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Background The impact of chronic diseases in our society is grow-
ing. The idea of self-care generates understandable enthusiasm and
is seen as a natural answer. It is important to develop an under-
standing of self-care practices that goes beyond a clinical under-
standing of the disease and that acknowledges everyday
practicalities, and the perspective of the patient.

Objective To shed light on some of the practicalities of everyday
chronic self-care, to expose to analysis the key role of lay expertise
and to stress the importance of its recognition in future chronic
care practices and technology.

Design Ethnomethodological investigations based on observations
of a patient support group (10 months) and some shadowing ses-
sions of everyday practices, semi-structured interviews with indi-
viduals with type 1 diabetes (n = 14) and professional caregivers
(n="17).

Analysis The qualitative data analysis was inspired by grounded
theory and aimed at ordering data under emerging categories and
topics.

Results The patient’s knowledge and expertise is critical to
grounding, integrating and complementing technical-medical/clini-
cal knowledge in everyday chronic self-care. To deal with the intri-
cacies and difficulties of everyday chronic self-care, individuals
with type 1 diabetes develop different ways of knowing and deal-
ing with the disease that need to be equally taken into account in
the reorganization of care delivery, and in the design of the tools
to support it.

Conclusion Rethinking the traditional separation between hard
and soft data may be a possible first step towards rethinking the
role of lay expertise in chronic care towards better supports for
self-care practices and patient empowerment.
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Background

The call to rethink health-care provision for
citizens has become a key political, social and
economic concern in our society. The increas-
ing cost of health-care systems in administra-
tion, service delivery and technology is
recognized as being unsustainable. This couples
with ageing populations and an epidemic of
chronic disease. In this context, a series of
ideas have entered the public discourse with
particular relation to chronic diseases:'*
patient-centric and personalized care, patient
empowerment, self-care and self-management.
Some of these ideas have inspired a series of
application areas where the contribution of
technology is key: telemedicine, mobile and
home-care, assistive technology, health 2.0
platforms, etc. The general idea is to take
advantage of new information technology to
efficiently redistribute health-care practices out-
side hospitals and clinics to citizens and their
communities.> > However, the link has yet to
be made between providing patients with new
services and supports and their real empower-
ment.

Introduction

In this work, I focus on different forms of
expertise that individuals with type 1 diabetes
develop in constantly dealing with their disease.
I discuss the role of this lay expertise in the
management of chronic illness, and I argue
that the development of new services and sup-
ports for the patient needs to recognize its
importance and relevance. Traditionally, the
organization of health delivery services or the
development of medical technology has been
within the parameters of the clinical setting
with an expert user and a privileged and disci-
plining emphasis given to the biomedical
knowledge and perspective. This more tradi-
tional disease-centric model is normative in
nature. It assumes the scientific method (quan-
titative and positivist) operating an asymmetry
between the expert knowledge — that needs to
be supported by technology (e.g. the stetho-

scope), and lay beliefs — that need rather to be
disciplined. These divisions and their assump-
tions risk being unreflectively reproduced in the
development of services and supports for
patients. In line with some recent research on
patients’ experiences and everyday care prac-
tices,” I argue against more ‘traditional’ views
that oppose the knowledge of medical experts
to the lay expertise of patients. These views
often insinuate that the first is the only one
available to improve health outcomes and that
the second is ill-founded and potentially harm-
ful. T discuss instead how the two are inter-
twined in practice and I address a series of
issues of lay expertise that does not receive
adequate attention in the development of ser-
vices and supports for self-management and
patient empowerment.

In a market that sees self-care as the next big
thing, studies that investigate current self-care
practices and patient perspectives and that shed
light on the changing geographies of care’ are
needed to rebalance a mainstream trend (for
instance in the design of information and com-
munication technology and policymaking) that
assumes a clinical perspective and its connota-
tions. Indeed, one of the key intents in this
work concerns the way in which, paradoxically,
the call for a patient-centric health care that
supports chronic self-care can ultimately lead
to new ways to discipline patients within a tra-
ditional medical model that fails to fully
acknowledge the patient’s agency and perspec-
tive and to attend to the full range of (issues
in) lay expertise. Although studies on patients
exist (see next section), implications of these
studies for rethinking the development of ser-
vices and supports for managing chronic dis-
ease in everyday life are sporadic.® In this
context, I choose to look at type 1 diabetes
mainly for two reasons. The first concerns the
growing impact of this disease in society on a
global scale.* The second concerns the partic-
ularly ubiquitous nature of this chronic condi-
tion which relates to, and influences every

*See WHO fact sheets: http://www.who.int/mediacentre/
factsheets/fs312/en/ (accessed 19 August 2013).
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aspect of everyday life, thus making it a good
illustration of everyday self-care practices
where the perspective and expertise/experience
of the patient are particularly relevant.

