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Prologue

In this book I will contrast two ways of dealing with disease. One of
these, the logic of care, is thé central topic of this book, while the
other, the logic of choice, forms its point of contrast, But let me
begin by telling some stories. These could be presented either as per-
sonal experiences or as ethnographic observations, the difference is
not really relevant. Together they index the. events that led me to
write this book, and they provide a first sense of the concerns that lie
behind it:

Story one. It is the early 1980s. On Dutch television a discussion
on in vitro fertilisation is about to be broadcast. As a young feminist
scholar, studying biomedicine and its techniques, 1 sit down to watch
how the promises and problems of IVF will be staged. No doubt
there will: be talk about much loved babies. But what about the
impressive quantities of hormones that are injected into women in
the course of this intervention? Will anyone mention the way -that
these women'’s lives are ordered around ovulation and egg-harvesting
for months on end? Will the discussion dwell on the fact that parental
hope for a child ‘of their own’ is being fuelled, even though-in most
cases it is never met? | realise that it is unlikely that any of the guests
will contrast the emotional and financial investment made in any
Western child with the fact that children in the rest of the world die
in large numbers of hunger and infectious diseases. Nor will anyone
ask why organising good dgycare facilities seems so tguch less urgent
than making babies. Yet [ am curious.

After some preliminaries and explanations, the gynaecologist is
asked to speak. However, he almost.immediately shifts this task to
‘the patient’, His patient, There she is: a woman who will appeal to
many — she could be a professional herself, a feminist even, but also
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someone who gave up work once she got married. Presenting herself
both as suffering and proud, she tells the audience that, ;f-es, indeed
she has so far failed to get pregnant in the usual way. She wants :;
child very badly. Therefore, whatever the possible risks or drawbacks
she is undergoing IVF. It is, she says, her own choice. At this point
the camera shifts back to the gynaecologist. Who would be so pater-
nalistic, he says, as to deny this woman her choice? End of discussion,
As if it were a magic wand, the term ‘choice’ has ended the discus-
sion. All the possible advantages and disadvantages of the treatment
all its goods and bads, have been turned into private concerns, The);
are not to be questioned. Interestingly, the gynaecologist’s words
come straight out of the abortion debate that had taken place’in the
Netherlands barely a decade earlier. There it is, the term ‘paternalis-
tic’, which evokes male arrogance; ‘her own’ that make:s the woman
sound courageous; and finally there is ‘choice’, the very.act that turns
a person i.n'to a subject. What to say? The question of how to counter
the magic of the term ‘choice’ has haunted me ever since.

Story two. Ten. years on. I've kept on researching and writing:
Now, as a supposedly neutral third party, I am invited to chair a discus-
sion about choice and patient autonomy between ethicists and psychia-
trists. One of the ethicists begins by presenting a case. Briefly: one
morning, a patient in an open ward of a psychiatric hospital:does not
want to get up. Question: are you going to allow him to stay in bed or
not? (It is implied that ‘you’ are in the safe position of the psychiatrist
who may offer others the freedom to choose, or not. Somehow th;
‘you’ of medical ethics is' never a patient, But that is in parentheses.)
Most of the ethicists in the meeting think the. case is easy. A person
who- stays in bed does not harm anyone else, It is the pivotal: liberal
principle that people are allowed to make their own choices so long as
they do fot harm others. Let him be, this man, let-him make his own
choice. One ethicist sees a preblem however. What if the person in
question is incapable of functioning as a subject of choice, what if he —
he’s a patient after all — is insane? A discussion about madness ensues., Is
a patient in a psychiatric hospital always ‘mad’ and incapable of making
choices? Or is this only the case if he happens to be psychotic, acutely
depressed or otherwise overwhelmed by disease? The question of auto-
nomy gets linked up with: that of psychiatric diagnosis. Thus the ethi-
cists seem to silence-themselves. For when it-comes to diagnosis, the
psychiatrists are the experts. ’
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However, the ps'ychiatrists present do not seem too worried about
diagnosis. They have other concerns. One of them says that, since life
in a hospital ward is communal, people have to adapt to shared rules.
In a family, he says, you also have to join in for breakfast, Such rou;
tines make for a-better daily life. Another psychiatrist stresses that
people admitted to a psychiatric hospital often have to learn to make
choices: this is-a part of their treatment. So whether this particular
patient is up to being confronted with the.negative consequences of
making a bad choice (rio breakfast, no daytime activities) or should be
encouraged to get up as a way of protecting him, depends on the
stage of his treatment. Further responses go off in other directions.
One of them is striking. The retired Professor of Psychotherapy says:
it is all a question of money. He reproaches the ethicist who has pre-
sented the case for leaving out the institutional context. A dilemma
like this, he says, only arises when there aré not enough stafl: ‘On a
ward with enough stall, I'd sénd a nurse to_sit next to the. patient’s
bed and ask why he does not want to get up. Maybe his wife is not
coming for a visit that afternoon. Maybe he feels awful and fears he
will never be released from hospital. Take tirne for him, let him

talk.” Someone who does not want to gét up, says the psychothera-
pist, needs care. Offering him the choice of staying in bed is as much
a way of neglecting him as is forcing..him to get up.

This'is helpful. Yes, there i§ not only a contrast bétween ‘choice’
and 'no choice’, but also between these, two, united’in a logic of
choice, and an altogether different alternative, that of care, something
that contrasts with neglect. Might it be posgjble, I wohder in the
days, the years, that follow, to find.ways of articulating a logic of care?

Story three. It is still the early 1990s. | am pregnant and 36. A
national committee of experts.in the Netherlands where I live has
looked at the statistics and suggested that pregnant women over 35
should have an amniocentesis and thus the option of abortion should
their foetus have Down’s Syndrome. Given where ['am (I have-a
healthy child and work that fascinates me and it is difficult enough as
it is to juggle between them) I follow the advice. I take a day off and
go to the hospital where I also happen to be doing the field work for
the book that I am working on at'the time. It is slightly strange to
shift from the role of observer to that of patient. But I lie down on
the examination table and feel the ultrasound probe moving over my
belly. Still in my field-work habits, or just to break the silence, 1 say
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to the nurse who is preparing the long needle that will be inserted
into my womb: ‘] hope it all goes okay.” We both khow that a small
percentage of women have a spontaneous abortion as a result of the
procedure. The nurse snaps back: *Well, it is your own choice.’

Back home 1 dutifully sit down on the couch, legs up, to reduce
the chance of the threatened spontaneous abortion. But [ also start to
make notes for what turns out to be field work after all, albeit.for
some future book. I wonder what the nurse might have said that
would have fitted a logic of care. ‘Let’s indeed hope it goes well’; or
‘Most of the time there’s no problem’; or ‘Are you worried about
it?’ She might have touched me in a kind way. And she might even
have used the moment to encourage me to behave and say: ‘“You may
want to have a quiet afternoon, then.’ But instead she. illustrates
beautifully how mobilising the logic of choice can lead to poor care,
Tt can shift the weight of everything that goes wrong onto the shoul-
ders of the patient-chooser.

Over the last twenty years, ‘choice’ and more particularly ‘patient
choice’ has attracted ever more public attention, Its public appeal has
increased too. Over the same period I hit upon more and more
reasons for doubting it. Thus, when early in the new century
ZON/Mw, the Netherlarids Organisation for Health Research and
Development, offered grants for studies intended to ‘increase the
possibilities for patient choice’, | wrote an application. It stated that,
if it is compared with ‘force’, then ‘choice’ is more often.than not-a
great good. But what about comparing it with ‘care’? Is ‘care’ a soft
form of ‘force’ or might something entirely different be going on? |
got the grant which made it possible to investigate'a specific set of
care activities in more detail than provided in the examples above.'|
analysed them again and again and then gradually wrote this book. [t
argues that, indeed, in care Practices something entirely differerit is

going on. Care has a logié of its own. The logic of care. How to talk
about it?

f

1 Two logics

Individual choice is a widely celebrated ideal. This is hardly strange:
who likes to be: dominated by others? And yet this book starts out
from doubts about this ideal: I do not question choice in ‘general, bl.:t
rather the generalisation of choice. Other ideals, like good care’,
suffer from this. In health care, on which this bock concentrates,
‘patient choice’ and ‘good care’ may sometimes complemeflt e.ach
other, but more often they clash. Practices designed to foster pfment
choice’ erode existing practices that were established to ensure g‘ood
care’. People who are directly involved in health.care (as profession-
als or as patients) have sad stories to tell about this. Hm;vc\’rcr attract-
ive:it-may sound, when it comes to it, ‘patient choice’ does n:l)t
always lead- to the expected improvements. Why not? VYhere th0
things go wrong? To tackle these questions, | will not Eh:v‘cuss e
merits of the ideals of ‘individual choice’ and ‘good care’ in-and of
themselves, in isolation, Instead | will unravel some exemplary prac-
tices with which they are linked.' N -
In scholarly discussions about health care, ‘c_e_lre is ’offen distin-
guished from ‘cure’. If this is done, the first term, ‘care’, is used for
activities such-as washing, feeding or dressing wounds, thlt are done
to make daily life more bearable. The second ten‘n, ‘cure : reso.nates
with the possibility of healing; and is applied to mterventlfms in \:.he
course of a disease. In the present book I deliberately avoid r.nakmg
this distinction. In practice, after all, the activities categorised as
‘care’ and ‘cure’ overlap. (Caring) food and (curing) drugs may ha.vc
similar effects on a body, Caringly dressing a wound may help its
cure. What is more, nowadays many of the diseases that send people
to their doctors are chronic in character, A so-called cure of such
conditions does not lead to recovery but instead makes life more
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bearable: it is a form of care. Thus, even if the interventions in the
lives and bodies of people with chronic diseases are often knowledge-
intensive and technology-dependent, there are good reasons for
calling them care. Which is what I'll do here — I will skip the term
‘cure’ and talk only of ‘care’. In the process that word will stightly
change its meaning,

The practices I have analysed in order to compare ‘patient choice’

and ‘good care” are those of the treatment of, and life with, diabetqs
in the Netherlands. Thus the stories I tell are highly specific. They are
local. That does not mean their significance is local. I will not begin
to explore what can be transported from this particular site and situ-
ation and what cannot, But my hope is that, not despite, but thanks
to, their specificity, these stories are strong enough to get across the
importance of ‘good care’. This is an important ideal and we had
better not throw it out in order to haul in ‘individual choice’, A
caution. If I talk about ‘good care’ using ‘diabetes-care in the Nether-
lands’ as my case; this does not mean that the particular clinic that I
investigated, or Dutch health care overall, are wonderful. There is'a
lot left to improve. But, and this'is my point, continuing to empha-
sise patient choice will not bring about the improvements hoped for.
Introducing patient choice into health care does not (finally) make
space for us, its patients. Instead, it alters daily practices in ways that
do not necessarily fit well with the intricacies of our discases: My
argument is that the tradition of care contains more suitable reper-
toires for handling life with a disease. Instead of frustratihg these by
dreaming of choice, it would be wiser to try"to improve care on its
own terms. In its own terms. But in what language to speak of care
and its specificities? The ideal of good care is silently incorporated in
practices and does not speak for itself. Given that it is under threat, it
is time"to put it into words. That is what [ set out to do here. In this
book I talk about the treatment of, and life with, diabetes, while
seeking words that allow me to do 50, The aim is to articulate the
specificities of good care so'that we may talk about jt.?

Clichés of the West

In this book you will find snapshot stories about the treatment of, and
life with, diabetes inside and outside the hospital. Thus you will learn
how Mrs Jansen is taught to prick her finger in order to get a few

|
|
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drops of blood. She learns to squeeze these drops onto a st.ick and
insert this into a blood sugar monitor in order to deten.mne he.r
blood sugar level. Mr Zomer is also-encouraged to df) thls'. but.llt
appears that he cannot incorporate self-measureme.nt into lhls dz;: y
life. Why not? Then, there is Lies Henstra, who will explain to .er
interviewer that she eats too much because she comes from a family
of food lovers: You will encounter a diabetes nurse, who w,onde.rs
which make of blood sugar monitor might fit into each patient’s d.ally
life best. And there are doctors, too. In this book they are fused into
‘the doctor’, who tries to help her patients to creatively adjust useful
technologies and daily lives to each other. Mobilising events fmd
quotes, | will gradually flesh out ‘good care’. But before | start to do
this I would like to invite you on a detour. I want to set the stage.
For the stage on which ‘choice! and ‘care’ clash, is not. confined to
the consulting room and the daily lives of patients. It is far larger.
One might as well say it is ‘the West’. .
Individual choice is not only celebrated as an ideal in health care.
It surfaces everywhere, In discussions about organising SC]‘IO(?IS,
raising children, finding work, building houses, cooking food, making
music, financing the media — the, list goes on and on. People should
not enjoy their autonomy at the expense, of others, but autonom.ous
they should be. And this is not just a strong moral preoccupation.
The difference.betweén autonomy and heteronomy has also come t-o
mark the dilference between ‘the West’ and ‘the Others’. In this
context, ‘the West' is typécast as a place/time where people malfc
individual choices, while ‘the Others’ are said to be embeddcd.m
their communities. While God, tradition and the colle,ctive give
meaning and coherence to ‘their’ lives, ‘we We'stt.emel:s , !Jy con-
trast, are supposed to have been [ree of such restrictive ties sn.nc‘c t.hc:
Enlightenment. The specificiti€s tend to be left in the dark, Dl.d our
liberation take place two centuries ago, at the time of Voltaire alnd
his friends; or not until the 1960s, with youth revolt and the,plU?
And who‘exactly belongs to the ‘we’ of ‘the West'? Or}l?' truly sectf-
larised people, or also those who have confined religion to t‘helr
private lives? Only rationalists, or men, or the well educated; or
everyone who lives in a so-called Western country? Do the funda-
mentalists in the southern states of the US belong? And what about
the inhabitants of rSingapon:, Rio de Janeiro, Johannesburg mf B_eirut?
So long as such questions are not actually asked, the demarcation of
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the ‘we’ remains fuzzy and taken for granted. What counts is that
‘we’ are individualised and autonomous. It is this that makes ‘ys’
modern and belong to ‘the West’.

In scholarly literatures, this neo-colonial ideological violen¢e has
been met with a variety of critical responses. In various ways, such
literatures defend the non:West against the caricatures that circulate
about it. Some.authors argue that ‘sell-hood* in the non-Western
culture they happen to know about, may not quite be ‘individual-
ism’, but is nothing like ‘immersion in the collective’ either.? Others
talk of the people who worked {and died young) on sugar plantations
and long-distance sailing ships, in harbours and emerging factories, in
order to provide the material conditions for the individualisation of
some — preciously few — of their contemporaries.* Yet other authors
describe sites and sithations where ‘individualisation’ would not have
worked. Take West Africa: while people in the coffee houses of
London, the salons of Paris and the stock markets of Amisterdam,
celebrated personal liberty, people in West Africa had to rely on each
other for protection against (English, French, Dutch) slave traders. A
solitary individual would have had nowhere to hide.® In ways like this
post-colonial studies have criticised self-satisfied Enlightenment fan-
tasies. Here 1 would like to contribute to that line of work.

However, [ will not do so by countering more bad clichés about “the
Others’, but by readjusting bad clichés about ‘the West’,$
Are ‘we’, in ‘the West’, indeed autonomous individuals? The
answer is: no, ‘we’ are not. This is hardly an original statement; it
has -been argued many times, Sociologists have- emphasised that al]
humans are born naked and helpless and depend on others for their
survival for years. Even as adults Westerners are interdependent — all
the more since théy no longer cultivate their own food, sew their
own clothes, or bury their own dead. Some sociologists have studied
how in actual practice people in ‘free societies’ make their choices.
They have found that making choices takes a lot of energy, energy |
that not everybody has to spare or likes to spend on it. They have also i
found that ‘we’ end up choosing remarkably similar things, Indeed, |
some scholars have argued that autonomy is not the opposite of het:
eronomy at all. Instead, they say, making people long for choices and
invest a lot in making them,’is a disciplining technique.’
So ‘we’ in ‘the West’ may not have as much ‘choice’ as we think,

or not like it as much, or not use it in such a way that we end up |
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doing other things than other people, or we may not. be ftl-leef!d b);
having choices to make, but tricked. What is mor.e, llzes:des ; B,l Fa
of ‘choice’, there are many others circulating in ‘the V'Ve-st: or
instance solidarity, justice, mutual respect and care. Thert?'lt is, catr}:?.
The present book is obviously by no means the ,.ﬁrst to ‘st(:;'.t;:s v.:
importance of care. This has been done before, {p.marfy 1 jelr)l
ways. Theologians. have cast care as a selfless activity, lr.xspu:e l Yy
charity and love. Anthropologists have contrastc,.d_ thc: ﬂuld c1.rcu -a-
tion of care with the metrically calculated rec.lprpmty ln..‘lp’l‘l(?-d n}
exchange. They have cast care as a gift, Within the sociology o
work, the care and devotion with which many peo[?lc,.throw t.helr-n-
selvés into their work has been show‘n to fit badly with the forma ;-ty
of employment contracts. And then there is the care of I.)argr_lltsb.or
their children. How is this different from and how dees it com mt;
with paid work? Or, another question, .is .on'ly (matcr;lal) warrtxilal?
ap.propriate to care or is (paternal) dlSClP]ll"lt‘f equa‘l y t}_fl:sigln v
Fiﬁally, care is discussed within ethics, Care et.hlmsts claim that ‘go
care’ is not an ideal that can, be defended in ge.n.cral terms, has a
matter of principle (in the way that the ethical tradm-.on has sought tlo
defend an ideal like justice). Instead it is something t..hat speop e
shape, invent and adapt, time and again, in everyday praf:tlces. .
Each of these short sentences points to a bookcase. ]om-tly, the ' e:
ological, anﬂiropologim], sociological, pedagogical a'md ethlml. 1;:31'5103._5
of care underscore the fact that ‘the West' is not s1mply.Enllg tc]:m .
It does not just celebrate rationality, autonomy and choice, bu:hls‘as @
rich and multi-layered care tradition as well. [ need not arguc (,1 (;f
has been done already. And yet there is something I wo.uld. like t:;] ad.
By unravelling the specificities of care in ﬂle case of daily hf? wi ; 1:;-:
betes, it is possible to disentangle ‘care’ from an all too m.’xmt.: iate
association with kindness, dedication and generosity. The pom't is fnot
that kindness, dedication and generosity are irrelevant to.deuly hf:h
They are crucial.” But as long as care is primarily associated wi
‘tender love’, it may be cast as something that is opposed to t:hclmo-
logy. A pre-modern remainder in a modern world. Maybe su lcare
can be added as a friendly extra, maybe it gets eaten up bty te?hno og,
but in either case the two are mutually exclusive. B'ut is this u-ue’&:s
care other to technology? Is the first humane and fnend‘ly,. whlle. le
second .is strategic and depends on rationality alone? This is precise y
where-] want to interfere. The care that [ will come to talk about, is

akmman i
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not opposed to, but includes, technology. And Lhcl technology that |
will come to talk about is not ‘transparent and predictable, but has to
be handled with care. "

‘The West' (wherever it may begin or end) has never been homo-
geneous. Alongside its many horrors, it contains an amalgam _of
ideals, that of ‘good care’ among them, To deny this is a.form of

internal colonisation. It simplifies ‘the West’ and reduces it to only

one of its traditiors — which, by declaring it to be dominant, is made
to be so ever more, This frustiates good ‘care, contributes to the mar-
ginalisation of patients, and makes it diffeult to think about, let alone
attend to, the body and its diseases. It also helps:to hide neglect — a
word that risks disappearing from our vocabulary. Finally, it con:
tributes to widening the gap between ‘the West’ and ‘the Others’,
where instead we would do Better to face the problems we share
(such as viruses that run wild, or the ecological limits of our life on
earth) — or to explore other contrasts (such as those between rich and
poor; or between healthy people and people who have intestinal
infections or malaria, are hungry, or bound to die from AIDS). This
then is both the global context of, and a major drive behind, this
book, I like the good food that I eat and my warm, safe bed. But I do
not want to be part of a ‘We_st' that alienates me from ‘the Others’
by making me afraid of being bossed around while, at the same time,
failing to address neglect, Articulating what ‘good care’ entails is an
attempt to escape from that unwelcome embrace. It seeks to counter
the internal colonisation of all kinds of Western traditions by the
single ideal of choice and the rationalism that it is tied up with, Thus,
while I wil] tell You stories that are local and specific, they are set on,
a large stage. They start out from daily life with diabetes in the
Neth'erlands, but they seek to interfere not only with health care, but
alse with emptied out versions of technology, all too beautifu)
dreams about Reason, and one-dimensional clichés about ‘the West’,

Active patients

That the ideal of individual choice is
health care is not only due to its
West'. It also has to do with the sp

so enthusiastimlly drawn into
current general popularily in ‘the
ecificities of health care. If patients
visit a doctor, or so the story goes, they are all too often observed,
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touched and tested, without having the chance.tolspcak"l;or —;-};:::S
selves. As patients we are treated as object.? and dma( e pai.(s: bt;; This
a bad practice that should be stopped. Patients thesef'v:l:t o be heard.
They should be respected as subjects who have the ng}vh 10 make the
crucial choices about their own lives fgr th;ms::l\t::. ide;sl 1.5:) o
I venture to raise doubts abou
acl}_lililze;t;nllf.have to respond to it. And so | lwill.. Here, as a ﬁr:;t; Zt;:t]:
in providing that response, I want to distinguish my own
about choice from two other, more common ccm(:f:ms. ) .
The more -widespread of these has it that chfnce n;a){) | et: E:ake
ideal, but only in situations in which pe?plc are indeec t:1 elack e
their own choices. When they are patients, peopl'e_ o te:] fack this
ability. If you are brought into the em.ergency ward in a co " :_‘b]é ‘
far from autonomous. If you have a high temperat_ure;' you fcanc;:r
you have just found out that you have an aggrcssw; orm :r . wm;
you are likely to be. frightened and confused-an mazh 1 wen
someone else to make decisions for you. In ll‘ca'ctlon to su ﬁxdisiase;
proponents of the ideal of patient. choice .1n51st that not .a (seases
(disabilities, difficulties) are so overwhbelhr;mg.aizngﬁzin; sn;S : whee:
ir may be unable to walk, but is as able to m
;‘;‘:]s;nm. z{’eople with diabetes. are no less decisive. ﬂ:ﬁn [;eolﬁ)l:r\r:vtzz
bodies produce their own insulin - so long as their hoo sug Jevels
are normal. And even if you have just hear-d that ).rou e.u;rc canc:‘:o:: zfors
may well regain your ability to choose fairly qmcl.dy i )fouTrh doctors
take the necessary time and effort to talk calmly with you'i 2t here
are exceptional situations in which patients are temporarily u e o
decide is no reason to deny the ability to choose to everyone w!
. 11
palj:ns:cond widespread way of doubting the idcal' of c};}mc}e th:s) tiz
point out that when it comes to it‘ almost n.ob?dy (il t}(l)r ! (;::am); =
any good at it. It is difficult for all ‘of us to we.:lgh up ther e tfnd
and disadvantages of one uncertain future ag:;nnst ar.m er. fe e
to make incorrect assessments, f(;r ins}ltant;e:t:orain;s;vggy:er + 20
nce of success sounds a lot bette |
E;:nzzn;fcl!:lure. We also use fegr as'ou'r ac.lvisor, or l(:‘t Oﬂlrl'cimdz
tions cloud our judgements. Added to thls,r ma..ny O[- usT a ¢ e
material .resources required to choose.. Th? choice o gmln-g" o
swim every morning means little if you never lt-:al:l;(‘:i tp s;‘wrzljl e
swimming pool is too far away or costs too much; or.if you.
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small children or sick family members to look after, Here, again,
proponents of choice have an answer, They stress that the conditions
under which ‘choice’ makes sense should indeed be given more
attention, They say that the fact that the conditions enabling people
to make informed choices are often not'met is no reason to dismiss
the ideal.'?
In both of these discussions the central question is whether people
are able to make choices or not. Maybe hea.lthy people are, while
people with a disease are not; or maybe some people with a disease
are, but not all of them; or maybe everyone can choose if only the
relevant conditions are met; and then again, it might be that, when it
comes to it, nobody is able to choose. In this book I will avoid this
issue. Instead of focusing on the abilities of people, 1 will talk about
the practices in which people are involved, Instead of asking who
should make given choices, [ will take a step back and consider ‘sity-
ations of choice’, For these are not self-evidently given. In what kinds
of practices do “situations of choice’ arise? By shif'tjng focus in this
way it becomes possible to show that the ideal of choice carries a
whole world with it: a specific mode of organi;ing action and inter-
action; of undcrstanding bodies, people and daily lives; of déaling
with lmowledgc and technologies; of distinguishx'ng between good
and bad; and so on. Instead of hinging on people’s limited abilities,
my doubt has to do with that entire world. A world infused with
what [ will call the Iogic of choice. It does not offer a superior way of
living, More specifically: it does not offer. a way of living superior to
the life that may be led in a world infused by the alternative that this
book seeks to articulate: the logic of care,

In response to the argument that choice, finally, liberates Ppatients
from the passivity into which they were forced, this book seeks to
show that in care practices patients are not passive at all, They are
active. However, they do not primarily figure as subjects of choice,
but as the subjects of all kinds of activities. The logic of care is not
preoccupied with our will, and with what we may opt for, but con-
centrates on what we do. Patients tend to do a lot. The people with
diabetes whom you will encounter in this book inject their own
insulin, measure their own blood sugar levels, count the carbohy-
drates they eat, calibrate their exercise and take care of themselves in
many other ways as well. This is not to say that engaging in such

L it e ——
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: i i tion
activities is attractive. It may well be tedious. The crucial ques
. ivitics we
therefore, is not how active we are, but what klr:ids of acn\;mcsct]y
’ : i What exa
i tices tend to be demanding.
engage in. Treatment prac .
dcgtl%ey demand? What do active patients have to do mi what mtx;;st
i . ese are the
i ' t to improve -health care,
they abstain from? If we wan . e are the
ither pushing profession
i ed to address. Instead of ei essional
e o theis ing th do whatever they like, it is
i i em to do whate 34 y
back into their cage, or dllowing . ; . :
better to open up and share the crucial substantive questions EUb
i ape
licly. How to live well, what to die from, and how, thus, to shap

good care?'?

