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ABSTRACT

Young people with Insulin-Dependent Diabetes Mellitus (IDDM) in Scotland must learn,

together with the support of professional health carers, to take responsibility, on a daily basis,
for the rigorous control of diabetes in an effort to reduce the instances of long-term

complications which result in severe disability and early death in the second, third and fourth
decades of life. Medical research shows that diabetes management is poorest during

adolescence, with health carers identifying this group as the most challenging to look after. A

great deal of quantitative scientific work has been done to explore the biomedical
circumstances of the disease in this age group in an effort to improve management control.

However, there appears to have been little qualitative and ethnographic research on young

people with diabetes in the United Kingdom.

Recently, the impact of social and cultural influences on young diabetics' situations and their
concordance with management has been acknowledged. I was invited to join

multidisciplinary health care teams in Scotland in an effort to introduce health carers to social
science perspectives and to provide some social and cultural background relating to young

peoples' situations. The present study is an anthropological interpretation of relationships
between young people with diabetes, aged between thirteen and twenty-five years, and

professional health carers. It compares young peoples' and health carers' experiences of

diabetes, together with their beliefs and expectations about the appropriate amount of support
that this age group requires in coping with this chronic condition.

The analytical framework of this research engages with medical anthropology and a critique
of its, and social sciences', relationship with biomedicine. In particular, it focuses on medical

anthropology's use of oppositional models, such as the conversion model of health care and
the medicalisation critique, to analyse patient-carer interactions. Alternative, non-

oppositional, models are more appropriate to diabetes ethnography, where patient-carer

interdependence to overcome the difficulties of diabetes management is the central theme.
The thesis also argues that there should be recognition of the equally important

interdependence between medical anthropology and biomedicine - this should go some way

towards bridging the differences between these contrasting disciplinary perspectives.
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GLOSSARY

Blood glucose:

The principle simple carbohydrate circulating in the blood stream and providing a

rapid source of energy. Normal level: fasting 3-5 to 6-5 mmol/1. Post-prandial level:
5-0 to 10-0 mmol/1.

DCCT (Diabetes Control and Complication Trial Research Group):

A landmark study of people with IDDM confirming the link between poor control and
the development of diabetic microvascular complications.

Diabetes Mellitus:

An autoimmune disease leading to destruction of the (3-cells of the islets of

Langerhans of the pancreas. This leads ultimately to complete insulin deficiency, with

consequence chronic hyperglycaemia. Diabetes is evident as excessive blood glucose:

fasting blood glucose > 7-0 mmol/1 and/or post-prandial blood glucose > mmol/1. See

Type 1, Type 11, below).

Diabetic ketoacidosis:

Insulin deficiency leads to severe metabolic disturbance secondary to the production

of ketones (acid by-products of metabolism). Acidosis (blood pH < 7-2), severe

hyperglycaemia (blood glucose levels usually above 25 mmol/1) and dehydration

produce severe symptoms (vomiting, abdominal pain, laboured breathing) which, if

left unchecked, lead over several hours to loss of consciousness, coma and death.

Diabetologist:

A medical practitioner with specific training and responsibility in the care of people
with diabetes
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DNS (Diabetes Nurse Specialist):

A nurse with specialised knowledge of diabetes, working totally in this field. These
were introduced in the UK in the early 1980s.

Empowerment:

According to the World Health Organisation (1985), this is the process of enabling

people to increase control over, and improve, their health.

Good control:

The maintenance, by the diabetic, of as near normal blood glucose as possible over a

prolonged period (months to years.)

Hyperglycaemia:

Blood glucose persistently above the normal range

Hypoglycaemia:

Abnormally low blood glucose concentration (< 2-5 mmol/1) caused by excess insulin

or lack of glucose in the diet. Produces initial symptoms of light-headedness,

abdominal pain, sweating leading to anxiety and confusion, and behaviour changes

and, with a falling blood glucose concentration (<1-5 mmol/1), loss of consciousness,

fits and coma, which may be fatal.

Hypothyroidism:

Damage to the thyroid gland, causing low levels of thyroid hormone. This is another

autoimmune disease that is closely associated with 1DDM.

Insulin:

A protein hormone secreted by the (3-cells of the islets of Langerhans of the pancreas

gland, with a widespread action in the body on the conversion of glucose into energy,

particularly in the muscles and the brain.
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Insulin Dependent Diabetes Mellitus (IDDM):

See Type 1, below

Microvascular disease (MVD, Diabetic complications):

The specific damage caused to the small blood vessels (capillaries) that occurs after

several years of IDDM. The risk of MVD is significantly associated with the degree
of poor control over time. This is the underlying reason for visual problems

(blindness), kidney failure, amputation and impotence in people with IDDM in their
third and fourth decades of life.

Paediatrician:

A medical practitioner with specific training and responsibility for children and

young adolescents (usually up to the age of sixteen years)

Poor Control:

Failure to maintain good control such as persistent high, abnormal blood glucose

levels with the risk of the development of long-term health problems of diabetes

Sugars:

In relation to diabetes this is synonymous with glucose.

Type 1 Insulin-Dependent Diabetes Mellitus (Insulin-Dependent Diabetes Mellitus; Type

1 diabetes; IDDM):

Diabetic condition whose main treatment is life-long insulin injections. This develops

usually under the age of 40 years, most commonly in childhood and adolescence.

Type 11 Non-Insulin Dependent Diabetes Mellitus (NIDDM):

Diabetes condition which can usually be managed by a change in life-style and tablet

therapy but which may require insulin therapy. This is a disease of people over the

age of forty years. It is associated with obesity, smoking and a high fat and sugar diet.
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SECTION 1

'Let Your Soul Be Your Pilot'

When you 're down and they 're counting
When your secret's allfound out

When your troubles take to mounting
When the map you have leads you to doubt

When there's no information
And the compass turns to nowhere that you know well

Let your soul be yourpilot
Let your soul guide you - he '11 guide you well

When the doctorsfailed to heal you
When no medicine chest can make you well

When no counsel leads to comfort
Where there are no more lies they can tell

No more useless information
And the compass spins

The compass spins between heaven and hell
Let your soul be yourpilot

Let your soul guide you - he '11 guide you well

Andyour eyes turn towards the windowpane
to the lights upon the hill

The distance seems so strange to you now
And the dark room seems so still

Let yourpain be my sorrow
Let your tears be my tears too
Let your courage be my model

That the North you find will be true

When there's no more useless information
And the compass turns to nowhere that you know well

Letyour soul beyourpilot
Let your soul guide you

Let your soul guideyou upon your way

Sting 1996
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Chapter 1: Relationships between young people with diabetes and
health carers in the clinical setting: reinterpreting the literature

This research was initiated by the Scottish Study Group for the Care of Young Diabetics

(SSGCYD) which is concerned with the provision of services in Scotland for young people

aged thirteen to twenty-five years with Type 1 Insulin-Dependent Diabetes Mellitus

(diabetes). The project was initiated by the SSGCYD because contemporary medical

evidence showed that (i) strict management of diabetes in this age group was essential for the

prevention of long term complications, and (ii) that management of diabetes in this age group

was the most clinically challenging (DCCT 1993). I developed the plan of research with

support from the multidisciplinary teams involved with the clinical care of diabetes in

Scotland. These teams included paediatric and adult diabetologists, Diabetes Nurse

Specialists (DNS), dietitians and clinical psychologists, all of whom worked in hospital and

primary care settings. Fieldwork took place between 1995 and 1997, using both quantitative
and qualitative methods to collect and interpret the data.

From the point of view of the anthropologist, working with a multidisciplinary team

invariably poses problems with regard to aims and methods of enquiry. For the SSGCYD, the

aims of the study were:

to examine the provision and co-ordination of health services for the management of

young people (aged thirteen to twenty-five years) with diabetes in Scotland

to explore the decision-making behind health carers' efforts to provide specific and

appropriate diabetes care for young people with diabetes in Scotland

to explore the decision-making behind the uptake of services by young people with

diabetes in Scotland.

For anthropology, however, such objectives are inevitably grounded in particular

epistemological assumptions, which this discipline may not share. My preference was to

examine these questions in terms of an interpretative-empathetic approach. The methods of

thick description and narrative, which rest on the elucidation of informants' meanings, in turn
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raised questions about the very terms of enquiry set by the SSGCYD. In practical terms,
these questions led to problems of communication between the other members of the teams

and me.

Outline of chapters
Section 1 of chapter 2 outlines the theoretical stance of this thesis. There is an engagement

with medical anthropology and a critique of its, and social science's, relationships with

biomedicine and of its representation of carer-patient interaction. In sections 2 and 3, I

present ethnography which reveals the social dynamics of the diabetes field. Chapters 3 and 5

will concentrate on the health carers' conceptualisations of diabetes and of young people,

together with the practical and social strategies they developed in the name of 'good control.'
I discuss how such strategies reflect what I have called a 'philosophy of care' which,

although tacit, carers continually refer to for guidance and support. I will also discuss how

carers' perceptions of biomedical knowledge creates a moral obligation on their part to

provide care for young people to ensure that they live long and healthy lives, yet this is

tempered by feelings of uncertainty, inadequacy and a lack of power. Chapter 3 is interwoven
with chapter 5 to illustrate both carers' recognition of such dilemmas and the lengths to

which they will go to establish services suitable to the needs of young people. The carers'

arena is not one of stability and certainty, but one of creativity, rebellion and a continual

reshuffling or 'modernising' of traditional practices.

These chapters illustrate how carers' ability to present themselves as authoritative and

knowledgeable in the caring setting does not necessarily describe what they feel or

experience in this situation. They respond to circumstances in ways that are expected of them

by their professional body and by the young people and families they supervise but this is

sometimes accompanied by feelings of inadequacy. Equally, I indicate that what may be

interpreted by social scientists as the status and privilege enjoyed by health care professions

can be perceived by these participants as burdens and forms of isolation. My intention here is

not to show that health carers are not powerful or knowledgeable, nor that young people do
not see them as such. Rather, I show that social scientists' assumptions about the asymmetry
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between carers and young people fail to take into account the individuals' conceptualisations
of the situations they are faced with. Power, it turns out, is not only a tool of the health carers

but also one of young people.

In chapters 4 and 6, I discuss young peoples' conceptualisations about diabetes, including
their expressions of helplessness in the face of a long-term illness that affects their everyday

lives, and their recognition of their carers' limited powers in the face of the myriad problems

that may complicate their personal circumstances. Young people with diabetes clearly

recognise that their practical expertise entails a role for the carer as onlooker and supporter

rather than as practitioner. Chapter 5 describes the lengths which carers will go to change or

support young peoples' decisions. Chapter 6 explores the young peoples' responses to these

efforts. I suggest that between carers and patients there appear to be feelings ofmutuality and

consent, rather than opposition, in a joint endeavour to fight and control the diabetes

condition. Finally, chapter 7, a venture in applied anthropology, will describe the strategies I

devised to provide some feedback to those I participated with, notably my endeavour to

convey such distinctly anthropological insights to the other members of the teams, and also

to various members of staff from Novo Nordisk Pharmaceutical Company which was

funding my work. While the fieldwork took place at various diabetes clinics, workshops,

conferences, summer camps and social events my data, and its analysis, were made available

on an ongoing basis to the health carers and young people involved.

Importantly, this research did not set out to provide recipes for clinical change. Those

involved were never left in any doubt that they were the theoretical and practical experts and

that I was merely an onlooker. However, carers' and young peoples' own experiences and

backgrounds relating to diabetes would to a certain degree influence how they interpreted the

impressions that I conveyed to them and, in the end, this may result in clinical incentives for

change. In terms of providing meaningful feedback, chapter 7 will describe the efforts health

carers and I made to try and understand one another, especially in respect of translation

across the qualitative and quantitative divide.
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My goal throughout is to show that there are multiple narratives generating different
conversations in the diabetes arena which correspond, contradict or legitimate one another. I

suggest that, whether or not there is a universal culture of biomedicine with deeply
entrenched narratives of medical thought and practice, there are also other equally important

and influential cultures that pervade the clinical world of diabetes and influence the practices

of carers. In this regard the data I collected over the eighteen months of fieldwork have

provided impressions that I had certainly not appreciated prior to this research. It has been

impossible to explore all the themes relating to diabetes, and my research is only an attempt

at a new interpretation of certain aspects of the disease as it affects the young. However, by

way of some repayment to the participants who made efforts on my behalf and spent time

talking to me, I hope it will provide some opportunity to look afresh at their relationships
with one another.

Theoretical perspectives: the myth of an asymmetrical relationship between
patients and carers in the diabetes arena

In this thesis I present an ethnography of the social interactions involving young people with
diabetes and the professional health carers who provide a diabetes service. The focus of the

thesis is the diabetes clinic and the system of care-delivery, and how the relationship between

health carer and patient might be improved upon. Diabetes care-delivery, in the Scottish

setting, is a highly medicalised situation for both the young people with diabetes and those

providing care in the National Health Service. Much thinking in the anthropological and

sociological literature would examine the carer-patient relationship in this context in terms of

the power and authority of the carer and the compliance and resistance of the young person.

This work, however, focuses instead upon the various participants' individual experiences of

their social relations - how these different people together create an intimate space where,

drawn into particular sorts of relationships with the other, not least on the basis of feelings of

powerlessness, they try to control this damaging and life long condition. I will argue that

these relations are far from being two dimensional and oppositional, but are highly complex,

varied and intimate. Indeed, by using Carriers' (1992) notion of occidentalisation I will argue

that the tendency by social scientists to construe doctor-patient interaction in oppositional
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terms does a great deal to camouflage the striking similarities between the two 'sides'. Thus,
while this thesis is a qualitative ethnology it aims also, as a descriptive account, to provide
carers with an alternative social science perspective from which to view their relationship
with young people, the diabetes clinic and the system of care-delivery.

Thus interpretation of the ethnographic material is based upon a critical review of medical

anthropological and sociological literature concerned with the relationship between lay

people's and health carers' beliefs about 'illness'. I shall argue that much of this literature is

too narrow in its perspective, in that it tends to present a rather polarised view of the

conceptualisations of service providers and users (see discussion in Freidson 1970, Waitzkin

1983, Mishler 1984 and Todd 1989). On the one hand, I found this literature useful in drawing
attention to the discrepancies between the services wanted by young Scots with diabetes and

those actually offered by health carers. On the other hand, the theories incorporated in the

literature tended to contextualise the relationship between the two sides in oppositional terms

and thus overemphasise their respective differences. The aim of this thesis is to offer an

interpretation that not only recognises the differences but also gives recognition to the
similarities. I shall argue that a careful examination of the relevant participants'

conceptualisations and conversations exposes the different ways in which, according to

situation, lay and biomedical beliefs flow into each other.

I use an interpretative approach to examine relationships in the diabetes arena. This thesis is

not intended to be a rigorously scientific or objective, fact-finding mission which judges the

veracity of the representations of the participants under study. Such an approach would

reinforce the (false) assumption that biophysical states are true while conceptual and

situational phenomena, such as social and cultural values, philosophical and ethical issues,

and their contexts, are extraneous. My approach is more humble: it proceeds by 'guessing at

meaning, assessing the guesses and drawing explanatory conclusions from the better guesses'

(Geertz 1973: 20). Therefore, impressions relating to diabetes care are not concerned with

explanations in the causal sense but rather, paraphrasing Marcus and Fischer (1986: 26),

focus upon the ways in which different conceptual meanings relating to 'illness' and 'youth'
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are negotiated by the different social participants. In other words, my aim, following Lock
and Scheper-Hughes (1990), is grounded in the ways in which knowledge relating to the

body, health and illness is culturally construed and negotiated and renegotiated.

In sum, in my role as a fieldworker in the diabetes arena, I recognise, as did Good (1994),

that the major challenge for medical anthropologists is not only to acknowledge
biomedicine's efficacy but, at the same time, to question its interpretative premises (see also

Scheper-Hughes 1990). The task of the anthropologist is to unsettle the objective certainties
that govern health care while also seeing how anthropology itself is positioned within, and
contributes to, rationalities of our society and policy dimensions. In this sense my own

research is intended as an example of 'action research' and the thesis is an experimental text

that charts and embodies an ongoing relationship between anthropology and the medical

profession. Indeed, although the project has finished the anthropologist, once accepted,
remains an integrated member of the team, listening, observing and relating back to the

patient and carer groups. The engagement of anthropology with non-anthropological

disciplines undoubtedly makes a difference to how other disciplines direct themselves; in this
case how health carers do their job. However, my contribution to systems of care-delivery
did not intend to substitute the expertise and authority of the carers or patients with that of

the anthropologist but rather, as Ahmed and Shore (1995) argue, to contribute something of

value to public and local debates by making it relevant to its audiences as well as its

practitioners. The young people and health carers I listened to offered no simple accounts of

diabetes, organised health care or age-related concerns that could be grouped theoretically

into categories of opposition. Instead, the participants offered a multiplicity of perspectives.

When I expected discussions on diabetes to be textbook-style renditions of its biophysical

nature, they were instead moderated by how each participant perceived the condition

affecting his or her life, either as a young person with diabetes or as a health carer who had to
contend with the condition's manifest uncertainties. My approach, therefore, required a

perspective in which to frame and contexualise the participants' impressions of and

relationships with one another.
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As noted this approach avoids a theoretical stance in which the 'empiricist' carer is

'occidentalised' in opposition to the mystified and less powerful 'patients'. On the contrary,

the chronic nature of diabetes means that young people rarely identify themselves as

'patients' with a 'disease'; this is not least because, thanks to the self-administration of

insulin therapy, they are able to maintain management regimens at home. Home management

means that young people are not only on the receiving end of advice from health carers but

reciprocate by influencing the tailoring of disease management to suit their needs and life¬

styles. Similarly, young people feel it is their decisions and the opportunities and choices

available to them which influence the level of 'control' they have over diabetes. From this

point of view, health carers were more likely to be seen in terms of their supporting role

rather than as experts who determined management outcome. As one 17-year-old told me:

'I really appreciate the way they [health carers] stick by you, even when your

control's bad. I mean, what can they do? At the end of the day it's not up to

them is it? It's up to me. I'm the one that has to control my diabetes so as not

to get complications.'

Correspondingly, carers appreciated views such as this, while developing strategies that
would encourage young people to adhere to their advice. Most recognised that, compared

with 'acute care' such as surgery, where carers are more accountable, in diabetes long term

health goals have to be reached through the young persons' understandings and experiences

of realistic management.

For example, the aims of carers to maintain 'good control' of diabetes, i.e. normal or near-

normal blood sugar, meant increasing the risk of abnormally low blood sugar and

hypoglycaemia. Hypoglycaemia can produce severe symptoms, such as unsteadiness leading

to loss of consciousness and, occasionally, fits. It was the most feared 'acute' complication of

diabetes for the young people I spoke to. In the short term, most feared hypoglycaemic

episodes ('hypos') more than diabetes' long-term complications, such as high sugar levels

which lead to microvascular disease (MVD) because young people find hypos embarrassing

and compromising. One 20-year-old male told me that 'good control', i.e. low blood sugar,
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was more risky than 'poor control', i.e. running 'sugar' high, because he feared having a

hypo, when driving, in public with his friends, or at work or during sexual intercourse. As a

result, the health goals of some young people, even when they appreciated the consequences

of 'poor control', were sometimes different from those of carers. For these young people,

successful diabetes management was to maintain blood sugar levels high rather than the low

levels recommended by carers. Most carers, while anxious about the consequences of 'poor

control', sympathised with the reasons for this, not only because diabetes is a difficult

metabolic disease to 'control' but also because, remembering their own youths, they

imagined that they would have had 'poor control' in the same circumstances. (During my

fieldwork, only two of the carers I spoke to were diabetic.) The majority, therefore, were so

keenly aware of the daily efforts those with diabetes had to make to 'control' their diabetes
that they tended to feel powerless and inadequate. Most were inclined to question their own

situations, knowledge and ability to care, and were continually striving to deliver better care
and to create new strategies that would encourage young people to maintain 'good control'.

As it happens, despite the difficulties both young people with diabetes and carers faced to

achieve 'good control' of diabetes, most young people shared health carers' aims of avoiding

long-term complications, and most believed in the importance of science and clinical care in

preventing misfortunes. For their part, health carers, appreciating that young persons are

individuals who must learn to handle their conditions according to their personal

circumstances, were motivated to strike up relationships of trust and friendship with them.

Thus they tried to ensure that the same staff were seen in consultations, so that carers, who

were to some degree reliant upon young peoples' advice, could tailor individual management

regimens. In chapter 2, in order to review critically the theoretical literature as it bears on

such circumstances, I use Carrier's (1992) account of occidentalism. Too much, such

literature essentialises health carers as being wedded to rationality and science, just as it

orientalises patients as being committed to non-scientific discourses. These sentiments may

be well-intentioned, that is, they may aim to show that scientific discourse is socially

constructed and that non-scientific discourse should be listened to, but I shall show that this

type of oppositional approach is built on weak empirical foundations. An example of the
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oppositional approach is Mishler's (1984) statement that medical practice consists of two

separate discourses - the voice of medicine and the voice of the lifeworld. Doctors, oriented

to the technical biomedical aspects of medicine, have the dominant voice; they speak in the

voice ofmedicine, while patients are subordinate and have difficulty in inserting the voice of

the lifeworld. In these terms, Mishler is a reformer of clinical practice who, taking the side of

the underdog patient, challenges the dominance of the medical model and calls for a more

humane, patient-centred medical practice which considers the social and cultural aspects of

patients' lives (as defined in chapter 2). Silverman (1987), however, is critical of this,

suggesting that medical consultation provides for a plurality of voices, 'social' and medical,

each interrupting and interpenetrating the others.1

In the spirit of Carrier and Silverman, this thesis, whilst not denying the important structural

cleavages of the clinical setting or ignoring the covert power which operates within this

setting in favour of the carers, will especially stress similarities in experiences between

patients and carers, This being so, the focus will be not just on the young diabetics' (or 'lay')

perspectives (William and Calnan 1996): it will attend equally to those of carers. The

interpretative understanding that I present will be quite substantially based on verbal
accounts of the diabetes situation, as offered by all concerned. I shall refer to these accounts

as 'narratives', in recognition of their constructed quality. I do not wish to follow the

theoretical implications of this term (see Good 1994), yet it is important to acknowledge that
the historical and biographical renditions that my informants provided me, and which are

reproduced in the following chapters, are not necessarily 'true' to the actual unfolding of
events. They amount to a selected array of events made meaningful by being arranged in

temporal sequence (e.g. Cohen and Rapport 1995: 7). The research situation itself was an

important context for this: my interpretative grasp of my informants' experiences was

directly, and consciously, aided by the informants themselves who, in 'narrative', actively

participated in helping me understand their situations.2 Peoples' conceptualisations and

understandings may, in my opinion, be fairly grasped from their narratives; what occurs in

'narrative' is that such conceptualisations and understands are conveyed through accounts

that, to a greater or lesser degree, must be recognised as fictions. In section two of this thesis
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(chapters 3-6), by exploring participants' meanings in tandem, rather than hierarchically,
there is an opportunity to re-examine the question of power and asymmetries in these

relationships, and to display the different ways in which lay people's and health carers'

beliefs (i.e. perceptions, experiences and expectations) sometimes coincide and are often

reciprocally negotiated. In chapter 2, I will argue that an analytical perspective which

conceives of health carers and 'patients' as if from radically different cultures has been, in

part, the consequence of medical anthropology's effort to create its own theoretical identity,
distinct from both mainstream anthropology and biomedicine.

An anthropological perspective of the diabetes setting: listening to health
carers

Health carers' understanding of diabetes, particularly diabetes among young people, is far

from being fully 'medicalised', in the sense that health carers' experience of diabetes

revealed elements of the 'caringness' that I had neither expected nor found commonly

reported in the literature on biomedicine. Health carers talked about their roles not only in

terms of preventing diabetes symptoms and long-term complications but also in terms of

empowering individuals (young people) and giving them independence and autonomy

through self-management.3 Carers' acceptance of their responsibility not only to 'save' young

peoples' lives but also to help them to feel good about themselves as young people with

diabetes, was an extra dimension of care I had certainly not expected to find. Thus, someone
who was newly diagnosed with diabetes was not just someone with a defunct pancreas who

now needed a regimen of insulin, diet and exercise but also was an individual who now had

to come to terms with his or her transformation from being a 'well' person to being someone

who was thought of as 'sick'. Thinking about young peoples' identity, self-image and self-

esteem was as much a part of the caring package as was the testing for insulin intolerance,

ketoacidosis and hypothyrodism in diabetes. As Silverman (1987) wrote:

[In this way] the 'chronic disease' model goes beyond purely biological

versions of health and illness. It is prepared to treat diabetes as 'about people

not pancreases' as one doctor put it' (Newton 1985).
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Perceiving the relationship in this way requires carers to see their role not only as a clinical

job that they have been trained to do (e.g. determined by the medical model and irrespective
of the patients' experiences), but as a moral obligation to create services that respond to

young peoples' needs. In this way, health carers' notions of appropriate services are framed

in terms of what is seen as a complex, 'chronic' and incurable condition which, therefore,

needs to be moulded to the beliefs and expectations of the person who lives with it. With this

framework in mind, participants must involve themselves in interdependent relationships
where courses of action for care rely as much upon those who experience diabetes as upon

the symbolic or theoretical expert, the health carer. Such interdependence implies that power,

knowledge, decision-making and action are negotiated between all relevant participants.

However, as I will describe more fully in chapters 3 and 5, the obligation on the part of carers

to holistically treat those with diabetes is at the same time a strategic move with a distinctly
medical aim.

'Chronic' illness, in pragmatic biomedical terms, means teaching patients to be accountable

for their subsequent conditions, as opposed to 'acute' care (surgery) where the carer can

perform the treatment on the patient and terminate the caring relationship once the treatment

is completed. With diabetes, the relationship between patient and health carer will be

terminated only on the patients' or carers' death or retirement, and it becomes a familiar

routine involving long-term bonds between those involved. Because diabetes is controlled

not by the health carer, but by the young person, special attention must be given to the

question of the success of the relationship between them. Successful treatment of diabetes

requires young people to get on with carers and to feel good about themselves so that they

want to 'keep well' and carry out health carers' instructions. If one of these components goes

wrong then the health of the young may be jeopardised. As I will try to show in chapters 3

and 5, motivating the young is such an important part of a negotiated care package that it can

leave carers feeling demoralised and powerless, particularly if they feel they have failed to

help a person achieve 'good control' of their diabetes. Getting care right is, therefore, not just

about being a good diagnostician but about being someone who can form relationships with

young people and can be sympathetic so that they will want to look after themselves in the
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recommended way.

In chapters 3 to 6, I will also illustrate how treatment terminology is geared towards giving
the young a good image of themselves and of their achievements in coping with an illness

that cannot be seen. For example, treatment is called 'control' and young people are talked

about in terms of whether they are 'good' or 'poor' controllers of their condition, i.e. their

concordance or not with the management regimens recommended by health carers. Such

terms impute moral dimensions to the young peoples' images of their bodies, achievements
and experiences of feeling well with diabetes. They also, however, place moral

considerations upon the health carers' image of themselves as successful carers. In other

words, 'poor' control' is regarded by many carers as a reflection on their own 'poor' ability

to care for this condition successfully. 'Care' here is often extended to 'adolescence', which

is also often seen as an equally difficult hormonal condition to control in comparison to

'adulthood', not least because diabetes is a metabolic condition which is more difficult to

control during puberty. In carers' views, adolescence is a particularly difficult age group to

look after because this is a time when the combination of hormonal changes (puberty) and

social, cultural and psychological influences are more likely to prevent young peoples'

adherence to management regimens. As such, 'poor control' of diabetes in this age group is

seen by some as a particularly difficult clinical challenge. It is at this age, more than any

other, that a deleterious combination of such factors can contribute to the acceleration of

irreversible microvascular complications and to the deterioration of good health.4

Thus the predominant conceptualisation of carers is that 'adolescents' are inherently more

likely to take 'risks', particularly with their diabetes, because they are seen to desire

'independence', 'rebellion' and 'experimentation'. Such impressions ultimately mould the

type of care package delivered to the young. I shall show how these beliefs are related to

carers' own understandings and experiences of being young but that these have little meaning

for those with diabetes because these understandings very often lack the component of being

young and ill at the same time. However, seeing 'adolescence' in this way entails allowing

health carers to see diabetes and 'adolescence' as equal health risks that need to be
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'controlled' alongside one another. Specific strategies of care are accordingly developed for

this age group and carers are encouraged to go further in their relationships with these

patients than their medical training might have prepared them for. As I have already
indicated it is necessary to befriend and earn the trust of the young person in order to treat the

condition successfully. For some carers, this appears to lead to the 'medicalisation' of this

age group and the prioritising of bio-medical categories of adolescence over young peoples'

own ideas of what it means to be young and chronically ill (Hill and Fortenberry 1992). The

medicalisation of adolescence, I believe, creates a paradox for carers who make efforts to

tailor treatment to the specific needs of the individual person, while their impression of

adolescence embraces a vision of a homogeneous adolescent culture - a vision which

camouflages individual diversity and ignores the broader micro- and macro-social influences

(such as economic, political, gender, nationality, class) that affect this age group.

Strategies to coerce the young into 'controlling' their illness have meant that notions of

young peoples' 'good' health are fundamentally couched in terms of their autonomy,

empowerment and responsibility. Notions such as these correspond with other pressure

groups and child oriented bodies that stress the importance of young peoples' competencies
and rights. Seeing young people in this way helps to counter prevailing ideologies that they
are immature and innocent compared with adults and, as such, in need of protection by them

(James 1993). However, as I shall describe later, carers' desires to deliver care packages

which are in line with such modern thoughts create a double-edged sword. The dilemma is

that of balancing an obligation to ensure 'good control' of diabetes in the young while

empowering them (which may result in 'poor control' and their physical deterioration). In

short, empowering the young needs to be achieved in a way that also allows health carers to

fulfil their obligation to protect those who are ill (see WHO 1985 definition of

empowerment). This is partly an obligation to society, which has given them this role, and

partly because carers see diabetic adults, with microvascular complications, who regret the

'poor control' they had as adolescents. On the one hand, carers celebrate young peoples'

empowerment but, on the other, feel obliged to protect them because they are young and ill.

Moreover, their beliefs about empowering the young are countered by powerful cultural
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ideologies that reflect the sick as childlike, innocent and in need of protection.

I shall argue that the consequences of these moral dilemmas for carers are health goals which

are less about promoting young peoples' vision of empowerment and more about

contextualising such notions in a form which persuades this group to accept recommended

therapy. Thus, many believe that empowerment can only be permitted to those with good

health. One carer for example, told me:

'I don't see it as a versus situation. It's not a case, for example, of accepting

poorer control [of IDDM] so that a young person feels happier. It's not a case

of sacrificing one to achieve the other. I believe quality of life is good control

[of diabetes].'

Consultant, adult medicine (my emphasis)

An anthropological perspective of the diabetes setting: listening to young

people
Particular care should be taken to assess the carer-patient relationship from the standpoint of
the young person as well as that of the carer. This is important in order to counter current

trends in social science which all too easily depict health carers (particularly doctors) as

dominant in the caring relationship, and patients as silent underdogs who require the applied

anthropologist to speak out on their behalf.

The impressions I gained from listening to the narratives of young people ran counter to

social science literature that depicted health carers as knowledgeable and powerful and

'patients' as passive and subordinate. Clearly, young people, who did not have to imagine the

experiences of diabetes, felt that they had an advantage over carers. For example, they might

on occasions agree to try something new suggested by the carers in their management

routines, while knowing that these new actions would not work for them. Their narratives,

therefore, spoke of a relationship with carers that was not based on dependence but

interdependence and negotiated decision-making. However, their reliance on management

regimens made them more dependent in this aspect of their lives then in others, such as at
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school and in the home, where because of their age they were given more freedom and

responsibility.

Equally, young people had their own particular understandings of the terms 'good control'

and 'poor control'. While such notions were sometimes understood in scientific terms, they

also amounted to qualitative descriptions: not only of the young persons' physical state, but
also of their personal achievement. The dilemma for some was that 'good control', in the

carers' terms, was a 'poor' experience. In practice, for young people 'good control' might

mean running blood sugars higher than recommended, to 'feel better' or to avoid hypos (with

the risk of embarrassment, of losing ones' driving licence or even employment). In short,

'good control' in these terms revealed a greater fear of the immediate, short-term symptoms

than of the future long-term microvascular complications feared by carers. The situation was

complicated further because carers could not predict with certainty who would suffer long-
term complications but knew only that recent research (DCCT 1994) showed that 'good
controllers' were more likely to avoid such complications. The unknown future meant that

some young people had a rather fatalistic view of their bodies, which they felt they had little
control over:

'If I'm going to go blind, or lose my legs, like my Gran, then I might as well

enjoy life now.'

17-year-old male

Feelings such as these were common among those who had older relatives with diabetes who

suffered from microvascular complications. For these youngsters, complications were not

abstract entities that carers talked about, but real-life situations to be feared. In this context,

diabetes was a condition that made their bodies feel out of control and unpredictable. In these

cases, carers had to work harder to convince them that advances in management meant that

complications were extremely rare when 'good control' was achieved.

Compared with the health carers, the young people appeared much more reticent in their

comments about staff. At first I thought this was because I was older or because I was
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married to one of the diabetologists and they were nervous about confidentiality. I had,

wrongly as it turned out, imagined that I would be seen as a useful mediating channel through
which these 'two sides' could speak to one another. As time went on, however, and I got to

know the young people and health carers better, I realised that my position was one that each

side needed to consider carefully so that my presence neither intruded nor detracted from

their intimacy with each other. At times it felt as if I was intruding on a relationship where

both participants needed to look over their shoulders to see where I was before they said

anything. However, as my presence became more a familiarity than a distraction, reserve
lessened. Young people seemed to feel that complaining about carers might give the wrong

impression to an outsider who did not understand the complexities of their relationships in its
full context. One 18-year-old female tried to explain it to me:

'It's difficult to explain. It's like you need to be there to understand what I'm

talking about ... if you get to know someone well it isn't always necessary to

spell everything out [to them] because you know what the other's thinking.

But to an outsider, it might seem like the other person's not bothered. Like

when your parents tell you off. Anyone listening might think they're horrible

[laughs] but you need to see it [the situation] as a whole to see why they're

doing it, because they care and want the best for you.'

Seeing the relationship in its whole context was important because many youngsters who

appreciated carers' support irrespective of their 'control' saw complaining as uncharitable.

Thus, carers needed to be protected rather than vilified because they were doing their best

under difficult circumstances. My becoming a familiar part of the clinics, summer camps,

social occasions and discussion groups helped to establish a relationship that would allow

young people to voice such beliefs. Over time, the young people spoke of carers' empathy: of

how carers seemed to appreciate how difficult it was for them to combine 'control' of this

metabolic condition with the way of life they wanted to follow; of how, as well as

encouraging 'good control', carers appreciated their desires to be 'normal' like their friends;

and of how carers appreciated the pain, frustration and boredom of looking after a life-long

illness, after the initial shock of diagnosis. They appreciated the trusting and friendly
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relationships, often quite different from the relationships they normally experienced with

adults, that carers tried to establish with them. They were grateful that carers appeared to

realise, without having to be told, that young peoples' priorities in life were often quite
different from their own and that this meant also that the young peoples' attitudes to diabetes

'control' might be different. Carers did criticise young people when they had 'poor control'

and young people spoke of being told off. However, these 'tellings off were usually

calculated and occurred less often than young people expected. It seemed quite natural,

therefore, that young people might feel guilty about criticising health carers who tried so hard

to support them. It could be said indeed that between them there was a form of role reversal

in which the biomedical experts who looked after the young were seen to be also in need of

protection by those who, through practical experience, knew whether their advice worked or

not but who had no wish to offend these experts.

An anthropological perspective on the diabetes setting: health carers and

young people together
Health care to young people with diabetes is evidently delivered in a moral environment

formed by the social categories of both being a diabetic (who should be in control) and being
a (rebellious) teenager. Judgements in this moral environment lead to assumptions relating to

'risk-taking'. 'Poor control' is 'risky' in caring terms. However, the young people, who

rarely planned to 'risk-take' per se, saw such behaviour as merely pragmatic. Such

judgements also gauge young peoples' 'achievements'. For the carers, 'good control' is about

biophysically reaching appropriate blood sugar levels in order to achieve a healthy way of
life. For the young person, however, achievement is more in terms of social recognition - do

friends see them as normal, are they able to avoid hypos and keep their jobs, do other young

people fancy them? While high blood sugars were worrying for young people, the 'risk' of

social exclusion or embarrassment was equally daunting. Thus, while most aspired to the

same health goals as carers (low blood sugars), a number 'risked' keeping their sugars high

because, in the short term, it made them feel 'normal', like their friends. Despite these

differences, most believed, along with the carers', that science (keeping blood sugars low)

played an important part in avoiding misfortune (microvascular complications).
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For health carers the reinforcing of 'scientific' notions of 'good control' required a reward

system that would of necessity be symbolic, as material resources were limited. Thus

symbolic gifts of independence and empowerment were awarded to 'good controllers' in the

form of fewer clinic appointments. This type of reward was felt to be important, particularly
as carers often heard young people talk of how boring they found these appointments. I will

argue, however, that this type of reward does not appear to be pertinent to all young people

with diabetes. Independence is desired, but not necessarily in the form of fewer contacts with
staff. While carers across Scotland achieved a large measure of collective identity, young

people with diabetes, who were much more geographically dispersed, remained isolated, and

became even more so when they reached health carers' 'control' targets. Health carers'

impressions of 'adolescents', as those who desired and deserved independence, autonomy

and empowerment, coupled with very limited resources, meant that young people were rarely

seen more than four times a year, with 'good controllers' being seen less often. Consultations

were usually short while waiting times were longer. This isolation, rather than gratifying

young people, tended to make them feel abandoned by those who were specifically

concerned about their diabetes. It added to feelings of loneliness and frustration, to a greater

opportunity to forget management routines and to allowing life-styles to take priority over

diabetes 'control' and the possibility of long-term complications. As one 19-year-old male

told me:

'Everyone in the clinic really cares and that's good, but the problem is

sometimes you have the feeling that you need to screw up to get attention

because your next appointment may not be for six months and by that time the

problem may have passed.'

I will show that, without fully realising it, the system of care developed by carers provides

ample opportunities for them (carers) to meet regularly with one another, to exchange ideas

and findings and to stimulate and reassure each other about the trials and tribulations of

looking after a demanding and demoralising illness. By comparison, young people with

diabetes are left out in the cold and have little opportunity to meet others of similar ages.

Equally, the services provided for them are organised to deal with review or crisis situations
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rather than prospective problem-solving. In short, the system is set up so that the better a

young person does, in health carers' terms, the more isolated he or she becomes. On top of

this, many young people with 'good control' were frustrated with the services available to

them but felt awkward about saying so because they got on well with carers who were

committed to supporting them. Many expressed frustration at being treated as self-sufficient

(practical) experts by health carers, yet being given little opportunity to share this 'expertise'

and sponsor others with diabetes, particularly those newly diagnosed or younger who were

felt by carers to be in greater need of support. (See Wood and O'Malley 1996, who talk of

the advantages of support - 'shared learning' - among pupils learning to read at school.)

The opportunity to sponsor one another, most young diabetics felt, would allow them to

compare their experiences with others and would act as a tangible marker for them to gauge

their own 'control' and assess their progress. It would also, many argued, help boost morale

and encourage and motivate them by offering a facility to be of help to others. Carers, by

comparison, have only a vicarious impression of what it must be like to have to cope with

diabetes on a daily basis. Most young people believe that biophysical information is essential

to their welfare and to prevent misfortunes (microvascular complications) but the way this is

conveyed by carers is felt to be too abstract to be meaningful. Most, therefore, would prefer a

system that dealt with these abstract biophysical concepts, but also reinforced them with the

concrete experiences of those with diabetes. Thus young people desire a service that
combines these systems of knowledge so that care is both more meaningful and more

effective. I will note that carers' reluctance to share care with young people in the form of

sponsorship is due partly to the obligation felt by most that each young person should be

given the opportunity to mature 'normally' with diabetes and to lead a long and

complication-free adulthood. Handing this responsibility over to young people to be trained

as practical experts who, however, might not be as effective or committed, was felt to be too

risky.

In short, it is the carers', rather than the young persons', notions of appropriate support,

independence and empowerment that mould the types of services the young are offered. In
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the following chapters, I will provide descriptions which show that many carers are unaware

of the priorities and values pertinent to the young people in their charge. I will argue that by
not taking account of young peoples' notions of support and empowerment, by not rewarding
them with support at times the young people deem appropriate, by not allowing them

responsibility to sponsor others with diabetes, and by not encouraging them to share

experiences and have access to other forms of communication on diabetes (e.g. through the

internet), carers are failing to offer young people services that are meaningful to them.

Accordingly, carers, despite impressive commitment and despite their forging of

interdependent relationships with young people, will continue to be frustrated and

demoralised because they are unable to achieve the targets they have set for themselves

relating to this age group.

What is diabetes? Health carers' and young peoples' understandings
This research is based on fieldwork in and around Scotland with young people (aged between

thirteen and twenty-five years) with diabetes, along with the professional health carers who

are responsible for their clinical care. I concentrate on the relationships that formed between

the various health care staff and between staff and the young people. These relationships both
informed and are informed by these participants' respective understandings of precisely what

diabetes is.

In biomedical terms, diabetes is defined as a 'chronic illness' affecting the endocrine

(hormonal) system of the body. The control this illness requires intrudes upon the lifestyles

of the individuals that have it. Diabetes management requires, as one carer told me:

'...a balancing of regular subcutaneous injections of insulin with amounts of

appropriate food and physical exercise.'

DNS, paediatrics

My initiation into the diabetes arena required a basic appreciation of the multiple biophysical,

cultural, social and ethical dimensions relating to this illness. Fairly early on in my fieldwork,

1 realised that my acceptance by members of the health care team and, therefore, my access
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to young people would depend on being able to prove myself as a legitimate and 'concerned'
researcher. This was brought home to me on my very first interview with a consultant

diabetologist. At the time, I was only just becoming aware that very few health carers made a

distinction between the disciplines of psychology and anthropology. Even for those who did,

the disciplines would only be worthwhile if they could to help provide a direct clinical input.
More commonly, however, most believed that anthropologists were palaeontologists who,

therefore, had no place in clinical teams:

'I tend not to work with psychologists. It probably comes from having a very

bad experience with one a few years ago. It was only after one ofmy diabetics

collapsed in her clinic that I realised she hadn't even bothered to find out what
diabetes was and so had no idea what to do. Apart from being dangerous, how

on earth could she understand any problems a patient was having, without

appreciating what having diabetes involved?'
Senior diabetologist, adult medicine

Finding out about diabetes is not difficult. There is a wide variety of books written by health

carers, those with diabetes, and interested pressure groups, which enable the educated lay
reader to assemble a holistic impression of the condition. Texts ranged from those that

detailed the micro- and macro-cellular composition of diabetes, and outlined the long-term

biophysical effects of diabetes (in terms of complications, health and life expectancy), to

those that delivered a more socio-cultural perspective where clinical responsibilities were

framed by how the condition affected and intruded upon an individual's everyday life.

These were useful in helping to build an impression of the multiple and complex themes

relating to diabetes. At the same time, the fieldwork allowed me to engage with individuals

and witness their conversations and social interactions. To try to provide a definition of

diabetes from the participants' perspective was, therefore, impossible in that no single

definition would have been meaningful to everyone. Even the biophysical accounts of the

condition varied depending on how each person saw the condition affecting them as either a

'practical expert' with diabetes or a clinical carer looking after it. As the aim of this research
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is to expose conceptualisations and perceptions of diabetes, I have used quotations from

participants to try and illustrate this picture. The advantages of using the narratives of the

participants themselves has been to allow their experience and expectations of diabetes to

take precedence over my own or anyone else's. This being said, I acknowledge that the

participants' own priorities in this context may never be completely realised because the

choice of quotations is heavily influenced by my own personal impressions and biases.

Carers' conceptualisations of diabetes carried a variety of different perspectives about the

condition. While no two health carers perceived diabetes in the same way, the understandings
of all of them were of course influenced to a large degree by their medical training.

Accordingly, most of the descriptions given to me by carers tended to be interspersed with

biophysical beliefs. In biophysical terms, diabetes is described as the failure of the pancreas

to secrete the hormone insulin which is necessary to utilise blood glucose for the body's

energy requirements. If untreated, blood glucose levels rise, causing symptoms of excessive

thirst, urination, lethargy and weight loss. If high levels of blood glucose, even without the

symptoms described, persist over several years (i.e. 'poor control') then long-term damage to

the small blood vessels develops. This microvascular disease may cause blindness and renal
and heart disease.

Since the discovery of insulin in the 1920s, diabetes has changed its status from an 'acute'

and untreatable condition to a long term 'chronic disease' which, if untreated, is said to

jeopardise 'quality of life' (Bliss 1983). Management regimens require those with diabetes to

give themselves daily injections of insulin (sometimes as many as six), to monitor their
diabetes by self-administered blood tests (sometimes as many as six per day), to take

physical exercise, to eat a recommended diet and to adopt a life style that will accommodate

these daily routines. Evidence from a research study, the 'Diabetes Control and

Complications Trial Research Group' (DCCT 1993), suggests that 'good control', e.g.

maintaining blood sugars near to normal levels during 'adolescence' and 'adulthood' is

crucially important to the maintenance of an adult life which is free from severe life

threatening complications. The obligation for health carers is, therefore, to promote 'good
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control' in those with diabetes.

Correspondingly, while health carers' impressions of 'youth' or 'adolescence' also varied,

their views were nevertheless influenced to a large degree by their understandings of the

biophysical changes that occur in this age group, particularly hormonal changes that occur

naturally at this time and which make control of diabetes more difficult to achieve. In this

sense, health carers saw themselves as responsible for exploring the social and cultural

factors that influenced young peoples' 'poor control' of diabetes, together with managing the

biophysical changes in this age group which might cause complications. It was not

uncommon, therefore, to find that some health carers identified 'adolescence' as a

biophysical challenge in the care of this condition.

Health carers' understandings of diabetes and adolescence as essential categories are evident

in the following statements:

'I think probably the best way of looking at it is that the pattern of both acute

and chronic diseases is related to historical change. In the 19th century the

majority of diseases were acute, life threatening and contagious, particularly

among children. In the 20th century, the main cause of death is related to the

ageing of the population. Diabetes is a prime example of this, particularly in

relation to long-term complications. When insulin was discovered by Banting

and Best in the 1920s, IDDM was able to change its status from an acute

disease that ended in a slow and painful death - we're talking about patients

dying of starvation because they didn't have the insulin in their bodies to use

the food they were eating - to one which falls within the realms of routine

medicine ... if you were to ask me about the importance of the discovery of

insulin I would probably say it was no less dramatic than the discovery of

antibiotics or the vaccination for smallpox.'