In the next section, I review some of the key
contributions in studies of patients’ everyday
chronic care. I then discuss empirical material
on different forms of expertise that seem key in
self-management but where it is difficult to
draw a clear separation between the medical
and the ‘non-medical’. I conclude by suggesting
that rethinking the data could represent an
important first step in the design of IT support
for chronic disease self-management in general
and diabetes in particular.

The notion of lay expertise: background

Studies of patients’ everyday practices, their
agency and knowledge are not new. Their ori-
gins can be traced back to early self-care move-
ments in the 1970s. In a review of these
origins, Shoor and Lorig’ attribute importance
to the philosophy of Illich and Levin, the prac-
tical instruments of Fries, Sehnert, Vickery and
Ferguson, the work of Halsted Holman, the
experience of the Mayo Clinic and a series of
key social movements. In the wake of these
new views (as well as the influence of Foucault
and his notion of biopower'?), a series of new
practices and literature started to question tra-
ditional authority in medical practice, critique
the Parsonian notion of the ‘sick role’ and shed
light on another side to the story. Macintyre
and Oldman’s'' pioneering work discusses how
patients with chronic illness develop their own
special kind of knowledge that is rather differ-
ent from that of doctors and how, from their
point of view, this is subtly superior. Jones'!
first enquired about patient perceptions of
drugs and prescriptions to show how patients
display different degrees of literacy and may
often disagree with what doctors think.'> Mor-
gan and Watkins confirmed these findings in
their study on how patients self-manage hyper-
tension.'?

Critiques of the notion of compliance fol-
lowed this strand. In another pioneering work,

© 2013 John Wiley & Sons Ltd
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Conrad'* showed that people adjust and adapt
their regimens to suit their life situation. They
may be solving a practical problem that a par-
ticular drug or procedure creates. They may
choose to avoid the stigma of the condition
that their medication represents. For instance,
individuals with a chronic disease may be low-
ering the dosages to see whether their condition
has improved. In effect, patients may alter their
drug regimens in an effort to retain control.
This focus on the learning aspects of experi-
encing a disease, especially chronic, links to
more recent studies discussing notions such as
the informed patient,'” the expert patient'® and
the lay expert'” and also discussed in relation
to the idea of patient empowerment.'®!”
According to Prior,”® the notion of lay
expertise is used to refer to two distinct types
of knowledge. One is the experiential knowl-
edge developed by the patient as a by-product
of coping with daily practicalities of the discase
as well as, for instance, making sense of how
the body reacts to medication.”’ The other is
the expert knowledge as reappropriated by
non-experts and that is used to contribute,*
but also challenge®® and dispute®* the biomedi-
cal perspective. Both types of knowledge are
usually discussed in opposition to the domi-
nant paradigm of the scientific knowledge that
is traditionally produced and validated accord-
ing to the logic of clinical trials and confined
experiments and that thus comes to acquire the
character of universality. When compared with
this standard, the experiential knowledge of
affected people tends to be labelled as personal
and idiosyncratic®> and related to what is
unique and specific in an individual. In this
sense, the notion of lay expertise has been criti-
cized as oxymoronic®® and, although recently
revamped, still tends to be associated more
with the category of beliefs, or somehow
understood as inferior to the clinical one.
Studies of interactions between patients and
doctors in current clinical practices, consulta-
tions and rehabilitation further discuss how the
dominant position of experts limits the possi-
bilities for patient participation and empower-
ment*®* especially in chronic care.” Common
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in these more critical works is the acknowl-
edgement that patients develop and produce a
specific kind of lay and personal expertise that
is vital for their self-care practices even though
it may not coincide with that of health profes-
sionals. Following these lines, literature that
focuses more on the impact of technology in
patient participation tends to underline how
the agency of patients is often limited or
neglected rather than made visible and sup-
ported. For instance, Oudshoorn® uses Strauss’
notion of invisible work to show that patients
with cardiac diseases can become an active
‘diagnostic agent’ in a telemonitoring setting,
but only at the price of a lot of effort, tradition-
ally not accounted for nor specifically sup-
ported by the devised technological solution (a
similar discussion can be found in Nicolini").
Dubben? has argued for seeing telemonitoring
as coconstructed by both medical personnel
and patients. He discusses how non-use is
important to understand how such technology
is adopted, but also shows how it might act as
a panopticon to scrutinize telemedicine in terms
of surveillance and cyber control. A review of
telemedicine projects by Koch®® further displays
the overemphasis on the clinical perspective
and vital sign measurements with very little
concern for the viewpoint of the patient or for
the practical impact of such monitoring tech-
nology in their lives. Early on, Orel® discussed
the limits of patient technology design that does
not consider instruments that could be used
independently of professional assistance. He
argued that field research by biomedical engi-
neers gives the impression that manufacturers
neglect above all the study of the lay environ-
ment and lay practices.

