peop le who
sup por ted and cared for each other did so at great cost.

”We were wor king from home, taking
care of fami ly mem bers, and deli ve ring
food and other pro ducts to neigh -
bours. On top of the fear of the virus,
the re were the se mixed fee lings of not
having enough time to do it all, not
having the oppor tuni ty to come toge -
ther and think things through, and
anger at pub lic wor kers who refer red
peop le to the net works wit hout con tri -
bu ting any kind of resour ces to them.”

Inter view with a parti ci pant in a sup port
group during the pan de mic (2020). 
Aut hors´ trans la ti on.

”Whe re were the health ca re pro fes -
sio nals, whe re were the pub lic offi -
cers, whe re were the social wor kers,
whe re was eve r yo ne that used to be
phy si cal ly pre sent and hol ding res pon -
si bi li ty for the com mon care? Even if
they were wor king, they were not the -
re, they were behind their clo sed
doors.”

Inter view with a parti ci pant in a sup port
group in Lava piés during the pan de mic
(2020). Aut hors´ trans la ti on.

Many peop le were also facing eco no mic strug g les and were them sel ves bene fi cia ries of
alrea dy exis ting or new ly impro vi sed food banks. For examp le, in the Lava piés neigh bour -
hood, loca ted in the city cent re, a team of vol un te er trans la tors from Ban g la and Sene ga le se
com muni ties, toge ther with other mem bers of Red Inter la va piés, visi ted hou se holds to exp -
lain gene ral pro tec ti on mea su res and to trans la te pub lic offi cers’ and health ca re pro fes sio -
nals’ epi de mio lo gi cal and cli ni cal indi ca ti ons. The se same peop le spent hund reds of euros on
pho ne calls and text mes sa ges to pro mo te vac ci na ti on among their com muni ties, to redu ce
acces si bi li ty bar ri ers, and to help mit i ga te doubts and fears.

”I spent the first weeks of the pan de -
mic making calls to PHC cen t res. We
wan ted to figu re out what they were
doing with peop le wit hout a health ca re
card. Some peop le were being refer -
red to mutual sup port groups by
health ca re pro fes sio nals, some were
being denied care or threa te ned with
being char ged for it. The fear and the
fee ling of aban don ment was huge. I
mys elf, having been invol ved in the
strugg le for uni ver sal health ca re sin ce
2012, could not belie ve some of the
things I heard. The exhaus ti on being
felt insi de PHC cen t res in many cases
tur ned into rejec ting tho se who were

in more vul ne ra b le situa ti ons. It was
the first time in near ly a deca de that
we had to go to court so a young
woman could be trea ted for her ill ness,
given the hospi tal’s denial of her care.
But we were also able to unlock situa -
ti ons of exclu si on by exp lai ning what
the ’out si de’ situa ti on was to pro fes -
sio nals: ’yes, it is rai ning insi de the
health ca re cent re, but the re is a flood
here out si de’.”

Mar ta Pér ez, a parti ci pant in the social
move ment for uni ver sal health ca re (2020).

”Are we all more alo ne in our dif fi cul -
ties? Which is the real sup port that we
can recei ve from our pub lic insti tu ti -
ons, and parti cu lar ly from PHC cen t -
res? Are we entit led to also care and
sup port tho se strugg ling insi de PHC
cen t res, who are also not being cared
for enough by their own insti tu ti ons?
To what extent? How can we cope
with it all? Whe re do we regain dia lo -
gue and com mon sen se? How can we
make sen se of the se deve lop ments?”

Inter view with a parti ci pant in a sup port
group during the pan de mic (2020). 
Aut hors´ trans la ti on.
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The se ques ti ons about how to take on the con tra dic ti on of doing pub lic pro fes sio nals’ work
were also sha red in a mutual sup port net work in Val le cas, a neigh bour hood in the south of
Madrid, cal led Somos Tri bu (We are Tri be). The expe ri en ce of the peop le wor king against
health ca re exclu si on can also tes ti fy to the impact of the pan de mic clo su re of the health ca re
sys tem. The pan de mic expe ri en ce of having to assu me the care of one self and others wit -
hout pub lic sup port still per sists in peop le’s lives, espe cial ly for tho se in the most vul ne ra b le
posi ti ons. It rai ses the ques ti on of deser ving ness, which has been dis cus sed pre vious ly in
health ca re, espe cial ly regar ding undo cu men ted peop le. Today, the pos si bi li ty of shut ting
down care for all has dee pe ned.

RUPTURE & REPARATION  Repair
In the se final para graphs, we offer some ways to begin a repa ra ti on. All of them come from
for mal and infor mal mee tings with our wider net work of fri ends and col lea gu es invol ved in
com muni ty health ca re in which we have dis cus sed how to talk about our con cerns. Our
expe ri en ce tells us that we are on our own, with our own end less list of pati ents to attend to
and our own des pair whi le trying to reach our PHC phy si ci ans. How can we esca pe from it?
How to talk about all this with others and, in doing so, iden ti fy com mo na li ties, dif fe ren ces,
and links bet we en insi de and out si de con cerns? How can we think from the thres hold, toge -
ther? In sum, how to politi ci se the pain and the rage but also the impo ten ce and fear we feel
towards the past, pre sent, and futu re? If we - both pro fes sio nals and the pub lic - sha re a
com mon loss of the sen se and value of PHC, could it be that this sen se and this value have
been expro pria ted from us? Could it be that the con di ti ons to crea te, con struct, and nur tu re
this sen se and this value are not the re any mo re? How can we re-appro pria te the se con di ti -
ons, and how can we crea te new ones, to pro du ce a new sen se and a new value? Time - or
more pre ci se ly, the expe ri en ce of both lacking time and fee ling time acce le ra ting - is one of
our most pres sing issu es. Inter rup ting this rela ti onship with time could be a way to open up
pos si bi li ties for new pres ents and futu res. What could hap pen if pro fes sio nals and pati ents
of a PHC cent re came toge ther, libe ra ting two hours of con sul ta ti on time to dedi ca te them to
gather in an assem b ly? Would that be enough of a break for us to think toge ther and sha re
our expe ri en ces of the rup tu re from both sides?

”I wri te this text two weeks befo re I go
back to cli ni cal practi ce, it is a very
time ly ref lec ti on. Two years ago, I felt
my pro fes sio nal world was brea king
apart, and I was not able to make sen -
se of my cli ni cal practi ce. I stop ped. I
che rish my pro fes si on and I did not
want to burn out com p le te ly. I took my
time: I mour ned the lost hopes and
pro jects, I stood toge ther with other
fri ends and col lea gu es who were fee -
ling the same way, and toge ther we
tried to recon struct a valuab le PHC. I
am going back to cli ni cal practi ce, and
the rup tu re feels more like an Inter rup -
ti on: the ini tial burst that made me
stop and take time out now feels like a
burst bet we en an inter rup ted past and
an uncer tain pre sent. I hope the time I
took helps me to main tain an inter rup -
ti ve attitu de – to inter rupt the indi vi -
dua listic logics that split us apart, the
admi ni s t ra ti ve non sen se that widens
the gap bet we en pub lic and pro fes sio -
nals, the overwhel ming fee ling of
impo ten ce.”

Inter view with a gene ral prac ti tio ner who
resig ned in October 2020. Aut hors´ trans -
la ti on.
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As many peop le were unab le to go to work, they stay ed home
and pro vi ded mutual care in their com muni ties. The se caring
com muni ties mobi li sed to pro vi de peop le with the dai ly living
sup port they nee ded.
For examp le, they hel ped other neigh bours to get some food, they orga ni s ed child or pet
care, they were on alert in case someo ne didn’t com mu ni ca te fre qu ent ly enough, they acted
as trans la tors 24 hours a day, they dro ve their sick or depen dent neigh bours to a health cent -
re or a hospi tal, etce te ra. Whi le pro b lems with the health exclu si on of migrants with and wit -
hout resi den ce per mits per sis ted, the se neigh bours also mana ged to main tain cer tain access
to the health sys tem, connec ting peop le’s needs to the health wor kers insi de the PHC cen t -
res. This cau sed a well-mea ning envy in some health ca re wor kers who tried to re-connect or
keep connec ted to the neigh bour hood’s net works. So, alt hough health ca re wor kers were not
allo wed to parti ci pa te in com muni ty-based acti vi ties, PHC pro fes sio nals who were pre vious -
ly invol ved in the se net works kept using them to ade qua te ly reach their pati ents’ needs in
such a com plex situa ti on. Howe ver, the se net works were not a place to envy. Peop le who
sup por ted and cared for each other did so at great cost.

”We were wor king from home, taking
care of fami ly mem bers, and deli ve ring
food and other pro ducts to neigh -
bours. On top of the fear of the virus,
the re were the se mixed fee lings of not
having enough time to do it all, not
having the oppor tuni ty to come toge -
ther and think things through, and
anger at pub lic wor kers who refer red
peop le to the net works wit hout con tri -
bu ting any kind of resour ces to them.”

Inter view with a parti ci pant in a sup port
group during the pan de mic (2020). 
Aut hors´ trans la ti on.

”Whe re were the health ca re pro fes -
sio nals, whe re were the pub lic offi -
cers, whe re were the social wor kers,
whe re was eve r yo ne that used to be
phy si cal ly pre sent and hol ding res pon -
si bi li ty for the com mon care? Even if
they were wor king, they were not the -
re, they were behind their clo sed
doors.”

Inter view with a parti ci pant in a sup port
group in Lava piés during the pan de mic
(2020). Aut hors´ trans la ti on.

Many peop le were also facing eco no mic strug g les and were them sel ves bene fi cia ries of
alrea dy exis ting or new ly impro vi sed food banks. For examp le, in the Lava piés neigh bour -
hood, loca ted in the city cent re, a team of vol un te er trans la tors from Ban g la and Sene ga le se
com muni ties, toge ther with other mem bers of Red Inter la va piés, visi ted hou se holds to exp -
lain gene ral pro tec ti on mea su res and to trans la te pub lic offi cers’ and health ca re pro fes sio -
nals’ epi de mio lo gi cal and cli ni cal indi ca ti ons. The se same peop le spent hund reds of euros on
pho ne calls and text mes sa ges to pro mo te vac ci na ti on among their com muni ties, to redu ce
acces si bi li ty bar ri ers, and to help mit i ga te doubts and fears.

”I spent the first weeks of the pan de -
mic making calls to PHC cen t res. We
wan ted to figu re out what they were
doing with peop le wit hout a health ca re
card. Some peop le were being refer -
red to mutual sup port groups by
health ca re pro fes sio nals, some were
being denied care or threa te ned with
being char ged for it. The fear and the
fee ling of aban don ment was huge. I
mys elf, having been invol ved in the
strugg le for uni ver sal health ca re sin ce
2012, could not belie ve some of the
things I heard. The exhaus ti on being
felt insi de PHC cen t res in many cases
tur ned into rejec ting tho se who were

in more vul ne ra b le situa ti ons. It was
the first time in near ly a deca de that
we had to go to court so a young
woman could be trea ted for her ill ness,
given the hospi tal’s denial of her care.
But we were also able to unlock situa -
ti ons of exclu si on by exp lai ning what
the ’out si de’ situa ti on was to pro fes -
sio nals: ’yes, it is rai ning insi de the
health ca re cent re, but the re is a flood
here out si de’.”

Mar ta Pér ez, a parti ci pant in the social
move ment for uni ver sal health ca re (2020).

”Are we all more alo ne in our dif fi cul -
ties? Which is the real sup port that we
can recei ve from our pub lic insti tu ti -
ons, and parti cu lar ly from PHC cen t -
res? Are we entit led to also care and
sup port tho se strugg ling insi de PHC
cen t res, who are also not being cared
for enough by their own insti tu ti ons?
To what extent? How can we cope
with it all? Whe re do we regain dia lo -
gue and com mon sen se? How can we
make sen se of the se deve lop ments?”

Inter view with a parti ci pant in a sup port
group during the pan de mic (2020). 
Aut hors´ trans la ti on.
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1 The aut hors would like to thank Ire ne Rod ri gu ez Newey, Palo ma Quin ta na and Peter McAnd r ew for their valuab le con tri bu ti ons to
the Eng lish edi ting of the text.

2 Janina Kehr: ”Against Sick States: Ebola Protests in Austerity Spain”, in: Somatosphere: Science, Medicine, and Anthropology,
www.somatosphere.net (2014).

3 World Health Organization, Regional Office for Europe: ”Declaration of Alma-Ata” ( 1978) ,
https://www.who.int/publications/i/item/WHO-EURO-1978-3938-43697-61471.

Some of us wor king insi de health ca re cen t res think com mon assem b lies might help to sha ke
up the exhaus ti on and lack of ima gi na ti on that dai ly work in our cur rent PHC brings. In our
dis cus si ons, this litt le chan ge imme dia te ly ope ned up our minds to pos si bi li ties for connec -
ting grass roots move ments to insti tu tio nal work around health and well being: to have free
time and space not fil led with pro gram med tasks, to let things hap pen, and to let our sel ves
value that inde ter mi n a cy as a health practi ce. Tho se on the out si de think the se spaces might
pro vi de mea ning by enab ling us to see that health wor kers show up, that they stand with the
com muni ty, that they are the re for us, and that our needs are heard and taken into acco unt -
wit hin their limits, we know. Such spaces show us that we do not need to face things alo ne
and that the re might be things to think about and to do as a team. Phy si ci ans and pati ents
sha re the core valu es of pro tec ting our health and nur tu ring our right to care for each other.
Howe ver, the insti tu tio nal sup port for this is mini mal: if they take place at all, the se dis cus si -
ons are cor se ted into pro gram med groups about health edu ca ti on. Health wor kers them sel -
ves do not sha re the same need to crea te the se spaces. In many PHC cen t res the re is not
even a team any mo re, just a group of indi vi duals trying to sur vi ve their dai ly work, with litt le
sha ring and com mon practi ce. Many are still hur ting, angry, bur ned out. Still, as we fina li ze
this text, PHC phy si ci ans in Madrid are on stri ke clai ming for bet ter wor king con di ti ons to be
able take bet ter care of their pati ents.

It is a great task to repair the se rup tu red teams whi le agen das
are full, pati ents suf fer long wai ting lists, and their health
needs have been par tial ly neg lec ted or super fi cial ly addres sed
over the last few years.
How can we open new paths whe re even the mere thought of adding more work is unbea ra -
b le? How can we gain a com mon sen se from the insi de? How to crea te and nur tu re time and
space with the pub lic out si de whi le giving the best care pos si b le to all our pati ents? How can
we care for our sel ves and reco ver the joy of crea ting new pos si bi li ties for bet ter care and
stron ger rela ti onships with our pati ents in our day-to-day? We do not have ans wers to many
of the se ques ti ons, and we know that inter ven ti ons at dif fe rent levels are necessa ry. But we
intend to start whe re com mon peop le do things on an eve r y day basis, whe re the life of neigh -
bour hoods and their PHC cen t res meet.

Notes
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COORDINATING CARE  Radically?
In The Birth of the Cli nic, Michel Fou cault pro po sed the term ”cli ni cal gaze” as a descrip ti on
for the domi n ant epis te mo lo gi cal fra me work of cli ni cal medi ci ne. 1 He tra ced this fra me work’s
ori gin to the lar ge tea ching hospi tals of the 19th cen tu ry. It was here that the doc tors’ focus
shif ted from asking pati ents ’What is the mat ter with you?’ to ’Whe re does it hurt?’.

”The cli ni cal gaze effects a nomi na list
reduc ti on on the essen ce of the disea -
se.”

Michel Fou cault: The Birth of the Cli nic: An
Archaeo lo gy of Medi cal Per cep ti on, New
York: Vin ta ge Books (1994), p. 118.

Fou cault noted that this nar ro wer focus on mea su ra b le signs of patho lo gy came at the
expen se of other expla na ti ons for ill ness, chie f ly tho se roo ted in the pati ent’s life world. Other
scho lars have criti ci zed that health ca re prac ti tio ners fol lo wing a pure ly bio me di cal model
often igno re the pati ents’ social con text. The domi nan ce of this model is also ref lec ted in the
tra di tio nal split bet we en health ca re and social ser vices. This is despi te the lar ge body of 
epi de mio lo gi cal scho larship demon s t ra ting a strong link bet we en a pati ent’s social posi ti on
and a varie ty of health out co mes. The sig ni fi can ce of the se social deter mi n ants of health has
led many scho lars to advo ca te for more inte g ra ted forms of care.2

Tudor Hard alrea dy voiced the need
for the inte g ra ti on of frag men ted 
ser vices in the 1970s. He found that
the re was an inver se rela ti onship bet -
we en the need for ser vices and their
actual pro vi si on. In practi ce, this
”inver se care law” means the most
disad van ta ged, with the hig hest need
for medi cal and social ser vices have
the lowest level of ser vice pro vi si on.
Con ver se ly, it is known that e.g., pri vi -
le ged pati ent groups, dis pro por tio nal ly
access pre ven ti ve health care inter -
ven ti ons, such as can cer scree ning,
the re by furt her inc rea sing under lying
health ine qua li ties. The frag men ted
natu re of social and health ca re ser -
vices furt her ly exa cer ba te ine qua li ties
in health and health ca re. 
Frag men ted ser vices requi re users to
beco me ”acti ve”. They need to find,
apprai se, and choo se their way in the
vast land s ca pe of pub lic ser vice pro -
vi si on. The abi li ty to navi ga te this pub -
lic ser vice land s ca pe is equal ly depen -
dent on edu ca ti on, time auto no my, and
other social fac tors. Dif fi cul ties in
navi ga ting ser vices regu lar ly result in
delays to requ ests for help or taking
”the wrong path”, i.e. approa ching a
ser vice unab le to meet a cli ent’s spe -
ci fic need. It can also lead to dis con ti -
nued care or peop le not acces sing
ser vices alto ge ther.

Juli an Tudor Hart: ”The Inver se Care Law”,
in: The Lan cet 297/7696 (1971), pp. 405–
412.
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1 The aut hors would like to thank Ire ne Rod ri gu ez Newey, Palo ma Quin ta na and Peter McAnd r ew for their valuab le con tri bu ti ons to
the Eng lish edi ting of the text.

2 Janina Kehr: ”Against Sick States: Ebola Protests in Austerity Spain”, in: Somatosphere: Science, Medicine, and Anthropology,
www.somatosphere.net (2014).

3 World Health Organization, Regional Office for Europe: ”Declaration of Alma-Ata” ( 1978) ,
https://www.who.int/publications/i/item/WHO-EURO-1978-3938-43697-61471.

Some of us wor king insi de health ca re cen t res think com mon assem b lies might help to sha ke
up the exhaus ti on and lack of ima gi na ti on that dai ly work in our cur rent PHC brings. In our
dis cus si ons, this litt le chan ge imme dia te ly ope ned up our minds to pos si bi li ties for connec -
ting grass roots move ments to insti tu tio nal work around health and well being: to have free
time and space not fil led with pro gram med tasks, to let things hap pen, and to let our sel ves
value that inde ter mi n a cy as a health practi ce. Tho se on the out si de think the se spaces might
pro vi de mea ning by enab ling us to see that health wor kers show up, that they stand with the
com muni ty, that they are the re for us, and that our needs are heard and taken into acco unt -
wit hin their limits, we know. Such spaces show us that we do not need to face things alo ne
and that the re might be things to think about and to do as a team. Phy si ci ans and pati ents
sha re the core valu es of pro tec ting our health and nur tu ring our right to care for each other.
Howe ver, the insti tu tio nal sup port for this is mini mal: if they take place at all, the se dis cus si -
ons are cor se ted into pro gram med groups about health edu ca ti on. Health wor kers them sel -
ves do not sha re the same need to crea te the se spaces. In many PHC cen t res the re is not
even a team any mo re, just a group of indi vi duals trying to sur vi ve their dai ly work, with litt le
sha ring and com mon practi ce. Many are still hur ting, angry, bur ned out. Still, as we fina li ze
this text, PHC phy si ci ans in Madrid are on stri ke clai ming for bet ter wor king con di ti ons to be
able take bet ter care of their pati ents.

It is a great task to repair the se rup tu red teams whi le agen das
are full, pati ents suf fer long wai ting lists, and their health
needs have been par tial ly neg lec ted or super fi cial ly addres sed
over the last few years.
How can we open new paths whe re even the mere thought of adding more work is unbea ra -
b le? How can we gain a com mon sen se from the insi de? How to crea te and nur tu re time and
space with the pub lic out si de whi le giving the best care pos si b le to all our pati ents? How can
we care for our sel ves and reco ver the joy of crea ting new pos si bi li ties for bet ter care and
stron ger rela ti onships with our pati ents in our day-to-day? We do not have ans wers to many
of the se ques ti ons, and we know that inter ven ti ons at dif fe rent levels are necessa ry. But we
intend to start whe re com mon peop le do things on an eve r y day basis, whe re the life of neigh -
bour hoods and their PHC cen t res meet.

Notes
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COORDINATING CARE  Radically?
In The Birth of the Cli nic, Michel Fou cault pro po sed the term ”cli ni cal gaze” as a descrip ti on
for the domi n ant epis te mo lo gi cal fra me work of cli ni cal medi ci ne. 1 He tra ced this fra me work’s
ori gin to the lar ge tea ching hospi tals of the 19th cen tu ry. It was here that the doc tors’ focus
shif ted from asking pati ents ’What is the mat ter with you?’ to ’Whe re does it hurt?’.

”The cli ni cal gaze effects a nomi na list
reduc ti on on the essen ce of the disea -
se.”

Michel Fou cault: The Birth of the Cli nic: An
Archaeo lo gy of Medi cal Per cep ti on, New
York: Vin ta ge Books (1994), p. 118.

Fou cault noted that this nar ro wer focus on mea su ra b le signs of patho lo gy came at the
expen se of other expla na ti ons for ill ness, chie f ly tho se roo ted in the pati ent’s life world. Other
scho lars have criti ci zed that health ca re prac ti tio ners fol lo wing a pure ly bio me di cal model
often igno re the pati ents’ social con text. The domi nan ce of this model is also ref lec ted in the
tra di tio nal split bet we en health ca re and social ser vices. This is despi te the lar ge body of 
epi de mio lo gi cal scho larship demon s t ra ting a strong link bet we en a pati ent’s social posi ti on
and a varie ty of health out co mes. The sig ni fi can ce of the se social deter mi n ants of health has
led many scho lars to advo ca te for more inte g ra ted forms of care.2

Tudor Hard alrea dy voiced the need
for the inte g ra ti on of frag men ted 
ser vices in the 1970s. He found that
the re was an inver se rela ti onship bet -
we en the need for ser vices and their
actual pro vi si on. In practi ce, this
”inver se care law” means the most
disad van ta ged, with the hig hest need
for medi cal and social ser vices have
the lowest level of ser vice pro vi si on.
Con ver se ly, it is known that e.g., pri vi -
le ged pati ent groups, dis pro por tio nal ly
access pre ven ti ve health care inter -
ven ti ons, such as can cer scree ning,
the re by furt her inc rea sing under lying
health ine qua li ties. The frag men ted
natu re of social and health ca re ser -
vices furt her ly exa cer ba te ine qua li ties
in health and health ca re. 
Frag men ted ser vices requi re users to
beco me ”acti ve”. They need to find,
apprai se, and choo se their way in the
vast land s ca pe of pub lic ser vice pro -
vi si on. The abi li ty to navi ga te this pub -
lic ser vice land s ca pe is equal ly depen -
dent on edu ca ti on, time auto no my, and
other social fac tors. Dif fi cul ties in
navi ga ting ser vices regu lar ly result in
delays to requ ests for help or taking
”the wrong path”, i.e. approa ching a
ser vice unab le to meet a cli ent’s spe -
ci fic need. It can also lead to dis con ti -
nued care or peop le not acces sing
ser vices alto ge ther.

Juli an Tudor Hart: ”The Inver se Care Law”,
in: The Lan cet 297/7696 (1971), pp. 405–
412.
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The Ger man pub lic ser vice pro vi si on is often descri bed as parti cu lar ly frag men ted and 
pro vi der-cen te red. 3 Ser vices fol low pro fes sio nal boun da ries, man da tes, and juris dic ti ons 
to the detri ment of the coor di na ti on and coope ra ti on bet we en ser vices. More recent ly, local ly
practi ced forms of coor di na ted and inte g ra ted care move away from such pro vi der-cen te -
red ness, toward more pati ent-cen te red ser vices (an inter na tio nal ly for mu la ted health ca re
poli cy aim). Howe ver, this chan ge is not straight for ward ly imp le men ted and ’up-sca led’. It
enco un ters various chal len ges and resi s tan ce. Of cru cial inte rest to rese ar chers stu dying
this emer ging shift in health ca re pro vi si on thus is: What makes the cur rent arran ge ment so
inert? 

Can brea king up juris dic ti ons and boun da ries be radi cal?
In ans we ring this ques ti on, we find inspi ra ti on in Pier re Bour dieu’s chal len ge of ortho dox
insti tu tio nal arran ge ments in fields such as pub lic ser vices. 4 Ortho d oxy descri bes a domi n -
ant belief. Hetero dox posi ti ons con tra dict and chal len ge the se by ques tio ning the legiti ma cy
of the domi n ant. Health ca re and social ser vice arran ge ments and juris dic ti ons are his to ri cal ly
grown struc tu res that mani fest cul tu ral ly ingrai ned clas si fi ca ti ons and social ine qua li ties;
they sto re and repro du ce power ful posi ti ons of – and rela ti ons bet we en insti tu tio nal actors
as well as pro fes sio nals and cli ents. We pos tu la te that chal len ging or chan ging the se arran -
ge ments and clas si fi ca ti ons through hetero dox posi ti ons – as illu s t ra ted by our case stu dies
– can thus be dee med radi cal.

Pati ent-res pon si ve forms of care go beyond the bio me di cal
model and pro vi de methods of coor di na ting ser vices.
The two case stu dies pre sen ted illu s t ra te the iner tia of the insti tu tio nal arran ge ments of the
Ger man health ca re and social ser vice sys tem. By refer ring to them, we want to high light
hetero dox attempts to insti tu tio na li ze coor di na ted and more pati ent-res pon si ve forms of
care. Rese arch sug gests that coor di na ted care may redu ce the impact of social ine qua li ties
in health care access and impro ve health out co mes. 5

COORDINATING CARE  Two Case Studies
The first case stu dy por trays a shift in the pro vi si on of emer gen cy res cue ser vices towards
the coor di na ted pro vi si on of social and health ser vices. This chan ge was trig ge red by the
emer gen cy tele pho ne ser vice 112 regu lar ly being uti li zed to requ est help for low-acu te 
me di cal pro b lems or lacking social pro vi si on. The inc rea se in low-acu te calls promp ted the
need for insti tu tio nal chan ge. Krü ger used inter views and parti ci pant obser va ti on to con duct
rese arch on the res cue ser vice of a Ger man city. For this arti c le, she draws on cur rent deba -
tes about the orga niza ti on of the res cue ser vice as well as on an inter view excerpt with Mr.
Rei mann (pseud onym), an emp loyee of her case stu dy’s res cue ser vice plan ning depart ment.
The second case stu dy, descri bes the work of the Gesund heits kol lek tiv Ber lin (GeKo), a 
Ger man com muni ty health cen ter, which brings toge ther acti vists, medi cal pro vi ders, and
psy cho so cial ser vice pro vi ders, the re by pro vi ding coor di na ted, holistic and pati ent-cen te red
care under one roof. Schus ter’s descrip ti on of a Ger man com muni ty health ca re cen ter in
Ber lin (GeKo) reli es on her parti ci pa ti on in GeKo’s wor king group on rese arch and eva lua ti on
sin ce 2018. As a medi cal doc tor and mem ber of GeKo, Schus ter takes a ref lec ti ve posi ti on
inspi red by the approach of obser vant parti ci pa ti on. She ref lects on the work of GeKo both
as an acti vist and health ca re prac ti tio ner, as well as a health ser vice rese ar cher. Schus ter’s
posi ti ons do not neces sa ri ly ref lect the posi ti ons of the Ber lin Health Col lec ti ve.
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Both case stu dies demon s t ra te hetero dox posi ti ons in rela ti on
to the exis ting pub lic ser vice pro vi si on.
Their quest to pro vi de care dif fer ent ly fol lows dif fe rent tra jec to ries. The first reli es on a more
con ven tio nal approach, and the second is more ’politi cal’. We pos tu la te that they rep re sent
two poles of the con ti nu um of radi cal ly res pon si ve, pati ent-cen te red care. At first glan ce,
both cases appear incom pa ti b le. The res cue ser vice and com muni ty health ca re cen ter rep re -
sent two dis tinct medi cal orga niza ti ons, emp loying pro vi ders with dif fe rent pro fes si ons, 
trai nings, and foci. The res cue ser vice pro vi des first aid and, in part, first medi cal inter ven ti -
ons in case of medi cal emer gen cies. The GeKo is a com muni ty health cent re aiming at 
im p le men ting inte g ra ted pri ma ry health care at the neigh bour hood level (Ber lin, Ger ma ny).
Yet, both cases expe ri en ce simi lar pro b lems and strug g les to address the se. Res cue ser vices
docu ment inc rea ses in their use as well as fre qu ent enco un ters with pati ents who not only
suf fer ill health or inju ry but also (psy cho)social needs that are invol ved or sti pu la te a 112 call
and ambu lan ce ope ra ti on inter na tio nal ly.6 Pri ma ry care pro vi ders simi lar ly obser ve (psy -
cho)social needs. 7 Pro vi ders in each sub-field agree that not-addres sing (psy cho)social
needs dee med as a mis match to the (bio)medi cal model of ill ness influ en ces pati ents’ health
and well-being, as well as their work, resul ting e.g., in unmet needs and fru s t ra ti on. This
chap ter shows how plan ners in res cue ser vices and pri ma ry health pro vi ders start to com p -
le ment the limi t ed tool bo xes to address varied needs by re-sca ling their focus from spe ci fic
orga niza tio nal man da tes to res pon si ve, pati ent-cen te red ness, i.e., from frag men ta ti on to
inte g ra ted and coor di na ted care.

COORDINATING CARE  The Rescue Service
The field of emer gen cy (para)medi ci ne has seen inc rea ses in cli ent num bers in emer gen cy
rooms (ERs) and the res cue ser vice (inter)natio nal ly. The se inc rea ses are not rela ted to a
rising num ber of medi cal emer gen cies alo ne, i.e., life-threa te ning con di ti ons and tho se that
risk har ming the health of cli ents. Many of the se ope ra ti ons con cern low acu te cases in
which cli ents are vital ly sta b le – man dato ry trans ports to ERs appear not necessa ry and in
which cli ents might bene fit from ambu lato ry, nur sing, or social care. Yet, ER trans ports are
usual ly issued. They fol low the insti tu tio na li zed logic of the ’chain of res cue’. The chain of 
res cue is con cep tua li zed and practi ced as a form of care that invol ves sup port by lay peop le
or pro fes sio nals on the ground and inclu des first aid, the issuing of a 112 call, and even tual ly
medi cal inter ven ti on by an ambu lan ce crew and trans port to the emer gen cy room of a hos-
pi tal. First aid and trans port have long been con s i de red the wor king focus of the res cue 
ser vice in Ger ma ny.8 In this con text, alter na ti ve care pro vi si on is not envi sa ged or con cep -
tual ly and orga niza tio nal ly faci li ta ted. Yet, res cue ser vices face a his to ric chal len ge: an inc -
rea se in ope ra ti ons (in Ger ma ny, annual inc rea ses of 5%) of which many cli ents mis match the
ori gi nal man da te of life res cue.9 Front li ne wor kers and rese ar chers iden ti fy parti cu lar cli ent
groups who might bene fit from other forms of care (e.g. nur sing care, social work, hou sing,
psy cho so cial cri ses sup port, ambu lato ry health ca re, self-help groups, and com muni ty ser -
vices). 10 Front li ne wor kers are regu lar ly con fron ted with needs out si de their man da te, with
part ly impo ve ris hed, chro ni cal ly ill, and hel p less cli ents, and eva lua te their time-sen si ti ve but
short-term inter ven ti ons as ”insuf fi ci ent”. Res cuing a cli ent from suf fe ring that is ”dis tal” to
urgent bio me di cal cau ses has not been part of the para me di cal tool box, nor of its agen da.
The res cue ser vice works accor ding to a spe ci fic rhythm: it res ponds prompt ly, pro ces ses
quick ly, and addres ses acu te health ca re needs. This logic deve lo ped to - and suc cee ded in -
res cuing many lives and pre ven ting dama ge to health.
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The Ger man pub lic ser vice pro vi si on is often descri bed as parti cu lar ly frag men ted and 
pro vi der-cen te red. 3 Ser vices fol low pro fes sio nal boun da ries, man da tes, and juris dic ti ons 
to the detri ment of the coor di na ti on and coope ra ti on bet we en ser vices. More recent ly, local ly
practi ced forms of coor di na ted and inte g ra ted care move away from such pro vi der-cen te -
red ness, toward more pati ent-cen te red ser vices (an inter na tio nal ly for mu la ted health ca re
poli cy aim). Howe ver, this chan ge is not straight for ward ly imp le men ted and ’up-sca led’. It
enco un ters various chal len ges and resi s tan ce. Of cru cial inte rest to rese ar chers stu dying
this emer ging shift in health ca re pro vi si on thus is: What makes the cur rent arran ge ment so
inert? 

Can brea king up juris dic ti ons and boun da ries be radi cal?
In ans we ring this ques ti on, we find inspi ra ti on in Pier re Bour dieu’s chal len ge of ortho dox
insti tu tio nal arran ge ments in fields such as pub lic ser vices.4 Ortho d oxy descri bes a domi n -
ant belief. Hetero dox posi ti ons con tra dict and chal len ge the se by ques tio ning the legiti ma cy
of the domi n ant. Health ca re and social ser vice arran ge ments and juris dic ti ons are his to ri cal ly
grown struc tu res that mani fest cul tu ral ly ingrai ned clas si fi ca ti ons and social ine qua li ties;
they sto re and repro du ce power ful posi ti ons of – and rela ti ons bet we en insti tu tio nal actors
as well as pro fes sio nals and cli ents. We pos tu la te that chal len ging or chan ging the se arran -
ge ments and clas si fi ca ti ons through hetero dox posi ti ons – as illu s t ra ted by our case stu dies
– can thus be dee med radi cal.

Pati ent-res pon si ve forms of care go beyond the bio me di cal
model and pro vi de methods of coor di na ting ser vices.
The two case stu dies pre sen ted illu s t ra te the iner tia of the insti tu tio nal arran ge ments of the
Ger man health ca re and social ser vice sys tem. By refer ring to them, we want to high light
hetero dox attempts to insti tu tio na li ze coor di na ted and more pati ent-res pon si ve forms of
care. Rese arch sug gests that coor di na ted care may redu ce the impact of social ine qua li ties
in health care access and impro ve health out co mes. 5

COORDINATING CARE  Two Case Studies
The first case stu dy por trays a shift in the pro vi si on of emer gen cy res cue ser vices towards
the coor di na ted pro vi si on of social and health ser vices. This chan ge was trig ge red by the
emer gen cy tele pho ne ser vice 112 regu lar ly being uti li zed to requ est help for low-acu te 
me di cal pro b lems or lacking social pro vi si on. The inc rea se in low-acu te calls promp ted the
need for insti tu tio nal chan ge. Krü ger used inter views and parti ci pant obser va ti on to con duct
rese arch on the res cue ser vice of a Ger man city. For this arti c le, she draws on cur rent deba -
tes about the orga niza ti on of the res cue ser vice as well as on an inter view excerpt with Mr.
Rei mann (pseud onym), an emp loyee of her case stu dy’s res cue ser vice plan ning depart ment.
The second case stu dy, descri bes the work of the Gesund heits kol lek tiv Ber lin (GeKo), a 
Ger man com muni ty health cen ter, which brings toge ther acti vists, medi cal pro vi ders, and
psy cho so cial ser vice pro vi ders, the re by pro vi ding coor di na ted, holistic and pati ent-cen te red
care under one roof. Schus ter’s descrip ti on of a Ger man com muni ty health ca re cen ter in
Ber lin (GeKo) reli es on her parti ci pa ti on in GeKo’s wor king group on rese arch and eva lua ti on
sin ce 2018. As a medi cal doc tor and mem ber of GeKo, Schus ter takes a ref lec ti ve posi ti on
inspi red by the approach of obser vant parti ci pa ti on. She ref lects on the work of GeKo both
as an acti vist and health ca re prac ti tio ner, as well as a health ser vice rese ar cher. Schus ter’s
posi ti ons do not neces sa ri ly ref lect the posi ti ons of the Ber lin Health Col lec ti ve.
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Both case stu dies demon s t ra te hetero dox posi ti ons in rela ti on
to the exis ting pub lic ser vice pro vi si on.
Their quest to pro vi de care dif fer ent ly fol lows dif fe rent tra jec to ries. The first reli es on a more
con ven tio nal approach, and the second is more ’politi cal’. We pos tu la te that they rep re sent
two poles of the con ti nu um of radi cal ly res pon si ve, pati ent-cen te red care. At first glan ce,
both cases appear incom pa ti b le. The res cue ser vice and com muni ty health ca re cen ter rep re -
sent two dis tinct medi cal orga niza ti ons, emp loying pro vi ders with dif fe rent pro fes si ons, 
trai nings, and foci. The res cue ser vice pro vi des first aid and, in part, first medi cal inter ven ti -
ons in case of medi cal emer gen cies. The GeKo is a com muni ty health cent re aiming at 
im p le men ting inte g ra ted pri ma ry health care at the neigh bour hood level (Ber lin, Ger ma ny).
Yet, both cases expe ri en ce simi lar pro b lems and strug g les to address the se. Res cue ser vices
docu ment inc rea ses in their use as well as fre qu ent enco un ters with pati ents who not only
suf fer ill health or inju ry but also (psy cho)social needs that are invol ved or sti pu la te a 112 call
and ambu lan ce ope ra ti on inter na tio nal ly.6 Pri ma ry care pro vi ders simi lar ly obser ve (psy -
cho)social needs. 7 Pro vi ders in each sub-field agree that not-addres sing (psy cho)social
needs dee med as a mis match to the (bio)medi cal model of ill ness influ en ces pati ents’ health
and well-being, as well as their work, resul ting e.g., in unmet needs and fru s t ra ti on. This
chap ter shows how plan ners in res cue ser vices and pri ma ry health pro vi ders start to com p -
le ment the limi t ed tool bo xes to address varied needs by re-sca ling their focus from spe ci fic
orga niza tio nal man da tes to res pon si ve, pati ent-cen te red ness, i.e., from frag men ta ti on to
inte g ra ted and coor di na ted care.

COORDINATING CARE  The Rescue Service
The field of emer gen cy (para)medi ci ne has seen inc rea ses in cli ent num bers in emer gen cy
rooms (ERs) and the res cue ser vice (inter)natio nal ly. The se inc rea ses are not rela ted to a
rising num ber of medi cal emer gen cies alo ne, i.e., life-threa te ning con di ti ons and tho se that
risk har ming the health of cli ents. Many of the se ope ra ti ons con cern low acu te cases in
which cli ents are vital ly sta b le – man dato ry trans ports to ERs appear not necessa ry and in
which cli ents might bene fit from ambu lato ry, nur sing, or social care. Yet, ER trans ports are
usual ly issued. They fol low the insti tu tio na li zed logic of the ’chain of res cue’. The chain of 
res cue is con cep tua li zed and practi ced as a form of care that invol ves sup port by lay peop le
or pro fes sio nals on the ground and inclu des first aid, the issuing of a 112 call, and even tual ly
medi cal inter ven ti on by an ambu lan ce crew and trans port to the emer gen cy room of a hos-
pi tal. First aid and trans port have long been con s i de red the wor king focus of the res cue 
ser vice in Ger ma ny.8 In this con text, alter na ti ve care pro vi si on is not envi sa ged or con cep -
tual ly and orga niza tio nal ly faci li ta ted. Yet, res cue ser vices face a his to ric chal len ge: an inc -
rea se in ope ra ti ons (in Ger ma ny, annual inc rea ses of 5%) of which many cli ents mis match the
ori gi nal man da te of life res cue. 9 Front li ne wor kers and rese ar chers iden ti fy parti cu lar cli ent
groups who might bene fit from other forms of care (e.g. nur sing care, social work, hou sing,
psy cho so cial cri ses sup port, ambu lato ry health ca re, self-help groups, and com muni ty ser -
vices). 10 Front li ne wor kers are regu lar ly con fron ted with needs out si de their man da te, with
part ly impo ve ris hed, chro ni cal ly ill, and hel p less cli ents, and eva lua te their time-sen si ti ve but
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Whi le desig ned to res pond to the ext re mes of the body and
psy che, it has dif fi cul ties addres sing other tem po ra li ties 
or con di ti ons like home less ness, long wai ting times for am-
bu lato ry appo int ments, depres si on, lone li ness, or elder ly,
home bound care issu es.
Front li ne wor kers see such con di ti ons as part ly res pon si b le for an inc rea se in ope ra ti ons.
The low thres hold access to the res cue ser vice and its out re ach work brings some cli ents
with dif fi cul ties in acces sing other ser vices regu lar ly in con tact with emer gen cy care. A 112
call can trig ger an ope ra ti on, and an ope ra ti on usual ly trig gers a hospi tal trans port whi le 
pro vi ders can not neces sa ri ly be res pon si ve to the cli ent’s non-medi cal pro b lems. The chain
of res cue can turn some cli ents with mis mat ching needs into a cue ball in the sys tem 
(Mr. Rei mann; res cue ser vice plan ning unit). Howe ver, health ser vice rese ar chers and pro vi -
ders them sel ves star ted to regu lar ly express their hetero dox demands of a para digm shift 
in pub li ca ti ons, reports, and con fe ren ces. In an inter view, Mr. Rei mann exp lai ned ins tead of
giving a uni form res pon se (along the chain of res cue) to a diver se ran ge of ope ra tio nal situa -
ti ons, res cue ser vices ”need to start to give dif fe rent ans wers” to ret hink health ca re pro vi si -
on.

”As in other coun tries, emer gen cy 
res cue and emer gen cy rooms are sho -
wing rising uti liza ti on rates. A sen si b le
approach to mana ging this situa ti on 
is to break away from the (linear) logic
of ’112 – ambu lan ce – trans port to the
emer gen cy room’. Inter na tio nal ly,
experts agree that emer gen cy res cue
must be expan ded into an inte g ra ted
assi s tan ce sys tem. This inclu des alter -
na ti ve ser vices such as acu te ser vices
with social wor kers, spe cial ser vices
for cri ses as well as acu te tre at ment
for psy cho so cial and psy ch ia tric
emer gen cies, case mana ge ment of
fre qu ent users, and bet ter care for
insti tu tio na li zed faci li ties such as spe -
cial forms of hou sing. Only by inves -
ting in this area can unne cessa ry
trans ports and admis si ons be avo i ded
– but this is not very easy to imp le ment
with sepa ra te sec tors and res pon si bi -
li ties.”

Rajan Soma sun da ram, Denis Güm bel, 
Ste fan Poloc zek, Harald Has sel mann, Joa -
chim Sey bold, Axel Ekkern kamp: ”Not fall -
ver sor gung in Ber lin - heu te und mor gen: It
takes a sys tem to save a life.”, in: Bei trag
zum Denk an stoß 8: Gesund heits re gi on
Ber lin-Bran den burg,
https://edoc.bbaw.de/front -
door/index/index/docId/3644 (2022).

Recent years brought about an inc rea sing under stan ding among pro vi ders, rese ar chers, and
plan ners in emer gen cy care to adapt the res cue ser vice and estab lish an inte g ra ti ve and
coor di na ted aid ser vice. In that, plan ners and prac ti tio ners aim at both: net wor king out si de
their man da te and pro fes si on and coo pe ra ting with various pro fes si ons that res pond to
needs wit hin and beyond emer gen cy medi ci ne. Such a hete ro dox posi ti on attempts to break
with the linea ri ty of the chain of res cue. In that, actors sug gest a move from an orga niza ti on-
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cen te red ness to a pati ent-cen te red ness under stan ding of the res cue ser vice, coor di na ting
and faci li ta ting access to other local ser vices. Such a form of navi ga ti on may mit i ga te the
effects of social ine qua li ty in ser vice access and might inc rea se a sen se of res pon sive ness
for cli ents. 

Pho to graphs by Danie la Krü ger (2023).

One of the aut hors saw the meta phor of flo wers, sepa ra ted
and grou ped in one ima ge and mixed and inter min g led in 
a second, in a pre sen ta ti on by an emer gen cy care plan ner
who used simi lar ima ges to exp lain the dif fi cul ties and
bene fits of wor king across pro fes si ons and sec tors to mit i -
ga te cur rent chal len ges in emer gen cy care.

As some pro vi ders and aut hors sug gest, the shift may inclu de an inte g ra ti on of dif fe rent pro -
vi ders and sec tors, brid ging and inte g ra ting insti tu tio nal turfs and pro fes sio nal boun da ries.
The first attempts in this direc ti on are alrea dy in the making. The Ger man city of Olden burg
intro du ced a pilot pro ject cal led Der Gemein de not fall sani tä ter. 11 Their task is to eva lua te
whe ther a cli ent can be sor ted into other insti tu tio nal paths such as nur sing care, gene ral
prac ti tio ner care, or psy cho so cial ser vices on-site. In a simi lar vein, the city of Copen ha gen
intro du ced Socio lan ce in 2015 as a pilot stu dy, cate ring to unhou sed peop le who often lack
access to regu lar health ca re and insti tu tio na li zed psy cho so cial sup port. The Ber lin fire bri ga -
de estab lis hed a pre ven ti ve res cue unit wit hin its ser vice, and case mana ge ment for tho se
cli ents who fre qu ent ly call 112, often for psy cho so cial needs, and faci li ta tes access to other
(social) ser vices.12 The se approa ches rep re sent niches of more coor di na ted and holistic care.
Howe ver, sca ling up the se niches from pilot stu dies to regu lar care faces chal len ges. Inte g ra -
ting and ful ly coor di na ting care by a pre h o spi tal aid ser vice enco un ters sec to ral and pro -
fes sio nal boun da ries impo sed by dif fe rent juris dic ti ons, and fun ding sche mes as well as trai -
nings and pro fes sio nal self-under stan dings bet we en e.g., ambu lato ry and hospi tal care, 
res cue ser vice, nur sing or psy cho so cial care. 13
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COORDINATING CARE  The Community
Health Centre
The main goal of GeKo is to pro vi de coor di na ted cura ti ve and pre ven ti ve care, and health
pro mo ti on whi le taking into con s i de ra ti on social deter mi n ants of health such as rent inc rea -
ses, low inco me, pre ca rious emp loy ment, racism, or pover ty. The GeKo was deve lo ped as 
an asso cia ti on bet we en health ca re pro vi ders and politi cal acti vists. One of the aims is to
address a short co ming of the health ca re sys tem: its frag men ta ti on and the pro fes sio nal
domi nan ce by phy si ci ans. In 2022, GeKo ope ned its doors to pro vi de inte g ra ted and coor di -
na ted com muni ty care, but decen tra li sed acti vi ties in the com muni ty have taken place sin ce
2016. GeKo pro vi des care in an inter di s ci p li na ry and inter pro fes sio nal, pati ent-cent red, easi ly
acces si b le, and parti ci pato ry man ner. The se core valu es of the cen ter’s care pro vi si on have
been deve lo ped in a coc rea ti on pro cess among its mem bers in clo se coope ra ti on with local
sta ke hol ders in the com muni ty it ser ves. The com plex inter ac ti on bet we en phy si cal, men tal,
and social con di ti ons of health are addres sed by four main pil lars: pri ma ry medi cal and 
psy cho the ra peutic care, com muni ty orga ni zing and pro jects in the neigh bour hood, self-help,
and coun sel ling and rese arch and eva lua ti on. The com muni ty health cent re works with a
mul ti-pro fes sio nal team of psy cho the ra pists, com muni ty health nur ses, social wor kers,
health and social sci en tists, doc tors, and phy sio the ra pists. Domi n ant hier ar chies wit hin and
bet we en occu pa tio nal groups are chal len ged by pro mo ting sha red, equal deci si on-making,
regu lar exchan ge in col lec ti ve case dis cus si ons, and know led ge trans fer. Hier ar chies bet we -
en pro vi ders and pati ents are also addres sed. Parti ci pa ti on plays a role in medi cal care as
well as in the ongoing orga niza ti on and deve lop ment of the health cent re. The deve lop ment
of the cent re and the ser vices it offers are direct ly alig ned with the needs of the peop le in 
the neigh bour hood and thri ve on clo se, direct con tact with them. To under stand the local
popu la ti ons’ com pre hen si ve social space and needs, we per for med a needs-based ana ly sis
bet we en 2017 and 2020. Map ping of exis ting struc tu res and actors in the neigh bour hood
and focus group dis cus si ons with local sta ke hol ders pro vi ded infor ma ti on on health care
needs, care gaps, resour ces, and wis hes. The ana ly sis furt her inclu ded an exhaus ti ve sur vey
of the neigh bor hood’s resi dents. It sho w ed a strong asso cia ti on bet we en ill health and a low
edu ca tio nal deg ree. Also, hou sing-rela ted strug g les due to fear of evic ti on, dif fi cul ties to
cover the rent, and over crow ding were com mon. Impair ment in men tal health was high ly pre -
va lent. 

Among the GeKo team an under stan ding pre vai led that health
care would requi re more than con sul ting and trea ting pati ents
along the bio me di cal model of health and ill ness.
The team acti ve ly crea ted net works and coope ra ti on with local pro vi ders. Neigh bour hood
groups focus sing on pro b lems in the com muni ty such as hou sing our nur s e ry search 
st reng t hen the exis ting local struc tu res and allow for coor di na ted refer rals to com muni ty ser -
vices, ran ging from youth cen ters and pupils sup port to social care coun se ling in older age.
Mobi le health coun se ling has been imp le men ted. It aims to impro ve access to infor ma ti on,
coun se ling, and care, and to encou ra ge the exchan ge and sup port of self-help among resi -
dents. Acti vi ty pro grams on a local pub lic squa re are used as a way for com muni ty orga ni zing
which allows peop le to get in con tact with neigh bours, hear their pro b lems, needs, resour -
ces, and ideas, and poten tial ly exchan ge social sup port. Whi le GeKo inc rea sed its pro vi ders
satis fac ti on with the care it can pro vi de toge ther, it had to over co me various hurd les to 
in sti tu tio na li ze it. Dif fi cul ties inclu ded over co ming clas si cal hier ar chies, inte g ra ting dif fe rent
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pro fes sio nal cul tu res, and living with the con stant need to do more whi le being und er fun ded.

COORDINATING CARE  Actually Radical?
Howe ver sharp the sen ses of pro vi ders for the social hardship of their pati ents, other than
bio me di cal needs usual ly remain ’dis tal’ to their practi ce. 14 They are neit her part of the medi -
cal cur ri cu lum nor of its tool box. Waitz kin descri bes this as the ”iro ny” of medi cal practi ce. 15

Insuf fi ci ent nutri ti on, pre ca rious wor king, and living arran ge ments, lack of access to regu lar
health ca re, domestic and neigh bor hood vio len ce, and lack of social sup port and nur sing care
are among such aspects that may be obser ved and even docu men ted in scree nings but are
rare ly addres sed.16 Alt hough health ca re wor kers inc rea sin g ly assess pati ents’ socio-medi cal
histo ry, a know led ge base for iden ti fying selec ti on cri te ria for such inter ven ti ons is scar ce.
More o ver, availab le insti tu tio na li zed solu ti ons to address social risks to health are lacking. 17

The (para)medi cal gaze regu lar ly ham pers a res pon si ve
approach to the dis tal fac tors that influ en ce pati ents’ health
out co mes.
It is cast in a his to ri cal ly grown and ortho dox set-up of the field of health ca re. Recent
attempts by plan ners, prac ti tio ners, and politi cal acti vists to crea te more res pon si ve insti tu -
tio na li zed care for pati ents with mis mat ching needs lead to radi cal shifts, chan ges, and 
chal len ges. Res cue ser vices and com muni ty care cen ters like GeKo appear to rep re sent two
poles of a con ti nu um aiming for radi cal ly res pon si ve care. Yet, radi ca li ty is a ques ti on of per -
spec ti ve. Other health ca re sys tems show dif fe rent insti tu tio nal arran ge ments and deg rees of
pro fes sio nal coope ra ti on. So that actors of hetero dox posi ti ons for mu la te other demands
than over co ming sec to ral and pro fes sio nal boun da ries. And radi ca li ty is ever-chan ging. The
approa ches pre sen ted here chal len ge the per sis tent insti tu tio nal health ca re arran ge ment
whi le, simul ta neous ly, pro du cing resi du es. In this sen se, radi ca li ty may be under stood as
pro ces sual and dia lecti cal. Insti tu tio nal chan ges in cer tain are nas and on spe ci fic levels may
be accom pa nied by unin ten ded con se qu en ces that under mi ne well-inten ded aims. To
address pre vious ly descri bed chal len ges res cue ser vice per son nel sug gests assu ming the
role of a navi ga tor con cer ning social and health ca re ser vices. In doing so, they chal len ge a
dee p ly roo ted, his to ri cal ly grown role, posi ti on, and man da te – and, at the same time, the
under stan ding of their pro fes si on. It is a chan ge sti pu la ted by plan ners and deci si on-makers.
Pro fes sio nals at the front li nes may expe ri en ce a sen se of depro fes sio na liza ti on, fee ling out 
of place due to the wide ned focus of their orga niza ti on. GeKo bases its work on lowe r ed 
pro fes sio nal hier ar chies and parti ci pa ti ve for mu la ted goals. Their approach is based on col -
lec ti ve deci si on-making. The cen ter attempts to break with pro fes sio nal turfs and hier ar -
chies, inclu ding tho se bet we en medi cal experts and lay peop le.

Per sis tent know led ge hier ar chies in bio me di ci ne and social
wel fa re pro ce du res requi re con ti nuous indi vi dual and col lec ti -
ve ref lec ti on to address per sis tent (hier ar chi cal) pat terns.
Ano ther resi due con cerns the ques ti on if coor di na ted and inte g ra ted care can pre vent or 
in c rea se frag men ta ti on? Who has over sight and will be res pon si b le for the (who le) per son?
GeKo brings toge ther dif fe rent pro fes si ons and sha red case dis cus si ons under one roof. 
This is cer tain ly more dif fi cult to achie ve for lar ge pro vi ders like res cue ser vices. Case mana -
ge ment, as tried by the Ber lin fire bri ga de, could be a via b le solu ti on, but res pon si bi li ty and
man da te must lie with one pro vi der. Also, a dis tant ser vice navi ga tor like a res cue ser vice
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pro fes sio nal cul tu res, and living with the con stant need to do more whi le being und er fun ded.

COORDINATING CARE  Actually Radical?
Howe ver sharp the sen ses of pro vi ders for the social hardship of their pati ents, other than
bio me di cal needs usual ly remain ’dis tal’ to their practi ce. 14 They are neit her part of the medi -
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lec ti ve deci si on-making. The cen ter attempts to break with pro fes sio nal turfs and hier ar -
chies, inclu ding tho se bet we en medi cal experts and lay peop le.
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GeKo brings toge ther dif fe rent pro fes si ons and sha red case dis cus si ons under one roof. 
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Insuf fi ci ent nutri ti on, pre ca rious wor king, and living arran ge ments, lack of access to regu lar
health ca re, domestic and neigh bor hood vio len ce, and lack of social sup port and nur sing care
are among such aspects that may be obser ved and even docu men ted in scree nings but are
rare ly addres sed.16 Alt hough health ca re wor kers inc rea sin g ly assess pati ents’ socio-medi cal
histo ry, a know led ge base for iden ti fying selec ti on cri te ria for such inter ven ti ons is scar ce.
More o ver, availab le insti tu tio na li zed solu ti ons to address social risks to health are lacking. 17

The (para)medi cal gaze regu lar ly ham pers a res pon si ve
approach to the dis tal fac tors that influ en ce pati ents’ health
out co mes.
It is cast in a his to ri cal ly grown and ortho dox set-up of the field of health ca re. Recent
attempts by plan ners, prac ti tio ners, and politi cal acti vists to crea te more res pon si ve insti tu -
tio na li zed care for pati ents with mis mat ching needs lead to radi cal shifts, chan ges, and 
chal len ges. Res cue ser vices and com muni ty care cen ters like GeKo appear to rep re sent two
poles of a con ti nu um aiming for radi cal ly res pon si ve care. Yet, radi ca li ty is a ques ti on of per -
spec ti ve. Other health ca re sys tems show dif fe rent insti tu tio nal arran ge ments and deg rees of
pro fes sio nal coope ra ti on. So that actors of hetero dox posi ti ons for mu la te other demands
than over co ming sec to ral and pro fes sio nal boun da ries. And radi ca li ty is ever-chan ging. The
approa ches pre sen ted here chal len ge the per sis tent insti tu tio nal health ca re arran ge ment
whi le, simul ta neous ly, pro du cing resi du es. In this sen se, radi ca li ty may be under stood as
pro ces sual and dia lecti cal. Insti tu tio nal chan ges in cer tain are nas and on spe ci fic levels may
be accom pa nied by unin ten ded con se qu en ces that under mi ne well-inten ded aims. To
address pre vious ly descri bed chal len ges res cue ser vice per son nel sug gests assu ming the
role of a navi ga tor con cer ning social and health ca re ser vices. In doing so, they chal len ge a
dee p ly roo ted, his to ri cal ly grown role, posi ti on, and man da te – and, at the same time, the
under stan ding of their pro fes si on. It is a chan ge sti pu la ted by plan ners and deci si on-makers.
Pro fes sio nals at the front li nes may expe ri en ce a sen se of depro fes sio na liza ti on, fee ling out 
of place due to the wide ned focus of their orga niza ti on. GeKo bases its work on lowe r ed 
pro fes sio nal hier ar chies and parti ci pa ti ve for mu la ted goals. Their approach is based on col -
lec ti ve deci si on-making. The cen ter attempts to break with pro fes sio nal turfs and hier ar -
chies, inclu ding tho se bet we en medi cal experts and lay peop le.

Per sis tent know led ge hier ar chies in bio me di ci ne and social
wel fa re pro ce du res requi re con ti nuous indi vi dual and col lec ti -
ve ref lec ti on to address per sis tent (hier ar chi cal) pat terns.
Ano ther resi due con cerns the ques ti on if coor di na ted and inte g ra ted care can pre vent or 
in c rea se frag men ta ti on? Who has over sight and will be res pon si b le for the (who le) per son?
GeKo brings toge ther dif fe rent pro fes si ons and sha red case dis cus si ons under one roof. 
This is cer tain ly more dif fi cult to achie ve for lar ge pro vi ders like res cue ser vices. Case mana -
ge ment, as tried by the Ber lin fire bri ga de, could be a via b le solu ti on, but res pon si bi li ty and
man da te must lie with one pro vi der. Also, a dis tant ser vice navi ga tor like a res cue ser vice
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COORDINATING CARE  The Community
Health Centre
The main goal of GeKo is to pro vi de coor di na ted cura ti ve and pre ven ti ve care, and health
pro mo ti on whi le taking into con s i de ra ti on social deter mi n ants of health such as rent inc rea -
ses, low inco me, pre ca rious emp loy ment, racism, or pover ty. The GeKo was deve lo ped as 
an asso cia ti on bet we en health ca re pro vi ders and politi cal acti vists. One of the aims is to
address a short co ming of the health ca re sys tem: its frag men ta ti on and the pro fes sio nal
domi nan ce by phy si ci ans. In 2022, GeKo ope ned its doors to pro vi de inte g ra ted and coor di -
na ted com muni ty care, but decen tra li sed acti vi ties in the com muni ty have taken place sin ce
2016. GeKo pro vi des care in an inter di s ci p li na ry and inter pro fes sio nal, pati ent-cent red, easi ly
acces si b le, and parti ci pato ry man ner. The se core valu es of the cen ter’s care pro vi si on have
been deve lo ped in a coc rea ti on pro cess among its mem bers in clo se coope ra ti on with local
sta ke hol ders in the com muni ty it ser ves. The com plex inter ac ti on bet we en phy si cal, men tal,
and social con di ti ons of health are addres sed by four main pil lars: pri ma ry medi cal and 
psy cho the ra peutic care, com muni ty orga ni zing and pro jects in the neigh bour hood, self-help,
and coun sel ling and rese arch and eva lua ti on. The com muni ty health cent re works with a
mul ti-pro fes sio nal team of psy cho the ra pists, com muni ty health nur ses, social wor kers,
health and social sci en tists, doc tors, and phy sio the ra pists. Domi n ant hier ar chies wit hin and
bet we en occu pa tio nal groups are chal len ged by pro mo ting sha red, equal deci si on-making,
regu lar exchan ge in col lec ti ve case dis cus si ons, and know led ge trans fer. Hier ar chies bet we -
en pro vi ders and pati ents are also addres sed. Parti ci pa ti on plays a role in medi cal care as
well as in the ongoing orga niza ti on and deve lop ment of the health cent re. The deve lop ment
of the cent re and the ser vices it offers are direct ly alig ned with the needs of the peop le in 
the neigh bour hood and thri ve on clo se, direct con tact with them. To under stand the local
popu la ti ons’ com pre hen si ve social space and needs, we per for med a needs-based ana ly sis
bet we en 2017 and 2020. Map ping of exis ting struc tu res and actors in the neigh bour hood
and focus group dis cus si ons with local sta ke hol ders pro vi ded infor ma ti on on health care
needs, care gaps, resour ces, and wis hes. The ana ly sis furt her inclu ded an exhaus ti ve sur vey
of the neigh bor hood’s resi dents. It sho w ed a strong asso cia ti on bet we en ill health and a low
edu ca tio nal deg ree. Also, hou sing-rela ted strug g les due to fear of evic ti on, dif fi cul ties to
cover the rent, and over crow ding were com mon. Impair ment in men tal health was high ly pre -
va lent. 

Among the GeKo team an under stan ding pre vai led that health
care would requi re more than con sul ting and trea ting pati ents
along the bio me di cal model of health and ill ness.
The team acti ve ly crea ted net works and coope ra ti on with local pro vi ders. Neigh bour hood
groups focus sing on pro b lems in the com muni ty such as hou sing our nur s e ry search 
st reng t hen the exis ting local struc tu res and allow for coor di na ted refer rals to com muni ty ser -
vices, ran ging from youth cen ters and pupils sup port to social care coun se ling in older age.
Mobi le health coun se ling has been imp le men ted. It aims to impro ve access to infor ma ti on,
coun se ling, and care, and to encou ra ge the exchan ge and sup port of self-help among resi -
dents. Acti vi ty pro grams on a local pub lic squa re are used as a way for com muni ty orga ni zing
which allows peop le to get in con tact with neigh bours, hear their pro b lems, needs, resour -
ces, and ideas, and poten tial ly exchan ge social sup port. Whi le GeKo inc rea sed its pro vi ders
satis fac ti on with the care it can pro vi de toge ther, it had to over co me various hurd les to 
in sti tu tio na li ze it. Dif fi cul ties inclu ded over co ming clas si cal hier ar chies, inte g ra ting dif fe rent
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pro fes sio nal cul tu res, and living with the con stant need to do more whi le being und er fun ded.

COORDINATING CARE  Actually Radical?
Howe ver sharp the sen ses of pro vi ders for the social hardship of their pati ents, other than
bio me di cal needs usual ly remain ’dis tal’ to their practi ce. 14 They are neit her part of the medi -
cal cur ri cu lum nor of its tool box. Waitz kin descri bes this as the ”iro ny” of medi cal practi ce. 15

Insuf fi ci ent nutri ti on, pre ca rious wor king, and living arran ge ments, lack of access to regu lar
health ca re, domestic and neigh bor hood vio len ce, and lack of social sup port and nur sing care
are among such aspects that may be obser ved and even docu men ted in scree nings but are
rare ly addres sed.16 Alt hough health ca re wor kers inc rea sin g ly assess pati ents’ socio-medi cal
histo ry, a know led ge base for iden ti fying selec ti on cri te ria for such inter ven ti ons is scar ce.
More o ver, availab le insti tu tio na li zed solu ti ons to address social risks to health are lacking. 17

The (para)medi cal gaze regu lar ly ham pers a res pon si ve
approach to the dis tal fac tors that influ en ce pati ents’ health
out co mes.
It is cast in a his to ri cal ly grown and ortho dox set-up of the field of health ca re. Recent
attempts by plan ners, prac ti tio ners, and politi cal acti vists to crea te more res pon si ve insti tu -
tio na li zed care for pati ents with mis mat ching needs lead to radi cal shifts, chan ges, and 
chal len ges. Res cue ser vices and com muni ty care cen ters like GeKo appear to rep re sent two
poles of a con ti nu um aiming for radi cal ly res pon si ve care. Yet, radi ca li ty is a ques ti on of per -
spec ti ve. Other health ca re sys tems show dif fe rent insti tu tio nal arran ge ments and deg rees of
pro fes sio nal coope ra ti on. So that actors of hetero dox posi ti ons for mu la te other demands
than over co ming sec to ral and pro fes sio nal boun da ries. And radi ca li ty is ever-chan ging. The
approa ches pre sen ted here chal len ge the per sis tent insti tu tio nal health ca re arran ge ment
whi le, simul ta neous ly, pro du cing resi du es. In this sen se, radi ca li ty may be under stood as
pro ces sual and dia lecti cal. Insti tu tio nal chan ges in cer tain are nas and on spe ci fic levels may
be accom pa nied by unin ten ded con se qu en ces that under mi ne well-inten ded aims. To
address pre vious ly descri bed chal len ges res cue ser vice per son nel sug gests assu ming the
role of a navi ga tor con cer ning social and health ca re ser vices. In doing so, they chal len ge a
dee p ly roo ted, his to ri cal ly grown role, posi ti on, and man da te – and, at the same time, the
under stan ding of their pro fes si on. It is a chan ge sti pu la ted by plan ners and deci si on-makers.
Pro fes sio nals at the front li nes may expe ri en ce a sen se of depro fes sio na liza ti on, fee ling out 
of place due to the wide ned focus of their orga niza ti on. GeKo bases its work on lowe r ed 
pro fes sio nal hier ar chies and parti ci pa ti ve for mu la ted goals. Their approach is based on col -
lec ti ve deci si on-making. The cen ter attempts to break with pro fes sio nal turfs and hier ar -
chies, inclu ding tho se bet we en medi cal experts and lay peop le.

Per sis tent know led ge hier ar chies in bio me di ci ne and social
wel fa re pro ce du res requi re con ti nuous indi vi dual and col lec ti -
ve ref lec ti on to address per sis tent (hier ar chi cal) pat terns.
Ano ther resi due con cerns the ques ti on if coor di na ted and inte g ra ted care can pre vent or 
in c rea se frag men ta ti on? Who has over sight and will be res pon si b le for the (who le) per son?
GeKo brings toge ther dif fe rent pro fes si ons and sha red case dis cus si ons under one roof. 
This is cer tain ly more dif fi cult to achie ve for lar ge pro vi ders like res cue ser vices. Case mana -
ge ment, as tried by the Ber lin fire bri ga de, could be a via b le solu ti on, but res pon si bi li ty and
man da te must lie with one pro vi der. Also, a dis tant ser vice navi ga tor like a res cue ser vice
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may not detect cli ent needs based on parti ci pa ti on. Can their sug ge s ted care arran ge ments
be more res pon si ve if they rely on health ca re plan ning from the top? GeKo uses parti ci pa ti ve
methods to adjust its ser vices and to pur sue pati ent-cen te red care. The re by, the deter mi na -
ti on and refle xi vi ty about what kind of needs cli ents see as rele vant have grea ter weight. 
Yet, the sca la bi li ty of their methods needs to be eva lua ted. Final ly, inte g ra ted and coor di na -
ted care may inc rea se the deg ree of res pon sive ness to cli ents’ needs, over co me pro fes sio nal
boun da ries, and address non-medi cal needs – but does this mere ly mean that ill ness and
psy cho so cial needs are mana ged bet ter or can their dis tal sour ces real ly be addres sed?
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RIGHT TO THE CITY  Foreword
How is the right to the city rele vant for health for all and how does it alrea dy unfold in con c re -
te practi ces of urban grass roots move ments? How do the diver se struc tu res of health 
ine qua li ties unfold on the urban sca le? How do urban move ments address the se ine qua li ties
through col lec ti ve acti on and politi cal strug g les? 
This poly lo gue pres ents insights from a round ta b le dis cus si on with criti cal urban scho lars
and health acti vists on health as right to the city. The dis cus si on took place at the Radi cal
Health Con fe ren ce 2021 in Ber lin. From the per spec ti ve of criti cal urban the o ry, Anke Strüv er
from the Uni ver si ty of Graz exp lains the urban roots of health ine qua li ties and their une qual
embo di ments. Vasi lis Tsa pas pro vi des an acti vist acco unt of how (health) ine qua li ties are
addres sed in the eve r y day work of the Soli da ri ty Cli nic in Thes sa lo ni ki, a radi cal demo c ratic
and anti-hier ar chi cal urban health col lec ti ve. And reas Exner as an acti vist scho lar stres ses
the import an ce of radi cal demo c ratic col la bo ra ti ons of right-to-the-city move ments and
grass roots health ini tia ti ves for health equa li ty. Bet ti na Fran ke and Jonas Löw en berg from
the com muni ty health ca re cen ter Polik li nik Leip zig high light the role of inter di s ci p li na ry work
and the empo wer ment of local com muni ties in approa ching peop le’s health from the bot tom-
up. Fol lo wing this, the Criti cal Urban Rese arch Group Müns ter empha si zes the role of urban
space as an important sca le for col lec ti ve trans for ma ti ons of struc tu ral health ine qua li ties 
in the sen se of health as a right to the city. The ses si on was mode ra ted by Richard Bůžek and
orga ni zed by Criti cal Urban Rese arch Group (Iris Dzud zek, Richard Bůžek, Susan ne Hübl,
Lisa Kam phaus) from the Uni ver si ty of Müns ter.

RIGHT TO THE CITY  Collectivizing Health
Richard Bůžek: Anke Strüv er, in your work you are inves ti ga ting how health ine qua li ties are
une qual ly embo died in cities. Can you exp lain the roots of health ine qua li ties on the urban
sca le in more detail? Whe re are the pos si bi li ties to trans form health ine qua li ties and how is
this rela ted to the right to the city?

Anke Strüv er: As an urban geo gra pher, I start with a very tra di tio nal intro duc ti on to ans wer
this ques ti on. That is, what do we mean by ”the right to the city”? Key thin kers here are 
Da vid Har vey 1 and Hen ri Lef eb v re. In the fol lo wing, I refer to Hen ri Lef eb v re. Hen ri Lef eb v re
defi ned the right to the city as it can not be con cei ved of as a simp le visi ting right or as a
return to tra di tio nal, pre-indu s tria li zed cities. Ins tead, the right to the city can only be for mu -
la ted as a trans for med and rene wed right to urban life. 2

”The right to the city mani fests its elf
as a supe rior form of rights: right to
free dom, to indi vi dua liza ti on in socia -
liza ti on, to habi tat and to inha bit. The
right to the œuv re, to parti ci pa ti on and
appro pria ti on (cle ar ly dis tinct from the
right to [capi ta list] pro per ty), is imp lied
in the right to the city.”

Hen ri Lef eb v re: Wri tings on Cities, Oxford:
Wiley-Black well (1996), pp. 173–174.

So, the empha sis for me is defi ning the right to the city as a right to ’just’ urban life. Con se -
qu ent ly, the ques ti on remains, what is ’just urban life’? I refer to ’just’ in the sen se of pari ty of
parti ci pa ti on,3 i.e. justi ce relying on the connec ti ons bet we en three dimen si ons of justi ce,
name ly dis tri bu ti on, recogni ti on, and politi cal rep re sen ta ti on. Urban life has always been cha -
rac te ri zed by social and spa tial divi des. Embo died health ine qua li ties are but one examp le 
of the se divi des. They refer to the embo di ment of both environ men tal expo su re and social
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may not detect cli ent needs based on parti ci pa ti on. Can their sug ge s ted care arran ge ments
be more res pon si ve if they rely on health ca re plan ning from the top? GeKo uses parti ci pa ti ve
methods to adjust its ser vices and to pur sue pati ent-cen te red care. The re by, the deter mi na -
ti on and refle xi vi ty about what kind of needs cli ents see as rele vant have grea ter weight. 
Yet, the sca la bi li ty of their methods needs to be eva lua ted. Final ly, inte g ra ted and coor di na -
ted care may inc rea se the deg ree of res pon sive ness to cli ents’ needs, over co me pro fes sio nal
boun da ries, and address non-medi cal needs – but does this mere ly mean that ill ness and
psy cho so cial needs are mana ged bet ter or can their dis tal sour ces real ly be addres sed?
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RIGHT TO THE CITY  Foreword
How is the right to the city rele vant for health for all and how does it alrea dy unfold in con c re -
te practi ces of urban grass roots move ments? How do the diver se struc tu res of health 
ine qua li ties unfold on the urban sca le? How do urban move ments address the se ine qua li ties
through col lec ti ve acti on and politi cal strug g les? 
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and health acti vists on health as right to the city. The dis cus si on took place at the Radi cal
Health Con fe ren ce 2021 in Ber lin. From the per spec ti ve of criti cal urban the o ry, Anke Strüv er
from the Uni ver si ty of Graz exp lains the urban roots of health ine qua li ties and their une qual
embo di ments. Vasi lis Tsa pas pro vi des an acti vist acco unt of how (health) ine qua li ties are
addres sed in the eve r y day work of the Soli da ri ty Cli nic in Thes sa lo ni ki, a radi cal demo c ratic
and anti-hier ar chi cal urban health col lec ti ve. And reas Exner as an acti vist scho lar stres ses
the import an ce of radi cal demo c ratic col la bo ra ti ons of right-to-the-city move ments and
grass roots health ini tia ti ves for health equa li ty. Bet ti na Fran ke and Jonas Löw en berg from
the com muni ty health ca re cen ter Polik li nik Leip zig high light the role of inter di s ci p li na ry work
and the empo wer ment of local com muni ties in approa ching peop le’s health from the bot tom-
up. Fol lo wing this, the Criti cal Urban Rese arch Group Müns ter empha si zes the role of urban
space as an important sca le for col lec ti ve trans for ma ti ons of struc tu ral health ine qua li ties 
in the sen se of health as a right to the city. The ses si on was mode ra ted by Richard Bůžek and
orga ni zed by Criti cal Urban Rese arch Group (Iris Dzud zek, Richard Bůžek, Susan ne Hübl,
Lisa Kam phaus) from the Uni ver si ty of Müns ter.

RIGHT TO THE CITY  Collectivizing Health
Richard Bůžek: Anke Strüv er, in your work you are inves ti ga ting how health ine qua li ties are
une qual ly embo died in cities. Can you exp lain the roots of health ine qua li ties on the urban
sca le in more detail? Whe re are the pos si bi li ties to trans form health ine qua li ties and how is
this rela ted to the right to the city?

Anke Strüv er: As an urban geo gra pher, I start with a very tra di tio nal intro duc ti on to ans wer
this ques ti on. That is, what do we mean by ”the right to the city”? Key thin kers here are 
Da vid Har vey 1 and Hen ri Lef eb v re. In the fol lo wing, I refer to Hen ri Lef eb v re. Hen ri Lef eb v re
defi ned the right to the city as it can not be con cei ved of as a simp le visi ting right or as a
return to tra di tio nal, pre-indu s tria li zed cities. Ins tead, the right to the city can only be for mu -
la ted as a trans for med and rene wed right to urban life. 2

”The right to the city mani fests its elf
as a supe rior form of rights: right to
free dom, to indi vi dua liza ti on in socia -
liza ti on, to habi tat and to inha bit. The
right to the œuv re, to parti ci pa ti on and
appro pria ti on (cle ar ly dis tinct from the
right to [capi ta list] pro per ty), is imp lied
in the right to the city.”

Hen ri Lef eb v re: Wri tings on Cities, Oxford:
Wiley-Black well (1996), pp. 173–174.

So, the empha sis for me is defi ning the right to the city as a right to ’just’ urban life. Con se -
qu ent ly, the ques ti on remains, what is ’just urban life’? I refer to ’just’ in the sen se of pari ty of
parti ci pa ti on,3 i.e. justi ce relying on the connec ti ons bet we en three dimen si ons of justi ce,
name ly dis tri bu ti on, recogni ti on, and politi cal rep re sen ta ti on. Urban life has always been cha -
rac te ri zed by social and spa tial divi des. Embo died health ine qua li ties are but one examp le 
of the se divi des. They refer to the embo di ment of both environ men tal expo su re and social
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pro ces ses, and how the se two ele ments come toge ther. The re are obvious connec ti ons 
bet we en socioe co no mic dif fe ren ces along class lines, which we can label as out co mes of
capi ta lism. Also, the re are connec ti ons bet we en socioe co no mic con di ti ons and socio-cul tu -
ral con texts inclu ding resul ting racism and environ men tal degra da ti on in or clo se to parti cu lar
urban neigh bor hoods, which are often labe led as so-cal led ’poor neigh bor hoods’. Tho se
labels go back eit her to their loca ti on, e.g. when they are clo se to was te inci ne ra tors, noi sy
infra struc tu res such as main sta ti ons or air ports, or in the pro xi mi ty of high-emis si on fac to -
ries and ali ke. They also might be labe led as ’poor’ neigh bor hoods, due to insuf fi ci ent qua li ty
of hou sing or their popu la ti on com po si ti on along eco no mic and cul tu ral lines or all of them.
This is a sce na rio whe re all three ste reo ty pes of poor neigh bor hoods come toge ther and we
can find them in eve ry city. Howe ver, peop le in poor neigh bor hoods neit her are gene ral ly nor
auto mati cal ly less healt hy than in dif fe rent neigh bor hoods nor are they depri ved of a good
life, due to their place of resi den ce or indi vi dual mis be ha vior, espe cial ly not in Cen tral Euro -
pe. Yet, health ine qua li ties wit hin cities are strikin g ly appa rent.4 Nega ti ve health out co mes,
then, are rather an effect of social ly media ted pro ces ses of the ent i re urban or even natio nal
socie ty. The se pro ces ses are roo ted in the domi n ant social struc tu res, and neit her in peop -
le’s indi vi dual beha vior nor in the built urban environ ment as such.

Health is not only affec ted by indi vi dual beha vior or built 
ur ban environ ments but main ly deter mi ned by domi n ant social
struc tu res such as gen de red, clas sed or racia li zed ine qua li ties.
The domi n ant social struc tu res such as gen de red, clas sed, and racia li zed dis tinc ti ons result
in spa tial and social ine qua li ties. For us as geo graph ers, the rela ti on bet we en social and 
spa tial ine qua li ties is parti cu lar ly important. What is very inte res ting for me in parti cu lar is the
embo di ment of the se social and spa tial ine qua li ties, inclu ding the embo di ment of environ -
men tal bads, but not in a clear cau se-and-rela ti on-logic. That means peop le’s phy si cal
bodies are the place whe re social, spa tial, and eco lo gi cal or bio lo gi cal impacts mate ria li ze
and result in bet ter or wor se health con di ti ons. Thus, the environ men tal qua li ty of places
dee p ly affects bodies, but if we con s i der embo died health ine qua li ties we need to look
beyond indi vi dual bodies and indi vi dual peop le and rather con cen t ra te on the struc tu ral rela -
ti ons wit hin a given socie ty. That is, we need to look beyond the indi vi dual and the social 
and environ men tal qua li ty of places, and ins tead fore ground the urban and socie tal struc tu re
that results in socio-spa tial ine qua li ties and qua li ties of places. The mate rial self, the body,
and the embo di ment thus can not be disen t an g led from pro ces ses that are simul ta neous ly
eco no mic, cul tu ral, and environ men tal. The re fo re, a per spec ti ve on human health should be
’bio-social’. A bio-social per spec ti ve on human health inclu des an under stan ding of human
and environ men tal expo su re as well as human and environ men tal natu re beyond bio lo gi cal
deter mi nism and also beyond both socio-cul tu ral essen tia lism and (fai led) indi vi dual beha vior
and res pon si bi li ty for one’s health. If we ask, how social dif fe ren ces beco me phy si cal ly or
bio lo gi cal ly effec ti ve in terms of health ine qua li ty, we need to point to the fact, that the rea -
sons for expo su re to environ men tal stres ses are socio-eco no mic and/or socio-cul tu ral
injusti ce, espe cial ly racism, and yet always rela ted to capi ta lism as insti tu tio na li zed social
order. But the con se qu en ces of injusti ce are still health-rela ted and that is why health is very
important. Retur ning to Lef eb v re and the right to the city in the sen se of the right to urban 
li fe and the qua li ty of just urban life, he also made a plea for real and acti ve parti ci pa ti on in
cities.5 This inclu des parti ci pa ti on in edu ca ti on and health ca re, in the col lec ti ve appro pria ti on
of pub lic and gre en spaces, and so on. The se rights are con s i de red col lec ti ve rights, inclu -
ding the rights to be dif fe rent and to have dif fe rent spa tial visi ons and demands.
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Pho to graph by Seve rin Hal der and Lisa Kam phaus (2022).

Parti ci pato ry inter ven ti on to learn col lec ti ve ly about health
in the city and how to sha pe it struc tu ral ly on the urban sca -
le.

Health as a right to the city and fun da men tal part of social
justi ce needs col lec ti viza ti on and de-indi vi dua liza ti on.
Against this back ground, I argue that health as a right to the city needs to be approa ched 
as a col lec ti ve social pro cess, but inclu des per spec ti ves on indi vi dual yet social forms of
discri mi na ti on. Inte g ra ting health into the right to the city thus depends on de-indi vi dua li zing
health and focu sing on health as a fun da men tal part of social justi ce.

RIGHT TO THE CITY  Solidarity, Not Charity
Richard Bůžek: Vasi lis Tsa pas, the Social Cli nic of Soli da ri ty in Thes sa lo ni ki has estab lis hed
the pro vi si on of pri ma ry health care to all fol lo wing an ega li ta ri an approach through practi ces
of radi cal demo cra cy.6 How do you address ine qua li ties in your eve r y day work and how are
practi ces of soli da ri ty in the cli nic rela ted to other strug g les and move ments?

Vasi lis Tsa pas: The Soli da ri ty Cli nic in Thes sa lo ni ki was foun ded in 2011. This hap pe n ed
against the back ground of the begin ning of a health cri sis in Gree ce when peop le wit hout
health insuran ce were exclu ded from the pub lic health sys tem. That is, they had to effect 
out-of-pocket pay ments for visi ting pub lic doc tors, the medi ci nes they nee ded, and hospi tal 
tre at ments. The Soli da ri ty Cli nic is based on the prin ci p les of direct demo cra cy and the
absen ce of aut ho ri ty and hier ar chy in its elf. Eve r y bo dy comes to the Soli da ri ty Cli nic as a
per son and eve r y bo dy is vol un tee ring the re. All deci si ons are being taken in gene ral assem-
b lies whe re eve r y bo dy can parti ci pa te based on equa li ty, all opi ni ons count as equal to 
pre vent any hier ar chy. All deci si ons are usual ly taken with con sen sus or with very big and
clear majo ri ties. If we can not meet the se requi re ments, then deci si ons are post po ned, re-dis -
cus sed, etc. In the gene ral assem b ly, we also dis cuss medi cal mat ters. Hen ce, the way how
peop le are trea ted in the cli nic is not a mat ter of the medi cal pro fes sio nals only, but eve r y-
bo dy parti ci pa ting in the Soli da ri ty Cli nic. We invi te peop le, who have been trea ted in the cli -
nic ear lier, to parti ci pa te in the assem b lies and the deci si on-making pro ce du res. We are
auto no mous from the sta te and its insti tu ti ons, politi cal par ties, and the church, also finan -
cial ly. Ins tead, we are fun ded by peop le and social col lec ti ves only. We belie ve in the prin cip -
le of rota ti on in all orga niza tio nal roles in the cli nic and the rep re sen ta ti on of the cli nic to the
out si de. We regard our sel ves as part of the anti-fas cist and anti-racist move ment of the
com muni ty.
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pro ces ses, and how the se two ele ments come toge ther. The re are obvious connec ti ons 
bet we en socioe co no mic dif fe ren ces along class lines, which we can label as out co mes of
capi ta lism. Also, the re are connec ti ons bet we en socioe co no mic con di ti ons and socio-cul tu -
ral con texts inclu ding resul ting racism and environ men tal degra da ti on in or clo se to parti cu lar
urban neigh bor hoods, which are often labe led as so-cal led ’poor neigh bor hoods’. Tho se
labels go back eit her to their loca ti on, e.g. when they are clo se to was te inci ne ra tors, noi sy
infra struc tu res such as main sta ti ons or air ports, or in the pro xi mi ty of high-emis si on fac to -
ries and ali ke. They also might be labe led as ’poor’ neigh bor hoods, due to insuf fi ci ent qua li ty
of hou sing or their popu la ti on com po si ti on along eco no mic and cul tu ral lines or all of them.
This is a sce na rio whe re all three ste reo ty pes of poor neigh bor hoods come toge ther and we
can find them in eve ry city. Howe ver, peop le in poor neigh bor hoods neit her are gene ral ly nor
auto mati cal ly less healt hy than in dif fe rent neigh bor hoods nor are they depri ved of a good
life, due to their place of resi den ce or indi vi dual mis be ha vior, espe cial ly not in Cen tral Euro -
pe. Yet, health ine qua li ties wit hin cities are strikin g ly appa rent.4 Nega ti ve health out co mes,
then, are rather an effect of social ly media ted pro ces ses of the ent i re urban or even natio nal
socie ty. The se pro ces ses are roo ted in the domi n ant social struc tu res, and neit her in peop -
le’s indi vi dual beha vior nor in the built urban environ ment as such.

Health is not only affec ted by indi vi dual beha vior or built 
ur ban environ ments but main ly deter mi ned by domi n ant social
struc tu res such as gen de red, clas sed or racia li zed ine qua li ties.
The domi n ant social struc tu res such as gen de red, clas sed, and racia li zed dis tinc ti ons result
in spa tial and social ine qua li ties. For us as geo graph ers, the rela ti on bet we en social and 
spa tial ine qua li ties is parti cu lar ly important. What is very inte res ting for me in parti cu lar is the
embo di ment of the se social and spa tial ine qua li ties, inclu ding the embo di ment of environ -
men tal bads, but not in a clear cau se-and-rela ti on-logic. That means peop le’s phy si cal
bodies are the place whe re social, spa tial, and eco lo gi cal or bio lo gi cal impacts mate ria li ze
and result in bet ter or wor se health con di ti ons. Thus, the environ men tal qua li ty of places
dee p ly affects bodies, but if we con s i der embo died health ine qua li ties we need to look
beyond indi vi dual bodies and indi vi dual peop le and rather con cen t ra te on the struc tu ral rela -
ti ons wit hin a given socie ty. That is, we need to look beyond the indi vi dual and the social 
and environ men tal qua li ty of places, and ins tead fore ground the urban and socie tal struc tu re
that results in socio-spa tial ine qua li ties and qua li ties of places. The mate rial self, the body,
and the embo di ment thus can not be disen t an g led from pro ces ses that are simul ta neous ly
eco no mic, cul tu ral, and environ men tal. The re fo re, a per spec ti ve on human health should be
’bio-social’. A bio-social per spec ti ve on human health inclu des an under stan ding of human
and environ men tal expo su re as well as human and environ men tal natu re beyond bio lo gi cal
deter mi nism and also beyond both socio-cul tu ral essen tia lism and (fai led) indi vi dual beha vior
and res pon si bi li ty for one’s health. If we ask, how social dif fe ren ces beco me phy si cal ly or
bio lo gi cal ly effec ti ve in terms of health ine qua li ty, we need to point to the fact, that the rea -
sons for expo su re to environ men tal stres ses are socio-eco no mic and/or socio-cul tu ral
injusti ce, espe cial ly racism, and yet always rela ted to capi ta lism as insti tu tio na li zed social
order. But the con se qu en ces of injusti ce are still health-rela ted and that is why health is very
important. Retur ning to Lef eb v re and the right to the city in the sen se of the right to urban 
li fe and the qua li ty of just urban life, he also made a plea for real and acti ve parti ci pa ti on in
cities. 5 This inclu des parti ci pa ti on in edu ca ti on and health ca re, in the col lec ti ve appro pria ti on
of pub lic and gre en spaces, and so on. The se rights are con s i de red col lec ti ve rights, inclu -
ding the rights to be dif fe rent and to have dif fe rent spa tial visi ons and demands.
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bo dy parti ci pa ting in the Soli da ri ty Cli nic. We invi te peop le, who have been trea ted in the cli -
nic ear lier, to parti ci pa te in the assem b lies and the deci si on-making pro ce du res. We are
auto no mous from the sta te and its insti tu ti ons, politi cal par ties, and the church, also finan -
cial ly. Ins tead, we are fun ded by peop le and social col lec ti ves only. We belie ve in the prin cip -
le of rota ti on in all orga niza tio nal roles in the cli nic and the rep re sen ta ti on of the cli nic to the
out si de. We regard our sel ves as part of the anti-fas cist and anti-racist move ment of the
com muni ty.
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Social Cli nic of Soli da ri ty (KIA Thess), 2012.

”Against a sys tem, which impo ve ris hes life. We sup port you!
We sup port soli da ri ty.” An invi ta ti on for a dis cus si on about
the dis so lu ti on of the Greek pub lic health ca re sys tem and
the crea ti on of the Social Cli nic of Soli da ri ty in Thes sa lo ni ki.

So how do we address ine qua li ties in our eve r y day work? In our col lec ti ve, we must address
both the ine qua li ties among the dif fe rent peop le who come to the cli nic see king its ser vices
and the ine qua li ties bet we en the peop le wor king in the Soli da ri ty Cli nic and tho se who come
to the cli nic. First, pre ven ting ine qua li ties among peop le who come to the cli nic requi res
never deman ding any t hing in exchan ge from them. No pro of of their situa ti on, finan cial or
insuran ce sta tus, their ori gin, whe ther they are natio nal citi zens or have any sort of papers,
etc. Eve r y bo dy can come, if they feel that they can not meet their needs in the natio nal health
sys tem, we are doing our best to cover the se needs. Eve r y t hing that we give to the peop le 
is com p le te ly free, that is all medi cal and den tal ser vices, psy cho lo gi cal sup port ser vices,
and all necessa ry medi ci nes. If some bo dy needs any other sort of ser vices that we can not
direct ly pro vi de, for examp le, tre at ment from a medi cal sub-spe cia liza ti on, we have a wide
net work of medi cal doc tors in the city who treat our pati ents for free. If we need labo rato ry
tests, we work toge ther with a net work of labo ra to ries in the city, so the peop le are being
offe red their ser vices for free. If a big ger struc tu re such as a hospi tal is necessa ry, we send
the se peop le the re. We help them find their way through the sta te health sys tem so that 
they recei ve the help and health ser vices they requi re. As a result, eve r y bo dy is being trea ted
exact ly the same way and pro ce du re. More o ver, the cli nic is a place whe re no discri mi na ti on
regar ding sex, race, ori gin, or sexual ori en ta ti on is accep ted. It is cru cial to under stand that
from the moment in which someo ne enters the cli nic. In very rare cases in the past when
peop le in the cli nic beha ved in a discri mi na ti ve man ner, we very stron g ly stop ped such beha -
viors. Second, we are trying to address the ine qua li ties bet we en the peop le who treat and
the peop le who are trea ted. The re is a very strong hier ar chy bet we en the medi cal doc tors
and the pati ents trea ted in the clas si cal health ca re sys tem. We try to address this ine qua li ty
in our practi ce as we regard the peop le who are trea ted in the cli nic as an acti ve part of the
medi cal tre at ment and deci si on-making. Ins tead of being pas si ve recei vers of medi cal tre at -
ments, we encou ra ge them to parti ci pa te in and defi ne the se tre at ments. Ano ther important
stra te gy is the for ma ti on of the so-cal led ’Dif fe rent Medi ci ne’ group, which assem b les all 
the peop le who treat pati ents from dif fe rent medi cal and psy cho lo gi cal spe cial ties in the cli -
nic. This Dif fe rent Medi ci ne group treats peop le in long ses si ons, com bi ning mul tip le medi cal
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and para me di cal pro fes sio nals of phy si cal and men tal health. We are trying to see medi ci ne
from the per spec ti ve of the per son who comes to get medi cal ser vices. The re fo re, we speak
about soli da ri ty, not cha ri ty. To avo id ine qua li ties in our dai ly practi ces, we are orga ni zed in
ways to ensu re that the peop le recei ving medi cal ser vices are always on par with our medi cal
staff in the cli nic.

The Soli da ri ty Cli nic is an orga nic part of urban move ments
strugg ling for direct impacts in the com muni ty to address
health ine qua li ties.
Beyond that, we regard our col lec ti ve of the Soli da ri ty Cli nic as part of the urban anti-fas cist
and anti-racist move ment in Thes sa lo ni ki. We parti ci pa te in urban strug g les such as demon -
s t ra ti ons and try to pro vi de the se strug g les with medi cal covera ge. For examp le, over the last
few years, we have been sup por ting a big strugg le around mining in a small vil la ge (Skou ries,
Megá li Pana gía) on the outs kirts of Thes sa lo ni ki. The re we parti ci pa ted in demon s t ra ti ons
and other acti vi ties hap pe ning during the sum mer, with spee ches, dis cus si ons, etc. More-
o ver, we crea ted a medi cal faci li ty – a wor kers’ cli nic– in a side venue of the squat ted facto ry
VIO ME in Thes sa lo ni ki, which was reco ve r ed by the wor kers of the for mer facto ry. We have
tried to estab lish a medi cal cli nic insi de the facto ry and to streng t hen it against attacks from
the sta te, in parti cu lar against bru tal evic ti on by the poli ce. Here, we also fol low our approach
to crea te a cli nic in parti ci pa ti on with the peop le who work the re for the peop le who work
the re and other wor kers in the city. In this way, we attempt to be an orga nic part of this urban
move ment and to crea te rela ti ons with all the other move ments in the city. At the same time,
we belie ve that it could be valuab le for grass roots move ments to focus more on the pri ma ry
health sys tem becau se it has direct impacts on chan ge in the neigh bor hood and the com -
muni ty.

RIGHT TO THE CITY  Building Alliances
Richard Bůžek: And reas Exner, as an acti vist rese ar cher in Graz, you are dedi ca ting your
work to a femi nist and socio-eco lo gi cal trans for ma ti on of socie ty with a parti cu lar focus 
on soli da ri ty-based eco no mies. You have wor ked toge ther with grass roots health acti vists 
in Aus tria. Which les sons can be lear ned from the se strug g les for a fruit ful col la bo ra ti on 
of right-to-the-city move ments and grass roots health ini tia ti ves?

And reas Exner: It is not easy to ans wer this ques ti on. Sin ce about 2010, I was invol ved in a
coup le of ini tia ti ves, wor king with grass roots health acti vists in various ways of life. Main ly
health pro fes sio nals, but also peop le inte res ted in health issu es more gene ral ly. More o ver, 
I have a foot in fields of strug g les that you could easi ly connect with right to the city and I am
somehow affi lia ted with the right to the city net work, which is main ly based in Vien na. The
first obser va ti on is that in my opi ni on strug g les con cer ning right to the city on the one hand
and health on the other are poor ly deve lo ped in Aus tria. You could say that pro bab ly for many
coun tries, it always depends on your level of ambi ti on or per spec ti ve, and how you assess
things. I want to stress that the se strug g les have to inc rea se. To connect dif fe rent strug g les
rela ted to health or right to the city issu es in other realms of urban life, the re has to be some
acti vi ty going on.
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Social Cli nic of Soli da ri ty (KIA Thess), 2012.

”Against a sys tem, which impo ve ris hes life. We sup port you!
We sup port soli da ri ty.” An invi ta ti on for a dis cus si on about
the dis so lu ti on of the Greek pub lic health ca re sys tem and
the crea ti on of the Social Cli nic of Soli da ri ty in Thes sa lo ni ki.