Consultant diabetologist, paediatric medicine

'Well. I suppose there would be lots of definitions of diabetes, depending on
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who you are and whether or not you have it. In clinical terms, diabetes is
defined as an endocrinological condition. It's a chronic disease, which
involves the destruction of the Islets of Langerhans in the pancreas, which are

responsible for the production of the hormone, insulin. Insulin is important

because it allows the bodies to utilise glucose, to nourish cells, maintain cell

growth and replacement and helps to balance the body's energy requirements.

When insulin is not secreted by the body naturally, the blood sugar necessary

to give us energy can not be used and it builds up in the blood. To survive, the

body has to break down its own fat stores to create energy. Unfortunately,
ketones are byproducts of this process. They cause symptoms such as polyuria

[frequent passing of urine], polydipsia [thirst], lethargy and rapid weight loss,

and long term complications [renal failure, retinopathy, microvascular
diseases such as blindness, heart disease, gangrene of the external limbs and

impotence] which can cause premature death. This is called 'hyperglycaemia',

when the body does not have enough insulin. It's a balance. 'Hypoglycaemia'

is when the amount of insulin is too great for the amount of glucose in the

body and this can result in confusion, aggressiveness and eventually coma if

glucose isn't given quickly. This usually occurs when someone is playing

sport or has forgotten to eat...

'There are two types of diabetes and I deal with both. Type 1 is Insulin-

Dependent Diabetes Mellitus [IDDM] which requires intramuscular injections

of insulin, two to six times per day and blood tests, one to nine times a day,

which are monitored by the patients to determine their daily insulin

requirements. This needs to be balanced with a good diet and routine exercise.

All teenagers and young adults fall into this category. Type 11 is Non-Insulin

Dependent Diabetes Mellitus [NIDDM], which predominantly affects those

patients over the age of forty and can be controlled with oral medication

and/or a strictly controlled diet. In a few cases, if these types of patient
maintain their recommended body weight, they can fully recover from
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diabetes. As you know, no children, teenagers or young adults fall into this

category.'

Consultant diabetologist, adult medicine

'The problem we used to have was that there was never any evidence or

guarantee that good control [maintaining blood sugar levels, taking insulin

regularly and eating a healthy diet and exercising regularly] meant that long-
term complications would not occur in individual patients. The DCCT has

changed that. Put in another way, we now know that the outcome of diabetes
is better if glycaemic control [the level of blood sugar] is good. This means

insulin injections must be balanced with regulated amounts of carbohydrate
and protein, that can be absorbed slowly by the body, a high-fibre diet that

helps the body to absorb nutrients efficiently and a reduced intake of fatty and

sugary foods. Of course, exercise is also necessary to maintain the body's
mechanisms for repair and development.'

Senior registrar, adult medicine

'Since the DCCT, we have realised that we have to continually think of new

ways to motivate teenagers to achieve better glycaemic control, so they can

live as normal lives as possible free from symptoms and complications.'

Dietitian, paediatric medicine

'It's very difficult because the role of the diabetic is to measure, mechanically,

what the rest of us do naturally - that is the amount of insulin necessary

against the amount of food eaten against energy expenditure per day in order

to prevent either abnormally high or low blood glucose levels. Not measuring

properly can cause acute problems [affects consciousness possibly leading to

coma] and chronic ill health which can range from general malaise through to

permanent organ damage or death.'

DNS, paediatric medicine
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'Diabetes is a very common disease. There are about 2,500 children and

young adults in Scotland and about a quarter of a million in the UK. However,
the problem can be that it is coped with by diabetics in such a way that the
common perception by the public is that it's controlled or as good as cured

and therefore is not a problem. We call it the shadow of diabetes. For

example, in comparison to cancer which you may have to go into hospital

with, diabetes is a disease that lets you carry on normally, but which is always

there in the background and something you can never forget about. A diabetic

may be faced with others like, for example, their doctors, partners, employers,

teachers and friends, who don't fully appreciate what a diabetic may have to

do in order to lead a normal life.'

Consultant diabetologist, paediatric medicine

'We pay particular attention to the adolescent years because this is the time
when poor control [high blood sugars] can cause complications which, if we

don't keep on top of it, may be irreversible. This is our main worry because

we all know that when we were young we had different priorities. I don't
remember thinking about my health until I was much older. I seem to

remember football was my priority. It's the same with most diabetics and so it

tends to be the older ones coming back and wanting to have better control or

feeling remorse that they didn't look after their diabetes as well as they could
have ...'

'You see with trials such as the DCCT, we can make a much greater

prediction that good control will, over a diabetic's lifetime, reduce if not

prevent complications completely and lead to diabetics living a normal life

span. Of course we always thought this was the case, but now we have the

evidence. Knowing what we do now makes us want to try harder to give all

diabetics a good start in life particularly through the teenage years when

control is so much more difficult because of natural hormonal changes that
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make control more difficult anyway and because of the social pressures on the

young. And because the diabetic may not realise that this age could be when
the most damage is done

'We know that 15% of teenagers [with diabetes] do not comply at any one

time and that all will not comply at one time or another. Adolescence is the

period of time when diabetes is poorly controlled as a result of natural

hormonal increases and also other natural social factors such as independence,

spontaneity, experimentation and peer-group pressure that may result in

binge-eating, insulin omission, clinic default and smoking which, as we know,

promotes and exacerbates complications. As carers, we try to prevent the

onset or speeding up of complications in the teenage years because, as I said,

good control will lead to diabetics living long and healthy lives.'

Consultant diabetologist, adult medicine

'This really is a nightmare of a disease because you have to think about it all
the time: there are no holidays for these teenagers. In fact, holidays are worse

for them because they need to work harder at their control when they're out of

their routine. They need to be constantly aware of their physical needs and to

be able to respond to them appropriately by knowing how much insulin they

need, and when, against how much carbohydrate at regular intervals during
the day. We expect so much from these teenagers. I'm not sure I could have

done it at that age.'

DNS, adult medicine:

The conceptualisations of diabetes on the part of the young people, whilst overlapping to

some extent to those of health carers, are distinct in that they offer an understanding of the

condition, and its control, in much more holistic terms. For them, to define the disease

intrinsically implies one's total social experience.

'Diabetes is when the pancreas stops producing insulin, a chemical which is
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important to regulate energy expenditure. You have to inject insulin to prevent

the build-up of glucose in the blood and long term complications. I've had
diabetes for five years now and really I don't find it a problem at all. It just
becomes like an instinct after a while.'

20-year-old male at university (second year science student)

'I know that my body can't make insulin any more and that I have to inject

myself for the rest of my life. I got it [diabetes] when I was eight and the

worst part about it at that age is that you know you have to stop eating

sweeties. So sometimes you sneak them but your Mum always finds the

wrappers and then there's a rough [laughs]. It's difficult when you're young

because you don't really think about things in the long term. When I was a

teenager I had different priorities to what I have now, like football and going

to parties. I can remember my Mum used to scream at me to come home on

time for tea [regular carbohydrate is required, particularly with exercise to

prevent hypoglycaemia and coma] but I never did because I didn't care.

Football was the most important thing to me at the time, not my health. But as

you get older you change. Now I want to stay fit and look after myself. I've

got a girlfriend and we're hoping to get a flat together soon.'

A self-employed 24-year-old male

'At first, it's difficult to remember everything you have to do. There's so

much information coming at you. Then you get used to it and it all seems like

normal. I don't really think about it that much anymore and I don't feel

different to anyone else now. It's just like ... everyone has to brush their teeth

everyday, only I have to floss them as well.'

18-year-old female studying a City and Guilds course at a

College of Further Education

'When they [doctors] told me that I had diabetes I just didn't want to believe
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it. I felt like it was the end of the world. Sometimes I still can't believe that

I'm still going to be injecting myself in forty year's time and that can get you

down. It's not like having the 'flu' that makes you ill for a while and then goes

away, with diabetes you know you've got it for life. Most of the time it's OK,

but then suddenly you can have a hypo out of the blue. Maybe you've had the

'flu' and your body's behaving differently. That's what happened to me when

I was doing my joinery apprenticeship. I was halfway up a ladder and one

started coming on. They had to let me go. So that's how it was, I'd wanted to

be a joiner ever since I was young.'

20-year-old male who works in a fast food take-away

'It's not something I think about that much because you get so used to it after

a while that it all just becomes normal and you feel like everyone else. My

Mum's been good. She used to explain things to me and help me if I didn't

know what to do, like with my diet and how much insulin to take. You need a

lot of support at first. But now I'm so used to it I just get on with it. I always

know she's there in the background ... if anything goes wrong. No, I can

honestly say I've never had any problems looking after my diabetes and

keeping my blood sugars low. It's much harder if your family isn't interested.

I've got friends at schools who come from broken families and things are

really rough. If they had diabetes as well it would be impossible for them.'

17-year-old female at College of Further Education

'Sometimes I feel as if I'm standing up here all on my own looking down on

every one else who's normal and I think "Why me?" '

15-year-old female at school

An anthropologist: learning about diabetes

My own interest in health care and later in anthropology and the cultural and social aspects of
illness began in the 1970s when I trained as a nurse, mainly working in hospitals, and later as

-30-



a health visitor in the 'community' where I did medical research. Progression from hospital
care to community care to medical research is not uncommon among carers. It marks a

growing desire to merge the rather abstract, biophysical, conceptualisation of disease with its

cultural contexts, to try and understand the public's perceptions of illness and how this

affects behaviour. However, as I have indicated in the previous section, it is important to
carers that the researcher takes the time to learn as much as they can about its clinical aspects

of diabetes. Being an anthropologist concerned with the cultural and social aspects of illness

makes no difference. Such was my experience, and this seems to be very much in line with

Atkinson's (1995: 18) strictures:

'In attempting to understand a cultural domain such as medicine it is often

necessary to attempt to acquire some degree of 'insider' knowledge. The

detailed exploration and understanding of a domain such as medicine is

virtually impossible in the absence of the will and capacity to make sense of

the technical content ofworking knowledge.'

As with any fieldwork that involves visiting another culture and observing and learning the

intricacies of that different world, whether these are its rituals, dances, songs or weighty

medical text books, the opportunity to enter the field of diabetes research was very much

dependent on the efforts I was prepared to put into accommodating these new experiences,

notably learning the 'diabetes' language and becoming familiar with the 'exotic' medical

surroundings and procedures. Attending teaching seminars and observing or joining in the

variety of rituals displayed by both young people and carers was an essential part of

becoming an accepted and initiated member of that society. Not to have taken this learning

process seriously and observing simply from the standpoint of a detached outsider, would, I

felt, have distorted my understanding of the diabetes arena.

Thus carers asked me to 'observe' the young people, but I was interested in the narratives of

all the participants, including the staff. However, I could not ignore their order of priorities,

as most were extremely busy, in terms of how they saw the anthropologist fitting in. This

meant negotiating my own position carefully, and rather than, as I had imagined, assuming a
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place of advocacy for young people I felt as if I were intruding upon their intimate and

sometimes fragile discussions together.

Being sensitive to these intimacies meant, at times, withdrawing from a situation where I felt

privacy between patients and carers was required. Learning to read the silent language of

participants that signalled a desire to be private could, at a later stage, be rewarded by a

relationship with them that yielded a greater intimacy and confidence. Not to recognise that

my initial appearances were seen by many as an invasion of their privacy would, I believe,

have alienated some and limited any rapport with those with whom I fell into conversation

and the work I was allowed to be a silent witness to. The narratives I listened to and the

conversations I overheard gave impressions of what it was like to be ill, to care for someone,

to cope, to be anxious and uncertain, often in the context of gossip, humour, laughter and
sadness. Particular narratives were never attached to one type of person - the carer or young

person - but were shared and distributed, albeit unevenly, between them. This suggests that

people's narratives are never autonomous but rather are made up in part from a larger context

which was segmented into different happenings - the clinic consultations, conferences,

summer camps and discussion groups. Rapport (1987: 155) describes this when he said:

'In the personalising of language may be found not just the construction of

individual identities but also that of larger social identities in which individual

spaces locate themselves.'

The variety of narratives evident in the field of diabetes illustrates that there could never be

one 'representation' or interpretation of occurrences. Thus the narratives I listened to in one

social situation, e.g. the consultation setting, reflected one segment of a participant's

relationship, which in turn tied in with others relevant to other situations, e.g. social outings.

In this way the narratives repeatedly interrupted each other and reappeared in different

contexts. When put together, they displayed a much broader perspective on the diabetes

arena, encompassing the many different points of views of the participants I listened to. Thus

it became possible to see how consultations between participants can become distorted when

taken out of context.
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The research and its setting
Towards the end ofmy third year of studying Social Anthropology at St Andrews University,
I made a decision not to return to nursing (my original intention) but to try to establish some

research in medical anthropology by combining the two disciplines. Funding for this PhD

came about through the contacts I had made through my husband, a consultant

endocrinologist with special interest in paediatric diabetes, and the pharmaceutical company,

Novo Nordisk, who manufacture insulin, growth hormone and hormone replacement drugs

for the menopause. My undergraduate dissertation was about the menopause and the use of

Hormone Replacement Therapy (HRT), and the company had allowed me to use their

resource unit and interview several of their employees. The finished dissertation was then

sent to them. Novo Nordisk have a reputation for working closely with and lending financial

support to medical projects. An anthropological proposal for a PhD, Cultural influe.nc.es of
adherence and non-adherence of IDDM with management regimens among teenagers in

Scotland, was submitted to the company and was accepted and funded for three years.

My initial access to the clinics and to meet young people was through the Scottish Study

Group for the Care of Young Diabetics (SSGCYD). This group was originally set up by
consultant diabetologists in the 1970s as a way of organising research projects to improve
diabetes care and bring together specialists from across Scotland. My initial introduction to

the group was through my husband. My acceptance by his colleagues was very much taken
on trust, based on the assumption that his specialised diabetes knowledge and group

membership must mean that he had some credible incentive for introducing someone who

'studied tribes' and who was also his wife. As experienced researchers, his colleagues were

concerned to protect their patients from dubious outsiders. Their scepticism was, therefore,

only contained by their trust of another 'insider', my husband. Throughout this thesis I will
illustrate how this scepticism and the protection of the young was an integral part of an

overall philosophy of diabetes care (as discussed in chapter 3), so much so that the carers'

efforts to support those with diabetes also meant protecting them from the numerous

researchers who tried to enter the field. Initial hostility towards outsiders was, I later found

out, part of the intricate relationship participants forged together. Insensitive outsiders armed

-33 -



with their own agendas had sometimes offset the precious balance and productivity that

prevailed between them.

To gain access to the health carers' confidence, a detailed description of the aims and

objectives of this research was, therefore, very important. My introduction to the staff was

helped by their allowing me to introduce myself and my ideas at various seminars,

conferences and informal meetings which I attended between 1995 and 1999. I tried to do

this in a way that not only showed the value of qualitative research, but also constructed an

anthropological perspective by which to address this agenda. However, these intentions were

not always realised. For example, it was evident very early on that the anthropological way of

thinking about and presenting research was not easily translatable into the biomedical (i.e.

quantitative) way of thinking about things and that even when I did find a way to

communicate my fieldwork impressions, this was only ever successful with those who were

receptive to qualitative methods. Throughout this thesis I will make reference to the various

efforts made by carers and I to try to create interdisciplinary dialogue between us, together

with our successes and failures. Unfortunately, to write about this in detail would require

another thesis and I shall therefore only discuss it in any depth in chapter 7.

Interdisciplinary dialogue is particularly important in the consultation setting. Health carers

in teaching hospitals are very used to having trainees and colleagues sitting in with them to

learn 'the ropes' or to compare notes. But the perceptual skills and qualitative methods that

anthropology uses are rather easily viewed as alien to these routines. This was particularly so

with my own agenda of research which did not involve establishing 'findings' that could be

used as incentives for improving diabetes care. At the same time, any new type of research is

more likely to be seen as threatening or pointless in an already over-stretched system. As an

ex-nurse and a colleague's wife, my status was ambiguous. I was less threatening to some;

while to others I had come to spy on them and had been given privileged access to

confidential situations. Being someone's wife also made it more difficult for diabetes

specialists to perceive me as a professional in my own right. Continual explanation, feedback

and an appreciation of staffs' space was important to gain credibility and acceptance.
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My introduction to young people was usually initiated in the consultation setting. From my

nursing experiences, I knew that patients were from time to time besieged by energetic

researchers who, under the auspices of improving care, merely used them to fulfil their own

professional ambitions. The label of diabetes placed the young into a category that gave

researchers easier access. It was, therefore, important for me to remember that those I

interviewed had equally important agendas of their own. When I was a nurse, my role was

readily recognised by people I spoke to. At first I was anxious about how to introduce myself
as an anthropologist, and I was anxious about how young people would relate to an older

person. However, our conversations were, in fact, much easier than I had imagined. Any

feelings of inadequacy were mine since, in this case, young people were the experts,

reassuring and instructing me about the intricacies of their care or their relationships with
health carers, almost in the manner of a role reversal. I imagined their openness was because

I was seen as a bona fide channel through which they could convey their opinions back to

health carers. However, as I gained more experience, I realised that most young people felt

perfectly happy to speak directly to carers and had no need of an interpreter. I began to see

that their ability to talk so freely about their diabetes experiences started from the time of

diagnosis and their numerous conversations with health carers.

Finally, a major difficulty for me, working in the clinical health field, was the need for a role.
Just to observe would be seen as a luxury in over-crowded and under-staffed clinics. On

occasions, it made me feel better to join in and help by offering to do the 'weighs', the blood

pressures, or fetch notes. However, not having the role of a professional carer was also an

advantage. It obliged the participants to explain things in greater detail to me, avoiding the

diabetes 'short hand' they used with each other and gave me the opportunity to create a

broader picture of the field.

Research methods

This thesis sets out my impressions of the diabetes arena, and is penetrated and interrupted by

the narratives and concerns of the young people and health carers who are its constituents.

The ethnography is based on two principal domains of observation. First there is the domain
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of my being witness to the more 'formal' relationships and forms of exchange that are

commonly documented as occurring between 'patients' and service providers. This

comprised of sitting in on hospital and clinic consultations between young people and

multidisciplinary health team members. These consultations were normally organised by

appointment, and they provided for screening programmes, medical procedures, education

sessions and discussion between the health carers and young people involved. I was also

witness to out of clinic communication by letter and telephone. 'Non-attendees' of clinic

appointments and 'annual reviews' were usually contacted by letter, telephone or by a

member of staff visiting them at home. These forms of communication between 'patients'

and carers were common clinic formalities I remembered well from my nursing experiences

of twenty years before.

However, there is a second and arguably more significant domain of observation. This

comprised the 'informal' patterns of communication and exchange that created the specific

relationships between particular participants with diabetes and particular health carers who

were responsible for providing a service for them. A special aim of this thesis, using both

'thick description' (Geertz 1973) and participants' narratives, is to elucidate the deeper

meanings that inform such relationships in such a way as to empathise with the

circumstances of the informants (Rosaldo 1993). Both aims can be said to yield participants'

meanings/understandings, yet they refer to different strategies. Geertzian anthropology,

whilst interpretative, is objective interpretivism, i.e. it refers to anthropology's inference, and

reporting, of meaning via scrutinising and contextualising public (symbolic/stereotypical)

actions. Geertz explicitly refuses the idea that the anthropologist can empathise (i.e. put

himself in the informant's head). Thick description refers to the technique of conveying the

multi-layered complexity of the meanings which the Geertzian method yields (Geertz 1973).

Narratives, meanwhile, may be a route to the participants' emotions and feelings, i.e. to

empathetic appreciation of participants' meanings. Rosaldo (1993) discusses this matter by

way of commenting on the inadequacies of Geertz. (See also Daniel and Peck 1996.)

One may note here, since the thesis has a bearing on medical anthropology, that this research
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is not concerned with judgements against some external reality about the reliability of

participants' understandings, since reality in this methodological context is dependent upon
the experiences of the individuals concerned (Good 1994). This research is, therefore, less in
line with disciplines concerned with an objective view of patient and health carer

relationships and service provision. It also has little in common either with research

perspectives that try to 'explain' patients' behaviour or that aim to bring patients' 'rational'

and risk-taking behaviour more in line with clinical practices.

I hope to show how, by recounting the narratives of the participants and by learning to build

up an interpretation of their dialogues, I came to reassess the assumptions I brought to the

field about both the events and the individuals I encountered. I will also show that the

advantages of basing the study on the understandings of the participants rather than on a

priori social scientific or biomedical constructs allowed me to re-assess my own cultural

assumptions about health and illness. Having experienced health care from a western,

biomedical, perspective, as a nurse and also as an occasional patient, my conceptualisations

of the diabetes arena were steadily re-framed and re-defined by those I encountered. Often

what seemed the least significant of events in the field, the quiet unguarded moments, the

throw-away lines or flippant remarks, had the most profound effect on me in changing the

way I reflected upon what I heard and saw. I have, therefore, organised this thesis around a

collection of informal and unguarded conversations with participants, including both snippets

of spoken-aloud thoughts and considered statements with ideological references. This

approach certainly lays a basis for rethinking previously-held assumptions about the 'doctor-

patient' relationship as described in social science literature.

In sum, any textbook rendition of the biophysical nature of diabetes I may have had was

continually re-defined as my knowledge of the participants' social and cultural backgrounds
increased and thanks to each participant interpreting diabetes individually and bringing to the

field his or her own life experiences, perceptions, beliefs and expectations. My own

interpretation is, in the event, just one of many. It is one of an outsider looking in at the

intricate and private clinical rituals, conversations, gossip, humour, tears, support and even
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poetry which was shared among those in a life-long relationship together. It is one of trying
to empathise and make sense. As a consequence, it has not been possible, in the space of this

thesis, to concentrate on the many other important relationships involved in the participants'

lives, such as family, partners, friends, teachers and colleagues. However, these do, through
the expressions of the participants, make brief appearances from time to time. Moreover, I

will indicate the important reference points that these relationships have in helping

participants to frame their perspectives on life and to orient their own and others' identities

(James 1993).

Over a period of eighteen months in 1995-7, fifty people aged between thirteen and twenty-

five were randomly selected for interview from fifteen diabetes centres throughout Scotland.

I have given pseudonyms to the entire clinic centre, to health carers and to those with

diabetes to maintain their confidentiality. Informed consent had to be obtained from the

young people, and also their parents in the case of those under the age of eighteen years. The

Tayside Medical Ethics Committee also gave approval. The selected young people were

followed through their diabetes consultations with the various health carers on at least three

occasions and interviewed afterwards at a time and setting of their choice, be this home,

work or a social venue. Fifteen health carers (physicians, paediatricians, nurse specialists,

dietitians and psychologists) were selected from the different clinical centres and interviewed

in a setting of their choice.

The clinics were held in hospitals and included paediatric clinics, adult clinics and Young

Adult Clinics (YAC). The idea behind exploring a variety of age-group clinics was to

discover the differences and similarities between them and, in particular, the characteristics

of the YAC's which were specially designed for the age group I was interested in. In

addition, I attended, and presented findings at, specialist conferences and workshops for both

the carers and for the young people, as well as attending clinic team meetings, summer

camps, discussion groups and social occasions for staff and the young with diabetes.

Throughout this research, in an effort to elicit the cultural influences that affect the
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participants' beliefs, experiences, expectations and behaviour in the diabetes setting,

qualitative methods have been used, notably participant observation, informal conversations
and semi-structured interviews. This research also acknowledges the importance of the

contexts of informants' responses and the bearing this has on care-delivery and diabetes

control. For example, diabetes care is organised by specially trained staff and forms part of

the National Health Service (NHS) a state run organisation that provides citizens, irrespective

of their age, with free access to medical care for the duration of their life. Limited health care

resources however, restrict these services and many carers feel under pressure to reduce their

patients' clinic attendances. Similarly, the different contexts of young peoples' lives, such as

their family, school, wealth, occupation, gender and education, undoubtedly impinges on

their diabetes control. In this research however, the context of young peoples' lives is less

important to the thesis than the content of what was said as this relates to the carer-patient

relationship. Indeed, in chapters 3 and 5 I make the point that the philosophy of care, upheld

by the majority of staff, focuses special attention on the individual with diabetes and their

informal relationship with staff rather than on patients' or carers' formal statuses, so as to

encourage non-hierarchical and friendly relationships. In order to illustrate these non-

hierarchical relationships I have edited the conversations with and between participants and

interspersed these as quotations throughout the text.

Qualitative methods were useful because the field of research was relatively unexplored and
the research question was loosely defined and open-ended (Greenhalgh, Helman and

Chowdhury 1998). Semi-structured interviews, each lasting at least one hour, were taped and

quotations drawn from these are used in the thesis. Unfortunately, standard spelling and

punctuation have made the spontaneous speech look rather formal. Spelling the Scottish

accent phonetically or shifting the punctuation can make spontaneous speech seem rather

contrived; however, wherever possible I have tried, as Preston (1985) and Atkinson (1996)

suggest, to remain faithful to the speakers.

Semi-structured interviews were used with the aim of elucidating respondents' deeper

understandings and conceptualisations, including those they were attempting to hide. The
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semi-structured frame of the interviews allowed a specific range of topics to be covered;
whilst the extended time-frame allowed a format for the introduction of observations on a

wide range of aspects of life in order that the respondents' own motivations and priorities
could be elicited, as described by Russell (1988). Such interviews are not intended to

constrain or limit the interviewee's thoughts or understandings about issues, and therefore

my interviews resembled as closely as possible ordinary conversations where the interviewee

does most of the talking.

Awareness of my own personal position in relation to the field of research constitutes a

further methodological tool in this study. I have mentioned relevant aspects ofmy biography

already and my observations and interpretations are inevitably moulded by personal

reflection and my nursing experience. It follows that it is appropriate that my presence and

my feelings in various social settings should be made quite transparent. This no more than

reflects my field notes which describe my repeated assessment of personal priorities, and the

interplay between the biographical, the emotional and the intellectual in my life.

All these procedures have been used in an effort to allow an immersion into the social lives

of the respondents in a way which would be impossible with survey techniques and

questionnaires. This research, whilst relying wholly on qualitative methods, need not stand in
contrast to quantitative methodology but can be seen as complementary to it. Hypothetically,
the two methodologies can be combined to provide a broader picture of the topic at hand.

Yet, in stark contrast to almost all biomedical research into human behaviour, the preference
for qualitative methods should be clear. As Sharma (1992: 27) notes:

'Statistics provide information about broad patterns of usage, but divulge little

about peoples' decision-making and choices.'

Footnotes to chapter 1
1 'Voice', as endorsed by Atkinson (1995), is rather like 'discourse' without the theoretical

trappings. For Atkinson, it consists basically of a distinctive body of knowledge
appropriate to a distinctive social context; hence the voice of the lifeworld, the voice of
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medicine, the voice of the summer camp. Thus participants' narratives may incorporate
one or several voices, or move from voice to voice.

2 James (1993: 37) argues that narratives reflect upon and contextualise feelings through
the commonality or diversity of the images and metaphors which individuals chose to use

in their descriptions. Personal narratives are when people volunteer to talk to authors (as
opposed to those who do not want to). Narratives also contextualise feelings for the
speaker and frame the context for the listener. The narratives in this study relate to those
individuals who live with diabetes, in terms of their lifestyles, age, gender, peer group,
family, employer or, in the case of health carers, those with a professional obligation to
care for young people with diabetes. As with the young people, the carers' narratives also
reflect their own social backgrounds and experiences.

3 I use the term empowerment throughout this thesis to convey the emphasis carers placed
on the importance of young people being held accountable for their own diabetes
conditions. Empowerment in these terms is about enabling young people to increase
'control' over their own situations, and improve, their health (see glossary: vi). In
anthropological terms however, I believe the term is highly problematic (discussed in
chapter 7). Such a term for example, imputes moral dimensions to the individuals'
images of themselves. It assumes the responsibility individuals have, in the West, to be
independent, what ever their situations (e.g. not a 'burden on society'), but which, in this
case, ignores young peoples' interpretations of their situations with diabetes.

4 Microvascular complications are the damage to the small blood vessels in the body
causing blindness, renal and heart disease.
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Chapter 2: Othering and occidentalism: the problem of the health
care divide

'There are two classes ofmankind in the world, doctors andpatients.'

Rudyard Kipling 1936

The theoretical overview

This chapter exemplifies the chief theoretical themes outlined in the previous chapter with

regard to the anthropological conceptualisation of professional health carer-lay person

interaction. Of particular interest are theoretical models that construe health carer-patient

interaction as a relationship of opposition.1 Medical anthropology is the branch of

anthropology that entertains these oppositional ideas. I argue that such analytical

representations, which conceive of health carers and patients as being from radically different

cultures, assume and accentuate the differences while ignoring the dynamic interdependence

between the respective participants, and while also ignoring the participants' understandings

of their situations and actions. This prejudges significant problem areas for discussion, and

pre-empts the preferences and meanings of the individuals, failing to reveal the decision¬

making and choices that underlie them. I argue that medical anthropology's attempt to

distinguish itself from biomedicine contributes significantly to its perception of health carers

and patients as polarised social roles. This leads it to concentrate on the differences between

itself and biomedicine rather than the symbiotic relationship that, in my opinion, it should
more fruitfully foster.

In this thesis, in order to deconstruct these oppositional stereotypes, I confront theoretical

analysis with my own fieldwork experiences in the youth diabetes setting to allow me to

address issues about how medical anthropology understands the relationship between health

carers and patients. My ethnography describes, as non-hierarchically as possible, the

individuals' multiple perspectives, values, experiences and expectations, and the negotiation

of meanings that occur between them.2 The emphasis of the study is not to value young

peoples' narratives about diabetes above those from biomedicine, or vice versa, but to show
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that the perspectives complement each other; promoting, in fact, a more 'egalitarian' view of

diabetes that does not favour one set of knowledge over another. I will show that knowledge
about such things as biomedicine, society, health, illness, the body, philosophy and ethics is

culturally constructed, negotiated and renegotiated between the individuals in the diabetes

setting3; that cultural, social and historical contexts play a part in the opportunities and

choices of the participants concerned and help to frame the participants' understanding of the
different identities involved, e.g. young person, patient, adult, and health carer, and the

relationships they uphold together.

My own understanding of health carer-patient interaction in the diabetes field is that it

displays intimacies usually associated with highly trustful relationships. On the one side,

young people, wrestling with the circumstances of their illness often enjoyed very little

privacy. Carers responsible for their 'welfare' screen them, both in the clinic and in the

community, and enquire about or intrude upon almost any aspect of their lives, physical or
emotional. Accordingly, the young person's every decision or action - going to work,

making love, sitting in front of the computer - was invaded by their understanding of the

do's and don'ts of diabetes management. On the other side of things, carers, rather than being
in control of the diabetes situation felt equally scrutinised in terms of their medical

obligations, and as much under the public gaze as the young people they attended to. Indeed,

every aspect of their professional lives, their procedures, and what they said or wrote about
was accountable to other colleagues, the young people and their families, hospital

management and, if necessary, a court of law.

Thus the model of two-dimensional, polarised relationship between carer and patient,

commonly described in social science literature, is invalid. These respective peoples'

interactions were marked by mutuality, and were complex and varied; moreover, despite all

occurring in medical settings, they appeared to maintain their own individuality. Along with
common feelings of powerlessness in the face of a difficult condition were mutual

expressions of loyalty and support, and the protection of one another from criticism from

outsiders. All these participants, irrespective of age, class, status or gender, based their
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unusually intimate associations on a pragmatic decision to try to understand one another. At
the same time, success in the diabetes field depends as much upon creativity, spontaneity and

charisma as upon the biophysical management of microvascular complications. In sum, these

relationships displayed characteristics which were highly coloured by the idiosyncratic

personal feelings and understandings of the individuals concerned.

This chapter considers the analytical tools that may be brought to bear on a theoretical

understanding of the health carer-patient interaction, especially in the context of diabetes in

young people. Above all I am concerned with theoretical ideas that help to deconstruct the

carer-patient interaction as an oppositional relationship, as portrayed in the notion of the

'health care divide'. Thus I draw especially on Carrier's (1992) notions of occidentalism and

orientalism as depicting essentialising strategies that emphasise oppositions between cultures

and which conceal the social understandings of real participants. Such essentialising

strategies are cultural relativist in nature, and should be treated warily. Atkinson (1995)

raises similar issues in terms of the oppositional relationships that medical anthropologists

and sociologists have created between themselves and other disciplines, e.g. biomedicine, so
as to create a separate and legitimate identity for themselves by ignoring the important

symbiotic relationships with one another.

Othering and occidentalism: the problem of the health care divide.
Carrier's (1992) work on occidentalism and orientalism is useful in deconstructing both the

'health care divide' and the oppositional relationship between social science and

biomedicine. Extending Said's (1978) perspective, Carrier defines orientalism as the

construction of any type of 'Other' and occidentalism as the essential rendering of the West

by the West (1992: 197). Anthropologists, he argues, in an effort to depict the people they

study as different from the West, end up essentialising both by rendering their respective

cultures as having opposite features. Correcting or modifying this representation of

oppositions is difficult because it is inherent in the way western social scientists think and

communicate in an effort to establish one point or refute another. Carrier (1992: 207) says:

'After all, to put a name to something is to identify its key characteristics and
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thereby essentialize it.'

Regarding the way the West ('us') and the rest ('other') are typically essentialised, according
to Cohen and Rapport (1995: 2), what occurs is:

'... the construction of essential difference between 'us', individualistic

(sometimes preciously so) and creative, and 'them', apparently collective and

passive.'

In this chapter, I shall show that too much in academic literature the doctors' side of the

'health care divide' is construed as if 'the West' and the patient's side as if 'the other'. Much

the same can be said about the very discipline of medical anthropology and the sociology of

health and illness. As Atkinson (1995: 21) notes, such a discipline is part of the construction

by social scientists of an identity that is the opposite to that of biomedicine:
'All academic disciplines actively create and construct their subject matter.

The world — be it natural or the social world - does not present itself to our

academic gaze as already packaged into subject matter of research theorising.'

Here medical anthropology, paradoxically, represents itself as enlightened, and biomedicine

as ignorant.

For Carrier (1992: 195), the problem is not so much the essentialism of cultures, which

reflects a focus on abstractions rather than on actions and on generalisations rather than on

process, but the failure by social scientist to recognise it. Knowledge of the Other is

inevitably produced in dialectical opposition to knowledge of the West, not least because:

'anthropology is the discipline that, more than any other, seeks out the alien,
the exotic, the distant...'

Essentialised constructions are the consequence of alien societies being detached from their

original dialectical opposition to the West and represented as substantive concepts in their

own right, while the dialectical framework that shaped the presentation in the first place is
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forgotten. This has lead to an overt essentialisation of the West and a situation where the

model of occidentalism:

makes sense only when it is juxtaposed with its matching Orientalism ,..'4
Carrier 1992: 203

The solution, Carrier says, is for social scientists to recognise the heterogeneous qualities of

different societies, which implies there will be many similarities among apparently

diametrically opposed cultures, together with an appreciation that western societies are not

transparent and therefore require equal exploration. He illustrates his point by the example of

the occidentalisation in the gift/commodity model. Mauss's evolutionary model is used by

anthropologists to give a polarised view of 'archaic' societies, based on kinship relations and

obligations, where objects are associated with the giver, receiver and the relationship that

binds them, versus Western societies which are made up of independent individuals who

transact freely. In Western societies objects are seen as alienated commodities, separate from

the giver and receiver. Accordingly archaic societies are essentialised by the 'Gift' and

Western societies are essentialised by the view that its members are alien to objects and the

individuals around them. The impression is of two ends of an evolutionary continuum where

each end defines what is significant about the other, dialectically by the fact that they are

generated as opposites to one another.

Carrier makes the point that rendering societies as either kinship or commodity systems is

likely to hide as much as it reveals. For example, a typification ofWestern capitalist societies
as commodity-based hides the many significant areas of society that do not conform to this

essentialised representation. Using Schneider's (1980) idea of the family, he notes that

Western family relations also resemble gift relationships, based on bonds of love, which

correspond also to moral and judicial codes. Equally, commodity-type relationships are

reproduced among friends, who lend things, and also in the black market where favours are

done. Moreover, some transactions between large manufacturing firms are linked to social

relations implying loyal support. His point is that, in the West, because of the coexistence of

gift and commodity relationships, individuals in fact frequently experience gift relationships.
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I note that Carrier is not the first anthropologist to make this sort of comment. For example,
Horton (1993) insisted that African and Western modes of thought are not to be seen as

opposites since there is much in common between them.

In the following sections, I shall review theoretical literature in medical anthropology where

health carers and patients are represented as polarised. Intrinsic to much of this representation

is the moral evaluation that health carers, being at one end of the spectrum, are powerful, and

patients, being at the other end, are the passive underdogs who need social scientists to reveal

their situation. This not only renders the participants silent but also ignores the particularities

and complexities of their interactions. Carrier's observation that anthropologists have

essentialised the West and the 'rest' is replicated by demonstrating how medical sociologists
and anthropologists have construed carers and patients as stereotypes, with, in social

interaction, the former category imposing itself on and attempting to change the behaviour of

the latter. As a point of clarification, I note that the notion of health care(r) includes general

practitioners, hospital doctors, nurses, dietitians, clinical psychologists, and in a number of

different situations, for example at home or in the hospital, and circumstances (chronic

illness, acute illness, screening).

Stereotyping the carer and stereotyping the patient
Medical anthropology that stereotypes the carer and patient generally focuses on one or more

of the following domains of social life: social action, social knowledge and social discourse.
One notes that such medical anthropology often goes on, implicitly or explicitly, to criticise

behaviour, normally that of the carers. To the extent that such criticism is based on a false

stereotype, it is arguably invalid.

Several writers have construed carers and patients as practising opposed social actions. One

of the first was Talcott Parsons (1951) who viewed the carer as the active agent in the doctor-

patient interaction and the patient as passive. As a functionalist, he views the asymmetry here

as unproblematic and indeed desirable with respect to the smooth operation of the medical

'system': the doctor gets rewards and the society is kept healthy. More recent work has
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construed the doctor-patient roles in a more critical ideological setting. For example,
Waitzkin (1985) maintains that doctors, as active agents, do ideological work that reinforces
dominant social arrangements, especially economic ones. He calls for doctors to help patients

break these ideological restraints by redirecting patients towards ideological action; patients
are seen as passively accepting the terms of their subjugation and lacking control over their
circumstances (see also Fisher 1991). Not dissimilarly, feminists criticise the way doctors

view women's problems too subjectively (Foster 1989) and call, for example, for home births

where there will be co-operation between carer and patient, because midwives are more

skilled in giving emotional support (Oakley 1993).

Corresponding with their opposed roles, carer and patient are construed by many medical

anthropologists as acting on the strength of discrepant, or even opposite, assumptions and

knowledge. The classic example of this is the presumption that carers act in accordance with
the biomedical mode, that is, the medical perspective on ill health, which is opposed to the

patients' 'folk model'. The biomedical model is deemed to be based on five assumptions:
• that the mind and body are separate (referred to as 'mind-body dualism')

that the body is a machine that can be repaired

that doctors have a technological perspective of illness
• that biomedicine is reductionist because explanations of disease focus on biological

changes in the body instead of social, cultural and psychological influences
• that reductionism is accentuated by the development of the germ theory of disease, first

developed in the nineteenth century, which assumes that every disease is caused by an

identifiable agent that invades the body.

Meanwhile, the patient, not dissimilarly to non-Westerners, upholds opposite, non-rational

assumptions, wedded to the specificities of a local culture and embedded in the particularities

of community situations and relations. With this idea comes the notion that doctors, in

comparison to patients, have an officially approved monopoly of knowledge and the right to

define and treat illnesses. Schutz (1964), for example, divides the everyday narratives of

patients, e.g. folk models, from the expert knowledge of carers, e.g. the medical model. In

Fisher's (1991: 158) view this suggests that:
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'normalcy, here, is physiological, essentially unambiguous and universal.'

Encapsulating the difference between biomedical knowledge, as informing the carers' action,

versus the patients' folk knowledge, Kleinman (1980) has spoken of the explanatory model

of the doctor (EMd), as opposed to the explanatory model of the patient (EMp), such that he

is able to speak of a 'clash' between biological and indigenous views, and of translation

between these two bodies of knowledge occurring in the context of asymmetrical transactions

and competing strategies and interests between the sides.

This approach situates Kleinman's distinctions between disease (corresponding with EMd)
and illness (EMp) as two radically different perspectives on human bodily misfortune. Good

(1994: 52) has recently applauded this distinction since, as he puts it, it serves as an entree to

teaching clinicians to elicit the 'natives' point of view'.5 Disease refers to doctor's objective

idea of abnormalities of the body, which covers five aspects of ill health:

the aetiology
• the onset of symptoms

the pathophysiological processes involved in the course of the illness

the natural history of the illness

the appropriate treatment to be given.

Thus disease is an:

'abstract entity with specific properties and a recurring identity'; it is
'universal in form, progress and content; and it can in fact be logically divided

into stages, each with a beginning and an end point.'

Fabrega 1973: 218-219

The idea of illness, meanwhile, refers to the subjective responses of patients to being unwell,

for example how a patient and those around him or her perceive the origin and significance

of this event, and the course of action (to be) taken to remedy the situation. In comparison to

disease, illness has pathological, moral, social and cultural dimensions and is part of a wider

spectrum ofmisfortune in general. Kleinman argues that the wider dimensions of misfortune
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cannot be dealt with within the biomedical model of disease because this is characterised by

mind-body dualism, and the view of ill health is reduced to physico-chemical terms. Thus,
whilst:

'disease commonly has a typical course and characteristic features that are

independent of setting illness is always more or less unique.'

Kleinman 1980: 77

Also within the oppositional role-knowledge framework, many researchers posit change in

knowledge pertinent to particular misfortune. 'Medicalisation' refers to a situation where

EMd knowledge comes to interpret a particular misfortune, which previously was interpreted

solely by EMp knowledge. A well-known example is the medicalisation of the menopause

(Harding 1997), such that in the West since the 1960s the menopause has been construed by

many doctors as a disease, whereas before this time it was not so construed.

Many researchers have called for changes in medical practice on the basis of a presumption

that doctor's and patient's role-knowledges are diametrically opposed. For example, Turner

(1995) describes the idea of a distinct (bio)medical model as if with a distinct agency of its

own, separate from doctors' choices and decision-making, which works to reduce all disease
and illness behaviour to specific biochemical mechanisms. The model is, he says, exclusive
because it invalidates alternative perspectives and reinforces a clear mind-body distinction.

The following quotations give an indication of his views:

'One major problem with technological medicine is the fact that it divorces

the patient from the social context.'

1995:5

Hence:

'the doctor-patient relationship is characterised more typically by conflict and

misunderstanding than by reciprocity and agreement.'

1995: 46

Indeed, he argues:

'furthermore, many problems in chronic illness (such as diabetes) cannot be
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treated adequately simply by recourse to therapies based on the medical
model.'

1995: 206

Thus it has been necessary for:

'the sociological model of illness [to] take a critical and opposed position on

the biochemical model of disease.'

1995:10

The challenge to biomedicine, he argues, is to find a new medical model, like the

sociological one, which takes notice of the social and cultural dynamics of society.

So it is that Nettleton (1995) says that sociologists recognise the limitations of the biomedical

approach because, in this approach, the body is isolated from the person, the social and the

material cause of disease is neglected and the subjective interpretations and meanings of

health are seen as irrelevant. She says:

'a further assumption inherent in Western medicine is that it is based on

objective science, which in turn involves empirical observation and induction.

Medicine thus claims to offer the only valid response to the understanding of

disease and illness.'

Thus Nettleton argues that attention must be given to communication skills and the

behavioural sciences rather than to the medical curriculum so that patients are treated as

actively thinking individuals. Clearly, there is a belief among some social scientists that their

insights bring them closer to the patients' appreciation of illness; and their mission therefore

is to enlighten those whose vision is culturally resistant.

Another way in which medical anthropology stereotypes carers and patients is in terms of

discourse, which refers not just to distinctive types of information and modes of

communication, but also to the way that certain types and modes are dominant. Thus there

are only two discourses, that of medicine, i.e. the doctors', and that of the patient. Mishler
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(1984) terms the latter the voice of the lifeworld. Again this leads the social scientists
concerned to call for a change in the way that medicine is conducted. For example, according
to Mishler, doctors are oriented almost exclusively to the technological, bioscientific aspects

ofmedicine, and have the dominant voice, while patients, who have the authentic voice, find

difficulty in inserting the voice of the lifeworld and in being heard. As a reformer, Mishler

challenges the dominance of the medical model and calls for a more humanistic, patient-

centred, medical practice, which includes both the socio-psychological and the medical

aspects of patients' lives. Likewise, Clark and Mishler (1992) challenge medical beliefs,

which they call the common-sense view, by arguing for a more sociological way of seeing

things. Mishler (1984: 9) says:

'The central goal [of social scientists] ... is to develop an alternative way of

thinking about medical knowledge, a theoretical frame that challenges this

common-sense view [epistemological assumptions] while still accounting for

our conviction that medical knowledge is progressing, and one that serves us

better as a basis for a cross cultural comparison'.

Nettleton (1995: 2) similarly comments:

'The development of the sociology of health and illness has to be understood

in terms of its relation to the dominant paradigm of Western medicine:

biomedicine. Many of the central concerns of the sociology of health and

illness have emerged as reactions to, and critiques of this paradigm.'

The stereotyping of health carers and patients as exemplifying radically different actions

(roles), knowledge and discourse has come to be questioned by a few social scientists, and 1

associate myself with their concern. In particular, there is a realisation that patients may be as

expert as doctors, that doctors generally do not deploy biomedicine as an exclusive body of

knowledge, and that carers' and patients' discourses interpenetrate with one another.

Pappas (1990) offers a notable contribution here when he criticises Kleinman's view of

doctors as impassive professionals, always helping, and aloof from non-medical influences
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and interests. My own fieldwork experience endorse this: doctors commonly are frustrated,
uncertain and generally in a position of having to make decisions about whose outcomes they

are unsure.

Again, the notion that doctors deploy an unsullied medical model as the basis of their

knowledge has been questioned. Thus Helman criticises the idea that doctors and patients

have separate explanatory models such that medical Explanatory Models based on 'single

causal trains of scientific logic' should be contrasted with lay models characterised by

'vagueness, multiplicity of meanings, frequent changes, and a lack of sharp boundaries
between ideas and experiences'. Helman's (1980: 107) alternative theory is that while, in

medical theory, disease has a typical course and characteristic features that are independent

of setting, in actual practice clinical models are a mixture of popular and textbook models
and in that sense disease too is a socio-cultural construction. Referring to the disease/illness

dichotomy, Helman (1985: 293) states:

'one problem with the 'disease/illness' dichotomy is that the biomedical

model, the medical perspective on ill-health, is often assumed to be a

homogeneous, internally consistent, and rationally scientific body of

knowledge.'

