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Preface

In 1999, the editor of the Lancet, Dr Richard Horton, threw down this gauntlet:

‘Primary care is the subject of more charters, declarations, manifestos, and principles
than any other medical discipline, except perhaps its similarly plagued cousin, public
health. Yet this efflux of ruminations from worthy experts and respected bureaucracies
has contributed hardly anything to the daily practice of family medicine’.!

Horton’s words were met with outrage from primary care academics world-
wide, and I certainly shared that outrage. But his editorial revealed two impor-
tant things. First, that the academic foundations of primary care, if not weakly
developed in themselves (and perhaps they were), had been poorly articulated
by academics within our discipline. Second, that these foundations were, as a
result, widely and profoundly misunderstood by people in powerful positions
in academia and medical publishing. It was Horton'’s shot across the bows that
prompted me to take on the task of producing a completely new, single-author
textbook on the academic basis of primary health care.

The case for such a book was not difficult to make. Remarkably few aca-
demic textbooks in this field have ever been written — and to my knowledge,
no new first editions have been published in the past 15 years. The giants
on whose shoulders I stand include Britain’s William Pickles (Epidemiology in
Country Practice, originally published in 1939?) and Julian Tudor Hart (A New
Kind of Doctor, 1988%); Hungary’s émigré to Britain Michael Balint (The Doctor,
His Patient and the Illness, 1956%); America’s Barbara Starfield (Primary Care,
1992°) and Robert Rakel (Textbook of Family Medicine, 1973°) and Canada’s Ian
McWhinney (A Textbook of Family Medicine, 19867).* I have also been inspired
by Gillian Hampson’s excellent textbook for nurses, Practice Nurse Handbook,
first published as Bolden and Tackle’s Handbook in 1980.°

Apart from more up-to-date reference lists, what does this book offer that
goes beyond what the greats of a generation ago came up with? First and

*I should also mention John Noble and team’s Primary Care Medicine, the leading US
textbook, which is an excellent overview of the clinical problems seen in primary care
practice, along with a guide to evidence-based decision making.? This is an outstanding
reference tome for doctors in clinical practice, but does not attempt to cover the breadth of
interdisciplinary territory addressed here. Another comprehensive textbook written for a
US audience is Rakel’s Textbook of Family Medicine, first published in 1973 and now in its 7th
edition.® While mainly centring on clinical problems, it includes sections on evidence-based
medicine and also covers the important work of McWhinney.

xi



xii Preface

foremost, I have deliberately devoted a large section of the book to disentan-
gling the diverse disciplinary roots of primary health care. Pickles, Fry and
Starfield took an almost exclusively epidemiological perspective and showed
how such a perspective could both emerge from and serve to inform the work
of the primary care team. Balint focused on the psychodynamic perspective and
showed how this could illuminate the study of the doctor-patient relationship.
Tudor Hart linked epidemiology with political science and drew links between
social inequalities and health outcomes. McWhinney, to whom I owe a partic-
ular intellectual debt,’ drew on a range of disciplines including epidemiology,
psychology and moral philosophy, but did so in a way that produced a unified,
multi-level theory (patient-centred medicine; see Section 5.4) rather than — as
I have chosen to do — setting out a menu of different disciplinary and theoret-
ical perspectives as possible ‘options’ for cutting the cake of primary care. It
is on McWhinney’s important early work, and with the advantage of the last
decade in which primary care has matured considerably as an academic field
in its own right, that I seek to build.

I have called Chapter 2 ‘The “ologies” of Primary Health Care” because I
believe that no single ‘ology’ (be it basic biomedical science, epidemiology,
psychology, sociology, anthropology or philosophy) can alone underpin either
practice or research in primary care. What is needed is not a single, ‘minestrone’
discipline that primary care can call its own, but a greater recognition by prac-
titioners and researchers that different primary disciplines provide different
theoretical lenses through which the complex and multifaceted problems of
primary care can be studied. As I explain in Chapter 2, identifying the right
‘ology’ for a particular primary care problem is one of the key skills of the
academic practitioner.

The second unique feature of this book is that it is (to my knowledge)
the first general, single-author academic textbook to take an explicitly multi-
professional perspective on primary health care (as opposed to general prac-
tice or family medicine). The shift from uniprofessional to multi-professional
focus reflects changes in the organisation of primary care over the past 20
years and in the diverse roles associated with its delivery — particularly
the growth of primary care nursing. It also reflects, I guess, the increasing
role of the person who is ill in his or her own care, since the ‘expert pa-
tient’ (see Section 4.4) is also a member of the multi-professional team. Only
around half the students on my MSc course in International Primary Health
Care (www.internationalprimaryhealthcare.org) are medically qualified; the
remainder have backgrounds in nursing, health policy, pharmacy, social work,
physiotherapy and management. As I emphasise in Chapter 10, illness in the

That is not to say that I regard the contribution of the other authors listed here as less
intellectually significant, but that my own take on academic primary care aligns most
closely to that of McWhinney and his team.
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twenty-first century is characterised by complexity, comorbidity and the need
for coordination. In this context, textbooks aimed exclusively at a single pro-
fessional group are increasingly anachronistic.

