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Abstract. This paper critiques particular aspects of the published UK government Department of
Health’s proposal to promote ‘The Expert Patient’ as a way of enhancing patient autonomy and reducing
reliance on limited health care resources. Although the broad aims of the report are supported the detail is
criticised on the basis that lack of clarity over key terms, including ‘expert’, ‘illness’ and ‘disease’, means
that there is no clear focus for action and threatens to undermine the effectiveness of the proposals.
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Introduction

To a liberal and ethically conscious society, the
notion of the ‘expert patient’ might reasonably be
viewed as a welcome development. In at least one
sense, acknowledging that patients know them-
selves and their illnesses better than the doctor
does, seems to state the obvious. Doctors are
largely dependent on patients communicating
details of their illnesses to them. It is patients’
initial perceptions that they are ill, have different
symptoms or difficulty managing their condition,
that leads them to seek a doctor’s help. It is
patients who have expertise in judging how well
they feel or how capable of managing their illness.
There are two key issues to examine here: first is the
nature of illness itself, what kind of phenomenon it
is and to what extent patients can be expert in
understanding and/or managing it, if that is what
expertise refers to. Second, concerns the relationship
between patient and practitioner in relation to the
concepts of paternalism and dependence.

Biological models of illness

Knowing that you are ill, explaining why you are ill
and asking what the illness means entail different
kinds of enquiry. It is normally assumed that it is
the doctor’s job to explain illness, which for
modern medicine is primarily in terms of biology.
This is usually defined in the context of disease or
dysfunction, perhaps overlaid by psychosocial
factors. But knowing what is wrong is not the

same as understanding what it means for the
patient or how best to manage the situation to
produce a good outcome. This latter point is an
important one as sometimes it is assumed that
understanding the mechanics of a disease somehow
automatically informs about the best way to
manage it. This ignores the heuristic element in
illness, the meaning it has for the patient including
what ‘benefit’, ‘recovery’ or ‘healing’ might mean
for them.

Much here depends on what is understood by
illness and whether the biomedical model, in its
strongest form, is the best or perhaps only way of
explaining the array of phenomena categorised
under illness. Critics of the biological model argue
that physiological efficacy is not sufficient to
explain all that is entailed by ‘illness’. (Fulford,
2000) Illness, it is argued, is a much richer, more
complex phenomenon than can be accounted for
by biology alone. Patients’ subjective experiences
and interpretations are not so much unfortunate
and unnecessary additions to the medical under-
standing of disease, as fundamental for the first
stage of knowing that you are ill. Illness, according
to Fulford (1999), is the (value-laden) experience
that patients intuitively perceive as a medical
problem and which normally prompts them to
seek medical advice. The doctor may explain the
phenomenon in biological terms, as a disease, but
this ignores the subjective experience that informs
the patient’s conviction that they are ill. It follows
therefore that traditional scientific investigative
methods, because they are notionally based on
objectivity, are unsuitable for validating these
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necessarily subjective aspects of illness. Critics
point out that, because of the assumption that
biology1 is the dominant, or even sole, explanatory
model for illness, the patient’s perception may be
ignored, or even disbelieved, in favour of the
professional’s. (Toombs, 1992; Svenaeus, 1999;
Svenaeus, 2003)

Professional health care workers, because of
their expert knowledge and understanding of
biological aspects of illness and disease, will always
have better technical knowledge than patients can.
But biomedicine is not always able to explain why
someone feels ill or what the illness, recovery, or
coping with it, mean to the patient. This is
important because much chronic illness, by its
nature, is longstanding and ongoing. If the
patient’s suffering is to be reduced, not only must
symptoms be controlled, the doctor also needs to
know what the illness means to the patient, how it
affects their life and how their life can be made as
normal as possible.

Prima facie, the expert patient programme in
the United Kingdom (Department of Health, 2001)
looks to give due emphasis to this often ignored
aspect of illness. Patients bring knowledge of the
personal and subjective aspects of illness, including
what it means to them and how it affects their lives.
Not everyone accepts that patients’ subjective
experiences are legitimate elements to be consid-
ered by the doctor. Christopher Boorse, for exam-
ple, famously argues that medicine is primarily a
biological endeavour, that health is the absence of
disease and disease a descriptive biological effect.
(Boorse, 1975, 1997) Much therefore rests on
whether illness, particularly chronic illness, is
predominantly a biological issue. This will involve
a review of the relationship between illness and
disease.