Helman's idea of the biomedical model instead sees a cluster of explanatory models that vary

according to speciality, context, audience and type of condition, as well as the personal

characteristics of the physician, and his or her position in a professional hierarchy. He found,

for example, that general practitioners used lay idioms of diagnosis when talking to patients

rather than official scientific explanations, with the effect that, over time, a complex

interrelationship between these two sets of models occurred, each of which had a varying

degree of influence over the other as diagnosis and treatment took their course. What is

important, he argues, is to recognise the plurality of medical models employed by physicians
in hospital or community practice. Atkinson (1995) also found that doctor's explanations of

diseases incorporate their personal experiences and anecdotes. Certainly in the diabetes

setting, I found little evidence of doctors employing narrow reductionist perspectives except
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on the very rare occasions when it was felt such action would save a young person's life or

prevent microvascular disease. In the majority of cases the biomedical management of a

person's hormonal state needed to be interwoven with the young person's experiences of

having diabetes if treatment had any chance of being successful. On top of this young people

often embraced a 'scientific view' of diabetes in order to prevent microvascular disease,

though in a way that carers were forced to engage with their (the young people's) lifestyles,
situations and choices. Broadly speaking, the knowledge the diabetes health carers'

employed, like the participants who created it, was to a large degree intuitive and continually

changing to meet the needs of each new encounter between carer and patient.

Finally, the notion that in the medical encounter one finds opposed discourses has been

questioned by Silverman (1987). Silverman believes that medical consultations consist of a

plurality of voices each interrupting and interpenetrating the other. Doctors and patients

speak with both voices and a field of power governs them both. If, as Silverman says, doctors

treat patients as experts by encouraging them to participate, then the relationship that obtains

is relatively egalitarian. Thus Mishler's attempts to humanise medical practice (by calling for
the voice of medicine-voice of lifeworld opposition to be resolved) is based on faulty

assumptions. Moreover, the interrelationship between discourses in the medical encounter is

more complex than Mishler imagines. For example, West (1984) found that the likelihood of

doctors interrupting patients varied according to the patients' age, ethnicity, gender, and the

power of the doctor.

Stereotyping carer-patient interaction

Essentialising patients and carers in terms of respective actions, knowledge and discourse

leads to a particular view of the relationship between them; the two sides will be construed as

unequal, in relations of power, contest and conflict. Again, I consider that such a model is not

born out by the facts. In this section, some of the themes of the previous section are played

out at the level of interaction.

Hierarchy in the health carer-patient relationship is elaborated in a number of related ways in
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medical anthropology. At one level, medicine is construed as the dominant institution in

Western society, shaping the way we think about our lives and bodies.

'Medicine, as practised in western society, despite its alleged lack of

effectiveness in treating a wide range of conditions and its iatrogenic side

effects, has increasingly amassed power and influence. Social life and social

problems have become more and more 'medicalised', or viewed through the

prism of scientific medicine as "diseases".'

Lupton 1997: 95

In this sense, biomedicine can be characterised by its institutional elements, organisational
divisions of labour and historical development, and medicalisation can be characterised as a

hegemonic process whereby, thanks to the absorption of widening social arenas and

behaviour into the jurisdiction of medical treatment, physicians come to assume increasing

social control over our lives (Baer, Singer and Susser 1997). Thus capitalist assumptions and

values come to permeate medical diagnosis and treatment.

Foucaulf s approach to human social life, which is highly influential in medical anthropology

(Lupton 1997), offers a somewhat different and arguably still more profound perspective on

medicine, in attention to the relationship between power, knowledge and the human body. In

the West, according to Foucault, power is especially focused on the human body, more

specifically on the surveillance of the body, and therefore is manifest in all human social

interactions; therefore all human knowledge is premised on, and premises, power. Medicine

is precisely one such body of knowledge - one which directly attends to the body (Foucault

1976, 1980b).

Medical anthropologists and sociologists, despite being unhappy with treating carer-patient

interactions as asymmetrical, nevertheless find it very difficult to escape assumptions of

(unequal) power. Much recent work, presented in opposition to the above perspectives,

questions whether the patient is in conflict with the doctor or is in resistance against medical

assumptions. However, in such work ideas of conflict and resistance presuppose an initial
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situation of power which may, in fact, be invalid. Arney and Bergen's (1983: 2) comment is a

criticism of this:

'Power' is [not] a template to be placed over social interactions in order to

judge adherence to or deviations from preconceived notions of 'power
relations'. In order to study power it is better to begin with the concrete:

specific demonstrations of power at their point of application.'

The classic exemplification of work where power is presupposed is that of medical

sociologists who have taken up Foucault's notion of resistance. For Foucault, resistance is

inherent in relations of power-knowledge: hence the body is also a site of possible

transgressions on referrals of power (Fox 1997). Thus Lupton (1997) sees carer-patient
interactions as the location of negotiation and struggle (as do Pappas 1990 and Nettleton

1995): sometimes, patients told Lupton they sought to dominate their doctors and at other

times they were apparently happy to give themselves over to them. Accordingly, social

scientists (e.g. Nettleton 1995, Harding 1997 and Lupton 1997) have called for the reversal of

medicalisation, whereby patients will be empowered, and invited, on the basis of both

indigenous knowledge and also their own scientific knowledge, to challenge the decisions

and knowledge of doctors.

The context of this, as Freidson (1970) puts it, is that in the doctor-patient relationship there

is an inherent clash of perspectives, with the separate worlds of experience and reference of

the layman and professional always in conflict with one another. Even that social science

which construes doctor-patient relations as collaborative seems to reproduce such

assumptions. Nettleton (1995), for example, argues that social science is moving towards a

new paradigm of health and health care, one in which people are no longer passive recipients

of treatment when they are ill, but active participants in the maintenance of their own health.

She argues:

'What has become evident from these studies is that although professional-

patient relationships are inherently unequal, both participants are able to

influence the outcome of such contributions.'
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1995: 145 (my emphasis)

The more radical approach, which I favour, is to remove assumptions of power altogether.
Whether a doctor or a patient 'has power' or is 'in conflict' can only be decided as a

consequence of investigating the ethnographic situation. In the diabetes setting, power does not

reside in pre-existing institutional arrangements, nor in battles between doctor and patient.

Rather it emerges, or does not emerge, in relation to the ever-changing circumstances at hand.

This does not ignore the fact that the participants concerned, since this is an English-speaking

setting, may use the word 'power' to comment, or reflect upon, what has unfolded (Riches

1985).

Accordingly, I am fully in agreement with Fox (1997) when he criticises Foucault for

emphasising power and knowledge as pre-existing agents, divorced from reality and

subjectivity, and with Atkinson (1985), who comments that patients often do not wish to be

empowered. Atkinson states that oppositional models regarding interaction between

professional practitioners and lay clients is an analytical 'myth [and] creation stemming from
entrenched epistemological positions' (1995: 22-3).

In this thesis, following Lupton's view, I wish to emphasise the mutual dependencies and

emotional and psychodynamic dimensions of medical encounters, and I rely upon notions of

the rational actor. The important thing, Lupton (1977) says, is to acknowledge the

interpersonal aspects of the medical encounter, the mutual dependency that doctors and

patients have upon each other, and the emotions and desires that motivate behaviour and the

continual negotiation of power contingent upon the context in which patients interact with
doctors. Her idea is that chronic illness has increased patients' responsibility for their own

health care and made it more difficult for practitioners to exert overt ideological control over

their patients and continue to be so oppressive in their approach. Similarly, Nettleton (1995)

sees health carer-patient interaction not as a relationship of domination but as the outcome of

reciprocity between aggregate and individual actions.

- 57 -



The conversion model of health care

From its essentialising perspective, much medical anthropology and sociology represents

western health care as analogous to missionary work in the third world. By any account, for

health care the engagement of a 'professional' (doctor') with a 'non-professional' (patient)
aims for the latter's betterment. If the two sides are understood as being from different 'ways

of life' and if the former (doctor's side) is understood as being in a relation of power over the

latter, it follows that professional engagement will be construed as consisting of a moral

crusade: the doctors' side will be understood as engaging in an attempt to destroy much in

the way of life of the patient and to require that the patient takes up and sustains certain

social and body practices which the doctors consider to be of value. Thus medical

anthropology upholds what may be called a conversion model of health care. From

discussions in previous sections of this chapter, it follows that I believe the model to be

simplistic and therefore misleading. Medical anthropology and sociology continually

describe health care in terms of the conversion model in order to call for health care to be

discharged in alternative ways. However, if the conversion model is not appropriate in the

first place, then such calls are irrelevant. Good (1994) has been prominent in elaborating the

conversion model of health care in the above sense, in particular by tracing the origins of
modern medicine back to the Enlightenment and its conviction in the power of reason. The

rise of science, along with its methods of producing knowledge of the natural world, have

encouraged this conviction and provided the impetus for the rapid growth of empirically-

tested evidence which is deemed to be objective and therefore not contestable. Thus

biomedical science assumes a certainty about the (bodily) world that stands as equivalent in

principle to other 'certainties' such as Christianity and Marxism. Accordingly doctors have

'knowledge', whilst patients have mistaken 'beliefs', and salvation comes from the desire to:

'educate the public [and to] solve the problems of non compliance that plague

the treatment of chronic disease.'

Good 1994: 7

Mind-body dualism, which, according to Lock and Scheper-Hughes (1990), pervades

biomedical theory and can be traced back as far as Hippocrates' concern to introduce a
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rational basis for clinical practice that challenges the power of the faith healer, is clearly an

important pre-requisite for the conversion model of health care: the freeing of the mind from

the body permits the former to subject the latter to rigorous objective examination.

In medical sociology and anthropology, the conversion model is represented in various ways,

most obviously as an enculturisation model whereby carers are seen as socialisers who aim to

wean patients into fresh, and more desirable, practices. However, there are other notable

proposals, including Rosenstock's 'rational choice model', where the patient is seen as

evaluating health goals against other motives and believes and where analysis is directed

towards determining the patient's evaluation of a disease, its severity and the benefits of

preventive action (Rosenstock 1974).

Scholars who model western health care as 'conversion' generally incorporate a critique of

the conversion process. Thus Good (1994) criticises the notion that biomedicine amounts to a

universal and scientific 'knowledge' of the human body and illness while folk medical and

non-western systems are regarded as systems of erroneous 'beliefs'. He argues instead that

medical language is not transparent to the natural world and therefore not a simpler mirror of

the empirical world. Rather it is a rich cultural language, linked to a specialised version of

reality, social relations and moral concerns. Similarly, taking a 'critical stance', Baer, Singer
and Susser (1997) also note the way that western biomedicine, with its focus on physiology
and pathophysiology, cleaves itself from other ethnomedical systems, falsely denying that it
is socially constructed, just like these other systems. The recent postmodernist turn in the
social sciences, which rejects the certainty of all narratives, would endorse the refusal of

health care as conversion.

My diabetes research makes me equivocal about seeing western health care systems in terms

of conversion. On the one hand, as the model implies, carers in the diabetes field do need to

believe in the effectiveness of their treatment to maintain their enthusiasm for looking after

young people with diabetes. In fact, these beliefs legitimise the demands carers make on

young people to carry out painful and distressing procedures. The almost missionary-like
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zeal, indeed like a 'moral health crusade', to look after these young people appears to be part

of a moral obligation with its attendant responsibilities embedded in their situations as

professionals in western culture. Carers who believe they have the answers to young peoples'

problems, inevitably want to convert them to their own way of seeing things, believing also

that young peoples' non-adherence to recommended insulin regimens is short-sighted and

irrational behaviour.

On the other hand, however, the participants' narratives suggest that the conversion model is

too simplistic, particularly in respect of the location of power as between the two 'sides'.

Carers clearly appreciated that there were good reasons for young people ignoring the latters'

advice. Thus their primary concern was retaining a relationship with young people, accepting

their decisions, and sticking by them even when their condition deteriorated, and knowing all

the while that they had little power to prevent it. Indeed, those with diabetes were regarded as

experts and carers constantly looked to them for practical advice on the treatment regimens.

On the other side of things, most young people, wishing to avoid complications, upheld the

value of the biomedical ideas without needing to be converted, even when they were not able

to perform them.

The notion that health care is comparable to religious conversion is, I suggest, too simplistic.

Therefore, medical anthropologists who, on the strength of the conversion model, urge

biomedicine to recognise itself for what it is, i.e. a social construct, and change its ways, are

attacking a straw man. In the diabetes field, health care already fully appreciates that it
commands few certainties and that, in very many aspects of care, it stands as equivalent to, or

event reliant on, its patients in respect of understanding the disease. Thus carer-patient

interactions revolved around a plethora of events, contexts, experiences and expectations,

with each looking to the other for signals about how to play a particular situation. Carers may

decide, at first, not to confront someone about their 'poor control' and concentrate instead on

getting to know them and gaining their confidence; a young person may behave in a

particular manner to test the supportiveness or commitment of a carer. Their relational skills

develop over time and take into account the different stages of denial, confrontation and
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anger a young person may have to go through to come to terms with diabetes. A banter of

gossip, teasing and humour frequently invaded the conversations of those who knew each

other well. Role reversal might also occur when a young person enquired after a carer's

health, noting for example that he or she had lost weight or looked tired. Indeed, rather than
the conversion of one by the other, participants collaborated together to regulate situations,

appreciating the complexity of the relations between them. Carers, for example, have

ambitions to improve 'control' among young people but, in their day-to-day dealings with

young people, they know they lack control of young peoples' daily routines and choices and

therefore their total management of diabetes. Realising this, in their discussions with young

patients carers incorporated ideas about how to accommodate ecstasy and diabetes at raves.

Some medical sociologists are beginning to criticise their colleagues' conversion model of
health care with its notion, as Singer (1989a: 1198) put it, of a:

'struggle and combat in the very heart of physician-controlled territory.'

About this model, Atkinson (1995: 32) complains:

'There is control rather than collaboration, repression rather than

receptiveness and inhibition rather than facilitation.'

Perhaps more precisely, social scientists' representation of health care as comparable to

missionary work, and its attendant endeavour to subvert biomedicine in this regard detracts
from the literal claims of participants regarding suffering and distress (Abu-Lughod 1990).
As Good (1994: 59) himself comments, about medical sociology's critique of biomedicine as

conversion:

'a great deal of literature explicitly identified as 'critical' is long on critique,

long on program and short on real historical and ethnographical analysis.'

From these social scientists is going out the call, with which I associate myself, for medical

sociology and anthropology to revise their metaphors. The health-care divide should be

construed not in the imagery of warfare and conversion. Good is among those sociologists
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who wonder whether, pace Lakoff and Johnson (1980: 4-5), the imagery of dance might be
more appropriate. It is common, Good says, for physicians to refer to a developing

relationship with their patients as a kind of dance. In the same way, health carers in the

diabetes arena referred to ideas of 'singing the same tune' and 'dancing to the same music'.

Health care, in short, is:

'a conversation, a dance, a search for significance, the application of simple

techniques that save lives and alleviate pain, and a complex technological

imagination of immortality.'

Good 1994: 60

The discipline of medical anthropology

By stereotyping health carers, medical anthropology is provided with a perfect means to

distinguish itself from biomedicine and thus establish a distinctive identity with respect to the

understanding of human bodily misfortune. Medical anthropology generally represents the

health carer as not only upholding a 'scientific' approach to the human body, but also as

believing that this approach is rational, universal and natural. By pointing out that science is

culturally constructed, and in this sense is on a par with patients' own belief systems, medical

anthropology subverts this scientific approach, claiming it to be culturally relative and

merely one possible version of reality. Thus biomedicine, as a science, is shown, in its own

terms, to be wrong, and medical anthropology itself is shown as revealing the fact of the

matter. However, it is evident, from what I have said before that medical anthropology is

coming to question its position in this regard. Since its stereotyping of health care is not

valid, then its relationship with biomedicine will be more subtle and complex.

The Macmillan Dictionary of Anthropology (1986) clearly hints at the stereotyping process

that I have identified. It defines medical anthropology as one of the most developed areas of

anthropology and applied anthropology, and as having almost acquired the status of a

separate discipline. It states that its growth in the last twenty years has been primarily

concerned with the questioning of 'conventional medical wisdom' and with the growing

interest in legitimacy of alternative medical therapies. More recently Baer, Singer and Susser
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(1997: 16) state that conventional medical anthropology received its initial impetus from two

main sources, one in intervention health work and the other in the clinical setting whereby
social scientists 'sought to humanise the physician-patient relationship'. They believe,

however, that at that time its critical perspectives were 'unduly naive', and
'exhibited a profoundly Eurocentric ideological cast that inclined an implicit

biomedical bias.'

However, they also refer to the role of medical anthropologists as cultural brokers between a

western dominated health care system and the public. They argue that in order to

'deliver biomedical health services and to ensure the compliance of patients,

many medical anthropologists turned to ethnomedical approaches that sought

to elicit the health beliefs of their subjects.'

Baer, Singer and Susser 1997: 16

Thus identifying itself, medical anthropology represents itself as resistant to the hegemony of

biomedicine. It tells itself to disengage from the interests of biomedicine, because

'there lurks the danger that the experts will avail themselves of the knowledge

only to make the science of human management all the more powerful and

coercive.'

Taussig 1980: 12

In this way, Carter applauds Good's book, 'Medicine Rationality and Experience (1994):

'By my reckoning, Good's book ... severs the subordinate relationship of
medical anthropology to medicine and biology and cuts the moorings in

positivist epistemology. Medical science, he argues, is in part an ideological

formation. It does not mirror nature in any direct way and cannot provide the

foundations for a medical anthropology concerned with experience and

comparison.'

1994: x-xi
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Thanks to this position, medical anthropology places itself in a position where we can

redeem ourselves from science. Thus anthropologists should endeavour to humanise the

increasing bureaucratic and impersonal aspects of Western health care: medical

anthropologists should assume a 'clinical mandate' to raise carers' awareness of their

culturally relative situation, including by elucidating the nature of patients' explanatory
models.

However, there is an evident paradox here, which suggests that a symbiotic rather than

oppositional relationship between biomedical and medical anthropology should, in the event,

be preferred. For a start biomedical categories, such as diabetes, remain the bias for medical

anthropology research and the starting point for applying for research grants. Medical

anthropology has grown out of a (Western) interest in health, disease and the body. Its

proximity to biomedicine will to some degree inevitably influence its interpretation of the
disease setting. Biomedicine defines, in a crucial sense, the arena of medical anthropological

study.

Some medical anthropologists seem to appreciate this. For example, Good (1994: 60) argues

for an applied approach in which biomedicine is not all war or exploitation, but recognised as

'a commodity desperately desired and fought for, perhaps even a basic

'human right,' even as it is a fundamental form of human relating All medical

anthropologists should join the struggle for more equitable distribution of

health resources and services and more humane medical practice, even as we

pursue critical analysis of medical institutions and the abuse of medical

power. Attacks on clinically relevant writing in our field have done little to

forward these goals.'

Rubel and Hass (1990) argue strongly for a greater collaboration between anthropology and

biomedicine; anthropology, they say, needs to turn from a mentalistic study of folk illness to

research that incorporates an understanding of biology and the relationship of biology to

culture by focusing on the major health problems of different populations.
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Morsey (1990: 32)6 suggests that the antagonism between medical anthropology and

biomedicine has arisen because the focus of social scientists has been on the adverse effect

that development and the political character of biomedicine has brought, such that the social

scientists have

'assumed "accusatory", "blaming", and "culprit-seeking" postures vis-a-vis
the global hegemony of capitalism and biomedicine.'

In my view, just as medical anthropology has (wrongly) upheld essentialising models of
health carers as a social role, it has equally (wrongly) upheld an essentialising notion of
biomedicine. This is in the sense that it has failed to contextualise biomedicine as an activity.

Biomedicine is a reductionist, positivist approach to the body to be sure, yet it may not be

abstracted from other approaches to the human body with which it always co-occurs. Such

other approaches, including those which uphold social and psychological causes of disease,

by contextualising biomedicine impart specific meaning to it in any one instance. Rather than

describing biomedicine as 'mistaken', medical anthropology should serve itself better by

exploring such meanings.

This returns us to the health carers, who experience such meaning. In the diabetes field,

certainly, doing health care clearly incorporates both biomedical and non-biomedical

meanings, and there is little point in identifying truth and falsity in respect of some or other

aspect of these meanings. Moreover, both the biomedical and non-biomedical meanings

include the values of creativity, changefulness and diversity.

Medical anthropology which presupposes an oppositional relationship between itself and
biomedicine tends to uphold the very situation which it 'accuses' health carers of, that of a

mission to enlighten and convert the health carers' cultural naivety. Oppositional ideas set

precedents in the analysts' minds: in this case the notion that biomedicine considers itself,

because of its hierarchical and hegemonic relations with other 'illness systems', to be

evolutionarily more advanced.7 This had led medical anthropologists into the ethical position

of defending the patient's cultural views and evincing less sympathy for carers and their
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beliefs. The social construction of an academic discipline lies behind this. As Atkinson

(1995: 21) says:

'all academic disciplines actively create and construct their subject matter ...

Disciplines define themselves in relation to the objects. In doing so they

simultaneously define those objects themselves. Disciplines and their objects
each co-exist, mutually defining one another ... The boundaries so defined

demarcate special, esoteric, even sacred spaces in the intellectual field. In

performing those acts of definition and discrimination, members of the

academic community define the essential 'otherness' of their subject matter.'

As a health carer and a social scientist, medical anthropology's prevalent occidentalisation of

health carers and decontextualisation of biomedicine has always jarred with me. As someone

who considered herself a 'native' of the biomedical setting, I felt my situation being

represented in oppositional terms was a serious misrepresentation. From the discussion in

this section, it is evident that I believe that, if the disciplinary categories (biomedicine and

medical anthropology) are to be retained, then it is appropriate to speak of symbiosis,

interdependence, and dialectical relationships between these two knowledge systems. This is

the position that informs subsequent chapters.

Footnotes to chapter 2
1 I have used the term model throughout this thesis to imply a device employed by social

scientists to aid the interpretation of reality. In this sense a model seeks to account for the

relationships between a specified set of phenomena or variables, e.g. health carer-patient

interaction, by presenting them in simplified form. The danger is that models may be
taken as actual descriptions of reality which truly correspond with the phenomena they

represent. With regard to their use in the diabetes field I argue that medical models, as

applied to patient-health carer relationships, stipulate certain oppositional criteria, in so
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doing distorting the participants' understandings of the situation, and consequently

biasing the anthropologists' interpretation.

2
By negotiation I do not imply that there is necessarily overt conflict or dispute involved
between the participants, but a situation in which the individuals attempt to reach an

agreement from initial positions which differ in some way. The assumption is that

whenever participants enter into a relationship or are united by a common activity, such
as their participation in a social institution, e.g. diabetes care, negotiation will occur. The

persons involved will distribute power and 'expertise' and their opinions may or may not

converge upon common versions of each other's ideas, role and situations.

3 Throughout this thesis, the participant's meanings are given priority over social
scientists' constructs and theoretical models. This approach has also influenced my

interpretation of the individual's relationships with one another. In this way the term

'health carers' is not intended to detract from the individuality of these particular people.
I also use the term 'young people' rather than referring to them as diabetics, patients,
adolescents or teenagers. In this way I have made an effort to represent these individuals
in terms of their heterogeneity, for individual young people are attracted to particular

hobbies, philosophies, fashion, music and life-styles because these are meaningful to
them personally rather than because they are necessarily symbolic of a homogeneous

group. To ignore the individual's diversity denies their agency, the choices available to

them and their decision-making.

4 Other examples Carrier (1992) gives are the dialectical essentialisations exhibited in

Marx's distinction between pre-capitalist and capitalist societies, Durkheim's distinction

between mechanical and organic societies, and Levi-Strauss's opposition between hot and

cold societies.

5 Kleinman (1980: 105) makes a comparison between what he calls medical and lay

'Explanatory Models' - that is, 'the notions about an episode of sickness and its

treatment that are employed by the two sides implicated in the clinical process.
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6 An oppositional representation of health carers' versus patients' beliefs about illness

appears to have partly come about because of the efforts of applied anthropologists to

improve world health and, at the same time, to criticise health carers' cultural naivety
about others' different understandings and responses to illness (for example, Rubel

1960). In this vein Polgar (1963) argues that members of society are not empty vessels

waiting to be filled by medical truths. This approach to Western care, I believe, tends to

group Western medical systems together in opposition to other systems, which become

romanticised, being viewed as 'holistic' (e.g. Fabrega and Silver 1973). I argue that the
effect of this caricaturing of Western medicine has contributed to a more reductionist
vision by social scientists. An example of this type of analysis is Fabrega and Silver

(1973) who oppose Western medicine with the Zinacanteco system, in the Chiapas region
of Mexico. They see Western medicine as a complex biological machine in comparison
to Zinacanteco where a more holistic view of the body is integrated both with the social

system and with the supernatural. Western treatment by comparison, they say, is more

mechanical and impersonal, with carers being rather more distanced than among the

Zinacanteco, where they are more emotionally involved.

7 Certainly, there are enormous differences between the biological and social science

perspectives. The biologist, Richard Dawkins, for example, in a talk he gave at St

Andrews University in 1995, had a highly biological view of 'Evolutionary Programmes'.

Yet, as a biologist, he also argued against a socially biased view of the comparison of

primitive societies with complex industrial societies where one society was seen as

evolving more rapidly than the other. This bias, he argued, provides an image of 'a chain
of being'; a hierarchical ladder between human cultures and between animals and Homo

Sapiens which has led to the impression that one human culture is inferior to another

rather than different. His contention is that animals are as developed as humans but not in
the way that humans see as important.

-68-



SECTION 2: THE PARTICIPANTS' CONCEPTUALISATIONS

'We got a future. We got somebody to talk to that gives a damn about us ...

An' why? Because Igot you to look after me, andyou got me to look after you,
and that's why.'

OfMice and Men by John Steinbeck, 1995: 15

I have laid out arguments against analytical models that represent health carers and patients

as if from radically opposing cultures. It may now seem contradictory to separate the

participants in the following ethnographical chapters but this is intended so that the

experiences of young people and of health carers can be interwoven to thus give an

impression of their relationships with each other. Chapter 3 therefore explores health carers'

multiple conceptualisations of diabetes, together with their impressions of the young people

for whom they provide a service, while chapter 5 describes carers' efforts to create a service

that is effective in, for example, 'controlling' and monitoring diabetes, and helpful to young

people in terms of motivating their self-management of diabetes. Chapter 4 discusses young

peoples' experiences of diabetes, and how this affects their day-to-day lives and their

relationship with health carers, while chapter 6 describes young peoples' interpretation of the

diabetes services.

By dealing with the participants' experiences in alternate chapters, I hope to make it easier to

explore and refute the categorical stereotypes which analytical models too often provide. I
shall show how, despite the differences between participants, in terms of age, status, gender,

class and beliefs, most of these young people and health carers have been able to form long-
term and committed relationships with one another. My own experiences as the outsider,

anthropologist, carer's wife and ex-nurse will occasionally interrupt their accounts of

themselves.
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Chapter 3: The health carers' conceptualisations

At the Sea's Edge

Give me your hand
And my art shall comfort you,

Awayfrom tired land
I shall carry you,

Roam, dearfriend,
My heart shall cryfor you,

And at day's end
I shall search for you.

And now I cry
Tears saltier than the sea;

Whose hand can comfort me?

Coe, MD 1995: 141

Theoretical background
This chapter applies, in the specific ethnographic context of 'adolescent' diabetes, some of
the chief theories outlined in the previous chapters with regard to the anthropological

conceptualisation of health carer-patient interactions. Specifically, the focus will be on the
health carers, and the ethnography provided is intended as a refutation of the

opposition/conversion model of health care. As has been mentioned in chapter 2, this model

treats health carers and patients as if from radically different cultures (as Occidentalised vs.

Orientalised, as scientific vs. unscientific), and conceives of power as lying on the side of
carers who make or are seen as making deliberate efforts to transform patients' cultural

conceptualisations.

In the conversion model, health carers, placed in analytical opposition to patients and social

scientists, are represented as 'biomedical', 'reductionalist,' 'dogmatic', and culturally

'naive', with 'patients' and social scientists having the opposite qualities. In chapter 2, I

noted Clark and Mishler's (1992) work as an example of this approach.1 I argued in line with
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other social scientists (e.g. Atkinson 1995), that representation in terms of opposition occurs

because this makes theoretical analysis easier. These analytical models, however, fail to

reveal the goals and motives informing individual actions and perspectives, and, with regard

to the preferences of health carers, second-guess knowledge of significant problem areas.

Above all, they represent the two sides of the health care divide as abstract and

homogeneous, reifying them and silencing the narratives of individual members. Any

critique of this position must rectify this crude characterisation.

My argument is that the opposition-conversion model inaccurately reflects the complexity of

people's experiences and is too simplistic regarding the location of power (Riches 1985). To

provide an alternative view of these experiences I draw on the ideas of Mauss (in The Gift)

and on Sahlins' (1972) discussions of'generalised' reciprocity, and will focus on some of the

basic understandings of health carers' perceptions regarding diabetes and the diabetic. I shall

describe what I call the 'philosophy of care' which shows that carers see their clinical

responsibilities in much broader terms than those specified by social scientists in the

'medical model'; crucial elements of this philosophy involve health carers, both amongst

themselves and in relation to the young, upholding relationships of solidarity and trust. To

capture the idea of a broader 'philosophy of care' I shall critically consider Kleinman's

(1980) discussions, which exemplify the 'medical' (i.e. opposition) model. The quotations

from my field notes reflect the carers' acknowledgement that young peoples' narratives must

be heard and their recognition that 'effective' services must take account of the desires and

experiences of those with diabetes. In line with social scientists, such as Scheper-Hughes

(1990), who call for the extension of biomedicine's interpretative premise to incorporate

patients' different beliefs about the body, my perspective includes the humanistic dimensions

of medicine - the understanding, by many carers, of the need for interpretation as well as

investigation of patients' bodies (e.g. Greenhalgh and Hurwitz 1998).

A failure to explore the participants' perspectives has lead to an essentialisation of health

roles and behaviour, and to a belief by some social scientists that carers' access to biomedical
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knowledge and professional legitimacy gives them an advantage over patients (Fox 1997).

Moreover, it is the social scientists' assessment of what is important, i.e. the type of

knowledge, expertise and legitimacy, between these participants that takes precedence over

the individuals' own interpretations of their situation. In addition, those who entertain such

essentialising positions tend also to view patients' behaviour in terms of 'health promotion',

'compliance' and 'patient empowerment' and 'risk' (see Hayes 1992, Hill and Fortenberry

1992). Thus the notion of risky behaviour, to which I will refer later, regrettably implies the

existence of something lacking, or irrational, in the patients' make-up while the patient's

pragmatic decision-making, which (from this point of view) is non-risky, is ignored.

This is not to deny that differences or power struggles exist in the diabetes arena. For

example, consultations are usually held in the hospital, the domain of carers. However, such

power struggles need to be identified by the participants in terms of their own experiences

rather than assumed to exist by outside researchers (Riches 1985). (Figure 3.1 shows the

formal layout of the clinic while figure 3.2 shows the informal atmosphere of a consultation

between a carer and a young person.) In short, what it means to be male, female, young, old,

a patient or carer, or powerful or not, must be viewed against the individual's

conceptualisations. These of course will be mediated by the contextual situation, including,

in Scotland, institutions such as the NHS, state education, the welfare system and

Christianity.

This is not to say that carers do not admit the existence of stereotypes. These stereotypes,

however, are different from those which the opposition model describes. They in fact

constitute a background against which such a philosophy of care is delivered, and the next

three sections of this chapter will lay out these stereotypes. In particular, the third section

outlines some carers' powerful beliefs about 'adolescence' which work to curtail young

peoples' narratives, and which I have called the 'medicalisation of adolescence.' The sum

total of these stereotypes is that carers, on the one hand, consider the diabetic as an

individual, but on the other, see the adolescent with diabetes as a member of a homogeneous
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Figure 3.1 Formal layout of clinic waiting room

Figure 3.2 Informal atmosphere between a member of staff and a young
person



group.

Science versus technology
I have argued, in the previous chapters, that the opposition model hides vital similarities

between the various 'sides' with regard to health care goals and perspectives. Thus, in the

diabetes area, such a model conceals carers' feelings of anxiety, rebellion, creativity and

individuality, and patients' expertise and power as self-managers of their own illness. It also
hides the symbiotic relations social scientists have with biomedical professionals. In this

regard, what is especially interesting is that in the field of diabetes, health carers represent

themselves precisely in terms of such feelings of anxiety and rebellion. This and the next

section of this chapter will deal with two examples of such self-stereotyping. The first notes

the insistence, by many health carers, that what they are doing is not to be seen as 'scientific'.

Thus one consultant in paediatric medicine told me:

'I don't like the word scientist. We're clinicians.'

Alex: 'But in terms of what the average person knows about diabetes, you

could say you were more scientific?'

Consultant: 'No, not even then. I really do feel very strongly about this. Sure, I know

a bit about the anatomy and physiology, but in terms of science my own

knowledge is very scanty. In terms of what I do, I merely carry out

technological procedures that I have learnt. It's not particularly
scientific.

'Have you ever read Lewis Wolpert's [1992] book, The Unnatural

Nature ofSciencel He says that the difference between a true scientist

and a technician is that scientists have inspirational thoughts. Their

discoveries are not intended, they just happen by chance. Technicians,

by contrast, have an end in sight, like an engineer, they intend to make

something in order to achieve a result. I see myself as a technician who

uses ready-made insulin and other procedures to make people better.
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There is nothing remotely inspirational or unique in what I do. It's a bit
like car mechanics in that there needs to be an element of trust that they

know what they're doing with your car and that they're telling you the
truth about what needs doing. They may work wonders, and be really

good at their job, but, there's nothing mysterious about it, it's just a

technological job ...

'On the other hand, scientists can be said to be equally narrow. In fact,

the problem is that those doctors who combine scientific research with
clinical work, and this is extremely rare, can end up with nothing

tangible in clinical terms ... It's all very well talking about cellular this
and that, or winning Nobel prizes, but if years of scientific work doesn't

translate into anything meaningful for their patients one is left asking
how important was the research?'

The President of the new Royal College of Paediatrics and Child Health seemed to echo this

idea:

'I've told J— I won't have the word 'science' anywhere in the title [laughs].'

Clinicians versus the carer

This section deals with my observation that health carers tended to speak about themselves

not only as 'clinicians' who carried out biomedical procedures, but also as 'carers' in the

more holistic sense, and many were proud of their technical acumen in this regard. By

insisting on the technological aspects of care, they showed that they were not just concerned

with the physiology of young people, but with how diabetes affected them as individuals in

terms of their life-style. Being a 'good' carer requires imagination, charisma and a creative

ability to combine the biophysical, social, cultural and philosophical aspects of this long-term

illness. For carers this symbolised the fact that people with diabetes were not seen as patients

to be performed on as in surgery but as self-sufficient individuals who took care of their own
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illness and who must be engaged with on their own terms. Finding imaginative ways to

motivate young people is essential if the home management of diabetes is to be successful.

One consultant told me how he had found Marianne Faithful's autobiography a source of

inspiration:
'It changed the way I thought about illness. I saw how someone's life, what

happens to them, affects the way they look at the world and their body; her

feelings ofwanting to change the way she was, but feeling out of control.'

It was common to hear health carers say how important 'outside' interests, such as sport,

literature, music were to themselves, to prevent them from becoming too narrow minded or

'bogged down in the day to day grind of looking after people.' A Diabetes Nurse Specialist

(DNS) told me:

'I don't think it's good to just think about one thing, otherwise you just

become stale. It [diabetes care] could become your life if you let it. But I think

you need to have a much broader view of life to be good at your job.'

McManus (1995: 1143), writing in the Lancet, makes this point when he argues for doctors to

recognise that:
'The humanities are basic to medicine, inclusively defined as literature,

philosophy, history, art, music, cinema, theatre, law economics, politics,

theology, and anthropology ... [It is the] humanities that produce humanity in

their consumers.'

The humanities, he goes on, teach us about life, responsibility and death. Similarly, Keynes

(1981), a surgeon and also a Blake scholar, explains it like this:

'My most intense interest [was] in the science and practice of surgery, with a

parallel delight in literature and, in particular, the life and work of William

Blake [which kept] alive my mind and the value of the imagination in a

material world - an important background to a profession which might lead to

a slight twist of inhumanity. I like to think that perhaps Blake had contributed
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something to my attempted humanization of the current fashion in the
treatment of cancer of the breast.'

Limited resources however, and the demands of diabetes care made it difficult for most of the

carers with whom I spoke to find time to pursue extra-curricular interests:
'Oh there's lots of things I'd like to do more of, but there just isn't time. A
few years ago I used to work an eighty-hour week and any time I had off I

used to sleep. It caused havoc with my sex life [laughs]. My wife always says

she's amazed we've got any children ... I suppose I don't mind too much

because medicine is my hobby. There are so many facets to it. It's not just

about cutting people open as you know. You have to learn to speak to people

and you never stop learning, there's always someone that can teach you

something.'

Consultant, paediatric medicine

A holistic approach to care also meant, for carers, continually questioning their own motives,

desires and actions with young people and moreover, their clinical acumen and ability to

form a rapport with 'teenagers'. In some circumstances a carer might decide to share the

responsibility of a patient with another colleague, particularly if he or she felt that this person

was more suited to forming a relationship with the young person concerned. On one such

occasion, a female doctor felt it better to hand over the care of a 14-year-old male with 'poor

control' to her male colleague. Humour appeared to make the transfer easier:

'Ron, would you mind seeing him for me? He's lovely, but I just think he

needs someone who can talk football to him. Mind you he's a Celtic supporter

[mocking smile], will you be able to cope?'

Senior registrar, paediatric medicine

'Yeah OK, I should be able to manage, but I suppose I should feel sorry for

him; Celtic are rubbish at the moment' [everyone boos and several throw

empty plastic cups at him].'
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Senior registrar, adult medicine

Such humour, which frequently interrupted the health carers' conversations, was an effective

strategy to ease difficult situations and nurture familiarity among staff. It helped to break the

tension, to lift morale and to defuse and contain any bad feeling among carers who may have

had a sense of inadequacy about their ability to improve diabetes 'control'. It functioned, in

effect, as a useful mechanism for focusing the carers' attention on the young people, rather

than upon themselves.2

Medicalising the adolescent
The medicalisation thesis argues that professionals tend to offer biomedical or technological

solutions to what are inherently 'normal' aspects of everyday life or social problems

(Nettleton 1995). Hill and Fortenberry (1992) argue, for example, that 'adolescence' is
viewed by some carers as if it were a medical condition which carries health 'risks', such as

pregnancy, drugs and crime. A belief that adolescence is a condition with inherent qualities
which are harmful to young people has led, they argue, to the broader macro-social and

cultural factors which affect this age group, e.g. poverty, ethnicity and race, being ignored.

My research uses the idea of the medicalisation of adolescence to explore, at the inter¬

personal level, the individual beliefs and experiences of the participants and to show how this

affects their relationships with each other.

The notion that adolescence is a 'risky' condition that compounds diabetes 'control' is one to

which many health carers subscribe. For example, beliefs backed up by biomedical evidence

that young people are notoriously 'poor controllers' have contributed to the impression that

this age forms a homogeneous group, more difficult to treat than adults. In other words, it is

an age group that carers are particularly anxious about and, as a consequence, feel more

responsibility towards in terms of creating specialised facilities to help them maintain better

'control'. The paradox, however, appears to be that these beliefs are at variance with the

'philosophy of care' (see below), where great emphasis is placed upon treating diabetics as
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individuals such that the hierarchical differences between carer and patient is weakened

sufficiently to allow them to develop friendly and reciprocal relations.

Health carers herald the discovery of insulin as one of the great achievements of this century.

Such treatment means the saving of lives and ensures that patients have a decent 'quality of

life' (Bliss 1983).3 It also, however, requires that young people inject themselves with insulin

daily (usually two or four, but sometimes as many as six injections each day), self-administer

blood tests (often involving six finger pricks each day), take physical exercise, follow a

prescribed diet and, in general, sustain a way of life that accommodates these daily routines.

The difficulty for carers is to get young people to treat diabetes seriously enough to motivate

them to carry out these procedures, while at the same time to 'normalise' their condition

sufficiently to enable them to lead ordinary lives. The worry is that if young people are too

relaxed about diabetes they will not pay much attention to its 'control', and the problem,

therefore, is how to help young people to feel 'normal' while treating them for an illness that

demands behaviour very different from that of the rest of society.4

Yet precisely because of the chronic nature of the disease, carers feel a powerful obligation to

set aside the idea of such a difficulty and treat adolescents as abnormal. Evidence from the

DCCT (1993) has shown that 'good control' during 'childhood' and 'adolescence' greatly

increases the chances of an adult life free of life-threatening complications. This evidence,

however, also shows that 'adolescents', in comparison with other age groups, are the least

likely to adhere to these management regimens, and 'adolescence' as more likely to be seen

as a 'major clinical challenge', testing the 'skills deployed in clinical carer programmes'

(Hall 1904, Hall 1907, Steel et al 1989, Thompson et al 1995, Greene 1996: 179).

The acceleration of microvascular complications in this age group are said to be the result of

a combination of biophysical changes, such as puberty, and social, cultural and psychological

factors which affect, usually in a negative way, diabetes 'control' (Davies et al 1985, Burger

et al 1986, Horwitz and White 1987, Challen ct al 1988, Chudacoff 1989, Fonagy et al 1989
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and Oleson et al 1990). The difficulties some see in caring for this age fit well with other

beliefs, in Scotland, that 'teenagers' are generally more rebellious and experimental than

adults. This squares with Hill and Fortenberry's (1992: 73)5 thesis, when they say that:

'by creating adolescence as a developmental period defined by its problems,

'adolescent health' becomes an oxymoron ... we argue that adolescence has

been 'medicalized' into a condition that is inherently pathological...'

Males (1997), writing in the Lancet, also makes the point that biomedical researchers

stereotype adolescents as both 'risk-takers' and alien to adult culture, instead of as

individuals, interwoven with and reflecting adult culture. Such bias conveys the problematic

view that young people are more risky in their behaviour than adults (see also James and

Prout 1990a, James 1993 and Jenks 1996 below). As Males (1997: 113) says:
'a persistent difficulty in addressing adolescent health issues stems from two

common but questionable assumptions ... The first assumption is embodied in

the growing volume of theory and policy whereby adolescent health issues are

assumed to be " subcultural", peer-based phenomena, distinct from those of

adults. This might be called the "teenage alien" hypothesis. The second ... is

that, while hazards founded in social environments are acknowledged as

serious, health policies increasingly address adolescents as victims of their

own innate flaws of young age. This might be called the " teenage dementia"

hypothesis.'6

Certainly, the stereotyping of 'adolescence' was evident among my respondents. For

example, one consultant told me:

'at this age, to have good control of diabetes is abnormal.'

Another told me that:

'you usually find that teenagers who have good control tend to have rather

boring personalities. It's often the ones who are good at everything but lack
the imagination to behave like other teenagers.'
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'I've heard colleagues say "Oh you can't say to teenagers that they need to

exercise more; teenagers don't exercise therefore how dare you try to change
their way of life?" '

The special problems associated with looking after 'teenagers' means also that certain

personalities are better suited to looking after this age group. One of the consultants

described it like this:

'you can't look after this age in an amateur way. I think it demands special

things from people [staff] and I think people have to have a special interest in

looking after young people. I don't think just anyone on a diabetes post can be

charged with looking after this age group.'

A dietitian told me:

'I think we have to regard this age group as being very resource-intensive in

order to achieve outcome. Actually I think there is a strong case for this [age

group] being a case for a special area of activity.'

Believing that young people were a more homogeneous group than adults to care for

detracted from carers' efforts to see them as individuals. Indeed, it was because of a belief in

their inherent tendencies to take 'risks' at this age that some felt it foolhardy to give

'teenagers' the responsibility to maintain 'good control.' Limiting young peoples'

responsibility to take initiatives, such as requests to be sponsors for each other (see chapters 4

and 6) fits closely with what James (1993) says in her research on childhood identities. She

argues (see also James and Prout 1990a; Jenks 1996) that young peoples' capacity to be

strategic social agents has been compromised by Western beliefs that people in this age

group are innocent and therefore are too much in need of protection by adults to have (or

need) voices of their own. The impact of this is important because, as James says, children's

individual space and identity is formed not only by their perception of themselves but framed

also by those in the world around them, such as the law, welfare, parents and teachers, who
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map out their cultural space within which they are identified as children or, in this case,

teenagers who have diabetes. James (1993: 17) says:
'How can a voice be given to children in a culture where the authority of their

perspective on the world may be, at worst, denied or disbelieved or, at the

very least, trivialised or ignored? ... How might a culture be depicted which

lies within a wider adult culture to which time alone gives access.'

James's interpretation endeavours to portray children with an active voice by de¬

constructing their Otherness and attributing agency to them. These points are important in

situations where young people have diabetes and have to look after themselves in ways not

usually expected of persons of their age and who, because of their age, have little say in

changing their situations or choosing the type of care they receive. From my observations the

perceived vulnerability of this age group meant that carers put enormous effort into trying to

improve their 'control' rather than listening to what young people had to say.

For carers, a particular experience which illustrates the medicalisation of adolescence is what

I call 'retrospective regret'. This is when people, usually in their mid to late twenties, told

carers that they regretted the 'poor control' they had had when they were 'teenagers',

particularly when microvascular damage had occurred. For example, a women in her mid

twenties told a carer:

'if I knew then what I know now [about diabetes], I wouldn't have behaved so

stupidly.'

Another 20-year-old male told me:

'I just didn't bother, you see I had other priorities in my life, like football,

football and football.'

As the carers saw it, a change in outlook usually happened when the young person's life was

more routine. The idea of 'retrospective regret' reinforced carers' ideas that 'adolescence'
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was a 'risk' that accelerated the biophysical complications of diabetes and therefore needed

to be controlled. Believing that young people were irresponsible and retrospectively being

told so by them meant that carers interpreted 'poor control' in terms of their own inability to

provide effective services. Under these circumstances, listening to young peoples' views was

irresponsible because listening to irresponsible people was too risky!

Adulthood brings a beneficial awareness of the risks of 'poor control', and, until patients

reach adulthood, the carers' responsibility is to coax young persons until they gain this

insight. One consultant told me:

'I really have tried everything with this patient, and I've run out of ideas.
We're just going to have to wait for him to come around to our way of

thinking.'

This means having a 'wait and see' approach, since bullying young people about their

'control' may alienate them before they are old enough to want to change their behaviour.

Meanwhile, getting them to attend clinics is at least half the battle (see carers' 'notions of

success', below). Wisdom will come when the young person has a steady relationship, a job,

is thinking about starting a family or generally thinking about the future. A DNS told me this:
'It's [good control] often when they get a new partner and start to think about

settling down. That's when they want to take care of themselves and when

their outlook often changes. It's a bit like seeing the light.'

The idea of 'seeing the light' has religious connotations. In terms of the conversion model of

health care, it suggests that carers believe that those with diabetes will convert to their way of

thinking (see the notion of 'health crusade', chapter 2). However, this would be too simplistic

a view, for carers still try to take the views of the young into consideration, as the following

quotation from a consultant suggests:
'I don't like to think of adolescence as a difficult group because that suggests

problems, but they are challenging [laughs]. As you know, they can find life
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challenging at the best of times without diabetes. What we have to do is to

help them meet these challenges. Teenagers are all different. So I don't like to

think of it ['good control'] in terms of them seeing the light, because that

implies that we're right and that they're wrong. I don't see it like that.