The method

i jety of
In my attempts to articulate the logic of care I drew on a variety

resources. I took the term ‘logic’ from philo-so,phy and r]:la: aw:g‘ \::zh
it."* There is a risk in using a word. like ‘logic “.fhcn ta ngCOhErem
tices. It might seem to suggest that those practices ar;_.so coherent
that everything within them is firinly defined by ?veryl mgm . -
me insist that this is not the case. Unexpc.cfed t.hmgs_a _gl\fa__y_“ }:l;m(;
A lot of creativity is involved in any practice. And yet:, Ocah jr‘,v ome
things are more comprehensible than others. Evcnt;'lsl?nfse o tend
to fit together, there are affinities between f;hcin. bls 1€he ht the
term ‘logic’ is meant to evoke. In this SEEI:St.E it rescrln. e:: o French
‘discours’, which is usually tra.nsl?]ted as; dlsc;lc::;:o ;m:rgin a. e
di urse, words, materialities and practices i (
j::i‘: historically and culturall)'; .sitllxated :ray. 15\:;tl};; ot:;z;n;f r(:.:c:f
ing’, resonates in the background as well. Aodes. er
Efg?r:::;(l;gd’iscourses multiple and mobile.. ‘I.Vlodesd is -a P]:;::l.;: (:t
invites a comparison of diﬂ'elrent wgy:; of‘ t.l?.l:’lk:j:%i:d ;:(:inngthe o
ist i i ime and place. *Ordering’, e
le':tllsl:::r:hZ: l:llilil;un,— calls Ep a process: it sug:g"'.ests -thatl the a(:‘tl.w‘tgr of
ordering involves a continuous effort, and th?t it r.nay c:; wa)i(_s de.rin ,
However, 1 do not_talk about ‘discoursea? 'Ql‘ m.o .c:v. E or ° mg
here, but deliberately use the term 'leglC ; Tl}ls 1sd cf:at:scomz
concern is not with the ways in ]which some;n:}:zr;lj :1; rei::ilvcd '
into being and establish themselves, nor wi ’ power imyolved i
that process. Instead, l.am after -the rationality, o piher the ratio
tices [ am studying. Here the term oglc‘: . P
fsal:,fzi t:loempert:ahcing that. one m)iqght also call a style. It invites the
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€X loratl()ll W titi te or g l ll) O
P Df ha S approprla lo ical to« n some. site or
on b
situati N md Whﬁt is not, lt SEEkS a lOCal, fragllﬂ and ,'et pel‘tmellt
] —r] - = N ‘ .
coeherence. 15 CO]IEI ence 1s not necessar]l,‘ ()bVlOus to the people
mv Ol‘ Ed lt need not ev vEY al y L4 l N !nay L+
. cven be € b ]. a a]lab
e to them [t l)
1m hc I em (l gS .
P 1t: ¢ bedded m praCthes, bul[ ings, hablts and machlnes And
Yet, ll ant to talk ab ut 1t - |
¥ e d to tr slat a4 ]0 |
we w L] wEe nee an e g[(: mnto lan .
guage. Ihls, t.hen, 18 What I am after. I WIH make Wﬂrds 101 ¥ and Out
OI Pl actices Alld I w1 (’(I 0 (:()]llpal t Vf_‘ly using cantrast as a ’Nay
3 . ” 5 ail » g t a ‘

of gaining insight. This book artics :

: . articulates the lopic of 2
deu}}led comparison with the logic of choice gie of exce through 2
wel logics are eEbedded in practices, articulating them demands that

go out into the world and immerse ‘ lves i
Ty, st : ourselves in those practices.
. o drawing on philosophy, 1 h
rowed from the social sciences: I'h e T
. : 1 have done field work. Traditi
ph)losrl))phers blocked ‘themselves off from mundanities alnad 1::3”3 '
argue by reasoning alone. Rational infere .
' : . nce was supposed to generat
;mv«;:—lsia!ly \:Ild arguments, And yet the empirical world was igncludefel
philosophical texts: in their questions, -their quests and their

i
f1r‘rr1:tap.l'10rs.l And also, of course, in their examples. These might come
m just about anywhere: the phil jer’s .
. : philosoplier’s-own experiences; di
sions with others; the social science li } A
: ce literature; novels; movies
. ' ] ) y e -
f:zet;s, and ;o 0}:}1. The caricature of the genre is the philosopher \:;150
ies to get his abstractions across b i i
. ¥ teng stories about his pipe, hi
;}e}s];.a;d his cat. In ways much like this: ‘All living creatures ne}elg(::’arj
id not take care of my ¢at, did no ;
, t feed her, she would die.’
maybe the neglected cat in i : e oo
; question would simply run away: th
:;er;; was never put into practice. 17 Examples were strict);y'p:c;xiﬂi.-
hac; b:)r; :v'here :l:e:; to help the philosopher explain an argumentg t}?at .
en thought through befi
pad bes ght through before the example was brought in-to illus-

Philosophers who leave their'étudie's are likely to be surprised
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with whatever is different-always requires work and logics do not do
work; They are not actors, but patterns. Thus, the logic of care artic-
ulated here only fits the case that I studied. It does not apply every-
where. This is not ta say that its relevance is local. A case study is of
wider interest as becomes a part of a trajectory. It offers points of
ce for other sites and situations. It

confrast, comparison ot referen
but it does

does not tell us what to expect — or do — anywhere clse,
estions. Case studies increase our sensitivity. It is
of a meticulously studied case that allows us to
same and what changes from one situation

suggest pertinent qu
the very specificity
unravel what remains the

to the next.
In order to articulate the logic of care while comparing it with the

logic of choice, | have thus examined a case. It is: a“varjant of the
treatment of, and life wit_‘_n, diabetes. To study this case, [ have done
field work in ethnographic mode, Thus, 1 have attended consultations
of physicians and diabetes nurses in the diabetes outpatient clinic of a
university hospital in a medium-sized Dutch town; analysed texts on
diabetes from a variety of books, journals and websites aimed at pro-
fessionals and/or patients; intervieweds professionals and patients;
and received help from others who also conducted ‘interviews and
transcribed them for me.'? In our interviews we did_nat ask peop]e
about the events and activities that they

about their opinions, but
extended ethnographic

were involved in. In this way, the interviews
ohservation. The interviewees told us® about situations where -as

researchers we had no time o licence to go. Thus, instead of turning

professionals and patients into our objects. of study, we rather drew

upon  their skills as co-researchers. They offered us Jknowledge:

knowledge about the treatment of, and life with, diabetes.’”

All this work generated a lot of material. An anthropalogist or a
sociologist might have used that material to present reality (or a part
of it) as accurately or-as grippingly as possible. However, my aim
here is different. [ do not seek to cketch a faithful image of-the events
that 1 or my informants witnessed. Neither do | want to talk about
the meanings of these events for those involved in them. Instead of
following the interpretations of 'my informants, T want to add an
interprcu;fion of my own. Instead of relating the perspectives of

others, 1"seck to offer a new: perspectivef Thus | have worked with

my matetials in the way an artist works with paint or with tissue and
thread. Or maybe another metaphor is more to the point: 1 have
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treated my matérials in the way chemists do when faced with a mixed
liquid. They distil it in order to separate out the various components,
In a similar way, [ have separated out ‘good care’ from messy prac-
tices. In real life, good care co-exists with other logics as well as with
neglect and errors, Here, I have left out such noise in order to distil a
‘pur;T form out of mixed events.? Som‘ething coherent, something
that could, for as long as it lasts, indeed be called a logic. The logic of
care — that this book seeks to articulate, )

That T use the treatment of, and life with, diabetes in.order to
articulate the logic of care, has some advantages.?' Most important,
it means that this logic cannot be cast a8 a pre-modern ‘care

remnant’ in an otherwise modern world. There is nothing nostalgic |

about diabetes care, As an inforrnant--put it: ‘Since the moment I
have diabetes; the nineteenth century is no longer my favourite
period.’ Peaple with diabetes (most notably people with type 1 dia-
betes) depend on modern technologies for their survival, They die
quickly without industrially manufactured insulin, and the indys-
trial manufacturing of insulin only began in the late 1920s.% That
without injectable insulin diabetes is a lethal disease also implies
that ‘the treatment of’ and ‘life with’ diabetes are not two separate
things, Although treatment may take a variety of forms, that allow
for different kinds of life, without treatment there is no life. Thus,
this case makes it difficult to rorn'antically distrust all technology or
to discard ‘medicalisation’ in general. It also fits my purposes that"
people with diabetes are as able (or unable) to choose as their
neighbours, The disease affects people of all backgrounds and ways
of life and is not a ‘mental’ matter. Thus, if ‘choice’ does not fit
their situation, this is due to this situation rather than to them,
What is more: diabetes s a chronic disease and (so far) treatment
does not lead to a cure, This implies that what treatment might
lead to instead, is overtly attended to in treatment practices, Thus
it can be studied. Overall, studying diabetes care is not too diffi:
cult. There is a lot of pain and suffering in diabetes outpatient
clinics, and yet-this was rarely so acute and overwhelming that |,
who had little to offer, felt that T was asking too much of my infor:
mants. It was also casy' to find people with diabetes willing to be
interviewed and most of them had a lot to tell, Finally, I was-lucky
with the doctors and nurses in-the hospital where I carried out my
field work, They allowed me to keep a close, critical eye'on their
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- . ! . . . ise
work, were open to my questions, and (despite the 1ne’v1table no
’ L4
and messiness) taught me a great deal about ‘good care’.

The book 1

In this book you will not find sentences such ?s: ‘We Can;l.it l::atg::
what it must be like to have a chronic disease.” Sentences like . a are
nasty. They do not state explicitly that auth.or and readler arer:rg 2o
health, but they imply it all the same. That is not‘ what I am a .Lhat
the contrary, I want to avoid unmarked normality. To presime )
you and I are healthy would go against the soul of what 1 s?e tc':;t sh;r;
Within the’ logic of choice ‘disease’ is a strange exceptlo?, i has
nothing to do with ‘us’, while the logic of care ,starts‘out ‘rorlxltin
fleshiness and fragility of life. | hold that dear. 'lndeed, in f:rtlcttll-l X ns
the logic of care I seek to contribute to theoretical re}?ert'ou"es s o
longer marginalise, but face disease. As ’a part of this, it is gotua"
underline that ‘patient’ and ‘philesopher art'a by no me::.lt'ls mu Am};
exclusive categories. ‘I am not immortal or immune tt?thlsealse.tead
your normality, dear reader, is not presupposed here elh er. Ins ou;
I will use all my rhetorical skills to sed:uce y.m..l - w.latever yad
current diagnosis — to take up the patient’s position while yo:h r:l ia:
The unspecified ‘you' in this book, tends to be som.eone ‘?ki i
betes, Whether or not you happen to have .that. disease, _‘b dn A)sr
invite you to imagine yourself involved in the situations described.
apltles;:rt overview, The logic of care will be out]inefl l?ere in :
comparison with the logic of choice. In chal.:)ter 2 th.ISFIS’ :'ut)}ll'e
particularly, the version of the logic of choice that inform e
market. In a market, people are interpellated. as cus}:on:lm: (rho
choose a product to their liking. This product is thTrll) ande o
seller to buyer in a transaction, Here, the mal:ket wil -li: exelmi ped
by an advertisement for a blood sugar monitor. I wi Ene:l ys his
advertisement and compare it with what hap‘p?:ns ina puf'l lez veHrs :e
of the consulting rooms of the diabetes clinic of hOSE:a. . : t;ts,
professionals appear not to. hand over a product to denr p;e S:ionj
who, after opting for it, have nothing left to do. Instead, pro.n o
als and patients jointly act and act again, l:.{at.her tha;l engggltg ne
transact’iOn, they interact, shifting the actlon' aroun :}o as to e
accommodate the exigencies of the disease with the habits, requir
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ments and possibilities of daily life. Care is not a limited product, but
an gngoing process.

Chapter 3 starts out from the civic version of the logic of choice. .

In a democratic state, people are interpellated-as citizens who govern
themselves and one another. If this model is introduced into health
car€, and patients are called upon to overturn the dominance of their
dectors and emancipate themselves, something is lost. For citizens,
or so I will argue while drawing on the tradition of palitical philo-
sophy, are defined by their ability to control their bodies. However,
bodies with a disease are impossible to control: we may take care of
them, but they remain unpredictable, erratic. Thus patients may only
hope to be citizens in as far as they are healthy. Only their healthy

part stands a chince of emancipation. | propose that patientism (in |

analogy with feminism) would do well to not submit to ‘normality’.
It might do better to explore the way in which the logic of care

meticulously attends to the uripredictabilities of bodies with a -

disease. Caring, or so it appears, is a matter of attuning to, respect-
ing, nourishing and even enjoying mortal bodies.:

Chapter 4 deals with professionalism. The ideal of patient choice
presupposes professionals who limit themselves to presenting facts and
using instruments, In the linear unfolding of a Consultation, a profes-

sional is supposed to give information, after which the patient can ~

assess his or her values and come to a decision. Only then is it possible
to act. However, care practices tend nat to be linear at all. Facts do not
precede decisions and activities, but depend on what is hoped for and
on what can be done. Deciding to do something is rarely enough to
actually achieve it. And techniques do more.than just serve their func-
tion — they have an array of effects, some of which are unexpected.
Thus, caring is a question of ‘doctoring’: of tinkering with bodies,
technologies and knowledge — and with people, too. -

Chapter'5 moves on to examine how people relate to each-other,
The logic of choice assumes that we are separate individuals who
form a collective when we are added together. In the logic of care by
contrast, we do not start out as individuals, but always belong to col-
lectives already — and not just a single one, but a lot of them. The
whales of which we are a part may be named and delineated in
various ways. One of the requirements of good care is that such cat-
egories are ‘crafted wisely. But how? This is a question that emerges
in care practices time and again. Categories are not given once and
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¢ made and adapted. They ueed to be outlined in

i r whom? This is a
such a way that they .contribute to good care. Fo

difficult question in the logic of care, because care for a population 1-5
ate of and for a lot of individuals. Indi-

for all, but need to b

not just a sum total of the ¢ :
viduals and collectives require different kinds of care. .
In Chapter 6 the lines of my argument come.togethe:;1 Tlhe- rs';
topic of the chapter is the place-the logic of choice and . e \c;/g}:c o]
care accord to questions of morality - or should I say etlncs?' at,t
will more particularly ask, is a moral act? Nr.:)ft, t‘he question as‘ o
whether patients need to be freed from pas-swlty is taken up aga.m:
for by this point it has become possible to give a better (:h.ara.cter.ls}a1t
tion of the ‘active patient’, Following this 1 touch upon what ltumlg )
mean to improve health care on its own terms. And then, finally a.“;
briefly, 1 consider what the logic of care might have to offer ou(tis:(lre
health-care settings. Where else might we want to serve the good life

while attending 1o th
bodies?

e viscous reality of erratic, fleshly, mortal
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LIFESCAN

aguflmu'u .-géﬁm o cbmpany

The logic of care-and the logic of choice each come in several ver-
sions. This chapter starts out from choice in its market form and uses
this as a point of contrast to the specificities of care.' When the lan-
guage of the market is mobilised, patients are referred to as ‘cus- |
tomers’. They buy their care in exchange for money. Thisrimplié_s
that patieats do not need to feel gratitude for the care they receive,
which they might feel obliged to if care were a gift. Instead, the lan-
guage of the market makes it possible to say that patients are entitled
to value for money, and that health care should follow patient
demand instead of being supply-driven. The logic of choice suggests
that, if supply were indeed to follow demand, care would — at long
last — be guided by patients. But will patients really be better off |
when they are transformed into customers? This is the question [ will

1

explore in this chapter. I will not address all aspects of marketisation.
Even if I talk about ‘the market’, the complex issue of how to best
finance health care will be bracketed. As will be the role of insurance
companies. I will not consider the effects of various combinations of
state regulation and market ordering for how professionals end up

working, 1 will also skip questions about the lessons managers of
health-care institutions might learn from banks, shops and hotels Eu ro
(how to imprave organisational routines, cluster appointments on a
single day, make visiting hours more flexible, etc.). Instead 1 will perfect n
focus on what happens inside the consulting room. Are patients in a

v orm

consulting room indeed customers who are eager to buy something?
Or is something else going on behind these closed doors?

In order to tackle these questions, I want to present you with an
image. 1 came across this image in Diabc, a Dutch monthly magazine
for people with diabetes. It was not part of the editorial contents, but
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an advertisement. And it caught my eye. The company that placed
the advertisement kindly gave me permission to use it for critical

analysis, for which [ am grateful. (But for good order I cut off their'

contact information.) It is a beautiful image, look:

Beautiful young people, walking in the mountains, The bloodi
sugar monitor that hangs above them, larger than life, is beautiful as
well. The blue EuroFlash is perfect in shape and in perfect shape (thej
Dutch ‘perfect in vorm’, printed below the picture, suggests both of

: . . .
these simultaneously). The person who has just used the monitor is

also doing well, for the device gives a result of 5.6 (mmol/1),?
Experts (and the readers of Diabc, for whom this advert is intended, |

are experts) know that this is an excellent blood sugar level. All in
all, as we would expect from an advertisement, positive associations
abound. In this way LifeScan tries to attract customers. The companyi
wants to sell the EuroFlash not for the direct profits, but because each |
time a potential customer measures her blood sugar levels, she will
need a test strip. Such test strips cost around €1 each and are device-
specific. The EuroFlash test strips can only be used in the EuroFlash. A
lot of money is involved in this market.’ However, | am neither con-
cerned with money here, nor with the advantages and disadvantages
of this particular blood sugar monitor compared with others, Instead,
my question is what happens when a company addresses_pat_ient; as
customers. What happens.to disease? And how does this differ from
what goes on in a consulting room? In order to answer this question,
I ' will compare the blood sugar monitor that figures in the advertise-
ment above with the blood sugar monitor that appears in the consult-

ing rooms of diabetes nurses and diabetes physicians in the outpatient
clinic of hospital Z.

Product or process v

Advertisements do not force -a___ny‘ihing? upon ‘potential customers.
Instead they offer a choice. Here it is, the EuroFlash, do you want itp
The suggestion is that as a customer You are made active rather than

passive. It is up to you. Markets are places where supply adapts to
demand. This means that Customers exercise discretion: they control
the demand. Their demand will not be Questioned: customers-are
always right,* However, being in charge can be difficult. You must
call the shots, but how? Indeed, this is a common theme in criticisms
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of marketisation: as patient-customers we, are'_.lefr. alone. Ther(;: yo:
are, at home, with your Diabec. The magazine %s packedhv.vcll:h a verto
for highly recommended blood sugar monitors. Whi one‘tr
choose? Within health care, choosing a suitable blood stfgar.mon:h 01;
has by tradition been a task of the: giabett?s nurse. She is awart; anad
young people prefer to have a device that is ea.sfy to carry arot‘m oo
that looks attractive, while such designer devices do not su(llt‘ z t1':3
people, since their components are: too small to handle. A diabe t:s
nurse thinks about the length of time that passes betweenrh e
moment you insert a test strip into the device and .the. r.nom-ent,“i ct:x;
‘the results appear. She checks whether or not the display is cal\si/l
read. If the device has an advaritage or a disadvanta-\gf: she has fal,'e i t]o
notice, she quickly learns about it from hef patients, Professtmn;l Z
collect patient experiences and pass them on from one person to
ne};:. this the difference between the logic of choice and that of care:
that on the market customers can make active chaices- Put ljave. to do
so-on their own, while care provides patients with an instrument tha}t
is t;iilored to their needs, but gives them no say in the matter? N(;, it
is more complex than this. For in the C(')nsultilng rocm, nu‘r;es re___;;:i
to their patients. ‘What is important to ‘you? they ask wi _?_,s;:eth X
measuring devices laid out on the table, Whaf do you want y e
same time, patient-éustomers are not necc§sarlly on th.elr own., A 2{
may organise themselves. Like other cus'tqmers, .pa_tle_nt_s_ (}al)Sio%I;_l p
their products tested or share their experiences w‘lthou_l_: prolcfl f
go-betweens, They can collectively acquire detailed know _f.: ge od
the niche market for the devices tailored to their needs. \fV_ebsntes .an )
patient magazines may gradually collect all the.rc?evant lfl_‘foymat;(on:
This is one of the creative innovations made possible by the market:
as organised consumers, patients help each other.to ¢ CbOOSt‘?. . :
‘However, choosing a particular blood sugar monitor __lsh‘no
enough. Somehow you have to learn how to use your new -ma?Lme];
Here the diabetes nurse tends to make her apPearance agalr]l(.i ‘ ?E
Mrs Jansen, you:must prick with this thing, this need‘ie. Hfo it fli ?
this. Yes, that’s right. And now prick here, f)n the side ol yo;:l(;' nLl
gertip, never on the top, but on the side. Right, there. Wou %f:e]
like to try it yourself now, or shall I do it for you first, so you can “
it? It doesn’t hurt, don’t worry.” And so on. How to squeeze out -e
drop of blood and catch it on the test strip; how to place the test strip
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in the device; how to record the results in the notebook; how to
respond to those results. When advertisements present a blood sugar
monitor as an independent product, this learning process is hidden.
This does not particularly trouble potential EuroFlash customers whio
read Diabe: their diabetes nurse explained how to use a -meénitor a
long time ago. But even so there i somct}u‘ng troubling about pn:-|
senting a blood sugar monitor as a separate sellable product, disen—I
tangled from the care process in which it is embedded. So what is
that? .
One might say that the EuroFlash advert tries to sell a dévice
without mentioning the support necessary in using it. But this is not a
problem inherent to the market. Instead it is an historical coincidence
that grows out of the way health care is currently organised. LifeScan
has to present the EuroFlash as a separate product to its potential cus-!
tomers because it finds itself in a position where it can put ‘things’ in
a market much more easily than the ‘services’ of nurses. The latter
are already organised in another way. However, over recent decades
the economy has amply demonstrated that services can perfectly well
be sold commercially. Indeed, not only are services hicrative prod-“
ucts in their own right, but many goods sell a lot better. if they come
with the necessary service attached. It is quite likely that, had the'}
profession not existed already, LifeScan and its competitors would T
have invented the diabetes nurse, As things stand, these companies |
willingly subsidise courses and other meetings for diabetes nurses,
—since this helps to strengthen the service on which their products‘
depend. :
No, if the work of diabetes nurses is undervalued, this is not the‘,
market’s fault. All sorts of things can be traded in markets: dt’:vic:es,I
skills training, and -even kindness and attention, Customers appreci-
ate kindness and attention. So the point is not that-the market_leads
to cold and distanced relations, not at all, What it does, however, is |
drawa limit. The market requires-that some product (device, plus
skills training, plus kindness and attention) is delineated as :the
product on offer. A lot may-be included in this product, but what is
on offer and what it is not has to be specified.’ Then, or so the logic
of choice has it, you may choose it, or not. This is a crucial difference
with the logic of care. Care is a process: it does not have clear bound-
aries. It is open-ended. This is not a matter of size;
that a care process is larger, more encompassing,

it does not mean
than the devices
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and activities that are a part of it. [nstead, it is a'matter of time. For
care is not a (small or large) product that changes hands, but a matter
of various hands working together (over time) towards a result. Care
is not a transaction in which- something is exch;.mged (a-produc(;
against a price); but an interaction in which the action goes back an
in an ongoing process). ‘
ror;:'l )((:;]u havegdiabgcfcs you live with a body that cannot regulateklts
blood sugar level by itself. Its internal feedback. system has bro e:n
down. If you have type 1 diabetes (like most patlents. whc? appc?arhln
this text) your body does not produce the necessar): insulin, ilzh .:as
to be injected from the outside. If you have type 2 diabetes (which in
the Dutch context usually implies that you are treaFed by‘ ?rour
general practitioner and are unlikely to visit the outpatient clinic- of
hospital Z) your cells do not respond as well as they ShOl..lld 10 yc:;r
(sometimes too scarce) insulin. Whichever the form of- diabetes, : tlel
care process supplements the failing internal feedback systembv.s;
one that is partially external. The aim is to help the b.ody to stal (; ise
its blood sugar levels. Exactly how this is achieved 1s',of secon ag
importance. Tasks can shift. When someone is ﬁrst- dliag.noshed wi
diabetes, the nurses in the hospital do their insulin injections for
them and technicians from the lab measuré their blood sugar levc:-ls.
Gradually most patients take over these tasks tht:l.nsclvcs. A machu;e
may do so as well, for it is possible to get an insulin pump ‘that slo'wdy
releases insulin throughout the day, Tasks can be sh:'arfzd in al’ kinds
of ways. Thus, children with diabetes learn how to anC(3t the.1r own
insulin, but their meals tend to be prepared by adults (just ‘llke the
meals of most other children), And so on. The care .process. mvolve:;
a team (of professionals, machines, medication, bodies, patients an
relevant others) and tasks are (!jvided between the members of that
m in ever-changing ways. _
teaThe reasons fof digvidi:g up tasks in a particular \'vay- var)f as well.
That people with diabetes learn to inject their own msuh‘n makcs
sense, because this needs to be.done several times a day. (‘] cannot
follow you around all day long,” explains the nuTs'e to Mrs' ]anse;?..
‘And at some point you will want to leave the hospital, won't 1youls)
That people with diabetes measure their own blood sugar leve .
however, has a different rationale. It is more rec.ent, too. When it
was only possible to measure blood sugar levels using large and c1'1m-
bersome machines, patients would go-to the laboratory once in a
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while, often no more than once every few months, just before their
regular check-up. The technician would take a bload sample and get‘

it measured, and the physician would adjust the daily dose or doses of

insulin if this was necessary. You might also, in exceptional cases, go
to the lab several times a day for a single day or a_few days in a row,
Or you might be admitted to the hospital for detailed monitoring.
But these were exceptions. Once your insulin dose was readjusted
your blood sugar might not be measured for quite a while. So mea-
suring one’s own blood sugar levels regularly is not: necessary fori
immediate survival, Instead, it serves another purpose: ‘it makes_it
possible to fine-tune the amount of insulin to be injected. If patients
measure their own blood sugar levels, they can do so a lot more"
often than laboratory technicians. This means that physicians are’
better able to adjust the doses they prescribe, and patients themselves
may also decide to inject a bit more or less depending on the current
state of their bodies. With such fine-tuned dosing, care gets better,
This means-care may sometimes improve even when professionals
are supplying less ‘product’ and patients are doing more work them-

selves. The implication . is not that good care equals neglect, What
matters in the logic of care is the outcome, the result. Who takes on
which task [oliows from-this, The technician may measure your blood
sugar for you or you may measure your blood sugar yourself, as:long
as the joint efforts lead to improvement. To complicate things, it is !
not always clear what to count- as ‘improvement’, Traditional]y,
health-was the ultimate goal of health care. These days it farely is. In
chronic diseases health is beyond reach, and it has been replaced by
the ideal of a ‘good life’. But what counts as a ‘good life’ is neither

clear nor fixed., Aiming fora long and happy life might sound nice, but
it is often necessary to juggle between ‘long’ and ‘happy’. Despite
these complexities, in one way or another, unstable blood sugar levels
are bad. Thus, it is good care to try to figure out how to stabilise ’
blood sugar levels. This is not to say that good care leads to stable '
blood sugar levels: trying does not guarantee success, Within the logic -
of care, therefore, it is not a surprise if blood~sugar levels remain .
unstable even though the entire care team does its best. That is how it ||
is, diseased bodies are unpredictable. It follows from this unpre-
dictability that, care is not a well-delineated product, but an open-
ended process: Try,.adjust, try again, In d@ah’ng with a disease that is

chronic, the care process is chronic, too. [t only ends the day you die.
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Thus, the problem with the logljclof chzicc t}i; r(::itt}l:a:hte};: :;,zl:::
eople: consumers can help each o
:ﬁ?lnjhoet;snl:ayq)uy as much kindness and attention as tht;y can af:(:;;:;
However, and this is my point, in one way m.- another a m «
requires that the product that changes hands in a tIran:.ac:;or.:c g
clearly defined. It must have a b'egifming and ande:d. n:s:thf o
care, by contrast, care is an intér‘actllvcl, o:apen—en € TP;lr.ocdiﬂ'emnce Y
be shaped and reshaped depending on its Lresul.ts. is enee
irreducible. It implies that a care process ma}'. 1mprot\}':3 even e dgle
less product is being supplied. What c.:ounts is wheher orl resu]t-l
results are better. More complicated still: even t.'h’oug car:a is et
oriented, it is not necessarily bad when 'hea}th and a ‘goo i
remain out of reach. Some diseases can ne.ver‘ be u::ured,ds.omehsprthc
lems keep on shifting. Even if good care stn.ves alter goc;n :::1(; ;hat
quality of care cannot be deduced fro'm its resu;ts.- -s ef;‘ort o
characterises good care is a calm, persistent b.ut orgn;'lrtlg effort
improve the situation of a patient, or to keep this from deteri g.