So how do we address ine qua li ties in our eve r y day work? In our col lec ti ve, we must address
both the ine qua li ties among the dif fe rent peop le who come to the cli nic see king its ser vices
and the ine qua li ties bet we en the peop le wor king in the Soli da ri ty Cli nic and tho se who come
to the cli nic. First, pre ven ting ine qua li ties among peop le who come to the cli nic requi res
never deman ding any t hing in exchan ge from them. No pro of of their situa ti on, finan cial or
insuran ce sta tus, their ori gin, whe ther they are natio nal citi zens or have any sort of papers,
etc. Eve r y bo dy can come, if they feel that they can not meet their needs in the natio nal health
sys tem, we are doing our best to cover the se needs. Eve r y t hing that we give to the peop le 
is com p le te ly free, that is all medi cal and den tal ser vices, psy cho lo gi cal sup port ser vices,
and all necessa ry medi ci nes. If some bo dy needs any other sort of ser vices that we can not
direct ly pro vi de, for examp le, tre at ment from a medi cal sub-spe cia liza ti on, we have a wide
net work of medi cal doc tors in the city who treat our pati ents for free. If we need labo rato ry
tests, we work toge ther with a net work of labo ra to ries in the city, so the peop le are being
offe red their ser vices for free. If a big ger struc tu re such as a hospi tal is necessa ry, we send
the se peop le the re. We help them find their way through the sta te health sys tem so that 
they recei ve the help and health ser vices they requi re. As a result, eve r y bo dy is being trea ted
exact ly the same way and pro ce du re. More o ver, the cli nic is a place whe re no discri mi na ti on
regar ding sex, race, ori gin, or sexual ori en ta ti on is accep ted. It is cru cial to under stand that
from the moment in which someo ne enters the cli nic. In very rare cases in the past when
peop le in the cli nic beha ved in a discri mi na ti ve man ner, we very stron g ly stop ped such beha -
viors. Second, we are trying to address the ine qua li ties bet we en the peop le who treat and
the peop le who are trea ted. The re is a very strong hier ar chy bet we en the medi cal doc tors
and the pati ents trea ted in the clas si cal health ca re sys tem. We try to address this ine qua li ty
in our practi ce as we regard the peop le who are trea ted in the cli nic as an acti ve part of the
medi cal tre at ment and deci si on-making. Ins tead of being pas si ve recei vers of medi cal tre at -
ments, we encou ra ge them to parti ci pa te in and defi ne the se tre at ments. Ano ther important
stra te gy is the for ma ti on of the so-cal led ’Dif fe rent Medi ci ne’ group, which assem b les all 
the peop le who treat pati ents from dif fe rent medi cal and psy cho lo gi cal spe cial ties in the cli -
nic. This Dif fe rent Medi ci ne group treats peop le in long ses si ons, com bi ning mul tip le medi cal
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and para me di cal pro fes sio nals of phy si cal and men tal health. We are trying to see medi ci ne
from the per spec ti ve of the per son who comes to get medi cal ser vices. The re fo re, we speak
about soli da ri ty, not cha ri ty. To avo id ine qua li ties in our dai ly practi ces, we are orga ni zed in
ways to ensu re that the peop le recei ving medi cal ser vices are always on par with our medi cal
staff in the cli nic.

The Soli da ri ty Cli nic is an orga nic part of urban move ments
strugg ling for direct impacts in the com muni ty to address
health ine qua li ties.
Beyond that, we regard our col lec ti ve of the Soli da ri ty Cli nic as part of the urban anti-fas cist
and anti-racist move ment in Thes sa lo ni ki. We parti ci pa te in urban strug g les such as demon -
s t ra ti ons and try to pro vi de the se strug g les with medi cal covera ge. For examp le, over the last
few years, we have been sup por ting a big strugg le around mining in a small vil la ge (Skou ries,
Megá li Pana gía) on the outs kirts of Thes sa lo ni ki. The re we parti ci pa ted in demon s t ra ti ons
and other acti vi ties hap pe ning during the sum mer, with spee ches, dis cus si ons, etc. More-
o ver, we crea ted a medi cal faci li ty – a wor kers’ cli nic– in a side venue of the squat ted facto ry
VIO ME in Thes sa lo ni ki, which was reco ve r ed by the wor kers of the for mer facto ry. We have
tried to estab lish a medi cal cli nic insi de the facto ry and to streng t hen it against attacks from
the sta te, in parti cu lar against bru tal evic ti on by the poli ce. Here, we also fol low our approach
to crea te a cli nic in parti ci pa ti on with the peop le who work the re for the peop le who work
the re and other wor kers in the city. In this way, we attempt to be an orga nic part of this urban
move ment and to crea te rela ti ons with all the other move ments in the city. At the same time,
we belie ve that it could be valuab le for grass roots move ments to focus more on the pri ma ry
health sys tem becau se it has direct impacts on chan ge in the neigh bor hood and the com -
muni ty.

RIGHT TO THE CITY  Building Alliances
Richard Bůžek: And reas Exner, as an acti vist rese ar cher in Graz, you are dedi ca ting your
work to a femi nist and socio-eco lo gi cal trans for ma ti on of socie ty with a parti cu lar focus 
on soli da ri ty-based eco no mies. You have wor ked toge ther with grass roots health acti vists 
in Aus tria. Which les sons can be lear ned from the se strug g les for a fruit ful col la bo ra ti on 
of right-to-the-city move ments and grass roots health ini tia ti ves?

And reas Exner: It is not easy to ans wer this ques ti on. Sin ce about 2010, I was invol ved in a
coup le of ini tia ti ves, wor king with grass roots health acti vists in various ways of life. Main ly
health pro fes sio nals, but also peop le inte res ted in health issu es more gene ral ly. More o ver, 
I have a foot in fields of strug g les that you could easi ly connect with right to the city and I am
somehow affi lia ted with the right to the city net work, which is main ly based in Vien na. The
first obser va ti on is that in my opi ni on strug g les con cer ning right to the city on the one hand
and health on the other are poor ly deve lo ped in Aus tria. You could say that pro bab ly for many
coun tries, it always depends on your level of ambi ti on or per spec ti ve, and how you assess
things. I want to stress that the se strug g les have to inc rea se. To connect dif fe rent strug g les
rela ted to health or right to the city issu es in other realms of urban life, the re has to be some
acti vi ty going on.
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Social justi ce neces si ta tes more con fron ta tio nal stra te gies 
to shift pub lic poli cies sig ni fi cant ly.
From the few instan ces whe re con f licts erup ted in open strug g les in Aus tria over the last
years sin ce the finan cial cri sis of 2008, it is important to embo dy the per spec ti ve of the 
so li da ri ty eco no my. In Sty ria, the pro vin ce whe re I live and work, a force ful strugg le as a 
res pon se to aus te ri ty mea su res was pur sued for a coup le of months, with some acti vi ties
even until qui te recent ly. The aus te ri ty mea su res in Sty ria hap pe n ed on a much lower level
than tho se we know from Gree ce, but the re were some simi la ri ties. In 2011, the for mer 
coa li ti on bet we en the con ser va ti ve Aus tri an Peop le’s Par ty (ÖVP) and the Social Demo c ratic 
Par ty (SPÖ) enfor ced bud get cuts amo un ting to up to 25% in the social and cul tu ral sec tor.
This aus te ri ty poli cy was an out co me of the sta te-backed bank bai louts in the wake of 
the 2008 finan cial cri sis. The bud get cut backs hit peop le at the bot tom of the social lad der
har dest, tho se who depend on various sorts of social assi s tan ce, and peop le with disa bi li ties.
Also, the cul tu ral sec tor was affec ted. In the resi s tan ce that deve lo ped against the se aus te ri -
ty mea su res, it beca me appa rent that alli an ce buil ding is fun da men tal ly important for suc -
cess ful strug g les against bud get cuts, which in that case pri ma ri ly affec ted the health sys -
tem, but also for broa der issu es of the right to the city. For instan ce, if you think about peop le
depen ding on per so nal assi s tan ce who can not move any lon ger whe re they want to move
when the sta te cuts back spen ding in the social sec tor that you would asso cia te with the
health sys tem in the lar ger sen se, then a very basic human right is not safe guar ded, pro tec -
ted and enab led any lon ger. The re fo re, it was cru cial that many dif fe rent actors came toge -
ther. The first step was an alli an ce of cul tu ral pro du cers and acti vists affec ted by the aus te ri -
ty mea su res with the Com mu nist Par ty (KPÖ), which is qui te strong, espe cial ly in Graz, but
also in the pro vin ce of Sty ria at lar ge. In a second step, health pro fes sio nals and care wor kers
jum ped in and very quick ly built an alli an ce inclu ding about 600 dif fe rent orga niza ti ons on
the level of the pro vin ce. They for med a coa li ti on that they cal led Platt form 25 and orga ni zed
mass ral lies. The first ral ly gathe red around 10’000 peop le, which is also qui te a huge num -
ber for Graz, the second alle ged ly gathe red 15’000 peop le. As a result, they were qui te suc -
cess ful in at least influ en cing the pub lic dis cour se against the se aus te ri ty mea su res.

Pho to graph by Platt form 25 (2011).

Mass ral ly against cuts in pro vin cial health and social care
bud gets, Sty ria 2011.
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So, what can we learn from the se strug g les? The re has been a deba te on the stra te gic lear -
nings from the se pro ces ses, and several pub li ca ti ons stress that alli an ce-buil ding and
coope ra ti on across ideo lo gi cal fault lines are very important. This needs time. A broad varie ty
of actors – for instan ce, health pro fes sio nals, affec ted peop le, and their fami ly mem bers,
politi cal par ties, parts of the tra de uni on, and cul tu ral acti vists – was one fac tor of the rela ti ve
suc cess in sha ping at least the pub lic dis cour se. Howe ver, the re are also down s i des.

Strug g les against aus te ri ty mea su res in Sty ria hard ly chan ged
any mate rial poli cies.
What we can learn from this failu re is that you may be able to influ en ce pub lic dis cour se
focu sing on the qua li ty of life and social justi ce issu es, but you fail to shift pub lic poli cies sig -
ni fi cant ly. How can this hap pen? I think more con fron ta tio nal stra te gies are necessa ry for
the se mat ters. Espe cial ly in Aus tria, it is a big pro b lem that tra de uni ons as very important
actors in all the se strug g les are in my opi ni on gea red towards coope ra ti on at near ly all costs.
Thus, the tra de uni on pro bab ly would not have even enga ged with the se tre men dous
assaults on pub lic health, if the re had not been inde pen dent orga niza tio nal pro ces ses going
on that I brie f ly descri bed abo ve. When the uni ons jum ped in, they hija cked the pro cess as
some said, they did not call for stri kes but ente red nego tia ti ons with the pro vin cial govern -
ment. So they told the Platt form to keep quiet until the out co mes of the nega ti ons bet we en
the tra de uni on and the govern ment would be pre sen ted. They war ned that stri kes or plans of
occu p ying faci li ties would end an ger the nego tia ti ons. In the end, the uni on con duc ted the
nego tia ti ons, whi le the Platt form did not call for any stri ke, but the results were fru s t ra ting
and dis cou ra ging for the move ment. Hen ce, the les son from this local strugg le would be that
whi le we can demon s t ra te with thou sands of peop le in the streets when it comes to nego tia -
ti ons, we can not achie ve any t hing if politi cal pres su re wanes and nego tia ti ons are left to 
the uni ons. Howe ver, the Platt form enga ged in ongoing acti vi ties over the fol lo wing years up
until 2014. For instan ce, the imp le men ta ti on of the se chan ged poli cies invol ved strug g les
about how to inter p ret laws, etc., but in the end, it was a mixed result and this points to some
furt her les sons.

The right to the city requi res a frame work of radi cal demo cra -
cy, which inhi bits harm ful mea su res on a popu la ti on’s health
and well-being.
First, empha si zing again, alli an ce buil ding across very dif fe rent actors is high ly important,
which requi res a cer tain open ness towards others. Second, social move ments have to 
think more about how to orga ni ze con fron ta tio nal stra te gies in a very ambi va lent rela ti onship
with tra de uni ons. I think we need the tra de uni ons on board, but at the same time, we also
have to put pres su re on the tra de uni ons from the out si de. Third, in gene ral, we need to shift
the frame work wit hin which pub lic poli cies are dis cus sed towards what Hen ri Lef eb v re and
others at his time in Fran ce cal led auto ges ti on, which means self-govern ment or deep demo -
cra cy. You could also call this frame work ’radi cal demo cra cy’, whe re it beco mes inc rea sin g ly
unt hin ka b le, that govern ments impo se hor ri fic mea su res on the popu la ti on becau se the
frame work in its elf would inhi bit that thought from even occur ring and social ons laughts to
be plan ned and impo sed. In this sen se, the right to the city would mean that it beco mes
practi cal ly unt hin ka b le that any kind of actor impo ses harm ful mea su res on a popu la ti on’s
health and well-being. The exam p les of the Soli da ri ty Cli nic and the Polik li nik from this poly -
lo gue are parti cu lar ly inspi ring in this regard becau se they pre fi gu re a chan ge in eco no mic
rela ti ons towards eco no mic demo cra cy, an eco no my of auto ges ti on, which is cru cial to 
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Social justi ce neces si ta tes more con fron ta tio nal stra te gies 
to shift pub lic poli cies sig ni fi cant ly.
From the few instan ces whe re con f licts erup ted in open strug g les in Aus tria over the last
years sin ce the finan cial cri sis of 2008, it is important to embo dy the per spec ti ve of the 
so li da ri ty eco no my. In Sty ria, the pro vin ce whe re I live and work, a force ful strugg le as a 
res pon se to aus te ri ty mea su res was pur sued for a coup le of months, with some acti vi ties
even until qui te recent ly. The aus te ri ty mea su res in Sty ria hap pe n ed on a much lower level
than tho se we know from Gree ce, but the re were some simi la ri ties. In 2011, the for mer 
coa li ti on bet we en the con ser va ti ve Aus tri an Peop le’s Par ty (ÖVP) and the Social Demo c ratic 
Par ty (SPÖ) enfor ced bud get cuts amo un ting to up to 25% in the social and cul tu ral sec tor.
This aus te ri ty poli cy was an out co me of the sta te-backed bank bai louts in the wake of 
the 2008 finan cial cri sis. The bud get cut backs hit peop le at the bot tom of the social lad der
har dest, tho se who depend on various sorts of social assi s tan ce, and peop le with disa bi li ties.
Also, the cul tu ral sec tor was affec ted. In the resi s tan ce that deve lo ped against the se aus te ri -
ty mea su res, it beca me appa rent that alli an ce buil ding is fun da men tal ly important for suc -
cess ful strug g les against bud get cuts, which in that case pri ma ri ly affec ted the health sys -
tem, but also for broa der issu es of the right to the city. For instan ce, if you think about peop le
depen ding on per so nal assi s tan ce who can not move any lon ger whe re they want to move
when the sta te cuts back spen ding in the social sec tor that you would asso cia te with the
health sys tem in the lar ger sen se, then a very basic human right is not safe guar ded, pro tec -
ted and enab led any lon ger. The re fo re, it was cru cial that many dif fe rent actors came toge -
ther. The first step was an alli an ce of cul tu ral pro du cers and acti vists affec ted by the aus te ri -
ty mea su res with the Com mu nist Par ty (KPÖ), which is qui te strong, espe cial ly in Graz, but
also in the pro vin ce of Sty ria at lar ge. In a second step, health pro fes sio nals and care wor kers
jum ped in and very quick ly built an alli an ce inclu ding about 600 dif fe rent orga niza ti ons on
the level of the pro vin ce. They for med a coa li ti on that they cal led Platt form 25 and orga ni zed
mass ral lies. The first ral ly gathe red around 10’000 peop le, which is also qui te a huge num -
ber for Graz, the second alle ged ly gathe red 15’000 peop le. As a result, they were qui te suc -
cess ful in at least influ en cing the pub lic dis cour se against the se aus te ri ty mea su res.

Pho to graph by Platt form 25 (2011).

Mass ral ly against cuts in pro vin cial health and social care
bud gets, Sty ria 2011.
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So, what can we learn from the se strug g les? The re has been a deba te on the stra te gic lear -
nings from the se pro ces ses, and several pub li ca ti ons stress that alli an ce-buil ding and
coope ra ti on across ideo lo gi cal fault lines are very important. This needs time. A broad varie ty
of actors – for instan ce, health pro fes sio nals, affec ted peop le, and their fami ly mem bers,
politi cal par ties, parts of the tra de uni on, and cul tu ral acti vists – was one fac tor of the rela ti ve
suc cess in sha ping at least the pub lic dis cour se. Howe ver, the re are also down s i des.

Strug g les against aus te ri ty mea su res in Sty ria hard ly chan ged
any mate rial poli cies.
What we can learn from this failu re is that you may be able to influ en ce pub lic dis cour se
focu sing on the qua li ty of life and social justi ce issu es, but you fail to shift pub lic poli cies sig -
ni fi cant ly. How can this hap pen? I think more con fron ta tio nal stra te gies are necessa ry for
the se mat ters. Espe cial ly in Aus tria, it is a big pro b lem that tra de uni ons as very important
actors in all the se strug g les are in my opi ni on gea red towards coope ra ti on at near ly all costs.
Thus, the tra de uni on pro bab ly would not have even enga ged with the se tre men dous
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furt her les sons.

The right to the city requi res a frame work of radi cal demo cra -
cy, which inhi bits harm ful mea su res on a popu la ti on’s health
and well-being.
First, empha si zing again, alli an ce buil ding across very dif fe rent actors is high ly important,
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health and well-being. The exam p les of the Soli da ri ty Cli nic and the Polik li nik from this poly -
lo gue are parti cu lar ly inspi ring in this regard becau se they pre fi gu re a chan ge in eco no mic
rela ti ons towards eco no mic demo cra cy, an eco no my of auto ges ti on, which is cru cial to 
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rea li ze health as a right to the city in this dee per sen se connec ted to self-govern ment, often 
fra med as com mons or soli da ri ty eco no mies. I think it is parti cu lar ly sig ni fi cant and inte res -
ting that wit hin the health sec tor, in the nar row sen se, exam p les of orga niza tio nal demo cra cy
emer ge. The se approa ches should be high ligh ted and mul ti p lied.

RIGHT TO THE CITY  Beyond Individual
Health
Richard Bůžek: Bet ti na Fran ke and Jonas Löw en berg, both of you are pro fes sio nals in 
psy cho the ra py and social work and enga ge in the Social Health ca re Cen ter Polik li nik Leip -
zig, foun ded in 2020 as a col lec ti ve of medi cal staff and social wor kers. Infor med by the
Social Deter mi n ants of Health approach, how exact ly do you orga ni ze health ca re in a dif fe -
rent way to address the struc tu ral cau se of disea se on the sca le of urban neigh bor hoods?
Whe re do you see intersec ti ons for col la bo ra ti on with other acti ve urban move ments to
chan ge the se struc tu ral cau ses of disea se?

Bet ti na Fran ke and Jonas Löw en berg: We are a group of health pro fes sio nals who were 
dis sa tis fied with the actual con di ti ons in the health ca re sys tem and our roles wit hin that. We
stri ve to crea te a new alter na ti ve for pri ma ry and social health ca re in Leip zig’s dis trict 
Sc hö ne feld. On the one hand, we want to pro vi de pri ma ry health ca re in inter di s ci p li na ry
teams, thus we have medi cal doc tors, psy cho lo gists, and social wor kers. We also work toge -
ther with peop le from aca de mia and with artists to expand our under stan ding of health. 
And we are also very inspi red by the Greek Soli da ri ty Cli nics and their approach to over co -
ming the nor ma li zed hier ar chies in the health ca re sys tem, whe re doc tors are on top and the
care team or even the pati ents are at the bot tom. We want to orga ni ze health ca re pro vi si on in
a way in which the main care ta ker for a per son is cho sen depen ding on the pati ent’s needs,
pre fe ren ces, and main issu es.

Polik li nik Ved del, Gesund heit ist poli tisch! Was bedeu tet Präv en ti -
on in der Polik li nik Ved del?, Ger ma ny (2019). 
VIDEO cache.ch/1706

”Our living con di ti ons have a major impact on our health.”
Still from the film Gesund heit ist poli tisch! Was bedeu tet
Präv en ti on in der Polik li nik Ved del? by Polik li nik Ved del.
The film illu s t ra tes the import an ce of various social deter mi -
n ants of health in the con text of disea se pre ven ti on.

More o ver, with the Polik li nik, we want to crea te a social cen ter, whe re peop le can come
toge ther to trans form the social deter mi n ants of health, for examp le living con di ti ons, discri -
mi na ti on, unem p loy ment, availa bi li ty of healt hy diet, edu ca ti on, etc. Our health and well-
being depend on social deter mi n ants far more than on indi vi dual beha vior. For examp le, the
risk of deve lo ping dia be tes is hig her for peop le with low inco mes than for tho se with high
inco mes. In our health ca re cen ter, we take a look at the living con di ti ons toge ther with 
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the peop le who come to us. For instan ce, the high blood pres su re of a per son may be stress-
rela ted, so tre at ment with social or psy cho lo gi cal coun se ling might be more appro pria te 
than sim p ly medi ca ti on against the mere symp tom.

With the Polik li nik, we want to crea te a social cen ter, whe re
peop le from the com muni ty are empo we r ed to trans form the
issu es that affect their health.
Our goal is to empo wer peop le in the com muni ty to work toge ther on the issu es that affect
their health. Obvious ly, we see pos si bi li ties for col la bo ra ti on eve r ywhe re. We work toge ther
with stri kes, such as the nur sing stri kes that are hap pe ning right now in Ger ma ny, femi nist
stri kes, or anti-racist ral lies. Further mo re, we coope ra te with the Medi netz Leip zig, an ini tia ti -
ve that offers sup port and faci li ta tes medi cal care to peop le wit hout health insuran ce. We
also coope ra te clo se ly with a ren ters’ ini tia ti ve, which connects peop le, who are affec ted 
by frau du lent ser vice char ges and other pro b lems cau sed by the pro per ty mana ge ment of
power ful lar ge-sca le cor po ra te land lords. The se are the kind of ini tia ti ves, which we want to
work toge ther with and streng t hen in our com muni ty. Leip zig has a great tra di ti on of grass -
roots ini tia ti ves. For a few years, peop le who expe ri en ce psy ch ia try have self-orga ni zed their
asso cia ti on to sup port each other. They emp loy their own social wor kers and form inde pen -
dent groups to help each other. We are also inspi red by ini tia ti ves in Ber lin that are making a
com muni ty and health ca re cen ter by and for trans-, and inter- and queer com muni ties like
Casa Kuà. We take up the se inspi ra ti ons and hope to sup port buil ding them in our com muni -
ty in Leip zig-Schö ne feld.

RIGHT TO THE CITY  Spatializing Health
Richard Bůžek: Iris Dzud zek, Susan ne Hübl and Lisa Kam phaus, you are from the Criti cal
Urban Rese arch Group Müns ter. What role does urban space play for col lec ti ve trans for ma -
ti ons of struc tu ral health ine qua li ties?

Iris Dzud zek, Susan ne Hübl, and Lisa Kam phaus: Health is fun da men tal ly politi cal. Health
ine qua li ties are roo ted in domi n ant social struc tu res such as capi ta lism, racism, and 
pa tri ar chy, which are media ted through (urban) space. Health ine qua li ties stem from social
pro ces ses. Con se qu ent ly, social struc tu res can poten tial ly be chan ged through col lec ti ve
and trans for ma ti ve pro duc ti ons of space. 7

Pho to graph by Lisa Kam phaus (2022).

Resi dents from the Han sa vier tel com muni ty in Müns ter 
dis cuss (struc tu ral) cau ses of health and disea se in a parti -
ci pato ry map ping work shop.

COMMUNITIES / RIGHT TO THE CITY

I/39



–

rea li ze health as a right to the city in this dee per sen se connec ted to self-govern ment, often 
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”Our living con di ti ons have a major impact on our health.”
Still from the film Gesund heit ist poli tisch! Was bedeu tet
Präv en ti on in der Polik li nik Ved del? by Polik li nik Ved del.
The film illu s t ra tes the import an ce of various social deter mi -
n ants of health in the con text of disea se pre ven ti on.

More o ver, with the Polik li nik, we want to crea te a social cen ter, whe re peop le can come
toge ther to trans form the social deter mi n ants of health, for examp le living con di ti ons, discri -
mi na ti on, unem p loy ment, availa bi li ty of healt hy diet, edu ca ti on, etc. Our health and well-
being depend on social deter mi n ants far more than on indi vi dual beha vior. For examp le, the
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the peop le who come to us. For instan ce, the high blood pres su re of a per son may be stress-
rela ted, so tre at ment with social or psy cho lo gi cal coun se ling might be more appro pria te 
than sim p ly medi ca ti on against the mere symp tom.

With the Polik li nik, we want to crea te a social cen ter, whe re
peop le from the com muni ty are empo we r ed to trans form the
issu es that affect their health.
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pa tri ar chy, which are media ted through (urban) space. Health ine qua li ties stem from social
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Neigh bor hood walk with resi dents from the Han sa vier tel,
Müns ter, to expe ri en ce health impacts in urban space.

Urban space is key here. Health and sick ness are deter mi ned by social rela ti ons, which
neces sa ri ly ope ra te through space. The se social rela ti ons and practi ces mate ria li zing in sites
and human bodies can be pro xi ma te such as the work place or mold infe sta ti on in an apart -
ment or far away such as the cau ses of bad wor king con di ti ons. In this sen se, health and
sick ness are embo di ments of glo bal-local rela ti ons.8 As Vasi lis, Bet ti na and Jonas have
shown from their con c re te work in the Soli da ri ty Cli nic in Thes sa lo ni ki and the Polik li nik
Leip zig, com muni ty health ca re cen ters are con c re te sites, whe re peop le affec ted by such
glo bal, natio nal, regio nal, or local rela ti ons, which arti cu la te in the form of ill ness, seek medi -
cal tre at ments. And the se anti-hier ar chi cal and radi cal demo c ratic health ca re cen ters are
also sites, whe re the very roots of ill ness and rela ted forms of struc tu ral vio len ce 9 resul ting 
in see min g ly indi vi dual expe ri en ced suf fe ring e.g. from discri mi na ti on, bad hou sing, or harm -
ful wor king con di ti ons can be iden ti fied, addres sed, and trans for med as col lec ti ve pro b lems
that have to be chan ged to streng t hen health for all.

On the urban sca le, health is both expe ri en ced une qual ly
through embo di ments of social and environ men tal con di ti ons
and trans for med through social coa li ti ons.
The urban, then, is not only the site whe re the social and environ men tal con di ti ons that make
peop le sick are expe ri en ced and embo died une qual ly in peop le’s eve r y day life but also whe re
peop le can orga ni ze and build broad social coa li ti ons wit hin the com muni ty, the city, or the
sta te, empo we ring them to resha pe the social con di ti ons affec ting their health. In this vein,
com muni ty health ca re cen ters pro vi de cru cial spaces to re-appro pria te health and the mul -
tip le urban resour ces the city poten tial ly pro vi des, in the sen se of health as a right to the city.
Such col lec ti viza ti on stra te gies aim at re-politi ci zing health through buil ding broad social
coa li ti ons across ideo lo gi cal fault lines which are chal len ged by une qual power rela ti ons wit -
hin such coa li ti ons or vis-à-vis the sta te. Col lec ti ve strug g les for social justi ce, then, are 
al so strug g les for health as a right to the city. To trans form the social struc tu res that deter mi -
ne health, urban health and right to the city move ments need to act in con cert.
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KERALA  Model
The small South Indi an sta te of Kera la is often cele b ra ted for its health achie ve ments in spi te
of low eco no mic growth and per-capi ta inco me. A cen tral fea tu re of what is often cal led the
”Kera la model” of health is the sta te’s prio ri ti zing and invest ment in com pre hen si ve pri ma ry
health care. Kera la is an inte res ting case for thin king radi cal health, sin ce here, con cerns and
acti ons that are often pur sued by grass root ini tia ti ves are imp le men ted at a sta te level and
trans la ted into poli cies. More o ver, medi cal tra di ti ons such as Ayur ve da and Home o pa thy are
struc tu ral ly inclu ded in the health care sys tem in a simi lar man ner as bio me di ci ne. Kera la has
pub lic and pri va te Ayur ve da and Home o pa thy col le ges; pub lic and pri va te pri ma ry, secon da -
ry and ter tia ry care level hospi tals and cli nics; pro fes sio nal orga niza ti ons for Ayur ve da and
Home o pa thy doc tors, as well as a Depart ment for AYUSH, which stands for the various non-
allo pa thic sys tems of medi ci ne recog ni zed by the Indi an sta te. In this essay, I tra ce radi cal
health in Kera la by loo king into pri ma ry health care (PHC) as it has been ima gi ned, practi ced
and inde ed radi ca li zed sin ce the 1970s.

How do poli cy makers in Kera la envi si on healt hy futu res by
radi cal ly prio ri ti zing pri ma ry health care in a con text of limi t ed
finan cial resour ces? Which local ideas of radi cal health emer -
ge in the con texts of the se deba tes?
Kera la is well-known in deve lop ment the o ry as a case of ”Iop s i ded deve lop ment”: a gross
domestic pro duct typi cal of low-inco me coun tries and social indi ca tors simi lar to tho se of
indu s tria li zed high-inco me coun tries. From the late 1950s onwards, the sta te’s rate of growth
has been well below the rest of India, and yet the sta te has made major pro gress in terms of
health, edu ca ti on, popu la ti on con trol, or land reform. What is often glos sed as ”Kera la model”
of health has been cha rac te ri zed by strong civil socie ty enga ge ment and com muni ty parti ci -
pa ti on in deci si on-making and care, both have also pro ved important in the local res pon ses
to COVID-19 and in Kera la’s bet ter fare in com pa ri son to the impact of the pan de mic in the
majo ri ty of Indi an sta tes.

KERALA  Alma Ata

Pho to graph by the Pan Ame ri can Health Orga niza ti on, Office of
Pub lic Infor ma ti on (1978).  VIDEO cache.ch/1703

In 1978, the WHO/Unicef Alma-Ata con fe ren ce laun ched
the pri ma ry health care stra te gy as a tool to move towards
”health for all”. 1 The stra te gy was influ en ced by expe ri en ces
with social medi ci ne and com muni ty medi ci ne pre do mi n -
ant ly but not only in the glo bal South. It also reso na ted with
ideas of deco lo niza ti on, sus tainab le deve lop ment, a cri ti que
of top-down verti cal inter na tio nal health approa ches, an
empha sis on self-reli an ce, a cri ti que of bio me di ci ne and an
inte rest in lay per spec ti ves on health. In the intersec tio nal
PHC agen da, health was defi ned not only as access to cli ni -
cal ser vices but also to cle an water, food, sani ta ti on, hou -
sing, and safe living con di ti ons.
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Dr. Ekbal Bap pu kun ju is a senior pub lic health acti vist and one of the archi tects of Kera la’s
most recent health poli cy. Acti ve ly enga ged in Kera la’s Peop le’s Sci en ce Move ment (KSSP)
and in the inter na tio nal Peop le’s Health Move ment that advo ca tes for PHC in the spi rit of the
Alma-Ata Decla ra ti on,2 he advo ca tes for PHC and social medi ci ne, dra wing on the lega cy 
of Alma-Ata and Rudolf Vir chow, one of the foun ders of social medi ci ne. Both, he sug gests,
have been lar ge ly influ en tial to Kera la’s post co lo nial health poli cy. Health poli cy makers in
Kera la take intersec tio na li ty in health serious. For examp le, the New Kera la Mis si on inte g ra -
tes health with other com pon ents, such as edu ca tio nal reforms, orga nic agri cul tu re, was te
mana ge ment, and affor da b le hou sing for the poor.

”Ear lier, it used to be sepa ra te mis si -
ons. All mis si ons have now been 
in te g ra ted. The name is con ti nuing
[and] the work is also con ti nuing under
the respec ti ve mis si on. But it has been
inte g ra ted into a com mon plat form
now. It was also a com mon plat form
ear lier but it was just a coor di na ting
body, coor di na ting four mis si ons
[health, edu ca ti on, agri cul tu re, hou -
sing]. Now the re is one sing le mis si on,
Nava Kera la Mis si on, now with four
com pon ents: health, hou sing, eco lo gy,
and edu ca ti on. All the cam paigns are
dis cus sed bet we en the mis si ons, by
the coor di na ting agen cy of Nava Kera -
la. We have mee tings bet we en the
mis si ons. Now the Hari tha Keralam
[Gre en Kera la Mis si on] has star ted a
cam paign of bet ter water in the rivers.
It’s cal led ’Let the rivers flow free’, in
Mala yalam. That cam paign is part of
the Healt hy Life Cam paign its elf.
Though it is done by the Hari tha
Keralam Missi on, it has an impact on
health. We [the Health Mis si on] also
take part in the dis cus si ons and it’s a
coor di na ted effort bet we en the mis si -
ons. When you have pol lu ted rivers,
the re is no use of tal king about healt hy
living. The work of the Hari tha Keralam
Mis si on is direct ly lin ked to Aar dram
Mis si on [Health Mis si on], the re is a lot
of coor di na ti on, more than in the first
pha se. In the first pha se, the re was a
lot of inde pen dent acti vi ties, even
though the re was some coor di na ti on.
Now it’s all more cohe si ve and inte g -
ra ted. From the expe ri en ce of the first
pha se, we learnt the re should be more
inte g ra ti on. That is why the who le set
up was chan ged.”

Inter view with Dr. V. Jitesh, Tri van drum,
Kera la (31 May 2022).

✵Ill ness and death eve ry day anger us.
Not becau se the re are peop le who 
get sick or becau se the re are peop le
who die. We are angry becau se many
ill nes ses and deaths have their roots in
the eco no mic and social poli cies that
are impo sed on us.”

Testi m o ny of a parti ci pant in the 2nd Peop -
le’s Health Assem b ly, https://phmo ve -
ment.org/ar/node/3311 (2005).

KERALA  Participation
Cru cial ly, health poli cy makers in Kera la also work to streng t hen com muni ty parti ci pa ti on in
deci si on-making, gover nan ce and inter ven ti on in health. Com muni ty parti ci pa ti on was key to
the PHC stra te gy. The Decla ra ti on of Alma-Ata of 1978 advo ca ted an intersec to ral and mul ti -
di men sio nal approach to health that inclu ded the socioe co no mic deter mi n ants of health,
empha si zed afforda bi li ty and the use of appro pria te tech no lo gy, pus hed for self-reli an ce and
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pub lic and pri va te Ayur ve da and Home o pa thy col le ges; pub lic and pri va te pri ma ry, secon da -
ry and ter tia ry care level hospi tals and cli nics; pro fes sio nal orga niza ti ons for Ayur ve da and
Home o pa thy doc tors, as well as a Depart ment for AYUSH, which stands for the various non-
allo pa thic sys tems of medi ci ne recog ni zed by the Indi an sta te. In this essay, I tra ce radi cal
health in Kera la by loo king into pri ma ry health care (PHC) as it has been ima gi ned, practi ced
and inde ed radi ca li zed sin ce the 1970s.

How do poli cy makers in Kera la envi si on healt hy futu res by
radi cal ly prio ri ti zing pri ma ry health care in a con text of limi t ed
finan cial resour ces? Which local ideas of radi cal health emer -
ge in the con texts of the se deba tes?
Kera la is well-known in deve lop ment the o ry as a case of ”Iop s i ded deve lop ment”: a gross
domestic pro duct typi cal of low-inco me coun tries and social indi ca tors simi lar to tho se of
indu s tria li zed high-inco me coun tries. From the late 1950s onwards, the sta te’s rate of growth
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pa ti on in deci si on-making and care, both have also pro ved important in the local res pon ses
to COVID-19 and in Kera la’s bet ter fare in com pa ri son to the impact of the pan de mic in the
majo ri ty of Indi an sta tes.
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Inter view with Dr. V. Jitesh, Tri van drum,
Kera la (31 May 2022).
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who die. We are angry becau se many
ill nes ses and deaths have their roots in
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self-deter mi na ti on and urged acti ve com muni ty parti ci pa ti on in health care and health edu -
ca ti on at eve ry level. 

Com muni ty parti ci pa ti on stres sed the idea that com muni ties
should be acti ve ly invol ved in the iden ti fi ca ti on of their own
health needs, as well as in the plan ning and imp le men ta ti on of
the res pon ses to tho se needs.
As a cri ti que of top-down, verti cal and tech ni cal approa ches to health, the PHC stra te gy
stres sed bot tom-up, hori zon tal and intersec tio nal approa ches roo ted in site-spe ci fic, local
pro ces ses. The radi cal PHC approach of Alma-Ata as an inter na tio nal stra te gy was replaced
by the far less ambi tious and more prag matic and verti cal selec ti ve PHC approach that focu -
sed on a few low-cost inter ven ti ons that were easy to moni tor and eva lua te alrea dy one year
later. Howe ver, its uto pi an for ce con ti nu es to be an inspi ra ti on for social move ments wor king
towards social medi ci ne and health justi ce, espe cial ly in the Glo bal South. And it con ti nu es
to dri ve health poli cy-making in Kera la. In glo bal health, com muni ty parti ci pa ti on is often
redu ced to a buzz word and acti ve com muni ty invol ve ment in iden ti fying local needs and
plan ning and mana ging health acti vi ties is still rare. Kera la’s PHC is a nota b le excep ti on and
thus an inte res ting case for the stu dy of radi cal health.

”The con cept of demo c ratic decen tra -
li sa ti on pro po sed here also requi res a
move ment beyond rep re sen ta ti ve
demo cra cy. Appro pria te ins ti tu ti ons
and oppor tuni ties but also neces sa ry
capa bi li ties have to be crea ted at the
lower levels in order for ordi na ry citi -
zens to par ti ci pa te in the deci si on
making, imp le men ta ti on, moni to ring
and sha ring of the bene fits and res -
pon si bi li ties of govern men tal acti vi -
ties.”

T. M. Tho mas Isaac: ”Cam paign for Demo c -
ratic Decen tra li sa ti on in Kera la”, in: Social
Sci en tist 9/10/29 (2001), p. 8. 

In the ini tial years of pri ma ry health care in Kera la sin ce the 1960s – well befo re the Alma-Ata
con fe ren ce - com muni ty parti ci pa ti on had not been thought of in terms of the abi li ty to make
deci si ons regar ding the orga niza ti on of the pri ma ry health cen t res or the type of ser vice pro -
vi ded. Com muni ty parti ci pa ti on was under stood as parti ci pa ti on in costs and main tenan ce:
an acti ve invol ve ment of the pan cha yats in the purcha se of an ade qua te pie ce of land and the
con struc ti on of the buil ding, inclu ding pro per hou sing for the medi cal offi cer in char ge. 
In the 1990s, the Peop le’s Cam paign for Decen tra li zed Plan ning led to a radi ca liza ti on of
parti ci pato ry demo cra cy in Kera la by devol ving plan ning and finan cial power to the Gram
Pan cha yats, the local self-govern ments.3 Fol lo wing the 1996 decen tra liza ti on reform not only
have pri ma ry health cen t res, as well as their ayur ve dic and home o pa thic equi va l ents, the 
di s pen sa ries, been brought under local con trol. Pan cha yats have sin ce then also play ed a key
role in the prio ri tiza ti on of peop le’s needs, the res pon ses to the se needs and in for mu la ting
deve lop ment prio ri ties. A Pan cha yat mem ber exp lai ned to me:

”This is an ini tia ti ve of the govern ment
to iden ti fy the needs of the socie ty at
the grass-root level and for mu la te pro -
jects local ly to address the needs of
the local com muni ty.”

Inter view with Pan cha yat mem ber in Pana -
voor, Kera la (10 Novem ber 2016).
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KERALA  Community Health Workers

Pho to graph by Clau dia Lang (2016).

Acc re di ted Social Health Acti vists in Pana voor, Kera la.

The 2000s brought two important chan ges streng t he ning, or radi ca li zing, PHC. The first one
was the intro duc ti on of a new cad re of vol un te er field wor kers to furt her expand com muni ty
parti ci pa ti on: the Acc re di ted Social Health Acti vists (ASHAs). This was a natio nal sche me
but it wor ked espe cial ly well in Kera la’s con text of local self-govern ments. ASHAs are trai ned
fema le com muni ty health wor kers, acting as a link bet we en the health ca re sys tem and the
com muni ty. They are the health ca re sys tem’s grass root level. Visi ting hou se holds on a dai ly
basis, they take stock of health pro b lems, faci li ta te access to health ser vices, crea te awa re -
ness about healt hy living, nutri ti on, basic sani ta ti on and hygie nic practi ces, immu ni sa ti on and
con tra cep ti on, or in the con text of the COVID-19 pan de mic, accom panying pati ents to hospi -
tals and pro vi ding first aid and pal lia ti ve care. They also con duct scree nings and mobi li ze
peop le to come for medi cal con sul ta ti ons or attend health camps. ASHAs sup port the em-
p loy ed and sala ried field staff of the pri ma ry health cen t res who also visit hou ses regu lar ly.

”We are sup po sed to visit 250 hou ses
or 1’000 popu la ti on per month, each 
of us. [...] We get a honora ri um of
1’500 Rupees [$18.20] per month. We
get remu n e ra ti on for spe ci fic tasks.
For examp le, for TB [tuber cu lo sis] and
lepro sy, we get remu n e ra ti on. But the -
se are very rare. For other disea ses
such as mala ria or den gue, we don’t
get. We also get money if we bring a
pre gn ant lady to the hospi tal. She
should be regis te red wit hin the first
three months. And she should attend a
govern ment doc tor and a govern ment
hospi tal. We are govern ment staff, so
we are pro mo ting govern ment care.
For one pre gn ant lady being regis te red
we get 300 Rupees [$3.60]. And for
one child being brought to immu niza ti -
on we get twen ty Rupees [$0.30]. We
have to bring at least five child ren for
immu niza ti on. [...] ASHA wor kers are
usual ly from the com muni ty, tho se
who have mar ried into this place. They
[emp loy ed com muni ty wor kers] are
dif fe rent, they are staff, they even
come from other dis tricts. They have

fre qu ent trans fers. We belong to the
com muni ty.”

Inter view with ASHA wor ker, Kal liyoor,
Kera la (21 Februa ry 2019).
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health needs, as well as in the plan ning and imp le men ta ti on of
the res pon ses to tho se needs.
As a cri ti que of top-down, verti cal and tech ni cal approa ches to health, the PHC stra te gy
stres sed bot tom-up, hori zon tal and intersec tio nal approa ches roo ted in site-spe ci fic, local
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con struc ti on of the buil ding, inclu ding pro per hou sing for the medi cal offi cer in char ge. 
In the 1990s, the Peop le’s Cam paign for Decen tra li zed Plan ning led to a radi ca liza ti on of
parti ci pato ry demo cra cy in Kera la by devol ving plan ning and finan cial power to the Gram
Pan cha yats, the local self-govern ments. 3 Fol lo wing the 1996 decen tra liza ti on reform not only
have pri ma ry health cen t res, as well as their ayur ve dic and home o pa thic equi va l ents, the 
di s pen sa ries, been brought under local con trol. Pan cha yats have sin ce then also play ed a key
role in the prio ri tiza ti on of peop le’s needs, the res pon ses to the se needs and in for mu la ting
deve lop ment prio ri ties. A Pan cha yat mem ber exp lai ned to me:

”This is an ini tia ti ve of the govern ment
to iden ti fy the needs of the socie ty at
the grass-root level and for mu la te pro -
jects local ly to address the needs of
the local com muni ty.”

Inter view with Pan cha yat mem ber in Pana -
voor, Kera la (10 Novem ber 2016).

I/44

–

KERALA  Community Health Workers

Pho to graph by Clau dia Lang (2016).

Acc re di ted Social Health Acti vists in Pana voor, Kera la.
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was the intro duc ti on of a new cad re of vol un te er field wor kers to furt her expand com muni ty
parti ci pa ti on: the Acc re di ted Social Health Acti vists (ASHAs). This was a natio nal sche me
but it wor ked espe cial ly well in Kera la’s con text of local self-govern ments. ASHAs are trai ned
fema le com muni ty health wor kers, acting as a link bet we en the health ca re sys tem and the
com muni ty. They are the health ca re sys tem’s grass root level. Visi ting hou se holds on a dai ly
basis, they take stock of health pro b lems, faci li ta te access to health ser vices, crea te awa re -
ness about healt hy living, nutri ti on, basic sani ta ti on and hygie nic practi ces, immu ni sa ti on and
con tra cep ti on, or in the con text of the COVID-19 pan de mic, accom panying pati ents to hospi -
tals and pro vi ding first aid and pal lia ti ve care. They also con duct scree nings and mobi li ze
peop le to come for medi cal con sul ta ti ons or attend health camps. ASHAs sup port the em-
p loy ed and sala ried field staff of the pri ma ry health cen t res who also visit hou ses regu lar ly.

”We are sup po sed to visit 250 hou ses
or 1’000 popu la ti on per month, each 
of us. [...] We get a honora ri um of
1’500 Rupees [$18.20] per month. We
get remu n e ra ti on for spe ci fic tasks.
For examp le, for TB [tuber cu lo sis] and
lepro sy, we get remu n e ra ti on. But the -
se are very rare. For other disea ses
such as mala ria or den gue, we don’t
get. We also get money if we bring a
pre gn ant lady to the hospi tal. She
should be regis te red wit hin the first
three months. And she should attend a
govern ment doc tor and a govern ment
hospi tal. We are govern ment staff, so
we are pro mo ting govern ment care.
For one pre gn ant lady being regis te red
we get 300 Rupees [$3.60]. And for
one child being brought to immu niza ti -
on we get twen ty Rupees [$0.30]. We
have to bring at least five child ren for
immu niza ti on. [...] ASHA wor kers are
usual ly from the com muni ty, tho se
who have mar ried into this place. They
[emp loy ed com muni ty wor kers] are
dif fe rent, they are staff, they even
come from other dis tricts. They have

fre qu ent trans fers. We belong to the
com muni ty.”

Inter view with ASHA wor ker, Kal liyoor,
Kera la (21 Februa ry 2019).
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Whi le the emp loy ed staff com muni ty wor kers are sub jec ted to regu lar trans fers, ASHAs are
part of the com muni ty. They get a basic month ly honora ri um and addi tio nal incen ti ves for
cer tain acti vi ties. Apart from finan cial remu n e ra ti on, wor king as an ASHA pro vi des sym bo lic
and social capi tal; several ASHAs have beco me elec ted mem bers of the local self govern -
ment or are other wi se influ en tial in their com muni ty. From a criti cal femi nist per spec ti ve,
ASHAs are the latest ite ra ti on of non-sala ried wor kers at the bot tom most lay er of the health -
ca re sys tem. Rather than as labor, their work counts as ser vice or vol un ta ry work, and dif-
fe rent from emp loy ed health wor kers, ASHAs are not unio ni zed. On the other hand, ASHAs
hold important social capi tal and for many their work has been an entry into local politics.

KERALA  Traditional Medicine
The second chan ge that streng t he ned, or radi ca li zed, Kera la’s PHC was the wider inte g ra ti on
of Ayur ve da, and to a cer tain extent home o pa thy, into PHC. Ayur ve da is one of the medi cal
sys tems pro mo ted by the Indi an Mini s try of AYUSH, an acr o nym for Ayur ve da, Yoga and
Natu ro pa thy, Una ni, Siddha and Home o pa thy, and, sin ce 2012, Sowa Rig pa. Kera la now
boasts the lar gest num ber of pri va te Ayur ve da cli nics in India; it also pro vi des Ayur ve da 
tre at ment in hospi tals at eve ry level of the health ca re sys tem. ayur ve dic dis pen sa ries are the
equi va lent to the bio me di cal Pri ma ry Health Cen t res.

Pho to graph by Clau dia Lang (2019).

Phar ma cist at Ayur ve da dis pensa ry in Kal liyoor, Kera la.

Two main fac tors led to an inc rea sed invest ment into ayur ve dic and home o pa thic dis pen sa -
ries on the vil la ge-level: First, with decen tra li zed gover nan ce, deci si on-making and bud ge -
ting, com muni ties were in a posi ti on to push through tra di tio nal or alter na ti ve medi cal care
even on the PHC level. Second, natio nal poli cies and pro grams for ’main st rea ming’ AYUSH
led to a furt her pro li fe ra ti on of ayur ve dic faci li ties in rural areas. Kera la now hosts at least one
Ayur ve da and one Home o pa thy dis pensa ry in eve ry Pan cha yat. Rather than an attempt to
mana ge scar ci ty, as is the case in other parts of India, the inte g ra ti on of Ayur ve da wit hin
PHC has been a way to offer choice for pati ents in Kera la. Whi le pati ents lar ge ly fre qu ent
ayur ve dic dis pen sa ries for non com mu nica b le and chro nic disea ses, Ayur ve dic dis pen sa ries
have also play ed a sig ni fi cant role in the pre ven ti on and tre at ment of COVID-19 and other
infec tious disea se out b reaks. The inte g ra ti on of tra di tio nal medi ci ne wit hin pri ma ry health
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care is in line with WHO’s PHC stra te gy. Yet, Kera la’s spe ci fic way of inte g ra ting tra di tio nal
medi ci ne as paral lel or juxt a po sed PHC is uni que in India and elsewhe re and reveals a rare
con fi gu ra ti on of moder niza ti on of tra di tio nal medi ci ne. A vast body of lite ra tu re deals with
other instan tia ti ons of Ayur ve da’s moder niza ti on such as the pro fes sio na liza ti on and stan -
dar diza ti on of edu ca ti on, stan dar diza ti on and refor mu la ti on of ayur ve dic phar maceuti cals,
trans la ti on of ayur ve dic con cepts of body and disea ses in bio me di cal cate go ries, the rein -
ven ti on of ayur ve dic dis ci p li nes such as psy ch ia try, or the rein ven ti on of Ayur ve da as spa. 
In other Indi an sta tes, ayur ve dic doc tors often stand in for absent bio me di cal phy si ci ans, by
pro vi ding basic bio me di cal tre at ment in the new ly desi g na ted health and well ness cen t res,
the for mer pri ma ry health sub-cen t res. Rather than a failu re of inte g ra ti on, the juxt a po si ti on
of ayur ve dic cen t res on the pri ma ry health level pro vi des the phy si ci ans in the ayur ve dic 
di s pen sa ries in Kera la with rela ti ve auto no my from the bio me di cal PHC pro vi ders. Paral le ling
the tasks of bio me di cal PHC phy si ci ans, ayur ve dic doc tors in ayur ve dic dis pen sa ries are
enga ged not only in cli ni cal work but also in disea se pre ven ti on and health pro mo ti on work
that they call ”pub lic health work”, ”social work” or ”ser vice to the com muni ty”, in col la bo ra ti -
on with the ASHA wor kers.

”We are trying to teach ASHA wor kers
what Ayur ve da is, and by making use
of them we are trying to pro pa ga te
Ayur ve da. For examp le, most peop le 
in Kera la think that Ayur ve da is sim p ly
oil the ra pies for pain and for ger ia tric
pati ents. We are trying to cor rect
them. We have dif fe rent pro jects of
Ayur ve da, here in the pan cha yat. We
con cen t ra te on child ren women and
NCDs. We make peop le know about
the strength of Ayur ve da, and also the
buil ding of immuni ty through Ayur ve -
da. We are cor rec ting the life sty le, 
dai ly and sea so nal regi men, or the
food hab its of the peop le.”

Inter view with Dr. Siddhi, Govern ment
Ayur ve da Dis pensa ry, Kal liyoor, Kera la (8
March 2019).

During the pan de mic, Dr. Siddhi pro pa ga ted health diet and life sty le, dis pen s ed Ayur ve dic
medi ci nes to streng t hen the immu ne sys tem, and made sure ASHA wor kers dis tri bu ted 
spe cial pow ders for fumi ga ti on to con trol viral loads to all hou se holds.

KERALA  Second PHC Revolution
As a res pon se to the epi de mio lo gi cal tran si ti on and the mas si ve rise in non com mu nica b le
disea ses and men tal health issu es, the inc rea sing use of pri va te and ter tia ry health care and
exp lo ding health expen di tu res, Kera la has laun ched the Aar dram Mis si on in 2016 as of the
over ar ching New Kera la Mis si on. Buil ding exp li cit ly on the WHO Alma-Ata Decla ra ti on’s
prin cip le of com muni ty parti ci pa ti on and deci si on-making, it aims at trans for ming the pub lic
health sec tor by streng t he ning pri ma ry health cen t res.

”We are making Kera la futu re-rea dy.”

Inter view with Rajeev Rajeev Sada n an dan,
Kera la’s for mer chief secre ta ry of health,
Front li ne (29 Sep tem ber 2017).

”Befo re our Aar dram mis si on, pri ma ry
health care had main ly imp le men ted
natio nal pro grams. Whi le we have
natio nal pro grams for com mu nica b le
disea ses, non com mu nica b le disea ses
like dia be tes, hyper ten si on or men tal
health are not addres sed by any natio -
nal pro grams and so we didn’t deal
much with them in pri ma ry health care.

But our health sys tem couldn’t keep
up with the pace of the epi de mio lo gi -
cal tran si ti on. The health needs of 
the peop le were lar ge ly with chro nic
con di ti ons, but the health sys tem was
going on with infec tious disea ses and
fami ly plan ning, which was not the
prio ri ty of the popu la ti on.”
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Whi le the emp loy ed staff com muni ty wor kers are sub jec ted to regu lar trans fers, ASHAs are
part of the com muni ty. They get a basic month ly honora ri um and addi tio nal incen ti ves for
cer tain acti vi ties. Apart from finan cial remu n e ra ti on, wor king as an ASHA pro vi des sym bo lic
and social capi tal; several ASHAs have beco me elec ted mem bers of the local self govern -
ment or are other wi se influ en tial in their com muni ty. From a criti cal femi nist per spec ti ve,
ASHAs are the latest ite ra ti on of non-sala ried wor kers at the bot tom most lay er of the health -
ca re sys tem. Rather than as labor, their work counts as ser vice or vol un ta ry work, and dif-
fe rent from emp loy ed health wor kers, ASHAs are not unio ni zed. On the other hand, ASHAs
hold important social capi tal and for many their work has been an entry into local politics.

KERALA  Traditional Medicine
The second chan ge that streng t he ned, or radi ca li zed, Kera la’s PHC was the wider inte g ra ti on
of Ayur ve da, and to a cer tain extent home o pa thy, into PHC. Ayur ve da is one of the medi cal
sys tems pro mo ted by the Indi an Mini s try of AYUSH, an acr o nym for Ayur ve da, Yoga and
Natu ro pa thy, Una ni, Siddha and Home o pa thy, and, sin ce 2012, Sowa Rig pa. Kera la now
boasts the lar gest num ber of pri va te Ayur ve da cli nics in India; it also pro vi des Ayur ve da 
tre at ment in hospi tals at eve ry level of the health ca re sys tem. ayur ve dic dis pen sa ries are the
equi va lent to the bio me di cal Pri ma ry Health Cen t res.

Pho to graph by Clau dia Lang (2019).

Phar ma cist at Ayur ve da dis pensa ry in Kal liyoor, Kera la.

Two main fac tors led to an inc rea sed invest ment into ayur ve dic and home o pa thic dis pen sa -
ries on the vil la ge-level: First, with decen tra li zed gover nan ce, deci si on-making and bud ge -
ting, com muni ties were in a posi ti on to push through tra di tio nal or alter na ti ve medi cal care
even on the PHC level. Second, natio nal poli cies and pro grams for ’main st rea ming’ AYUSH
led to a furt her pro li fe ra ti on of ayur ve dic faci li ties in rural areas. Kera la now hosts at least one
Ayur ve da and one Home o pa thy dis pensa ry in eve ry Pan cha yat. Rather than an attempt to
mana ge scar ci ty, as is the case in other parts of India, the inte g ra ti on of Ayur ve da wit hin
PHC has been a way to offer choice for pati ents in Kera la. Whi le pati ents lar ge ly fre qu ent
ayur ve dic dis pen sa ries for non com mu nica b le and chro nic disea ses, Ayur ve dic dis pen sa ries
have also play ed a sig ni fi cant role in the pre ven ti on and tre at ment of COVID-19 and other
infec tious disea se out b reaks. The inte g ra ti on of tra di tio nal medi ci ne wit hin pri ma ry health
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care is in line with WHO’s PHC stra te gy. Yet, Kera la’s spe ci fic way of inte g ra ting tra di tio nal
medi ci ne as paral lel or juxt a po sed PHC is uni que in India and elsewhe re and reveals a rare
con fi gu ra ti on of moder niza ti on of tra di tio nal medi ci ne. A vast body of lite ra tu re deals with
other instan tia ti ons of Ayur ve da’s moder niza ti on such as the pro fes sio na liza ti on and stan -
dar diza ti on of edu ca ti on, stan dar diza ti on and refor mu la ti on of ayur ve dic phar maceuti cals,
trans la ti on of ayur ve dic con cepts of body and disea ses in bio me di cal cate go ries, the rein -
ven ti on of ayur ve dic dis ci p li nes such as psy ch ia try, or the rein ven ti on of Ayur ve da as spa. 
In other Indi an sta tes, ayur ve dic doc tors often stand in for absent bio me di cal phy si ci ans, by
pro vi ding basic bio me di cal tre at ment in the new ly desi g na ted health and well ness cen t res,
the for mer pri ma ry health sub-cen t res. Rather than a failu re of inte g ra ti on, the juxt a po si ti on
of ayur ve dic cen t res on the pri ma ry health level pro vi des the phy si ci ans in the ayur ve dic 
di s pen sa ries in Kera la with rela ti ve auto no my from the bio me di cal PHC pro vi ders. Paral le ling
the tasks of bio me di cal PHC phy si ci ans, ayur ve dic doc tors in ayur ve dic dis pen sa ries are
enga ged not only in cli ni cal work but also in disea se pre ven ti on and health pro mo ti on work
that they call ”pub lic health work”, ”social work” or ”ser vice to the com muni ty”, in col la bo ra ti -
on with the ASHA wor kers.

”We are trying to teach ASHA wor kers
what Ayur ve da is, and by making use
of them we are trying to pro pa ga te
Ayur ve da. For examp le, most peop le 
in Kera la think that Ayur ve da is sim p ly
oil the ra pies for pain and for ger ia tric
pati ents. We are trying to cor rect
them. We have dif fe rent pro jects of
Ayur ve da, here in the pan cha yat. We
con cen t ra te on child ren women and
NCDs. We make peop le know about
the strength of Ayur ve da, and also the
buil ding of immuni ty through Ayur ve -
da. We are cor rec ting the life sty le, 
dai ly and sea so nal regi men, or the
food hab its of the peop le.”

Inter view with Dr. Siddhi, Govern ment
Ayur ve da Dis pensa ry, Kal liyoor, Kera la (8
March 2019).

During the pan de mic, Dr. Siddhi pro pa ga ted health diet and life sty le, dis pen s ed Ayur ve dic
medi ci nes to streng t hen the immu ne sys tem, and made sure ASHA wor kers dis tri bu ted 
spe cial pow ders for fumi ga ti on to con trol viral loads to all hou se holds.

KERALA  Second PHC Revolution
As a res pon se to the epi de mio lo gi cal tran si ti on and the mas si ve rise in non com mu nica b le
disea ses and men tal health issu es, the inc rea sing use of pri va te and ter tia ry health care and
exp lo ding health expen di tu res, Kera la has laun ched the Aar dram Mis si on in 2016 as of the
over ar ching New Kera la Mis si on. Buil ding exp li cit ly on the WHO Alma-Ata Decla ra ti on’s
prin cip le of com muni ty parti ci pa ti on and deci si on-making, it aims at trans for ming the pub lic
health sec tor by streng t he ning pri ma ry health cen t res.

”We are making Kera la futu re-rea dy.”

Inter view with Rajeev Rajeev Sada n an dan,
Kera la’s for mer chief secre ta ry of health,
Front li ne (29 Sep tem ber 2017).

”Befo re our Aar dram mis si on, pri ma ry
health care had main ly imp le men ted
natio nal pro grams. Whi le we have
natio nal pro grams for com mu nica b le
disea ses, non com mu nica b le disea ses
like dia be tes, hyper ten si on or men tal
health are not addres sed by any natio -
nal pro grams and so we didn’t deal
much with them in pri ma ry health care.

But our health sys tem couldn’t keep
up with the pace of the epi de mio lo gi -
cal tran si ti on. The health needs of 
the peop le were lar ge ly with chro nic
con di ti ons, but the health sys tem was
going on with infec tious disea ses and
fami ly plan ning, which was not the
prio ri ty of the popu la ti on.”
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Inter view with Dr. Jamee la, Aar dram mis si -
on (21 March 2019).

Dr. Ekbal, mem ber of the Kera la Sta te Plan ning Board, ima gi ned the sche me as a ”second
pri ma ry health revo lu ti on”, inten ded to resha pe Kera la’s pri ma ry health care by recol lec ting
key aspects of the Alma-Ata Decla ra ti on and adap ting them to the needs of the ear ly 21st
cen tu ry.

”I think that Aar dram mis si on has a
glo bal rele van ce also, I would like to
call it the second pri ma ry health care
revo lu ti on.”

Inter view with Dr. Ekbal Bap pu kun ju, 
Tri van drum, Kera la (30 Janua ry 2018).

In inter views, archi tects of the Aar dram Mis si on and medi cal offi cers in the fami ly health
cen t res walk me through the major shifts: What they call ”revam ping” of pri ma ry health care
in Kera la through its Aar dram Mis si on com pri ses, first, a major recon fi gu ra ti on of the pri ma ry
health cen t res, now rena med as fami ly health cen t res, inclu ding ”pati ent-fri end ly ser vices”
(lon ger wor king hours, more phy si ci ans, less wai ting time), labo ra to ries and digi tiza ti on (elec -
tro nic health records, tele me di ci ne). It inclu des, second, a novel focus on the pre ven ti on 
and tre at ment of what is local ly known as life sty le disea ses, name ly dia be tes and hyper ten si -
on. A third com po nent of Aadram is a dedi ca ted depres si on pro gram that inte g ra tes depres -
si on scree ning, phar ma co lo gi cal tre at ment and coun se ling into pri ma ry health care. It
expands the skills of com muni ty health wor kers, and it rema kes what it means to suf fer, who
suf fers, and how to inter ve ne. Fourth, the pro gram con ti nu es to move towards a more radi cal
bot tom up plan ning pro cess inclu ding not only medi cal offi cers but also com muni ty health
wor kers at the grass root level of the health care sys tem, ref lec ting what Dr. Jitesh, exe cu ti ve
direc tor of Kera la’s Sta te Health Sys tems Resour ce Cent re in 2021, cal led a ”para digm shift”
in health plan ning. Final ly, PHC in Kera la moves inc rea sin g ly away from being mode led
around disea se towards what Dr. Jitesh cal led ”well ness”.

PHC in Kera la expands beyond cura ti ve ser vices towards 
a more com pre hen si ve approach to health as pro mo ti on, pre -
ven ti on and reha bi li ta ti on.
It is the for mer sub-cen t res, now rena med as fami ly well ness cen t res, that cater to citi zens’
well being in the form of medi cal check-ups, yoga acti vi ties or pro mo ting healt hy ways of
living, eating and rela ting. More o ver, in line with an intersec tio nal approach to health as
embed ded wit hin lar ger social and eco lo gi cal con texts, the New Kera la Mis si on of the Left
Demo c ratic govern ment aims to inter ve ne in pub lic health not only through medi cal ser vices
but also through fos te ring social justi ce, edu ca ti on, and environ men tal health.

”So far eve r y t hing has been about
disea se pre ven ti on, it’s not about well -
ness. Now with Aar dram, we’re taking
it a step furt her to the pub lic to talk
about well ness, being well and being
healt hy, ins tead of being free from
disea se.”

Inter view with Dr. Jitesh, Sta te Health 
Sys tem Resour ce Cent re Tri van drum, Kera -
la (31 May 2021).
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KERALA  Radical Health
In pur suing politi cal, eco no mic and eco lo gi cal res pon ses along with medi cal and tech no lo gi -
cal inter ven ti ons, PHC in Kera la takes the intersec tio na li ty of health serious. The tra jecto ry 
of PHC in Kera la is roo ted in a sus tai ned radi cal poli cy of invest ments in social deve lop ment
who se pre con di ti on has been the pecu liar con fi gu ra ti on of lef tist politics that has cha rac te ri -
zed the sta te sin ce its crea ti on. More o ver, this prio ri tiza ti on in health has been based on
demo c rati cal ly estab lis hed and nego tia ted needs, rather than on the ques ti on of cost-effec -
tive ness cal cu la ti ons or on per for man ce indi ca tors. This basic fea tu re of health plan ning has
resul ted in a rare expe ri en ce of demo c ra tiza ti on sin ce the 1990s reforms that gran ted sig ni fi -
cant agen cy to the local Pan cha yats by decen tra li zing the defini ti on of prio ri ty needs as well
as the res pon se to tho se needs.

The politi cal radi ca li ty of PHC in Kera la is not only asso cia ted
with the abi li ty to grant access to health care as a clas si cal
under stan ding of social medi ci ne would have it. Rather it is
asso cia ted with rare choices and expe ri ments regar ding the
tar gets and natu re of health inter ven ti ons.
Kera la’s PHC as a parti cu lar form of radi cal health has kept vivid prio ri ties, which were once
part of the famous WHO pri ma ry health care stra te gy but have been mar gi na li zed sin ce the
1990s. The se are the buil ding of hori zon tal infra struc tu res, the hiring and trai ning of non-
medi cal per son nel, and the inte g ra ti on of tra di tio nal medi ci ne. More o ver, in con trast to glo bal
health and its verti cal pro grams that main ly tar get infec tious disea ses, Kera la’s PHC has
taken into acco unt and tar ge ted the moun ting bur den of non com mu nica b le disea ses and
men tal health. Third, it has expan ded nar row approa ches to health by inclu ding the social
and eco lo gi cal deter mi n ants of health. Final ly, it has pro vi ded forms of civil socie ty enga ge -
ment and com muni ty health that have also pro ved important in the local res pon ses to
COVID-19 and in Kera la’s bet ter fare in com pa ri son with the impact of the pan de mic in the
majo ri ty of Indi an sta tes. The case of Kera la shows how the noti on and expe ri en ce of radi cal
health is not only dee p ly roo ted in the sta te’s uni que deve lop ment expe ri en ce on the one
hand and lar ger move ments of social medi ci ne on the other. It is also con ti nuous ly in flux and
adap ted to new chal len ges and needs such as the rising rates of chro nic health con di ti ons,
environ men tal degra da ti on and cli ma te chan ge.

Notes
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Inter view with Dr. Jamee la, Aar dram mis si -
on (21 March 2019).

Dr. Ekbal, mem ber of the Kera la Sta te Plan ning Board, ima gi ned the sche me as a ”second
pri ma ry health revo lu ti on”, inten ded to resha pe Kera la’s pri ma ry health care by recol lec ting
key aspects of the Alma-Ata Decla ra ti on and adap ting them to the needs of the ear ly 21st
cen tu ry.

”I think that Aar dram mis si on has a
glo bal rele van ce also, I would like to
call it the second pri ma ry health care
revo lu ti on.”

Inter view with Dr. Ekbal Bap pu kun ju, 
Tri van drum, Kera la (30 Janua ry 2018).

In inter views, archi tects of the Aar dram Mis si on and medi cal offi cers in the fami ly health
cen t res walk me through the major shifts: What they call ”revam ping” of pri ma ry health care
in Kera la through its Aar dram Mis si on com pri ses, first, a major recon fi gu ra ti on of the pri ma ry
health cen t res, now rena med as fami ly health cen t res, inclu ding ”pati ent-fri end ly ser vices”
(lon ger wor king hours, more phy si ci ans, less wai ting time), labo ra to ries and digi tiza ti on (elec -
tro nic health records, tele me di ci ne). It inclu des, second, a novel focus on the pre ven ti on 
and tre at ment of what is local ly known as life sty le disea ses, name ly dia be tes and hyper ten si -
on. A third com po nent of Aadram is a dedi ca ted depres si on pro gram that inte g ra tes depres -
si on scree ning, phar ma co lo gi cal tre at ment and coun se ling into pri ma ry health care. It
expands the skills of com muni ty health wor kers, and it rema kes what it means to suf fer, who
suf fers, and how to inter ve ne. Fourth, the pro gram con ti nu es to move towards a more radi cal
bot tom up plan ning pro cess inclu ding not only medi cal offi cers but also com muni ty health
wor kers at the grass root level of the health care sys tem, ref lec ting what Dr. Jitesh, exe cu ti ve
direc tor of Kera la’s Sta te Health Sys tems Resour ce Cent re in 2021, cal led a ”para digm shift”
in health plan ning. Final ly, PHC in Kera la moves inc rea sin g ly away from being mode led
around disea se towards what Dr. Jitesh cal led ”well ness”.

PHC in Kera la expands beyond cura ti ve ser vices towards 
a more com pre hen si ve approach to health as pro mo ti on, pre -
ven ti on and reha bi li ta ti on.
It is the for mer sub-cen t res, now rena med as fami ly well ness cen t res, that cater to citi zens’
well being in the form of medi cal check-ups, yoga acti vi ties or pro mo ting healt hy ways of
living, eating and rela ting. More o ver, in line with an intersec tio nal approach to health as
embed ded wit hin lar ger social and eco lo gi cal con texts, the New Kera la Mis si on of the Left
Demo c ratic govern ment aims to inter ve ne in pub lic health not only through medi cal ser vices
but also through fos te ring social justi ce, edu ca ti on, and environ men tal health.

”So far eve r y t hing has been about
disea se pre ven ti on, it’s not about well -
ness. Now with Aar dram, we’re taking
it a step furt her to the pub lic to talk
about well ness, being well and being
healt hy, ins tead of being free from
disea se.”

Inter view with Dr. Jitesh, Sta te Health 
Sys tem Resour ce Cent re Tri van drum, Kera -
la (31 May 2021).
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1 Ted Brown, Mar cus Cue to, Eli sa beth Fee: ”The World Health Orga niza ti on and the Tran si ti on from ’Inter na tio nal’ to ’Glo bal’ Pub lic
Health”, in: Ame ri can Jour nal of Pub lic Health 96 (2006), pp. 72–92.

2 ”Kerala Sasthra Sahithya Parishad”, https://kssp.in/about-us/; ”People’s Health Movement”, https://phmo ve ment.org/.
3 ”Panchayat Raj” (nn.), in: Participedia, https://parti ci pe dia.net/method/5402 (2019).

KERALA  Radical Health
In pur suing politi cal, eco no mic and eco lo gi cal res pon ses along with medi cal and tech no lo gi -
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of PHC in Kera la is roo ted in a sus tai ned radi cal poli cy of invest ments in social deve lop ment
who se pre con di ti on has been the pecu liar con fi gu ra ti on of lef tist politics that has cha rac te ri -
zed the sta te sin ce its crea ti on. More o ver, this prio ri tiza ti on in health has been based on
demo c rati cal ly estab lis hed and nego tia ted needs, rather than on the ques ti on of cost-effec -
tive ness cal cu la ti ons or on per for man ce indi ca tors. This basic fea tu re of health plan ning has
resul ted in a rare expe ri en ce of demo c ra tiza ti on sin ce the 1990s reforms that gran ted sig ni fi -
cant agen cy to the local Pan cha yats by decen tra li zing the defini ti on of prio ri ty needs as well
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asso cia ted with rare choices and expe ri ments regar ding the
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Notes
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BUILDING PEACE Buen Vivir
Sin ce the late 1950s Colom bia has endu red an inter nal armed con f lict invol ving several gue -
ril las, para mi li ta ry groups, and the Colom bi an mili ta ry. The human toll of this war has been
deva sta ting; it is esti ma ted that bet we en 1958 and 2012, the armed con f lict cau sed 220’000
deaths, 80% of which were civi li ans; eight mil li on peop le were inter nal ly dis placed, over
27’000 kid nap pings were repor ted, and 25’000 peop le were for ci b ly disap pea red.1 In 2016,
the Colom bi an govern ment and the Revo lu tiona ry Armed For ces of Colom bia, Fuerzas
Arma das Revolu cio na rias de Colom bia (FARC), sig ned a peace agree ment to put an end to
this armed con f lict.

The Colom bi an peace accord stands as a revo lu tiona ry pro po -
sal that pro mi ses to trans form Colom bi an socie ty, and in parti -
cu lar the his to ri cal ly neg lec ted rural areas.
The accord lays out a series of short- and long-term direc ti ves to com pre hen si ve ly address
vio la ti ons of civil, politi cal, social, eco no mic and cul tu ral rights. The first of the se direc ti ves,
the Com pre hen si ve Rural Reform or Refor ma Rural Inte gral (RRI), aims to trans form the
living con di ti ons of rural com muni ties by era di ca ting pover ty and reac ti va ting the agri cul tu ral
sec tor. This inclu des a man da te to advan ce the right to health through the deve lop ment of a
natio nal plan for rural health. The peace accord also sti pu la tes that the design and imp le -
men ta ti on of all RRI pro vi si ons, inclu ding the natio nal plan for rural health, should be deve lo -
ped with acti ve parti ci pa ti on of local com muni ties to ensu re that pro grams and poli cies
deve lo ped con form to the loca li zed con di ti ons of each regi on.

Pho to graph by Vivi an Lau rens (2019).

Small rural com muni ty in the muni ci pa li ty of Meta in Colom -
bia.

A uni que fea tu re of the Colom bi an peace accord, with trans for ma ti ve poten tial, is the inclu si -
on of the indi ge nous epis te mo lo gy of Buen Vivir as a gui ding prin cip le for the design and
imp le men ta ti on of RRI pro vi si ons. 2

✵Buen Vivir is a way of life and epis te -
mo lo gy of indi ge nous com muni ties of
the Ande an regi ons of South Ame ri ca.
Buen Vivir prio ri ti zes inter connec ted -
ness and syn er gy bet we en humans,
non-humans, and the rest of the natu -
ral world. It aims to trans form our

anthro po cen tric way of life into a more
har mo nious bio cen tric exis ten ce, in
which natu re is recog ni zed as a sub -
ject with rights, and fun da men tal ly
inter connec ted with human life.✵

Már qu ez Ferná dez, Hid al go Flor: Con tra he -
ge monía y Buen Vivir, Edi ción: 2, Qui to:

g y
Uni ver si dad Cen tral del Ecua dor (2012).

Vivian Laurens
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In Ecua dor and Boli via, indi ge nous com muni ties mobi li zed in the past few deca des to advo -
ca te for the trans for ma ti on of life toward Buen Vivir through politi cal, social, and eco no mic
reform. Nota b ly, their efforts led to the inclu si on of Buen Vivir in the new con sti tu ti ons of
Ecua dor and Boli via in 2008 and 2009 respec ti ve ly. Sin ce then, Buen Vivir has been used in
other coun tries in Latin Ame ri ca to sup port simi lar advo ca cy efforts and in 2016 it made it
into the Colom bi an peace accord. The text of the accord does not offer a lot of detail about
how Buen Vivir can spe ci fi cal ly be incor po ra ted in the pro cess of desig ning and imp le men -
ting the various pro vi si ons. Howe ver, the inclu si on of Buen Vivir in the accord has inspi red
inno va ti ve peace buil ding pro po sals, spe ci fi cal ly in the work of civil socie ty groups. Whi le it
is unc lear if the aut hors of the accord rea li zed the trans for ma ti ve poten tial of Buen Vivir, the
civil socie ty groups that are uti li zing Buen Vivir cer tain ly have.

BUILDING PEACE Peace in Jeopardy
Almost six years have pas sed sin ce the peace accord was rati fied and unfort u na te ly the imp -
le men ta ti on of the accord has been pro gres sing a lot more slow ly than sti pu la ted. Based on
peace pro ces ses around the world, the expec ta ti on is that bet we en years four and six about
50% of the accord pro vi si ons should have been imp le men ted. Howe ver, in Colom bia as of
2020, only 28% of the accord pro vi si ons have been imp le men ted. 3 Most wor ryin g ly, the
com pre hen si ve rural reform pro vi si ons are among the most affec ted by the slug gish imp le -
men ta ti on of the accord. 

The rural reform pro vi si ons are meant to redress vio la ti ons of
human rights for the sec tors of the Colom bi an popu la ti on that
were most affec ted by the armed con f lict and who curr ent ly
live in pre ca rious socio-eco no mic con di ti ons.
Lack of politi cal will is most ly to bla me for the slow imp le men ta ti on of the peace accord. Iván
Duque, for mer pre si dent of Colom bia, who took office in 2018, run his cam paign on oppo si ti -
on to the peace accord. His govern ment acti ve ly blo cked the pro gress of pas sing necessa ry
laws and poli cies to imp le ment the accord.4
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human rights for the sec tors of the Colom bi an popu la ti on that
were most affec ted by the armed con f lict and who curr ent ly
live in pre ca rious socio-eco no mic con di ti ons.
Lack of politi cal will is most ly to bla me for the slow imp le men ta ti on of the peace accord. Iván
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Pho to graph by Byron Jime nez on Uns plash (2021).

Natio nal stri ke in Bogo tá, Colom bia (28 April 2021). The
pro te s tors sign says: ”They are kil ling us and the media say
we are dying.”

In addi ti on to the slow imp le men ta ti on of the peace accord, the period sin ce its rati fi ca ti on
has seen a con cer ning inc rea se of vio len ce, inclu ding the tar ge ted assas si na ti on of com -
muni ty lea ders and demo bi li zed mem bers of FARC. Bet we en 2016 and 2021, 1’270 com -
muni ty lea ders and 299 demo bi li zed mem bers of FARC have been assas si na ted. Bet we en
Janua ry 2020 and Novem ber 2021, 179 mas sa c res were repor ted. Sin ce 2016 more than
500 civil socie ty orga niza ti ons have recei ved death threats affec ting around 4’000 com -
muni ty lea ders.5 In light of stal ling govern men tal acti on on moving the peace pro cess for -
ward, civil socie ty has had to step in to build peace in their own com muni ties at risk to their
lives.

BUILDING PEACE Civil Society
Gui ded by Buen Vivir, civil socie ty groups have been sup por ting the design and imp le men ta -
ti on of the peace accord’s rural health care sys tem pro vi si on, in a way that is tru ly deve lo ped
by local com muni ties.

The intersec ti on of health, peace and Buen Vivir in the work of
the se com muni ties reveals new pos si bi li ties for struc tu ring
tran si tio nal justi ce pro ces ses, for rede fi ning health, and for
long-term pea ce buil ding stra te gies.
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Given the lack lus ter com mit ment to imp le ment the peace accord during Iván Duque’s admi -
ni s t ra ti on (2018-2022), civil socie ty has play ed a cru cial role in efforts to keep the peace pro -
cess ali ve. Here I sha re an examp le of the work of civil socie ty to sup port the peace pro cess
in Colom bia. Of parti cu lar inte rest is how the se groups are ope ra tio na li zing the link bet we en
peace, health, and Buen Vivir to trans form their com muni ties.

Pho to graph by Vivi an Lau rens (2019).

Red Salud Paz com muni ty plan for rural health in the muni ci -
pa li ty of Meta, in Colom bia, 2019. The plan says: ”We can all
parti ci pa te and deve lop it. Spe cial model of pub lic health ca -
re for dis per sed rural areas, that will allow to pro vi de atten -
ti on in the homes or the work places. The aim is to bring the
offer of health ca re ser vices to the com muni ties, con struct
and impro ve the infra struc tu re of health ca re cen ters, fol low
up to gua ran tee qua li ty care, and adopt a health ca re model
with a gen der focus.”

I sha re here the work of the Health Peace Net work, Red Salud Paz (RSP), which is a net work
of civil socie ty orga niza ti ons, and aca de mic insti tu ti ons com mit ted to the con struc ti on of a
peace ful socie ty in Colom bia. 6 RSP was foun ded on Februa ry 2017 by aca de mics from the
Natio nal Uni ver si ty of Colom bia in Bogo tá to sup port the imp le men ta ti on of the peace
accord, in parti cu lar the pro vi si on to trans form rural health. RSP is com po sed of 39 civil
socie ty orga niza ti ons and 21 aca de mic insti tu ti ons from all regi ons of Colom bia. Sin ce its
incep ti on, RSP has held bi-wee k ly mee tings hos ted in the cam pus of the Natio nal Uni ver si ty
with video-con fe ren ce connec ti vi ty to allow mem bers from around the coun try to join. 
In i tial ly, the pur po se of the mee ting was to joint ly deve lop the visi on, mis si on and objec ti ves
of the net work. Later the mee tings have ser ved as a space to sha re work being done around
the coun try, to iden ti fy oppor tuni ties for col la bo ra ti on and to deve lop joint ini tia ti ves that
sup port their objec ti ves. Import ant ly, RSP its elf is not an orga niza ti on. Rather, as its name
deno tes, it is a net work that faci li ta tes com mu ni ca ti on, coor di na ti on and col la bo ra ti on of its
mem bers and their ini tia ti ves in order to streng t hen their health and peace buil ding efforts
through uni ty.

The main goals of Red Salud Paz are to advan ce the right to
health in Colom bia and to sup port the tran si ti on to peace
through the pro mo ti on of health.
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and impro ve the infra struc tu re of health ca re cen ters, fol low
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For RSP, the right to health does not sim p ly entail faci li ta ting the deli ve ry of health care;
rather, it is a far-rea ching pro ject for the buil ding of peace, and the hea ling the body, the
mind, the com muni ty and the environ ment. From this expan ded under stan ding of the right to
health, RSP views health as a cru cial com po nent for buil ding and main tai ning peace, as such,
RSP focu ses on the right to health as a tool of pea ce buil ding. For RSP, the suc cess ful imp le -
men ta ti on of the rural health pro vi si on in the peace accord will rep re sent redress for rights
vio la ti ons that ori gi na ted and per pe tua ted the war: a cru cial step towards achie ving justi ce
and estab lis hing the social con di ti ons for a peace ful socie ty in the long term.

Fly er pro du ced by Red Salud Paz (2020).

The fly er was wide ly dis tri bu ted through several Whats App
groups and addres ses far mers, indi ge nous and afro peop le,
aca de mia and the com muni ty. It reads: ”SOS! For rural
health ca re. Enter a sta te ment from the Net work about the
draft reso lu ti on for the natio nal plan for rural health ca re in
Colom bia. We invi te you to sign it.”

BUILDING PEACE Phase 1
One of the first pro jects of RSP, which is still under way, takes place in the rural regi ons of
Caquetá and Meta in the sou thwest of Colom bia. Caquetá and Meta are his to ri cal ly and poli -
ti cal ly sig ni fi cant becau se they ser ved as the epi cen ter of FARC-EP lea dership from their
incep ti on in 1964, until they laid down arms in 2016. 7 As a result, Caquetá and Meta were
dis pro por tio na te ly affec ted by the war. The se rural regi ons are also ext re me ly diver se; they
are popu la ted by far mers, several indi ge nous groups and FARC-EP ex-com ba tants, who
them sel ves are an eth ni cal ly diver se group. The far mer groups in the se regi ons have a long
his to ry of poli ti cal and social orga ni zing and many of their orga niza ti ons have been acti ve for
over half a cen tu ry. Four of the se far mer orga niza ti ons, Cor poa yari, Asopeproc, ASMU CACD
and Ascal-G are mem bers of RSP. Along with aca de mics from uni ver si ties in Bogo tá they
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have been wor king sin ce 2017 on the design of a health care sys tem for their com muni ties in
the con text of the peace accord pro vi si on.
The goal of RSP in this pro ject has been to crea te a tru ly col la bo ra ti ve pro cess with the far -
mer orga niza ti ons in which RSP is the re to offer sup port as nee ded and not to lead. One of
the main goals is to help streng t hen the auto no my and capa ci ty of the far mer com muni ties to
con ti nue to advo ca te for them sel ves, wit hout the need for inter me dia ries such as NGOs or
huma ni ta ri an orga niza ti ons. As such, the design of the com muni ty health care sys tem has
been lar ge ly dri ven by the com muni ties with the gui dan ce from the aca de mics, who have a
more robust under stan ding of the legal and poli ti cal pro ces ses nee ded.
The pro jects in Caquetá and Meta have under go ne two pha ses: the ini tial pha se from 2017
until 2020 and a second trans for ma ti ve pha se from 2021 to the pre sent. The first pha se of
the pro ject star ted with a quan ti ta ti ve and qua li ta ti ve assess ment of the health and health
care con di ti ons in the se regi ons. This assess ment was led by aca de mics from Bogo tá and
con duc ted in col la bo ra ti on with the far mer orga niza ti ons.

This exp lo ra ti on revea led a pre ca rious sta te of health among
com muni ty mem bers and ext re me ly limi t ed access to health
care, which is a com mon expe ri en ce in most of rural Colom bia.
Based on this assess ment over the cour se of two years, the far mer orga niza ti ons and the
Bogo tá aca de mics joint ly deve lo ped a health plan for the com muni ties of Caquetá and Meta,
which they cal led the ✵Com muni ty Plan in Com pre hen si ve Rural Healt h✵. Though the Bogo tá
aca de mics col la bo ra ted clo se ly with the far mer orga niza ti ons in the deve lop ment of this
health plan, RSP mem bers from Bogo tá took a clear lead on the way health and health care
was con cep tua li zed. As such, the resul ting plan ref lects a very tra di tio nal health care design
that did not ful ly ref lect the ways in which the se com muni ties con cep tua li ze health. Import -
ant ly, though Buen Vivir had alrea dy been incor po ra ted in RSP’s mis si on, it did not take any
part in the deve lop ment of this ini tial pro po sed plan. 
The plan is com po sed of the fol lo wing five lines of acti on: 1) Covera ge and access to health
care: this inclu des buil ding phy si cal infra struc tu re, emp loying health and admi ni s t ra ti ve staff,
and ensu ring that the natio nal govern ment pro vi des the necessa ry fun ding. 2) Com pre hen si -
ve health care: com pre hen si ve and inter cul tu ral health care that focu ses not only on phy si cal
health, but also on the health and well-being of fami lies, com muni ties and the environ ment.
3) Reco ve ry of ances tral know led ge and alter na ti ve the ra pies: Pro mo te the reco ve ry and
main tenan ce of ances tral health practi ces and the ra pies and their mea ning ful inte g ra ti on into
the health care sys tem; encou ra ge the deve lop ment of pro jects for the pro duc ti on of medi ci -
nal plants. 4) Intersec to ral health: pro mo ting har m o ny with natu re by pro tec ting the environ -
ment and pro mo ting safe and healt hy wor king and edu ca tio nal environ ments. And final ly, 
5) Social and com muni ty parti ci pa ti on: pro mo ting the orga ni sa ti on and streng t he ning of
com muni ty health groups, empo we ring com muni ties to con ti nue to demand the pro tec ti on
and pro mo ti on of the right to health, and to pro mo te recon ci lia ti on bet we en com muni ty
mem bers and rein te g ra ted FARC ex-com ba tants. The design of this com muni ty health plan
was com p le ted by the end of 2019, but due to the pan de mic in 2020, its imp le men ta ti on
could not con ti nue.
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For RSP, the right to health does not sim p ly entail faci li ta ting the deli ve ry of health care;
rather, it is a far-rea ching pro ject for the buil ding of peace, and the hea ling the body, the
mind, the com muni ty and the environ ment. From this expan ded under stan ding of the right to
health, RSP views health as a cru cial com po nent for buil ding and main tai ning peace, as such,
RSP focu ses on the right to health as a tool of pea ce buil ding. For RSP, the suc cess ful imp le -
men ta ti on of the rural health pro vi si on in the peace accord will rep re sent redress for rights
vio la ti ons that ori gi na ted and per pe tua ted the war: a cru cial step towards achie ving justi ce
and estab lis hing the social con di ti ons for a peace ful socie ty in the long term.

Fly er pro du ced by Red Salud Paz (2020).

The fly er was wide ly dis tri bu ted through several Whats App
groups and addres ses far mers, indi ge nous and afro peop le,
aca de mia and the com muni ty. It reads: ”SOS! For rural
health ca re. Enter a sta te ment from the Net work about the
draft reso lu ti on for the natio nal plan for rural health ca re in
Colom bia. We invi te you to sign it.”

BUILDING PEACE Phase 1
One of the first pro jects of RSP, which is still under way, takes place in the rural regi ons of
Caquetá and Meta in the sou thwest of Colom bia. Caquetá and Meta are his to ri cal ly and poli -
ti cal ly sig ni fi cant becau se they ser ved as the epi cen ter of FARC-EP lea dership from their
incep ti on in 1964, until they laid down arms in 2016.7 As a result, Caquetá and Meta were
dis pro por tio na te ly affec ted by the war. The se rural regi ons are also ext re me ly diver se; they
are popu la ted by far mers, several indi ge nous groups and FARC-EP ex-com ba tants, who
them sel ves are an eth ni cal ly diver se group. The far mer groups in the se regi ons have a long
his to ry of poli ti cal and social orga ni zing and many of their orga niza ti ons have been acti ve for
over half a cen tu ry. Four of the se far mer orga niza ti ons, Cor poa yari, Asopeproc, ASMU CACD
and Ascal-G are mem bers of RSP. Along with aca de mics from uni ver si ties in Bogo tá they
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have been wor king sin ce 2017 on the design of a health care sys tem for their com muni ties in
the con text of the peace accord pro vi si on.
The goal of RSP in this pro ject has been to crea te a tru ly col la bo ra ti ve pro cess with the far -
mer orga niza ti ons in which RSP is the re to offer sup port as nee ded and not to lead. One of
the main goals is to help streng t hen the auto no my and capa ci ty of the far mer com muni ties to
con ti nue to advo ca te for them sel ves, wit hout the need for inter me dia ries such as NGOs or
huma ni ta ri an orga niza ti ons. As such, the design of the com muni ty health care sys tem has
been lar ge ly dri ven by the com muni ties with the gui dan ce from the aca de mics, who have a
more robust under stan ding of the legal and poli ti cal pro ces ses nee ded.
The pro jects in Caquetá and Meta have under go ne two pha ses: the ini tial pha se from 2017
until 2020 and a second trans for ma ti ve pha se from 2021 to the pre sent. The first pha se of
the pro ject star ted with a quan ti ta ti ve and qua li ta ti ve assess ment of the health and health
care con di ti ons in the se regi ons. This assess ment was led by aca de mics from Bogo tá and
con duc ted in col la bo ra ti on with the far mer orga niza ti ons.

This exp lo ra ti on revea led a pre ca rious sta te of health among
com muni ty mem bers and ext re me ly limi t ed access to health
care, which is a com mon expe ri en ce in most of rural Colom bia.
Based on this assess ment over the cour se of two years, the far mer orga niza ti ons and the
Bogo tá aca de mics joint ly deve lo ped a health plan for the com muni ties of Caquetá and Meta,
which they cal led the ✵Com muni ty Plan in Com pre hen si ve Rural Healt h✵. Though the Bogo tá
aca de mics col la bo ra ted clo se ly with the far mer orga niza ti ons in the deve lop ment of this
health plan, RSP mem bers from Bogo tá took a clear lead on the way health and health care
was con cep tua li zed. As such, the resul ting plan ref lects a very tra di tio nal health care design
that did not ful ly ref lect the ways in which the se com muni ties con cep tua li ze health. Import -
ant ly, though Buen Vivir had alrea dy been incor po ra ted in RSP’s mis si on, it did not take any
part in the deve lop ment of this ini tial pro po sed plan. 
The plan is com po sed of the fol lo wing five lines of acti on: 1) Covera ge and access to health
care: this inclu des buil ding phy si cal infra struc tu re, emp loying health and admi ni s t ra ti ve staff,
and ensu ring that the natio nal govern ment pro vi des the necessa ry fun ding. 2) Com pre hen si -
ve health care: com pre hen si ve and inter cul tu ral health care that focu ses not only on phy si cal
health, but also on the health and well-being of fami lies, com muni ties and the environ ment.
3) Reco ve ry of ances tral know led ge and alter na ti ve the ra pies: Pro mo te the reco ve ry and
main tenan ce of ances tral health practi ces and the ra pies and their mea ning ful inte g ra ti on into
the health care sys tem; encou ra ge the deve lop ment of pro jects for the pro duc ti on of medi ci -
nal plants. 4) Intersec to ral health: pro mo ting har m o ny with natu re by pro tec ting the environ -
ment and pro mo ting safe and healt hy wor king and edu ca tio nal environ ments. And final ly, 
5) Social and com muni ty parti ci pa ti on: pro mo ting the orga ni sa ti on and streng t he ning of
com muni ty health groups, empo we ring com muni ties to con ti nue to demand the pro tec ti on
and pro mo ti on of the right to health, and to pro mo te recon ci lia ti on bet we en com muni ty
mem bers and rein te g ra ted FARC ex-com ba tants. The design of this com muni ty health plan
was com p le ted by the end of 2019, but due to the pan de mic in 2020, its imp le men ta ti on
could not con ti nue.
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Pho to graph by Vivi an Lau rens (2019).

Mee ting of orga niza ti ons from Caquetá and Meta to dis cuss
the imp le men ta ti on of the peace accord in their com muni -
ties.

BUILDING PEACE Phase 2
In 2021, when the worst of the COVID-19 pan de mic had pas sed, the com muni ty health pro -
ject in Caquetá and Meta was revi si ted. Dif fe rent mem bers of RSP from the Natio nal Uni ver -
si ty of Colom bia in Bogo tá joi ned this pro ject. With this new team, the second pha se of the
pro ject begun, one that led to a revi si on of the ori gi nal pro po sed plan. This time, Buen Vivir
was taken into acco unt as a gui ding prin cip le for the design of the health plan. 

The con cept of health as set out in the Com muni ty Plan has
been expan ded to inclu de the com pon ents that the com muni -
ties of this regi on con s i der to be criti cal to the health and
well-being of them sel ves and the natu ral environ ment in which
they live.
As such, gui ded by Buen Vivir, the design of the com muni ty health plan was revi sed. The
rene wed pro ject has been rena med: Casas Comuni ta rias para la Salud y el Buen Vivir and it
inclu des the fol lo wing four com pon ents: 1) Demand for the pro tec ti on of the right to health, 
2) Environ ment, agroe co lo gy, food auto no my, and ter rito ry, 3) Reco ve ry of ances tral know -
led ge and health practi ces, 4) For ti fi ca ti on of iden ti ty and reco ve ry of memo ry to streng t hen
the far mer orga niza ti ons. 
The first com po nent focu ses on demands for the pro tec ti on and advan ce ment of the right to
health, which in Colom bia is con sti tu tio nal ly pro tec ted and has been reaf fir med in the peace
accord. This is in direct res pon se to the cur rent sta te of health care in Colom bia, which reli es
on pri va te insuran ce com pa nies, and has lar ge ly fai led to pro tect and uphold the right to
health for most Colom bi ans. Curr ent ly, the com muni ties of Caquetá and Meta do not have
per ma nent access to health ca re, and they must tra vel five to seven hours to the nea rest
health ca re faci li ty when the need ari ses. Addi tio nal ly, acces sing care for the se com muni ties
can be qui te expen si ve, not just becau se of the cost of health care ser vices but also due to
the long-dis tan ce trans por ta ti on costs and loss of labor for the days they take of work to 
tra vel. The deve lop ment of this first com po nent of the com muni ty health plan requi res an
edu ca tio nal com po nent to teach the se com muni ties how to recog ni ze spe ci fic vio la ti ons of
their right to health and to know to whom they should direct the demands. The role of RSP 
is to offer instruc ti on on how the health care sys tem works, but also to faci li ta te nego tia ti ons
with the local and natio nal govern ments to redress and resol ve vio la ti ons of the human right
to health. The ulti ma te goal is to estab lish per ma nent and affor da b le access to qua li ty health
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care in the se com muni ties. 
The second com po nent of the com muni ty plan res ponds in part to the environ men tal cri sis 
in the regi on. Caquetá and Meta have con ti nued to expe ri en ce defo re sta ti on at an alar ming
rate, per pe t ra ted by mul ti na tio nal com pa nies to extract natu ral resour ces, by drug traf fi cking
groups to plant coca fields, and by lar ge sca le far ming ope ra ti ons. The goal of this second
com po nent is to pro tect the environ ment and to pro mo te food sover eign ty for the Caquetá
and Meta com muni ties. Some of it entails nego tia ti ons with the govern ment to con trol the
extrac ti on of natu ral resour ces by mul ti na tio nal com pa nies and to con trol the ille gal defo re -
sta ti on by drug traf fi cking groups. Ano ther pie ce is the reco ve ry of seeds from the regi on,
which pus hes back against poli cies that pro tect seeds from mul ti na tio nal com pa nies. Final ly,
this second com po nent also invol ves the deve lop ment of a local mar ket for exchan ge of 
fresh pro du ce in the regi on. The se regi ons are lar ge and cover several dif fe rent cli ma tes,
which allows for a wide diver si ty of crops to be plan ted. As such, a mar ket exchan ge of pro -
du ce among the se regi ons would inc rea se and for ti fy the diet of the se com muni ties and
would ensu re their food sover eign ty. 
The third com po nent focu ses on the reco ve ry and sup port of ances tral medi ci ne, inclu ding
the use of medi ci nal plants, birt hing practi ces, and other forms of doing health from the far -
mer popu la ti ons as well as indi ge nous peop le in the regi on. Both groups are a part of the se
com muni ties and have also been parti ci pa ting in this pro cess. 

Sin ce the rural com muni ties of Caquetá and Meta have never
had per ma nent access to health care, they have con ser ved
many of their medi ci nal know led ge and practi ces.
The goal is to sup port the se practi ces and pro vi de edu ca ti on to youn ger gene ra ti ons so that
they can con ti nue to be practi ced for many years to come. 
The fourth and final com po nent con cen t ra tes on the reco ve ry of the histo ry of the orga niza ti -
ons and of their ter rito ry to sha re with youn ger gene ra ti ons. Many of the youn ger gene ra ti ons
are not awa re of the long histo ry of politi cal and social orga ni zing of the far mer orga niza ti ons
in the regi on. The objec ti ve is to pre ser ve and sha re this histo ry to ins til a sen se of pri de and
belon ging in the rural regi ons, in parti cu lar for the youn ger com muni ty mem bers. The four-
part com muni ty health plan pres ents a uni que under stan ding of what health and health care
could entail. It starts with what is expec ted of a health plan, which is access to qua li ty and
affor da b le bio me di cal care. But then this health plan goes well beyond the se boun da ries. For
Caque tà and Meta com muni ties, health also means pro tec ting the environ ment, diver si fying
crops, achie ving food sover eign ty, pre ser ving their histo ry, and streng t he ning their iden ti ty
and pri de as rural citi zens.