Adolescents respond to their own life styles so you can't say that's wrong ...

it's normal.'

In not wanting to 'convert' young people to their own way of thinking, but in appreciating

their view, I observed that carers sometimes 'camouflaged' their own health goals (see next

section), so as not to alienate them. This meant accommodating young peoples' beliefs and

actions, such as keeping blood sugars high to avoid hypoglycaemia, as well as not drawing

attention to the fact that they knew when a person was lying about their 'control' because the

HbAlc reading (the blood test) exposed the degree of 'control'.

Carers' goals
Health carers' goals are that young people should be accountable for their disease. This is in
the context of their achievement of 'good control'. According to carers, good control reflects

glucose levels measured by glycated haemoglobin (HbAlc). The HbAlc is, in effect, a

measurement of young peoples' behaviour and 'control', and an indicator of whether they

have been missing their injections of insulin and or eating too many 'sugary' foods, both

predisposing microvascular disease. It is, as one carer told me:

'the ultimate lie detector. Patients can tell us anything, but we can tell exactly

how they have been doing by looking at the reading.'

For some young people, however, the HbAlc result was not an important indication of their

'control,' As one 19-year-old male told me:

T feel fine, so what does it matter what the results are.'

For the carers the HbAlc was the lens through which to gauge someone's 'control' while the

young person might depend more on how they felt or what they were able to do without
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having a hypoglycaemic attack.

However, diabetes management, according to clinical carers, is equally about retaining a

relationship with the young, getting them to come to clinic until they are old enough to want

'good control' themselves. 'Good control' in adolescence is therefore regarded as a bonus

rather than to be expected. For example, a consultant said this:
'From my point of view, one of my philosophies has always been that one of
the measures of success is that we retain these young people [coming to the

clinic] in order that we can screen them and highlight any problems. If we

keep them coming to clinic at least we can do something about these problems

[complications] when they arrive.'

Robert, a consultant in adult medicine, explained the situation like this:
'Um ... Yes, I think you do get a sixth sense, a clinical acumen, as they

say. If I know someone isn't telling me the truth, it's very difficult. So I

usually think in terms of long term rather than short term control

because I think what I have to do is earn the patient's trust and respect

and if that means putting the diabetes to the side for a while to focus on

the other things in their lives which are causing them to ignore their

diabetes ... um ... if we can focus on their social problems then maybe

the diabetes, as a result, will improve in the long term. So I'd spend the

first two visits just chatting informally, saying "Well your diabetes isn't

that great. Is there anything we can do to help?", just to gain the

patient's trust and also try to get a handle on their past situations, and

this is where paediatric input is invaluable to the way we'll approach the

problem.'

Alex: 'Is that because you believe that their control may improve with time?'

Robert: 'Well, immediately post-diagnosis there is usually denial and rejection.
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There does seem to be this group of patients that reject their diabetes
from fifteen through to twenty-one years and then for some reason they

appear to take a little bit more of a mature attitude. I think it's about

nurturing them through this. Because we mustn't forget that there are

several patients that don't come to the clinic at all. And in terms of

complications even if you can just get a quick squint in their eyes [to

check for glaucoma] then that is better than nothing. If they see the clinic
as a non-threatening, almost enjoyable experience where they can have a

chat to people they can relate to in a friendly fashion then I see that as an

achievement. Mind you, I realise this may be more beneficial to me, but
I do think if you share problems it often helps. Getting them to open out

certainly does help me as a professional to put some flesh on their

problem.'

I asked him whether, as one health carer had told me, he thought patients came around to

'seeing the light' (see page 78).
Robert: 'Urn " Seeing the light" um, I don't know, I always say to myself I think

I'd be a terrible patient if I had diabetes, I'm sure my HbAlc would be

about 14% [high], I would be Mr Denial [laughs], I have a close

colleague with diabetes, and his HbAlc is 10% [high] and has been for

years. Yet, he's the most rational guy out, knows all about the risks he's

running.'

Alex: 'Why do you think he runs those risks?'

Robert: 'Um, it's the life-style he wants to lead which is playing football, having
a few beers after the game, having a curry [he starts to giggle] which is

not very conducive to good diabetes control. And, actually, I'd probably

be the same, so seeing the light... I don't like the expression "seeing the

light" because it's as if you've been deprived of the knowledge of
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seeing the light in clinical terms.

'We know now that high HbAlc leads to complications but you pay a ...

no, you don't pay a price for seeing the light, but it has major

implications for your self-discipline. Yeah, sure, in clinical terms,

increasing life expectancy is great. It means they'll live longer, not get

gangrene sooner, they'll have their heart attack when they're older and,

overall, their life expectancy and quality of life may be better, but for the

short term, seeing the light has ... you've got to change your life which

isn't easy. I mean they want to go out to raves, and they deprive

themselves of water, they don't eat, they want to take drugs, there's the

alcohol scene and seeing the light has major implications for all of these.

'Now, ideally, what we're wanting to do is to encourage them to live as

normal a life as possible so that their diabetes isn't seen as a hindrance

to doing anything, but if you're going to do these things with diabetes

then seeing the light and having a good time is a very tall order.'

To live a normal life with diabetes, carers believe the young people must be independent and

empowered (e.g. to take responsibility for their own illness). One way of ensuring their

independence in a way that also allows carers to fulfil their clinical responsibilities, to both

protect them and to control their illness, is to give them fewer clinic appointments, as a

reward for their good control', e.g. one visit per year instead of four. When they have 'poor

control' they have to visit the clinic more often than usual.

The difficulty many young people have with this arrangement I found was that empowerment

is not something that can be given from one person to another simply because it reflects a

valued conceptual idea. What most young people I spoke to would have preferred was for

carers to set up support systems that allowed each, depending on their situations, a measure
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of choice, to have access to as little or as much support as they felt they needed to feel

empowered. Thus, when they felt things were going well they could be independent, but if

there was a problem they could have access to more support. The key point here is that the

impetus for the degree of support needed would be under the control of the young rather than

being dictated by carers.

Problem also arose because many carers, in an attempt to empathise with young peoples'

situations, relied upon their own memories of adolescence and of what they would have

wanted at the same age, to think of ways to motivate young people. Their memories,

however, rarely reflected the experiences of being young with a chronic illness. The

mismatch in communication came about because what were intended by carers to be

symbolic gifts (of empowerment and independence) to those doing well were perceived by

some of the young as a withdrawal of support just at a time in their life when diabetes was

felt to be even more difficult to control, even if the young people were told why the carers

wished to reduce clinic appointments.

Young peoples' feelings of abandonment were added to by the carers' endeavour to teach

them from an early age to take responsibility for their own illness. For example, I remember

a DNS congratulating a 5-year-old for giving his injection on his own for the first time:
'What a clever boy you are. Well done! Mummy will be pleased that you can

give your own injections now.'

The emphasis on promoting young peoples' autonomy is reinforced by encouraging parents

to take less responsibility for their children's illness. Indeed, some carers felt it to be

unhealthy when 'teenagers' still relied too heavily on their parents for support. Being a

'normal' teenager, in the Scottish sense is about learning to take control of your own

situation, whatever that is, to 'stand on your own two feet', to 'spread your wings' and not be

'molly-coddled' by your parents, particularly if you are a young man. Having diabetes is not

seen as sufficient excuse for being dependent on others during adolescence. Paradoxically,
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carers' protective responsibility is to make the young more independent from their families

for their own sakes. Jo, a DNS, illustrated this when I asked her whether she thought that not

inviting parents to accompany their older children to clinic appointment might be

problematic for some young people:
'No. I see that as a mark of independence in the teenagers.'

How young people experience such pressures to be independent will be discussed in chapters

4 and 6.

Patient empowerment

Making young people more independent and self-sufficient, however, limits the power of

carers to control their long-term management of diabetes. Thus, in the diabetes arena, the

conversion model of health care is too simplistic in terms of power relations, as also are the

oppositional models between doctors and patients as depicted by the social sciences. Such

models imply that power is exclusively in the hands of one side (carers) over the other, so

that physicians are viewed as actively powerful, knowledgeable and in control of the process,

while patients are passive, compliant and dependent on the doctor's expertise and goodwill.

However, power, like independence and empowerment, is something that may only be

judged in terms of the participants' experience. The carers' goals of empowering young

people is a strategy to win their confidence and improve 'control', precisely because carers

feel that they have such limited power over this age group.

Speaking about adults, Anderson (1995) describes what he sees as a shift in the medical

approach to self-management in diabetes (see also Anderson et al 1991a and Anderson et al

1991b). For example, carers' perspectives have changed since evidence from the DCCT

(1993) showed that intensive therapy was essential to prevent microvascular complications.

Anderson agrees with Skyler (1994) that it is essential to get 'patients' to agree to a 'consent

process', which helps them to consider the costs and benefits of engaging with therapy. This

means that:
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'patients must be viewed as responsible and active decision-makers in
diabetes care

Anderson 1995: 412

This approach incorporates patients' empowerment and contrasts with the traditional medical

model which is a compliance approach:
'Patient empowerment, on the other hand, argues that patients are in charge of

their own care on a daily basis; they are de facto their own health care

providers.'

Anderson 1995: 412

Barriers to patient empowerment are, he says, the beliefs of the physicians that they are

responsible for the treatment of illnesses. Moreover, Anderson argues, these responsibilities

become intuitive and embedded as assumptions in the psyche of carers who instinctively act

upon them.

From my field experience, carers of young people appeared to aspire to this new approach. In

fact, in Scotland, young people carried out 95% or more of their daily self-care at home.

However, accepting patient empowerment of either adults or young people also meant, in

some cases, accepting their 'poor control' (e.g. Mullen 1997, Cuthbertson 1997). To deal

with this in the case of adults with diabetes, Brown, a DNS in Scotland, developed a

problem-solving technique both to empower those with diabetes and also to prevent carers

from feeling guilty about 'poor control'. She calls her approach the 'traditional medical

model dialogue versus the person-centred dialogue' (in press: 11). Problems arise with the

concept of empowerment, she argues, when patients are considered experts only when they

do what carers advise. Overcoming this idea requires a:

'holding back of the expertise within us to facilitate the expertise of the

patient.'

Brown, in press: 14
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This, she says, means recognising the signs that communicate the ideas of the health carers as

experts and encourage passivity in the patients, such as wearing uniforms, sitting across a

desk, using jargon and judgmental language such as 'cheating' and 'poor control'. For

Brown, the health carers' role is to know that the decisions of patients to have 'poor control'

are informed ones and to accept that the only person with control over a patient's life is the

patient. When I met her she told me the story of a middle-aged man she had been trying to

help:
'I really couldn't understand why he wasn't doing any better. 1 had made all

sorts of assumptions about him. He was about my age, from the same class,

well-educated and motivated. Never for one moment did I think he didn't

want the same as I did for his diabetes. Finally, I was so frustrated I asked him

if he actually wanted to improve his control. He told me that his job as a self-

employed accountant made it impossible for him to risk running his sugars

low [required to prevent microvascular disease]. He had to drive a lot and he

couldn't risk losing his driving licence; he had four children and he couldn't

afford to lose his job. He told me "Who knows what the future holds for me,

but for now it's worth taking the risks."

'I realised that I'd never asked him what he wanted, I'd just assumed. I try to

teach doctors and nurses that all we can do is to educate people about the risks

of diabetes and after that respect their decision.'

However, I believe that in the case of young people this problem rests uneasily with carers'

beliefs about 'adolescence' in general. The approach is appropriate in adult medicine, but

less so with young people because they are believed to be 'less responsible.' The

'medicalisation of adolescence' would appear to limit the application of the patient

empowerment model.

The philosophy of care: 'singing the same song'

In Scottish clinics, care for young people with diabetes demands what I call a common and
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egalitarian 'philosophy of care'. In this context I draw on Sahlins' (1972) discussions of

'generalised reciprocity' i.e. the notion of giving without expectation of return, to describe

transactions that occurred between the participants in highly trustful relationships. Mauss'

(1993) theory of social solidarity expressed in terms of 'the gift' is relevant here as well.

At a paediatric summer camp I attended, a consultant explained to me what he saw as his

philosophy of care. We were sitting by a swimming pool. Several gangs of 5- to 15-year-olds

were attacking a floating 'home base' in the middle of the pool, manned by several of the

carers. As we talked, several blood curdling screams were heard and one young doctor, trying

to swim 'lengths', was set upon by the children:
James: 'It's all rather experimental at the moment. We have to wait and see

whether the different approach we have now, what I call my philosophy

of care, does indeed provide better diabetes control. In fact, at this stage

I don't think I'm even looking for better control, but certainly the same,

no worse'.

Alex: 'Can you describe what you mean by your philosophy?'

James: 'It's the idea that advances in diabetes, including our confidence as

doctors, means we don't just look after the patients as diabetics, but as

individuals. That includes their family life, interests, hobbies, friends

and so on. Ten years ago when I trained we used to prescribe much

stricter regimens which we tried to get kids to follow. You must do this

and you mustn't do that. The child's whole life was meant to be geared
towards their diabetes. Then I went to work for this consultant who was

quite different. His philosophy was to try to let the children lead as

normal a life as possible. In effect, to fit diabetes in to their lifestyles
rather that the other way around. That meant really getting to know the

children, to tailor the care to suit them individually. For example, this

camp is all about showing the children that they can lead normal lives. It

-91 -



gives them confidence and it shows their parents that they don't need to

be mollycoddled. When they get out of the pool now, a few of them will
feel funny [hypoglycaemia]. We'll need to watch them, but they'll learn
that next time they'll know to cut down on insulin and eat more.'

What this doctor is saying reflects a cohesive clinic ethos, an unwritten declaration amongst

carers (within and across teams in Scotland) to put the needs of young people as total human

beings above the individual ambitions of the staff, and to this end, carers should work

together. Collaboration and 'a collective spirit' are needed to promote holistic and long-term

relationships amongst themselves and with young people. This 'generalised reciprocity'

(Sahlins 1974), means that carers should offer young people health care without any

expectation of specific returns. Carers should behave altruistically, however good or bad the

young person's 'control', and subdue all professional ambitions. One consultant in paediatric

medicine explained it like this:
'There are many aspects to looking after young people with diabetes. I

was very interested in the human aspects of this chronic illness. It

demands a very philanthropic tendency in a way and ... also because I

think in all of us there is a tendency to be selfish.'

Alex 'Can you explain this a little more?'

Consultant 'In a good way, I would say, when you become a doctor you are looking

after your own career. So this is selfish ... after all it is your own career

and it benefits you. So I think it's good to combine the selfishness of the

career with altruism towards the patient. But, it has to be said, I'm not

just answering you because you posed the question, but because I'm

answering this for myself. I have asked these questions of myself long

ago [laughs].'

Social solidarity amongst team members is seen as the key to delivering such 'altruistic care.'
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Team members, in Mauss' (1993) terms, have an obligation to give, receive and repay.

Everyone should contribute and everyone's contribution should be valued and respected.

Thus carers spoke of:

'singing the same tune together'

Senior consultant, adult medicine

'dancing to the same music'

Senior consultant, paediatric medicine

Hierarchy, though not absent, is low-key so that everyone's role in the team, can be

maximised. The idea is that each autonomous specialist should contribute equally to the

whole care package. One staff member described it like this:
'You've got to be able to get on together, otherwise you're concentrating on

each other rather than on the patients. It's not that there isn't a leader, David's

the consultant, the leader of the team. It's his responsibility to hold it all

together. But no one's more important than the others. I'm the same as Jane

[DNS], Felicity [dietitian], and Sam [junior registrar].'

Junior consultant, paediatric medicine

'I wouldn't say there was a hierarchy as such. I mean obviously there has to

be a leader otherwise there would be anarchy [laughs], but we're all fairly

equal here. I see myself on the same level as everyone else, it's just that we
have different jobs to do.'

DNS, paediatric medicine

It is vital that new team members should appreciate all aspects of the philosophy of care.

When possible, senior staff should vet the suitability of newcomers. One senior consultant

told me:

'It's no good if you're half-hearted. I usually tell them that it's about more
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than just being a good clinician, its about really wanting to care for diabetics.
If it's not something you feel passionate about, if you don't want to have an

intense relationship with your patients then don't do it, go and try something
else. I had to say that to one of the guys the other day. I suggested he try

something else that suited his personality more.'

This philosophy is important because it unites carers against a difficult illness and the

problems the age group faces. One carer told me:

'Being a good doctor and knowing about diabetes aren't the only requirements

for providing good diabetes care. It's not just a case of saying this is what you
have to do. For example take this course of antibiotics. The difficulty is that I

can have all the medical knowledge in the world, but unless I tell patients

about their disease in the right way and unless they learn to trust me, and

that's even when they go off the rails, then I really have very little power.'

Senior consultant, adult medicine

Another told me:

'Certainly, medical training didn't teach me very much about bedside manner

and as far as I know there's nothing printed about it. But certainly, the way

you tell patients about their diabetes and how you build that up over the years

will greatly affect their confidence in becoming experts themselves and taking

control of their illness. I used to sit with doctors A and B and watch how they
did it. I think it's probably something you have a little of anyway. Its part of

your sensitivity and intuition and watching how it should be done brings it out

of you. This was very different from my training in [a non-Scottish centre],

which had a much more paternalistic approach with patients.'

Junior consultant, adult medicine

Empowering young people, by treating them as experts of diabetes, also means that carers

minimalise the hierarchy between themselves and young people. Reciprocal relationships
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allow solidarity between unlikely partners different in terms of age, status, class and gender.

A DNS explained it this way:

'They need to know you're always there for them. They know they can ring
me anytime day or night if they're worried. When we run the summer camps,

that's really when we get to know each other [laughs].'

Indeed, this philosophy is impressive precisely because it transcends social structural

cleavages between participants.

To help assess the qualities of a 'philosophy of care', the following accounts are from two

centres which carers generally referred to as having poor relations among staff. At the first

centre I interviewed a senior consultant. Shortly after we began to talk he broke down and

told me how he felt misunderstood by the rest of the team and how the younger members

were taking control and excluding him. When I interviewed the others they described him as

lazy, old fashioned and as having a tendency to be authoritarian with nurses and young

people. The junior consultant explained it like this:
'He needs to go [retire] and the sooner the better as far as I'm concerned.'

In this situation, team solidarity was limited by the lack of reciprocity between members.

The second centre was similar. Staff felt that Tim, the senior consultant, wasn't committed to

diabetes or to the members of the team (team leadership is described in more detail later in

this chapter). For example, he often missed clinics to travel abroad, to sit on committees and

attend conferences. When the clinic was short-staffed, he borrowed 'non-diabetic' staff

unfamiliar with the 'philosophy of care' instead of trying to raise funds to employ permanent

staff. Tim's loyalties, divided between personal ambition and running the service, were

interpreted as unreliability and lack of appreciation for the commitment showed by other

staff. Such lack of trust prevented the development, amongst team members, of long-term

relationships implying continual mutual support. This is illustrated in the following scenario
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concerning Tim's relationship with the senior DNS, Jane.

Tim had invited me to his Monday clinic, but had forgotten to tell anyone I was coming. This

made me an unwelcome intrusion on a very busy clinic. I found a nurse, who was borrowed

from another clinic, and introduced myself to her. She said:
'You're a what? ... bloody hell what's that? We've had most things in this

clinic but never one of those [laugh], I'm not sure where everyone is; you'd

better go and see if they're in the staff room over there.'

A permanent member of staff, Sally, the senior registrar overheard:
'Oh lord, sorry about that ...Who did you say you were. Oh, right...well, I

think you'll find the others in the clinic room. Good luck ... [smiles], see you

later.'

Compared with the other centres I'd visited, the staff appeared tense and formal with one

another. They didn't appear to chat or laugh together and those that breezed past me, a

stranger, rarely said hello. I felt awkward and tried to find Tim and on the way I bumped into

Sally again:
' What do you think of the clinic [she raises her eye brows]? I bet you find it

very different to the others? If I were you I'd go and talk to Jane, the DNS,

she'll tell you what she thinks. She's tried all sorts of ways to change things

here, but Tim's heart really isn't in it. You can tell everyone's really fed up.'

Jane (DNS) walked past and I tried to attract her attention, but she ignored me and I followed

her into the treatment room. I introduced myself. Our conversation was more a monologue

than a dialogue. She asked, abruptly:
'Who exactly are you?'

1 began to tell her and she interrupted me:

'Look, if Tim's invited you then you need to speak to him.'
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I'd had enough and made as if to go. Her manner softened:
'What exactly is it you're looking at? [I tell her]. Oh I'm all for that. Well, I'll
tell you what I think of this clinic. It stinks, it's bloody awful [I'm aware that

people are looking at us]. There's no bloody spirit to this clinic, no real

commitment by Tim. The things I've tried to change since I came two years

ago. It's so difficult to get him to see there are better ways of doing things. I

couldn't believe what they were still doing to new patients when I arrived. No

way was I going to drop my standards. The problem is he's got too many

other commitments and he can't be bothered to do what it takes to change it.

Half the time he doesn't turn up to the YAC [Young Adult Clinic]. It all

amounts to a lackadaisical approach to diabetes care and I'm sure it filters

through to the patients.

'We're back in the dark ages here. When I first arrived here I had to go and

visit a poor family who had had a terrible time. Their treatment had been all

wrong from the start and they were very angry. Their first consultation was

left to a very junior doctor who admitted that he didn't know much about

diabetes. He told them their daughter had a very serious disease which would

cause complications and that there was no way around it but to do as they

were told [by staff] and make the best of it. To compound it, when they visited

the treatment room later, there was the same young doctor sitting on the
counter eating a Mars Bar! Can you believe it! of all the insensitive things to

eat in a diabetes clinic. So I was left to pick up the pieces and start again with

this family. But they were very disillusioned.

'Now Mike [senior consultant at another 'adolescent' clinic] is quite

passionate about diabetes, he's very much a leader and things change quickly.

Everyone is much clearer about their role and one of his priorities is adequate

staffing.'

Jane's perception of Tim's lack of commitment prevented her from sustaining the
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relationship with him that usually occurred between senior DNS and consultants. In fact, she

resented the fact that he had left the role of leadership to her. As we were talking, the

dietitian passed and told her:
'Tim's looking for you, Jane.'

Jane said:

'He'll find me if he wants to.'

She left me and Tim appeared from his office. We all pointed him to where she had gone. He

said:

'Oh dear, have I missed her again?'

A French farce continued as the two kept missing each other through the different doors.

Finally Tim found Jane in the treatment room talking to a father. I stood alone trying to keep

out of the way and then I approached Tim:
'Good heavens, Alex ,what are you doing here? ... I didn't recognise you.'

Later that afternoon I joined him in his consultations with young people. His reputation as an

uncharismatic team leader was not repeated in his relationship with young people and their

families. He was sensitive and listened carefully to what people said and made an effort to

involve other staff when he thought it appropriate. I remember thinking that I wouldn't have

minded having him as my own doctor. After the patients had gone he explained his situation:
'Problem is I can't be everywhere all the time. It's probably like the others

[consultants], you say you'll go on this and that committee and then you're

away examining and presenting papers and you're left rather thin. I feel guilty

about not always being able to be at the YAC, but what can I do?'

Other doctors I spoke to said the same thing. However, few missed clinics. One consultant

told me, referring to the clinics I have described above:
'Well 1 know you've seen some clinics where not all the staff are in agreement
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as to how diabetes care should be run. There can be terrible friction in a clinic.

Basically, to make it work you have to sing the same song and that comes
about by talking to one another, and discussing problems and courses of

action, otherwise the system becomes fragmented, staff become disillusioned,

and of course that must affect the patients.'

Relationships between the members of the paediatric and adult teams

Young adult clinics specially for adolescents with diabetes were run by carers from both

paediatric and adult teams. Tensions commonly existed between the two sides. While the

overall philosophy was the same for both teams, coming from different ends of the age

spectrum meant that each interpreted it rather differently, in terms of what would be best for

the 'patients'. Moreover, each interpreted their work load as greater than the others. For

example, a paediatric DNS told me:

'We're at the end where we have to nurture the patient, and introduce them to

the disease. The patients have it for life so it's really important not to put them

off and this means nurturing the whole family. Parents can be good role

models and you need to let the young persons see that their parents feel happy

with you. Adult clinics are much more aggressive in their approach, I think

they can be off-putting sometimes and they're much more into
" parentectomies" [a term used by staff to illustrate how young people are, or

should be, cut off from their parents in the YAC].'

I asked a consultant in adult medicine whether she thought the respective approaches were

different and whether this caused tensions between them:

'Yes to both these questions. I think being an adult physician gives you quite a

different approach. We see the horrible end of diabetes, it's no use

pussyfooting around, and sometimes that means hitting home the hard facts

with patients. We see the age when complications occur which paediatricians

don't have to face in the same way. I mean sometimes by the time they're in

their mid 20's they can be going blind or have renal failure. So we do have to
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have a different approach and run our clinics in a different way and not like a

social club.'

Accordingly, the young person's autonomy was perceived differently. For example:
'I can see that Paeds have to include the families, but I usually ask if the

young people could see me on their own for a few moments. I can see that it

helps to have a supportive family, but it's the individuals who have to be able

to care for themselves and we have to make sure that they understand how to

do that.'

Consultant, adult medicine

However, a common philosophy and a good sense of humour help to ease these tensions and

prevent open warfare, as illustrated by a consultant in adult medicine at a team meeting:
'Oh well, you know about Paediatricians, they all wear open-toed sandals, and

are laid-back, lentil-supping hippies.'

To which the paediatrician replied:
'Oh yeah, well that's because you're all hard-nosed fascist bastards.'

Despite these differences, both sides in their own way uphold young people as autonomous

individuals, in terms of allowing them privacy from their families. The YAC was the place to

encourage parents' withdrawal so that young people had the chance to 'stand on their own

feet.'

The roots of the philosophy of care

The driving force behind a 'philosophy of care' is the Scottish Study Group for the Care of

Young Diabetics (SSGCYD), set up in the early 1980s and attended by senior diabetologists

from across Scotland. It is a forum for rigorous research programmes and the discussion of

clinical carc. Guest speakers (scientists, other members of the multi-disciplinary team and
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behavioural scientists) are invited. This group was the generating drive behind the

philosophy of care and cohesive (egalitarian) style of leadership in teams across Scotland. It

was the focus of rigorous research and debate as well as being an initiation ground for junior

doctors. Members relayed information back to their respective teams in an endeavour to

improve diabetes care and ultimately glycaemic control. As one senior consultant told me:

'I asked Douglas [junior doctor] to come along this time because I thought he

was just about ready. Some of the nursing staff are a bit dubious and he has

yet to win their trust, but I think he's got potential and that's worth working

on and he's got some super research on the go.'

Being invited to the group is part of the initiation before becoming a fully-fledged

diabetologist or member of the team.

The atmosphere combined rigorous debate with the intensive support of colleagues.

Reciprocal trust was experienced by new members, and was encouraged by older members

who also were active in forming alliances between multidisciplinary teams across Scotland.

More experienced members used humour to limit aggressive discussions and allow a more

egalitarian atmosphere. The atmosphere was, therefore, both rigorous and nurturing. If
someone's research was criticised, colleagues would take them off to the bar for a drink

afterwards. For example, the following excerpt illustrates an argument between an adult and

paediatric consultant:

'You see [looking accusingly at some paediatricians] it's [adolescence] a real

problem, you really have to screw these patients down.'

The paediatrician retorted:
'I completely refute that approach, adolescents are the most difficult to

"screw down".'

The most senior consultant in the group took control:
'Adolescence is a long-running catastrophe for everyone! We should be
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worried when adolescents have good control because it often means they have
an odd personality' [shades of the medicalisation of adolescence as described

above].'

Later I saw the two consultants who had attacked each other, standing at the bar, sharing a

joke. Later, one of them told me:

'Adult endocrinologists always think paediatricians are lackadaisical. I think

he realised his mistake and that he'd gone too far and that we can't treat

adolescents as they treat adults. He's a nice guy though. We're hoping to do

some research together later, He gave a bloody good paper today.'

Alliances between staff are essential if 'control' in adolescents is to be improved. Just as with

the Kula exchange between islands in the South Pacific, the creation of solidarity, good

relations and mutual understanding between various teams, both within and between

hospitals, are seen as key gifting (Malinowski 1978), in which staff reciprocate with one

another by networking and by exchanging information, support, gossip, and anxieties (Mauss

1993). All this is crucial and prevents demoralisation in the face of, as one DNS told me:

'a disease that is demanding and we have very little control over.'

In chapters 4 and 6 I will argue that while carers rely on these relationships to keep

themselves going, the young people with diabetes feel much more isolated.

Situating the philosophy

Diabetes care demands the long-term screening of complications and the support and

education of those with diabetes so that they may manage their condition at home. Many

carers feel obliged to help the young to 'socialise' their illness and become fully integrated

and 'normal' members of society. Thus carers not only feel responsible for the young

persons' long-term health, but also for their social behaviour. Many feel that stamina,

patience and a particular aptitude is needed by staff, to form long-term and non-hierarchical



relationships with the young and to cope with the carers' feelings of powerlessness and

demoralisation when their diabetes control remains poor. Diabetes care, as some told me, is

not a 'glamorous job' that offers short-term rewards, such as in the case of heart surgery, and

not everyone is suited to long-term care. Indeed, senior staff talked of needing to unofficially

vet new staffs' suitability for this type of work (described in chapter 3) because it requires a

particular style of 'bed-side manner' (as described in the scenario of the summer camp in

chapter 5) which carers will not have learned during their training.

Indeed, I argue that the specialness of diabetes as an illness commands a particular

philosophy of care and style of clinical practice, in contrast to what is the case in acute

therapy. Surgical staff and staff working in Accident and Emergency for example, do not

expect to maintain a long-term relationship with patients. Here if the condition is treatable

the patient is discharged from hospital or transferred to an acute ward for further care.

Moreover, the short-tern nature of such care means that staff are not involved directly with

patients' long-term social integration back into society. Furthermore, in the case of acute

therapy the onus to control the illness is upon the staff rather than the patient and patients are

not expected (in contrast with diabetes care) to become expert managers of their own illness.

Indeed, once an individual accepts the authority of the carer she or he may be passive

throughout the therapy procedure.

Thus applying the philosophy of care to diabetes demands a holistic approach to the care of

young people, and strategies have to be found that allow carers' health goals (low blood

sugars) to filter through to those of young people, irrespective of their different backgrounds,

beliefs and expectations. In comparison with acute care, those long-term relationships mean

that carers can get to know more about young peoples' individual situations and the choices

available to them. Winning their confidence means building an interdependent relationship

that allows their beliefs, experiences, anxieties and expectations to be shared with the carers.

The accounts of the illness from both sides were not closed accounts but ongoing processes

shared between partners. This contrasts with Kleinman's (1980) description that stresses the

differences between lay and medical explanatory models (as described in chapter 2).
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Kleinman argues that doctors follow 'single causal trains of scientific logic - the medical

explanatory model' whilst patients uphold their own local cultural ideas and experiences -

the lay explanatory model (1980: 107). However, in the diabetes arena, all participants

uphold multiple meanings, blurring the distinctions between lay experience and clinical

logic. Indeed, the main difference between carers and patients that I found was that carers

had a much more negative view of the illness. For example:

'It really is a terrible disease. Actually, I think it's one of the worst diseases

you could have. The public haven't got a clue what the patient has to put up

with; what they have to go through every day. On top of that, there's the fear

of long-term complications, microvascular disease. There's no holiday from it.

Relationships and day-to-day living may be chaotic, so the routines of good

control may have no meaning for them.'

DNS, adult medicine

'In fact, it's called the 'shadow' of diabetes because it's always there,

shadowing you.'

Dietitian, adult medicine

In comparison, as Bluebond-Langer (1978) notes, young people living with an illness learn to

'normalise' their differences from others. Indeed, as I have already indicated the difficulty

carers have is to remind young people how serious their illness is without demoralising them.

As one 17-year-old female told me:

'I'm just like everyone else. Having diabetes becomes normal after a while.

It's just like brushing your teeth only I have to floss them as well.'

A carer's anxiety is that 'good control', in carers' terms, sometimes has little meaning for

young people who have to cope with the daily round and, given the understandable behaviour

of'adolescence', the question is can carers make any difference? One DNS said:

'The problem is to hit home the seriousness of the disease without making the
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patient neurotic. Patients can give up if they have low self-esteem. It's getting
the balance right.'

I have noted that exchanges between health carers and young people were familiar and

unhierarchical. Familiarity allowed them to use 'short-hand' with one another, as is typical

between people who know each other well. To the uninitiated observer however, their

relationships might appear oppositional. The following quotation is an example of the type of

conversations I heard frequently between participants who knew each other well:
'How are ... oh I see hmm, not so good eh? ... well you need to try ... exactly.

So please ... exactly, so come on ... I won't say anymore ... We'll see you in

three months. Let's try and improve it. Yes?'

Consultant to 18-year-old with 'poor control'

The fractured remarks of the consultant were as much as the young person, predicting his

thoughts, allowed him to utter. This type of engagement is common among couples or close

friends who find it unnecessary to finish their sentences in words because the conversation is

already going on between them in their heads. Gestures, nods, meaningful looks and smiles,

were a type of shorthand between these individuals, and as it was the young person who,

knowing the carer well, controlled the exchanges. It was only by seeing such conversations in

their broader context, that it became obvious that they could not be construed in oppositional

terms.

Avoiding confrontation

The importance of long-term relationships during which young people can be screened for

complications, means that carers have to weigh up whether to confront young people about

their 'poor control', for fear that they might discourage them from returning to clinic

appointments. This is particularly important when patients are new and before trust has been

established between the two sides. In these cases, the carer may decide to play down the

blood sugar results and concentrate instead on their 'getting to know each other.'
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Confrontations indeed, usually only occurs if relationships are felt to be strong enough to

cope with it, when it may be used to reinforce the notion that diabetes is a serious illness that

needs to be looked after properly. The following quotation is of a consultation between a

consultant and a relatively new patient with 'poor control':
'Hello Peter and how are you today? Let's see how you've been doing [looks

at HbAlc in records which shows 'very poor control'] OK, well tell me what

you've been up to since I last saw you ... and how's school going? ... and do

you know what you want to do after? ... and how long have you been going

out with your girlfriend? ... OK Peter, well what about coming back in one

month to see me so we can keep an eye on your diabetes. Will you do that?

Nice to see you again.'

This conversation lasted fifteen minutes. The young person was coaxed and listened to

intently by the doctor. He told me afterwards that this was an important strategy to encourage

young people by showing them he valued their opinion and thus raise their self-esteem.

When this symbolic contract was set up the partners could be more open and, if necessary, be

confrontational with each other. For example, when the participants knew each other well:
'Come on Kate, you know you can do better. What's happened? Come on, if

you carry on like this you're going to have all sorts of problems in the future.

We've been through this, what's going wrong? You've already had a few

problems with your eyes. Come on you're a great girl, don't ruin it all for

yourself.'

Consultant to 17-year-old female

Negotiations between partners means being prepared to meet each other halfway. Thus

supporting young people in this way means keeping an open mind irrespective of the carers'

own beliefs and knowledge about how to avoid health problems. For example, when one 20-

year-old male told the DNS:
'I'm going to a rave this weekend [he implied he would use recreational

drugs], I know I shouldn't, but I'm going anyway so I need to know what to
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do so that I don't have any problems.'

Rather than reprimand him, the DNS commended him for his honesty:
'I'm glad you've been honest with me, then I can help you.'

She proceeded to give him tips on how to avoid becoming dehydrated:
'Make sure you have a large meal before; it's really important that you have

enough glucose so that you don't end up in hospital with a hypo. Remember to

cut down on your insulin ... and drink lots. For god's sake, Jake, if you take

anything tell your friends so they know what to do ... [she looks at him

intently] promise me ... thanks.'

The conversion model for health care would simply not explain this attitude. The carer was

not trying to transform behaviour, but make it safe. However, the 'medicalisation of

adolescence' (as described above) does appear relevant to the carers' understanding. Most

carers believe (because of extensive education programs) that the majority of young people

share their (the carers) health goals relating to the avoidance of complications. The young

peoples' 'poor control' is understood as being the result of external pressures such as peer

group pressures, and fashion, and not, therefore, the young person's fault precisely because

they are inherently more likely to take risks (Hill and Fortenberry 1992, Males 1997). Take,

for example, the following quotation from a DNS:
'Part of our work is to listen and focus on the perceived problems. Sometimes

I feel I'm pretty clueless as regards their environment and how it's impacting

on their diabetes. I feel we really do need to get a better handle on their life¬

styles and on what each patient's realistic expectations of control can be.'

This implies that young people are powerless over their actions rather than weighing up their

own decisions (Hayes 1992). In other words, young people take drugs and follow the fashion

because they are young rather than because these are meaningful choices. Confrontation
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would only alienate young people who are behaving as 'normal' teenagers, and most carers

believe that under the same circumstances they would have done the same. One dietitian told

me:

'I would have been a hopeless diabetic. Sometimes I feel so guilty, I'll talk

about a good diet and ways of cutting down on sugars and then late in the

evening I'll be sitting in front of the telly and I'll nip to the shops and buy a

packet of chocolate biscuits and scoff the lot [laughs]. We expect them to do

the impossible and it doesn't seem fair.'

Feeling powerless to improve diabetes 'control' is, in part, related to the fact that diabetes has

to be managed at home by the young person who is faced with or has chosen a life-style that

is predisposed against 'good control'.

Experiencing a lack of power

Riches (1985) argues that the closer one examines a social situation, not least one where all

the resources appear to lie with one party in the relationship, in this case the health carers, the

more useless the notion of power is to analyse it. In part, he makes this point by

distinguishing peoples' long-term ambitions from the situation they are currently in. For

example, people may express their ambitions in power terms, i.e. their desire to make the

other party comply with their wishes, but in ongoing social situations relating to the two sides

it is generally quite another matter. In Riches' view, it is to such latter situations that the

anthropologist must primarily attend. Certainly, this is applicable to the diabetes arena. For

the carers, the ultimate aim is precisely to make the young person do what they want. At the

same time they also realise that their goals may be compromised by having to negotiate with

young people.

Carers' power is limited, therefore, unless, for example, the young person is ill and anxious

for carers to take over to prevent or reverse complications. Carers know that young people

are dependent upon them for medication, screening and treatment, so not alienating them is
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important. Indeed, as will be shown in chapters 4 and 6, much of the frustration felt by young

people is because carers have so little power to make them better. One 20-year-old described

his carers like this:

'Poor things, their hands are tied. The truth is, it's up to me.'

This was how one consultant explained it:
'The difficulty is that I really have very little power.'

In sum, from the health carer's standpoint, the key to securing better 'control' in young

patients is not only by the correct application of biomedical knowledge, but also through the

ability to motivate young peoples' 'good control' against a background of adolescent related

pressures that work against it.

Thus young people who achieve 'good control' are greatly admired by staff. As a dietitian

told me:

'Anyone can talk about it, anyone can read about it and use the jargon, the
clever bit is doing it. I take my hat off to them'.

Another consultant said:

'I sit here talking to them, trying to convince them to have better control

knowing full well I'd have been a bloody awful diabetic at their age.'

Another said:

'Some of them are real stars. I don't know how they do it.'

Admiring young people for their mastery of a difficult illness is also to acknowledge young

peoples' own expertise in difficult circumstances, yet some carers are left feeling that 'poor

control' is the result of their own failure to motivate young people:
'Sometimes I feel like a passive onlooker, watching a disease that is

progressing and that I can only stand by and watch.'
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Senior consultant, paediatric medicine

A dietitian told me:

It can make you feel so guilty because you are supposed to be the expert but

you know there's nothing you can do. It's like having your hands tied behind

your back.'

The carer's sense of responsibility in the face of feeling helpless was explained by another

consultant:

'You're supposed to know everything. You're the expert and everyone waits

for you to arrive and there's this really sick child and nobody knows what's

wrong ... and it's up to you to make the decisions, work it out and find a way

to save the child's life. The pressure can be immense sometimes, especially

when you see the poor parents. Sometimes you make decisions and then you

just have to wait and see and those times are terrible. You've tried to weigh it

all up, you've got second opinions, read the books, but finally it's up to you to

make the decisions and that can really get to you some times.'

Senior consultant, paediatric medicine

Another consultant made a similar comment:

'Sometimes when a child comes in who's really ill, you feel so desperate for

the families, especially when you have your own kids. Sometimes you just
want to get hold of them and say "I'll make him better if I can, I promise."

Sometimes you just want to do that... but of course you can't, can you?'

Senior consultant, paediatric medicine

Another consultant expressed his commitment to young people, despite his failure to improve

their 'control':

'But what can we do; should we give up because we're asking them to do the

impossible, or do we carry on trying? We can't do it for them, we can only
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support them through thick or thin. I think that's probably why I feel so

strongly about what I do. It would be so easy to give up and throw your hands
in the air and say 'have it your own way'. But ifwe don't stand by them, who
will?'

A DNS also told me:

'Sometimes I feel so exasperated because I know what they're doing is killing

them. It's like standing by and watching someone slowly commit suicide and

not being able to do anything about it.'

Another consultant was visibly moved by the story she told me:

'I once had a young teenage girl whom I was looking after. She was a bright

girl, lovely really; she had everything going for her. But I just couldn't get her
to take her insulin. I tried everything, I had long chats with her, I got her to see

the psychiatrist, I visited her at home. Then every so often she'd come in

unconscious to the ward with ketoacidosis [Ketones are poisons that build up

in the blood as the result of the breakdown of fats in the body, caused by the

lack of insulin, and which contribute to complications]. Her eyesight had

already started to go at nineteen. So I went to town on her, I even started to

scream at her that I was going mad because we couldn't stop this and I just
couldn't bear to see her do it to herself. Every time she went home I thought,

maybe this time she'll get it. She was always so intelligent to talk to and I felt

we got on really well together. Anyway [she paused, fighting with tears and

sighed deeply. She composed herself, briskly stood, and grabbed another pile

of notes and made her way to the door to call another patient in], she died at

twenty-one, you know. Lisa Marks? ... Hi there, do you want to come in and

have a chat? How are you today, how's your Mum? I saw her in the street the

other day ...'

Consultant, adult medicine
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Camouflaging
The carers' long-term contribution to securing appropriate behaviour from the young diabetic

stands as contradictory to their short-term confessions of impotence, and they commonly use

'camouflaging strategies' to reconcile themselves to this contradiction. In a game of double-

bluff, carers will conceal information and feelings, and thus experience a sense of autonomy

and control in the context ofmaking concessions to their patients. In particular, some carers I

met felt the need to hide their sense of inadequacy about dealing with this age group, with

their family situations, and about the ability of modern medicine to control diabetes. The

need for concealment of personal anxieties is seen as an integral part of the 'philosophy of

care.'

Carers sometimes have to cope with physical or verbal abuse from the young person or his or

her family and the required stoicism in such a situation also involves an obligation to stand

by young people whatever their behaviour. Other circumstances involve the 'canny patient

who can wrap us around their little finger'. Carers had to hide their own feelings of guilt,

helplessness and anger while feeling inadequate, disempowered and mystified. These

feelings must be kept private and are usually only expressed amongst colleagues or family. A

more confident face has to be shown in public to the 'patients' and their families.

One such example where camouflaging was done 'for the good of the patient' was when a

16-year-old male had thrown a chair at a consultant, hitting him on the head. The consultant

chose to interpret the 'offence' as a cathartic process in which the young person had found

someone to trust and take out his anger on about having diabetes. He told me:

'better that he did it to me, who understands him, than to someone else who

would punish him.'

On another occasion, a newly diagnosed diabetic (nine years old) had arrived at the hospital

with his parents. Mum was very quiet and looked rather browbeaten. Dad was very agitated.
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He shouted at all the staff that they weren't looking after his son properly; yet the DNS

responsible for the family had returned early from her holidays to visit them at 6 a.m. every

morning so that she could show the father how to give the injections before he went off to

work, and had found the father extremely abusive. Feeling tired and used, she had said:
'He never said thank you to me when he called me up at home, anytime of the

day or night.'

The consultant was met with a tirade of strong language. He was angry because he felt

protective of his staff who had 'gone beyond the call of duty to deal with this family', but he

camouflaged these feelings in order not to alienate the family. The father shouted more abuse

about how his child had been neglected, how the service was shabby and how he wanted

some action. The consultant listened carefully before saying:
'Mr Y—, you know you really have had very good treatment. Rebecca [the

DNS] has been out to visit you every day and she says Simon is actually doing

very well.'

The father was not placated, but the consultant kept his temper. Afterwards he told me:

'If I let rip they [the other staff] are the ones who will have to pick up the

pieces because I couldn't just tell him to bugger off, could I? We might want

to, but we can't.'

Later, at the staffmeeting, he let fly again:
'Who the hell does he [the father] think he is. The arrogant bastard! He just sat
there telling me what to do, criticising everything we'd tried to do for him.

You want to get hold of him and shake him and say "Look do you know how

hard we're trying. Do you know that Rebecca came off her holiday early to

help you?" Bloody hell, we shouldn't have to put up with this shit. I've a

good mind to tell him to piss off somewhere else next time. I really have, who

the hell does he think he is?'
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However, this never did happen and the father slowly came to terms with his son's illness. A

few weeks later the consultant told me:

'He was anxious for his son; he didn't know how to handle his being so

critically ill and, into the bargain, he's a bully. His poor wife seems very

downtrodden, though, I've noticed that since she's got to know some of the

staff and can see that Dan her son is going to be OK, she's started to tell him

to shut up a bit. I know I shouldn't have been got angry, but it gets to you

sometimes. It's difficult not to lose your cool, especially when all the other

patients seem to be so grateful.'

Camouflaging one's own feeling was important so as not to distract attention from the

patients and their families' situations. Occasionally, this took its toll on carers:

'It's not that... its difficult to explain ... it's just that sometimes you feel that

people just see you as the expert... as if your feelings don't matter ... and that

gives them the right to feel they can abuse you. I agree that the Patients'
Charter is good, but what about one for the carers too?'

One DNS told me:

'You're trained to put the patients before yourself. That's why it's so

important to have a good team spirit, a camaraderie. It helps you to cope with

your own doubts because you know they have exactly the same feelings and it

gives you the energy to keep trying with patients.'

The following chapter relates young peoples' interpretation of carers' situations, in terms of

having diabetes and the relationships they form together as a result of it.

Footnotes to chapter 3
1 Clark's and Mishler's (1992) research documents consultations between doctors and

patients and makes a powerful argument for doctors to attend more to patients' stories
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and thereby 'reframe the clinical task' (1992: 344). However, in their approach, we do

not hear doctors and patients speak leaving the reader to rely upon the authors' account of
the situation. Ironically, in the last part of this chapter I argue that young people are

sometimes silent during consultations because they feel comfortable with carers they

know well and thus believe verbal confirmation of their thoughts to be unnecessary.

However, in the scenarios Clark and Mishler offer, the reader is unaware of the broader

context of the participants' relations; for example, whether they are meeting for the first

time or are already in an on-going relationship with each other.