This work aims to stress the importance of
the recognition of patients’ expertise in devising
new forms of IT support for chronic self-care.
Rather than being opposed to expert knowl-
edge and the clinical perspective, I argue that
the patient’s expertise is critical to contextual-
izing, integrating and grounding technical-
medical/clinical knowledge in everyday chronic
self-care and that this needs an equal share of
attention from designers and policymakers.

Methodology and data gathering

This research emphasizes the patient perspec-
tive and the practicalities of everyday chronic
self-care. This concern suggests a qualitative
methodology to investigate what patients really
do to deal with diabetes and not necessarily
what they are supposed to do from the per-
spective of an expert.

For this reason, an ethnomethodological
approach™ was used to privilege the logics,
strategies and views of a limited number of
subjects. The intention is to provide insights
and thick descriptions of chronic self-care prac-
tices. The aim is not to generalize, but to
expose to analysis some general aspects and
potential issues in chronic care.

To access and investigate self-care practices
and the patient perspective in diabetes, the
author decided to contact a local type 1 diabe-
tes support group (in a small city in Ireland)
and ask permission to attend all their meetings.
Access was kindly granted (although recording
the session was not allowed), and it enabled
the author to familiarize himself with the heter-
ogeneity of patients’ concerns as well as to gain
further access for deepening the investigation.”

As expected, patients in the self-help group
shared their experiences and supported one
another in a peer-to-peer fashion by giving
emotional support, different kinds of tips (e.g.
about snacks or recipes, events and initiatives,
books or articles, etc.), information, confirma-
tion and reassurance. Group meetings were
held once a month (twice for special events)
for about three hours. The author personally
attended the meetings for a 10-month period.
Meetings were attended by a core of eight reg-
ular subjects and by a series of other partici-
pants (seven in total during the time of
observation) who showed up occasionally.

As the members of the group became more
familiar with the author, in-depth interviews
were allowed along with a limited number of

"The local ethics committee approved the research design.
Data gathering and processing was in line with the recom-
mendations of the local data protection authority.

© 2013 John Wiley & Sons Ltd
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shadowing sessions (in the forms of home vis-
its) whereby the author was invited to assist in
daily routines (such as cooking, preparing for
physical activities or buying food at the mar-
ket).

Interviews were informal, open and loosely
structured, although all included discussion of
a series of general topics. Participants were
interviewed extensively regarding their daily
experience of dealing with the disease, their
relationships with medical personnel and the
pros and cons of using self-care technology. In-
terviewees were constantly invited to provide
practical examples instead of talking in general
terms.

Along with field notes about support group
meetings, a total of fourteen semi-structured
in-depth interviews were performed between
September 2008 and June 2009.* Ten of these
were performed with members of the support
group, while four others were performed with
other individuals with type 1 diabetes recruited
by word-of-mouth. A few experts (three com-
munity pharmacists, two diabetes nurses, one
GP and one endocrinologist) were also inter-
viewed about their relationship and issues with
patients as well as their opinion about ongoing
changes and issues in chronic care practices
and technology.