Target group or team member

When [ write to Johnson & Johnsan, the"ho]di;nig compan{ of Llif:‘;
Scan, to ask permission to use their advertisement, | no? on“y re::::-l "
the required permission, but a visitor as well. A f-nen( yky ong_
woman from the marketing department; involvltad in ht?r. v:ror , Vf/hat
cerned about her customers, eager to learn from my crltt}ll(:lsm’.th o
exactly is my point, she asks. Why am 1 uncomfortal : wi n o
advert? I don’t quite know yet, so [ ttlzll het;a?:n:gt:?;‘:vca:i:miﬁeg;
interviewed. (Leaving out clugs th :
:I(:::]]i‘;:st as | do throughout this book:) The husband h;!a.s :mfb}eoif:s
and they no longer go on holiday because it te;xkes to.o rtr;luc € > .
The tour bus will arrive at the hotel at eight o’clock in the :;enthf;
but he is used to having his dinner at five-thirty. How to‘ han e l;“;
The next day the evening meal is at seven and, ?Jv.hat is r;u;):fl:; (he
evening colfee comes with cake. Shoul(l. he eat tl'ns oArdﬂQit It is too
complicated. Holiday rudely disrupts daily routines. iy vt:Ch cmens
like yours, I tell my guest, stand in stark contr,as% wx‘ .su » ories.
They suggest that, if you use the, EuroFlash, anygbm.g 1sdpos.stl it, >
in perfect shape. If you cannot walk in"the mountains despite it, y

have only yourself to blame.
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The marketing manager listens attenitively. Well, yes, she says,
but the people you talk about now belong to a different target group.
Look, and she pulls cut another advert, this is what we offer to them:
Her picture shows a slightly simpler blood sugar monitor and a man
in a striped polo shirt, who does not seem too ambitious either. The
finger he holds ready for pricking is magnified, Pricking blood i
made to appear an entirely practical task, no promises {of mountain’
walks or other wonders}-attached. The simpler monitor is presented
as a purely functional tool, A market, or so my guest tells me, con-i.
sists of different target groups. Some people may be unable to go on’'
holiday, or to the mountains, and of course we do not ask them to do
so. For them we ‘make simple devices. Others, hotvever, want
freedom, They want to go abroad, visit cities, enjoy holidays, have
novel experiences, and indeed, walk in the mountains. These may be!
better-educated people, but this is not necessarily so. What is crucial
is that they understand the intricacies of the disease and are willing to
make an effort, ‘People like you and me,’ she says. Theyform a

i
|
|

Separate target group. For them we have developed the EuroFlash and
the advertise_ment of young people eagerly walking,
In order to put a product on the market, it is important to identify
its target group. My visitor presents me with a carefully designed ,
sheet. This shows the foyr relelan;t__ktarget groups for blood sugar ;
monitors: those who know a lot and want a lot; those who know a
lot but want little; those who know little but still want a lot; and
finally those who both know little and want little, In the course of my
research, I will come across a number of more or less similar fourfold ,
divisions. For example, at a conference with the telling title ‘Cus-
tomers in Careland’, 4 speaker from the Rabobank, a Dutch bankjng i
group, says that the bank divides potential customers according to the }1
]

type of relationships they engage in: those looking for independencle,
those Iooking for harmony, those looking for certainty, and those
looking for control.® From behind his podium, pointing at the audi-
ence, he adds; ‘You, in the health-care world, you should also separ-
ate your customers oyt into target groups.” He thinks it is about time
that self-satisfied healt.h-ca.!'e professionals understood that. different
groups of people want different things from them, _
But should ‘we in the health-care world’ really.begin‘ to divide
people into target groups? This does not fit with the logic of care,
The marketing manager of Johnson & Johnson helped me to articy-
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late why not, when she said that the target grm'.lp for the mf)uml:;:
walk advertisement was ‘people like you and me’, An ex.press}lion
this assumes that ‘people like you and me’, clever and abthle, ?ve -nlz
problem in organising mountain walks, even thcﬁug}} other peo:-)ll X
might find this difficult. But it is not so easy. As 1t.-h-appen]s, on the
day we spoke, [ was grateful that she had come to \:'mlt m.et.h }:vas Pt
well at all. Thus, I was just about capable of talking wi . e:r,f
would not have had the energy to travel to her office. Going (:}ll' a
walk in the mountains, no matter how attractive, was ever‘1 fur :(r]
beyond my capabilities. I did not belong to her category %"Eu ado
me'.” Care professionals are not surprised by such things. [ ety a'd,
not make categories based on a sociologica].marker or txj\;io. '113 ezim;
at least if they give good care, they inquire into the ‘spccll C.Sl}i::la.h fon
of a specific person. ‘How are you?’ a good professional mig ¢ have
asked me. ‘Are you unable to travel even for an hour or two o
must be hard on you.” Care miakes space for what .Js not possi r((::
Everyone can come to a consu]tirig r{JEm and czmpliam (to an app
i ee, that is). Even people ‘like you and me’.
Prl?rtlet(}llzg;ogi’c of call: fragilfty is taken to be.a part of life. But car:;
professionals not only accept that sooner or later everyoz;c m;y n;::;
help, they also refuse to give up on anyone. Sale?peop}e o.t, g:m P
of people to whom nothing can be sold sto!:)s ],:neln‘g a taxt')ge | glt;lo(!:(i
People who ‘know nothing and want nothing wnll. not buy a.t 208
sugar monitor and, if they get one for free, they will not u:r‘e 1t.h
market this means that it is a bad investment to keep targc}tlmg cn]l;
The logic of care, by contrast, does not start out. from w a.t pelolzle
know or want but from.what they need. Thus caring prof.'elssmna ; ; to
not abandon their patients, but keep on trying...A‘s a physician puth.l ,
while we are waiting in the consulting room: We expect nn;“ m.g
much from the next patient. I no longer push.him, nf)r does Maria
(the diabetes nursg). There is no point. He just doesn t‘ tal;e C[:oper
care of himself. But fortunately he regularly comes for his che, -uij;
so we keep things going.” Doctor and nur?e‘ no l(?nger pr['.e:rs. "
patient, but still receive him with a typical clinical r!mxture c}: . ie -
liness and severity. They listen to his stories and,answer? ;.; qulc(a1 f
tions. (“What should [ de if | have just a sm‘all te:nperature ) ou o
stay home or go to work?’ the patient asks. ‘Don’t take yot}rl em‘Ehat
ature,” replies the doctor.) 1 do -not want to romanticise wh

. .ty
happens in consulting rooms when professionals ‘keep-things going’.




.saying this, she not only distinguishes between groups of people, but
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But even in moments that leave a lot to be desired, healt.h-cgre Jpro-
fessionals do not write people off as bad investments,

In the market variant of the logic of choice customers are divided
into target groups, This makes it possible to match products to their
potential buyers and advertise them ef'fectively. Those vho want

freedom are promised freedom; those Wwho do not, are presented
with something simpler; and those who cannot be tempted to-buy;

anything at all are left in peace. In the logic of care it is different. The
point is not that health-care practices abstain from Categorising
people. A lat depends on categories such as ‘type 1. diabetes’ and
‘type 2 diabetes’: the organisation of cutpatient clinics; asseml:nlingl
groups of patients together for courses and Patient support groups;'
arranging payments; conducting scientific research. Diagnostic cat-
egories, however, are not based on what people.are likely to want,
but.on what they might need. What is more, in the day-t’o-day prac-;
tice 6f care these catégories fall apart. Hands-on care is concerned
with the specific problems of specific individuals in specific circum-
stances. The art of care is to figure out how various actors (profes-
sionals, .medication, machines, the person with a disease and others
concerned) might best collaborate in order to improve, or stabilise, a
person’s situation. What to do and"how to share the doing? In the,

logic of care, patients are not a target group, but crucial members of

i
the care team,®

Dreams or support

Maybe some people are not able to g6 on holiday, or so the market-
ing mManager of Johnson & Johnson says, but others want freedom. In

also suggests that “ivhat people want' is a given, It is the demand to
which producers/sellers need to target their supply. This is the lan-

guage of neo-classical economics, in which customers are people who
make rational choices and stick to them, However, at.the same time,
my guest is responsible for marketing Johnson & Johnson’s blood
sugar monitars. Thus she went to an advertising agency and ordered
twd advertisements: one for.the,simp'le monitor her company pro-
duces and another for the EuroFlash. The first had to evoke ease, effi-
ciency and-simplicity; the second was meant to appeal to ‘people
who want freedom’. What_,might seduce them into thinking that the
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EuroFlash will bring such freedom? In contrast w_ith. neo-classical
economists, advertising agencies are not at all inclined to 'tr’e:ft
‘demand’ as something that is given. For them ‘what people. wan_LT is
not a rational phenomenon, they try- ta create demand.. Not with
arguments, but through seduction. o . t
Three young people walking in the mountamsi it looks just grezll) .
The EuroFlash capitalises on the desire of potential custm:ners to. e
able to go out and walk. This walking has little to do with l-)uttmg
one foot in front of the.other; getting into a rhythm; sweatfrfg; or
enjoying the wandering.q What is at stake ins.tead is the ab;llty t-o
walk, to go wherever you might.want to go. This advert a‘ppef 3 (as ft
was meant to do) to the desires of-‘people whoe want freedom’. But. it
is nourishing these desires at the same time. Look at -the photo agaurf.'
It shows people walking in the mountains, but what is represented is
not so much walking, as freedom. The freedon.:. to escape from the
pressures of modern life into the otherness of nature. Tht'z freedom to
go where the birds go and to forget about diabetes. This is a com'rnon
advertising strategy. An attractive situation that can b:s caPtured 1:; an
image represents something else, a higher good, a‘n-ldeal FJC).ron it:
Meanwhile the situation depicted is stripped of its specificity. N.o
wonder this advertisement caught my eye: I love walking. 1 al‘f‘l suspi-
cious of the suggestion that freedom «(forever out of reach) is more
i an walking.
]mI')I?hrt:aIlc:gti}:: of care foes not similarly exploit desi.res. Grante(ll; .if
walking happens to be mentioned in the consultl:’:g room,. 1;‘ is
unlikely that this is to celebrate it ‘for its-o.wn sake ..Somi prohes-
sionals may be walkers themselves; others will empathise w1th. w alzlt-
ever their patients happen to be keen -about. But the clinically
relevant characteristic of walking; the-one that is first and forem.ost
relevant in the consulting room,"is that it is a way 9_!' g_et.ting exefClse.l
It increases your overall:fitness, stimulates: the .circu]atlon,--afld-'on:y
rarely leads to accidents. For these'reasons a dl'abetes nurse'is llke(}l'
to encourage walking. Yes, she will nod, walkmg, very good, Arl:
then she will warn you to carry enough food with you on a walk,
because when exercising muscles burn sugar and yO}lr, b‘lood. sugar
level is likely to drop. Don’t justrefrain from injecting insulin, for
your cells will need both food and insulin to have enough sugar to
burn. And beware: diabetes tends to slow the healing of sma‘ll
wounds on your feet. So you should wear good shoes and socks in
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order to protect your feet, says the nurse. Good shoes and socks are

not attractive, they are necessary. The difference in register is strik-:
ing. In the consulu'ng room of a diabetes nurse walking does not call

up 2 dream, but calls rather for practicalities. It is not associated with
freedom, but with socks.

Conversations in the consulting room of a diabetes nurse tend to
concentrate on topics like socks. They focus on the endless practical
details of daily life that are mysteriously absent from the EuroFlash
advertisement. For while this enticing image presents us with a
promise of freedom, it hides everything that users of blood sugar
monitors actually need to do in order to be able to walk in the moun-

tains. Blood sugar monitors do not work on their own, they depend
on the activities of their users, Stop walking, sit down somcwhere,|
clean your fingers. (Where did that tissue go?) Prick your finger,
catch the drop of blood on the test strip, put. the strip into the‘_
machine. Wait, read the number. Respond to it, And measyring yourI
blood sugar levels is not enough. In order to walk in the mcu.;ntains,I
you need to do a lot more. Keep your insulin cool; take enough food
with you; eat on time, enough but not too much. Rest when you are
tired, even if the others want to carry on walking. Carefully manage
your dealings with your companions, *Shouldn’t you eat something
now?’ ‘Let me be.’ But if your bléod sugar level becomes too low,’
one of them will have to inject you with glucagon in order to get youi_

out of your coma,

Dealing with your own unpredictable bloed sugar levels is not
attractive, In health care nobody suggests that it is. Instead, it is sensi-
ble to do all these things. Professionals who encourage ‘patients-to
take care of themselves appeal to their ‘patients’_minds, not their
desires. They explain that taking good care of yourself, no matter
how difficule-it may be, is likely to postpone the nasty complications

of diabetes. Statistics show that people with badly reguiated blood .

sugar levels tend to suffer more and sooner from blindness, clogged-
up arteries, and loss of sensation in-their limbs, Such threatening
prospects make it advisable to try and control your blood sugar
levels. Care is not attractive. Let me underline this, even good care is
not attractive. If only because 4s a patient you cannot just buy it, as if
it were a product for passive consumption. Instead you have to
engage actively in care, painfully, enduringly, and as a prominent
member of the care team. That is demanding. And yet you may take
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these demands on board, because suffering from complications is
i ot nastier.
llkeé)}rl:;:iz a:I:suzases make life even more difficult than it already is..
The logic of care is attuned to that difficulty and concludes fro'm it
that patients deserve support (advice, encourager?ent, cons.olatlon).
However, offering support is not the-same thing as domg' what
patients want. It does not mean going along with them. Wh‘lle the
market fuels the desires that it mobilises (such as f.he desm? for
freedom), care seeks moderation. Balance is the magic Y\rort’i. You
don’t really want an early death, do you? Or to go blind? .says a
doctor severely to a woman who is taking good care of her children,
her hus-'\band, her job, and her ideals, but not of her bloo.d sugar
levels. In this somewhat rough way he tries to miake her reah.se how
important it is for her to- take better care of herself.. But trying too
hard to take care of yourself is not good either. ‘The worst pe.ople
are those who think they can stay below 10 (mmol/1) all the time.
Help, doctor, 1 once had a blood sugar level of 11;.they sa‘y to rflle.
Yes, of course you have a blood sugar level of 11 once.m while.
What else would you expect?’ Doctars do not go along with people
who are too obsessive in their attempts at self-control. lr:stead they
counter the worries of such people with some version of: C'orne.o_n,
these things happen, let-it go.” Fighting against the unpre‘dlctablht'y
that is inherent to life with a disease only leads to more misery. It is
not a sensible thing to do. _
Thus, in care practices our minds are called upon, not our desn‘f:s.
But this does not lead to rationalism. Our desires may .not be ratio-
nal, but, or so the logic of care has it, neither are- our mmt:!s. [nstcfad,
they are full of gaps, contradictions -and obsessions. Carmg‘ pl:o es-
sionals therefore seek to cultivate our minds. They C?nvey insights,
ask probing questions, or try to reassure us. And in deing so, l:lmey tr)lr'
not just to reflect back what we thought already. In the 9pe )
making us more balanced, they give countcrbalar;Cft. They .enccfuragt;
us to take good care of ourselves,-without feeding the l‘ll.uvsmn o
control. Unpleasant surprises are to be expected. On ad_vertl.sem.ents
for blood sugar moniters, there is no room for L.lnpli_:_a‘sgnt surprls.es.
Marketing is a matter of seduction. Look! Imagine yourself wal}(mgl
in the mountains! Thanks to our wonderful blood _stijga_r monitor!
That walking in the mountains might-also go wrong is never mclr)l-
tioned. Anyway, the EuroFlash cannot be blamed for troubles: maybe
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You are the one who fajls? No, this is not mentioned either. But on
the market such fears are evoked, in all of us, including you and
me. There is nobody to contradict them. In good care practices, by‘l
contrast, the fear of failure is explicitly addréssed. A caring profes-
sional reminds you that, no matter what statistics ‘'may promise,’
everything is erratic, from diseases, to mountains, machines,.!
friends and blood sugar levels, Unpredictable. Do your best, but if

y
this turns out not to be good enough, let go. Don't take the world
on your shoulders, '

Hoping for health or living with disease

The advertisement for the EuroFlash mobilises the desire to be free in
order to sell bload sugar monitors to ‘people who want freedom’. Jt
plays with other desires as well: The desire
have friends. And the desire to be healthy. Look at the advertisement'
again: it does not show test strips; there is no blood; ‘nothing messy;‘

nothing that speaks of disease. The well-designed‘ blood sugarj
monitor looks like any ‘normal’

to walk, to be' young, to

tool, a walking pole for instance,
that also helps you to walk in the mountains, Walking itself also
evokes associations with 'health’. And with a blood sugar level of 5.6
(mmol/l), the walker who has just used the. EuroFlash is in perfect
shape. Who, by the way, is the user of the EuroFlash in the advertise.
ment? It is impossible to tell. The image shows three equally vital and
energetic walkers.'® $o even though it is never explicitly stated that
the EuroFlash will bring health, health is visible in this image. Absent ‘

present, it is represented in various ways. "

Many people with diabetes do not feel-ill, Nor should they - be |

reduced to their disease: there is more to life. than one's'diagnoses.

However, at present diabetes {and certainly type 1) is a chronic
disease that cannot be cured and does not go away. This means that
appealing to the desire for thealth in an advertisement for a blood
sugar monitor is a remarkable way of playing with desires. it:might
well make potential buyers more enthusiastic than the ‘woitying tone
of health-carercounselliﬁg. Instead: of rubbing patients” noses in the
miseries of long-time complications and encouraging them to sensi-
bly take proper care of themselves, they are seduced into dreaming
of wonderful things: walking, freedom, health! Byt inciting such

dreams makes it ‘possible to keep.on selling goods for as long as the
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customers can pay. There are, after all, 20 limits to the desire for
ople with chronic disease.
heag};:(lln :z:i l;teriif)ves for improvement while si_multanec:)usl:,rlresp}t:.cct]:l
ing the erratic character of disease. Let us revisit the s.cene in l:;r 1d
the diabetes nurse explains to Mrs Jansen how to prfck for ' t;:o t
This scene is typical of the way care tries to tante d-lsilas; “; tl:):n
denying it. ‘You should hold it like this,‘}tcs, very good.1 tn e
you prick here, on the side ol your fingertip, never on.the hc:cp,
on the side. There it is.” Mrs Jansen learns how tp _l_nea.surether OWN
blood sugar levels in order to avoid, or at ltlaast'to_p?_gtp(-)-ne, e (;:m:
plications of diabetes. One of these comphcatu?ns is blnqdnefss. ji
suring blood sugar levels is meant to prevent blindness. _But' 7rol|)'nt :xt);
one, Mrs Jansen learns not to,iprick the top of her f:‘lngf_:n:lpi L:_h ‘
side. The reason [or this is that people who do go' blind dCSPl[é ; ;:r
best efforts will need the tops of their fingertips in order to-ff.:eh “e
world around them. Thus at the very moment when one ‘le?rns Yow
to prick, there is hope of health as well as acceptance of dlse-::le. Bc::
learn how to prick so that you may stay as hfealthy as IJOSrSl‘ Ve:can
you respect the fact that the reality of disease is err.mc_ by practi &)r(
anticipating the complications, blindness included; that may occ
e"zr;szl'e logic of care promising something too g‘oo.d tcf be ltrt:c is _z_z
professional sin. Tempting, perhaps, but wrong. ‘It is dxl'ﬁcult_, tco(rll0
fesses a physician in an interview. “You have to ask peT]I]) e szlv_cs
something that is incredibly difficult to do: to watch over l(_g:m elve
the whole time, to continuously do their very best to keep _fcni
blood sugars down. This is for later, you add, because they. tn}llay fee
fine with a blood sugar of 12 or 15, higher even. Then they 'scf
someone in the waiting room._whose.!eg has~b::cn ampu-tated. ThlS”lS
frightening. Very much so. So they ask me: “Doctor, lf:] try ;_:3; y
hard, is this not going happen to me?” But 1 cam’lot .prormsc any 'g.
You never know. It may well happen to them. . Diseases are err_.atlcj
so good doctors do not make promises. There is only one cirtaln;y;
in the end, you die. The moment will be different fot: each o l:ls, u
that it will come is certain. When'no more imf.:rventlons wor :iyc:'ur
doctor may say: 1 am sorry, but there is nothing more | (‘;m och:
you. And even if your desire for life has not left you, rfhm o
moment onwards you may be offered support and syn?pa l-y,‘ u
heroic actions are abandoned." In the logic of care there is a limit to




32 Cditomer or patient?

acu;:sm. This is another irreducible difference: on a market almaost
anvthi . .

: y 1n£ may be traded, but there is nothing to limit futile transac.
ions. How to say ‘there is nothin ;
: g I can do for you’ on a r
‘No' is hard to sell. ’ marketi

\

Actors who let go

The logic of dhoice refers to people seeking help as ‘custo‘mers:’j]

inst‘ead of u'sipg the old term ‘patients’, that is etymologically related
to ‘passive’. It addresses us as ‘customers in carelandg' Liie othet
customers, tho?e with diabetes are invited to enter the rn‘a.rk'et to Bur{
E‘r;.)il‘lcts that. they find attractive: insulin, monitors, attcntion)}
‘ i ‘ in t}‘le logic of care, by contrast, people who seek help are called
patients’ for good reasons: they suffer. Patients have.a disease that,
they did not choose to have. But this does nct imply that the logi Zfi
care makes patients passive. Instead, care activities move bet%&:een!
doctors, nurses, machines, drugs, needles and so on, while. atients
have to do a lot as well. They have 10 eat and drink, inject . !
and/or engage in exercise, They care. e e

When it calls patients ‘customers’ the logic of choice opens
splendid panoramic views, From the top of the mountain 3 01}: see o
sufferingf The language of the market contains only posit}';ve Iterr:l1 0'-
Products for sale are attractive. Tellingly and non-neutrally, they a:e.‘

i

ca!lcd ‘goods’. The logic of care, by contrast, starts out from some-
thing n_egative: you would prefer not to have diabetes. And if you do l
you will never be healthy again. But the-fact. that. health isyout 0;' i
reach does not mean that you should give up. The active patient thati

the logic i i
logic of care tries to make of us is a flexible, resilient actor who
i

by caring, strives after as much health as her disease allows. What the i

re.s»ul'cf. of the joint activities of a care team turn out to be is un

tafn. Diseases are unpredictable. The art of care, therefor:: is toc:r;
without secking to control. Ta persist while letting go. Th;t‘i.;s car:- 4
wherever you are, if you need.to, you sit down, prick the side o‘f !

your fingertip, squeeze out some blood, put the test strip into the

b]ood Sugar monito I walt for e I g a n :tne
t T, al d 1 f th
eSults t P
pear ) t}l

3 The citizen and the body

In the market patients are cqlle.d customers. In state politics we are
addressed as citizens. Like customers, citizens makes their own

choices, but otherwise the two variants of the logic of choice are very

different. While customers buy products on a market, citizens are
the state. In liberal demo-

first and foremost defined in relation to
cracies citizens are supposed to carry the state-and to govern them-
selves collectively. In practice we usually do this by voting once ina

while, leaving our rcpresentatives to do the actual daily governing for
gulating the affairs of the

us. But citizenship is not just a matter of re
state, it also impresses a spec_i_ﬁc shape on the relations between

people. Civic laws frame the relations between people, whom they
th rights and duties that

call citizens, as contracts. Contracts come wi

the parties involved: are supposed to respect. Over the past few
decades most Western countrics have implemented ‘patient laws':
Jaws that configure patients and health-care professionals as citizens

in relation to each other. According to these laws, a patient who

enters a consulting room implicitly signs a contract- with the profes-

sional he finds there. And by agreeing to help the patient, the profes-
sional is implicated in this contractual agreement too.'