2 Lee (1988) argues, in the study of hunter-gatherers, that humour acted as a levelling

device that helped to sustain egalitarianism in the course of everyday life where events

could all too easily confound it. A joke helped to punctuate the normal flow of things. It

was 'time out', liminal behaviour and a symbolic denial of a workday hierarchy.

Goldberg (1997) made this point when he was struck by the joking during a weekly

meeting of a multidisciplinary mental health team. Joking, he argued, was related to

decision-making, functioning as an informal mechanism for negotiating hierarchy and

permitting a commentary on team ideals. Indeed, the more ambiguous the hierarchical

relationship the more likely those implicated were to become joking partners (Radcliffe-

Brown 1940, Bradney 1957). In the context of the multidisciplinary team, not to joke

with one another was to respect differences in seniority.

3 Diabetes is sometimes accompanied by other congenital conditions such as Coeliac

Disease, Thyroid disease and Cystic Fibrosis. It is also sometimes the case that people

with 'excellent control' of their diabetes still go on to develop microvascular

complications. Although these occurrences are rare, the uncertainty is for many highly

demanding in terms of their emotional and psychological well-being.

4 In Belgium, one consultant I spoke to coped with this dilemma by using shock tactics on

young patients. If their 'control' was 'poor' he might decide to show them pictures of

amputees or those who had gone blind. He saw this strategy as successful because his
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clinic was known to have the best glycaemic control for adolescence in Europe. In

Scotland, carers used a much more 'softly, softly' approach with young people, believing
these shock tactics to be unethical and probably ineffectual.

5 Hill and Fortenberry (1992) demonstrate that adults perceive adolescence in largely

negative ways relating to psychology or behaviour (e.g. rebellious, confused, non¬

conformist). Such positive features as are cited tend to be more in the physical realm

(energetic, youthful). Indeed, those groups with the highest proportion of relatively young

members (e.g. medical students and other undergraduates) appeared to invite the most

negative perception of all (1992: 75).

6 Good makes this point when he quotes social scientists (Taussig 1980, Young 1982,

Frankenberg 1988a and Scheper-Hughes 1988) who argue that forms of suffering,

derived from broader social factors (e.g. poverty), are sometimes thought of as illnesses

and 'medicalised'. For example:

'[SJymptoms of hunger, or disease that result from poverty, whether among
the North American poor or the impoverished cane cutters of Brazil, are often

medicalized, and treated as a condition of individual bodies, "diarrhoea,"

"TB," or "stress" - rather than as a collective social and political concern.'

Scheper-Hughes 1988 (in Good 1994: 57-8)

Nevertheless, despite a tendency to 'medicalise' 'adolescence', most of the health carers I

spoke to seemed acutely aware of the social problems affecting young people. For

example, one told me:

'Half of the problems we're faced with in diabetes have nothing to do with the

disease itself but with unemployment, poverty, divorce and truancy. If we

didn't have these problems our work would be halved. It's hard because I

know that when a child comes in with bronchitis I'm usually helpless to do

anything because the primary problems are to do with their houses being

damp, with poverty and with not having enough money to pay for heating or a
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decent meal. This is what's so frustrating because I know that in treating his
diabetes I'm only scratching the surface.'

Senior consultant, paediatric medicine

However, while most talked about the problems that faced young people in these terms,

some felt that eating badly was also 'normal for teenagers' and that taking 'illegal drugs'
was related to the 'adolescent situation' and also a 'phase' most teenagers went through.

One carer described it like this:

'I think we have to get out of the habit of wondering which types of teenagers

try out drugs and start appreciating, instead, that the majority do experiment

with them.'

Consultant psychiatrist, paediatric medicine
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Chapter 4: Young peoples' conceptualisations

I Wish IKnew How It Would Feel to be Free

I wish I knew how it wouldfeel to befree.
I wish I could break all the chains holding me.
I wish I could say all the things that I should say.

Say them loud; say them clearfor the whole world to hear.

I wish I could give what I'm longing to give.
I wish I could live like I'm longing to live.
I wish I could do all the things that I can do.

Although I'm way over-due, I'd be starting a new.

I wish I could be like a bird in the sky.
How sweet it would be ifIfound I couldfly.
I'd soar to the sun and look down at the sea.

And I'd sing because I know how it wouldfeel to be free.

Nina Simone Released 1996
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'This country is known for its fights for equal rights for women, animals and
the disabled, but I don't know of anything being fought for the teenagers of

today. I think most find it hard to live in today's society where there is a lot of

abuse thrown at youths. The only way that teenagers of this country will

change is if the adults change their negative attitudes to positive ones and help

teenagers fight for their rights. I think this will take a long time to happen but

I am optimistic that one day young people will be looked upon not as 'kids',

'vandals' and 'thugs', but as young adults who should have a say in how the

country is run.'

Essay on People and Society by Thomas, a 14-year-old

Conceptualisations of Illness
In this thesis, I argue against traditional perspectives in the study of health and illness which

represent the relationship between patients and professional health carers as one of

opposition. I now draw upon contemporary research in childhood studies to deconstruct this

perspective, particularly from young peoples' points of view in respect of their relationships
with adults in general and health carers in particular. Inspired by Carrier's (1992) discussions

relating to occidentalism, I attend to the similarities and overlaps in conceptualisations
between respective participants in order to reveal real differences. In doing so, I have found

that it is not only the social scientists who refer to issues of power but, in perhaps different

ways, the participants themselves. Indeed, as I described in chapter 3, carers saw themselves

as empowering the young because they felt disempowered themselves and someone had to

take responsibility for diabetes management. However, some young people felt put upon by

health carers who forced their own ideas of 'good control' upon them and gave them too

much responsibility to cope on their own. Thus, it appeared that, rather than one side having

power over the other, both sides felt disempowered. To investigate these themes in the

present chapter, I begin with the idea that young peoples' conceptualisations of being young

and having diabetes are informed by the natures of the social relations in which they are

involved. Medical anthropology shows that, in western societies, the manner in which

individuals conceive of and handle illness functions as a kind of grid for understanding social
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relations, social identity and symbolic systems in a given society. Accordingly, one's social

identity is very much informed by one's illness/non-illness state in respect of the social

relations at hand. For example, illness, in relation to social identity, may be an impediment, a
resource and/or something to reveal or conceal. In sum, similarly to what Goffman (1968)

says about stigma, an understanding of illness requires:

'a language of relationships, not attitude.'

Goffman 1968: 13 (quoted in James 1993: 2-3).

In the context of childhood, James and Prout (1990b) talk about there being a gradual

unfolding of a child's sense of self in relation to others over time. Among such relations in

the diabetes setting are those with health carers, family, peers, teachers and employers, cross¬

cut by matters of age and gender. All this is coloured by the nature of diabetes as a particular

type of impairment. It follows, as the research shows, that young peoples' conceptualisations

relating to their diabetes are immensely variable. In this regard, the young must be regarded

by carers as competent social agents, who negotiate the meaning of being diabetic with

significant others.

Young people as competent social agents and meaningful negotiators
A number of studies argue against essentialising representations of the young, among them

James's (1993) discussion on childhood identity. Identity in general, she says, is the

psychological self-conception of the person as having a specific social position; and it is

through our comparison with others that we find significance. Where adolescence is

concerned, however, essentialisation has meant that identity is specified in terms of a self-

conceptualisation held in common by this group, and this leads to the idea that the qualities

of adolescence are fixed and stable. To counter this, James quotes Ardener's idea that

identity refers to an 'apparent paradox of the continuity between social space and individuals

that constitutes if; what is important is to understand how individuals are 'defined by the

space and are nevertheless the defining consciousness of that space' (Ardener 1987: 39,

quoted in James 1993). As James states, essentialisation occurs when emphasis is placed on

young peoples' biological age, or, by implication, their physical illness. Evoking scientific
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objectivity and the universalisation of their situations specifies (ill) young people as

distinctive 'others'. This denies their voices and participation in social life as competent

social agents. (Others who have written in line with this argument include Hardman 1973,

Jenks 1996 and James and Prout 1997). Implicit in the representation of young peoples'

otherness in the adult world is the assumption of their submission to power and hierarchy and

a notion of their progression along an evolutionary scale, e.g. from savage child to civilised

adult (see Hall 1904, 1907). Those who are also ill are seen, in this sense, as doubly

marginalised. The problem, James says (quoting Ennew 1986), is that dominant western

ideology portrays childhood as a time of happiness, innocence and lack of responsibility but,

in so doing, works to exclude those for whom this is not the case, e.g. those with diabetes.

Notions of hierarchy intimate that biomedicine reaches into the families of young people and

thus constrains their positions because they are perceived as inferior to adults (Hutchby and

Morgan-Ellis 1998). However, in the case of diabetes this does not ring true, as this chapter

will demonstrate. Young people with diabetes were relied on, much more than their parents,

by carers to organise the management of their own diabetes. In fact carer-young person

relationships were less hierarchical than, as dyads, they were exclusive to outsiders. As well

as this, carers, because they permitted young people to be responsible for managing their own

conditions, were forced to deconstruct any notions of the innocent young person. This was

particularly in cases where the family was seen as dysfunctional and therefore irresponsible.

In general, as experts, young people were not afforded the luxury of innocence; indeed, their

competence was a matter of life and death. In sum, nurturing young peoples' competence

demanded that carers deny hierarchical relations between themselves and families.

Fairclough (1992) has recognised similar trends in a wider range of medical interactions

when he argued for a less static view of power relations, saying that changing discursive

practices have begun to contribute to cultural change wherein knowledge, social relations and

social identities are starting to be redefined. Focusing upon doctor-patient interactions, he

suggests that changes in their identities and relations are discursively realised in the shift

away from the more traditional and formal medical interviews to more conversational

consultations based on counselling and friendship.
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However, as has been noted in the previous chapter, carers' notions of young people as risk-

taking adolescents nevertheless compromise the position of the young as competent and

trustworthy controllers of diabetes. In fact, as James (1999) indicates, notions of childhood

are socially constructed and, as such, young peoples' experiences must be contextualised in

order to appreciate not only the things they share in common, such as chronological age and

diabetes, but the idiosyncrasies of their lives and their differences from one another.1

Similarly, and in relation to health care, Hill and Fortenberry (1992: 73) argue against the
medicalisation of adolescence, making the point that if age is not to become the defining
framework of a young persons' personhood then it is important to get away from the notion

that adolescence is a 'harrowing and unsavoury phase', inherently pathological and

inevitably risky. Rather, young people need be seen in the light of the their opportunities,

choices, and decisions, and in the face of such things as poverty, ethnicity and gender.

Against the tendency by some health carers to see adolescence as a risky condition, alongside

diabetes which needs to be controlled in order to prevent MVD, Hayes (1992) follows the

view of Douglas (1982, 1985) and argues for a neutral view of risk in order that patients can

explain their own reasons for behaviour which, in their terms, may not be intended to be

risky. There may be situations, for example, when a young person intellectually knows the

risks they are taking when they run their sugars high but nevertheless takes this risk to avoid

something else riskier, e.g. collapsing while driving. Young women, for example, recognise

that insulin helps to metabolise the glucose in their body and prevent MVD, yet insulin reacts

with female oestrogen to increase body fat, and, as such, many feel better missing injections

to stay thin. In contrast, young men who prefer to be muscular, rather than thin, know they

must eat before bodybuilding to prevent hypos. However, if eating before physical exercise

makes them unwell they may be more inclined to take less insulin and run their sugars high.
The context for young peoples' choices in this regard is that they encounter various

competing definitions of themselves in their experiences with friends, at school and watching
television. For example, carers told me of Jake, a 13-year-old who, despite their efforts, was

unable to improve his 'control'. Staffwere confused because he was bright and seemed eager

to do well. They discovered, however, that his mother, a drug addict, was both using Jake's
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insulin needles to inject her own drugs and distributing them to her friends. Jake was very

fond of his mother and was anxious not to tell staff in case he became separated from her.

Indeed, Jake saw the risk of separation from her as greater than that of not being able to give
himself insulin. Once this was realised, arrangements were made for Jake's mother to receive

free needles from her GP.

In the case of diabetes, it is therefore through the practices of therapy and negotiation with

others that young people gain a sense of their competence in the world (Christensen 1998).

These individuals must learn to juggle with their social space, notably relating to others'

perceptions of them as neither child or adult, as wild but still in need of protection,

particularly from themselves. They are master-negotiators, not merely risk-takers.

At this juncture, important questions arise as to the basis of agency in such negotiation.

Fashionable in medical anthropology at the moment is the anti-Cartesian notion that the body

rather than the intellect mediates practice in everyday life. Phenomenologists assert that

subjectivity is a 'bodily being-in-the-world' (Jackson 1996: 32) and call for a paradigm of

'embodiment', which, in place of the body as a passive recipient of intellectual processes,

insists on the notion of body as agent (Csordas 1994: 20). Peoples' bodies, then, sensitise

them to social context. It follows that different bodily conditions affect practical action in

different ways - the 'well' body, the 'ill' body and the 'adolescent' body all provoke

distinctive patterns of action and response. In the case of the young with diabetes, a mixture

of bodily conditions ('ill', 'adolescent') is likely to provoke contradictory patterns and this

accounts for many of the dilemmas that this thesis describes.

Whilst one cannot contest the notion of bodily agent, especially in the context of illness,

much ofmy data on young people also points in a different, though complementary direction
- that young people with diabetes substantially intellectualise their condition. Their

narratives of being diabetic confirm this tellingly in that narrative betrays the existence of

reflection. Being diabetic is something that most young people think about a great deal, such

that, as much as their bodies are agents, their bodies are also passive recipients of intellectual
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processes (e.g. the decision whether or not to take insulin). In the following section I shall

attempt to explain why this is so in terms of the distinctive relationships young people with

diabetes have with health carers. For the moment, Colin's narrative below indicates the sorts

of intellectual agonies young people must cope with as they negotiate the minefield of

different social relationships. The individual's skill as a strategising social agent comes

through strongly.

I first met Colin, now twenty years old, when he was eight years old at a summer camp we

attended together. His open nature and articulateness made him very easy to talk with. As

with so many of the other young people with whom I spoke, he was used to talking about

himself and, because I was an outsider, he thoughtfully qualified his discussion (which

occurred during a social visit) with personal anecdotes to make it more meaningful.

'What's difficult to handle is that your life's always changing; just as you get

used to one thing something else happens, like you get a new job, and you

have to reassess your diabetes. You're always doing twice as much work as

everyone else. I think in that sense some diabetics do have it easier than others

... I was quite lucky, of course it wasn't the same as when my Mum was there

[she had left home when Colin was 7 years old: a year after he was diagnosed]

because Dad was always busy and I usually cooked the meals when I got

home [from school]. Things like that are difficult because when you're tired

you don't feel like cooking something healthy.

'I think my teenage years were the most difficult, obviously my Mum wasn't

around and I didn't have much routine in my life. I think it's the worst time

because people are standing back from you and saying "Look, you're old

enough to do this on your own now." There's a lot of pressure to take control

of your life and it's more difficult when you have diabetes. At that age

nothing's certain and there are all these things to cope with. It's a sort of a

private time and on the one hand you don't want to be questioned too much

because you're trying to be independent but, on the other hand it's hard [the
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diabetes] because your parents aren't there nagging you. I think it was easier
for me because I was younger when I got it but if you get it as a teenager your

parents aren't as involved and there's a lot you have to take on yourself... If

you have parents that aren't interested then it would be really hard.

'My girlfriend's supportive but she gets frightened in case I have a hypo in the

night. Sometimes I wake up and she's shaking me because she thinks I'm

having one. She'll say "But you were sweating and I thought you were

unconscious" or she'll say "You shouldn't be eating that." You have to be

honest with your partner because it's their future too and maybe you could

pass diabetes onto your kids ... You have to accept that it takes time for people

to gain their confidence with you ... most of my friends aren't bothered now

when I inject myself...

'At first I used to hate the needles. I can remember crying and thinking about

it hours before I had to do them ... I can understand why some people try to

hide it, it takes quite a lot of courage to tell a girl you're diabetic, you can feel

quite normal but the way some people treat you can make you feel like a

freak. I think it's hardest at school when you want to be the same as everyone

else and kids can pick on you if they think you're not. When I was young I

can remember my Mum going mad at me because I wouldn't come in to eat

my tea. Of course I didn't want to be singled out and made to look different. I

just wanted to be like every other 7-year-old.

'I think eating is the most difficult thing because it's sociable, it's something

we do together ... That's the whole point. I can remember once I was out with

friends and at the last moment they decided to skip dinner and go straight to

the cinema. I didn't want to make a fuss so I bought a packet of sweeties to

keep myself going. No one else can know what having diabetes is like. It's a

very private thing. Even your Mum or Dad, or your best friend ...
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'It's important that the diabetes staff are there in the background ... you feel as
if they really care about you; they give you their home telephone numbers you
can ring them anytime, day or night if you're worried ... you can see how they
acted with us, it's not all high and mighty, telling you what to do. At the

camps we're all the same and when you see them in the clinic the next time

there's some common ground between you ... You know you've seen them in

some uncompromising positions too [laughs],

'Of course it's difficult sometimes because they don't have diabetes.

Sometimes their intentions are good but they get it wrong or you want to do

what they say but you know it's difficult. I think that's why they're not too

hard on you when your sugars are high and I expect they remember what it

was like when they were young themselves so there's no point in having

double standards ... the thought of complications are always in the back of

your mind so it's not that you don't want to have good control because you

know that the alternative is complications ...

'I get down sometimes knowing that it's always going to be like this.

Actually, I've had a set back lately ... I used to have very tight control but
after this I'm nervous about going out with my sugars too low ... I was out

with my friends last Saturday in Woollies and I had a hypo and collapsed in

the middle of the store, right in front of everyone. The worst thing is I don't

know why it happened because I felt absolutely fine ... there were no warning

signs at all. Dave [consultant] talked it through with me when I went to clinic

... he said I should keep my sugars down but it's unnerved me.'

If, as Colin shows, young people are conscious of their own social space, this suggests that

their choices over the degree of support they want to cope with diabetes need to be taken

seriously by those providing care for them. In the British context, it seems that problems

arise because the desire for more support, by those with diabetes, is played down by adults
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who are nervous that overprotecting them during adolescence will affect their social

development and prevent them from becoming well balanced and integrated adult members
of society. The following quotation from a DNS describes this well. I had asked her whether

she thought parents' should be involved:

'No. I see it as a mark of independence in children and I've been there when

the parents have come along with the teenager and I've heard the teenager say

"You stay there" [to parents] and I've thought "Good for you." You know,

they're taking responsibility for their own health and they feel they don't need

their parents there, they can speak for themselves.'

However, when I asked a young man of eighteen years whether or not he would have liked
his parents to be included in consultations, with carers, he told me:

'Yes, sometimes it would help. It depends what's happening in my life. I get

on with my parents. My control wouldn't be so good if they weren't in the

background. I wouldn't mind if they came in [to the clinic] with me. It might

help because we could talk about my diabetes afterwards. We wouldn't have

any secrets from each other. But I wouldn't ask them in, nobody else does. I

mean I'd look a bit weird taking my mum in, wouldn't I?'

Thus there appeared to be pressure on both adults, parents and carers, as well as on young

people, to normalise the diabetic condition. Indeed, the better the young do, in terms of their
diabetes 'control', it seems the less contact carers feel they need to have with them. For

example, as one carer told a 16-year-old who had 'excellent control':

'You've done so well we don't need to see you again for another six months.'

Thus young people, who may feel very different from their peers, are under tremendous

pressure to behave independently; to role-play as 'normal' teenagers when in fact they
sometimes feel very different to those without diabetes. As one 17-year-old told me:

'Everyone really cares and that's good but there's this feeling that you have to

screw up to get attention.'
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The key point here is that young people with diabetes feel different from non-diabetics,

particularly when, as one 17-year-old told me, she was 'stressed during exams, had split up
with her boyfriend, or was ill with a virus, and would therefore prefer to have the option to

include their families, or even friends, in consultations with carers. Indeed, in the Italian

diabetes centre we studied (see chapters 5-7), in a Roman Catholic country, it was normal,

irrespective of a young persons' age, for their families to accompany them to consultations. It

appeared therefore that 'going it alone' was an integral part of being Protestant/British,

irrespective of whether one was ill or not.2 In fact, most young Britons would like to choose,

depending on their immediate circumstances, the level of independence they have,

particularly during puberty when young people feel they must juggle the social aspects of

having diabetes along with hormonal changes in their bodies which make diabetes much
more difficult to control than during adulthood. Colin's experience of having an unexpected

'hypo' in a shop is an example of the uncertainty puberty brings.

However, being accountable for one's own diabetes creates a moral imperative for the young.

Moreover, the value placed on having 'good control' left some feeling they would let carers

and parents down if they weren't independent enough. Thus diabetes becomes another way
of experiencing adolescence (i.e. through both social circumstances and bodily experiences),
with some feeling doubly disempowered because they felt carers didn't always appreciate
their situations and also because they felt their bodies had let them down.

Independence, van Dongen (1998: 171-172) says, is related to the idea of hope in the future,

and, in the case of illness, that the individual will overcome a disease. In Protestant societies,

the social aspect of hope is underlined. There are:

'Different conceptualisations of a person, based on ethical differences within

Christian tradition. There are two main traditions, which conceptualise a

person differently (Gaines 1979). On the one hand, a Protestant tradition

conceptualises a person as an independent identity, clearly separated from

others and capable of change by will. The individual is responsible for him or

herself. On the other hand, there is a Catholic tradition which conceptualises a
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person as a part of a social whole. The person is shaped in social interaction.
The shape is not final, but depends on the situation. Others are co-responsible
for the individual.'

Conceptualisations of being diabetic: context of health carer-patient
relationships
In this context, being diabetic is empowering. This is so especially in that the carers' attitudes

are commonly seen by young people to contrast markedly with the attitudes which

adolescents normally expect from older people, namely the adults' stereotypical view of

adolescents as rebellious, irrational risk-takers, accompanied by expressions of authority and

or contempt. In the clinic setting, young people learn about themselves from another

perspective, i.e. that they are relied upon as equal partners in the task of abating a debilitating

illness. Their potential 'control' of diabetes means that their opinions, choices, dreams,

hobbies and anxieties are actively explored and taken seriously. Compared with other public

settings, from which they might even be banned (shops and public houses), their attendance
at clinic is courted and rewarded in a multitude of ways, for example, by the carers' general

demeanour in verbal and body language. In the context of carer-patient interaction, therefore,

being ill is an identity resource. Young peoples' conceptualisations of diabetes in this context

are coloured by the moral ambience of care and trust as well as the strategic ambience of

aiming to keep well.

The following quotations show that young people clearly recognise and appreciate this moral

ambience of care and trust, and they also indicate that young people recognise commitment

to their carers in return. They further show that being ill with diabetes is an identity resource

- not just in an embodied sense but also in an intellectual sense. I shall argue that these two

factors (mutuality in the relationship between health carer and patient, and diabetes as an

intellectual experience) are related.

Sam, an 18-year-old, recognises carers' 'generalised reciprocity' in the following:

'When I got diabetes I felt like it was the end. You lose confidence in yourself
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and the staff help you to gain back your self respect. ... self-esteem is

important otherwise you don't feel it's worth making the effort it takes to have

tight control.'

Greg was 13 years old:

'They don't tell you off ... even when your control's bad ... that's good

because it's not your fault that you have diabetes.'

Ian, a 17-year-old, explained:

'Situations and relationships in your life are always changing and sometimes

it's easier to cope with diabetes than at others times ... A couple of years ago I

went through a bad phase ... my parents broke up ... got in with the wrong

people ... If they [staff] don't stick with you through thick and thin you lose

the chance to make amends.'

Blake, another 17-year-old, said this:

'It's more difficult if you haven't got supportive parents ... I know some

people at school who have very chaotic family lives and I think that would

make diabetes impossible. The carers at least provide some stability in your

life ... consistency ... a point you can hold onto to get your bearing.'

Sarah, a 15-year-old, saw it like this:

'Well it's like with your Mum when she tells you to be careful crossing the

road and when she sees you're not she shouts at you. It's not that she's angry

so much as she cares and doesn't want you to come to any harm. I think it's

like that with them too.'

Chris, a 21-year-old, explained this to me:

'My control used to be worse, I'd go to the clinic and talk about it but I don't

think I really listened much ... when I was seventeen I went away to camp
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with the staff ... Tom [consultant] took me to the pub and told me "Look,

things aren't getting any better are they? I want to help you but I don't know
how ... you're a great guy, you've got a lot to offer and you've got your whole

life ahead of you, don't blow it now." I'd known him for a long time — he

didn't need to take me aside. We talked for about an hour and after we got

back I think it sank in ... it changes the way you see the clinic ... that they're

people and not just doctors... It makes you appreciate the way they care.'

Karen, 22 years old, had been addicted to heroin until a year before this interview:

'Oh he's OK, he shouts a bit and I shout back ... I used to tell him to fuck off

... I'm difficult to look after ... got in with a bad crowd ... I don't think anyone

else would put up with me. I think we understand each other, I don't think I

could have that sort of relationship with anyone else.'

Indeed, young people seemed to think that camouflaging had a negative effect on long-term

relationships because honesty and trust were the basis of good working relationships.

However, it was useful in that it allowed time for the participants to build their partnerships

and make mistakes until their relationships were strong enough for them to be honest with

one another.

In chapter 3, I described how carers might 'camouflage' their priorities so as not to alienate

young people. I asked Mark, a 19-year-old, whether he ever felt the need to do the same:

'It's not really like that; you get to know them so well there's no point in lying

because they're canny, they know what you've been up to, so it's better to
have it out in the open because it's you who suffers in the end. But right

enough when I was fourteen my sugars were high ... too many sweeties

[laughs] ... You think one won't hurt and then you have a another and another

... and because you're older your mum doesn't check your pockets for sweetie

wrappers ... so there's a temptation to see how far you can go ... then when I

went to the clinic I might be a little economical with the truth ...
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'It's not like you're afraid of telling them, it's more that you can't be bothered
to let them have a go at you because you know what you've done wrong. It's

like going to the police and telling them you've stolen a bag of sweeties; they
can't sit back and say nothing - it's their job even if they understand why

you've done it. So you tell them just enough but, not too much ... but then

again it's important that they do say something because that shows they care.

If they said nothing then you'd think they weren't bothered.'

What the above quotations reveal is young peoples' awareness that they are in receipt of a

'gift' from the carers. I use Mauss' term advisedly because his teaching on the nature of the

gift relationship is highly instructive regarding young peoples' understanding of being

diabetic. Above all, Mauss demonstrated that those in receipt of a gift are indebted

(politically liable to the donor) and obliged to make a return (Mauss 1993). So far as the

young people in this study are concerned this manifests itself as a sense of commitment to the

health carers.

Mike, a 15-year-old, described it like this:

'At school you're treated as if you're daft.... You're always being told "Shut

up, don't answer back." In a way this lets you off the hook because if teachers

expect you to be bad then you don't feel guilty when you are ... At the clinic

it's different because they respect you, but that can put a lot of pressure on

you because if they expect you to do well then you feel you're letting them

down if you don't keep tight control'

Conceptualisations such as this licence diabetics' autonomy and uphold the notion of young

people as practical experts. As Douglas, a 17-year-old, said:

'Good control takes two types of experts, one who knows about medicine and

how to treat diabetes and the other, the practical expert, who knows how to

deal with it on a daily basis.'
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That young people are intellectualising their illness identities is, in my opinion, evident from

very many of the above quotations and, above all in Douglas' conception of himself as a

practical expert. Such intellectualising probably stems from the sense of duty (obligation to

return) that young people experience towards health carers: health carers require young

people to think about their diabetes, and because health carers are experienced as caring,

young people force themselves to do just that. One upshot is that, having learned to think of

themselves in terms of their competencies and expertise, such knowledge signified for young

people their membership in a rational and important group of individuals.

However, there are also negative aspects to young peoples' conceptualisations of carers,

which stand against the positive aspects discussed so far. The first is the notion, expressed by

many, that 'my circumstances are special, and carers cannot or will not appreciate them'. The

second is the feeling that carers have cut them loose.

As to the first of the negative aspects, Dawn's experiences illustrate it very well (she was 15

years old at the time):

'When I was learning I used to give myself an injection and then I'd have a

hypo then I'd eat more sugar and end up feeling terrible. So it's like learning
to balance things. It's the same when you have your first drink: you just learn

through your mistakes what not to do.'

Young people claim that carers are not able to share these experiences because they don't

have diabetes themselves, as Sally, a 16-year-old pointed out:

'At the end of the day none of them have diabetes so how can you expect

them to fully understand how you feel. They try hard, but it's not the same, is

it?'

James, a 14-year-old, said:

'It's good advice, right enough ... I know that... but, it's the thought of taking

a lunch box full of all that stuff [healthy food] when my friends normally go
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down to the chippy.'

Young people may therefore choose to ignore carer's advice, as the following conversation

between Craig, a 13-year-old, and his doctor shows:

Doctor: 'I don't know what to do Craig. Em ... we need to get better control than

this. What do you think we should do?'

Craig: 'You suggested injecting myself in my leg but I can't do that so 1 think

maybe I'll try my arm instead. That would be better.'

Doctor: 'What about your tummy?'

Craig: 'Na. I couldn't do it there [grimaces]... I'll try it in my arm as I said.'

Doctor: 'We also need to talk about your blood tests.'

Craig: 'Yeah I'll try, I can't make any promises ... It's difficult.'

Doctor: OK ... Even two a week would help us work out what's happening ...

you wouldn't expect to run a car without a petrol gauge ...'

Craig: 'Yeah, I know.'

The measurements [HbAlc] carers used to gauge whether or not a young person had 'good

control' was reassuring to some young people and less so to others, as Mark, a 14-year-old,

who was said to have 'poor control', argued:

'They go on about the HBs [HbAlc] or whatever its called, but that's just a

measurement they use because they don't have diabetes themselves...it's

different when you've got it...I know if I've been eating badly, I don't need to

see any blood test, I could just tell them.'
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Or Mary's (a 17-year-old) view:

'Life's not just about HbAlcs is it? It's about being normal. Being the same as

your friends, having a good time, feeling fine. Sometimes when I run my

sugars low, like they say to, I feel dizzy and I'm frightened to go out in case I

have a hypo in front ofmy friends.'

Also, Kerry, a 21-year-old:

'How the fucking hell do I work out a routine [insulin management] when my

life's such a bloody mess? Sure, if I lived in a nice little house somewhere

with a nice garden and children and a dog well then maybe ... But get real ...

There's no point in going to the clinic because I can't do what they ask ... I

don't want to go back to see that doctor because we're not on the same

wavelength.'

Kim, a 20-year-old, described her life as complicated especially because of her diabetes. Her

parents had made her leave home and her boyfriend was in prison for armed robbery. She had

been evicted from her flat and was staying with her aunt who had just been diagnosed as

having breast cancer. She was in bed when I arrived. She smoked a joint while we talked:

'It's bloody hell [diabetes] ... it really is. I get down about it; it's just one more

thing to cope with and I feel as if nothing is going right ... I'm off the hard

stuff [methadone] but the anti-depressants the doctor gave me don't really

help. Mind, I want to make a go of it [diabetes] but sometimes I don't see the

point. ... It's easy for the staff; they only have one thing to think about; I have

all this.'

For carers, young peoples' competencies were seen to centre on practices of therapy. Thus

the HbAlc was a symbolic marker of 'poor' or 'good' control which counted over and above

young peoples' own judgements of how they felt. Carers took this position not least because

microvascular complications are symptomless and therefore those with diabetes cannot rely

on their bodily feelings to avoid them. In this sense, Craig's negotiations with the doctor to
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give his injections in his arm instead of his leg (above) were important compromises that

helped to seal their long-term relationship.

However, high expectations of young people, while gratifying to those used to doing well,

were demoralising for those who couldn't or didn't want to achieve the health goals set out

for them by carers. In their case the value carers attached to 'good control' become an

extension of their identity as failures. Furthermore, despite carers' efforts to treat young

people equally, most of them were aware that their membership of the group, adolescence

(known for its poor control), marked them out as targets of discrimination. For example,

carers might show surprise when a young person maintained 'good control' and not be at all

surprised when they didn't. As Ryan, a 19-year-old, told me:

'There's always an element of surprise when you do well ... they tell you

you're brilliant, 'well done', things like that, it's not like they expect it to

happen and when things go badly they're very understanding as if the

inevitable has happened.'

Thus, carers subtly reinforce young peoples' interpretation of themselves as a difficult age

group. Indeed, it was often the case that young people, once into their early twenties,
reinforced these negative notions of adolescence, as if to signal their graduation from

adolescence to adulthood, as Michael, a 20-year-old showed:

'It's a mad time - you never think about the consequences. All I was

interested in was football, football and football.'

Nick, a 22-year-old, explained it like this:

'I was eighteen when I got it ... so I was past the really difficult time ... Your

teens are traumatic enough without having diabetes ... when you're older

there's a point to life and you realise why good control is important; before

that you're rebellious and nothing seems to matter as long as you're happy and

enjoying yourself.'
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What I have already described in chapters 2 and 3 as 'retrospect regret' means carers are also

frustrated because they are so powerless over young peoples' behaviour. Meg describes her

feelings:

'When I think of the damage I must have done to myself, inside, I get really
low ... the staff nag you but there's nothing they can do if you don't want to

listen.'

For teenagers, balancing out the risks as they see them demands a considerable amount of

expertise, not least because of their commitment to carers (above). This sometimes led to

considerable dilemmas. Dave was a 14-year-old who was said to have been a very 'poor

controller'. His eyesight was already beginning to deteriorate; however he saw his situation

like this:

'I wouldn't take risks unless I had to.'

Anna, a 19-year-old, and Jeff, an 18-year-old, implied the risks they took depended more on

the situation at hand than on the black and white definitions that carers suggested:

Anna: 'I know I've got to keep my sugars low ... but sometimes other things in

my life make my control pale into insignificance.'

Jeff: 'You have all these good intentions but I have a demanding job and I

can't afford a hypo ... sometimes it's difficult to sort your priorities out

... I don't want to get complications but I don't want to loose this job

either because I won't get another one like it.'

Hayes (1992) states, speaking of disease in general, that organisations such as the WHO and
health care professionals who take it upon themselves to define health risks typically

presume an understanding of behaviour that ignores the weighing up of pros and cons that

patients have to do before deciding on a course of action. This is important particularly

because the carers' orientation, more recently, has been towards a highly regimented

management of the body because control trials show the positive impact of highly intensive

- 137 -



and precise lifestyle modification on clinical outcome. Commenting on this, Maclean and

Goldman (1998) argue that patients have come to be held as culpable for negative outcomes,

which carers attribute to their non-compliance rather than to social or even biological factors.

Furthermore, compliance is seen as a moral imperative.

In the diabetes context, however, one would judge such commentary as guilty of orientalism

and as embracing a conversion model of health care where, to regulate sick bodies, normative

behaviours are prescribed to which sick individuals are deemed to feel compelled to adhere

(see chapter 2). In the case of diabetes, young people, whatever their control, upheld the

'scientific' idea of increased bodily regulation to prevent microvascular disease. The point is:

such a goal was, for all of them, built into their risk-taking calculations. In this sense, part of

these young peoples' youth identity was intricately related to biomedical culture. What

Maclean and Goldman appear to miss is that the unpredictability of diabetes' outcome is

demoralising for those with diabetes, such that this scientific goal comes to be weighed

alongside others. Indeed, some young people found the carers' focus on their body

reassuring, as Anna, a 15-year-old, said:

'You can feel fine but that's not to say nothing's going wrong inside you. At

least when you go for your check up they can see if there's anything wrong

and do something about it.'

Richard, a first year science student, was also reassured:

'They're there to give you the facts ... Personally I'm not interested in going

for a chat; I can do that with my friends.'

Elsa, a 16-year-old, said:
'At least at the clinic you can be honest, you don't have to pretend, you can be

totally open and they know what you're talking about.'

The relief some felt at not having to hide their diabetes when they came to clinic was also felt

at the summer camps discussed further in chapters 5 and 6. Moreover, the clinic was a
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legitimate place to vent anger and disappointment about one's bodily condition, a place

where one could control and manipulate carers because their specific focus on the body
meant that compared with friends, colleges, employers and family, they would always be

there for you whatever you said or did.

With regard to the variable of bodily control, each young person coped in his or her own

way. Some appeared to manage their control seamlessly, normalising their condition to

reconstruct a healthy identity, as was the case with Sheila, a 13-year-old:

'I feel normal like everyone else. I'm so used to giving injections I don't think

about it any more ... everyone should eat healthy foods.'

Paul, a 22-year-old, was almost fanatical in his control of diabetes:
'I'm so in tune with my body I know exactly how high my sugars are ... If I

have too much sugar my knees tingle. I know that if I eat a piece of cake I'll

suffer the next day. I might use a glucometer once in a while just to make

sure.'

These young people were proud of their ability to manage diabetes and still do what they
wanted.

For others, however, the bodily control necessary to maintain optimal glucose levels

competed with their other bodily experiences. As Shona, a 15-year-old, said:
'What you know you have to do [for good control] is sometimes at odds with

how you feel ... Last week I went to this party ... I was quite nervous and the

last thing I felt like doing was eating beforehand. Your mind plays games with

you ... you think if I don't feel hungry maybe my body is telling me I don't

have to eat...maybe this time I'll get away with it. But there's another voice in

your head saying "Don't be silly, you're a diabetic. If you don't eat you'll end

up passed out on the dance floor." '
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Janis, is 17 years old and known by staff to be omitting insulin:
'I know I have to take my insulin, I know what the consequences will be if I
don't but I feel better when I'm thin. I can't stand myself when I feel fat... I

get depressed when I put weight on and I don't feel life's worth living.'

Others were nervous of the risks associated with 'tight control' (hypos) and preferred to keep

their blood glucose moderately elevated (even though this contributed, in the long term, to

microvascular disease), as Ewan, a 21-year-old, explained:

'You can't afford to be as spontaneous as everyone else is. To put it bluntly

you might go out and end up scoring one night when you hadn't expected to ...

there's a chain reaction ... if you've taken too much insulin than you know

you'll need to eat something before ... it's not very romantic.'

As Philip, a 14-year-old, said:

'The thing about diabetes is that you are always aware of hypos. It's

constantly there in the back of your mind. When you go to bed at night, get up

in the morning or go to work its always there. There's no break from it, no

holidays.'

Rachael was 14 years old:

'You know your diabetes is ticking along inside, you never know which parts

of you are worse than others.'

Brian, an 18-year-old, says:

'I'm coping now but who knows what will happen? I can imagine having

diabetes in my twenties but if I think in terms of still having it when I'm sixty

then I think I'll go mad.'

Many found the combination of bodily experiences with technological surveillance of the

body, such as glucometers, reassuring. Mark, a 14-year-old said this:
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'You're not needing to do it all blind. You can check if your feelings are

correct.'

For others, however, attending to blood tests alienated them from their bodily circumstances.

Dan, a 17-year-old, said:

'You're always having to test - it drives you mad.'

Managing diabetes meant, as Selina said:

'Compared with everyone else you feel imperfect. You strive to be more

perfect but you know you can never reach perfection because you have

diabetes.'

Some, like Nicola, a 15-year-old, said:

'You feel confused because you feel great when your sugars are high and at

others times you feel worse and your sugars are normal ... You want to trust

your feelings about your body but you can't.'

This brings me onto the second area of discussion I wish to consider in this section: the fact

that carers cut loose young people, particularly those with 'good control'. This, we saw

previously, was largely done in the name of empowerment, accompanied by notions that

young people should assume responsibility. However, many young people seemed confused

by such withdrawal of support, not least in the face of carers' emphasis upon intensified

management regimens (e.g. DCCT 1994) and the problems of puberty. Confusing also was

carers' drive to help young people normalise their condition while also expecting them to

treat it very seriously. This was all the more so because most young people believed that

biomedical 'expertise' had an important part to play in dealing with misfortune. An example

of this is Ashley, a 19-year-old, who had ignored invitations to attend clinics for three years

but had turned up unexpectedly one evening. Staff were surprised to find her 'control'

excellent. I asked why she had come back:

'I don't know, 1 just wanted to make sure I was OK. 1 wanted them to check
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for complications. Before, I couldn't take what they told me too seriously. 1

used to think they don't know what it felt like. It wasn't like they'd

experienced it... They used to tell me if I had a hypo I'd sweat and feel dizzy.
It was nothing like that, I used to shake and my teeth itched ... Everyone's

different... but because I listened to them I didn't know what was happening

to me so I left ... just recently my boyfriend's been going on at me saying I

have to keep well for him. Also I've been thinking about what they've [staff]

said and I do worry about complications. I've tried to look after my control

really carefully. I watch what I eat and I do lots of exercise. Mind I was

surprised it was so low. They were amazed, weren't they?'

As Ashley suggests, it was the lack of people in her immediate circumstances with a specific

interest in her diabetes that drove her to seek reassurance from clinic staff. The problem is

that, unlike the carers, young people are not part of a focused and professional team of people

united to cope with the demands of diabetes. Carers would meet regularly at clinics and

conferences for support and peer group review, but young people were much more isolated,

left to cope with diabetes in a 'home' environment where they were unlikely to encounter

another diabetic. Indeed, the lack of emphasis on diabetes in their lives (in the name of

'normalisation') allowed other priorities to take over. In short, compared to the other interests

in their lives, such as school, work and hobbies, there was little or no opportunity to share the

experience of diabetes with others, to exchange achievement, skills and difficulties.

It seemed that, despite health carers' strenuous efforts to inform, motivate and support young

people, the Scottish system made it easier for 'good controllers' to feel demoralised by the

responsibility of a rather non-social career in diabetes, as well as for 'poor controllers' to

ignore management regimens. As Sarah, a 17-year-old, said:

'It's like you're all keyed up when you leave [the clinic], but the minute you

get on the bus you start going back to your old ways.'

Martin, a 14-year-old, said:
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'All the staff at the clinic are encouraging ... You can talk to anyone but

outside especially if your family aren't supportive, you're on your own.'

Some, who had supportive families, felt luckier than most, as Fiona, an 18-year-old, told me:

'I've had diabetes for a year now. I don't know anyone else who has it, but I

think I'm luckier than most because my mum's a bereavement councillor and

when I was first diagnosed she went through a lot of things I was feeling -

like frustrations, and not believing that something like this could have

happened to me. I still don't think I've come to terms with it. I mean, I can

imagine having it now, but I don't imagine I'll still have it when I'm forty.'

Some who felt isolated motivated themselves to look after themselves through other group

identities such as slimming groups. Ashley, already introduced above, explained to the doctor

why she chose to go to Scottish slimmers rather than to see the clinic dietitian:

'My sister-in-law encouraged me to go to 'Scottish Slimmers'. I think that's

when I really started to want to take care ofmyself. I wasn't serious at first, I

just went along for a laugh but it was sociable and I met lots of people and

they give you illustrated recipe books with healthy meals for different days of

the week. It was simple to understand and I enjoy going because I know a lot

of the women quite well now ... The dietitians at the clinic are great but the

stuff they tell you is a bit boring and it's also more complicated, whereas at

'Scottish Slimmers' it's all stuff you can relate to and you can discuss it with

each other.'

The time span between clinic appointments allowed those with 'poor control' to feel less

nervous as time passed. Mick, a 19-year-old, explained:

'I can feel pretty low after clinic, but then after a few days it doesn't seem so

bad, you can push it to the back of your mind. It's different for the staff - it's

their job but at home it's not so in your face.'
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Indeed, not being in touch with other diabetics made it that much more difficult to gauge just
how bad 'poor control' was in comparison to others, as Francis, a 19-year-old, said:

'I don't know anyone else who has diabetes ... people don't tend to talk to

each other in the clinic waiting room ... Dr M says my control is poor [his

HbAlc of 15% was significantly higher than others] but it's probably not too

bad compared with others so I'm not too worried.'

As most young people were very used to coping, often very successfully, with diabetes on

their own, suggestions on their part that they might receive extra support had to be in the

form that it was needed and useful. However, the desire for greater support was usually put

subtly, and never as a criticism of staff, as the remarks from Anthony, a 17-year-old, shows:

'Everyone in the clinic really cares and that's good, but the problem is

sometimes you have this feeling that you need to screw up to get attention

because your next appointment may not be for six months and by that time the

problem may have passed.'

The point that it is sometimes difficult for young people to ask for help is noted by Steel

(1994), a diabetologist, in the case of those with 'eating disorders' and the rarer cases of

'brittle diabetes'. Young people with these conditions are said to consciously or

unconsciously deny insulin omission when blood tests clearly show insulin omission has

occurred. In the case of 'brittle diabetes' the young person, usually female, convinces staff

that the insulin she is taking is ineffectual. Hospitalisation usually reveals that the insulin has

been tampered with or the equipment secretly damaged. Steel acknowledges young women's

agency in the control of their diabetes and argues that carers must not misinterpret implicit

'calls for help' by assuming their problems are organic when the young women present

themselves as articulate, relaxed and happy. Indeed, this suggests that some young people

need to find imaginative ways to express themselves to carers and other adults.

An example of this was Alice, a 13-year-old, who was regularly admitted to hospital for

diabetes ketoacidosis (DKA) - 'poor control'. On this occasion she had been admitted as an
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emergency two days before. The staff - a number of doctors, nurses, the psychologist, and
dietitian - were extremely anxious about her deteriorating eyesight and appropriately
lavished her with attention in hospital and at home. When her 'control' improved, however,
the attention reduced only to be stepped up again when things deteriorated. When I visited

Alice she had her own side room on the paediatric ward. She was perky and pleased to see

me, proudly introducing me to ward staff and other patients. Her celebrity status on the ward

awarded her certain privilege, for example when I needed an envelope she breezed into

'Sister's' room and took one out of the drawer. She was also highly knowledgeable about her

diabetes, aware in knowing how to manage her blood control correctly.

As her story unfolded it became clear she was a highly competent strategist:

'I don't mind coming into hospital... It's quite interesting. I stay off school ...

the schoolteacher here, Mandy, is much nicer and sometimes there's just the

two of us ... That's better because we get to do more fun things like art... The

nurses and doctors are really nice ... and I feel important ... they ask my

advice. It's like you sitting here asking me what I think about diabetes, I like

that. At school some of the teachers treat me like I'm thick.'

After spending some time with Alice, it became clear that she sought goals in relation to

diabetes which were at odds with those (applauded by carers) that would make her more

autonomous and self-sufficient. 'Poor control' gave her the attention she craved and 'good
control' limited it. She had, in fact, competently worked out how to limit her autonomy and

self-sufficiency.

Young people such as Alice made pragmatic decisions to sustain intense and trusting

relationships with health carers. However, carers wished to empower them, trading on young

peoples' competencies so as to increase the responsibility young people took for themselves.
In the carers' views, this was desirable because adolescents were believed to want more

independence. The carers' notions of adolescent risk were the context for this. This turned

this socio-conceptual stage into a biological category - 'adolescence' - which overrode
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young peoples' real and diverse biophysical problems of combining puberty with diabetes

management. Ironically, the carers' emphasis was on the social aspects of being a teenager

rather than upon the biophysical problems. In consequence the carers' devolution of power to

young people subverted their social agency and disempowered them. Chapter 5 and 6 will

touch further on these themes. The remainder of this chapter explores the social impact of

other important relationships on young peoples' lives.