Health is not just about the sta te of the human body but also
about the sta te of the sur roun ding environ ment and of the
com muni ties living in it.
After a long histo ry of govern men tal neg lect of the rural regi ons, this type of health plan is
requi ring from the govern ment that it invest in the se regi ons, that it takes the se regi ons 
in to acco unt. It is the neg lect of rural areas that gave ori gin to the armed con f lict more than
half a cen tu ry ago. Ful fil ling this com muni ty plan for rural health in the con text of the Colom -
bi an peace accord can be seen as a way for the govern ment to direct ly address the orig ins 
of the war. It can also ser ve as repa ra ti on for the vio la ti ons of human rights that gave ori gin 
to and per pe tua ted the armed con f lict. But more import ant ly, given the text of the peace
accord, ful fil ling this plan would mean the govern ment has imp le men ted the health pro vi si on
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care in the se com muni ties. 
The second com po nent of the com muni ty plan res ponds in part to the environ men tal cri sis 
in the regi on. Caquetá and Meta have con ti nued to expe ri en ce defo re sta ti on at an alar ming
rate, per pe t ra ted by mul ti na tio nal com pa nies to extract natu ral resour ces, by drug traf fi cking
groups to plant coca fields, and by lar ge sca le far ming ope ra ti ons. The goal of this second
com po nent is to pro tect the environ ment and to pro mo te food sover eign ty for the Caquetá
and Meta com muni ties. Some of it entails nego tia ti ons with the govern ment to con trol the
extrac ti on of natu ral resour ces by mul ti na tio nal com pa nies and to con trol the ille gal defo re -
sta ti on by drug traf fi cking groups. Ano ther pie ce is the reco ve ry of seeds from the regi on,
which pus hes back against poli cies that pro tect seeds from mul ti na tio nal com pa nies. Final ly,
this second com po nent also invol ves the deve lop ment of a local mar ket for exchan ge of 
fresh pro du ce in the regi on. The se regi ons are lar ge and cover several dif fe rent cli ma tes,
which allows for a wide diver si ty of crops to be plan ted. As such, a mar ket exchan ge of pro -
du ce among the se regi ons would inc rea se and for ti fy the diet of the se com muni ties and
would ensu re their food sover eign ty. 
The third com po nent focu ses on the reco ve ry and sup port of ances tral medi ci ne, inclu ding
the use of medi ci nal plants, birt hing practi ces, and other forms of doing health from the far -
mer popu la ti ons as well as indi ge nous peop le in the regi on. Both groups are a part of the se
com muni ties and have also been parti ci pa ting in this pro cess. 

Sin ce the rural com muni ties of Caquetá and Meta have never
had per ma nent access to health care, they have con ser ved
many of their medi ci nal know led ge and practi ces.
The goal is to sup port the se practi ces and pro vi de edu ca ti on to youn ger gene ra ti ons so that
they can con ti nue to be practi ced for many years to come. 
The fourth and final com po nent con cen t ra tes on the reco ve ry of the histo ry of the orga niza ti -
ons and of their ter rito ry to sha re with youn ger gene ra ti ons. Many of the youn ger gene ra ti ons
are not awa re of the long histo ry of politi cal and social orga ni zing of the far mer orga niza ti ons
in the regi on. The objec ti ve is to pre ser ve and sha re this histo ry to ins til a sen se of pri de and
belon ging in the rural regi ons, in parti cu lar for the youn ger com muni ty mem bers. The four-
part com muni ty health plan pres ents a uni que under stan ding of what health and health care
could entail. It starts with what is expec ted of a health plan, which is access to qua li ty and
affor da b le bio me di cal care. But then this health plan goes well beyond the se boun da ries. For
Caque tà and Meta com muni ties, health also means pro tec ting the environ ment, diver si fying
crops, achie ving food sover eign ty, pre ser ving their histo ry, and streng t he ning their iden ti ty
and pri de as rural citi zens.

Health is not just about the sta te of the human body but also
about the sta te of the sur roun ding environ ment and of the
com muni ties living in it.
After a long histo ry of govern men tal neg lect of the rural regi ons, this type of health plan is
requi ring from the govern ment that it invest in the se regi ons, that it takes the se regi ons 
in to acco unt. It is the neg lect of rural areas that gave ori gin to the armed con f lict more than
half a cen tu ry ago. Ful fil ling this com muni ty plan for rural health in the con text of the Colom -
bi an peace accord can be seen as a way for the govern ment to direct ly address the orig ins 
of the war. It can also ser ve as repa ra ti on for the vio la ti ons of human rights that gave ori gin 
to and per pe tua ted the armed con f lict. But more import ant ly, given the text of the peace
accord, ful fil ling this plan would mean the govern ment has imp le men ted the health pro vi si on
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care in the se com muni ties. 
The second com po nent of the com muni ty plan res ponds in part to the environ men tal cri sis 
in the regi on. Caquetá and Meta have con ti nued to expe ri en ce defo re sta ti on at an alar ming
rate, per pe t ra ted by mul ti na tio nal com pa nies to extract natu ral resour ces, by drug traf fi cking
groups to plant coca fields, and by lar ge sca le far ming ope ra ti ons. The goal of this second
com po nent is to pro tect the environ ment and to pro mo te food sover eign ty for the Caquetá
and Meta com muni ties. Some of it entails nego tia ti ons with the govern ment to con trol the
extrac ti on of natu ral resour ces by mul ti na tio nal com pa nies and to con trol the ille gal defo re -
sta ti on by drug traf fi cking groups. Ano ther pie ce is the reco ve ry of seeds from the regi on,
which pus hes back against poli cies that pro tect seeds from mul ti na tio nal com pa nies. Final ly,
this second com po nent also invol ves the deve lop ment of a local mar ket for exchan ge of 
fresh pro du ce in the regi on. The se regi ons are lar ge and cover several dif fe rent cli ma tes,
which allows for a wide diver si ty of crops to be plan ted. As such, a mar ket exchan ge of pro -
du ce among the se regi ons would inc rea se and for ti fy the diet of the se com muni ties and
would ensu re their food sover eign ty. 
The third com po nent focu ses on the reco ve ry and sup port of ances tral medi ci ne, inclu ding
the use of medi ci nal plants, birt hing practi ces, and other forms of doing health from the far -
mer popu la ti ons as well as indi ge nous peop le in the regi on. Both groups are a part of the se
com muni ties and have also been parti ci pa ting in this pro cess. 

Sin ce the rural com muni ties of Caquetá and Meta have never
had per ma nent access to health care, they have con ser ved
many of their medi ci nal know led ge and practi ces.
The goal is to sup port the se practi ces and pro vi de edu ca ti on to youn ger gene ra ti ons so that
they can con ti nue to be practi ced for many years to come. 
The fourth and final com po nent con cen t ra tes on the reco ve ry of the histo ry of the orga niza ti -
ons and of their ter rito ry to sha re with youn ger gene ra ti ons. Many of the youn ger gene ra ti ons
are not awa re of the long histo ry of politi cal and social orga ni zing of the far mer orga niza ti ons
in the regi on. The objec ti ve is to pre ser ve and sha re this histo ry to ins til a sen se of pri de and
belon ging in the rural regi ons, in parti cu lar for the youn ger com muni ty mem bers. The four-
part com muni ty health plan pres ents a uni que under stan ding of what health and health care
could entail. It starts with what is expec ted of a health plan, which is access to qua li ty and
affor da b le bio me di cal care. But then this health plan goes well beyond the se boun da ries. For
Caque tà and Meta com muni ties, health also means pro tec ting the environ ment, diver si fying
crops, achie ving food sover eign ty, pre ser ving their histo ry, and streng t he ning their iden ti ty
and pri de as rural citi zens.

Health is not just about the sta te of the human body but also
about the sta te of the sur roun ding environ ment and of the
com muni ties living in it.
After a long histo ry of govern men tal neg lect of the rural regi ons, this type of health plan is
requi ring from the govern ment that it invest in the se regi ons, that it takes the se regi ons 
in to acco unt. It is the neg lect of rural areas that gave ori gin to the armed con f lict more than
half a cen tu ry ago. Ful fil ling this com muni ty plan for rural health in the con text of the Colom -
bi an peace accord can be seen as a way for the govern ment to direct ly address the orig ins 
of the war. It can also ser ve as repa ra ti on for the vio la ti ons of human rights that gave ori gin 
to and per pe tua ted the armed con f lict. But more import ant ly, given the text of the peace
accord, ful fil ling this plan would mean the govern ment has imp le men ted the health pro vi si on
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care in the se com muni ties. 
The second com po nent of the com muni ty plan res ponds in part to the environ men tal cri sis 
in the regi on. Caquetá and Meta have con ti nued to expe ri en ce defo re sta ti on at an alar ming
rate, per pe t ra ted by mul ti na tio nal com pa nies to extract natu ral resour ces, by drug traf fi cking
groups to plant coca fields, and by lar ge sca le far ming ope ra ti ons. The goal of this second
com po nent is to pro tect the environ ment and to pro mo te food sover eign ty for the Caquetá
and Meta com muni ties. Some of it entails nego tia ti ons with the govern ment to con trol the
extrac ti on of natu ral resour ces by mul ti na tio nal com pa nies and to con trol the ille gal defo re -
sta ti on by drug traf fi cking groups. Ano ther pie ce is the reco ve ry of seeds from the regi on,
which pus hes back against poli cies that pro tect seeds from mul ti na tio nal com pa nies. Final ly,
this second com po nent also invol ves the deve lop ment of a local mar ket for exchan ge of 
fresh pro du ce in the regi on. The se regi ons are lar ge and cover several dif fe rent cli ma tes,
which allows for a wide diver si ty of crops to be plan ted. As such, a mar ket exchan ge of pro -
du ce among the se regi ons would inc rea se and for ti fy the diet of the se com muni ties and
would ensu re their food sover eign ty. 
The third com po nent focu ses on the reco ve ry and sup port of ances tral medi ci ne, inclu ding
the use of medi ci nal plants, birt hing practi ces, and other forms of doing health from the far -
mer popu la ti ons as well as indi ge nous peop le in the regi on. Both groups are a part of the se
com muni ties and have also been parti ci pa ting in this pro cess. 

Sin ce the rural com muni ties of Caquetá and Meta have never
had per ma nent access to health care, they have con ser ved
many of their medi ci nal know led ge and practi ces.
The goal is to sup port the se practi ces and pro vi de edu ca ti on to youn ger gene ra ti ons so that
they can con ti nue to be practi ced for many years to come. 
The fourth and final com po nent con cen t ra tes on the reco ve ry of the histo ry of the orga niza ti -
ons and of their ter rito ry to sha re with youn ger gene ra ti ons. Many of the youn ger gene ra ti ons
are not awa re of the long histo ry of politi cal and social orga ni zing of the far mer orga niza ti ons
in the regi on. The objec ti ve is to pre ser ve and sha re this histo ry to ins til a sen se of pri de and
belon ging in the rural regi ons, in parti cu lar for the youn ger com muni ty mem bers. The four-
part com muni ty health plan pres ents a uni que under stan ding of what health and health care
could entail. It starts with what is expec ted of a health plan, which is access to qua li ty and
affor da b le bio me di cal care. But then this health plan goes well beyond the se boun da ries. For
Caque tà and Meta com muni ties, health also means pro tec ting the environ ment, diver si fying
crops, achie ving food sover eign ty, pre ser ving their histo ry, and streng t he ning their iden ti ty
and pri de as rural citi zens.

Health is not just about the sta te of the human body but also
about the sta te of the sur roun ding environ ment and of the
com muni ties living in it.
After a long histo ry of govern men tal neg lect of the rural regi ons, this type of health plan is
requi ring from the govern ment that it invest in the se regi ons, that it takes the se regi ons 
in to acco unt. It is the neg lect of rural areas that gave ori gin to the armed con f lict more than
half a cen tu ry ago. Ful fil ling this com muni ty plan for rural health in the con text of the Colom -
bi an peace accord can be seen as a way for the govern ment to direct ly address the orig ins 
of the war. It can also ser ve as repa ra ti on for the vio la ti ons of human rights that gave ori gin 
to and per pe tua ted the armed con f lict. But more import ant ly, given the text of the peace
accord, ful fil ling this plan would mean the govern ment has imp le men ted the health pro vi si on
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Pho to graph by Vivi an Lau rens (2019).

Mee ting of orga niza ti ons from Caquetá and Meta to dis cuss
the imp le men ta ti on of the peace accord in their com muni -
ties.

BUILDING PEACE Phase 2
In 2021, when the worst of the COVID-19 pan de mic had pas sed, the com muni ty health pro -
ject in Caquetá and Meta was revi si ted. Dif fe rent mem bers of RSP from the Natio nal Uni ver -
si ty of Colom bia in Bogo tá joi ned this pro ject. With this new team, the second pha se of the
pro ject begun, one that led to a revi si on of the ori gi nal pro po sed plan. This time, Buen Vivir
was taken into acco unt as a gui ding prin cip le for the design of the health plan. 

The con cept of health as set out in the Com muni ty Plan has
been expan ded to inclu de the com pon ents that the com muni -
ties of this regi on con s i der to be criti cal to the health and
well-being of them sel ves and the natu ral environ ment in which
they live.
As such, gui ded by Buen Vivir, the design of the com muni ty health plan was revi sed. The
rene wed pro ject has been rena med: Casas Comuni ta rias para la Salud y el Buen Vivir and it
inclu des the fol lo wing four com pon ents: 1) Demand for the pro tec ti on of the right to health, 
2) Environ ment, agroe co lo gy, food auto no my, and ter rito ry, 3) Reco ve ry of ances tral know -
led ge and health practi ces, 4) For ti fi ca ti on of iden ti ty and reco ve ry of memo ry to streng t hen
the far mer orga niza ti ons. 
The first com po nent focu ses on demands for the pro tec ti on and advan ce ment of the right to
health, which in Colom bia is con sti tu tio nal ly pro tec ted and has been reaf fir med in the peace
accord. This is in direct res pon se to the cur rent sta te of health care in Colom bia, which reli es
on pri va te insuran ce com pa nies, and has lar ge ly fai led to pro tect and uphold the right to
health for most Colom bi ans. Curr ent ly, the com muni ties of Caquetá and Meta do not have
per ma nent access to health ca re, and they must tra vel five to seven hours to the nea rest
health ca re faci li ty when the need ari ses. Addi tio nal ly, acces sing care for the se com muni ties
can be qui te expen si ve, not just becau se of the cost of health care ser vices but also due to
the long-dis tan ce trans por ta ti on costs and loss of labor for the days they take of work to 
tra vel. The deve lop ment of this first com po nent of the com muni ty health plan requi res an
edu ca tio nal com po nent to teach the se com muni ties how to recog ni ze spe ci fic vio la ti ons of
their right to health and to know to whom they should direct the demands. The role of RSP 
is to offer instruc ti on on how the health care sys tem works, but also to faci li ta te nego tia ti ons
with the local and natio nal govern ments to redress and resol ve vio la ti ons of the human right
to health. The ulti ma te goal is to estab lish per ma nent and affor da b le access to qua li ty health
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care in the se com muni ties. 
The second com po nent of the com muni ty plan res ponds in part to the environ men tal cri sis 
in the regi on. Caquetá and Meta have con ti nued to expe ri en ce defo re sta ti on at an alar ming
rate, per pe t ra ted by mul ti na tio nal com pa nies to extract natu ral resour ces, by drug traf fi cking
groups to plant coca fields, and by lar ge sca le far ming ope ra ti ons. The goal of this second
com po nent is to pro tect the environ ment and to pro mo te food sover eign ty for the Caquetá
and Meta com muni ties. Some of it entails nego tia ti ons with the govern ment to con trol the
extrac ti on of natu ral resour ces by mul ti na tio nal com pa nies and to con trol the ille gal defo re -
sta ti on by drug traf fi cking groups. Ano ther pie ce is the reco ve ry of seeds from the regi on,
which pus hes back against poli cies that pro tect seeds from mul ti na tio nal com pa nies. Final ly,
this second com po nent also invol ves the deve lop ment of a local mar ket for exchan ge of 
fresh pro du ce in the regi on. The se regi ons are lar ge and cover several dif fe rent cli ma tes,
which allows for a wide diver si ty of crops to be plan ted. As such, a mar ket exchan ge of pro -
du ce among the se regi ons would inc rea se and for ti fy the diet of the se com muni ties and
would ensu re their food sover eign ty. 
The third com po nent focu ses on the reco ve ry and sup port of ances tral medi ci ne, inclu ding
the use of medi ci nal plants, birt hing practi ces, and other forms of doing health from the far -
mer popu la ti ons as well as indi ge nous peop le in the regi on. Both groups are a part of the se
com muni ties and have also been parti ci pa ting in this pro cess. 

Sin ce the rural com muni ties of Caquetá and Meta have never
had per ma nent access to health care, they have con ser ved
many of their medi ci nal know led ge and practi ces.
The goal is to sup port the se practi ces and pro vi de edu ca ti on to youn ger gene ra ti ons so that
they can con ti nue to be practi ced for many years to come. 
The fourth and final com po nent con cen t ra tes on the reco ve ry of the histo ry of the orga niza ti -
ons and of their ter rito ry to sha re with youn ger gene ra ti ons. Many of the youn ger gene ra ti ons
are not awa re of the long histo ry of politi cal and social orga ni zing of the far mer orga niza ti ons
in the regi on. The objec ti ve is to pre ser ve and sha re this histo ry to ins til a sen se of pri de and
belon ging in the rural regi ons, in parti cu lar for the youn ger com muni ty mem bers. The four-
part com muni ty health plan pres ents a uni que under stan ding of what health and health care
could entail. It starts with what is expec ted of a health plan, which is access to qua li ty and
affor da b le bio me di cal care. But then this health plan goes well beyond the se boun da ries. For
Caque tà and Meta com muni ties, health also means pro tec ting the environ ment, diver si fying
crops, achie ving food sover eign ty, pre ser ving their histo ry, and streng t he ning their iden ti ty
and pri de as rural citi zens.

Health is not just about the sta te of the human body but also
about the sta te of the sur roun ding environ ment and of the
com muni ties living in it.
After a long histo ry of govern men tal neg lect of the rural regi ons, this type of health plan is
requi ring from the govern ment that it invest in the se regi ons, that it takes the se regi ons 
in to acco unt. It is the neg lect of rural areas that gave ori gin to the armed con f lict more than
half a cen tu ry ago. Ful fil ling this com muni ty plan for rural health in the con text of the Colom -
bi an peace accord can be seen as a way for the govern ment to direct ly address the orig ins 
of the war. It can also ser ve as repa ra ti on for the vio la ti ons of human rights that gave ori gin 
to and per pe tua ted the armed con f lict. But more import ant ly, given the text of the peace
accord, ful fil ling this plan would mean the govern ment has imp le men ted the health pro vi si on
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com muni ties and have also been parti ci pa ting in this pro cess. 

Sin ce the rural com muni ties of Caquetá and Meta have never
had per ma nent access to health care, they have con ser ved
many of their medi ci nal know led ge and practi ces.
The goal is to sup port the se practi ces and pro vi de edu ca ti on to youn ger gene ra ti ons so that
they can con ti nue to be practi ced for many years to come. 
The fourth and final com po nent con cen t ra tes on the reco ve ry of the histo ry of the orga niza ti -
ons and of their ter rito ry to sha re with youn ger gene ra ti ons. Many of the youn ger gene ra ti ons
are not awa re of the long histo ry of politi cal and social orga ni zing of the far mer orga niza ti ons
in the regi on. The objec ti ve is to pre ser ve and sha re this histo ry to ins til a sen se of pri de and
belon ging in the rural regi ons, in parti cu lar for the youn ger com muni ty mem bers. The four-
part com muni ty health plan pres ents a uni que under stan ding of what health and health care
could entail. It starts with what is expec ted of a health plan, which is access to qua li ty and
affor da b le bio me di cal care. But then this health plan goes well beyond the se boun da ries. For
Caque tà and Meta com muni ties, health also means pro tec ting the environ ment, diver si fying
crops, achie ving food sover eign ty, pre ser ving their histo ry, and streng t he ning their iden ti ty
and pri de as rural citi zens.

Health is not just about the sta te of the human body but also
about the sta te of the sur roun ding environ ment and of the
com muni ties living in it.
After a long histo ry of govern men tal neg lect of the rural regi ons, this type of health plan is
requi ring from the govern ment that it invest in the se regi ons, that it takes the se regi ons 
in to acco unt. It is the neg lect of rural areas that gave ori gin to the armed con f lict more than
half a cen tu ry ago. Ful fil ling this com muni ty plan for rural health in the con text of the Colom -
bi an peace accord can be seen as a way for the govern ment to direct ly address the orig ins 
of the war. It can also ser ve as repa ra ti on for the vio la ti ons of human rights that gave ori gin 
to and per pe tua ted the armed con f lict. But more import ant ly, given the text of the peace
accord, ful fil ling this plan would mean the govern ment has imp le men ted the health pro vi si on
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in the accord as pro mi sed.

BUILDING PEACE Renewed Hope
In August 2022, Gus ta vo Petro and Fran cia Mar qu ez were sworn in as the next pre si dent
and vice-pre si dent of Colom bia. This elec to ral out co me ref lects a new era in his to ri cal ly con -
ser va ti ve politics in Colom bia. Pre si dent Petro and vice-pre si dent Mar qu ez are the first
socia list lea ders to be elec ted in the histo ry of Colom bia. For mem bers of RSP around the
coun try, the elec ti on of Petro and Mar qu ez has rep re sen ted a huge victo ry for their com -
muni ties and for peace. Petro and Mar qu ez cam paig ned on pro mi ses to revi ta li ze the peace
pro cess and imp le ment the peace accord to its full extent. The biwee k ly mee ting of RSP fol -
lo wing the elec ti ons took a dif fe rent tone than all other mee tings sin ce its incep ti on. In the
past, RSP mem bers whe re ope ra ting from a per spec ti ve of resi s tan ce against a govern ment
that was com mit ted to sink the peace accord. But on that mee ting after the elec ti ons, RSP
mem bers rejoiced and cele b ra ted. During the two hour long mee ting they sha red their fee -
lings of rene wed hope, that final ly a govern ment that is com mit ted to peace and justi ce has
taken office.
Pro ce du res to revi ve the imp le men ta ti on of the rural health pro vi si on in the peace accord
have been revi si ted by the Petro admi ni s t ra ti on. As part of this pro cess, the natio nal govern -
ment is tra vel ling around the coun try, gathe ring ini tia ti ves that are alrea dy under way in order
to deve lop a blue print for a rural health plan that res ponds direct ly to the needs of each regi -
on and its com muni ties, as requi red by the peace accord. As a result, RSP has curr ent ly redi -
rec ted its efforts to help com muni ties around the coun try, inclu ding Caquetá and Meta, to
pre sent their com muni ty health pro jects to the govern ment so that they can be inclu ded in
the natio nal plan for rural health. As such, a full imp le men ta ti on of com muni ty health in
Caquetá and Meta is still in its ear ly sta ges, hoping to recei ve the sup port from the natio nal
govern ment that was pro mi sed in the agree ment, but has never come. The natio nal govern -
ment is pro jec ted to fina li ze a design for the natio nal plan for rural health by the end of 2022.
Whi le it is dif fi cult to know how the natio nal govern ment will pro ceed after eva lua ting health-
peace ini tia ti ves around the coun try, the push from civil socie ty to rei ma gi ne health has been
remar ka b le.

As the se com muni ties work to build peace through health care
ini tia ti ves, they are enga ging in a radi cal pro ject to recon cep -
tua li ze what health is and how peace could be built in their
com muni ties.
With Buen Vivir as a gui ding prin cip le, the con s i de ra ti on for humans and non-human natu re
as an inter connec ted and inter de pen dent who le in the con text of health calls for a radi cal
trans for ma ti on in the way both health and health care are under stood. The expe ri en ces of
radi cal trans for ma ti on through Buen Vivir from Ecua dor and Boli via point to the dif fi cult road
ahead in imp le men ting radi cal trans for ma ti on. But import ant ly, tho se expe ri en ces also point
to a hope ful view to the work of civil socie ty in Colom bia. Radi cal trans for ma ti on is not easy,
but perhaps not impos si b le.

Notes
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care in the se com muni ties. 
The second com po nent of the com muni ty plan res ponds in part to the environ men tal cri sis 
in the regi on. Caquetá and Meta have con ti nued to expe ri en ce defo re sta ti on at an alar ming
rate, per pe t ra ted by mul ti na tio nal com pa nies to extract natu ral resour ces, by drug traf fi cking
groups to plant coca fields, and by lar ge sca le far ming ope ra ti ons. The goal of this second
com po nent is to pro tect the environ ment and to pro mo te food sover eign ty for the Caquetá
and Meta com muni ties. Some of it entails nego tia ti ons with the govern ment to con trol the
extrac ti on of natu ral resour ces by mul ti na tio nal com pa nies and to con trol the ille gal defo re -
sta ti on by drug traf fi cking groups. Ano ther pie ce is the reco ve ry of seeds from the regi on,
which pus hes back against poli cies that pro tect seeds from mul ti na tio nal com pa nies. Final ly,
this second com po nent also invol ves the deve lop ment of a local mar ket for exchan ge of 
fresh pro du ce in the regi on. The se regi ons are lar ge and cover several dif fe rent cli ma tes,
which allows for a wide diver si ty of crops to be plan ted. As such, a mar ket exchan ge of pro -
du ce among the se regi ons would inc rea se and for ti fy the diet of the se com muni ties and
would ensu re their food sover eign ty. 
The third com po nent focu ses on the reco ve ry and sup port of ances tral medi ci ne, inclu ding
the use of medi ci nal plants, birt hing practi ces, and other forms of doing health from the far -
mer popu la ti ons as well as indi ge nous peop le in the regi on. Both groups are a part of the se
com muni ties and have also been parti ci pa ting in this pro cess. 

Sin ce the rural com muni ties of Caquetá and Meta have never
had per ma nent access to health care, they have con ser ved
many of their medi ci nal know led ge and practi ces.
The goal is to sup port the se practi ces and pro vi de edu ca ti on to youn ger gene ra ti ons so that
they can con ti nue to be practi ced for many years to come. 
The fourth and final com po nent con cen t ra tes on the reco ve ry of the histo ry of the orga niza ti -
ons and of their ter rito ry to sha re with youn ger gene ra ti ons. Many of the youn ger gene ra ti ons
are not awa re of the long histo ry of politi cal and social orga ni zing of the far mer orga niza ti ons
in the regi on. The objec ti ve is to pre ser ve and sha re this histo ry to ins til a sen se of pri de and
belon ging in the rural regi ons, in parti cu lar for the youn ger com muni ty mem bers. The four-
part com muni ty health plan pres ents a uni que under stan ding of what health and health care
could entail. It starts with what is expec ted of a health plan, which is access to qua li ty and
affor da b le bio me di cal care. But then this health plan goes well beyond the se boun da ries. For
Caque tà and Meta com muni ties, health also means pro tec ting the environ ment, diver si fying
crops, achie ving food sover eign ty, pre ser ving their histo ry, and streng t he ning their iden ti ty
and pri de as rural citi zens.

Health is not just about the sta te of the human body but also
about the sta te of the sur roun ding environ ment and of the
com muni ties living in it.
After a long histo ry of govern men tal neg lect of the rural regi ons, this type of health plan is
requi ring from the govern ment that it invest in the se regi ons, that it takes the se regi ons 
in to acco unt. It is the neg lect of rural areas that gave ori gin to the armed con f lict more than
half a cen tu ry ago. Ful fil ling this com muni ty plan for rural health in the con text of the Colom -
bi an peace accord can be seen as a way for the govern ment to direct ly address the orig ins 
of the war. It can also ser ve as repa ra ti on for the vio la ti ons of human rights that gave ori gin 
to and per pe tua ted the armed con f lict. But more import ant ly, given the text of the peace
accord, ful fil ling this plan would mean the govern ment has imp le men ted the health pro vi si on
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in the accord as pro mi sed.

BUILDING PEACE Renewed Hope
In August 2022, Gus ta vo Petro and Fran cia Mar qu ez were sworn in as the next pre si dent
and vice-pre si dent of Colom bia. This elec to ral out co me ref lects a new era in his to ri cal ly con -
ser va ti ve politics in Colom bia. Pre si dent Petro and vice-pre si dent Mar qu ez are the first
socia list lea ders to be elec ted in the histo ry of Colom bia. For mem bers of RSP around the
coun try, the elec ti on of Petro and Mar qu ez has rep re sen ted a huge victo ry for their com -
muni ties and for peace. Petro and Mar qu ez cam paig ned on pro mi ses to revi ta li ze the peace
pro cess and imp le ment the peace accord to its full extent. The biwee k ly mee ting of RSP fol -
lo wing the elec ti ons took a dif fe rent tone than all other mee tings sin ce its incep ti on. In the
past, RSP mem bers whe re ope ra ting from a per spec ti ve of resi s tan ce against a govern ment
that was com mit ted to sink the peace accord. But on that mee ting after the elec ti ons, RSP
mem bers rejoiced and cele b ra ted. During the two hour long mee ting they sha red their fee -
lings of rene wed hope, that final ly a govern ment that is com mit ted to peace and justi ce has
taken office.
Pro ce du res to revi ve the imp le men ta ti on of the rural health pro vi si on in the peace accord
have been revi si ted by the Petro admi ni s t ra ti on. As part of this pro cess, the natio nal govern -
ment is tra vel ling around the coun try, gathe ring ini tia ti ves that are alrea dy under way in order
to deve lop a blue print for a rural health plan that res ponds direct ly to the needs of each regi -
on and its com muni ties, as requi red by the peace accord. As a result, RSP has curr ent ly redi -
rec ted its efforts to help com muni ties around the coun try, inclu ding Caquetá and Meta, to
pre sent their com muni ty health pro jects to the govern ment so that they can be inclu ded in
the natio nal plan for rural health. As such, a full imp le men ta ti on of com muni ty health in
Caquetá and Meta is still in its ear ly sta ges, hoping to recei ve the sup port from the natio nal
govern ment that was pro mi sed in the agree ment, but has never come. The natio nal govern -
ment is pro jec ted to fina li ze a design for the natio nal plan for rural health by the end of 2022.
Whi le it is dif fi cult to know how the natio nal govern ment will pro ceed after eva lua ting health-
peace ini tia ti ves around the coun try, the push from civil socie ty to rei ma gi ne health has been
remar ka b le.

As the se com muni ties work to build peace through health care
ini tia ti ves, they are enga ging in a radi cal pro ject to recon cep -
tua li ze what health is and how peace could be built in their
com muni ties.
With Buen Vivir as a gui ding prin cip le, the con s i de ra ti on for humans and non-human natu re
as an inter connec ted and inter de pen dent who le in the con text of health calls for a radi cal
trans for ma ti on in the way both health and health care are under stood. The expe ri en ces of
radi cal trans for ma ti on through Buen Vivir from Ecua dor and Boli via point to the dif fi cult road
ahead in imp le men ting radi cal trans for ma ti on. But import ant ly, tho se expe ri en ces also point
to a hope ful view to the work of civil socie ty in Colom bia. Radi cal trans for ma ti on is not easy,
but perhaps not impos si b le.
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in the accord as pro mi sed.

BUILDING PEACE Renewed Hope
In August 2022, Gus ta vo Petro and Fran cia Mar qu ez were sworn in as the next pre si dent
and vice-pre si dent of Colom bia. This elec to ral out co me ref lects a new era in his to ri cal ly con -
ser va ti ve politics in Colom bia. Pre si dent Petro and vice-pre si dent Mar qu ez are the first
socia list lea ders to be elec ted in the histo ry of Colom bia. For mem bers of RSP around the
coun try, the elec ti on of Petro and Mar qu ez has rep re sen ted a huge victo ry for their com -
muni ties and for peace. Petro and Mar qu ez cam paig ned on pro mi ses to revi ta li ze the peace
pro cess and imp le ment the peace accord to its full extent. The biwee k ly mee ting of RSP fol -
lo wing the elec ti ons took a dif fe rent tone than all other mee tings sin ce its incep ti on. In the
past, RSP mem bers whe re ope ra ting from a per spec ti ve of resi s tan ce against a govern ment
that was com mit ted to sink the peace accord. But on that mee ting after the elec ti ons, RSP
mem bers rejoiced and cele b ra ted. During the two hour long mee ting they sha red their fee -
lings of rene wed hope, that final ly a govern ment that is com mit ted to peace and justi ce has
taken office.
Pro ce du res to revi ve the imp le men ta ti on of the rural health pro vi si on in the peace accord
have been revi si ted by the Petro admi ni s t ra ti on. As part of this pro cess, the natio nal govern -
ment is tra vel ling around the coun try, gathe ring ini tia ti ves that are alrea dy under way in order
to deve lop a blue print for a rural health plan that res ponds direct ly to the needs of each regi -
on and its com muni ties, as requi red by the peace accord. As a result, RSP has curr ent ly redi -
rec ted its efforts to help com muni ties around the coun try, inclu ding Caquetá and Meta, to
pre sent their com muni ty health pro jects to the govern ment so that they can be inclu ded in
the natio nal plan for rural health. As such, a full imp le men ta ti on of com muni ty health in
Caquetá and Meta is still in its ear ly sta ges, hoping to recei ve the sup port from the natio nal
govern ment that was pro mi sed in the agree ment, but has never come. The natio nal govern -
ment is pro jec ted to fina li ze a design for the natio nal plan for rural health by the end of 2022.
Whi le it is dif fi cult to know how the natio nal govern ment will pro ceed after eva lua ting health-
peace ini tia ti ves around the coun try, the push from civil socie ty to rei ma gi ne health has been
remar ka b le.

As the se com muni ties work to build peace through health care
ini tia ti ves, they are enga ging in a radi cal pro ject to recon cep -
tua li ze what health is and how peace could be built in their
com muni ties.
With Buen Vivir as a gui ding prin cip le, the con s i de ra ti on for humans and non-human natu re
as an inter connec ted and inter de pen dent who le in the con text of health calls for a radi cal
trans for ma ti on in the way both health and health care are under stood. The expe ri en ces of
radi cal trans for ma ti on through Buen Vivir from Ecua dor and Boli via point to the dif fi cult road
ahead in imp le men ting radi cal trans for ma ti on. But import ant ly, tho se expe ri en ces also point
to a hope ful view to the work of civil socie ty in Colom bia. Radi cal trans for ma ti on is not easy,
but perhaps not impos si b le.
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AIR, BLOOD, BUILDINGS  Air
A pati ent brea thes rhyth mi cal ly on an upper floor of the colo nial main buil ding. Through a
mask, oxy gen moves into their lungs, car bon dio xi de moves out. A loved one, may be a
daugh ter or a hus band by their bed si de, pro bab ly tired and wor ried for their kin, is the re to
attend to the pati ent’s needs day and night – fee ding them, clea ning their body and clo thes,
admi nis te ring medi ci nes, and pro vi ding pas to ral care, a kind word and rei te ra ti ons of encou -
ra ge ment, as much for the pati ent’s bene fit as for their own.

Nora is a social anthro po lo gist and archi tec tu ral desig ner. 
In 2019/20, with pens and sketch books, she stu died the
Yan gon Gene ral Hospi tal in Myan mar, whe re she had been
pro ject archi tect for the reju ve na ti on and new cam pus 
mas ter plan sin ce 2015. Her field work metho do lo gy is dra -
wing. Her sket ches – inclu ding the ones in this con tri bu ti on
– are left as arti facts from the field throug hout the text. 
They crea te a met a nar ra ti ve to the writ ten words; com p li -
men ta ry, or in their own right, they are an invi ta ti on to read
’bet we en the lines’.

Via hund reds of meters of thin metal pipes, oxy gen floods the pati ent’s lungs. The pipes
climb along whi te ward walls, around and over cor nices, down red bricks that have been 
in place sin ce the turn of the last cen tu ry, into the ground-level base ment whe re the mani fold
is loca ted.

INFRASTRUCTURES/ AIR, BLOOD, BUILDINGSNora Wuttke
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Here lar ge oxy gen bott les feed the sys tem. They are deli ve r ed by young men on flat bed
trucks. Eve ry day, wee kends and holi days inclu ded, the truck trud ges through the Yan gon
traf fic from the facto ry a few miles north. The lengths of the pipes vary with the pati ent’s
exact loca ti on – lon ger if they are on one of the two upper floors, shor ter on the ele va ted
ground floor. As the pati ent’s breath moves in and out of their body uncea sin g ly, the bott les
fee ding the mani fold emp ty. The metal warms up and the cold damp ness from the ther mo-
dy na mic pro ces ses dis si pa tes as the oxy gen flows into the mani fold fee ding the pati ents’
breaths on floors abo ve.

II/2

–

As the tanks gra dual ly emp ty, Hain Thu ra Kan, a wor ker from the oxy gen depart ment, or 
may be one of his col lea gu es, sets off to check the mani folds in his care. The pati ents’ breath
is his day’s metro no me. Wrench in hand, Hein Thu ra Kan visits the dif fe rent mani folds three
times a day, at four-to-five-hour inter vals in sync with the hospi tal’s col lec ti ve lung.

Clin king the wrench against the shoul der-high gas bott les, he checks their full ness. If they
are emp ty, he loo sens the bolt from the dry bott les and chan ges them for new cylin ders, cold
and damp from the con den s ed water on their sur face. The ther mo dy na mic pro cess is his 
vis ceral cue. The clin ging and ban ging, the touch of a hand sen sing the tem pe ra tu re of the
metal, a coun ting of emp ty and full cylin ders, is a rou ti ni s ed inti ma cy, making sure eve r y t hing
is in order. Only the care ful affec ti ve dili gen ce with which Hein Thu ra Kan car ries out his 
task betrays the awa re ness of its import an ce. Hein Thu ra Kan will never meet the pati ent,
and the pati ent and their atten dant would not pay an oun ce of atten ti on to the tall man with
his wrench, hur rying from mani fold to mani fold in flip-flops, a T-shirt and high-tied lon gyi. 1
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Pati ents’ breath is the metro no me that orga ni s es main tenan ce rounds and deli ve ry rou ti nes.
Breath syn chro ni s es Hein Thu ra Kan’s and the other oxy gen depart ment wor kers’ jour neys 
to the mani folds, and the navi ga ti on of flat bed trucks through the gru e so me Yan gon traf fic,
whi le pati ents are unli ke ly to ever cross paths with the kee pers of their breaths. Infra struc tu -
re media tes rela ti onships.

II/4

–

AIR, BLOOD, BUILDINGS  Blood
An ambu lan ce waits at the back of the Acci dent and Emer gen cy Depart ment (A&E), just out -
si de the Oxy gen Sto re, bet we en the Main Buil ding’s West Wing and the Radio lo gy and
Labo rato ry Buil ding in the thick of the main cam pus. A team of A&E wor kers, may be a nur se
as well, arri ve with a pati ent on a gur ney. Their flus te red but calm ly coope ra ting fami ly 
mem bers, with bags of neces si ties for a hospi tal stay, fol low along si de. May be the pati ent is
uncon s cious; someti mes a moan can be heard. A traf fic acci dent vic tim, most like ly.

May be they have mul tip le trau mas and have alrea dy under go ne sur ge ry, may be on their
abdo men, at the ope ra ting theat re in the A&E. It is like ly that they have been under ana es the -
sia and came up for this trans fer in order to go under again upon arri val at the Neu ro sur ge ry
Ope ra ti on Theat re (OT). I have been told by neu ro sur ge ons that other spe cia lists are afraid of
head inju ries, so it is they who get in last and will keep the pati ent for reco ve ry.
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For some rea son, which neit her I nor one of the hospi tal’s ana es the tists have under stood, the
neu ro sur ge ry team refu ses to ope ra te in the A&E’s OTs. They insist on trans fer ring pati ents,
making them go in and out of anesthe sia – in con trast, car diac sur ge ons do ope ra te in the
A&E’s thea t res if necessa ry; but they are also just next door as oppo sed to a ten minu te walk
and across a hazar dous road, as is the case with the neu ro sur ge ry depart ment. The ques ti on
is real ly whe ther it is necessa ry to uphold anti qua ted under stan dings of spe cia li ties trans la -
ted into hospi tal spaces.

As I am musing about hospi tal space allo ca ti on, the ambu lan ce with the pati ent makes its
way across the busy and unf or gi ving hot or wet (depen ding on sea son) four-lane one-way
road that divi des the main cam pus from the exten si on site whe re neu ro sur ge ry is loca ted
with its two OTs and 150 bed ded wards. If the ambu lan ce were availab le when cal led by the
A&E team, it now might get stuck in traf fic whi le sur mo un ting the fif ty meters it must cover
on one of the city’s busiest east-west arte ries. On arri val, the pati ent is hea ded for ope ra ting
theat re two, which is allo ca ted for emer gen cy cases – one level up, acces si b le with a lift at
the other end of the buil ding of the main entran ce and the ope ra ting sui te. The lift was instal -
led in the last fif te en years only. The neu ro sur ge ry team has only two OTs – too litt le for their
case load, I am told. This lack of space puts pres su re on the speed at which sur ge ons ope ra -
te. Pai red with a high case load, the pati ent is ope ra ted on much fas ter than is typi cal in less
pres su red set tings. Lack of space leads to shor ter sur ge ry times which means more blee ding
– more blee ding requi res more blood trans fu si ons.

Trans fu si ons come from the Blood Issue Room in the Main Buil ding on the main cam pus
across the hazar dous road. The sur ge ry team usual ly orders enough blood for any given sur -
ge ry; howe ver, in case of unfo re se en cir cum stan ces, a wor ker is sent to fetch trans fu si ons
during sur ge ry. This can take up to 45 minu tes whi le the ana es the ti sed pati ent and the sur -
ge ry team wait. Should the pati ent need a CT scan or other ima ging ser vices, they must track
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back to the main cam pus. The depart ment’s CT bro ke recent ly and has not been replaced.
Once again, an ambu lan ce is cal led to take the pati ent. This time, from the exten si on site to
the main cam pus, the ambu lan ce must cir c le the ent i re city block due to the one-way sys tem
around the hospi tal. Traf fic jams are not uncom mon. The pathway infra struc tu res and spa tial
con fi gu ra ti ons, stret ched over two sites, have a direct effect on cli ni cal ser vices and pati ent
care, as does the con text of the hospi tal wit hin the city. Embed ded in an urban environ ment,
roads, ambu lan ces, and hands car rying blood rela te and rup tu re at the same time.

AIR, BLOOD, BUILDINGS  Buildings
It is the youn ger mem bers of U Than Thein Gyi’s team that spend their time clim bing the
roofs once the sea so nal rains stop. Throug hout the rai ny sea son, when U Than Thein Gyi, the
head of the buil ding main ten an ce depart ment, arri ves at his office at 9 a.m., he finds new
reports filed by ward sis ters with repair requ ests on his desk. Most tell of leaks in roofs.
Behind the desk a lar ge A0 vinyl print of my for mer team’s mas ter plan is pin ned on the wall –
a sym bol of plan ning and remin der of the ’big ger pic tu re’ so easi ly lost in the nit ty grit ty of
ten ding to the lea king and crea king cam pus struc tu res.

Dai ly, his team ven tu res out to mark the repor ted leaks so they can be fixed when it is safe to
climb the roofs. Nur ses know this pro cess; buckets are put in OTs and wards to avo id floo -
ding until the leak is atten ded to. Most of U Than Thein Gyi’s team’s time is spent fixing roofs
as soon as the rains stop, che cking for the cau ses of leaks – a seed ling that took root in the
gut ter or slid its fin gers in the cre vices bet we en bricks, cra cking the buil ding hull, roof sheets
loo se ned by wind, gene ral mate rial decay.
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Ano ther major part of this team’s job is the main ten an ce of doors and win dows: hea vi ly used
hin ges decay through wear and tear. A door can only be ope ned so many times befo re it
breaks but is an essen tial means of con trol – fire con trol, infec ti on con trol, pri va cy.

Mold, which thri ves in air con di tio ning units, needs to be remo ved and lea king pipes fixed.
Mos ses flou rish in the humid environ ment around lea king pipes, sprou ting in bright gre ens,
clim bing walls along si de the pipes, dama ging the faça de, making it pro ne to bre ach. One
might ask, why all this lea king? The poo rer the mate rials, the more repair and care is neces -
sa ry. The poo rer the con struc ti on, the more it leaks.

II/8
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When COVID-19 hit, it was this team that sprang into acti on first. They put up light par ti ti ons,
modi fying the spaces for impro ved infec ti on con trol. Ad hoc hand wash bas ins appea red.
They were the van guard on the batt le field of infec tious disea se, adap ting the inf ra struc tu re
to hold the virus at bay.

Mate rials decay, sea sons cyc le through the year, and natu re sli des its fin gers into any cre vice
pos si b le if not held at bay, dic ta ting main tenan ce pat terns and dai ly rou ti nes. The buil dings
are ves sels for health ca re. They are part of pati ent care. But they can only extend their care if
someo ne tends to them. The hospi tal is a place whe re built and natu ral environ ment are
painsta kin g ly orche st ra ted, whe re buil dings and peop le are in care ful syn er gy.

AIR, BLOOD, BUILDINGS  Writing with
Buildings
The se three short eth no gra phic vig net tes demon s t ra te the mul ti p li ci ty of the hospi tal – or to
bor row the ter mi no lo gy from Fan ny Chab rol and Jan i na Kehr, The Hospi tal Mul tip le.2 The
hospi tal mul tip le is a place whe re humans and non-humans, ser vices and spaces, built and
natu ral environ ments, are in con stant moti on – walls brea the, blood and peop le shutt le back
and forth whi le natu re and time con ti nuous ly encroach on the hospi tal’s built environ ment,
and the main tenan ce team is on the for e front of infec ti on con trol. Pati ents’, pipes’, and
pathways’ dai ly exis ten ce over lap, ent ang le, and form visi b le and invi si b le syn er gies. The
hospi tal buil dings emplace all this. Here I am in Clif ford Geertz’s good com pa ny when I point
out that place mat ters. 3 Infra struc tu re faci li ta tes care; hen ce the three pre vious sec ti ons
have been writ ten with the hospi tal buil dings. Wri ting with buil dings helps us esca pe per -
spec ti ve. In her 2017 book Five Ways to Make Archi tec tu re Politi cal, social anthro po lo gist
Albe na Yane va speaks about per spec ti vism when ana ly zing archi tec tu ral pro jects. 4 Whi le
Yane va focu ses on archi tec tu re and the design of buil dings, her argu ment is valuab le for the
con ti nued exis ten ce of buil dings and ana ly sis of the life that unfolds wit hin and bet we en 
the struc tu res. In the case of a hospi tal, ana ly sis tends to be from the point of view of some-
o ne in parti cu lar: the pati ents, a disea se, the nur ses, the doc tors, the clea ning staff, and 
eve r yo ne that looks after a buil ding. Howe ver, ana ly sing a buil ding from the point of view of
cer tain or even several indi vi duals or groups only ever paints a par tial pic tu re. Yane va pro po -
ses to wit ness what a buil ding does with tho se who inter act with it on a dai ly basis in a 
mul ti p li ci ty of events in order to ”esca pe per spec ti ve”.5 Wri ting with buil dings is exact ly that:
an esca pe from per spec ti vism towards mul ti p li ci ty ana lo gous to the pro cess of dra wing,
which places us into a land s ca pe in which we parti ci pa te. Buil dings offer the eth no gra pher
mul ti p li ci ty in seeing, thin king, and wri ting. I am deve lo ping (in the sen se that a pho to graph is
deve lo ped) the hospi tal mul tip le con cep tual ly from Anne ma rie Mol’s Body Mul tip le.6 Lea ning
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onto Mol’s scho larship, I am exten ding her pro po si ti on from practi ces done to bodies to
practi ces and mate ria li ty with buil dings. Through care ful atten ti on to events, acti vi ties, and
practi ces (what we do with the hospi tal buil dings), the hospi tal mul tip le appears – the hospi -
tal that in turn pro du ces the body mul tip le, exten ded now from pati ents’ bodies to eve ry-
body in the hospi tal. Mul tip le as in more than one, but still one hospi tal – under stan ding the
hospi tal in this way it emer ges as a place for hea ling, wor king, rese ar ching, tea ching, living,
dying and wai ting at the same time.

AIR, BLOOD, BUILDINGS  Practice
Wri ting with buil dings, with the hospi tal’s places and infra struc tu re, puts rea li ties of dai ly life
into sharp focus – not as an abstract cate go ry, the hospi tal in its gene ric form, but the hospi -
tal as a place, lived and com p li ca ted. Mul tip le sca les emer ge, from the spe ci fic detail to the
hospi tal cam pus as a who le, a cam pus with many depart ments, spaces in bet we en, and a
long histo ry in a bust ling Sou theast Asi an metro po lis. Emplaced and spe ci fic. As much as
”no one lives in the world in gene ral”,7 the re is no hospi tal in gene ral – howe ver much ideas of
best practi ce and stan dar di zed pro ces ses would lead us to belie ve in such a thing. Much of
the dai ly tactics making a hospi tal work ori gi na te in the exact ness of place. Being preoc cu p -
ied with stan dar di sa ti on and best practi ce – most ly dri ven by capi ta list inte rests – over looks
the rea li ties of the hospi tal’s dai ly life. At the same time, we (anthro po lo gists at least) know
that dai ly tactics and impro vi sa ti on are the rea li ty for many, if not all, hospi tals.8 The re fo re, an
eth no gra phic lens is per ti nent, beyond aca de mic acro batics. Dra wing on my eth no gra phy
and inspi red by scho larship of peop le such as Anna Tsing, Ann Lau ra Sto ler, and Yael Nava -
ro-Yas hin, I pro po se that, at the hospi tal, the dis tinc ti on bet we en human and non-human life
col lap ses.9 Infra struc tu res and the built environ ment media te the func tio ning of the hospi tal.
Here I under stand media ti on as rela tio nal, in the case of the brea t hing walls; as rup tu ring,
whe re the road severs the flow of peop le and blood; or as inde ed qui te mes sy, whe re natu re
con ti nuous ly encroa ches onto the built environ ment. When thin king of the hospi tal, a space
for health ca re, I pro po se to think, design, and plan with its mul ti p li ci ty in mind; with its human
and non-human ent an g le ments; with func tio na li ty media ted and rela ted by infra struc tu res.
Ulti ma te ly, this imp lies thin king and making a hospi tal – the hospi tal mul tip le – through the
cate go ry of practi ce. In this inter ven ti on, I have star ted radi cal ly ret hin king infra struc tu re and
the human at the hospi tal. One is depen dent on the other. Walls brea the and blood flows bet -
we en buil dings – buil dings that are taken care of by indi vi duals. Buil dings that media te. Wri -
ting with buil dings, wri ting the pipes into the eth no gra phy, is part of this ret hin king.
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onto Mol’s scho larship, I am exten ding her pro po si ti on from practi ces done to bodies to
practi ces and mate ria li ty with buil dings. Through care ful atten ti on to events, acti vi ties, and
practi ces (what we do with the hospi tal buil dings), the hospi tal mul tip le appears – the hospi -
tal that in turn pro du ces the body mul tip le, exten ded now from pati ents’ bodies to eve ry-
body in the hospi tal. Mul tip le as in more than one, but still one hospi tal – under stan ding the
hospi tal in this way it emer ges as a place for hea ling, wor king, rese ar ching, tea ching, living,
dying and wai ting at the same time.

AIR, BLOOD, BUILDINGS  Practice
Wri ting with buil dings, with the hospi tal’s places and infra struc tu re, puts rea li ties of dai ly life
into sharp focus – not as an abstract cate go ry, the hospi tal in its gene ric form, but the hospi -
tal as a place, lived and com p li ca ted. Mul tip le sca les emer ge, from the spe ci fic detail to the
hospi tal cam pus as a who le, a cam pus with many depart ments, spaces in bet we en, and a
long histo ry in a bust ling Sou theast Asi an metro po lis. Emplaced and spe ci fic. As much as
”no one lives in the world in gene ral”, 7 the re is no hospi tal in gene ral – howe ver much ideas of
best practi ce and stan dar di zed pro ces ses would lead us to belie ve in such a thing. Much of
the dai ly tactics making a hospi tal work ori gi na te in the exact ness of place. Being preoc cu p -
ied with stan dar di sa ti on and best practi ce – most ly dri ven by capi ta list inte rests – over looks
the rea li ties of the hospi tal’s dai ly life. At the same time, we (anthro po lo gists at least) know
that dai ly tactics and impro vi sa ti on are the rea li ty for many, if not all, hospi tals.8 The re fo re, an
eth no gra phic lens is per ti nent, beyond aca de mic acro batics. Dra wing on my eth no gra phy
and inspi red by scho larship of peop le such as Anna Tsing, Ann Lau ra Sto ler, and Yael Nava -
ro-Yas hin, I pro po se that, at the hospi tal, the dis tinc ti on bet we en human and non-human life
col lap ses.9 Infra struc tu res and the built environ ment media te the func tio ning of the hospi tal.
Here I under stand media ti on as rela tio nal, in the case of the brea t hing walls; as rup tu ring,
whe re the road severs the flow of peop le and blood; or as inde ed qui te mes sy, whe re natu re
con ti nuous ly encroa ches onto the built environ ment. When thin king of the hospi tal, a space
for health ca re, I pro po se to think, design, and plan with its mul ti p li ci ty in mind; with its human
and non-human ent an g le ments; with func tio na li ty media ted and rela ted by infra struc tu res.
Ulti ma te ly, this imp lies thin king and making a hospi tal – the hospi tal mul tip le – through the
cate go ry of practi ce. In this inter ven ti on, I have star ted radi cal ly ret hin king infra struc tu re and
the human at the hospi tal. One is depen dent on the other. Walls brea the and blood flows bet -
we en buil dings – buil dings that are taken care of by indi vi duals. Buil dings that media te. Wri -
ting with buil dings, wri ting the pipes into the eth no gra phy, is part of this ret hin king.
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part of her field notes.
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con ven ti ons. 1 Regar ding emo ti ons, tho se con ven ti ons fos ter a value sys tem that gene ral ly
con no tes fee lings as ’uns ci en ti fic’ and ’irra tio nal’, which I have descri bed as a ”cul tu re of no-
fee ling”.2 This has also led to the exclu si on of dif fi cult emo ti ons from aca de mic know led ge
pro duc ti on and the con struc ti on of rese arch metho do lo gies to invol ve as litt le affect as pos -
si b le.
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bet we en two oppo sing ten den cies:
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fee ling”.2 This has also led to the exclu si on of dif fi cult emo ti ons from aca de mic know led ge
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si b le.
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bet we en two oppo sing ten den cies:
expe ri en ce from the field rese arch
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An excep ti on to the lat ter is eth no gra phic metho do lo gy. Here the emic gaze, and thus empa -
thy, are regar ded as metho do lo gi cal tools, and emo tio nal invol ve ment is exp li cit ly encou ra -
ged.3 Eth no graph ers must thus per form an emo tio nal balan cing act bet we en ext re me ly
affec ti ve field work, which in addi ti on often takes place in cri sis regi ons, and see min g ly une -
mo tio nal eve r y day life in the aca de mic com muni ty at home. The dai ly pro fes sio nal obli ga ti ons
of eth no graph ers usual ly inclu de much more than the usual aca de mic acti vi ties of tea ching,
field work/rese arch, data ana ly sis and inter pre ta ti on, rea ding, wri ting, pub lis hing, and atten -
ding con fe ren ces. As many of my inter view part ners sta ted, a lar ge part of their day was ”lost
in bureau cra cy”, app lying for fun ding, visas, stays abroad and con fe ren ce visits, in addi ti on to
mee tings with col lea gu es, super vi sors, and stu dents in uni ver si ty com mit tees, as well as
ans we ring emails. All the se tasks are part of the eve r y day eth no gra phic life as well and are
just as essen tial to the crea ti on of know led ge as data col lec ti on or ana ly sis its elf. The se tasks
also sha pe the eve r y day emo tio nal expe ri en ce. To find out the exact role that fee lings play in
know led ge pro duc ti on and how they are per cei ved, it was the re fo re even more important for
me to not only focus on field work but to take a holistic view of eth no gra phic work.4 

In this arti c le, I will pre sent some of my rese arch fin dings 
on how (post-)pan de mic Ger man aca de mia is dea ling with
emo ti ons and men tal distress.
I first ref lect on my own role in the field and in wri ting this arti c le. I then exp lain what led to
the inc rea sed atten ti on paid to emo tio nal distress at Ger man-spea king uni ver si ties during
the COVID–19 pan de mic and to an inc rea se in pro gram mes and ser vices offe red by uni ver si -
ties and stu dy whe ther this can be seen as a radi cal chan ge to the post-COVID-19 insti tu tio -
nal hand ling of emo ti ons. I then intro du ce my ana ly sis of an aca de mic ”cul tu re of no-fee ling”,
in which indi vi dual rese ar chers remain quiet about their fee lings for fear of con dem na ti on or
nega ti ve con se qu en ces for their care ers, as well as how insti tu ti ons rein for ce this cul tu re. 
As I will show, uni ver si ties often neg lect men tal distress, refer ring to self-impro ve ment and
pro duc ti vi ty and the re by repro du cing the ideal of the emo tio nal ly con trol led rese ar cher.

Pho to graph by Julia Nina Bau mann (2022). 

The aut hor on her way to the uni ver si ty during the pan-
de mic. In the other wi se typi cal ly crow ded sub way, she is all
to her self.
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ACADEMIES OF SILENCE  Cultures of No-
Feeling
Rese ar ching my ’own kin’ has been a chal len ging but also rewar ding pri vi le ge. As a social
anthro po lo gist mys elf, I was parti cu lar ly clo se to my inter lo cu tors and thus lite ral ly per for med
an eth no gra phy at home. I con s i der it a great honour to have met inspi ring col lea gu es who
sha red their fee lings with me. Howe ver, my unu sual pro xi mi ty to the field also crea ted chal -
len ges, as this excerpt from my field dia ry shows:

”I rea li zed how much my inter views are
part of a cul tu re of con stant per for -
man ce pres su re in which I feel trap ped
as well [...]. Even though I always 
keep asking about emo ti ons, they still
very rare ly appear in what is spo ken.
Eve r y t hing hap pens in the unsaid, be-
t we en words, in facial expres si ons, in
what is cho ked back, behind the
defen ces and jus ti fi ca ti ons [...]. How
do I encap su la te the unsaid, the
unspe a ka b le, the inex pres si b le? How
do I trans form my rese arch expe ri en -
ces into a text that will later be sub ject
to the very eva lua ti on cri te ria that I am
ana ly zing wit hout jeo par di zing my own
care er?”

Entry from Julia Nina Bau mann’s field dia ry
(2021). Excerpts from rese arch data of all
sorts used, such as all direct quo ta ti ons
from inter view tran scripts, have been trans -
la ted into Eng lish by the aut hor.

As a fema le PhD can di da te and junior rese ar cher, I was part of the very hier ar chi cal ly struc-
tu red aca de mic cul tu re, like my inter lo cu tors. Even in inter views, I recog ni zed the ”cul tu re of
no-fee ling”, which made an open expres si on of senti ments dif fi cult on both sides. Only the
pro cess of buil ding mutual trust resol ved this dilem ma. Nevert he less, in some con ver sa ti ons,
emo ti ons were still not exp li cit ly expres sed but were ins tead evi dent bet we en the lines in
ges tu res and facial expres si ons. In addi ti on to the many encou ra ging con tacts, I was also
often war ned by senior col lea gu es not to beco me a ”trou b le ma ker”, a ”Nest be sch mut ze rin”
(”fou ler of one’s own nest/whist le-blo wer”), or to ”navel-gaze” becau se that would jeo par di -
ze my care er. Sin ce this rese arch is part of my PhD and aca de mic qua li fi ca ti on pro cess,
which will be eva lua ted and gra ded and will ulti ma te ly (re)sha pe my own chan ces for furt her 
aca de mic achie ve ments, it was someti mes dif fi cult to mano eu v re bet we en mere sci en ti fic
inte rest and stra te gic con s i de ra ti ons.

”I do not trust my supe riors, and I have
an emo ti on of anger toward them [...].
If I have to be honest, I do not real ly
trust anyo ne in aca de mia.”

Inter view with inter lo cu tor, anony mi zed
(2021).

Some t hing simi lar con cer ned my inter lo cu tors: no mat ter what sta tus they pos ses sed, 
they all saw them sel ves and their care ers as depen dent on a sys tem that was cha rac te ri zed
by cul tu res of pre ca ri ty, mis trust, and silen ce.
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An excep ti on to the lat ter is eth no gra phic metho do lo gy. Here the emic gaze, and thus empa -
thy, are regar ded as metho do lo gi cal tools, and emo tio nal invol ve ment is exp li cit ly encou ra -
ged.3 Eth no graph ers must thus per form an emo tio nal balan cing act bet we en ext re me ly
affec ti ve field work, which in addi ti on often takes place in cri sis regi ons, and see min g ly une -
mo tio nal eve r y day life in the aca de mic com muni ty at home. The dai ly pro fes sio nal obli ga ti ons
of eth no graph ers usual ly inclu de much more than the usual aca de mic acti vi ties of tea ching,
field work/rese arch, data ana ly sis and inter pre ta ti on, rea ding, wri ting, pub lis hing, and atten -
ding con fe ren ces. As many of my inter view part ners sta ted, a lar ge part of their day was ”lost
in bureau cra cy”, app lying for fun ding, visas, stays abroad and con fe ren ce visits, in addi ti on to
mee tings with col lea gu es, super vi sors, and stu dents in uni ver si ty com mit tees, as well as
ans we ring emails. All the se tasks are part of the eve r y day eth no gra phic life as well and are
just as essen tial to the crea ti on of know led ge as data col lec ti on or ana ly sis its elf. The se tasks
also sha pe the eve r y day emo tio nal expe ri en ce. To find out the exact role that fee lings play in
know led ge pro duc ti on and how they are per cei ved, it was the re fo re even more important for
me to not only focus on field work but to take a holistic view of eth no gra phic work.4 

In this arti c le, I will pre sent some of my rese arch fin dings 
on how (post-)pan de mic Ger man aca de mia is dea ling with
emo ti ons and men tal distress.
I first ref lect on my own role in the field and in wri ting this arti c le. I then exp lain what led to
the inc rea sed atten ti on paid to emo tio nal distress at Ger man-spea king uni ver si ties during
the COVID–19 pan de mic and to an inc rea se in pro gram mes and ser vices offe red by uni ver si -
ties and stu dy whe ther this can be seen as a radi cal chan ge to the post-COVID-19 insti tu tio -
nal hand ling of emo ti ons. I then intro du ce my ana ly sis of an aca de mic ”cul tu re of no-fee ling”,
in which indi vi dual rese ar chers remain quiet about their fee lings for fear of con dem na ti on or
nega ti ve con se qu en ces for their care ers, as well as how insti tu ti ons rein for ce this cul tu re. 
As I will show, uni ver si ties often neg lect men tal distress, refer ring to self-impro ve ment and
pro duc ti vi ty and the re by repro du cing the ideal of the emo tio nal ly con trol led rese ar cher.

Pho to graph by Julia Nina Bau mann (2022). 

The aut hor on her way to the uni ver si ty during the pan-
de mic. In the other wi se typi cal ly crow ded sub way, she is all
to her self.
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ACADEMIES OF SILENCE  Cultures of No-
Feeling
Rese ar ching my ’own kin’ has been a chal len ging but also rewar ding pri vi le ge. As a social
anthro po lo gist mys elf, I was parti cu lar ly clo se to my inter lo cu tors and thus lite ral ly per for med
an eth no gra phy at home. I con s i der it a great honour to have met inspi ring col lea gu es who
sha red their fee lings with me. Howe ver, my unu sual pro xi mi ty to the field also crea ted chal -
len ges, as this excerpt from my field dia ry shows:

”I rea li zed how much my inter views are
part of a cul tu re of con stant per for -
man ce pres su re in which I feel trap ped
as well [...]. Even though I always 
keep asking about emo ti ons, they still
very rare ly appear in what is spo ken.
Eve r y t hing hap pens in the unsaid, be-
t we en words, in facial expres si ons, in
what is cho ked back, behind the
defen ces and jus ti fi ca ti ons [...]. How
do I encap su la te the unsaid, the
unspe a ka b le, the inex pres si b le? How
do I trans form my rese arch expe ri en -
ces into a text that will later be sub ject
to the very eva lua ti on cri te ria that I am
ana ly zing wit hout jeo par di zing my own
care er?”

Entry from Julia Nina Bau mann’s field dia ry
(2021). Excerpts from rese arch data of all
sorts used, such as all direct quo ta ti ons
from inter view tran scripts, have been trans -
la ted into Eng lish by the aut hor.

As a fema le PhD can di da te and junior rese ar cher, I was part of the very hier ar chi cal ly struc-
tu red aca de mic cul tu re, like my inter lo cu tors. Even in inter views, I recog ni zed the ”cul tu re of
no-fee ling”, which made an open expres si on of senti ments dif fi cult on both sides. Only the
pro cess of buil ding mutual trust resol ved this dilem ma. Nevert he less, in some con ver sa ti ons,
emo ti ons were still not exp li cit ly expres sed but were ins tead evi dent bet we en the lines in
ges tu res and facial expres si ons. In addi ti on to the many encou ra ging con tacts, I was also
often war ned by senior col lea gu es not to beco me a ”trou b le ma ker”, a ”Nest be sch mut ze rin”
(”fou ler of one’s own nest/whist le-blo wer”), or to ”navel-gaze” becau se that would jeo par di -
ze my care er. Sin ce this rese arch is part of my PhD and aca de mic qua li fi ca ti on pro cess,
which will be eva lua ted and gra ded and will ulti ma te ly (re)sha pe my own chan ces for furt her 
aca de mic achie ve ments, it was someti mes dif fi cult to mano eu v re bet we en mere sci en ti fic
inte rest and stra te gic con s i de ra ti ons.

”I do not trust my supe riors, and I have
an emo ti on of anger toward them [...].
If I have to be honest, I do not real ly
trust anyo ne in aca de mia.”

Inter view with inter lo cu tor, anony mi zed
(2021).

Some t hing simi lar con cer ned my inter lo cu tors: no mat ter what sta tus they pos ses sed, 
they all saw them sel ves and their care ers as depen dent on a sys tem that was cha rac te ri zed
by cul tu res of pre ca ri ty, mis trust, and silen ce.
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They com p lai ned in parti cu lar about the emp loy ment con di-
ti ons – a series of poor ly paid, fixed-term con tracts, with
simul ta neous over work, poor work-life balan ce, and fami ly
incom pa ti bi li ty.
I was infor med of a fee ling of being at the mer cy of a sys tem that did not real ly app re cia te
them. Some also told me about exp loi ta ti ve rela ti onships, discri mi na ti on, bul lying, and
harass ment by supe riors or col lea gu es.5 All this led to a fun da men tal dis trust and a fee ling of
com pe ti ti on. Thus, many fea red con se qu en ces if they ope ned up to ’aca de mic kin’. This
alrea dy hints at an asso cia ti on of emo ti ons with vul ne ra bi li ty and weak ness wit hin the aca de -
mic wor king con text lea ding to nega ti ve con se qu en ces or even fai lu re. It was equal ly chal -
len ging to take an abstract view of aca de mic rea li ties and struc tu res whi le being part of and
depen dent on them at the same time. To achie ve a dif fe ren tia ted view, a high deg ree of self-
obser va ti on was neces sa ry, which I metho di cal ly pur sued in the form of autoeth no gra phic
emo ti on dia ries. In various super vi si on groups (a method adap ted from psy cho the ra py), I also
had the oppor tuni ty to talk about my mate rial and my own expe ri en ce and was thus able to
gain ano ther level of abstrac ti on. At the same time, whi le strict ly adhe ring to the prin cip le of
doing no harm, I was faced with the chal len ge of pro vi ding a holistic and cri ti cal ana ly sis of
the cul tu re under obser va ti on wit hout cau sing nega ti ve pro fes sio nal and psy cho lo gi cal con -
se qu en ces for mys elf or my rese arch par ti ci pants. This balan cing act has not only sha ped my
field work but also inf lu en ces how and in what ways I may fra me my pub li ca ti ons. This text
hen ce pur po se ful ly sets its elf out si de of the artistic-expe ri men tal fra me work of this volu me.
The more aca de mic style of wri ting is also a ref lec ti on of how aca de mic cul tu res (re)sha pe
emo ti ons. It fol lows a struc tu re as well as lin gu istic for ma li ties and modes of pre sen ta ti on
that are for med by the cir cum stan ces of its crea ti on. In my case, this also means that cer tain
things should remain uns po ken. The radi ca li ty of the text thus does not con sist in its form of
pre sen ta ti on but ins tead in its con tent.

Choo sing emo ti ons as a sub ject is alrea dy a small act of 
re bel li on in a cul tu re whe re senti ments are often sup pres sed
and whe re men tal distress is hea vi ly stig ma ti zed.
Despi te the aca de mic for mat, through the raw pre sen ta ti on of my empi ri cal mate rial, under -
lying fee lings will be trans fer red to the empa thic rea der who will the re by be able to sha re
some of the emo ti ons. This trans fer to the rea der is, in my view, a uni que fea tu re of eth no gra -
phic nar ra ti on. The pho to graphs ins er ted into the text as well as the sound s ca pe under pin
the more expe ri men tal sto ry tel ling of this volu me.

ACADEMIES OF SILENCE  Pandemic
Distress
”A midd le-aged woman sits on a com -
for ta b le arm chair uphols te red with
brown vel vet and a whi te lace blan ket.
Her hair is pin ned up; flo wers in deli -
ca te pas tel sha des intert wi ne on her
blou se; plants stand to her right and
left. She smi les at the came ra. Accor -
ding to her, the onli ne cour se will 
help me ✹to relea se some of my
exhaus ti on and fru s t ra ti on with the

cra zi ness of modern aca de mia✹. She
calls the tap ping method she pres ents
a ✹stress relea se first aid for aca de -
mics, to relea se anger, fru s t ra ti on,
exhaus ti on or other nega ti ve fee lings✹.
She exp lains its ✹sci en ti fi cal ly pro ven
posi ti ve effec t✹, which shuts down
stress recep tors in the brain. She also
descri bes her self as a ✹Stress-Relea se
Coach✹ and ✹Emo tio nal Free dom 

The ra pist✹ and uni ver si ties as one of
the ✹high-demand environ ments✹ whe -
re her work is des pe ra te ly nee ded:
✹The sys tem we know is alrea dy 
chal len ging. It was alrea dy chal len ging
befo re COVID. Peop le are disil lu sio -
ned with the fre qu ent lack of res pon se
[...] and it has just real ly gone cra zy.
And you are not the only one even if
someti mes it can feel like tha t✹, she
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tells me sit ting on the other side of the
scre en. [...] With eyes clo sed and 
brea t hing calm ly, she beg ins to draw
atten ti on to my own body, to ten si on
and tight ness. Whi le tap ping on dif-
fe rent body points (head, eye brow,
chin, hand...), various sta te ments are
repea ted about nega ti ve emo ti ons
(such as ”I accept that I am exhaus ted
by this sys tem✹, ✹The re is never a 
good time to take a bre ak✹, ✹It is too
much for one per son✹). Again and
again, the own inten si ty of my fee ling
is requ es ted after the tap ping. The
goal is to feel ligh ter and more rela xed.
If the nega ti ve fee lings ✹that you often
can’t give a voice to✹ are named, a 
tap ping round with posi ti ve asso cia ti -
ons is added. ✹Plea se don’t suf fer 
in silen ce✹, she says ✹I know you can’t
chan ge the sys tem and you can’t
restruc tu re the who le uni ver si ty [...]
but you can chan ge your own stress
level. And let’s hope the chan ges in
the sys tem will hap pen soon✹.”

Entry from Julia Nina Bau mann’s field dia ry
(2022).

This eth no gra phic vig net te descri bes
one of many cour ses on emo tio nal
distress offe red to aca de mics that I
parti ci pa ted in during my rese arch
(onli ne and in situ).

In recent years, the re has been an inc rea sing demand for advice on how to ”sur vi ve and 
thri ve in aca de mia”.6 The se aca de mic ”fear ent re p re neurs” work with their cli ents’ anxie ties
in a stea di ly gro wing mar ket.7 Recent ly, uni ver si ties have inc rea sin g ly beco me custo mers
and pro vi ders of such ser vices. In many cases, the cour ses are offe red by the insti tu ti ons and
the instruc tors are paid by them, or by third par ties, such as health insuran ce com pa nies, for
examp le as part of the uni ver si ty’s health mana ge ment. In most cases, howe ver, the coa ches
at the work shops I atten ded were not emp loy ed by the uni ver si ty but were self-emp loy ed
and were thus only remu n e ra ted for a num ber of hours. When tal king to the cour se instruc -
tors, I was also inte res tin g ly told of poor wor king con di ti ons as well as depen den cies in many
cases. They often reg ret ted that the pay ment was usual ly not suf fi ci ent for lon ger-term offe -
rings or that cer tain con tent was not pro mo ted. Many felt that they were not free to design
the cour se con tent but nee ded to fol low cer tain gui de li nes set by the insti tu ti ons.
In the pre-pan de mic Ger man-spea king aca de mic world, such offers could have been found
only spo ra di cal ly. But the COVID-19 pan de mic has sig ni fi cant ly chan ged this situa ti on and
can – accor ding to my rese arch fin dings – be seen as a tur ning point in the con s i de ra ti on of
emo tio nal chal len ges in aca de mic wor king life. Ger man uni ver si ty web si tes now inclu de, 
for examp le, onli ne cour ses on ”Dea ling with nega ti ve emo ti ons at work”, offers from psy cho -
so cial coun sel ling cen t res out si de the uni ver si ty, such as the Covid Help Lines, and trai ning
on how to deal with tho se affec ted by cri ses. The rea son for this is that the pan de mic years
brought eve r y day chan ges that affec ted all social groups in one way or ano ther: for examp le,
they led to per sis tent social iso la ti on as a result of the sta g na ti on of pub lic life. Even if 
Ger ma ny, unli ke other Euro pe an coun tries, never expe ri en ced a com p le te lock down with
harsh cur fews, so-cal led ✵so cial dis tan cing”, which soon beca me a buzz word for kee ping
safe dis tan ces, also had a sig ni fi cant nega ti ve impact on Ger mans’ men tal well being, as
recent stu dies imp ly.8
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They com p lai ned in parti cu lar about the emp loy ment con di-
ti ons – a series of poor ly paid, fixed-term con tracts, with
simul ta neous over work, poor work-life balan ce, and fami ly
incom pa ti bi li ty.
I was infor med of a fee ling of being at the mer cy of a sys tem that did not real ly app re cia te
them. Some also told me about exp loi ta ti ve rela ti onships, discri mi na ti on, bul lying, and
harass ment by supe riors or col lea gu es.5 All this led to a fun da men tal dis trust and a fee ling of
com pe ti ti on. Thus, many fea red con se qu en ces if they ope ned up to ’aca de mic kin’. This
alrea dy hints at an asso cia ti on of emo ti ons with vul ne ra bi li ty and weak ness wit hin the aca de -
mic wor king con text lea ding to nega ti ve con se qu en ces or even fai lu re. It was equal ly chal -
len ging to take an abstract view of aca de mic rea li ties and struc tu res whi le being part of and
depen dent on them at the same time. To achie ve a dif fe ren tia ted view, a high deg ree of self-
obser va ti on was neces sa ry, which I metho di cal ly pur sued in the form of autoeth no gra phic
emo ti on dia ries. In various super vi si on groups (a method adap ted from psy cho the ra py), I also
had the oppor tuni ty to talk about my mate rial and my own expe ri en ce and was thus able to
gain ano ther level of abstrac ti on. At the same time, whi le strict ly adhe ring to the prin cip le of
doing no harm, I was faced with the chal len ge of pro vi ding a holistic and cri ti cal ana ly sis of
the cul tu re under obser va ti on wit hout cau sing nega ti ve pro fes sio nal and psy cho lo gi cal con -
se qu en ces for mys elf or my rese arch par ti ci pants. This balan cing act has not only sha ped my
field work but also inf lu en ces how and in what ways I may fra me my pub li ca ti ons. This text
hen ce pur po se ful ly sets its elf out si de of the artistic-expe ri men tal fra me work of this volu me.
The more aca de mic style of wri ting is also a ref lec ti on of how aca de mic cul tu res (re)sha pe
emo ti ons. It fol lows a struc tu re as well as lin gu istic for ma li ties and modes of pre sen ta ti on
that are for med by the cir cum stan ces of its crea ti on. In my case, this also means that cer tain
things should remain uns po ken. The radi ca li ty of the text thus does not con sist in its form of
pre sen ta ti on but ins tead in its con tent.

Choo sing emo ti ons as a sub ject is alrea dy a small act of 
re bel li on in a cul tu re whe re senti ments are often sup pres sed
and whe re men tal distress is hea vi ly stig ma ti zed.
Despi te the aca de mic for mat, through the raw pre sen ta ti on of my empi ri cal mate rial, under -
lying fee lings will be trans fer red to the empa thic rea der who will the re by be able to sha re
some of the emo ti ons. This trans fer to the rea der is, in my view, a uni que fea tu re of eth no gra -
phic nar ra ti on. The pho to graphs ins er ted into the text as well as the sound s ca pe under pin
the more expe ri men tal sto ry tel ling of this volu me.

ACADEMIES OF SILENCE  Pandemic
Distress
”A midd le-aged woman sits on a com -
for ta b le arm chair uphols te red with
brown vel vet and a whi te lace blan ket.
Her hair is pin ned up; flo wers in deli -
ca te pas tel sha des intert wi ne on her
blou se; plants stand to her right and
left. She smi les at the came ra. Accor -
ding to her, the onli ne cour se will 
help me ✹to relea se some of my
exhaus ti on and fru s t ra ti on with the

cra zi ness of modern aca de mia✹. She
calls the tap ping method she pres ents
a ✹stress relea se first aid for aca de -
mics, to relea se anger, fru s t ra ti on,
exhaus ti on or other nega ti ve fee lings✹.
She exp lains its ✹sci en ti fi cal ly pro ven
posi ti ve effec t✹, which shuts down
stress recep tors in the brain. She also
descri bes her self as a ✹Stress-Relea se
Coach✹ and ✹Emo tio nal Free dom 

The ra pist✹ and uni ver si ties as one of
the ✹high-demand environ ments✹ whe -
re her work is des pe ra te ly nee ded:
✹The sys tem we know is alrea dy 
chal len ging. It was alrea dy chal len ging
befo re COVID. Peop le are disil lu sio -
ned with the fre qu ent lack of res pon se
[...] and it has just real ly gone cra zy.
And you are not the only one even if
someti mes it can feel like tha t✹, she
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tells me sit ting on the other side of the
scre en. [...] With eyes clo sed and 
brea t hing calm ly, she beg ins to draw
atten ti on to my own body, to ten si on
and tight ness. Whi le tap ping on dif-
fe rent body points (head, eye brow,
chin, hand...), various sta te ments are
repea ted about nega ti ve emo ti ons
(such as ”I accept that I am exhaus ted
by this sys tem✹, ✹The re is never a 
good time to take a bre ak✹, ✹It is too
much for one per son✹). Again and
again, the own inten si ty of my fee ling
is requ es ted after the tap ping. The
goal is to feel ligh ter and more rela xed.
If the nega ti ve fee lings ✹that you often
can’t give a voice to✹ are named, a 
tap ping round with posi ti ve asso cia ti -
ons is added. ✹Plea se don’t suf fer 
in silen ce✹, she says ✹I know you can’t
chan ge the sys tem and you can’t
restruc tu re the who le uni ver si ty [...]
but you can chan ge your own stress
level. And let’s hope the chan ges in
the sys tem will hap pen soon✹.”

Entry from Julia Nina Bau mann’s field dia ry
(2022).

This eth no gra phic vig net te descri bes
one of many cour ses on emo tio nal
distress offe red to aca de mics that I
parti ci pa ted in during my rese arch
(onli ne and in situ).

In recent years, the re has been an inc rea sing demand for advice on how to ”sur vi ve and 
thri ve in aca de mia”. 6 The se aca de mic ”fear ent re p re neurs” work with their cli ents’ anxie ties
in a stea di ly gro wing mar ket.7 Recent ly, uni ver si ties have inc rea sin g ly beco me custo mers
and pro vi ders of such ser vices. In many cases, the cour ses are offe red by the insti tu ti ons and
the instruc tors are paid by them, or by third par ties, such as health insuran ce com pa nies, for
examp le as part of the uni ver si ty’s health mana ge ment. In most cases, howe ver, the coa ches
at the work shops I atten ded were not emp loy ed by the uni ver si ty but were self-emp loy ed
and were thus only remu n e ra ted for a num ber of hours. When tal king to the cour se instruc -
tors, I was also inte res tin g ly told of poor wor king con di ti ons as well as depen den cies in many
cases. They often reg ret ted that the pay ment was usual ly not suf fi ci ent for lon ger-term offe -
rings or that cer tain con tent was not pro mo ted. Many felt that they were not free to design
the cour se con tent but nee ded to fol low cer tain gui de li nes set by the insti tu ti ons.
In the pre-pan de mic Ger man-spea king aca de mic world, such offers could have been found
only spo ra di cal ly. But the COVID-19 pan de mic has sig ni fi cant ly chan ged this situa ti on and
can – accor ding to my rese arch fin dings – be seen as a tur ning point in the con s i de ra ti on of
emo tio nal chal len ges in aca de mic wor king life. Ger man uni ver si ty web si tes now inclu de, 
for examp le, onli ne cour ses on ”Dea ling with nega ti ve emo ti ons at work”, offers from psy cho -
so cial coun sel ling cen t res out si de the uni ver si ty, such as the Covid Help Lines, and trai ning
on how to deal with tho se affec ted by cri ses. The rea son for this is that the pan de mic years
brought eve r y day chan ges that affec ted all social groups in one way or ano ther: for examp le,
they led to per sis tent social iso la ti on as a result of the sta g na ti on of pub lic life. Even if 
Ger ma ny, unli ke other Euro pe an coun tries, never expe ri en ced a com p le te lock down with
harsh cur fews, so-cal led ✵so cial dis tan cing”, which soon beca me a buzz word for kee ping
safe dis tan ces, also had a sig ni fi cant nega ti ve impact on Ger mans’ men tal well being, as
recent stu dies imp ly.8
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”During Covid and onli ne tea ching, 
the cam pus was com p le te ly dead, of 
cour se! [...] Unfort u na te ly, it hasn’t
reco ve r ed from that yet eit her, and
pro bab ly won’t again.”

Inter view with inter lo cu tor, anony mi zed
(2022).

”[During the pan de mic] I didn’t talk to
peop le for weeks, you know [...]. Also,
the way the uni ver si ty works is very
neo li be ral, you know, they were paying
us a hund red per cent of our sala ry 
but were expec ting 110%. We were
wor king three times as much with on-
li ne tea ching and eve r y t hing. The re
was abso lu te ly no addres sing of how
that could be tough for anyo ne [...], no
addres sing of the emo ti ons, the fee -
lings we all had and the sad ness and
some fear and [...] I don’t know, the
lone li ness and just [...] the tired ness
and eco no mic con cerns.”

Inter view with inter lo cu tor, anony mi zed
(2021).

Aca de mic faci li ties were parti cu lar ly affec ted by the pan de mic. The pre vious ly crow ded
cam pu ses were left emp ty; lec tu res, con fe ren ces and mee tings were redu ced to a mini mum
and held exclu si ve ly onli ne. Even social events and ritua li zed cele b ra ti ons had to be shif ted to
the vir tual realm, as shown in the pic tu re below of a vir tual onli ne the sis defen ce.

Pho to graph pub lis hed with the per mis si on of the crea tor, anony mi -
zed (2022).

Vir tual Dis(connec ti on): Defen ding a PhD the sis in the 
pan de mic.

Uni ver si ties mas te red this trans for ma ti on of eve r y day aca de mic life into the onli ne realm 
and vir tual spaces only slow ly. Sub se qu ent ly, the pan de mic ini tial ly began with wide s p read
silen ce and sta g na ti on, which is also ref lec ted in the sound s ca pe below, which acousti cal ly
accom pa nied the begin ning days of my rese arch.
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Pro xi mi ty in dis tan ce – an acoustic
impres si on of a PhD stu dent’s day in
the pan de mic: The aut hor has cap-
tu red her work autoeth no gra phi cal ly
and acousti cal ly. The focus was on 
the soli ta ry silen ce that cha rac te ri zes
her eve r y day life as an aca de mic,
inter rup ted only by very rough, noi sy
pau ses (foot s teps on the asphalt, 
sub way noi se, announ ce ments, alarm
clocks, key stro kes on the key board,
etc.). Inter per so nal reso nan ce (Rosa
2019) is hard to find in the recor ding.
An excep ti on is vir tual con ver sa ti ons,
which the aut hor held during look -
down often eit her with fri ends and
fami ly or with her rese arch inter lo cu -
tors. But the se are not recor ded due 
to data pro tec ti on but are only rep re -
sen ted by emp ty tones at the begin -
ning of the con ver sa ti on. In this way,
they show ano ther dimen si on of silen -
ce, in this case a pro tec ti ve silen ce.
The sound s ca pe is thus by no means a
value-free pro duct but is inten ded qui -
te deli be ra te ly to indu ce emo ti ons in
the lis te ner and to make the insights
gai ned from the rese arch arti c le ’expe -
ri en ceab le’ also on a phy si cal level.

Sound s ca pe: Pro xi mi ty in dis tan ce – an
acoustic impres si on of a PhD stu dent’s day
in the pan de mic (2022). 
AUDIO cache.ch/1704

For aca de mic staff, howe ver, this still meant wor king from a home office and at a great 
di s tan ce from pro fes sio nal col lea gu es. In this environ ment, emo tio nal impair ment, sick lea ve,
and men tal health pro b lems inc rea sed alar min g ly among rese ar chers. The men tal health of
stu dents was parti cu lar ly nega ti ve ly affec ted.9 Whi le many sur veys and pub li ca ti ons have
drawn atten ti on to this fact, parti cu lar ly at the under gra dua te level, com pa ra b le atten ti on to
aca de mic staff has been lar ge ly absent. Alt hough the re is occa sio nal evi den ce that junior
rese ar chers in parti cu lar were ext re me ly affec ted by the ”hyper-uncer tain ty” brought on by
the pan de mic,10 rese arch at the post-doc to ral and pro fes s o rial levels is lar ge ly lacking. This
ref lects not only the pre vious ly descri bed aca de mic ”cul tu re of no-fee ling”, in which emo ti ons
are often seen as unpro fes sio nal but also the gene ral stig ma tiza ti on of peop le with emo ti on-
al distress in Ger ma ny.11 Often, this stig ma tiza ti on also leads to taboo and thus to silen ce.
Many affec ted per sons do not talk about their con di ti on for fear of con dem na ti on, loss of
sta tus or job, or social exclu si on. 12 The fear of con se qu en ces is parti cu lar ly felt in pro fes sio -
nal con texts. 13 This was also ref lec ted in my rese arch.

Many rese ar chers sha red a fee ling that it was almost for bid -
den to talk about men tal health issu es, pro b lems with 
su per vi sors, or dif fi cul ties with field work and rese arch parti ci -
pants.
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They fea red being label led by the aca de mic com muni ty as not being a ’good rese ar cher’ or
not being seen as ’tough’ enough. Several ear ly care er rese ar chers told me that their
attempts to talk about emo tio nal distress had been met with ”pull your self toge ther” and
”buck le up” advice by their super vi sors or col lea gu es. Howe ver, many tenu red pro fes sors
also told me that they felt overwhel med when peop le approa ched them with emo tio nal 
pro b lems. They mis sed having a con tact per son or advi sor in the aca de mic insti tu ti on to
whom they could turn for coun sel ling.

ACADEMIES OF SILENCE  University
Structures
Alt hough the pan de mic has had a strong nega ti ve impact on the men tal health of aca de mics,
it can not be seen as a sing le trig ger for cer tain emo tio nal phe no me na but rather acted as 
a bur ning glass and cata lyst high ligh ting exis ting pro b lems. As the world wi de bien nial ✵Na tu -
re PhD Sur vey” from 2019 shows,14 ”gra dua te stu dents are more than six times as like ly to
expe ri en ce dep res si on and anxie ty as com pa red to the gene ral popu la ti on”. 15 At the same
time, very few of tho se who sought help found it at their uni ver si ty. 16 This was con fir med 
by several of my inter vie wees, who veri fied that it is very ”unu sual” or at least ”ext re me ly dif -
fi cult” to app ly for rese arch super vi si on or men tal sup port at fun ding agen cies or uni ver si ties.
Many even spo ke of refrai ning from requ es ting such sup port for fear of being seen as not
high per for ming enough. 17 To avo id con tac ting their super vi sors, loo pho les are often sought.

”I knew that doing a doc to ra te is
exhaus ting [...], it was com p le te ly clear
to me that doing a PhD is pret ty much
cer tain to result in a men tal health 
cri sis.”

Inter view with inter lo cu tor, anony mi zed
(2022).

”Get ting any kind of super vi si on has
always been dif fi cult [...]. I would say
that you must go pri va te ly to a psy cho -
the ra pist, and he/she should diag no se
you with some t hing like bor der li ne or
schi zo ph re nia. And then you app ly 
pri va te ly for health insuran ce fun ding,
and you will cer tain ly get it with such 
a diag no sis and then you have your
rese arch super vi si on [...]. That is very
com mon, and many peop le have done
it that way [...].”

Inter view with inter lo cu tor, anony mi zed
(2022).

Con s i de ring the strong stig ma tiza ti on of men tal ill nes ses, parti cu lar ly schi zo ph re nia, I was
sur pri sed to find out that aca de mics pre fer red to face stig ma tiza ti on from this inven ted diag -
no sis over psy cho lo gi cal super vi si on at their work place. To inves ti ga te why so many aca-
de mics repor ted that they did not recei ve help at their work places, not even from the exis ting
sup port ser vices, I visi ted appro xi ma te ly 35 events, work shops, and pro gram mes rela ting to
emo ti on and men tal distress at various Ger man-spea king uni ver si ties, onli ne and in situ,
befo re and after the pan de mic. For examp le, I joi ned a furt her edu ca ti on pro gram me that
aimed to ”main tain and streng t hen men tal and phy si cal health”. The cour se tit le imp lied that
the work shop goal was ”buil ding up res i li en ce” in aca de mic work in parti cu lar. But in my
expe ri en ce, it main ly fol lo wed the tenor: the more effi ci ent ly you plan your time, the more
work you can fit into less time, and thus the more oppor tuni ties for free time you can have
and the bet ter you will feel. The re fo re, we lear ned various time mana ge ment tech ni qu es,
which should ”ulti ma te ly boost your pro duc ti vi ty”. The cour se lea der exp lai ned that stress is
most ly cau sed by one self, which is why in the second part of the work shop inner doc tri nes
were to be iden ti fied and over co me, which would ulti ma te ly make us ”more effi ci ent” and
the re fo re also more ”suc cess ful emp loyees”: ”Doing your job right and get ting things done in
time will ulti ma te ly make you feel bet ter”, he said. The script sta ted:

II/18

–

”The term work-life balan ce stands 
for a sta te in which work and pri va te
life are in har m o ny with each other, or
in other words, it is a posi ti ve balan ce
bet we en life and work in which I not
only feel good as a per son, but I also
feel parti cu lar ly pro duc ti ve and mean-
ing ful.”

Cita ti on from the work shop script (2022).

This examp le shows cle ar ly how stron g ly men tal res i li en ce is asso cia ted with pro duc ti vi ty
and per for man ce in such cour ses. It was striking that alrea dy often in the tit le of the se
events, the words mana ge ment and effi ci en cy were lin ked to emo ti on and men tal health.
Even the orga niza ti on of lei su re time and rela xa ti on was often placed in a com pe ti ti ve con text
and vie w ed through the lens of inc rea sing effi ci en cy. Time for per so nal sha ring was limi t ed to
a few cour ses. Ref lec ti on on exis ting struc tu res, which could also lead to the suf fe ring of the
parti ci pants, was main ly absent. Ins tead, psy cho lo gi cal stress was sty li zed as the sole pro b -
lem of the indi vi dual that should be ”trai ned away”, ”over co me”, or at least not beco me visi b le
in eve r y day work per for man ce by adop ting the various ”tips and tricks” taught in the cour ses.

Wit hin this per for man ce cul tu re, the noti on of emo tio nal ly or
men tal ly distres sed peop le wit hin aca de mic work cul tu res as
not con du ci ve to aca de mia was parti cu lar ly striking.
During a work shop on the role of uni ver si ty senior staff who were team lea ders of emp loyees
with men tal health pro b lems, I first obser ved that the majo ri ty of the par ti ci pants see med 
to belong to the uni ver si ty’s lib ra ry and admi ni s t ra ti ve staff. The cour se lea der, a trai ned psy -
cho lo gist, con fir med that from her point of view rese ar chers or lec tu rers would only very
rare ly take advan ta ge of such offers. The rea liza ti on that they also belon ged to the exe cu ti ve
staff had ”not yet arri ved” in most cases, she noted. At the same time, I was stun ned at what
defi ni ti ons of men tal ill ness were taught in the cour se: at first, the instruc tor pre sen ted
various cli ni cal pic tu res, strict ly accor ding to the Inter na tio nal Clas si fi ca ti on of Disea ses 10th
Revi si on (ICD-10) and Diag nostic and Sta tis ti cal Manual of Men tal Dis or ders, Fifth Edi ti on
(DSM-5). She reg ret ted that she could ”not take anyo ne like them with her” to ”demon s t ra te”
the se con di ti ons to the cour se par ti ci pants.18 ”Someo ne told me this might be une thi cal”, 
she said lau ghin g ly. After wards, the par ti ci pants were cal led upon to descri be their own
expe ri en ces with men tal ly ill emp loyees. From my point of view, this quick ly deve lo ped into a
round of com p laints about emp loyees who were ’not func tio ning well’ and whom one would
”actual ly like to get rid of, but who could not be dis mis sed so easi ly becau se of the regu la ti -
ons in the pub lic sec tor”, as one par ti ci pant sta ted. I was the only one who open ly sta ted that
I had once expe ri en ced a men tal cri sis mys elf. I found it par ti cu lar ly frigh te ning that the par ti -
ci pants soon also sha red qui te dis mis si ve sto ries of peop le with spe cial needs, in this case 
a per son who was hard of hea ring, or older indi vi duals or peop le from the les bi an, gay, bis ex-
ual, trans, inter sex and queer (LGB TIQ+) com muni ty.

”We have a per son in the team who no
lon ger wants to be addres sed as Mr.
XY, but as Mrs. XY. I just can’t remem -
ber that, and I think it’s sil ly and now
[s]he keeps saying [s]he feels men tal ly
aff lic ted becau se we don’t address 
her as Mrs. and [s]he keeps star ting to
cry and stuff [rolls her eyes]. I can’t
real ly take that serious ly.”

Entry from Julia Nina Bau mann’s field dia ry
(2022).

Parti ci pant at a work shop on men tal
ill ness of uni ver si ty emp loyees.
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ber that, and I think it’s sil ly and now
[s]he keeps saying [s]he feels men tal ly
aff lic ted becau se we don’t address 
her as Mrs. and [s]he keeps star ting to
cry and stuff [rolls her eyes]. I can’t
real ly take that serious ly.”

Entry from Julia Nina Bau mann’s field dia ry
(2022).

Parti ci pant at a work shop on men tal
ill ness of uni ver si ty emp loyees.
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The cour se instruc tor did not inter rupt the se descrip ti ons but used her exper ti se to give tips
on how to deal with the se indi vi duals, which were not inf re qu ent ly ways of ”bypas sing the
staff coun cil and the labour law”. Cour ses like the se, unfort u na te ly, can not be seen as excep -
ti ons at all in my field expe ri en ce and show that the terms emo tio nal distress or men tal ill ness
are like ly to gene ral ly inclu de peop le who see min g ly do not fit into the sys tem and/or seem 
to make work pro ces ses more chal len ging.

ACADEMIES OF SILENCE  Radical Mental
Health

Dra wing by Julia Nina Bau mann (2022), ball pen on paper.

The strugg le for men tal health in aca de mia often beca me
clear through what was left unsaid. In an attempt to docu -
ment the unsaid, the aut hor often used artistic methods 
to cap tu re atmos phe res as exten si ve ly and vivid ly as pos si -
b le. The pic tu re abo ve shows such a dra wing, jot ted down
quick ly in her field dia ry short ly after an inter view with an
inter lo cu tor. The main thing cap tu red here is the inter vie -
wee’s pos tu re in quiet moments during the con ver sa ti on, as
well as the recur ring men ti on of word pair ✵men tal health”. 

Ger man uni ver si ties have beco me more atten ti ve to men tal distress becau se of the pan dem-
ic, which has cer tain ly con tri bu ted to the fact that emo ti ons are dis cus sed at all wit hin aca -
de mic con texts and has crea ted a grea ter awa re ness of emo tio nal chal len ges in Ger man
aca de mia (see #ich bin h an na). Howe ver, my fin dings show that the se approa ches aimed to
inte g ra te the indi vi dual back into a cul tu re that has defi ned pro duc ti vi ty and per for man ce as
its hig hest gui ding value and under stands any form of emo tio nal expe ri en ce as a cons traint
or ’per so nal trans gres si on’, even tho se that are con s i de red bene fi cial.