The idea behind these patient laws was that they would, finally,
close off the era when professionals dominated their patients in much
the same way that feudal lords dominated. their gerfs. As patriarchs.
In patriarchy care and mastery go together. And whether the patriar-
chal care of doctors was benevolent or not, their poww;er to do with
their patients as they saw fit, or so the logic of choice has it, had 1o be
ended. Thus, just as with serfs, patients were to be emancipated into
leads on to equality. The obligation that

citizens. Fmancipation
have to tell the truth and

patient laws make explicit is that patients




—
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must be open to their professionals about everything that is relevan}
to their disease, Professionals, in turn, have to fespect the fact that it
is the patient who actively commissioned their help. Thus, in th_é
Netherlands (and in most other Western countries) professionals arlc%
now under the legal obligation to allow their patients to decide W}“’fl
will happen in the course of a diagnostic and treatment trajectory.
Professionals must provide their patients with information and they
ask about what they want, They may only act once patients have
given their explicit consent and, if there are different op}ipns‘,
patients should have the legal right to choose between these.

In the civic version of the logic of choice professionals in the con!
sulting room are not considered to be selling their patients a product!
Instead, the relationship is moulded in the form of a contract. This
contract does away with miédical authority: it respects doctors (as‘,
well as other health professionals) and patients as equals. They h'av;a!
different roles, the contract demands different things of each, but)
they are both civic actors, How, you may wonder, might Er‘lyone”
seriously doubt that this is 2 good thing? Sure!y your author is nof
going to advocate a'return to patriarchal authority? And indeed, tha't‘,
is not what I am after. And yet in this chapter I will argue that flgur:1
ing as a citizen in the consulting room is not as ‘wonder{yl as it may
seem to-be. This is not because, .when ‘it comes to it; the doctor
(nurse, dietician, physical therapist, etc.) knows best. If | ques,tiond
the civic version of the logic of choice, my aim is not to frustrate the
emancipation of patients, Instead, T would like to go beyond it. 1

Emancipatipn may well be an improvement over oppression, but
at the same time it is a rather limited ideal: This is a lesson from the}.
women's movement: striving for equality between ‘women’ and
‘men’ meant that women were ‘allowed’ té6 become just like men —
insofar as this is practically possible. But, however nice this may
sound, it implies that ‘men’ remain the standard. What is more: the
limits to what is 'practica]ly possible’ work out‘in such-a way that;
when it comes 1o it, women will never be ‘just like men’. Thus, in
the women’'s movement emancipation has been supplemented with

another strategy: that of feminism. Instead of moving the figures’
around, feminism interferes with the categories. It questions the \.rery1
definitions of ‘woman’ and ‘man’, it interferes with the masculine ’
standard. My suggestion is that the patient movement niight imagine |

doing'something similar, ‘By analogy with feminism, we might call it :

i
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patientism — even though this is not a wonderful 'wo.rd. ('Plean:,
reader, come up with a better one!) The poin.t.is th:'s: if pat:er:}:.f‘. 1-n
the consulting room are ‘allowed’ to become citizens m;ofa:lr a:t ﬁl:»s:s
practically possible, citizenship is established as the stan ard.b alri:
this may seem fine. Citizens, after all, are not bossed aroun yrpLh :
archal rulers, Their contract stipulates that they are -masters o E]:)ll‘
own lives. However, on closer examination somethmg- scer;s toB 1:
missing. By definition, citizens are not troubled by their bodies. Bu
i 1
Pat;jz:isk;::l;e previous chapter, where I had an adftertis?ment. tlo take
apart, this chapter does not use a single emblem‘atlc patlen;-::ltlzeln ::
a point of contrast for stories from the cx-)‘.r‘)sglun.g. room. nsteat( :m_
my concern is with the fact that ‘by dt:ﬁmt‘lo'nj f:ltlzens-are .n.ot r N,
bled by their bodies’, I will explore the definition o.fl the Cll-:lZC-n.‘ ;
the term ‘citizen’ was gradually and variably frfamed 1n,Fhe cours.e ?
the history of Western political theory, I will m?ke, a .fe';v exc:rsmn:;
into this history. I will present.you with the (verylrough.) ouf lné? o_
three variants of the ‘citizen’ that, while first déllneated a lmlllg tlm.e
ago, still resonate in our present understan(-hng. What thtfy :;v;nn.l?
common is that their bodies never interfere with their plans. -By de hl
tion’ a citizen is someone who controls his body, who.tames it, o.r who
escapes [rom it. 'Citizens’ owe the ability to make their own chc;ncis to
the silence of their organs.’ But this implies that you can only be Ia
citizen in as far as your body can be controlled, tamed or traqsccndec;.
Diseases interfere with this, Thus patient-citizens have to bra_cl‘cgt a p?:;:
of what they are. As a patient, you may only hope to be.a citizen witl
your healthy part. Never completely, never asa W!‘lﬂle'.. .
In the civic version of the logic of choice bodies have t(). be s.u ju
gated. And however nice emancipation may sourlld, l}us sub]uganpg'lbtl:f
the body is quite a price for-patients to pay. Might it nlot bl:: fos‘?.e:
for patients to be taken seriously, disease and al‘l? T‘hat, 1§,w a‘lfa IJ "
tism is about. It does not seek equality between ‘patients’ and e‘a thy
people’, but tries to establish living with‘a ‘dlsease, rather than‘,:l,'t:'orr—1
mality’, as the standard. It stresses that. it is our comm.on t:x‘)n i Lo :
that from dust we come and to dust we shall return. Whll'c cmzet:s ip
requires us to control our bodies, to silence them, or to discard e.n:,
patientism seeks ways to be_kind to our bodies, to :?Ilow thcm. to cxnsl,
and even to cherish them, Where to find reperto.lres for doing 'so? lt-
may sound strange to those who believe_that patrlarc}ml professionals
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are in the business of oppressing patients, but suitable repertmres for
attending to bodies can be found in the consulting room. * Alot of
what is going on there needs to be improved. Patientism still has a]

1i
long way to go. But it is likely to learn more from the care given in
consulting rooms than from the rules and- regulatiohs written down1

in patient laws. To argue this, [ will present you with three theo!
retical framings of the citizen- -body and contrast these with snapshot
stories of care practices. How does the logic of care attune to ﬂeshly,

fragile, mortal bodies? .

Control or attentiveness

The first layer of meaning that resonates in the current term ‘citizen’;
comes from Greek political theory, or what has been made of if. The
Greek polis was not ruled by tyrants but by an assembly of free men. 1
If an important decision was to be made, these men would gather in
the city’s public square, the agora. If the city had to be defo&:ndedj
against strangers, they would fight. Their ability to act depended on’
the power of their will and the strength of their muscular bodies.®,
There are still statues left of these strong hefoes, the well-honed
muscles clearly visible beneath the smoothly polished skin. For Greek
citizens, control over their bodies was identical with contral over
their muscles. Not all muscles, for those of the heart and the
intestines move autonomously. But as a Gréek citizen, you were sup-
posed to train yourself in order to bring your voluntary - muscles
under ever better command of your will. In this way you. wou]d
never become a puppet in someone else’s hands — a slave. A free man
could control the world in.pretty much the same. way that he con-‘
trolled his muscles: from a decisive centre.

In talk about living with diabetes the word ‘control’ is frequently
used for people’s attempts to stabilise -their blood sugar level from
the outside. But that term is misleading, for attendmg to one's
metabolism does not begin to resetiible controlling one’s muscles.
Face it: sugar-is being burned in all the cells of a body. This process;
cannot be steered from a centre. It is hot steered from .a centre in a
body without diabetes, but ncither can it be brought under voluntary |
control from the outside. It depends on far too many variables. It is
impossible to control them all: unexpected things always happen.
Learning to achieve metabolic balahce is therefore not a question of
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strengthening one’s muscles and hardening one’s will; but of learning
to be attentive. In order to live with diabetes, one needs sensitivity
and flexibility. Watch out what goes on and respond. Be adaptable.

As a part of this, you have to relate wisely to your surroundings:
The muscular body of a Greek soldier is sealed off by a skin, but.the
metabolic body of a person with diabetes absorbs food and fluids from
the outside, and expels waste. It does not keep all that is foreign to it
outside itself, but exchanges matter with the rest of the weorld. A
moment ago, the apple was still in the fruit bowl. Now you have
bitten into it, chewed and swallowed it, and Started to partially digest
it. A moment ago, the water was still in your glass, now-it is.being
absorbed in your intestines and thinning your blood, which will
thicken again in your kidneys. The ‘boundaries are not open. T%]e
intestinal lining allows carbohydrates to pass, but it stops bacteria,
Lung parenchyma allows oxygen to enter, but keeps soot particles out.
Urea exits via the kidneys, but protein is not meant to do so. Neither
closed off, nor open, the boundaries of a metabolic body are semi-per;
meable. What passes through them and what does not; cannot be con-
trolled from a single centre.-But it has to be attéiided to and all the
more 50 if you have diabetes. As a body with diabetes does not silently
regulate its own sugar uptake, you have to actively balanicé the energy
in your beans, your bread and your apples with the enérgy you use up
and the amount of insulin you inject. You have to inject insulin.®

For Greek-free men, eating is something that they do in private.
Women and slaves make their meals. Once their bellies are filled, the
men leave the house again, and join the other men in the agora where
they may publically discuss matters of the city state. For people with
diabetes, by contyast, it is obvious that metaboli¢ affairs are n.o
private matter. They are always also public in kind. It is not just their
food that comes from elsewhere and that only appears on:their table
if it has been grown, transported, bought, cleaned, cooked. They
may do some of these things themselves, but others- are done by
others, Family, friends and/or people who earn their living this way.
This goes for all of-us. But the metabolism.of people with diabetes
also depends on something beyond their skin. In the 1950s, when the
industrial production of-insulin wasstill fairly new, people with dia-
betes in the Netherlands used to say: ‘My pancreas js in Oss.” Oss
was the home town of the Organon factory, which produced their

insulin,
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But if one’s insulin is produced outside one’s body, how does it
get inside? If insulin were eaten, it would be broken down in d_l_q:
intestines. Thus it must-be injected. Straight through the skin, ‘For
now, [ will inject your insulin for you, Mrs Alzari,” says-the nurse‘.i-
‘Tomorrow it's your turn. Please, have a look now. Look what-] do_.1
No, it won't hurt you. Are you scared? Hey, it's done already. That
wasn’t too bad, was jt?’ Insulin is-injected with a needle. In contrast
to the traditional syringes, present-day needlés are tiny, The deviges:'
to which they are attached are called * pens’ (despite the impressive,
improvément, this is still a remarkable euphemism). ‘At first [ used
to hide to inject myself,’ says Harold Lee. ‘But now I no longer do. |
don’t care where [ am. Having a pen makes it easier, since if needs be
you go straight through your clothes. So I am in a restaurant and |
say: “Guys, I need a shot.” Or I don't say e;nything. I just. do my
thing.” Pens may be easy to use, but using them remains a hassle. lfi
requires attention. What happens automatically inside bodies without'
diabetes, requires a lot of work on the outside of bodies with df;
betes. Interviewer: ‘Do you find it annoying, that pen?” Tanja Trudijn; '
‘No. No, I'don't. Listen, my life depends on it. And I do it so often,
Pm used to it.' That pen ... eh, that is a part of me.” Just as insulin,
through being injected, is incorporated into the body, a pen, through
being used again and again, is incorporated into the self. This happens
more easily with an attractive pen than with one that_looks scary.
This is why designer pens are an improvement: you can shéw them
off when you are dining in a restaurant. No need to hide.that part of
you. .
A body may be spread out to small towns far away, and a pen may j
become part of a person. Thus metabolism js not. just'a physical
process. It also offers a model for what it might mean to be an actor.
The Greek citizen controls his muscles and movements from a centre |
and his body is closed off by his skin, If he learns to control himself he
will not fall into the hands of his enemies. He will be nobody’s slave,
Metabolic actors need not fear that they might become a puppet in
somebody else’s hands: who would be able to hold the strings?
Instead, they run another risk: they may bgm'up and disintegra,t,e. In

order to aveid this fate, they have to balance the energy they absorb ||

and the. energy they expend very carefully. Staying in metabolic
balance does not depend on central control and a-forcefullwill, but

s is what

on dispersed coordination, inside and beyond the skin. Thi
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the logic of care is concerned with, Caring is not .a n}atter of Con;-rol
let alone of oppression. It does not involve staying free (?r making
someone else into a slave, Instead, it'is a matter of attendmg t(? the
balances inside, and the flows between, a fragile body and its intricate

surroundings.

Tame or nourish

A second figure thit resonates in our curr(I-:nt term ‘citizen’ is th’c
bourgeois, a person marked out by being civilised. Control ol.' one’s
body is again importint to this figure, b.ut muscular force is not.
Civilised citizens do not need to master their movements, they
should tame their passions.7 Christianity identified passions as lu.st: It
was a sin to act in accordance with one’s lusts. A.good Christian
needed to tame the beast inside. When political philosophers started
tlo define citizens as people who are able. to govern themselves, who
do not need an overlord, they no longer spoke of ‘sin’. However,
passions still needed to be tamed. This: was bccau?e' pass.ions clolud
our ability to reason. People who are rulfrd by their Pa.ssmns, orl:}c:
the reasoning went, are selfish. This implies that they cannot estab l-
the ‘common good’ and cannot solve conflicts a'njf}ng t.ht:m-sel-vesci
They fight. Thus, as long as pecple are all tf)o pqssmnat.e: they nee
an authority above them to end their conflicts, The ability to tam.e
one's passions is a precondition for self-rule: it defines the bourgems
citizen. o
At the time when philosophers wrote UeaFj_ses about thel pafsu.)ns',
etiquette books were also speaking about cont'l‘olli:lg the b.ea_st,m.::nfle:
Beware, citizens, do not burp, fart, babble dru'nkenliy or w:elld kmves
Leave your weapons at home when you visit public spaces. Only spit Illn
spittoons. In day-to-day practices, bodily behaviour h-ad to bfa broug- t
under control.? The well-tamed body that results is characterised by its
apparent absence. There are still traces of such c1'v_1‘hty to'day. Téke tilie
situation so typical for the celebration of our citizenship: the !)ub c
meeting. Calmly take your seat. While the meeting lasts, you will no.t
shuffle, fidget, yawn, sleep, scream or scratch yourself. Your hod)f'l is
supposed to be able to postpone its needs for food, beverages and Fm ;:t
breaks (not to mention sex). Meetings require s to be physically
present, but our bodies have to simultaneously absept themselfrcf. .
In the consulting room patients describe how difficult this is. It is
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difficult for everyone, but for people with slightly more demanding
bodies meetings are even worse. Henriette Tilstra reports to her,
physician: ‘My new job is going fine. But it’s not easy. The content is"
not the problem, really, but what’s hard-is being in these meetings
that take forever. And then I think I'm getting low, my b]oqd__sugars'|
are. And I don’t know what to do. I don’t like to eat there, on the
spot, it would be weird, nobody ever eats during these meeﬁng§.1
Maybe I should just leave, go to the toilet and measure, check if what
I feel is right, if I'm really low. But that would be odd too. Nobodyl_

does that either. They all stay put. While of course, what I'm realIy;'

afraid of, is getting a hypo during a meeting. | deﬁnitely don’t want:
to be saying weird things in a meeting,” A body with a hypo (that is,
with hypoglycaemia, a blood sugar level that is too low) acts wildly.
It may say unpleasant, aggressive things, begin to swear, Bystanders
may learn to attribute such transgressions to your disease. If so, they"i
may forgive you. But will they still take you seriously a little latf':r,1
after you have eaten? You cannot tell. Thus hypos are to be avoided
during meetings. However, at the same time you are not supposed to!
do what you need to do in order to ensure this, Civil bodies are to be!
subjected to the agenda of the meeting. Eating, leaving, measuring
biced sugars, none of these are in order.

In the consulting room, by contrast, a body is not a silent but
hecessary precondition for speech. It is the very entity that speaks.
From a physical perspective, $peaking is not an easy task. It depends
on such things as a mouth that is not too dry, sufficient breath, and a
high enough blood sugar level, Such bodily requirements of speech.

are not given in the order of things, They call for care, sometimes for

extra care, and in the‘consulting room such care is attended to. Thus L

conversations in the consulting room are not about what is being said
at meetings (‘the content is not the problem, really’). Instead they’
are about the physical ability to talk — or to talk sense. Henriette |

Tilstra and her physician examine how she might best deal with i
meetings. Maybe it would be better always to eat something before a
meeting begins. Maybe Henriette's colleagues should get used to her
leaving now and then. Maybe the issue of hypoglycaer_nia should be
made explicit, but then again, maybe, not. (colleagues may have
strange reactions to disease), In the consulting room the question is
how, by seriously taking care of her body, Henriette Tilstra can hope |
to be taken seriously when she speaks,

{
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In the consulting room a body is not a precondition for the life of
the mind that philosophers hold so dear. It lives, the body does, and
the ideal is for it to live well. Whereas civilised citizens mfjst tame
their passions, patients in the consulting room are no.t a:-iked to d(? soi‘
What is wrong with passions — with lust, even? Within the logic ci
care, nothing. Pleasure is not low down some hierarchy or o.ther. It 'lS
best to enjoy life while it lasts! This may sound strangf:, pal:tlcularly in
the context of diabetes care. After all: people with diabetes are
encouraged to be moderate. Attending to their sugar balance often
means that they need to abstain from the pleasures of th’e ‘body. An
occasional beer is fine, but don’t make it a habit, and don’t hav'e tw.o.
One slice of cake is enough even if the party goes on. Peop]e'wuh d-la-
betes do not simply have to restrain themselves in m.eetmgs (?ﬂce
everyone else), but also in pubs, at birthday parties and in other s-1tu-
ations where celebration takes the shape of sharing food and drink.
But however hard this may be, it is not a matter of asceticisrr}. For the
crux of the modesty that care demands, is not that bee‘r, cake and ﬂ?e
like are bad because they give you pleasure. The point is that theiy \»Yll]
raise your blood sugar levels now, and thus prevent you from enJoyu?ﬁ
life later on. If you indulge in them at présent, before long you wi
get complications. You will no longer be able to lsee,. to walk. You
may even die. It would be best to avoid such complications, or at %ea.sl[;‘
postpone them. Thus you may enjoy life a little longer. In the logic o

care it makes sense to.give. up some pleasures if other pleasures are
likely to result from this. In and of itself, p'leé.é;i.?'e is ﬁx.le. -
In the consulting room people with diabétes describe how (:}1f'ﬁcu t
it is to follow the rules that come with their treatment. ‘I have
sinned, doctor,’ they say. The occasional doctor may gr:?ve]y deplolr;:
this sinning, but. good professionals do not go-a]o.n.g‘ with such self-
moralising. Instead, they calmly reply: "Well, th.e rex_@s cannot iafl.wa)fs
be tight.” In the consulting room it is not a sin to enjoy YOI:II'SC ..lt. is
not even looked down on. Take sex. In the diabetes oqtpa'flent clinic,
conversations about sex tend to concentrate on the q'uestllor_l how to
improve a patient’s ‘sex life’. They are about pleasufe, en}oymerlllt,
orgasms. ‘Diabetes can be difficult in bed. There are‘pcople w| -0
occasionally get a hypo from making love (and then they ma).r fefl: it
will happen again). There are men with diabetf.:.s who (fat“ earlfer an
they might have expected) cannot get an erection. Relationships may
become difficult because one partner has the disease and the other
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finds the complexities that follow too difficult to handle. In such situ-;
ations, good professionals talk with their patientﬁ about what might
be done to improve things. Who could do what differently? How- to
live well? Pleasure is not a problem within diabetes care. A bad sugar
balance is. Or a lack of pleasure.

Things rarely go smoothly. There tend to be frictions. Doctors"
and patients sometimes laugh about the irreducibilities, the things!
that do not fit. So you had a third beer, did you? You never went to'
sleep that night of the party, and you lost count of how much ins.ulin|
to inject and when? That is the way it goes. These things happen. But!
if you really no longer care, doctors will get serious again. No, they,
will not say that you should be ashamed of yourself, for that leads to
self-castigation, not self-care. It does not help to moralise, So instead
they may say: ‘Gosh, this isn’t going ‘well, is it? What js going on?’
Or: ‘What is troubling you?’ The art of such conversations is to bring]
out and discuss what stops people from taking good care of them-
selves. The aim is to improve the situation. Yes, health care meddles
with every detail of our daily lives. And indeed, it tries to normalise
our bodies. But it does not despise them.” Care has little to do with-
repressing and all the more with cherishing our bodies.

Determined or alive ) Ii

The ‘citizen' that figures in political theory may be either Greek or{
civilised, and then there is a third variant as well. The citizen may also ,
be enlightened., The, enlightened citizen is a free spirit. A free spirit is
capable of making critical judgements, insofar as he has succeeded in |
breaking free from worldly phenomena, including his body. Thus, he
does not contrél his body, this citizen. Instead he escapes from it, tran-
scends it. Like the Kantian philosopher, after whom he is modelled, the |
enlightened citjzen disentangles himself from mere phenomena., Frorﬁ
a reflective distance he passes normative judgements about the world. -
Someone who is overwhelmed by pain, is shaking with fever, fears he is
dying, or whose blood sugar levels are too low, cannot, at thé same |
time, be an enlightened citizen. Disturbing physicalities draw a per.son
inside his body, Only when he is escaping from the flesh can an enlight-
ened citizen become a free spirit, able to judge. Autonomously. 1 1
The body of the enlightened citizen hangs together, in a causal
way. It is a part of nature and, since.the sciences are gradually catch- !
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ing reality in determinist schemes, sooner or later all things physical
will be explained. They form a strangé pair: the free spirit celebrated
by modern philosophy and the detefministic body known by modern
science. But a pair they are. While political philosophy invented the
enlightened citizen, natural philosophy experimented with bodily
functions in the laboratory. That bodies produce gastric juice when
they smell food was discovered by making dogs smell meat and then
cutting their stomachs open before they had a chance to ‘eat; or by
making a small cut that allowed the gastric juice to drip out through a
tube, That a pancreas produces insulin when blood sugar levels
increase, was discovered by -removing the pancreas from a few
healthy dogs: they promptly got diabetes. And so on. The facts
revealed were cast in a causal.format. An increase in a boedy’s blood
sugar level causes it to produce insulin, which causés the cells to
absorb sugar. A decrease in a body's blood sugar levels causes it to
produce glucagon, which in‘turn causes the release of sugar supplies,
so that blood sugar levels start to increase again. The causal chains
suggest that these things are unavoidable. Whatever happens is con-
tained in the factors that explain it."