Conceptualisation of being diabetic: context of young person's relation
with peers.

In the context of peer relationships, as opposed to those with health carers, whether diabetes

is empowering or disempowering, or is or is not an identity resource, depends on the young

person's shifting, situational identities. Peer group expectations, and the moral and strategic

ambience of peer relations (peer pressure), mean that the diabetes status will be upheld,

disregarded, or else concealed. According to the sorts of relations a young person with

diabetes has with carers this may lead either to 'poor control', or else (more positively)

unconscious good control (where the young person, having excellent routines, is barely
aware that they are impaired at all).

Rebecca, a 17-year-old at a diabetes camp, chose to capitalise on her identity as a diabetic.
She sounded elated when I spoke to her:

'It's the first time in my life I've felt the same as everyone else ... Everyone

knows what you're going through ... If you inject or even have a hypo no one

thinks it's odd.'

Mark, a 16-year-old, was at the same camp:

'Usually I see what someone's like before I tell them I'm diabetic but here

there's no need to hide anything. Everyone knows what everyone else is

feeling.'

In other situations, young people may experience diabetes as a mark of their difference from
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others, for example, as an excuse to withdraw and do their own thing. For example, Maggie,
a 15-year-old, told me this:

'I'm not saying having diabetes is good, but there are good aspects to it....

definitely ... sometimes it's quite a good ploy to get out of doing something

with your friends ... it's difficult to be studious at school and you're more

likely to get teased because you want to study than if you say you have to get

an early night because of your diabetes.'

Some felt that diabetes gave them status among their friends, as someone admired for being

highly committed, rigorous, and self-disciplined. As Ian, a 19-year-old, said:
'Some people are part of a religious community but, this way I've made a lot

of friends through my sports ... and we all work out together. You have to be

quite disciplined and you can tell they respect me because it's hard enough

without diabetes ... exercise is something I feel passionate about, it affects the

way you think and what you do ... this way I can look after my diabetes and

feel good about myself.'

Others however were ashamed of their illness, feeling it compromised their relationships

with others, as Jim, a 16-year-old, said:

'I don't tend to tell people I'm diabetic. You can feel a bit ostracised and

people are embarrassed and don't know what to say. I hate that.'

Jamie was 18 years old:

'You know it can be really embarrassing not just with your friends because it

... um ... sort of labels you as ill in their eyes. It's more when you're trying to

pull the birds [laughs], I mean some relationships are spontaneous and it's
difficult to be prepared. So ... well... I might run my blood sugars high when I

go out... you know just in case ...'

For some, therefore, diabetes was a symbol of their exclusion and conceptual separateness
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from others of the same age. Dawn, a 15-year-old, explained how difficult she found diabetes
because she was very shy and lacked self-esteem.

'I used to get teased a lot at school. I used to get depressed and just want to eat

a lot of sweets. I think it was the fight that changed that. She used to come at

me hitting and kicking me and the others used to stand around and cheer. It

had been going on for months. I used to ignore the others but she used to call

me sick ... you know, going on about my diabetes. She had a real vendetta

against me since first year and she got everyone up against me. That was the

time I really felt low and down on myself. I didn't care about anything or

anyone. I got sort of paranoid wherever I went. I thought people were talking

about me. I didn't like going out and I used to find it difficult to make friends.

'It feels like you're all happy and bouncy on the outside with your friends,

then all of a sudden you can feel so low. And you think, what if I wasn't a

diabetic, and you feel you can't relate to them [friends]. It would be like

someone who is black with all your white friends. Sometimes when I go off to
have my injection my friends say "Oh, you're going for your fix?" I know

they don't mean it but I think ... I'm not a drug addict.'

She describes how she fought to re-identify herself among her peers and how she finally felt

successful:

'One time she came at me and I couldn't contain myself anymore. I was

bigger and stronger then her and I went for her. Mrs Cole [teacher] saw but

she didn't intervene. I think some of the teachers didn't really know how to

help me and this was her way of letting me defend myself. The girl was

covered in scratches all over her face. She's never troubled me since and the

teasing has stopped ... I'm really lucky now I've got some really good friends

... I like football so a lot of my mates are boys. They always look after me.

Once when we were sitting talking I started to go [have a hypo] and Terry

says "Are you OK, Dawn?" I say "No" and he jumps up and barges to the
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front of the queue and gets me some milk and a muffin. Pays for it himself.

They're brilliant. If you have good friends you feel good about yourself.'

However,

'... Sometimes at night you're sitting in bed and you think you're the only one

like that. You feel like you're the one person standing on a little rock and

everyone else is on the world and you're shielded from everyone and you

can't get in no matter how much you try.'

On the other hand, David, a 24-year-old who had had diabetes for seventeen years, balanced

'excellent control' with the life-style he wanted, thanks to his relationship with carers. In

fact, he told me diabetes had never stopped him doing anything:

'When you've had diabetes for seventeen years you forget what life was like

before it and I don't bother now about what others think. You just have to

learn how to handle yourself better. I go to a rave most weeks with my friends.

There's a good side to them; they have a main one every so many raves and

about 60 000 people go. It's just a way of life; some people go to a concert to

watch bands, we go to a rave to hear the best music, the best DJs and the

atmosphere. It's not like going to a football match. You won't get hit in the
face. They just come up and say "Are you all right mate?" It's a culture, a

fashion. When you go to a rave it's to listen to the beat and to dance.'

The staff told me to carry a card. I asked them ... basically ... whether drugs
and diabetes mixed, and he says [doctor] "We don't know." Basically, the

answer is no. I've learnt that. When you take hard drugs like ecstasy then it

stops you wanting to eat. It's not the drugs that affect your diabetes, it has the
same effect on anyone, it's just the after-effects ... They stop you wanting to

eat. I wouldn't wish diabetes on my worst enemy, but you can learn to handle

it. You've got to remember to inject yourself before you go to bed and if you

forget you know about it because you spend all the next day going to the toilet
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and you have sore muscles.'

With my job I have to get up at 4 am sometimes so that I need to work out

when to have my insulin. The problem is you're supposed to wait fifteen

minutes before you eat but I'm impetuous [laugh]. The thing I really notice is

that my friends can suit themselves, they can miss lunch, but I've got to eat

like a full course meal and it's expensive. My friends spend £10 a week on

lunch, I spend £35.'

You need to tell your friends so they know what happens if you have a hypo. I

was in a queue once and I could feel myself going. I started to jump the queue

and give the poor women a hard time because they were taking so long. My

friends calmed me down and explained everything to her. But by the time you

get out and have something to eat and cool down you know what you're

doing. But you lose control, it's just all rage.'

There were others, however, who found it difficult to balance their relationship between

carers and peers. 'Poor control' resulted when young people wanting to 'comply' with carers'

health goals found they were at odds with their friends, as Daniel, a 17-year-old, said:

'It's difficult to please both your friends and the staff. You don't want to end

up having very good control but being a bit of a weirdo ... so I compromise. I
have good control when I can and at other times I fit in with my friends'

Conceptualisation of being diabetic: context of young person's relation
with school and employers.
In the context of school, diabetes could also be an identity resource, including in relations

with teachers: Karen, a 14-year-old, explained:

'Sometimes it can make teachers trust you more because they see how

responsible you have to be with your diabetes. Mrs Sure usually asks me to do

things for her because she knows she can rely on me.'
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On the other hand, for Sam, a 16-year-old, it was a strategic tool to miss class:
'I hated chemistry ... so I used to get out of going to the class because I'd tell

the teacher I felt hypo and needed to go and have a snack. She was really
nervous so she always used to let me ... then one parents' evening she tells my
Mum I've been missing chemistry and that puts an end to that plan [laughs].'

Others, however, have to learn how to cope with the different way teachers and carers treat

them. Mike, a 14-year-old, explained:

'... The teachers don't understand ... Dr Smith says he's impressed with how I

keep such tight control ... but, at school, if I'm late for class because I've had

to give my lunchtime injection or have a snack I just get a rough from staff.'

Turning to the world of work, young people learn about employers' moral and strategic

attitudes to those who are young and impaired. Bryan, a 20-year-old, told me:

'My boss and all my work mates, there's five of us, are all pretty close. He's

given me a lot of support... he'll like let me go off five minutes before lunch

so I have time to give my injections. But the fact that I'm enjoying my job, I

mean I don't want to make a big deal of it ... you know ... but it gives you

something to live for. It was something to make you get a grip of it [diabetes]

to carry on. And I think that it was the following summer that I started to play

football and that's kept me going. So, I'm saying that if there weren't these

things in my life then maybe it would be more difficult to make the effort.'

Coupled with this, most learned that their childhood dream of, for example, becoming

firemen, a train drivers, a policemen or fighter pilots, were unrealistic, as Colin described it:

'[When you get older] you start thinking about your responsibilities, buying a

house and having children. You have to face the fact that you might loose

things if your control is bad ... I always wanted to be a joiner, but I never

managed to complete my apprenticeship because they told me the job would

be too dangerous for a diabetic. Now, I'm just waiting to find the right job; I
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hate the one I'm in now. They treat you really badly and it's difficult to get

time off to have my snacks because they just think I'm skiving.'

Steve, a 14-year-old, was already anticipating these sorts of problems:
'When I was young I had all these outfits...cowboys, fireman, batman ... as

you get older you realise what you can't do when you leave school ... My

ambition was to join the airforce.'

Others, realising the precarious position of employment, choose to conceal their illness, as

Amy, a 21-year-old, told me:

'I haven't got a clue what my boss would say if he knew I was diabetic. He'd

probably be OK, but I wouldn't chance it.'

For these individuals the risks of having a hypo at work were great, as Sally, a 22-year-old,

described:

I have to travel a lot in this job so I run my sugars a little higher so I don't

have a hypo and risk losing my driving licence. It's a calculated risk.

Hopefully, I won't get any complications, but right now I'm happy. I have a

good job and can think about buying a house, going on holiday ...'

Conceptualisations of being diabetic: context of young person's relation
with family
The family is often conceived of as treating young people as dependants and therefore in

tension with peoples' desire to be more independent. Being ill and an adolescent throws this

into relief. Moreover, having carers empower the young person exacerbates this further.

However, many of those with 'good control' attributed much of their success to the support

of their families. Bryan, a 20-year-old, explained this:

'It's a problem if you're not disciplined because you can just kid yourself. I've

always known my kidneys could fail or I could go blind and my Mum and
Dad have always been honest with me. It helps coming from a stable
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background. We've always been close and that helps in building your

confidence and having respect for yourself. I think you learn that there's more
to life and it puts it in proportion.'

This helped him to measure his own misfortune against that of other people:

'When I was first diagnosed my auntie was dying of breast cancer so I think

that kind of helped to put it all into perspective for me.'

Similarly, Martin, a 22-year-old, suggested his success was, in part, due to the support of his
mother:

'Obviously, she don't watch over me as much now, but she's always there in

the background ... she does the shopping and cooks my meals so I don't really

have to think about my diet.'

In terms of caring for themselves many young women, however, felt they were under greater

pressure than young men to look after themselves. Ann, an 18-year-old, explained:

'My Mum works full time so when I get home from school I usually get the

dinner ready ... I might do the shopping as well. I've always looked after my

own diet, I think women are expected to ... My brother's a lazy sod.'

I have already mentioned that carers felt under pressure to encourage young people to

participate in the same activities as their friends. Parents, reluctant to let go of ill children,

were nevertheless relieved by carer's expectations that their children could lead 'normal'

lives. The pressure to behave like other adolescents, however, compounded the security and

support the family network offered. While some parents determined to be more involved with

their children's' diabetes management, resisting carers' encouragement that they should

relinquish control, others felt a mixture of anxiety, intimidation, relief and frustration.

Natalie's mother told me:

'I probably wouldn't have let her do so much on her own, but, in a way it was

a relief when Sally [DNS] said she thought Natalie was ready to take more
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responsibility. You want your child to be as normal as possible and this gives

you permission to stand back and not feel to guilty.'

Mandy was 16 years old, and her Mother was less satisfied with the state of affairs:

'Since she's moved up to the adult clinic I never have any contact with the

staff. It's as if her family doesn't exist. She keeps telling me they go on at her

about her 'poor control' but I don't think they know that the problems started

when her Dad got ill with cancer. We're very open with her ... she knows he's

going to die ... I keep telling her to explain this to them but she's quite shy. I

could imagine her sitting there and saying nothing ... if I could just have a

word with them I could explain everything.'

On the other hand, carers, believing they are doing the best for young people, felt they must

protect them from over-protective parents, in other words, give them the opportunity to stand

on their own two feet. In general terms, through these types of negotiation, parents and staff

shape the context of adolescence for young people. Solberg (1997), for example, describes

how working mothers negotiated with 10-year-old children how independent the children

should be. Children who performed well were thought of as older than other children of the

same age and given more responsibility in terms of household chores. Similarly, with

diabetes, notions of competence centre around practices of therapy (Christensen 1998) so that

those with 'good control' are given more responsibility to look after themselves. Indeed, the

problem for many with diabetes was that, irrespective of their changing needs (e.g. traumas,

exams) it was more difficult, once the parent had relinquished responsibility for their child's

'control', to re-engage the parent's support on occasions when they felt less able to cope,

Kate, a 17-year-old, explained this:

'When I was fifteen or sixteen my Mum was encouraged to stay in the waiting
room when I went into see the doctor ... that was daunting at first because I

would have preferred her there with me. Then eventually she stopped coming
to the clinic altogether so she's not as involved now. At first, when I came

back from clinic she'd ask me all about it. Now she assumes everything's all
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right unless I tell her.'

Young peoples' separation from their families in the clinic usually happened at about fifteen

to sixteen years. Thus, again, young people were passive objects in the socialisation process

of diabetes: young peoples' chronological ages and adults' aspirations, rather than the young

peoples' needs, determined the treatment made available to them. While some were glad of

the opportunity to visit staff on their own, others would have liked to make the choice. It

would have been preferable, as James (1999) says, that young peoples' experiences were

contextualised by their situations rather than purely by their physiology. These issues will be

discussed further in chapters 5 and 6.

The idea that young people need to be weaned off parental support to take control of their

management regimens as soon as possible has interesting implications relating to the age of

diagnosis. The older young people were when first diagnosed the less involved their parents

were expected to be. Correspondingly, if a very young person contracted diabetes they were

expected to take on responsibilities far earlier. For example, Fay, a 13-year-old, told me this:

'Oh ... I was five when I started to give my own injections. My Mum had done

them before and I think she was quite anxious about letting me do it at first

because I was so young, but Sally [DNS] encouraged me to try. I don't

remember being that nervous because I was young, but I felt grown up

because it was something my friends couldn't do. My Dad used to tease me.

He used to say to people " She was giving her injections before she could walk

[laughs]." '

Her father was clearly proud of her achievements and told me it was unusual for someone so

young. Indeed, as another father said:

'As time passes, the illness becomes routine and less exotic and you

acclimatise yourself to the fact that your child has to do such awful things to

themselves.'
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While diagnosis was 'traumatic' for all concerned and anxiety remained about microvascular

disease, most families worked hard to normalise family life in line with notions of normal

parenting (Bluebond-Langer 1998). For example, sitting with her 18-year-old daughter, Zoe's
mother (a nurse) told me this:

'Her diagnosis was very traumatic, but I think it's brought us closer together.
She was very ill when she was first diagnosed. She had to go into hospital and
I went through a bit of a guilt trip for a while, because I felt I should have
known. Also, being her mother, I felt I was to blame in some way.'

Yet:

Mum: 'It hasn't made any difference to her, you see. She used to do cross¬

country running at school. She's a good swimmer too. It's never stopped

her doing anything.'

Zoe: 'Yeah, I've got my 'Life Support' badges one, two and three, and at

college I'm studying Sports Development.'

In fact, the more a young person was able to achieve, in spite of their diabetes, the more

reassuring it was to the family. For others, however, life was less orderly. When I first met

Sam she was fourteen years old. Her control was said to be 'very poor'. Her mother, a single

parent, had left when she was a baby, and her grandparents whom she called 'mum' and

'dad' had brought her up. Her grandfather had recently left her grandmother. Sarah felt she

was, in part, to blame. I found Sarah shy and withdrawn:

'I started to eat sweeties again and my diabetes has been much more difficult

to control lately.... Since dad's left I want to eat and it's difficult not to. I see

my friends eating and I want to too. ... The craving for sweeties is the worst. I

think because I'm older and think I can get away with it more. I used to cheat

quite a lot with my mum ... Like I came in the other day and told my mum I'd

just eaten a Yorkie bar and she said " Oh no" and was quite angry but that was

it [laughs] ... When I was younger I used to hide the sweetie papers and my
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Mum would find them. And she'd say "What have you been eating Sam?"

[Mimics her Mum's voice] and I'd say that wasn't me, it was my friend.

'The lady down the street had diabetes and she had to go into hospital with a

heart attack and while she was in she had to have the bottom of her legs cut

off and I'm like ... I'm not going to do that! I feel sorry for her but she was the

reason she had to have her legs cut off so I don't want that to happen to me ...

I wish I were somebody else. I don't want to be me, I hate it ... I look at my

friends and I think "Why have so many things gone wrong for me?" '

Each time I saw Sam she said her control was worse but that she was trying because she was

so frightened of the consequences. At fifteen years old, Sam was seeing the clinical

psychologist because she was unhappy at home. Her diabetes 'control' remained a struggle.

At sixteen years old she finally left home and moved into a flat with four other adults, a man

and three women. She became pregnant and had an abortion. She was admitted to hospital

after trying to commit suicide. The carers were frightened that she was being sexually

abused.

The general moral state of being diabetic
Moral conceptions relating to the state of being diabetic are implied in Sam's feelings about

having diabetes. The fundamental question that those with an illness continually try to

address focuses on the matter of responsibility for the illness occurring and for one's

subsequent fortunes. For many young people, the question is 'Why me?' and 'What have I

done to deserve this?' Dawn, the 15-year-old (above) who was teased, said:

'I look at that bully and I think "Why me? Why not her? I've always been

nice to people. Why is she not punished?" I've noticed a first year being
bullied and I look out for her because I know what it's like. I'll go and chat to

her in the playground. No one goes near her when I'm there.'

Also, living within a family young people experience their parents' feelings of guilt. One
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mother told me:

'I can't help feeling it was my fault. I used to wrack my brains thinking
whether it was because I didn't feed her properly, maybe it was because I

smacked her the night before, things like that...you feel so responsible and as a

parent you would do anything to take their place.'

As young people grow older and gain perspectives of their situation in society and within the

family, they take these anxieties on for themselves, e.g. 'Will I be a burden?' and 'Should I

have children?' Erika, a 23-year-old, described this well:

'I feel so guilty ... what I'm putting my parents through. Mum looks so drawn

sometimes. My 14-year-old sister is very protective of me ... but really it

should be the other way around.'

The scientific rationalisation for illness is a significant counteraction to feelings of guilt

relating to the idea that the ill person is being punished. 'The reason for this illness is

genetic', 'It's just one of those things' and 'It was just back luck because the body is such a

complicated machine there's a chance that anyone can get ill', are the standard scientific

explanations. Science is also associated with notions of hope and improvement (e.g. see van

Dongen (1998) on schizophrenia. However, as Evan-Pritchard's accounts of the Azande

(1976) show, notions of misfortune and their association with punishment (and witchcraft)

are powerful, and the scientific explanation of illness is not always sufficient to appease

feelings that one is being victimised.

Footnotes to chapter 4
1 However, as James and Prout (1997) point out, relativism, e.g. the contextualisation of

participants' experiences, can lead to problems because, in the diabetes setting, for

example, it is important to consider both the particularities of young peoples' beliefs

alongside the generalities of their biological condition.
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my research, virtually all carers were Protestant, as were most young people.
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Chapter 5: Health carers' organisations

'We need to learn to interact with patients, that is, we need to learn to dance
with each other.'

Consultant, adult medicine

Institutional Support and the Initiation of the Diabetic Role
In this chapter, I look at the institutional support available to carers in the form of specialised

Young Adult Clinics (YACs), community care, and summer camps. The overall theme,

which takes in all the various institutional settings, is the initiation of the diabetic role. I

argue that the various institutional settings function to create, for the young person, a social

space between 'healthy status' and 'diabetic status' within which the afflicted person, and
those around them can be familiarised with the new role. In other words, these institutional

settings are directed at the social construction of liminality. In fact, the settings are dealing
with a double liminality, viz. the inculcation of the diabetic role and the condition of

adolescence, explicitly regarded in British culture as a betwixt and between status. It is little

wonder, therefore, that the settings have a ritual character to them and, as liminal situations,
amount to rites of passage. A recurring theme is the apparent contradiction between the

formal educational role of carers and the totally relaxed relationships between carers and

adolescents, evident in some settings, for example, at the camps. The structure of this latter

type of relationship, which is quite different from the formal professional partnership

between doctor and patient, as described by Paine (1969), is more like that of friendship.

Turner's (1995) work helps to map out the dimensions of enquiry here. He demonstrates how

liminal scenes are distinctive in time and space, and that rites of passage function to be

subjectively transformative. Liminal situations are, in purpose, invariably educational

situations, where, betwixt and between recognised social statuses, initiates receive

instructions from elders. In this regard, the key 'problem' is to avoid contaminating the

situation with other aspects of the relationships between elders and initiates that might

prevent effective education. In the diabetes situation, these 'other aspects' may have to do
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with differences in age, gender and class background. In the case of diabetic healthcare, this

problem is not resolved through the relationship between 'educator' and patient being
dissolved once the educating is done: the rite of passage cannot briefly mystify age, gender

and class matters since the relationship between health carers and initiated diabetics can

continue for life. There is a further point: health educators assume responsibility for drawing
initiates into the liminal scene in the first place, by befriending them. This is quite different

from, say, an African circumcision ritual where initiates 'automatically' enter the scene

having been dispatched by their families. In this chapter, I describe how health carers manage

such problems by, as far as possible, transforming all extra-educational statuses into the

single status of friendship. Here they steer a fine line between, on the one hand, extending a

general relation of trust, and, on the other hand, downplaying status differentiation between

themselves and young people altogether, hoping that these two not identical but similar

elements will in some way evoke one another and so reinforce one another. This reaches its

climax in the summer camp where in anarchic communitas (Turner 1995) outside the

education situation, the distinction between carer and young person seems almost to

evaporate. In the remainder of this chapter, I use ethnographic illustrations to describe the

different liminal situations in which those with diabetes come to be involved. I shall show

that whilst the educational role between carer and patients is kept distinct from their

friendship role, nonetheless the latter commonly functions as context for the former, such

that it provides an ambience of goodwill within which education can effectively proceed.

Liminal situation 1: revealing the diabetic role - the first visit to clinic
Young people suspected of having diabetes are referred by general practitioners, along with

family members, to diabetes clinics run by multidisciplinary healthcare teams. Carers must

firstly confirm the diagnosis. This is done by a blood test. Then carers begin management

programmes to achieve optimal control of the young person's diabetes. The inculcation of

young people and their family members into the diabetes role is a sensitive matter and carers

take great care to graduate the process. They know, for example, that when diabetes is

suspected families are faced with a mixture of emotions such as: hope that there has been a

mistake; desperation when illness is confirmed; loss; and, finally, a measurement of relief
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that the condition, although not curable, can at least be controlled. I note the carers' use of

symbols to delineate the process of initiation. Sally, a DNS, describes the liminal situation in

the following way:

'It's important how you tell the families [about diabetes]. If it's done

insensitively, if you tell them too much at once, they can't take it in and it can

affect self-esteem and their ability to cope with diabetes for the rest of their

lives. Once the damage is done it's very difficult to backtrack ... they need to

feel secure and to know that they're not going to be left alone to cope with the

illness.'

Sally's description implies a rite of passage, a betwixt and between position, distinct from the

workaday world the young person is used to, and the beginning of a new identity. Thus it is

important that the first consultation is performed within a witness setting, with the family

present, to gain the young person's confidence, and at the same time, to signal the carers'

unity and educational authority. In the paediatric clinic the consultant invites the young

person and family into the consultation room to join other members of staff, such as DNS,

the dietitian, and clinical psychologist, in an informal semi-circle with the consultant. A
sense of communitas is evoked: it is a moment 'out of time' where, as Turner says, the

initiate diabetic, stripped of'wellness', appears as 'tabula rasa\ a blank slate, upon which 'is
inscribed the knowledge and wisdom of the health care group, in those respects that pertain

to the new diabetes status' (Turner 1995: 103).

New relationships with the families, based on education and trust (friendship), are skilfully

negotiated. James, a consultant, explained the points he tries to cover during the first

meeting. To illustrate better the different relevant social values, I separate these into different

episodes:

'Everyone gathers around, we all sit together in a circle so they don't feel it's
staff versus the patients.'

Communitas, the foundation for a new relationship, is established among all

concerned.
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'I always begin by confirming the diagnosis. This is important because the
mind plays funny games and it's easy to believe you might have misheard or

that we're still unsure of the diagnosis. I tell them the tests are very accurate

and that there is no doubt that it is diabetes.'

The authority of the carers is proclaimed.

'I try to let that sink in, but often the families are too shocked to say much so

then I ask them to trust us because we are an expert team with the most up to

date care and very involved in research in the hospital and elsewhere. I ask

them if they feel they can trust us.'

The important of trust is expressed.

'I tell them that we will help them to become experts in their own right and

that, while they won't think it possible now, they will become experts one

day. I promise them that.'

The importance of education is stressed, as is self-sufficiency

and joint expertise.

'Then I tell them that it's not their fault... Nobody is to blame. No one is sure

why diabetes occurs, but that it isn't because anyone has done anything

wrong.'

This illustrates carers' role as the arbiter of morals.

'I tell them they will feel better. The medication will help them to feel better.'

Finally, the carer's authority is reaffirmed as a gesture of

reassurance.

This construction of liminality is important, both in making the right impression on the

young person and his or her family and in preventing future problems, as Mark, a consultant,

explained to me:
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'They don't have to attend clinic. In fact, if they feel threatened, they won't.'

James's words, in the following conversation with a family, were chosen carefully. His tone

was gentle, but purposefully spoken as he confirmed the diagnosis:

'The tests we have done show that William has diabetes ... These tests are

very accurate and so we are sure of this diagnosis.'

The ritual context is evident from the symbolic use of the language. As the families take on

this news, the death of their well child, and the young person takes on the meaning of their

new career as someone who is ill, the rhythm of the consultant's words rock the families

reassuringly. Like poetry, the words bring to mind images of matrimony, trust and sharing,

such as 'We will be together through this', 'You will not be alone', 'I will support you',

'Together we will learn to become experts.'

This liminal phase is a time and place of withdrawal from normal modes of social action, a

period of scrutiny where individuals are tested and prepared for their new responsibilities

and, in this case, introduced to the moral, philosophical and ethical values of the diabetes

community. This is what Silverman (1987) calls the 'ceremonial order' of the clinic. There is

little formal education at this stage as the families are usually too shocked to absorb very

much. Instead, an appointment is made, for the DNS to visit them at home the next day, often

before breakfast, to teach them how to give their own injections. They will probably not see

the consultant again for another month. If the initiation process is successful, it will have

prepared the family for home visits, telephone calls from staff, clinic appointments, and

invitations to the summer camps.

Liminal situation 2: the young adult clinic
Here the liminal status of novice diabetic is mapped onto the liminal status of adolescence.

The latter underwrites the institutionalisation of the former, and permits the educational

period relating to diabetes to be extended. Accordingly the status 'adolescence' cannot be

confounded by the status 'novice diabetic', i.e. culturally appropriate adult-novice relations
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relating to adolescence must continue to be upheld while education relating to diabetes

proceeds. This poses problems for carers: what is the culturally appropriate ideal and how, as

a context, may it be marked off from the educational side of the relationship? The Young
Adult Clinic (YAC) illustrate the double social pose carers must construct.

The YACs were set up for the specialised care of 'adolescents' because research showed that

microvascular disease increases during adolescence; and because the consolidation of this

age group into one clinic allows staff to pool their experience and to concentrate solely on

young peoples' 'poor control'. The clinics were established within the last ten years and

serve as services for young people between the ages of fifteen and twenty-two, i.e. after they

leave the paediatric clinic and before they enter the adult clinic. They are intended to 'soften'

the transition from the family-oriented paediatric services to the adult clinics where the

person is expected to attend alone. They are run by paediatric or adult staff (occasionally by

both) although the relationship between adult and paediatric carers regarding their rather

different care philosophies, means that collaboration between them, as described in chapter 3,

is rather unusual.

One YAC is organised by Frank, a consultant diabetologist, along with other specialised
staff. The dynamic interplay between staff and young people is delicate and the team was

appropriately wary of outside researchers who might alter these sensitive arrangements. For

the first year of my fieldwork Frank refused to let me attend the clinic and ignored my

requests to attend the summer camp he ran for 14- to 25-year-olds, saying that places were

highly coveted by the staff. I had met him at several conferences and he had always avoided

contact whenever possible. One evening however, he approached me:

Frank: 'What exactly is it you do?'

I explained but he interrupted:

Frank: 'Are you some sort of psychologist because if you are you can forget it.

I've been down that road before. I let one come to the camp a few years

ago and it was a disaster. He completely ruined the dynamics of the
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camps because he tried to take over and change things. He didn't realise
we'd already worked hard on developing relationships with these

youngsters. Are you a psychologist?'

Alex: 'No ... I...'

Frank: 'Has anthro ... what was it again?'

Alex: 'Anthropology.'

Frank: 'Is it related to psychology?'

Alex: 'No. It's compatible but not related. I have an observational role. I have

no remit to interfere in your work or to tell you how to run your clinics.'

Our conversation was intense and eye contact was fixed. I was trapped in a large Parker
Knoll chair adjacent to his and against the wall so that a quick exit was impossible.

Frank: 'So you wouldn't try and change anything ... interfere ... if you mess

with my patients' minds you'd be out.'

Alex: 'No, definitely not. I would just sit and watch.'

Frank: 'I'll think about it.'

I didn't hear from him for another year. One day, however, he rang to tell me when he ran his

YAC:

'You can come along if you want. Ring me first; don't just turn up.'

In the end Frank allowed me to spend a great deal of time with him. His awkwardness with

outsiders melted away when faced with young people. He was passionate about diabetes care,
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and those he came into contact with clearly trusted him and were relaxed in his presence.

Frank had a policy of inviting parents along the first time a young person attended. This
allowed him to introduce himself and to explain the sorts of things they would be doing.

Parents, he told me, need permission to withdraw and hand over the responsibility of diabetes

care to the young people themselves:

'At this stage of their lives young people have to learn to look after

themselves. We want to make sure they can function like other normal

teenagers as much as possible. So they need to learn to be accountable for

their own control. They can't rely on their parents forever. This is where my

relationship with them becomes so important.'

When interviewed at home, afterwards, most parents felt reassured about the care their child

would be getting. This ritual handing over of responsibility to carers was important to

families and seemed to ease the transition of young people taking on more responsibility and

being given more privacy. One parent said:

'It's hard to think you won't be as involved anymore. I always used to attend

when he went to the paediatric clinic. But it's right that it should happen now.

I mean he's growing up and it's not normal to have your mum there all the

time. I thought Dr F had a nice manner with him, and Jeff seemed to like him,

so I don't think he'll mind going [to the clinic] on his own.'

Young people, also, were happier when their families were not worried about them.

When interviewing young people, Frank would sometimes sit on top of his desk, facing them,

with his legs dangling down. Occasionally, when he was thinking or listening carefully, he
would lean back across the desk and prop himself up on one elbow, staring at the ceiling.

Young people responded to this impromptu behaviour by appearing relaxed. He created a

sense of team unity by making references to other staff: the chiropodist, the DNS, and the

dietician. Occasionally, he might leap up and say 'Let's see if Moira [DNS] is about. She'd

be good to join us here and talk about this.' After accompanying them to see another member

- 167-



of staff he then might sit in on their consultations. This strategy, which facilitated effective

health care, was to ignore the age difference and treat the adolescent as a 'friend'. The

following conversation is of him with Diana, a 16-year-old, who has had diabetes for one

year:

Frank: 'Hi Diana ... How are you?'

Diana: 'Oh I'm fine thank you, how are you?'

Frank: 'Well, thank you. How have you been getting on these last few months

since I've seen you?'

Diana: 'Yeah not too bad really, but probably not as good as I'd like because I

can't cut down on the crisps. I've got my Standards [exams] and I'm

terrible at picking.'

Frank: 'Yeah, I can imagine. I must admit I'm rather partial to the odd packet of

crisps myself. It's really hard to cut down on things like that. Diana, I
understand what you're saying. It's very difficult isn't it? I know I'd find

it difficult. [He creates a feeling of camaraderie by empathising with her.

He partially reclines back across the desk and rests on his elbow. He

looks relaxed, and Diana seems to be responding to this]. Crisps are bad

for anyone, diabetic or not, but it's easy to say that and much more

difficult to put into practice.'

Diana: 'Yeah, I just don't feel I can stop until after the exams, do you know

what I mean?'

Frank: 'Yes I do, certainly I do. Let's have a look at your HbAlc. That will give

us a good indication of how you're doing. [He swings up, takes the notes

and opens them for the first time]. Well Diana, they're 7.5%. What do
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you think about that? We really couldn't ask for more from you. That's

excellent, really it is.'

Diana: [looks pleased] 'Oh, I'm surprised, I really thought it would be much

higher.'

Frank: 'You must be being more careful than you thought. Would you like to

have a word with Celia [dietitian]?

Diana: 'Yeah. I was going to ask if I could and I thought I'd see the chiropodist

as well.'

Frank: 'That sounds like a good idea. Let's both pop along and see if we can

find Celia and talk to her about it shall we? How's your mum, is she

happy about you now?'

Diana: 'She's much better; she pretty much leaves me to get on with it by

myself.'

Frank: 'Good, I'm pleased ... it's a big thing for mums isn't it ... seeing their

daughters growing up.' [They both laugh. Frank opens the door and lets

Diana out first and we go to find Celia.]

The interview with the dietitian started with Frank in the room and seemed to carry on in

very much the same vein. After a while, Frank said:

'OK Diana, I'll leave you now. Make an appointment to see me after the

exams will you? You're doing great, but if you have any problems ring us ...

OK. See you then. Thanks Celia.'

Outside Frank went to pick up another set of notes in the corridor. I took out my notebook for
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the first time to jot down the age of the next person we're going to see so as to jog my

memory when I come to write up the interviews at home. Frank rushed over and grabbed the

notebook out ofmy hand:

Frank 'What are you writing? [He looked] Is that all you write ... nothing else?'

Alex: 'No. That's it pretty much and then I'll write my interpretation of the

clinic later.'

Frank: 'OK. [He handed the pad back and we carried on]. What sort of things

will you write about me?'

Several of the young people smiled at him as he walks past. We met Jack in the corridor,

standing outside the consultation room. I had been told, by Moira [DNS], that Jack had

learning difficulties and had struck up a very strong relationship with Frank. He turned up

every Tuesday to speak to him even though his appointments were three months apart:

Jack: 'Hi Frank.'

Frank: 'Hello Jack. Fancy seeing you here again. I'll see you in a minute, Jack.

I've just got this patient to see first. Is that OK?

Frank's relationship with Moira, the DNS, was close and he openly teased her for talking too

much. Occasionally he stood behind her making movements with his hands to mimic her

speech. She responded, undeterred, 'yeah well [she looks at the group of young people sitting

in the waiting room] he can laugh, but it's nervous laughter because he knows I run the
show.' Frank, drew me to one side afterwards. His remarks illustrate the difficulty he has of

both befriending and caring for young people:

'One of the problems I have is that most of the teenagers on our books turn up

for their appointments. In fact, we have relatively few defaulters [clearly,

young people, who might be demoralised by their 'poor control', are still

happy to turn up to see the team]. It's a problem getting them to show up,
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when most youngsters are rebelling and wanting to do their own thing. I'm in
bit of a cleft stick because, if they don't like us, they don't come but, when

they do, we can't necessarily do anything to help them. I know some counties

have better control over their teenagers ... one place in particular shows poor

controllers pictures of amputees to scare them but that's not our policy. That

seems unethical to me.'

While attending a conference, another consultant, Nick, raised the same dilemma. He

unusually combines his clinical work with 'scientific' research which has an international

reputation. We were sitting in the pub. He chain-smoked while he spoke:

'At the end of the day, it boils down to crap.'

Another physician butted in:

'Oh you can't say that.'

'Yes I can because all this clever biochemistry leaves us with bugger-all. The

patient still has to do a balancing, juggling act with input and output which is
a bloody nightmare [he turns to me]. The problem is I'm too nice to my

patients. Here I am, a fat slob sitting opposite them and I can't exactly say

you've got to watch your weight, stop smoking and cut down on the crisps.

Bugger me, I'm no example am I? [everyone laughs]. But what it does mean

is that they do usually tell me what they've been doing and it means they keep

coming back ... they're less likely to default.'

At the same time, notions of adolescence placed pressure on carers to help young people to

'normalise' diabetes by taking on more responsibility. In the cross-cultural research which

compared Scottish and Italian diabetes centres, it appeared that young people in Italy were

under considerably less pressure to 'go it alone', drawing on the support of extended families
to help them achieve 'optimal' control (see chapter 7). Indeed, in Italy, families expected to
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accompany young people to appointments, whatever their age. In Scotland, meanwhile, there
was pressure to make the young person independent, as Tim, a consultant, illustrated:

'We have problems when parents come to the YAC. If I ask how things are

going, the patients just sit there and the parents will say "Oh fine" or "Not so

good" and I have to say [sarcastically, as if to the young person] " Gosh, you

said that without moving your lips" so that the parents get the message. I have

to wean the parents off. I make a point of addressing the patient and asking the

relative to keep quiet and then I'll usually speak to the parents at the end.

Usually they drop off. Parents tend to be much more neurotic ... We have the

responsibility to help patients to learn to take responsibility for themselves.'

Sally, a DNS, told me this:

'I think it's important that kids coming to the YAC are given a bit of space.

Parents are very involved in the paediatric clinic but there comes a time when

they need to be told when it's time to withdraw. Sometimes it's about giving

the parents permission to withdraw and sometimes you find they're actually

quite relieved because they need a bit of space too. I've tried letting the

parents in and it doesn't work. They take over. This is the time when we really

need to get personal with the patients; we need to work on them individually.

Kids need privacy and they need to learn to take full responsibility for their

diabetes and they can't do that if the parents are always interfering.'

Indeed, the moral imperative reinforces this idea by making young people feel responsible to

give their families freedom. Jack, another consultant, told me:

'Teenagers rebel from their parents and all forms of authority at this age.

Psychologists have shown us that this is an important stage when the young

adult needs to break away and create their own identity. So this is very much a

normal part of growing up and we have to respect this and treat it as a normal

part of diabetes management too.'
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It would be an exaggeration to say that this was the response of all carers. One, for example,
said:

'Not all teenagers grow out of their parents. It's very individual. If there's a

problem they usually want their parents to be the first to know.'

At a busy city clinic I accompanied Fiona, the DNS. She picked up some notes and called

Jeff, a 19-year-old. In this scene, symbols of friendship were clearly evident. Jeff was clearly

relaxed with Fiona. He had known her for many years. At this stage, the educational symbols

took second place to those which expressed their friendship. She allowed him to direct the

conversation so as not to exert her care role:

Fiona: 'How are you Jeff?'

Jeff: 'Not too good at all ... things haven't been that good at all. I've taken

work experience in room service and I'm doing shifts and my breaks

don't fit in with when I need a snack so when I get home I feel awful.

Fiona used a 'problem solving technique' to allow Jeff to define his problems and the

possible solutions:

Fiona: 'So, what is happening, do you think?'

Jeff: 'I'm missing lunch, that's the problem.'

The conversation continued for about half an hour. Although he now recognised why his

'control' has been poor Fiona continued to build on her relationship with him. Jeff responded

by telling her about his course, uninterrupted:

I'm doing a course at Tellers [CFE], It's a HNC in Hospitality Training

... I think I'll stay and do my FIND if the exams go well. I'd like to get

into management ... you see my diabetes wouldn't be such a problem.

God, listen to me, I hated working at school ... Apart from my control,
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everything has been going well until last week I smashed up the car.'

Fiona confirmed his expertise:

'Oh Jeff, but you're a good driver ... you've been driving for a long

time.'

Jeff confided in her about his parents as one might do with a friend:

'Dad was really cool about it but you know my Mum? She just about

flipped. She's got a temper this size [he spans his hands out wide]. She

goes off the deep end at the slightest thing; she's always getting at me....

She didn't believe I was saving £400 so when I took her to the cash

dispenser even I was surprised because I had £700.'

Fiona gently asserted her educational role to help him think ofways to improve his 'control':

'Jeff, we're talking about a lot of money here. I mean. ... let's see your

HbAlc was 17% (very high, suggesting that he missed many of his

insulin injections) last December, then 13% and now it's better at 12%.

See, Jeff we're looking for below 9% ... What can you do to improve

things?'

Jeff: 'Lose weight I suppose [laughs].'

Fiona: 'What about joining a health club? With £700 in the bank that would be

good. My son's just joined one for £125 a year.'

Interim section: outreach in the community
Outside, in the community, in the patients' own domains, carers must also construct the

double pose of care role and general relationship of trust. Where Moira's [DNS in Frank's

clinic] behaviour is concerned, friendship seems best to describe this. I use Paine's (1969)

discussion on friendship to aid analytical consideration of the various scenes I am describing.
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I joined Moira on her community visits. Moira was very angry when I arrived. One of her

patients, Stephen (who was fourteen at the time), had been admitted to hospital over the

weekend by Margaret (a locum consultant) who had stepped in when she and Frank were

away. Reminiscent of Sahlins' (1974) idea of generalised reciprocity, Moira described how

she and Frank maintained a relationship with this family:

'God, she will have undone all our hard work on Stephen and his Mum. We

got him down from 17% to 10% [HbAlc] and he was beginning to take

responsibility. God I am so angry. I've spent so much time working on that

family and gaining their confidence. My policy is never to give the injection

for the patient, so they're confident and independent from the start...He was

really tearful and angry and he'd blow up and shout at me, but I'd got to the

stage when he was doing it and feeling really proud of himself.

'His Mum is quite a case. I can foresee problems with diet because ... I'm sure

she's anorexic ... she's always talking about food and there's nothing of her.

She's quite unstable. She has moments of anger about her son and she flares

up at him ... says she can't cope and wants him to be taken away, then they

can be very tender together. I know she doesn't want to lose him but she's

very volatile and I speak to her or go and see her every day just to keep an eye

on things. We were getting there ... she hates diabetes because her ex-husband

was one and he used to threaten her with it. He would manipulate or blackmail

her if she didn't do what he wanted. He used to tell her he'd take an overdose

[of insulin] or say it was her fault that his control was bad.'

The phone rang. It was Stephen's mother, Jane:

Moira: 'Oh no, Jane, I don't believe it... oh no, you poor thing ...'

Stephen's mother had phoned to tell Moira not to visit them at home because they were both

in hospital. It seems Jane was making a special dinner for Stephen coming home from

hospital when the grill caught on fire. They lost everything in the fire and now the council
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was trying to re-house them. Moira took me down to the ward to see them.

Moira: 'I can't believe this. [She looks up to heaven] Hello. Is any one up there

who can hear me?'

Stephen was sitting in bed and smiles broadly when Moira came in. The mother was sitting

on the bed in her dressing gown. Her ex-boyfriend, Sam, had arrived to see them because he

was still very fond of Stephen. Stephen was fourteen but looked much younger. He was very

thin and was swamped by the hospital pyjamas he was wearing. He looked very vulnerable in

the metal hospital bed which was made up with clean white linen. His hair was parted as if

the nurses had brushed it on the morning shift. He coughed. I wanted to hug him.

Moira sat on the bed, next to him, and talked to Jane, reassuringly smiling at Stephen all the

while to show him he was not excluded from the conversation. Jane, sparrow-like, was

agitated and talked incessantly, hardly drawing breath:

'He's gone and got smoke in his lungs. That's all I need.'

Moira turned her attention to Stephen. She tells him he looks hungry:

'I bet the nurses don't feed you properly. Perhaps if I go and talk to them

nicely they might let me make you some toast.'

His face brightens. This gives Moira a chance to talk to the nurses about his diet. She makes
a fuss of Stephen saying she'll pop back to see him in the afternoon with some magazines.

Our next visit was Shifton Prison to see three 20-year-olds who had diabetes. Their 'control'

was said to be 'poor'. We passed through security. Moira was brazen, chattering away to the

security guards. I was startled by the smell of urine and strong disinfectant. The walls were

drab and we were shown down a long corridor of locked doors where one of the men had his

room. Hardly pausing, the guard unlocked one of the doors and held it open for us. He hadn't

knocked and the startled prisoner, Dave, was standing in the middle of the room in his
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underpants, one foot raised ready to put into his trouser leg:
Officer: 'The nurses have come to see you. Get dressed and we'll take you to the

surgery.'

The door is held open and the young man looks at us embarrassed. I look away. The officer

lets the door close and Dave retaliates from behind:

'Thank God, I thought you were Jehovah Witnesses.'

Moira, quick as a flash, showed her allegiance to him by running back to his door and

shouting:

'How do you know we're not, Dave?'

The atmosphere was broken. We walk on and met Kevin, the Prison nurse, and the Governor,

who wants to talk about the insulin 'pens' (modern syringes that have insulin drawn up inside

them). They are worried that prisoners could overdose with them or use them for other drugs

such as heroin. Moira reassured them. We were taken onto the chapel where the inmates,

Dave, Jim and Terry were waiting for us. Kevin, the nurse, was impatient. While Moira
worked to build the men's confidence in her, he undermined their confidence:

'It's no good. They won't listen to a word you say.'

Moira ignored him and turns to the men:

'Do you look after your own diabetes?'

Kevin ignored the men:

'Lord no, I have to tell them everything. Only the doctor alters their insulin.'

Moira turned to the men again:

'It doesn't have to be like that. I bet you're perfectly capable of learning to

alter your own insulin [Kevin raises his eyes]. It just takes a bit of

confidence.'
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Kevin went off on a tangent:

'They're just lazy - they won't do anything for themselves ... like cleaning
their rooms. You can't trust them. I've leant never to be surprised. You think

someone is very sensible ... understands the score and you arrange for them to

have a home visit and then they go and do a bunk ... out of the blue. They're

great manipulators ... you're not kidding ... they're bloody experts at it.'

Moira invited him to sit with us, but he refused, preferring to stand in the doorway. Moira

was slowly winning the confidence of the men. They liked her and started ignoring Kevin to

hear what she had to say. Jim tried to ask her a question but Kevin interrupted. Moira's

attention, however, is not diverted from him.

'Can I finish my sentence! I'm talking, aren't I? Isn't that right, Terry,

[he says turning to the young man beside him] I'm talking?'