”I was very sur pri sed that we even had
psy cho lo gi cal super vi si on appro ved 
in our pro ject app li ca ti on [...]. The
money was the re, but nevert he less,
the super vi si on was the first thing cut
by the pro ject mana ge ment due to the
COVID res tric ti ons.”

Inter view with inter lo cu tor, anony mi zed
(2022).

The pan de mic has repro du ced a cer tain under stan ding of what it means to be a good aca-
de mic more than ever: uni ver si ties remain places of strict con trol over one’s emo ti ons, whe re
fee lings are con no ted as unpro fes sio nal and must the re fo re be res trai ned.19 But this ext re me
form of emo ti on work in high ly com pe ti ti ve and inse cu re environ ments often does not remain
wit hout con se qu en ces. In my case, inter vie wees often told me that they per cei ved their emo -
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tio nal distress as a per so nal failu re to ”endu re” the sci en ti fic sys tem. 20 In my view, this is pre -
ci se ly why aca de mics are parti cu lar ly affec ted by men tal health issu es. At the same time, the 
uni ver si ties’ view of men tal pro b lems rein for ces the se pre dis po si ti ons. The idea of easing
men tal health issu es by enhan cing one’s pro duc ti vi ty is ent i re ly in line with the spi rit of 
uni ver si ties, which are inc rea sin g ly tur ning towards con stant per for man ce impro ve ments in 
a busi ness-like man ner.21 This chan ge, often descri bed under the key words ”neo li be ra liza ti -
on” or ”aca de mic capi ta lism”,22 inclu des not only an ongoing shift away from sta te fun ding
towards inc rea sed third-par ty fun ding but also a stron ger mar ket-based ori en ta ti on of 
hig her edu ca ti on. Uni ver si ties estab lis hed a ser vice cul tu re, edu ca ti on beca me a con su mer
good to a grea ter extent, and insti tu ti ons now see them sel ves as suc cess-ori en ted. Among
other things, com pe ti ti on bet we en rese ar chers, uni ver si ties, and sta tes has been insti tu tio -
na li zed and inten si fied. 

Aca de mic work is under gro wing pres su re to per form, like the
pres su re to pub lish and to com pe te in pre ca rious emp loy ment
con di ti ons.
Failu re, for mer ly a cru cial part of the trial-and-error prin cip le of aca de mia, is per cei ved as 
a com pe ti ti ve disad van ta ge. At the same time, uni ver si ty admi ni s t ra ti on expan ded con stant ly
whi le exter nal pro vi ders and agen cies simul ta neous ly play ed a gro wing role, such as in 
pro vi ding men tal health cour ses. A stron ger focus on men tal distress is thus by no means
indi ca ti ve of a chan ge in this cul tu re. Many pro gram mes are inten ded to ser ve only as brid g-
ing aid and are soon pha sed out again or have alrea dy been ter mi na ted, often accom pa nied
by only short-term fun ding. This is also shown by the expe ri en ce of my inter lo cu tors who
con fir med that psy cho lo gi cal sup port, if it was pro vi ded at all, would be the first ser vice to be
cut. The dec li ning num ber of parti ci pants from 2022, which many cour se pro vi ders have told
me about, have led to the mis ta ken belief at uni ver si ties that the men tal load of emp loyees
and stu dents has dec rea sed again. But in recent months espe cial ly, when the effects of the
pan de mic gra dual ly sub si ded, rese arch parti ci pants repor ted to me an abo ve-avera ge num -
ber of absen ces from work due to men tal health pro b lems.

In aca de mia, the idea seems to pre vail that grea ter pres su re
due to the ear ly expi ra ti on of con tracts affects inno va ti on
poten tial and work effort. Howe ver, most sci en ti fic stu dies
show that emo tio nal sta bi li ty is parti cu lar ly important for good
work per for man ce.
Cou p led with expe ri en ces of discri mi na ti on, poor pro s pects, pre ca rious wor king con di ti ons,
fami ly unfri end li ness, and an almost unre achab le work-life balan ce, aca de mia is thus in-
c rea sin g ly tur ning out to be an unde si ra b le wor king environ ment.23 Recent deba tes con cer -
ning pre ca ri ty (#ich bin h an na) or work ope ra ti ons (#qu iet quit ting) also reveal a shift in the
aca de mic com muni ty. The inc rea sing num ber of diag no ses among young peop le could also
be rela ted to the fact that wit hin this age group judg men tal doc tri nes are on a stea di ly dec -
rea sing trend.24 This might also indi ca te that they attach more import an ce to health-pro mo -
ting wor king con di ti ons and are more like ly to seek psy cho the ra peutic help. Furt her rese arch
in this area remains immen se ly important. But cer tain depart ments, espe cial ly in the natu ral
sci en ces, are alrea dy begin ning to have pro b lems pro per ly fil ling their chairs. Ger man aca de -
mic insti tu ti ons will have to res pond to this trend, not least becau se rising ill ness rates will
cau se las ting dama ge to aca de mic ope ra ti ons in the long term. Uni ver si ties, as usual ly sta te-
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Wit hout this remar ka b ly firm belief in my work and the trust placed in me here, this arti c le would not have been writ ten. It grew out
of a paper I pre sen ted at the panel ”Sub or d i na te Fee lings – Enco un te ring Health Regi mes in Psy ch ia try and Aca de mia”, which I co-
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2 Pierre Bour dieu: Homo Aca de mi cus, Frank furt am Main: Suhr kamp (1988); in the following text, emotions, feelings, and sentiments
are understood as synonyms. For a more precise specification, see Jack Bar ba let: ”Sci en ce and Emo ti ons”, in: The Socio lo gi cal
Review 50/2 (2002), pp. 132–150; Julia Nina Bau mann: ”The Eth no graph ers’ Fear to Feel: Mano eu vring through an Affec ti ve Com -
muni ty of No-Fee ling wit hin the Aca de me”, in: Emo ti ons and Socie ty 4/3 (2022), pp. 375–394; Charlotte Bloch: Pas si on and Para -
noia: Emo ti ons and the Cul tu re of Emo ti on in Aca de mia, New York, Lon don: Rout led ge (2012), p. 140.

3 Vincent Cra panz a no: ”After word”, in: Marc Man ga na ro (ed.): Moder nist Anthro po lo gy: From Field work to Text, Prin ce ton: Prin ce ton
Uni ver si ty Press (1990), pp. 300–308.

4 I carried out ethnographic research between September 2019 and September 2021 as well as in the spring of 2022 and conducted
over forty semi-structured online interviews with a diverse range of ethnographers from different disciplines and backgrounds (in
terms of class, gender, age, and ethnicity). My interviews have been accompanied by a series of informal talks with colleagues,
academic staff, and academic activists in addition to participant observations at conferences, workshops, meetings, and coaching
sessions within German-speaking academia. Gaining trust was therefore a crucial element in my research and is also the reason
why in this article all direct quotes are provided without further context to protect the identity of my interlocutors in a rather small
ethnographic community. Therefore, all places and persons mentioned in the text, in direct interview quotations and descriptions,
are pseudonymized or even anonymized.

5 Julia Nina Baumann: ”Contesting Academic Cultures of Power Abuse”, in: Boasblogs – Contested Knowledge,
https://boasblogs.org/contestedknowledge/contesting-academic-cultures-of-power-abuse/ (2023).

6 Kate Woodthor pe: Sur vi ve and Thri ve in Aca de mia: The New Aca de mic’s Pocket Men tor, Lon don: Rout led ge (2018), p. 1.
7 Frank Fure di: ”New Dimen si ons: The Growth of a Mar ket in Fear”, in: Havidán Rod ri gu ez, Enrico Qua ran tel li, Russell R. Dynes (eds.):

Hand book of Disas ter Rese arch, New York: Sprin ger (2007), pp. 508–520, p. 509.
8 Deut sche Psy cho the ra peu ten Ver ei ni gung e.V. (DPtV) (ed.): Report Psy cho the ra pie (2021),

https://www.dptv.de/fileadmin/Redaktion/Bilder_und_Dokumente/Wissensdatenbank_oeffentlich/Report_Psychotherapie/
DPtV_Report_Psychotherapie_2021.pdf.

9 Maxi Weber, Lars Schul ze, Teresa Bol zen köt ter et al.: ”Men tal Health and Lone li ness in Uni ver si ty Stu dents during the COVID-19
Pan de mic in Ger ma ny: A Lon gitu di nal Stu dy”, in: Front Psy ch ia try 13/848645 (2022).

fun ded agen cies, should play a model role here. This res pon si bi li ty must be taken serious ly,
parti cu lar ly becau se the health of new gene ra ti ons of rese ar chers depends on it. We all,
mys elf inclu ded, sha pe and sta bi li ze an aca de mic wor king cul tu re that prio ri ti zes work over
health and well being.

It is time to recog ni ze that wor king cul tu res dee p ly affect 
re se arch pro jects as well as rese ar chers and have a las ting
influ en ce on the crea ti on of know led ge.
A ret hin king towards a radi cal health per spec ti ve to coun ter act this imba lan ce is the re fo re
requi red. Atten ti on must be drawn to men tal bur dens in aca de mia and their sys te mic basis
wit hout fear of pro fes sio nal con se qu en ces. Rese arch on one’s own aca de mic cul tu re should
be stron g ly encou ra ged. Emo ti ons must be per cei ved as a fun da men tal part of aca de mic
work and not as an obst a c le. This also inclu des deve lo ping a pro gram me or trai ning, pre fer-
ab ly from exter nal pro vi ders to avo id depen den cies, for uni ver si ty staff, espe cial ly with
super vi sing duties, on how to pro tect one self and how to sup port others in dea ling with emo -
tio nal distress. Uni ver si ties need to estab lish per ma nent posi ti ons and long-term fun ding
that can offer long-term super vi si on and sup port in dif fi cult situa ti ons. Power imba lan ces
and depen den cies should be ref lec ted upon, in addi ti on to indi vi dual agen cy. Toge ther, aca -
de mic cul tu re must be rede sig ned by all of us to beco me an app re cia ti ve work place 
that pro mo tes coope ra ti on and sup port. In eth no gra phic work and anthro po lo gi cal pro ject
assess ment in parti cu lar, this also means not seeing field work as the only risk for men tal
distress. Ins tead, pro jects must be under stood holisti cal ly, and threats at home must also be
taken serious ly.
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TRAVELLING POLICIES  Expanding HIV
Treatment

Col la ge of field work pho to graphs by Than de ka Dla mi ni-Sime la ne,
Hhoh ho Regi on, Swa zi land (2022).

The cli nic and wor king tools for expert pati ents.

”It’s been a long jour ney that star ted
with PLHIV [Peop le living with
HIV/AIDS] con s i de red frail peop le suf -
fe ring from a debi li ta ting and stig ma ti -
zing disea se asso cia ted with pro mis -
cui ty and a cur se. We were wal king
tombs becau se HIV was the final ver -
dict of someo ne infec ted with HIV
back then. The re was not hing valuab le
about an HIV-infec ted per son. Things
were slow ly star ting to chan ge, and
tre at ment was beco ming availab le, but
peop le were afraid to test and start
tre at ment. Peop le were nee ded who
could give hope and be role models to
encou ra ge tho se who were frigh te ned
by the pos si bi li ty of HIV infec ti on. As
more peop le beca me ill, inclu ding
health ca re wor kers, health ca re faci li -
ties were overwhel med and could not
hand le the inf lux of pati ents. Health
faci li ties set out to find PLHIV who
were wil ling to make their HIV sta tus
pub lic and vol un te er in cli nics and
hospi tals. Ini tial ly, we [LHIV] were
sought out, and we were a tight-knit
group, new to such an environ ment,
sup por ting each other. We were given
a token of app re cia ti on for our time, 
in the form of bus tickets, food, visi bi li -
ty mate rials, hotel nights to attend
work shops, etc. The token beca me
some t hing tan gi b le and semi-per ma -
nent. Some recei ved a month ly sti -
pend. As a result, the num ber of peop -
le wil ling to dis c lo se their HIV sta tus 
in order to enjoy the bene fits asso cia -
ted with vol un tee ring sky ro cke ted. 
The para digm chan ged: PLHIV were
no lon ger sought as vol un te ers, but
strict recruit ment pro ce du res were
intro du ced whe re we had to app ly to
be selec ted. Strict per for man ce re-
qui re ments and unde si ra b le wor king
con di ti ons were impo sed on tho se
who were offe red the jobs. The cli nic
space that was sought after by many
to con tri bu te to the HIV res pon se,
soon beca me a bree ding ground for
fric ti ons among PLHIV, with nur ses
and other sup port staff. Being the re
was a mat ter of sur vi val and obli ga ti -
on, rather than out of love to ser ve.”

Inter view with Nta zo, an expert pati ent,
Swa zi land (2013).

Nta zo is an expert pati ent. Expert pati ents refer to peop le that live with HIV (PLHIV) that
work in health faci li ties, per for ming duties dele ga ted by nur ses. The dri ve by UNAIDS and
WHO for pati ent-cen te red care meant pati ents’ wis hes should beco me the focus of care
deli ve ry. Their skills, know led ge, and infor ma ti on had to be con s i de red in the mana ge ment 
of chro nic disea ses, such as HIV. The se prin ci p les are from the task-shif ting stra te gy and
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grea ter invol ve ment of peop le with AIDS (GIPA). In this arti c le, I high light how tra vel ling glo -
bal HIV poli cies and stra te gies (such as task shif ting and GIPA) are recon fi gu ring estab lis hed
care practi ces and work place dyna mics in health faci li ties in resour ce-poor set tings like
Swa zi land. Task shif ting and GIPA are exam p les of tra vel ling poli cies, used meta pho ri cal ly to
depict their ori gin from boar drooms in UN head quar ters in Gene va and New York and their
move ment to high-disea se bur den coun tries of the South such as Swa zi land to gui de the
HIV res pon se. Further mo re, I exp lo re how pati ents qua li fied through infec ti on are used to
clo sing a criti cal human resour ce gap and how this imbrog lio plays out in eve r y day life. I also
descri be the trans la ti on pro cess and the unin ten ded con se qu en ces beyond the cli nic that
affect eve r y day life. I focus on the bag ga ge of the tra vel ling con cepts and poli cies, 1 elu ci da t-
ing how such bag ga ge poten tial ly wor sens the fra gi li ty of ailing pub lic health sys tems and
harms estab lis hed struc tu res used for coping with distress wit hin a com muni ty.

TRAVELLING POLICIES  Radical Treatment
Expansion
The con cept of the expert pati ent was first deve lo ped in the glo bal North, parti cu lar ly in the
USA and the UK. It helps impro ve the qua li ty of life of pati ents with long-term con di ti ons 
by deve lo ping self-mana ge ment skills, inc rea sing pati ents’ con fi den ce and moti va ti on to take
con trol of their lives, and sup por ting other pati ents with chro nic disea ses.2 The UN-WHO
adop ted the con cept and descri bed it as a task-shif ting stra te gy to be imp le men ted in
resour ce-poor set tings, pri ma ri ly through the use of expert pati ents to avo id health wor ker
shor ta ges. In Afri can set tings, PLHIV were used to demon s t ra te the effec tive ness of anti-
re tro vi ral the ra py (ART), pro mo te pati ent adhe ren ce to HIV tre at ment, and demon s t ra te in a
prag matic way that ART offers a second chan ce at a long, healt hy life.3 In addi ti on, adap ting
this con cept faci li ta ted grea ter invol ve ment of peop le living with AIDS which beca me known
as the GIPA prin cip le, which UNAIDS was alrea dy pus hing to streng t hen HIV res pon se.
GIPA is a set of prin ci p les that pro noun ce rights and res pon si bi li ties of PLHIV and how they
can enhan ce qua li ty and effec tive ness of the res pon se to HIV. In Swa zi land, PLHIV wor king
in health faci li ties are refer red to as expert pati ents, which is a local form of the GIPA. As
PLHIV beca me expert pati ents in cli nics, they beca me adepts in taking tre at ment, pro vi ded
coun sel ling of HIV tre at ment, and expan ded expe ri en tial know led ge of living with HIV: how
to resol ve eve r y day chal len ges of living with the disea se and with ART tre at ment. 4 

As PLHIV beca me inc rea sin g ly invol ved in the deli ve ry of care
in Swa zi land, new rela ti onship dyna mics and norms were
recon fi gu red among health care wor kers and the new cad re of
expert pati ents.
In this paper, I draw from a rich scho larship on vol un ta rism rela ted to health care in Afri ca.
Someti mes vol un tee rism is moti va ted by eco no mic bene fits, 5 whi le in other cases it pro vi des
an oppor tuni ty for per so nal deve lop ment or recogni ti on in socie ty. In Ethio pia and Mozam bi -
que, socio-moral valu es dri ve peop le to vol un te er.6 Other stu dies focu sed on power dyna -
mics and dis pu tes bet we en expert pati ents and nur ses in cli ni cal set tings. I illu s t ra te the dif -
fe rent (the ra peutic) practi ces and rela ti onships that emer ge when expert pati ents are the
front li ne wor kers in the deli ve ry of HIV care in cli nics in Swa zi land. In Swa zi land, the expert
pati ent pro gram was laun ched in 2006. When I con duc ted field work in 2011, cli nics had 
just begun to expand their ser vice deli ve ry to pre pa re for tre at ment sca le-up. Cli nics were
tran si tio ning from pro vi ding basic HIV ser vices such as HIV tes ting to mana ging minil abs for
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”It’s been a long jour ney that star ted
with PLHIV [Peop le living with
HIV/AIDS] con s i de red frail peop le suf -
fe ring from a debi li ta ting and stig ma ti -
zing disea se asso cia ted with pro mis -
cui ty and a cur se. We were wal king
tombs becau se HIV was the final ver -
dict of someo ne infec ted with HIV
back then. The re was not hing valuab le
about an HIV-infec ted per son. Things
were slow ly star ting to chan ge, and
tre at ment was beco ming availab le, but
peop le were afraid to test and start
tre at ment. Peop le were nee ded who
could give hope and be role models to
encou ra ge tho se who were frigh te ned
by the pos si bi li ty of HIV infec ti on. As
more peop le beca me ill, inclu ding
health ca re wor kers, health ca re faci li -
ties were overwhel med and could not
hand le the inf lux of pati ents. Health
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point-of-care diag nostics, enrol ling pati ents into HIV tre at ment, and tra cking pati ents to
moni tor adhe ren ce. This crea ted a demand to encou ra ge peop le to get tes ted for HIV ear ly 
to sur vi ve the disea se. As a con se qu en ce, the demand for ser vices inc rea sed expo nen tial ly
and con ven tio nal health wor kers alo ne could not mana ge the inf lux of pati ents.

”I had been on HIV tre at ment for two
years when the nur se in the cli nic told
me that they will be recrui ting PLHIV
who are taking ART the right way and
have no obvious symp toms that they
are sick. At that time, my adhe ren ce
levels were so high that I was given
meds for two months. Furt her mo re,
the incum bent nee ded to be able to
speak and wri te in Eng lish with good
inter per so nal skills. She said I fit the
cri te ria and infor med me that she
recom men ded my name for the posi ti -
on. It wasn’t long befo re I was offe red
the posi ti on. The Mini s try of Health
plea ded with the pub lic to sup port the
HIV res pon se and was ancho red by
the King’s call to the nati on to con tri -
bu te in some way towards the fight
against HIV. I have been doing this job
for six years now. I was told my main
duty was to pro vi de coun sel ling to
peop le that refu se to test and other
menial tasks assig ned by the nur ses.”

Inter view with Ndu mi, Swa zi land (2013).

When the expert cli ent pro gram star ted, nur ses’ recom men da ti ons of adhe ring to ART pati -
ents were the pre do mi n ant form of beco ming an expert pati ent. During the stu dy period,
PLHIV had to app ly and com pe te for expert pati ent posi ti ons. Howe ver, as tre at ment pro -
grams expan ded and demand for expert pati ents soa red, requi re ments chan ged and beca me
strin gent: requi re ments now inclu ded not only for mal cri te ria such as a high school deg ree
and a non-judg men tal attitu de towards HIV pati ents. They also inclu ded skills such as the
abi li ty to demon s t ra te a high level of care for others, impar tia li ty for vul ne ra b le indi vi duals,
and a com mit ment to wor king wit hin the HIV field and a good repu ta ti on in the com muni ty.

Norms for expert pati ents were set by exter nal fun ders who
dro ve the HIV tre at ment expan si on agen da in the coun try.

TRAVELLING POLICIES  Everyday Work
”It’s 7.30 a.m., and pati ents are 
st rea ming into the cli nic to get ahead
of the queue. You can quick ly spot
bur gun dy suits dot ted in the crowds.
They are expert pati ents who are also
rus hing into the cli nic, but for com p le -
te ly dif fe rent rea sons. They need to 
be at their work sta ti ons befo re 8 a.m.
to scrub floors, orga ni se pati ent queu -
es, and take out pati ent files sche du -
led for the day. This must be done
befo re 8 a.m. or the day will be a
disas ter for the expert pati ents becau -
se picking the files out of the hay stack
when the pati ent is in front of you is
time-con su ming. The first exer ci se is

pati ent care: Wei ghing, coun ting pills,
coun sel ling. Adhe ren ce coun sel ling is
tedious becau se you are dea ling with
peop le who are not coope ra ti ve. For
tho se who don’t default, coun sel ling is
equal ly arduous becau se they may be
dea ling with side effects or social pro -
b lems that affect their wil ling ness to
take tre at ment. Whi le an expert cli ent
is coun sel ling, he or she may run out of
medi ca ti ons, which they have to pac -
ka ge accor ding to the month ly rati ons
that pati ents recei ve. This means lea -
ving the work sta ti on and aban don
pati ents to fill the bott les, coun ting the
pills one by one to make sure they

have the right amo unt in them. Then
you’re done with the pati ent and move
the remai ning line along. The rest of
the medi ci nes in the cli nic are packed
by phar ma cist assi s tants, who refu se
to pack ARVs becau se eve r y t hing
rela ted to HIV inclu ding medi ci nes are
per cei ved as tasks of expert pati ents.”

Entry from Than de ka Dla mi ni-Sime la ne’s
field dia ry, Swa zi land (2014).
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It would be easy to assu me that expert pati ents were full-time cli nic staff, but they were 
vol un te ers who hel ped the nur ses. They recei ved only incon sis tent, meag re com pen sa ti on
for their time. They wor ked five days a week and eight hours a day. Ori gi nal ly, they were to
per form coun sel ling duties, encou ra ge peop le to test, keep them in tre at ment, and help tho se
who stop ped taking tre at ment to get on the right track. Howe ver, in their eve r y day practi ce,
the expert pati ents did much more. Yet their attitu de as vol un te ers did not chan ge. During my
field work, expert pati ents began to take on the main tasks that requi red trai ning to acqui re
skills.

Expert pati ents learnt the se skills whi le wor king with nur ses
on a dai ly basis.
As a result, the sco pe of the work grew. Some of the tasks were qui te tech ni cal for a lay per -
son, such as taking vital signs and ope ra ting com pu ters to elec tro ni cal ly record medi cal data
in the sys tem. They also had to inter p ret lab results for pati ents, and edu ca te pati ents about
mana ging the side effects of tre at ment, by using their expe ri en tial know led ge of living with
HIV. The usual pro ce du res in the cli nic had to be chan ged when it con cer ned expert pati ents.
It is the duty of the order lies to cle an the ent i re cli nic, but they refu sed to cle an the work sta ti -
ons of the expert pati ents. Medi ca ti ons are pac ka ged for all depart ments in the cli nic, but 
the phar ma cist did not pack ARVs. I even saw expert pati ents that brought their own cof fee,
tea, sugar and cut le ry, even though all the staff was taken care of. The reper toi re of pro fes -
sio nals’ enga ge ment in the HIV res pon se is not all bleak. Alt hough the disea se ser ved to
qua li fy them for work in health faci li ties, which was accom pa nied by a dif fi cult work ethic, joy
was also expe ri en ced in the midst of uncer tain ty. Through chats with expert pati ents and 
dai ly obser va ti ons, I lear ned many inti ma te details about their lives, both insi de and out si de
of work, as dai ly con ver sa ti ons and good byes were com mon place. I wit nes sed both fru s t ra t-
ing and exhi la ra ting moments of their work.

Expert pati ents com p lai ned about exp loi ta ti on, irre gu lar 
pay ment, or stig ma. They also demon s t ra ted great per se ver -
an ce in per for ming their jobs and over co ming dif fi cult work
environ ments.
I saw how ten a ci ty and des pair, dili gen ce and reve r en ce of supe riors some ti mes led to their
exp loi ta ti on. Over the years, the strug g les that expert pati ents endu red, evol ved dras ti cal ly.
For ins tan ce, the re were more ins tan ces of shed ding tears and sad moments becau se of
stig ma, and wor ri so me moments due to incon sis ten cy of sti pend pay ment. Now expert pati -
ents feel secu re in their job and exci ted to exe cu te their duties regard less of chal len ges
becau se they have mana ged to cut their niche in the cli nic spaces. For such rea sons, grati tu -
de is pre va lent as their job gives new mea ning to their lives. Beco ming role models for other
pati ents and being use ful from being frail and depen dent and abi li ty to sup port their live li -
hoods.

In the midst of pre ca ri ty and lack, using their sick bodies 
to secu re a live li hood was the only availab le oppor tuni ty 
to sur vi ve.
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point-of-care diag nostics, enrol ling pati ents into HIV tre at ment, and tra cking pati ents to
moni tor adhe ren ce. This crea ted a demand to encou ra ge peop le to get tes ted for HIV ear ly 
to sur vi ve the disea se. As a con se qu en ce, the demand for ser vices inc rea sed expo nen tial ly
and con ven tio nal health wor kers alo ne could not mana ge the inf lux of pati ents.

”I had been on HIV tre at ment for two
years when the nur se in the cli nic told
me that they will be recrui ting PLHIV
who are taking ART the right way and
have no obvious symp toms that they
are sick. At that time, my adhe ren ce
levels were so high that I was given
meds for two months. Furt her mo re,
the incum bent nee ded to be able to
speak and wri te in Eng lish with good
inter per so nal skills. She said I fit the
cri te ria and infor med me that she
recom men ded my name for the posi ti -
on. It wasn’t long befo re I was offe red
the posi ti on. The Mini s try of Health
plea ded with the pub lic to sup port the
HIV res pon se and was ancho red by
the King’s call to the nati on to con tri -
bu te in some way towards the fight
against HIV. I have been doing this job
for six years now. I was told my main
duty was to pro vi de coun sel ling to
peop le that refu se to test and other
menial tasks assig ned by the nur ses.”

Inter view with Ndu mi, Swa zi land (2013).

When the expert cli ent pro gram star ted, nur ses’ recom men da ti ons of adhe ring to ART pati -
ents were the pre do mi n ant form of beco ming an expert pati ent. During the stu dy period,
PLHIV had to app ly and com pe te for expert pati ent posi ti ons. Howe ver, as tre at ment pro -
grams expan ded and demand for expert pati ents soa red, requi re ments chan ged and beca me
strin gent: requi re ments now inclu ded not only for mal cri te ria such as a high school deg ree
and a non-judg men tal attitu de towards HIV pati ents. They also inclu ded skills such as the
abi li ty to demon s t ra te a high level of care for others, impar tia li ty for vul ne ra b le indi vi duals,
and a com mit ment to wor king wit hin the HIV field and a good repu ta ti on in the com muni ty.

Norms for expert pati ents were set by exter nal fun ders who
dro ve the HIV tre at ment expan si on agen da in the coun try.

TRAVELLING POLICIES  Everyday Work
”It’s 7.30 a.m., and pati ents are 
st rea ming into the cli nic to get ahead
of the queue. You can quick ly spot
bur gun dy suits dot ted in the crowds.
They are expert pati ents who are also
rus hing into the cli nic, but for com p le -
te ly dif fe rent rea sons. They need to 
be at their work sta ti ons befo re 8 a.m.
to scrub floors, orga ni se pati ent queu -
es, and take out pati ent files sche du -
led for the day. This must be done
befo re 8 a.m. or the day will be a
disas ter for the expert pati ents becau -
se picking the files out of the hay stack
when the pati ent is in front of you is
time-con su ming. The first exer ci se is

pati ent care: Wei ghing, coun ting pills,
coun sel ling. Adhe ren ce coun sel ling is
tedious becau se you are dea ling with
peop le who are not coope ra ti ve. For
tho se who don’t default, coun sel ling is
equal ly arduous becau se they may be
dea ling with side effects or social pro -
b lems that affect their wil ling ness to
take tre at ment. Whi le an expert cli ent
is coun sel ling, he or she may run out of
medi ca ti ons, which they have to pac -
ka ge accor ding to the month ly rati ons
that pati ents recei ve. This means lea -
ving the work sta ti on and aban don
pati ents to fill the bott les, coun ting the
pills one by one to make sure they

have the right amo unt in them. Then
you’re done with the pati ent and move
the remai ning line along. The rest of
the medi ci nes in the cli nic are packed
by phar ma cist assi s tants, who refu se
to pack ARVs becau se eve r y t hing
rela ted to HIV inclu ding medi ci nes are
per cei ved as tasks of expert pati ents.”

Entry from Than de ka Dla mi ni-Sime la ne’s
field dia ry, Swa zi land (2014).
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It would be easy to assu me that expert pati ents were full-time cli nic staff, but they were 
vol un te ers who hel ped the nur ses. They recei ved only incon sis tent, meag re com pen sa ti on
for their time. They wor ked five days a week and eight hours a day. Ori gi nal ly, they were to
per form coun sel ling duties, encou ra ge peop le to test, keep them in tre at ment, and help tho se
who stop ped taking tre at ment to get on the right track. Howe ver, in their eve r y day practi ce,
the expert pati ents did much more. Yet their attitu de as vol un te ers did not chan ge. During my
field work, expert pati ents began to take on the main tasks that requi red trai ning to acqui re
skills.

Expert pati ents learnt the se skills whi le wor king with nur ses
on a dai ly basis.
As a result, the sco pe of the work grew. Some of the tasks were qui te tech ni cal for a lay per -
son, such as taking vital signs and ope ra ting com pu ters to elec tro ni cal ly record medi cal data
in the sys tem. They also had to inter p ret lab results for pati ents, and edu ca te pati ents about
mana ging the side effects of tre at ment, by using their expe ri en tial know led ge of living with
HIV. The usual pro ce du res in the cli nic had to be chan ged when it con cer ned expert pati ents.
It is the duty of the order lies to cle an the ent i re cli nic, but they refu sed to cle an the work sta ti -
ons of the expert pati ents. Medi ca ti ons are pac ka ged for all depart ments in the cli nic, but 
the phar ma cist did not pack ARVs. I even saw expert pati ents that brought their own cof fee,
tea, sugar and cut le ry, even though all the staff was taken care of. The reper toi re of pro fes -
sio nals’ enga ge ment in the HIV res pon se is not all bleak. Alt hough the disea se ser ved to
qua li fy them for work in health faci li ties, which was accom pa nied by a dif fi cult work ethic, joy
was also expe ri en ced in the midst of uncer tain ty. Through chats with expert pati ents and 
dai ly obser va ti ons, I lear ned many inti ma te details about their lives, both insi de and out si de
of work, as dai ly con ver sa ti ons and good byes were com mon place. I wit nes sed both fru s t ra t-
ing and exhi la ra ting moments of their work.

Expert pati ents com p lai ned about exp loi ta ti on, irre gu lar 
pay ment, or stig ma. They also demon s t ra ted great per se ver -
an ce in per for ming their jobs and over co ming dif fi cult work
environ ments.
I saw how ten a ci ty and des pair, dili gen ce and reve r en ce of supe riors some ti mes led to their
exp loi ta ti on. Over the years, the strug g les that expert pati ents endu red, evol ved dras ti cal ly.
For ins tan ce, the re were more ins tan ces of shed ding tears and sad moments becau se of
stig ma, and wor ri so me moments due to incon sis ten cy of sti pend pay ment. Now expert pati -
ents feel secu re in their job and exci ted to exe cu te their duties regard less of chal len ges
becau se they have mana ged to cut their niche in the cli nic spaces. For such rea sons, grati tu -
de is pre va lent as their job gives new mea ning to their lives. Beco ming role models for other
pati ents and being use ful from being frail and depen dent and abi li ty to sup port their live li -
hoods.

In the midst of pre ca ri ty and lack, using their sick bodies 
to secu re a live li hood was the only availab le oppor tuni ty 
to sur vi ve.
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TRAVELLING POLICIES  Affective Ties
”It’s lunchti me, and eve r y t hing comes
to a halt in the cli nic, as eve r yo ne has
to take a break and grab a bite to eat
befo re sum ming up the day’s acti vi ties.
It’s a norm in the cli nic for eve r yo ne to
take a lunch box to work. Expert pati -
ents usual ly took their lunch on their
desks becau se the re was no place for
them to sit or the re was sim p ly no way
to ming le and eat with the rest of the
staff. First, the lunch box gave away the
qua li ty of the food they ate at home, 
as it was usual ly lef to vers from din ner.
Due to their low eco no mic sta tus, the
qua li ty of food eaten by expert pati -
ents was low. The re fo re, it was not
uncom mon for expert pati ents to sha re
their food; one per son would bring
starch, such as bread, and the other
would bring vege ta b les or fruits such
as avo ca does to sha re. Or one might
bring sugar, the other tea. In the sum -
mer, they sha red fresh pro du ce such
as corn and pump kins. Sha ring food
streng t he ned the rela ti onship bet we en
the expert pati ents and it was way to
see which expert pati ents were fri ends
and which ones were not.”

Entry from Than de ka Dla mi ni-Sime la ne’s
field dia ry, Swa zi land (2013).

The re was a hig her deg ree of clo se ness amongst expert pati ents than any other group of 
cli nic staff. Expert pati ents used the affec tio na te term bah lo bo bet fu to refer to peers with
whom they got along well. In SiS wa ti, it means a relia b le per son, espe cial ly in dif fi cult times.
The term has a plea sant con no ta ti on and rep res ents a cer tain bond and a recipro cal rela ti -
onship that is often the basis for their connec ti on. For this rea son, expert pati ents would not
refer to nur ses as bah lo bo bet fu, but rather as bos ses.

”Once, the senior nur se cal led into her
office and scol ded me for trea ting a
cli ent bad ly. She was judg men tal wit -
hout even asking to hear my side.
What hurt me most was that I wasn’t
even the one the cli ent was com p lai n-
ing about, but the expert pati ent she
was fri ends with. I was very hurt, but
the re was not hing I could do. I told
Muh le [ano ther expert pati ent]; she
com for ted me. She was real ly a great
sup port to help me deal with it. In fact,
as expert pati ents, we are our mutual
sup port sys tem. When we have pro b -
lems, we sha re them with each other,
cry it out, and com fort each other.
Then we get back to work. We are like
a fami ly.”

Focus Group Dis cus si on with expert 
pa ti ents, Swa zi land (2014).
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In the absen ce of a struc tu re for sha ring grie van ces and com p laints, expert pati ents found an
effec ti ve way to cope with the stress of their jobs by sup por ting each other during chal leng-
ing times, as Lin da’s sto ry shows. Ins tead of tur ning to their supe riors with their con cerns,
expert pati ents pre fer red to seek com fort from others. Con se qu ent ly, expert pati ents were
gene ral ly clo ser to each other than to the rest of the cli nic staff. Tho se who wor ked in the
same cli nic see med parti cu lar ly clo se. All expert pati ents I spo ke with agreed that the sha red
infec ti on streng t he ned their bonds. They also sup por ted one ano ther when they had an
emer gen cy that requi red them to miss work or lea ve work ear ly.

”The fact that we are known as HIV-
posi ti ve emp loyees in the cli nic 
crea tes cohe si on and soli da ri ty bet we -
en us. Our HIV uni tes us becau se we
are the only peop le in the faci li ty who
got a job through the disea se.”

Focus Group Dis cus si on with expert 
pa ti ents, Swa zi land (2014).

”We sim p ly ask bah lo bo bet fu to cover
up or help with an ext ra task. [... ]
[When] I come with a pro b lem from
home, befo re we start work for the
day, I call my peers and we talk about
it.”

Focus Group Dis cus si on with expert pati -
ents, Swa zi land (2014).

The trust and connec ti on that was built were like a bud dy sys tem, not only for pro fes sio nal
chal len ges but also for pro b lems in their per so nal lives. The clo se ness sha red by the expert
pati ents and the sup port they gave each other was also used to media te con f lict bet we en
peers, remin ding each other of their roles and the need for uni ty. This sup port net work was
not uti li zed by all; some expert pati ents resor ted to other sup port sys tems to mana ge their
work.

TRAVELLING POLICIES  Conflictual Relations
In con trast to the affec ti ve ties amongst expert pati ents, I noted an ongoing subt le feud 
bet we en expert pati ents and other sup port staff, espe cial ly the order lies. Fund zi, who has
been an expert pati ent for six years, reco un ted her expe ri en ce:

”I cried all the time [becau se] the sup -
port staff [order lies and jani tors] for -
ba de me to use the uten sils and cups
in the cli nic. Also, I was not allo wed 
to sit in the kit chen any mo re becau se
the nur se told me that we were not
allo wed to sha re the uten sils with the
nur ses. I felt stig ma ti zed.”

Focus Group Dis cus si on with expert 
pa ti ents, Swa zi land (2014).

When Fund zi star ted wor king, she was desti tu te and could not even afford her own cut le ry.
The expert pati ents accu sed the order ly of mist rea ting her through stig ma tiza ti on and 
ex clu si on. Nana, a woman who has been an expert pati ent for four years, also sha red her
expe ri en ces with a nur se:

”The nur se in our cli nic refu sed to 
cle an our work sta ti ons, saying she
was hired to cle an the offices for the
staff. [...] She said she didn’t under -
stand why we couldn’t do it our sel ves
becau se we were une du ca ted like 
her, that’s what une du ca ted peop le
do.”

Inter view with Nana, Swa zi land (2014).
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TRAVELLING POLICIES  Affective Ties
”It’s lunchti me, and eve r y t hing comes
to a halt in the cli nic, as eve r yo ne has
to take a break and grab a bite to eat
befo re sum ming up the day’s acti vi ties.
It’s a norm in the cli nic for eve r yo ne to
take a lunch box to work. Expert pati -
ents usual ly took their lunch on their
desks becau se the re was no place for
them to sit or the re was sim p ly no way
to ming le and eat with the rest of the
staff. First, the lunch box gave away the
qua li ty of the food they ate at home, 
as it was usual ly lef to vers from din ner.
Due to their low eco no mic sta tus, the
qua li ty of food eaten by expert pati -
ents was low. The re fo re, it was not
uncom mon for expert pati ents to sha re
their food; one per son would bring
starch, such as bread, and the other
would bring vege ta b les or fruits such
as avo ca does to sha re. Or one might
bring sugar, the other tea. In the sum -
mer, they sha red fresh pro du ce such
as corn and pump kins. Sha ring food
streng t he ned the rela ti onship bet we en
the expert pati ents and it was way to
see which expert pati ents were fri ends
and which ones were not.”

Entry from Than de ka Dla mi ni-Sime la ne’s
field dia ry, Swa zi land (2013).

The re was a hig her deg ree of clo se ness amongst expert pati ents than any other group of 
cli nic staff. Expert pati ents used the affec tio na te term bah lo bo bet fu to refer to peers with
whom they got along well. In SiS wa ti, it means a relia b le per son, espe cial ly in dif fi cult times.
The term has a plea sant con no ta ti on and rep res ents a cer tain bond and a recipro cal rela ti -
onship that is often the basis for their connec ti on. For this rea son, expert pati ents would not
refer to nur ses as bah lo bo bet fu, but rather as bos ses.

”Once, the senior nur se cal led into her
office and scol ded me for trea ting a
cli ent bad ly. She was judg men tal wit -
hout even asking to hear my side.
What hurt me most was that I wasn’t
even the one the cli ent was com p lai n-
ing about, but the expert pati ent she
was fri ends with. I was very hurt, but
the re was not hing I could do. I told
Muh le [ano ther expert pati ent]; she
com for ted me. She was real ly a great
sup port to help me deal with it. In fact,
as expert pati ents, we are our mutual
sup port sys tem. When we have pro b -
lems, we sha re them with each other,
cry it out, and com fort each other.
Then we get back to work. We are like
a fami ly.”

Focus Group Dis cus si on with expert 
pa ti ents, Swa zi land (2014).
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In the absen ce of a struc tu re for sha ring grie van ces and com p laints, expert pati ents found an
effec ti ve way to cope with the stress of their jobs by sup por ting each other during chal leng-
ing times, as Lin da’s sto ry shows. Ins tead of tur ning to their supe riors with their con cerns,
expert pati ents pre fer red to seek com fort from others. Con se qu ent ly, expert pati ents were
gene ral ly clo ser to each other than to the rest of the cli nic staff. Tho se who wor ked in the
same cli nic see med parti cu lar ly clo se. All expert pati ents I spo ke with agreed that the sha red
infec ti on streng t he ned their bonds. They also sup por ted one ano ther when they had an
emer gen cy that requi red them to miss work or lea ve work ear ly.

”The fact that we are known as HIV-
posi ti ve emp loyees in the cli nic 
crea tes cohe si on and soli da ri ty bet we -
en us. Our HIV uni tes us becau se we
are the only peop le in the faci li ty who
got a job through the disea se.”

Focus Group Dis cus si on with expert 
pa ti ents, Swa zi land (2014).

”We sim p ly ask bah lo bo bet fu to cover
up or help with an ext ra task. [... ]
[When] I come with a pro b lem from
home, befo re we start work for the
day, I call my peers and we talk about
it.”

Focus Group Dis cus si on with expert pati -
ents, Swa zi land (2014).

The trust and connec ti on that was built were like a bud dy sys tem, not only for pro fes sio nal
chal len ges but also for pro b lems in their per so nal lives. The clo se ness sha red by the expert
pati ents and the sup port they gave each other was also used to media te con f lict bet we en
peers, remin ding each other of their roles and the need for uni ty. This sup port net work was
not uti li zed by all; some expert pati ents resor ted to other sup port sys tems to mana ge their
work.

TRAVELLING POLICIES  Conflictual Relations
In con trast to the affec ti ve ties amongst expert pati ents, I noted an ongoing subt le feud 
bet we en expert pati ents and other sup port staff, espe cial ly the order lies. Fund zi, who has
been an expert pati ent for six years, reco un ted her expe ri en ce:

”I cried all the time [becau se] the sup -
port staff [order lies and jani tors] for -
ba de me to use the uten sils and cups
in the cli nic. Also, I was not allo wed 
to sit in the kit chen any mo re becau se
the nur se told me that we were not
allo wed to sha re the uten sils with the
nur ses. I felt stig ma ti zed.”

Focus Group Dis cus si on with expert 
pa ti ents, Swa zi land (2014).

When Fund zi star ted wor king, she was desti tu te and could not even afford her own cut le ry.
The expert pati ents accu sed the order ly of mist rea ting her through stig ma tiza ti on and 
ex clu si on. Nana, a woman who has been an expert pati ent for four years, also sha red her
expe ri en ces with a nur se:

”The nur se in our cli nic refu sed to 
cle an our work sta ti ons, saying she
was hired to cle an the offices for the
staff. [...] She said she didn’t under -
stand why we couldn’t do it our sel ves
becau se we were une du ca ted like 
her, that’s what une du ca ted peop le
do.”

Inter view with Nana, Swa zi land (2014).
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The tre at ment of the expert pati ents by the nur ses see med to be moti va ted by resent ment,
part ly becau se they sha red the same space in the cli nic, but perhaps also becau se they 
had simi lar social sta tus. Appar ent ly, as full-time govern ment emp loyees, the order lies felt
supe rior to the expert pati ents who only had a tem pora ry con tract. The se acti ons ser ved 
to remind the expert pati ents that they were the lowest rank in the cli nic’s hier ar chy. One
could also inter p ret the fric ti on bet we en nur ses and expert pati ents as a ref lec ti on of the fact
that nur ses were not tar ge ted by HIV work place pro grams that sen si ti ze health wor kers on
discri mi na ti on amongst them sel ves. As the pati ent’s sta te ments sug gest, it is also pos si b le
that cli nic staff vie w ed expert pati ents like ly to infect them with HIV. 
Expert pati ents also descri bed con f licts with nur ses. In cli nics whe re nur ses were repor ted ly
hos ti le, expert pati ents also com p lai ned of harsh tre at ment by nur ses, sug ge s ting that other
staff mimi cked nur ses’ beha viour toward expert pati ents. In the se cli nics, whe re nur ses pro -
vi ded less sup port and tole ra ted mist re at ment, expert pati ents were less enthu siastic and
com p lai ned more about the volu me of work.

”In our cli nic, we are like one big fami -
ly. We often hear col lea gu es [expert
pati ents from other cli nics] com p lai n-
ing about mist re at ment by nur ses or
other staff, but not in our cli nic. We
always hold mee tings to dis cuss pro b -
lems, and Umphat si [our boss] makes
sure that if the re are com p laints or
pro b lems from staff, not just expert
pati ents, they are dealt with accor d-
in g ly.”

Focus Group Dis cus si on with expert pati -
ents, Swa zi land (2014).

The oppo si te was also true: whe re nur sing staff were sup por ti ve, expert pati ents did not
report mist re at ment by other staff. Expert pati ents had healt hier rela ti ons with all staff and
were less like ly to com p lain about their work, except for a fre qu ent com p laint about low pay,
alt hough the expan si on of duties was cha rac te ristic of all cli nics. In cli nics with strong lea d-
ership, the re was less fric ti on bet we en staff and expert pati ents. In cli nics whe re sup port
staff were hos ti le towards expert pati ents, nur ses were quick to res pond.

TRAVELLING POLICIES  Threatened
Solidarity
Whi le many expert pati ents main tai ned strong bonds and sup por ti ve peer rela ti onships, 
the re were also excep ti ons as fric ti on aro se bet we en them. Some sepa ra ted from their clo -
sest asso cia tes and were seen as rene ga des for cau sing divi si on. The se inclu ded tho se 
who were allied with the nur ses or full-time staff, but not with their col lea gu es. They were
con s i de red ’sell-outs’ and were not part of the expert pati ent group. Alt hough the expert
pati ents did not acti ve ly dis cou ra ge their peers from having rela ti onships with other staff,
they were imp li cit ly expec ted to be loyal to each other. Tho se who were clo ser to other 
staff were con s i de red untrust wor thy and their loy al ty dubious. In addi ti on to being con s i de -
red dis loyal, they were also accu sed of being slo th ful in their duties and dili gent towards 
the bos ses’ requ ests as their major prio ri ty was the nur ses’ pri va te errands, and the nur ses
recipro ca ted by bai ling them out when nee ded. Ano ther sour ce of fric ti on among the expert
pati ents was the dif fe ren ce in sti pend levels.
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”It would be bet ter if all expert pati ents
could recei ve the same amo unt of sti -
pend.”

Inter view with Vuma, Swa zi land (2014).

”In fact, we do much more work com -
pa red to expert pati ents from other
pro gram mes. We take care of pre g-
n ant and TB pati ents.”

Inter view with Phin da, Swa zi land (2014).

”We have simi lar skills and trai ning –
so why the dif fe ren ce in the sti pend
amo unt?”

Inter view with Sethu, Swa zi land (2014).

Expert pati ents were paid dif fe rent amo unts direct ly by dif fe rent donors. Such a sce na rio 
had harm ful reper cus si ons and cau sed dis pa ri ties in the sco pe of their work and sti pends
recei ved. Une qual pay con tri bu ted immen se ly towards crea ting divi si ons among expert 
pa ti ents. More o ver, expert pati ents com pe ted and brag ged about belon ging to a donor con s -
i de red rich. The ’rich donor’ was the one who paid the expert pati ents a hig her sti pend, had
flas hy cars, and owned assets in the cli nic. I call this feud among expert pati ents over assets,
dona riza ti on.

”Someti mes we can even quar rel over
sta tio ne ry or furni tu re – ima gi ne what
hap pens if your donor is the poo rer
one.”

Inter view with Nge ti, Swa zi land (2013).

The expert pati ents posi tio ned them sel ves as ste wards of their donor’s assets. For examp le,
if one wan ted to bor row a pen or chair, the expert cli ent who se donor had dona ted the sta tio -
ne ry might res pond: ’Ask your donor to buy it for you’. Expert pati ents who se sti pend was
paid for by a wealt hy donor see med having more power over their fel low pati ents. Dono riza -
ti on imp lied that rela ti onships were beco ming unsta b le, cohe si on wit hin the group dis si pa -
ting and a crack star ted. Need less to say, expert pati ents were con cer ned when the se traits
stuck out among them, chal len ging soli da ri ty known to pre vail among PLHIV.

TRAVELLING POLICIES  Unintended
Consequences
When the pro mo ted tra vel ling poli cies are imp le men ted in the loca le, 7 they lea ve far more
com plex tra ces beyond pro gram matic out co mes in health faci li ties. GIPA and task shif ting
not only resol ved human resour ce shor ta ges and con tri bu ted to HIV tre at ment expan si on but
also had unin ten ded con se qu en ces beyond the cli nic space. They lea ve a trail in the pub lic
health sys tems, con se qu ent ly, the struc tu res are wea ke ned furt her, and struc tu ral vio len ce
beco mes rife as the under pri vi le ged beco me a bai lout and suf fer the most brunt. The arti c le
is an exposé of the feu ding among PLHIV and the con se qu en ces of the inclu si on of expert
pati ents as an infor mal cad re into the health ca re sys tem.

The arti c le is an exposé of the feu ding among PLHIV and the
con se qu en ces of the inclu si on of expert pati ents as an infor -
mal cad re into the health ca re sys tem.
It exp li ca tes the com plex reso nan ces and dis so nan ces that ari se when PLHIV are invol ved in
front li ne health care ser vice deli ve ry, exp lo res rela tio nal dyna mics deve lo ped and illu mi na tes
the chal len ges faced by expert pati ents as they ful fil their roles. The reper toi re of pati ents’
enga ge ment in the HIV res pon se is not all bleak. Alt hough the disea se ser ved to qua li fy them
for work in health faci li ties, which was accom pa nied by a dif fi cult work ethic, joy was also
expe ri en ced in the midst of uncer tain ty. From debi li ta ted peop le with a ter mi nal ill ness who
were stig ma ti zed, they have beco me role models among PLHIV. They are gra te ful for the
second chan ce at life that ART offers them and for the oppor tuni ty to rai se their child ren and
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make a living. 8 Due to a lack of sta te fun ding, the expert cli ent pro gram me was exter nal ly
fun ded, giving out si de actors influ en ce over the admi ni s t ra ti on of the pro gram me and weak-
e ning the sta te’s role in direc ting the health dis cour se of its citi zens. 9 Expert pati ents had 
dif fe rent con tracts which trig ge red ter ri to ria lism and dono riza ti on that threa te ned exis ting
soli da ri ty and under mi ned the mutual sup port that expert pati ents enjoy ed. Toge ther ness
was replaced by the pur suit of indi vi dual gain and power over others. Limi t ed resour ces in
resour ce-poor set tings for ce makes hift deve lop ment arran ge ments to beco me the main stay
approach. Inc rea sed invol ve ment of PLHIV in front li ne ser vice deli ve ry in health faci li ties 
al so wea ke ned the soli da ri ty that was pre va lent among PLHIV. Ear lier work por tray ed PLHIV
as a com muni ty of disea se suf fe rers with strong col lec ti ve efforts and enjoy ed soli da ri ty
which led to the achie ve ment of great miles to nes glo bal ly. 10 In Swa zi land, the pub lic health
sys tem is weak and so are the acco un ta bi li ty struc tu res. Pre ca ri ty in cli nics in the stu dy 
fa ci li ta ted pre ju di ce to thri ve. The kind ness of supe riors, great lea dership skills, or sucking
up to supe riors beco me the only availab le opti ons to pro tect the vul ne ra b le from pre dato ry
practi ces. In instan ces whe re a nur se had good lea dership and mana ge ment skills, expert
pati ents were gene ral ly moti va ted and the re was less con f lict and the rever se is true. Whe re
nur ses inter ac ted poor ly with pati ents, the re was a high pro ba bi li ty that expert pati ents 
al so offe red poor-qua li ty ser vices. In this quo ti ent, one fact shi nes brigh test: nur ses and
overall admi ni s t ra ti on were the cata lysts that deter mi ned whe ther the inclu si on of expert
pati ents in ser vice deli ve ry was both pro gram mati cal ly effec ti ve and rewar ding for all health
care faci li ty staff. 

As a result of the radi cal expan si on efforts of tre at ment 
pro grams, staff wel fa re is at risk of being over loo ked. Mani-
pu la ti on of under pri vi le ged citi zens thri ve. This is the form 
of radi ca lism that ensu es when resour ces are scar ce.
When glo bal ly deri ved stra te gies are imp le men ted in loca les, the trans la ti on pro cess plays
out dif fer ent ly from the inten ded out co me. It is an intersec ti on whe re the des pe ra ti on to end
AIDS by invol ving pati ents as a solu ti on, con fla tes and con f licts with ethics, cul tu re and
politics. The see min g ly insur mo un ta b le chal len ge of the acu te shor ta ge of health wor kers
was instan ta neous ly resol ved by GIPA as a magic bul let. The se were drastic and radi cal
mea su res adop ted to ensu re tre at ment rea ches all in the har dest hit, resour ce-limi t ed set -
tings of the world. The glo ba li sa ti on pro cess, that is the local adapta ti on of glo bal poli cies
and stra te gies such as task shif ting, need to be exp lo red beyond the bina ry per spec ti ves of
its pro gram matic rele van ce and effec tive ness. Equal ly important is to under stand how glo bal
poli cies for tre at ment expan si on may inva de a socie ty and how they can ham per, alter or 
con fi gu re new practi ces, sha pe norms and mea nings and affect social pro ces ses. This is the
bag ga ge that tra vel ling health poli cies from the North bring to the coun tries in the South.
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pu la ti on of under pri vi le ged citi zens thri ve. This is the form 
of radi ca lism that ensu es when resour ces are scar ce.
When glo bal ly deri ved stra te gies are imp le men ted in loca les, the trans la ti on pro cess plays
out dif fer ent ly from the inten ded out co me. It is an intersec ti on whe re the des pe ra ti on to end
AIDS by invol ving pati ents as a solu ti on, con fla tes and con f licts with ethics, cul tu re and
politics. The see min g ly insur mo un ta b le chal len ge of the acu te shor ta ge of health wor kers
was instan ta neous ly resol ved by GIPA as a magic bul let. The se were drastic and radi cal
mea su res adop ted to ensu re tre at ment rea ches all in the har dest hit, resour ce-limi t ed set -
tings of the world. The glo ba li sa ti on pro cess, that is the local adapta ti on of glo bal poli cies
and stra te gies such as task shif ting, need to be exp lo red beyond the bina ry per spec ti ves of
its pro gram matic rele van ce and effec tive ness. Equal ly important is to under stand how glo bal
poli cies for tre at ment expan si on may inva de a socie ty and how they can ham per, alter or 
con fi gu re new practi ces, sha pe norms and mea nings and affect social pro ces ses. This is the
bag ga ge that tra vel ling health poli cies from the North bring to the coun tries in the South.
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HEALTH INSURANCE  Entanglements

Post card by Meli na Rutis hau ser, Tanza nia (2017).

At first glan ce, the time rep re sen ted in this post card is uni -
qu e ly depic ted. None t he less, it somehow irked me. I felt the
need to take a second look at the pic tu re. What is the time
rep re sen ted here? How should the pic tu re be inter p re ted?
How should the hour and minu te hands be read? Inde ed,
moments of pro duc ti ve dis rup ti on to recon s i der my own
ideas, per cep ti ons and nar ra ti ves had beco me pivo tal
during my years of rese arch.

Do health insu ran ce sche mes as new health care inf ra struc tu re in the Kilom be ro Val ley have
the poten tial to chan ge the way disea ses are dealt with? 1 The Natio nal Health Insu ran ce
Fund (NHIF), one of the main health insu ran ce sche mes in Tan za nia, with a broad and com -
pre hen si ve bene fit pac ka ge for civil ser vants and for mal ly emp loy ed indi vi duals, see med to
fos ter ’good’ bio me di cal health care for the ones diag no sed with Type 2 Dia be tes Mel li tus
(T2DM). In the con text of the Kilom be ro Val ley, in the Moro go ro Regi on, Tan za nia, a broad
and com pre hen si ve health insu ran ce pac ka ge made a dif fe ren ce con cer ning the bio me di cal
tre at ment of T2DM for tho se who were insu red by the NHIF bet we en 2016 and 2019, and
could be per cei ved at least par tial ly as ’radi cal health’.

The term radi cal in this con text can be under stood in two dif fe -
rent ways: as a new form of health pro tec ti on com pa red to
what was pos si b le in the past; and as essen tial for a sus -
tainab le long term bio me di cal tre at ment regi me for T2DM.
But what are the chal len ges to achie ve novel forms of health ca re and main tain and expand
them to actual ly call them radi cal health for all? The con tri bu ti on pre sen ted here inter links
post cards writ ten by mys elf during the field rese arch for my PhD with ref lec ti ons on (in)visi -
bi li ties crea ted by and through digi tal tech no lo gies in T2DM health care infra struc tu res in
Tanza nia and their pos si b le con tri bu ti on to achie ve healt hier bio me di cal futu res. The crea ti on
of the post cards – through the Swiss Post Post Card Crea tor App – beca me a method com p -
le men ting the inter views, note taking, parti ci pa ti on and obser va ti on and at the same time
exten ding them, as it allo wed my crea ti vi ty to fol low free asso cia ti ons and to express affects
in ano ther way.2 The post cards were the re fo re important to depict thoughts and ideas in a
visual and crea ti ve lan gua ge and offe ring dif fe rent forms of know led ge pro duc ti on. As for mal

Melina Rutishauser
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field notes and the docu men ta ry pho to graphs were not fit ting the nee ded for mat to think
through and depo sit thoughts, I sear ched for ano ther medi um which would allow me an
open ness to think and look at things.3

Sen ding post cards allo wed to let go of spe ci fic con cerns and
emo ti ons for a moment and be men tal ly agi le to crea te, figu ra -
ti ve ly spea king, new space for furt her con s i de ra ti ons.
This dis tin gu is hed it from the clas si cal dia ry wri tings whe re I kept the note books with me all
the time. Howe ver, as I had sent the post cards to my home in Swit zer land, I knew the visual
and writ ten ref lec ti ons were not lost as such and I could work again with them having a tem -
po ral and geo gra phi cal dis tan ce. Addi tio nal ly, as the post card con sists of a pre de fi ned
space, the writ ten and visual thoughts were a unit with a start and an end. The se ref lec ti ons
could later on be arran ged in dif fe rent forms like con stant ly evol ving mind maps. This stands
in con trast to the rather linear form of the writ ten dia ries I pro du ced in the field. Digi tal tech -
no lo gies were part of the crea ti on of the post cards as well as pre sent in the diag no sis of
T2DM, but they were also rele vant to health insuran ces. Through the uti liza ti on of cer tain
health tech no lo gies, inclu ding for examp le test strips for the glu co me ter as well as other
inves ti ga ti ons and a ran ge of phar maceuti cal pro ducts, spe ci fic indi vi duals gain access to
bio me di cal tre at ments through health insuran ce sche mes. The mul ti-laye red aspects of
tech no lo gies and the (in)visi bi li ty crea ted at dif fe rent levels by them caught my inte rest whilst
tal king to women and men with a T2DM diag no sis. The post cards pre sen ted here are enga -
ging with this (in)visi bi li ty, as the re are only objects depic ted on the post cards even though
T2DM is expe ri en ced by real peop le. But they allu de also to ques ti ons and criti cisms, for
examp le by using dif fe rent visua liza ti on tech ni qu es in the crea ti on of each post card, such as
the X-ray fil ter on the ima ge of the glu co me ter.

Post card by Meli na Rutis hau ser, Tanza nia (2019).
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HEALTH INSURANCE  Entanglements

Post card by Meli na Rutis hau ser, Tanza nia (2017).

At first glan ce, the time rep re sen ted in this post card is uni -
qu e ly depic ted. None t he less, it somehow irked me. I felt the
need to take a second look at the pic tu re. What is the time
rep re sen ted here? How should the pic tu re be inter p re ted?
How should the hour and minu te hands be read? Inde ed,
moments of pro duc ti ve dis rup ti on to recon s i der my own
ideas, per cep ti ons and nar ra ti ves had beco me pivo tal
during my years of rese arch.

Do health insu ran ce sche mes as new health care inf ra struc tu re in the Kilom be ro Val ley have
the poten tial to chan ge the way disea ses are dealt with? 1 The Natio nal Health Insu ran ce
Fund (NHIF), one of the main health insu ran ce sche mes in Tan za nia, with a broad and com -
pre hen si ve bene fit pac ka ge for civil ser vants and for mal ly emp loy ed indi vi duals, see med to
fos ter ’good’ bio me di cal health care for the ones diag no sed with Type 2 Dia be tes Mel li tus
(T2DM). In the con text of the Kilom be ro Val ley, in the Moro go ro Regi on, Tan za nia, a broad
and com pre hen si ve health insu ran ce pac ka ge made a dif fe ren ce con cer ning the bio me di cal
tre at ment of T2DM for tho se who were insu red by the NHIF bet we en 2016 and 2019, and
could be per cei ved at least par tial ly as ’radi cal health’.

The term radi cal in this con text can be under stood in two dif fe -
rent ways: as a new form of health pro tec ti on com pa red to
what was pos si b le in the past; and as essen tial for a sus -
tainab le long term bio me di cal tre at ment regi me for T2DM.
But what are the chal len ges to achie ve novel forms of health ca re and main tain and expand
them to actual ly call them radi cal health for all? The con tri bu ti on pre sen ted here inter links
post cards writ ten by mys elf during the field rese arch for my PhD with ref lec ti ons on (in)visi -
bi li ties crea ted by and through digi tal tech no lo gies in T2DM health care infra struc tu res in
Tanza nia and their pos si b le con tri bu ti on to achie ve healt hier bio me di cal futu res. The crea ti on
of the post cards – through the Swiss Post Post Card Crea tor App – beca me a method com p -
le men ting the inter views, note taking, parti ci pa ti on and obser va ti on and at the same time
exten ding them, as it allo wed my crea ti vi ty to fol low free asso cia ti ons and to express affects
in ano ther way. 2 The post cards were the re fo re important to depict thoughts and ideas in a
visual and crea ti ve lan gua ge and offe ring dif fe rent forms of know led ge pro duc ti on. As for mal
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field notes and the docu men ta ry pho to graphs were not fit ting the nee ded for mat to think
through and depo sit thoughts, I sear ched for ano ther medi um which would allow me an
open ness to think and look at things.3

Sen ding post cards allo wed to let go of spe ci fic con cerns and
emo ti ons for a moment and be men tal ly agi le to crea te, figu ra -
ti ve ly spea king, new space for furt her con s i de ra ti ons.
This dis tin gu is hed it from the clas si cal dia ry wri tings whe re I kept the note books with me all
the time. Howe ver, as I had sent the post cards to my home in Swit zer land, I knew the visual
and writ ten ref lec ti ons were not lost as such and I could work again with them having a tem -
po ral and geo gra phi cal dis tan ce. Addi tio nal ly, as the post card con sists of a pre de fi ned
space, the writ ten and visual thoughts were a unit with a start and an end. The se ref lec ti ons
could later on be arran ged in dif fe rent forms like con stant ly evol ving mind maps. This stands
in con trast to the rather linear form of the writ ten dia ries I pro du ced in the field. Digi tal tech -
no lo gies were part of the crea ti on of the post cards as well as pre sent in the diag no sis of
T2DM, but they were also rele vant to health insuran ces. Through the uti liza ti on of cer tain
health tech no lo gies, inclu ding for examp le test strips for the glu co me ter as well as other
inves ti ga ti ons and a ran ge of phar maceuti cal pro ducts, spe ci fic indi vi duals gain access to
bio me di cal tre at ments through health insuran ce sche mes. The mul ti-laye red aspects of
tech no lo gies and the (in)visi bi li ty crea ted at dif fe rent levels by them caught my inte rest whilst
tal king to women and men with a T2DM diag no sis. The post cards pre sen ted here are enga -
ging with this (in)visi bi li ty, as the re are only objects depic ted on the post cards even though
T2DM is expe ri en ced by real peop le. But they allu de also to ques ti ons and criti cisms, for
examp le by using dif fe rent visua liza ti on tech ni qu es in the crea ti on of each post card, such as
the X-ray fil ter on the ima ge of the glu co me ter.

Post card by Meli na Rutis hau ser, Tanza nia (2019).
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A blood glu co me ter is a point-of-care device and as such a tech no lo gi cal pro duct which
makes T2DM visi b le and sha pes its bio me di cal mana ge ment. Nevert he less, the depic ted
num bers on its scre en do not rep re sent the com plex pic tu re of the indi vi duals’ cons traints
and health capa ci ties even though the se aspects are influ en cing the dis play ed glu co se value.
How do insuran ce sche mes influ en ce Dia be tes Mel li tus (DM) (in)visi bi li ty through such tech -
no lo gies? For me per so nal ly, digi tal tech no lo gies always evo ke a sen se of dis rup ti on and dis -
con cer ting vigi lan ce due to pri va cy con cerns. Nevert he less, digi tal tech no lo gies are cru cial
in today’s medi cal per cep ti ons of DM and at the cent re of the diag no sis of the disea se.4

Howe ver, digi tal tech no lo gies are also at the cent re of a rela ted health infra struc tu re – the
health insuran ce sche mes. Through the under lying data fi ca ti on they estab lish new ways of
moni to ring and eva lua ting health expen ses and health see king beha viours.5

Like the glu co me ter, such data pro du ces a spe ci fic visi bi li ty
and crea tes a form of invi si bi li ty and ine qua li ty at the same
time.
Many indi vi duals were tes ting their glu co se value not only at the visits on their month ly dia -
be tes cli nic days. Yet, in a place such as the Kilom be ro Val ley, most indi vi duals do not have
the pos si bi li ty and the finan cial means to buy their own glu co me ter, which was repor ted to
cost around 65’000 TZS (approx. $28). The re fo re, indi vi duals often test at small pri va te
labo ra to ries. To test at pri va te labo ra to ries ins tead of the dia be tes cli nic is more con ve ni ent
due to the dis tan ce, the pri ce, the time spent for tes ting and wai ting and so forth. This data is
mis sing and does thus not form part of a broa der pic tu re of the per son’s health by medi cal
staff atten ding them in the cli nic. In that regard it can not enhan ce the cor rect adjust ment of
the T2DM medi ca ti on. The blood glu co se valu es mea su red remai ned in a note book in the
labo rato ry. Addi tio nal ly, the data also remains invi si b le to enab le a broa der pic tu re on T2DM
in a parti cu lar health care faci li ty and the re by mis ses to inform health poli cies. Simi lar things
could be obser ved con cer ning health insuran ce sche mes. Indi vi duals in the rese arch area did
know that this per son or that neigh bour got a ser vice paid for by the NHIF. Howe ver, what a
spe ci fic health insuran ce plan covers and why the poli cy of the bene fit pac ka ge chan ged at a
parti cu lar point in time remai ned invi si b le to indi vi duals diag no sed with T2DM with and wit -
hout health insuran ces. The re were main ly two insuran ce sche mes pre sent in the nar ra ti ves
of indi vi duals in the Kilom be ro Val ley: the Natio nal Health Insuran ce Fund (NHIF) and the
impro ved Com muni ty Health Fund (iCHF - CHF Iliyo bo reshwa). The NHIF is a man dato ry
health insuran ce sche me for civil ser vants and for mal ly emp loy ed indi vi duals, whi le the iCHF
is a so-cal led pre-pay ment sche me for peop le wit hout ’for mal’ emp loy ment in rural areas.
The pre mi um set tings and the bene fit pac ka ges of the two health insuran ce sche mes dif fe -
red sub stan tial ly.

Insuran ce sche mes do not ope ra te in iso la ti on.
Indi vi duals that I met who were insu red by the NHIF were eit her insu red through their pub lic
emp loy ment sta tus or due to their sta tus as a depen dent of an insu red pub lic emp loyee. In
that cate go ry, the NHIF had an emp loy er/emp loyee split whe re each par ty con tri bu ted three
per cent of the month ly sala ry which was deduc ted direct ly. It cove r ed two par ents and four
depen d ents. The covera ge howe ver chan ges for the NHIF after the reti re ment of the pre -
vious ly emp loy ed main poli cy hol der. After reti re ment only the for mer emp loyee and her/his
spou se are insu red any lon ger, and only in case if such a chan ge has been ini tia ted by the
main poli cy hol der. If the main poli cy hol der has con tri bu ted 120 months or more to the sche -
me, the reti red indi vi dual and her/his spou se recei ve free health insuran ce ser vices for the
rest of their life. 6 The iCHF was paid by an annual lump sum of 30’000 TZS (approx. $13) in
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advan ce for a hou se hold of six indi vi duals. During the years of the rese arch the NHIF enab -
led indi vi duals not only to access dif fe rent types of pub lic and pri va te faci li ties on all levels
up to Muhim bi li Natio nal Hospi tal, inclu ding pri va te ly run phar ma cies and acc re di ted drug
dis pen sing out lets (ADDOs), but also to get dif fe rent tech no lo gi cal ly media ted inves ti ga ti ons
and phar maceuti cal pro ducts as for examp le the test strips for the indi vi dual glu co me ter. In
the same years, the iCHF did not pay for the test strips of the glu co me ter and only some
phar maceuti cal pro ducts for the tre at ment of T2DM were availab le at pub lic health cen t res
and pub lic hospi tals. The re were no broa der and well estab lis hed agree ments bet we en the
iCHF and pri va te ly run phar ma cies or ADDOs during the se years. 7 Insuran ce sche mes as
well as other tech no lo gies, such as dif fe rent tes ting tools, form part of an inter lo cking sys tem
of power and ine qua li ties.8

HEALTH INSURANCE  Making (In)Visible
In a bio me di cal rep re sen ta ti on, DM is cha rac te ri zed by a high blood sugar level over a con ti -
nuous period of time due to the impair ment of the pan c reas in pro du cing insu lin, or the inap -
pro pria te res pon se to the pro du ced insu lin by the body cells due to an insu lin resi s tan ce. DM
thus belongs to a group of meta bo lic dis or ders, which are occur ring in our body and are in its
depic ti on typi cal ly not noti ceab le to the human eye. The medi cal tech no lo gies used – as for
examp le a glu co me ter – assist by making the disea se visi b le, rep re sen ting digits of the glu -
co se con tent in the blood. The tech no lo gies should the re fo re ope ra te as a sup port to con trol
the glu co se con tent life-long and enhan ce access to bio me di cal tre at ment. Due to the cha -
rac te riza ti on of DM, the out co me of a recom men ded dai ly test regi me is not a posi ti ve or
nega ti ve result as it would be for a mala ria or HIV/AIDS test, but rather a sequ en ce of num -
bers, which has to be inter p re ted and orga ni s ed by human beings. The re fo re, tes ting can
offer dif fe rent ways of under stan ding aspects of our health and thin king about health and
disea se. Howe ver, one should care ful ly look at what is being tes ted, how it is tes ted and how
the data is inter p re ted and rep re sen ted.

”[F]or many rea sons that are both lay
and pro fes sio nal, dia be tes is a con tro -
ver sial and con tes ted diag no sis.”

Caro lyn Smith-Mor ris: ”The Chro ni ci ty of
Life: The Acu te ness of Diag no sis”, in: Chro -
nic Con di ti ons, Fluid Sta tes: Chro ni ci ty and
the Anthro po lo gy of Ill ness, Uni ted Sta tes
of Ame ri ca: Rut gers Uni ver si ty Press
(2010), p. 27.

During the rese arch on T2DM, I was sup por ted by two rese arch asso cia tes: Dr. Judith Mhe ni
and Dr. Euse bi us J. Mikon go ti, who are both medi cal doc tors. During our enco un ters in 2019,
the glu co me ter beca me inc rea sin g ly pre sent in the nar ra ti ves of women and men diag no sed
with T2DM from all socioe co no mic sta tu ses. Of the 34 indi vi duals we were in regu lar con -
tact with over the se years, seven have purcha sed the device out of pocket. One per son got it
through a spe cial pro mo ti on by the NHIF and a local phar ma cy. Howe ver, the machi ne as
such is not the most expen si ve part. What makes it expen si ve are the strips and the need les
to get blood out of the fin ger tip. A set of fif ty strips cos ted by then around 45’000 TZS
(approx. $20), which is not even two strips a day. Each device requi res dif fe rent strips and
need les. The micro-spe ci fi ca ti ons of each glu co me ter are the re fo re very important, and spa -
re parts are not always availab le for all types of devices on the local mar ket. Out of the eight
indi vi duals who own a device, only two per sons were not insu red by the NHIF. One per son
paid for the test strips out of pocket and used it just in case of fee ling unwell. The other has
recei ved the strips as a gift and was often not able to use the device at all. As DM is con s i de -
red to be a chro nic disea se, the bio me di cal dis cour se rep res ents it as a disea se which requi -
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A blood glu co me ter is a point-of-care device and as such a tech no lo gi cal pro duct which
makes T2DM visi b le and sha pes its bio me di cal mana ge ment. Nevert he less, the depic ted
num bers on its scre en do not rep re sent the com plex pic tu re of the indi vi duals’ cons traints
and health capa ci ties even though the se aspects are influ en cing the dis play ed glu co se value.
How do insuran ce sche mes influ en ce Dia be tes Mel li tus (DM) (in)visi bi li ty through such tech -
no lo gies? For me per so nal ly, digi tal tech no lo gies always evo ke a sen se of dis rup ti on and dis -
con cer ting vigi lan ce due to pri va cy con cerns. Nevert he less, digi tal tech no lo gies are cru cial
in today’s medi cal per cep ti ons of DM and at the cent re of the diag no sis of the disea se. 4

Howe ver, digi tal tech no lo gies are also at the cent re of a rela ted health infra struc tu re – the
health insuran ce sche mes. Through the under lying data fi ca ti on they estab lish new ways of
moni to ring and eva lua ting health expen ses and health see king beha viours.5

Like the glu co me ter, such data pro du ces a spe ci fic visi bi li ty
and crea tes a form of invi si bi li ty and ine qua li ty at the same
time.
Many indi vi duals were tes ting their glu co se value not only at the visits on their month ly dia -
be tes cli nic days. Yet, in a place such as the Kilom be ro Val ley, most indi vi duals do not have
the pos si bi li ty and the finan cial means to buy their own glu co me ter, which was repor ted to
cost around 65’000 TZS (approx. $28). The re fo re, indi vi duals often test at small pri va te
labo ra to ries. To test at pri va te labo ra to ries ins tead of the dia be tes cli nic is more con ve ni ent
due to the dis tan ce, the pri ce, the time spent for tes ting and wai ting and so forth. This data is
mis sing and does thus not form part of a broa der pic tu re of the per son’s health by medi cal
staff atten ding them in the cli nic. In that regard it can not enhan ce the cor rect adjust ment of
the T2DM medi ca ti on. The blood glu co se valu es mea su red remai ned in a note book in the
labo rato ry. Addi tio nal ly, the data also remains invi si b le to enab le a broa der pic tu re on T2DM
in a parti cu lar health care faci li ty and the re by mis ses to inform health poli cies. Simi lar things
could be obser ved con cer ning health insuran ce sche mes. Indi vi duals in the rese arch area did
know that this per son or that neigh bour got a ser vice paid for by the NHIF. Howe ver, what a
spe ci fic health insuran ce plan covers and why the poli cy of the bene fit pac ka ge chan ged at a
parti cu lar point in time remai ned invi si b le to indi vi duals diag no sed with T2DM with and wit -
hout health insuran ces. The re were main ly two insuran ce sche mes pre sent in the nar ra ti ves
of indi vi duals in the Kilom be ro Val ley: the Natio nal Health Insuran ce Fund (NHIF) and the
impro ved Com muni ty Health Fund (iCHF - CHF Iliyo bo reshwa). The NHIF is a man dato ry
health insuran ce sche me for civil ser vants and for mal ly emp loy ed indi vi duals, whi le the iCHF
is a so-cal led pre-pay ment sche me for peop le wit hout ’for mal’ emp loy ment in rural areas.
The pre mi um set tings and the bene fit pac ka ges of the two health insuran ce sche mes dif fe -
red sub stan tial ly.

Insuran ce sche mes do not ope ra te in iso la ti on.
Indi vi duals that I met who were insu red by the NHIF were eit her insu red through their pub lic
emp loy ment sta tus or due to their sta tus as a depen dent of an insu red pub lic emp loyee. In
that cate go ry, the NHIF had an emp loy er/emp loyee split whe re each par ty con tri bu ted three
per cent of the month ly sala ry which was deduc ted direct ly. It cove r ed two par ents and four
depen d ents. The covera ge howe ver chan ges for the NHIF after the reti re ment of the pre -
vious ly emp loy ed main poli cy hol der. After reti re ment only the for mer emp loyee and her/his
spou se are insu red any lon ger, and only in case if such a chan ge has been ini tia ted by the
main poli cy hol der. If the main poli cy hol der has con tri bu ted 120 months or more to the sche -
me, the reti red indi vi dual and her/his spou se recei ve free health insuran ce ser vices for the
rest of their life.6 The iCHF was paid by an annual lump sum of 30’000 TZS (approx. $13) in
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advan ce for a hou se hold of six indi vi duals. During the years of the rese arch the NHIF enab -
led indi vi duals not only to access dif fe rent types of pub lic and pri va te faci li ties on all levels
up to Muhim bi li Natio nal Hospi tal, inclu ding pri va te ly run phar ma cies and acc re di ted drug
dis pen sing out lets (ADDOs), but also to get dif fe rent tech no lo gi cal ly media ted inves ti ga ti ons
and phar maceuti cal pro ducts as for examp le the test strips for the indi vi dual glu co me ter. In
the same years, the iCHF did not pay for the test strips of the glu co me ter and only some
phar maceuti cal pro ducts for the tre at ment of T2DM were availab le at pub lic health cen t res
and pub lic hospi tals. The re were no broa der and well estab lis hed agree ments bet we en the
iCHF and pri va te ly run phar ma cies or ADDOs during the se years.7 Insuran ce sche mes as
well as other tech no lo gies, such as dif fe rent tes ting tools, form part of an inter lo cking sys tem
of power and ine qua li ties.8

HEALTH INSURANCE  Making (In)Visible
In a bio me di cal rep re sen ta ti on, DM is cha rac te ri zed by a high blood sugar level over a con ti -
nuous period of time due to the impair ment of the pan c reas in pro du cing insu lin, or the inap -
pro pria te res pon se to the pro du ced insu lin by the body cells due to an insu lin resi s tan ce. DM
thus belongs to a group of meta bo lic dis or ders, which are occur ring in our body and are in its
depic ti on typi cal ly not noti ceab le to the human eye. The medi cal tech no lo gies used – as for
examp le a glu co me ter – assist by making the disea se visi b le, rep re sen ting digits of the glu -
co se con tent in the blood. The tech no lo gies should the re fo re ope ra te as a sup port to con trol
the glu co se con tent life-long and enhan ce access to bio me di cal tre at ment. Due to the cha -
rac te riza ti on of DM, the out co me of a recom men ded dai ly test regi me is not a posi ti ve or
nega ti ve result as it would be for a mala ria or HIV/AIDS test, but rather a sequ en ce of num -
bers, which has to be inter p re ted and orga ni s ed by human beings. The re fo re, tes ting can
offer dif fe rent ways of under stan ding aspects of our health and thin king about health and
disea se. Howe ver, one should care ful ly look at what is being tes ted, how it is tes ted and how
the data is inter p re ted and rep re sen ted.

”[F]or many rea sons that are both lay
and pro fes sio nal, dia be tes is a con tro -
ver sial and con tes ted diag no sis.”

Caro lyn Smith-Mor ris: ”The Chro ni ci ty of
Life: The Acu te ness of Diag no sis”, in: Chro -
nic Con di ti ons, Fluid Sta tes: Chro ni ci ty and
the Anthro po lo gy of Ill ness, Uni ted Sta tes
of Ame ri ca: Rut gers Uni ver si ty Press
(2010), p. 27.

During the rese arch on T2DM, I was sup por ted by two rese arch asso cia tes: Dr. Judith Mhe ni
and Dr. Euse bi us J. Mikon go ti, who are both medi cal doc tors. During our enco un ters in 2019,
the glu co me ter beca me inc rea sin g ly pre sent in the nar ra ti ves of women and men diag no sed
with T2DM from all socioe co no mic sta tu ses. Of the 34 indi vi duals we were in regu lar con -
tact with over the se years, seven have purcha sed the device out of pocket. One per son got it
through a spe cial pro mo ti on by the NHIF and a local phar ma cy. Howe ver, the machi ne as
such is not the most expen si ve part. What makes it expen si ve are the strips and the need les
to get blood out of the fin ger tip. A set of fif ty strips cos ted by then around 45’000 TZS
(approx. $20), which is not even two strips a day. Each device requi res dif fe rent strips and
need les. The micro-spe ci fi ca ti ons of each glu co me ter are the re fo re very important, and spa -
re parts are not always availab le for all types of devices on the local mar ket. Out of the eight
indi vi duals who own a device, only two per sons were not insu red by the NHIF. One per son
paid for the test strips out of pocket and used it just in case of fee ling unwell. The other has
recei ved the strips as a gift and was often not able to use the device at all. As DM is con s i de -
red to be a chro nic disea se, the bio me di cal dis cour se rep res ents it as a disea se which requi -
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res con ti nued moni to ring – at least until the medi ca ti ons are adjus ted in case that an indi vi -
dual is not using insu lin. The insuran ce the re by bols te red the aspi ra ti on for ’modern indi vi -
dua li zed health care’ through the empha sis on indi vi dual tes ting via a glu co me ter. Encou ra -
ging peop le to test their own blood glu co se levels at home, and the re fo re to buy a glu co me -
ter, was men tio ned by peop le from all back grounds as a com mon pie ce of advice from doc -
tors. Accor ding to medi cal pro fes sio nals, this habit allows pati ents to bet ter under stand and
assess their own health con di ti ons.

Tes ting see med to be gai ning in import an ce in a local bio me di -
cal tre at ment regi me.
In the nar ra ti ves of indi vi duals diag no sed with T2DM, the empha sis on tes ting in the month ly
check-ups gave also way to the com pre hen si ve instruc ti ons on die ta ry chan ges to con trol
the glu co se level in the blood. In pre sent enco un ters at the cli nic, the adhe ren ce and mana -
ge ment of medi ci nes and the mea su ring of the height, weight, the blood glu co se con tent and
the blood pres su re level was empha si s ed as women and men reco un ted to us. Still, the
empha sis on mea su ring had no influ en ce on the long diag nostic jour ney to get a T2DM diag -
no sis yet, as nar ra ted by other inter lo cu tors. 9 A mis i den ti fi ca ti on as mala ria and/or HIV/AIDS
due to the symp toms – such as pain all over the body, swea ting, fever, ext re me tired ness,
thirst, hea d a ches or losing weight – was men tio ned by many indi vi duals. 10 Nevert he less, dia -
be tes was rep re sen ted by medi cal pro fes sio nals as beco ming inc rea sin g ly com mon. Howe -
ver, rese arch and donor fun ded pro jects on DM were still rare. Or has DM just been mar gi na -
li sed by most donor-fun ded pro jects sin ce deca des as Amy Moran-Tho mas’ rese arch indi ca -
tes?11 And how will health insuran ce sche mes chan ge or rein for ce this disc re pan cy in the
futu re in places like the Kilom be ro Val ley? In the con ver sa ti ons with indi vi duals diag no sed
with T2DM, health insuran ce sche mes were not rep re sen ted to help shor ten the diag nostic
jour neys. But being insu red via the NHIF was said to be help ful to pay for the bio me di cal tre -
at ment costs after wards, and to faci li ta te to recei ve a ”favou ra b le tre at ment” at pri va te and
pub lic health care faci li ties on all levels of the hier ar chi cal ly struc tu red health care sys tem.
During the years of rese arch, mala ria tre at ment was cove r ed by both insuran ce sche mes the
iCHF and the NHIF. Access to T2DM tre at ment was howe ver limi t ed through the iCHF by
then. A sus tainab le and com pre hen si ve access to bio me di cal T2DM tre at ment was only
availab le for indi vi duals insu red via the NHIF.

The for mat of the post card hel ped me to com bi ne visual con s i -
de ra ti ons and writ ten thoughts.
In a mul ti-laye red pro cess – invol ving the selec ti on of a topic, its visual con cep tua liza ti on as
well as the depic ti on by using dif fe rent tools – I crea ted visual ref lec ti ons for the post card
front. On the rever se side of the post card, I ins er ted a writ ten com ment, a ref lec ti on or ques -
ti ons and con cerns which were lin ked to or con tras ting the visual com po si ti on. The front and
the back of the post cards were lin ked in one or the other way. Yet whi le loo king at one side
the other is invi si b le and allows in that moment to ret hink of and exp lo re addi tio nal asso cia ti -
ons. The post card of the glu co me ter, for examp le, can enab le us to criti cal ly ref lect on so cal -
led true results, and how they can dif fer depen ding on the indi vi duals and places invol ved in
the pro cess of mea su ring a disea se. Not only does the time of the day influ en ce the result,
also the men tal well-being such as fear, stress or hea vy thoughts are chan ging it. Even the
fact of having loo ked at food is acti va ting the insu lin pro duc ti on by our pan c reas through
mes sen gers sent by the brain.
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What then is a true result?
App lying the X-ray fil ter to the pho to gra phy addi tio nal ly trig gers ques ti ons about dif fe rent
mea nings of series of dai ly blood glu co se rea dings. Who can afford several blood glu co se
rea dings a day in the Kilom be ro Val ley? How much do we actual ly know about a per son
through the se sequ en ces of num bers? How do num bers affect the tre at ment? Which num -
bers – blood glu co se value, insuran ce card num ber etc. – are influ en cing the actual bio me di -
cal tre at ment, and how so? Through the depic ti on of the device – wit hout the lan cets nor the
tes ting strips which are essen tial to per form their actual func ti on – ques ti ons con cer ning
practi cal issu es around its wor king ari se. Whe re to get bat te ries, lan cets, strips whi le living in
the Kilom be ro Val ley? How long are the strips availab le on the mar ket? Is the type of glu co -
me ter on the list of the Medi cal Sto re Depart ment of Tanza nia, or was it just a dona ti on by a
pro gram? The drawn graphs can remind an obser ver of the ups and downs – the chro ni ci ty
with which T2DM is often asso cia ted, and the acu te ness of the diag no sis and so forth. It can
rai se ques ti ons on when and how health insuran ces are nee ded and actual ly used.

HEALTH INSURANCE  Hidden Costs
As I got to under stand through con ver sa ti ons with indi vi duals, DM often imp lied com plex
and expen si ve the ra pies which are regar ded as life-long in a bio me di cal sen se. The ran ge of
the costs for a bio me di cal tre at ment regi me varied among our inter lo cu tors and for the indi vi -
duals over time, and was repor ted to be bet we en 9’500 TZS and around 90’000 TZS
(approx. $4-$44) per month wit hout the myriad costs for the recom men ded diet, the tes ting
tools and the trans por ta ti on costs to the respec ti ve health ca re faci li ty. In case of long-term
imp li ca ti ons, co-mor bi di ties and syner getic inter re la ti ons, furt her inves ti ga ti ons and addi tio -
nal medi ci nes were recom men ded by medi cal pro fes sio nals. The indi vi duals could sel dom
mana ge the se costs as well as the care sche me over many years alo ne. The cost did not only
cor re la te with the pro gres si on of the disea se and the long-term imp li ca ti ons set in moti on,
inclu ding high blood pres su re and/or an expe ri en ced stro ke; but also, bet we en indi vi duals
insu red via the NHIF, the iCHF and out-of-pocket pay ments, due to the dif fe rent ser vice
covera ge poli cies of the insuran ce sche mes. Whe re the NHIF cove r ed dif fe rent rela ted
inves ti ga ti ons and a ran ge of medi ci nes for T2DM, the iCHF was rep re sen ted by most indi vi -
duals diag no sed with T2DM to alle via te the tre at ment costs only mar gi nal ly and just if pre -
scri bed with some few spe ci fic phar maceuti cal pro ducts availab le in pub lic health cen t res
and hospi tals. None of the insuran ce pac ka ges cove r ed the cost of the recom men ded diet,
nor did they cover trans por ta ti on costs to health faci li ties. The se costs remai ned invi si b le for
the health care sys tem but not for the bud get of the indi vi duals diag no sed with T2DM.

Post card by Meli na Rutis hau ser, Tanza nia (2017).
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res con ti nued moni to ring – at least until the medi ca ti ons are adjus ted in case that an indi vi -
dual is not using insu lin. The insuran ce the re by bols te red the aspi ra ti on for ’modern indi vi -
dua li zed health care’ through the empha sis on indi vi dual tes ting via a glu co me ter. Encou ra -
ging peop le to test their own blood glu co se levels at home, and the re fo re to buy a glu co me -
ter, was men tio ned by peop le from all back grounds as a com mon pie ce of advice from doc -
tors. Accor ding to medi cal pro fes sio nals, this habit allows pati ents to bet ter under stand and
assess their own health con di ti ons.

Tes ting see med to be gai ning in import an ce in a local bio me di -
cal tre at ment regi me.
In the nar ra ti ves of indi vi duals diag no sed with T2DM, the empha sis on tes ting in the month ly
check-ups gave also way to the com pre hen si ve instruc ti ons on die ta ry chan ges to con trol
the glu co se level in the blood. In pre sent enco un ters at the cli nic, the adhe ren ce and mana -
ge ment of medi ci nes and the mea su ring of the height, weight, the blood glu co se con tent and
the blood pres su re level was empha si s ed as women and men reco un ted to us. Still, the
empha sis on mea su ring had no influ en ce on the long diag nostic jour ney to get a T2DM diag -
no sis yet, as nar ra ted by other inter lo cu tors.9 A mis i den ti fi ca ti on as mala ria and/or HIV/AIDS
due to the symp toms – such as pain all over the body, swea ting, fever, ext re me tired ness,
thirst, hea d a ches or losing weight – was men tio ned by many indi vi duals. 10 Nevert he less, dia -
be tes was rep re sen ted by medi cal pro fes sio nals as beco ming inc rea sin g ly com mon. Howe -
ver, rese arch and donor fun ded pro jects on DM were still rare. Or has DM just been mar gi na -
li sed by most donor-fun ded pro jects sin ce deca des as Amy Moran-Tho mas’ rese arch indi ca -
tes?11 And how will health insuran ce sche mes chan ge or rein for ce this disc re pan cy in the
futu re in places like the Kilom be ro Val ley? In the con ver sa ti ons with indi vi duals diag no sed
with T2DM, health insuran ce sche mes were not rep re sen ted to help shor ten the diag nostic
jour neys. But being insu red via the NHIF was said to be help ful to pay for the bio me di cal tre -
at ment costs after wards, and to faci li ta te to recei ve a ”favou ra b le tre at ment” at pri va te and
pub lic health care faci li ties on all levels of the hier ar chi cal ly struc tu red health care sys tem.
During the years of rese arch, mala ria tre at ment was cove r ed by both insuran ce sche mes the
iCHF and the NHIF. Access to T2DM tre at ment was howe ver limi t ed through the iCHF by
then. A sus tainab le and com pre hen si ve access to bio me di cal T2DM tre at ment was only
availab le for indi vi duals insu red via the NHIF.

The for mat of the post card hel ped me to com bi ne visual con s i -
de ra ti ons and writ ten thoughts.
In a mul ti-laye red pro cess – invol ving the selec ti on of a topic, its visual con cep tua liza ti on as
well as the depic ti on by using dif fe rent tools – I crea ted visual ref lec ti ons for the post card
front. On the rever se side of the post card, I ins er ted a writ ten com ment, a ref lec ti on or ques -
ti ons and con cerns which were lin ked to or con tras ting the visual com po si ti on. The front and
the back of the post cards were lin ked in one or the other way. Yet whi le loo king at one side
the other is invi si b le and allows in that moment to ret hink of and exp lo re addi tio nal asso cia ti -
ons. The post card of the glu co me ter, for examp le, can enab le us to criti cal ly ref lect on so cal -
led true results, and how they can dif fer depen ding on the indi vi duals and places invol ved in
the pro cess of mea su ring a disea se. Not only does the time of the day influ en ce the result,
also the men tal well-being such as fear, stress or hea vy thoughts are chan ging it. Even the
fact of having loo ked at food is acti va ting the insu lin pro duc ti on by our pan c reas through
mes sen gers sent by the brain.
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What then is a true result?
App lying the X-ray fil ter to the pho to gra phy addi tio nal ly trig gers ques ti ons about dif fe rent
mea nings of series of dai ly blood glu co se rea dings. Who can afford several blood glu co se
rea dings a day in the Kilom be ro Val ley? How much do we actual ly know about a per son
through the se sequ en ces of num bers? How do num bers affect the tre at ment? Which num -
bers – blood glu co se value, insuran ce card num ber etc. – are influ en cing the actual bio me di -
cal tre at ment, and how so? Through the depic ti on of the device – wit hout the lan cets nor the
tes ting strips which are essen tial to per form their actual func ti on – ques ti ons con cer ning
practi cal issu es around its wor king ari se. Whe re to get bat te ries, lan cets, strips whi le living in
the Kilom be ro Val ley? How long are the strips availab le on the mar ket? Is the type of glu co -
me ter on the list of the Medi cal Sto re Depart ment of Tanza nia, or was it just a dona ti on by a
pro gram? The drawn graphs can remind an obser ver of the ups and downs – the chro ni ci ty
with which T2DM is often asso cia ted, and the acu te ness of the diag no sis and so forth. It can
rai se ques ti ons on when and how health insuran ces are nee ded and actual ly used.

HEALTH INSURANCE  Hidden Costs
As I got to under stand through con ver sa ti ons with indi vi duals, DM often imp lied com plex
and expen si ve the ra pies which are regar ded as life-long in a bio me di cal sen se. The ran ge of
the costs for a bio me di cal tre at ment regi me varied among our inter lo cu tors and for the indi vi -
duals over time, and was repor ted to be bet we en 9’500 TZS and around 90’000 TZS
(approx. $4-$44) per month wit hout the myriad costs for the recom men ded diet, the tes ting
tools and the trans por ta ti on costs to the respec ti ve health ca re faci li ty. In case of long-term
imp li ca ti ons, co-mor bi di ties and syner getic inter re la ti ons, furt her inves ti ga ti ons and addi tio -
nal medi ci nes were recom men ded by medi cal pro fes sio nals. The indi vi duals could sel dom
mana ge the se costs as well as the care sche me over many years alo ne. The cost did not only
cor re la te with the pro gres si on of the disea se and the long-term imp li ca ti ons set in moti on,
inclu ding high blood pres su re and/or an expe ri en ced stro ke; but also, bet we en indi vi duals
insu red via the NHIF, the iCHF and out-of-pocket pay ments, due to the dif fe rent ser vice
covera ge poli cies of the insuran ce sche mes. Whe re the NHIF cove r ed dif fe rent rela ted
inves ti ga ti ons and a ran ge of medi ci nes for T2DM, the iCHF was rep re sen ted by most indi vi -
duals diag no sed with T2DM to alle via te the tre at ment costs only mar gi nal ly and just if pre -
scri bed with some few spe ci fic phar maceuti cal pro ducts availab le in pub lic health cen t res
and hospi tals. None of the insuran ce pac ka ges cove r ed the cost of the recom men ded diet,
nor did they cover trans por ta ti on costs to health faci li ties. The se costs remai ned invi si b le for
the health care sys tem but not for the bud get of the indi vi duals diag no sed with T2DM.

Post card by Meli na Rutis hau ser, Tanza nia (2017).
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Access to tech no lo gi cal ly media ted infra struc tu res is fluc tua ting for indi vi duals diag no sed
with T2DM. The tech no lo gi cal infra struc tu res are being trans for med, adap ted, sha ped and
rede sig ned, often influ en ced by inter na tio nal orga ni sa ti ons. During the years of my rese arch,
the re were several chan ges con cer ning the iCHF. Most import ant ly, its natio nal roll-out to 26
regi ons of main land Tanza nia star ting in 2019 and the inc rea se of the annual fees to insu re six
indi vi duals from 10’000 TZS to 30’000 TZS (approx. $4-$13) in the Kilom be ro Val ley, which
took place simul ta neous ly. Access to health insuran ce was also fluc tua ting due to chan ges in
the indi vi duals’ socioe co no mic posi ti ons and chan ging rela ti ons to other indi vi duals such as
neigh bours and kin. The re fo re, health insuran ces mani fest them sel ves con curr ent ly, and over
time as enab ling and libe ra ting, for examp le for elder ly women for mer ly emp loy ed by the sta -
te as nur ses or tea chers, who after reti re ment were able to access pri va te health care faci li -
ties and spe cia lists all over the coun try wit hout the need to ask rela ti ves for finan cial sup port.
At the same time, health insuran ces revea led them sel ves as inhi bi ting and exclu ding, 12 as for
examp le they only cover bio me di cal tre at ment costs even though it is recom men ded and rep -
re sen ted as essen tial to fol low a balan ced diet with vege ta b les and who le grains. Such a
healt hy diet is more expen si ve and less acces si b le than pro ces sed grains. Ano ther examp le
would be that indi vi duals who are insu red based on the emp loy ment sta tus of a rela ti ve can
lose their access to insuran ce covera ge in case the emp loy ment sta tus of the daugh ter/son,
mother/father or their mar i tal sta tus has chan ged. In a bio me di cal tre at ment regi me, DM
can not be cove r ed by a mini mum insuran ce pac ka ge.