Current medicine: is informed by the natural sciences. So you
might think that deterministic, causal bodies would be of over:
whelming relevance in the clinic, And if this were true, a plea for cit-
izenship in the consulting room might make sense. Who, after all,
wants to be reduced to an unfree body when the alternative is to be a
free spirit? However, are bodies-indeed addressed as causal chains:in
clinical settings? What if they are not? It may well be that the ‘causal
body” is only béing introduced in the consulting room ‘along with the
ideal of citizenship. In care:practices; bodies were never something
one might, or should try to, escape from. They are to be cherished.
And when it comes to the task of dealing with disease, a body is
hardly something to which you may be reduced either. In the logic of
care flesh and blood do not imply determinism. This. is because,
while knowledge from the.natural sciences is.mobilised in.the con:
sulting room, it is also given a new assignment. It is not asked to
explain what the world:is like, but asked to:suggest what might be
done. It is made to answer practical questions.12

In the consulting room the doctor asks: ‘llow much do you drink,
Mrs Alzari?” Mrs Alzari says that she drinks four litres a day. Thatis a
lot. However, the doctor does not understand this excessive drinking
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as a causal effect, but as a symptom of diabetes. And its interest is not
that it reveals what happens beneath Mrs Alzari's skin, but that it
points to what the doctor and Mrs Alzari might do. They would do
well to act so as to find out what t6 do about this excessive drinking.!
Instead of accepting causal relations for what they are, the logic Ofi
care seeks to intervene in the lived reality of bodies. Pathophysiology’
may explain that a lack of insulin caiises death, but in the consultingi_
room doctor and- patient are more interested in the possibilities of
survival. 8o the doctor takes out a few forms and ticks some of the
preprinted boxes. When the consultation is over, Mrs Alzari walks to
the laboratory, passes urine into a jar, and gives this to a technician.
She allows another technician to take blood from a vein in. her arm
and separate it out in various test tubes, The technician sticks labels’
on the jar and on the different test tubes. Then machines are put to
use to measure the relevant parameters. Are they deviant? If so then
more needs to be done: treatment is called for, Within the logic of
care bodies are not trapped in causal chains. Rather, they are embed-
ded in treatment practices. :

In the consulting room, then, what matters is not natural laws of
the body, but technical interventions in the body. Therapy is the'
horizon of care practices. What is more: even fact-finding itself

depends on interventions. Claims about what happens inside a body!
always depend on something that needs to-be done to the body ini
order to make this claim. The causal schemes of a textbook may
mention ‘blood sugar levels’ as if they were a given,-but in the con-
sulting room nothing is ever ‘given’. First, it needs to be measured.
There needs to be a machine, someone to operate it,‘fresh blood, and ]
someone willing to give that blood. Representations of the body as
causally coherent depend on practices of examination. The textbook !
may hide those practices, but the consulting room cannot. An exami- «
nation is something that may be done — or left undone. Is it worth
the effort (the cost, the risks, what have you)? To measure or not to
measure: in the consulting room this is a question that necessarily !
comes before the facts. '
The body in the consqlping room is not a causally coherent entity,
It is not even a passive object of measurement and treatment prac-
tices. Instead, in-the logic of care the body is active. It has to be, 1
Unless Mrs Alzari passes urine, the laboratory technician cannot test
whether her urine contains sugar. On- those rare occasions that a
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patient refuses to be investigated, ‘it becomes all-the more apparent
that most patients are putting a lot of effort into care. They wilfully
collaborate with technicians and nurses. And they actively learn from
them. Within a few weeks, Mrs Alzari will inject her own insulin
with her own hands. And if all goes well, she will learn to prick her
own ﬁngers in order to measure her blood sugar levels. She will read
the results on the display of her little monitor, so long as her eyes are
good enough. Thus, the body relevant to the logic of care is not a
body to which you are reduced. Taking care of yourself is (among
other things) also a‘physical competence: it requires you to educate
and train your body. When the diabetes nurse teaches Mrs Alzari
how to inject her insulin — *Yes, this is how you hold the pen. And
now, yes, there, with your other hand, hold your skin. Very good.’ —
she does not reduce her to a body. Instead, the nurse 'hands Mrs
Alzari the bodily skills that allow her to stay alive."

In order to stay alive, a body cannot just hang together causally. It
has to act. Our bodies are involved in our actions. They are even
needed for making judgements. But, no, the term is not quite right.
For ‘making judgements’ is the ability that ‘free spirits’ acquire by
escaping from their bodies. What active patients do might better be
termed ‘appreciating’. Henriette .Tilstra’does not suspect that her
blood sugar levels are low because she has freed herself from her
body. On the contrary: she feels dizzy, light-headed or irritated —
from the inside. One may recognise the early warning signs of upcom-
ing hypos, not by transcending one’s body but by inhabiting it. Such
intro-sensing is an intriguing skill that (if your diabetes does not inter-
fere with your senses too much) may be trained. Th}ls, while appreci-
ation involves bodies, it does not happen to them. Instead it depends
on the abilities and efforts of the patients who appreciate. " And soitis
for professionals too. Long before machines are put to use clinicians
diagnose with their senses. They notice posture, muscle tone and
bruises; they hear sadness in a tone of voice or the signs of impaired
breathing; they feel for the pulse, for lumps; and they may smell
metabolic disturbances.' The nurse touches the spot where Mrs
Alzari has been injecting her own insulin during the past week to ﬁndﬁ
out whether or not the skin has hardened. The doctor shakes the hand
of the next patient and finds that it is clammy. ‘How are you?’ We do
not engage in care despite, but with, our bodies.
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Who is in charge or what to do

The logic of choice is drawn into health care with the promise that it

will free patients from the patriarchal rule of professionals. But pro-
fessionals are not quite feudal lords. Certainly, there are situations
where professionals have a lot of power, but this tends to be due to
the law. The law wants professionals to decide which people are too
mad to function as citizens and thus should be locked up in a closed
ward, The law states that people with a contagious disease may,
under some conditions, be given medication against their will, In
many countries the law even asks doctors to sign papers that stipulate
whether a persbn,witlia diabetes is capable of driving a car or not.
However, such combinations of state rule and medical control are
relatively rare. More often than not, professionals in consulting;

rooms have a lot less power over their patients. The physician who |
prescribes insulin to Mrs Alzari has no way of forcing her to inject |
this insulin once she returns home. While people can be punished for ||
breaking the law, failing to observe medical advice only rarely leads
to sanctions.' It does, however, lead to other problems. If Mrs
Alzari, or anyone else with type 1 diabetes, does not inject the insulin
prescribed to her, she will soon feel bad and before long she will die.

If she were to shoot up all the insulin in her fridge in one go, she
would die even faster. Who could stop her? But patients only rarely
refuse all insulin or inject a lethal dose. This is not because they are’
being bossed around. Instead, most people do not want to die: they
would rather live. This is why they visit health-care professionals".
They are ill. And even if doctors and nurses are not always as helpful
as they might be, patiénts suffer first and foremost from their
diabetes.

If you have a potentially lethal disease and there is a drug like
insulin that is likely to allow you to live for quite a while longer, ‘
what do you do? When they talk about this, most patients say: ‘| have |
no choice.” But this lack of choice does not call for emancipation.
That they feel no freedom is not because they have been submitted to
the force of an authority. Something else is going on. Once dead, you
have no choices left at all. And life with diabetes may be tough, but it

is life. it may, in many ways, be a good life too. That is what people
seek. In that context their first concern is not with who is in charge,
but with what to do. How to live? How to live with/in/as a body

b

The citizen and the body 47

that is both fragile and able to experience pleasure? Whﬂile citizens
have to control, tame or transcend their bodies so as to+be able to
choose, patients have to find a way of nursing, fostering and enjoying
theirs so as to lead a good life. All kinds of questions follow -from
this. What to go for, what to let go; which results are worth what
kind of effort? And, most of all, what can be realised in practice?
While citizenship is a way of celebrating autonomy, pa:ienti;m' is
about exploring ways of shaping a good life. And then something
changes and you have to start all over again. Exploring how a good
life may be lived is, just like diabetes, chronic.
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6 The good in practic_e_

In this final chapter 1 weave together the arguments about the logic
of choice and the logic of care that I have explored in previous chap-
ters. In doing so, 1 begin by considering the topic of moral-activity.
Then [ inquire into actorship. The articulation of what is implied in
being an ‘active patient’ completes the argument of this book. Using
as my case the treatment of, and life with, diabetes, I will have artic-
ulated a singular, specific, detailed version of the logic of care, |
hope -to have shown that care practices deserve-to be appreciated
and improved on their own terms. But how? What might a move-
ment of active patients strive for? What 'might shared doctoring
entail? Without going into details, | will offer some suggestions.
And finally 1 will add some thoughts about. further perspectives
opened up by this analysis.

The logic of care articulated here originates from a highly specific
site and situation. Even so, its implications may be wider. For
instance, what follows il ‘we’ (whatever the term is made to mean:
Westerners, modernists, humans) no longer take ‘choice’ to be
crucial:-to who ‘we’ are, but downgrade it, and come. to appreciate it
as just one of our many activities? What follows if we no longer see
‘making a choice’ as a prerogative of specific people, but start to
understand it as a characteristic of specific situations? Much would
change as a consequence. Choice would no longer either be a defin-
ing fact of human life, or an achievement of Enlightenment. Instead,
it would appear as an activity that may or may not be good to engage
in in specific locations. Various questions follow, like where and
when to organise situations of choice, and where and when other
configurations might be more appropriate. For instance: configura-
tions that resemble the treatment of and life with diabetes in and
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around hospital Z. Maybe, or so I would like to suggest, the ]bgic of
care deserves to be translated to a variety of other contexts.

Morality in action

By no means do I claim to stand on neutral ground, a place from
where it is possible to judge which is better overall, the logic of
choice or the logic of care. Instead, the analyses [ have presented in
this book so far, by contrasting the two logics, make it possible to
compare the normativities they incorporate, their different grounds
for evaluation. The ‘good’ relevant to each of them is different in
kind — and so too is the ‘bad’. While in the logic of choice autonomy
and equality are good and oppression is bad, in the logic of care
attentiveness and specificity are good and neglect is bad. Or the dif-
ference is more complex still. For not only does each logic define its
own version of the good, each also has its own take on how to ‘do’ it.
This is the topic that [ would now like to address. How to serve the
good actively, in practice? What are the crucial moral activities in the
worlds that the two logics presuppose and help to create?

Let us begin again- with the logic of choice. Its normativity is
layered. There is a first explicitly-normative layer: choice is a good,
because it offers individuals autonomy; and equality is a good in that
all individuals should have equal opportunities for making their .own
choices. There is a second layer, however, in which the logic of
choice seeks to avoid making normative judgements: When it comes
to the question as to which treatment, product, goal or life is best,
the logic of choice provides no answer. Individuals are free to answer
such questions for themselves. People may (or, in some versions of
this logic, are required to) exercise their. own judgement. The auto-
nomy that (competent) individuals are entitled to within.the logic of
choice is precisely the autonomy of attaching their own value to just
about everything (except autonomy). In the logic of choice making
normative judgements is the moral activity par excellence, and it is this
activity that this logic endorses.'

In this book I have examined customers as well as citizens. (The
figure addressed by public health campaigns is a particular mixture of
the two. [ will talk about each figure separately and will leave out the
added complexities that come with mixing them.) Customers and
citizens have- different- styles of judging. In the (neo-classically
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shaped) market, individuals evaluate their options individually.
Someone else may give them advice or try to seduce them with
tempting advertisements, but in the end customers choose alone.
Thus, the judgement entailed in that choice is not just individual but
also private. In the market you do not need to justify your choices in
public; it is enough to say ‘I want this’ — or to say nothing at all.
Deciding what might be the best treatment, product, goal or way of
life is a private matter. It is what everyone, or so the market logic has
it, should do for themselves. In this respect citizens are different:
they rule together. They coordinate their personal judgements in
public, and to do so they engage in conversations about what it might
be good to do. They do not hold on to private moralities, but seek to
discuss ethics publicly. The privileged forinat for, the continuing con-
versation between citizens is the public debate. -In an_ideal. public
debate participants clearly present the afguments.that speak in favour
of, and those that go against, ‘particular options. The privileged
method for the ethical discussion among citizens is to then balance
the arguments, in the hope of reaching a collective verdict that, by
taking all the relevant values into account, arrives at the best option,
The ability of citizens to make their value judgements verbally
explicit is a precondition for balancing values collectively in a discus-
sion. Thus, while customers choose in silefice.and leave coordination
to the market, citizens coordinate their choices with words.

In the logic of care a discussion where values are balanced so as to
make ethically valid choices is not separated .from other practices.
This is not_because value judgements are made in private. Something
else is going on. In the logic of care, the crucial, moral act-is not
making: value judgements, but engaging in practical activities, There
is only a single layer. It is important to do good, to make life better
than it would otherwise have been. But what it is to do good, what
leads to a.better life, is not given before the act. It has to be-estab-
lished -along the way. It may differ between lives, or between
moments in a life. But, while it is impossible to-ascertain in general
what it is good to do, this does not mean that everyone_ has to figure
it out for herself, The task of establishing what ‘better’ might be
involves collectives, For instance, clinical epidemiological trials
(which require.-the. work of many researchérs and even more
patients) help to establish whether, say, a tight regulation of blood
stigar levels now will or will not lead to fewer complications in due

I
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course. This is not' to say that clinical trials define good care all by
themselves. One may keep one's blood sugar levels stable by sticking-
to routines, or by persistently adjusting one’s treatment to one’s cir-
cumstances. Clinical trials cannot decide which of these brings along
a better life. And, even if they can“tell that your chances of complica-
tions diminish if you keep your blood sugar levels low, they cannot
tell whether doing so is worth the trouble. Such matters can only be
established by local doctoring. This still does not turn them into
matters of choice. What you want is obviously relevant, butit is not
decisive, For what you want most of all is not to have diabetes, But
you do. Wishing your diabetes away does not help you to'live with it.
All kinds of other social and material practices that you are involved
in rarely fit your wishes either. To some extent they may be changed,
but where, and how? To find this out is a practical task, one that is
experimental. So in the logic of care, defining ‘good’, ‘worse’ and
‘better’ does not precede, practice, but forms part of it. A difficult
part too. One that gives ample occasion for ambivalences, disagree:
ments, insecurities, misunderstandings and conflicts. Nobody ever
said that care would be easy.2

Establishing what ‘better’ might be is a difficult task and, once it
seems tobe clear, something is.likely to change. Try again. On and
on it goes. ‘Good and bad’ are never settled in the logic of care. A
care team has to attend persistently to;new twists, turns, problems,
frictions and complications. This is demanding for professionals as
well as for patients and*requires that the consulting room is indeed
used for consultation. Consultation is not-debate. Good conversa-
tions in a consulting:room do not take the shape of a confrontation
between arguments, but are marked by an excﬁange of experiences,
knowledge, suggestions, words’of comfort. How have things been
lately? What might be.done differently and how might it be done?
How do were ddjust all the relevant elements in a patient’s daily life
to each other in the best possible way? Given the scope of the task, it
is no wonder that in real existing care practices, care teams are rarely
as free of friction as the logic of care would want them to be. As
there is so much one has to do well, much may also go wrong. Just
take the communication skills on which consultations depend: they
are extensive. Pick thé right-words. Accept silences. Look.at each
other. Patients sit up straight or hunch their shoulders, a frightened
or relieved look on their faces. Professionals smile, frown: or search
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for something on their computer. Doctor and patient may lean
together over the notebook with the results of blood sugar measure=
ments. A nurse puts her hand -on a patient’s shoulder before she
injects insulin, And then there are ever so many handshakes: consul-
tations begin and end with oné body touching another. Good com-
munication is a crucial precondition for good care. It also is care in
and of itself. It improves pedple’s daily lives.

The conversation that helps to establish what might be good care,
and what not, continues outside the consulting room. People with
diabetes talk about their lives (disease included) with their relevant
others, their relatives, their friends. Journalists conduct interviews
and make documentaries so that care stories end up in newspapers,
magazines and on television. Professionals publish striking experi-
ences in professional journals. Social scientists assemble ‘material’ in
slightly different ways in order to tell stories that shed new light-on
what .goes on in the lives of people with a disease. All of this con-
tributes to a public exchange that has a narrative rather than an argu-
mentative style. The two styles are very different. While good
arguments are unambiguous, good stories leave room for a variety of
interpretations. While sound arguments should be clear and transpar-
ent, powerful stories work by evoking people’s imagination,
empathy and irritation. While conflicting arguments work against
each other, conflicting stories tend to enrich each other. And while
adding up arguments leads to a conclusion, adding on stories is more
likely to be a way of raising ever more questions. How might what
went wrong here be prevented elsewhere? How could we transport
what was successful here to other sites and situations? And if there is
nothing to be done, if nothing is likely to lead to any improvement,
then stories may be a source of consolation.?

In the logic of care exchanging stories is a moral activity in and of
itself. But moral activities do not restrict themselves to talk, to
verbal exchanges. They also come in physical forms. As a part of
their self-care, patients measure their blood sugar levels, cat w1sely,
exercise and inject their insulin, The other members of, the care
team also put in physical effort. Doctors pump up a culf to measure
blood pressure. They touch you to find out if your skin is hardening
where you inject your insulin. Nurses gently make a fold in your
skin-as they administer injections. And collective, public investment
in care is physical as well: At some point someone cut open dogs and
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removed their pancreases in order to learn more about diabetes. In
doing so, he not only put his job at stake but also sacrificed the lives
of the dogs. Someone else volunteered to be.the first.person to-be
injected with insulin. This person obviously hoped:to live longer,
but at the same time put herself at risk. Dogs without pancreases
thrived on such injections, but nobody knew for certain if a human
patient would do so too, or if she would die on the spot.* It has hap-
pened time and time again in the history of diabetes care: innovators
put mental, emotional and physical effort into developing new
drugs, technologies and techniques. A few patients dared to try
these experimental treatments. By taking the risks involved on their
shoulders, they related to future patients, giving them an invaluable
gift. Relating to others physically is an inextricable part of collec-
tively investing in care.®

Innovation is important to the-logic of choice as well. Here,
however, it is not a moral activity. Instead, researchers are supposed
to be impartial. They develop modest means that serve ends that
have been established elsewhere: Good means are not morally good,
instead they are effective. Technologies are meant to create
opportunities, not obligations. If they happen to agree with the ends,
potential users may choose to use them, but they do not need to.
There is no obligation, or so the logic of choice has it. But is this
true? Once you step into the logic of care all this seems to be a strik-
ing simplification.. Innovations that care are never neutral: they
cannot be. Since they are made to contribute to improving lives, they
incorporate some notion of what counts as an ‘improvement’. What
is more: innovations tend ‘to be morally complex. Take injectable
insulin. History books say that the inventor of this novelty was after
personal gain (a better job, money, fame), but this selfish investment
does not devalue his invention. Indeed, it is precisely because
injectable insulin improved the lives of so many people, that its
inventor was also able to gain from it personally. Thenithére is the
innovation itself. Is injectable insulin merely a modest iméans? Does it
simply present people with an opportunity, take it or leave it? Obvi-
ously, people with diabetes can decide against injecting insulin. If
they are not under age, demented, or declared to be of unsound
mind, nobody can force treatment upon them. But this does not
mean that insulin is modest and subjects itself to our ends, Instead it
has changed the .moral landscape. Prior to the existence of
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manufactured insulin, dying from diabetes at a young age was a tragic
fate. Nowadays, if’ you happen to have diabetes and refuse to inject
insulin, this amouiits to, committing suicide. As a result of manufac-
turing insulin, ‘not injecting’ has become a lethal act, and hence a
moral activity. This is what technologies do. They shift both the prac-
tical and the moral frameworks of our existence.

Do they do so in a good way? This remains to be seen — but how?
In the logic of ¢hoice establishing what is good is a matter of weighing
and balancing. In order to make a-judgement about what 16 do, you
gather as many arguments for and against this or that course.of action
as you can, and weigh them up. Sometimes a new argument pops up
later and makes you change your mind. But inevitably a more of less
balanced judgement, the best judgement you can make then dnd
there, precedes action. This is different in the logic of care. Here,
action does. not come after moral closure has been achieved: action
itself is moral. But it is never comfortable. You do your best, but it is
impossible to predict;how an attempt to do good will work out in
practice. Take insulin again. If it had been impossible to manufacture
insulin on an industrial scale, it is quite likely that over the course of
time more effort would have been spent on the development of tech-
nologies to protect or répair the pancreas. Along the way a lot of
people would have died at an early age, but, who knows, the result-
ing treatment might have been better. As it is, most people with dia-
betes who have access to insulin.are grateful. This drug keeps .them
alive, while without it they would die. Worldwide, many people die
of diabetes. Manufactured insulin is expensive, and depends on an
extensive infrastructure. And while insulin is life-saving, it is not a
cure. Regulating an internal’ feedback system from the outside is
never entirely successful. What should we do if problems emerge?
More injections; more. ekercise; a different diet; another doctof;
fewer injections; less exercise; therapy to deal with fear of injections;
or.no longer trying so terribly hard. In, the logic, of care uncertainty is
chronic, and additional argutnents cannot hope to alter this. You do
what you can, you try and try again. You doctor, but you have no
control, And ultimately the résult is not glorious: stories about life
with a disease do not end with everybody ‘living happily ever after’.
They end with death. Just like the stories about other lives.

The logic of care has no separate moral sphere. Because ‘values’
intertwine with ‘facts’, and caring itself is a.moral activity, there is

The good in practice 91

no such thing as ari (argumentative) ethics that can be disentangled
from (practical) déctoring. You do what you cah while watching out
for the problems that.emerge — in bodies or in daily lives, caused by
the disease or by its treatment. What goes wrong, where does it
hurt? There are always frictions to tinker with; the logic of care does
not offer security or self-satisfaction. But there is one consolation. If
things go wrong, you do not have to blame yourself. The logic of
choice comes with guilt. Everything that follows after a choice has to
be accepted as following from it..Do you find it difficult to take care
of your children? Too bad. You were the one. who chose to have
them so now you hatl.better cope. Does your.insulin pump not live
up to.its promises? Bad luck. You wanted it; it is your own mistake.
And don’t complain about your bad eyesight as it suggests you did
not monitor your blood sugar levels properly when you were
younger. In the logic of choice, having 2 choice implies that one is
responsible for what follows.In the logic of care this is different. It is
wise to face up to what'went wrong, but not’so as to findfault with
yourself or with others. Something unexpected may aI\-avays happen,
there tends to be a variable. that escapes control so that, despite
having acted well, you may end up with bad results. So it goes. And
even if yourhave played an active part in creating your own ‘misery,
there is no point in feeling guilty. It leads nowhere. Focus, instead,
on the present. Wonder what to do next and do not give up. This is a
difficult part of care: to not give up.-Be sad, get yourself together or
let someone comfort you, and then.try once more to act. Here,
morality is linked up with morale. The logic of care does not impose
guilt, but calls for tenacity. For-a sticky combination of adaptability
and perseverance.

Active patients

In this book I do not claim:to have direct-access to what or who ‘we’
really are: people who make choices or people who care. Neither
have.l investigated what patients say about.themselves when they are
being interviewed, or what professionals tell us about people’s ability
to choose or care. I did not collect opinions, but have unravelled lan-
guages, genres, styles. | have looked for logics*incorporated in prac-
tices, Different logics push and pull in different directions. They turn
us into something different. Thus, if the ideal of patient choice is
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drawn into health care, it does not finally make space for a *sell that
was already there. Instead, something is being asked from us. Situ-
ations are being reshaped in such a way that choices are called for and
we are called upon to make those: choices. The promise is that this
will finally free us, patients, from the passivity in which professionals
have kept us trapped. By making choices, or so the logic of choice
claims, we become the masters of our own lives. This promise of
mastery, however, hides what it costs to reshape the world in such a
way that ‘situations of choice’ are created. The logic of care has dif-
ferent strengths and different limits. My point is not that it is always
intrinsically better. It is rather that it deserves to be better attended
to. Not because, in its turn, it serves our true selves. The logic of
care is again demanding, but what it asks from us is different. No, it
does not ask patients to meekly agree with the prescriptions of pro-
fessionals. It wants us to be active. What, then, is an active patient?

In the logic of choice an actor is someone who makes decisions. In
order to make decisions actors have to consider the relevant argu-
ments and weigh up the advantages and disadvantages of the options
available. This is not easy and all but impossible if you have a fever,
are in coma, or if you are shaking with fear. But if you have a chronic
disease, you may well be able to mobilise your healthy part.to make
your choices. So you choose. What follows from your choice, for
better or worse, is your responsibility. You have to carry it on your
shoulders. Given that making choices is difficult, it is no surprise that
the question who has and who lacks the ability to choose receives so
much attention. In the logic of care ability is more fluid in kind. This
is not to say that the logic of care makes life easy for us. It again asks
us to take a lot upon ourselves. Not guilt this time, but a wide range
of activities. In the logic of care actors do things: they inject insulin,
avoid a hypo by feeling or measuring and counteracting it, and they
calculate what they eat. But no actor needs to act alone: in the logic
of care the action moves around. One moment you care and the next
you are taken care of. Care tasks are shared in varying ways. They
also change. Something is done — and when it doesn’t work the
crucial question is not whose fault it was; but what to try next. In the
logic of care the fact-that the patient has a disease affects what needs
to be done, but it does not absolve the patient from playing an active
part in the doing. You do not have to do_everything by yourself. You
cannot: even doctors with diseases need professional care.® But you
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always do something. If you are unable to inject your own-insulin, a
nurse does it for you. However, instead of fighting when she
approaches you with a needle, you allow her to inject you. You may
be unable to calculate what you eat. Then you follow the instructions
of the dietician, but you are still the one to chew, swallow and digest
your food. If even that is too much for you and you are being fed arti-
ficially, you remain an actor. As long as you are alive your cells burn
sugar:

In the logic of care being an actor is primarily a practical matter.
This does not mean that nobody ever needs to make choices. Instead,
in this logic ‘making a choice’ appears as yet another practical task.
Take the choice ‘shall I play sport seriously or not?’ This depends on
more than arguments. Being able to balance you_r‘ values is not
enough, you-also have to be able to balance your energy. Thus, as a
part of making this choice, you have to figure out if you can get your-
self to eat on.time, measure, adapt your insulin dose. Hours after
your football match or your jogging hour, your blood sugar level may
still drop: can you watch out for that? Freedom is hard work. If ypu
want to walk in the. mountains, that is fine, but just wanting it is notr
enough. You_have also to engage in the practical work that such
walking depends on. And this includes making many small, practical
choices. If you sit down to measure and your bloed sugar level
appears to be 3 mmol/l, you simply need to eat. But what if it is 5, 6
or 7 but you still have an hour of climbing ahead? On and on it goes.
These days people with diabetes are no longer obliged to stick to rou-
tines, but can choose to have one, two of three sandwiches for lunch,
But many people (and not just people with diabetes) tend to avoid
choices like these.. For figuring out what to do next, day by day,
minute by minute, is-draining, So instead, most of us experiment
with daily life until we have established -acceptable routines. An
evening meal by six-thirty every day. Or two sandwiches for-lunch
on weekdays and three on a Saturday (before playing football or
going to jog). In practice, routines consume a lot less energy than
making fresh choices over and over again.7

In the logic of choice actors make judgements in order to choose:
Thus they take a distance. It is, after all, easiest to judge something
outside yourself: a blood sugar monitor, syringes or an insulin pen:
You may label these as accurate or inaccurate, user-friendly or cum-
bersome. At least you may do so when these objects are foreign to
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you. It gets more difficult if you have been using a device for some
time, for then it has become ‘a part of you’. It is hard to judge some-
thinig that is a part of yourself as if from a distance. It i§ even harder
t6 make judgements about your own life. Health-¢aré researchers ask
iis to do this. We are supposed'to tick boxes on questionnaires on a
scale of 1 to 5. How much does your diabetes bothér you, 0 (not at
all), 3 (a’little) or 5 (a lot)? The numbers are added up, and the total

‘is meant to represent cur ‘quality of life’. In the logic of care judging

one’s life does not make sense. You are inside your life, you'live it.
You cannot disentangle yourself from it and establish its quality from
a distance. If ever a patient were to say in the consulting room
‘Doctar, my quality of life is low’, the reaction of the doctor would
not be to note-this in the patient’s file as a fact. Instead, the doctor
would wonder -what' might be done about it. She wouild ask: “Tell
e, what exactly is going wrong?’ Or: ‘How can 1 help you?' Ini the
logic of care life is not to be taken-for a fact, but as a-task, What
woild your friends say-if you told them that your ‘quality of life’ is
poor? They might sympathise, but wouldn’t they then ask: ‘Well,
what are you going to do about it?’ Rather than taking you for a spec-
tator of your life, they expect you to play the leading part in it. Thus,
in the logic of care’it is not the noun that is crucial, life (an object that
may be judged), but'rather the verb, to live (an activity of- which we
are the subjects).