Jim was worried because he liked working out in the gym but kept having 'hypos'. He had

requested a snack but, he said, looking accusingly at Kevin:

Jim: 'That's been stopped now. Great, if I die I'll come back and haunt you.'

Moira: 'Gosh Jim, he [Kevin] looks nervous.'

Kevin: 'I am! Believe me.'

Kevin was getting bored with Moira; she clearly didn't understand prison life. He went,

leaving us alone with the men. They visibly relaxed and it became obvious that diabetes was

only one of their many problems. Dave was worried he wouldn't be able to look after his

diabetes when he left prison because he had nowhere to live, saying:

'I'm no one's child, Moira.'

Jim butted in:

T make my own rules. The law doesn't apply to me so why should it for
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diabetes?'

Moira listened to them carefully, taking seriously what they said:
'Yeah but, Jim, you need to look after your diabetes or you can't get a driving
licence.'

Jim laughed:

'Who said anything about needing a driving licence to drive? Go on, Terry;

tell her what I'm in for. I've been driving since I was twelve, honestly, and

I'm a really good driver. Even my Mum says she'd rather drive with me than

some others with a licence.'

Terry interrupted:

'Yeah that's one thing that scares the shit out of me ... if I killed someone ...

sometimes if I've been using stuff [drugs] I feel dopey at the wheel ... it's

difficult to stay awake.'

Moira appeared unshockable, reinforcing the idea that the moral imperative rested upon their

'good control' of diabetes rather than on anything else they did:

'Well, if you do drive be careful about drugs and diabetes. If you get

your licence taken away they're much harder on diabetics.'

Jim: 'Better not to have one in the first place and then they can't take it away

[he laughed]'.

Jim appreciated Moira was not going to react to anything he said and went on to confide to

her that he was also an alcoholic who had been sent to prison for drink-driving without a

licence. In gaining his confidence, Moira began the long-term process of friendship. If she

was successful he would keep in touch with her when he left prison. In line with Paine's

(1969) notions, Moira offered these men more than the task-oriented, asymmetrical,
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professional partnerships usually equated with the health carer-patient relationship. As

friends, they were not subordinates or superordinates in that their behaviour together
reflected idiosyncratic evaluations of various statuses and roles in society, e.g. carer, patient,

prisoner. Friendship, distinct from other relationships, is based on commitment and a

bargaining process arising from subjective and pragmatic evaluations of the relationship

(1969). There was an element of unpredictability because, while what Moira offered the men

echoed Sahlins' notion of generalised reciprocity, the men would, if they took her up, learn to

feel guilty if they let her down by having 'poor control.' In turn, their relationships with

Moira benefited the men but not necessarily in a tangible way which would be recognisable

to outsiders, for the reason that its nature was intimate and very personal and beyond mere

acquaintanceship. Indeed, Jim continued to confide in Moira:

'I used to drink half a bottle of vodka in the morning and half in the

afternoon.'

Moira: 'What will you do when you get out?'

Jim did not feel he had to lie:

'The minute I step outside the door I'll drink again' [he smiled].

We stayed for another half-hour and the men gave us their views on the different prisons they

have been in. Moira was determined to keep in touch. Her tenacious spirit puzzled the men.

It was 2 pm and the last visit was to see Kim, a heroin addict who, in an effort to come off

the drug, had changed to methadone. Kim was in bed when we arrived. She seemed

genuinely pleased to see Moira and insisted we come in. She invited us to sit around the gas

fire and told us her boyfriend was in prison again:

'I've told mum that if she finds any letters from him to bin them. I'm

supposed to be a witness in court against him, but I've pulled out

because I don't want to see him again.'
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Moira: 'Alex is here to find out about diabetes.'

Kim: 'It's hell man ... really I can't describe it. It really gets you down ...

because it never goes away.'

Kim refused to see Frank because, she said, she didn't like him but she liked Moira. Moira

barely mentioned Kim's 'poor control', deciding instead to build on her role as friend and

confidant:

'Things might be better for you now. You didn't like where you were

living before.'

Kim: 'No, too many bad memories. It's better living with my Auntie. Have

you seen the flat? [She proudly shows us around her aunt's council flat

and the bedroom she has decorated for herself] I'm going to paint it

green and pink. My aunt's got cancer; she's got a lump on her breast and

this shadow on her lung. The doc's told her to enjoy herself so that's

what she's doing. I have the place to myself most of the time because

she's around at her boyfriends' place.'

Moira: 'Oh no Kim, I'm sorry ... You've got a lot of family close by?'

Kim seemed happy to tell Moira everything about her sister's ill treatment of her children

(Kim's nieces and nephews). She clearly trusted Moira, unworried that her remarks would

have repercussions:

'My sister's the worst. She knocks the kids around. She's only got two now

because the little one is in care. I think they all should be. She just loses

control and the little ones just don't know what they've done wrong. I'm the

only one can sort her out. Honestly [she looked at me], she's scared of me.

No-one can live with her.'
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Afterwards Moira told me that the whole family was a problem:
You heard about her sister, she's bad news. I hope this is a turning point for

Kim. Maybe she's reached the point when she wants to look after her diabetes,
who knows? The main problem is she doesn't get on with Frank. She won't

turn up to clinic so I keep visiting her here at home.'

Liminal situation 3: Tayside summer camp

The camp illustrates the classic rite of passage where initiates are literally removed, in space-

time terms, from the workaday world. Turner's (1995) idea of the liminal situation, together

with Paine's (1969) delineation of friendship, is clearly played out here. For staff, also, this is

an initiation situation, away from the everyday experiences of the clinic.

Frank's invitation

Frank, along with several other members of staff, organised the Scottish summer camp, held

at Newton House (which is run by Edinburgh University), for young people with diabetes

between the ages of sixteen and twenty-five. Newton House sits on the southern shore of

Loch Tay, in Tayside Region, overlooked by the mountain Ben Lawyers. For the last ten

years young diabetics from all over Britain have come together to take part in the variety of

leisure activities on offer, such as gorge walking, kayaking, sailing, wind surfing, mountain

biking and hill walking.

A week away at Newton House provided an opportunity for carers to educate young people

about diabetes and give them the confidence to engage in strenuous activities. Staff attended

by invitation only and were picked for their aptitude to cope with this non-hierarchical, free-

range environment. It was not, therefore, intended for the weak hearted. The venue allowed

for instruction to take place away from the workaday environment; an opportunity for those

with diabetes to mix with staff in a non-hierarchical atmosphere. Life at the camp was

marked by an anarchic communitas, where mutuality between staff and young people was the

dominant social ethic. With people from different backgrounds, statuses and abilities mixing

and supporting one another, success, I was told, depended on a less 'paternalistic approach'.
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The following scenarios describe the camp and the tactics carers used to win both the trust

and friendship of those with diabetes and, at the same time, play an instructive role in their

education.

I had attempted, on numerous occasions, to be invited to Newton House but was told by the

consultants concerned that I would find it too strenuous as an outsider:

'It involves a great deal of stamina both physically and mentally and as you've

not been trained as part of the diabetes team I think you would probably find it

too stressful and tiring. That's why we don't tend to invite outsiders along. It

never works and young kids sense the tension and it upsets the balance of

what we're trying to do with them.'

One day, however, Frank phoned me to say that I was invited to the camp to be held in

August. He laid down certain criteria: that I must come at the beginning and not leave until

the end otherwise it would change the dynamics of the camp and unsettle the 'kids' and that I

must guarantee not, in any way, to try to alter the way things were done.

My first day

My nervousness at finally being allowed to join the camp was made worse because I was

unable to attend the camp on the first night when everyone else would be getting to know

each other. I arrived at teatime the next day, parked my car, and stood for awhile looking

down on the groups of people gathered below. The nausea increased and I thought back to

how, in the middle of the night, I had been tempted to phone up and say that I was ill and

would not be able to make it after all. Looking down from my hiding place in the trees I had

the impression of any ordinary group of people who had come together to join in the sports

activities and enjoy themselves. The air was filled with laughter and periodically pierced by

squeals from groups of young women and yells from the young men who brushed passed

them, stalking on the outskirts. The staff also mingled, recognisable only by their difference

in age and by the wetsuits they wore and the bundles of equipment the activity leaders

carried.
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This scene, however, was part of an intricate and controlled environment where young people
and carers alike could reciprocally exchange insights, anxieties, frustrations and support.

Here those with diabetes could relax, not having to conceal their illness, and, often for the

first time, feel like others of the same age. It was a place where hypo attacks and pockets of

congealed dextrose sweets were the norm and where diabetes equipment, finger-pricking and

injecting insulin publicly, didn't raise an eyebrow (Figures 5.1 and 5.2). Here young people,

'experimenting' safely under the supervision of staff, could test out their relationships with

carers. It was also a place for carers to test out their own relationships with each other.

The week-long stay demanded personal stamina, fitness, leadership and team skills, and was

compounded by a lack of privacy, broken nights, over-tiredness, tetchiness, as well as

continual 'partying', young romance, and preparations for the pantomime held on the last

night of the camp. It was a rite of passage where initiates, both staff and the young, while

removed from everyday situations, experienced a sense of primordial togetherness, and

where among colleagues, commitment and ability was tested away from the comfort and

routine of the clinic. Vulnerability and a fear of the unexpected, therefore, united those

joining the camp. (For example, four years prior to my visit, an 18-year-old had tried to take
her own life by overdosing on insulin).

I had arrived just in time for tea. The first person I met was Sally, one of the doctors I had

met in Tim's clinic (see chapter 4), who was now seven months pregnant. She welcomed me

warmly showing me the layout of the building, along with the dorm I was to share with her

and Moira, introducing me to some of the young people on the way. The hostel was modern

and furnished in pine, and the dining room allowed a panoramic view over the Tay. On the

way Frank appeared from his room and joined the tour. We passed a notice board displaying

the outward-bound activities and the strict timetable for meals. On the way to the dining

room I noticed groups of young people staring at me and asking the staff who I was. At the

dinner table I sat with the staff, Sally, Frank, Jack and Big Jim (the doctors), Moira, and Sam,

the representative from the pharmaceutical company which was sponsoring the camp. (This

sequestering was not pre-planned) The only one I had not met before was Pam, a DNS and a
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Figure 5.2 Finger pricking and injecting together



new member of the group. The cacophony of noise rose and then ebbed as the young people
finished first and raced out into the warm evening air.

Later that evening there was to be a disco in the boat shed and there was great excitement

while everyone got ready. The staff dutifully graduated to the shed to hear the band, but the

young people, taking advantage of the hostel bar, stayed away (Figure 5.3). Staff took a

background role and loitered, gooseberry like, with several bottles of wine and plastic cups

while peels of laughter echoed out across the courtyard from the young peoples' dorm

windows. Eventually, they joined us, many staggering, but very happy. Clearly most felt

uninhibited by the staffs presence. Matthew, a tall lanky 18-year-old, came up to Moira and

threw his arms around her:

'Do you want to dance? This is brilliant.'

Moira: [laughing] 'Oh, well Matthew, I am flattered. Will I need to support

you?'

Matthew: 'No, because, I'm in love, only she doesn't want to know.'

We all follow his eyes across the room, but all we see is a heaving group of young people,

dancing to the music. Almost everyone except the staff is smoking, but no one says anything.

Jack's comments illustrate the intricate, double pose staffmust construct:

'You see you have to remember that this is probably what they do every

weekend so it would be false to try to inhibit them just because they're on

holiday with us. It's much better to let them relax, and then talk about

smoking, drugs and alcohol in the morning sessions. Certainly, some of them
will have taken ecstasy tonight.'

There was a basketball net at the front of the boathouse and some of us joined in together.

Meanwhile a couple of staff gently graduated towards the dorm to make sure no-one had

collapsed. Moira arrived back to say that Karen, a 16-year-old, had collapsed on the bed. She
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Figure 5.3 Socialising in the bar



had given her intra-muscular 'glycogen' (glucose) because her blood sugars were low and
she was vomiting. She told Jack:

'Don't worry I'll just keep popping back to check her. [She looks at me] Sorry

Alex we've had to put her in your bed because Sally and I can keep an eye on

her through the night. Do you mind sleeping with Pam tonight? [She turns to

Jack again] I think I'll take hourly readings [of her blood glucose] through the

night. Poor old Sally needs her sleep.'

I sensed staff were nervous of my presence fearing I did not appreciate their motives or the

extent of the freedom they gave these young people. Big Jim turned to me:

'Oh dear, what a shame you arrived tonight. This really is beginning to turn

into a night from hell. What will you think?'

Moira arrived back from checking Karen and was less inhibited by my presence:

'Gary tells me Karen has drunk a whole bottle of wine. No wonder she's out

cold. Then [she starts laughing], listen to this, while I'm checking her bloods,

from the bunk above me this voice says [she mimics his voice] " Do you think

you could check my blood sugars too because I've just had sex and I think I

am a bit low?" '

Surprised that some of the young people had got together so quickly, everyone starts to laugh
as she recants her clinical experience. Frank says:

'I'm obviously getting old. Do you think it adds to the experience? Having sex

in a room that you know is periodically being checked by the nurse because

someone is unconscious on the bunk below you?'

As the evening progressed the stories continued and as we came across more opened condom

wrappers the discussions between staff became more and more philosophical. Amid the loud

techno-acid music and the nitrogen gas Frank invited me to dance and tried to explain the

philosophy ofNewton House camp to me.
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The dance finished and we all made our way to the kitchen for snacks. Later staff made their

way to the coffee room for tea and communal sharing of peanut butter and toast. At 2 am I

made my way to find Pam's room and my bed. I hoped Moira and Sally wouldn't invite me

back to my own bed, where Karen had been sick. Pam, on the bunk below me, told me how,

as the new member of staff, she was very keen to be accepted. She explained how, on the

first night, knowing no one, she had gone into her dorm and sat for half an hour on her own

before feeling brave enough to come out:

'I was really nervous and worried that it would be very cliquey. I didn't know

a soul and I sat in this room and thought to myself "What have you done?" ...

When I did come out they were all really welcoming.'

However, her keen interest and astute sense of humour gave her an unthreatening air and by

the time I arrived she had been fully accepted by the rest of the team.

Organised teaching sessions

The mornings consisted of discussion groups and I was asked to join Frank and Sally's

session. Each group had seven young people and the topic discussed centred on what they

thought of clinics. Most said they found them extremely boring and difficult to get to, that it
was better to be seen by the same members of staff, and that they hated being treated as

guinea pigs for research projects (I shifted uncomfortably). On another morning our group

discussed MVD. This had not been done at previous camps so as not to worry young people;

however, it was now thought better to tackle any myths and fears about long-term

complications. During this session the young people were noticeable quieter. Afterwards,

Frank and Sally told me they were worried that they had overdone the tutorial:

'It's quite a frightening thing to talk about, but I'm glad we did it. I don't
think it's fair not to let them know the score ... I really don't think ignorance is

bliss in this case.'

Frank agreed:

'No, it has to be done. I was just disappointed at their reaction. I just wonder if
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we could have done it in another way that wouldn't have been quite so off

putting. ... I mean maybe if we handled it differently they might have been

less reticent.'

Occasionally discussions were held with the whole group. Sam, the pharmaceutical

representative, was very popular and had been asked by staff to tell her 'famous' story at the

session called 'Sex, Drugs and Boogie.' Her story was intimate and relayed her own

experiences of having been out with someone who had tried to hide the fact of his diabetes

from her; and it required the trust of the young people who listened. The seriousness of the

story and its moral implications were softened by the 'black' humour she used to tell it.

'I used to go out with this guy, for years, I couldn't understand why he was

always passing out after having sex. Or sometimes he would just stare into the

distance [there were raised eyebrows from some of the young people who

were clearly surprised at the explicitness of this adult's story], I kept saying

"Tell me what's the matter? What have I done wrong?" I can remember being

really pissed off that the only thing that he cared about after was his Mars Bar

[by now most were laughing]. I never, for one moment, realised he was a

diabetic [everyone is mesmerised]. I only found out years later after we had

stopped going out. I was furious that he had never told me because for years I
believed it was my fault. I was visiting a diabetes ward and who should

suddenly be admitted, but this guy. I couldn't believe it; everything fell into

place. The worst thing was that he hadn't even told his wife. She kept saying
" But why has he been admitted to a diabetes ward?" She was livid with him. I

heard that they went through a very rough patch after that.'

The story paved the way for young people to speak more honestly about their own

experiences of drinking, post-coital hypos and drug-taking. The following cameos show how

difficult it was for staff to balance the values of trust and education, and even those of

vulnerability. During the discussion on drugs, for example, Big Jim mentioned having had

marijuana, but a few of them sniggered saying it didn't count as a drug. Sally talked about
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conception and the need for strict 'control' during pregnancy to ensure the normal

development of the foetus. Many of the women were depressed by these facts and when she

tried to reassure them, Becky, a 16-year-old, pointed aggressively to Sally's pregnant

stomach:

'Well, you're not a diabetic. Do you really know what it is like?'

Sally was clearly upset. She had not meant to push the idea of complications too far and

depress them. After the session she told me:

'It's like what we were talking about before. It's the difference between hiding

the facts or giving them the truth and I think, as diabetics, they have a right to

know. However hard that is.'

Several of the young women came to find Sally afterwards and to reassure her that her talk
had been very good and informative. As a sign of the reciprocal relationship established

between them the young women exchanged roles with Sally and began to tutor her. They told

her not to worry about Becky's remarks because she was immature. They told her they could

remember feeling just as frightened the first time they heard this information and that

Becky's reactions were understandable and that with time they had come to terms with the

idea of having a baby under these restrictions. They were clearly protective of Sally adding

that they didn't want anyone to feel they had upset them.

Afternoon activities

Everyone, staff and young people, were given a choice of outward-bound activities to do
each day. Formality was dismissed, lessening the 'them' and 'us' distinction more normal
between the young and adults, with all ages helping each other with gear and choices of
activities (Figures 5.4 and 5.5).

Humour both encouraged and lessened the embarrassment of, for example, losing one's

footing and disappearing, head first, into the water. During a gorge walk, Frank attempted to

make his way across a rock face and slipped, vanishing from sight under the water to an
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animated round of applause from the captivated audience. After three failed attempts to get

out of the water he gave up and had to be lifted out bodily by the adventure leaders. Carers'

efforts to join in was impressive since they not only chanced losing their dignity, but also the

respect of young people who regularly witnessed their mistakes, tiredness, anger and

reflectiveness. Young people, however, rarely sought to take advantage of these situations.

There was, it seemed, a genuine appreciation of the lengths staff would go to on their behalf.

While these outdoor experiences were testing for almost everyone they were also confidence-

building. Those who were more adept or braver, young or old, held back to chivvy the

rearguard, while the others carried on and yelled their encouragement. Occasionally people

suffered hypos and some of these lost their concentration, became confused, agitated and

aggressive. Tiredness, lack of food, fear and excitement were all factors that contributed

towards throwing a person's 'control' off balance. Blood meters, glucose tablets, sandwiches

and cans of coke were handed out matter-of-factly. Once recovered most managed to soldier

on stoically to complete the course. On one occasion a friend noticed that Mike, a 17-year-

old, was having a hypo. A few young people and a carer offered to stay behind while the

others carried on with one of the leaders:

'Mike, Mike, hello Mike. Come on, Mike, drink this, you're a bit low. Come

on Mike, please take a slip. There you go ... it's all right.... there's nothing to

worry about... drink this and you'll feel fine.' [Mike comes around and, after

ten minutes, has caught up with the rest of the group although he is quieter

and feels very tired.]'

Carers also suffered from exhaustion. Staff looked tired and many were missing their own

children. On one trip Pam, walking with me at the back, broke down in tears and explained

how much she hated her job and how enlightening it had been for her to join the camp and

find soulmates with similar philosophies of diabetes care. She hoped, she said, that she had

made a big enough impression on staff so that if a job came up elsewhere she would be

recommended for the post.
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Figure 5.5 Kayaking on Loch Tay



The last night and the pantomime

The evening of the pantomime was looming and staff asked if I would distract Frank for a

while so that they could secretively plan their sketch of the television programme, 'This is

your life' to be done on Frank (Figure 5.6). Jack was to be the compere and the rest of us had

roles as teachers, ex-wives, professors and his son, who was to be dressed up as a sheep.

The young people were creating a musical evening for the staff (Figure 5.7). Several of the
Irish men had brought instruments and some of the women were changing the words of the
pop song Don't Look Back in Anger (by the group Oasis) to match their own experiences of
diabetes (Figure 5.8). Many were sorry that the camp would soon be over and some were

already exchanging addresses or arranging to travel and see each other.

That evening we made our way to the loch where the pantomime and barbecue were to be

held under a large beech tree. The camp leaders had made a large bonfire. Frank arrived in a

wig and started to sing the song he had prepared. As planned Jack appeared:
'Frank, you thought this was going to be the night you sang for these good
people, but, Frank, tonight... tonight... This is Your Life ...'

Then it was time for the young peoples' performance. Many played their musical instruments
or sang songs for us. There followed a game called 'Judge and Jury' where people were

pulled out of the audience to be judged for their 'bad' behaviour at camp and sentenced to

punishments of having to kiss all the staff or jump into the Loch.

At the end of the evening, the staff, clearly relieved that the week was nearly over, sat

together in the coffee room. Big Jim joked that Moira talked too much. Tiredness and alcohol

led on to an honest appraisal of the camp. Meanwhile Moira stopped talking and had fallen
asleep. Big Jim placed a blond wig over her face; the camera was brought out and then we

carried her off to her bed.
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Figure 5.6 "This is your life" production
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Figure 5.7 Musical evening



Figure 5.8 Group singing "Don't look back in anger' (by group Oasis)
to match their own experience of diabetes



The final morning

By 9.30 am the last of the packing had been done and the staff were seeing the young people
onto the minibus that was to take them to station. There was a great deal of hugging, tears
and exchanging of addresses. One 19-year-old from London told me before he left:

'I felt as if I was the only one with diabetes before I came here. Now I realise

that I'm actually fairly normal.'

As the bus drove away we all turned and went back to gather our stuff and make our own

way home. Exhausted we decided to have one last coffee together. Pam was tearful and was

hugged by many of the staff. For the first time they decided not to write a report of the camp;

all agreed it had been a success and because most of the young people attending were not

from Scotland it was unlikely that they would meet again.

Conclusion

'Adolescence', as a distinctive social category, marks out a body of people who, in terms of

social life, are separated off from the rest of the human population. No longer fully

dependent on family, and not yet integrated into normal work roles or positions of

responsibility, adolescents have, as their meaningful community, their associations with their

peers. Therefore, adults who wish to relate seriously with adolescents do so as effectively as

their behaviour towards them mimics this association. In short, the adult-adolescent

relationship should, in terms of social values, approach that of friendship. However, in the
health care situation adults dealing with adolescents are serious indeed, such that health

carers also critically assume an educational role. The theme of this chapter has been to show

that friendship values are fruitfully mobilised by health carers to establish the right ambience

for putting the health care message across. This is especially the case where young people are

relatively new to diabetes and are being prepared for a lifetime in the diabetes role. Yet

education (which implies authority) and friendship (which implies equality) must be kept

separate since their respective values strictly nullify one another. We have seen that effective

health carers, such as Frank and Moira, deftly manage this, rapidly switching back and forth

between their educational and friendship roles, so that the educational message gets put
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across whilst not alienating the young patients. This occurs in a more structured way at the

summer camp, where friendship 'periods' (recreational activities) are followed by more

serious educational 'periods' (workshops), the success of the latter made possible by the

intensity of the former.

The educational role apart, friendship is antithetical to role differentiation especially where

status hierarchy is marked. For effective health care of adolescents, then, gender, age, and

class variables must be played down. Thus Moira strikingly disregarded Dave, Jim and

Terry's prison status (much in contrast to Kevin, the prison nurse), and the helpers at the

summer camp philosophically accepted present-day adolescent sexual mores. In sum,

transforming their relationship into one of friendship meant, on the part of health carers, that

judgements relating to the young person's values, behaviour and situation are out of order (so

long as the young person was in earshot).
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Chapter 6: Young peoples' conceptualisations of care
organisations

'The emphasis in anthropological writing seems to be on friendship as an act

ofproffering the outstretched hand; I suggest that we need also look at the

matter in reverse; namely, as the act offinding a hand which clasps one's

own. [i.e.] the basic 'motive' or ... meaning, value, [which] friendship imparts

to the person enjoying it.'

Paine 1969, 1974: 119

Theoretical Background
This chapter deals with the young person's experiences of the organisational dimension of

care. We have seen that, from the health carers' side, this organisational dimension includes

two basic types of relationships: education and friendship. In the diabetes context the latter

type is crucial because it underpins the long-term social contact, incorporating the values of

mutuality and trust, to which those involved (both health carers and young people) should

ideally submit themselves. Friendship is also an appropriate relationship considering its
central importance in youth culture (and all other ages). As Leyton (1974: 23-24) suggests:

Adolescence is a time when non-familial gregariousness, particularly

friendship, acquires greatest emotional urgency for the individual...of first

importance is the satisfaction of an inherent bio-social dynamism, namely

intimacy.'

In this chapter, it will be shown how it is largely in terms of friendship values that young

people evaluate the health care they receive.

In British culture, friendship, when it occurs among non-kin, implies the social duty of

intimacy and trust. Friends are 'loved for themselves' and gratification from the relationship
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is derived from reciprocation of such love or from the esteem that emanates from fulfilment

of this goal. Friendship is therefore an exclusive and selective relationship, which, thanks to

its privacy, is highly flexible and variable in terms of the obligations which it imposes (see

Leyton 1974). According to Du Bois (1974), for friendship to prosper there must be physical

proximity and reciprocal communication: the parties to the relationship should meet

repeatedly in order to confirm the content and expectations pertaining to 'their particular

friendship.' For the anthropologist the task is to discover the condition under which such

strong affective bonds are socially permissible and so likely to prevail.

In this chapter, I shall show that the various organisational settings that health carers provide

young diabetics are generally not conducive for friendship to flourish. To paraphrase the

quotation from Paine which heads this chapter, health carers may, in the context of

organisational settings, 'proffer the outstretched hand' but young people, for their part, find it

difficult to find the hand that clasps their own. This is because, with few exceptions, the

conditions to easily permit young people to reciprocate health carers' friendship gestures are

absent. By default, then, young people experience the health carers' outstretched hand in

terms of generalised reciprocity; that is, what they experience as gifts offered by health carers

are difficult to return. As intimated in chapter 4, this implies an experience of indebtedness
and dependency: whilst young people generally appreciate the health carers' efforts in this

regard, they judge such a situation as somewhat alienating. In this chapter, I demonstrate this
with regard to young peoples' experiences at camps, in clinics and in discussion groups,

which vary a good deal with respect to the consummation of friendship. However, I first
discuss the young person's friendship ideal: an intimate relationship with a fellow diabetic of

one's own age.

Who is eligible to be a friend?
In the British context, regarding notions of friendship, there are social and cultural signals
that pertain to the idea that some people are more eligible than others to be one's friend, for

example, those of the same age, gender, class and race. Naturally, therefore, for many young

people there is ambivalence regarding professional health carers and older people counting as
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friends. Craig, a 16-year-old, explained this:

'It's more natural to be friends with your own age because you spend most of

the time with them, at school and socially. You know what to expect so you

can be more free and easy. You don't feel like that with adults ... most of the

time they make you feel you're in the way ... they stop talking when you come

in the room ... it's like they're nervous of you ... as if you're an alien.'

Having diabetes, however, involves intense contact with adults, such as parents and health

carers, thus limiting the exclusivity of peer group relations. Some young men and women

regarded their parents as close friends. Zoe, an 18-year-old, described her feelings:
'But [looking at Mum] it's brought us closer together, it doesn't always I

know, but I reckon that's [diabetes] one good reason we're such good pals.'

Her mother, Maggie, agreed, making comparisons between herself and her daughter's

friends:

'Zoe and I are close, you know, we're good pals. I sometimes forget she's a

diabetic because it's not an issue. I don't worry when she's out ... She's got

really good friends too who know she's a diabetic. She's not in a group that

drinks a lot or smokes.'

Parents are important because they teach children about the reciprocal relationships that

accompany them through the different milestones as they learn to form relationships on their

own. Thus good relations between parents and carers set an example for good relations

between young people and carers once the parents have withdrawn. In other words, parents
set a blueprint for their children to follow, as Jenny, a 15-year-old, suggested:

'When you're young, you need your mum in [the consulting room] with you

... they set an example and you learn to copy. If your mum gets on with the

staff then you're used to laughing and chatting with them and it doesn't feel

odd when you go in [to see them] on your own.'
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For young people who miss out on this, because parents are not interested or the young

person is felt to be too old to be accompanied, it's more difficult to judge how best to behave
with older carers, particularly the latter's overtures to be friends. Jenny continues her

thoughts:

'It's worse if you're older [when you get diabetes] because then you've got to

go in cold, on your own ... you're not sure how to behave because even though

they're [staff] nice you're more used to adults talking at you and expecting

you to listen.'

In contrast to all this, egalitarian relations between peers feel normal precisely because we

have forgotten that these relationships were also learnt, e.g. at parent and toddler groups and

play group. It is not surprising that many young people felt easier with younger staff because
these represented types of people that the young feel comfortable with. Overall, while most

young people felt able to ring staff when they had a problem many were perplexed by the

lack of opportunity to share information, problems and advice with others of the same age.

Olsen and Sutton (1998) argue that informal support, e.g. from family and peers, is a vital

part of diabetes care, in particular for adolescents. However, carers have a poor appreciation
of how adolescents experience informal support relationships and how these change over

time. One of the key problems, they argue, is progressive independence from family life.

This, along with the progressive withdrawal of formal health service input, leaves some older

adolescents feeling isolated. Such are my findings also. For many young people, the lack of
association with others with diabetes of the same age increased their sense of isolation,

particularly for those whose diabetes had already led them to be excluded by non-diabetic

peers. Isolation was increased when, in the name of normalising their situations as both

diabetic and adolescent, carers expected them also to withdraw from both family and carer

support and to be independent except for 'normal' peer group friends. Even those who did
not feel particularly isolated said they would benefit from contact with others with diabetes
of the same age.
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Peer group contact was felt to be important particularly at diagnosis. By example, this

provided reassurance, gave them hope for the future and made the prospects of a long-term
illness less daunting. Claire, a 19-year-old, told me this:

'I was fifteen and very frightened when I got diabetes. My only role model

was my Gran who was in a diabetes coma for eight weeks before she died. Dr

N introduced me to Emma [with diabetes] who was nineteen. I remember she

kept saying "It'll be OK, honestly you'll get used to it." I was so petrified I

didn't say a word. She gave me her phone number and told me to ring her. I

didn't phone her for a while but it helped because I knew I could ... One day I

forgot to take my insulin before dinner so I phoned her. I felt a bit stupid but

she was great.'

It helped that she'd been through it... Staff help a lot and they never mind you

ringing them up, but they haven't been through it. They can say try this or

that, but they don't know how it feels. Sometimes you feel like you're the

only one who worries and that you're the only one with problems, the only

one phoning them up. It's not like you don't trust them [staff], but when

someone has it you know they've been through the same things. It's like

Lorna [a DNS who has diabetes and is in her early twenties], I prefer speaking

to her because she'll often say "Oh, I've done that." '

Indeed, the point was that the experience of having diabetes meant young people had

something valuable to offer each other. By teaching and supporting others they would also

motivate themselves, as Zoe, by now nineteen years old, explained:

'It helps to know other diabetics ... I go to this nightclub and the guy behind
the bar is one.. .he really looks after me. If I say I'm low he runs and gets me a

drink. Once I was at another club and I started to feel low so I go up to the bar

and I'm starting to get edgy. I can feel myself going and so I go to this guy in

front of me, "Look could I just get in because I need to get a tin of juice

because I'm a diabetic" and he says "You're a sarcastic bitch" and I say
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"Don't annoy me because I get really aggressive when I'm like this so I really

just want to get a drink of juice" and he goes "You know, you must be really
sick or something." Sarah, my pal, overheard and went absolutely mental at

him. Five minutes later he comes up to me and says "Look I'm sorry, I'm

diabetic too, I thought you were taking the piss out ofme." It was quite ironic,

so we chatted away for the next half-hour and we exchanged telephone

numbers. We don't speak that often, but we ring each other up sometimes to

see how things are going.'

Wood and O'Malley (1996: 4) support the idea of collaborative learning between peers. They

say:

'Reviews of both psychological and educational investigations into the effects

of peer collaboration on learning and development leave little doubt that

working in pairs and small groups can have beneficial effects on learning.'

Stuart, a 24-year-old, who had had diabetes for ten years, echoed these sentiments. His

control was said to be one of the best in the clinic:

'Even though I've never had any problems with my control, it would have

helped to know someone else. It helps when you hear of someone else who

has been through the same things and can tell you what you need to look out

for. At first you can't imagine you'll ever get used to all the injections and

information they give you. No one can tell you what it's like because it's

personal, but it helps to compare notes.'

I could ask the staff about anything but it's not the same when you ask them
about getting drunk, experimenting with drugs, as someone who has got

diabetes themselves. I've been there and I would tell them [others with

diabetes] diabetes and drugs don't mix. Maybe they would listen to me more

than staff because I'm one of them.'
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Thus, while carers offered generosity and consideration to young people, the young women

and men themselves clearly needed to feel they could respond. Indeed, in a long-term illness,
such as diabetes, there was an imperative to do so. Kim, a twenty-year-old, who had 'just
come off heroin', lived with her aunt. She had agreed with the GP to go into hospital for a

period of time to see if she could 'sort herself out'. She described herself to me as a 'no-

hoper', 'a waste of space'. She felt everything in her life had gone wrong and sometimes, she

said, she didn't see the point in going on. The opportunity to reciprocate with others clearly

changed this because she saw herself in a more positive light:

'I think I would be thought of as a no hoper. Sometimes it's difficult ... like

why do I keep bothering? The diabetes just makes things worse. I think the

turning point came when I went into hospital for two weeks. I met this nurse.

Every time the food trolley came round she used to say " What can I give you

to eat, Kim?" I used to tell her "I don't bloody well know, you're the nurse."

One day she came and sat on my bed and talked to me for ages about my

diabetes. She said "Why don't you teach me what you know Kim because I

don't know much about it?" I thought "What's she on about?" but I started to
tell her the sorts of things you could eat and what you weren't supposed to do

and she just listened and asked me questions. Then I started to think, um, "I'm

not so stupid after all if I can teach someone else all this." She came and sat

with me everyday and asked me to teach her about it. I started to choose from
the trolley and my confidence really started to go up. I don't know if she

really knew about diabetes, but anyway it worked because instead of just

telling me what to do she made me think about it and that helped.'

It's like when I do this moonlighting at these old peoples' home. I like to spoil
them ... I take in little treats for them. There's this old women who's a diabetic

and sometimes I'll take her sweeties or chocolate to cheer her up. First time I

did it she said " I can't have those" and I explain to her that she can because

they're diabetic sweets." ... The old folk told me that I'm the best member of

staff they have.'
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The possibility to reciprocate with others decreased her low self-esteem. Her conversations
also implied a moral need, not only because she felt she benefited from reciprocating with

others, but because her feelings, motivations and gratification for helping others, rather than

just being on the receiving end, were similar to those of carers. However, the opportunity to

'sponsor' others was limited, particularly if, as in Kim's case, staff worried that a young

person might set a bad example to others. For their part, Wood and O'Malley (1996: 5)

believe it is important that young people

'possess different beliefs about problems they encounter when collaboration

arises from the fact that such differences provide opportunities for each child

to de-centre from their own perspective ... In this way, children may be

encouraged to construct more elaborate models of the world than those which

they entertained previously.'

Anyway, as Jill, a 16-year-old, told me:

'You'd know if someone was a weirdo and you wouldn't have them as a

sponsor. It's like Gerald, at the camp, who went around telling everyone he

was a fighter pilot, the stupid plonker. Everyone knows you can't be a fighter

pilot if you've got diabetes.'

The notion of health carers as friends

I have noted that there is ambivalence to older people counting as friends. The nature of

diabetes, however, meant that carers encouraged young people to befriend them, and most

young people were prepared to contemplate carers as friends. Thus there was a strong feeling
that carers were well-intentioned, and carers were very much judged as individuals. This

situation corresponds with Driberg's (1935) notion that friendship counteracts the exclusive

classification of age. As such, it was unusual to hear young people complain about carers

other than to say they did their best under difficult circumstances, as Fiona, an 18-year-old,

told me this about her consultant:

'It's not like we see eye to eye always. I mean he's a lot older and so we're

bound to have different ideas about things aren't we? There have been times
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when I've thought I've had enough of this ... it helps that the staff are always
there for you and that you can talk to them about anything.'

Michael, a 16-year-old, explained his relationship with staff like this:

'Sometimes I find what Dr D says is a bit over the top. He's a bit old-

fashioned but I don't mind too much because he's got my best interests at

heart.'

Most accepted the staffs' shortcomings because most believed carers had limited control over

management regimens, other than to give advice. The lengths carers went to, to stand by

them, whatever their control, or behaviour, was assurance enough that staff really cared.

These relationships were felt, by most, to be more than just business partnerships because

each had long-term concerns about one another. Diana, a 15-year-old, confirmed this idea:

'I don't mind who I see, they're all good, but I suppose if I had a problem I'd

like to see Dr F—. I've got to know him really well. I find him easy going and

he gets down to the nitty gritty ... When I told him I had a weakness for crisps

he said, "Oh yeah so do I, it's terrible isn't it?" '

Moreover, most felt that friendship offered to them by carers played down hierarchical

relations between them and encouraged them to attend appointments. Jim, a 17-year-old,

said:

'You feel you're an expert too ... that you have an opinion that's worth

listening to.'

New initiates usually took time to get used to friendly overtures from adult carers. Carers,

however, interpreted their hesitations as rejection, or as their own inability to communicate

with this age group. One consultant told me:

'It's unusual to find a young person that can chat away confidently, although

this does happen as they get older and you get to know them better. Often they

just grunt at you or look at the floor and it can leave you feeling "What's the
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point? This isn't working anyway." '

In contrast, young people were surprised that carers felt demoralised by their reactions

because they appreciated carers' efforts to befriend them but found it difficult to reciprocate,

as Jeff, a 15-year-old, said:

'It takes a while to get used to. Adults shout at you all the time. Like the other

day this old women starts screaming at me in the street for no reason and

telling me to mind where I was going and that I was a menace to society. I

wasn't doing anything just talking to my friend ... The clinic is different;

everyone tries to be friendly. They try to get you to speak and to tell them

what you think, instead of the other way round.'

For some it was difficult to reciprocate with adult carers on an equal basis. However, most
felt this changed as they got to know them better.

Informal Settings
In deliberately informal, unstructured settings, such as summer camps and social occasions, it

is easier for young people to construe the carer as a friend specifically because staff construct

communitas and young people see staff as individuals. For example, at camps, compared to

busy clinics there is time for the participants to engage leisurely with one another and to leam
about each others' interests that are not directly related to diabetes control. This is important

for young people because the sterile consultation rooms relay little that is associated with the

carers' background, interests and relationships. At camps, there is time to interact with carers

on a more familiar level, to find the commonalties between them that can be carried over into

the clinic space.

For Angela, a 17-year-old, the camp was a place to get to know staff better:
'There's time to get to know them and when you meet them again in the clinic

it's like you've shared something,... urn ... your relationship's moved on.'

-203 -



For carers to give personal information about themselves required the trust of young people

that extended beyond the professional relationships normally expected between a doctor and

patient as described by Paine (1969). In friendship, when we take up an offer to trust, we give

something of ourselves to another. We take a risk. As Orbach (1998) says, we reposition

ourselves to become more receptive and more open because we are prepared to believe that

what is offered is trustworthy and in our interest. In this sense, trust implies a responsibility

to enhance. The person who offers her or himself as worthy of trust is by implication offering

to improve something for the other. It is a symbolic gift but not an altruistic one because, as

Orbach (1998: 6) says:

'Trust implies mutuality, even if it is often asymmetrical or unbalanced. It is a

feature of a relationship in which both sides give, and in which both sides take

responsibility...Trust, in its non-idealised version, is about obligation.'

This is shown by Fin, a 14-year-old, at the camp:

'I'm quite close with Sarah [DNS]; I like talking to her because she's got

teenage children ... You can tell she understands the sort of things we're likely
to get up to ... She told me what her son's got up to and how worried she was

about him. I told her about smoking and she was really helpful ... We talked

for ages.'

Giving information about oneself to another, particularly a young patient, is risky, and all the
more so because the outward-bound activities increased this sense of vulnerability and lack

of control. Martin, a 17-year-old, told me this about the staff:

'It's like, they can't hide anything from you about what they are or what they

do because they're out there doing it with you and making all the same

mistakes. I think it makes them seem more human.'

However enthusiasm to maintain 'good control' was difficult to sustain once the good effects

of the camps had worn off. Emma, a 19-year-old told me this:

'You're all fired up and full of enthusiasm when you leave but then it all
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wears off. There's no one that really understands your feeling outside the

camp because you're the only one with diabetes out of all your friends.'

Asymmetrical relationships inhibit friendship
In busy clinics and in structured discussion groups involving carers, friendship does not

appear to flourish. Here, there is social asymmetry and little opportunity for young people to

negotiate the definition of the situation; indeed there is little chance for intimacy. For

example, discussion groups intended for the benefit of young people tended to be designed

with the carers' priorities in mind and thus usually had an educational focus to them. Topics

of discussion, venues and speakers were usually chosen and run by staff rather than the

young people themselves. The organisation was, as one young man told me, 'very top down.'

Staff treated young people as experts, but only in terms of effective glycaemic control rather

than in terms of organisational skills and the support and education of others with diabetes.

To complain to an outsider, such as the anthropologist, would be to jeopardise the trusting

relationship they had build together. Yet the semi-structured interview allowed their stories

to unfold more naturally. For example Greg, a 16-year-old with whom I spent an afternoon,

told me this about the staff:

'I think they try very hard. Its difficult ... they only have a limited amount of
time so it's easier to get us all together ... and often they'll give up their

evenings or weekends. Usually the members of staff give the talks ...

sometimes they're interesting, but they can be patronising because if you've

been there [e.g. had a hypo] you feel you could describe it better and that the
others would feel more confident about joining in.'

Discussion groups need to be tailored to individual needs, such as those of both males and

females, as Anna, a 15-year-old, said:

'I think girls prefer to learn about things in groups ... we're not so keen to be

picked out. Sometimes sitting in with a young male doctor, even when you

know them well can be intimidating especially when they ask you about

contraception ... I just clam up. Maybe girls prefer all-girl discussion groups
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because they feel safer and more confident to speak out.'

Douglas, a 23-year-old, explained this to me:

'I don't think men mind discussion groups. It's just that we feel more inclined
to perform in them. It's like you weigh up the talent [attractive members of

the opposite sex] and then you try to attract their attention, don't you [laughs]?

Some are more sophisticated than others so you try to impress them by

answering the questions or asking the right ones ... But we're not all

brainboxes are we, so you have to work out ways of getting their attention and

that usually means disrupting the group. I suppose I'm not too keen on the

discussion groups because they're hard work. And your priority is to get the

girls' attention rather than listen to the information the staff are giving. When

you're sitting alone with staff, the pressure's off and you can concentrate on

what they have to say.'

Stuart, a 22-year-old, said this:

'I think it depends on your personality [whether you like group discussions or

not]. Some people prefer a one-to-one, but I think it's more meaningful if the

people who have diabetes run them ... Dr G asked me how I handled ecstasy

and raves and I did a report for him, but I never gave it to him in the end, I just

binned it. My English isn't so great so I didn't want to hand over such an

appalling record [laughs] ...

'It's more informative to listen to someone who has done it [raves]. The staff

are brilliant, but they're passing on information that they have no experience
of. It's like Chinese whispers so that in the end the information you receive

ends up as something totally different. ...'

'If a 45-year-old tries to tell you about raves, you think "naw" and walk

away. I've done the A-Z of drugs; 1 know what the stories are. The staff can
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tell you it's dangerous but that wouldn't have stopped me. I could tell them

[others with diabetes], honestly, that drugs and diabetes don't mix. They really
mess you up.'

Zoe, a 19-year-old, who was said by staff to have very good control, attended a 'teenage

evening' organised every month by the consultant in the local hospital. The topic, run by a

dietitian in her twenties, was on exercise and diet. The group was given a brief talk on diet

and then asked to come up and choose suitable food from the selection of plastic foods on the

table. Zoe was clearly not impressed:

'If I had my way, I'd go [to the clinic], have my blood taken and then go. You

were at the last discussion group. The dietitian was really nice but so

patronising. I've been a diabetic for eight years and the last thing I want to do

is come up in front of every one and pick up bits of plastic toast, put it on my

table, and tell everyone that's what I have for my breakfast. It was insulting ...

I don't like to play "Simon says" sort of thing ... I don't see the point. I just

go along to mix with the other diabetics.

'I could give a lot to other diabetics, but it's not as if I give anything at the

clinic ... I felt sorry for that 17-year-old because she was very negative about

diabetes. You could tell by her attitude. It's a difficult age to be and that talk

would have made her feel desperate, like is it going to be like this for the rest

ofmy life?

'I think I could throw across a more positive attitude because you could get a

lot worse than diabetes. I think it helps others if I go along [sighs], I don't go

because I don't learn anything myself ... Also I think some people are

embarrassed about talking about things in public, so they cover it up by saying

stupid things to get a laugh. You saw how the staff had to practically beat the

answers out of them. It would be better if the speaker was a diabetic because it

would be more personal rather than just talking about the bare facts. I can
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remember not taking my diet very seriously at that age, so I probably would
have explained it to them differently, because I've been there.'

At this point her mother, Maggie (a nurse) joined in:

'Yeah, I know what you're saying. I've been able to use being a parent [of a

diabetic] when talking to other parents ... I remember one of the mothers once

telling me "How would you know what I'm feeling?" and I was able to say I

know exactly what you're feeling because my daughter's a diabetic ... Then

you get this barrage of questions, which I don't mind. I remember one parent

saying " It's like a death in the family" and I could relate to that.'

Zoe and her mother were keen to use their own intimate experiences of diabetes, rather than

the structured discussion groups, which they found less egalitarian.

Fiona, a 17-year-old, told me why she thought no-one used the formal waiting room situation

as a chance to chat to others with diabetes:

'You'd think going to clinic with all the other diabetics would mean we had
lots of people to talk to, but no one talks when you go. We all sit staring

ahead, avoiding eye contact and waiting for your name to be called. Anyway,

you never see the same people at the clinic ... Once I saw this girl I'd been on

camp with and we did chat, but I've never seen her again.

'They did try to hold discussion groups, once, when you'd see the nurse, then

go for a coffee and talk and then go to see the doctor, but it's difficult, often

you're not in the mood and it's difficult to get a discussion group going with

people you don't know.'

Angus, a 15-year-old, felt inhibited by the busy clinic:

'They really try hard to make it friendly, like everyone smiles when you see

them and the staff don't wear uniforms, but 1 don't think it's as simple as that.
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You see, you know you're in a hospital don't you? It doesn't matter whether

they wear uniforms or not, it doesn't change anything. It's like the nurses are

rushing around and when they're not speaking to you they look very gloomy
and serious. So you don't feel very relaxed.'