The third unique selling point of this book is that every word has been
written by a single author. There is a touch of irony here. If primary care is
so intellectually diverse, so clinically and organisationally complex and its
practice necessarily multi-professional, surely it would be better to include
an appropriate range of individuals as chapter authors, each of whom would
cover a particular area of expertise. There are certainly some advantages to such
an approach — for one thing, the subject matter would be covered more evenly
and comprehensively. As it is, this textbook is biased towards my own areas
of interest and expertise (sociological aspects of illness and healthcare, ethnic
health, electronic records) and somewhat superficial on other areas (such as
epidemiological databases). But the upside is — I hope — that this book offers a
holistic overview of the field along with consistency of style that simply cannot
be achieved in a multi-author textbook. Incidentally, a massive, multi-author
reference textbook on primary health care has recently been published in the
UK, !% and an equally weighty European Textbook of Family Medicine has recently
rolled off the press. I do not seek to compete directly with these tomes, but to
supplement them with one woman'’s take on the parameters of our discipline.

Having said that, I make no claim to comprehensiveness. In a field as diverse
and rapidly changing as primary health care, any attempt at encyclopaedic
coverage of its multitudinous themes in a single volume is doomed to failure,
and in any case the academic journals make a much better job of covering all the
latest topics. Like McWhinney before me, I have sought to produce a ‘territory
map’ of academic primary care along with some illustrative examples of how
theory and method may be applied to the huge range of potential research
topics. Though necessarily incomplete and distorted by my personal interests
and prejudices, I hope this map will prove sufficiently coherent to convey the
breadth of what counts as the ‘normal science’ of academic primary health care
and sufficiently flexible to accommodate perspectives and theories that I have
missed (or which are yet to emerge).

What, then, is my intended audience for this book? To paraphrase John

Van Maanen, any book that aspires to the status of academic work has three
potential audiences:"!
1 Scholars in the field. This book is written primarily for people who are al-
ready working as academics in primary health care or who aspire to enter the
field as researchers or teachers. These are the people who, by and large, see
the subject matter of primary health care through similar eyes to mine, who
already know (or are learning) the jargon, who share (or are coming to share)
the assumptions and are familiar with the main theories and methods used
in primary care research. Included in this group are students (PhD, MSc and
ambitious undergraduates) who seek to define, with a view to extending, the
margins of knowledge in primary care.
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2 Thinking practitioners. This book is also intended for general practitioners,
practice and community nurses, and other primary care professionals who
wish — for personal fulfilment or career progression — to go beyond the mul-
titude of books on the shelves that promise ‘ten tips for better consulting’ or
‘how to organise your practice.” The examination for the Membership of the
Royal College of General Practitioners (www.rcgp.org) now includes an under-
standing of research and the academic basis of general practice in its syllabus.
But be warned: I did not set out to write a textbook for the Membership of the
Royal College of General Practitioners, nor have I consulted or collaborated
with its Board of Examiners, so do not take my word for what will come up in
the exam or what the ‘right’ answers will be deemed to be.

3 General readers. Finally, this book is intended for people — especially in
other academic disciplines — who have not the faintest idea what primary
health care is and have even less clue about its academic basis. Primary health
care is (like education, human resource management and in-flight catering) an
applied field of study. Its main subject matter is not a unique set of abstract
premises and theories nor a set of observations made in the pure environ-
ment of the laboratory, but the messy reality of the real world with all its
complexity and situational contingencies. As the opening quote of this Pref-
ace illustrates, the academic basis for applied fields is harder for outsiders to
grasp, not least because so many practitioners within those fields are unclear
about the concepts and theories that inform (often implicitly) the work that
they do. It follows that those of us who hold tenured professorships in ap-
plied fields must spend at least some of our Sunday afternoons setting out
our stall in a way that academics from the traditional ‘ologies” can begin to
take this seriously. I hope that, in this book, I have begun to address that
task.

One final comment about the intended audience for this book: I live and
work in the UK, and many (though by no means all) of my examples are taken
from my own direct experience. This means that this book will perhaps be more
meaningful to readers who are based in the UK. But this book is also intended as
the course textbook in an international Masters course that takes students from
(so far) four continents and 17 different countries. Whilst I use local examples
at both micro level (e.g. the primary care consultation as it generally happens
in the UK) and macro level (UK health policy or funding arrangements), 1
have presented these as examples, and have deliberately tried to select ones
that provide transferable insights for students from other countries. I hope,
therefore, that this book will prove useful to an international audience, and I
would be especially keen to receive suggestions for meeting the needs of this
wider audience should the book run (dare I say it) to a second edition.

Trisha Greenhalgh OBE
University College London
March 2007
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Foreword

In 1974, as a working GP in what was then still a functioning colliery village,
I was invited to lecture on primary care at Johns Hopkins University Hospi-
tal in Baltimore. This was an awesome responsibility. Johns Hopkins was the
place where Sir William Osler and William Henry Welch added Rockefeller’s
oil fortune to German laboratory science, thus realising in practice Abraham
Flexner’s dream of medical education founded on hospital specialism and sci-
entific evidence.! This set a world gold standard pattern for medical education
which even today remains largely intact.