In the logi¢ of choice actors are emancipated: They have liberated
themselves from patriarchal rulers. The glorification of freedom that
comes with this makes it dilficult to recognise the activities of active
patients. For the patients addressed by the logic of care are not [ree.
‘However, neither do-they depend primarily on their doctors and
nursés (patriarchal or otherwise). People with diabetes depend first
and foremost on their insulin. That is their lifeline. As is the food
they eat; and the glucagon others inject for them.if a deep hypo has
set in. Indepéndence is nice, but not to the extent that it is killing. At
the same time others depend on the ever so dependent patients: their
colleagues, partners, elderly parents and young children. And so,
too, do the professionals in. their care team. If patients turn passive,
professionals cannot do anything either. It may be possible to rule
others or make their choices for them, but it is impossible to take
care of peoplé who do not take care of themselves. It cannot be
done, If people are brave and do not seek help, nobody can give.it to
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them, If a patient at home stops, injecting her insulin, the doctor and
the nurse won’t even know. Thus, however dependent patients may
be, their care depends in the first place on their own activities.
Patiepis with diabetes even do a lot that was formerly done. by pro-
fessionals. In other parts of health care it is nurses who give intramus-
cular- injections. People with diabetes do this themselves. In other
contexts it is laboratory technicians who measure relevant blood
levels. People with diabetes do this themselves. Adjusting the dose of
drugs is traditionally a doctor’s task. Quite a few active patients with
diabetes do this themselves as well. When they break with their rou-
tines, they inject a few units more or less, as need be,
Despite all this activity, as a patient you do not control the world.

The world is not obedient. Blood sugar levels, eyes, other people,
food, machines, what have you: everything behaves unpredictabljf.
No matter how hard you'try to tame the various aspects of your life,
in the end they are irreducibly wild. You may succeed; or you may
fail: either way vou have to live with it. Thus active patients need to
be both active and able to'let go. They neéd to actively take their care
into their own hands and yet to let go of vhatever it is they cannot

tame. So there it is again, the. most difficult thing that the l'ogi(:‘of
care demands of us: being tenacious as well as adaptable. Profession-

als take years to develop a clinical attitude: they are. trained to

respond actively to their patients’ suffering, while at the same time

accepting quietly that théir efforts may fail. Active patients have a far

more difficult task: they have'to be energetic as ‘well as resigned

about their own suffering.s'lt is not to be underestimated, this huge

emotional and practical effort, And yet it is likely to be better than

the illusion that you may yet control the world. For dreams of
control do not,make you happy, they.make. you neurotic. And one
way or the other they end in disappointment.

The logic of care is fiot better or worse than the logic of choice
always and:everywhere. I.do not want to make general claims. But
this much [ assert: the logic of care is definitely better geared to living
with a diseased and unpredictable body. Therefore the patient move-
ment would be wise not to dismiss this-logic too:lightly. It should
instead examine it, adapt it, fiddle with it, push and pull it, alter it, as
and where this seems right. The logic of care’as I articulate it here is
not something to solidify or cast in stone. Not at all! It is fluid and
adaptable. But it is a good place to start from since; instead of
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addressing only the part of us that-is healthy, it takes us seriously as
we are, diseases and all. It seeks to nourish our. bodies; respects the
collectivities to which we belong; reacts forgivingly to our failures;
and stubbornly strives for improvement, even if things keep on going
wrong; though not beyond an (un-)certain limit, for in the end it-will
let go. Although it-is difficult to relate to one’s own suffering in a
clinical way, learning to combine being active with being receptive
does more than strengthiening our capacity to care. For the ability to
let go actively not only-makes suffering easier to bear. It is also a pre-
condition for experiencing pltzasl.lre.9

Improving health care

That the logic of choice and the logic of care are so profoundly dif-
ferent begs the question as to what happefis when these two modes
of thinking and acting get mixed together — as they do in real life,
The possible interferences are many. Indeed, what has happened in
those places where patient choice has been-introduced -into health
care is‘highly variable. Only detailed efnpirical studies of different
sites and situations are likely to give insight into the various kinds of
interferences. ] do not doubt that some of these will prove to be
sirprisingly creative, and better for living than the ‘pure’ forms |
have distilled from the messiness of hospital practice. And yet I have
tried to articulate the logic of care here in an undiluted form in.the
hope of strengthening it. For no matter how loudly-the wonders of
patient choice are. celebrated, 1 am not so optimistic. My worry is
that, with the introduction of patient choice, many other things get
fixed"as well: the circumstances in which.we make our choices; the
alternatives between which we may choose; the boundaries around
the ‘care products’ we may or may not opt for; and so on. Fixing all
of these things would frustrate doctoring, as it would mike it even
more difficult to attune the various viscous variables relevant in care
to each othér. What is more, ‘choice’ comes with many hierarchical
dichotgmiiés that are foreign to ‘care’: active versus passive; health
versus disease; thinking versus action; will versus fite; mind versus
body. Bringing these dichotomies into play is not going to improve
the lives of people with a disease, if only because they end up time
and again on the wrong side of the divide.

However, that it is possible to articulate a logic of care that gives
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words-to what ‘good care’ is about does not imply -that as things
stand most health-care practices are good: A lot. of them are not —
not good enough: Actually, the requirements-for good care are
exceedingly, difficult to meet. And there is much (scientific fashion;
managerial ambition; economic_pulls and ‘pushes; and yes, careless
professionals, too) that works against the realisation of good care in
practice. Thus articulating ‘good care’ is not;a way of describing the
facts, of telling about the world as it-is. Nor is it an evaluation, a
(positive) judgement of care practices, Instead, it is an intervention.
Articulating the logic of care is an attempt to contribute to improving
health care on its own terms, in its own language. A language in
which the main emphasis is not on autonomy and the right to decide
for oneself, but on daily life practices and attempts to make these
more liveable through inventive doctoring, In care-specific terms,
care is bad when people are being neglected. When there is -not
enough time to listen. When physical parameters are isolated from
their context; when patients’ daily lives are not taken into considera-
tion. When patients are left to their own devices and have to face the
complex (and sometimes impossible) task of combining the divergent
instructions given to them by different specialists. When profession-
als fail to carry out careful experiments, but hastily follow pratocols
instead, or — even worse — lazily fall back on old habits. In care-spe:
cific terms, care is bad when the measurement of a few discrete para:
meters displaces attention from the sometimes painful and always
complicated intricacies of day-to-day life with a disease.

When in interviews — or elsewhere — patients complain about bad
health care, they may mention that they were not given a choice, but
more often they talk about neglect. They describe how their particu;
lar stories or personal experiences were not attended to. They would
have appreciated more-interaction and' more support. Or they say
that there was nothing they could do and. not .enough was done for
them. This feeling ‘of being deserted becomes tangible in Mr
Gradus’s story about the time his insulin pamp stopped working, He
had recently moved house and his new doctor was not familiar with
his particular pump, so Mr Gradus phoned his old hospital. He was
put through to one person after another. Nobody was able to. give
him -advice: Finally, he got hold of someone who suggested he
contact the manufacturer. Meanwhile he had become worried about
his blood sugar levels. What should he do: eat something now, ,sinct‘a
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it was getting quite late? He did not want a hypo. But what if his
blood sugar levels were to soar when he ate? He did not know what
to do. He no longer had’a syringe and the insulin to-go with it. He
did not have a pen, When lic finally managed to get hold of the
manuflacturer, he was told that his pump was out of date. Spare_parts
or replacement pumps were ho longer available. What should he do?
Whom should he turn to now? That desolate feeling of being aban-
doned has stayed with him, and he still speaks aboutit years later.
The point is not that others boss’you about, but that nobody cares. A
hole opens up and you fear that you will fall right. through it.

Overall ‘there are too many holes, Even people with a place:to go
to may find that there:is nobody therg who listens to them properly
and takes what they have to say into account. Nobody who is inter-
ested in their experiences with iincertainty, fear, shame, loneliness
and the never-ending pressure of having to take care of themselves.
Even their experiences with physical issues like unstable blood sugar
levels-are not really attended to. In the hospital where I did my field
work, one of the physicians at séme point asked all the patients of the
diabetes outpatient clinic to coinplete a short questionnaire about any
‘hypoglycaemic incidents’ they had encountered during the last few
weeks. The laboratory cannot measure hypos retrospectively: they
leave no detectable trace in your blood. But patients remember most
hypos-vividly: these are nasty experiences. Answering the question-
naires, the patients reported:many more ‘incidents’ than-the doctors
had expected. Apparently these doctors did not ask their patients
about their hypos as a matter of routine in the consulting room. They
had read the. clinical trials that say that tight regulation helps to
prevent long-term complications. But they had failed to observe that
in the daily life of their own patients tight regulation leads to lots of
hypos. An inquisitive researcher, a questiohnaire and a number of
patients willing to fill it out werg needed to make this visible. The
researcher’s conclusion was that more finé-tuning and: increased
attentiveness to the specificities of every single patient were urgently
required. This would be better for people’s daily lives (which are dis-
rupted by hypos) and their bodies were likely to benefit as well
(hypos cause brain damage). The researcher in question published her
findings, but where were they heard? And what other daily experi-
ences with diseases and their treatments are léft unexamined?

The logic of care wants professionals not to blindly apply the
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results of, clinical trials, but to translate them carefully. That is doc-
toring. Potentially helpful technologies should,be locally fine-tuned.
This requires that the doctoring be shared. For treatments can only
be adjusted: properly if the experiences of patients are carefully
attended to. The terms I just itsed are all normative. =:lﬂ_he logic of care
wants these things to happen; says that they should be done; or
requires them. In practice; however, it doesn’t always work this
way. Care doesn’t always meet- the standards of good care implied in
the logic of-care. To try to make it.do so would be to improye care
on its own terms. This is first and, foremost a task for professional

practice; it has to do with what is done in the consulting room. Along®

with this, it has to do with the organisational conditions that allow
consulting rooms tmbe,,conﬁgured in one way rather than another,
Here, I will not attend to those organisational contexts, but move on
to another precondition for work in the consulting room. Lived
reality also needs to be, better incorporated into scientific research. It
is here, after all, that iéw interventions are developed and assessed. "
What is done with and to diseases in scientific research — and to our
lives with them? It is quite remarkable that'so much public attention
is given to the (political) ;representation of the patient’s will, and so
little to the (scientific) representation of patient_bodies and patient
lives. As if what we might want does not depend to a large extent on
the matters of fact gathered about us. As it is, such facts all too often
take the form of correlations between' parameters, measured in large
numbers. Ideally, research projects measure the parameters that are
most relevint for patients’ daily lives. But this ideal is rarely met.
Often, parameters are measured because, they are easy to measure, or
because, they happen to be the parameters most frequently mentioned
in the, literature. Even well-selected parameters are necessarily
selected early in the research process. Researchers who want to find
out whether or not an intervention works have to begin by defining
their criteria for ‘working'. However, the unexpected effects of
interventions only begin to surface later on. They will only be
noticed if someone is on the lookout for them.

The scientific tradition that is currently most prominent in health
care — that of clinical epidemiology — has not been: designed to deal
with the unexpected effects of interventions. Tracing these requires
that one be open to surprises. Since unforeseen-events cannot be
foreseen and unidentified variables cannot be counted, other research
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methods are needed to learn more about them. Promising among
these are- the clinical interview and the case report. In good clinical
interviews patients are grarited time and space to talk about what
they find striking, difficult or important, Their diverse and surprising
experiences are carefully attended to. Case reports, in their turn, are
stories about remarkable events. They make these events trans-
portable, so that others may learn from them. Since case reports did
not fit with rationalist fashions, their format has hardly changed over
the past few decades: it begs to be improved. By tradition, case his-
tories were written by doctors, about events that happened to indi-
vidual patients, for an audience of medical colleagues. As we move
towards ‘shared doctoring’, each of these elements can be adapted.
Next to doctors, others might also author case histories: other
(health-care) professionals, patients, onlookers. Anthropologists and
journalists (in their own diffefent ways) may experiment with stories
told in multiple voices, gathering the experiences of a wide range of
people. Instead of only the individual with a disease, larger collec-
tives may also be topicalised in case histories. The intended audience
may be broadened as well, from medical colleagues to all the rest of
us. Moreover, where case histories traditionally moved freely
between blood values and feaf's, pain receptors and workloads, they
can be made to incorporate yet more (f)actors: insurance arrange-
ments, the food industry, the actessibility of local swimming' pools,
and so on. The difficult but much loved demented :partner. Good
walking shoes and socks. The art is to track down and attune to the
specificities that are relevant.

However, when it comes ta improving care practices, -publicly
telling rich stories is not enotigh. We also need spaces-where it is
possible to act in new ways, experimental spaces. Clinical trials were
developed in response to innovative tesearch by the.pharmaceutical
industry, They were designed to rhonitor the drugs the industry
developed. Was it safe to allow these drugs onto the market? Was it
worthwhile spending collective insurance money on them?'' But in
other contexts, where it is not so obvious what to separate out-from
the care process as something to be-sold, it is not obvious what
exactly to measure. What is mofe: Wwho -should take on the role of
innovator? Industry may develop drugs-and-apparatus that might
change hands. But who is likely to develop caring interventions that
do not have a marketable produdt at their centre? Here, -there is
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room for improvement: creative practitioners (physicians, nurses,
dieticians, physiotherapists, patients and patient groups) need time,
money and space to experiment with innovations for daily care prac-
tices. Good local findings then need to be spread to other places. As
it {s, local inventions about the shaping of daily life with diabetes are
being made even if there is little infrastructure for this, They deserve
to be allowed to travel but how? How do we best shift arrangements
that help people to live well with their dlse‘a_se to other patients in
other, different sites and situations?

But not only is there a lot to learn from practices that work well,
Failures, too, are instructive. The traditional case history often dealt
with failures, because these surprised the doctor who reported on
them almost as much as miraculous recoveries. What is more: if
others were told about them, they might avoid making the same mis-
takes. In this light, it is remarkable that current accountability prac-
tices require professionals to prove that they do well. Professionals
are constantly required to praise themselves. Here are the evaluation
forms, account for what you have been doing! There is no room for
doubt, self-criticism, or difficult questions. However, improvement
begins with the recognition that something needs to be impraved.
That not everything is as it should be. It fits with the logic of care to
attend to frictions and problems. To acknowledge that some things
do not work well, no-matter' how well intended they may be. This
suggests an entirely different accountability practice. Not one in
which everyone has to say how wonderful they are, but one in which
people feel safe enough to examine what in their practices tends to go
wrong and why. This can be done in various collectives: with people
who share the same expertise; or with people involved with the same
ward, from professors to cleaners; on the level of a hospital, a neigh-
bourhood, or a nation; among profcssionzils; among patients; among
all the people caring (whether as professional or. as patient) for the
same disease; and so on. So long as nobody is pushed onto the defen-
sive, it is also possible to allow: critical outsiders with a fresh, keen
eye-into care institutions. They might look for frictions and prob-
lems, notin order to detect and punish.the guilty, but in order to
learn. Tn-the consulting room (or- so the idealised logic of care that I
have presented here implies), professionals and patients engage in the
shared doctoring that is necessary to improve what does not wark
well in a patient’s daily life, Something similar.could be done in other
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sites and situations, in a variety of ever-changing collectives, Thus we
could share the improvement of health-care practices too.

In all this, the criteria that differentiate between good and bad
care are not given in advance. Deﬁning improvement is-an integral
part of the activity of improving. The reflection required cannot be
separated qut from- trying to establish in practice what can be done.
There are obviously limits to the fluidity of -these criteria-in-the-
making, Most of the time death is a presence felt_in_the background
of diabetes care and most of the time it is a ‘bad’. It is_to be avoided.
This sets limits to the experiments one might want to engage in.
Health, the other limit, is hot on offer: diabetes cannot be cured. In
between these two alternatives, the question of how to improve daily
life, or how best to live it, is multifaceted and complicated enough to
make it worthwhile to keep on tinkering. What is good::a longer life,
or one lived more. intensely?.Is it possible to keep-on driving, or
better to leave your job? Do you stick to your identity as a food
lover, or try to learn to postpone gratification? Nothing will ever be
perfect. But you keep on trying. And while you-do so, even death
does not always remain something bad to avoid. At some point, it
do we die from?

Instead of wrestling with all these questions individually, at iso-
Jated moments when we cannot avoid difficult choices, it might be
better to address them collectively. Out loid. Not only inside, but
also outside the consulting room. Let.us doctor; and thus, in careful
ways, ‘experiment with our own lives. And let us tell each other
stories. Case histories. Public life deserves to-be infused-with rich
stories about: personal events. Private events should-not be-hidden
behind the desire to be free. In fact, -the story-telling I advocate is
already happening. Journalists, patient activists, social scientists and
others too, present us with an avalanche of stories*about living with
disease. [ do not claim to be proposing something new here, but
rather seek to raise the status of ‘telling stories’. Rather than a matter
of ‘merely’ sharing private experiences, telling stories is a form of
public coordination. It is part of how, we govern ourselves-and .each
other. For only by persistently posing the, questions of life.and death
out loud may we hope to incorporate the best answers into the tech-
nologies, the drugs, and the health-care organisations that, -whether
we want it or not, we inevitably share."?

!l‘
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Translations

The aim of this book is not to pass judgement. [ do not seek to criti-
cise health care in general and neither do [ want to celebrate it. The
point is rather to contribute to its improvement. But how? I did not
develop the much desired blood sugar monitor that accurately meas-
ures sugar levels without obliging people to prick their fingers. I have
not helped to set up a new clinic. I did not invent new conversational
techniques. T have not assembled creative ideas about how best to live
with diabetes. And I am certainly not about to formulate ethical rules
about what others should and should not do with their technologies,
their skills or their lives. While the grant that allowed me to work on
this book was meant for research that would lead to policy recom-
mendations that might be implemented tomorrow, 1 carefully abstain
from giving such recommendations, Even the stories I have told here
are too few-and fragmented to contribute seriously to the -viviﬂ,
ongoing public conversation about life with diseases that I advocate.
Instead, my contribution has been of a different kind. In this book I
have articulated the (all too silent) logic.that is incorporated in good
care. | have tried to put it into words so as to help in shifting it from
private consulting rooms-to public discussions. I offer no solutions,
but language. The contribution this book tries to make is theoretical.
The logic of care itself is first and foremost practical. It is con-
cerned with actively improving life. Until recently it did not have to
defend itself, or to'be defended, in so many words. Not so long ago
health care and the logic it incorporated were beyond doubt, unques-
tionably good. This is why, back in the 1960s and 1970s, social scien-
tists and philosophers started to raise questions about health: care.
They critically explored the bad- effects of good intentions. They
questioned medical power and unmasked ‘health’ as a problematic
ideal. I do not deny the valué of that endeavour. It shook things up. It
interféred with. the arrogance of far too many medical professionals.
However, if criticism goes on and on it becomes mechanical.
Whether it is true or not, it is no longer engaging. It tells us nothing
new. To shake things up again and in new ways we now need other
strategies.. But what strategies, and where do we find them? Our
theoretical frameworks seem to be too exclusively adapted to the
task of ‘criticism’, They unmask. They tend not to explore or build
ideals:but to undermine them. Thus, the question as to what ‘good
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care’ might be was left to rationalists seeking to serve goods such as
‘efficacy’ and ‘efficiency’. But what might be good for patients,
which ways of living with a disease might .be .better than their
alternatives? Without a language to address these. questions collec-
tively, answering them was left to everyone individually. Let people
choose for themselves. That the social sciences and philosophy did
not seek to pllaise some version of ‘good care’ created a vacuum. It is
partly due to this vacuum that ‘autonomous choice’, an ideal that
originally took shape in quite different contexts, so rapidly con-
quered health care.

Recently, however, the tide seems to be turning. Choice is being
subjected to doubt, while care has received positive attention.'? This
book is part of that turn and seeks to ¢ontribute to it. But how far
does it reach, the logic of care presented here? Where it comes from
is easy to point out. A lot of what [ learned from earlier studies (my
own and those of others that [ read about) has seeped into this
project. But, in order to be specific dnd precise, | have taken a single,
particular case as my lead. The ‘care’ articulated here, is the care for,
and by, people with diabetes ih the Netherlands at the beginning of
the twenty-first century. And’ even that is putting it too broadly: 1
have skipped over many variants. This study in no way resembles a
survey or an overview. So, if you weére to study a different case, the
‘care” you might come to articulate would be different too. For
example: people with diabetes engage in an impressive amount of
self-care, ‘but people with dementia do not. Indeed, it is central to
their disease that they gradually lose the ability to look after them-
selves, Thus the demands on family, friends and professionals in the
two cases of care are quite different, as are the experiences of
patients. Or, another point of contrast, while living with diabetes
requires- endless doctoring, living with cancer generates more
obvious and irreversible bifurcation points. Points at which one is
made to consider. whether it would be better to accept the unpleasant
side-effects of treatment, or to let go and die instead. Framed in this
way, these are inescapable choices, dilemmas that cannot be tinkered
with. So the logic of care is-not a single configuration. I have pre-
sented just one version of it here. If we-shift diagnosis, specialisms,
hospitals, financial systems, religions, rules and regulations,
opportunities for employment, languages, social relations and so on
(the possibilities are endless) then some aspects of this care version
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will remain relevant while others do not. A book like this is written
in the hope that its readers will not absorb it passively, but use it
actively. So there is work left to do for you, reader. Which elements
of the logic of care articulated here fit with the contexts that you find
yourself in, ‘and which do not? What stays the same, what alters?
What remains worthwhile and what does not? This book provides no
answers to that; you will-have to think about those questions your-
self. I wish you good luck.

When transported to other-sites and situations, the: logic of care
articulated here will.have to be translated. Many translations. are
possible and it is impossible to anticipate them-all. But I would like
to make one final claim: the logic of care is-not only relevant to
health care. Its implications and its relevance-are far wider. A first
reason for that.is that the very existence of a logic of care implies
that ‘the West’ does not fit-into the framework liberal social theo-
ries' try to fit-it in. Such theories oppose freedom with submission.
They hold rationality.to be a glorious human trait, or better still, an
achievement of Enlightenment. They presume that societies in ‘the
West’ consist of free individuals who make rational choices; pri-
vately at home and on the market, and publicly in.the context of the
state. Let us bracket for now the question as to whether or not this
is true for customers and citizens: for patients it is certainly not. Not
because patients are-submitted to others who rule over them, but
because they are taken care of and take care of themselves. Caring
activities, shared in various ways,-criss-cross-the boundary between
private and public. Doctoring eludes the rational fantasies of control
as it involves fragile bodies and not quite predictable machines:
These transgressive traits imply that care practices are heterotopias
to Western philosophy., A heterotopia is a place that is other. It
allows one to see old issues with new eyes;.and to listen with
strange ears to what seemed to speak for itself."* This specific het-
erctopia, however, .that of care, is not elsewhere, but within. It
offers contrasts that help us to understand more about ‘choice’,
while they also reveal where ‘choice’ hits its limits.

Though it certainly infuses many practices, the logic of choice
does not inform everything that happens in ‘the West’. Life with dia-
betes escapes-from it. But it is unlikely that it is only life with dia-
betes that does this. What else exceeds :the logic of choice?
Educating, Farming. Sailing. Making music. Fighting, Building.
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Filming. Raising children. Making television; programmes. Engag-
ing in scientific research. Loving. Cooking. Cleaning. Writing.
They all have their own style; or rather varied styles. Numerous
logics wait to be explon:d.Is So this is my-claim. In this book the
province that took itself for the. world has (once more) been put
back into a small corner. ‘The West' holds no universal insights,
valid everywhere,. that it can ground in rationality. It.does not bask
in the triumphs of Enlightenment. If ‘the West’ is anything, then it
is an amalgam of highly divergent, ways of thinking and acting. A
heterogeneous assemblage of logics; of co-existing languages irre-
ducible to each other; interwoven with disparate practic’cs."” A
conglomerate of contradictions.

But, while the various logics that inform our practices clash with
one another, they are also interdependent. Without farmers, cus-
tomers have nothing to eat. Without care, citizens die when' they
get a nasty disease. Without homes, writers-cannot sleep. And,
while each logic originates in a specific site and situation, they all
move about. They-go from one place to anothér. The logic of
choice has moved into health care, bringing along, or brought along
by, informed consent forms, litigation, advertisements aimed at
patients, and the slogan ‘It’s your own choice.” My point is not that
it is impossible, or generally bad, for logics to move. Rather, I
question whether, in this particular case, it is desirable. The logic
of choice, or so [ claim, does not accord very well with life with a
disease. But logics need not necessarily stay where they come from,
as if the place, where they originated was the only one where they
belong. Take the logic of care, With this book 1 want to help to
strengthen and revitalise this logic. But, if I argue- that health care
deserves to be improved on its own terms, this does not méan that
these terms only make sense inside health care. They might (be
made to)} move around.'” But where? And what would happen if the
logic of care were indeed transported to other sites and situations?