Alan, a 19-year-old, said:

'They try to make it relaxed but when they're busy it doesn't come off. It is

like you all have different priorities because they're making an effort to be

friendly, but you're so fed up at having to wait so long that all the extra things

they try to do don't matter. It would be better if you could just call in and have

your bloods done and if they're OK leave or stay if you have a problem and

want to speak to someone. It's frustrating because you don't have the choice.'

Busy and limited space also inhibits intimacy with staff, as Margaret, an 18-year-old, said:

'Sometimes, if I want to speak to the nurse, I can't because she shares the

room with another nurse who's seeing other diabetics. I know her really well

but I wouldn't tell her anything with someone else sitting in the room. When

you see the doctor you know they're busy and you worry about wasting their

time.'

Paul, a 15-year-old, told me this:

'When it's busy it can be really boring. You feel like you're on a conveyor

belt. You have your bloods taken, a urine sample, see the nurse, blood

pressure, see the doctor, eyes, and go home. Its not their fault but it's the same

all the time even if you haven't got a problem and when you do you don't like
to bother them because they're busy. It would be good if they had a drop-in

centre so you could pop in to see someone if you had a problem.'

Friendship is an emotional relationship

Friendship is an emotional experience. Hence young people stress that carers need to know
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what it's like to be a diabetic for them to truly understand and hence be able to support

others. A carer can be empathetic and very knowledgeable about diabetes but this is never

thought to be the same as experiencing it. Lisa, a 16-year-old, explained this to me:

'It's not their fault. They do their best but it's difficult for them because they

don't have it. They tell you what to do and sometimes you know it's not going

to work. If you have it you can help others more because you know what it

feels like. It's like reading books about diabetes isn't the same as having it.'

James, a 14-year-old, told me this:

'At first I used to feel there was something the matter with me. I used to feel

like a leper. I always had an impression that a diabetic would look funny.

Then you get used to it. Outside the clinic I'm in control, there's nothing they

can tell me. They [staff] do know more than you do, obviously, but I don't
think they feel the same. It's you that has to do it. It's you that has to learn by

your mistakes not the staff. They're there to help, but it's you that experiences
it.'

Friendship is an emotional relationship because it is founded on the exchange of intimacies.

Friendship between health carers and young people is therefore built on a contradiction. The
rationale for their relationship is diabetes, yet the intimacy of what it is to be diabetic can

never be shared between them.
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SECTION 3: APPLIED ANTHROPOLOGY IN THE

DIABETES SETTING
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Chapter 7: The interface of anthropology and other professions:
the qualitative/quantitative divide

'The gift is to the giver, and comes back most to him - it cannotfail

Walt Whitman 1978: 23

This thesis has focused upon health carer and patient interaction in the diabetes setting. That

is the system of care given by the carers to patients with diabetes which commands a

particular philosophy of care and style of clinical practice that not only encourage the young

to engage with carers' goals for 'good control' but also helps the staff to cope with their

feelings of demoralisation and powerlessness to control the illness. I now conclude by

considering my own position within the ethnographic setting and reflecting on my role as an

applied anthropologist. For example, professional health carers reading the thesis will

undoubtedly emphasis the polemical nature of the research, and of the possible role of

anthropology in effecting medical care. In other words from the carers' point of view it is

important that, along with the description of the matches and miss-matches between the

health goals of young people and staff, there are also anthropological directives for

improving the system of care-delivery. Indeed, from the health carer perspective this sort of

research should contribute to how health carers do their job. However, as a non-clinical

expert my anthropological interpretation cannot provide safe 'finding' or directives for the

management of diabetes, but offers instead a rigorous ethnological description for health

carers to explore and from which they can decide whether they see changes they should

make. Moreover, as the quotation at the beginning of this chapter suggests, I argue for a

reciprocal and non-oppositional relationship between health carers and anthropologists to

encourage negotiation and to prevent professional judgement and prejudice. Part 1 of this

chapter recounts the efforts of health carers and me to establish interdisciplinary dialogue and

translate our different perspectives, in terms of questions this raised about professional

identity. In part 2,1 argue that such an a non-oppositional approach enabled me to see the gift

exchange between the participants in the diabetes setting. For example, considering Sharma's

(1992) account of complementary medicine, I recall that in their practice these carers are
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holistic rather than biomedical and, as such, have more in common with young people and

the anthropological perspective than oppositional models in social science generally allow.

Part 1: the interdisciplinary dialogue

Theoretical background

As an anthropologist employed to work with health carers to help improve glycaemic

'control' in the young, it was important to negotiate with colleagues from other disciplines

about the different approaches to understanding diabetes. This naturally raised questions

about professional identity and how professionals represent to one another what they do.

The dominant discourse, in terms of my own experience here, was the difference between

biomedical and holistic ideologies. The key point is that health carers, when they represent

themselves, claim they are doing biomedicine, which for them is epitomised by the

application of quantitative methods. Biomedicine's reductionist approach to the human body,

and hence its reliance on statistical techniques, was described in chapter 3. So far, in this

thesis, however, I have established that, in practice, carers are commonly holistic and non-

biomedical, that is to say, they frequently consider the patient in the social and psychological,

as well as physical aspects, employing hunches, intuition and empathy, as well as controlled

experimentation. I have emphasised also that the redundancy of the carers, that is to say their

feelings of powerlessness in the face of diabetes complications and restricted resources,

undoubtedly affects how staff relate to each other as team members as a response to their

practical inadequacies. I have argued that demoralisation and helplessness is tempered by the

philosophy of care, as decried in chapter 3, which is intended to encourage non-hierarchical

relationships between members of staff and staff and young people. Moreover, the

philosophy of care allows staff to unit in their effort to help the young manage diabetes and

has the effect of playing down the different statuses between carers; emphasising instead
their complementary and collaborative work roles. Indeed, a 'flat' team hierarchy helps to

dampen the member's personal ambitions and to prevent competition between them and the

different teams across Scotland and thus concentrate carers' focus upon young peoples'

health.
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The social science literature on professions has devoted some consideration to matters of

professional identity. For example, Weber (1978) suggests that, in a secular world,

commitment to the ethic of responsibility is a suitable motivation for a person with a

vocation. Thus, the profession of medicine represents the ultimate in 'professionalism,'

which Turner (1995) describes as calling to the services of others in the absence of a direct

and specific material reward. Turner warns, however, that definitions of professional roles
are based upon the ideology of the profession as developed by its members. He adds that

social science perspectives tend to simply reflect the dominant view of the medical

profession.1 For my part, as I have shown in chapter 2, social science perspectives assume

these power relations and thus silence the voices of actual health carers and patients.

The social science perspective suggests that the medical profession's monopolistic power is

such that it subordinates adjacent and related occupations:

'Subordination describes a situation in which the character and activities of an

occupation are delegated by doctors with the result that there is little scope for

independence, autonomy and self-regulation.'

Turner 1995: 138 (see also Friedson 1970)

This leads social scientists generally to uphold a critical attitude towards medicine. For

example, Scheper-Hughes (1990) challenges what she calls biomedical hegemony and calls
for applied medical anthropologists to seek an alternative discourse on unorthodox therapies.
In doing so she also warns against acting as advocate for health carers:

'...As with the early colonial anthropologists, what is not [but should be]

being called into question is the inevitability (nor the technological

superiority) of the whole biomedical health enterprise itself.'

Scheper-Hughes 1990: 191

Not all social scientists follow this line. For example, in the health carers' defence the

sociologist, Silverman (1987), makes the point that:

'Doctors are expected to be concerned about, say, kidney failure or blindness
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in diabetic people because their task, in part, is surveying objectified bodies.

Especially when these patients are young, we demand that doctors act

responsibly towards them. For instance, even the most non-interventionist

strategies of diabetes care (e.g. Kinmonth 1985) draw the line when the

patient's life is threatened. It is wrong then to criticise medicine as a form of

social control when that is partly what it is there [i.e. created] for.'

Silverman, 1987: 231

Given this sort of discussion I entered the clinical setting with some trepidation. Would they

respect my professional views and give me enough autonomy to shape the research as I

wanted, I worried? As an interpretative anthropologist, I would be exclusively pursuing

qualitative methods. As Kleinman (1982) says:

'how does he [the social scientist] learn to best make his points, remain silent

when his words would be seen as useless, threatening, or obstructive, and

control his own emotional response to being devalued and ignored? ...'

It seemed essential to find some sort of middle ground that would allow me to see beyond an

oppositional relation with biomedicine and, at the same time, prevent me from taking a

purely passive role so as to be accepted by carers. I needed to show that my role was

complementary to theirs and that it would not threaten their clinical priorities and

responsibilities. The key, I felt, as with many anthropologists entering the field, local or

foreign, was to find a form of communication that would not compromise either of our

perspectives. Perseverance paid off. Concerns for professional identity, voiced in terms of an

ideology of biomedicine, were responsible for health carers being initially wary of me. Once
trust had been established on both sides, it turned out that our respective approaches to

practice were not that far apart.

The biomedical setting

That the anthropological perspective calls into question health carers' identity is indicated in
the following quotation from a consultant:
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'It's not that I'm not interested but you have to understand we're under a lot of

pressure here. Your sort of research sounds time-consuming and if you can't

prove your findings what use is it to us if we can't rely on it. We need

something that we can use and put into effect to help these young people ...

With quantitative data you're given figures, you know where you are.'

Another consultant, who knew my husband, rather dutifully told me:

'Well I suppose I ought to come and look at your poster but, look, I have to be

honest and tell you that I'm not interested in generalisations. I'm not

interested in qualitative theories that repeatedly change depending on the

fashion. At least with 'P' values you know where you are.'

This sort of statement and others like it in the course of my fieldwork suggested that carers

believed that anthropology had little to say about biomedical issues. In anthropological terms,

reactions of this nature intensify medical anthropology's oppositional posture and confirm its

frustration with and loss of confidence in existing scientific paradigms. Yet I agree with

Benthall (1995: 195) that, against these difficulties, anthropologists should raise their

commitment to show that anthropology can contribute to 'literally all areas of public debate'.

Moreover, anthropology must adapt to new domains and develop new methods of enquiry

with others already engaged with contemporary social problems if is it not to become

marginalised and redundant (Ahmed and Shore 1995, Shore and Wright 1997). If

anthropological talent is indeed under-used, then better ways to communicate our approach

require that:

'anthropology in the future ... [should] ... conduct itself with modesty and

remain as permeable as possible to other fields of study.'

Benthall 1995: 6

This requires that anthropologists not only respond to the arenas clinical carers attend to but

also, in relaying our interpretation back to them, endeavour to explain our points of view. As

Benthall says, anthropology's voice needs to be heard beyond the domains of universities and
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peer-reviewed journals, though:

'anthropology should never contend for academic hegemony.'

Benthall 1995: 9

Changing anthropological habits to meet contemporary demands has serious implications for

anthropological methods. This need not, however, entail change in the nature of

anthropology's chief methods of description and analysis (Shore and Wright 1997). Thus

carers should know that the strength of anthropological descriptions lies in exposing

contradictions and questioning the taken-for-granted, rather threatening their positions, and,

moreover, that this perspective relies upon the contrast between qualitative and quantitative
methods (Wright 1995: 80).

Frankenberg's (1995: 119) interpretation of the contrasts in methodology is much more

oppositional than my own and I include part of his table to illustrate this (Table 7.1). For

example, he describes the contrast between medicine and anthropology as:

'The urgent time-limited pragmatic concerns of biomedicine as against the

more usual need to understand [in anthropology] [and because in medicine,

reality is selective and action is legitimised only by numbers]...the qualitative

niceties of social and cultural background may be both redundant and causes

of unnecessarily postponing action'
1995:112-118

The problem, he warns, is that carers know what questions they want answering and how to

ignore answers that they perceive as irrelevant; thus:

'The only effective strategy I can suggest is to take sides and to present

material in such a way that it enables the people on the sides chosen to act for

themselves, to chose their own agenda [e.g. the patients], rather than to enable
and empower those who, however well meaning, want to act on or for them

[e.g. the carers].'

Frankenberg (1995: 112
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Table 7.1 Biomedicine and Social Anthropology
Biomedicine Social Anthropology

In general outline:
Pragmatic - aims towards action
Disease as limited episodes
Socio-cultural factors secondary

Analytic - aims towards understanding Illness as flow of events
Socio-cultural factors primary

In investigations:
Focus on the case Focus on relational context

Publications required to be:
Definitive and refutational Consistent but enhancing

Aims at:
Limited reflection of reality Totality

Investigator:
Distanced

Quantitative analysis required
Atypical cases disregarded

Involved

Quantitative analysis if necessary
Atypical cases crucial

Centres on:
Disease asfirstfocus
Taken for granted, real, body, lesions

Illness asfirst focus
Unbounded in time and space
Socially constructed, Sickness socially economically and
politically determined. Disease as social construct

Elicits accounts within its own framework Tries to be accepting of subjects' discursive frameworks

Ends by providing answers to questions posed at outset Ends by devising questions to answers from outset
F SS

Uncreative but right! Creative but wrong?

My own view is less oppositional - as also are the young diabetics' views of their

relationships with carers. For me, the words of the consultant who knew my husband (above)

reveal carers' moral concerns that it is wrong to waste time on something not immediately
seen to benefit youngsters with chronic illness. In this context, the point about biomedicine is

that it functions to legitimate practice. Moreover, a fervent belief in the ideology of
biomedicine secures a purpose for these professionals in the context of a stressful job. As
MacEoin (1990: 16) says:

'No-one invests that much of themselves in something without needing very

badly the conviction that it is absolutely true and everything else is a delusion'

Some social scientists, among them Good (1994), draw comparisons between biomedicine

and Enlightenment theory - for example, biomedicine is the benchmark against which other

beliefs are examined. Yet I believe they are mistaken not to acknowledge biomedicine's

ideological property in this regard. The 'clash' between health carers and the anthropologist

comes about not least because part of this ideology is the celebration of quantitative methods.
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This poses a considerable dilemma for the anthropologist. From the anthropologist's point of

view, biomedical beliefs are problematic. Yet if health carers' 'life saving work' basically
revolves around giving attention to the physical body, what right do anthropologists have to

expect carers to identify with holistic approaches. Moreover, if an anthropologist accepts that

live-saving work is worthwhile, what becomes of his or her assertions that, in the event,

carers don't actually do biomedicine or, if they do, they shouldn't. Here I think the

distinction Wolpert (1992) makes between science and technology is helpful. He argues that

scientists do not set out to find solutions to problems but come across them by chance. Their

work is inspirational, unlike, for example, engineers and medical clinicians, whose work is

based mainly on following tested procedures. Indeed, when I asked carers, most were happy

to acknowledge this distinction, as the remark from this consultant shows:

'I would agree with that. I mean, I hope my patients find me inspiring [laughs]

but in terms of what I do I wouldn't think of myself as a scientist. I'm not

discovering anything new, just following well-worn procedures that I've

learnt to carry out ... I wouldn't want to trivialise the medical qualification,

but I think you could say we're closer to glorified car mechanics than to

scientists.'

The key point is that though, in the name of professional identity, carers associate themselves

with the biomedical approach, they would prefer to be seen, particularly by patients, to

practise holistically. In fact, some felt that being called scientific was derogatory, as this

doctor suggested:

'Calling a doctor a scientist suggests they're detached and clinical.'

The President of the Royal College of Paediatricians and Childhealth agreed:

'I made sure they took all the references to science out of the college

declaration.'

Breaking down the barriers

Concerning the question over whether quantitative and qualitative methods are
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complementary, I needed to find a way to 'sell' the idea of applied anthropology to carers if

they were going to invite me into their clinics and allow me to see their patients. Indeed, my
introduction to the diabetes setting would have been impossible if it had not been for my

husband's interest in anthropology and his reassurance to the other diabetologists that this

sort of perspective was worthwhile and should be incorporated into diabetes research. Many

nevertheless were sceptical, particularly that he was indulging his wife's fancies as a

neophyte anthropologist, and that they were being duped into following suit. Despite this,

they showed their allegiance by allowing me to attend their conferences and to give several

talks to introduce the ideas behind my project. Had I been an outsider, things may have been

easier. On the other hand, I knew that I would probably never have been invited to take part

in the first place. As it was, I was anxious to prove myself and not let my husband down,

because, as a friend of his told me:

'Urn ... I'm not totally convinced ... we're very happy with the way things are

done [quantitative approach] ... I'm not sure how relevant this sort of thing is

to our sort of work, but then again, he must know what he's [my husband]

doing.'

Again, my status as 'wife' and insider undoubtedly helped by letting me be privy to some of
their private thoughts from which an outside researcher may have been excluded. For

example, a consultant told me one day when he was in a particularly bad mood:

'You'll be aware of this with Steve [my husband], I know Emily [consultant's

wife] is. She has to put up with my moods [laughs] and she's often up in the

middle of the night making me tea when I'm worried about a patient.'

Others, less reassured, were anxious in case my research would expose their inadequacies

(either group or individual); semi-humorous remarks were made about my possible similarity

to Mrs Edmonds (the cricketer's wife who wrote a book about the private antics of the

England Team):

'You're not going to spill the beans about us I hope [laughs].'
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Thus my situation had advantages and disadvantages because while I had to work harder to
be accepted as a serious researcher, once I was accepted, I felt carers were more relaxed and

open with me.

In short, the funding for this project having been secured, I had to find a way to be accepted

as a bone fide researcher. I needed to begin by explaining what social anthropology was,

about its history and approach and, finally, its concern with the medical setting. This was

important, because as one carer asked me:

'It's not part of a religion, is it?'

Another, who confused anthropology with palaeontology, asked:

'I thought anthropologists were interested with bones. Why would you want to

study us?'

Others were confused because anthropologists were better known for studying tribes:

'I expect you'll find some interesting clans to study in Scotland?'

It was essential that carers understood what I was up to if they were to invite me to sit in on

their consultations and allow me to interview young people. In addition the project had to be

submitted to the Regional Ethics Committee for approval. As my husband was secretary to

the Scottish Study Group for the Care of Young Diabetics (SSGCYD, mentioned in chapter

3), I began to give my talks there. Right away, I knew I needed to adapt the type of

presentations I was familiar with, in anthropology, to the format these carers were more

likely to respond to. As one of the diabetologists warned me:

'It's better to make your talk short. Probably about ten minutes will be enough

to keep their attention because you know what doctors are like, we get bored

very easily ... Slides would be best. Do you have any pictures because we're

used to diagrams and flow charts? ... It's not that we don't like stories, it's just

that you get out of the habit of listening to them.'
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Indeed, once they were more familiar with my style, a epidemiologist told me afterwards:
'It's refreshing to have something read to you once in a while ... I mean to

hear sentences all joined up together like that. Most of us forget how to

explain our ideas in full because we're so used to putting everything into

headings and figures.'

Several years later, another epidemiologist who I had not met before told me:

'I think quite a lot has changed recently. Before everyone used to think that

numbers could tell you everything but now we're realising that they don't tell

you why things are happening.'

Thus I began by displaying my anthropological identity and methods under headings, bullet

points and flow-charts. As this research was descriptive, I was able to illustrate my themes

and observations, equivalent to carers' 'findings', by using quotations from the participants.

In this format, I tried to show that anthropology, a qualitative discipline, explored the

multiplicity of factors that influence social attitudes and behaviour surrounding health,

illness, and the body. One example I used was that what a society defines as bodily
misfortune (e.g. diabetes) is culturally constructed, as are the practical, emotional and

religious techniques for dealing with it.

Secondly, I described the methods of participant observation and the semi-structured

interview as ways to elicit the priorities of the participants, for example the perspectives of

young people and health carer, and their experiences and evaluations of diabetes care, to gain

an impression of why the young do or do not adhere to their recommended insulin therapies.

I found that far from compromising my position, presenting my approach to carers in a

format with which they were familiar helped to highlight the differences between us in a

jargon-free and unthreatening way. The difficulty came, however, when I then had to

reformat my presentations to speak again to my anthropological peers. What I needed was a

sort of interdisciplinary 'bilingualism' that allowed me to translate my ideas to either group,
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to respect both sides' beliefs about the body, and, in terms of carers' therapeutic role, to raise

questions about their common-sense view of the world. In fact, finding a non-oppositional

way to give feedback to carers allowed me to illustrate the paradox between their biomedical

ideology and their holistic practices.

Similarly, it was important for carers to know that anthropological beliefs were not in

competition with but complementary to their own ideas. To prevent any misunderstanding, I
used a quotation from Sharma (1992: 27) to illustrate that qualitative approaches are useful

because:

'statistics [only] provide broad patterns of usage but divulge little about

peoples' decision-making and choices.'

In total, twenty-seven talks were given to the different groups of carers I worked with over

the two years. In this time, I gained a sense of their reaction to my work. Which themes, for

example, could they relate to and which, in terms of their clinical priorities, seemed to be

boring or irrelevant? For example, one diabetologist told me:

'I hear what you're saying but I don't want impressions. I need facts.'

Others were worried that I would need to observe them as well as young people. For

example:

'Why do you need to observe me? I thought you were going to tell us about

the patients?'

Another asked me:

'It's not that I mind you sitting in, but what exactly are you looking for? ... Is

it like psychology ... are you looking at our behaviour? Actually it might be

quite useful to know ifwe're doing it right.'

Others, concerned that my presence in their clinics would interfere with their work,

particularly when many of the clinics were already inundated with researchers researching
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projects, were anxious that I would put extra demands on youngsters who were already
burdened with diabetes. Thus, my project would be accepted only if was thought to be of

some benefit to the young. I needed to show this by building common ground between

myself and carers to gain both their attention and their confidence. However, I felt that when

carers challenged my views they were at least engaging with my ideas and this was the

beginning ofmeaningful dialogue between us. Indeed, I would have found their silence much

more difficult to deal with. These talks led to a time when carers felt comfortable with the

ideas of anthropology and I was invited into clinics:

'You'd be very welcome to come and sit in on my clinic ... You might find it

quite interesting in terms of what you were talking about ... We run a very

busy city clinic and there's not much time to talk to patients and many of them

have considerable social problems. Actually, it would be interesting to see

how our clinic compares with others in terms of how much time we have to

help these young ones.'

Another consultant told me:

'I don't see why it should be a problem [sitting in on consultations] ... Just

explain to me again what exactly it is you will be doing? ... You wouldn't
want me to do anything? You just want to sit and watch me? [he grimaces and

laughs] It's really just a description ofwhat we're doing, isn't it? ...'

They were anxious because, in the past, outside researchers who were unfamiliar with the

pressures they were under were quick to criticise them:

'You have to understand we're a bit sensitive. We're so used to people laying
into us [laughs], telling us how to do things ... that what we do is wrong ...

There's a big difference between what you'd like to do and what's possible
with the amount of time and resources we have. But outsiders don't always

see it that way.'

The key point here is that, as anthropological ideas become less threatening, so too there
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appears to be less need for carers to invoke the ideology of biomedicine. Moreover, the

holistic nature of their clinical roles comes to the forefront of their discussions:

'Actually, I could identify with what you were saying about young people

feeling isolated. I think they [young people] have a lot to cope with on their

own. I like the idea of rec ... [laughs], yes, reciprocity because here we are

exchanging like mad with each other at the meeting and the teenagers are out

there in the cold.'

A DNS told me:

'It was useful to know that teenagers have told you that just because they sit

there in silence [in consultations] it doesn't necessarily mean they don't like

you. I found that quite reassuring.'

Negotiating in this way with carers was important because it allowed each of us to learn

about our own identity in relation to the other. It was also time consuming, and all the more

so because while I could identify with their anxieties as a ex-nurse, I needed now to look at

their situation from an anthropological perspective. These groups of carers were, therefore,

my guinea pigs and I am grateful for their patience with what must have appeared, at first, a

very alien approach.

Conclusion to Part 1

I have showed that to secure carers' trust for the qualitative approach it was necessary to

translate my observations into stories that they would find meaningful, in terms of their

perspectives and clinical priorities. Moreover I felt that these descriptions needed to be

unthreatening and jargon-free and to be informative rather than to proportion blame.

However, creating a story to describe one's observations raises worries for the

anthropologists if, as Strathern (1987) and Geertz (1988) argue, the anthropological account

is fictional (even ironic). I believe anthropologists should feel responsible for the stories they

tell carers, particularly if carers are likely to re-interpret what is given as an opinion as

'insights' and 'findings.'
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It is important, therefore, that carers know that the rigorous and analytical anthropological

approach, offers a prism of perspectives through which to interpret a situation. In the diabetes

setting, it provides an opportunity to reassess what is taken for granted, to invert common-
sense views of young people with diabetes, and to look at the situation afresh.

Part 2: holistic approaches in diabetes
I have argued that carers associate themselves with the biomedical approach but in practice

do rather holistic things. Therefore, it seems apposite to now explore what it is that attracts

people to this holistic approach. I use Sharma's (1992) account of complementary medicine

to discuss this.2

Sharma makes the point that complementary medicine is attractive to 'clients' since

'orthodox' medicine is believed to lack a holistic approach. Nevertheless, most clients draw

on both complementary medicine and biomedicine rather than use one to the exclusion of the

other. This type of negotiation, I believe, exists in the diabetes setting, for young people told

me that they prefer a holistic approach, unless there is an emergency. Carers appear to agree:

'I think a holistic approach is essential because diabetes encroaches on almost

every aspect of a young persons' life.'

Another carer told me this:

'Care has to be holistic because we need to look after the individual needs of

each patient. Many have little support from their families or friends and we

may be their only lifeline ... So I suppose you could say that we need to look
after their spiritual well-being as well.'

Silverman (1987) also makes this point in his sociological research:
'This "seat of the pants" character of diabetes treatment has led one

sociologist to emphasise how faith, optimism and ritualistic elements enter

into medical practice in this area.'
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Silverman also quotes Newton (1985), a clinical diabetologist, who maintains that diabetes
'is about people not pancreases' to suggest that the 'chronic disease' model goes beyond the

purely biophysical version of health and illness.

Sharma's account of non-orthodox medicine is useful. For example, she makes a comparison

between what she calls 'scientia' (knowledge, learning, expertise and technique) and

'cantos' (loving care, commitment to the patients' well being). The point, she says, is that

'healing' depends on a blend of these, and, indeed:
'the kind of healing which truly conjoins caritas and scientia is particularly

demanding on the healers.'

Sharma 1992: 212

However:

'Under pressure - when funding is deliberately restricted - it is the exercise of

holistic care which is likely to founder first. Scientia wins every time ... the

technical expertise that is most compatible with bureaucratic "efficiency".'

Sharma 1992: 212

As such, holistic approaches are normally only available to those who can afford them.

Nevertheless, young people in the diabetes setting, were being offered more than that usually

offered by orthodox medicine. A 17-year-old described it like this to me:

'They're under a lot of pressure ... I don't think there's enough money to do

what they would like ... But, you always know they're there ... day or night

they're at the end of a phone or will come out to see you if you have a

problem. And when you do go to clinic they're friendly ... and they listen, it's

not like they're just doing their job.'

Another 17-year-old described this:

'They're [staff] not normal, in the sense that they're different to other staff in

hospitals. You get the feeling they really care about you as a person...you're
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not just a number or a disease...when your blood sugars are up you can see

some of them get really upset.'

Moreover, this suggests a sense of shared responsibility between the participants. Sharma

(1992: 2) also says:

'I shall contend that the popularity of complementary medicine raised crucial

questions about the balance between the degree of responsibility which

patients may be expected to take for decisions about their own treatment and
the degree of control over the therapeutic process which therapists, whether
orthodox or non-orthodox, may claim.'3

As such, diabetes care is not only about 'life-saving' issues but about young peoples'

demands and choices. Carers gauge their approaches on the situations they are faced with and

the signals the young people give them. However, this negotiation between carer and patient

cannot be taken for granted, as this quotation from a doctor practising outside the United

Kingdom suggests:

'You see, I think the British have it wrong. They worry too much about

feelings. At the end of the day we have to prevent complications. If that means
the patients having to put up with inconveniences then so be it... like getting

up in the middle of the night to check their blood sugars. In England you

would never recommend disturbing a child's sleep but we do because the
child has diabetes which needs to be controlled.'

Complementary disciplines

In the Scottish context, I argue that carers strive to satisfy young people's whole beings in the
face of their concerns to prevent MVD. These dual aspirations, also evident in

complementary medicine, suggests a degree of humbleness normally not associated with
orthodox medicine's claims to knowledge. In the diabetes setting, the participants appear to

have negotiated a way to create interdependent relationships. Medical anthropology and

biomedicine should have this on their conscience if these distinct approaches are to combine
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and profit from their separate observational perspectives.

Footnotes to Chapter 7
1 Turner (1995) describes professions as having to create a distinctive mystique, which

suggests that there is a certain professional attitude, and competence, which cannot be
reduced merely to systemic and routinised knowledge. The acquisition of this

interpretative knowledge provides the basis for selection and closure of the occupation -
it is also the basis of the power relationship between the professional associations.

2 Sharma (1992: 2) defines holistic therapy as that which treats the whole person and

'orthodox' medicine as that which is based on understandings restricted to the physical

body.

3 Sharma makes the point that the Welfare State, education, the National Health Service

and the Patients' Charter have increased the public's choice of care. Equally, health

education and the mass media means those patients are not just receivers of care, but

knowledgeable competitors demanding and searching for the 'best' therapy.
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End-piece

This work does not offer proven solutions to the clinical difficulties health carers face when

looking after young people with diabetes. It strives to translate my interpretation of young

peoples' and carers' relationships in a way that, I believe, makes qualitative anthropological
research accessible to those working in the field. I believe, however, that my observations

have influenced many of the carers, who are currently considering various changes to their

clinical practice. My initial scepticism of the acceptance of social anthropology in this

closely-knit group has been reassured by this response.

This research attempts to facilitate interdisciplinary work and understanding between health

carers and social anthropologists. I strongly believe that a non-oppositional approach to

investigation of the social and cultural influences on medical care is mandatory. This

approach has been well received by the medical fraternity, as was shown by the British

Diabetes Association awarding its 1999 Education Prize to this research and also by the

award of further funding for anthropological research into chronic disease in the young. This

funding is from (i) National Health Service Research and Development Asthma Program (ii)
an insulin pump pharmaceutical company. I have also been invited by varied medical groups,
as well as anthropological and sociological, to present interpretations ofmy work.
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Appendix

My major anthropological talk to a medical audience concerned a further research project

sponsored by Novo Nordisk Pharmaceutical Company, Denmark, which was a follow up to

the research already described in the preceding chapters of this thesis. This talk given to the

British Diabetes Association (BDA) is a description of a cross-cultural comparison of

diabetes centres, in Tayburgh, Scotland and in Ciara, southern Italy. (Both these towns'

names are pseudonyms.)

A cross-cultural comparison of diabetes centres

Novo Nordisk Pharmaceutical Company, based in Copenhagen, Denmark, hosts the Hvidore

Study Group, a international of group of diabetologists which represents centres from

eighteen nations and which meets once a year to discuss guidelines for improving diabetes

control in the young. Research from this group showed that there were significant differences

between these centres' glycaemic control in this age group. As no significant differences

between the organisational structure or the insulin therapy of these clinics were found, I was

invited by my husband, also a member, to submit a proposal to the group to explore cultural

factors that may be affecting the centre differences.

Six months after submitting the proposal, I was invited to give a twenty-minute slide

presentation to the group, along with three other researchers who all proposed to use

quantitative methods to explore the differences between the centres. The presentations were

to be assessed by the group and, later, the steering committee that would decide if one of the

projects were to be funded.

The Hvidore study group was, I felt, a particularly difficult group to target because the

majority ofmembers were unfamiliar with the qualitative approach. Added to this there were

the obvious difficulties some of the members had in understanding English, chosen for these

meetings. Many participants relied on the common language of biomedicine, represented by

'minimalist' quantitative data, to understand one another. Thus I needed to give my
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descriptive account, through slides, in the biomedical format that these carers were familiar

with, i.e. title slide, acknowledgements, background to the project, hypothesis, aims, setting,

subjects, methods, results, summary and conclusion. While the members appeared to

understand this account, the response were mixed:

'Is it like a fly on the wall view of what's going on in clinics? To be honest it

would be useful to have a ... um ... you'll excuse the expression, spy just to see

if some centres have better results because they're getting rid of their poor

controllers [i.e. not inviting 'poor controllers' back to the clinic and thus

giving a skewed impressions of staff achieving 'better control' of diabetes in
their clinic] ... but I think the main problem is getting it published ... if there's

no certainty that your results are reliable then I can't imagine any major

European journal taking it.'

Someone else added:

'Are you sure you can't quantify your findings? It would make it much easier
for us. It's very difficult to support your ideas otherwise.'

Several of the members, particularly those from centres with 'good' glycaemic results, were

reluctant to be observed by an outsider.

'I would object to someone sitting in on my clinics. It would change the whole

dynamics of the consultation. I really wouldn't want my staff to be subjected
to this plan.'

Others members, however, became suspicious that these members didn't want to be observed

and another agenda took over from the questions about the difficulties of using qualitative
methods. For example, one member said:

'I have to say I think the project would be useful. We're completely in the
dark as to why the results are so disparate. How can we improve things if we

don't know what's going on? Maybe some of you are doing things we'd like
to know about.'
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Someone else started to laugh:
'If you threaten to beat your patients if they do badly, Joseph, no wonder

you've got better results [everyone, including Joseph, laughed].'

Nico, from Italy, butted in:

'I would have no problem with anyone sitting in on my clinics. Actually, it

would be interesting to know what our centre is doing to get better results.'

This heated discussion ended and I was told that the steering committee would write to let me

know if the project was to be funded. Afterwards, at the social occasion (a boating trip on the

sea), I felt some of the members were nervous and were trying to avoid me. However, a

representative from Novo Nordisk, who was also a medical doctor, told me that he would

support the project in the steering group:

'I'm all for these sorts of research, numbers aren't everything. These ideas

take time to win favour, just be patient.'

Nico also approached me:

'I had no idea about anthropology. We have anthropology at the university in

Ciara, I think I'll approach them, but they're not nice people [a department of

physical anthropology] ... My father was a philosopher ... I think some of the

ideas are very similar to anthropology, yes?'

One year later, after much letter-writing, telephone conversation and a visit by Nico (the

professor of paediatrics in Ciara) to Scotland, the cross-cultural comparison between the

Scottish and Italian centres was given the go-ahead. Maurizio Tripaldi, an Italian

anthropologist who had been a postgraduate at St Andrews University, was invited to be my

Italian co-worker. The idea was to use two anthropologists who would observe the centres in

their own countries and then accompany each other on exchange visits to make comparisons.

Peter McKiernan, Professor of Management at the St Andrews University, using qualitative

methods to compare our observations, was to explore whether the leadership skills of the lead
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consultants and the relations between staff, i.e. the hierarchy, were causing the differences

between the centres.

Maurizio, unfamiliar with the medical setting, accompanied me for two months in the clinic

in Tayburgh, interviewing young people and health carers so that he could make comparisons

when he returned to his own clinic in Ciara. Three months later I made an exchange trip to

Ciara. The exchange visits between anthropologists worked well because we each found it

easier to look afresh at our own situations once we had something to compare it with. Nico's

team seemed happy to incorporate us, proud that their centre had been chosen as a centre

showing 'good' glycaemic control.

Demographically, both Tayburgh and Ciara are urban centres with comparable populations,

social and economic structures (e.g. light industry, sea ports, surrounding agriculture and

tourism). However, quite apart from the language, there were also many differences between

the centres. While the incidence of diabetes is comparable, as were the number of young

attending the clinics, and, while both clinics were relatively well-resourced and state-run,

Ciara held at least five clinics for every one held in Tayburgh for this age group. This meant

that the clinics in Ciara were not as busy, making it easier to see those with problems

regularly. Moreover, staff in Ciara were responsible solely for paediatric diabetes, in

comparison to Tayburgh where staff, other than the DNS, had multiple responsibilities for

general paediatrics, research projects and teaching. As such, while staff in Tayburgh

appeared committed to those with diabetes, staff in Italy could dedicate their attention to this

group. From the management perspective, the teams were well lead and relations between

team members were impressively non-hierarchical.

Another key difference between centres was the parent groups. In Ciara, parent groups were

seen as central to the systems of support for the young, and they worked closely with carers

to ensure this. Parents, for example, took on the same role as the DNS in Tayburgh and were

responsible for visiting those newly diagnosed and their families in hospital and at home.

Maurizio and I believe that the greater involvement of such parent groups, in the care of the
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young, stems for the predominantly Roman Catholic background and seemingly

incorporative society of Ciara. The importance of the extended family is crucial here, as are

gender roles such as the obvious importance of the mother in the family, especially to prepare

meals, whether or not they were employed outside the home. In fact, a 23-year-old medical

student laughed and told me:

'We have a saying in Italy which is that if your mother works and there's no

dinner on the table when you get home they you just go across the street to

your grandmother's house.'

Similarly, carers' appeared to expect the young to have 'better control' of their diabetes

because they were supported by their extended family who made sure they also kept their

clinic appointments. Equally, young people in Ciara appeared to feel less isolated than young

people in Scotland. This meant that the participants' expectations of success, in terms of this

age group and glycaemic 'control,' were greater than those of participants in Tayburgh. Also,

because they did well, in the carers' views, Italian adolescents were less likely to be

discriminated against and 'medicalised.'

Maurizio, on his visits to Scotland, was surprised at how little support young people received

from their families and carers. He was interested that parents who supported their children

did so privately and separately from carers. In Scotland, a predominantly Protestant and

individualistic society, there was pressure for the young to be independent and to normalise
the condition of diabetes, and pressure also upon carers and families to help the young

achieve independence. Moreover, the support offered by families was different to that offered
in Italy because the majority of families in Scotland were nuclear or single-parent families

and, if both parents worked, young people (particularly 'adolescents') were expected to cater

for themselves.

The usefulness of these exchange visits is shown by the following illustration. I was surprised
at the publicness of young peoples' bodies in Ciara. In Tayburgh, when a young person

undresses, it is usually a solitary affair and takes place behind screens. In Ciara, by comparison,
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young people, who were much more used to being the centre of attention, undressed

confidently in front of their extended family, regardless of their gender. In terms of my own

upbringing, I was noticeably embarrassed for them having to undress in public with sometimes

as many as ten people in the consultation room. Maurizio, noticing my distress, whispered to

me:

'What is the matter? Are you sick?'

Afterwards he told me:

'What was the matter? Why were you so shocked? It was a medical

examination so it's OK for everyone to be there. I can't understand why you

think it's so odd.'

Later, at dinner Nico and the consultant, Mario, joined in the conversation:

'[Laughing] The British have a problem, they are so constipated. I mean it's

nice for the parents to be there because they have the child's best interests at

heart.'

Maurizio butted in:

'Do you know I once read that the Victorians were so prudish that they used to

cover up the legs of their tables.'

I was indignant because they felt sorry for me. Nico asked:

'But surely there is no problem with a father seeing his daughter naked? ... But

I think it is unnatural for families to be so inhibited.'

I said I thought many families were inhibited because there was much publicity about sexual

abuse. Nico looked shocked:

'I think the British are obsessed. This is a very sad.'

I was eager to change the subject because 1 felt 1 had given them the wrong impression about
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the British. They assured me that I had merely supported what they already knew about us.

Once I had analysed the fieldwork, I presented our work to the Hvidore Study group in
Denmark. In the years leading up to this project, I had submitted abstracts for presentation at

the British Diabetes Association (BDA) but had been unsuccessful. In the year after

presenting it to Hvidore, it was accepted as a 10-minute oral presentation. The following

illustration is of how I adapted these accounts into a 10-minute slide show, the format

accepted at medical conferences. The research received the education award at the BDA and

instigated further sponsorship for anthropological research.

The British Diabetes Association presentation

Introduction

The title slide (Figure Al) introduces the anthropological study and uses the term

'empowerment', a psychological term popular among carers, referring to patients feeling in
control of their situation. From the vantage of anthropology the use of the term is worrying,
since it relates more to the quantitative approach in biomedicine. As Shore and Wright (1997:

6) say, moral discourses of 'the way of doing things' relate to western ideologies of

enterprise, independence, morality and rationality. Thus it could be said that carers want

patients to feel empowered to normalise their conditions and conform as 'active citizens.'

Indeed, in the diabetes situation, it appeared that empowerment was less about helping the

young to feel in control and rather more about getting them to take their medication.

However, I knew that by using this fashionable term, the BDA would be more likely to

accept my abstract. Once accepted, I would explain to carers why anthropologists don't use
the term as an analytical concept. (When using this term in earlier chapters, I was reporting
on health carers' conceptualisations).

Acknowledgements

Researchers involved in the study of a cross-cultural comparison of young people, between
the ages of thirteen and twenty-five years, with IDDM.
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Background

What the qualitative approach has to offer quantitative research (Figure A2). The quotes

introduce, in an unthreatening way, the idea that the anthropologist's ethnographic

perspective is intended to be different from, but complementary to, quantitative approaches.

Hypothesis

This describes why the research project came about (Figure A3).

Aims

This anthropological study explores cultural influences that affect strategies to empower

young people (Figure A4).

Definition of anthropology

This research explores the relationship between young people and health carers and how, for

example, these relationships affected young peoples' sense of identity (e.g. as someone with

diabetes), notions of empowerment and self-esteem (Figure A5). It explores participants'

(young peoples' and health carers') health goals non-hierarchically, to find the matches and
mismatches between them, in terms of adherence to therapy.

Setting

For simplicity, the cultural themes were divided into macro- and micro-cultural influences

(Figure A6).

Subjects

The study picked two centres which were markedly different in terms of glycaemic control in

young people, but which were otherwise similar (e.g. management of diabetes, staff relations
and philosophical approach). The number of participants observed in the consultation setting
and interviewed outside this setting is shown in Figure A7.
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Demography

The two centres had similar numbers of patients but Ciara had more clinics for young people

(Figure A8).

Methods

The Scottish-based (lead) anthropologist and Italian (local) anthropologist observed their

local setting making exchange visits to make comparisons of the centres. A list of the

methodologies used is shown in Figure A9 and demonstrates the advantages of the semi-

structured interview as a way to elucidate the participants' priorities, as an alternative to

survey-type questionnaire.

Results (i.e. interpretation of cross-cultural analysis^!

The micro-cultural differences between Ciara and Tayburgh appear to affect notions of

'success'. For example Ciara believed young people would have 'good control' while

Tayburgh did not. Notions of how much support to give young people were also affected.

These interpretations are shown in Figures A10 and All.

Macro-cultural differences

Ciara is predominantly Roman Catholic, and is notable for extended family support, greater

number of clinics and staff dedicated to the clinical care of diabetes in the young. (Extended

families were invited into consultations and expect to support young people in the

community.) The diet conducive to 'good control' (i.e. pasta, fresh fruit and vegetables) is

cheap, fashionable and not related to age, gender or social class. Tayburgh is predominantly
Protestant and is notable for nuclear and single-parent families, fewer clinics, and staff with

multiple responsibilities. Young people were rarely accompanied to consultations by family
or friends and were expected to be accountable for their own illness. The diet conducive to

'good control' was expensive, age, gender and social class related.

Summary

This is shown in Figure A12. In Ciara, the predominantly Roman Catholic background
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underwrites the incorporation of the young person in the extended family, emphasising his or
her individuality always within the context of the collective. The extended family permitted

the young diabetic to choose the amount of support he or she wanted depending on his or her

circumstances. Choice is empowering. In Tayburgh, the predominantly Protestant

background underwrites notions of independence and, as such, puts pressure on the young to

normalise their illness, i.e. 'good controllers' were rewarded with less contact and support

from staff and families. Such individualism can be isolating and disempowering. In

anthropological terms, 'empowerment' refers to a personal feeling and, as such, cannot be

quantified. It is therefore not something like insulin that carers can give to the young. Rather,

all carers can do, to empower the young, is to encourage support networks that those with

diabetes can chose to be part of, if they so wish, e.g. inviting friends and family to the clinic.

Different notions of success and support

These are described in a series of quotations (Figures A13, A14, A15 and A16). The first

illustrates a 17-year-old from Ciara who had 'good control,' compared with a 17-year-old

from Tayburgh who also had 'good control.' (Figure A13). The second raises the importance

of parental involvement in Tayburgh. The quotation is from a DNS who felt under pressure

to help young people to be independent (Figure 7.14). The next quotation illustrates the

pressure young people feel to be independent (Figure 7.15). The final comment is from an

Italian dietitian suggesting that her job would be more difficult in Tayburgh (Figure 7.16).

Conclusion to presentation

In Ciara, cultural influences appear to work in the participant's favour. The suggestion,

therefore, is to establish a series of imaginative support systems in Tayburgh, appropriate to

the Scottish context (e.g. parent groups, peer group support, discussion groups led by young-

people, education and conferences: see Figure A17). The hypothesis is that this will produce
'bottom up rather than top down' support initiatives and produce the support required in the
less incorporative society. It is likely, therefore, that the Scottish health workers and indeed

the patients have to work 'harder' against their cultural 'disadvantages'. The initiatives
described are ways of taking this forward.
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Fig 7.7
Cross-cultural study
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Micro-cultural differences
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Support Fig 7.13
Ciara :17 yr.female HbA1c7%:
'I feel my situation is shared. I'm not just doing a
performance with people watching me but trying to
share the experience with you. It stops you feeling
sorry for yourself.'

Tayburgh: 17yr. male HbA1c 6.5%:
'Everyone [health carers] really cares and that's
good but there's this feeling that you have to
screw up to get attention.'

Fig 7J4 Parents' involvement

Tayburgh
Question to DNS: 'Do you think parents should
be involved?
'No I see it as a mark of independence in
children and I've been there when the parents
have come along with the teenager and I've
heard them say 'you stay there' [to parents]
and I've thought good for you. You know,
they're taking responsibility for their own health
and they feel they don't need their parents
there, they can speak for themselves.'



Fi9 715 Parents' involvement

Tayburgh: 18 yr. male HbA1c6%
'I get on with my parents. My control wouldn't
be so good if they weren't in the
background I wouldn't mind if they came in
[to the clinic] with me. It might help because we
could talk about my diabetes afterwards. We
wouldn't have any secrets from each other. But
I wouldn't ask them in; nobody else does. I
mean I'd look a bit weird taking my mum in
[laughs] wouldn't I?'

Fig ZJ6 Diet

Dietitian (Ciara)
'I think Italians eat a very healthy diet so my job is much easier.
The staple diet is pastas and fruit and vegetables. In fact I
think the difference is that our peasant food is eaten by
everyone irrespective of age, class and gender and of
course It's cheap and healthy.'

Question:'How do you think your diet compares with the
Scottish one?'

'I think there's no comparison. I think your diet would be very
alien to us. It's not so fashionable to eat fried food in Italy.'

Question: 'What about a fish and chips and a 'fried Mars bar?"
'Oh [laughs] these would be like Martian food to us.'
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Fig 7.17
Improving Concordance in Young
Peoole with Tvoe 1 Diabetes
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