The Report briefly addresses the causal relation-
ship between chronic and acute illness; chronic
illness as the outcome of unmanaged acute illness
versus acute illness as a severe episode within a
chronic condition. It argues that the view used to be
that attention to acute illness would prevent chronic
illness developing. The evidence now points to the
opposite, that proper control of chronic illness
reduces the risk of acute episodes. (3.1–2, p. 19)

On either of these accounts both acute and
chronic illness are subcategories of (and therefore
defined by) a more generic sense of ‘illness’ in
which one is a variation or adaptation of the other.
An alternative view is that acute and chronic
illnesses are fundamentally different kinds of phe-
nomena. Although the analysis necessary to
explore this is beyond the scope of this paper,

there are enough significant differences, particularly
in relation to what the experience means for the
patient, to suggest that chronic illness is not merely
an extended form of acute illness, but is a different
kind of experience.

Paternalism and dependence

Paternalism and patient dependence are two issues
that have attracted particular attention in relation
to UK health care. Accusations of paternalism
have dogged the NHS since its inception, and in
part may be a consequence of the NHS’s motivat-
ing principle of providing care to those in need
regardless of their ability to pay. For some patients
not needing to pay may have generated an expec-
tation of a ‘right to treatment’ for anything and
everything and led health care workers to adopt a
concept of care somewhat akin to Victorian ideas
of charity. This has generated a healthcare system
that is largely passive on the part of patients – who
have things done to them – and creates dependency
on the professional health carer – the only one with
sufficient technical expertise and knowledge to do
what is required.2

In addition to diagnosing conditions and pre-
scribing treatment, medicine today is required to
sanction a range of activities from legitimising both
the ability and inability to work, to granting special
status for holding a driver’s license, receiving State
benefits and so on. These have added a policing to
the doctor’s primary caring rôle and further
emphasised patients’ dependence on doctors.

The outcome from this is an over-stretched and
under-resourced health care system. The notion of
The Expert Patient is a response to this, though it is
unclear whether it is motivated as a managerial
response to an overwhelming situation, or because it
is fundamentally important for the well-being of
chronically ill patients. (The second of these issues is
discussed in SørenHolmes’s paper) The question for
this paper, is whether the proposal is capable of
achieving the greater patient autonomy that it
allegedly seeks, or whether there are fundamental
problems that will potentially weaken and under-
mine the whole project. In addition to defining
illness and addressing paternalism and dependence,
it is important to be clear aboutwhat ‘expert’means.

Expertise

In what way is a patient an ‘expert’? Expertise is
qualitative rather than quantitative and can apply
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both to knowledge and skill. It refers to the way
knowledge and skills are understood and applied
rather than possessed as ends in themselves. In
what sense then can a patient have expert knowl-
edge?

Through enhanced access to information, par-
ticularly via the internet, some patients become
well informed about their condition. They can be
familiar with the latest thinking about a condition,
its cause, prognosis and treatment; sometimes they
can know more about a condition than their GP
does. The question is whether this alone makes
them experts and if so, whether it is the kind of
expertise that the Report is promoting.

In one sense, a well informed patient is an expert;
they have as much information about a subject as
anyone can have, but expertise in the professions is
usually regarded as more than high level knowledge
and skill; it has to do with being able to respond to
novel situations. A new medical graduate, for
example, may enter their profession with more
‘knowledge’ and up-to-date skills than their senior
colleague has. But the experienced colleague may be
able to cope with uncertainty and unfamiliar pre-
sentations of familiar problems far more compe-
tently than the newly qualified. (Hunter, 1996)
Phronesis, the ability to make good decisions and
take effective action in unfamiliar situations, is a key
professional attribute. (Davis, 1997;Tyreman, 2000)
Few patients would be acknowledged as experts in
this sense, or could claim professional values or
mores – important factors in professional decision-
making. (Fish and Coles, 1998) In fact most would
not claim technical expertise in the sense that they
understand, say, the patho-physiological basis of
their disease, though even here, some patients can
become very well informed.