A com pre hen si ve insuran ce sys tem is a form of radi cal health,
alt hough its imp le men ta ti on sel dom ful fils such a pro mi se for
all over a long period of time.
Health insuran ces are not radi cal in the sen se of excee ding con ven tio nal ways of doing
health for all. Nevert he less, to keep a curio si ty in dif fe rent and at times may be even con tra -
dicto ry imp li ca ti ons of such tech no lo gi cal ly media ted infra struc tu res as health insuran ce
sche mes, can help us to see some radi cal pos si bi li ties. In this regard, it is use ful to (re)con s i -
der one’s own stand po ints and sub due one self to a tem pora ry sen se of dis com fort so as to
per cei ve other aspects and ”[...] chal len ge our own visi ons of the real”. 13

HEALTH INSURANCE  Postcards
As ver sa ti le mate rial objects, I had the pos si bi li ty to assem b le the post cards and reas sem b le
them in dif fe rent ways and crea te through that new ideas and focus on dif fe rent insights.
Assem b ling for examp le the depic ted post card of an indi vi dual glu co me ter (second post -
card), a post card of food and ano ther with colour ful pills drew atten ti on to the dif fe rent
effects the se pro ducts can have on the dis play ed blood glu co se valu es. This allo wed for ref -
lec ti ons on how the se aspects were pre sen ted in dif fe rent occa si ons by dif fe rent sta ke hol -
ders. Com p le men ted with the post card on money (third post card), ques ti ons on costs,
availa bi li ty and depen den cy of mar kets and poli cies and their glo bal ent an g le ments were ari -
sing. All the se aspects were rather invi si b le whi le loo king at one post card alo ne. Addi tio nal ly,
becau se of the prin ted-out post cards, some of my thoughts beca me visi b le and pal pab le
objects which I could take along with me and sha re with others. During the dis cus si ons with
fami ly, fri ends and col lea gu es from a qua li ta ti ve data ana ly sis group, addi tio nal lay ers of ent -
an g le ments beca me visi b le. When a fri end saw the post card with the inscrip ti on ”TRUE re -
sult” on the glu co me ter, as well as the depic ti on of time on the first post card in the pre sent
con tri bu ti on, an inte res ting dis cus si on emer ged. We deba ted the ent an g le ments of the true
and the re fo re valuab le results and their medi cal and indi vi dual links to time, for examp le con -
cer ning an indi vi dual’s T2DM care during the har ves ting sea son or a burial cere m o ny and the
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Access to tech no lo gi cal ly media ted infra struc tu res is fluc tua ting for indi vi duals diag no sed
with T2DM. The tech no lo gi cal infra struc tu res are being trans for med, adap ted, sha ped and
rede sig ned, often influ en ced by inter na tio nal orga ni sa ti ons. During the years of my rese arch,
the re were several chan ges con cer ning the iCHF. Most import ant ly, its natio nal roll-out to 26
regi ons of main land Tanza nia star ting in 2019 and the inc rea se of the annual fees to insu re six
indi vi duals from 10’000 TZS to 30’000 TZS (approx. $4-$13) in the Kilom be ro Val ley, which
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te as nur ses or tea chers, who after reti re ment were able to access pri va te health care faci li -
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healt hy diet is more expen si ve and less acces si b le than pro ces sed grains. Ano ther examp le
would be that indi vi duals who are insu red based on the emp loy ment sta tus of a rela ti ve can
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mother/father or their mar i tal sta tus has chan ged. In a bio me di cal tre at ment regi me, DM
can not be cove r ed by a mini mum insuran ce pac ka ge.

A com pre hen si ve insuran ce sys tem is a form of radi cal health,
alt hough its imp le men ta ti on sel dom ful fils such a pro mi se for
all over a long period of time.
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HEALTH INSURANCE  Postcards
As ver sa ti le mate rial objects, I had the pos si bi li ty to assem b le the post cards and reas sem b le
them in dif fe rent ways and crea te through that new ideas and focus on dif fe rent insights.
Assem b ling for examp le the depic ted post card of an indi vi dual glu co me ter (second post -
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FIELDWORKING
✵Ins tead of ✹re cog ni ze the costs’, the
anci ent wis dom from the Temp le of
Apol lo in Del phi ✹re cog ni ze your self’ –
direc ted to each one of us – will help
us sha pe the futu re of health and of
humani ty in the long run.”

Die trich Grö ne mey er – a renow ned
Ger man doc tor and best-sel ling aut -
hor. 1

Recog ni zing one self effec ti ve ly sup ports pro ces ses of self-hea ling. Self-help, in turn, can
help over co me the immen se short co mings of today✹s high ly tech no lo gi zed bio me di cal sys -
tem, which often fails to inte g ra te the basic human need for rela ted ness and mea ning into
the ra pies. This quo te also recalls the anci ent foun da ti on of today✹s medi cal sys tem, the Hip -
po c ratic Oath that eve ry doc tor and mid wi fe takes nowa days. Evi den ce-based medi ci ne has
to pur sue cli ni cal stu dies that pro ve – for examp le – the effi ca cy of home reme dies, but
peop le living in high ly urba ni zed socie ties urgent ly need help with civi liza tio nal chro nic
disea ses too. This need is addres sed by rese arch approa ches such as Salu to ge ne sis, nar ra -
ti ve or mind-body medi ci ne, CAM (com p le men ta ry and alter na ti ve medi ci ne), or inte g ra ti ve
medi ci ne. They stri ve to meet the stan dards of sci en ti fic rese arch whi le taking into acco unt
the holistic natu re of health and ill ness, i.e., its inter per so nal, emo tio nal, social, or politi cal
aspects in the short or long term. 
Through app lied anthro po lo gi cal rese arch and sup por ting efforts to pre vent typi cal eve r y day
ail ments, the Werk statt Eth no lo gie Ber lin (WEB),2 of which I am a mem ber – in coope ra ti on
with Prof. Annet te Kerck hoff – has been invol ved in the deve lop ment of Mama cu ra Work -
shops sin ce 2012. The con cept grew out of a mutual inte rest in an anthro po lo gi cal per spec ti -
ve on the use of food for health and hea ling pur po ses. We are inte res ted in all kinds of
respec ti ve know led ge and skills, as well as how they are com mu ni ca ted and trans for med
along the way. 
During the two-hour-long work shops, we first acquaint our sel ves with the various parti ci -
pants by sha ring each other✹s expe ri en ces and goals. Then we pre sent rele vant sci en ti fic
infor ma ti on on nutri ti on and dis cuss dif fe rent per spec ti ves espe cial ly on the con text of infor -
ma ti on trans mis si on (for more infor ma ti on on the work shops, see: ✵Kit chen Reme dies from
Around the World”).3

This pro ce du re pro mo tes ref lec ti on and deve lops awa re ness
of some of the basic hea ling pro per ties of self-help. The
Mama cu ra Work shops pro vi de know led ge through sha red
lived expe ri en ce.
In this con tri bu ti on, I draw on parti ci pant obser va ti on during my field work on rep re sen ta ti ons
of ✹healt hy✹ eating among the ✵Neigh bor hood Mothers in Ber lin-Neu kölln✵ (Ger. Stadt teil müt -
ter in Neu kölln) bet we en 2012 and 2016 and the sub se qu ent team work for the deve lop ment
of the Mama cu ra Work shop.4 I am furt her inspi red by an enco un ter with Dirck van Bek kum
who works as an anthro po lo gist emp loy ed as edu ca tor in a cli ni cal set ting and con s i ders his
work as ✵field wor king”.5 This con cept pro vi des a frame work for my own ✵bet wixt and bet we -
en✵ acti vi ty of using anthro po lo gi cal rese arch tools for the pur po se of pre ven ti ve health. In
the fol lo wing, I offer an anthro po lo gi cal ref lec ti on on this expe ri en ce and pro po se furt her
pos si bi li ties in terms of practi ce and rese arch. First, I intro du ce my (part ly autoeth no gra phic)
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hoff – an expert in natu ro pa thic self-help – on the topic of kit chen reme dies. 7 In the se work -
shops, a group of twen ty women from all over the world exchan ged their expe ri en ce of hea -
ling colds and dea ling with pain and swap ped advice on beau ty and well ness. The atmos -
phe re was full of smi les and good humor, and a lot of fruit ful ideas were sha red. I docu men -
ted the three ses si ons, tran scri bed the reci pes, and sha red the anthro po lo gi cal lite ra tu re I
had gathe red on the topic. We pub lis hed a book,8 and I con ti nued con duc ting field work in
the pro ject Stadt teil müt ter in Neu kölln (engl. Neigh bor hood Mothers in Neu kölln), whe re
most of the ini tial work shop parti ci pants wor ked.

Pho to graph by Pau lus Pon ziak (2016).

Book cover Haus mit tel aus aller Welt (❉Ho me reme dies
from around the worl d❉), Essen: KVC Ver lag (2016).

All of the se expe ri en ces and dif fe rent per spec ti ves for med a ✵patch wor k✵ that lar ge ly infor -
med the co-crea ti on of a new work shop con cept. I use the term ✵patch wor k✵ to ack now led ge
its very com po si te form whi le pre ser ving its legiti ma cy as a rese arch object.9 Rea li zing how
inspi ring the work shop was for peop le who rare ly have the pos si bi li ty to talk with a pro fes -
sio nal about their expe ri en ce, we con duc ted furt her work shops with Annet te. My simul ta -
neous rese arch on rep re sen ta ti ons of health and hea ling hel ped me see that this set ting was
parti cu lar ly favora b le for the trans mis si on of health-rela ted infor ma ti on. As will be demon s t -
ra ted in the fol lo wing sec ti ons, the work shop atmos phe re and the parti ci pants’ mutual
exchan ge and sen so ry expe ri en ces also sha ped their memo ry and star ted pro ces ses of self-
hea ling. We the re fo re deci ded to intro du ce a refle xi ve ele ment on the trans mis si on of infor -
ma ti on to pro mo te awa re ness of that fac tor. And we also crea ted some play ful didactic
mate rials ref lec ting the se fin dings.
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field work and lived rese arch expe ri en ce to illu s t ra te how the work shop con cept rep res ents
an effec ti ve, acces si b le, and inex pen si ve way of coun te ring some of the apo rias of the cur -
rent domi n ant bio me di cal sys tem. Then I pre sent the anthro po lo gi cal tools used in the work -
shop and sha re my ref lec ti ons on how anthro po lo gi cal rese arch methods such as parti ci pant
obser va ti on and (semi-direc ted) group inter views – adap ted to this work shop set ting – inde -
ed pro mo te hea ling through ✵ra di cal empa thy✵ and can be ter med ✵field wor king”.6 Furt her, I
argue that the work shops offer a safe limi nal space to sha re impres si ons and sup port self-
hea ling pro ces ses. As such, they trans cend a for mal mee ting and beco me empo we ring as a
form of ✵help for self-hel p✵. Final ly, I sha re the expe ri en ce of four parti ci pants of the Mama -
cu ra Work shops that I have fol lo wed for several years. Their sto ries give some insights into
how parti cu lar mind sets and peer dyna mics gui de pro ces ses of chan ge. This exp lo rato ry
practi ce is inten ded to be sus tai ned through furt her rese arch wit hin the frame work of citi zen
sci en ce and its inte g ra ti on in the (Ger man) pri ma ry pre ven ti on and health pro mo ti on sys tem.

FIELDWORKING  Patchwork
For as long as I can recall, I have been inte res ted in self-help stra te gies, i.e. in how food and
spe ci fic acti vi ties can opti mi ze our health, strength, and appearan ce. I was told that soup
encou ra ges growth and that red meat gives strength. Salad is a must with chee se becau se
its fibers lock the fat and pre vent high levels of cho les te rol. A glass of wine a day pre vents
car dio vas cu lar disea ses. I was born at the end of the 1970s. Later, in the 1990s, the health
advice per va ded TV ads: ✵eat five hel pings of fresh fruits and vege ta b les a day,” a rather
simp le but somehow chal len ging recom men da ti on. Inde ed, I did not care so much at that
time becau se I was young and felt full of ener gy. I did not rela te my sto mach aches yet to my
dai ly hab its. Any way, I was inte res ted in good food as an art de viv re and glad ly deve lo ped
my coo king skills. An urge to care and under stand more about health mat ters led me to
beco me a nur se, and I star ted to expe ri en ce the world as an auto no mous young adult at the
turn of the cen tu ry.
My mother pro vi ded me with some important insights she gai ned during her own strugg le
with allo pa thic can cer tre at ment. Despi te the dis in te rest and nega ti ve reac ti ons of the medi -
cal team and some of her rela ti ves regar ding her need for holistic care, she insis ted on con ti -
nuing to com p le ment her tre at ment with natu ro pa thy and acu punc tu re. She often men tio ned
of how this hel ped her coun ter the side effects of che mo- and radio the ra py. She used to tell
me that she felt heard and eased by the CAM prac ti tio ners. I tho rough ly felt how important
this holistic com p le men ta ry approach was for her.

It made me rea li ze how French socie ty
pres su res peop le toward the hege mo -
nic bio me di cal sys tem despi te its limi t -
ed symp tom-ori en ted approach and
the tre men dous ly destruc ti ve side
effects and other col la te ral dama ge of
– for instan ce – che mo the ra py in can -
cer tre at ments.

Later, I moved to Ger ma ny and stu died phi lo so phy and social and cul tu ral anthro po lo gy. In
2012, I star ted an internship at the asso cia ti on Werk statt Eth no lo gie Ber lin, which brid ges
aca de mic rese arch and eve r y day cul tu res in Ber lin through work shops and other events. We
orga ni zed an exhi bi ti on on trans na tio nal aspects of alter na ti ve medi ci ne in Ber lin. In May of
that year, we had a three-week exhi bi ti on at the Schil ler Palais in the dis trict of Neu kölln
whe re hea lers, aca de mics, and inte res ted mem bers of the pub lic met for mul tip le events fea -
tu ring Afro-Bra zi li an Can dom blé, Tra di tio nal Chi ne se Medi ci ne (TCM), Tibe tan Medi ci ne,
Ayur ve da, Sha ma nism, Kore an Acu punc tu re, medi ci nal lee ches, and Bota ni cal Medi ci ne.
Further mo re, I wor ked as an assi s tant in three work shops con duc ted by Prof. Annet te Kerck -
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Illu s t ra ti on from a mat ching game made by the (web) desig ner
Alex an d ra Tie de during the work shop ✵Pic tu ring Enco un ter s✵ by
the Medi en werk statt Enco un ters in Ber lin (2019).

Joint pain and Polish ono ma to peia for pain.

Illu s t ra ti on from a mat ching game made by the (web) desig ner
Alex an d ra Tie de during the work shop ✵Pic tu ring Enco un ter s✵ by
the Medi en werk statt Enco un ters in Ber lin (2019).

✵Try cab ba ge wrap✵ (trans la ted from Polish).

I con s i der the Mama cu ra Work shops as a space of expe ri -
men ta ti on and rese arch that coun ter ba lan ces some of the per -
ni cious effects of neo li be ral politics inclu ding the pro mo ti on of
the indu s tria li sa ti on of health ca re and eco lo gi cal ly ques tionab -
le hea ling practi ces.
As a pro cess of ✵col la bo ra ti ve pro b lem-sol ving invol ving empo we r ed sta ke hol ders in civil
socie ty”, the Mama cu ra Work shops pro po se a space of ✵win-win” exchan ge for rese arch and
the pub lic. They fos ter a ”sym biotic trans for ma ti on” that res ponds to the apo ria con cer ning
ail ments in rela ti on to chro nic so-cal led ’civi li sa ti on disea ses’ such as dia be tes or car dio vas -
cu lar disea ses. 10 Using sci en ti fi cal ly appro ved home reme dies is an effi ci ent and cheap way
of pre ven ting disea se and opti mi sing the effects of con cur rent bio me di cal the ra pies.

✵Mo re open-ended expe ri ments are
pos si b le if anthro po lo gists team up
with inno va ti ve rese ar chers in bio me -
di ci ne to deve lop new con cep tual
models and to adopt novel obser va tio -
nal tech ni qu es and ’smart’ trials that
incor po ra te eth no gra phy to unra vel
com plex inter ac ti ons bet we en local
bio lo gies, attri bu tes of health sys tems,
social infra struc tu res, and users’ eve r -
y day lives.”

Ani ta Har don, Robert Pool: ✵An thro po lo -
gists in Glo bal Health Expe ri ments”, in:
Medi cal Anthro po lo gy 35/5 (2016), p. 447.

Har don and Pool pro po se anthro po lo -
gi cal methods for ✵brea king the hege -
m o ny of ran do mi zed con trol led trials in
desig ning glo bal health tech no lo gies”
and unra vel the ✵com plex inter ac ti ons”
in glo bal health.
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to the se cri te ria, the Mama cu ra Work shop can be con s i de red empo we ring, espe cial ly for
parti ci pants who se first lan gua ge is not Ger man. 
Expert jar gon needs to be ade qua te ly exp lai ned, illu s t ra ted, or sim p li fied in order to be app -
lied and used by non-pro fes sio nal parti ci pants. It also needs con stant upda ting. This is an
oppor tuni ty, espe cial ly for non-nati ve spea kers, to impro ve their lan gua ge skills by lear ning
fun da men tal ly use ful voca bu la ry and enga ging in cul tu ral exchan ge in a group set ting. The re -
fo re, the spea ker or mode ra tor should first assess whe ther the audi en ce is puzz led by the
voca bu la ry used and, con se qu ent ly, eit her direct ly ask ques ti ons on the topic, spon ta neous ly
rephra se, or offer a trans la ti on into the appro pria te lan gua ge.

Awa re ness of the many pos si b le customs and hab its of the
parti ci pants and empa thetic adapta ti on to one’s sen si bi li ties
and expec ta ti ons trans form a pos si b le com mu ni ca ti on chal -
len ge into an oppor tuni ty for exchan ge.
✵Ri tua li sed” as such, the trans mis si on of infor ma ti on takes place as much through form as
through con tent. When this is done with respect and pati en ce, as well as an inte rest in lan -
gua ge, cul tu ral exchan ge, and lear ning, one can obser ve that trust and a sen se of secu ri ty
deve lop throug hout the work shop. Such an atmos phe re pro mo tes posi ti ve peer dyna mics
and the co-crea ti on of a safe and inspi ring ✵li mi nal” lear ning space.
The spe ci fic worth of the Mama cu ra Work shops lies as much in their con tent as in the way
they fos ter the enco un ter with inti ma te ly lived expe ri en ces. For it is pre ci se ly the sha ring of
the se expe ri en ces that holds great poten tial for the trans mis si on of health-rela ted infor ma ti -
on and that is cru cial for ini tia ting a hea ling pro cess. Throug hout the work shops, I have recei -
ved com ments on the overwhel ming health infor ma ti on in other realms and its pos si b ly con -
fu sing effect on lay per sons. Some try out what they read on their own and sha re their suc -
ces ses and failu res with their peers, but the sup por ti ve group dyna mic and direct access to a
vali da ting aut ho ri ty inc rea se acco un ta bi li ty and, the re fo re, levels of (self-)con fi den ce. In that
sen se, peer dyna mics inc rea se the chan ces of suc cess ful ✵help for self-help”. More o ver, the
very moment of enco un ter its elf in this ritua li zed limi nal space can alrea dy have hea ling
effects as well – hea ling effects that occur through ✵psy cho so cial mobi liza ti on of the pati -
ent’s bio che mi cal res pon se sys tem” or by vir tue of the pla ce bo effect becau se ✵mea ning
mends” and ✵me ta phors heal”. 16 In this sen se, the work shops rep re sent a space of ✵connec ti -
on to a trans cen dent rea li ty, which enab les an open, loving and empa thetic attitu de” that is
so rele vant for hea ling dyna mics.17

FIELDWORKING  Vignettes Of Changes
I will now illu s t ra te some trans for ma ti ve pro ces ses through vig net tes of four parti ci pants I
was able to fol low over the years. Three of them had alrea dy parti ci pa ted in the ini tial work -
shops during the exhi bi ti on, and I met them again during my field work one to three years
later. To pro tect their pri va cy, their names have been chan ged. I first men ti on my own expe ri -
en ce throug hout the se years.

Caro li ne 
Star ting with my own per so nal expe ri en ce, I was diag no sed with the skin disea se pso ria sis
around the age of ten. When the work shops star ted, I was gra dual ly losing my mother, and
my mar ria ge was fal ling apart. So I deve lo ped fla re-ups all over my body. I loo ked sick, and I
knew I had to have hea vy corti cos te ro ids or anti-mitotic tre at ments if I wan ted my skin to be
healt hy in the short term. But this would not cure the disea se, and I would still have to rely on
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FIELDWORKING  “Fieldworking”
During my pre sen ta ti on at the Radi cal Health Con fe ren ce, 11 Dirck von Bek kum expres sed
enthu siastic sup port for this expe ri men tal for mat of doing app lied anthro po lo gi cal rese arch.
He is an anthro po lo gist wor king as a group the ra pist, edu ca tor, and arti san in a cli ni cal set -
ting. In a recent pub li ca ti on, he sug ge s ted a con cep tual frame work ✵to encom pass both ana -
lyti cal and app lica b le know led ge and skills in cli ni cal set tings”, which he terms ✵field wor -
king”. 12 In this sec ti on, I illu s t ra te how the Mama cu ra Work shops also requi re ✵field wor king”.
In addi ti on to the methods nor mal ly used for eth no gra phic rese arch that led to the Mama cu ra
Work shop con cept, I use parti ci pant obser va ti on and notes during the work shops them sel -
ves to tra ce the rele vant con tent and con duct an ✵in stant” ana ly sis of the data. The parti ci -
pants are awa re from the start that the data will be used for rese arch pur po ses. The se notes
and obser va ti ons are sys te mati cal ly ref lec ted in the second part of the work shop in order to
empha si ze the con text of com mu ni ca ti on to con vey hea ling infor ma ti on. In a ✵lear ning by
(con s cious ly) doing” pro cess, the parti ci pants deve lop an awa re ness for and actual ly ini tia te
a pro cess of self-hea ling (see next sec ti on). This is jar gon for rese arch pur po ses, but during
the work shop, I illu s t ra te the se prin ci p les by means of exam p les from the same or pre vious
work shops. 
The second part then unfolds as a docu men ted group dis cus si on in which parti ci pants ref -
lect, remem ber, and reso na te with each other in a varie ty of ways: oral ly, in wri ting, through
dra wings, acti ve lis te ning, or by even just being the re. Bodi ly com mu ni ca ti on con veys
insights as well. The parti ci pants’ body lan gua ge and facial expres si ons add nuan ce to their
res pon ses, and so does their silen ce. In some instan ces, the se forms of expres si on may
moti va te but also dis cou ra ge furt her dis cus si on. Such a work shop dyna mic requi res what
Koss-Chioi no calls ”radi cal empa thy” – an essen tial ele ment of any hea ling pro cess.13 
Through the simul ta neous exer ci se of com mu ni ca ti on and instant docu men ta ti on, I aim to
practi cal ly high light a hea ling prin cip le that can be con vey ed toge ther with kit chen reme dies.
The work shop pro mo tes pro xi mi ty and draws atten ti on to the mutual dyna mics of com mu ni -
ca ti on through which a pro cess of (self-)hea ling can be put in moti on.

This brid ge-buil ding work shop bet we en health care and rese -
arch – con cep tua li zed as ✵field wor king” – is the re fo re an inte -
res ting tool of ana ly sis for furt her rese arch and pro fes sio nal
acti vi ty inspi red by anthro po lo gi cal methods.
Dra wing on his expe ri en ce in cli ni cal set tings, van Bek kum argu es that ”the moments of hea -
ling and trans for ma ti on in divi na ti on rituals resem b le (...) the practi ce of co-crea ting tran si tio -
nal spaces and com muni tas in the ra peutic and edu ca tio nal con texts”. 14 In the next sec ti on, I
illu s t ra te how such a limi nal space for hea ling is also co-crea ted during the Mama cu ra Work -
shops.

FIELDWORKING  Mamacura’s Liminal Space
The Mama cu ra Work shop is a place of hori zon tal com mu ni ca ti on into mul tip le direc ti ons and
a bot tom-up as well as top-down visi b le, audi b le, but also invi si b le and inau di b le, acti ve or
pas si ve but always rele vant exchan ge bet we en pro fes sio nal experts and ama teur rese ar -
chers. The work shop is parti cu lar ly inter ac ti ve becau se it deals with expe ri en ces that are
rele vant for all invol ved per sons. Accor ding to Bec cy Blow’s criti cal ana ly sis, the essen tial
cri te ria for empo wer ment struc tu res, espe cial ly for adults with lear ning chal len ges are a
mea ning ful dia lo gue, giving voice or decou p ling power, and the need of con trol. 15 Accor ding
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✵And the tea cher says: ✹hey how
come?!’, ✹yes my mother works as a
Neigh bor hood Mother and at home
we pay atten ti on to that’ [...] and then
he was so proud [...] he says: ✹Mum my
look! Today at school I was the best!’”
[laugh ter].

In fact, Eme li ne’s son was so proud that it moti va ted him to uphold this self-ima ge in class,
and he even assis ted his mother by con vin cing his youn ger bro ther to fol low the same path.
All in all, the work shop thus hel ped Eme li ne redis co ver and imp le ment healt hy eating hab its
in her new environ ment that were also bene fi cial for her child ren’s den tal health.

Iri na 
Ano ther parti ci pant, whom I met twice during this connec ti on bet we en the WEB and the
Neigh bor hood Mothers, was Iri na. I vivid ly remem ber her tel ling us about the vir tu es of the
many spe cial ber ries she used to pick with her father in Lat via or about the vir tu es of the
Rus si an sau na. I met her again three years after the first work shops. At first, it was hard to
recog ni ze her. She loo ked very dif fe rent. She used to wear a veil but now had a Mohawk
hair cut and wore tight clo thes. She lived with a lar ge fema le pit bull. The for ty-year-old
woman had come to Ber lin twen ty years ago after beco ming pre gn ant. Her fami ly was doing
well, but at some point, her hus band began to deve lop fun da men ta list Mus lim ideas. Their
rela ti onship beca me inc rea sin g ly con f lic tual, and they sepa ra ted. Wit hout her con sent, he
deci ded to keep the four child ren with him. At this point, she star ted wor king as a Neigh bor -
hood Mother, but could not find fami lies who spo ke the same lan gua ge as her and had to
stop. Alt hough she had only wor ked for the pro ject for a few months, when we met two years
later, she still had the full ran ge of pro ject bro chu res and leaf lets on her shelf and used pro -
ject-spe ci fic voca bu la ry such as the ✹bricks’ for the body parts and the ✹food pyra mi d✹. For
her, the pro ject was a way to help her self in a situa ti on of lack of trust in Ger man insti tu ti ons,
and she wel co med me as an ✵an gel” who sup por ted holistic and pre ven ti ve approa ches to
health, as she was disap po in ted with medi cal help in Ger ma ny com pa red to Lat via.

The se four vig net tes show the Mama cu ra Work shops’ influ en ce on the parti ci pants’ life
cour se. My per so nal and pro fes sio nal inte rest in com p le men ta ry, holistic approa ches to
health and the mig ra ti on expe ri en ce gui ded my rese arch. Ebru was on the way to achie ving a
work-life balan ce. Eme li ne redis co ve r ed her healt hy eating hab its, and Iri na col lec ted mate -
rial for her sup port. This mat ched with our prio ri ties: I con ti nued to deve lop the con cept of
the work shop; Ebru felt that she lacked qua li ty time for her self; Eme li ne’s awa re ness trig ge -
red her son’s chan ge of per spec ti ve toward junk food; and Iri na deve lo ped coping stra te gies
in a parti cu lar ly dif fi cult pha se. The awa re ness of our symp toms inspi red us to act: In Eme li -
ne’s and my case, the well being of loved ones was of great import an ce, as was the pos si bi li ty
of remem be ring one’s opti mal sta te of health and the means to achie ve it. The sto ry of Eme li -
ne’s son furt her sho w ed how mind sets are direct ly or indi rect ly influ en ced by peer dyna mics
and how important con gru ent infor ma ti on from trus ted sour ces is. Iri na wel co med our inter -
view as an invi ta ti on to revi ve her know led ge on Lat vi an practi ces of health pre ven ti on. But
Ebru could not yet achie ve the work-life balan ce that she felt was necessa ry for a heal ty diet.
The four lived expe ri en ces high light how net wor king through Mama cu ra Work shops can
crea te, moti va te, main tain, or deve lop awa re ness and give impe tus to the pos si bi li ties of help
for self-help through cheap, effec ti ve, and affor da b le kit chen reme dies. Further mo re,
autoeth no gra phic methods enab led parti ci pants to ref lect on and ana ly se their own use of
kit chen reme dies in their parti cu lar con texts. As this shows, the se methods con sti tu te a use -
ful means for parti ci pato ry rese arch in the con text of citi zen sci en ce and for the co-crea ti on
of rese arch objects toge ther with medi cal pro fes sio nals.

PRACTICES / FIELDWORKING
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tre at ments and endu re their side effects just to look nor mal. This was not an attrac ti ve tra de -
off for me. But thanks to this net work, along si de my own field work and fre e lan ce acti vi ties, I
was able to deve lop my ✵help for self-help” and by jugg ling diet, sport, and medi ta ti on. I even
mana ged – at times – to have almost com p le te ly clear skin for a whi le. So for me, this rep res -
ents a very valuab le life expe ri en ce and an awa re ness that has pro bab ly hel ped me to avo id
much more serious phy si cal and psy cho lo gi cal pro b lems whi le coping with pro found grief.
Nevert he less, my skin health remains a chal len ge and requi res con stant care.

Ebru 
Ebru was pre sent at the exhi bi ti on, and I remem ber this other wi se quiet woman enthu siasti -
cal ly descri bing her back exer ci ses during the ini tial work shop. I inter vie w ed her a year later
in the Neigh bor hood Mothers’ sha red office. I wan ted to know more about her under stan ding
of health and hea ling and how this was influ en ced by her work in the pro ject. She was one of
the most senior peop le in the pro ject and emp loy ed with the spe cial sta tus of ✵in te g ra ti on
pilot,” which allo wed her to work in the lon ger term. Ebru did not remem ber that we had met
a year ear lier at the exhi bi ti on, and she was more cau tious and reser ved than the other
women I had inter vie w ed. In any case, she exp lai ned to me her life tra jecto ry from Tur key to
her mar ria ge in Ger ma ny, to her daugh ter, the stress ful years of loo king for a job, and the
exhaus ting shifts wor king as a clea ning lady. She told me that she did not eat pro per ly and
deve lo ped dia be tes, just like her mother. Wor king as a Neigh bor hood Mother meant a great
impro ve ment in her life sty le, howe ver, as this enab led her to have a cal mer and more regu lar
dai ly rou ti ne. Alt hough she expres sed satis fac ti on with her work, she could not con sis tent ly
com bi ne it with her sports, fami ly duties, and health hab its. In addi ti on to taking pre scri bed
medi ca ti on, she most ly loo ked for reme dies on the inter net and tried them out befo re even -
tual ly sha ring them with fri ends. We met a year and a half later in a park for a second inter -
view, and this time the con ver sa ti on was rela xed and more fri end ly. She expres sed some dif -
fi cul ty in recon ci ling her die ta ry needs with the deman ding mobi li ty that home tuto ring requi -
res. She felt that she could not achie ve a healt hy work-life balan ce.18

Eme li ne 
Eme li ne’s inter ven ti ons in the work shops were very live ly, and Annet te and I were fas ci na ted
by the way she sha red with us the many health-pro mo ting uses of shea but ter. I rea li zed
through the pro ject’s field work that our three work shops were part of the basic trai ning that
the Neigh bor hood Mothers were recei ving for their qua li fi ca ti on, which might be one rea son
for the first parti ci pants✹ enor mous inte rest in them. A year after our first enco un ter, I inter -
vie w ed Eme li ne. She told me about an expe ri en ce she had had with her child ren which illu s t -
ra tes the import an ce of the pro ject’s con tri bu ti on to the con struc ti on of sym bo lic sys tems –
in Bour dieu’s terms – through a com plex pro cess that is also rela ted to the child ren’s school.
Eme li ne was 38 years old at the time of the inter view and had arri ved ten years ear lier from
Bur ki na Faso. For her, well being plays a cen tral role as a refe ren ce point for her food choices.
She grew up in a fami ly whe re money was scar ce, but fresh ly pre pa red food was always
availab le. Her mother ran a small food stall for a living. When Eme li ne emi g ra ted to Ger ma ny
with her sons, she was sud den ly able to afford all the manu fac tu red goods she had pre vious -
ly con s i de red luxu ries. At some point, howe ver, her son deve lo ped tooth decay, whe reas she
had never had such pro b lems. The re fo re, she deci ded to avo id ✵so das and sweets”, as they
recom men ded in the pro ject and as she her self had grown up, but despi te all her expla na ti -
ons, her son was reluc tant to adapt his hab its. This chan ged only when his tea cher asked him
about the food pyra mid, and he was the only one who knew this con cept. She told me:
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The insights gai ned through such methods pro duc ti ve ly con -
tri bu te to the rese arch. More than that, howe ver, the rese arch
parti ci pants bene fit from them inas much as they help them
redis co ver and deve lop parti cu lar health-rela ted know led ge
and skills throug hout the pro cess.

FIELDWORKING  Perspectives
The parti ci pant obser va ti on con duc ted among the Neigh bor hood Mothers in Ber lin-Neu kölln
over a period of three years and our ongoing exchan ge through the Werk statt Eth no lo gie
Ber lin and the Mama cu ra Work shops have shown how the influ en ce of the work shops fits in
with the parti ci pants’ life cour se accor ding to their prio ri ties and (bodi ly) awa re ness. It beca -
me clear that mind sets were direct ly or indi rect ly dri ven by peer dyna mics and that the trans -
mis si on of con gru ent infor ma ti on from dif fe rent trus ted sour ces is of utmost import an ce.
This rese arch led to a ✵field wor king” method for empo wer ment through sup por ting help for
self-help stra te gies: an empo we ring secu lar ritual that dis rupts the con tent-ori en ted cir cu la -
ti on of infor ma ti on and offers a com mon lived expe ri en ce focu sed on self-help through effi ci -
ent, cheap, and acces si b le kit chen reme dies as well as a space for trans la ti ons and inspi ra ti -
on.
The Mama cu ra Work shops pro po se an enco un ter and a com p le men ta ry approach for health
pro mo ti on as well. Sher ry Ort ner cited Arjun Appa du rai’s call for anthro po lo gists ✵to be
media tors, faci li ta tors, and pro mo ters of the ethics of pos si bi li ty”. In a broa der sen se, the
Mama cu ra Work shops also con sti tu te a form of the ✵an thro po lo gy of the goo d✵ that pro mo -
tes ✵the ethics of pos si bi li ty, which can offer a more inclu si ve plat form for impro ving the pla -
ne ta ry qua li ty of life”. 19 Both approa ches can be vie w ed as pub lic anthro po lo gy that pro mo tes
exchan ge bet we en rese ar chers and the pub lic. 
Furt her rese arch and work shops focu sed on ail ments in the ear ly sta ges of life or pre gnan cy
would be inte res ting to exp lo re. Equal ly, an exchan ge on the expe ri en ce of aging could be
bene fi cial to the gene ral pub lic. With the se ideas in mind, I am curr ent ly exp lo ring the pos si -
bi li ties of expan ding the sco pe of this rese arch, incor po ra ting more co-crea ti ve methods
offe red by citi zen sci en ce, and inte g ra ting the work shop con text in the Ger man pre ven ti ve
health sys tem.

Notes
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INDISCIPLINARY MATTERS  Elsewheres &
Elsewhats
I would like to thank the Radi cal Health edi to rial team for offe ring this expe ri men tal for mat
and for crea ting the oppor tuni ty to extend the trans di s ci p li na ry exchan ge that was ini tia ted
among some parti ci pants during the Radi cal Health con fe ren ce at Freie Uni ver si tät Ber lin 
in 2021. 1 This con tri bu ti on evol ved from the con fe ren ce panel Suf fe ring and Well-being in
Regi mes of Sub or d i na ti on. Ins tead of uploa ding my con fe ren ce con tri bu ti on to Made in 
aca de mia, 2 I deci ded to dis c lo se back ground dicho to mies pre vai ling in aca de mia, intro du ce
a con cept of joint artistic know led ge pro duc ti ons, and crea te a hybrid dis cur si ve/non-dis cur -
si ve assem b la ge that makes the dis cus sed topics tan gi b le and multi mo dal ly acces si b le. I am
exci ted about inter com’s cache con cept, which allows for the inclu si on of pre vious ly neg lec -
ted per spec ti ves, mat ters, and per cep ti ons that will emer ge through ”poly pho nic per spec ti -
ves” on phe no me na that trans gress dis ci p li na ri ty. ”Poly ph o ny” indi ca tes that not only one
voice shall be arti cu la ted, whi le the ”per spec ti ves” imp ly mul tip le van ta ge points, announ cing
that a uni ver sal gaze shall not take place. The con cept of joint artistic know led ge pro duc ti on
is the out co me of a parti cu lar way of thin king and per cei ving rea li ty. It calls for new ways of
wri ting.
I will use the foot no tes as a space for new threads of trans di s ci p li na ry enga ge ments on issu -
es that can not be ela bo ra ted on but are inex trica b ly intert wi ned with the mat ters at hand.
With an artistic (fine arts) and sci en ti fic (medi ci ne) back ground, I have been per for ming
artistic rese arch pro jects sin ce 2008 and have held a hybrid artistic-sci en ti fic pro fes sorship
for ana to my and mor pho lo gy at the wei ßen see kunst hoch schu le ber lin (khb) sin ce 2013.
Wor king in the fields of artistic non-dis cur si ve know led ge pro duc ti on and dra wing on my
expe ri en ce in cli ni cal rese arch, my thin king and wri ting may not always fol low the rules of
dis cur si ve wri ting and might appear uncon ven tio nal to some reci pi ents. 3

Artistic Indi s ci p li na ri ty. The rough ground of know led ge pro duc ti on is frag men ted into ter ri -
to ries with inscri bed pro per ty claims. At their fraying edges, a plu ra li ty of trans di s ci p li na ry
and brid ging fields of stu dy has recent ly emer ged that at first glan ce seems to blur bor ders.
Ins tead, the se fields dis c lo se neg lec ted connec ti ons and ent an g le ments that in turn reveal
the com plex struc tu res of know led ge pro duc ti on. One of them is artistic rese arch.

”If ’art’ is but a mode of per cep ti on,
’artistic rese arch’ must also be the
mode of a pro cess. The re fo re, the re
can be no cate go ri cal dis tinc ti on bet -
we en ’sci en ti fic’ and ’artistic’ rese arch
– becau se the attri bu tes inde pen dent -
ly modu la te a com mon car ri er, name ly,
the aim for know led ge wit hin rese arch.
Artistic rese arch can the re fo re always
also be sci en ti fic rese arch. For this
rea son, many artistic rese arch pro jects
are genui ne ly inter di s ci p li na ry, or to be
more exact, indi s ci p li na ry.”

Juli an Klein: ”What is Artistic Rese arch?”,
jar-onli ne.net (23 April 2017).

Geor ge W. Ladd: ❉Ar tistic Rese arch
Tools for Sci en ti fic Minds”, in: Ame ri -
can Jour nal of Agri cul tu ral Eco no mics
61/1 (1979), pp. 1–11; Ross Birell: ❉Jac -
qu es Ran ciè re and the (Re)Dis tri bu ti on
of the Sen si b le: Five Les sons in
Artistic Rese arch”, in: Art & Rese arch

2/1 (2008), pp. 1–11.

Tyyne Claudia Pollmann
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Artistic rese arch is not a field of know led ge pro duc ti on that aspi res to beco me inclu ded in
the main st ream of sci en ti fic know led ge pro duc ti on that adhe res to cer tain pre de fi ned rules
and regu la ti ons and fabri ca ted ter ri to ries, clai ming to pro du ce objec ti fi ca ti ons and gene ra -
liza ti ons and thus allo wing for only cer tain methods, lan gua ges and topics to be inclu ded. In
con trast, art com pri ses a field of practi ces that, regard less of their medi um, crea te local and
tem po ral stra te gies that unfold their impact in the parti cu lar and pro be into all areas of the
real. Fol lo wing Mersch, art is not ”about iden ti ty pro duc ti ons in the sen se of repea ta bi li ty or
the fin ding of a cau sal nexus that exp lains the expe ri ments per for med” but about a spe ci fic
form of what he calls expe ri men tal refle xi vi ty that takes place in the sen suous, not in the
semantic field. ”Con junc ti on and inter ven ti on – to pick only two exam p les of expe ri men tal
refle xi vi ty – func ti on as ’aes thetic argu ments’ that are in no way infe rior to dis cur si ve argu -
men ta ti on in their jus ti fi ca ti on and vali di ty”.4

Trans di s ci p li na ri ty. Trans di s ci p li na ry set ups only work if they do not stri ve to har mo ni ze their
dif fe rent per spec ti ves and wor king modes of know led ge pro duc ti on. The more cle ar ly the
hete ro ge neous approa ches remain visi b le, the more dis tinct ly their con gru en cies, syn er gies,
con tra dic ti ons, and blind spots can be detec ted.

”Art tra ver ses the con cepts, ’mixes
them up’, deba lan ces their struc tu re,
dri ves them into con tra dic ti ons in
order to exhi bit pre ci se ly that which
can not be cap tu red by them, as equal -
ly its sub ject is the unre p re sen ta b le,
the exc lu ded or the aban do ned, which
denies any cano niza ti on.”

Die ter Mersch: ❉Kunst als epis te mi sche
Pra xis✵, in: Elke Bip pus (ed.): Kunst des For -
schens: Pra xis eines äst he ti schen Den kens,
Zürich, Ber lin (2009), p. 38.

”Trans di s ci p li na ri ty has emer ged over
the last few deca des as an attempt to
address dis ci p li na ry frag men ta ti on. It
pres ents an alter na ti ve to the para -
digm of sim p li fi ca ti on, reduc ti on and
dis junc ti on, taking on the chal len ge of
com ple xi ty and pro po sing to connect
and con tex t ua li ze know led ge. [...] It
also tack les pro b lems that have his to -
ri cal ly not been add res sed becau se
they are blind spots in dis ci p li na ry dis -
cour se, living in bet we en dis ci p li na ry
per spec ti ves, or are sim p ly con s i de red
too lar ge to be add res sed by hyper-
spe cia li zed rese ar chers.”

Alfon so Mon tuo ri, Gabri el le Don nel ly: ”The
Crea ti vi ty of Cul tu re and Cul tu re of Crea ti -
vi ty Rese arch: The Pro mi se of Inte g ra ti ve
Trans di s ci p li na ri ty”, in: Vlad Glă vea nu (ed.):
The Pal gra ce Hand-book of Crea ti vi ty and
Cul tu re Rese arch, Lon don: Pal gra ce Mac -
mil lan (2016), pp. 743–756.

Artistic rese arch has the poten tial to coun ter estab lis hed pro ce du res and their the o ries whi le
allo wing for the exp lo ra ti on of new and as of yet une stab lis hed methods and infor mal inves ti -
ga ti ons. In this way, it enab les the pro duc ti on of alter na ti ve futu res of know led ge pro duc ti on.
Accor ding to Sau van gn ar gu es, Deleu ze per cei ves artistic acti vi ty not as a pro duc ti on of aes -
thetic forms but as cap tu ring the for ces that per mea te our bodies and socie ties. The assem -
b ling, dis c lo sing, and dis playing of the se for ces allow inten si fi ca ti ons, sub ver ting ste reo ty pes
and cli chés, thus unleas hing poli ti cal power through the art work. This is the rea son for the
inte rest in artistic rese arch from other rese arch fields but also for the chal len ges of trans di s -
ci p li na ry pro jects.

”But the ima ge is not a sta te ment and,
accor ding to Deleu ze’s dis tinc ti on,
requi res semiotics and not semantics,
that is, a the o ry of non-dis cur si ve
signs that is not con tent to dup li ca te
the rhe to ric of sig ni fi ca ti on or to imi ta -
te lin gu istic ope ra ti ons. Semiotics
defi nes its elf as a sys tem of ima ges
and signs inde pen dent of lan gua ge in
gene ral. Hen ce the dif fi cul ty of an ana -

ly sis of the non-dis cur si ve arts, for it is
necessa ry to learn in dis cour se what is
not deri ved by it, and to extract
thought from a sig na letic, non-lin gu -
istic mat ter that is nevert he less not
amor p hous but semiotic.”

Anne Sau va gn ar gu es: Etho lo gie der Kunst:
Deleu ze, Guat ta ri und Simon don, Ber lin:
August (2019), p. 12. Aut hors’ trans la ti on.
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Saying refers to lan gua ge and seeing to visua li ty. 8 The se chan nels feed semantic and
semiotic enqui ries, but we do not only say and see through a nar row slit of ratio na li ty. In addi -
ti on, three other lin gu istic dicho to mies intro du ced by Fou cault crea te new dis tinc ti ons: 9 The
said/unsaid, the say ab le/unsay ab le, and the to be said/not to be said. They assign new divi -
si ons to the ”unsaid” bet we en the pos si b le/nor mal/per mit ted and the for bid den/con cea -
led/abnor mal. 10 The seg re ga ti on of the sen ses – the visual, the audi to ry, the olfac to ry, the
gus ta to ry, the sen sual/haptic – and their dum ping into the vast, vague realm of the non-dis -
cur si ve, whe re furt her sig ni fi cant, inde ter mi na te (and pos si b ly inde ter min ab le) cong lo me ra -
tes of inten ti ons, desi res, emo ti ons and affects ming le, is oppo sed to the nar row dis cur si ve
space, which appears as a cle an tran s pa rent cube of cog ni ti ve deci phe ring of what has been
pru n ed to fit the appa ra tus/dis po si ti ve/default. The realm of the non-dis cur si ve can appar -
ent ly only be descri bed as the nega ti on of its coun ter-ima ge, the dis cur si ve. Incor po ra ting
the input of our mul ti mo dal sen ses into stu dies to appro xi ma te the ran ge of our per cep ti ons
that sha pe our crea ti ons might open new chan nels for this nega ted, uns pe ci fied resi due of
Elsewhe res and Elsewhats.

Art and Sci en ce. A cri ti cal approach ques tio ning the roots and pre re qui si tes of sci en ce as
well as art is neces sa ry, as both fields of know led ge pro duc ti on have been (and still are) cau -
sing the exc lu si on of various forms of sci en ti fic and artistic acti vi ties. Cul tu ral and sci en ti fic
embo di ments drag along their embed dings that go back cen tu ries, con tai ning sup pres sed,
toxic, avo i ded, or omit ted mat ters. This uncan ny appen dix of the tip of the ice berg turns out
to be the gra vi ty cen ter of our own making, and it requi res a reap prai sal of its mani fold rami fi -
ca ti ons. A joint, trans- or even indi s ci p li na ry approach, based on mutual accept an ce of dif fe -
rent per spec ti ves and thus pre ser ving the poly ph o ny of dif fe rent voices, will enab le new
insights to our com plex worlds.

”The word I would use is ’per spec ti -
vism’, dif fe rent noma dic view po ints
from equal ly mate rial ly embed ded and
embo died loca ti ons, exp res sing the
deg ree and qua li ty of expe ri en ce of
dif fe rent sub jects. We need to ack -
now led ge the mul tip le and inter nal ly
con tra dic to ry aspects of our own
know led ge prac ti ces by adop ting a
diver si fied mate ria list approach, which
I would pro po se as the anti do te to
rela ti vism.”

Rosi Brai dot ti: ”Pos t hu man, All Too Human:
The Memoirs and Aspi ra ti ons of a Pos t hu -
ma nist”, in: The Tan ner Lec tu res on Human
Valu es, Yale Uni ver si ty Press (2017), p. 43.

INDISCIPLINARY MATTERS  visions4people
The artistic rese arch pro ject visi on s 4peop le – artistic rese arch meets psy ch ia try, a coo pe ra -
ti on bet we en the wei ßen see kunst hoch schu le ber lin (khb) and the Depart ment of Psy ch ia try
and Neu ro s ci en ces at the Cha ri té Ber lin Mit te, was car ried out with stu dents and peop le
from psy ch ia tric wards from 2016–2018.11 The pro ject was ori gi nal ly desig ned as an artistic
edu ca tio nal endea vor, but it soon chal len ged basic assump ti ons and rou ti nes of thin king and
acting. The cour se mem bers were stu dents from eight art and design dis ci p li nes, gathe ring
empi ri cal know led ge on site in direct exchan ge with the pati ents of the psy ch ia tric cli nic. The
peop le – name ly, the pati ents – were our most important com mu ni ca ti on part ners. The se
inter ac ti ons were the star ting points for visi ons that were trans for med into artistic or par ti ci -
pato ry designs, inten ding to posi ti ve ly con tri bu te to the reco ve ry pro cess. 
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–

Elsewhe res. We learn, speak, think, ana ly ze, feel, and deve lop ideas and methods in eve r y day
set tings and in a wide varie ty of situa tio nal environ ments. The basic pro duc ti on of human
know led ge does not take place in any sci en ti fic field; life is a mul ti mo dal adven tu re.
This means that the con tent nego tia ted in dis cur si ve texts is not of a dis cur si ve ori gin. The
sel ec ted data that is extrac ted from Elsewhe res must be trim med and trans la ted, mor phing
into some t hing else. 5 It still appears to be the pre ten si on that dis cur si ve texts are plot ted
along a linear sequ en ce of terms and pro ceed accor ding to a strin gent logic that needs to be
fol lo wed for them to be clas si fied as sci en ti fic. 6 Meanwhi le, the so-cal led ”hard sci en ces”
rese arch a wealth of non-dis cur si ve mat ters,7 enga ging all pos si b le fields of sen so ry detec ti -
on, acqui si ti on, recor ding, trans mis si on, for mu la ti on, and trans for ma ti on. Mul ti mo dal set tings
not only illu s t ra te or depict mat ter and their inter connec ti ons but detect new fin dings, gene -
ra te new visi ons, install new solu ti ons, and eli cit new under stan dings of the inves ti ga ted
mat ters from Elsewhe res. But, as Karen Barad points out:

”A per for ma ti ve under stan ding of sci -
en ti fic prac ti ces, for examp le, takes
acco unt of the fact that kno wing does
not come from stan ding at a dis tan ce
and rep re sen ting but rather from a
direct mate rial enga ge ment with the
world.”

Karen Barad: Mee ting the Uni ver se Half -
way: Quan tum Phy sics and the Ent an g le -
ment of Mat ter and Mea ning, Dur ham, Lon -
don: Duke Uni ver si ty Press (2007), p. 49.

More o ver, phi lo soph ers – some with sci en ti fic back grounds like Karen Barad (quan tum 
phy sics) and Don na Hara way (bio lo gy) – gene ra te new ways of onto e pis te mo lo gi cal know -
led ge for ma ti ons that trans cend the out da ted noti on of sci en ce that under lies dis cur si ve 
tex t ual pro duc ti on.

Elsewhats. The dis cur si ve/non-dis cur si ve dicho to my is usual ly based on the saying/seeing
dicho to my.

”I want to encou ra ge doubt about [the]
pre s ump ti on that rep re sen ta ti ons 
(that is, their mea ning or con tent) are
more acces si b le to us than the things
they sup po sed ly rep re sent. If the re is
no magic lan gua ge through which we
can uner rin g ly reach out direct ly to 
its refer ents, why should we think the -
re is nevert he less a lan gua ge that
magi cal ly enab les us to reach out
direct ly to its sen se or rep re sen ta tio -
nal con tent? The pre s ump ti on that we
can know what we mean, or what our
ver bal per for man ces say, more rea di ly
than we can know the objects tho se
sayings are about is a Car te si an lega -
cy, a lin gu istic varia ti on on Des car tes’
insis ten ce that we have a direct and
pri vi le ged access to the con t ents of
our thoughts which we lack towards
the ’exter nal’ world.”

Joseph Rou se: Enga ging Sci en ce: How to
Under stand Its Prac ti ces Phi lo so phi cal ly,
Itha ca, New York: Cor nell Uni ver si ty Press
(1996), p. 209.
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semiotic enqui ries, but we do not only say and see through a nar row slit of ratio na li ty. In addi -
ti on, three other lin gu istic dicho to mies intro du ced by Fou cault crea te new dis tinc ti ons: 9 The
said/unsaid, the say ab le/unsay ab le, and the to be said/not to be said. They assign new divi -
si ons to the ”unsaid” bet we en the pos si b le/nor mal/per mit ted and the for bid den/con cea -
led/abnor mal. 10 The seg re ga ti on of the sen ses – the visual, the audi to ry, the olfac to ry, the
gus ta to ry, the sen sual/haptic – and their dum ping into the vast, vague realm of the non-dis -
cur si ve, whe re furt her sig ni fi cant, inde ter mi na te (and pos si b ly inde ter min ab le) cong lo me ra -
tes of inten ti ons, desi res, emo ti ons and affects ming le, is oppo sed to the nar row dis cur si ve
space, which appears as a cle an tran s pa rent cube of cog ni ti ve deci phe ring of what has been
pru n ed to fit the appa ra tus/dis po si ti ve/default. The realm of the non-dis cur si ve can appar -
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embo di ments drag along their embed dings that go back cen tu ries, con tai ning sup pres sed,
toxic, avo i ded, or omit ted mat ters. This uncan ny appen dix of the tip of the ice berg turns out
to be the gra vi ty cen ter of our own making, and it requi res a reap prai sal of its mani fold rami fi -
ca ti ons. A joint, trans- or even indi s ci p li na ry approach, based on mutual accept an ce of dif fe -
rent per spec ti ves and thus pre ser ving the poly ph o ny of dif fe rent voices, will enab le new
insights to our com plex worlds.

”The word I would use is ’per spec ti -
vism’, dif fe rent noma dic view po ints
from equal ly mate rial ly embed ded and
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now led ge the mul tip le and inter nal ly
con tra dic to ry aspects of our own
know led ge prac ti ces by adop ting a
diver si fied mate ria list approach, which
I would pro po se as the anti do te to
rela ti vism.”

Rosi Brai dot ti: ”Pos t hu man, All Too Human:
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from psy ch ia tric wards from 2016–2018.11 The pro ject was ori gi nal ly desig ned as an artistic
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set tings and in a wide varie ty of situa tio nal environ ments. The basic pro duc ti on of human
know led ge does not take place in any sci en ti fic field; life is a mul ti mo dal adven tu re.
This means that the con tent nego tia ted in dis cur si ve texts is not of a dis cur si ve ori gin. The
sel ec ted data that is extrac ted from Elsewhe res must be trim med and trans la ted, mor phing
into some t hing else. 5 It still appears to be the pre ten si on that dis cur si ve texts are plot ted
along a linear sequ en ce of terms and pro ceed accor ding to a strin gent logic that needs to be
fol lo wed for them to be clas si fied as sci en ti fic. 6 Meanwhi le, the so-cal led ”hard sci en ces”
rese arch a wealth of non-dis cur si ve mat ters, 7 enga ging all pos si b le fields of sen so ry detec ti -
on, acqui si ti on, recor ding, trans mis si on, for mu la ti on, and trans for ma ti on. Mul ti mo dal set tings
not only illu s t ra te or depict mat ter and their inter connec ti ons but detect new fin dings, gene -
ra te new visi ons, install new solu ti ons, and eli cit new under stan dings of the inves ti ga ted
mat ters from Elsewhe res. But, as Karen Barad points out:

”A per for ma ti ve under stan ding of sci -
en ti fic prac ti ces, for examp le, takes
acco unt of the fact that kno wing does
not come from stan ding at a dis tan ce
and rep re sen ting but rather from a
direct mate rial enga ge ment with the
world.”

Karen Barad: Mee ting the Uni ver se Half -
way: Quan tum Phy sics and the Ent an g le -
ment of Mat ter and Mea ning, Dur ham, Lon -
don: Duke Uni ver si ty Press (2007), p. 49.

More o ver, phi lo soph ers – some with sci en ti fic back grounds like Karen Barad (quan tum 
phy sics) and Don na Hara way (bio lo gy) – gene ra te new ways of onto e pis te mo lo gi cal know -
led ge for ma ti ons that trans cend the out da ted noti on of sci en ce that under lies dis cur si ve 
tex t ual pro duc ti on.

Elsewhats. The dis cur si ve/non-dis cur si ve dicho to my is usual ly based on the saying/seeing
dicho to my.

”I want to encou ra ge doubt about [the]
pre s ump ti on that rep re sen ta ti ons 
(that is, their mea ning or con tent) are
more acces si b le to us than the things
they sup po sed ly rep re sent. If the re is
no magic lan gua ge through which we
can uner rin g ly reach out direct ly to 
its refer ents, why should we think the -
re is nevert he less a lan gua ge that
magi cal ly enab les us to reach out
direct ly to its sen se or rep re sen ta tio -
nal con tent? The pre s ump ti on that we
can know what we mean, or what our
ver bal per for man ces say, more rea di ly
than we can know the objects tho se
sayings are about is a Car te si an lega -
cy, a lin gu istic varia ti on on Des car tes’
insis ten ce that we have a direct and
pri vi le ged access to the con t ents of
our thoughts which we lack towards
the ’exter nal’ world.”

Joseph Rou se: Enga ging Sci en ce: How to
Under stand Its Prac ti ces Phi lo so phi cal ly,
Itha ca, New York: Cor nell Uni ver si ty Press
(1996), p. 209.
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said/unsaid, the say ab le/unsay ab le, and the to be said/not to be said. They assign new divi -
si ons to the ”unsaid” bet we en the pos si b le/nor mal/per mit ted and the for bid den/con cea -
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embo di ments drag along their embed dings that go back cen tu ries, con tai ning sup pres sed,
toxic, avo i ded, or omit ted mat ters. This uncan ny appen dix of the tip of the ice berg turns out
to be the gra vi ty cen ter of our own making, and it requi res a reap prai sal of its mani fold rami fi -
ca ti ons. A joint, trans- or even indi s ci p li na ry approach, based on mutual accept an ce of dif fe -
rent per spec ti ves and thus pre ser ving the poly ph o ny of dif fe rent voices, will enab le new
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deg ree and qua li ty of expe ri en ce of
dif fe rent sub jects. We need to ack -
now led ge the mul tip le and inter nal ly
con tra dic to ry aspects of our own
know led ge prac ti ces by adop ting a
diver si fied mate ria list approach, which
I would pro po se as the anti do te to
rela ti vism.”

Rosi Brai dot ti: ”Pos t hu man, All Too Human:
The Memoirs and Aspi ra ti ons of a Pos t hu -
ma nist”, in: The Tan ner Lec tu res on Human
Valu es, Yale Uni ver si ty Press (2017), p. 43.

INDISCIPLINARY MATTERS  visions4people
The artistic rese arch pro ject visi on s 4peop le – artistic rese arch meets psy ch ia try, a coo pe ra -
ti on bet we en the wei ßen see kunst hoch schu le ber lin (khb) and the Depart ment of Psy ch ia try
and Neu ro s ci en ces at the Cha ri té Ber lin Mit te, was car ried out with stu dents and peop le
from psy ch ia tric wards from 2016–2018.11 The pro ject was ori gi nal ly desig ned as an artistic
edu ca tio nal endea vor, but it soon chal len ged basic assump ti ons and rou ti nes of thin king and
acting. The cour se mem bers were stu dents from eight art and design dis ci p li nes, gathe ring
empi ri cal know led ge on site in direct exchan ge with the pati ents of the psy ch ia tric cli nic. The
peop le – name ly, the pati ents – were our most important com mu ni ca ti on part ners. The se
inter ac ti ons were the star ting points for visi ons that were trans for med into artistic or par ti ci -
pato ry designs, inten ding to posi ti ve ly con tri bu te to the reco ve ry pro cess. 

PRACTICES / INDISCIPLINARY MATTERS
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Saying refers to lan gua ge and seeing to visua li ty. 8 The se chan nels feed semantic and
semiotic enqui ries, but we do not only say and see through a nar row slit of ratio na li ty. In addi -
ti on, three other lin gu istic dicho to mies intro du ced by Fou cault crea te new dis tinc ti ons: 9 The
said/unsaid, the say ab le/unsay ab le, and the to be said/not to be said. They assign new divi -
si ons to the ”unsaid” bet we en the pos si b le/nor mal/per mit ted and the for bid den/con cea -
led/abnor mal. 10 The seg re ga ti on of the sen ses – the visual, the audi to ry, the olfac to ry, the
gus ta to ry, the sen sual/haptic – and their dum ping into the vast, vague realm of the non-dis -
cur si ve, whe re furt her sig ni fi cant, inde ter mi na te (and pos si b ly inde ter min ab le) cong lo me ra -
tes of inten ti ons, desi res, emo ti ons and affects ming le, is oppo sed to the nar row dis cur si ve
space, which appears as a cle an tran s pa rent cube of cog ni ti ve deci phe ring of what has been
pru n ed to fit the appa ra tus/dis po si ti ve/default. The realm of the non-dis cur si ve can appar -
ent ly only be descri bed as the nega ti on of its coun ter-ima ge, the dis cur si ve. Incor po ra ting
the input of our mul ti mo dal sen ses into stu dies to appro xi ma te the ran ge of our per cep ti ons
that sha pe our crea ti ons might open new chan nels for this nega ted, uns pe ci fied resi due of
Elsewhe res and Elsewhats.

Art and Sci en ce. A cri ti cal approach ques tio ning the roots and pre re qui si tes of sci en ce as
well as art is neces sa ry, as both fields of know led ge pro duc ti on have been (and still are) cau -
sing the exc lu si on of various forms of sci en ti fic and artistic acti vi ties. Cul tu ral and sci en ti fic
embo di ments drag along their embed dings that go back cen tu ries, con tai ning sup pres sed,
toxic, avo i ded, or omit ted mat ters. This uncan ny appen dix of the tip of the ice berg turns out
to be the gra vi ty cen ter of our own making, and it requi res a reap prai sal of its mani fold rami fi -
ca ti ons. A joint, trans- or even indi s ci p li na ry approach, based on mutual accept an ce of dif fe -
rent per spec ti ves and thus pre ser ving the poly ph o ny of dif fe rent voices, will enab le new
insights to our com plex worlds.

”The word I would use is ’per spec ti -
vism’, dif fe rent noma dic view po ints
from equal ly mate rial ly embed ded and
embo died loca ti ons, exp res sing the
deg ree and qua li ty of expe ri en ce of
dif fe rent sub jects. We need to ack -
now led ge the mul tip le and inter nal ly
con tra dic to ry aspects of our own
know led ge prac ti ces by adop ting a
diver si fied mate ria list approach, which
I would pro po se as the anti do te to
rela ti vism.”

Rosi Brai dot ti: ”Pos t hu man, All Too Human:
The Memoirs and Aspi ra ti ons of a Pos t hu -
ma nist”, in: The Tan ner Lec tu res on Human
Valu es, Yale Uni ver si ty Press (2017), p. 43.

INDISCIPLINARY MATTERS  visions4people
The artistic rese arch pro ject visi on s 4peop le – artistic rese arch meets psy ch ia try, a coo pe ra -
ti on bet we en the wei ßen see kunst hoch schu le ber lin (khb) and the Depart ment of Psy ch ia try
and Neu ro s ci en ces at the Cha ri té Ber lin Mit te, was car ried out with stu dents and peop le
from psy ch ia tric wards from 2016–2018.11 The pro ject was ori gi nal ly desig ned as an artistic
edu ca tio nal endea vor, but it soon chal len ged basic assump ti ons and rou ti nes of thin king and
acting. The cour se mem bers were stu dents from eight art and design dis ci p li nes, gathe ring
empi ri cal know led ge on site in direct exchan ge with the pati ents of the psy ch ia tric cli nic. The
peop le – name ly, the pati ents – were our most important com mu ni ca ti on part ners. The se
inter ac ti ons were the star ting points for visi ons that were trans for med into artistic or par ti ci -
pato ry designs, inten ding to posi ti ve ly con tri bu te to the reco ve ry pro cess. 

PRACTICES / INDISCIPLINARY MATTERS
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It would exceed the sco pe of this chap ter to reco unt all events and steps of this two-year
pro ject. The pub li ca ti on visi on s 4peop le con ta ins ori gi nal nar ra ti ve excerpts, qua li ta ti ve ana -
ly sis, and nine te en artistic results as well as all 28 prac ti ces that emer ged during the pro -
ject. 12 Here, I will focus on expe ri en ces that gene ra ted a sig ni fi cant impact on my own inter -
ac ti ons with stu dents and on my work in aca de mia. We lear ned from the pati ents that they
had repea ted ly been the sub jects of stu dies, but no out co me had so far chan ged their situa -
ti on. The re fo re, they refu sed to fill in our ques ti on nai res or to fol low pre fa bri ca ted tools and
pre fer red ins tead to com mu ni ca te fre e ly. We agreed, star ted an open con ver sa ti on, and thus
left the inves ti ga tor-inves ti ga ted dicho to my with its hier ar chi cal inter ro ga tor-res pon dent
dia lo gue divi de. The re fo re, we did not col lect data and did not wri te reports but rather star -
ted to wri te nar ra ti ves from the first-per son per spec ti ve, which were open to inc lu de all
events and per cep ti ons that appea red important during our mee tings.
The se ”sca pe rese arch nar ra ti ves”, 13 crea ted by all cour se par ti ci pants, gene ra ted mul tip le
per spec ti ves on one event, revea led our dif fe rent sen si ti vi ties and assess ments of situa ti ons.
The poly pho nic joint ana ly sis of the se events was of great value espe cial ly for coming to
terms with con f lict ful situa ti ons. The live ly, inten se exchan ge with the pati ents exten ded into
artistic col la bo ra ti ons and cul mi na ted in the idea of expan ding the pro ject and imp le men ting
a con cept in which the pati ents would get the lea ding role for deve lo ping impro ve ments in
psy ch ia try. The exten si on for visi on s 4peop le was unfort u na te ly not gran ted.
visi on s 4peop le taught us that an infor mal and direct exchan ge with the affec ted peop le
might pro vi de deve lop ments unfo re se en at the time of the pro ject pro po sal that will remain
neg lec ted if a design-modi fi ca ti on can not take place during the cour se of the stu dy. It is an
examp le of an open-ended pro ce du re which can be adjus ted to the rea li ties in the field. 
Ano ther out co me was the insight that rese arch pro jects usual ly per form data extrac ti on but
lea ve the situa ti on on the ground unchan ged and that par ti ci pa ti on remains mere lip ser vice
if the par ti ci pa ting par ty is not inc lu ded in the deci si on-making pro ces ses. The effect of data
col lec ti on appears ques tion ab le if con cepts for reme dying mal prac ti ces are not even con s i -
de red. ”From being affec ted to get ting invol ved” sum ma ri zes a con clu si on that app lies not
only to pati ents, nur ses, the ra pists, rese ar chers, and phy si ci ans in the field of psy ch ia try but
to the vast field of aca de mia. Being affec ted is the first impact of beco ming awa re of dif fi cult
situa ti ons, but cyc lic rese arch struc tu res that inc lu de an exchan ge bet we en the affec ted par -
ties and the rese ar ching peop le on equal foo ting is nee ded to deve lop appro pria te rese arch
results and pos si bi li ties for chan ge.

From visi on s 4peop le to Aca de mia. The expe ri en ces and out co mes from visi on s 4peop le pro -
li fe ra ted into aca de mia and pro vo ked the fol lo wing ques ti ons: If its insti tu ti ons were made for
stu dents, why do they not sha re the power of deci si on-making pro ces ses? Who is making
the deci si ons? Do the cour se con t ents and methods we teach inclu de the con stant ly adap -
ted awa re ness of actual deve lop ments, con f licts, desi res? Do we teach how to learn? Why
don’t we learn how to learn – in a con stant joint pro cess? Lear ning struc tu res are made: They
can chan ge. 
The se ques ti ons led to a new con cept of joint lear ning and know led ge pro duc ti on and
replaced the dicho to mies of tea ching/lear ning or tea cher/stu dent that fix the tea cher in the
role of a super vi sor or instruc tor who char ges the stu dent’s minds with nar row tasks14 or
even wor se, with the tea cher’s own nar row view po ints, rei te ra ting a gaze on the topics that
res tricts new per spec ti ves and new forms of exp lo ra ti on, sta bi li zing the sta tus quo. Ins tead,
the con cept for joint know led ge pro duc ti on out li nes a practi ce of joint lear ning: the cour se
ini tia tor gene ra tes a ran ge of sour ces in which stu dents and the ini tia tor can roam, exp lo re
and dis co ver various per spec ti ves, crea te new ones, and deci de on the con tri bu ti ons they
want to deve lop. 15 All parti ci pants work along the lines of ”sym po ie sis,” which might be
trans la ted as ”making-with”:
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–

”Sym po ie sis is a word pro per to com -
plex, dyna mic, res pon si ve, situa ted,
his to ri cal sys tems. It is a word for
worl ding-with, in com pa ny.”

Don na Hara way: Staying with the Trou b le:
Making Kin in the Cht hulu ce ne, Dur ham,
NC/ Lon don: Duke Uni ver si ty Press (2016),
p. 58.

By crea ting a com mon ground on equal foo ting, the tea ching-lear ning acti vi ty can beco me a
joint per for man ce of know led ge pro duc ti on. 16

Making and Per cei ving Art: Immer si on. For each cour se, I pre pa re a wealth of non dis cur si ve,
dis cur si ve, and sci en ti fic input around a cer tain com plex topic inclu ding dif fe rent media.
Whi le exp lo ring the sca pe toge ther, the stu dents and I form an inter connec ted res pon si ve
environ ment that attends to non-dis cur si ve, dis cur si ve, and sci en ti fic mate rial. Whi le the
parti ci pants sha re their rese arch, new important aspects sur face. As making art is a non-dis -
cur si ve acti vi ty, a realm of diver se non-dis cur si ve out co mes are pro du ced and dis cus sed in
the group. With the fol lo wing exam p les, we lea ve the dis cur si ve realm and enter a space of
multi mo dal pre sen ta ti ons that acti va te a spec trum of addi tio nal chan nels of recep ti on: signs,
sig nals, con s tel la ti ons, nar ra ti ons, and asso cia ti ons will oscil la te bet we en the work and reci -
pi ent. Once inclu ded in a pub li ca ti on, forms, colors, sounds, moving ima ges, and their plu ral
ent an g le ments and asso cia ti ons will unfold, brin ging in their own logics of con tent, form, and
per cep ti on and thus pro du cing com plex chan ges and impacts on the recep ti on pro cess. As a
multi mo dal con tri bu ti on is deli ve r ed simul ta neous ly by mul tip le sen so ry organs, the media ti -
on ini tia tes phy si cal, emo tio nal, aes thetic, and cogni ti ve input. The reci pi ents are no lon ger
rea ders or spec ta tors or lis te ners but all of the se in one. Modes of access that were exclu ded
from dis cur si ve text con ven ti ons (which focus on cogni ti ve per cep ti on and were crea ted to
reject other chan nels of per cep ti on) will reap pear in a multi mo dal pre sen ta ti on. I deci ded to
pre sent vide os as they empha si ze this fun da men tal chan ge of per cep ti on. And further mo re,
the plu ra li ty of input cau sed by the per cep ti on of non-dis cur si ve mate rial evo kes ano ther
effect that is deli be ra te ly avo i ded in dis cur si ve enga ge ment: immer si on. 17

”Mea ning is not a pro per ty of indi vi -
dual words or groups of words but an
ongoing per for man ce of the world in
its dif fe ren tial dan ce of intel li gi bi li ty
and unin tel li gi bi li ty.”

Karen Barad: Mee ting the Uni ver se Half -
way. Quan tum Phy sics and the Ent an g le -
ment of Mat ter and Mea ning, Dur ham &
Lon don: Duke Uni ver si ty Press (2007), 
p. 149.

Affec ti ve, emo tio nal, cogni ti ve, sen sual, and phy si cal acti vi ties are ini tia ted, as the reci pi ent
expe ri en ces a fun da men tal ly dif fe rent form of per cep ti on. In my expe ri en ce, the accept an ce
and intro duc ti on of immer si ve multi mo dal per cep ti ons and the dis cus si on of their effects
evo ke new aspects that now have emer ged.

Artistic rese arch practi ce. My cour ses are based on the approach of mutual lear ning and
crea ting a sha red, trans di s ci p li na ry, mul ti di men sio nal, and poly pho nic space in which stu -
dents and I exchan ge per spec ti ves whi le we are expe ri men ting and pro du cing toge ther. The
cour se topics deve lop suc ces si ve ly from the expe ri en ces of the pre vious cour ses and are the
out co mes of our joint acti vi ties that inspi re new exp lo ra ti ons for the fol lo wing cour se, crea -
ting a con ti nuous flow of artistic exp lo ra ti on and know led ge pro duc ti on.

PRACTICES / INDISCIPLINARY MATTERS

III/17



–

It would exceed the sco pe of this chap ter to reco unt all events and steps of this two-year
pro ject. The pub li ca ti on visi on s 4peop le con ta ins ori gi nal nar ra ti ve excerpts, qua li ta ti ve ana -
ly sis, and nine te en artistic results as well as all 28 prac ti ces that emer ged during the pro -
ject. 12 Here, I will focus on expe ri en ces that gene ra ted a sig ni fi cant impact on my own inter -
ac ti ons with stu dents and on my work in aca de mia. We lear ned from the pati ents that they
had repea ted ly been the sub jects of stu dies, but no out co me had so far chan ged their situa -
ti on. The re fo re, they refu sed to fill in our ques ti on nai res or to fol low pre fa bri ca ted tools and
pre fer red ins tead to com mu ni ca te fre e ly. We agreed, star ted an open con ver sa ti on, and thus
left the inves ti ga tor-inves ti ga ted dicho to my with its hier ar chi cal inter ro ga tor-res pon dent
dia lo gue divi de. The re fo re, we did not col lect data and did not wri te reports but rather star -
ted to wri te nar ra ti ves from the first-per son per spec ti ve, which were open to inc lu de all
events and per cep ti ons that appea red important during our mee tings.
The se ”sca pe rese arch nar ra ti ves”, 13 crea ted by all cour se par ti ci pants, gene ra ted mul tip le
per spec ti ves on one event, revea led our dif fe rent sen si ti vi ties and assess ments of situa ti ons.
The poly pho nic joint ana ly sis of the se events was of great value espe cial ly for coming to
terms with con f lict ful situa ti ons. The live ly, inten se exchan ge with the pati ents exten ded into
artistic col la bo ra ti ons and cul mi na ted in the idea of expan ding the pro ject and imp le men ting
a con cept in which the pati ents would get the lea ding role for deve lo ping impro ve ments in
psy ch ia try. The exten si on for visi on s 4peop le was unfort u na te ly not gran ted.
visi on s 4peop le taught us that an infor mal and direct exchan ge with the affec ted peop le
might pro vi de deve lop ments unfo re se en at the time of the pro ject pro po sal that will remain
neg lec ted if a design-modi fi ca ti on can not take place during the cour se of the stu dy. It is an
examp le of an open-ended pro ce du re which can be adjus ted to the rea li ties in the field. 
Ano ther out co me was the insight that rese arch pro jects usual ly per form data extrac ti on but
lea ve the situa ti on on the ground unchan ged and that par ti ci pa ti on remains mere lip ser vice
if the par ti ci pa ting par ty is not inc lu ded in the deci si on-making pro ces ses. The effect of data
col lec ti on appears ques tion ab le if con cepts for reme dying mal prac ti ces are not even con s i -
de red. ”From being affec ted to get ting invol ved” sum ma ri zes a con clu si on that app lies not
only to pati ents, nur ses, the ra pists, rese ar chers, and phy si ci ans in the field of psy ch ia try but
to the vast field of aca de mia. Being affec ted is the first impact of beco ming awa re of dif fi cult
situa ti ons, but cyc lic rese arch struc tu res that inc lu de an exchan ge bet we en the affec ted par -
ties and the rese ar ching peop le on equal foo ting is nee ded to deve lop appro pria te rese arch
results and pos si bi li ties for chan ge.

From visi on s 4peop le to Aca de mia. The expe ri en ces and out co mes from visi on s 4peop le pro -
li fe ra ted into aca de mia and pro vo ked the fol lo wing ques ti ons: If its insti tu ti ons were made for
stu dents, why do they not sha re the power of deci si on-making pro ces ses? Who is making
the deci si ons? Do the cour se con t ents and methods we teach inclu de the con stant ly adap -
ted awa re ness of actual deve lop ments, con f licts, desi res? Do we teach how to learn? Why
don’t we learn how to learn – in a con stant joint pro cess? Lear ning struc tu res are made: They
can chan ge. 
The se ques ti ons led to a new con cept of joint lear ning and know led ge pro duc ti on and
replaced the dicho to mies of tea ching/lear ning or tea cher/stu dent that fix the tea cher in the
role of a super vi sor or instruc tor who char ges the stu dent’s minds with nar row tasks14 or
even wor se, with the tea cher’s own nar row view po ints, rei te ra ting a gaze on the topics that
res tricts new per spec ti ves and new forms of exp lo ra ti on, sta bi li zing the sta tus quo. Ins tead,
the con cept for joint know led ge pro duc ti on out li nes a practi ce of joint lear ning: the cour se
ini tia tor gene ra tes a ran ge of sour ces in which stu dents and the ini tia tor can roam, exp lo re
and dis co ver various per spec ti ves, crea te new ones, and deci de on the con tri bu ti ons they
want to deve lop.15 All parti ci pants work along the lines of ”sym po ie sis,” which might be
trans la ted as ”making-with”:
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–

”Sym po ie sis is a word pro per to com -
plex, dyna mic, res pon si ve, situa ted,
his to ri cal sys tems. It is a word for
worl ding-with, in com pa ny.”

Don na Hara way: Staying with the Trou b le:
Making Kin in the Cht hulu ce ne, Dur ham,
NC/ Lon don: Duke Uni ver si ty Press (2016),
p. 58.

By crea ting a com mon ground on equal foo ting, the tea ching-lear ning acti vi ty can beco me a
joint per for man ce of know led ge pro duc ti on. 16

Making and Per cei ving Art: Immer si on. For each cour se, I pre pa re a wealth of non dis cur si ve,
dis cur si ve, and sci en ti fic input around a cer tain com plex topic inclu ding dif fe rent media.
Whi le exp lo ring the sca pe toge ther, the stu dents and I form an inter connec ted res pon si ve
environ ment that attends to non-dis cur si ve, dis cur si ve, and sci en ti fic mate rial. Whi le the
parti ci pants sha re their rese arch, new important aspects sur face. As making art is a non-dis -
cur si ve acti vi ty, a realm of diver se non-dis cur si ve out co mes are pro du ced and dis cus sed in
the group. With the fol lo wing exam p les, we lea ve the dis cur si ve realm and enter a space of
multi mo dal pre sen ta ti ons that acti va te a spec trum of addi tio nal chan nels of recep ti on: signs,
sig nals, con s tel la ti ons, nar ra ti ons, and asso cia ti ons will oscil la te bet we en the work and reci -
pi ent. Once inclu ded in a pub li ca ti on, forms, colors, sounds, moving ima ges, and their plu ral
ent an g le ments and asso cia ti ons will unfold, brin ging in their own logics of con tent, form, and
per cep ti on and thus pro du cing com plex chan ges and impacts on the recep ti on pro cess. As a
multi mo dal con tri bu ti on is deli ve r ed simul ta neous ly by mul tip le sen so ry organs, the media ti -
on ini tia tes phy si cal, emo tio nal, aes thetic, and cogni ti ve input. The reci pi ents are no lon ger
rea ders or spec ta tors or lis te ners but all of the se in one. Modes of access that were exclu ded
from dis cur si ve text con ven ti ons (which focus on cogni ti ve per cep ti on and were crea ted to
reject other chan nels of per cep ti on) will reap pear in a multi mo dal pre sen ta ti on. I deci ded to
pre sent vide os as they empha si ze this fun da men tal chan ge of per cep ti on. And further mo re,
the plu ra li ty of input cau sed by the per cep ti on of non-dis cur si ve mate rial evo kes ano ther
effect that is deli be ra te ly avo i ded in dis cur si ve enga ge ment: immer si on. 17

”Mea ning is not a pro per ty of indi vi -
dual words or groups of words but an
ongoing per for man ce of the world in
its dif fe ren tial dan ce of intel li gi bi li ty
and unin tel li gi bi li ty.”

Karen Barad: Mee ting the Uni ver se Half -
way. Quan tum Phy sics and the Ent an g le -
ment of Mat ter and Mea ning, Dur ham &
Lon don: Duke Uni ver si ty Press (2007), 
p. 149.

Affec ti ve, emo tio nal, cogni ti ve, sen sual, and phy si cal acti vi ties are ini tia ted, as the reci pi ent
expe ri en ces a fun da men tal ly dif fe rent form of per cep ti on. In my expe ri en ce, the accept an ce
and intro duc ti on of immer si ve multi mo dal per cep ti ons and the dis cus si on of their effects
evo ke new aspects that now have emer ged.

Artistic rese arch practi ce. My cour ses are based on the approach of mutual lear ning and
crea ting a sha red, trans di s ci p li na ry, mul ti di men sio nal, and poly pho nic space in which stu -
dents and I exchan ge per spec ti ves whi le we are expe ri men ting and pro du cing toge ther. The
cour se topics deve lop suc ces si ve ly from the expe ri en ces of the pre vious cour ses and are the
out co mes of our joint acti vi ties that inspi re new exp lo ra ti ons for the fol lo wing cour se, crea -
ting a con ti nuous flow of artistic exp lo ra ti on and know led ge pro duc ti on.
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INDISCIPLINARY MATTERS  Senses of
Detachment – Prospects for Change
This cour se took place during the first onli ne Coro na semes ter with stu dents from the
second semes ter of their stu dies, which fort u na te ly meant that they had alrea dy met during
the pre vious face-to-face semes ter. The cour se focu sed on the alar ming glo bal spread of
COVID-19, which by then had spread to 187 coun tri es and had led to a lock down of more
than half of the world’s popu la ti on. 
In Sen ses of detach ment – Pro s pects for chan ge, 18 we loo ked at three cru cial areas: a) medi -
cal know led ge and health pro ce du res and their uncer tain ties, b) socie tal, social, poli ti cal,
eco no mic, and eco lo gi cal impacts and their dis in te g ra ti ons, and c) pos si b le post-pan de mic
visi ons for social restruc tu ring or struc tu ring anew. 
Our wor king methods were seve r e ly limi t ed, and com mu ni ca ti on and col la bo ra ti on were only
pos si b le via onli ne plat forms. Being con fron ted with this addi tio nal actant for the first time
we sought to exp lo re posi ti ve aspects of this ine vi ta b le con di ti on. 
The onli ne mode enab led stu dents who were stuck in their home coun tri es or who were 
sick to still par ti ci pa te. Our acti vi ties con sis ted of group mee tings, sub group dis cus si ons,
per for man ces and sur veys, and the stu dents par ti ci pa ted in onli ne social drea ming ses si ons
offe red by Duke Uni ver si ty. By sha ring ideas and crea ting ways of coo pe ra ting onli ne in an
artistic man ner, a live ly exchan ge deve lo ped, and joint con tri bu ti ons were crea ted.

Still from Joh an na Hem ming and Mathis Ekel mann, ”Pan de mic
Drea ming” (2020).  VIDEO cache.ch/1712

Inspi red by social drea ming, Joh an na and Mathis crea ted an onli ne call for notes of dreams
and used the input as star ting points for their video Pan de mic Drea ming. Here, video and
ani ma ti on sequ en ces refer to the dreams whi le voices read out ori gi nal ano ny mous text pas -
sa ges that were sent in. The audi to ry and visual input reveals a non-cog ni ti ve ly gui ded plau -
si bi li ty or logic that spreads from text to ima ge and enab les the reci pi ent to immer se in a flow
of Pan de mic Drea ming.

III/18

–

INDISCIPLINARY MATTERS  Human
Subjects
The cour se tit le refers to the human mat ters (topics or sub jects) that emer ged during the
year 2020 but also to human sub jects as being both ini tia tors and victims of their anthro po -
cen tric makings. 19 At the heart of the pro ject were seven bilin gual ques ti ons offe ring open
text fields for stu dents to ano ny mous ly com ment on ’the year 2020’, a deli be ra te ly vague
term, to enab le a wide spec trum of res pon ses. I com pi led all ans wers in alpha beti cal order
and thus crea ted a pro duct cal led an-alpha bet,20 whe re the bilin gual terms pop ped up in 
dif fe rent places, alt hough mea ning the same, and thus sub ver ted the order. 
103 first semes ter stu dents star ted the semes ter in a hybrid mode, but we soon had to
switch to a hard, ful ly onli ne lock down. Ber lin’s inci den ce rates had sky ro cke ted, and vac ci -
na ti on was not in sight. An unu sual ly high pro por ti on of the 103 stu dents repor ted being
frigh te ned and inse cu re in the face of the pan de mic situa ti on. 
Artistic work is inten si ve ly con cer ned with space, mate rial, and media, all of which were now
mis sing: the stu dents wor ked with any t hing they could find in their flats. Despi te the mul ti-
tu de of poli ti cal and social ly exp lo si ve topics that were men tio ned in the an-alpha beth, the
artistic con tri bu ti ons most ly refer red to the stu dents’ own sta tes of mind during the lock -
down. Below, you will find two vide os as exam p les; both works were pro du ced during the
hard lock down in the artists’ own apart ments.21 

Still from Joe Kotteck, ”You on me for your self” (2020/21). 
VIDEO cache.ch/1707

In this untit led black and whi te video, the pro ta go nist’s
hands per form an impro vi sed cho reo gra phy which is
accom pa nied by music in front of a black back ground, 
whe re the cau tious and ten der move ments of the hands
touch only them sel ves. The sen si ti vi ty of the sce ne in its
harsh reduc ti on, accom pa nied by sphe ri cal music, oozes an

eerie, omi nous, and unsett ling atmos phe re.
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INDISCIPLINARY MATTERS  Senses of
Detachment – Prospects for Change
This cour se took place during the first onli ne Coro na semes ter with stu dents from the
second semes ter of their stu dies, which fort u na te ly meant that they had alrea dy met during
the pre vious face-to-face semes ter. The cour se focu sed on the alar ming glo bal spread of
COVID-19, which by then had spread to 187 coun tri es and had led to a lock down of more
than half of the world’s popu la ti on. 
In Sen ses of detach ment – Pro s pects for chan ge, 18 we loo ked at three cru cial areas: a) medi -
cal know led ge and health pro ce du res and their uncer tain ties, b) socie tal, social, poli ti cal,
eco no mic, and eco lo gi cal impacts and their dis in te g ra ti ons, and c) pos si b le post-pan de mic
visi ons for social restruc tu ring or struc tu ring anew. 
Our wor king methods were seve r e ly limi t ed, and com mu ni ca ti on and col la bo ra ti on were only
pos si b le via onli ne plat forms. Being con fron ted with this addi tio nal actant for the first time
we sought to exp lo re posi ti ve aspects of this ine vi ta b le con di ti on. 
The onli ne mode enab led stu dents who were stuck in their home coun tri es or who were 
sick to still par ti ci pa te. Our acti vi ties con sis ted of group mee tings, sub group dis cus si ons,
per for man ces and sur veys, and the stu dents par ti ci pa ted in onli ne social drea ming ses si ons
offe red by Duke Uni ver si ty. By sha ring ideas and crea ting ways of coo pe ra ting onli ne in an
artistic man ner, a live ly exchan ge deve lo ped, and joint con tri bu ti ons were crea ted.

Still from Joh an na Hem ming and Mathis Ekel mann, ”Pan de mic
Drea ming” (2020).  VIDEO cache.ch/1712

Inspi red by social drea ming, Joh an na and Mathis crea ted an onli ne call for notes of dreams
and used the input as star ting points for their video Pan de mic Drea ming. Here, video and
ani ma ti on sequ en ces refer to the dreams whi le voices read out ori gi nal ano ny mous text pas -
sa ges that were sent in. The audi to ry and visual input reveals a non-cog ni ti ve ly gui ded plau -
si bi li ty or logic that spreads from text to ima ge and enab les the reci pi ent to immer se in a flow
of Pan de mic Drea ming.

III/18

–

INDISCIPLINARY MATTERS  Human
Subjects
The cour se tit le refers to the human mat ters (topics or sub jects) that emer ged during the
year 2020 but also to human sub jects as being both ini tia tors and victims of their anthro po -
cen tric makings. 19 At the heart of the pro ject were seven bilin gual ques ti ons offe ring open
text fields for stu dents to ano ny mous ly com ment on ’the year 2020’, a deli be ra te ly vague
term, to enab le a wide spec trum of res pon ses. I com pi led all ans wers in alpha beti cal order
and thus crea ted a pro duct cal led an-alpha bet, 20 whe re the bilin gual terms pop ped up in 
dif fe rent places, alt hough mea ning the same, and thus sub ver ted the order. 
103 first semes ter stu dents star ted the semes ter in a hybrid mode, but we soon had to
switch to a hard, ful ly onli ne lock down. Ber lin’s inci den ce rates had sky ro cke ted, and vac ci -
na ti on was not in sight. An unu sual ly high pro por ti on of the 103 stu dents repor ted being
frigh te ned and inse cu re in the face of the pan de mic situa ti on. 
Artistic work is inten si ve ly con cer ned with space, mate rial, and media, all of which were now
mis sing: the stu dents wor ked with any t hing they could find in their flats. Despi te the mul ti-
tu de of poli ti cal and social ly exp lo si ve topics that were men tio ned in the an-alpha beth, the
artistic con tri bu ti ons most ly refer red to the stu dents’ own sta tes of mind during the lock -
down. Below, you will find two vide os as exam p les; both works were pro du ced during the
hard lock down in the artists’ own apart ments.21 

Still from Joe Kotteck, ”You on me for your self” (2020/21). 
VIDEO cache.ch/1707

In this untit led black and whi te video, the pro ta go nist’s
hands per form an impro vi sed cho reo gra phy which is
accom pa nied by music in front of a black back ground, 
whe re the cau tious and ten der move ments of the hands
touch only them sel ves. The sen si ti vi ty of the sce ne in its
harsh reduc ti on, accom pa nied by sphe ri cal music, oozes an

eerie, omi nous, and unsett ling atmos phe re.

PRACTICES / INDISCIPLINARY MATTERS

III/19



–

Still from Char lot te Brand horst, ”Ich bin Zuhau se!” (”I am at
Home!”) (2020/21).  VIDEO cache.ch/1708

The came ra shows a nar row sec ti on of the artist’s apart ment: a tab le and the wall behind it.
Sounds indi ca te that the pro ta go nist has ente red the room and has begun to pre pa re an esp -
res so. The acti vi ty of this eve r y day event, per for med word less ly with spar se facial exp res si -
ons, beco mes inc rea sin g ly bizar re. The film emits an inten se and ten se atmos phe re that
could be a mix tu re of fru s t ra ti on, fear, des pair, or defi an ce. The absur d i ty of the sce ne rein -
for ces and simul ta neous ly alie na tes the reci pi ent from this emo tio nal tur moil.

INDISCIPLINARY MATTERS  Zombody
The tit le Zom bo dy is a fusi on of rhi zo me and body. 22 The rhi zo me is an under ground bota ni -
cal sprout that enab les a dis per si on of plants that pop up in the next sea son wit hout being
detec ted by their ene mies. Deleu ze and Guat ta ri used this phe no me non as a meta phor for an
open, sub ver si ve, non-hier ar chi cal gro wing net work. 23 The cour se was our most expe ri men -
tal endea vor yet, and it practi ced new forms of open and joint lear ning. Zom bo dy star ted as a
face-to-face cour se with eigh te en stu dents from the win ter semes ter who could now final ly
get to know each other in per son. This hap pe n ed at a very slow pace at first: the mas ked stu -
dents would sit quiet ly in the stu dio; you could hear the scrat ching of a pen. In addi ti on, dis -
tan cing rules dic ta ted that only 50% of the stu dents could work in the stu dio toge ther at one
time. Nevert he less, as the cour se pro gres sed, an inten si ve exchan ge deve lo ped bet we en the
sub groups in the stu dio and during the excur si ons in out door spaces. For the open stu dio
exhi bi ti on, a huge joint instal la ti on exhi bi ti on was plan ned, inclu ding all of the indi vi dual con -
tri bu ti ons, com pri sing sculp tu res, pho tos, pain tings, per for man ces, sounds, scents, as well
as culi na ry and nume rous inter ac ti ve inter ven ti ons. Unfort u na te ly, the open stu dio exhi bi ti on
was can cel led. Lucki ly, howe ver, Fran ka Ilg’s cour se con tri bu ti on con sis ted of film sequ en -
ces taken during the cour se: ”Making-of Zom bo dy”. The audio part inclu ded a rea ding of the
an-alpha bet, crea ted by Mano Ley ra do.

III/20

–

Still from Fran ka Ilg, ”Making-of Zom bo dy” (2021). 
VIDEO cache.ch/1709

The video is com po sed of film sequ en ces that show the making of artistic con tri bu ti ons, whi -
le a col la ge of poly pho nic voices read out pas sa ges from an-alpha bet. The super im po sed
text pas sa ges are quo tes from ”Call us Zom”. The reci pi ents recei ve input from various sour -
ces, which pro du ces an ent an g led stream of infor ma ti on that allows them to immer se them -
sel ves into the sce nes from a ran ge of dif fe rent per spec ti ves. 24

INDISCIPLINARY MATTERS  YOUtopia 41
YOUto pia 41 was a pro ject per for med by 98 first semes ter stu dents in the win ter semes ter of
2021/22, offe ring them the oppor tuni ty to crea te their own indi vi dual uto pia for the year
2041. The timing – only twen ty years later – meant that the near futu re would be still pal pab le
and could be expe ri en ced by the stu dents.25 
We star ted the jour ney to the futu re by first moving back to the past, wat ching and ana ly zing
a film that sum ma ri zes the past two cen tu ries of fos sil resour ce extrac ti on. Back in the pre -
sent, we obser ved our clo sest environ men tal struc tu res (such as body parts, clot hing, food
or fur ni tu re...) with micro s co pic gad gets, which enab led new per cep ti ons of the com mon ly
not acces si b le struc tu res of com mon things, making tan gi b le the inter re la ti ons bet we en per -
cep ti on, dis co ve ry, cog ni ti on, and know led ge. The expe ri men tal out co mes for med what we
cal led the ”Col lec ti ve Micro Mat ters Archi ve”. 
From here, the stu dents set out to crea te their own indi vi dual YOU to pia 41 by deve lo ping
input on a par ti cu lar topic that had piqued their inte rest, each choo sing modes of trans for -
ma ti on that would best suit their ideas. The topics inc lu ded food scar ci ty and alter na ti ves,
archi tec tu re, ener gy solu ti ons, what home means, natu re and pol lu ti on, clo thes, tech ni cal
equip ment, sur veil lan ce, psy cho the ra py, fin an ces, spe cies extinc ti on, and more. The out co -
me of this pro ject con sis ted of dra wings, pain tings, sculp tu res, pro to ty pes, sto ry boards,
comics, pho to graphs and col la ges, vide os, ins tal la ti ons, per for man ces, music, and com bi na -
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Still from Char lot te Brand horst, ”Ich bin Zuhau se!” (”I am at
Home!”) (2020/21).  VIDEO cache.ch/1708

The came ra shows a nar row sec ti on of the artist’s apart ment: a tab le and the wall behind it.
Sounds indi ca te that the pro ta go nist has ente red the room and has begun to pre pa re an esp -
res so. The acti vi ty of this eve r y day event, per for med word less ly with spar se facial exp res si -
ons, beco mes inc rea sin g ly bizar re. The film emits an inten se and ten se atmos phe re that
could be a mix tu re of fru s t ra ti on, fear, des pair, or defi an ce. The absur d i ty of the sce ne rein -
for ces and simul ta neous ly alie na tes the reci pi ent from this emo tio nal tur moil.

INDISCIPLINARY MATTERS  Zombody
The tit le Zom bo dy is a fusi on of rhi zo me and body. 22 The rhi zo me is an under ground bota ni -
cal sprout that enab les a dis per si on of plants that pop up in the next sea son wit hout being
detec ted by their ene mies. Deleu ze and Guat ta ri used this phe no me non as a meta phor for an
open, sub ver si ve, non-hier ar chi cal gro wing net work. 23 The cour se was our most expe ri men -
tal endea vor yet, and it practi ced new forms of open and joint lear ning. Zom bo dy star ted as a
face-to-face cour se with eigh te en stu dents from the win ter semes ter who could now final ly
get to know each other in per son. This hap pe n ed at a very slow pace at first: the mas ked stu -
dents would sit quiet ly in the stu dio; you could hear the scrat ching of a pen. In addi ti on, dis -
tan cing rules dic ta ted that only 50% of the stu dents could work in the stu dio toge ther at one
time. Nevert he less, as the cour se pro gres sed, an inten si ve exchan ge deve lo ped bet we en the
sub groups in the stu dio and during the excur si ons in out door spaces. For the open stu dio
exhi bi ti on, a huge joint instal la ti on exhi bi ti on was plan ned, inclu ding all of the indi vi dual con -
tri bu ti ons, com pri sing sculp tu res, pho tos, pain tings, per for man ces, sounds, scents, as well
as culi na ry and nume rous inter ac ti ve inter ven ti ons. Unfort u na te ly, the open stu dio exhi bi ti on
was can cel led. Lucki ly, howe ver, Fran ka Ilg’s cour se con tri bu ti on con sis ted of film sequ en -
ces taken during the cour se: ”Making-of Zom bo dy”. The audio part inclu ded a rea ding of the
an-alpha bet, crea ted by Mano Ley ra do.