True, I was only invited by the Department of Public Health, which, though
distinguished in its own right, was still considered by all other faculties as only
a minor adjunct to clinical medicine and surgery. And of course there was no
department at all for general practice, family medicine, or any other concept of
primary health care. However, the phrase “primary care” itself had suddenly
become fashionable. Kerr L. White, then at Chapel Hill, North Carolina, had
shown that in one average month, out of 1000 adult US citizens at risk, 750
had some sort of illness, 250 consulted any sort of doctor, 9 were admitted to
any sort of hospital, and only 1 actually reached a teaching hospital to provide
case-material for learning. He originally got this idea from John and Elizabeth
Horder’s referral data, from the James Wigg practice in Kentish Town.> Con-
sultants in teaching hospitals ignored at their peril mounting evidence that
existence of cost-effective generalists was a precondition for their own sur-
vival as real specialists, rather than “specialoids” — doctors claiming specialist
fees but without effective hospital support. That useful term was coined by
John Fry?, one of the first to recognise this truth. It was confirmed by a report
from the American College of Cardiology, which found that though in Boston,
Miami and New York there were more than 10 cardiologists per 100,000 popu-
lation, 70% of these had office-based rather than hospital-based practices, and
half were not specialist Board-certified.* In a market economy, health workers
closest to technology make the most money, and nobody wants either to be a
generalist, or to provide continuing care.

So before my lecture I was shown around Johns Hopkins Hospital. Like
most large hospitals, its ground floor was built around an exhausting and
apparently endless corridor, with a network of pipes and cables running along
its ceiling. As we approached somewhere about halfway along this corridor I
saw a roughly cut cardboard sign hanging from bits of string looped around
the pipes. And this is what it said:

DEPARTMENT OF PRIMARY CARE —

xvii
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My guide was intrigued — he had never noticed it before. We followed the
arrow, and found ourselves in the Emergency Room. It was heaving with
the sort of events one sees on television doctordramas — children with acute
severe asthma whose parents had never been told the difference between a
‘preventer’ and reliever’; diabetic patients in ketoacidosis whose medication
had notbeen reviewed for years; overweight men rigid with low back pain who
had never received advice or physiotherapy; elderly people whose undetected
hypertension had led to a massive stroke; and smokers whose unchecked habit
had finally caused them to cough up blood. These everyday ‘emergencies’
would occur very rarely in a country with a developed primary care system
accessible to the whole population. The barbarism of the scene was confirmed
by the presence of several heavily armed policemen. The doctors and nurses
confirmed that their work had indeed just been renamed, in tune with fashion.
New words, unchanged resources.

I tell this story first to establish two points, and then to draw an important
conclusion for the many thousands of students who will use this book, in this
first edition and the many others which surely will follow.

First, even in the USA, things have moved on since then, as is the nature of
market economies. Specialoids have not been eliminated, but they have been
pushed back — by the mighty force of corporate investors in health care, whose
profits depend on rationalising the processes of commodity production, and
have no interest in maximising doctors” incomes. So things get rapidly better,
and evenif people get worse, more and more things can be done to repair them. In
Britain, where until 1979 the National Health Service, and the medical schools
producing its doctors, all operated as a gift economy outside and above the
market, both things (medical and nursing knowledge and resources) and people
(staff and patients) steadily improved, even though both service and teaching
functions were always grossly under-resourced. In USA in the early 1980s, one
single department of family medicine in Worcester, Massachusetts, employed
more staff than all the UK departments of primary care and general practice put
together. Our health professionals learned how to listen and talk to patients as
if they were friends, neither customers to be flattered nor sheep to be herded.
Among their most impressive teachers was Trish Greenhalgh, in her frequent
columns in the British Medical Journal. More than any other medical journalist,
she spoke to her fellow GPs in the language of experience, but never without
linking this to our expanding knowledge from the whole of human science.

When I compare the outlines of primary care so lucidly presented in this
wonderful book, obviously derived from rich experience of real teaching and
learning, with the grand guignol theatre of London medical schools when I was
a student 1947-52, the advance is stunning. Young health workers today are
incomparably better educated than they were in my immediately postwar gen-
eration, and from what I see of mature students entering medicine at Swansea
Clinical School, they are now moving ahead faster than ever before. They know
more of what really matters, the body of knowledge from which they draw
is larger, simpler, and much more effective, and their attitudes to patients are
hugely more sensitive and better informed.
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But here we reach my second point. Students in every advanced economy
now face an imminent future in which technology will certainly go on improv-
ing, but human relationships are rapidly getting worse. In 1996, even before we
got incontrovertible evidence of approaching environmental crisis, the United
Nations report on human development showed that the world then contained
358 people with one billion or more US dollars. Their total wealth equalled
the combined incomes of the poorest 45% of the world population.” Dispro-
portionate wealth on this scale creates equally disproportionate power. Health
care systems in almost all countries, whatever their stage in economic develop-
ment, have been conscripted to a single market-oriented pattern determined
by the World Bank, which now has a far bigger health budget than the United
Nations” World Health Organization.

Students of anatomy will not find what has become the most potent of all
human organs, the wallet. The market decides. Even if all these 358 billionaires
were angels, determined to address the needs of all people rather than such
wants as are profitable, they must maximise their cash returns on investment.
If they do not, their corporations will be devoured by competitors.