The qualitative data analysis was inspired by
grounded theory®® and aimed at ordering data
under emerging categories and topics. These
spanned from data specifically concerned with
certain activities (such as eating, cooking, self-
medicating or doing sports), certain concerns
(managing emergencies, travelling, trying new
things) or interactions (either cooperative or
conflicting, with medical experts, family mem-
bers, co-workers or informal caregivers as well

Patients with diabetes were interviewed for an average of
90 minutes each. Their age ranges from 21 to 71 years,
with five males and nine females. With the exception of
two individuals being diagnosed <2 years before the time
of the investigation, all the other participants were diag-
nosed more than 5 years before (one in particular was
diagnosed 48 years before). Only one participant was using
an insulin pump (which entails a different set of practices),
while the rest of the sample was using more traditional
injections.

© 2013 John Wiley & Sons Ltd
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as technologies such as glucose meters, journal-
ing systems and so on).

For the purposes of analysis, all interviews
and field notes were transcribed and processed
with Nvivo. Only part of the material informs
this paper. Reported names are purely fic-
tional.

Chronic self-care in practice: everyday life
and lay expertise

Dealing with a disease outside clinically con-
trolled settings represents a very demanding
task. In chronic disease especially, the tradi-
tional separation between the sick role®® and
the full participation of healthy individuals in
society is not applicable, and the discase
unavoidably gets entangled with the practicali-
ties and the complexities of everyday life. The
ubiquitous nature of a (chronic) disease is fur-
ther complicated by the fact that it can be quite
difficult to find a solution to a problem and
stick with it because, as one participant
remarked repeatedly, it is never the same.
Therefore, control over the disease is always
temporary or partial and self-caring becomes
open-ended: there is always something new to
learn or something unexpected to deal with.
Even when an individual does the same things
everyday and eats the same thing at the very
same time, glucose readings may still differ.
Aspects like stress, other illnesses and hormones
can have a role to play and, as another partici-
pant put it: you cannot measure those. This
aspect is even more prominent when a change
of habits occurs in the life of an individual as a
consequence of getting a new job, having a
baby, moving into a new house, simply becom-
ing apathetic or, as illustrated in the next
extract, developing another disease or disorder:

Anne, diabetes type 1 patient: the eating disorder
it’s always tough to know when to inject because
like I am bulimic so if you are vomiting, how
many carbohydrates leave the body, how many
carbohydrates stay in? If I take insulin it brings
me into a low afterwards so you always have to
be very careful in how much insulin you take
because it affects you just like that.
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This extract resonated with those studies
(Mol,® above all) that discuss how good (self-)
care, and (self-) management does not see the
medical as separated (if not opposed) to the
non-medical: good care is instead hybrid. Reso-
nating with Mol®” this shows that disease, ill-
ness, technology, treatment and  the
practicalities of everyday life come together as
a package, and we should study and deal with
them in that way. Indeed, this is what many
patients do. Due to the ubiquitous, open-ended
and chronic nature of the disease, affected indi-
viduals (as well as some of their caregivers)
unavoidably develop a form of expertise that is
not necessarily opposed to a medical one (nor
better, nor worse) but that derives from the
need to integrate, appropriate, contextualize
and compromise the medical and universal
aspects of the disecase with the complexity of
everyday, mundane and personal activities.
This expertise can be simply visceral (endo-
genic, primarily mediated by the body) or reap-
propriated (exogenic, primarily mediated by
language and the patient’s capability to under-
stand biomedicine) and takes various forms
such as planning skills to adjust self-medication
to certain (foreseen or not) activities, learning
how to interpret bodily signals or how to art-
fully integrate and appropriate new medical
technology in everyday life.

Self-managing insulin intake

Self-managing insulin intake is a good illustra-
tion of the hybrid nature of knowledge and
expertise developed in chronic self-care prac-
tices. To adapt insulin intake to daily activities,
people with type 1 diabetes develop what we
might call ‘plans’ that are the results of the
accumulation of experience through personal
adjustments and experiments (outside the medi-
cal gaze).