III/20

–

Still from Fran ka Ilg, ”Making-of Zom bo dy” (2021). 
VIDEO cache.ch/1709

The video is com po sed of film sequ en ces that show the making of artistic con tri bu ti ons, whi -
le a col la ge of poly pho nic voices read out pas sa ges from an-alpha bet. The super im po sed
text pas sa ges are quo tes from ”Call us Zom”. The reci pi ents recei ve input from various sour -
ces, which pro du ces an ent an g led stream of infor ma ti on that allows them to immer se them -
sel ves into the sce nes from a ran ge of dif fe rent per spec ti ves.24

INDISCIPLINARY MATTERS  YOUtopia 41
YOUto pia 41 was a pro ject per for med by 98 first semes ter stu dents in the win ter semes ter of
2021/22, offe ring them the oppor tuni ty to crea te their own indi vi dual uto pia for the year
2041. The timing – only twen ty years later – meant that the near futu re would be still pal pab le
and could be expe ri en ced by the stu dents.25 
We star ted the jour ney to the futu re by first moving back to the past, wat ching and ana ly zing
a film that sum ma ri zes the past two cen tu ries of fos sil resour ce extrac ti on. Back in the pre -
sent, we obser ved our clo sest environ men tal struc tu res (such as body parts, clot hing, food
or fur ni tu re...) with micro s co pic gad gets, which enab led new per cep ti ons of the com mon ly
not acces si b le struc tu res of com mon things, making tan gi b le the inter re la ti ons bet we en per -
cep ti on, dis co ve ry, cog ni ti on, and know led ge. The expe ri men tal out co mes for med what we
cal led the ”Col lec ti ve Micro Mat ters Archi ve”. 
From here, the stu dents set out to crea te their own indi vi dual YOU to pia 41 by deve lo ping
input on a par ti cu lar topic that had piqued their inte rest, each choo sing modes of trans for -
ma ti on that would best suit their ideas. The topics inc lu ded food scar ci ty and alter na ti ves,
archi tec tu re, ener gy solu ti ons, what home means, natu re and pol lu ti on, clo thes, tech ni cal
equip ment, sur veil lan ce, psy cho the ra py, fin an ces, spe cies extinc ti on, and more. The out co -
me of this pro ject con sis ted of dra wings, pain tings, sculp tu res, pro to ty pes, sto ry boards,
comics, pho to graphs and col la ges, vide os, ins tal la ti ons, per for man ces, music, and com bi na -
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ti ons of the se modes of exp res si on. From the lar ge num ber of pro duc ti ons, I will pre sent
three vide os which take dif fe rent approa ches and offer mul ti mo dal expe ri en ces that elu ci da -
te the abo ve-men tio ned intro duc ti on.

Still from Hip po ly te Mou lun, ”2041-Capi ta list Rea lism” (2021/22). 
VIDEO cache.ch/1738

The reci pi ent is a citi zen who in the year 2041 has won the lot te ry and the re fo re has recei ved
the per mis si on to spend a night in the city cen ter, which is other wi se reser ved for the eli te.

Still from Josua Josua, ”Hel lo (Down si zing Pro ject)” (2021/22).
  VIDEO cache.ch/1710

In the face of the glo bal cli ma te cri sis with the issue of unma na geab le ener gy and pol lu ti on,
”Hel lo” is a two-minu te trai ler for a futu re com pa ny that offers a solu ti on to pol lu ti on: the
Down si zing Pro ject. The subt le and detai led ani ma ti on oscil la tes bet we en humo rous and
sar castic moments.

III/22

–

Still from Anan da L. Cos ta and Cora Jar chow, ”Bugs ha ke”
(2021/22).  VIDEO cache.ch/1711

In late Decem ber and Janua ry 2022, the topics of deep lear ning, AI, and quan tum com pu ters
emer ged in the cour se. After the semes ter had finis hed, Anan da, Cora and I tes ted some AI
soft wa re and crea ted the expe ri men tal film Bugs ha ke, a seven minu te video pro du ced with
ano ny mous con tri bu ti ons from the ”Col lec ti ve Micro Mat ters Archi ve”, whi le an AI soft wa re
trans for med the video sequ en ces into audio files. Our team con sis ted of three human agents
and one AI soft wa re actant, who now not only hel ped faci li ta te but furt her mo re co-crea ted
the pro duc ti on. This fact of co-crea ti on imp lies a per mea ti on of the bor ders bet we en human
and tech no lo gi cal acti vi ties, allo wing a yet unk nown dif fu si ve sta te of min g led tran sac ti ons
that are no lon ger sepa ra b le: a dif fu sed fusi on.
The ques tio ning of the human and the tech no lo gi cal, the orga nic and the cyber netic were
topics that emer ged in YOU to pia 41 and sha ped the new pro ject Sci-Fi Ana to mies which
star ted in win ter semes ter 2022/23 and was an examp le for the for mer ly men tio ned con ti -
nuous suc ces si on of artistic rese arch topics. Alt hough I deve lop topics for each semes ter,
each cour se pro vi des basic know led ge on spe ci fic deve lop ments in sci en ce and art and
encou ra ges stu dents to ques ti on estab lis hed atti tu des and rou ti nes, expe ri ment with new
approa ches, accept plu ral per spec ti ves and voices, and col la bo ra ti ve ly take first steps in
crea ting con tri bu ti ons for mul ti di men sio nal for ma ti ons of artistic know led ge pro duc ti on. 

INDISCIPLINARY MATTERS  Unbelongings
In this con tri bu ti on, I have intro du ced per spec ti ves and voices from dis cur si ve van ta ge
points that appro xi ma ted the field of artistic rese arch and joint know led ge pro duc ti on and
inves ti ga ted dicho to mies that sepa ra te dis cur si ve from non-dis cur si ve acti vi ties, crea ting the
terms Elsewhe res and Elsewhats. The two-year coo pe ra ti on visi on s 4peop le led to the ques -
tio ning of the inves ti ga tor-inves ti ga ted dicho to my with its hier ar chi cal inter ro ga tor-res pon -
dent dia lo gue divi de. It furt her pro li fe ra ted into aca de mia, whe re the tea cher-stu dent dicho -
to my led to a con cept of joint know led ge pro duc ti on. Whi le ques tio ning the dis cur si ve/non-
dis cur si ve dicho to my that under lies dis cur si ve con ven ti ons, I deci ded to inc lu de video exam -
p les that allow the reci pi ents to immer se them sel ves in the sen sual, affec ti ve, and intel lec tual
qua li ties that they con vey. Thus, the reci pi ent men tal ly and tan gi b ly trans gres ses the bor ders
of the dis cur si ve text that morphs into a hybrid assem b la ge of dis cur si ve and non-dis cur si ve
frac ti ons and allows mul ti laye red per cep ti ons and new modes of know led ge per cep ti on and
know led ge pro duc ti on.
”Indi s ci p li na ry Mat ters” tack les the sci en ce/art, inter ro ga tor/res pon dent, tea cher/stu dent
and dis cur si ve/non-dis cur si ve dicho to mies and offers a con cept of joint artistic know led ge
pro duc ti ons as a prac ti ce of lear ning that can be app lied in diver se set tings of trans di s ci p li -
na ry know led ge pro duc ti ons.
The hybrid dis cur si ve/non-dis cur si ve assem b la ge offers the expe ri en ce of immer si ve per -
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ti ons of the se modes of exp res si on. From the lar ge num ber of pro duc ti ons, I will pre sent
three vide os which take dif fe rent approa ches and offer mul ti mo dal expe ri en ces that elu ci da -
te the abo ve-men tio ned intro duc ti on.

Still from Hip po ly te Mou lun, ”2041-Capi ta list Rea lism” (2021/22). 
VIDEO cache.ch/1738

The reci pi ent is a citi zen who in the year 2041 has won the lot te ry and the re fo re has recei ved
the per mis si on to spend a night in the city cen ter, which is other wi se reser ved for the eli te.

Still from Josua Josua, ”Hel lo (Down si zing Pro ject)” (2021/22).
  VIDEO cache.ch/1710

In the face of the glo bal cli ma te cri sis with the issue of unma na geab le ener gy and pol lu ti on,
”Hel lo” is a two-minu te trai ler for a futu re com pa ny that offers a solu ti on to pol lu ti on: the
Down si zing Pro ject. The subt le and detai led ani ma ti on oscil la tes bet we en humo rous and
sar castic moments.

III/22

–

Still from Anan da L. Cos ta and Cora Jar chow, ”Bugs ha ke”
(2021/22).  VIDEO cache.ch/1711

In late Decem ber and Janua ry 2022, the topics of deep lear ning, AI, and quan tum com pu ters
emer ged in the cour se. After the semes ter had finis hed, Anan da, Cora and I tes ted some AI
soft wa re and crea ted the expe ri men tal film Bugs ha ke, a seven minu te video pro du ced with
ano ny mous con tri bu ti ons from the ”Col lec ti ve Micro Mat ters Archi ve”, whi le an AI soft wa re
trans for med the video sequ en ces into audio files. Our team con sis ted of three human agents
and one AI soft wa re actant, who now not only hel ped faci li ta te but furt her mo re co-crea ted
the pro duc ti on. This fact of co-crea ti on imp lies a per mea ti on of the bor ders bet we en human
and tech no lo gi cal acti vi ties, allo wing a yet unk nown dif fu si ve sta te of min g led tran sac ti ons
that are no lon ger sepa ra b le: a dif fu sed fusi on.
The ques tio ning of the human and the tech no lo gi cal, the orga nic and the cyber netic were
topics that emer ged in YOU to pia 41 and sha ped the new pro ject Sci-Fi Ana to mies which
star ted in win ter semes ter 2022/23 and was an examp le for the for mer ly men tio ned con ti -
nuous suc ces si on of artistic rese arch topics. Alt hough I deve lop topics for each semes ter,
each cour se pro vi des basic know led ge on spe ci fic deve lop ments in sci en ce and art and
encou ra ges stu dents to ques ti on estab lis hed atti tu des and rou ti nes, expe ri ment with new
approa ches, accept plu ral per spec ti ves and voices, and col la bo ra ti ve ly take first steps in
crea ting con tri bu ti ons for mul ti di men sio nal for ma ti ons of artistic know led ge pro duc ti on. 

INDISCIPLINARY MATTERS  Unbelongings
In this con tri bu ti on, I have intro du ced per spec ti ves and voices from dis cur si ve van ta ge
points that appro xi ma ted the field of artistic rese arch and joint know led ge pro duc ti on and
inves ti ga ted dicho to mies that sepa ra te dis cur si ve from non-dis cur si ve acti vi ties, crea ting the
terms Elsewhe res and Elsewhats. The two-year coo pe ra ti on visi on s 4peop le led to the ques -
tio ning of the inves ti ga tor-inves ti ga ted dicho to my with its hier ar chi cal inter ro ga tor-res pon -
dent dia lo gue divi de. It furt her pro li fe ra ted into aca de mia, whe re the tea cher-stu dent dicho -
to my led to a con cept of joint know led ge pro duc ti on. Whi le ques tio ning the dis cur si ve/non-
dis cur si ve dicho to my that under lies dis cur si ve con ven ti ons, I deci ded to inc lu de video exam -
p les that allow the reci pi ents to immer se them sel ves in the sen sual, affec ti ve, and intel lec tual
qua li ties that they con vey. Thus, the reci pi ent men tal ly and tan gi b ly trans gres ses the bor ders
of the dis cur si ve text that morphs into a hybrid assem b la ge of dis cur si ve and non-dis cur si ve
frac ti ons and allows mul ti laye red per cep ti ons and new modes of know led ge per cep ti on and
know led ge pro duc ti on.
”Indi s ci p li na ry Mat ters” tack les the sci en ce/art, inter ro ga tor/res pon dent, tea cher/stu dent
and dis cur si ve/non-dis cur si ve dicho to mies and offers a con cept of joint artistic know led ge
pro duc ti ons as a prac ti ce of lear ning that can be app lied in diver se set tings of trans di s ci p li -
na ry know led ge pro duc ti ons.
The hybrid dis cur si ve/non-dis cur si ve assem b la ge offers the expe ri en ce of immer si ve per -

PRACTICES / INDISCIPLINARY MATTERS

III/23



–

1 https://nomadit.co.uk/radical-health/ (2021).
2 https://www.researchgate.net/publication/363484670_Made_in_academia (2022).
3 ’Unconventionality’ is relative to the referees’ conventions – while it seems a designated characteristic of art to be ’unconventional’.
4 Dieter Mersch: ❉Kunst als epistemische Praxis✵, in: Elke Bippus (ed.): Kunst des Forschens: Praxis eines ästhetischen Denkens,

Zürich, Berlin: diaphanes (2009), p. 39.
5 ”Elsewheres”: Matters that surface during interrogation that might point to something out there. Term inspired by ”embryonic

elsewheres”: Bayo Akomolafe, Alnoor Ladha: ”Perverse Particles, Entangled Monsters and Psychedelic Pilgrimages: Emergence as
an Ontoepistemology of Not-Knowing”, in: Ephemera: Theory and Politics in Organization 17/4 (2017), p. 819.

6 New thread on editing: The currently applied discursive text editorship still seems to be occupied with a hierarchical editor-author
dichotomy, intending a correction while pruning the text in form and content. With an increasing number of authors with diverse
cultural or professional backgrounds, this ’harmonizing’ editing, bafflingly offered as ”care work”, will hopefully soon become a relic
of the past. It is obvious that with a new understanding of discursivity we need a new editing process.

7 New thread on the meaning of matters and the cultural specificity of scientific knowledge constructions.
8 New thread: seeing is not restricted to cognitive activity and includes acts of liberating it from the intelligibility. ”To see we must

forget the name of the thing that we are looking at” (Claude Monet).
9 Jozef Zelinka (ed.): Regieren durch Vorbeugen: Eine kritische Analyse der Burnout-Prävention nach Michel Foucault, Bielefeld:

transcript (2022), p. 197.
10 ”The exercise of discipline presupposes a mechanism that coerces by means of observation; an apparatus in which the techniques

that make it possible to see induce effects of power, and in which, conversely, the means of coercion make those on whom they are
applied clearly visible” (Michel Foucault: Discipline and Punish: The Birth of the Prison, New York: Vintage Books [1995], p. 171).

11 24 students: 21 khb, 1 Freie Universität, 1 Humboldt Universität, 1 Technische Universität; app. fifty patients and personnel from
psychiatry.

12 Tyyne Claudia Pollmann: visions4people – Artistic Research Meets Psychiatry, Berlin: Jovis (2019).
13 Ori gi nal quo tes from the nar ra ti ves are found in the pub li ca ti on visi on s 4peop le. The 56 nar ra ti ves are availab le on requ est.
14 Tasks whose solutions are predicted, and which are designed to produce gradable results.
15 The projects are open-ended; a narrow objective would counterproductively curtail their results.
16 The term performance is used with caution, as it can also include a deliberate staging that is contraindicated in a cooperative

practice. It means rather the opposite: awareness of thoughts, ideas, emotions, and different perspectives that surface in an
appreciative environment with a open-ended approach.

17 New thread: immersion as a means of knowledge production.
18 https://t-c-pollmann.de/wp-content/uploads/2022/08/5_Senses-of-detachment-Prospects-for-change_ori.pdf (2022).
19 https://t-c-pollmann.de/wp-content/uploads/2022/08/4_Human-subjects_ori.pdf (2022).
20 The an-alpha bet, crea ted by 103 stu dents, was the sour ce mate rial, from which each stu dent could choo se a topic to gene ra te an

indi vi dual artistic out co me. Thus, the deci si on-making pro cess now shif ted to the stu dents. The an-alpha bet com pi les the stu dents’
per spec ti ves of the year 2020. It thus also has the cha rac te ristics of a docu men ta ry and can be down loa ded as a pdf (https://t-c-
pollmann.de/wp-content/uploads/2022/08/3_an-alphabet.pdf [2022]).

21 Hard lockdown: only online teaching allowed.
22 https://t-c-pollmann.de/wp-content/uploads/2022/08/2_Zombody_ori.pdf (2022).
23 Gilles Deleuze, Felix Guattari: Rhizom, Berlin: Merve (1977).
24 Call us Zom was an experimental text that captures the resonances from the students’ artistic works in a non-discursive narrative.

Tyyne Claudia Pollmann: ”Call us Zom”, https://t-c-pollmann.de/wp-content/uploads/2022/08/2b_Call-us-Zom_Zombody-
ori_tcp.pdf (2022).

25 https://t-c-pollmann.de/wp-content/uploads/2022/08/1_YOUtopia_ori.pdf (2022).
26 Anselm Franke: ”Speculative Narratives: Essay Exhibitions, Part of ’De-Centering Narratives’”, Berlin: Haus der Kulturen der Welt

(2019), https://www.hkw.de/en/app/mediathek/video/76723 (2019).

cep ti on. Thus, this con tri bu ti on is also an expe ri ment in pro bing whe ther so far neg lec ted
Elsewhe res and Elsewhats may emer ge. ”It beg ins with the sen sing of absen ce, get ting awa -
re of what has been con sti tu ti ve ly fore c lo sed. And when you bring some t hing back that was
exc lu ded, it bears a for ce of unbe lon ging that can not be paci fied”.26
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INTERSECTIONAL FEMINIST COMMUNITY
CARE  Intersectional Feminism, Health & Care
This pro ject is situa ted in the con text of intersec tio nal femi nism. 1 From this posi ti on, we see a
lack of ade qua te, pati ent-cent red health ca re for peop le living in Ger ma ny, with sig ni fi cant
discri mi na ti on against peop le who don’t con form to bina ry gen der iden ti ties and more discri -
mi na ti on against peop le who iden ti fy as fema le than tho se who iden ti fy as cis-male. 2

The pro b lem of ina de qua te health care, despi te the fact that Ger ma ny is one of the few coun -
tries with a uni ver sal (mul ti-pay er) health care sys tem, has a num ber of over lap ping cau ses,
of which we will descri be the ones we con s i der most pres sing befo re moving on to dis cuss
our approach to addres sing this pro b lem.

One fact that is imme dia te ly felt by pati ents who iden ti fy as
fema le, trans, non-bina ry, or gen der fluid is the patri ar chal
norms and stan dards that per mea te con ven tio nal health care
and health edu ca ti on.
In Ger man medi cal edu ca ti on, medi cal rese arch, and the pro vi si on of medi cal ser vices, the
lat ter most direct ly expe ri en ced by pati ents in doc tors’ sur ge ries and hospi tals, the able-
bodied, whi te, hete rose xual, cis-male body-mind is the stan dard mea su re of eve r y t hing ran -
ging from ana to my and neu ro lo gy to diag no sis, disea se pro gres si on, tre at ment and medi ca ti -
on. 3 This gen der bias has serious and dan ge rous con se qu en ces for the diag no sis and tre at -
ment of tho se who do not con form to the stan dard. In Ger ma ny, for examp le, it has been
found that women and girls are less like ly to be diag no sed with ADHD, and diag no sed much
later, becau se the con di ti on has dif fe rent, less well-known symp toms in women than in men.4

Women also have dif fe rent symp toms than men when they have a heart attack. As a result,
they often don´t get the right tre at ment and are more like ly to die from a heart attack than
men.5 Accor ding to a stu dy on gen der dis pa ri ties in men tal health from 2020, ✵wo men recei -
ve a dis pro por tio na te diag no sis with men tal health issu es” and ✵re cei ve more pre scrip ti ons
for mood-alte ring drugs.” 6 Final ly, a sur vey by the Ame ri can Auto im mu ne Rela ted Disea ses
Asso cia ti on found that ✵62% of peop le with auto im mu ne disea se had been labe led chro nic
com p lai ners by doc tors, or told they were too con cer ned with their health.”7 Given that 75%
of peop le with auto im mu ne disea ses are women, it is clear that ✵this dis mis si ve attitu de dis -
pro por tio na te ly affects women.” 8 As the abo ve stu dies show, even when gen der bias is taken
into acco unt, medi cal rese arch is based on a bina ry gen der model.

Stu dies of bia sed, dis re spect ful, or ina de qua te tre at ment of
peop le who iden ti fy as trans, non-bina ry, or gen der fluid
remain scar ce.
In addi ti on, con di ti ons that are spe ci fic to peop le who iden ti fy as fema le, trans* male, non-
bina ry, or gen der fluid, such as fer ti li ty issu es, endo me trio sis, meno pau sal symp toms, hor -
mo ne imba lan ces, and gen der tran si ti on, have his to ri cal ly been under-rese ar ched and
under-inves ted in due to patri ar chal bia ses that bypass the bio lo gy of more than half of the
popu la ti on. This results in ina de qua te infor ma ti on and tre at ment opti ons for affec ted pati -
ents. Some mem bers of the medi cal pro fes si on are begin ning to under stand that their bina ry
gen der model and gen der bias pose serious pro b lems for affec ted pati ents. As a result, insti -
tu ti ons such as the Cha ri té’s Insti tu te of Gen der in Medi ci ne, which stu dies gen der dif fe ren -
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1 https://nomadit.co.uk/radical-health/ (2021).
2 https://www.researchgate.net/publication/363484670_Made_in_academia (2022).
3 ’Unconventionality’ is relative to the referees’ conventions – while it seems a designated characteristic of art to be ’unconventional’.
4 Dieter Mersch: ❉Kunst als epistemische Praxis✵, in: Elke Bippus (ed.): Kunst des Forschens: Praxis eines ästhetischen Denkens,

Zürich, Berlin: diaphanes (2009), p. 39.
5 ”Elsewheres”: Matters that surface during interrogation that might point to something out there. Term inspired by ”embryonic

elsewheres”: Bayo Akomolafe, Alnoor Ladha: ”Perverse Particles, Entangled Monsters and Psychedelic Pilgrimages: Emergence as
an Ontoepistemology of Not-Knowing”, in: Ephemera: Theory and Politics in Organization 17/4 (2017), p. 819.

6 New thread on editing: The currently applied discursive text editorship still seems to be occupied with a hierarchical editor-author
dichotomy, intending a correction while pruning the text in form and content. With an increasing number of authors with diverse
cultural or professional backgrounds, this ’harmonizing’ editing, bafflingly offered as ”care work”, will hopefully soon become a relic
of the past. It is obvious that with a new understanding of discursivity we need a new editing process.

7 New thread on the meaning of matters and the cultural specificity of scientific knowledge constructions.
8 New thread: seeing is not restricted to cognitive activity and includes acts of liberating it from the intelligibility. ”To see we must

forget the name of the thing that we are looking at” (Claude Monet).
9 Jozef Zelinka (ed.): Regieren durch Vorbeugen: Eine kritische Analyse der Burnout-Prävention nach Michel Foucault, Bielefeld:

transcript (2022), p. 197.
10 ”The exercise of discipline presupposes a mechanism that coerces by means of observation; an apparatus in which the techniques

that make it possible to see induce effects of power, and in which, conversely, the means of coercion make those on whom they are
applied clearly visible” (Michel Foucault: Discipline and Punish: The Birth of the Prison, New York: Vintage Books [1995], p. 171).

11 24 students: 21 khb, 1 Freie Universität, 1 Humboldt Universität, 1 Technische Universität; app. fifty patients and personnel from
psychiatry.

12 Tyyne Claudia Pollmann: visions4people – Artistic Research Meets Psychiatry, Berlin: Jovis (2019).
13 Ori gi nal quo tes from the nar ra ti ves are found in the pub li ca ti on visi on s 4peop le. The 56 nar ra ti ves are availab le on requ est.
14 Tasks whose solutions are predicted, and which are designed to produce gradable results.
15 The projects are open-ended; a narrow objective would counterproductively curtail their results.
16 The term performance is used with caution, as it can also include a deliberate staging that is contraindicated in a cooperative

practice. It means rather the opposite: awareness of thoughts, ideas, emotions, and different perspectives that surface in an
appreciative environment with a open-ended approach.

17 New thread: immersion as a means of knowledge production.
18 https://t-c-pollmann.de/wp-content/uploads/2022/08/5_Senses-of-detachment-Prospects-for-change_ori.pdf (2022).
19 https://t-c-pollmann.de/wp-content/uploads/2022/08/4_Human-subjects_ori.pdf (2022).
20 The an-alpha bet, crea ted by 103 stu dents, was the sour ce mate rial, from which each stu dent could choo se a topic to gene ra te an

indi vi dual artistic out co me. Thus, the deci si on-making pro cess now shif ted to the stu dents. The an-alpha bet com pi les the stu dents’
per spec ti ves of the year 2020. It thus also has the cha rac te ristics of a docu men ta ry and can be down loa ded as a pdf (https://t-c-
pollmann.de/wp-content/uploads/2022/08/3_an-alphabet.pdf [2022]).

21 Hard lockdown: only online teaching allowed.
22 https://t-c-pollmann.de/wp-content/uploads/2022/08/2_Zombody_ori.pdf (2022).
23 Gilles Deleuze, Felix Guattari: Rhizom, Berlin: Merve (1977).
24 Call us Zom was an experimental text that captures the resonances from the students’ artistic works in a non-discursive narrative.

Tyyne Claudia Pollmann: ”Call us Zom”, https://t-c-pollmann.de/wp-content/uploads/2022/08/2b_Call-us-Zom_Zombody-
ori_tcp.pdf (2022).

25 https://t-c-pollmann.de/wp-content/uploads/2022/08/1_YOUtopia_ori.pdf (2022).
26 Anselm Franke: ”Speculative Narratives: Essay Exhibitions, Part of ’De-Centering Narratives’”, Berlin: Haus der Kulturen der Welt

(2019), https://www.hkw.de/en/app/mediathek/video/76723 (2019).

cep ti on. Thus, this con tri bu ti on is also an expe ri ment in pro bing whe ther so far neg lec ted
Elsewhe res and Elsewhats may emer ge. ”It beg ins with the sen sing of absen ce, get ting awa -
re of what has been con sti tu ti ve ly fore c lo sed. And when you bring some t hing back that was
exc lu ded, it bears a for ce of unbe lon ging that can not be paci fied”.26
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INTERSECTIONAL FEMINIST COMMUNITY
CARE  Intersectional Feminism, Health & Care
This pro ject is situa ted in the con text of intersec tio nal femi nism. 1 From this posi ti on, we see a
lack of ade qua te, pati ent-cent red health ca re for peop le living in Ger ma ny, with sig ni fi cant
discri mi na ti on against peop le who don’t con form to bina ry gen der iden ti ties and more discri -
mi na ti on against peop le who iden ti fy as fema le than tho se who iden ti fy as cis-male.2

The pro b lem of ina de qua te health care, despi te the fact that Ger ma ny is one of the few coun -
tries with a uni ver sal (mul ti-pay er) health care sys tem, has a num ber of over lap ping cau ses,
of which we will descri be the ones we con s i der most pres sing befo re moving on to dis cuss
our approach to addres sing this pro b lem.

One fact that is imme dia te ly felt by pati ents who iden ti fy as
fema le, trans, non-bina ry, or gen der fluid is the patri ar chal
norms and stan dards that per mea te con ven tio nal health care
and health edu ca ti on.
In Ger man medi cal edu ca ti on, medi cal rese arch, and the pro vi si on of medi cal ser vices, the
lat ter most direct ly expe ri en ced by pati ents in doc tors’ sur ge ries and hospi tals, the able-
bodied, whi te, hete rose xual, cis-male body-mind is the stan dard mea su re of eve r y t hing ran -
ging from ana to my and neu ro lo gy to diag no sis, disea se pro gres si on, tre at ment and medi ca ti -
on.3 This gen der bias has serious and dan ge rous con se qu en ces for the diag no sis and tre at -
ment of tho se who do not con form to the stan dard. In Ger ma ny, for examp le, it has been
found that women and girls are less like ly to be diag no sed with ADHD, and diag no sed much
later, becau se the con di ti on has dif fe rent, less well-known symp toms in women than in men.4

Women also have dif fe rent symp toms than men when they have a heart attack. As a result,
they often don´t get the right tre at ment and are more like ly to die from a heart attack than
men.5 Accor ding to a stu dy on gen der dis pa ri ties in men tal health from 2020, ✵wo men recei -
ve a dis pro por tio na te diag no sis with men tal health issu es” and ✵re cei ve more pre scrip ti ons
for mood-alte ring drugs.” 6 Final ly, a sur vey by the Ame ri can Auto im mu ne Rela ted Disea ses
Asso cia ti on found that ✵62% of peop le with auto im mu ne disea se had been labe led chro nic
com p lai ners by doc tors, or told they were too con cer ned with their health.”7 Given that 75%
of peop le with auto im mu ne disea ses are women, it is clear that ✵this dis mis si ve attitu de dis -
pro por tio na te ly affects women.” 8 As the abo ve stu dies show, even when gen der bias is taken
into acco unt, medi cal rese arch is based on a bina ry gen der model.

Stu dies of bia sed, dis re spect ful, or ina de qua te tre at ment of
peop le who iden ti fy as trans, non-bina ry, or gen der fluid
remain scar ce.
In addi ti on, con di ti ons that are spe ci fic to peop le who iden ti fy as fema le, trans* male, non-
bina ry, or gen der fluid, such as fer ti li ty issu es, endo me trio sis, meno pau sal symp toms, hor -
mo ne imba lan ces, and gen der tran si ti on, have his to ri cal ly been under-rese ar ched and
under-inves ted in due to patri ar chal bia ses that bypass the bio lo gy of more than half of the
popu la ti on. This results in ina de qua te infor ma ti on and tre at ment opti ons for affec ted pati -
ents. Some mem bers of the medi cal pro fes si on are begin ning to under stand that their bina ry
gen der model and gen der bias pose serious pro b lems for affec ted pati ents. As a result, insti -
tu ti ons such as the Cha ri té’s Insti tu te of Gen der in Medi ci ne, which stu dies gen der dif fe ren -
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The lack of gen der-sen si ti ve edu ca ti on and know led ge makes
it dif fi cult for peop le to make infor med and empo we r ed
choices and take res pon si bi li ty for their own health and that of
their loved ones.
It also crea tes a power imba lan ce bet we en health ca re pro vi ders (doc tors, hospi tals and insu -
rers) who have pri vi le ged but bia sed infor ma ti on about human health, and pati ents who lack
the edu ca ti on to under stand and con tex t ua li se their own health due to a lack of availab le
resour ces. This lack is used against pati ents by trea ting them as unin for med or dis re gar ding
their know led ge of the issue as unpro fes sio nal. In addi ti on, the re is still a strong belief that
doc tors are somehow omni s ci ent and that pati ents the re fo re wil lin g ly give up their own
agen cy. Howe ver, the root of the pro b lem lies in the incom p le te know led ge that both doc tors
and pati ents have about gen der-spe ci fic embo di ment, ill ness and tre at ment. For examp le, if
you report mens trual pain, the gyna e co lo gist will usual ly offer you some form of con tra cep ti -
ve pill. To fill this gap, we pro po se semi nars, work shops, kin der gar ten, school and uni ver si ty
clas ses on gen der-sen si ti ve and inclu si ve body liter a cy: lear ning about the mens trual cyc le,
PMS and endo me trio sis; lear ning about ableism and ana to my; lear ning about gen der tran si -
ti on, bio me cha nics and how our diges ti ve sys tems work. The se could draw on cur rent rese -
arch in the life sci en ces, on inclu si ve, gen der-sen si ti ve peda go gi cal pro to cols for tea ching
human bio lo gy, and on the rich know led ge tra di ti ons that have his to ri cal ly pre ce ded, coe xis -
ted with, and chal len ged func tio nal medi ci ne, patri ar chy, and modern capi ta lism. We are
thin king here of tra di ti ons such as witch craft and mid wi fe ry, of pre-colo nial and high ly regio -
nal and com muni ty-spe ci fic health pro to cols and practi ces, often trans mit ted oral ly. Such
embo died and oral tra di ti ons have been sys te mati cal ly deva lued and defun ded in favour of
alle ged ly value-neu tral Wes tern medi ci ne. For the health of all and for a healt hy com muni ty, it
seems impe ra ti ve to us to move away from a gen der-bia sed per spec ti ve on human health
and to cen tra li se health per spec ti ves and practi ces that enrich and chal len ge the exis ting
patri ar chal stan dard. 12 Pro gram mes and ini tia ti ves are emer ging at insti tu tio nal, com mer cial
and non-pro fit levels to address this lack of edu ca ti on. Exam p les inclu de the abo ve-men tio -
ned pro gram mes of the Cha ri té Ber lin and the Uni ver si ty of Bre men; Que er med Deut sch -
land, which offers a directo ry of queer sen si ti zed doc tors, the ra pists and practi ces, rai ses
awa re ness among prac ti tio ners and empo wers pati ents; the fema le-foun ded start-up Loom,
which focu ses on inclu si ve and gen der-sen si ti ve repro duc ti ve health and fer ti li ty; and the
non-pro fit orga ni sa ti ons The Pad Pro ject and PERIOD. What we want to add to this bur geo -
ning pro vi si on is our practi ce of crea ting play ful, per for ma ti ve and com muni ty-buil ding
events and spaces whe re health and ill ness can be exp lo red in a pro tec ti ve, caring and fun
environ ment. For examp le, with our work shops on the futu re of intersec tio nal femi nist health
and com muni ty care (two of which were held at the Radi cal Health con fe ren ce in 2021), we
pro vi de space and time to ima gi ne what healt hy, safe, and enjoyab le futu res might feel and
look like. Abo ve all, our aim is pri ma ri ly to pro vi de con c re te tech ni qu es, mate rials and tools to
men tal ly and phy si cal ly break away from the sta tus quo and learn to ima gi ne a dif fe rent rea li -
ty. In our expe ri en ce, this has been the har dest part for many of our inter lo cu tors: to be led
into a zone whe re they are not held back by what is but can stra te gi se and dream about what
they need and want. We are here to pro vi de that space and visi on.
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ces in health and disea se, are emer ging in the medi cal land s ca pe. The insti tu te’s rese arch
aims to deve lop gen der- and diver si ty-sen si ti ve stra te gies for the health care sys tem as a
who le, in pre ven ti ve medi ci ne, and in medi cal edu ca ti on and practi ce. Simi lar ly, Prof. Dr.
Gabrie le Bol te and her team at the Uni ver si ty of Bre men have deve lo ped a tool box to ope ra -
tio na li se gen der diver si ty in health care and pre ven ti on rese arch.9The se rese arch efforts
have been anti ci pa ted and are com p le men ted by alter na ti ve health ser vices that aim to fill
the gap in ade qua te gen der-sen si ti ve health care and have emer ged from wit hin the affec ted
com muni ties. Infor mal and self-orga ni s ed groups and col lec ti ves such as the FFGZ Ber lin
(Femi nist Women’s Health Cent re Ber lin), the Hei le Haus, and more recent ly, orga ni sa ti ons
such as the femi nist mid wi fe ry col lec ti ve Cocoon and the trans* and non-bina ry BIPOC
health cent re Casa Kuá have come toge ther to care for the health of tho se who are exclu ded
or over loo ked by the medi cal pro fes si on in their spe ci fic needs, demands and desi res.10

The patri ar chal mas cu li ne norm and the resul ting disad van ta -
ges for other gen der iden ti ties can be obser ved and mea su red
in areas beyond the imme dia te medi cal domain, whe re they
con ti nue to affect the health and well-being of peop le who are
not hete rose xual and cis male.
To take the work place as an examp le, the design of office tem pe ra tu re and office furni tu re is
based on a cis male model with chairs that are too lar ge and the re fo re inap pro pria te for shor -
ter bodies. Breast fee ding rooms or pub lic breast fee ding faci li ties are still a rari ty in cor po ra te
environ ments. Or, to take the examp le of trans port, crash-test dum mies are crea ted based on
cis male body pro por ti ons, put ting peop le with dif fe rent body types at grea ter risk in a car
crash. The se gen der bia ses lead to the deva lua ti on of women´s, trans, non-bina ry, and gen -
der fluid health. 11Ano ther obst a c le to gen der-sen si ti ve health care is the indi vi dua li sa ti on and
capi ta li sa ti on of health and ill ness. With inc rea sing neo-libe ra li sa ti on, health has beco me a
com mo di ty with a pri ce tag and is thought of in terms of pro ducts and ser vices. When the
well-being of a socie ty is addres sed sole ly in an indi vi dual and pro fit-ori en ted frame work,
lar ger struc tu ral dyna mics and socie tal needs are obs cu red and remain unad dres sed. For
examp le, many Ger mans are being trea ted indi vi dual ly for bur nout due to work-rela ted
stress, sug ge s ting that long wor king hours and today´s wor king con di ti ons, com bi ned with
unpaid care work for fami ly mem bers, are a col lec ti ve struc tu ral pro b lem. Howe ver, the con -
di ti on is still trea ted in an indi vi dua listic way. Health is seen as an indi vi dual mat ter and the re -
fo re requi res and demands indi vi dual tre at ment. Such an indi vi dua li sa ti on of ill ness can lead
to fee lings of iso la ti on or of being res pon si b le for one’s own sta te of health, even though the
cau se of one´s ill ness is cau sed by politi cal deci si ons and eco no mic stra te gies. Final ly, a
major pro b lem that we have iden ti fied is the lack of gen der-sen si ti ve edu ca ti on and know -
led ge about indi vi dual and com muni ty health, both for health care pro vi ders such as health
insuran ce com pa nies, doc tors and nur ses, and for lay peop le. We feel that neit her we, nor
most of our fri ends, fami ly or col lea gu es know enough about how their bodies and minds
work and what they need and want. This is becau se the rele vant infor ma ti on does not exist, is
not sha red or is not prio ri ti sed, for examp le in sex edu ca ti on in schools. The re are few spaces
and resour ces for body-con s cious edu ca ti on, lear ning, and exp lo ring one’s ana to my, one’s
ner vous sys tem, one’s mens trual cyc le, or nutri tio nal needs in a non-judg men tal, play ful
environ ment. We have argued that this is due to the patri ar chal norms that bias medi cal rese -
arch and edu ca ti on towards the human body and mind, often pri vi le ging the mind over the
body.
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The lack of gen der-sen si ti ve edu ca ti on and know led ge makes
it dif fi cult for peop le to make infor med and empo we r ed
choices and take res pon si bi li ty for their own health and that of
their loved ones.
It also crea tes a power imba lan ce bet we en health ca re pro vi ders (doc tors, hospi tals and insu -
rers) who have pri vi le ged but bia sed infor ma ti on about human health, and pati ents who lack
the edu ca ti on to under stand and con tex t ua li se their own health due to a lack of availab le
resour ces. This lack is used against pati ents by trea ting them as unin for med or dis re gar ding
their know led ge of the issue as unpro fes sio nal. In addi ti on, the re is still a strong belief that
doc tors are somehow omni s ci ent and that pati ents the re fo re wil lin g ly give up their own
agen cy. Howe ver, the root of the pro b lem lies in the incom p le te know led ge that both doc tors
and pati ents have about gen der-spe ci fic embo di ment, ill ness and tre at ment. For examp le, if
you report mens trual pain, the gyna e co lo gist will usual ly offer you some form of con tra cep ti -
ve pill. To fill this gap, we pro po se semi nars, work shops, kin der gar ten, school and uni ver si ty
clas ses on gen der-sen si ti ve and inclu si ve body liter a cy: lear ning about the mens trual cyc le,
PMS and endo me trio sis; lear ning about ableism and ana to my; lear ning about gen der tran si -
ti on, bio me cha nics and how our diges ti ve sys tems work. The se could draw on cur rent rese -
arch in the life sci en ces, on inclu si ve, gen der-sen si ti ve peda go gi cal pro to cols for tea ching
human bio lo gy, and on the rich know led ge tra di ti ons that have his to ri cal ly pre ce ded, coe xis -
ted with, and chal len ged func tio nal medi ci ne, patri ar chy, and modern capi ta lism. We are
thin king here of tra di ti ons such as witch craft and mid wi fe ry, of pre-colo nial and high ly regio -
nal and com muni ty-spe ci fic health pro to cols and practi ces, often trans mit ted oral ly. Such
embo died and oral tra di ti ons have been sys te mati cal ly deva lued and defun ded in favour of
alle ged ly value-neu tral Wes tern medi ci ne. For the health of all and for a healt hy com muni ty, it
seems impe ra ti ve to us to move away from a gen der-bia sed per spec ti ve on human health
and to cen tra li se health per spec ti ves and practi ces that enrich and chal len ge the exis ting
patri ar chal stan dard. 12 Pro gram mes and ini tia ti ves are emer ging at insti tu tio nal, com mer cial
and non-pro fit levels to address this lack of edu ca ti on. Exam p les inclu de the abo ve-men tio -
ned pro gram mes of the Cha ri té Ber lin and the Uni ver si ty of Bre men; Que er med Deut sch -
land, which offers a directo ry of queer sen si ti zed doc tors, the ra pists and practi ces, rai ses
awa re ness among prac ti tio ners and empo wers pati ents; the fema le-foun ded start-up Loom,
which focu ses on inclu si ve and gen der-sen si ti ve repro duc ti ve health and fer ti li ty; and the
non-pro fit orga ni sa ti ons The Pad Pro ject and PERIOD. What we want to add to this bur geo -
ning pro vi si on is our practi ce of crea ting play ful, per for ma ti ve and com muni ty-buil ding
events and spaces whe re health and ill ness can be exp lo red in a pro tec ti ve, caring and fun
environ ment. For examp le, with our work shops on the futu re of intersec tio nal femi nist health
and com muni ty care (two of which were held at the Radi cal Health con fe ren ce in 2021), we
pro vi de space and time to ima gi ne what healt hy, safe, and enjoyab le futu res might feel and
look like. Abo ve all, our aim is pri ma ri ly to pro vi de con c re te tech ni qu es, mate rials and tools to
men tal ly and phy si cal ly break away from the sta tus quo and learn to ima gi ne a dif fe rent rea li -
ty. In our expe ri en ce, this has been the har dest part for many of our inter lo cu tors: to be led
into a zone whe re they are not held back by what is but can stra te gi se and dream about what
they need and want. We are here to pro vi de that space and visi on.
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ces in health and disea se, are emer ging in the medi cal land s ca pe. The insti tu te’s rese arch
aims to deve lop gen der- and diver si ty-sen si ti ve stra te gies for the health care sys tem as a
who le, in pre ven ti ve medi ci ne, and in medi cal edu ca ti on and practi ce. Simi lar ly, Prof. Dr.
Gabrie le Bol te and her team at the Uni ver si ty of Bre men have deve lo ped a tool box to ope ra -
tio na li se gen der diver si ty in health care and pre ven ti on rese arch.9The se rese arch efforts
have been anti ci pa ted and are com p le men ted by alter na ti ve health ser vices that aim to fill
the gap in ade qua te gen der-sen si ti ve health care and have emer ged from wit hin the affec ted
com muni ties. Infor mal and self-orga ni s ed groups and col lec ti ves such as the FFGZ Ber lin
(Femi nist Women’s Health Cent re Ber lin), the Hei le Haus, and more recent ly, orga ni sa ti ons
such as the femi nist mid wi fe ry col lec ti ve Cocoon and the trans* and non-bina ry BIPOC
health cent re Casa Kuá have come toge ther to care for the health of tho se who are exclu ded
or over loo ked by the medi cal pro fes si on in their spe ci fic needs, demands and desi res.10

The patri ar chal mas cu li ne norm and the resul ting disad van ta -
ges for other gen der iden ti ties can be obser ved and mea su red
in areas beyond the imme dia te medi cal domain, whe re they
con ti nue to affect the health and well-being of peop le who are
not hete rose xual and cis male.
To take the work place as an examp le, the design of office tem pe ra tu re and office furni tu re is
based on a cis male model with chairs that are too lar ge and the re fo re inap pro pria te for shor -
ter bodies. Breast fee ding rooms or pub lic breast fee ding faci li ties are still a rari ty in cor po ra te
environ ments. Or, to take the examp le of trans port, crash-test dum mies are crea ted based on
cis male body pro por ti ons, put ting peop le with dif fe rent body types at grea ter risk in a car
crash. The se gen der bia ses lead to the deva lua ti on of women´s, trans, non-bina ry, and gen -
der fluid health. 11Ano ther obst a c le to gen der-sen si ti ve health care is the indi vi dua li sa ti on and
capi ta li sa ti on of health and ill ness. With inc rea sing neo-libe ra li sa ti on, health has beco me a
com mo di ty with a pri ce tag and is thought of in terms of pro ducts and ser vices. When the
well-being of a socie ty is addres sed sole ly in an indi vi dual and pro fit-ori en ted frame work,
lar ger struc tu ral dyna mics and socie tal needs are obs cu red and remain unad dres sed. For
examp le, many Ger mans are being trea ted indi vi dual ly for bur nout due to work-rela ted
stress, sug ge s ting that long wor king hours and today´s wor king con di ti ons, com bi ned with
unpaid care work for fami ly mem bers, are a col lec ti ve struc tu ral pro b lem. Howe ver, the con -
di ti on is still trea ted in an indi vi dua listic way. Health is seen as an indi vi dual mat ter and the re -
fo re requi res and demands indi vi dual tre at ment. Such an indi vi dua li sa ti on of ill ness can lead
to fee lings of iso la ti on or of being res pon si b le for one’s own sta te of health, even though the
cau se of one´s ill ness is cau sed by politi cal deci si ons and eco no mic stra te gies. Final ly, a
major pro b lem that we have iden ti fied is the lack of gen der-sen si ti ve edu ca ti on and know -
led ge about indi vi dual and com muni ty health, both for health care pro vi ders such as health
insuran ce com pa nies, doc tors and nur ses, and for lay peop le. We feel that neit her we, nor
most of our fri ends, fami ly or col lea gu es know enough about how their bodies and minds
work and what they need and want. This is becau se the rele vant infor ma ti on does not exist, is
not sha red or is not prio ri ti sed, for examp le in sex edu ca ti on in schools. The re are few spaces
and resour ces for body-con s cious edu ca ti on, lear ning, and exp lo ring one’s ana to my, one’s
ner vous sys tem, one’s mens trual cyc le, or nutri tio nal needs in a non-judg men tal, play ful
environ ment. We have argued that this is due to the patri ar chal norms that bias medi cal rese -
arch and edu ca ti on towards the human body and mind, often pri vi le ging the mind over the
body.
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Pho to graph by Anne-Sophie Rei chert, ”Sha king”, Ber lin (2022).

SCO RE 

- We will do a short body scan adding
hea vy objects onto our bodies.
- It will last for about 10 minu tes.
- Start with pre pa ring your space.
- Look for 2 hea vy objects in your
room you feel com for ta b le with put ting
on your body (books, a bike lock, a
yoga block, a big salad bowl or a pot..).
- Roll out a yoga mat or make space on
your bed or on your floor whe re you
can lie down com for ta b ly and be
warm.
- You can add a blan ket to cover your
body if you want.
- Place the objects next to the mat.
- Make sure that you are undis tur bed
for the next coup le of minu tes, swit -
ching your pho ne into air pla ne mode.
- Lie down on your back. If that does
not feel right, take some time to find
ano ther posi ti on that is com for ta b le
for you.
- Clo se your eyes.
- If you pre fer, you can also lea ve them
open.
- Feel the spaces whe re your body is
tou ching the floor.
- Feel how the floor is hol ding your
body and let gra vi ty do the work.
- Sin king your body into the ground.
- Start noti cing your breath now.
- How it is ente ring your body.
- How it is moving through your body?
- Whe re can you feel it´s move ment
most vivid ly?
- Whe re do you feel most of the ten si -
on of the day?
- Place the hea vy objects on the two
body parts being the most ten se.
- Breath into the spots.
- How does the pres su re feel on your
body? Is it chan ging how the se parts
feel?
- Now when you feel rea dy to, move
your atten ti on to your feet.
- How do they feel right now? 
- How is your litt le toe fee ling? 
- Are they warm or cold or ting ling?
- May be you feel not hing at all? 
- That is okay too.
- What about your lower legs? 
- May be you feel the skin around your
bones.
- How are your knees fee ling?
- Your upper legs, your hips and geni -
tals? 
- When you noti ce that your mind is
wan de ring just noti ce it.
- And then come back to wha te ver
part we are focu sing on right now.
- How does your but tocks feel on the
floor?
- Moving onto the lower back, is it ten -
se or loo se? 
- Feel your sacrum on the floor. 
- Moving up your spi ne ver te b rae by
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INTERSECTIONAL FEMINIST COMMUNITY
CARE  Careful Exercises
Here are two short exer ci ses to help you feel groun ded and to let go of stress.

SCO RE 

- We will do a short ses si on sha king
our body in order to get moving again
and let ting go of the stress accu mu la -
ted during the day.
- This is to start acting from your
body’s needs and desi res.
- It will take about 10 minu tes.
- Stand in a spot in your room whe re
you have enough space to move and
feel com for ta b le.
- Start with sim p ly stan ding still.
- Feel your feet on the floor.
- Feel how the earth is hol ding you,
how your body is held by the feet.
- You can feel your feet pus hing into
the earth and the earth pus hing back.
- Do a first quick scan through your
ent i re body. Whe re do you feel ten si -
on, what parts of your body are parti -
cu lar ly stiff, just feel don´t jud ge.
- Now bend your knees a litt le so that
your knees are not locked.
- Whe ne ver you are rea dy start with
lif ting your heels off the ground, shif -
ting the weight a litt le to your fore foot
and then put the heels back down.
- This can be a real ly small move ment.
- Giving small impul ses ini tia ted by
your heels, tra ve ling up through your
legs, pel vis and spi ne.
- Star ting very small.
- Wit hout lea ving your spot in the
room, slow ly begin to make the move -
ment big ger and big ger until your
who le body is sha king.
- Let your breath flow fre e ly.
- Let the move ment grow big ger and
big ger.
- You can jump up and down.
- You can add your voice if you feel
com for ta b le doing so, let ting the voice
out, sighing, moa ning.
- Wha te ver comes up natu ral ly.
- Let go of the day.
- Sha ke it out.
- Let all the ten si on fall away.
- Let your body move fre e ly.
- Do not hing else but sha king
- Now slow ly start to make the move -
ment smal ler again.
- Step by step.
- Put ting your feet back on the ground,
tra ve ling down your body, sha king less
and less until you stand still.
- Feel the move ment insi de your body
wit hout moving your body on the out -
si de.
- Check in with your self.
- How do you feel now?

- Is the re some t hing you still want to
move? If so do so.
- You can sha ke spe ci fic body parts or
give them a litt le mas sa ge, your hand
or arm or leg wha te ver you need right
now.
- You can brush your skin from head to
toe with your hands.
- That´s it for today, thank you.

Esther Vor werk, Somatic Exer ci se No 1:
”Sha king for relea se”, Ber lin (2022). 
AUDIO cache.ch/1715
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Pho to graph by Anne-Sophie Rei chert, ”Sha king”, Ber lin (2022).
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- We will do a short body scan adding
hea vy objects onto our bodies.
- It will last for about 10 minu tes.
- Start with pre pa ring your space.
- Look for 2 hea vy objects in your
room you feel com for ta b le with put ting
on your body (books, a bike lock, a
yoga block, a big salad bowl or a pot..).
- Roll out a yoga mat or make space on
your bed or on your floor whe re you
can lie down com for ta b ly and be
warm.
- You can add a blan ket to cover your
body if you want.
- Place the objects next to the mat.
- Make sure that you are undis tur bed
for the next coup le of minu tes, swit -
ching your pho ne into air pla ne mode.
- Lie down on your back. If that does
not feel right, take some time to find
ano ther posi ti on that is com for ta b le
for you.
- Clo se your eyes.
- If you pre fer, you can also lea ve them
open.
- Feel the spaces whe re your body is
tou ching the floor.
- Feel how the floor is hol ding your
body and let gra vi ty do the work.
- Sin king your body into the ground.
- Start noti cing your breath now.
- How it is ente ring your body.
- How it is moving through your body?
- Whe re can you feel it´s move ment
most vivid ly?
- Whe re do you feel most of the ten si -
on of the day?
- Place the hea vy objects on the two
body parts being the most ten se.
- Breath into the spots.
- How does the pres su re feel on your
body? Is it chan ging how the se parts
feel?
- Now when you feel rea dy to, move
your atten ti on to your feet.
- How do they feel right now? 
- How is your litt le toe fee ling? 
- Are they warm or cold or ting ling?
- May be you feel not hing at all? 
- That is okay too.
- What about your lower legs? 
- May be you feel the skin around your
bones.
- How are your knees fee ling?
- Your upper legs, your hips and geni -
tals? 
- When you noti ce that your mind is
wan de ring just noti ce it.
- And then come back to wha te ver
part we are focu sing on right now.
- How does your but tocks feel on the
floor?
- Moving onto the lower back, is it ten -
se or loo se? 
- Feel your sacrum on the floor. 
- Moving up your spi ne ver te b rae by
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INTERSECTIONAL FEMINIST COMMUNITY
CARE  Careful Exercises
Here are two short exer ci ses to help you feel groun ded and to let go of stress.

SCO RE 

- We will do a short ses si on sha king
our body in order to get moving again
and let ting go of the stress accu mu la -
ted during the day.
- This is to start acting from your
body’s needs and desi res.
- It will take about 10 minu tes.
- Stand in a spot in your room whe re
you have enough space to move and
feel com for ta b le.
- Start with sim p ly stan ding still.
- Feel your feet on the floor.
- Feel how the earth is hol ding you,
how your body is held by the feet.
- You can feel your feet pus hing into
the earth and the earth pus hing back.
- Do a first quick scan through your
ent i re body. Whe re do you feel ten si -
on, what parts of your body are parti -
cu lar ly stiff, just feel don´t jud ge.
- Now bend your knees a litt le so that
your knees are not locked.
- Whe ne ver you are rea dy start with
lif ting your heels off the ground, shif -
ting the weight a litt le to your fore foot
and then put the heels back down.
- This can be a real ly small move ment.
- Giving small impul ses ini tia ted by
your heels, tra ve ling up through your
legs, pel vis and spi ne.
- Star ting very small.
- Wit hout lea ving your spot in the
room, slow ly begin to make the move -
ment big ger and big ger until your
who le body is sha king.
- Let your breath flow fre e ly.
- Let the move ment grow big ger and
big ger.
- You can jump up and down.
- You can add your voice if you feel
com for ta b le doing so, let ting the voice
out, sighing, moa ning.
- Wha te ver comes up natu ral ly.
- Let go of the day.
- Sha ke it out.
- Let all the ten si on fall away.
- Let your body move fre e ly.
- Do not hing else but sha king
- Now slow ly start to make the move -
ment smal ler again.
- Step by step.
- Put ting your feet back on the ground,
tra ve ling down your body, sha king less
and less until you stand still.
- Feel the move ment insi de your body
wit hout moving your body on the out -
si de.
- Check in with your self.
- How do you feel now?

- Is the re some t hing you still want to
move? If so do so.
- You can sha ke spe ci fic body parts or
give them a litt le mas sa ge, your hand
or arm or leg wha te ver you need right
now.
- You can brush your skin from head to
toe with your hands.
- That´s it for today, thank you.

Esther Vor werk, Somatic Exer ci se No 1:
”Sha king for relea se”, Ber lin (2022). 
AUDIO cache.ch/1715
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Pho to graph by Esther Vor werk, ”Body Scan with Chair”, Ber lin

INTERSECTIONAL FEMINIST COMMUNITY
CARE  A Small Archive
Here are three ques ti ons. Make your self a cup of tea, find a cosy spot and take some time to
ans wer the se ques ti ons for your self. You can do this after the exer ci ses tour in the pre vious
sec ti on if you like.

1. What kind of tra des and skills would a great health care taker have for you?

2. How would the per fect health care space look for you?

3. What kind of com muni ty would you need to stay healt hy?

If you have trou b le get ting star ted, find a small archi ve of ans wers for inspi ra ti on and peru sal
below.
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ver te b rae.
- The re are usual ly 24 ver te b rae from
your lower back all the way up until the
atlas, the first cer vi cal ver te b rae that
sup ports your skull.
- How do your shoul ders feel?
- Moving around to your col lar bones,
your heart and lungs, the rib cage pro -
tec ting your lungs.
- Moving on to your bel ly, how do your
organs feel insi de your body?
- Let go of your bel ly and start noti cing
your fin gers, are they tou ching each
other? Are they warm? Cold? Moist or
dry?
- And your hands? How are they lying
on the floor?
- Fee ling into all your fin gers.
- Give each fin ger some time and
atten ti on.
- Tra vel up again.
- The lower arm and the upper arm.
- Your shoul ders and your neck and
throat.
- How does swal lo wing feel?
- The back of your head.
- The top of your head.
- What about your forehead? Is it ten -
se? 
- Your eye brows.
- Wha te ver comes up, just let it be
what it is in this moment.
- Moving to the eyes, how do they feel
in the eye sockets? Are they moving?
- Your cheeks and your nose.
- The breath ente ring your nose and
coming back out of your nose.
- Your mouth, your lips tou ching or
being open.
- Insi de your mouth.
- The teeth and gums, your ton gue
may be moving.
- Fee ling your chin.
- Then let ting go of your head and fee -
ling into your who le body lying on the
floor.
- Go with gra vi ty and with each breath
try to let go of some of the ten si on.
- When you feel rea dy to, remo ve the
objects from your body.
- Lie still for a moment.
- How do you feel now? 
- May be some t hing lif ted? May be not -
hing chan ged? May be your breath can
flow more easi ly? Just noti ce don´t
chan ge any t hing.
- Now come back to the room, and
start lis te ning to the sounds sur roun -
ding you.
- Start wigg ling your toes and fin gers
if you like to.
- And in your own time open your eyes
again.
- Be mind ful in the tran si ti on back into
your ordi na ry life.
- And you can remind your self throug -
hout the day of the fee ling that you
had, lying down and fee ling the weight

on your body.

Esther Vor werk, Somatic Exer ci se No 2:
”Body Scan with Objects”, Ber lin (2022). 
AUDIO cache.ch/1716
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Pho to graph by Esther Vor werk, ”Body Scan with Chair”, Ber lin

INTERSECTIONAL FEMINIST COMMUNITY
CARE  A Small Archive
Here are three ques ti ons. Make your self a cup of tea, find a cosy spot and take some time to
ans wer the se ques ti ons for your self. You can do this after the exer ci ses tour in the pre vious
sec ti on if you like.

1. What kind of tra des and skills would a great health care taker have for you?

2. How would the per fect health care space look for you?

3. What kind of com muni ty would you need to stay healt hy?

If you have trou b le get ting star ted, find a small archi ve of ans wers for inspi ra ti on and peru sal
below.
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sec ti on if you like.

1. What kind of tra des and skills would a great health care taker have for you?

2. How would the per fect health care space look for you?

3. What kind of com muni ty would you need to stay healt hy?

If you have trou b le get ting star ted, find a small archi ve of ans wers for inspi ra ti on and peru sal
below.
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CARE  A Small Archive
Here are three ques ti ons. Make your self a cup of tea, find a cosy spot and take some time to
ans wer the se ques ti ons for your self. You can do this after the exer ci ses tour in the pre vious
sec ti on if you like.

1. What kind of tra des and skills would a great health care taker have for you?

2. How would the per fect health care space look for you?

3. What kind of com muni ty would you need to stay healt hy?

If you have trou b le get ting star ted, find a small archi ve of ans wers for inspi ra ti on and peru sal
below.
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ver te b rae.
- The re are usual ly 24 ver te b rae from
your lower back all the way up until the
atlas, the first cer vi cal ver te b rae that
sup ports your skull.
- How do your shoul ders feel?
- Moving around to your col lar bones,
your heart and lungs, the rib cage pro -
tec ting your lungs.
- Moving on to your bel ly, how do your
organs feel insi de your body?
- Let go of your bel ly and start noti cing
your fin gers, are they tou ching each
other? Are they warm? Cold? Moist or
dry?
- And your hands? How are they lying
on the floor?
- Fee ling into all your fin gers.
- Give each fin ger some time and
atten ti on.
- Tra vel up again.
- The lower arm and the upper arm.
- Your shoul ders and your neck and
throat.
- How does swal lo wing feel?
- The back of your head.
- The top of your head.
- What about your forehead? Is it ten -
se? 
- Your eye brows.
- Wha te ver comes up, just let it be
what it is in this moment.
- Moving to the eyes, how do they feel
in the eye sockets? Are they moving?
- Your cheeks and your nose.
- The breath ente ring your nose and
coming back out of your nose.
- Your mouth, your lips tou ching or
being open.
- Insi de your mouth.
- The teeth and gums, your ton gue
may be moving.
- Fee ling your chin.
- Then let ting go of your head and fee -
ling into your who le body lying on the
floor.
- Go with gra vi ty and with each breath
try to let go of some of the ten si on.
- When you feel rea dy to, remo ve the
objects from your body.
- Lie still for a moment.
- How do you feel now? 
- May be some t hing lif ted? May be not -
hing chan ged? May be your breath can
flow more easi ly? Just noti ce don´t
chan ge any t hing.
- Now come back to the room, and
start lis te ning to the sounds sur roun -
ding you.
- Start wigg ling your toes and fin gers
if you like to.
- And in your own time open your eyes
again.
- Be mind ful in the tran si ti on back into
your ordi na ry life.
- And you can remind your self throug -
hout the day of the fee ling that you
had, lying down and fee ling the weight

on your body.

Esther Vor werk, Somatic Exer ci se No 2:
”Body Scan with Objects”, Ber lin (2022). 
AUDIO cache.ch/1716
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Pho to graph by Esther Vor werk, ”Body Scan with Chair”, Ber lin

INTERSECTIONAL FEMINIST COMMUNITY
CARE  A Small Archive
Here are three ques ti ons. Make your self a cup of tea, find a cosy spot and take some time to
ans wer the se ques ti ons for your self. You can do this after the exer ci ses tour in the pre vious
sec ti on if you like.

1. What kind of tra des and skills would a great health care taker have for you?

2. How would the per fect health care space look for you?

3. What kind of com muni ty would you need to stay healt hy?

If you have trou b le get ting star ted, find a small archi ve of ans wers for inspi ra ti on and peru sal
below.

PRACTICES / INTERSECTIONAL FEMINIST COMMUNITY CARE
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Pho to graph by Esther Vor werk, ”Body Scan with Chair”, Ber lin

INTERSECTIONAL FEMINIST COMMUNITY
CARE  A Small Archive
Here are three ques ti ons. Make your self a cup of tea, find a cosy spot and take some time to
ans wer the se ques ti ons for your self. You can do this after the exer ci ses tour in the pre vious
sec ti on if you like.

1. What kind of tra des and skills would a great health care taker have for you?

2. How would the per fect health care space look for you?

3. What kind of com muni ty would you need to stay healt hy?

If you have trou b le get ting star ted, find a small archi ve of ans wers for inspi ra ti on and peru sal
below.

PRACTICES / INTERSECTIONAL FEMINIST COMMUNITY CARE
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dan gers of exces si ve seden ta rism is a
com muni ty that pro tects the right of
wor kers and stu dents to move about.
The right to move around, to get up
and go for a walk and not be punis hed.
I think that enfor ced seden ta rism in
schools works to dire ly desen si ti se us
to important, subt le mes sa ges ✵bet -
we en” body and mind. The urge to
move is dul led and meta bo lic pro ces -
ses are com pro mi sed... Ubi qui ty blind -
ness, indu s trial momen tum, and con -
ser va tism keep practi ces and tools
sta gn ant. 
- A pro gres si ve approach to under -
stan ding the needs of the who le per -
son is necessa ry for the health of the
indi vi dual and com muni ty health.
We’re more subt le than we give our -
sel ves the time and space to be.

E.J. Rosen, NYC, USA (2022).

1. What kind of tra des and skills would
a great health care ta ker have for you?

trans mor pho si cor gas mi c being 
in solo lu cky si len ce 
bar ba ra cher ry b los som buds flo we ring 
3 tur ning cand les as always 
dan cing with my pain ted olym pia tra -
vel ler 
now can tus in memo riam ben ja min
brit ten 
hea ling dan ce per for man ce mu sic 
in exi le in the fire place room, with oli ve
tree dar ling crea tu re 
& soul sis ter palm t ree dan cing 
beco ming not hing 
can tus repeat: 
dan cing on four paws 
sil en ti um de arvo pärt fal ling and nest -
ling 
for ali na 1 an emb ra ce 
into gent ly cares sed pet 
in ten der silen ce 
oh i love to paint to arvo pärt music! 
the lar ge spi der is cros sing the sheet 
she has been around me for 1 week 
fol lo wing me from room to room 
she’s in the cor ner, I sleep
like eve ry night with her 
i miss her now

2. How would the per fect health care
space look like for you?

in the moment with fire 
wri ting poems 
beco ming emp ty 
alo ne in speech silen ce 
fire sound dan ce

echo fla me dan ce 
always chan ging 
sounds of water will be 
behind the chim ney wall 
bath & beet roots 
rose ma ry is blos so ming at the kit chen
win dow 
13 cher ry blos soms now 
in my back the re is a forest
a 350 year old oak la rei na 
win ter oak at the pond
a mea dow waist-high 
vul vatic sex in a crop cir c le 
fal ling stars 
in you in me 
swim ming with a deer 
in the pond 
sum mer mor ning ritual for 1 week
water’s edge to edge 
alo ne in silen ce 
with the eri ka type wri ter vault insi de

3. What kind of com muni ty would you
need to stay healt hy?

cero: peace 
first: peace 
second: sup por ting each other, hel -

ping each other with living & dying 
third: in my queer eco lo gy sen se 
the earth pla net as a living life full liquid
orga nism 
so many birds in the last years came to
my backyard 
from the coun try si de: the re is more
food here in the city 
my last birth day per for man ce in my
whi te room chan ging to 
plea su re pub lic from age 14-85,
around 25 ama zing kind crea tu res

fri end c rea tu res – queer birds flying
high through the flat 
the whi te lar ge room is clo sed, in
silen ce until the per for man ce starts 
i am trust 
i am joy 
a whi te mul ber ry wood san tur crea tu re
on my body, sound emer ges 
with clo sed eyes: 
seeing divi na ti on 
lis te ning silen ce 
dan ce sound touch 
in the now moment 
being an orgas mic crea tu re 
you 
being is a bles sed pre sent 
with you

Mari on Stein fell ner, Vien na, Aus tria (2024).
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Mia Wie ting, Olden burg, Ger ma ny (2022).

Mia Wie ting, Olden burg, Ger ma ny (2022).

1. What kind of tra des and skills would
a great health care ta ker have for you? 

- An awa re ness of psy cho so matic pro -
ces ses in rela ti on to emo tio nal stress,
hea ling, repe ti ti ve strain inju ry pat -
terns, trau ma, and wha te ver other psy -
cho phy si cal issu es (that appear to be
✵just phy si cal✵ or ✵just men tal✵) might
also be infor med by such an awa re -
ness. 
- A sen si ti ve, pati ent, out going per so -
na li ty. Someo ne who pays atten ti on to
detail and is inte res ted in mana ging
situa ti ons rather than pas si ve ly fol lo -
wing pro to col by rote. 
- Someo ne with strong trans la ting
skills, able to under stand the expres -
sed needs and con cerns of pati ents
and exp lain com p li ca ted medi cal ideas
to their curious pati ents. I always
resent it when a doc tor or nur se exp -
lains things to me in a vague, short -
hand way, even when I ask for more, in
a way that betrays their shal low under -
stan ding of what´s going on. I love the
health pro fes sio nal who can exp lain
the under lying mecha nisms, pro ces -
ses, and cau ses to me. I like my visit to
the doc tor to be a lear ning expe ri en ce.
I like to be trus ted with my abi li ty to
under stand. 
- Diag nostic curio si ty. Rese arch curio -
si ty. If I ever have a rare disea se, I´d
like to have an MD/PhD com bo doc tor
lea ding my team, not a poten tial ly che -
cked-out mul ti-deca de MD who´s on
the pho ne.

2. How would the per fect health care
space look like for you? 

- I like it when all the pro vi ders are in
the same buil ding, so that if one doc tor
finds a parti cu lar pro b lem, he can refer
you ✵straight ups tairs” for a parti cu lar
test with a parti cu lar spe cia list. I’d like
to see ✵al ter na ti ve” moda li ties availab -
le in the same buil ding. Acu punc tu re,
Alex an der Tech ni que, Somatic Expe ri -
en cing The ra py, TRE, Myo fa s cial
Relea se, should all be availab le in a
medi cal set ting. - Doc tors wor king in
TEAMS. 
- Ser vices paid for by my tax money. (I
am so des pe ra te to get out of the Uni -
ted Sta tes. I haven’t been to the den -
tist in years, becau se I don’t have den -
tal insuran ce. I´m poor enough to qua -
li fy for ✵sta te health care” in NYC and I
can report to you that it is an abso lu te -
ly gut ted sys tem. It’s been kept meag -
re and use less by the right and
insuran ce indu s try lob by ists to ser ve
as a for ced examp le of the ✵in he rent
infe rio ri ty” of pub lic ser vices. It’s
under a strang le hold, and as a result it
´s abso lu te ly fucking use less. Almost
no one accepts my insuran ce, and tho -
se who do are des pe ra te doc tors who
have trou b le kee ping pati ents, as NY
Sta te and NYC City insuran ce pay
pro vi ders a frac ti on of what pri va te
insuran ces pay them... I haven’t seen a
the ra pist in years, even though I need
to, becau se nobo dy smart enough will
take my insuran ce. - An Ame ri can sto -
ry: My hou se ma te has a dama ged tear

duct from a dog bite. Her sur ge ry
hasn’t hea led pro per ly, so she uses a
lot of eye drops and won ders what to
do next. The health of her eye is at risk,
but she´s bet we en insuran ces at the
moment becau se she’s just left her job
and her new job doesn’t start for a
month. She is wai ting to see a doc tor,
but, I repeat, the health of her EYE is at
risk. The re is a pro gram me cal led
COB RA that allows you to keep your
insuran ce from your for mer emp loy er
for one year, but the month ly indi vi dual
cost of her cur rent plan, which was
pre vious ly paid for by her emp loy er, is
$2’000. The per fect health ca re faci li ty
would be paid for by my tax dol lars
and would be ✵free” to me at the
moment of need.

3. What kind of com muni ty would you
need to stay healt hy? 

- A com muni ty that respects life, poe -
try, exis ten ce, fri endship, love, time,
lea ves, turt les, trees. I live in a coun try
that extorts my taxes to pay for bloa ted
mili ta ry con tracts and robot dogs with
guns on their backs, and which gives
me almost not hing use ful in return.
Col le ge, health care; the se essen tials
are out of reach. 
- A com muni ty that respects and is
ever curious about the per cep tual
poten tial of the subt le human being. A
com muni ty whe re poetic intui ti on is
com bi ned with curio si ty-dri ven and
care-dri ven rese arch. 
- A com muni ty that under stands the
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dan gers of exces si ve seden ta rism is a
com muni ty that pro tects the right of
wor kers and stu dents to move about.
The right to move around, to get up
and go for a walk and not be punis hed.
I think that enfor ced seden ta rism in
schools works to dire ly desen si ti se us
to important, subt le mes sa ges ✵bet -
we en” body and mind. The urge to
move is dul led and meta bo lic pro ces -
ses are com pro mi sed... Ubi qui ty blind -
ness, indu s trial momen tum, and con -
ser va tism keep practi ces and tools
sta gn ant. 
- A pro gres si ve approach to under -
stan ding the needs of the who le per -
son is necessa ry for the health of the
indi vi dual and com muni ty health.
We’re more subt le than we give our -
sel ves the time and space to be.

E.J. Rosen, NYC, USA (2022).

1. What kind of tra des and skills would
a great health care ta ker have for you?

trans mor pho si cor gas mi c being 
in solo lu cky si len ce 
bar ba ra cher ry b los som buds flo we ring 
3 tur ning cand les as always 
dan cing with my pain ted olym pia tra -
vel ler 
now can tus in memo riam ben ja min
brit ten 
hea ling dan ce per for man ce mu sic 
in exi le in the fire place room, with oli ve
tree dar ling crea tu re 
& soul sis ter palm t ree dan cing 
beco ming not hing 
can tus repeat: 
dan cing on four paws 
sil en ti um de arvo pärt fal ling and nest -
ling 
for ali na 1 an emb ra ce 
into gent ly cares sed pet 
in ten der silen ce 
oh i love to paint to arvo pärt music! 
the lar ge spi der is cros sing the sheet 
she has been around me for 1 week 
fol lo wing me from room to room 
she’s in the cor ner, I sleep
like eve ry night with her 
i miss her now

2. How would the per fect health care
space look like for you?

in the moment with fire 
wri ting poems 
beco ming emp ty 
alo ne in speech silen ce 
fire sound dan ce

echo fla me dan ce 
always chan ging 
sounds of water will be 
behind the chim ney wall 
bath & beet roots 
rose ma ry is blos so ming at the kit chen
win dow 
13 cher ry blos soms now 
in my back the re is a forest
a 350 year old oak la rei na 
win ter oak at the pond
a mea dow waist-high 
vul vatic sex in a crop cir c le 
fal ling stars 
in you in me 
swim ming with a deer 
in the pond 
sum mer mor ning ritual for 1 week
water’s edge to edge 
alo ne in silen ce 
with the eri ka type wri ter vault insi de

3. What kind of com muni ty would you
need to stay healt hy?

cero: peace 
first: peace 
second: sup por ting each other, hel -

ping each other with living & dying 
third: in my queer eco lo gy sen se 
the earth pla net as a living life full liquid
orga nism 
so many birds in the last years came to
my backyard 
from the coun try si de: the re is more
food here in the city 
my last birth day per for man ce in my
whi te room chan ging to 
plea su re pub lic from age 14-85,
around 25 ama zing kind crea tu res

fri end c rea tu res – queer birds flying
high through the flat 
the whi te lar ge room is clo sed, in
silen ce until the per for man ce starts 
i am trust 
i am joy 
a whi te mul ber ry wood san tur crea tu re
on my body, sound emer ges 
with clo sed eyes: 
seeing divi na ti on 
lis te ning silen ce 
dan ce sound touch 
in the now moment 
being an orgas mic crea tu re 
you 
being is a bles sed pre sent 
with you

Mari on Stein fell ner, Vien na, Aus tria (2024).
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Mia Wie ting, Olden burg, Ger ma ny (2022).

Mia Wie ting, Olden burg, Ger ma ny (2022).

1. What kind of tra des and skills would
a great health care ta ker have for you? 

- An awa re ness of psy cho so matic pro -
ces ses in rela ti on to emo tio nal stress,
hea ling, repe ti ti ve strain inju ry pat -
terns, trau ma, and wha te ver other psy -
cho phy si cal issu es (that appear to be
✵just phy si cal✵ or ✵just men tal✵) might
also be infor med by such an awa re -
ness. 
- A sen si ti ve, pati ent, out going per so -
na li ty. Someo ne who pays atten ti on to
detail and is inte res ted in mana ging
situa ti ons rather than pas si ve ly fol lo -
wing pro to col by rote. 
- Someo ne with strong trans la ting
skills, able to under stand the expres -
sed needs and con cerns of pati ents
and exp lain com p li ca ted medi cal ideas
to their curious pati ents. I always
resent it when a doc tor or nur se exp -
lains things to me in a vague, short -
hand way, even when I ask for more, in
a way that betrays their shal low under -
stan ding of what´s going on. I love the
health pro fes sio nal who can exp lain
the under lying mecha nisms, pro ces -
ses, and cau ses to me. I like my visit to
the doc tor to be a lear ning expe ri en ce.
I like to be trus ted with my abi li ty to
under stand. 
- Diag nostic curio si ty. Rese arch curio -
si ty. If I ever have a rare disea se, I´d
like to have an MD/PhD com bo doc tor
lea ding my team, not a poten tial ly che -
cked-out mul ti-deca de MD who´s on
the pho ne.

2. How would the per fect health care
space look like for you? 

- I like it when all the pro vi ders are in
the same buil ding, so that if one doc tor
finds a parti cu lar pro b lem, he can refer
you ✵straight ups tairs” for a parti cu lar
test with a parti cu lar spe cia list. I’d like
to see ✵al ter na ti ve” moda li ties availab -
le in the same buil ding. Acu punc tu re,
Alex an der Tech ni que, Somatic Expe ri -
en cing The ra py, TRE, Myo fa s cial
Relea se, should all be availab le in a
medi cal set ting. - Doc tors wor king in
TEAMS. 
- Ser vices paid for by my tax money. (I
am so des pe ra te to get out of the Uni -
ted Sta tes. I haven’t been to the den -
tist in years, becau se I don’t have den -
tal insuran ce. I´m poor enough to qua -
li fy for ✵sta te health care” in NYC and I
can report to you that it is an abso lu te -
ly gut ted sys tem. It’s been kept meag -
re and use less by the right and
insuran ce indu s try lob by ists to ser ve
as a for ced examp le of the ✵in he rent
infe rio ri ty” of pub lic ser vices. It’s
under a strang le hold, and as a result it
´s abso lu te ly fucking use less. Almost
no one accepts my insuran ce, and tho -
se who do are des pe ra te doc tors who
have trou b le kee ping pati ents, as NY
Sta te and NYC City insuran ce pay
pro vi ders a frac ti on of what pri va te
insuran ces pay them... I haven’t seen a
the ra pist in years, even though I need
to, becau se nobo dy smart enough will
take my insuran ce. - An Ame ri can sto -
ry: My hou se ma te has a dama ged tear

duct from a dog bite. Her sur ge ry
hasn’t hea led pro per ly, so she uses a
lot of eye drops and won ders what to
do next. The health of her eye is at risk,
but she´s bet we en insuran ces at the
moment becau se she’s just left her job
and her new job doesn’t start for a
month. She is wai ting to see a doc tor,
but, I repeat, the health of her EYE is at
risk. The re is a pro gram me cal led
COB RA that allows you to keep your
insuran ce from your for mer emp loy er
for one year, but the month ly indi vi dual
cost of her cur rent plan, which was
pre vious ly paid for by her emp loy er, is
$2’000. The per fect health ca re faci li ty
would be paid for by my tax dol lars
and would be ✵free” to me at the
moment of need.

3. What kind of com muni ty would you
need to stay healt hy? 

- A com muni ty that respects life, poe -
try, exis ten ce, fri endship, love, time,
lea ves, turt les, trees. I live in a coun try
that extorts my taxes to pay for bloa ted
mili ta ry con tracts and robot dogs with
guns on their backs, and which gives
me almost not hing use ful in return.
Col le ge, health care; the se essen tials
are out of reach. 
- A com muni ty that respects and is
ever curious about the per cep tual
poten tial of the subt le human being. A
com muni ty whe re poetic intui ti on is
com bi ned with curio si ty-dri ven and
care-dri ven rese arch. 
- A com muni ty that under stands the
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Pho to graph by Her bert J. Wim mer and Mari on Stein fell ner, Ber lin,
Ger ma ny (2021).

Per for man ce Tran ce Mis si on.

1. What kind of tra des and skills would
a great health care ta ker have for you? 

Empa thy abo ve all. Lis te ning to my
needs other than medi ca ti on.

2. How would the per fect health care
space look like for you? 

Warm, open and with a big win dow so
that I can be inspi red and rech ar ged
by life out si de. A big couch to sit on
and meet with guests.

3. What kind of com muni ty do you
need to stay healt hy? 

A com muni ty whe re peop le look out
for each other and pay atten ti on to
what is going on around them. Eve r yo -
ne sha res what they have and eve r yo -
ne is invi ted to do what they want.
Peop le who invi te others into their
spaces to hang out.

Amon Thein, Olden burg, Ger ma ny (2022).

Dra wing by Amon Thein, Olden burg, Ger ma ny (2022).

1. What kind of tra des and skills would
a great health care ta ker have for you?

I think it is important that the per son,
the health wor ker, under stands both
the field of exper ti se, the pro fes si on,
and con ti nu es to edu ca te them sel ves,
but also under stands our humani ty in a
social net work or social con text. It is
very important that they also do edu -
ca te them sel ves in politi cal issu es.
That they do under stand that we are
all dif fer ent ly situa ted in cul tu res or
eco no mies or our social posi tio ning
and that our social posi tio ning also has
an impact on our health. And rather
than jud ging us or put ting us down or
pater na listi cal ly tal king around us, tal -
king abo ve us, it´s important that they
have the skills to talk to us. And if they
need to, they should be able to ask for
help, so if the re´s a lan gua ge pro b lem,
for examp le, the re should be peop le
who can trans la te, or if they don´t real -
ly under stand the situa ti on of a per son
from a dif fe rent cul tu ral or even socio-
eco no mic back ground, that they
should con ti nue to edu ca te them sel -
ves and get in touch with peop le from
simi lar back grounds. I think the most
important thing is that it´s also a phra -
se that comes from the ❉Krüp pel be we -
gung✵ in Ger ma ny and disa bi li ty stu -
dies or also disa bi li ty justi ce is ❉to talk
with us and not about us✵.

2. How would the per fect health care
space look like for you? 

Lots of plants, bright, cle an and acces -
si b le, easy to find in pub lic and with
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small infor ma ti on leaf lets on dif fe rent
topics.

3. What kind of com muni ty would you
need to stay healt hy? 

I do have a com muni ty around me that
sup ports me to stay healt hy becau se I
know that I can talk to peop le, I know
that I can get practi cal help from
peop le and I know that peop le can find
solu ti ons or be crea ti ve to sup port us
when we need it. Sup port us, becau se
now I’m tal king about me and Nab bi,
when we didn’t have enough money
for ano ther IVF attempt. For examp le,
whi le ❉un ser Kin der wun sch❉ (❉our
desi re to have child ren❉) fri ends
around us star ted to rai se money for
us becau se they know that we do not
need more words, we need practi cal
help. So a good dose of peop le who
have the abi li ty to talk may be just to
offer you dif fe rent per spec ti ves or to
edu ca te them sel ves and your self, but
also peop le who know how to be
practi cal and help and sup port.

Dia na Thie len, Ber lin, Ger ma ny (2022).
Tran scrip ti on of audio file by Esther Vor -
werk.

INTERSECTIONAL FEMINIST COMMUNITY
CARE  Conclusion
The peop le who res pon ded to our three ques ti ons abo ve high ligh ted empa thy and lis te ning
as key qua li ties in health ca re and com muni ties. They tal ked about the need for health ca re
spaces that are vibrant, com for ta b le and bright. Spaces that feel wel co ming and safe. Res -
pon d ents also men tio ned the import an ce of politics. They tal ked about how important it is for
health pro fes sio nals to be able to recog ni se the dif fe rent needs of dif fe rent peop le, that
peop le come with dif fe rent expe ri en ces and resour ces. They stres sed that eve r yo ne should
get the care they need. They wan ted a com muni ty that was open-hear ted and thri ving, and a
sys tem whe re body and mind were seen as one and trea ted with respect. This is whe re
ALAS KA comes in. As ALAS KA we aim to crea te expe ri en ces that bring peop le into their
bodies, remind them of move ment practi ces they alrea dy know and intro du ce them to new
ways of per cei ving and fee ling. We offer dif fe rent expe ri en ces of care and stri ve for a more
holistic, intersec tio nal, femi nist health sys tem that is desig ned for and ser ves the dif fe rent
needs of dif fe rent bodies. We envi si on a cul tu re of care in which peop le have free and easy
access to gen der-inclu si ve edu ca ti on about their body mind and learn to care for them sel ves
and others in a gent le, com pas sio na te way. Going for ward, we will con ti nue to gather and
ana ly se insights from health ca re pro vi ders and pati ents from diver se back grounds. We are
also on a jour ney to learn how our approach can be tru ly intersec tio nal, recog ni sing and res -
pon ding to intersec ting levels of discri mi na ti on.
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Pho to graph by Her bert J. Wim mer and Mari on Stein fell ner, Ber lin,
Ger ma ny (2021).

Per for man ce Tran ce Mis si on.

1. What kind of tra des and skills would
a great health care ta ker have for you? 

Empa thy abo ve all. Lis te ning to my
needs other than medi ca ti on.

2. How would the per fect health care
space look like for you? 

Warm, open and with a big win dow so
that I can be inspi red and rech ar ged
by life out si de. A big couch to sit on
and meet with guests.

3. What kind of com muni ty do you
need to stay healt hy? 

A com muni ty whe re peop le look out
for each other and pay atten ti on to
what is going on around them. Eve r yo -
ne sha res what they have and eve r yo -
ne is invi ted to do what they want.
Peop le who invi te others into their
spaces to hang out.

Amon Thein, Olden burg, Ger ma ny (2022).

Dra wing by Amon Thein, Olden burg, Ger ma ny (2022).

1. What kind of tra des and skills would
a great health care ta ker have for you?

I think it is important that the per son,
the health wor ker, under stands both
the field of exper ti se, the pro fes si on,
and con ti nu es to edu ca te them sel ves,
but also under stands our humani ty in a
social net work or social con text. It is
very important that they also do edu -
ca te them sel ves in politi cal issu es.
That they do under stand that we are
all dif fer ent ly situa ted in cul tu res or
eco no mies or our social posi tio ning
and that our social posi tio ning also has
an impact on our health. And rather
than jud ging us or put ting us down or
pater na listi cal ly tal king around us, tal -
king abo ve us, it´s important that they
have the skills to talk to us. And if they
need to, they should be able to ask for
help, so if the re´s a lan gua ge pro b lem,
for examp le, the re should be peop le
who can trans la te, or if they don´t real -
ly under stand the situa ti on of a per son
from a dif fe rent cul tu ral or even socio-
eco no mic back ground, that they
should con ti nue to edu ca te them sel -
ves and get in touch with peop le from
simi lar back grounds. I think the most
important thing is that it´s also a phra -
se that comes from the ❉Krüp pel be we -
gung✵ in Ger ma ny and disa bi li ty stu -
dies or also disa bi li ty justi ce is ❉to talk
with us and not about us✵.

2. How would the per fect health care
space look like for you? 

Lots of plants, bright, cle an and acces -
si b le, easy to find in pub lic and with
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small infor ma ti on leaf lets on dif fe rent
topics.

3. What kind of com muni ty would you
need to stay healt hy? 

I do have a com muni ty around me that
sup ports me to stay healt hy becau se I
know that I can talk to peop le, I know
that I can get practi cal help from
peop le and I know that peop le can find
solu ti ons or be crea ti ve to sup port us
when we need it. Sup port us, becau se
now I’m tal king about me and Nab bi,
when we didn’t have enough money
for ano ther IVF attempt. For examp le,
whi le ❉un ser Kin der wun sch❉ (❉our
desi re to have child ren❉) fri ends
around us star ted to rai se money for
us becau se they know that we do not
need more words, we need practi cal
help. So a good dose of peop le who
have the abi li ty to talk may be just to
offer you dif fe rent per spec ti ves or to
edu ca te them sel ves and your self, but
also peop le who know how to be
practi cal and help and sup port.

Dia na Thie len, Ber lin, Ger ma ny (2022).
Tran scrip ti on of audio file by Esther Vor -
werk.

INTERSECTIONAL FEMINIST COMMUNITY
CARE  Conclusion
The peop le who res pon ded to our three ques ti ons abo ve high ligh ted empa thy and lis te ning
as key qua li ties in health ca re and com muni ties. They tal ked about the need for health ca re
spaces that are vibrant, com for ta b le and bright. Spaces that feel wel co ming and safe. Res -
pon d ents also men tio ned the import an ce of politics. They tal ked about how important it is for
health pro fes sio nals to be able to recog ni se the dif fe rent needs of dif fe rent peop le, that
peop le come with dif fe rent expe ri en ces and resour ces. They stres sed that eve r yo ne should
get the care they need. They wan ted a com muni ty that was open-hear ted and thri ving, and a
sys tem whe re body and mind were seen as one and trea ted with respect. This is whe re
ALAS KA comes in. As ALAS KA we aim to crea te expe ri en ces that bring peop le into their
bodies, remind them of move ment practi ces they alrea dy know and intro du ce them to new
ways of per cei ving and fee ling. We offer dif fe rent expe ri en ces of care and stri ve for a more
holistic, intersec tio nal, femi nist health sys tem that is desig ned for and ser ves the dif fe rent
needs of dif fe rent bodies. We envi si on a cul tu re of care in which peop le have free and easy
access to gen der-inclu si ve edu ca ti on about their body mind and learn to care for them sel ves
and others in a gent le, com pas sio na te way. Going for ward, we will con ti nue to gather and
ana ly se insights from health ca re pro vi ders and pati ents from diver se back grounds. We are
also on a jour ney to learn how our approach can be tru ly intersec tio nal, recog ni sing and res -
pon ding to intersec ting levels of discri mi na ti on.
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Pho to graph by Her bert J. Wim mer and Mari on Stein fell ner, Ber lin,
Ger ma ny (2021).

Per for man ce Tran ce Mis si on.
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small infor ma ti on leaf lets on dif fe rent
topics.

3. What kind of com muni ty would you
need to stay healt hy? 

I do have a com muni ty around me that
sup ports me to stay healt hy becau se I
know that I can talk to peop le, I know
that I can get practi cal help from
peop le and I know that peop le can find
solu ti ons or be crea ti ve to sup port us
when we need it. Sup port us, becau se
now I’m tal king about me and Nab bi,
when we didn’t have enough money
for ano ther IVF attempt. For examp le,
whi le ❉un ser Kin der wun sch❉ (❉our
desi re to have child ren❉) fri ends
around us star ted to rai se money for
us becau se they know that we do not
need more words, we need practi cal
help. So a good dose of peop le who
have the abi li ty to talk may be just to
offer you dif fe rent per spec ti ves or to
edu ca te them sel ves and your self, but
also peop le who know how to be
practi cal and help and sup port.

Dia na Thie len, Ber lin, Ger ma ny (2022).
Tran scrip ti on of audio file by Esther Vor -
werk.

INTERSECTIONAL FEMINIST COMMUNITY
CARE  Conclusion
The peop le who res pon ded to our three ques ti ons abo ve high ligh ted empa thy and lis te ning
as key qua li ties in health ca re and com muni ties. They tal ked about the need for health ca re
spaces that are vibrant, com for ta b le and bright. Spaces that feel wel co ming and safe. Res -
pon d ents also men tio ned the import an ce of politics. They tal ked about how important it is for
health pro fes sio nals to be able to recog ni se the dif fe rent needs of dif fe rent peop le, that
peop le come with dif fe rent expe ri en ces and resour ces. They stres sed that eve r yo ne should
get the care they need. They wan ted a com muni ty that was open-hear ted and thri ving, and a
sys tem whe re body and mind were seen as one and trea ted with respect. This is whe re
ALAS KA comes in. As ALAS KA we aim to crea te expe ri en ces that bring peop le into their
bodies, remind them of move ment practi ces they alrea dy know and intro du ce them to new
ways of per cei ving and fee ling. We offer dif fe rent expe ri en ces of care and stri ve for a more
holistic, intersec tio nal, femi nist health sys tem that is desig ned for and ser ves the dif fe rent
needs of dif fe rent bodies. We envi si on a cul tu re of care in which peop le have free and easy
access to gen der-inclu si ve edu ca ti on about their body mind and learn to care for them sel ves
and others in a gent le, com pas sio na te way. Going for ward, we will con ti nue to gather and
ana ly se insights from health ca re pro vi ders and pati ents from diver se back grounds. We are
also on a jour ney to learn how our approach can be tru ly intersec tio nal, recog ni sing and res -
pon ding to intersec ting levels of discri mi na ti on.
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MALARIA AND NEOCOLONIALISM
Introduction
Mala ria is one of the oldest disea ses known to humani ty, and one of the dead liest. And pro -
bab ly the disea se with the most dol lars in its bel ly, 1 con s i de ring rese arch and deve lop ment
fun ding, espe cial ly when mili ta ry invest ments over the cen tu ries are inclu ded. 2 So how is it
pos si b le that as late as 2023 mala ria para si tes still kil led some 580’000 peop le, most ly
child ren, in Afri ca? 3 Over the next deca de, this num ber is like ly to rise shar p ly as Arte misinin,
the drug on which the World Health Orga niza ti on (WHO), the Gates Foun da ti on and the
U.S.-Glo bal Fund have reli ed on for the past twen ty years, beco mes less effec ti ve due to inc -
rea sing resi s tan ce across the con ti nent. Like all pre vious anti mala rial drugs, Arte misinin has
an expiry date of around thir ty years, after which the mala ria para si te has usual ly deve lo ped
resi s tan ce to the acti ve ing re di ent. After the mass deaths cau sed by chlo ro qui ne resi s tan ce
in the 1990s, this disas ter was as pre dic ta b le as the pre vious ones.
This time, the drug in ques ti on was iso la ted from the anti mala rial plant Arte mi sia annua:
Arte misinin pro ved to be the most effec ti ve che mi cal agent against mala ria, a dis co ve ry
made in Chi na alrea dy in the 1970s. But when mala rio lo gist Tu Youyou pre sen ted her fin dings
at the first inter na tio nal Arte misinin con fe ren ce in Bei jing in 1981, the Wes tern sci en ti fic com -
muni ty found it hard to belie ve that ”back ward” com mu nist Chi na had suc cee ded in extrac -
ting a potent anti mala rial from a weed. A drug, more o ver, based on an anci ent reci pe from
Tra di tio nal Chi ne se Medi ci ne (TCM), whi le US rese ar chers, after tes ting 150’000 sub stan -
ces, could only come up with Mef lo qui ne, a known neu ro to xin that was res pon si b le for U.S.
sol di ers run ning amok in Afg ha nis tan, among other things.4 
Befo re Novar tis star ted sel ling anti mala rial drugs in the form of Arte misinin Com bi na ti on
The ra pies (ACTs), the WHO had argued for twen ty years that this acti ve ing re di ent did not
meet safe ty stan dards or that Chi ne se pro duc ti on con di ti ons – despi te a brand new facto ry –
were not good enough for export to Afri can coun tries. At the time, the WHO was sim p ly not
inte res ted in Arte misinin. Accor ding to mala rio lo gist Tu Youyou, one like ly expla na ti on for this
lack of inte rest was the patent law in the West: a sing le com pound could not be paten ted by
the phar maceuti cal indu s try (Inter view with Katha ri na Wein gart ner, Bei jing, Februa ry 2013).
The situa ti on chan ged, when Novar tis, in col la bo ra ti on with the Chi ne se Insti tu te of Mili ta ry
Medi ci ne, deve lo ped a com bi na ti on pre pa ra ti on of Arte me ther, an Arte misinin deri va ti ve, and
Lume f an tri ne. The resul ting drug was final ly appro ved in 2001 and ini tial ly sold as Ria met to
tra vel lers at a high pri ce. When Novar tis recei ved a ten-year exclu si ve dis tri bu ti on con tract
from the WHO to sell it as Coar tem throug hout the Afri can con ti nent, it beca me the best-sel -
ling tab let for many years.5 
In 2019, Tu Youyou, now a Nobel lau rea te for her dis co ve ry for ty years ear lier, and her team
demon s t ra ted that the way ACTs such as Coar tem are admi nis te red was res pon si b le for the
deve lop ment of para si te resi s tan ce, rather than the use of Arte mi sia annua as a her bal tea, as
the WHO had pre vious ly pro mo ted. 6 This occur red becau se the drug was admi nis te red for
only three days, allo wing the para si te to sur vi ve. Sin ce the relea se of our film The Fever, two
vac ci nes Mos qui rix and R21/Matrix-M have been recom men ded by the WHO. The Gates
Foun da ti on had been deve lo ping Mos qui rix sin ce 2000, with Gla xoS mith Kli ne as a major
share hol der. The vac ci ne was ini tial ly repor ted as around 70% effec ti ve, but this has sin ce
been sig ni fi cant ly down gra ded to rates as low as 30%. With four ini tial doses and boos ter
shots eve ry four years, the vac ci ne is dif fi cult to admi nis ter in Afri can coun tries and has
shown serious side effects in trials, espe cial ly in girls.7 More recent ly, Oxford Uni ver si ty/Ser -
um Insti tu te of India/Nova vax have relea sed R21/Matrix-M with simi lar opti mism, pub lic
health experts, howe ver, cau ti on against seeing this latest vac ci ne as ano ther magic bul let. 8
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1 In this article, we initially focus on gender discrimination. However, by describing our perspective as intersectional, we acknowledge
and draw attention to the fact that different dimensions of discrimination, such as class, race, ageism and ableism, intersect in the
health sector.