So the irresistible force of advancing scientific knowledge collides with the
immovable object of a global economy in which meeting global needs is al-
lowed to proceed only as a byproduct of making very rich people richer still.®
They say our world began with a big bang. Unless your generation recognises
the difference between natural laws, which cannot be changed, and human
laws (including those of economics) which arise from human decisions and
behaviour, that may be how it will end. Students today will have to learn, and
later to apply their learning, within contexts of crisis no less profound than that
from which my generation only just managed to emerge in 1945. Some of the
social relationships already established in the pre-“reform” NHS, which were
a precondition for developing the ideas and practice outlined in this book,
could still provide foundations for rebirth of the honesty and hope we now
desperately need.

Julian Tudor Hart
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CHAPTER 1

Introduction

Summary points

1 Primary health care has many definitions. Most of them include the follow-
ing dimensions: first-contact care; undifferentiated by age, gender or disease;
continuity over time; coordinated within and across sectors; and with a focus
on both the individual and the population/community.

2 In the twenty-first century, traditional academic skills (the ability to think
logically, argue coherently, judge dispassionately and solve problems cre-
atively) must be supplemented by contemporary academic skills (communi-
cation, interdisciplinary teamwork, knowledge management and adaptability
to change).

3 Primary care is an applied (secondary) discipline and its study is problem-
oriented. It does not have a discrete scientific paradigm to call its own. Rather,
it draws eclectically on a range of underpinning primary disciplines (which
will be discussed further in Chapter 2).

4 Different problems in primary care require different perspectives, based on
different conceptual and theoretical models. It will never be possible to come
up with a single ‘unifying theory’ that explains all aspects of primary care.
Studying different theories can help illuminate why different people look at
(and try to solve) the ‘same’ primary care problem in different ways.

5 There is a tension between the typical ‘textbook definition” of primary care
(concerned with a tidy disease taxonomy, evidence-based treatments and a
compliant patient in a stable family and social context) and its practical day-to-
day reality (fragmented and changing populations, unclassifiable symptoms,
absent or ambiguous evidence and mismatch of goals and values between
clinician and patient). The academic study of primary care should not focus
on the former at the expense of the latter.

1.1 What is primary (health) care?

We hear increasingly of a ‘primary care led health service’, “primary care
based research’, ‘capacity building in primary care’ and ‘primary care focus’
for healthcare planning. But when we talk about primary (health) care, what
exactly do we mean? Is primary care anything that occurs outside a hospital?
What about a hospital-based walk-in service for minor illnesses? Is voluntary
sector care (such as that provided by self-help charities) part of primary care?
If a general practitioner (GP) or family doctor (or a general internist in the

1



2 Chapter 1

USA) provides specialist services, does that still count as “primary’ care? And,
frankly, does it matter? Instead of chasing a tight definition of primary care and
enforcing it across all countries and healthcare systems, would we be better
off with flexible parameters that can be applied with judgement in different
contexts?

Let’s start with a working definition and see how it stands up to closer
scrutiny.

Primary health care is what happens when someone who is ill (or who thinks he or she
is ill or who wants to avoid getting ill) consults a health professional in a community
setting for advice, tests, treatment or referral to specialist care.

An obvious primary care contact is a visit to the general medical practitioner or
GP (referred to in some countries as the family practitioner or family doctor),*
for example, with an episode of acute illness, for ongoing care of a long-term
health problem or for a check-up or screening test. But primary care in the UK -
and in many other countries — also includes pharmacy services, community-
based nursing services, optometry and dental care. It includes not merely the
acute care that sick persons might receive before they enter hospital with a
serious illness (such as a stroke or diabetic emergency), but also the care they
receive after discharge — rehabilitation, ongoing education and support, and
continuing surveillance of their chronic condition.

Until about 1980, the focus of most writing about primary care was the work
of the individual GP in treating and preventing illness. Take, for example the
following definition produced by the Leeuwenhorst working party in 1974:

‘The general practitioner is a licensed medical graduate who gives care to individuals,
irrespective of age, sex, and illness. He will attend his patients in his consulting room
and in their homes and sometimes in a clinic or hospital. His aim is to make early
diagnoses. He will include, and integrate, physical, psychological and social factors
in his considerations about health and illness. ... Prolonged contact means that he
can use repeated opportunities to gather information at a pace appropriate to each
patient and build up a relationship of trust which he can use professionally. He will
practice in co-operation with other colleagues, medical and non-medical. He will know
how and when to intervene through treatment, prevention and education to promote
the education of his patients and their families. He will recognize that he also has a
responsibility to the community’.!

This definition reflects some undoubted strengths of primary care: closeness
and continuity of the clinician—patient relationship, broad scope of care and em-
beddedness within the wider healthcare system. But it still seems old-fashioned

*Throughout this book I will use the term ‘general practitioner’ unless I am specifically
drawing a distinction between the subtly different roles represented by these different titles.
I'will also use the term ‘primary care’ to mean ‘primary health care’, though I acknowledge
that in other contexts primary care includes social as well as health care.
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Box 1.1 Examples of primary health care encounters.

* A 63-year-old woman with a sticky eye asks her high-street pharmacist if
there is anything she can buy over the counter for it.

* A dentist finds a suspicious white lesion while doing a routine check-up of a
72-year-old woman smoker and offers to refer her urgently to an oral surgeon.
* A 15-year-old schoolgirl visits an evening family planning clinic for a repeat
prescription of the contraceptive pill.

* A mother brings her 3-month-old baby to a community centre to be weighed
and immunised.