Seamus, one of the participants with a high
level of expertise, describes these plans as con-
jectures regarding insulin injections and
expected physical activities or food intakes.
Every time he makes a plan (taking a walk,
eating out, or playing football on a Sunday

afternoon) he needs to know his glucose level
and to readjust his insulin intake to make it fit
the planned activity. So for instance, if he
plans to go out for a walk after lunch, he will
need his glucose level a bit higher and so he
will inject fewer units before his lunch. How
few is a personal matter that has been learned
through trial and error. Drawing on his eigh-
teen years of experience, Seamus also discusses
how he adjusts the insulin intake when his
expectations about glucose level (based on his
plans) are not met (e.g. glucose readings are
higher) and need further readjustments.

Seamus, diabetes type 1 patient: ‘Considering my
age, weight and height I need to inject 1 unit to
re-adjust a glucose level of 180, 2 units for 210-
220, 3 units for 250 and so on...if I am sick how-
ever I need 2 units more regardless of my glucose
readouts. If I am away my concern is to avoid
hypos, so I am more careful with insulin. When
it comes to sport my rule is that if my glucose is
at 180/190 then I need sugar, if it is higher I need
both sugar and 1 or 2 units of insulin...in fact,
at least for me, if I do sport with high sugar then
my level — paradoxically — does not go down. If
you do not know your level, it is always better
to have sugar: I prefer to risk hyperglycemia
than a hypo...so I try to follow a plan, but I
have to adjust every time I see I am over 180.
But this works for me...adjustments and plans
are highly personal.

When asked about how he developed this
knowledge or who supported it, he answered:
Nobody teaches you that, you have to find it
yourself. In recalling that period he mentioned
the feeling of being suddenly catapulted into a
new life. However, he then showed how the
development of new expertise often had a
social nature:

3

Seamus, diabetes type 1 patient: °...getting to
know other people with the same condition...
that helped a lot: seeing that some indulge in a
social dinner without worrying too much, or in
sport activities...that gave me confidence to try
things’.

Observations in the support group confirm
the social nature of the development of lay

expertise. For instance, how to deal with ‘the
munchies’ was considered an important topic

© 2013 John Wiley & Sons Ltd
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of discussion. It was interesting to see how
almost all individuals in the group have their
own way to deal with it, and so the conversa-
tion in the group often turns into a lively
exchange of tips and recipes, often supported
by the display of their journals. A peculiar one
comes from Adam, a 70-year-old man with
type 1 diabetes who, for instance, eats green
bananas when he gets hungry outside meal-
times: while it contains a good nutritional value,
a green banana has very little sugar, he said.

Understanding one’s own body

Unfortunately, changes in life or diet are not
always under control, and becoming an expert
in coping with the disecase is often painful and
nasty. The following extract comes from the
above-mentioned participant who developed an
eating disorder and clearly illustrates this issue:

Anne, diabetes type 1 patient: let’s say if I had a
bad morning 1 would probably not eat a lunch in
order to prevent more vomiting, so in the after-
noon then I can wait until my body calms down
again, test then and whatever it is, react then,
take then insulin which of course my doctor
doesn’t approve because she wants me to take
insulin right with my food, I said no I'm con-
stantly going low then which forces me to eat
again and then I am back...you see?

This passage highlights not only the difficul-
ties of dealing with such a problem and the
lack of technical support to deal with it; it also
reaffirms the problem of separating the medical
and the non-medical in devising such supports.
The unfortunate participant knows °‘the the-
ory’, and she is rather knowledgeable about
glucose levels, how insulin acts and its relation
to carbohydrates. However, this knowledge
becomes inseparable from her understanding of
a bad morning, a calmed body, and then.
Moreover, the extract shows how following a
medical prescription based on
assumptions (e.g. people do eat at lunchtime)
is too simplistic and fails to adapt to the com-
plexity and uncertainties of life. Although lim-
ited in her capability to control what is going
on with her own body, she has at least learned

universal

© 2013 John Wiley & Sons Ltd
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to wait and to let her body calm down even if
she knows this will not be approved of by her
doctor.

In the development of lay expertise, learning
to interpret bodily sensations is indeed an
important step (also shown by Wilson'®).
Many of the participants recalled this aspect
during interviews, and it was also a topic for
discussion in the support groups. An example
comes from a participant who was trained in
Germany, before moving to Ireland.