2 Personally, both authors identify as cis female and acknowledge that this influences their stance on the issue.
3 Racism and ableism are rampant in the German healthcare system and have a strong impact on patient’s experiences.
4 ✵ADHS: Warum die Diagnose bei Mädchen und Frauen so schwer ist”, in: ZDF Heute,

https://www.instagram.com/p/Cd2gpu6KBug/ (22 May 2022). The studies and reports on ADHD assumed binary gender.
5 Alana Biggers (ed.): ✵Gender Bias in Medical Diagnosis,” in: Medical News Today,

https://www.medicalnewstoday.com/articles/gender-bias-in-medical-diagnosis.
6 Amaia Bacigalupe, Unai Martín: ✵Gender Inequalities in Depression/Anxiety and the Consumption of Psychotropic Drugs: Are We

Medicalising Women’s Mental Health?”, in: Scandinavian Journal of Public Health 49/3 (2020), pp. 317–24.
7 Alana Biggers (ed.): ✵Gender Bias in Medical Diagnosis”, in: Medical News Today,

https://www.medicalnewstoday.com/articles/gender-bias-in-medical-diagnosis.
8 Alana Biggers (ed.): ✵Gender Bias in Medical Diagnosis”, in: Medical News Today,

https://www.medicalnewstoday.com/articles/gender-bias-in-medical-diagnosis.
9 Gabriele Bolte, Sophie Horstmann: ✵DIVERGesTOOL: Toolbox zur Operationalisierung von Geschlechtlicher Vielfalt in der

Forschung zu Gesundheitsversorgung, Gesundheitsförderung und Prävention✵ (2023), https://www.public-health.uni-
bremen.de/mitglieder/gabriele-bolte/projekte/?proj=811&page=1.

10 For more information on the history of the (feminist) health movement, see Feministische Gesundheitsrecherchegruppe (ed.):
Practices of Radical Health Care: Materials of the Health Movement of the Seventies and Eighties, Berlin (2019).

11 Caroline Perez Crialdo: Invisible Women: Exposing Data Bias in a World Designed for Men, London: Chatto & Windus (2019).
12 Silvia Federici: Caliban and the Witch: Women, the Body and Primitive Accumulation, Brooklyn: Autonomedia (2004); Projit B.

Mukharji: Doctoring Traditions: Ayurveda, Small Technologies and Braided Sciences, Chicago: University of Chicago Press (2016);
Caroline P. Crialdo: Invisible Women: Exposing Data Bias in a World Designed for Men, London: Chatto & Windus (2019).

Our own radi cal health dream is to estab lish an intersec tio nal
femi nist cent re for com pas sio na te health and care, with crea ti -
ve and somatic offe rings that nur tu re per so nal and com muni ty
health.
Notes

III/36



–

MALARIA AND NEOCOLONIALISM
Introduction
Mala ria is one of the oldest disea ses known to humani ty, and one of the dead liest. And pro -
bab ly the disea se with the most dol lars in its bel ly, 1 con s i de ring rese arch and deve lop ment
fun ding, espe cial ly when mili ta ry invest ments over the cen tu ries are inclu ded. 2 So how is it
pos si b le that as late as 2023 mala ria para si tes still kil led some 580’000 peop le, most ly
child ren, in Afri ca?3 Over the next deca de, this num ber is like ly to rise shar p ly as Arte misinin,
the drug on which the World Health Orga niza ti on (WHO), the Gates Foun da ti on and the
U.S.-Glo bal Fund have reli ed on for the past twen ty years, beco mes less effec ti ve due to inc -
rea sing resi s tan ce across the con ti nent. Like all pre vious anti mala rial drugs, Arte misinin has
an expiry date of around thir ty years, after which the mala ria para si te has usual ly deve lo ped
resi s tan ce to the acti ve ing re di ent. After the mass deaths cau sed by chlo ro qui ne resi s tan ce
in the 1990s, this disas ter was as pre dic ta b le as the pre vious ones.
This time, the drug in ques ti on was iso la ted from the anti mala rial plant Arte mi sia annua:
Arte misinin pro ved to be the most effec ti ve che mi cal agent against mala ria, a dis co ve ry
made in Chi na alrea dy in the 1970s. But when mala rio lo gist Tu Youyou pre sen ted her fin dings
at the first inter na tio nal Arte misinin con fe ren ce in Bei jing in 1981, the Wes tern sci en ti fic com -
muni ty found it hard to belie ve that ”back ward” com mu nist Chi na had suc cee ded in extrac -
ting a potent anti mala rial from a weed. A drug, more o ver, based on an anci ent reci pe from
Tra di tio nal Chi ne se Medi ci ne (TCM), whi le US rese ar chers, after tes ting 150’000 sub stan -
ces, could only come up with Mef lo qui ne, a known neu ro to xin that was res pon si b le for U.S.
sol di ers run ning amok in Afg ha nis tan, among other things.4 
Befo re Novar tis star ted sel ling anti mala rial drugs in the form of Arte misinin Com bi na ti on
The ra pies (ACTs), the WHO had argued for twen ty years that this acti ve ing re di ent did not
meet safe ty stan dards or that Chi ne se pro duc ti on con di ti ons – despi te a brand new facto ry –
were not good enough for export to Afri can coun tries. At the time, the WHO was sim p ly not
inte res ted in Arte misinin. Accor ding to mala rio lo gist Tu Youyou, one like ly expla na ti on for this
lack of inte rest was the patent law in the West: a sing le com pound could not be paten ted by
the phar maceuti cal indu s try (Inter view with Katha ri na Wein gart ner, Bei jing, Februa ry 2013).
The situa ti on chan ged, when Novar tis, in col la bo ra ti on with the Chi ne se Insti tu te of Mili ta ry
Medi ci ne, deve lo ped a com bi na ti on pre pa ra ti on of Arte me ther, an Arte misinin deri va ti ve, and
Lume f an tri ne. The resul ting drug was final ly appro ved in 2001 and ini tial ly sold as Ria met to
tra vel lers at a high pri ce. When Novar tis recei ved a ten-year exclu si ve dis tri bu ti on con tract
from the WHO to sell it as Coar tem throug hout the Afri can con ti nent, it beca me the best-sel -
ling tab let for many years.5 
In 2019, Tu Youyou, now a Nobel lau rea te for her dis co ve ry for ty years ear lier, and her team
demon s t ra ted that the way ACTs such as Coar tem are admi nis te red was res pon si b le for the
deve lop ment of para si te resi s tan ce, rather than the use of Arte mi sia annua as a her bal tea, as
the WHO had pre vious ly pro mo ted. 6 This occur red becau se the drug was admi nis te red for
only three days, allo wing the para si te to sur vi ve. Sin ce the relea se of our film The Fever, two
vac ci nes Mos qui rix and R21/Matrix-M have been recom men ded by the WHO. The Gates
Foun da ti on had been deve lo ping Mos qui rix sin ce 2000, with Gla xoS mith Kli ne as a major
share hol der. The vac ci ne was ini tial ly repor ted as around 70% effec ti ve, but this has sin ce
been sig ni fi cant ly down gra ded to rates as low as 30%. With four ini tial doses and boos ter
shots eve ry four years, the vac ci ne is dif fi cult to admi nis ter in Afri can coun tries and has
shown serious side effects in trials, espe cial ly in girls.7 More recent ly, Oxford Uni ver si ty/Ser -
um Insti tu te of India/Nova vax have relea sed R21/Matrix-M with simi lar opti mism, pub lic
health experts, howe ver, cau ti on against seeing this latest vac ci ne as ano ther magic bul let. 8
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1 In this article, we initially focus on gender discrimination. However, by describing our perspective as intersectional, we acknowledge
and draw attention to the fact that different dimensions of discrimination, such as class, race, ageism and ableism, intersect in the
health sector.

2 Personally, both authors identify as cis female and acknowledge that this influences their stance on the issue.
3 Racism and ableism are rampant in the German healthcare system and have a strong impact on patient’s experiences.
4 ✵ADHS: Warum die Diagnose bei Mädchen und Frauen so schwer ist”, in: ZDF Heute,

https://www.instagram.com/p/Cd2gpu6KBug/ (22 May 2022). The studies and reports on ADHD assumed binary gender.
5 Alana Biggers (ed.): ✵Gender Bias in Medical Diagnosis,” in: Medical News Today,

https://www.medicalnewstoday.com/articles/gender-bias-in-medical-diagnosis.
6 Amaia Bacigalupe, Unai Martín: ✵Gender Inequalities in Depression/Anxiety and the Consumption of Psychotropic Drugs: Are We

Medicalising Women’s Mental Health?”, in: Scandinavian Journal of Public Health 49/3 (2020), pp. 317–24.
7 Alana Biggers (ed.): ✵Gender Bias in Medical Diagnosis”, in: Medical News Today,

https://www.medicalnewstoday.com/articles/gender-bias-in-medical-diagnosis.
8 Alana Biggers (ed.): ✵Gender Bias in Medical Diagnosis”, in: Medical News Today,

https://www.medicalnewstoday.com/articles/gender-bias-in-medical-diagnosis.
9 Gabriele Bolte, Sophie Horstmann: ✵DIVERGesTOOL: Toolbox zur Operationalisierung von Geschlechtlicher Vielfalt in der

Forschung zu Gesundheitsversorgung, Gesundheitsförderung und Prävention✵ (2023), https://www.public-health.uni-
bremen.de/mitglieder/gabriele-bolte/projekte/?proj=811&page=1.

10 For more information on the history of the (feminist) health movement, see Feministische Gesundheitsrecherchegruppe (ed.):
Practices of Radical Health Care: Materials of the Health Movement of the Seventies and Eighties, Berlin (2019).

11 Caroline Perez Crialdo: Invisible Women: Exposing Data Bias in a World Designed for Men, London: Chatto & Windus (2019).
12 Silvia Federici: Caliban and the Witch: Women, the Body and Primitive Accumulation, Brooklyn: Autonomedia (2004); Projit B.

Mukharji: Doctoring Traditions: Ayurveda, Small Technologies and Braided Sciences, Chicago: University of Chicago Press (2016);
Caroline P. Crialdo: Invisible Women: Exposing Data Bias in a World Designed for Men, London: Chatto & Windus (2019).
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MALARIA AND NEOCOLONIALISM  The
Fever
In 2019, we relea sed the docu men ta ry The Fever, which deals with the ques ti on why the
many victims of mala ria in sub-Saha ran Afri ca must be under stood as a pro duct of
(neo-)colo nia lism, racism, and pro fit inte rests.

Trai ler of The Fever, https://vimeo.com/572592602 (2019). 
VIDEO cache.ch/1733

We star ted our work in 2016, at a time when mala ria deaths alrea dy see med to be fal ling. We
found co-pro du cers and gene rous fun ding from Aus tri an, Swiss and Ger man govern ment
film funds, and pub lic tele vi si on (ORF, ARD, SRF). With a bud get of 1.2 mil li on euros, we
began our inten si ve rese arch around the world, toge ther with Abdal lah Sali su, a politi cal sci -
en tist and com muni ty acti vist from Gha na, Wei na Zhao, a sino lo gist and film ma ker from
Vien na and many others. Rese ar ching and fil ming for the docu men ta ry took six years. In the
begin ning we were more inte res ted in the histo ry of mala ria, espe cial ly the links bet we en tro -
pi cal medi ci ne and wars of con qu est.

Would the colo ni sa ti on of Afri ca have been pos si b le at all wit -
hout quini ne? Whi le Euro pe an sol di ers and mis sio na ries died
like flies, the local popu la ti on abo ve five years was lar ge ly
immu ne.
Was the para si te ulti ma te ly an important defen ce against inva ders? We con duc ted well over
a hund red inter views with peop le all over the world, from Kam pa la to Bei jing, Balti mo re,
Bang kok, and Basel, from Nai ro bi to Aru sha and Dar es sa laam. We spent count less hours
gathe ring valuab le mate rial; tal king to mothers and child ren, nur ses, doc tors and her ba lists,
acti vists and orga ni sers, his to ri ans, sci en tists, tea chers, and cof fin makers. In the end, in a
small edi ting sui te in Vien na, our dedi ca ted team of film ma kers deci ded to tell the sto ry of the
loo ming mala ria catastro phe from the per spec ti ve of tho se most affec ted by it. This simp le,
under stan da b le deci si on was seen as radi cal and led to the co-pro du cers wal king away from
the well-fun ded pro ject; despi te enthu siastic media res pon se and scree nings at inter na tio nal
fes ti vals, only one of the co-fun ding pub lic tele vi si on sta ti ons, ORF, has ever shown the film.
✵The film deals with a felt rea li ty, not with facts, the sci en tists are mis sing”, wro te one of the
com mis sio ning edi tors from the ARD to us in an e-mail. A bold sta te ment, given that two of
the pro ta go nists are sci en tists tea ching at major East Afri can uni ver si ties and one inter vie -
wee is a Nobel lau rea te.
The Fever final ly had its sold-out pre mie re at the DOK Leip zig docu men ta ry film fes ti val in
Novem ber 2019. It fol lows four pro ta go nists: Ugan dan her ba list Rehe ma Namya lo, Kenyan
ento mo lo gist Richard Muka ba na, Ugan dan phar ma co lo gist Patrick Ogwang and Kenyan tea -
cher and com muni ty health acti vist Paul Mwa mu. But its cen tral pro ta go nist is Arte mi sia, a
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genus with spe cies such as annua and afra, that was wide ly used in Tra di tio nal Afri can Medi -
ci ne (TAM),9 befo re it was demo ni s ed and sup pres sed in the cour se of colo niza ti on.

MALARIA AND NEOCOLONIALISM
Dropped Interview Snippets
Only a small per cen ta ge of the foo ta ge made the cut, and the afo re men tio ned deci si on to tell
the sto ry through pro ta go nists from mala ria-ende mic regi ons dis qua li fied many great inter -
views. We also deci ded to focus on a strong woman as the main cha rac ter, an her ba list with
deca des of expe ri en ce in suc cess ful ly curing and pre ven ting mala ria in and around her rural
com muni ty. The aim was to crea te a cine matic, emo tio nal ly enga ging film that used the
disea se as a lens on colo nia lism and its con ti nuing effects. The fol lo wing inter view clips
inclu de important voices that were lost in our selec ti on pro cess and have never been pub lis -
hed befo re. Nevert he less, the se voices sha ped our film by impar ting nuan ced and com plex
know led ge wit hin their respec ti ve fields of exper ti se which toge ther infor med what would
beco me the essen tial mes sa ge of The Fever:

Only a sys te mic, inc lu si ve, deco lo nial approach will bring
about sus tain ab le chan ge.

Inter view with Dr. Flo ra Kes sy, The Fever (2019). 
VIDEO cache.ch/1726

Dr. Flo ra Kes sy was a Tan za ni an eco no mist who sad ly pas -
sed away in 2020. She was an Asso cia te Pro fes sor of
Social Poli cy and Deve lop ment at Mzum be Uni ver si ty, and
Exe cu ti ve Direc tor of the Tan za ni an Trai ning Cent re for
Inter na tio nal Health (TTCIH) in Ifa ka ra. Her main rese arch
inte rest was pover ty, par ti cu lar ly as it rela tes to health and
access to health care. Kes sy exp lains why mala ria can not be
tack led with drugs alo ne, and that all aspects of peop le´s
cir cum stan ces must be taken into acco unt. This in its elf is a
strong argu ment for Afri can sci en tists to be at the for e front
of mala ria con trol efforts, as they have the best under stan -
ding of the situa ti on.

✵If you want to era di ca te or eli mi na te
Mala ria, you need to look at the peo p -
les live li hood.”

Inter view with Dr. Flo ra Kes sy, The Fever
(2019).
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MALARIA AND NEOCOLONIALISM  The
Fever
In 2019, we relea sed the docu men ta ry The Fever, which deals with the ques ti on why the
many victims of mala ria in sub-Saha ran Afri ca must be under stood as a pro duct of
(neo-)colo nia lism, racism, and pro fit inte rests.

Trai ler of The Fever, https://vimeo.com/572592602 (2019). 
VIDEO cache.ch/1733

We star ted our work in 2016, at a time when mala ria deaths alrea dy see med to be fal ling. We
found co-pro du cers and gene rous fun ding from Aus tri an, Swiss and Ger man govern ment
film funds, and pub lic tele vi si on (ORF, ARD, SRF). With a bud get of 1.2 mil li on euros, we
began our inten si ve rese arch around the world, toge ther with Abdal lah Sali su, a politi cal sci -
en tist and com muni ty acti vist from Gha na, Wei na Zhao, a sino lo gist and film ma ker from
Vien na and many others. Rese ar ching and fil ming for the docu men ta ry took six years. In the
begin ning we were more inte res ted in the histo ry of mala ria, espe cial ly the links bet we en tro -
pi cal medi ci ne and wars of con qu est.

Would the colo ni sa ti on of Afri ca have been pos si b le at all wit -
hout quini ne? Whi le Euro pe an sol di ers and mis sio na ries died
like flies, the local popu la ti on abo ve five years was lar ge ly
immu ne.
Was the para si te ulti ma te ly an important defen ce against inva ders? We con duc ted well over
a hund red inter views with peop le all over the world, from Kam pa la to Bei jing, Balti mo re,
Bang kok, and Basel, from Nai ro bi to Aru sha and Dar es sa laam. We spent count less hours
gathe ring valuab le mate rial; tal king to mothers and child ren, nur ses, doc tors and her ba lists,
acti vists and orga ni sers, his to ri ans, sci en tists, tea chers, and cof fin makers. In the end, in a
small edi ting sui te in Vien na, our dedi ca ted team of film ma kers deci ded to tell the sto ry of the
loo ming mala ria catastro phe from the per spec ti ve of tho se most affec ted by it. This simp le,
under stan da b le deci si on was seen as radi cal and led to the co-pro du cers wal king away from
the well-fun ded pro ject; despi te enthu siastic media res pon se and scree nings at inter na tio nal
fes ti vals, only one of the co-fun ding pub lic tele vi si on sta ti ons, ORF, has ever shown the film.
✵The film deals with a felt rea li ty, not with facts, the sci en tists are mis sing”, wro te one of the
com mis sio ning edi tors from the ARD to us in an e-mail. A bold sta te ment, given that two of
the pro ta go nists are sci en tists tea ching at major East Afri can uni ver si ties and one inter vie -
wee is a Nobel lau rea te.
The Fever final ly had its sold-out pre mie re at the DOK Leip zig docu men ta ry film fes ti val in
Novem ber 2019. It fol lows four pro ta go nists: Ugan dan her ba list Rehe ma Namya lo, Kenyan
ento mo lo gist Richard Muka ba na, Ugan dan phar ma co lo gist Patrick Ogwang and Kenyan tea -
cher and com muni ty health acti vist Paul Mwa mu. But its cen tral pro ta go nist is Arte mi sia, a
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genus with spe cies such as annua and afra, that was wide ly used in Tra di tio nal Afri can Medi -
ci ne (TAM), 9 befo re it was demo ni s ed and sup pres sed in the cour se of colo niza ti on.

MALARIA AND NEOCOLONIALISM
Dropped Interview Snippets
Only a small per cen ta ge of the foo ta ge made the cut, and the afo re men tio ned deci si on to tell
the sto ry through pro ta go nists from mala ria-ende mic regi ons dis qua li fied many great inter -
views. We also deci ded to focus on a strong woman as the main cha rac ter, an her ba list with
deca des of expe ri en ce in suc cess ful ly curing and pre ven ting mala ria in and around her rural
com muni ty. The aim was to crea te a cine matic, emo tio nal ly enga ging film that used the
disea se as a lens on colo nia lism and its con ti nuing effects. The fol lo wing inter view clips
inclu de important voices that were lost in our selec ti on pro cess and have never been pub lis -
hed befo re. Nevert he less, the se voices sha ped our film by impar ting nuan ced and com plex
know led ge wit hin their respec ti ve fields of exper ti se which toge ther infor med what would
beco me the essen tial mes sa ge of The Fever:

Only a sys te mic, inc lu si ve, deco lo nial approach will bring
about sus tain ab le chan ge.

Inter view with Dr. Flo ra Kes sy, The Fever (2019). 
VIDEO cache.ch/1726

Dr. Flo ra Kes sy was a Tan za ni an eco no mist who sad ly pas -
sed away in 2020. She was an Asso cia te Pro fes sor of
Social Poli cy and Deve lop ment at Mzum be Uni ver si ty, and
Exe cu ti ve Direc tor of the Tan za ni an Trai ning Cent re for
Inter na tio nal Health (TTCIH) in Ifa ka ra. Her main rese arch
inte rest was pover ty, par ti cu lar ly as it rela tes to health and
access to health care. Kes sy exp lains why mala ria can not be
tack led with drugs alo ne, and that all aspects of peop le´s
cir cum stan ces must be taken into acco unt. This in its elf is a
strong argu ment for Afri can sci en tists to be at the for e front
of mala ria con trol efforts, as they have the best under stan -
ding of the situa ti on.

✵If you want to era di ca te or eli mi na te
Mala ria, you need to look at the peo p -
les live li hood.”

Inter view with Dr. Flo ra Kes sy, The Fever
(2019).
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Inter view with Prof. Dr. Richard Muka ba na, The Fever (2019). 
VIDEO cache.ch/1727

Prof. Dr. Richard Muka ba na of the Uni ver si ty of Nai ro bi is a
spe cia list in app lied medi cal ento mo lo gy and para si to lo gy.
He says he is tired of being emp loy ed as a ✹field wor ker’ for
Wes tern high-tech sci en ce insti tu tes ins tead of focu sing on
imp le men ting local solu ti ons to vec tor con trol. He is also
stu dying the role of com muni ty health work in redu cing
ende mic infec ti ons around Lake Vic to ria. As a sci en tist, he
thinks in com plex terms. ✵The re is always some bo dy rea dy
to make a pro fit from this disea se somewhe re. It’s usual ly
not the ones with the disea se”. Muka ba na descri bes how
dif fi cult it is for Afri can sci en tists to get fun ding and to be
heard in stra te gic deci si ons about disea se con trol becau se
of a strong per cei ved bias towards pres ti gious Wes tern
insti tu ti ons. He exp lains how the exclu si on of Afri can sci en -
tists is parti cu lar ly dama ging when it comes to mala ria.

✵The wea rer of the shoe knows whe re
it pin ches most.✵

Inter view with Prof. Dr. Richard Muka ba na,
The Fever (2019).

Inter view with Prof. Dr. Lin sey McGoey, The Fever (2019). 
VIDEO cache.ch/1729

Prof. Dr. Lin sey McGoey is a Cana di an socio lo gist who tea -
ches at the Uni ver si ty of Essex and spe cia li ses in social the -
o ry and eco no mic socio lo gy. She is known for her work on
phil an thro ca pi ta list ven tu res and their role in the glo bal
eco no my. Lin sey McGoey furt her con tex t ua li ses the strugg -
le that Richard Muka ba na has alrea dy tou ched on. Phil an -
thro ca pi ta list foun da ti ons play a huge role when it comes to
mala ria and are pro bab ly the most power ful actors when it
comes to making deci si ons in glo bal efforts against mala ria.

✵Chan ge must come from a chan ge in
glo bal gover nan ce rules, glo bal tra de
rules. It can not come from sim p ly inc -
rea sing the amo unt of han douts that
wealt hy nati ons or their wealt hiest
peop le choo se to give at their own
pre ro ga ti ve.”

Inter view with Prof. Dr. Lin sey McGoey, The
Fever (2019).
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Inter view with Dr. Hans Her ren, The Fever (2019). 
VIDEO cache.ch/1728

Dr. Hans Her ren is a Swiss ento mo lo gist, the CEO of the
Mil l en ni um Insti tu te in Was hing ton, DC, and foun der of Bio -
Vi si on. Her ren cal cu la tes the sho ckin g ly low amo unt of
money it would take to pre vent mala ria deaths and shows
that mala ria con trol is not a ques ti on of pos si bi li ty. Citing
various exam p les, he exp lains the dif fe rent sca les by which
life is pro tec ted in the glo bal North and South. He also
ques ti ons the way ✵de ve lop ment wor k✵ usual ly works: the
Glo bal North bene fits whi le the re is litt le room for self-
deter mi ned stra te gies or local pro duc ti on.

Inter view with Dr. Amit Sen gup ta, The Fever (2019). 
VIDEO cache.ch/1730

Dr. Amit Sen gup ta was a medi cal doc tor and foun ding
mem ber of the Peop le´s Health Move ment from India, who
tra gi cal ly died much too young. He talks about the power
rela ti ons and issu es such as drug patent laws that under lie
the pro b lems that Flo ra Kes sy, Richard Muka ba na, Lin sey
McGoey and Hans Her ren dis cuss in their clips.

✵Our approach to deve lop ment work
also needs to chan ge. We need to not
always sup port our own com pa nies in
Euro pe, North Ame ri ca... but ins tead
sup port for an alter na ti ve in Afri ca, in
the deve lo ping coun tri es, that works!”

Inter view with Dr. Hans Her ren, The Fever
(2019).

✵That’s about power. It is not about
medi ci ne. It is not about tech no lo gy.
It’s about power.”

Inter view with Dr. Amit Sen gup ta, The
Fever (2019).

Inter view with Mer lin Will cox, The Fever (2019). 
VIDEO cache.ch/1731

Dr. Mer lin Will cox is a cli ni cal lec tu rer and medi cal rese ar -
cher at the Uni ver si ty of Sout hamp ton and a gene ral prac ti -
tio ner, who has done exten si ve work on mala ria and tra di tio -
nal her bal tre at ments. He addres ses Wes tern fun ding agen -
cies´ lack of inte rest in know led ge that exists out si de Wes -
tern sys tems and talks about the dis pla ce ment of Tra di tio nal
Afri can Medi ci ne by Chris ti an mis sio na ries.

✵That’s whe re their strength lies. They
have mar ve lous bio di ver si ty, and not
only bio di ver si ty but tra di tio nal know -
led ge going with that bio di ver si ty.”

Inter view with Mer lin Will cox, The Fever
(2019).
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Inter view with Prof. Dr. Richard Muka ba na, The Fever (2019). 
VIDEO cache.ch/1727

Prof. Dr. Richard Muka ba na of the Uni ver si ty of Nai ro bi is a
spe cia list in app lied medi cal ento mo lo gy and para si to lo gy.
He says he is tired of being emp loy ed as a ✹field wor ker’ for
Wes tern high-tech sci en ce insti tu tes ins tead of focu sing on
imp le men ting local solu ti ons to vec tor con trol. He is also
stu dying the role of com muni ty health work in redu cing
ende mic infec ti ons around Lake Vic to ria. As a sci en tist, he
thinks in com plex terms. ✵The re is always some bo dy rea dy
to make a pro fit from this disea se somewhe re. It’s usual ly
not the ones with the disea se”. Muka ba na descri bes how
dif fi cult it is for Afri can sci en tists to get fun ding and to be
heard in stra te gic deci si ons about disea se con trol becau se
of a strong per cei ved bias towards pres ti gious Wes tern
insti tu ti ons. He exp lains how the exclu si on of Afri can sci en -
tists is parti cu lar ly dama ging when it comes to mala ria.

✵The wea rer of the shoe knows whe re
it pin ches most.✵

Inter view with Prof. Dr. Richard Muka ba na,
The Fever (2019).

Inter view with Prof. Dr. Lin sey McGoey, The Fever (2019). 
VIDEO cache.ch/1729

Prof. Dr. Lin sey McGoey is a Cana di an socio lo gist who tea -
ches at the Uni ver si ty of Essex and spe cia li ses in social the -
o ry and eco no mic socio lo gy. She is known for her work on
phil an thro ca pi ta list ven tu res and their role in the glo bal
eco no my. Lin sey McGoey furt her con tex t ua li ses the strugg -
le that Richard Muka ba na has alrea dy tou ched on. Phil an -
thro ca pi ta list foun da ti ons play a huge role when it comes to
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glo bal gover nan ce rules, glo bal tra de
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wealt hy nati ons or their wealt hiest
peop le choo se to give at their own
pre ro ga ti ve.”

Inter view with Prof. Dr. Lin sey McGoey, The
Fever (2019).
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Inter view with Dr. Hans Her ren, The Fever (2019). 
VIDEO cache.ch/1728

Dr. Hans Her ren is a Swiss ento mo lo gist, the CEO of the
Mil l en ni um Insti tu te in Was hing ton, DC, and foun der of Bio -
Vi si on. Her ren cal cu la tes the sho ckin g ly low amo unt of
money it would take to pre vent mala ria deaths and shows
that mala ria con trol is not a ques ti on of pos si bi li ty. Citing
various exam p les, he exp lains the dif fe rent sca les by which
life is pro tec ted in the glo bal North and South. He also
ques ti ons the way ✵de ve lop ment wor k✵ usual ly works: the
Glo bal North bene fits whi le the re is litt le room for self-
deter mi ned stra te gies or local pro duc ti on.

Inter view with Dr. Amit Sen gup ta, The Fever (2019). 
VIDEO cache.ch/1730

Dr. Amit Sen gup ta was a medi cal doc tor and foun ding
mem ber of the Peop le´s Health Move ment from India, who
tra gi cal ly died much too young. He talks about the power
rela ti ons and issu es such as drug patent laws that under lie
the pro b lems that Flo ra Kes sy, Richard Muka ba na, Lin sey
McGoey and Hans Her ren dis cuss in their clips.

✵Our approach to deve lop ment work
also needs to chan ge. We need to not
always sup port our own com pa nies in
Euro pe, North Ame ri ca... but ins tead
sup port for an alter na ti ve in Afri ca, in
the deve lo ping coun tri es, that works!”

Inter view with Dr. Hans Her ren, The Fever
(2019).

✵That’s about power. It is not about
medi ci ne. It is not about tech no lo gy.
It’s about power.”

Inter view with Dr. Amit Sen gup ta, The
Fever (2019).

Inter view with Mer lin Will cox, The Fever (2019). 
VIDEO cache.ch/1731

Dr. Mer lin Will cox is a cli ni cal lec tu rer and medi cal rese ar -
cher at the Uni ver si ty of Sout hamp ton and a gene ral prac ti -
tio ner, who has done exten si ve work on mala ria and tra di tio -
nal her bal tre at ments. He addres ses Wes tern fun ding agen -
cies´ lack of inte rest in know led ge that exists out si de Wes -
tern sys tems and talks about the dis pla ce ment of Tra di tio nal
Afri can Medi ci ne by Chris ti an mis sio na ries.

✵That’s whe re their strength lies. They
have mar ve lous bio di ver si ty, and not
only bio di ver si ty but tra di tio nal know -
led ge going with that bio di ver si ty.”

Inter view with Mer lin Will cox, The Fever
(2019).
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Inter view with Prof. Dr. Salim Abdul la, The Fever (2019). 
VIDEO cache.ch/1732

Prof. Dr. Salim Abdul la is a cli ni cal epi de mio lo gist in Tan za -
nia and for mer direc tor of the Ifa ka ra Health Ins ti tu te. Salim
Abdul la calls for the streng t he ning of indi ge nous know led -
ge and the struc tu ring of Tra di tio nal Afri can Medi ci ne – the
oldest sys tem of medi cal know led ge on the pla net.

”If you com pa re the, as you say, the
rich bio di ver si ty that exist in Afri ca and
the infor ma ti on that is been docu men -
ted, rela ted to the bene fits of this bio -
di ver si ty, is very very low. And this are
the new areas, of what that also the
govern ment in Tanan zia and North
Afri can coun tries need to impro ve.”

Inter view with Prof. Dr. Salim Abdul la, The
Fever (2019).

Inter view with Prof. Dr. Dr. Pedro Alon so, The Fever (2019). 
VIDEO cache.ch/1734

Prof. Dr. Dr. Pedro Alon so is a Spa nish phy si ci an and epi de -
mio lo gist. He led the WHO’s glo bal mala ria pro gram me
from 2014 to 2022 and admits that the WHO has made big
mis ta kes in its mala ria stra te gy in the past. He speaks of a
lack of per spec ti ve and the import an ce of taking balan ced
and sus tainab le acti on against mala ria in the futu re, never
spo ra dic or spas mo dic.

✵We need to retain the les sons. (...) The
cost of fai lu re is mas si ve. And the re fo -
re, this requi res a very balan ced,
thought ful, ana lyti cal, sci en ce based,
evi den ce-based dis cus si on.”

Inter view with Prof. Dr. Dr. Pedro Alon so,
The Fever (2019).

Howe ver, the pic tu re pain ted in the se inter views shows that exact ly the se mis ta kes are curr -
ent ly being repea ted. A balan ced approach is not pos si b le, as long as a lar ge part of the
popu la ti on (and, more o ver, the affec ted part of the popu la ti on) is pre ven ted from using their
own know led ge and can’t get fun ding for their own sci en ti fic pro jects. If the know led ge of
some (most ly whi te per sons, not affec ted by mala ria) is trea ted as fact and the know led ge of
others (affec ted by mala ria in sub-Saha ran Afri ca) is trea ted as ✵felt rea li ty”, the re can be no
balan ce. The con ti nuing mas si ve death toll from mala ria shows that pro fit inte rests as well as
racist and (neo)colo nia list hege mo nies are not only incom pa ti b le with the (long for got ten)
WHO approach of ✵Health for All” but sim p ly inhu man,10 as Tu Youyou put it rather emo tio -
nal ly in The Fever, years befo re she recei ved her Nobel Pri ze:

✵If pro fit was the rea son for the deaths
of so many mala ria pati ents, I find that
not only immo ral but tru ly inhu man.”

Inter view with Tu Youyou, The Fever (2019).
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SUBJECTIVITIES

–

INCONGRUENT GESTURES  Giving Birth
I went into labour on a Sun day eve ning, five days befo re my baby’s due date. At 10pm on the
Tues day night, slee p less and ter ri fied by the nau sea ting fee ling of my own body con trac ting
eve ry ten minu tes or so and with no relief in sight, I sought out medi cal assi s tan ce at the
hospi tal whe re I was regis te red to give birth. I was hoping to get admit ted onto the labour
ward and be given some t hing – any t hing at this point – to make the pain go away so I could
rest befo re the big push. I was asses sed as medi cal ly not rea dy enough (con trac ti ons not
clo se enough, cer vix not dila ted enough) and sent home with para ceta mol. I lay on the sofa
for what tur ned into a third slee p less night, the cold, sti cky, and sli my-to-the-touch pads of 
a mini-TENS machi ne on my back doing litt le to sub due the nau sea ting pain of the con trac-
ti ons. My waters bro ke at home at 5am on the Wed nes day mor ning: a split second of relief 
and eupho ria in what, at this point, was 58 hours of sen so ry over load. My second attempt to
access materni ty care was more suc cess ful. An exhaus ted, leaky, vomi ting mess, I was per -
mit ted to join the labour ward for what my medi cal notes record as (only) four hours and 23
minu tes of labour inclu ding: 1 a back that refu sed to be intro du ced to the need le of the epi du -
ral, like ly on acco unt of the cur va tu re in my lower spi ne and despi te the repea ted attempts of
two kind ly and gent le ana es the tists; a doc tor’s fist sho ved up my vagi na wit hout ana es thetic
or infor med con sent to put a pro be on the baby’s head, an act I have sin ce come to recog ni se
as an instan ce of obs te tric vio len ce; a mid wi fe who final ly pus hed the ’emer gen cy stop’ but -
ton, put ting an end to the non sen se of ’nor mal birth’ for the sake of it; an emer gen cy C-sec ti -
on under gene ral ana es thetic; the loss of 1.3 lit res of blood to pri ma ry post-par tum blee ding. 
The emer gen cy C-sec ti on, clas si fied on my medi cal record as a Cate go ry 1, ”imme dia te
threat to the life of the woman or foe tus”,2 saved my baby’s life, who was in car diac distress
and who had pas sed meco ni um in ute ro. It also most pro bab ly saved mine. I am not sure
when a sen se of tho se four hours and 23 minu tes star ted to gal va ni se as a fee ling of being
sus pen ded in some sort of spa tio tem po ral con fi gu ra ti on somewhe re bet we en life and
death. 3 I am gra te ful to the multitu de of pro fes sio nals who made sure that my baby and I lan -
ded on the side of life; but this was not the only fee ling. I was also left dis com bo bu la ted and
mis con fi gu red – six months after my son’s birth I deve lo ped chro nic lower back pain, sciati -
ca, and the sort of depres si on that accom pa nies fee ling debi li ta ted, cons trai ned in move -
ment, and in con stant pain. The pain per sis ted for two years and only sub si ded fol lo wing
lapa ro s co pic sur ge ry to remo ve two fib ro ids out si de my womb. Sin ce April 2013, I have lived
in the uncom for ta b le know led ge and with the haun ting fee ling that had I been labou ring back
in time or in a remo te elsewhe re today, eit her one or both of us may not have made it through.

INCONGRUENT GESTURES  Troubling
Labour
This essay is about what it might mean to have con ver sa ti ons about such dis com bo bu la ti on,
about being sus pen ded somewhe re bet we en the living and the dead.4 I sta ge the se spe cu la -
ti ve con ver sa ti ons through the object of the fib ro id, the rea ding of my medi cal record which 
I obtai ned from the hospi tal using a Free dom of Infor ma ti on requ est in 2019, ult ra sound pho -
to gra phy, old pho to graphs of my pater nal grand mo ther, and The Simp sons. Fol lo wing my
labour and in a second, inde pen dent medi cal opi ni on I sought out a few years later, I was told
that, in all like li hood, the rea son for my labour’s ’fai lu re’ to pro gress was the pre sen ce of two
fib ro ids out si de my ute rus.

The term ”failu re to pro gress” is the
term that cli ni cal staff used at the time
to descri be what had hap pe n ed; it is
also recor ded as such in my medi cal

record. In the US and the UK it is now
descri bed as an out da ted term and
terms such arres ted labour, pro lon ged
labour or slow pro gress in labour

(NICE) are recom men ded ins tead.

”Evi den ce Based Birth”, https://evi den ce -
ba sed birth.com/fried mans-cur ve-and-
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failu re-to-pro gress-a-lea ding-cau se-of-
unplan ned-c-sec ti ons/ (2024).

Fib ro ids, or myo mas, are descri bed in
the medi cal lite ra tu re as ”benign
tumours” and deve lop in women of
repro duc ti ve age. They can be found
insi de and/or out si de the womb and
its lining, and five dif fe rent types of
fib ro ids are iden ti fied, depen ding on
their loca ti on. They can be sing le or
mul tip le, and their sizes tend to vary
from a few mil li me t res to 30cm or 
lar ger. Fib ro ids can cau se inc rea sed
mens trual blee ding, inclu ding clot ting
and pain ful periods. They can also
cau se pain during inter cour se, as well
as lower back pain, and are the lea ding
rea son for hys te rec to mies. Esti ma tes
of pre va len ce vary con s i de r a b ly, alt -
hough latest esti ma tes from coun tries
of the glo ba li sed north, name ly the 
UK and US, place pre va len ce bet we en
70% of whi te and 80% of black
women by age fif ty.

NICE: ”Fib ro ids”, in: NICE Natio nal Insti tu te
for Health and Care Excel len ce, 
https://cks.nice.org.uk/topics/fib ro ids/
(July 2022) (only availab le in the UK).

The cau ses of fib ro ids are lar ge ly unk nown. 5 It is the se benign and enig matic objects that
form the star ting point of this essay, which is part of a lar ger inter di s ci p li na ry pro ject that
exp lo res and expe ri ments with multi mo da li ty, refle xi vi ty, child hood, mother hood, labour, and
the body politic.6 My pro ject is inspi red by ref lec ti ve wri ting in medi cal anthro po lo gy in 
which aut hors use their own enco un ters with chro nic ill ness, cli ni cal abu se, and mis(se)diag -
no ses, to the o ri se ill ness, medi ci ne, the body, and the social. 7 My pro ject reta ins the value 
of tur ning the gaze on one self as a way of gene ra ting new know led ge, chal len ging power
rela ti ons, and fin ding ways to ima gi ne the se expe ri en ces and cate go ries dif fer ent ly. My sub -
ject is the expe ri en ce of living and labou ring with an under-rese ar ched and medi cal ly dis-
mis sed gyna e co lo gi cal con di ti on. Theo reti cal ly, howe ver, my pro ject departs from this work
to join others who exp lo re the ent an g le ments of the medi cal and the social, the bio gra phi cal
and the his to ri cal, of sci en ce and tech no lo gy, and of ima ge and text in order to reveal a 
bo dy mul tip le.8 In line with this body of scho larship, I approach my theo reti cal task from a
practi ce per spec ti ve. 9 As much as is pos si b le, I look at the ways in which medi ci ne attu nes
to, inter acts with, and sha pes its objects in its various and varied practi ces, 10 or at least 
how the se practi ces are codi fied in medi cal and mid wi fe ry text books and sys te matic reviews,
and recor ded in medi cal records such as my own. My focus, howe ver, is not on the medi cal
practi ces them sel ves but on the ways in which the se attu ne ments, inter ac ti ons, and shap-
ings find their audi en ces: in this case, me, my fib ro ids, and my baby, the objects of medi ci ne’s
varied practi ces. In this essay, I take up Don na Hara way’s invi ta ti on to ”stay with the trou b -
le”,11 making a for ay into this under-rese ar ched gyna e co lo gi cal con di ti on of ute ri ne fib ro ids
under the con di ti ons of pre gnan cy and labour.

”Trou b le is an inte res ting word. It deri -
ves from a thir te enth-cen tu ry French
verb mea ning ’to stir up’, ’to make
clou dy’, ’to dis turb’. We—all of us on
Ter ra— li ve in dis tur bing times, mixed-
up times, trou b ling and tur bid times.
The task is to beco me capab le, with
each other in all of our bump tious
kinds, of res pon se. Mixed-up times are
over f lo wing with both pain and joy —
with vast ly unjust pat terns of pain and

joy, with unne cessa ry kil ling of
ongoing ness but also with necessa ry
resur gen ce. The task is to make kin in
lines of inven ti ve connec ti on as a
practi ce of lear ning to live and die well
with each other in a thick pre sent.”

Don na Hara way: Staying with the Trou b le:
Making Kin in the Cht hulu ce ne, Dur ham,
North Caro li na: Duke Uni ver si ty Press
(2016), p. 1.

Hara way tra ces the noun ”trou b le” to
its 13th cen tu ry French root in the verb
”tru b ler”, mea ning to ”stir up”, ”to make
clou dy”, ”to dis turb” – all good
descrip ti ons for how I expe ri en ced
living with fib ro ids.

IV/2

–

I trou b le labou ring with fib ro ids by mixing modes and media, memo ries and sto ries, the then
and the now as well as the not-yet. I expe ri ment with ima ges whe re words fall short in 
com mu ni ca ting the more affec ti ve, ephe me ral, and sen so ry aspects of the se attu ne ments
and inter ac ti ons, wit hout doing away with the words them sel ves. In this sen se, the nar ra ti ve 
I hope to have pro du ced is a radi c le that shat ters a cer tain linear uni ty and know led ge deri -
ved from words alo ne. 12 This is not, then, an essay as such, but a bulb: a rhi zo me yet-to-
come. In this rhi zo me yet-to-come, the brin ging toge ther of dif fe rent sour ces of evi den ce
and expe ri en ce, inclu ding admi ni s t ra ti ve records, memo ries, popu lar cul tu re, and fami ly
albums, is not so much an ana ly sis as it is a con fi gu ra ti on of modes and media; it is a crea ti on
of ”ent an g le ments that mat ter” in order to reach a point ”whe re it is no lon ger of any import -
an ce whe ther one says I”. 13 The mea ning of ana ly sis here is one of ”tou ching, not mas te ring”,
of ”fol ding” mode and medi um onto one ano ther. 14 Ana ly sis in this sen se invol ves an enga ge -
ment with the sen ses, a reso nan ce bet we en them, and an open ness to one sen se trig ge ring
ano ther – it is ”a mimetic form of ana ly sis, of beco ming (an)other”. 15 This essay, as such, has
been writ ten through trig gers: an anec do te trig gers a thought that trig gers an ima ge that
trig gers an insight that trig gers an essay. In the pro cess and over the next period, the sto ry
chan ges from one of grief to one of joy: nomad thought, 16 wan de ring across your pages and
scre ens.

Gil les Deleu ze and Fél ix Guat ta ri’s
ope ning para graph in A Thou sand 
Pla te aus is a sta te ment of aut horship
and of true col la bo ra ti on: whi le each
recog ni s es the other’s con tri bu ti on to
the final text, the pro cess of thin king
and wri ting toge ther has made them
other, no lon ger them sel ves. In this
essay, I bor row the spi rit of this sta te -
ment of aut horship in two ways. The
first is in the col la bo ra ti on that I sta ge
bet we en past-me and pre sent-me in
wri ting the sto ry, a nar ra ti ve that I have
told many times, afresh. Like any good
col la bo ra ti on, we’ve had to work to-
ge ther to reach com pro mi ses in the
inte rest of tel ling that sto ry dif fer ent ly,
more hope ful than first expe ri en ced,
mining toge ther for insights that may
have ini tial ly got lost in the mael strom
of it all. The second sen se in which I
bor row Deleu ze and Guat ta ri’s sta te -
ment of aut horship is in the ways in
which text, ima ge, and sound come
toge ther in the re-tel ling of this sto ry
to crea te mea ning that neit her text nor
ima ge nor sound alo ne can make, and
whe re it is no lon ger of import an ce
from which of the se modes and media
mea ning emer ges, becau se it is in
their com bi ning that mea ning actual ly
resi des.

Gil les Deleu ze, Fél ix Guat ta ri: A Thou sand
Pla te aus, Min nea po lis: Uni ver si ty of Min ne -
so ta Press (1987), p. 3.

To wri te about pre gnan cy, labour, and child rea ring is also a chal len ge in dan cing with grand
nar ra ti ves and scripts of mid wi ves ver sus doc tors, vagi nal ver sus C-sec ti on births, breasts
ver sus bott les, crying it out ver sus co-slee ping, as if the se things were always natu ral or
ratio nal choices, or even choices at all. In this dan ce it is easy to mis s tep in search of cer tain -
ties. This chal len ging dan ce is ano ther sort of labour, its elf in need of trou b ling. I hope to 
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failu re-to-pro gress-a-lea ding-cau se-of-
unplan ned-c-sec ti ons/ (2024).
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its lining, and five dif fe rent types of
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their loca ti on. They can be sing le or
mul tip le, and their sizes tend to vary
from a few mil li me t res to 30cm or 
lar ger. Fib ro ids can cau se inc rea sed
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70% of whi te and 80% of black
women by age fif ty.

NICE: ”Fib ro ids”, in: NICE Natio nal Insti tu te
for Health and Care Excel len ce, 
https://cks.nice.org.uk/topics/fib ro ids/
(July 2022) (only availab le in the UK).
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exp lo res and expe ri ments with multi mo da li ty, refle xi vi ty, child hood, mother hood, labour, and
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to join others who exp lo re the ent an g le ments of the medi cal and the social, the bio gra phi cal
and the his to ri cal, of sci en ce and tech no lo gy, and of ima ge and text in order to reveal a 
bo dy mul tip le. 8 In line with this body of scho larship, I approach my theo reti cal task from a
practi ce per spec ti ve. 9 As much as is pos si b le, I look at the ways in which medi ci ne attu nes
to, inter acts with, and sha pes its objects in its various and varied practi ces, 10 or at least 
how the se practi ces are codi fied in medi cal and mid wi fe ry text books and sys te matic reviews,
and recor ded in medi cal records such as my own. My focus, howe ver, is not on the medi cal
practi ces them sel ves but on the ways in which the se attu ne ments, inter ac ti ons, and shap-
ings find their audi en ces: in this case, me, my fib ro ids, and my baby, the objects of medi ci ne’s
varied practi ces. In this essay, I take up Don na Hara way’s invi ta ti on to ”stay with the trou b -
le”, 11 making a for ay into this under-rese ar ched gyna e co lo gi cal con di ti on of ute ri ne fib ro ids
under the con di ti ons of pre gnan cy and labour.

”Trou b le is an inte res ting word. It deri -
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lines of inven ti ve connec ti on as a
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with each other in a thick pre sent.”

Don na Hara way: Staying with the Trou b le:
Making Kin in the Cht hulu ce ne, Dur ham,
North Caro li na: Duke Uni ver si ty Press
(2016), p. 1.

Hara way tra ces the noun ”trou b le” to
its 13th cen tu ry French root in the verb
”tru b ler”, mea ning to ”stir up”, ”to make
clou dy”, ”to dis turb” – all good
descrip ti ons for how I expe ri en ced
living with fib ro ids.
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and inter ac ti ons, wit hout doing away with the words them sel ves. In this sen se, the nar ra ti ve 
I hope to have pro du ced is a radi c le that shat ters a cer tain linear uni ty and know led ge deri -
ved from words alo ne. 12 This is not, then, an essay as such, but a bulb: a rhi zo me yet-to-
come. In this rhi zo me yet-to-come, the brin ging toge ther of dif fe rent sour ces of evi den ce
and expe ri en ce, inclu ding admi ni s t ra ti ve records, memo ries, popu lar cul tu re, and fami ly
albums, is not so much an ana ly sis as it is a con fi gu ra ti on of modes and media; it is a crea ti on
of ”ent an g le ments that mat ter” in order to reach a point ”whe re it is no lon ger of any import -
an ce whe ther one says I”. 13 The mea ning of ana ly sis here is one of ”tou ching, not mas te ring”,
of ”fol ding” mode and medi um onto one ano ther. 14 Ana ly sis in this sen se invol ves an enga ge -
ment with the sen ses, a reso nan ce bet we en them, and an open ness to one sen se trig ge ring
ano ther – it is ”a mimetic form of ana ly sis, of beco ming (an)other”. 15 This essay, as such, has
been writ ten through trig gers: an anec do te trig gers a thought that trig gers an ima ge that
trig gers an insight that trig gers an essay. In the pro cess and over the next period, the sto ry
chan ges from one of grief to one of joy: nomad thought,16 wan de ring across your pages and
scre ens.

Gil les Deleu ze and Fél ix Guat ta ri’s
ope ning para graph in A Thou sand 
Pla te aus is a sta te ment of aut horship
and of true col la bo ra ti on: whi le each
recog ni s es the other’s con tri bu ti on to
the final text, the pro cess of thin king
and wri ting toge ther has made them
other, no lon ger them sel ves. In this
essay, I bor row the spi rit of this sta te -
ment of aut horship in two ways. The
first is in the col la bo ra ti on that I sta ge
bet we en past-me and pre sent-me in
wri ting the sto ry, a nar ra ti ve that I have
told many times, afresh. Like any good
col la bo ra ti on, we’ve had to work to-
ge ther to reach com pro mi ses in the
inte rest of tel ling that sto ry dif fer ent ly,
more hope ful than first expe ri en ced,
mining toge ther for insights that may
have ini tial ly got lost in the mael strom
of it all. The second sen se in which I
bor row Deleu ze and Guat ta ri’s sta te -
ment of aut horship is in the ways in
which text, ima ge, and sound come
toge ther in the re-tel ling of this sto ry
to crea te mea ning that neit her text nor
ima ge nor sound alo ne can make, and
whe re it is no lon ger of import an ce
from which of the se modes and media
mea ning emer ges, becau se it is in
their com bi ning that mea ning actual ly
resi des.

Gil les Deleu ze, Fél ix Guat ta ri: A Thou sand
Pla te aus, Min nea po lis: Uni ver si ty of Min ne -
so ta Press (1987), p. 3.

To wri te about pre gnan cy, labour, and child rea ring is also a chal len ge in dan cing with grand
nar ra ti ves and scripts of mid wi ves ver sus doc tors, vagi nal ver sus C-sec ti on births, breasts
ver sus bott les, crying it out ver sus co-slee ping, as if the se things were always natu ral or
ratio nal choices, or even choices at all. In this dan ce it is easy to mis s tep in search of cer tain -
ties. This chal len ging dan ce is ano ther sort of labour, its elf in need of trou b ling. I hope to 
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avo id the lure of cer tain ty by map ping the ”mes sy actua li ties of prac ti ce”; 17 in this sen se, this
essay does not hold a reso lu ti on, for rhi zo mes never do. Ins tead, under fecund con di ti ons,
they mul ti p ly. To this end, and to keep me to the task of mul ti p li ci ty, I have over the last ten
years kept com pa ny with the likes of Ruth Behar, And r ew Irving and Micha el Jack son in
anthro po lo gy, and Jen nie Ashworth, Hila ry Man tel, Mag gie O’Far rell, Mari na Ben ja min, and
many, many other memoi rists, essay ists, and wri ters who, like the best sort of socio lo gists,
tur ned their pri va te trou b les into pub lic issu es, 18 bea ring dif fe rent bodies of work to their
pub lics.

”[...] woun ded is a tri cky thing for any
woman to admit to being. Not least
becau se any time a woman utters a
sen ten ce about her own expe ri en ce,
she beco mes a kind of ter r o rist and
the re’s an army out the re wai ting to
stri ke her down. Some days it feels like
wri ting tru th ful ly about her own life is
the most sub ver si ve thing a woman
can do [...].”

Jenn Ashworth: Notes Made Whi le Fal ling,
Lon don: Golds miths Press (2018), p. 104.

”[...] when bio lo gi cal des ti ny veers
from the norm, the re are parts of the
psy che that take time to catch up. 
You under stand what has hap pe n ed,
the medi cal disas ter; you rea son about
it. But the re are lay ers of rea li sa ti on,
and a fee ling of loss takes time to sink
through tho se lay ers. The body is not
logi cal; it knows its own mad
pathways.”

Hila ry Man tel: Giving up the Ghost: A
Memoir, Lon don: Fourth Esta te (2010), 
p. 230.

”When I was hea vi ly pre gn ant I met an
off-duty con sul tant obs te tri ci an at a
par ty: ’The thing about child birth’, he
slur red to me, in a con fi den tial tone,
ges tu ring with his wine glass towards
my sto mach, ’is that it’s eit her all fine
or it com p le te ly fucks up. The res no-
t hing in bet we en’. Not the most com -
for ting pro noun ce ment but perhaps
one of the most honest.”

Mag gie O’Far rell: I am, I am, I am: Seven-
te en Brus hes with Death, Lon don: Head li ne
Pub lis hing (2018), p. 79.

”We do what we have to do to sur vi ve;
as a spe cies, we are inven ti ve in the
face of adver si ty. Robert Frost said,
’The best way out is always through’,
and I belie ve this to be true but, at the
same time, if you can’t go through, you
can always go around.”

Mag gie O’Far rell: I am, I am, I am: Seven-
te en Brus hes with Death, Lon don: Head li ne
Pub lis hing (2018), p. 233.

”No one objects to auto bio gra phy, as
such, as a gen re in its own right. What
bothers critics is the inser ti on of per -
so nal sto ries into what we have been
taught to think of as the ana ly sis of
imper so nal social facts. Throug hout
most of the twen tieth cen tu ry, in scho -
lar ly fields ran ging from litera ry criti -
cism to anthro po lo gy to law, the reig -
ning para digms have tra di tio nal ly cal -
led for dis tan ce, objec ti vi ty, and
abstrac ti on. The worst sin was to be
’too per so nal’. But if you’re an Afri can-
Ame ri can legal scho lar wri ting about
the histo ry of con tract law and you
dis co ver, as Patri cia Wil liams reco unts
in The Alche my of Race and Rights,
the deed of sale of your own great-
great-grand mo ther to a whi te lawy er,
that bit ter know led ge cer tain ly gives
’the facts’ ano ther twist of urgen cy
and poi gnan cy. It under cuts the noti on
of con tract as an abstract, imper so nal
legal docu ment, chal len ging us to
think about the uni ver sa li ty of the law
and the pur suit of justi ce for all.”

Ruth Behar: The Vul ne ra b le Obser ver, 
Bos ton: Bea con Press (1996), pp. 12–13.

INCONGRUENT GESTURES  Benign Objects
I was due to give birth in hospi tal becau se of the very-late-in-my-pre gnan cy dis co ve ry of
the se benign objects on my womb. A few weeks befo re the fib ro ids made them sel ves known,
I had been to see the mid wi fe for one of tho se regu lar check-ups. I had asked her about the -
se per fect ly for med, hard round nes ses that see med to have made an unex pec ted appearan -
ce, almost over night, on the left side of my body and just below my bel ly but ton. Could it be
the baby’s head? I asked. My mid wi fe felt around my bump with her hand as a per ple xed look
for med across her face. No, that can’t be, she said. The baby’s head is most defini te ly in your
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cer vix, whe re it should be, she assu red me. What about this other roun ded hard ness just
below my bel ly but ton? A foot, perhaps? Neit her of us can deter mi ne what this stran ge
object is. I was soon to learn, in a rather blasé way, what tho se inde ter mi na te objects were. 
I still remem ber the name of the con sul tant who car ried out the ultra sound. It was the second
ultra sound I’d had in two weeks, promp ted by the sud den onset of a pain in my side. The 
pre vious one had been my sche du led 32-week scan that focu sed on the baby alo ne; despi te
the size of the fib ro ids, they remai ned, at this sta ge, unde tec ted, as if woman, foe tus, and 
fi b ro ids did not resi de in the same body. It was with some iro ny that I later rea li sed that this
sepa ra ti on was also ref lec ted in the hospi tal’s flo or plan: ultra sounds for foe tu ses car ried out
on the left hand side of the cor ri dor, scans of mothers’ trou b ling and trou b led bodies car ried
out on the right, pre gnan cy an incon ve ni ent ent an g le ment of bodies and objects that tech no -
lo gy and archi tec tu re would sepa ra te.

Pho to graph by Sevas ti-Melis sa Nolas (2013).

An ultra sound ima ge of Sevas ti-Melis sa’s fib ro id. Repro du -
ced from a copy of the aut hor’s medi cal record.

”Fib ro ids!”, the con sul tant announ ced, after what felt like an inor di na te ly long silen ce, punc -
tua ted only by the visuals of the ultra sound scre en which I could see but not deci pher, the
baby no lon ger in focus. He duti ful ly mea su red them in centi me t res: one was 8cm and the
other 5cm which later,19 post-pre gnan cy, would shrink to 6cm and 2.5cm respec ti ve ly. He
told me that I would need to make an appo int ment with my mid wi fe becau se, loo king at my
cli ni cal notes, a home birth would no lon ger be pos si b le. Fib ro ids inc rea se the risk of post -
par tum blee ding. I would need to give birth in hospi tal and under medi cal super vi si on. I went
home to goog le ”what are fib ro ids?”.

INCONGRUENT GESTURES  Primary
Postpartum Bleeding
Pri ma ry post par tum blee ding is blood
loss through the geni tal tract (ute rus,
cer vix, vagi na) fol lo wing deli ve ry. It can
hap pen any time from the baby’s birth
and up to 24 hours fol lo wing. Any t hing
up to half to a lit re of blood loss from 
a healt hy woman living in a high-inco -
me coun try is con s i de red minor/mild –
as one mid wi fe ry text book notes, half
a lit re of blood is the equi va lent of a
rou ti ne blood dona ti on, usual ly incon -
se qu en tial. Loss of over a lit re of blood
is con s i de red major blood loss, and
obs te tric hae morr ha ge is the second

lea ding cau se of direct mater nal death
in the UK and Ire land.

Ceci ly Beg ley: ”Phy sio lo gy and Care during
the Third Sta ge of Labour”, in: Jay ne Mars -
hall, Mau re en Ray nor: The Myles Text book
for Mid wi ves (Six te enth Edi ti on), Edin -
burgh, Lon don: Else vier (2014), p. 406; Ele -
ni Mavri des, Shubha All ard, Edwin Chan -
dra ha ran, Peter Col lins, Lau ra Gre en,
Bever ly J. Hunt, Solon Riris, And r ew J.
Thom son on behalf of the Royal Col le ge of
Obs te tri ci ans and Gyna e co lo gists: ”Pre -
ven ti on and Mana ge ment of Post par tum
Hae morr ha ge”, in: BJOG 124 (2016), pp.
e106–e149.
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they mul ti p ly. To this end, and to keep me to the task of mul ti p li ci ty, I have over the last ten
years kept com pa ny with the likes of Ruth Behar, And r ew Irving and Micha el Jack son in
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many, many other memoi rists, essay ists, and wri ters who, like the best sort of socio lo gists,
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from the norm, the re are parts of the
psy che that take time to catch up. 
You under stand what has hap pe n ed,
the medi cal disas ter; you rea son about
it. But the re are lay ers of rea li sa ti on,
and a fee ling of loss takes time to sink
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logi cal; it knows its own mad
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Hila ry Man tel: Giving up the Ghost: A
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”When I was hea vi ly pre gn ant I met an
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par ty: ’The thing about child birth’, he
slur red to me, in a con fi den tial tone,
ges tu ring with his wine glass towards
my sto mach, ’is that it’s eit her all fine
or it com p le te ly fucks up. The res no-
t hing in bet we en’. Not the most com -
for ting pro noun ce ment but perhaps
one of the most honest.”

Mag gie O’Far rell: I am, I am, I am: Seven-
te en Brus hes with Death, Lon don: Head li ne
Pub lis hing (2018), p. 79.

”We do what we have to do to sur vi ve;
as a spe cies, we are inven ti ve in the
face of adver si ty. Robert Frost said,
’The best way out is always through’,
and I belie ve this to be true but, at the
same time, if you can’t go through, you
can always go around.”

Mag gie O’Far rell: I am, I am, I am: Seven-
te en Brus hes with Death, Lon don: Head li ne
Pub lis hing (2018), p. 233.

”No one objects to auto bio gra phy, as
such, as a gen re in its own right. What
bothers critics is the inser ti on of per -
so nal sto ries into what we have been
taught to think of as the ana ly sis of
imper so nal social facts. Throug hout
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INCONGRUENT GESTURES  Benign Objects
I was due to give birth in hospi tal becau se of the very-late-in-my-pre gnan cy dis co ve ry of
the se benign objects on my womb. A few weeks befo re the fib ro ids made them sel ves known,
I had been to see the mid wi fe for one of tho se regu lar check-ups. I had asked her about the -
se per fect ly for med, hard round nes ses that see med to have made an unex pec ted appearan -
ce, almost over night, on the left side of my body and just below my bel ly but ton. Could it be
the baby’s head? I asked. My mid wi fe felt around my bump with her hand as a per ple xed look
for med across her face. No, that can’t be, she said. The baby’s head is most defini te ly in your
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cer vix, whe re it should be, she assu red me. What about this other roun ded hard ness just
below my bel ly but ton? A foot, perhaps? Neit her of us can deter mi ne what this stran ge
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on the left hand side of the cor ri dor, scans of mothers’ trou b ling and trou b led bodies car ried
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lo gy and archi tec tu re would sepa ra te.

Pho to graph by Sevas ti-Melis sa Nolas (2013).

An ultra sound ima ge of Sevas ti-Melis sa’s fib ro id. Repro du -
ced from a copy of the aut hor’s medi cal record.
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INCONGRUENT GESTURES  Primary
Postpartum Bleeding
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loss through the geni tal tract (ute rus,
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lea ding cau se of direct mater nal death
in the UK and Ire land.

Ceci ly Beg ley: ”Phy sio lo gy and Care during
the Third Sta ge of Labour”, in: Jay ne Mars -
hall, Mau re en Ray nor: The Myles Text book
for Mid wi ves (Six te enth Edi ti on), Edin -
burgh, Lon don: Else vier (2014), p. 406; Ele -
ni Mavri des, Shubha All ard, Edwin Chan -
dra ha ran, Peter Col lins, Lau ra Gre en,
Bever ly J. Hunt, Solon Riris, And r ew J.
Thom son on behalf of the Royal Col le ge of
Obs te tri ci ans and Gyna e co lo gists: ”Pre -
ven ti on and Mana ge ment of Post par tum
Hae morr ha ge”, in: BJOG 124 (2016), pp.
e106–e149.
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Giving birth in hospi tal was always how I had ima gi ned it hap pe ning: I was born in a hospi tal,
and I was going to give birth in a hospi tal. But in that first check-in appo int ment on a mild
Sep tem ber day, I was sedu ced by the idea of a home birth, a ’nor mal birth’. ”The re’s not hing
qui te as love ly as jum ping into your own sho w er and clim bing into your own bed after giving
birth!”, my mid wi fe, with a healt hy irre ve r en ce for child ren, infor med me. And so, much
against my own ins tincts, I star ted to lose mys elf in a cosy fan ta sy of home-birt hing for the
next six months, and began to wri te my birth plan accor din g ly. 
The fib ro id scan set in moti on a series of mee tings inclu ding a visit to the con sul tant obs te tri -
ci an at the hospi tal, about which I emai led my mid wi fe:

”I saw the con sul tant obs te tri ci an  this
after noon. I’m atta ching a pic tu re of
the notes that are in my file. [I did this
becau se, in an unfort u na te rein for ce -
ment of ste reo ty pes, the notes were
ille gi b le, and I had half hoped that my
mid wi fe would be able to deci pher
them]. ”He con fir med the fib ro id. He
did not appear to be too trou b led by it,
he said the baby’s head is all the way
in the pel vis now”, [”trou b led” my ori gi -
nal phra sing; ”the pel vis”, not ”my pel -
vis” – it occurs to me now that I was
expe ri en cing my body as somehow
other, ali en, objec ti fied], ”and he see -
med to be of the view that the fib ro id
would not inter fe re with nor mal birth.
Nevert he less, his ini tial recom men da -
ti on was to have the baby on the
labour ward, alt hough he agreed that I
could start my labour in the birt hing
cent re pro vi ding it is pos si b le to have
a ’ven f lon’”, [I wri te in the email like I
know what I’m tal king about, at the
same time as the inver ted com mas
indi ca te that this was not my lan gua -
ge], ”ins er ted in my hand in the BC
(birt hing cent re), just in case. He also
said that the re was no medi cal rea son
not to use the birt hing pool or TENS
machi ne for pain relief during labour.”

Email (20 March 2013).

I remem ber the mee ting with him well. Han ging on to the script of ’nor mal birth’ that I had not
mys elf been sure about months befo re, I had to push for him to agree to me star ting labour in
the Birt hing Cent re. The Royal Col le ge of Mid wi fe ry (RCM) descri bes the term ’nor mal birth’
as ”the most com mon ly used term to descri be an uncom p li ca ted, straight for ward phy sio lo gi -
cal labour and birth during the 1990s in the UK”. THE RCM ack now led ges that ’nor mal birth’
is a term that peop le who give birth often find pro b le matic and is curr ent ly run ning a rese arch
pro ject to build con sen sus on bet ter and more accepta b le lan gua ge.20 For the RCM, the term
’nor mal birth’ is ”important to many mid wi ves who see it as cen tral to the role of the mid wi fe,
the bed rock of what we do and who we are”. I am figh ting the mid wi fe’s fight. I have lost sight
of mys elf – if ever I had eyes on her to begin with. The only thing I seem to be able to hang on
to is my birth plan, a last ves ti ge of cer tain ty. ”This is cle ar ly a chan ge to my ori gi nal birth
plan”, I wri te in my email to the mid wi fe, the anger and con fu si on still pal pab le to me in the
text all the se years later. I recall it taking me ages to wri te that email, in the way it still does
when I wri te a com p laint or make a case. I want to be une qui vo cal. My email is busi ness-like;
it builds a case using well-struc tu red para graphs, each one con tai ning a sepa ra te thought.
Bul let points for the issu es I want addres sed. This sur pri ses me when I go back over my files.
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But the email is also a jour ney in search of mea ning: in the midst of it all is a plea that echoes
back at me across time. I want to be spo ken to and recog ni s ed as a per son. A human being.
Not (yet) a body with(out) organs to be shutt led bet we en ultra sound machi nes, labour wards,
and birt hing cen t res. I wri te:

”I would like to get a bet ter idea of
what the imp li ca ti ons of ’inc rea sed
risk of post-par tum blee ding’ means
for me as a per son and what I can rea -
son ab ly expect to expe ri en ce in terms
of inter ven ti ons/care straight after
birth and the weeks that fol low. I get
the mecha nics of ute rus con trac ting
(or not) and how this rela tes to blee -
ding”, [I am not sure why I’ve writ ten
this becau se I haven’t got a clue. I
think what I mean is that it has been
impar ted to me that, from a phy sio lo gi -
cal per spec ti ve, fib ro ids can make you
bleed hea vi ly], ”but I still don’t get a
sen se of what this means for me and
the sort of inter ven ti on/care that
comes with it.”

Email (20 March 2013).

Of cour se, tel ling someo ne what they might rea son ab ly expect to expe ri en ce is in the same
sort of gen re as the so-cal led birth plan. ”The pro b lem of pati ent choice” is how Anne ma rie
Mol puts it in her stu dy of dia be tes,21 and the birth plan docu ment pro vi ded to expec tant
mothers is writ ten in the same gen re of choice. The illu si on that we have a choice is an illu si -
on that blurs and obs cu res our practi ces of care. What will hap pen to me, and how will you
care for me, is what I am real ly asking. Or may be bet ter still: plea se care for me, I am sca red.

Pho to graph by Sevas ti-Melis sa Nolas (2012). A snapshot of my birth plan.
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INCONGRUENT GESTURES  Incongruent
Gestures
Clear com mu ni ca ti on is pri zed in cli ni cal text books and good prac ti ce gui de li nes. For examp -
le, mid wi fe ry trai ning empha si s es ”the need for mid wi ves to be emo tio nal ly awa re and deve -
lop good com mu ni ca ti on and inter per so nal rela ti onships with women, their part ners and 
col lea gu es in the inter di s ci p li na ry team” and stu dent mid wi ves are asses sed on their inter -
per so nal and com mu ni ca ti on skills.22 In the con text of pri ma ry post par tum blee ding, Gui de-
li ne 52 of the Royal Col le ge of Obs te tri ci ans and Gyna e co lo gists, 23 issued in Decem ber
2016, lists ”com mu ni ca ti on with the woman” as the second most important aspect of the
mana ge ment of pri ma ry post par tum blee ding after iden ti fying the seve ri ty of the hae morr ha -
ge: ”Com mu ni ca ti on with the pati ent and her birt hing part ner is important, and clear infor-
ma ti on of what is hap pe ning should be given from the out set”.24 Befo re com mu ni ca ti on it is 
a case of mini mi sing the risks.

Still from video by Sevas ti-Melis sa Nolas (2019). 
VIDEO cache.ch/1737

Re-visi ting that hand ges tu re that was used to illu s t ra te
post par tum blee ding to me; per for med in my living room six
years later, sit ting whe re my mid wi fe sat six years ear lier,
video recor ded by my five-year old at the time of cap tu re.

Yet despi te the empha sis on clear com mu ni ca ti on in the cli ni cal con text, rese arch on Nati on-
al Health Ser vice (NHS) com p laints sug gests that many of tho se com p laints are trig ge red 
by safe ty inci dents and poor expe ri en ces, 25 inclu ding issu es around lis te ning and poor com -
mu ni ca ti on. 26 ”Bad health out co mes”, as medi cal anthro po lo gist Char les Briggs puts it, 
”pro vi de see min g ly indis pu ta b le evi den ce of fai led health/com mu ni ca ti ve sub jects”. 27 Arnold
and Black make the case that care and com mu ni ca ti on are very much ent an g led: com mu ni -
ca ti on con sti tu tes and sha pes care giving and care recei ving practi ce. The same aut hors also
point out that lan gua ge goes beyond the ver bal and the logo-cen tric; they make a spe ci fic
refe ren ce to ges tu res, and note that lan gua ge as a form of care con sti tu tes an inter sub jec ti ve
endea vour. 28 On the back of my email, my mid wi fe makes an unsche du led home visit ear ly
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one mor ning to try to exp lain what’s going on. She feels she owes me that. This hasn’t been
hand led well, she tells me. I am wea ring a black wrap-around GAP materni ty dress with
black tights, the dress a hand-me-down from my best fri end. I am due down in Brigh ton later
to pre sent at a con fe ren ce, a last pro fes sio nal com mit ment befo re going on materni ty lea ve.
My mid wi fe sits on one sofa. I sit on the other. She starts to exp lain. She talks about post par -
tum blee ding. That’s what fib ro ids do. This is why I can’t have a home birth. Her words are
accom pa nied by what is sup po sed to be an illu s t ra ti ve hand ges tu re, but her words and ges -
tu res lie beyond the boun da ries of my com pre hen si on. The ges tu re makes it wor se. I can not
even see com pre hen si on as a sil houet te on the hori zon. The word incon gru ent deri ves from
the Latin incon gru ens, which means not mee ting toge ther. The mid wi fe and I were in the
same room, sat oppo si te each other, bodies upright and still, eyes mee ting in a pic tu re-per -
fect rep re sen ta ti on of text book ’good com mu ni ca ti on’. But we were not mee ting toge ther. We
go around the fib ro id hou ses several times, cir c ling around and get ting nowhe re. My mid wi -
fe’s words, their mea ning, feel hard and impe ne tra b le, like the benign objects stuck to the
out si de of my womb. I feel angry, upset, and fru s t ra ted. My mid wi fe is real ly trying to make
mea ning with her words and her hands, I can see that much. But I still don’t under stand. I feel
like this risk she keeps refer ring to has no body. It is a ghost, dif fi cult to grasp. I try. ”What 
are you actual ly saying?” I ven tu re. And then I take a risk, I reach out to touch the ghost. ”Are
you saying I might bleed to death? Is that what you mean?”

INCONGRUENT GESTURES  Configuring
Conversations
”The body is not an auto ma ton ope ra -
ted by the per son but the embo died
per son her self. We are our bodies;
con s cious ness is not sepa ra ted from
the body.”

Havi Carel: Ill ness: The Cry of the Flesh,
Lon don: Rout led ge (2019), p. 13.

Many a time, when words come tum b -
ling out of my mouth see min g ly wit -
hout voli ti on, I am still sur pri sed by
that I who has risen to the sur face,
who has ven tu red to risk. What embo -
di ment, what con s cious ness, was she
dra wing on?

Com p laints are ”com plex nar ra ti ves”, 29 and labour sto ries, like many other sto ries of life and
death, get pas sed down the gene ra ti ons. 30 My mother’s labour sto ry was cha rac te ristic of
the non cha lan ce and unflappa bi li ty that I so admi re about her: ”waters bro ke in the mor ning,
you arri ved mid-after noon, who le thing nine hours, had to call the fri ends with whom we
were having lunch to ask for a rain check. As it hap pens, we never saw them again”. But this
is not the sto ry that I grasp for on this occa si on. Ins tead, my mind wan ders down the years 
to ano ther labour sto ry that has been pas sed down to me by a son, my father, as a sto ry of
how he got his name. It is not the sto ry of his birth but that of his bro ther, who was born in the
north of Gree ce in the ear ly 1940s. Whi le the details have been lost to time, the labour, so 
the sto ry goes, was so long, so pain ful, and so pre ca rious that, at one point, it loo ked like the
mother-and-baby-to-be, my not-yet-grand mo ther and not-yet-unc le, would be lost to fami ly
histo ry. On that late October night, my grand mo ther did what she had always done when life
thr ew her cur ve balls: she appea led to the nea rest Saint, dis rup ting long-estab lis hed name-
giving tra di ti ons and practi ces of making fami ly in the pro cess. In Gree ce, tra di ti on has it that
the first born daugh ter/son is named after the pater nal grand mo ther/grandfa ther, the
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INCONGRUENT GESTURES  Configuring
Conversations
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giving tra di ti ons and practi ces of making fami ly in the pro cess. In Gree ce, tra di ti on has it that
the first born daugh ter/son is named after the pater nal grand mo ther/grandfa ther, the
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second-born daugh ter/son is named after the mater nal grand mo ther/grandfa ther and so on,
cris scros sing the gene ra ti ons. Making good on her pled ge, my grand mo ther gave her first -
born son, my unc le, the name of the Saint she had appea led to, with her second son, my
father, who arri ved five years later, taking the name of his pater nal grandfa ther.

”Spin ning, wea ving, bin ding, threa d-
ing, brai ding, and knot ting are not only
some of humani ty’s oldest tech ni qu es;
they are amongst its oldest meta phors.
In socie ties throug hout the world,
human rela ti onships – inclu ding rela ti -
onships with gods and sprits, with
mate rial pos ses si ons, and with
abstract ideas such as histo ry, socie ty,
fate, and des ti ny – are con cei ved of as
bonds, ties, or strings, whi le wider
fields of rela ti onship are com pa red to
net works, webs, and skeins, or the
warp and woof of woven cloth.”

Micha el Jack son: Life Wit hin Limits: Well-
being in a World of Want, North Caro li ne:
Duke Uni ver si ty Press (2011), p. 158.

Pho to graph by V. Koutza ve lis of Ioann i na, Gree ce (ca. 1937).

My grand mo ther as a young woman in her enga ge ment
pho to graph. Pho to graph from the Sevas ti-Melis sa Nolas
fami ly pho to gra phic archi ve. 

Post labour, my mind has raced back to this sce ne – one that I have only ever expe ri en ced
vica rious ly through hand-me-down sto ries and my own ima gi na ti on – to con tem pla te an-
o ther woman’s pain and ter ror and her res pon se to this, a woman who se name I also bear.
Yet, despi te my grand mo ther’s many con cer ted efforts, over the years, to ins til reli gious belief
in her grand child ren – and grand daugh ters espe cial ly – even as a child I cho se to dwell in
secu la rism and popu lar cul tu re. So, as the mid wi fe moves her hands in mys te rious ways in
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my Lon don living room, I appeal to my own church of popu lar cul tu re: The Simp sons. All I can
think about is Mr. Burns from The Simp sons. An incon gru ent and somewhat dis tur bing ima -
ge, and I wish my love ly mid wi fe would stop making that hand ges tu re.

Cre dit: Eve rett Col lec ti on Inc / Ala my Stock Pho to.

Mr. Burns, a cha rac ter from the Simp sons.

Coming of age in the 1990s, The Simp sons was a lar ge part of my media land s ca pe, even if I
did not watch the show with the same fer vour as the Japa ne se man ga car toon Can dy Can dy,
or later 90210 and Twin Peaks. The Simp sons was always on, always the re, pro vi ding a
pitch-per fect paro dy of fami ly life, schoo ling, nuc lear ener gy, reli gi on, femin in i ties/mas cu lini -
ties, inter ge ne ra tio nal rela ti onships, and popu lar cul tu re its elf. As Jonat han Gray points out,
paro dy ”has a great power and poten tial to wri te back to and even wri te over other texts and
gen res”,31 a fer ti li ser for rhi zo mes and other living mat ter, we might say. The show’s main
paro dy cha rac ter in parti cu lar – Bart man, Bart Simp son’s super he ro alter-ego – crea ted what
Mor tiz Fink has cal led a ”remix cul tu re”: 32 ”popu lar cul tu re’s practi ces of semiotic rewor king
and remi xing” by fans off-scre en. Mr. Burns is Spring field’s neme sis, a sym bol of power and
impen ding harm, a nuc lear plant mana ger ”uncon cer ned for [his emp loyees] safe ty and well-
being”,33 and cle ar ly at least one woman’s idio syn c ratic figu ra ti on of the risks of post par tum
blee ding. At the same time, Mr. Burns’ hand ges tu re is an embo died memo ry for me, a ges tu -
re that my fri ends and I would bring out in tho se limi nal spaces bet we en clas ses, during
breaks, and in our own time, as we hat ched plots that no adult in aut ho ri ty could endor se. We
did the Bart man on Mr Burns. And so, as a child of the MTV gene ra ti on, in the face of a pain -
ful memo ry, I find mys elf once again doing the Bart man.
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INCONGRUENT GESTURES  Re-claiming
the Benign
In this final sec ti on, I take up the oppor tuni ties offe red by paro dy and the remix cul tu re to
rec laim and recast the benign. Accor ding to the Oxford Eng lish Dic tiona ry, the term benign is
deri ved from the Latin benig nus, pro bab ly mea ning well (bene) born (genus). Benign in medi -
cal terms, and in gyna e co lo gy spe ci fi cal ly, is used to deno te a non-can ce rous growth. My
own and other women’s expe ri en ces of living with fib ro ids, as docu men ted in scant qua li ta ti -
ve rese arch lite ra tu re on the topic, 34 sug gests that benign is far from the case.

”I remem ber having sort of hea vy
periods but they might have been
more clot ty periods ear ly on and them
being dif fi cult to mana ge and not very
nice but cer tain ly this poten tial for
floo ding is sca ry. It’s sca ry. And I’ve
been caught out. I’ve been in a situa ti -
on whe re I dro ve to the Traf ford Cent re
shop ping with my daugh ter and I had
tam pons and pads on and I step ped
out of the car and the re was this
woosh and fort u na te ly my daugh ter’s 
a doc tor so she’s qui te com for ta b le,
she wouldn’t have been embar ras sed
or any t hing by that. But I was ter ri b ly
embar ras sed. I couldn’t move, I
couldn’t walk for ward or back ward
and of cour se I had to send her into
Marks & Spen cer to get me some 
clot hing, all of that. So it could be as
bad as that stan ding up from sit ting
down somewhe re at work and then
rea li sing your skirts or your trou sers
and got to deal with that kind of thing.
Being kind of anxious about that pos -
si bi li ty. Yeah, so yeah it can impin ge 
on what you do. I tried not to let it
impin ge on things. I said I liked wal king
I try not to let it impin ge on things like
that but I’d be tal king about stacks of
sup p lies going round here the re and
eve r ywhe re with me that kind of thing.
So, yeah, I think you perhaps know
that other peop le strugg le like that but
you almost don’t say any t hing, sort of
feel I’ve got to mana ge it, I’ve got to
cope with it. I can’t say I’m going home
now, I’m having a ter ri b le day of it.
You’ve got to just keep going.”

Inter view with Char lot te by Health tal kon li ne
(Decem ber 2008).

TalkHealth, an archi ve of pati ents’ sto -
ries, hosts a sing le sto ry of living with
ute ri ne fib ro ids. Char lot te, a 54-year-
old Afri can Carib be an woman, talks
about her hea vy periods and floo -
ding. 35 She is diag no sed with fib ro ids
and talks on came ra about the dif fe -
rent ways that she tri es to mana ge her
con di ti on wit hout ini tial ly going down
the hys te rec to my rou te. At the time 
of fil ming, howe ver, she plans to go to
her GP to ask for a hys te rec to my.
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I spend many months after the birth of my son living in chro nic pain. I am unsuc cess ful in
con vin cing my gene ral prac ti tio ner (GP) to take my sciati ca and chro nic lower back pain
serious ly, in what has beco me an all too fami liar sto ry of what hap pens when women in pain
enco un ter the medi cal pro fes si on. I am fob bed off with pain kil lers and the instruc ti on to 
”do some stret ches”. My periods have also beco me ridi cu lous. In the end, it is a woman GP
who makes the refer ral to a gyna e co lo gist: a GP who hap pe n ed to be availab le on the day
and time I could make an appo int ment, who hap pe n ed to be pre gn ant, and who also hap pe n -
ed to be expe ri en cing fib ro ids her self. It would take ano ther GP refer ral, six months after the
first one, to con vin ce the sono gra pher and the duty gyna e co lo gist (both women) at the same
hospi tal I labou red in of the need for a lapa ro s co py to have the fib ro ids remo ved.
I review my own cor res pon den ce with fri ends and fami ly in the period post-sur ge ry and find
that the fib ro id’s mate ria li ty has beco me an object of curio si ty for both mys elf and for others.
I am trying to ima gi ne the embo di ment of this invi si b le thing, to ima gi ne what space it occu p -
ies in an alrea dy crow ded body, how much it weighs. This mate ria li ty is important, car rying
mea ning and fee ling. It is a mate ria li ty that, in medi cal jar gon, is redu ced to the benign
through ana lo gy to healt hy and ✹na tu ral’ objects, such as fruits and vege ta b les as well as the
size of a foe tus mea su red against weeks of gesta ti on. Fruits and vege ta b les are used in cli ni -
cal set tings as descrip tors of fib ro id size: mine were appro xi ma ted to me by the doc tor who
did the ori gi nal scan pre-labour as the ”size of an oran ge” and ”the size of an egg”. The se are
small to medi um sized fib ro ids. Foot balls, grape fruits, and water me lons are someti mes also
con ju red up in con ver sa ti ons. As Mari na Ben ja min wri tes in her memoir of hys te rec to my and
the meno pau se:

”As it was, meno pau se arri ved with no
pream b le, being han ded to me by 
apo lo getic sur ge ons like the boo by
pri ze in the hospi tal raf f le. The sur ge -
ons had exci sed my ute rus, which with
its hea vy load of fib ro ids weig hed
rough ly the same as a bag of tan ge ri -
nes, and my ova ries had gone with it in
a two-for-one deal. Approa ching 49, I
found mys elf bar ren and in shock.
Wha te ver digni ty (if so might be ter -
med the stuf fing up of my fear) that I
had momen ta ri ly mus te red to sign the
medi cal wai ver lay in tat ters around
the hospi tal bed.”

Mari na Ben ja min: The Midd le pau se: On
Tur ning Fif ty, Mel bour ne: Scri be Pub li ca ti -
ons (2016), p. 18. Empha sis added.

So, what might it mean to do the Bart man with the se trou b le so me objects and to rec laim the
benign?
Life wri ting in the form of memoir is a well-estab lis hed femi nist practi ce which recog ni s es
the per so nal as politi cal. ”Memoir”, Ali son Light wri tes, ”wea ves its way bet we en what is
often cal led the pri va te and the pub lic”; it pro vi des a ”histo ry from the insi de”.36 The ’insi de’ 
I am con cer ned with is the pri va te, in Light’s terms, figu red as that is in the affec ti ve and the
eve r y day, but also more lite ral ly my ’ins i des’ – that is, the areas of my body that, in this case,
can only ordi na ri ly be acces sed through the ima gi na ti on or with the help of medi cal ima ging
tech no lo gies; and I can not do it with words alo ne.
Mar ga te-based artist Hay ley Whi te makes lar ge-sca le char coal dra wings re-ima gi ning the
MRI scans of her twin fib ro id: ”The cir c le is the cell, the earth, moon, and sun. It’s Gaia. The
begin ning and the end and eve r y t hing we are and are not. Gra nu lar and galactic [...]” she wri -
tes about this dra wing in the com ment field under it on her Ins ta gram.37 Her fib ro id series, 38

Map: Fin ding Fib ro ids (2020), 39 an artist’s book made to be the same size as the lar gest 

SUBJECTIVITIES/ INCONGRUENT GESTURES

IV/13



–

INCONGRUENT GESTURES  Re-claiming
the Benign
In this final sec ti on, I take up the oppor tuni ties offe red by paro dy and the remix cul tu re to
rec laim and recast the benign. Accor ding to the Oxford Eng lish Dic tiona ry, the term benign is
deri ved from the Latin benig nus, pro bab ly mea ning well (bene) born (genus). Benign in medi -
cal terms, and in gyna e co lo gy spe ci fi cal ly, is used to deno te a non-can ce rous growth. My
own and other women’s expe ri en ces of living with fib ro ids, as docu men ted in scant qua li ta ti -
ve rese arch lite ra tu re on the topic,34 sug gests that benign is far from the case.

”I remem ber having sort of hea vy
periods but they might have been
more clot ty periods ear ly on and them
being dif fi cult to mana ge and not very
nice but cer tain ly this poten tial for
floo ding is sca ry. It’s sca ry. And I’ve
been caught out. I’ve been in a situa ti -
on whe re I dro ve to the Traf ford Cent re
shop ping with my daugh ter and I had
tam pons and pads on and I step ped
out of the car and the re was this
woosh and fort u na te ly my daugh ter’s 
a doc tor so she’s qui te com for ta b le,
she wouldn’t have been embar ras sed
or any t hing by that. But I was ter ri b ly
embar ras sed. I couldn’t move, I
couldn’t walk for ward or back ward
and of cour se I had to send her into
Marks & Spen cer to get me some 
clot hing, all of that. So it could be as
bad as that stan ding up from sit ting
down somewhe re at work and then
rea li sing your skirts or your trou sers
and got to deal with that kind of thing.
Being kind of anxious about that pos -
si bi li ty. Yeah, so yeah it can impin ge 
on what you do. I tried not to let it
impin ge on things. I said I liked wal king
I try not to let it impin ge on things like
that but I’d be tal king about stacks of
sup p lies going round here the re and
eve r ywhe re with me that kind of thing.
So, yeah, I think you perhaps know
that other peop le strugg le like that but
you almost don’t say any t hing, sort of
feel I’ve got to mana ge it, I’ve got to
cope with it. I can’t say I’m going home
now, I’m having a ter ri b le day of it.
You’ve got to just keep going.”

Inter view with Char lot te by Health tal kon li ne
(Decem ber 2008).

TalkHealth, an archi ve of pati ents’ sto -
ries, hosts a sing le sto ry of living with
ute ri ne fib ro ids. Char lot te, a 54-year-
old Afri can Carib be an woman, talks
about her hea vy periods and floo -
ding. 35 She is diag no sed with fib ro ids
and talks on came ra about the dif fe -
rent ways that she tri es to mana ge her
con di ti on wit hout ini tial ly going down
the hys te rec to my rou te. At the time 
of fil ming, howe ver, she plans to go to
her GP to ask for a hys te rec to my.

IV/12

–

I spend many months after the birth of my son living in chro nic pain. I am unsuc cess ful in
con vin cing my gene ral prac ti tio ner (GP) to take my sciati ca and chro nic lower back pain
serious ly, in what has beco me an all too fami liar sto ry of what hap pens when women in pain
enco un ter the medi cal pro fes si on. I am fob bed off with pain kil lers and the instruc ti on to 
”do some stret ches”. My periods have also beco me ridi cu lous. In the end, it is a woman GP
who makes the refer ral to a gyna e co lo gist: a GP who hap pe n ed to be availab le on the day
and time I could make an appo int ment, who hap pe n ed to be pre gn ant, and who also hap pe n -
ed to be expe ri en cing fib ro ids her self. It would take ano ther GP refer ral, six months after the
first one, to con vin ce the sono gra pher and the duty gyna e co lo gist (both women) at the same
hospi tal I labou red in of the need for a lapa ro s co py to have the fib ro ids remo ved.
I review my own cor res pon den ce with fri ends and fami ly in the period post-sur ge ry and find
that the fib ro id’s mate ria li ty has beco me an object of curio si ty for both mys elf and for others.
I am trying to ima gi ne the embo di ment of this invi si b le thing, to ima gi ne what space it occu p -
ies in an alrea dy crow ded body, how much it weighs. This mate ria li ty is important, car rying
mea ning and fee ling. It is a mate ria li ty that, in medi cal jar gon, is redu ced to the benign
through ana lo gy to healt hy and ✹na tu ral’ objects, such as fruits and vege ta b les as well as the
size of a foe tus mea su red against weeks of gesta ti on. Fruits and vege ta b les are used in cli ni -
cal set tings as descrip tors of fib ro id size: mine were appro xi ma ted to me by the doc tor who
did the ori gi nal scan pre-labour as the ”size of an oran ge” and ”the size of an egg”. The se are
small to medi um sized fib ro ids. Foot balls, grape fruits, and water me lons are someti mes also
con ju red up in con ver sa ti ons. As Mari na Ben ja min wri tes in her memoir of hys te rec to my and
the meno pau se:

”As it was, meno pau se arri ved with no
pream b le, being han ded to me by 
apo lo getic sur ge ons like the boo by
pri ze in the hospi tal raf f le. The sur ge -
ons had exci sed my ute rus, which with
its hea vy load of fib ro ids weig hed
rough ly the same as a bag of tan ge ri -
nes, and my ova ries had gone with it in
a two-for-one deal. Approa ching 49, I
found mys elf bar ren and in shock.
Wha te ver digni ty (if so might be ter -
med the stuf fing up of my fear) that I
had momen ta ri ly mus te red to sign the
medi cal wai ver lay in tat ters around
the hospi tal bed.”

Mari na Ben ja min: The Midd le pau se: On
Tur ning Fif ty, Mel bour ne: Scri be Pub li ca ti -
ons (2016), p. 18. Empha sis added.

So, what might it mean to do the Bart man with the se trou b le so me objects and to rec laim the
benign?
Life wri ting in the form of memoir is a well-estab lis hed femi nist practi ce which recog ni s es
the per so nal as politi cal. ”Memoir”, Ali son Light wri tes, ”wea ves its way bet we en what is
often cal led the pri va te and the pub lic”; it pro vi des a ”histo ry from the insi de”.36 The ’insi de’ 
I am con cer ned with is the pri va te, in Light’s terms, figu red as that is in the affec ti ve and the
eve r y day, but also more lite ral ly my ’ins i des’ – that is, the areas of my body that, in this case,
can only ordi na ri ly be acces sed through the ima gi na ti on or with the help of medi cal ima ging
tech no lo gies; and I can not do it with words alo ne.
Mar ga te-based artist Hay ley Whi te makes lar ge-sca le char coal dra wings re-ima gi ning the
MRI scans of her twin fib ro id: ”The cir c le is the cell, the earth, moon, and sun. It’s Gaia. The
begin ning and the end and eve r y t hing we are and are not. Gra nu lar and galactic [...]” she wri -
tes about this dra wing in the com ment field under it on her Ins ta gram.37 Her fib ro id series, 38
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fi b ro id in her womb, and Glo ry Box (2020) are crea ti ve expres si ons to under stand, in her
words, a medi cal con di ti on. Whi te’s Glo ry Box and Map per form what Celia Lury and Nina
Wake ford note of inven ti ve methods, an ”expan si on of the pre sent” and a ”maxi miza ti on of
the agen cies invol ved in social life”.40 The fib ro id comes out of the body; it can be held and
sha ped, inter ro ga t ed, and recon fi gu red. Even perhaps be made fun of. My own attempts 
are somewhat more pro saic; I find mys elf gra vi ta ting towards pop art as a way of loo se ning
the hold this object has had on my body and mind, to inject some hedo nism into tho se who -
le so me fruit and veg dis cour ses. I also, as always, seek refu ge in humour, and I return to
laugh ter.41

Pho to graph by Hay ley Whi te, Char coal on can vas 150cm x 150cm
(2022); used with per mis si on from the artist. Pho to graph Glo ry Box by Hay ley Whi te (2020); used with per mis -

si on from the artist.

Sculp tu re and artist’s book Glo ry Box is 8cm squa re (the
same size as the artist’s lar gest fib ro id) made with blood
rag, string and ima ges of MRI machi ne, hadron col li der,
pho tos of flint (sto ne) and fib ro id scans. The box remains
emp ty unless it hou ses one of the artist’s smal ler amu let
sculp tu res. 
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Art work ”Remi xing the benign: a Bart man homa ge to my fib ro ids”
by Sevas ti-Melis sa Nolas.

Befo re going under the ana es thetic for my day sur ge ry, I asked the sur ge on to keep the
remo ved fib ro ids. In a Micha el Taus sig I Swear I Saw This42 moment, I wan ted to see the
pes ky things when I came around. ”Why?”, the sur ge on asks. ”I’m curious”, I res pond. ”What
do you do as a pro fes si on?”, he asks. ”I’m a rese ar cher”, ”What of?”, ”Health ser vices”, I say.
This was a very-clun ky-though-not-ent i re ly-untrue short hand at the time that I used to use
to descri be mys elf pro fes sio nal ly when in a medi cal con text.43 He can’t see the rele van ce of a
health ser vices rese ar cher being curious about her ins i des. Nevert he less, he fol lows my wis -
hes. When I come around, I am brought the se benign objects to exa mi ne for mys elf. ”Are you
the lady who wan ted to see her fib ro ids?”, the reco ve ry nur se asks me. ”Yes!”, I res pond with
as much enthu siasm as I can mus ter coming out of gene ral ana es thetic. She puts what looks
like a lar ge yoghurt Tup per wa re under my nose, and I peer into the recept a c le with child-like
glee at the chop ped up oran ge and scram b led egg.

INCONGRUENT GESTURES  Coda
If care and com mu ni ca ti on are very much ent an g led, 44 then what this rhi zo me of an essay
attempts to demon s t ra te are the many fibrous and sine wy threads that make up that entan-
g le ment. The attempt to per form con fi gu ra ti on, to sha pe com mu ni ca ti on and care toge ther, 
in medi cal enco un ters and in their re-tel ling neces si ta tes a trou b ling labour across modes
and media, time and space, the fic ti ve and the real. Deleu ze and Guat ta ri’s root-book, the
clas si cal book that imi ta tes the world, the book belo ved of experts, is use less in con fi gu ring
life and death con ver sa ti ons.45 Ins tead, and what I have attemp ted here, is an extrac ti on of
the prin ci pal root of bina ry logic - mid wi ves ver sus doc tors, vagi nal ver sus C-sec ti on births,
breasts ver sus bott les, crying it out ver sus co-slee ping - in order to graft a more radi c le and
radi cal form of sho wing and tel ling of care and com mu ni ca ti on through incon gru ent ges tu res,
fol ded over, made anew, more hope ful than first expe ri en ced, dra wing the rea der into, I hope,
the fecund mess of ima gi ning things other wi se.46
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LIFE EXPECTANCIES  Surviving Predictions
”My par ents were told I wouldn’t 
sur vi ve until the age of ten. When I got
to the age of ten, I heard doc tors say,
’You won’t live until eigh te en’. When I
had bea ten that age, and was twen ty,
then I was told that I wouldn’t reach
thir ty. Now I am hea ding towards four -
ty [...]. That’s how, somehow, I smu g-
g led mys elf through life until now.”

Inter view with Ricky (2007).

Ricky grew up in a small town in sou thern Ger ma ny in the 1980s. He was born with cystic
fibro sis (CF), a rare, pro gres si ve, and ulti ma te ly fatal genetic ill ness affec ting many organs. 
At the time of Ricky’s birth, life expec tan cy for someo ne with CF was around eigh te en years
in so-cal led deve lo ped coun tries.

Pho to graph by Johan nes Rascher (2007). 