* A 24-year-old HIV-positive gay man attends for a routine blood test and a
repeat prescription for his antiretroviral medication.

* A 78-year-old man with diabetes and leg ulcers receives regular visits from
both the district nurse (to bandage the ulcers) and the community diabetes
team (to monitor the diabetes).

* A 19-year-old single mother attends the accident and emergency department
with a sore throat.

* A community psychiatric nurse visits a 53-year-old woman with schizophre-
nia every 2 weeks to assess the illness, administer a depot injection of medica-
tion and provide support.

* A multi-disciplinary community team including doctors, nurses, social
workers and health advocates provides a ‘health bus’ offering a range of ser-
vices to refugees and asylum seekers on an inner city estate.

¢ An 82-year-old woman with fading vision and a strong family history of
glaucoma visits an optometrist for a routine check-up.

* A 50-year-old man with migraine that has not responded to medication from
his GP attends an alternative health centre for a course of cranial osteopathy
and aromatherapy.

and stereotypical, not just because it appears to assume that the doctor is male,
but also because it places ‘him” very centrally in charge of the service and
responsible for deciding what is best for the patient.

The list in Box 1.1 shows some examples of primary health care problems.
It is taken from a seminar in which some of my postgraduate students (GPs,
community nurses, pharmacists and managers) told of the last encounter they
had in primary care. Itillustrates anumber of features of contemporary primary
care that challenge the Leeuwenhorst definition.
1 A multi-professional team. Most so-called GP surgeries or family practices in-
clude several doctors, as well as practice and community nurses, dieticians,
physiotherapists and counsellors, and there may be close links with an inter-
preting or advocacy service for minority ethnic groups. Dentists, high-street
optometrists, community pharmacists and sexual health clinicians (e.g. family
planning) are part of the primary care service but usually have their own list of
patients and keep separate records. Whilst in some countries (e.g. Germany),
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single-handed GPs (‘office-based physicians’) remain the norm, in others the
primary care organisation is a complex social system in which teamwork and
coordination are essential.

2 Proactive as well as reactive care. Some primary care contacts are patient-
initiated (someone feels unwell or worried, so they seek advice), but an in-
creasing number are initiated by a clinician, perhaps via an automated recall
system. Clinician-initiated consultations may be for the care of chronic ill-
ness (e.g. diabetes, asthma, arthritis, depression), management of risk factors
for future disease (e.g. low bone density), prevention (e.g. immunisation) or
screening (e.g. cervical smears). In such circumstances, good care is not so
much about making clever diagnoses but about the ‘three R’s’ (registration,
recall and regular review), as well as supporting self-care (see Section 4.4). It
is also about what Julian Tudor Hart once called ‘doing simple things well, for
large numbers of people, few of whom feel ill’> - a task that depends crucially
on both continuity of care and high-quality administrative systems.

3 Population as well as individual focus. The primary care practitioner is increas-
ingly seen as responsible for health at a population level. Modern IT systems in
primary care enable individual patient data to be aggregated (i.e. anonymised
and added together) to produce a picture of the overall health of the practice
population that can inform the planning of primary care provision and the
commissioning of secondary care services. The adverse health impact of poor
environments (damp housing, dangerous streets, junk food outlets, sexually
explicit media) and, conversely, the positive health benefits of social support
and healthy communities are important contributors to the overall disease
burden in primary care.

4 The social and cultural context of illness. A major advance in primary care
over the past 30 years has been the recognition that biomedical models of
diagnosing and treating illness (see Section 2.1) are inadequate. Both the social
origins of disease and the cultural dimension of the illness experience and
self-management are increasingly taken account of in planning services and
the advice offered to patients. GP surgeries in multi-ethnic communities often
develop positive links with public, religious and voluntary sector organisations
who may be able to address the patient’s wider social needs and/or provide
‘cultural brokering’ for ethnic minorities.

5 The centrality of the patient in his or her own care. The days of ‘doctor’s orders’
are long gone. Particularly in chronic illness, it is now seen as essential for the
individual to understand the nature of the illness and take an active role in
monitoring and treating it — often with lifestyle changes as well as (or instead
of) medication. All this needs motivation, skills and practical support. Dif-
ferent people have different personalities, learning styles and support needs.
‘Empowerment’, ‘self-management’ and ‘shared decision making’are different
ways of conceptualising the active involvement of the patient (see Section 4.4).
6 An advocacy role. According to one definition, an advocate is ‘someone who
represents the views of another, without judgement, regarding a situation that
affects them, in order to influence others’. This role is of course particularly
crucial when the patient is vulnerable or disadvantaged in some way (e.g.
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learning difficulties, limited language skills, lacking information or social cap-
ital). In healthcare systems that rely heavily on the ‘empowered’ patient en-
gaged in ‘self-care’, advocacy is increasingly essential to reduce inequities.

7 Multiple service models. The examples in Box 1.1 suggest that there is probably
no universal formula for organising primary care. Rather, the service must be
responsive to local needs, priorities and ways of working. New models of
primary care such as drop-in clinics in high-street locations (such as NHS
Walk-in Centres) and telephone advice services (such as NHS Direct in the
UK), as well as private GPs, alternative practitioners and the voluntary sector
(self-help groups and charities), often make an important contribution to the
mixed economy of provision. Imaginative local schemes (e.g. travelling health
buses) may be developed to make health care more accessible to hard-to-reach
groups. Anincreasing proportion of hospital attenders in reality belong neither
to accident nor emergency cases, but are people seeking advice on illness or
perceived illness in areas where the primary care sector is underdeveloped
or not trusted; some hospitals employ primary care clinicians to deal with
these individuals. All these models increase choice for patients but add to the
complexity of the system and the difficulty of studying it systematically.