Martha, diabetes type 1 patient: Like when 1 was
diagnosed they were all talking about hypos...
and I said: ‘put me into a hypo’ I want to feel
what it feels like before I leave the hospital. [...]

Although it may not necessarily be idiosyn-
cratic, as argued by Davison er al.,”® this
knowledge is nevertheless subject to constant
revision. This reaffirms the (already noted)
open-ended nature of chronic care practices.

Ellen, diabetes type 1 patient: Also, sometimes it’s
difficult because sometimes you can get the
symptoms of a hypo and your bloods would be
fine, why is that happening now, so you're,
sometimes you feel your blood sugar is racing
down very fast you feel the hypo very late so
you’re very low already.

Fed by this lack of certainty, medical and
experiential/lay entities are brought into rela-
tionship with each other to generate experience
where expert knowledge is related to other
ways of knowing the disease. The key use of
the glucose meter in almost all of the examples
discussed so far reaffirms this point. Indeed,
the glucose meter turns out to be a key tool
for everyone to make sense of certain sensa-
tions as they each learn to correlate certain
feelings with high and low glucose readings.
And so, while on the one hand the glucose
meter imposes a medical perspective through
the logic of monitoring and the emphasis on
quantified values, on the other hand this logic
is reappropriated and brought into relationship
with various experiential and mundane aspects
(making sense of a symptom, adjusting insulin
to match a plan, readjusting insulin to correct
a value after an activity, and so on).

1445
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Appropriating technology, producing personal
data

In a previous work, I have discussed multiple
ways in which individuals with a chronic dis-
ease appropriate self-monitoring technologies.*®
This appropriation is indeed multiple as it goes
from the development of frantic overchecking
in self-monitoring practices, to more productive
ways to engage with the technology and make
it fit one’s own life. In this sense, affected indi-
viduals also (have to) become experts in art-
fully enmeshing the technology (a glucose
meter or a diabetes journal in these cases) in a
variety of different practices (from cooking to
driving, from travelling to planning and adjust-
ing insulin) and with heterogeneous material
(from food scales to a calmed body, from a cal-
culator to a bag to carry insulin while driving).
The expertise of the patient also extends to the
mundane aspects of managing the equipment
and appropriating actual technology in use.
This sort of articulation and an often-invisible
work?® is another key aspect in self-care prac-
tices, with important design implications.
Indeed how to store insulin, to conserve it in
unusual circumstances (abroad, or in a hotel
with no fridge) or to carry it around were
recurrent topics of discussion in the support
groups, along with discussions about how to
use the glucose meter and to journal personal
data.

This last aspect turned out to be discussed in
particular by participants who often com-
plained about how frustrating they found their
consultations with medical experts. To their
eyes, the experts seem concerned only with a
series of values that the patient is required to
monitor. For the patient, many important
aspects remain out of the picture and every-
thing is reduced to what the doctors want them
to journal. Indeed, while affected people might
find it useful to journal different things (e.g.
what they have eaten, for how long they ran,
how they feel), this ‘non-numerical’ informa-
tion often tends to be disregarded or over-
looked by doctors who want their patient to
just keep track of their numbers. When asked

about their journaling practices and what sort
of extra information is written down, some of
the patients (three, in fact) confessed that they
simply hide their ‘extra information’ to their
doctors — as illustrated in the following extract:

Gabriela: 1 type those [extra information] out for
my doctor because if I handed that to her she
would be like, what is this?? So she has a format
where I just put in the numbers, I just put in the
readings and the units. That’s all! She doesn’t
want to know anything else. [...] She’s not really
doing her job properly; she doesn’t look at what
I eat. [...] Some doctors would make judgments
on one reading.

Investigating this aspect, I discovered that
some participants keep two separate logs in
journaling their values, one for the doctors
where they put what the doctor wants, and one
for themselves with what matters from their
perspective. Current design of glucose meters
or journaling does not seem to give full voice
to users’ concerns and — more or less explicitly
— reproduces a more traditional form of bio-
medical reductionism. Gabriela continues her
explanation by bringing in her glucose meter
and showing how a similar issue characterizes
the design of her equipment as well.