In what sense, then, are patients ‘experts’? The
Report emphasises the anonymous quote that ‘‘my
patient understands their disease better than I do.’’
(p. 5, 12), as supporting the idea of patient expertise.
As I will show in amoment, in addition to confusing
‘understanding’ with expertise, it also confuses the
concepts of disease and illness. Although patients
may become knowledgeable about their disease,
their expertise is confined to the narrow field of their
own condition as they experience it. It is highly
questionable whether they also become experts in
the disease per se. In addition, without professional
knowledge, few patients are able to contextualise
their disease, that is, understand its effect on other
areas and processes in the body or the way other
processes in the body can affect the disease, partic-
ularly when a number of disease processes may be
operating together.

Where patients may become expert is in the
management of their condition, including knowing
whether they are on the correct dosage of medica-
tion. This latter knowledge may be gained from
self-testing and self-awareness of the effects of the
disease and its amelioration by drugs. Expertise can
also involve knowing how to adapt to the restric-
tions of a disease in order to live a fulfilling life.
Clearly this is knowledge that is more accessible to
patients than to doctors. The Executive Report’s
final conclusion is: ‘‘To enable people to achieve
good quality of life despite having a chronic disease
is the fundamental goal of the change being sought
by this report.’’ (p. 7) It looks, therefore, as though
‘expertise’ refers to management of the illness rather
than to the more technical aspects of understanding
the disease. This is a subtle but crucial point, because
distinguishing between the two prepares the way for
effective collaboration between patient and practi-
tioner based on a clear demarcation of areas of
expertise and responsibility. However this rests on
being clear about the difference between disease and
illness.

Illness & disease

In addition to being unclear about what ‘patient
expertise’ refers to, the Report confuses the con-
cepts of illness and disease by treating them as
synonyms. For example, the opening paragraph to
the Executive Summary (p. 5) states, ‘‘. . . the
predominant disease pattern in England, . . . is one
of chronic or long-term illness rather than acute
disease.’’ And in describing what is termed ‘The
Challenge’, it states: ‘‘Chronic diseases are more
common among older people. Approximately
two-thirds to three quarters of all people aged
over 75 years suffer from one or more longstand-
ing illnesses . . .’’ (2.2, p.15) There is no attempt to
analyse the relationship between the two sentences,
i.e., how chronic disease relates to the suffering of
illness. They are presented simply as two state-
ments of fact, but the inference is that chronic
disease is synonymous with longstanding illness.

It is generally agreed among theorists that
disease refers to the medical concept linked to
nosology and defined in terms of pathological
lesion, signs and symptoms, and aetiology.
(Greaves, 1996) On the other hand, illness is the
much broader and subjective experience of
patients, which, on the medical model, is largely
explained in terms of disease. Hence the old adage
that an illness is what you go to the doctor with
and a disease is what you have when you come out.

THE EXPERT PATIENT 155



The reason why I think it is important to clearly
differentiate the two terms in the context of this
Report is because, while patients may have exper-
tise in managing their illness, it is much less certain
that they have the necessary expertise to manage
the disease. This may require specialist knowledge,
particularly if the condition changes or develops
into a different disease. Broadly speaking, then,
practitioners are expert in understanding and
managing ‘disease’, which includes recognising
and categorising them, while patients have exper-
tise in managing ‘illness’. The danger with this
distinction is that it opens a return to the old
paternalistic system where doctors deal with the
important biological problems entailed by disease,
and patients (aided by self-help groups) learn how
to live with them as effectively as possible. Because
the different rôles and responsibilities associated
with illness and disease are not acknowledged by
the Report, it tacitly supports this distinction.

The problem lies in a key assumption of the
medical model, namely that disease is the primary
concept in understanding illness. On this analysis
illness (as the patient’s experience of disease) is the
end point of a ‘Naturalisation Cascade’ (Fulford,
1999), which proceeds from normal healthy func-
tion to dysfunction, pathology and disease. The
focus of interest is disease on the assumption that
eradication of disease, or, even better, of its
precurser, dysfunction, will automatically lead to
the control or eradication of the illness. If, instead,
illness rather than disease is seen as the primary
concept, on the basis that it is the judgement that
they are ill (based on some putative experience)
that motivates someone to seek medical help, then
the focus is on managing illness and here the
patient does have expertise. Diagnosis of a disease
(to explain the illness) is then seen as only one part
of the rich, value-laden and complex (Boorse
(1997) would add messy) phenomenon that is
illness. Interestingly, in the Report, most of the
examples given concern illness rather than disease;
that is they refer to common issues ‘‘such as pain/
symptom management, stress, low self-image and a
need to develop coping skills.’’ (3.17, p. 23) The
Chronic disease self-management programme
(CDSMP) at Stanford University, which the
Report cites approvingly, is based on the assump-
tion that ‘‘People with chronic conditions have
similar concerns and problems.’’ (3.18, p. 23) This
example clearly focuses on disease as the primary
concept and it is easy to see how the ‘Naturalisa-
tion Cascade’ is at work here; controlling or
managing the disease is assumed inevitably to
result in improving the illness.