It is not obvious. In many circumstances it may well be difficult
to be as rigorously specific as good care requires. And while general
rules‘(for instance those favoured by-the law} are never quite &pe-
cific enough in particular situations, they have the advantage of
being easy to use: they can be called upon. by those who feel treated
in an unfair way. That there are no fixed: variables in the logic of
care generates the possibility of fluid adaptation, but it also implies
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that there is nothing fixed to hold on to. That the logic of care takes
failures to be an unavoidable part of life makes it difficult to estab-
lish when some limit has been reached; or, worse, transgressed, and
it is appropriate to bé angry. Is there space left for ‘criticism’ within
the logic of care? And it is all well and good to'ask people to keep
on going, tenaciously but not obsessively, energetically but not
excessively so. But where should these people find the courage and
the energy that this requires? Doctoring is highly demanding and
especially so when your own suffering is at stake. What-is more: in
health care there is a tradition of paid professionals who specialise in
(their various variants of) doctoring. They collectively foster their
knowledge and their professional ethos. They may be called upon to
support lay people in their care work. In many other aréas of social
life, such professionals are absent. More generally, oné¢ may wonder
what kinds of institutional conditions are needed for care to flourish.
These are serious limitations, or even.objections, to moving the
logic of care about: But then again: the list of elements from the logic
of care-that might be inspiring for practices elsewhere is at'least.as
striking, Take the raw honesty: about failure and misery. Disease,
death, suffering; problems: care begins by facing these. They are not
kept out of the equation as mere noise, nor taken to be offensivé
transgressions to be avoided at all costs. They are not. marginalised.
Instead.they are talked about and tinkered with, they are attended to
and subjected to doctoring. In that process pseudo-certainty is not
invoked: there is no need for it. In the logic of care doubt does hot
preclude action. The attitude is experimental: you interact with the
world, while seeking what brings improvement and what does not.
This may well be helpful in many circumstances. Lack of water, lack
of foad, lack of clean air, lack of space. Regardless of whether the
lives at stake are those of humans, animals, plants or ecosystems.'
Try and try again. There is no need for the excessive optimism that
will inevitably end in disappointment, but neither is there an excuse
for fatalism. Give up dreams of perfection or control, but keep on
trying. But who is addressed; who should keep on trying; who should
act? The answer is: everyone and everything. For in the logic of care
actors do not have fixed tasks. The ‘we’ who does the doing may
shift. There is no need to distinguish between scientific, commercial,
political and: other (collective) actors in an attempt to establish who
may, or should, do this or that. In the logic of care the action is more
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important than the actor. It may be shared, shifted around. What is
more: activities as highly varied.as gathering facts, selling products,
passing legislation and injecting insulin are not separated out as if
they were different in principle. They all try to tame problems, -while
simultaneously creating them, too. They shape life."

So let us investigate where, outside health care, the logic-of care
deserves to be mobilised. In places where ‘the creation of markets
brings suffering, the introduction of care might help to tame it. If poli-
tics is not confined to the state, but spread out, it also needs new
styles and formats: here care might be inspiring. Adjustments and
modifications are no doubt niecessary; variants must be tailored to dif-
ferent situations. But it is worth a try. For. all too often the moral
activity of judging, which asks actors to position themselves as out-
siders, is no longer adequate. And the expectation that technologies
subordinate themselves as obedient means to their valuable ends,
makes us all too syrprised, time and again, when these technologies
come with unexpected, tindesired effects. So, instead of dreaming that
we are outsiders, it might be better to realise that we act, and to try
to improve, from the inside. It might be better to doctor patiently —
and to adjust our machines, our habits and ourselves to each other,
Let us give up the illusion that ‘we humans’ rule the world. Let us
refrain from distinguishing endlessly between people who are able and
people who are not. For as it is, each time our attempts at control fail
again, we are caught unprepared, So let us care instead. The world —
or so the logic of care reminds us - is not something we may look at
and judge from the outside. Instead, we are caught up and participate
in it, body and all. Chronigally, until the day we die.
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Notes

1 Two logics

At the end of this book you find footnotes, Most of these refer to schalarly litera-
tures. In the genre I engage in here, literatures are not referred to in order to
prove anything, Instead, they provide resonances, sidelincs, points of contrast,
related insights and questions, A researcher often fails to realise exactly where she
draws a. particular insight from; or what makes her use one term rather than
another. However, it belongs to the art of academic writing to try to make (at
least some of) the relations between a text and the literature explicit. Which is
what [ do in the footnotes, This implies that you do not need to read any footnotes
in order to follow the argument of the book: However, they may help if you want
to situate this argument better in the scholarly traditions that made it possible.
Rescarch on other sites and situations in health care obviously informs the argu-
ment of this book in many ways..Much rescarch has been done, and only some
of it can be mentioned in the footnotes. Let me begin, however, by mentioning
twao studies that were crucial to my own as they were done in parallel 1o it. One
is that of Jeannette Pols, who studied good care in psychiatric institutions for
clderly and chronic patients. Pols focuses on something I skip aver here: the
rclations between different versions of good care that clash and interfere with one
another in any site and situation (Pols 2003, 2005, 2006a, 2006b). The other is
that of Rita Struhkamp, who did field work in a rchabilitation centre, on wards
for people: with multiple sclerosis and people with spinal cord lesions
(Struhkamp 2004, 2005a, 2005b), I learned a great deal from the continuous
comparison between our cases.

The differentiation between ‘individual’.and ‘collective’ itself does not begin to
make global sense. For instance, Dorinne Kondo tells that her field work in
Japan calls-for other categorisations {Kondo 1990). The same goes for.maost
anthropology that takes what informants say and do not as an occasion for
recognising pre-established structures but as an inspiration for novel theorising.
Sce the exemplary work of Marilyn Strathern, who not only takes ‘the others’
on their own terms, but also uses these terms as theorctical tools with which to
study Westerners, or, more spedifically, the English (e.g. Strathcrn.1988 and
1992). Thus, instead of drawing images of some ‘Other’ so as to make the
‘Western Sell’ come out as the better version of Man (a widespread style of rea-
soning that we were taught about in Said 1991), ‘the West' itself gets objectified
and opened up in novel ways.
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4 Entire bookcases could be cited here. But let me restrict myscelf to my favourite, a good recent analysis as well av'a plea in favour of generosity, that attends to the

a book that describes the connection between the sugar cultivated by slaves in

generosity of professionals as well as paticnts, see Frank 2004,

the Caribhcan, and the factory workers in Britain who were fed on sweet tea. 10 In line with the Hcidég'gcrian understanding of ‘Sorge! as other to technology,
Jointly they fuclled the industrial revolution and made capitalism global from J writings about medical technology have mostly taken care and technology to he
the start (see Mintz 1985; and for a follow up Mintz 1996). ‘natural oppusites’. The cases studied often give ample reasan to stick to this
The example comes from a book in which *African philosophy’ is analysed as approach, (Sce for instance Reiser 1978 and Rciser & Anbar 1984.) A different
‘cuttural inquiry’ (Shaw 2000). All philosophy pertains to specific (cultural) take on this has been to argue that medical technology is not opposed to, but
practices, but *European philosophy’ is all too rarely researched in this way. For dependent on, the hands-on wark in ‘the clinic’. See for this Canguilhem- 1991
some wonderful exceptions, sec the essays (in Lawrence & Shapin 1998), highly and 1994, In Canguilhem's approach, the practices humans engage in get prece-
relevant to the present book, that unravel how various European scientists dence over. whatever (representational) knowledges they may gencrate, As he
and/or philosophers (in the seventeenth, eighteenth and ninetecnth centuries) puts it, even if a physicist could explain a discase, he would still die from it. The
lived the daily realities of their bodies. care articulated in the present book is a version of Canguilhem’s ‘clinic’ {see for
In other words, | would like to make a contribution to the task of ‘provincializ- the difference Mol.1998; and for a related understanding, contrasting the clinic
ing Europe’ (Chakrabarty 2000), by ‘othering’ Europe from within, using with administrative approaches, Dodier 1993 and 1998.) '
ethnographic methods, Exemplaty in this respect is Bruno Latour’s ethnography 11 This-short paragraph opens the door to the rich academic field of disability
of a Nobel Prize-winning science laboratory for which he used the skills he had studies, In this ficld ‘disability’ rather than ‘discase’ was theorised, so that
just acquired in studying school children in the Ivory Coast (Latour & Woaolgar studies focus on, for instance, people in wheelchairs rather than on people with
1979). (Even if the laboratory was located in California; and the writing partly cancer. (See e.g. Barnes et al. 2002 and Shakespeare 2006.) In line with the tra-
sociological.) dition of disability studies, the present book:focuses on daily life practices of
For a history of the welfare state -in terms of ‘chains of mutual dcpcndcncy' bodies-in-an-environment rather than on deviant bodics-in-isolation. However,
between the inhabitants, sec d¢é Swaan 1988, For the excessive energy spent on | concentrate on care, that is on the inlcrfcrcncqs between treatment and daily
making choices, and other disappointments implied, sec Schwarz 2004. For the life, and have little to say about equally relevant issues such as schooling, work,
argument that liberalism, with its promises of thoice, constrains rather than housing, transport facilities.

liberatés those who hoped for freedom, see Santoro 2004, 12 Present-day cognitive psychologists stress the lack of “‘rationality’ in the. way
Eor an original theological reflection on the empathy that may be involved in ' people make choices, For an entrance into this see Schwartz 2004, The idea that
giving care to others, sce Hocsset 2003. For the classic take on the gift as ethics should attend to the conditions under which people may make choices,
something that does not fit exchange, sce Mauss 1990, For the argument that, and thus to social issucs, was interestingly put forward in the essays in Nuss-
just as I claim for care, the gift has not disappeared with the emergence of baumn & Sen 1993,

‘modernity’ either, see Ssorin-Chaikay 2006. For the ways in which people i 13 In the tradition of the_nursing sciences, attempts to theorise ‘care’ as a multi-
invest care, in the form of ugape; in their work, sce Boltanski 1990. And for , layered phenomenon date from long before the term was shifted into (feminist)
the cthics of care, sce the groundbreaking work of Trinto 1993; and, marc ethics and palitical theery, [n this context the following layers of ‘caring” were
recently, Hamington & Miller 2006. Of these literatures, care ethics and ; separated out: caring as a human trait, a moral imperative, an affect, an inter-
feminist political theory leave most traces in the present study. But while this personal_interaction and an intervention (see Morse, et ol 1992), Approached
book stands in a long feminist traditivn, 1 will not explore the gender aspects from that tradition, the present book may prove disappointing, for it does not
of ‘caie’ héad-on. It is a topic that deserves separate attention. -Obviously attend to all of these layers. Here, care is mainly studied as an intervention (or
‘care’ is associated with women, but that docs not diretly relate to the care rather a style of intervening) and ‘as an interaction (between people but also
practices examined here. Although ‘the nurse’ has been modelled after the I between peaple and materialities, i.e. technologies and bodies).
housewife/mother, ‘the doctor’ was an incarnation of the understudied figure 14 The philosophical discipline *logic" secks to formulate the rational rules of rea-
of the male care-giver. This figure also includes the male breadwinner, who soning; rules for deductively drawing justificd conclusions from initial premises.
took care ‘6f ‘'his’ family; and the soldier who cared for his (woundcd, That I use the term in such a different way here is made casier by, writings that
worried) comrades. By-lcaving the gender of the carc-giver aside-to focus have convincingly undermined the universalist pretensions of rationalist logic
instead on ‘care’ itself, the feminist | engage in here does not seck to support (sce e.g., in feminist. mode, Nye 1990.) There is also good work in anthro-
‘women’, but rather to interfere with the categories of our (soclal) under- pology that, while using the term ‘logic’, addresses practices {e.g. Goody
standing. 1986). This makes it casicr to stretch the term for the present purposes.

Over the years, many books anid articles have shown that all too often in health- 15 For the term 'discourse’ see ¢.g. Foucault 1974, In the English-language litera-

eare practices there is just not enough kindness to go round. At the same time,
‘kind” professionals find it difficult. not to suffer too much along with their
paticnts. Sce é.g. -Hahn 1985, In his classic 'study of the training of surgcons,
Bosk found that among these, so-called ‘technical’ failures mdy hé forgiven,
while “moral’ ones, i.e. not being open and decent, are not; see Bosk 1979. For

tures, the term ‘discourse” has been taken up by scholars who put it to use when
nnalysing the languages in and of particular ficlds and formations, It came to
resembic what might earlier have been called ‘ideology’ minus the Marxist
overtones. (Sce e.g. Howarth et al. 2000). However, une of the more fascinat-
ing aspects of Foucault's work is that he studied language and materialities
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together and, for example, wrote about cutting in corpses as a physical practice
linked up with concepts such as symptom and sign, surface and depth (see Fou-
cault 1976). John Law used the phrase ‘modes of ordering’ as a theoretical tool
to describe a modern org'aﬁis‘atiun that appeared to be ordered in various modes
simultancbusly; and was never finished, but always in the process of being
ordered, Thus he added multiplicity as wel! as process, while also’ keeping the
materialities implied in focus. See Law 1994,

Thuse who need to be convinced of the fact that ‘the world’ énters philosophy
along with its language, would do well to read about what metaphors bring
along in Lakoff & Johnson-1981. Once convinced, you may want to read the
work of Michel Serres, who unravels ways in which images, structures and
questions circulate through framings, words, storics and images such that philo-
sophy will never succeed in purifying itsclf from ‘empirical stuff" (Serres 1997
and 2007). -
Philnsophers sometimes scem to forget that not only the natural sciences, but
the sodial sciences too, have split off from philosophy. Thus, while they tend to
show respect for ‘matters of fact® that fall under the jurisdiction of the natural
sciences, they often carelessly dream up ‘soclal facts’ in some version of their
own. As if, somchow, they are in the position to wilfully neglect all the
methodological wisdom gathered in the social sciences. While there is a lot to
be said for experimenting with: soclal scicnce methods, while attuning F.hem
better to the complexities of the world we five in (see Law 2004), this is no
reason to ignore them and to freely use badly made facts as ‘examples’. To do
this implies that the most important rule of method is being neglected: to'allow
yourself to be surprised. Sce Stengers 1998,

"The geographical demarcation of this study is not a constant. Different matcr-

fals come from different places. [ have carried out observations in only one
hospital: hospital Z, a university hospital in a medium-sized town in the
Netherlands. But T have talked with professionals from other hospitals and
from primary care scttings. Some of the people with diabetes who were
interviewed come from the city in which hospital Z is situated, Others were
found through persenal connections of my then rescarch assistant, Claar Par-
levlict, in a small rural community situated in the central-regions of the
Netherlands. And then 1 learnt a lot from reading around. While the inter-
views and most websites | analysed were in Dutch, most of the social science
literature that [ read was ‘international’ — written in French or in English. At
a few points-in‘ the book | will make small geographical excursions’ (in
particular, in<Chapter 5). Where | do so, this has been clearly indicated.
What nceds to be emphasised is that the ‘Dutch’ patient presented here
comes with little specification. : Potentially relevant differenices (in age, level
of education, work, literacy, origina] language, et cetera) are only touched
upon indircL‘tly on a few occasions. The interferences bctwccnﬂthe logic of
care and the hopes, expectations and skills of different (groups of) patients,
deserve further study.

Let me stress that the object of this study is not patients or doctors, but health-
care practices — and not even ‘real existing” health-care practices, but the ideals
inspiring them. Thus, while 1 did interviews, my stories do not have the richness
of the genre of the ‘auto-ethnography’ of people with a disability and/or a
discase. See e.g. Murphy 1990; Frank 1991, I have little to say about the emo-
tions-intertwined with-being a-patient or with -engaging in professional care
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work. -No doubt this is a loss, but it helped me to get a clearer insight into the
practicalities of doctoring,

Beware: people with diabetes may have other diseases as well. Their life with
diabetes is also structured by far more than their disease. Thus the ‘life with dja-
betes’ that I'talk-about depends on a-lot of-simplifications. Readers who are
interested primarily in actual daily lives with diabetes would do better to read
books that seck to deal with those, e.g. Roney 2000,

In medical sociology studying ‘life with diabetes’ has been linked with the study
of ‘modern patienthood” for many years. Claudine Hérzlich and Janine Pierret
already made this link in the early 1980s (see Herzlich & Picrret 1984), This
was before the introduction of the miniature blood sugar monitor that is so rele-
vant to current diabetes self-care, In their broad historical perspective, Herzlich
and Pierret contrast diabetes with the epidemic diseases of old, which caused
fever, were infectious, attacked large anonymous groups of people at the same
time, and required social measures from above. One of the many interesting dif-
forences with that older 'regime’ that Herzlich and Plerret point to, is that in
diabetes the person who is being taken care of also, always and necessarily takes
care of herself. This, along with a puositive identification with fellow sufferers in
patient groups, or so they claim, marks ‘modern patients’. At about the same
time other sociologists, signalling how much patients (and the people close to
them) have to do, started to talk about these activities as work. Sce Strauss e al.
1985.

Sce Bliss 1982 for the history of the isclation of insulin and the carly experi-
ments with injecting it from the outside. For a history of what thus became of
living with the discase, see Freudtacr 2003,

2 Customer or patient?

4

Of course, markets also come in “different shapes and sizes. The (simplified!)
market I refer to here is the one that is both articulated and co-shaped by nco-
classical cconomic theory. For a sociology of the market that docs not take neo-
classical economy to.describe its object, but rather to inform it, see Callon
1998, The introduction of market language, meanwhile, is not the only form of
‘economisation’ possible, There are several others, such as the ideal of working
cfficiently, which have slightly different connotations. See Ashmore e al. 1989,

in my field, mmol/Il was the commonly used unit for the concentration of blood
sugar and this is the custom 1 follow in this book. Elsewhere mg/dL is in use. If
you have trouble making a quick calculation from one unit to the other, then,
imagine what happens'if you have diabetes and travel from a country with one
tradition to one with the other. This is made even more difficult since not only

“blood sugar levels but also units of insulin are not expressed in a universal way:
-standards differ between countries.

Obviously money is a crucial element in health-care practices. It is quite an
intervention to bracket it off. This is one more simplification that must help to
tease out the logic of care that is so difficult to disentangle from complex prac-
tices. How it might be drawn in again, without reductively claiming that, when
it comes to it, everything comes down to money, is a challenging task. For an
interesting attempt to analyse how people working in the pharmaceutical indus-
try deal with money as well as morality, sce Martin 2006,

As customers, our position in capitalism seems to be far better than as workers.
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For workers do not own the means of production they work with, but cus-
tomers can choose and thus believe that they are in charge. This feeds into a
profound shift in Western countrics: worker identities have made place for cus-
tomer identities. See Lury 1996,

That products which change hands on markets have a beginning and an end and
may be isolated from their surroundings is not a natural feature of the objects
involved, It is an cffect of how they are shaped. Various studies that go back to
earlier phases of capitalism- reveal the effort that this took. Sce the cssays in
Appadurai 1986 and Thomas 1991, In the light of this work; it would be naive
to say that it is impossible to turn health carc into a market. It can be done. Baut,
and this is what I do argue, a lot would be lost along the way. (Which begs the
question as to whether it might also be possible to (still, again) think of interest-
ing alternatives for the existing markets for (ather) ‘goods’ — but this is beyond
the scope of the present study.) [n many places, for instance in the North Amer-
ican context, marketisation has gone a lot further than in the Netherlands.
Various North American authors seck 1o spell out what indeed they are losing in
the process (sce e.g. Callahan & Wasunna 2006). This may make Dutch ficld
work all the more relevant and interesting!

The conference ‘Customers in Carcland” was organised by the branch of
ZON/Mw (the Dutch organisation for health-care rescarch) that also provided
financial support for the present project. | was a speaker at this conference too,
invited to explain in one of the parallel workshop sessions why paticnts might
perhaps nor benefit from being called ‘customers in carcland’, Some people in
the audience responded to my talk with relief — finally someone who voiced
what they had alrcady been thinking, Othiers, however, were actively engaged
in {uften good) initiatives that went under headings like ‘customer-oriented
care’. They were annoyed by what they took to be my ‘scepticism’, Why did |
not want to improve the position of ‘customers’? Such things happen when one
engages in theoretical reflection in a practically oriented environment, where
terms are not so much discussed but used to the best of people’s abilities,

Some peoplé who read carlier versions of this text urged me to take ut this ref-
erence to my being ill. As it happened, 1 was il for much of the time that | was
working on this book, but. why was this relevant to the reader? Or, anuther
concern, why would | make mysclf vulnerable by mentioning it? As you can see,
L did not take jt out. First, as to making mysclf valnerable: we ere vulnerable, all
of us, and since one of the aims of this book is to underline this, | can use this as
an occasion for doing so. Sccond, of course the state of health of an author is not
particularly relevant to a reader. What counts is whether or not the resulting
text is intercsting. But then again: the particularities of rescarchers interfere
with their work. [f 1 had been more ill than | was, | would not have been able to
do rescarch and to write at all. But at the same time, my illness might well have
increased my sensitivity to presumptions of unmarked normality. Academia
tends to take the *health’ of scholars for granted: it usually gocs unanalysed. For
an interesting exception, sce Golledge 1997, where, the author makes explicit
what he had to change in his professiomal practices as an academic geographer
when, later in life, he became blind. In :hm I Fave not seriously
analysed the interfercnces betwgen my personal particularities and my work,
but make use of my passion for walking as well as the instructiveness of ot
fitting in with other people’s expectations {‘you and me’), as incidental
freminders that knowledge and theorising are always situated. For questions to
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do with the interscction of ‘auto” and ‘ethnography’ see also e.g. Okely & Call-
away 1992, who talk of autobiography; and Mencly & Young 2005, whis take
the ‘auto’ they reflect on not as private, but as academic life.

The ways in which patients were gradually turned into members of the care
team in' the course of the second half of the twentieth century has for some
while been noted and scepticilly explored by a small number of sociologists of
medicine. In their writing they took this as a form of medicalising that tended to
silence pn‘ﬁiblc patient - resistance to medical power, The paticnt-s‘uhjcct that
they saw being created is a mixture of the subject of chaice and the subject of
care that [ am mrcfully trying to differentiate in the present book. For two dif-
ferent but cqually compelling studies, see Armstrong 1983 and Arncy & Bergen
1984, Both books are very g()()d antidotes to the belicf that paticnts gain
‘freedom’ as they become addressed as subjects of care and/or choice.
However, since these books suggest that what gocs on is, instead, a form of sub-
mission, they are still caught in the autunomy—hctcrunnmy dichotomy that 1am
tl’ylng t() C\(_.ape r]'()m hCrC

“Walking itsclf is oh»musly not a natural, a-historical catcgory but a recent, and
culturally highly specifie, invention, See for this Solnit 2006..

How could one tell who is the patient and who is nat in an advertisement? First,
diabetes is not visible. And second, this image, or so my-informant told me,
may well have targeted the Dutch market, but came from an American agency
that specialiscs in making and schg photographs for - advertising. It is highly
unlikely that the agency asks models about their medical condition, so they may
havé all kinds of discases; or nene at all. Potential “buyers of a blood sugar
monitor, then, are seduced into buying a product by models who look vital and
are probably healthy as well. This is quite like the way 17-year-old girls arc used
to show that, ‘thanks to our wonderful product’, it is possible t keep a smooth
and youthful skin, .For this, and morc generally for Jearning to ‘read’ adverts,
sce Coward 1996,

For the term abdence/preience, see Law 2002. Law shows how much of what is
involved in shaping a technology is not ncccssal:ily immediately visible in the
here and now. He traces the design of a warplane and the ways in which factors
like the cnemy Russians; the flying distance to base camps; pilots’ tcndcncy to
get sick il movements are tov vivlent; and a lot more, are all ‘present’ in the
design even if only in indircct ways. At the first tevel they are absent. :
That 'no’ is impossible to scll, makes it absurd to think that organising health
varc as a market might make things cheaper than alternative organisational
forms, cepccml]y those_that organise carc in such a way that ‘necds’ are being
addressed while limits to what can be done arc respected. Along with the
market, a ‘regime of hope” s rapidly expanding in health care; fed by research
practices partially embedded in industry and privately fundcd which promlse
return-on-investment, financially as well as in terms of ‘health gain’. See
Morcira & Palladine 2005, For further analysis, and an attempts to frame the
‘sociology of expectations’ appropriate to the analy:ls of what is going on here,
sce Brown & Michael 2003, )
Non-heroic care comes with patient narratives in which living with a discase is
also no Iongcr told as a heroic endeavour in which a discasc«cncmy is to be
harshly fought and cenquered so as to avoid sliding into fatalism. For an inter-
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esting analysis of alternative possibilities, see Diedrich 2005; and for one of the
narratives that she reflects upon,:Stacey 1997,

3 The citizen and the body

1 In this chapter 1 consider theories that define the citizen. For an example of a
study that follows how patient laws work in practice, see Jeannette Pols's com.
parison between two psychiatric wards: one where the profcssmnals followed
the letter of the law and another where they didn't, In the first people were
respected as free citizens up until a pivotal moment, when, with all the forms
signed, they might be put into (temporary) seclusion. In the latter professionals
openly admitted that they manipulate people. But they never lacked anyone up,
however wild with madness they might be. To do so would ﬂpoil their relations
with them; see Pols 2003. My approach makes less difference’ inside health care,
but tries to learn from health care. It is interesting to note that some of the most
creative ‘gencral’ social theory in the twenticth century resulted from studijes
that took health care as their exemplary domain. See, most notably, Parsons
1951 and Foucault 1967,

2 Despite the theoretical clash between emancipation and feminism as political
strategics, in practical political situations these approaches have often strength-
ened rather than undermined each other. For the Netherlands this has been
beautifully analysed in Aerts 1991; but the phenomenon is ndt exclusively
Dutch (see also Scott 1999). That the content of the categories ‘women’ and
‘men’ is not stable but may alter, and alter fast, was nicely shown in Costera
Meijer 1991. It is interesting to note here that, while ‘constructivism’ and
‘feminism’ had tense relations in many places, in the Netherlands they have
been thought together since the early 1980s. See also Hirschauer & Mol 1995.
This may have helped me in framing ‘patientism’. For the interference between
differences between the sexes and differences between ‘healthy’ and "unhealthy’
people, see Moser 2006,

3 Talking about health as the ‘silence of the organs’ is a reference to Canguilhen_\
who says he.took it from Lerich. It suggests that health is something we are
unaware of. Dlscase, by lntroducmg chaos/noise, attracts our attention, But,
says Cangmlhem disease is not chaos, An organism only stays alive as long as it
is able to re-establish some alternative order. See Canguilhem 1991, The image
comes back in the work of Michel Serres when he argues that there is no such
thing as cleanliness or pure order, because all attempts at ordering include a
‘parasite” (one form of noise or another) just as bodies always live with para-
sites, too, See Serres 2007.