8 Multiple interfaces. As Box 1.1 shows, many primary care problems are mild
and self-limiting, while others are long-term and/or potentially serious, and
require cross-referral within the primary care team (e.g. to a nurse or coun-
sellor) or external referral (typically to a hospital specialist or perhaps to
a social worker). In these days of evidence-based practice (see Section 2.2),
many such conditions are managed by protocols and care pathways that in-
corporate the different input of multiple professionals and that transcend the
primary—secondary care interface. Consistency of care wherever care is deliv-
ered, and close liaison across interprofessional, interorganisational and inter-
sectoral boundaries, and the effective use of new technologies, is essential for
a ‘seamless’ experience by the patient.

These eight features characterise what might be called ‘the new primary health
care’. Here are some further definitions of primary care and general practice,
which capture this more contemporary perspective:

‘Primary care is first-contact care, delivered by generalists, dependent (increasingly)
on teamwork, which is accessible (both geographically and culturally), comprehensive
(interested in old as well as new problems), co-ordinated, population-based (there is
responsibility for ‘the list” as well as the individual patient), and activated by patient
choice’ 3

‘Primary care is the provision of integrated, accessible health care services by clinicians
who are accountable for addressing a large majority of personal health care needs,
developing a sustained partnership with patients and participating in the context of
family and community’ *

“The general practitioner is a specialist trained to work in the front line of a health-
care system and to take the initial steps to provide care for any health problem(s)
that patients may have. The general practitioner takes care of individuals in a society,
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irrespective of the patient’s type of disease or other personal and social character-
istics, and organises the resources available in the healthcare system to the best
advantage of the patients. The general practitioner engages with autonomous in-
dividuals across the fields of prevention, diagnosis, cure, care, and palliation, us-
ing and integrating the sciences of biomedicine, medical psychology, and medical
sociology’.?

‘General practitioners/family doctors are specialist physicians trained in the principles
of the discipline. They are personal doctors, primarily responsible for the provision of
comprehensive and continuing care to every individual seeking medical care irrespec-
tive of age, sex and illness. They care for individuals in the context of their family, their
community, and their culture, always respecting the autonomy of their patients. They
recognise they will also have a professional responsibility to their community. In nego-
tiating management plans with their patients they integrate physical, psychological,
social, cultural and existential factors, utilising the knowledge and trust engendered by
repeated contacts. General practitioners/family physicians exercise their professional
role by promoting health, preventing disease and providing cure, care, or palliation.
This is done either directly or through the services of others according to health needs
and the resources available within the community they serve, assisting patients where
necessary in accessing these services. They must take the responsibility for developing
and maintaining their skills, personal balance and values as a basis for effective and

safe patient care’.®

I find all these definitions useful to some extent. They are, for the most part,
both factually accurate and morally inspiring. They implicitly convey the mul-
tiple roles played by today’s primary care practitioner — including clinical ex-
pert (in the diseases and symptoms seen in the community); professional carer
(of individuals with chronic disabling conditions); witness (to the illness nar-
rative and the experience of suffering or loss); gatekeeper (and coadministrator
of limited resources); member (and perhaps manager) of a multi-professional,
interagency team and educator (of colleagues, patients and people at
risk).

But I also find the definitions above rather dry. Some of them come from a
previous era, written as they were before the major social changes — set out in
Box 1.2 — had occurred. In addition, these worthy definitions lack the passion
that I feel for my own clinical work in primary care, and some of them seem
to skirt round the essence of what primary care actually is.

I would like to find a definition of primary care that expresses the pride I
felt when, as a newly qualified hospital doctor, a patient first said to me, ‘I
wish you were my doctor’ and which encompasses the missing piece of the
professional jigsaw that I had found so lacking in the organ-specific hospital
specialties I had studied in my youth (see Table 1.2). I want a definition of
primary care that incorporates the mixture of elation and terror that I felt
when I got my first ‘list’ (i.e. a list of some 2000 people, most of whom were
not currently ill, but for whose care I was now responsible) — and the ethical
and legal responsibilities that went with it. And finally, I want a definition
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Box 1.2 Social changes that have influenced the scope and direction of
primary health care in the past 25 years.