Without a fundamental, perhaps even revolu-
tionary, change in the way that illness and disease
are conceptualised, the laudable aims of The
Expert PatientReport are likely to be compromised.
The stated aims, woven into the Report, of encour-
aging patient-centred policies, partnership, joint
decision-making and informed choice, may appeal
to some patient groups and a minority in the
medical profession, but fail to reach a significant
section of either group. The reason for this is that
without identifying where responsibilities lie, based
on an understanding of illness and disease, it will
not be clear what defines each side’s area of
expertise, particularly in relation to effective collab-
oration. Expertise must be exercised; arguably it is
only recognised through its application, and it is not
clear from the Report how patient and practitioner
expertise is defined, i.e., how its application is best
evaluated. My argument is that practitioner exper-
tise should relate to the management of disease with
its biological emphasis, while patient expertise
should relate to the management of illness.

Many of the issues described as undesirable
within the Report are, on its own admission,
failures of communication and it is difficult to see
how promoting the idea of expert patient will
address this without patients and practitioners
being clear about the focus of their expertise and
therefore responsibilities about communication.

Even where there is good communication, some
patients may be unwilling to accept the chronic
nature of their condition or the restrictions
imposed by it. For example: for a significant
number of patients with spinal cord paraplegia,
there is a strong restitution narrative. Here the
belief that one day medical science will be able to
restore them to their previous healthy state, pre-
vents them from making appropriate choices for
their future and managing their condition most
effectively. The Report does not address the
question of how patients with unrealistic expecta-
tions about their condition should be dealt with by
the medical profession.

Patient autonomy

Is patient autonomy likely to be enhanced by the
expert patient programme? I introduced this topic
in the context of paternalism and patient depen-
dence. The relationship between autonomy and
paternalism is not straightforward. The problem of
suicide and of compulsory treatment, whether for
mental or physical illness, highlights the apparent
paradox that a person’s exercise of autonomy may

STEPHEN TYREMAN156



ultimately limit their autonomy. In these cases,
acting paternalistically may enhance autonomy.

Decisions by a professional may make it more
likely that health is restored sooner rather than
later. Patient choice may be limited, uninformed or
unduly influenced by short-term desires, such as
comfort or despair, rather than longer-term goals.

Partnership between patients and health care
professionals, and patient self-management pro-
grammes are key aspects of the Report’s recom-
mendations. The question is whether these kinds of
dialogues enhance patient autonomy. There is
insufficient analysis of this in the Report to come
to a conclusion. My concern is about the implicit
assumption that giving patients a greater say will
inevitably result in greater autonomy. This is not at
all clear and requires much more analysis.

Conclusion

The aim to include patients more effectively in the
management of chronic illness is to be applauded
both for humanitarian and pragmatic reasons. In
addition to the good ethical reasons for enhancing
patient autonomy, as the report states, there is
good evidence to support the view that outcomes
are improved where patients take more control in
managing their condition. However, I have high-
lighted three related but serious shortcomings in
the Report: the failure to define fully in what
respect the patient is an expert, lack of conceptual
clarity over the terms illness and disease, and
superficial thinking about the relationship between
informed patient decision-making and enhanced
patient autonomy. Unless these are addressed and
fundamental attitudes changed with respect both
to the provision and utilisation of health care, the
project is likely to be seriously compromised.

Notes

1. Even where psychological explanatory models are
invoked, they are normally assumed to have physiolog-

ical effects and the relative significance of psychological
phenomena is assessed by the effect on the physical.

2. Dependence on the health care professional is just as
prevalent, and perhaps more so, in complementary and

alternative medicine (CAM) as it is in conventional
medical care.
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