4 A lot of (neo-liberal) theorising about medicine models the relation between
professionals and paticnts not just after that of feudal lords and serfs, but also, in
quasi-Marxist mode, of that between ruling class and proletariat: they are in
permanent opposition to one another, Real Marxists have always warned against
this: they sought to analjse the relations between professionals and lay people as
either strengthening or undermining class struggle. For a great article that suc-
ceeded in actually doing this, differentiating between doctors supporting miners
and dactors supporting mining companies, each holding on to a different defini-
tion of ‘black lung discase’, see Smith- 1981, Here | do not analyse ‘tensions
between classes (of_people). but ‘tensions between logics’. How these might
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interfere with one another is yet another question that I leave vut of the present
analysis,

The analysis of the Greek citizen-actor and his body that [ present here comes
from Kuriyama 1999, a truly wonderful bouk, It makes a comparison between
Chinese and Greek medicine using the contrast to gain insight into both, Here I
only mobilise Kuriyma’s ‘siiggestion that the coficept of muiséle and that of an
autonomous will are linked up. This muscular notion of autonomy has survived in
political theory. Current ‘medicine’ also deals with muscles, but it is such a
heterogeneous conglomerate of practices and insights, that I dare to contrast the
muscular Greek citizen with the metabolic actors relevant ito diabetes care,

"Kuriyama makes a different kind of cofitrast. He talks about Chinese doctors, who

did not see muscles, but (when feeling the pulse) sensed mo. Sensing mo, facilitat-
ing the flow of chi or x, and many other possibilities of living as and with bodies,
are unanalysed in the present study. In its specificities, the logic of care that [ try to
articulate here, is provincial. It comes from a small province of the West.

While people with bulimia or ancrexia, who are constantly precccupied with
their food, are treated for ‘being neurotic, an all but neurotic preoccupation
with food is imposed on people with diabetes. And while dieticians tend to
advise people who are too fat to throw out their scales, people with diabetes are
encouraged always to count their carbohydrate intake and measure their blood
sugars. Such striking differences between adjacent practices are understudied.
See also Cohn 1997 about diabetes and diets,

See James 1999 for a detailed and subtle elaboration of the various understand-
ings of passions within political theory,

The history of manners has been described in Elias 2000. He points out that, if
etiquette books warn against certain ‘bad manners’, these were apparently com-
monly engaged in, Foucault later addressed the disciplining of bodies of seldiers
who were drilled in order to become one fighting body; and that of schoelchild-
ren who were seated straight, in rows in clgssroorqs. These practices turned
them into the disciplined citizens who populate Foucault’s political theory, See
Foucault 1991,

Foucault’s analyses have made ‘normalising’ sound harsh to us, while ‘nourish-
ing" sounds a lot more friendly. It might be interesting to try to abstain from an
immediate judgemental reflex in both cases, and-instead to explore what is
being done, by whom, for whom, in which ways ‘and to what effects, In his later
work, Foucault also shified to doing this, as when he analysed older traditions of
the ‘care for the self’ {(Foucault-1990). The relevant ideals of care articulated

there have left traces in later caring practices for selves as well as fot othefs.
This suggests that professional care is secondary to self-care. This also emerges

from, for instance, studies of the medical work of Descartes, who did not
require an intermediary (i.e. a professional doctor) between medical science

and its application but applied his own science to himself and advised his friends
to do likewise {Shapin 2000).

The dream of escaping from the body infuses large parts of philosophy. And yet
bodies have been reflected on in the phllosophlcal tradition in a varlety of ways.
See for instance Va]]ega Neu 2005; or, focusing on biodily miétiphors‘in phile-
sophy, Lakoff & [chnson 1999. Some even argue that Kant, so easily cast here

{as elsewhere) as requiring us fo escape from our bodies in order to think criti-
cally, can be read in an entirely different way, i.e. as someone exploring the
philosophical implications of human embodiment (Svare 2006),
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H 11 In the history of medicine and biology, this deterministic, causal way of under- ! ‘Many doctors dislike this since it runs counter to the logic of care? However, it
i standing bodies is not very old, It emerged along with laboratory rescarch in the is also rarcly mentioned in discussions about patient choice, as it also scems to
i nineteenth century. For an interesting history of its emergence that situates it go against the logic of choice becaiise doctors rather than patients suddenly have
‘ among its alternatives, see Pickstone 2000. to-make the decisions, However; liberalism would be able to defend itself here
I* 12 Thus, my point here is not, like that of phenomenalogy, that next to the_body | because a patient who unwisely chose to drive would pose a danger to’ other
that we ‘have’ (which is known from the outside), we should also pay attention road users. Meanwhile, the examples that are used in discussidiis about paticnt
i to the body we ‘are’’ (experienced from the inside). [ make a different claim choice, tend tp take one side immediately-with ‘patient choice’: cases of arro-
. which is that in the clinic the most relevant body is the body we ‘do’. Itis a part gant abuse of professional power are easy to find. (At the extreme cnd, there
of practices. For more extensive versions of this argument, see Mol 2002a and b arc always the Nazi doctors to remember; sce e.g. Lifton 1988.) One of the
; and Mol & Law 2004, For the-argument that anthri)pt)l:)gists studying ‘the tasks that comes with ‘not frustrating emancipation but going beyond it’ is to
' body” should not actept its dominant definitions, but seck to redefine their find-ways of tackling abutes of power .with suitable, but not necessarily neo-
. object, see Taylor 2005. Mcanwhile the‘most detailed and gripping study of liberal, repertoires,
i what may become of bodies in care practices that 1 know of is that of the
. ‘Rescarch centre for shared incompetence’ Xperiment! This group has assem- 4 Managing versus doctoring
bted images of care work, showing bodies caring as well as bodies cared-for, in a
clinic for people who cannot actively move their own bodics. These were pre- I That] was even ‘able tosee that in clinical practice knowledge and technology
sented on a 320 m’ display in the exhibition ‘Making Things Public’ at the ZKM work in ways very different from how. they -tend t6 be presented is due to a
«in Karlsruhe in 2005. For a trace of this, sce Xperiment! 2005. large number of studies that have gradually built the alternative image 1 sketch
13 Alertness and alivehdss are needed for the use of technologies in other discases below. These stidies havé a mixed background: For one, in the carly 1980s the
“too. See, for the case of performing dialysis at home, Wen-yuan Lin 2005, for history of medicine made a radical shift. Instead of describing emerging know-
‘ living with inhalers and peak flow meters, Willems 1998; for dealing with one's ledge as a matter of 'facts discovered’, it began to talk about its ‘construction’.
Y wheelchair, Winance 2006. Willems argues that the ability to care for them- Sce for this early work Wright & Treacher 1982, At the same time medical
f .selves with technolugies provides patients with agency rather than autonomy i‘_mhFOPO]OgiStS‘ no longer restricted their studies to ‘healers’ in non-Western
w (Willems 2002). This is what, in a slightly different way, [ also try to argue cultufes, but started to do ficld“‘work in Western hospitals, in part to help pro-
: shere. fessionals understand  their- ‘strange’ patients (see e.g: Kleinman 15980).
: 14 That the body is not a "naturally given’ phenomenon becomes intéréstingly cloar However, once they started to do this, they also began to study professionals —
' when its abilitics to_sense — to see, hear, feel, smell, taste — are attended to. an intriguing ‘culture” in its own.right (scc e.g. Stein 1990). There was an
% These are far from universal. They have a history and differ between cultures. overlap with sociologists, some of whom also did feld work, that gradually
! For an overview, see Classen 1993. In specific historical and cultural sites their shifted its attention from (power) relations between people, to the content of
shaping is nit nocessarily widely shared cither, but depends on practices. Thus, what was being done (sce c.g. Prior 1989). Meanwhile, ‘science and technology
i ‘a person” may gradually become ‘an amateur of music’, through practices of _ studies’ emerged: In this ficld scholars studied laboratories and other sites and
i] listening and learning to differentiate sounds (sce Hennion 2001). Others learn i situations” where scientific papers were written, technological tools developed
t' distinguish between wines while simultaneously acquiring "an extensive : and new- materials were put together (sce Latour & Woolgar 1979). In the
| vocabulary that allows for subtle differentiations that the non-initiated simply 1990s, these various types of inquiry began to cneounter each other and to cross
I cannot taste (see Teil 2004), A body, or s¢ Hennion and Teil tell us, does not aver, Sec e.g. Epstein 1996; Berg 1997; Berg & Mol 1998; Lock e al. 2000:
; passively experience what is ‘out there’, but gradually ‘leams to be affected’. 2 The term ‘normative fact’ comes from.the medical literature. I-first encoun-
Far a classic version of this argument in sociolagy, sce Becker 1953, : tered it when investigating how ‘normal Hb' gets established, where Hb stands
15 The senses and technulogics each have their own diagnostic strengths, Thus: for *haemoglobin level” and "normal Hb' is used as a standard for asscssing the
diagnosing anaemia with an Hb-measurement device is the ‘gold standard’ and presence or absence of anaemia. In somc of the articles we analysed for that
. the ‘more accurate” approach, but diagndsing by lowering an eyelid and assoss- i study, a ‘normal Hb’ was explicitly called a ‘normative fact’. While philo-
" ing its colour requires less time, fewer tools and technicians, is less risky, and , sophers often took ‘great pains to distinguish norms from facts, [ was immedi-
i accurate cnough to ‘catch’ cases of severe anacmia. Al in all it Franspores better . ately waken by the term (sce Mol*& Berg 1994). Be warned that, even if my
f to far-away places {ice Mol & Law 1994). Or: in the course of brain surgery, analysis complexifies ‘normative facts’, what | am writing here is still a simplifi-
i the apparatus of the anacsthetists and the fingers of the surgeon may come to . aation. It leaves out such things as differences between the standards set by dif-
different conclusions about the. patient's blood pressure. And yet in practice ' ferent laboratorics; inaccuracies of the mceasurements involved; shifting
neither is trusted alone at the expense of the other: they are. used interdepen- accuracies of-various machines; the consequences of using mmol/1 rather then
dently (see Morcira 2006), mg/dL as a unit; and so on,
16 There are exdéptions, Sometimes medical advice is legally binding. For 3 Van Haeften 1995: p. 142, original in Dutch.
instance, as | just mentioned, in many countrics the law requires doctors to state 4 Ter Braak 2000: p. 188, original in English.
whether or not their patients with diabetes are capable of driving a car or not. 5 A lot of diagnostic techniques are not even put to use if there is no promise of a
§




126  Notes

of diabetes, Thanks to Melanic"Rock for drawing my attention to the issue and
for sending me her articles. "I made extensive use of them in writing this
chapter.

In"broad strokes, | sketch three different concepts of ‘population’ here, This
will do-to -illustratc my point. But there are further ‘population’ concepts
around, When unravelling a court’ case ‘where the -suspect “happened to be
‘Turkish’ = but what is “Turkish’? — Amide M’charck found that no less than six
different concepts of ‘population’ were used in alternation in the course of dis-
cussion — each with a different version on what it is to be ‘Turkish'. See
M’charek 2005.

In Europe, we tend to avoid the term- ‘race’. In the United States it is common,
American anti-racists do’ not avoid the term but try to give ita sucin]ugical turn.
They argue that the poor health of Afro-Americans is related to their social posi-
tion rather than to the ¢olour oF their skin, and that ‘raée” is therefore not a bio-
logical but a social category (see e.g. LaVeist 2002). And yet, in all talk of races
and genes, the shadow of egenics looms. It has been too powerful in the twenti-
cthi century for it to be safely neglected (see Duster 2003). To be reminded that
racist modes of thinking and acting may stubbornly.live on, whether or not the
term ‘race” is actually uscd, read the essays in Brah & Coombes-2000. But then,
blocking the body out of social theory altogether is not productive either. The
better strategy scoms to-not forget about, but to-rethink the*body. Sece c.g.
Haraway 1997 and Mol 1991,

Genetic research does not treat us all equally, but differences other than those
to do with genes are also relevant to its practices, For instance, the practicalities
‘of acquiring DNA material are crucial to the issue of-whoss DNA got‘mapped
when ‘the human genome’ was investigated. See for this again M'charck 2005,
At the moment, rescarch gets o be done more and more on p()PuIati(ms that
are casy to rescarch. These appear to be poot people in countrics that are puor,
but rich enough that there are ambitious researchers and doctors around who
¢an dé ‘part of the regcarch, This is why a French company tried to test its drugs
against bipolar disorder in Argentina rather than in France (sec Lakoff 2006). At
the same time, regions or ncighbourhooas in India where industrial plants have
just clused ‘down arc being turned into test sites because so-called ‘volunteers’
for clinical studics are so casy to find in such: locations, For this, and more
generally for a striking an'élysis of the way venture capitalism and biotechnology
are currently jointly shaping ‘bingapitalism’, see Sunder Rajan 2006.

One of the many problems with fond is that cheap food has more calories (in the
form of sugar and fat) and less vitamins and proteins than expensive food. In
many countries, moreover, the ties between industry and advisery bodies are so
tight, that pﬁblic policy does not disentangle itself sufficiently from industrial
interests, For this‘argument, sce Nestle 20027 for a wider range of cultural foud
issucs; see Watson & Caldwell 2005, While nutrigenomics gives rise to discus-
sicitis about whethér the effects of food 6t health should gither be undefstood in
genetic or in cultural terms, our best bet may well be to become much more
sophisticated about the ways in which they interact. For an inspiring example,
sce Nabhan 2006.

Thanks to Arianc de Ranitz, who, as a medical student, examined this material
for me, '

For the way public health came to be structured around the microbe, sec Latour
1588. Intertwined with public health efforts, a specific way for delinearing and
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caleulating ‘populations’” was_established: that of tatistics. In the ninetéenth
century-statistics came to inform many emerging ficlds, and not least public
health. It not only created ‘the probable’ — as a new figure between the known
and the unknown — but also offered a quite specific take on people, In“statistical
calculations ‘people’ are turned into scparate ‘variables’. These isolated
characteristics are subsequently whaticounts and what Is counted with. Sce
Hacking 1990 and Gigerenzer er ol. 1989,

11 In the 1960s the large amesuiit of people,who needed care but did not come and
ask for it was decmed to be a huge problem. The term ‘iceberg phenomenon”
was coined. Just like people in ships only sec the top of an iceberg, while the
rest stays below the water, so doctors only sée the few patients who present
themsclves, while the rest stay out of their ficld of vision. There are still a lot of
‘brave peaple’, but these.days the worry has shifted to what is called ‘overcon-
sumption’, It is interesting that Lies Henstra, who hdpjcns to have little formal
education, is,still able to remark on the iceberg phenomena with admirable
lucidity,

6 The good in practice

1 Medical ethics started’ out at’least*in part because the image of the, powerful
doctor, deciding about life and death, offercd a great example of a ‘moral actor’
whase cthical considerations were fascinating to think with. For this argument,
sce, Toulmin 1998, The idea only gradually developed that, if there were crucial
decisions t be taken, the patient was, or should be, the relevant moral actor.
Social :scientists, meanwhile, have had a complicated relation with ‘medical
ethics from its carliest phases. A lot of the.normative issues that they, too,
believed t6 be important, were taken up by cthics but in an entrely different
way: individual actors were treated as decisive in the absence of much attention
to ‘contexts’. At the same time ethics, was much more successful in attracting
wide social attention (sce e.g. Weisz 1990). The, question as to whether 1o
compete with cthics about how to frame moral issues, or whether to study
*ethics practices” as an object in its own right as one of the elements of the
current medical domain, continues to present itselfl as a matter of urgency. For
an interesting example of the latter strategy, sce Hoeyer 2006,

2 Thus I do not argue for the kind 6f ‘ethics of care’ that would give care-specific
answers to the so called ‘unavoidable ethical questions’ that arise if we have to
give reusons for Gur actions, In care, the good and the bad are not in the reasons,
but in the doing itself. For this argument, see also Harbers et ol 2002, which
talked about a crisis in a nursing home that faced the problem of demented
people refusing food. While the doctors saw this refusal as a symptom of
dementia, varius ethicists argued in Dutch newspapers that the people don-
cerned were expressing their ‘will to die’ non-verbally by refusing food. In day-
to-day”life on the ward, meanwhile, nicithei ‘rature’ and its ‘causes’ nor the
‘will” and its ‘reasons’ were of much importance. Instead, nurses and care assis-
tants, without‘-many words, tried in-practical ways“to make eating attractive.
They mashed or didn’t mash food, engaged in spoon-feeding, of provided
people with food that tasted of chocolate. They tried to give good care.

3 In medical sociclogy and medical anthropology much has been written about the
stories people tell about disease, care and theirown lives. It has been emphas-
jsed that telling such storfes is not only a way of representing reality, but may
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also have therapeutic effects. For a sociological take on this sce Frank 1995 and
Butry 2001; and for the argument that patient narratives should have a more
prominent place inside medicine, Greenhalgh & Hurwitz 1998.

See for this history, Bliss 1982.

What might be suitable terms for talking about physical collectivity? The term
‘biological citizenship’, coined by Adriana Petryna in her analysis of the’after-
math of the accident at the nuclear power plant in Chernobyl, does not work
well, since it is meant to do something very different, Petryna’s concern is with
claims citizens may have on the state due:to their ‘biology’ (Petryna 2002).
Here, however, my point is not about the claims that people make, but rather
about the activitids that they actively engage in as they try to help. Those activ-
ities cannot be caught by that other famous term, ‘biopolitics’, either (see e.g-
Rabinow & Rose 2006). For while 'biopolitics’ secks to encompass everything
that individuals might de ‘in the name of individual and collective health’, the
term evokes a strategy that comes from elsewhere, and a power that subjects us
as it turns us into subjects. In contrast with this, in articulating the logic of care,
1 have sought terms that do not presume us to be either free or subjected, or
both, but rather terms that try to avoid this dichotomy.

The doctor-with-a-disease is an interesting ﬁgure when one Wants to think about
the ‘active patient’, He or she, after all, is officially both a scientific expert and a
suffering body. See e.g. the beautiful analysis in Sacks 1984, For the many shifts
involved when doctors become patients, see also Ingstad & Christie 2001, And
for a truly impressive ‘patient narrative’ of someone who is also an expert on
the body, sce the article of the biologist of autopoiesis Vatela about life after
liver transplant (Varela 2001).

That ‘making decisions™ is not necessarily an attractive kind of activity becomes
‘most clear when one encouriters people who try to avoid it. For an ir{sightful
and moving example of this, see Callon & Rabeharisoa 2004.

Studies that concentrate on what-actors actually ‘do’-show that even 'doing
nothing’ is far from easy: It requires hard work. See for this the analysis that
Stefan Hirschauer made of people who, when they meet in a confined space
such as a lift, do a lot in order to do nothing, and especially-to not ‘meet’
(Hirschauer 2005). And even suffering involves activity: physical pain is not
something people undergo, but something they actively negotiate and tinker
swith.- Thus, Rita Struhkamp found that pecple may accépt days of pain and
misery as a ‘price to pay’ for a special ‘event, like a wedding, that they are
particularly eager to attend. And ‘undergoing pain’, too, comes in different
varieties: one may try to fight back, or try to let go, struggle or surrender, See
Struhkamp 2005b.

Like the more neutral notion of ‘experience’, ‘enjoyment’ and ‘pleasure’ are
not mturally occurring events either, They require effort and need to be
learned. This topic is explored in an article that talks about, and compares, the
~*active stirrénder’ of amateurs of classical music arid hard drug users. However
different in many respects, they appear to prepare in similar ways in order to be
open and receptive, They actively engage in their passion, See Gomart &
Hennion 1999,

Obviously patients’ can also contribute to rescarch on their disease in various
ways. There are a range of pussible roles for-this, e.g. those of co-decision-
maker, knowledge-bearer and/or that of someone who experiments with
(his/her own) treatment. Early experience with patients, in active roles in
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research was acquired in the context of HIV/AIDS. For the United States this
has been well documented and-analysed in Epstein 1996; for France, see
Bardbot 2002 and Dodier 2003. Also fascinating in this context is the French
organisation for patients with muscular dystrophy, that went so far as to hire its
own sociologists to study and enrich its strategies (see Rabeharisoa & Callon
1999).

For this, history, see Marks 1997, In my attempt to show the-limits of this
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-method, I here assume that it works well for what it claims to de, but not for a

lot of other things. However, when one looks at this more carefully, this
assumption crumbles. So much money is involved that it is no wonder that a
method that has been used for so long is also being misused in many ways. See
e.g. Pignarre 1997; Healy 2004,
The question as to how to incorporate what is important to technology users in
tcchnulogles has been extensively studied. The first step was to uncover the
‘inbuilt user’ incorporated in technologies (see Woolgar 1991). A second step
was to analyse variants in this user (see e.g. Oudshoorn & Pinch 2005). At the
same time the issue arose as to how the “inbuilt user’ might be changed. One of
the models for this is to call for a democratic gathering where designs of tech-
nologics are discussed and decided upon. Another is that of the experiment: in
this, new technologies are introduced on a small scale, so that their various
expected and unexpected effects can be explored. Since clinical trials that study
the effectiveness and effectivity of interventions can only deal with expected
effects, other, qualitative, research methods are required. Sce for this De Vries
& Horstman 2007.
A remarkable example is Julian Tudor Hart’s analysis of what does not work in
present-day British health care. This is a critical book, but its criticism is not
directed at professionals but at the conditions under which they are made to
work.: These limit clinical ways of working — or what in the present study I have
called doctoring. Care (Tudor Hart 2006).
Michel Foucault suggcsted the terin ‘heterotopia” as an alternative to that other
elsewhere, the ‘utopia’, which is a good place that one may dream about, an ideal-
isation {Foucault 1986). A heterotopia not only fosters other values, but also holds
other styles of evaluation than the topos one starts out from. Foucault advised us
to look for heterotopias as vantage points from which to study the place in which
we find oursclves. Just as history allows us to cast new light on the present, het-
erotopias make it possible to better understand, say, the West. In anthropology
this has been amply experimented with. 1 already mentioned the work of Marilyn
Strathern (e.g, Strathern 1992). In philosophy the most fascinating attempt in this
direction that | know of is the work of Frangois Julien, who reads Chinese philo-
sophy as a heterotoplc elsewhere that allows him to reinterpret Greck philosophy
in highly original ways (Julien 2000), While the scholarly unravelling of classic
Chinesc thought and ficld work articulating present-day daily life with diabetes in
the Netherlands are obviously very different from cach other in ever so many
ways, as modes of interfering with philosophy they are related,
Of course numerous ‘logics’ are being unravelled. An interesting example, with
resonances to the logic of care, is the recent work of Donna Haraway, in which
she seeks to articulate the specificities of the relations between humans and dogs
in terms of companionship (Haraway 2003). For an attempt to develop the
notion of non-human friendship, even with animals who are not quite compan-
ions, sce Bingham 2006.
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16 The idea of the West as a complex composition circulates in many ‘versions in
social theorising. See Law 1994, who presents modes of ordering as co-existing,
clashing and interfering while they jointly shape a ‘modern organization’. Or sce
Thévenot 2006, who proposes that we study ‘régimes: d’engagement’ (and
‘shows a way to do s0). For an excerpt of this in English, see Thévenot 2002,

17 That they may mix, is one of the morc striking differences between the ‘logics’ !
try to present here, and the *spheres of justice’ that are presented in Walzer
1983. Spheres of justice, like regions, are adjacent to one another. Logics may
interfere. The fact that they may do so, is linked up with their being embedded
in practices. In her wonderful book about English and Yoruba systems of count-
ing, Helen Veiran has shiwn that, when we approach ‘these as two ways of
thinking, they inevitably clash, so that the question‘as to which of them is better
can only be avoided by relativism. However, if we approach them as a way of
practising counting, a lot of interferences, divisions of laboir, cross-overs and
ather combinations become possible. Thus we may yet live together (Verran
2001).

18 Ecologyand ccological problems scem an obvious terrain wheré some variant of
the logic of care might be of immedlate relevance. Sce for thise.g. Hinchliffe
2007. The poift.is neither to celebrate warm motherly careat the cost of a
more political approach, nor to turn against™technology, but to reframe what
politics and what technology themselves cntail, See Latour & Weibel 2005; and
Barry 2001,

19 Intcresting in this context are attempts to theorise the practice of- ‘cngaging in
rescarch’, as if it were, or should be, a caring practice. This might imply that
instead of secking to establish ‘matters of fact’; rescarch should address ‘matters
of concern” (Latour 2004}, This resonates with a much older hope of the Starn-
berger ‘study group that clinical rescarch might set a goad example for the
natural sciecnces. Just as medicine is oriented towards ‘health’, the natural sci-
ences, they said, were in need of explicit normative goals, too” (Bihme e of.
1978). In this context it is also iftercsting to recall Bruno Latour's plea for
framing our relation to technology in terms of love {Latour 1997).
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