Demographic changes

Globalisation and mass migration, leading to multi-ethnic communities and
language/cultural barriers in the consultation (Section 7.1)

Ageing population (Section 7.1)

New family structures, especially growth of single-occupancy households
(Section 7.1)

Changes in patterns of poverty and social exclusion (Section 7.4)

Changes in disease patterns and understanding of their aetiology

Increase in chronic incurable illness and comorbidity (Section 10.1)

Increased recognition of the interplay between genetic risk, lifestyle choices
and environment in the genesis of chronic illness (Sections 4.3, 7.3 and 8.4)

Increased recognition of the importance of healthy communities (Chapter 9)

Changes in delivery of health care

Emergence of evidence-based medicine, replacement of ‘clinical freedom’ with
standardised guidelines/protocols (Section 5.2)

Shift from treating established disease to early detection (screening) and
prevention (Section 8.3)

Shift of place of care from hospital to community for chronic conditions
(Section 10.1)

New and diverse roles for nurses and professionals allied to medicine
(Section 10.4)

Increase in organisational complexity of care, especially across the primary-
secondary care interface (Section 10.2)

Changes in social roles and expectations

Increased emphasis on patient autonomy, dignity, self-determination and in-
formed consent; decrease in ‘doctor’s orders’ (Section 4.4)

Decline in traditional sick role and rise in ‘self-management’and ‘expert patient’
(Sections 4.1 and 4.4)

Rising expectation that society should change to accommodate the ill and
disabled (Section 4.1)

Changing role of women — decline of the full-time wife and mother (Section 7.2)

Decline in public trust in doctors and nurses (Section 5.6)

New definitions of professionalism (Section 5.6)

Technological changes

Increased dependence on technology for administering and coordinating care
(Section 10.3)
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Standardisation of clinical categories and terms for electronic coding and
record-keeping (Section 10.3)

Capacity to generate powerful, population-wide epidemiological data from
aggregation of routinely collected clinical data in primary care (Section 8.1)

Universally available medical information (e.g. via Internet) leading to greater
questioning by patients of medical advice (Section 8.2)

Growth in high-technology medicine (but not necessarily in the accessibility of
such options to everyone)

Changes in the role of the state

Challenges to professional self-regulation, shift from voluntary ‘quality
improvement’ to compulsory ‘quality control’ (Sections 11.1 and 11.2)

The ‘new public management’ — with emphasis on accountability, targets and
centralised standards and protocols (Section 11.2)

Social movements

Rise of consumerism, leading to increased expectations of health professionals
and decreased tolerance of quality gaps (Chapter 11)

Growth in complementary and alternative medicine and re-emergence of
humanism as a reaction to over-rationalist models of care

of primary care that does not merely assert the importance of teamwork but
which conveys the impoverished contribution invariably made by those who
insist on flying solo.!

To get a handle on these intangibles, we need to move from descriptions
of what happens in primary care to a consideration of why these things are
important — that is, we need to shift our focus from the structure and process

That is not to say that being a ‘single-handed’ practitioner is a bad thing. There is
considerable evidence that patients prefer their primary care to be provided on a small scale
and that benefits such as ‘a personal service’ and continuity of care are seen as a worthwhile
trade-off for a more limited range of clinics.”® But single-handed practitioners will usually
be the first to tell you how much they value and depend on their professional friendship
networks, their links with colleagues outside their own small practice and the refreshment
they get from regular educational meetings, learning sets and so on. Good single-handed
practitioners also tend to be especially adept at working in partnership with nurses,
physiotherapists, pharmacists and so on. When I talk about ‘the impoverished contribution
made by those who insist on flying solo’, I am drawing attention to the real dangers of
refusing to acknowledge the limitations of one’s own past training, present knowledge or
professional role and those of failing to draw judiciously and creatively on the skills and
expertise of others. As I emphasise in the section What is academic study?, ‘teamwork’ is one
of the eight essential skills of the academic primary care practitioner, and Chapter 10
considers how this plays out in the complex health care systems of the twenty-first century.
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Box 1.3 Core values of primary care.

Holistic. Primary care embraces the complexities and interactions of bodily
systems, mental responses, family, community and sociocultural context. It
also seeks continuity of care through time.

Balanced. Primary care seeks a middle ground between breadth and depth of
knowledge, between lay and medical models of illness and distress and be-
tween active intervention and ‘leaving well alone’.

Patient-centred. Primary care sees each patient as an individual and seeks to
offer personalised rather than standardised packages of care.

Rigorous. Primary care seeks to draw judiciously on multiple sources of evi-
dence (the patient’s unique predicament, the relevant research literature and
the wider family and social context) when considering the action to take in
relation to a particular problem.

Equitable. Primary care takes responsibility for social justice in the allocation of
scarce resources; hence it works proactively with, and plays an advocacy role
for, the disempowered, inarticulate and socially excluded. This may include
challenging the educated worried well when they seek a disproportionate
share of healthcare resources.

Reflective. Primary care is always practised in conditions of ignorance and/or
uncertainty. It requires a questioning attitude, willingness to revise provi-
sional diagnoses in the light of emerging findings and the humility to defer
to higher authority (the specialist, the parent, the patient) when appropriate.

9,10—15

Developed from various sources.

of primary care to the core values of primary care. Values are defined by the
Oxford English Dictionary as ‘principles, standards or qualities considered
worthwhile or desirable’. The core values of primary care are those aspects
of our practice which we hold dear, which give us satisfaction, for which we
seek to perform especially well and for which we are disappointed if we fail
to deliver on. Box 1.3 shows some core values of primary care.

Table 1.1 summarises some important changes in the scope and organisa-
tion of primary care in the past 30 years, and Table 1.2 shows the implications
of these changes for how illness and its management are approached, using
one condition (diabetes) as a worked example. You can see that there has
been a fundamental reframing since the 1970s (when diabetes was a relatively
rare condition treated in hospital by specialists who focused on lowering the
blood glucose level) to the present day (when it is seen as a multifaceted con-
dition affecting both the patient and the wider family and requiring active
self-management and a coordinated and individualized package of multi-
professional support). Table 1.2 should not be taken to imply that primary
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Table 1.1 Trends in the scope and organisation of primary health care.