Ricky during a hospi tal stay. He is hol ding a box of pills in
his right hand. The shirt’s logo sta tes: ”Der Son ne ent ge -
gen” (”Towards the sun”). On his left arm is the name of the
island whe re he wor ked as sur fing instruc tor. The ima ges 
in this essay are part of a pho to-eth no gra phy pro ject, in
which Johan nes, a pho to gra pher, and I fol lo wed peop le
with CF through their lives. All peop le agreed to be part of
the pho to-series, as well as to onli ne and print pub li ca ti on.

Stefan Reinsch
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After his CF diag no sis as an infant, his par ents aban do ned him at an orpha na ge. His par ents’
radi cal rejec ti on of him and his ill ness aro se from an ext re me posi ti on that several adults 
with CF, as well as some CF phy si ci ans, have rela ted to me. At the time, health pro fes sio nals
someti mes advi sed care gi vers against deve lo ping clo se attach ment to a child with such a
diag no sis. Spea king about gro wing up with CF, Ricky told me how he had repea ted ly bea ten
the pre dic ted life expec tan cy. I met Ricky for the first time in 2007 at a time when he was
admit ted for two weeks to the hospi tal ward whe re I was doing eth no gra phic rese arch for 
my dis ser ta ti on. He was then 36 years old, and the life expec tan cy for peop le with CF in Ger -
ma ny had dou b led sin ce the year of his birth. I found him to be an ath letic and posi ti ve ly 
min ded man. He was wor king part-time in a hard wa re sto re, lea ving him the time necessa ry
to do his the ra py. At one epi so de in his ear ly thir ties, his health had dete rio ra ted, and Ricky
asked his emp loy er for exten ded lea ve to work as a sur fing instruc tor on one of the Ger man
islands in the North Sea – a place whe re peop le with CF go for cli ma te cures. Ricky’s crea ti -
vi ty impres sed me, as inha ling vapours from sali ne solu ti on and phy si cal exer ci se are two 
pil lars of the ra py for CF. After I gra dua ted to beco me a phy si ci an, I star ted to work as a pae d -
ia tri ci an in a uni ver si ty hospi tal in eas tern Ger ma ny to be able to con ti nue rese arch with
Ricky and the other young peop le who have CF.

I wan ted to under stand his endea vour to live a good life, whi le
being con fron ted with his mor ta li ty, and the wea rying threat 
of a wor se ning infec ti on that could ulti ma te ly be fatal, thus
defying repea ted ly the odds of sur vi val.
Inde ed, Ricky was excep tio nal at this, and by tel ling his sto ry, I now attempt to put words to
this life with CF – a sta te that we phy si ci ans, and like wi se pati ents living with CF, have found
dif fi cult to grasp. The chan ging demo gra phics over the last deca des have placed peop le 
with CF in a pionee ring situa ti on: few if any have pre vious ly enjoy ed this posi ti on, so the re
have been scant role models among peop le with CF, lea ving them to impro vi se their life in the
cour se of living it.

LIFE EXPECTANCIES  Cystic Fibrosis Care
CF is a here di ta ry disea se affec ting one in 2’500 peop le in Euro pe. A mul ti-organ disea se of
varia b le seve ri ty, its cli ni cal hall mark is fre qu ent respi rato ry infec ti ons that lead to pro g res-
si ve scar ring of the lung tis sue. Alt hough curr ent ly the re is no cure for CF, medi cal the ra pies
can slow its pro gres si on.1 Despi te ini tia ti on of tre at ments in the first years of life, most peop -
le with CF will come to requi re a lung trans plant at some point in their lives; tho se who do not
recei ve a trans plant often die from respi rato ry failu re.2 In Euro pe and North Ame ri ca, the life
expec tan cy of someo ne with CF is now appro xi ma te ly four ty years, having con ti nuous ly risen
from about fif te en years in the 1960s. The deve lop ment of a com plex and deman ding the ra -
peutic regi men acco unts for this sub stan tial inc rea se in life expec tan cy, 3 nota b ly in inclu ding
the intro duc ti on of basic-defect modu la tors. Cur rent the ra py invol ves appro xi ma te ly two
hours of inha la ti on and chest phy sio the ra py eve ry day, and up to seven dif fe rent oral medi ca -
ti ons.4 Despi te opti mism ari sing around the new and high ly expen si ve the ra pies, life expec -
tan cy remains several deca des less than among peers wit hout CF. Adhe ren ce to the one rous
the ra peutic regi men is repor ted to be around 50% among CF pati ents.5 This poor adhe ren ce
to the com plex, time-con su ming the ra py is the main cau se of tre at ment failu re and cli ni cal
exa cer ba ti on. 6 Howe ver, fac tors other than the regu la ri ty, num ber, and inten si ty of the ra pies
can influ en ce cli ni cal pro gres si on of CF.7 Inde pen dent fac tors in pro gres si on inclu de gen der
of pati ents, their socio-eco no mic sta tus, and the place of tre at ment. 8
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J. Stuart Elborn: ”Per so na li sed Medi ci ne for Cystic Fibro sis: 
Trea ting the Basic Defect”, in: Eur Respir Rev 22 (2013), pp. 3–5. ©
Euro pe an Respi rato ry Socie ty, repro du ced with per mis si on.

Demo gra phics with key dates and advan ces in CF care from
the 1930s. Repro du ced with per mis si on under the Crea ti ve
Com mons Attri bu ti on-Non-com mer cial 4.0 licen ce. Ori gi -
nal cap ti ons: Sche matic illu s t ra ti on of how the intro duc ti on
of novel cystic fibro sis (CF) the ra pies influ en ced pati ent
sur vi val over the deca des. HTS: high through put scree ning;
AZLI: azt reo nam for inha la ti on solu ti on; TIP: tobra my cin
inha la ti on solu ti on. 9

LIFE EXPECTANCIES  A Full Life
Phe no me no lo gists have argued that the exis ten tial dyna mic of peop le with CF is defi ned by
con ti nual bio gra phi cal revi si ons in anti ci pa ti on of their futu re ill ness tra jecto ry and life 
cour se. 10 The expe ri en ce of living with CF is like moving on uncer tain ter rain, pur suing a futu -
re that is threa te ned and con ti nual ly rede fi ned. 11

”I want us to stop using the ’Life
Expec tan cy’ Sta tistic. Cystic fibro sis
life expec tan cy gets tos sed around 
li ke any num ber of sta tistics in the
medi cal world. It’s some t hing that
peop le love to talk about or use to
show suc cess and pro gress. [...] Now,
I total ly under stand why the life expec -
tan cy stat is thrown around so loo se ly.
It’s used as a fun drai sing moti va tor, a
sign of medi cal/sci en ti fic suc cess and
a noti ce for what a fami ly can expect in
life for a son or daugh ter who has just
been diag no sed with CF. Cer tain ly we
use it [...] to show pro gress, but also
why it is so important that we keep the
fight going. The bot tom line is that we 
still have a real ly long way to go, and at
the end of the day, cystic fibro sis is
still a kil ler, so it remains termi nal. The
only peop le that ever talk about it
(other than right now) are peop le who
don’t have CF. I can tell you that I’ve
never had a con ver sa ti on with ano ther
CF pati ent and said, ’so what do you
plan on doing with your 51 years of
life?’ [...] My goal in life is not to out li ve
the life expec tan cy of CF – I think that

sets the bar too low – rather I want to
live a full life [...].”

Gun nar Esia son: ”I Want Us to Stop Using
the ’Life Expec tan cy’ Sta tistic”,
https://www.gun na re sia son.com/life-
expec tan cy/ (15 Novem ber 2016).

Sta te ment of a young man with CF.
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Peop le with CF are born with the con di ti on, so they have never not had CF, and con se qu ent ly
do not know what it is like not to have it. 12 Other ness is part of the bur den of living as a 
young per son with a fatal chro nic ill ness. 13 Like in many chro nic con di ti ons, belon ging to the
world of the healt hy is some t hing that young peop le with CF dee p ly desi re. 14 Alt hough main ly
an invi si b le ill ness, CF can beco me appa rent through fre qu ent exa cer ba ti ons of chro nic
respi rato ry infec ti ons, but also via the intru si ve dai ly the ra py that pre vents exa cer ba ti ons. 15

When dis ab ling con di ti ons like CF beco me visi b le, or what Goff man has cal led ✵di sc re di ted”
or ✵stig ma ti zed”, 16 ✹nor mal’ peop le may react with sta ring; as a result, social inter ac ti ons
beco me uncer tain and ambi guous, pro b le matic, ten se, or even awk ward. 17 For peop le with
CF, avo i ding unwan ted scru ti ny or stig ma tiza ti on, pas sing as ’nor mal’, and achie ving a sen se
of belon ging to the world of the healt hy, are the re fo re con di tio nal on the absen ce of noti ce-
ab le symp toms of their ill ness.

Pho to graph by Johan nes Rascher (2007).

A coup le during an admis si on at the CF ward. One of the
part ners has CF.

LIFE EXPECTANCIES  Shared Doctoring
Often peop le with CF like Ricky do not at first glan ce appear to be sick. To out si ders, their ill -
ness may beco me invi si b le through their the ra py, but if they con ceal their the ra py from
others, the the ra peutic work that made their ill ness invi si b le also beco mes absent from the
per spec ti ve of out si ders. The young peop le with CF, whom I met in the cour se of my eth no -
gra phic rese arch, fer vent ly aspi red towards the attain ment of see ming nor ma li ty. Invi si bi li ty
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of ill ness is achievab le with the help of the very com plex and deman ding the ra peutic regi -
men.

”The thing about pati ents with CF is
that they’re good sci en tists. They
always expe ri ment. So, they stop
doing their tre at ments. And what hap -
pens? They don’t get sick. The re fo re,
they con clu de, Dr. War wick [one of 
the most emi nent CF phy si ci ans in the
US] is nuts. [...] We must help them
inter p ret what they expe ri en ce as they
expe ri ment.”

Atul Gawan de: ”The Bell Cur ve: What Hap -
pens When Pati ents Find Out How Good
Their Doc tors Real ly Are?”, in: The New
Yor ker (6 Decem ber 2004).

This the ra py allows peop le living with CF to acqui re a new, albeit tem pora ry, ’healt hy’ self.
The absen ce of symp toms visi b le to others is, howe ver, not sta b le, but a limi nal sta te that is
revoca b le at any moment. One rea son for this is the com plex dai ly the ra peutic regi men 
which con sists of taking pills by the hand ful, exer ci sing vigo rous ly, and under going chest
phy sio the ra py and inha la ti on the ra py. Much of this bur den so me and time-con su ming the ra py
occurs at home, thus limi ting the time availab le for ’nor mal’ acti vi ties. Besi des, pati ents con-
si der their tre at ment as a mar ker of ill ness and stig ma ti sa ti on. 18 Ack now led ging the ’bur den
of the ra py’ they face and clai ming the kinds of social sup port to which they are entit led as
’disa b led’ peop le may come with the loss of a sen se of belon ging in the land of the able
bodied. 19 Many young peop le with CF dee p ly desi re a tem pora ry citi zenship of that figu ra ti ve
coun try. Espe cial ly ado les cents and young adults with CF con tend with a con ti nuous chal -
len ge to inte g ra te the the ra peutic regi men into their dai ly life, along with school, work, and
enga ge ment with fami ly, fri ends, and lei su re acti vi ties.20 

Aiming to mer ge seam less ly with the life of their healt hier
peers, young peop le with CF emp loy an arse nal of tactics 
to hide the stre nuous efforts behind their appearan ce of 
nor mal cy.
Con s i de ring the se ambi va lent effects of the ra py, and given that nobo dy can be one hund red
per cent com p li ant with long-term tre at ments, some aut hors have sug ge s ted that edu ca ted
non-adhe ren ce to a tre at ment may be an adap ti ve way of coping. 21 Other cli ni ci ans have
gone a step furt her, sug ge s ting that a rea sonab le stra te gy for cli ni ci ans would be to aim
towards ”edu ca ted non-adhe ren ce”, imp lying that the pati ent is capab le of deci ding, toge ther
with the CF team, what is important for him or her and what might be skip ped for a cer tain
time. In this prag matic view, adjus ting medi ca ti on and the ra py-rela ted deci si on-making are
joint efforts, whe re by a pati ent with CF and the health care pro vi ders arri ve at a com pro mi se
or opti miza ti on about what mini mal the ra py suf fices for the pati ent at a cer tain moment to
live a good life. 22 The next sec ti ons pre sent some col la bo ra ti ve expe ri ments in eve r y day life
with the aim to achie ve such a good life. In the se expe ri ments, pro fes sio nal know led ge 
and the ra peutic deci si on-making are lin ked with pati ents’ tactics and exper ti se, thus pre sen -
ting exam p les of what Mol, Moser and Pols have cal led ”sha red doc to ring” and ”the ra peutic
tin ke ring”. 23
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Pho to graph by Johan nes Rascher (2007).

A hand ful of pills along with each meal that beco me ’absent
pre sent’ the ra py, once swal lo wed.

LIFE EXPECTANCIES  Still Be Ill in a Week
”When I was still at pri ma ry school,
some tea chers sent me home when I
was cou ghing, saying ’come back
when you are healt hy’. But I would still
be ill in a week! So, I rea li sed that I
didn’t have to cough as much if I didn’t
inha le in the mor ning. Smart, aren’t I?”

Inter view with Adria ne (2007).

One fre qu ent ly emp loy ed tactic in dea ling with chro nic ill ness is to dis c lo se it only to cer tain
peop le or in cer tain cir cum stan ces. 24 Howe ver, the visi bi li ty and fre qu en cy of CF the ra py
makes dif fi cult this tactic of pas sing and cove ring.25 As a result, peop le with CF someti mes
aban don their the ra py alto ge ther, in hopes of appea ring nor mal in the pub lic sphe re. 
Adria ne, a 22-year-old pati ent with CF and a medi cal stu dent, ref lec ted upon this deci si on as
a dou b le bind: To appear nor mal during a period of rela ti ve ly sta b le health, she had to neg lect
her the ra py. Alt hough this young pati ent did her inha la ti on at home, she still appea red ill 
to her peers and tea chers when she coug hed in school. Inso far as cou ghing made her ill ness
appa rent, the the ra py was not effec ti ve. Even if it led to bet ter health in the long term, inha la -
ti on the ra py had the adver se effect of making her ill ness con spi cuous.
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Atul Gawan de: ”The Bell Cur ve: What Hap -
pens When Pati ents Find Out How Good
Their Doc tors Real ly Are?”, in: The New
Yor ker (6 Decem ber 2004).
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The absen ce of symp toms visi b le to others is, howe ver, not sta b le, but a limi nal sta te that is
revoca b le at any moment. One rea son for this is the com plex dai ly the ra peutic regi men 
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peers, young peop le with CF emp loy an arse nal of tactics 
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with the CF team, what is important for him or her and what might be skip ped for a cer tain
time. In this prag matic view, adjus ting medi ca ti on and the ra py-rela ted deci si on-making are
joint efforts, whe re by a pati ent with CF and the health care pro vi ders arri ve at a com pro mi se
or opti miza ti on about what mini mal the ra py suf fices for the pati ent at a cer tain moment to
live a good life.22 The next sec ti ons pre sent some col la bo ra ti ve expe ri ments in eve r y day life
with the aim to achie ve such a good life. In the se expe ri ments, pro fes sio nal know led ge 
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One fre qu ent ly emp loy ed tactic in dea ling with chro nic ill ness is to dis c lo se it only to cer tain
peop le or in cer tain cir cum stan ces. 24 Howe ver, the visi bi li ty and fre qu en cy of CF the ra py
makes dif fi cult this tactic of pas sing and cove ring.25 As a result, peop le with CF someti mes
aban don their the ra py alto ge ther, in hopes of appea ring nor mal in the pub lic sphe re. 
Adria ne, a 22-year-old pati ent with CF and a medi cal stu dent, ref lec ted upon this deci si on as
a dou b le bind: To appear nor mal during a period of rela ti ve ly sta b le health, she had to neg lect
her the ra py. Alt hough this young pati ent did her inha la ti on at home, she still appea red ill 
to her peers and tea chers when she coug hed in school. Inso far as cou ghing made her ill ness
appa rent, the the ra py was not effec ti ve. Even if it led to bet ter health in the long term, inha la -
ti on the ra py had the adver se effect of making her ill ness con spi cuous.
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Pho to graph by Johan nes Rascher (2007).

Phy sio the ra py ses si on to mobi li se mucus.

When more tre at ment leads to symp toms that are more visi b le,
like inc rea sed cou ghing due to respi rato ry tre at ment, whi le
less tre at ment leads to grea ter chan ces to spend time in acti v-
i ties with peers, skip ping the ra py can seem a ratio nal choice.
This con un drum is not limi t ed to school child ren. To com pen sa te for the visi bi li ty of tre at ment,
adult CF pati ents may ove rem pha si ze their abi li ty to ful fil social roles and their capa ci ty for
auto no mous func tio ning, whi le at the same time redu cing visi bi li ty and the bur den of the ra -
py.26 The dilem ma of dis c lo su re for peop le with poten tial ly ’invi si b le’ chro nic ill ness, and the
incum bent threats to emo tio nal and phy si cal well being is an issue for many con di ti ons. 27

With CF, visi bi li ty is some t hing that is not firm ly in the pati ent’s hands, but rather in a pre ca -
rious sta te; a time with absen ce of visi b le ill ness is some t hing revoca b le at any moment by
unex pec ted exa cer ba ti ons. The medi cal lite ra tu re gene ral ly attests to how the ra py has the
poten tial to make an ill ness invi si b le. In CF, howe ver, the ra py can have the oppo si te effect, as
with the neces si ty to cough after inha la ti on the ra py.

LIFE EXPECTANCIES  Tinkering with Therapy
”My col lea gu es told me ’Maja, you
real ly look bad’. Then I cal led the CF
ward and asked to be admit ted. 
This was a semi-social admis si on; my 
phy si ci an and I were total ly clear 
about it. It was just too much with
work and pri va te life at that moment
[...] I con s i der doing my the ra py, in the 

way that it now fits into my life, as a
disad van ta ge, becau se you don’t
belong to any group. You are not part
of the ill ones [...] but neit her are you
part of the healt hy ones. That makes it
dif fi cult, becau se you must jus ti fy
your self whe ne ver you try to inte g ra te
your self [into eit her group]. You are 

not part of any group, and you must
excu se your self for what you don’t
have – ill ness or health.”

Inter view with Maja (2007).
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Tin ke ring with their the ra py over exten ded periods, peop le living with CF beco me experts in
an emer ging ”medi cal form of life”28 that feeds back into their rela ti ons with cli ni ci ans and
rese ar chers, their body, and with fel low pati ents. Their gar ne red expe ri en ce allows them to
recog ni ze hints that their basic the ra py is fai ling, which calls for taking dif fe rent mea su res.
One tactic is to seek admis si on to the CF ward, which extracts them from the pub lic space
and into the pro tec ted space of the hospi tal. Ano ther tactic is fit ting even more the ra py into
their life. A dis cus si on about the respec ti ve merits of both tactics evol ved on the CF ward
when, during an inter view with Maja, a 32-year-old phy si ci an who her self has CF, a youn ger
pati ent with CF, Adria ne, ente red the room. Maja had just rela ted how she had con ti nued
wor king, igno ring her wor se ning health sta te resul ting in wor se ning of her chro nic respi rato ry
infec ti on, cal led acu te exa cer ba ti on. When her col lea gu es gent ly pre vai led upon Maja to 
ta ke a sick lea ve, she orga ni s ed with her phy si ci an a two-week admis si on to the CF ward for
a cour se of intra ve nous (IV) anti biotics.

Pho to graph by Johan nes Rascher (2007).

Fre qu ent cour ses of aggres si ve anti biotics lead to scar ring
of acces si b le veins. This makes pla cing an IV access a 
pro ce du re that requi res skill and time. Some pati ents would
know whe re to find a good vein that was not visi b le, and a
phy si ci an who was not skil led in the eyes of the pati ent
would not be allo wed to ’try’ punc tu ring this vein. The phy -
si ci an shown in the ima ge was cal led upon in such a situa ti -
on. Befo re the ima ge was taken, he had asked the pati ent 
to warm his arms under run ning water for five minu tes to
dila te the veins and make them more visi b le. In addi ti on, he
was using a yel low need le that is com pa ra ti ve ly small and

fle xi b le, making it easier to access small veins, but more dif -
fi cult to punc tu re the scar red veins in CF pati ents.
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Pho to graph by Johan nes Rascher (2007).
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like inc rea sed cou ghing due to respi rato ry tre at ment, whi le
less tre at ment leads to grea ter chan ces to spend time in acti v-
i ties with peers, skip ping the ra py can seem a ratio nal choice.
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unex pec ted exa cer ba ti ons. The medi cal lite ra tu re gene ral ly attests to how the ra py has the
poten tial to make an ill ness invi si b le. In CF, howe ver, the ra py can have the oppo si te effect, as
with the neces si ty to cough after inha la ti on the ra py.

LIFE EXPECTANCIES  Tinkering with Therapy
”My col lea gu es told me ’Maja, you
real ly look bad’. Then I cal led the CF
ward and asked to be admit ted. 
This was a semi-social admis si on; my 
phy si ci an and I were total ly clear 
about it. It was just too much with
work and pri va te life at that moment
[...] I con s i der doing my the ra py, in the 

way that it now fits into my life, as a
disad van ta ge, becau se you don’t
belong to any group. You are not part
of the ill ones [...] but neit her are you
part of the healt hy ones. That makes it
dif fi cult, becau se you must jus ti fy
your self whe ne ver you try to inte g ra te
your self [into eit her group]. You are 

not part of any group, and you must
excu se your self for what you don’t
have – ill ness or health.”

Inter view with Maja (2007).
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an emer ging ”medi cal form of life” 28 that feeds back into their rela ti ons with cli ni ci ans and
rese ar chers, their body, and with fel low pati ents. Their gar ne red expe ri en ce allows them to
recog ni ze hints that their basic the ra py is fai ling, which calls for taking dif fe rent mea su res.
One tactic is to seek admis si on to the CF ward, which extracts them from the pub lic space
and into the pro tec ted space of the hospi tal. Ano ther tactic is fit ting even more the ra py into
their life. A dis cus si on about the respec ti ve merits of both tactics evol ved on the CF ward
when, during an inter view with Maja, a 32-year-old phy si ci an who her self has CF, a youn ger
pati ent with CF, Adria ne, ente red the room. Maja had just rela ted how she had con ti nued
wor king, igno ring her wor se ning health sta te resul ting in wor se ning of her chro nic respi rato ry
infec ti on, cal led acu te exa cer ba ti on. When her col lea gu es gent ly pre vai led upon Maja to 
ta ke a sick lea ve, she orga ni s ed with her phy si ci an a two-week admis si on to the CF ward for
a cour se of intra ve nous (IV) anti biotics.
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Fre qu ent cour ses of aggres si ve anti biotics lead to scar ring
of acces si b le veins. This makes pla cing an IV access a 
pro ce du re that requi res skill and time. Some pati ents would
know whe re to find a good vein that was not visi b le, and a
phy si ci an who was not skil led in the eyes of the pati ent
would not be allo wed to ’try’ punc tu ring this vein. The phy -
si ci an shown in the ima ge was cal led upon in such a situa ti -
on. Befo re the ima ge was taken, he had asked the pati ent 
to warm his arms under run ning water for five minu tes to
dila te the veins and make them more visi b le. In addi ti on, he
was using a yel low need le that is com pa ra ti ve ly small and

fle xi b le, making it easier to access small veins, but more dif -
fi cult to punc tu re the scar red veins in CF pati ents.
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Adria ne was in a simi lar situa ti on of a wor se ning infec ti on. Whi le her phy si ci an thought
Adria ne should enter hospi tal for a cour se of IV anti biotics, Adria ne her self was reluc tant to
sus pend her dai ly life for several weeks. She wan ted to con ti nue atten ding her clas ses at
medi cal school and go on an excur si on. Her phy si ci an and she sett led on a home IV cour se
that would allow her to parti ci pa te in dai ly life, with the only res tric ti on of car rying an IV line
under her shirts lee ve, which she had to connect to a self-com pres sing con tai ner car ried 
in her trou ser pocket. This tech ni cal fix beca me pro b le matic as the aggres si ve anti biotics
used in CF led to clog ging of Adria ne’s veins, a fre qu ent ly occur ring dif fi cul ty. During the
inter view with Maja, Adria ne ente red the room and asked if Maja, whom she knew to be a
phy si ci an high ly skil led in the pro ce du re, would be able to place a new IV access. Adria ne
exp lai ned she was having trou b le fin ding an on-duty phy si ci an at that time. She nee ded to
start her next cyc le of IV the ra py whi le in bet we en two clas ses, which made it dif fi cult to wait
until a phy si ci an on the ward beca me availab le. Adria ne did not have time for this now. She
had alrea dy assem b led all the necessa ry mate rials, so Maja had only to place the need le.
This ordi na ri ly simp le pro ce du re requi red more skill than on a regu lar pati ent though, as many
super fi cial and easy-to-punc tu re veins will have scars from the repea ted anti biotics cour ses.
As a result, it often takes several minu tes to loca te and punc tu re a sui ta b le vein, even in
young pati ents.

Recrui ting a fel low pati ent to help her out see med somewhat
on the frin ges, but this expe di en ce shows how the situa tio nal
and embo died know led ge of the two pati ents inter ac ted.
This hel ped for mu la te a tactic to replace the blo cked IV line wit hout attrac ting undue atten-
ti on. The aspi ra ti on was that none of Adria ne’s fel low stu dents should noti ce she was on an
IV cour se or ask ques ti ons con cer ning her pro lon ged absen ce, so that she could con ti nue
fit ting the ra py into her life. The situa ti on that young peop le like Maja and Adria ne faced see -
med like a dou b le bind: The more the ra py they did, the bet ter they loo ked to others, but the
bet ter they loo ked, and the more their ill ness and need for assi s tan ce beca me incon spi cuous,
the hig her were peop le’s expec ta ti ons regar ding their level of func tio ning. Years of expe ri en -
cing this dou b le bind led Maja to see fit ting the ra py into her life as a disad van ta ge.

LIFE EXPECTANCIES  Immigrants to Health
”Ill ness is the night-side of life, a more
one rous citi zenship. Eve r yo ne who is
born holds dual citi zenship, in the
king dom of the well and in the king -
dom of the sick.”

Susan Son tag: Ill ness as Meta phor, New
York: Farrar, Straus and Giroux (1978), p. 1.

Invi si bi li ty of ill ness leads to heigh te ned expec ta ti ons from others regar ding the pati ent’s
social func tio ning, and not belon ging to what might be cal led the ”king dom of the ill”, as
famous ly descri bed by Susan Son tag in her book, Ill ness as Meta phor.29 The dou b le sta tus 
of someo ne with CF – at once inher ent ly ill and someti mes appea ring healt hy – results in
unin tel li gi bi li ty of the pati ent as a per son with a chro nic ill ness, as most out si ders will try to
sort them into one group or the other.
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Pho to graph by Johan nes Rascher (2007).

Whi le on the ward for a cour se of IV anti biotics, two young
peop le with CF went out shop ping. In this ima ge, you can
see the plastic tube of the IV access pro tru ding under slee -
ve of the woman’s right arm. Whi le not offi cial ly sanc tio ned,
health care pro vi ders someti mes tole ra te such excur si ons,
as they enhan ce parti ci pa ti on in life. I am fond of this ima ge,
as it reminds me of the fle xi b le approach of the CF ward, as
well as of the pre ca rious aspect of visi b le nor ma li ty in peop -
le with CF from the per spec ti ve of out si ders.

The ambi va len ce of visi bi li ty obli ges pati ents to nego tia te con f lic ting prio ri ties that can only
be recon ci led tem pora ri ly and in part. Ref lec ting upon the se nego tia ti ons lon gitu di nal ly, 
with con s i de ra ti on of how they evol ve over the cour se of life, shows that a pati ent’s tactics
have under go ne evo lu ti on over time and in res pon se to evol ving the ra peutic regi men, whe re -
by they sha pe iden ti fi ca ti on. Iden ti fi ca ti on as a per son with CF chan ges when CF remains
invi si b le, and the ra py has beco me unpro b le matic. In this regard, one parti cu lar ly inte res ting
nar ra ti ve to emer ge from this stu dy was that of Mag da le na, a 32-year-old woman with CF.
She spo ke open ly and ener geti cal ly as we tal ked about living with a chro nic ill ness, and how
life with CF had evol ved sin ce her child hood. Asked to descri be the expe ri en ce of gro wing
up with CF to peop le unfa mi liar with the con di ti on, she intro du ced the the me of mig ra ti on as
a meta phor.

”When I was an ado les cent, I said, ’Hi
my name is Mag da, and I have cystic
fibro sis’. I was rather harsh and quick,
but this was a pro cess of iden ti fi ca ti -
on. [...] Today, I con s i der my cystic
fibro sis to be like my migrant back -
ground. It made me who I am, but it
doesn’t defi ne me. Now, for half a year
I’ve been taking a new medi ca ti on[a
recent ly intro du ced basic defect modi -
fier that is spe ci fic for cer tain muta ti -
ons] and curr ent ly you may not noti ce
my CF. A whi le ago I met a young man,
and we had a coup le of dates. I only
told him on the fourth or fifth date that
I had CF, and he said he hadn’t noti -
ced. [...] A coup le of dates later when
we were eating toge ther, I took pills,
diges ti ve enzy mes. And he said, ’I
com p le te ly for got that you have this
CF’. That would not have been pos si b -
le half a year ago, becau se now I don’t

have to cough any mo re. Despi te a lot
of the ra py, and espe cial ly towards 
the eve ning, [I would have to cough] if
a lot of spu tum had built up. [With this
new medi ca ti on] iden ti fi ca ti on with the
ill ness will be dif fe rent in the futu re,
just as the ques ti on what my environ -
ment noti ces of my ill ness.”

Inter view with Mag da le na (2021).
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Adria ne was in a simi lar situa ti on of a wor se ning infec ti on. Whi le her phy si ci an thought
Adria ne should enter hospi tal for a cour se of IV anti biotics, Adria ne her self was reluc tant to
sus pend her dai ly life for several weeks. She wan ted to con ti nue atten ding her clas ses at
medi cal school and go on an excur si on. Her phy si ci an and she sett led on a home IV cour se
that would allow her to parti ci pa te in dai ly life, with the only res tric ti on of car rying an IV line
under her shirts lee ve, which she had to connect to a self-com pres sing con tai ner car ried 
in her trou ser pocket. This tech ni cal fix beca me pro b le matic as the aggres si ve anti biotics
used in CF led to clog ging of Adria ne’s veins, a fre qu ent ly occur ring dif fi cul ty. During the
inter view with Maja, Adria ne ente red the room and asked if Maja, whom she knew to be a
phy si ci an high ly skil led in the pro ce du re, would be able to place a new IV access. Adria ne
exp lai ned she was having trou b le fin ding an on-duty phy si ci an at that time. She nee ded to
start her next cyc le of IV the ra py whi le in bet we en two clas ses, which made it dif fi cult to wait
until a phy si ci an on the ward beca me availab le. Adria ne did not have time for this now. She
had alrea dy assem b led all the necessa ry mate rials, so Maja had only to place the need le.
This ordi na ri ly simp le pro ce du re requi red more skill than on a regu lar pati ent though, as many
super fi cial and easy-to-punc tu re veins will have scars from the repea ted anti biotics cour ses.
As a result, it often takes several minu tes to loca te and punc tu re a sui ta b le vein, even in
young pati ents.

Recrui ting a fel low pati ent to help her out see med somewhat
on the frin ges, but this expe di en ce shows how the situa tio nal
and embo died know led ge of the two pati ents inter ac ted.
This hel ped for mu la te a tactic to replace the blo cked IV line wit hout attrac ting undue atten-
ti on. The aspi ra ti on was that none of Adria ne’s fel low stu dents should noti ce she was on an
IV cour se or ask ques ti ons con cer ning her pro lon ged absen ce, so that she could con ti nue
fit ting the ra py into her life. The situa ti on that young peop le like Maja and Adria ne faced see -
med like a dou b le bind: The more the ra py they did, the bet ter they loo ked to others, but the
bet ter they loo ked, and the more their ill ness and need for assi s tan ce beca me incon spi cuous,
the hig her were peop le’s expec ta ti ons regar ding their level of func tio ning. Years of expe ri en -
cing this dou b le bind led Maja to see fit ting the ra py into her life as a disad van ta ge.

LIFE EXPECTANCIES  Immigrants to Health
”Ill ness is the night-side of life, a more
one rous citi zenship. Eve r yo ne who is
born holds dual citi zenship, in the
king dom of the well and in the king -
dom of the sick.”

Susan Son tag: Ill ness as Meta phor, New
York: Farrar, Straus and Giroux (1978), p. 1.

Invi si bi li ty of ill ness leads to heigh te ned expec ta ti ons from others regar ding the pati ent’s
social func tio ning, and not belon ging to what might be cal led the ”king dom of the ill”, as
famous ly descri bed by Susan Son tag in her book, Ill ness as Meta phor.29 The dou b le sta tus 
of someo ne with CF – at once inher ent ly ill and someti mes appea ring healt hy – results in
unin tel li gi bi li ty of the pati ent as a per son with a chro nic ill ness, as most out si ders will try to
sort them into one group or the other.
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Pho to graph by Johan nes Rascher (2007).

Whi le on the ward for a cour se of IV anti biotics, two young
peop le with CF went out shop ping. In this ima ge, you can
see the plastic tube of the IV access pro tru ding under slee -
ve of the woman’s right arm. Whi le not offi cial ly sanc tio ned,
health care pro vi ders someti mes tole ra te such excur si ons,
as they enhan ce parti ci pa ti on in life. I am fond of this ima ge,
as it reminds me of the fle xi b le approach of the CF ward, as
well as of the pre ca rious aspect of visi b le nor ma li ty in peop -
le with CF from the per spec ti ve of out si ders.

The ambi va len ce of visi bi li ty obli ges pati ents to nego tia te con f lic ting prio ri ties that can only
be recon ci led tem pora ri ly and in part. Ref lec ting upon the se nego tia ti ons lon gitu di nal ly, 
with con s i de ra ti on of how they evol ve over the cour se of life, shows that a pati ent’s tactics
have under go ne evo lu ti on over time and in res pon se to evol ving the ra peutic regi men, whe re -
by they sha pe iden ti fi ca ti on. Iden ti fi ca ti on as a per son with CF chan ges when CF remains
invi si b le, and the ra py has beco me unpro b le matic. In this regard, one parti cu lar ly inte res ting
nar ra ti ve to emer ge from this stu dy was that of Mag da le na, a 32-year-old woman with CF.
She spo ke open ly and ener geti cal ly as we tal ked about living with a chro nic ill ness, and how
life with CF had evol ved sin ce her child hood. Asked to descri be the expe ri en ce of gro wing
up with CF to peop le unfa mi liar with the con di ti on, she intro du ced the the me of mig ra ti on as
a meta phor.

”When I was an ado les cent, I said, ’Hi
my name is Mag da, and I have cystic
fibro sis’. I was rather harsh and quick,
but this was a pro cess of iden ti fi ca ti -
on. [...] Today, I con s i der my cystic
fibro sis to be like my migrant back -
ground. It made me who I am, but it
doesn’t defi ne me. Now, for half a year
I’ve been taking a new medi ca ti on[a
recent ly intro du ced basic defect modi -
fier that is spe ci fic for cer tain muta ti -
ons] and curr ent ly you may not noti ce
my CF. A whi le ago I met a young man,
and we had a coup le of dates. I only
told him on the fourth or fifth date that
I had CF, and he said he hadn’t noti -
ced. [...] A coup le of dates later when
we were eating toge ther, I took pills,
diges ti ve enzy mes. And he said, ’I
com p le te ly for got that you have this
CF’. That would not have been pos si b -
le half a year ago, becau se now I don’t

have to cough any mo re. Despi te a lot
of the ra py, and espe cial ly towards 
the eve ning, [I would have to cough] if
a lot of spu tum had built up. [With this
new medi ca ti on] iden ti fi ca ti on with the
ill ness will be dif fe rent in the futu re,
just as the ques ti on what my environ -
ment noti ces of my ill ness.”

Inter view with Mag da le na (2021).
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For Mag da le na, as with many young peop le I enco un te red in the cour se of my rese arch, CF
was not only a medi cal con di ti on that she had, but also an ’iden ti fi ca ti on’. Whi le this iden ti fi -
ca ti on did not mean she was living accor ding to the dic ta tes of some con ven ti on, her ill ness
was not some t hing that she con cea led, but rather spo ke about open ly. She lear ned that 
”it is no use hiding; peop le will find out anyhow”. The deg ree of visi bi li ty dec li ned, howe ver,
with the advent of new the ra pies, and this in turn chan ged the awa re ness of others about her
ill ness, and thus chan ged the iden ti fi ca ti on.

Over the years, I came to under stand living with CF like a 
tem pora ry mig ra ti on into the land of the healt hy.
The dai ly pro cess of mig ra ti on through the ra py is hard work. Belon ging to the world of the
healt hy is revoca b le at any moment. Belon ging is limi nal, being neit her strict ly to the group of
the healt hy, nor to the group of the ill. By this, I mean that the ra peutic work helps peop le 
with CF to beco me immi grants to the land of health. The term deri ves from the self-under -
stan ding of some peop le with CF, i.e., it is an emic con cept, ari sing from the nati ve point of
view. This neat ly inverts Son tag’s meta phor of ill ness as mig ra ti on to the king dom of the sick.
Unli ke in Son tag’s cul tu ral ana ly sis of tuber cu lo sis and can cer, the meta pho ri cal pro cess of
mig ra ti on in CF is not from health to ill ness, as peop le with CF have always had CF. The
meta phor of ente ring the land of health dif fers from the con cept of ”bio so cia li ty” as deve lo -
ped by Rabi now. 30 Whi le entry tem pora ri ly effaces mem bership in or iden ti fi ca ti on with 
the group of the ill, despi te the sha red bio me di cal fea tu res, the ra peutic mig ra ti on is the
coun ter part of bio so cia li ty. Accor ding to the pro gres si on of the ill ness and deve lop ments in 
the ra py, the mig ra ti on needs con stant re-adjust ment. The pro cess of mig ra ti on from the land
of the ill to that of the healt hy never comes to an end, but is always tem pora ry and sub ject to
revo ca ti on. For peop le like Ricky, Maja and Mag da le na, we might think of it like a non-per -
ma nent visa. This meta phor dif fers import ant ly from the con cepts of ”bio lo gi cal citi zenship”,31

”phar maceuti cal citi zenship”, 32 and ”the ra peutic citi zenship”. 33 The ra peutic immi g ra ti on does
not lead to citi zenship, be it bio lo gi cal, the ra peutic or phar ma co lo gic, as might be said of
peop le taking a medi ca ti on. More o ver, tho se con cepts pos tu la te a sta tus coming with a set
of rights and res pon si bi li ties that deri ve from taking a medi ca ti on, or from adhe ren ce to 
the ra py. The iden ti ty as an immi grant to the land of health remains limi nal, sin ce one occu p ies
an inter me dia te and shif ting posi ti on poi sed bet we en ill ness and health. For peop le like
Adria ne, who cho se not to use the ’visa’, hiding the ra py comes with the addi tio nal cost that
no parti cu lar rights availab le to chro ni cal ly ill or disa b led peop le deri ve from this limi nal 
sta tus. For them, I pro po se that their immi g ra ti on remains an asyl um, a posi ti on of secu ri ty
that is revoca b le at a moment’s noti ce. 
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the healt hy, nor to the group of the ill. By this, I mean that the ra peutic work helps peop le 
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an inter me dia te and shif ting posi ti on poi sed bet we en ill ness and health. For peop le like
Adria ne, who cho se not to use the ’visa’, hiding the ra py comes with the addi tio nal cost that
no parti cu lar rights availab le to chro ni cal ly ill or disa b led peop le deri ve from this limi nal 
sta tus. For them, I pro po se that their immi g ra ti on remains an asyl um, a posi ti on of secu ri ty
that is revoca b le at a moment’s noti ce. 

Notes

IV/28

–

8 Jane Schneiderman-Walker, Donna L. Wilkes, Lisa J. Strug, Larry C. Lands, S.L. Pollock, Hiran C. Selvadurai, John Hay, Allan L.
Coates, Mary Corey: ”Sex Difference in Habitual Physical Activity and Lung Function Decline in Children with Cystic Fibrosis”, in: 
Pediatrics (2005), pp. 321–326; Evan Willis, Rosemary Miller, Johanna Wyn: ”Gendered Embodiment and Survival for Young People
with Cystic Fibrosis”, in: Social Science & Medicine 53/9 (2001), pp. 1163–1174.

9 J. Stuart Elborn: ✵Personalised Medicine for Cystic Fibrosis: Treating the Basic Defect”, in: Eur Respir Rev 22 (2013), pp. 3–5.
10 Brian Williams, Joanne Corlett, Jon S. Dowell, Joanne Coyle, Somnath Mukhopadhyay: ”I’ve Never Not Had It So I Don’t Really

Know What It’s Like Not to: Nondifference and Biographical Disruption Among Children and Young People With Cystic Fibrosis”, in:
Qual Health Res 19 (2009), pp. 1443–1455.

11 Melanie Jessup, Camillus Parkinson: ”All at Sea: The Experience of Living with Cystic Fibrosis”, in: Qual Health Res 20/3 (2010), pp.
352–364.

12 Brian Williams, Joanne Corlett, Jon S. Dowell, Joanne Coyle, Somnath Mukhopadhyay: ”I’ve Never Not Had It So I Don’t Really
Know What It’s Like Not to: Nondifference and Biographical Disruption Among Children and Young People With Cystic Fibrosis”, in:
Qual Health Res 19 (2009), pp. 1443–1455.

13 Kathryn Badlan: ”Young People Living with Cystic Fibrosis: An Insight into Their Subjective Experiences”, in: Health and Social Care
in the Community 14/3 (2006), pp. 264–270.

14 Kathryn Badlan: ”Young People Living with Cystic Fibrosis: An Insight into Their Subjective Experiences”, in: Health and Social Care
in the Community 14/3 (2006), pp. 264–270.

15 Brian Williams, Joanne Corlett, Jon S. Dowell, Joanne Coyle, Somnath Mukhopadhyay: ”I’ve Never Not Had It So I Don’t Really
Know What It’s Like Not to: Nondifference and Biographical Disruption Among Children and Young People with Cystic Fibrosis”, in:
Qual Health Res 19 (2009), pp. 1443–1455.

16 Erving Goffman: Stigma. Notes on the Management of Spoiled Identity, New York: Simon & Schuster (1963), p. 41.
17 Rosemarie Garland-Thompson: Staring: How We Look, Oxford: Oxford University Press (2009).
18 Vibeke Bregnballe, Peter O. Schiotz, Kirsten A. Boisen, Tacjana Pressler, Mikael Thastum: ”Barriers to Adherence in Adolescents

and Young Adults with Cystic Fibrosis: A Questionnaire Study in Young Patients and Their Parents”, in: Patient Preference and
Adherence 5 (2011), pp. 507–515.

19 Kathryn Badlan: ”Young People Living with Cystic Fibrosis: An Insight into Their Subjective Experiences”, in: Health and Social Care
in the Community 14/3 (2006), pp. 264–270.

20 Doris Staab, Kerstin Wenninger, N. Gebert, K. Rupprath, S. Bisson, M. Trettin, K. D. Paul, Klaus-Michael Keller, Ulrich Wahn: ”Quality
of Life in Patients with Cystic Fibrosis and Their Parents: What Is Important besides Disease Severity?”, in: Thorax 53 (1998), pp.
727–731; Michelle M. Ernst, Mark C. Johnson, Lori J. Stark: ”Developmental and Psychosocial Issues in CF”, in: Child Adolesc
Psychiatr Clin N Am 19/2 (2010), pp. 263–268.

21 M. E. Dodd, A. K. Webb: ”Understanding Non-Compliance with Treatment in Adults with Cystic Fibrosis”, in: J R Soc Med 93 (suppl.
38) (2000), pp. 2–8.

22 Trudy Havermans, Kris De Boeck: ”Cystic Fibrosis: A Balancing Act?”, in: J Cyst Fibros 6/2 (2007), pp. 61–62.
23 Annemarie Mol, Ingunn Moser, Jeannette Pols: Care in Practice: On Tinkering in Clinics, Homes and Farms, Bielefeld: Transcript

(2010).
24 Margareth H. Vickers: ”Life at Work with ’Invisible’ Chronic Illness (ICI): The Unspoken, Unrecognized Dilemma of Disclosure”, in:

Journal of Workplace Leaning 9/7 (1997), pp. 240–252.
25 Erving Goffman: Stigma: Notes on the Management of Spoiled Identity, New York: Simon & Schuster (1963), p. 41.
26 Brian Williams, Joanne Corlett, Jon S. Dowell, Joanne Coyle, Somnath Mukhopadhyay: ”I’ve Never Not Had It So I Don’t Really

Know What It’s Like Not To: Nondifference and Biographical Disruption Among Children and Young People With Cystic Fibrosis”, in:
Qual Health Res 19 (2009), pp. 1443–1455.

27 Margareth H. Vickers: ”Life at Work with ’Invisible’ Chronic Illness (ICI): The Unspoken, Unrecognized Dilemma of Disclosure”, in:
Journal of Workplace Learning 9/7 (1997), pp. 240–252.

28 Nikolas Rose: ”Beyond Medicalisation”, in: The Lancet 369/9562 (2007), pp. 700–702.
29 Susan Son tag: Ill ness as Meta phor, New York: Farrar, Straus and Giroux (1978), p. 1.
30 Paul Rabinow: Artificiality and Enlightenment: From Sociobiology to Biosociality. Essays on the Anthropology of Reason, Princeton

NJ: Princeton (1996).
31 Nikolas Rose, Carlos Novas: ”Biological Citizens”, in: Aiwha Ong, Stephen J. Collier (eds.): Global Assemblages: Technology,

Politics, and Ethics as Anthropological Problems, Oxford: Blackwell Publishing (2005), pp. 439–463.
32 Stefan Ecks: ”Pharmaceutical Citizenship: Antidepressant Marketing and the Promise of Demarginalization in India”, in:

Anthropology & Medicine 12/3 (2005), pp. 239–254.
33 Vinh-Kim Nguyen: ”Antiretroviral Globalism, Biopolitics and Therapeutic Citizenship”, in: Aiwha Ong, Stephen J. Collier (eds.):

Global Assemblages: Technology, Politics, and Ethics as Anthropological Problems, Oxford: Blackwell Publishing (2005), pp. 124–
144.

SUBJECTIVITIES/ LIFE EXPECTANCIES

IV/29



–

UNCERTAIN LEGALITY  Friendship
”Fri endship is not built on pro mi ses,
but acti ons.”

Unk nown.

Ste phen and I met in 2006 and we were instant fri ends. We were both coming into adult -
hood, fin ding our sel ves and figu ring out who exact ly we were. Throug hout my life, I had a
tumul tuous rela ti onship with my mother, one that often tur ned phy si cal and emo tio nal ly
abu si ve. I thought the free dom of atten ding uni ver si ty, even whi le still living with her, would
help the situa ti on, but the rela ti onship con ti nued to dete rio ra te. I drop ped out of uni ver si ty
during my first semes ter and moved out on my own. I star ted to find a peace and a free dom
that I had not yet expe ri en ced under the weight of the exp lo si ve rela ti onship at home. 
Ste phen and I both wor ked dead-end jobs that bare ly paid the rent and we both strug g led
finan cial ly and social ly. Our fri endship grew, none t he less. We’d stay up late at a cof fee 
shop and talk for hours and hours, most nights of the week. He lear ned about the abu si ve
rela ti onship I had with my mother, and I lear ned about his child hood in New York. Bet we en
con ver sa ti ons about our day and sto ries that made us laugh until we cried, Ste phen told 
me about the death of his father, and he lear ned about my father’s sui ci de. After a few years
of drif ting through adult hood, I star ted to make plans for my futu re, but Ste phen see med 
stal led. He never spo ke about his futu re and brus hed off ques ti ons about col le ge or tra ve ling;
he sim p ly said he was taking a gap year so that the con ver sa ti ons sur roun ding his futu re
were diver ted to other topics and the ques ti ons ended. But his gap year beca me gap years
and his pro gress beca me static.

Final ly, after years of inqui ries and stal led plans, Ste phen 
dis c lo sed that he was ”undo cu men ted”.
Admit ted ly, I didn’t under stand what that meant, and I cer tain ly didn’t under stand the social,
politi cal, racial, and cul tu ral cir cum stan ces that sur roun ded the expe ri en ce and mea ning of
being undo cu men ted in the Uni ted Sta tes. I did, howe ver, under stand that our futu res were
both laid out for us, except, I was the only one that could esca pe the fate that I was lea ving
behind. Ste phen knew that most peop le didn’t know what it meant to be undo cu men ted,
espe cial ly during a pre-9/11 Ame ri ca.

”Remem ber, this was 15 years ago...
nobo dy real ly knew what undo cu men -
ted was and the re wasn’t DACA
[Defer red Acti on for Child hood Arri -
vals] or Drea mers [Deve lop ment,
Relief, and Edu ca ti on for Ali en
Minors]. Peop le didn’t know. Unless
you were invol ved in that situa ti on, 
you pro bab ly didn’t know. The peop le
that kne w—you were my fri ends; you
under stood and didn’t jud ge me for it.”

Con ver sa ti on with Ste phen (2020).

Lear ning of Ste phen’s undo cu men ted sta tus hel ped me under stand why he could or couldn’t
do or exp lain cer tain things. At that time, I was not awa re of how Ste phen’s undo cu men ted
sta tus would impact and sha pe both his life and mine.

Rachel Kingsley
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UNCERTAIN LEGALITY  Undocumented

Ima ge by She pard Fai rey: Dream Act Now, Natio nal Muse um of
Ame ri can Histo ry (2016).

Chan ges in Uni ted Sta tes federal immi g ra ti on poli cies of 
the 1980s and 1990s pro du ced a lar ge, sett led undo cu men -
ted popu la ti on. 1 As a result of inc rea sed undo cu men ted
fami ly sett le ment, an unp re ce den ted num ber of child ren
grow up wit hout legal resi den cy sta tus in the U.S. Poli cy
makers in the Uni ted Sta tes have been reluc tant to res pond
to undo cu men ted youths’ long-term pre sen ce. The 
De ve lop ment, Relief, and Edu ca ti on for Ali en Minors
(DREAM) Act was first intro du ced in Con gress in 2001 to
pro vi de a pathway to citi zenship for eli gi b le undo cu men ted
immi grants who mig ra ted to the Uni ted Sta tes as child ren.
Howe ver, lega liza ti on efforts for the DREAM Act came to 
a halt in Con gress.

In 2012, then Pre si dent Oba ma ini tia ted the Defer red Acti on for Child hood Arri vals (DACA)
pro gram. The pro gram allows tem pora ry depor ta ti on relief from youth and young adults 
for two years, tem pora ry Social Secu ri ty num bers, and rene wab le work per mits. Eli gi bi li ty
requi re ments for DACA are exten si ve, as the app li cant must have ente red the coun try befo re
the age of six te en and be under the age of 31 on June 15, 2012; have con ti nuous ly resi ded in
the Uni ted Sta tes sin ce June 15, 2007; be at least fif te en years old and be in school; have
gra dua ted high school in the Uni ted Sta tes; recei ved a Gene ral Edu ca ti on Dip lo ma or have
been hono r a b ly disch ar ged from mili ta ry ser vice. Addi tio nal ly, app li cants can not have been
con vic ted of a fel o ny, a sig ni fi cant mis de mea nor offen se, or mul tip le mis de mea nor offen ses.
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UNCERTAIN LEGALITY  Friendship
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Admit ted ly, I didn’t under stand what that meant, and I cer tain ly didn’t under stand the social,
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that kne w—you were my fri ends; you
under stood and didn’t jud ge me for it.”

Con ver sa ti on with Ste phen (2020).

Lear ning of Ste phen’s undo cu men ted sta tus hel ped me under stand why he could or couldn’t
do or exp lain cer tain things. At that time, I was not awa re of how Ste phen’s undo cu men ted
sta tus would impact and sha pe both his life and mine.
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(DREAM) Act was first intro du ced in Con gress in 2001 to
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immi grants who mig ra ted to the Uni ted Sta tes as child ren.
Howe ver, lega liza ti on efforts for the DREAM Act came to 
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pro gram. The pro gram allows tem pora ry depor ta ti on relief from youth and young adults 
for two years, tem pora ry Social Secu ri ty num bers, and rene wab le work per mits. Eli gi bi li ty
requi re ments for DACA are exten si ve, as the app li cant must have ente red the coun try befo re
the age of six te en and be under the age of 31 on June 15, 2012; have con ti nuous ly resi ded in
the Uni ted Sta tes sin ce June 15, 2007; be at least fif te en years old and be in school; have
gra dua ted high school in the Uni ted Sta tes; recei ved a Gene ral Edu ca ti on Dip lo ma or have
been hono r a b ly disch ar ged from mili ta ry ser vice. Addi tio nal ly, app li cants can not have been
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Pho to graph by Rachel Kings ley (2021).

Tra vels with Ste phen, Cle ar wa ter Beach, Flo ri da.

Ste phen, like many Drea mers, lives in a mixed-sta tus fami ly. His sis ter was born in the Uni ted
Sta tes, thus beco ming a Uni ted Sta tes citi zen, and his mother obtai ning legal resi den cy 
sta tus, and sub se qu ent ly beca me a Uni ted Sta tes citi zen when she mar ried a Uni ted Sta tes
citi zen. Howe ver, Ste phen was not the only one in his fami ly expe ri en cing an undo cu men ted
sta tus; his bro ther, three years his elder, also beca me undo cu men ted when their resi den cy
aut ho riza ti on expi red. Lea ving the Uni ted Sta tes would have meant lea ving his mother and
sis ter, whi le staying in the Uni ted Sta tes meant living under the weight of ille ga li ty.

”My [undo cu men ted] sta tus star ted
when I was six te en... my fami ly had a
G1 sta tus for resi den cy in the [Uni ted]
Sta tes, but my dad got can cer and
pas sed away in 2004 and at that
point, we lost that sta tus.”

Con ver sa ti on with Ste phen (2020).

”I didn’t even know the re were that
many [Drea mers] other than mys elf. 
It was iso la ting at the time.”

Con ver sa ti on with Ste phen (2020).

Ste phen’s sto ry is not unli ke other
Drea mers, with his undo cu men ted
sta tus pro found ly sha ping his tee na ge
years and into his adult hood.

Ste phen admit ted to fee lings of iso la ti on and depres si on during that time. When the DACA
pro gram was announ ced, Ste phen and I spo ke about the pos si bi li ties for a futu re — the 
pos si bi li ty of Ste phen having a futu re that gave him more free dom; free dom to chan ge his
futu re and to live out si de of the sha dows. But the re was hesi tan cy — as part of the DACA
app li ca ti on, the Uni ted Sta tes govern ment requi red app li cants to pro vi de infor ma ti on for
each of their fami ly mem bers, inclu ding any other undo cu men ted indi vi duals, if they were 
not eli gi b le or did not app ly to the pro gram. If Ste phen app lied for the pro gram, he would be
for ced to pro vi de the govern ment with the loca ti on and per so nal infor ma ti on of his undo cu -
men ted bro ther, who cho se not to app ly to the DACA pro gram.
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”I was very hesi tant to app ly. The pro -
gram came out in 2012. I wai ted two
years befo re I actual ly app lied to it. I’m
not very trus ting of the govern ment
becau se they tend to chan ge with eve -
ry admi ni s t ra ti on. Sin ce DACA was 
an exe cu ti ve acti on, I felt more appre -
hen si ve about the app li ca ti on and 
pro gram, you know? At the end of the
day the re was free dom [...] being able
to pos si b ly have a futu re. My bro ther,
at the time, could have app lied, but 
he did not. He didn’t trust the pro gram
becau se you’re han ding immi g ra ti on
and customs enfor ce ment all your
infor ma ti on, so he didn’t app ly [and
remai ned undo cu men ted].”

Con ver sa ti on with Ste phen (2020).

UNCERTAIN LEGALITY  Relationships

Pho to graph by Rachel Kings ley (2018).

Tra vels with Ste phen, St. Augus ti ne Beach, Flo ri da.

I spent wee kends with Ste phen and his fami ly, coo king out and wat ching movies toge ther. 
I had a strai ned and dis tant rela ti onship with my own fami ly, but his fami ly accep ted me 
who lehe ar ted ly. Ste phen and his step dad would cook out on the grill and we three would
spend hours by the grill. I spent Thanks gi vings, Memo rial Days, and Christ mas din ners with
Ste phen and his exten ded fami ly. Ste phen wasn’t only a fri end; he was my fami ly now. He
was someo ne with whom I felt connec ted, not jud ged, and uncon di tio nal ly sup por ted. In
2014, Ste phen’s stepfa ther, for whom he was very clo se and who encou ra ged and sup por ted
him throug hout the DACA app li ca ti on pro cess, pas sed away unex pec ted ly from a brain
hemorr ha ge. Six days later, my step bro ther pas sed away from a fatal car acci dent. In all
honest ly, the loss of Ste phen’s stepfa ther impac ted me more than that of my step bro ther. 
My step bro ther’s rela ti onship with my mother and stepfa ther was very strai ned and we had
not spo ken to him in many years. My step bro ther was someo ne that had come in and out 
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Pho to graph by Rachel Kings ley (2021).
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Con ver sa ti on with Ste phen (2020).

”I didn’t even know the re were that
many [Drea mers] other than mys elf. 
It was iso la ting at the time.”

Con ver sa ti on with Ste phen (2020).

Ste phen’s sto ry is not unli ke other
Drea mers, with his undo cu men ted
sta tus pro found ly sha ping his tee na ge
years and into his adult hood.

Ste phen admit ted to fee lings of iso la ti on and depres si on during that time. When the DACA
pro gram was announ ced, Ste phen and I spo ke about the pos si bi li ties for a futu re — the 
pos si bi li ty of Ste phen having a futu re that gave him more free dom; free dom to chan ge his
futu re and to live out si de of the sha dows. But the re was hesi tan cy — as part of the DACA
app li ca ti on, the Uni ted Sta tes govern ment requi red app li cants to pro vi de infor ma ti on for
each of their fami ly mem bers, inclu ding any other undo cu men ted indi vi duals, if they were 
not eli gi b le or did not app ly to the pro gram. If Ste phen app lied for the pro gram, he would be
for ced to pro vi de the govern ment with the loca ti on and per so nal infor ma ti on of his undo cu -
men ted bro ther, who cho se not to app ly to the DACA pro gram.
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not very trus ting of the govern ment
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hen si ve about the app li ca ti on and 
pro gram, you know? At the end of the
day the re was free dom [...] being able
to pos si b ly have a futu re. My bro ther,
at the time, could have app lied, but 
he did not. He didn’t trust the pro gram
becau se you’re han ding immi g ra ti on
and customs enfor ce ment all your
infor ma ti on, so he didn’t app ly [and
remai ned undo cu men ted].”

Con ver sa ti on with Ste phen (2020).
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Pho to graph by Rachel Kings ley (2018).

Tra vels with Ste phen, St. Augus ti ne Beach, Flo ri da.

I spent wee kends with Ste phen and his fami ly, coo king out and wat ching movies toge ther. 
I had a strai ned and dis tant rela ti onship with my own fami ly, but his fami ly accep ted me 
who lehe ar ted ly. Ste phen and his step dad would cook out on the grill and we three would
spend hours by the grill. I spent Thanks gi vings, Memo rial Days, and Christ mas din ners with
Ste phen and his exten ded fami ly. Ste phen wasn’t only a fri end; he was my fami ly now. He
was someo ne with whom I felt connec ted, not jud ged, and uncon di tio nal ly sup por ted. In
2014, Ste phen’s stepfa ther, for whom he was very clo se and who encou ra ged and sup por ted
him throug hout the DACA app li ca ti on pro cess, pas sed away unex pec ted ly from a brain
hemorr ha ge. Six days later, my step bro ther pas sed away from a fatal car acci dent. In all
honest ly, the loss of Ste phen’s stepfa ther impac ted me more than that of my step bro ther. 
My step bro ther’s rela ti onship with my mother and stepfa ther was very strai ned and we had
not spo ken to him in many years. My step bro ther was someo ne that had come in and out 
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of my life spo ra di cal ly, depen ding on the inter ac ti ons he had with my mother, and was some-
o ne who I didn’t real ly know. Ste phen’s step dad, on the other hand, was someo ne I saw as
fami ly. More than the sad ness and grief I felt for Ste phen’s step dad, my heart hurt more for
Ste phen. The loss of a parent, even one wit hout blood rela ti on, lea ves part of your being mis -
sing. Holi days and fami ly din ners would never be the same. Ste phen’s step dad would never
be around to see him mar ried or have child ren. It was some t hing I had expe ri en ced with the
sui ci de of my own father, and I knew Ste phen’s life, and Ste phen him self, would never be the
same. Even through the grief and loss of his stepfa ther, Ste phen sat next to me at my step -
bro ther’s fun e ral and held my hand throug hout the ser vice. Ste phen is self-less, often put ting
his own hurt asi de to make sure tho se around him are safe.

”How can I make plans or a futu re 
with someo ne when my futu re is so
uncer tain?”

Con ver sa ti on with Ste phen (2020).

”It was always a bar ri er [in a rela-
ti onship] whe re I couldn’t exp lain cer -
tain things wit hout exp lai ning my
[undo cu men ted] sta tus. If I want to
have any sort of serious rela ti onship, 
I need to exp lain my sta tus and have
my part ner under stand. And that’s the
thing... the level of inti ma cy that a
romantic rela ti onship requi res and the
fore t hought and plan ning.”

Con ver sa ti on with Ste phen (2020).

After the loss of his stepfa ther, romantic rela ti onships did not seem important to Ste phen.
Dating was, and is, parti cu lar ly chal len ging. Ste phen is for ced to dis c lo se his immi g ra ti on
sta tus ear ly on in his poten tial rela ti onships, usual ly after only a hand ful of dates.

His undo cu men ted sta tus not only impac ted his imme dia te
fami ly, but also the rela ti onships around him.
Ins tead of focu sing on a new and exci ting rela ti onship, Ste phen must wor ry about how to
dis c lo se his sta tus to poten tial part ners and how they may res pond. Even with DACA sta tus,
Ste phen has an uncer tain futu re which sha pes the oppor tuni ties and limi ta ti ons for rela ti -
onships. Dis c lo sing his immi g ra ti on sta tus to a poten tial ly new romantic part ner not only
made Ste phen appre hen si ve, but it could be poten tial ly dan ge rous.

UNCERTAIN LEGALITY  Membership
”Unaut ho ri zed immi grants may form
con jec tu ral or frag men ted mem ber-
ship iden ti ties in res pon se to shifts in
various local-, sta te-, and natio nal-
level social and politi cal con texts.”

Kara Cebul ko, Ale xis Sil ver: ”Navi ga ting
DACA in Hospi ta b le and Hos ti le Sta tes”, in:
Ame ri can Beha vioral Sci en tist 60/13
(2016), pp. 1553–1574.

Living in the Sou thern Uni ted Sta tes, immi g ra ti on, and espe cial ly ’ille ga li ty’, can be dan ger-
ous. As a pre do mi n ant ly con ser va ti ve area of the Uni ted Sta tes, immi g ra ti on is high ly con -
ten tious, with cer tain immi grants being seen as a ’threat’ to their eco no my, com muni ty, and
even cul tu re. Dis c lo sing immi g ra ti on sta tus, espe cial ly an undo cu men ted sta tus, could 
lead to vio len ce against both the immi grant and their fami ly. Who or what kind of immi grant
that is accep ted is sha ped both cul tu ral ly and politi cal ly. Natio nal bor ders are made into
more than phy si cal boun da ries, they are made into ideo lo gi cal boun da ries. Thus, ideo lo gi cal
boun da ries are tied to the right to be in the nati on-sta te. Citi zens of nati on-sta tes focus on
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the spa tial vio la ti ons of immi grants and belie ve it has not hing to do with racial dif fe ren ces,
rather, it is about who is ’allo wed’ and who is not. Alt hough undo cu men ted youth are incor -
po ra ted as ele men ta ry and secon da ry school stu dents throug hout the Uni ted Sta tes, their
sen se of mem bership varies depen ding on their com muni ty, sta te, and sta ge in life. Becau se
Ste phen had grown up in the Uni ted Sta tes and has no for eign accent, peop le rare ly assu -
med or ques tio ned his immi g ra ti on sta tus.

In the Uni ted Sta tes, con ver sa ti ons sur roun ding ’ille gal’ or
undo cu men ted immi grants are high ly racia li zed.
The Lati no body beco mes the site of suspi ci on. Sin ce Ste phen is Sou theast Asi an, it was not
assu med that he was undo cu men ted, alt hough Ste phen did often expe ri en ce racism and
bigo try throug hout his life in the Uni ted Sta tes. Ste phen felt connec ted to his com muni ty and
connec ted to us, but never ful ly felt accep ted by the Uni ted Sta tes, he felt as though he was
a secon da ry mem ber of Ame ri can socie ty, by his race and by his immi g ra ti on sta tus, and the
intersec ti on of the two.

Pho to graph by Kate Moum (2018).

Dis cus si ons of mem bership wit hin the nati on-sta te often
invo ke the idea of nati on hood as an ima gi ned com muni ty,
peop le uni ted by a sha red cul tu re. Pre si dent Oba ma reli ed
on this noti on when he intro du ced the DACA pro gram in
2012, sta ting: ”They are Ame ri cans in their heart, their
minds, in eve ry sing le way but one: on paper”. 2 Pre si dent
Oba ma argued that undo cu men ted youth should have a
pathway to citi zenship becau se they were alrea dy ”cul tu ral ly
and social ly Ame ri can”. A cen tral argu ment of the DACA
pro gram was that exten ding mem bership to undo cu men ted

youth who were rai sed in the Uni ted Sta tes would not be
dis rup ti ve to the estab lis hed aut ho ri zed popu la ti on. By 
evo king the idea of a sha red cul tu re, Pre si dent Oba ma’s
announ ce ment of the DACA pro gram placed unaut ho ri zed
youth into par tial socie tal and politi cal mem bership posi ti -
ons that would not chal len ge the nati on-sta te’s con trol over
its bor ders and access to mem bership wit hin tho se bor ders.
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of my life spo ra di cal ly, depen ding on the inter ac ti ons he had with my mother, and was some-
o ne who I didn’t real ly know. Ste phen’s step dad, on the other hand, was someo ne I saw as
fami ly. More than the sad ness and grief I felt for Ste phen’s step dad, my heart hurt more for
Ste phen. The loss of a parent, even one wit hout blood rela ti on, lea ves part of your being mis -
sing. Holi days and fami ly din ners would never be the same. Ste phen’s step dad would never
be around to see him mar ried or have child ren. It was some t hing I had expe ri en ced with the
sui ci de of my own father, and I knew Ste phen’s life, and Ste phen him self, would never be the
same. Even through the grief and loss of his stepfa ther, Ste phen sat next to me at my step -
bro ther’s fun e ral and held my hand throug hout the ser vice. Ste phen is self-less, often put ting
his own hurt asi de to make sure tho se around him are safe.

”How can I make plans or a futu re 
with someo ne when my futu re is so
uncer tain?”

Con ver sa ti on with Ste phen (2020).

”It was always a bar ri er [in a rela-
ti onship] whe re I couldn’t exp lain cer -
tain things wit hout exp lai ning my
[undo cu men ted] sta tus. If I want to
have any sort of serious rela ti onship, 
I need to exp lain my sta tus and have
my part ner under stand. And that’s the
thing... the level of inti ma cy that a
romantic rela ti onship requi res and the
fore t hought and plan ning.”

Con ver sa ti on with Ste phen (2020).

After the loss of his stepfa ther, romantic rela ti onships did not seem important to Ste phen.
Dating was, and is, parti cu lar ly chal len ging. Ste phen is for ced to dis c lo se his immi g ra ti on
sta tus ear ly on in his poten tial rela ti onships, usual ly after only a hand ful of dates.

His undo cu men ted sta tus not only impac ted his imme dia te
fami ly, but also the rela ti onships around him.
Ins tead of focu sing on a new and exci ting rela ti onship, Ste phen must wor ry about how to
dis c lo se his sta tus to poten tial part ners and how they may res pond. Even with DACA sta tus,
Ste phen has an uncer tain futu re which sha pes the oppor tuni ties and limi ta ti ons for rela ti -
onships. Dis c lo sing his immi g ra ti on sta tus to a poten tial ly new romantic part ner not only
made Ste phen appre hen si ve, but it could be poten tial ly dan ge rous.

UNCERTAIN LEGALITY  Membership
”Unaut ho ri zed immi grants may form
con jec tu ral or frag men ted mem ber-
ship iden ti ties in res pon se to shifts in
various local-, sta te-, and natio nal-
level social and politi cal con texts.”

Kara Cebul ko, Ale xis Sil ver: ”Navi ga ting
DACA in Hospi ta b le and Hos ti le Sta tes”, in:
Ame ri can Beha vioral Sci en tist 60/13
(2016), pp. 1553–1574.

Living in the Sou thern Uni ted Sta tes, immi g ra ti on, and espe cial ly ’ille ga li ty’, can be dan ger-
ous. As a pre do mi n ant ly con ser va ti ve area of the Uni ted Sta tes, immi g ra ti on is high ly con -
ten tious, with cer tain immi grants being seen as a ’threat’ to their eco no my, com muni ty, and
even cul tu re. Dis c lo sing immi g ra ti on sta tus, espe cial ly an undo cu men ted sta tus, could 
lead to vio len ce against both the immi grant and their fami ly. Who or what kind of immi grant
that is accep ted is sha ped both cul tu ral ly and politi cal ly. Natio nal bor ders are made into
more than phy si cal boun da ries, they are made into ideo lo gi cal boun da ries. Thus, ideo lo gi cal
boun da ries are tied to the right to be in the nati on-sta te. Citi zens of nati on-sta tes focus on
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the spa tial vio la ti ons of immi grants and belie ve it has not hing to do with racial dif fe ren ces,
rather, it is about who is ’allo wed’ and who is not. Alt hough undo cu men ted youth are incor -
po ra ted as ele men ta ry and secon da ry school stu dents throug hout the Uni ted Sta tes, their
sen se of mem bership varies depen ding on their com muni ty, sta te, and sta ge in life. Becau se
Ste phen had grown up in the Uni ted Sta tes and has no for eign accent, peop le rare ly assu -
med or ques tio ned his immi g ra ti on sta tus.

In the Uni ted Sta tes, con ver sa ti ons sur roun ding ’ille gal’ or
undo cu men ted immi grants are high ly racia li zed.
The Lati no body beco mes the site of suspi ci on. Sin ce Ste phen is Sou theast Asi an, it was not
assu med that he was undo cu men ted, alt hough Ste phen did often expe ri en ce racism and
bigo try throug hout his life in the Uni ted Sta tes. Ste phen felt connec ted to his com muni ty and
connec ted to us, but never ful ly felt accep ted by the Uni ted Sta tes, he felt as though he was
a secon da ry mem ber of Ame ri can socie ty, by his race and by his immi g ra ti on sta tus, and the
intersec ti on of the two.

Pho to graph by Kate Moum (2018).

Dis cus si ons of mem bership wit hin the nati on-sta te often
invo ke the idea of nati on hood as an ima gi ned com muni ty,
peop le uni ted by a sha red cul tu re. Pre si dent Oba ma reli ed
on this noti on when he intro du ced the DACA pro gram in
2012, sta ting: ”They are Ame ri cans in their heart, their
minds, in eve ry sing le way but one: on paper”. 2 Pre si dent
Oba ma argued that undo cu men ted youth should have a
pathway to citi zenship becau se they were alrea dy ”cul tu ral ly
and social ly Ame ri can”. A cen tral argu ment of the DACA
pro gram was that exten ding mem bership to undo cu men ted

youth who were rai sed in the Uni ted Sta tes would not be
dis rup ti ve to the estab lis hed aut ho ri zed popu la ti on. By 
evo king the idea of a sha red cul tu re, Pre si dent Oba ma’s
announ ce ment of the DACA pro gram placed unaut ho ri zed
youth into par tial socie tal and politi cal mem bership posi ti -
ons that would not chal len ge the nati on-sta te’s con trol over
its bor ders and access to mem bership wit hin tho se bor ders.
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Ste phen, like other Drea mers, was placed to a cate go ry of ’good’ immi grants, tho se who
would not dis rupt the sta tus-quo and that would fit neat ly into a nar ra ti ve of ’hard-wor king’
and ’upstan ding’ immi grants. Advo ca cy groups and politi ci ans were quick to high light the
sto ries of Drea mers that empha si zed the ’good’ and ’deser ving’ immi grant who se par ents
were res pon si b le for for cing them into a life of ille ga li ty.

Drea mers are politi cal ly and social ly seen as alig ned with the
valu es and morals of ’true’ Ame ri cans, even when their par tial
mem bership sta tu ses crea te and main tain bar ri ers to achie ve
long-term life goals, inclu ding atten ding uni ver si ty.
Ste phen asked me to wri te him a let ter of sup port to the Uni ted Sta tes immi g ra ti on for his
resi den cy app li ca ti on. I used the ’good’ immi grant nar ra ti ve to form my let ter of sup port. 
I hated wri ting it. I was wri ting what they wan ted to hear on the sur face, but the re was so
much more to Ste phen and the life he has in the Uni ted Sta tes. I found mys elf regur gi ta ting
the ’deser ving’ immi grant nar ra ti ve that would not be a drain on resour ces or dis rupt the 
lar ger com muni ty. In the Uni ted Sta tes, con ver sa ti ons sur roun ding immi grants exist wit hin 
a bina ry of ’good’ and ’bad’ and I found mys elf per pe tua ting the bina ry in my let ter of sup port.

”Other [Drea mers] have accom p lis hed
so much, and I haven’t. I look at what
they have done, and I strugg le to think
about all of the things I haven’t done. I
think, I should have done more, but I
couldn’t at the time, but I should have
found a way to have done more, like
them.”

Con ver sa ti on with Ste phen (2020).

Ste phen never felt a part of the ’high-achie ving’ group of Drea mers. In many sta tes, inclu ding
the one Ste phen lives, DACA reci pi ents are not eli gi b le for federal stu dent loans and must
pay inter na tio nal ly stu dent tui ti on and fees to attend uni ver si ty. Ste phen and his fami ly were
not able to afford the immen se tui ti on requi red for Ste phen to attend col le ge. Ste phen’s
dreams of get ting an edu ca ti on and the care er that he wan ted see med to slip furt her away,
even with his DACA sta tus.

UNCERTAIN LEGALITY  Limits to Health
During my mid-twen ties I had final ly found a home in aca de mia. Wor king full-time, I put my-
self through my under grad deg ree, but during my junior year at uni ver si ty, I beca me addic ted
to opio ids. I had always strug g led with my men tal health, I knew I was dif fe rent, but I couldn’t
figu re out what exact ly made me dif fe rent. As an adult, I could not esca pe the trau ma of my
child hood. Doc tors put me on anti-depres sants, but tho se didn’t seem to work, and in some
cases, made my men tal health wor se. During my junior year of uni ver si ty, I expe ri en ced a leg
inju ry that cau sed me to be bedrid den for almost three months. Ste phen would come over
almost eve ry day to cook me din ner, make sure I was taken care of, and offer human connec -
ti on. He would help lift me up to go to the bathroom and make sure I wasn’t in pain. I would
take my pain medi ca ti on as often as I could, and refills were easy to get. I spent my days high
and asleep, and sud den ly I found that my brain was quiet. I liked who I was more on opio ids
than I was sober. I kept my addic ti on a sec ret from tho se around me, but Ste phen star ted 
to noti ce. When I had not had my pain medi ca ti on, I began to sha ke and sweat. He knew the -
re was some t hing wrong and told me that I had to get help and I had no other opti ons. Years
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later, I admit ted that he had saved my life. Ste phen also strug g led with his phy si cal, men tal,
and emo tio nal health, but did not have the resour ces that were availab le for me. He strug g led
with thoughts of sui ci de and fee lings of hope less ness. Men tal health was any t hing but
acces si b le for Ste phen. 

DACA reci pi ents are exclu ded from almost all affor da b le
health ca re opti ons, even though they are con s i de red law ful ly
pre sent, eli gi b le for a work per mit, recei ve a Social Secu ri ty
num ber, and pay taxes.
The Affor da b le Care Act (ACA; also ter med Oba ma ca re) was intro du ced to pro vi de affor da -
b le insuran ce for more Ame ri cans. The law pro vi des eli gi b le Ame ri cans with sub si dies that
lower costs for indi vi duals and hou se holds with inco mes bet we en 100—400% of the Uni ted
Sta tes pover ty level. The ACA also expan ded the Medi caid pro gram, which covers health
expen ses for adults with inco mes below 138% of the federal pover ty line, howe ver, sta tes
had the power to accept the expan ded Medi caid pro gram, so not all sta tes accep ted the
expan si on. Alt hough DACA reci pi ents have tem pora ry work aut ho riza ti on, pay taxes, and
have a Social Secu ri ty num ber, reci pi ents are not con s i de red law ful ly pre sent, and thus, are
not eli gi b le for the ACA. The se poli cy exclu si ons furt her crea te an unne cessa ry dis tinc ti on
bet we en indi vi duals gran ted DACA sta tus and indi vi duals gran ted immi g ra ti on through other
methods, such as asyl um or refu gee sta tu ses. Ste phen could not access psy ch ia try or the ra -
py, and ins tead, was for ced to live with his depres si on and sui ci dal idea ti on. Ste phen’s 
men tal and phy si cal health have been great ly impac ted by the limi t ed health covera ge opti -
ons he has had.

”I haven’t been to a doc tor or had a
phy si cal in... it’s been years... over 
a deca de. I wasn’t making enough
money to do that, and my sta tus cau -
sed me to lack access to affor da b le
insuran ce. The only doc tors I see are
my eye doc tor, and recent ly, I’ve 
be en seeing a den tist. It had been so
long sin ce I was able to go to a den tist
that I have so many teeth I have to
replace that it’s a finan cial night ma re. 
I basi cal ly have to spend about $34-
35’000. It’s a night ma re. I haven’t 
had the abi li ty to afford going to the
doc tor. My sta tus has a lot to do with
[my health] becau se I haven’t been
able to afford health ca re becau se I
don’t qua li fy for affor da b le health ca re
[under the Affor da b le Care Act] and 
I can’t afford health insuran ce becau se
I don’t qua li fy for the dis co un ted rates
through the ACA becau se of my
[immi g ra ti on] sta tus.”

Con ver sa ti on with Ste phen (2020).

I was diag no sed as a dia betic in my ear ly twen ties. Alt hough I have recei ved rela ti ve ly con -
sis tent dia be tes health ca re, the re have been times whe re I have expe ri en ced bar ri ers to 
dia betic care, inclu ding cost and lack of insuran ce. In the Uni ted Sta tes’ pri va ti zed health ca re
sys tem, if an indi vi dual does not have health insuran ce, eit her paid for through their emp loy er
or indi vi dual ly, it is high ly unli ke ly that they are able to afford con ti nuous care, and often 
re ly on emer gen cy-only medi cal tre at ment. Ste phen belie ves that he has dia be tes, or at least
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Ste phen, like other Drea mers, was placed to a cate go ry of ’good’ immi grants, tho se who
would not dis rupt the sta tus-quo and that would fit neat ly into a nar ra ti ve of ’hard-wor king’
and ’upstan ding’ immi grants. Advo ca cy groups and politi ci ans were quick to high light the
sto ries of Drea mers that empha si zed the ’good’ and ’deser ving’ immi grant who se par ents
were res pon si b le for for cing them into a life of ille ga li ty.

Drea mers are politi cal ly and social ly seen as alig ned with the
valu es and morals of ’true’ Ame ri cans, even when their par tial
mem bership sta tu ses crea te and main tain bar ri ers to achie ve
long-term life goals, inclu ding atten ding uni ver si ty.
Ste phen asked me to wri te him a let ter of sup port to the Uni ted Sta tes immi g ra ti on for his
resi den cy app li ca ti on. I used the ’good’ immi grant nar ra ti ve to form my let ter of sup port. 
I hated wri ting it. I was wri ting what they wan ted to hear on the sur face, but the re was so
much more to Ste phen and the life he has in the Uni ted Sta tes. I found mys elf regur gi ta ting
the ’deser ving’ immi grant nar ra ti ve that would not be a drain on resour ces or dis rupt the 
lar ger com muni ty. In the Uni ted Sta tes, con ver sa ti ons sur roun ding immi grants exist wit hin 
a bina ry of ’good’ and ’bad’ and I found mys elf per pe tua ting the bina ry in my let ter of sup port.

”Other [Drea mers] have accom p lis hed
so much, and I haven’t. I look at what
they have done, and I strugg le to think
about all of the things I haven’t done. I
think, I should have done more, but I
couldn’t at the time, but I should have
found a way to have done more, like
them.”

Con ver sa ti on with Ste phen (2020).

Ste phen never felt a part of the ’high-achie ving’ group of Drea mers. In many sta tes, inclu ding
the one Ste phen lives, DACA reci pi ents are not eli gi b le for federal stu dent loans and must
pay inter na tio nal ly stu dent tui ti on and fees to attend uni ver si ty. Ste phen and his fami ly were
not able to afford the immen se tui ti on requi red for Ste phen to attend col le ge. Ste phen’s
dreams of get ting an edu ca ti on and the care er that he wan ted see med to slip furt her away,
even with his DACA sta tus.

UNCERTAIN LEGALITY  Limits to Health
During my mid-twen ties I had final ly found a home in aca de mia. Wor king full-time, I put my-
self through my under grad deg ree, but during my junior year at uni ver si ty, I beca me addic ted
to opio ids. I had always strug g led with my men tal health, I knew I was dif fe rent, but I couldn’t
figu re out what exact ly made me dif fe rent. As an adult, I could not esca pe the trau ma of my
child hood. Doc tors put me on anti-depres sants, but tho se didn’t seem to work, and in some
cases, made my men tal health wor se. During my junior year of uni ver si ty, I expe ri en ced a leg
inju ry that cau sed me to be bedrid den for almost three months. Ste phen would come over
almost eve ry day to cook me din ner, make sure I was taken care of, and offer human connec -
ti on. He would help lift me up to go to the bathroom and make sure I wasn’t in pain. I would
take my pain medi ca ti on as often as I could, and refills were easy to get. I spent my days high
and asleep, and sud den ly I found that my brain was quiet. I liked who I was more on opio ids
than I was sober. I kept my addic ti on a sec ret from tho se around me, but Ste phen star ted 
to noti ce. When I had not had my pain medi ca ti on, I began to sha ke and sweat. He knew the -
re was some t hing wrong and told me that I had to get help and I had no other opti ons. Years
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later, I admit ted that he had saved my life. Ste phen also strug g led with his phy si cal, men tal,
and emo tio nal health, but did not have the resour ces that were availab le for me. He strug g led
with thoughts of sui ci de and fee lings of hope less ness. Men tal health was any t hing but
acces si b le for Ste phen. 

DACA reci pi ents are exclu ded from almost all affor da b le
health ca re opti ons, even though they are con s i de red law ful ly
pre sent, eli gi b le for a work per mit, recei ve a Social Secu ri ty
num ber, and pay taxes.
The Affor da b le Care Act (ACA; also ter med Oba ma ca re) was intro du ced to pro vi de affor da -
b le insuran ce for more Ame ri cans. The law pro vi des eli gi b le Ame ri cans with sub si dies that
lower costs for indi vi duals and hou se holds with inco mes bet we en 100—400% of the Uni ted
Sta tes pover ty level. The ACA also expan ded the Medi caid pro gram, which covers health
expen ses for adults with inco mes below 138% of the federal pover ty line, howe ver, sta tes
had the power to accept the expan ded Medi caid pro gram, so not all sta tes accep ted the
expan si on. Alt hough DACA reci pi ents have tem pora ry work aut ho riza ti on, pay taxes, and
have a Social Secu ri ty num ber, reci pi ents are not con s i de red law ful ly pre sent, and thus, are
not eli gi b le for the ACA. The se poli cy exclu si ons furt her crea te an unne cessa ry dis tinc ti on
bet we en indi vi duals gran ted DACA sta tus and indi vi duals gran ted immi g ra ti on through other
methods, such as asyl um or refu gee sta tu ses. Ste phen could not access psy ch ia try or the ra -
py, and ins tead, was for ced to live with his depres si on and sui ci dal idea ti on. Ste phen’s 
men tal and phy si cal health have been great ly impac ted by the limi t ed health covera ge opti -
ons he has had.

”I haven’t been to a doc tor or had a
phy si cal in... it’s been years... over 
a deca de. I wasn’t making enough
money to do that, and my sta tus cau -
sed me to lack access to affor da b le
insuran ce. The only doc tors I see are
my eye doc tor, and recent ly, I’ve 
be en seeing a den tist. It had been so
long sin ce I was able to go to a den tist
that I have so many teeth I have to
replace that it’s a finan cial night ma re. 
I basi cal ly have to spend about $34-
35’000. It’s a night ma re. I haven’t 
had the abi li ty to afford going to the
doc tor. My sta tus has a lot to do with
[my health] becau se I haven’t been
able to afford health ca re becau se I
don’t qua li fy for affor da b le health ca re
[under the Affor da b le Care Act] and 
I can’t afford health insuran ce becau se
I don’t qua li fy for the dis co un ted rates
through the ACA becau se of my
[immi g ra ti on] sta tus.”

Con ver sa ti on with Ste phen (2020).

I was diag no sed as a dia betic in my ear ly twen ties. Alt hough I have recei ved rela ti ve ly con -
sis tent dia be tes health ca re, the re have been times whe re I have expe ri en ced bar ri ers to 
dia betic care, inclu ding cost and lack of insuran ce. In the Uni ted Sta tes’ pri va ti zed health ca re
sys tem, if an indi vi dual does not have health insuran ce, eit her paid for through their emp loy er
or indi vi dual ly, it is high ly unli ke ly that they are able to afford con ti nuous care, and often 
re ly on emer gen cy-only medi cal tre at ment. Ste phen belie ves that he has dia be tes, or at least
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is pre-dia betic, based on symp toms and reac ti ons that his body has. Unfort u na te ly, he is
unab le to get the diag no sis and tre at ment that he requi res.

UNCERTAIN LEGALITY  Body Politics

Pho to graph by Rachel Kings ley (2018).

Tra vels with Ste phen, Can non Beach, Ore gon.

Unab le to lea ve the coun try to expe ri en ce tra vel, Ste phen
and I have tra ve led across the Uni ted Sta tes toge ther,
twice. Toge ther, we’ve seen the Moja ve Desert, eaten beig -
nets in the French Quar ter of New Orle ans, exp lo red the
Cap rock Can yons of Texas, and have dri ven the Paci fic
Northwest Coast.

For over seven years, Ste phen has been on a wai ting list to recei ve a Uni ted Sta tes Gre en
Card, a short term for legal per ma nent resi den cy in the coun try. The pro cess is long and
expen si ve, with exten si ve wait times and legal fees that can amo unt to the tens of thou sands
of dol lars. Alt hough Ste phen has aut ho ri zed resi den cy in the Uni ted Sta tes, his DACA sta tus
makes him ine li gi b le to lea ve the Uni ted Sta tes, except for an aut ho ri zed trip for emer gen cy
situa ti ons, such as the death of an imme dia te fami ly mem ber. Ste phen is a pri so ner in the
Uni ted Sta tes, as his move ments are limi t ed to insi de the bor ders. If he lea ves, Ste phen faces
the pos si bi li ty of being depor ted. Unab le to lea ve the coun try to expe ri en ce tra vel, Ste phen
and I have tra ve led across the Uni ted Sta tes toge ther, twice. Toge ther, we’ve seen the Moja -
ve Desert, eaten beig nets in the French Quar ter of New Orle ans, exp lo red the Cap rock 
Can yons of Texas, and have dri ven the Paci fic Northwest Coast. If Ste phen recei ves per ma -
nent resi den cy sta tus, he will be able to lea ve the con fi nes of the Uni ted Sta tes bor der and
final ly be able to expe ri en ce his dream of tra ve ling the world.

For now, his body is moni to red and tra cked to stay wit hin the
con fi nes of the US bor der.
Over the years, Ste phen and I saw a shift in the politi cal cli ma te of the Uni ted Sta tes. Inten se
radi ca liza ti on and racia liza ti on of immi g ra ti on, and immi grants them sel ves, crea ted an unea sy
fee ling across the coun try. The rise and popu la ri ty of Donald Trump was dis tur bing. During
his elec ti on cam paign, Pre si dent Trump pro mi sed to ”imme dia te ly ter mi na te”3 DACA, which
was inclu ded in his ten-point immi g ra ti on plan. The plan high ligh ted the ter mi na ti on of DACA
as well as ano ther pro gram direc ted at par ents of U.S. born child ren and law ful per ma nent
resi dents.
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”We will imme dia te ly ter mi na te Pre si -
dent Oba ma’s two ille gal exe cu ti ve
amne s ties in which he defied federal
law and the Con sti tu ti on to give
amnes ty to appro xi ma te ly five mil li on
ille gal immi grants.”

”Tran script of Donald Trump’s Immi g ra ti on
Speech”, in: New York Times,
https://www.nyti -
mes.com/2016/09/02/us/politics/tran -
script-trump-immi g ra ti on-speech.html
(2016).

Pre si den tial can di da te Donald Trump
in August 2016.

On Sep tem ber 5, 2017, Attor ney Gene ral Jeff Ses si ons sta ted the Trump admi ni s t ra ti on
would in fact res cind the DACA pro gram, poten tial ly effec ting 800’000 DACA reci pi ents. 
In 2017, then-Attor ney Gene ral Jeff Ses si ons sim p ly decla red DACA ille gal and uncon-
sti tu tio nal. Ses si ons argued that the pro gram should be res cin ded becau se he said it was
unla w ful from the start. Ste phen and I wai ted with bated breath: Could the DACA pro gram
real ly be res cin ded? Would the federal govern ment force ful ly deport him? What about 
his bro ther? Whe re would they go? Who would they stay with? How would they com mu ni-
ca te? Anxie ty began to rise, and again, Ste phen was facing an uncer tain futu re for his life 
in the Uni ted Sta tes. At first, we tal ked about the what-ifs all the time, trying to make plans
and plans for our plans. But over time, we stop ped tal king about the what-ifs. The re were 
no other plans we could make, no other what-if opti ons. The wait was crus hing.

Pho to graph by Maria Oswalt (2019).

Cathe dral of Lear ning, Uni ver si ty of Pitts burgh, Pitts burgh,
Penn syl va nia.
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is pre-dia betic, based on symp toms and reac ti ons that his body has. Unfort u na te ly, he is
unab le to get the diag no sis and tre at ment that he requi res.

UNCERTAIN LEGALITY  Body Politics

Pho to graph by Rachel Kings ley (2018).

Tra vels with Ste phen, Can non Beach, Ore gon.

Unab le to lea ve the coun try to expe ri en ce tra vel, Ste phen
and I have tra ve led across the Uni ted Sta tes toge ther,
twice. Toge ther, we’ve seen the Moja ve Desert, eaten beig -
nets in the French Quar ter of New Orle ans, exp lo red the
Cap rock Can yons of Texas, and have dri ven the Paci fic
Northwest Coast.
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”Tran script of Donald Trump’s Immi g ra ti on
Speech”, in: New York Times,
https://www.nyti -
mes.com/2016/09/02/us/politics/tran -
script-trump-immi g ra ti on-speech.html
(2016).

Pre si den tial can di da te Donald Trump
in August 2016.
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Pho to graph by Maria Oswalt (2019).

Cathe dral of Lear ning, Uni ver si ty of Pitts burgh, Pitts burgh,
Penn syl va nia.

SUBJECTIVITIES/ UNCERTAIN LEGALITY

IV/39



–

The DACA argu ment final ly made it to the Sup re me Court. In a major rebu ke to Pre si dent
Trump, the U.S. Sup re me Court has blo cked the admi ni s t ra ti on’s plan to dis mant le an 
Oba ma-era pro gram that has pro tec ted 800’000 DREA Mers from depor ta ti on. The vote
was five-four, with Chief Justi ce John Roberts’ opi ni on. Roberts’ opi ni on for the court 
was a nar row but power ful rejec ti on of the way the Trump admi ni s t ra ti on went about trying 
to abo lish the pro gram known as Defer red Acti on for Child hood Arri vals, or DACA. Roberts
wro te: ”We do not deci de whe ther DACA or its res cis si on are sound poli cies, the wis dom 
of tho se deci si ons is none of our con cern. Here we address only whe ther the Admi ni s t ra ti on
com p lied with the pro ce du ral requi re ments in the law that insist on ’a rea so ned expla na ti on
for its acti on’.” But, as Roberts obser ved, the attor ney gene ral offe red no detai led jus ti fi ca ti -
ons for can ce ling DACA. Nor did the acting secre ta ry of home land secu ri ty at the time, 
Elai ne Duke, who put out a memo announ cing the res cis si on of DACA that reli ed ent i re ly on
Ses si ons’ opi ni on that the pro gram was unla w ful. As Roberts noted, Duke’s memo didn’t
address the fact that thou sands of young peop le had come to rely on the pro gram and who
also have 200’000 child ren of their own who are U.S. citi zens, not to men ti on that DACA
reci pi ents pay $60 bil li on in taxes each year.

”Drea mers are Ame ri cans. Many have
spent most of their lives in the Uni ted
Sta tes. They live, stu dy, work, and
worship in our com muni ties. They
have ser ved on the front li nes during
the COVID-19 pan de mic [...] only Con -
gress can pro vi de a per ma nent legis -
la ti ve fix to pro vi de las ting sta bi li ty for
the se young peop le and their fami lies.
My immi g ra ti on bill, the U.S. Citi -
zenship Act, crea tes a pathway to citi -
zenship for undo cu men ted indi vi duals
in our coun try, inclu ding Drea mers. 
In March, the Hou se took a criti cal first
step and pas sed the Ame ri can Dream
and Pro mi se Act. Con gress must 
find a way to pass the se legis la ti ve
solu ti ons and I will con ti nue to work
towards pas sa ge of legis la ti on pro tec -
ting Drea mers and crea ting a path to
citi zenship for undo cu men ted immi -
grants. The se young peop le rep re sent
the best of Ame ri ca, and we can’t let
them down.”

The Whi te Hou se: ”Sta te ment by Pre si dent
Joseph R. Biden, Jr. on DACA Day”,
https://www.white hou se.gov/brie fing-
room/sta te ments-relea -
ses/2021/06/15/sta te ment-by-pre si dent-
joseph-r-biden-jr-on-daca-day/ (2021). 

Pre si dent Joseph R. Biden, Jr. on
DACA Day in June 2021.

U.S. Pre si dent-elect Joe Biden has pro mi sed a quick and dra matic rever sal of the res tric ti ve
immi g ra ti on poli cies put in place by his pre de ces sor Pre si dent Donald Trump. Whi le Biden
pled ged to undo many of Trump’s poli cies star ting the first day he takes office on 20 Janua ry,
2021, the lay ers of reforms will take much lon ger to imp le ment. Biden has said he would
crea te per ma nent pro tec ti on for DACA reci pi ents. Vice pre si dent-elect Kama la Har ris said 
in an inter view with Uni vi si on on 12 Janua ry, 2021, that the admi ni s t ra ti on plan ned to shor ten
citi zenship wait times and allow DACA hol ders, as well as reci pi ents of Tem pora ry Pro tec ted
Sta tus (TPS), to ”auto mati cal ly get gre en cards”, but did not sta te when or how the se chan -
ges would hap pen. Howe ver, with the govern ment’s focus on the COVID-19 pan de mic, the
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Black Lives Mat ter move ment, the war in Ukrai ne, and the cur rent eco no mic infla ti on issue,
Drea mers have once again been put on hold, with their futu res uncer tain, again.

UNCERTAIN LEGALITY  Transformation
Health isn’t limi t ed to the pre sen ce or absen ce of disea se or infir mi ty; rather, it encom pas ses
all well being, phy si cal, men tal, and social. Health dis pa ri ties do not emer ge in a vacu um;
rather, ine qui ties are pro du ced and main tai ned through exc lu sio na ry social struc tu res that
sys te mati cal ly exc lu de cer tain groups to favor other groups. For DACA reci pi ents living in a
qua si-legal sta te, their well being is deter mi ned by struc tu res that limit their abi li ty to main tain
posi ti ve men tal, phy si cal, and emo tio nal well being. By limi ting Drea mers’ access to healt h-
ca re and health insu ran ce, health ine qui ties and ine qua li ties beco me imbed ded as a way of
life. The radi cal health fra me work requi res us to not sim p ly exa mi ne the struc tu res that crea te
and per pe tua te health ine qua li ties; it also requi res us to trans form tho se very struc tu res to
redress sys te mic ine qua li ties that lead to sys te matic dis pa ri ties. Radi cal health demands that
we, as anthro po lo gists and scho lars ali ke, move beyond sim p ly advo ca ting for chan ge, but
rather, pro po se struc tu ral solu ti ons that crea te health equi ty for all.
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Radical Health appeared in winter 
2024/2025 as the fourth edition of  
the series cache (print and online). 
cache 04 exhibits work from the  
participants of a conference entitled 
‘Radical Health. Doing Medicine, 
Health Care, and Anthropology of the 
Good’ that took place in June 2021.
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