‘I got this new meter [...] (it) is supposed to do
most of this for me but you see it has a log
book, [...] you can enter your meals but you
have to enter them as [...] amount of carbs, you
can’t say what it was just say 35 grams of carbs
and then fibre, fat and protein. It’s just very
restrictive, it gives you, it’s like multiple choices
so you can’t actually free write’.

Discussing the need to provide their doctors
with numbers, one of the participants made the
interesting distinction between those regular
readings that a diabetic takes because their
doctor asks them to (which he labelled as
fetishes) and those readings that instead fit
daily practices and that, for instance, support
adjusting the insulin intake. In this sense, most
of the current technological support affords
this fetishization of biomedical data and acts
as a normative barrier to personalization and
the development of a patient’s perspective and
expertise.

© 2013 John Wiley & Sons Ltd
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As discussed, supports for self-care fail to
address how the medical perspective and the
lay expertise are inseparable and intertwined
in practice and seem to simply and uncriti-
cally reproduce normative and reductionist
logics that essentialize different types of
knowledge: the scientific one and its lay coun-
terpart. Differently from more traditional clin-
ically controlled settings, where much work is
done to separate the medical from the non-
medical (not to mention the countable from
the non-countable) with the key contribution
of technology, self-care practices in chronic
disease are hybrid and the produced knowl-
edge is relative — not in the relativistic sense
of the term, but because it is produced by
bringing universal biomedical understandings
into relationship with the everyday experience
of the disease.’

Discussion: supporting the integration of
lay expertise in chronic care

...Accurate knowledge must derive from affected
communities. [...] Knowledge from affected
groups is not merely another voice in a relativis-
tic world. Instead knowledge is a counter-hege-
monic force introduced by those who are usually
excluded from science. Hartsock™

In the empirical section, I discussed various
forms of lay expertise that people with type 1
diabetes develop in dealing with the practicali-
ties and intricacies of the disease: adjusting
insulin intakes, understanding one own body,
appropriating technology and producing lay
data. Although neither clinical nor produced in
controlled experiments, this expertise is key to
dealing with the disease while at the same time
maintaining an active social role (being a
mother, an employer, a husband, and so on).
In this sense, chronic care is not just a matter
of attending medical prescriptions; it is popu-
lated by a variety of different elements, view-

¥In facing these challenges, we developed a design approach
(Storni, 2013b**) and a journaling platform enabling the
personalization of self-monitoring practices in type 1 diabe-
tes (Storni, 2013a*!).

© 2013 John Wiley & Sons Ltd
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points and voices: sometimes they align with
one another, at other times they do not.

Rethinking data

The discussed case shows how elements that
were traditionally purged from medical care
practices in hospital and clinics — such as the
perspective of affected individuals, the unique-
ness of individual circumstances, or the com-
plexity —and uncertainties of clinically
uncontrolled settings — are becoming key ele-
ments to the improvement of health outcomes
and dealing with the emerging problems of our
health-care systems. Indeed, as we attend to
the patient’s experience of the disease, the ill-
ness loses its exclusively medical character and
becomes difficult to reduce, reify and fix into
one trajectory, one language or one perspec-
tive, let alone an authoritative one.

Chronic care is a context where things that
worked yesterday might not work today; things
that work in the hospital might not work in a
domestic environment; and things that work
for the patient might not work for the doctor,
and vice versa. In such a context, reducing the
disease to a biomedical ‘object’ frustrates the
experience of living with it and makes it diffi-
cult to support the patient’s voice, perspective
and expertise. This is because once a certain
perspective (e.g. the clinical one) is assumed,
then lots of other things get fixed: a language,
a set of priorities and options, the specific cir-
cumstance for making a decision, what counts
as relevant, what choices to make and how,
when and in what terms to talk about an issue
and so on. Authoritative knowledge (which
acquires its character from the scientific and
objective nature of its disciplined constituents
assuming a spurious separation between the
disease and the rest of life) simply acts as a
barrier to the participation of the different
voices (that of the patient in primis) that char-
acterize chronic care.

Chronic care in clinically uncontrolled set-
tings is uncertain, much is unknown, unpredict-
able and out of control. A normative and
authoritarian attitude precludes looking at the
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disease in different and multiple ways, and by
doing so, it kills social learning and dialogues

between different parties.”

We have seen that patients need to con-
stantly compromise between heterogeneous
aspects of their life. They and their caregivers
often need to act as investigators, experiment-
ers and reflective practitioners with their own
body and therapy, and in doing so, they
develop a language, a capacity of diagnosis
and various forms of expertise. To do this,
they need to integrate and bring into a rela-

tionship different elements such as,

instance, certain physiological values to certain
sensations, or plans, or uncertain circum-
stances. And sometimes the results might differ
from the medical prescription: in everyday
chronic care, numbers are important but not
always and everywhere, and more importantly,

not in isolation.

Thinking otherwise may result in leaving
patients alone as they wonder about how to take
control over their lives. Technology and policies
can be of great help here, but developers and
policymakers might need to rethink some of
their assumptions. One first possible move
towards improved chronic self-care supports for
patient empowerment (that also suggested the
development of a platform for the personaliza-
tion of self-monitoring practices in diabetes that
) is to overturn yet
another traditional opposition: that between
hard and soft data (e.g. physiological values and
patient accounts) that is core to this issue. Dis-

I discussed elsewhere*!**?

cussing this opposition, Berg*® wrote:

These are not two wholly different types of data;
rather, the difference is a gradual one. In fact,
the argument that formal tools cannot deal with
‘soft’ data is nothing more than a tautology,
since what we call ‘hard’ data are simply those
data whose production has been disciplined. This
disciplining is a highly heterogeneous affair;
‘hard data’ are robust only because so much

n this sense, even the recent emphasis on genomics and
genetics in the rise of the so-called personalized medicine —
which seem to carry the hubris of objective science — carries
the same stamp and risk to generating the same issue. On

this, see Kera and Storni*’.

work has been put into stabilizing them. There is
no intrinsic softness or hardness to data: what is
measurable (and by what and who) is the out-
come of the negotiation process involved in the
construction and implementation of new diagnos-
tic procedures ...(pg. 101)

This argument has clear implications for the
reorganization of the delivery of health services
and the support of chronic self-care (for impli-
cation about the design of technology see
Storni, 2013a,b). It suggests acknowledging the
need of new spaces that can account for the
different voices and new tools that give visible
form and expression to what is relevant from
the perspective of the affected individuals. In
their politics (per Winner*), normative and
reductionist perspectives — and the tools and
policies that take those for granted — fix what
counts as information, assume what should be
attended to, privilege and discriminate, include
and exclude. When things are known, the risks
clearly calculated and the settings under con-
trol (as in the traditional acute disease-centric
model and in institutionalized settings), disci-
plining and silencing in the name of hard data
and objective science might be the best option.
When things are much more complicated and
open-ended and the settings are uncontrolled,
however, the paternalistic strategy falls short
and prevents dialogues and the generation of
new knowledge about chronic care in the wild.
As argued by Jasanoff*®, the danger of authori-
tative approaches is that we may end up work-
ing with ‘conceptual models that seek to
separate science from values, and that empha-
size prediction and control at the expense of
reflection and social learning’.

Conclusion

In this paper, I have discussed patient lay exper-
tise in chronic care as key to addressing the
growing impact of chronic disease in our society.
Through the analysis of an ethnomethodological
study of everyday self-care practices in diabetes
type 1, I have described some forms of lay exper-
tise that turned out to be key to self-care and
that have the potential to rethink the way we

© 2013 John Wiley & Sons Ltd
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think of chronic care and open new spaces for
the development of new supports for real patient
empowerment. Rather than unreflectively repro-
duce a biomedical perspective and its normative
underpinning, design that supports the patient
should be hybrid and equally support the differ-
ent voices in play, even if this may mean bring-
ing to the surface their inherent conflicts and
differences (as in the case of conflicting journal-
ing practices). Rethinking the traditional separa-
tion between hard and soft data (and so also
rethinking the tools for their production and
validation) is a possible first step towards new
supports for better chronic self-care and, per-
haps, an opportunity to know the diseases more
fully/holistically. Indeed as Suchman®® claimed:
Technological change can [...] be an occasion
for either the expansion of existing forms of
authoritative knowledge, or for their transfor-
mation. At the core [...] is the question not only
of how information flows, but of who defines
what constitutes ‘information’ in the first place.
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