Feature Traditional general practice Modern primary health care

Core business Diagnosis and treatment of Prevention, surveillance and support of
acute illness chronic illness

Typical encounter Reactive (patient-initiated) Increasingly proactive (clinician-initiated)

Focus of care Uniprofessional Multi-professional (team-focused)

(doctor-focused)

Place of care Most encounters occur in the  Diversity and choice in place of care
GP surgery

Principle of resource  ‘Health for me’: resources ‘Health for all’: resources allocated by

allocation allocated by patient demand population need

Basis of clinical Clinical freedom (sometimes Evidence-based (often directed by

decision making idiosyncratic) guidelines and protocols)

Nature of clinician— ‘Doctor’s orders’: paternalistic ~ Patient preference: shared decision

patient relationship advice with limited information making based on informed choice

Purpose of Paper-based and constructed  Electronic and designed to organise the
record-keeping as aide-memoire for individual ~ work of multiple professionals around the
doctors patient’s illness and provide aggregated

data for monitoring disease trends

care has driven these changes. Quite the contrary, it was hospital special-
ists (both diabetologists and diabetes-specialist nurses) who first recognised
the need for these changes and worked to achieve them across the primary-
secondary care interface.!® Profound shifts in the attitudes of GPs and practice
nurses were needed, as well as education, improved administrative systems
and new models of care across the interface (e.g. the introduction of advice
hotlines, open-access appointments and ‘fast-track’ foot clinics). But once the
sea change had occurred in how diabetes was conceptualised and managed, it
ceased to be a disease that could be comfortably accommodated in a hospital
setting.

All this began to happen in the mid 1980s, when I was training to be a
diabetologist and undertaking my first research project — into the kinetics
of insulin absorption in patients with ‘brittle diabetes’. I did not know at
the time that my lack of fulfilment from my research project (and the feel-
ing that I wasn’t getting anywhere despite collecting vast numbers of blood
samples from poorly controlled patients) reflected the exciting paradigm shift
shown in Table 1.2, nor that my decision to change career and enter gen-
eral practice in 1989 marked the imminent shift in the care of a substantial
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Table 1.2 An example of primary care principles and values: a new model of diabetes.

Traditional biomedical model

New model informed by primary care
principles and values

Diabetes
conceptualised
as

Cause seen in
terms of

Management
focused on

Main goals of
management

Main model of
care

Main indicators
of success

Quality failures
detected via

Disease of the pancreas
(absolute or relative insulin
deficiency)

Damage to pancreatic cells
and/or cellular resistance to
insulin

a Correcting the deficiency
with insulin injections or
medication

b Ensuring compliance

Near-normal blood glucose
control
Avoidance of hypoglycaemia

Doctor-driven

Blood or urine testing
Patient’s HbA1c level

Critical events, e.g. hospital
admission, death

Multifaceted disorder arising from metabolic
defect, which leads to imbalance in multiple
embedded systems (biochemical, endocrine,
physiological, psychological,
family/community, society)

Complex interaction between nature (genetic
risk), nurture (environmental mediators and
moderators) and culture (behaviours, norms
and expectations of the group)

Multiple dimensions and levels of care:

a Developing a partnership for care

b Drawing up a personal management plan
that reflects the patient’s goals and priorities
¢ Providing culturally appropriate education
and resources for self-care

d Supporting positive lifestyle choices

e Managing overall cardiovascular risk

f Regular structured surveillance (‘annual
reviews’) for early complications

g Judicious referral for specialist
assessment or management

Understanding, confidence, self-efficacy,
well-being

Reduction in overall cardiovascular risk
Prevention of secondary complications
(amputation, blindness)

Social integration

Personal goals of patient (e.g. pregnancy,
marathon run, renewal of driving licence)

Self-management supported by
multi-professional team

Complex risk profile including HbA1c level
Lifestyle choices, e.g. smoking cessation,
exercise

Well-being

Surveillance at patient level

Regular, multidimensional audit at system
level including process measures (e.g. data
capture) and outcome measures (e.g.
proportion of patients with blood pressure
adequately treated)

Structured review of critical and near-miss
events
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proportion of people with diabetes in the UK from hospital clinics into primary
care.

Here is one final definition that reflects not only a description of what hap-
pens in primary care, but also the core values listed in Box 1.3. You will
see that it is a refinement of the initial back-of-envelope that I proposed on

page 2.

Primary health care is what happens when someone who is ill (or who thinks he
or she is ill or who wants to avoid getting ill) consults a health professional in a
community setting for advice, tests, treatment or referral to specialist care. Such care
should be holistic, balanced, personalised, rigorous and equitable, and delivered by
reflexive practitioners who recognise their own limitations and draw appropriately on
the strengths of others.

Box 1.4 summarises what I personally believe to be the defining characteris-
tics of primary care and what I have called the ‘four pillars of professionalism’
in this field of practice. Later chapters in this book address these four pillars
in more detail.

Box 1.4 Definition and scope of primary health care: a summary.

Primary health care has 10 defining characteristics:

1 It provides the patient’s first point of contact with the health care system.

2 It deals with both acute and chronic health problems regardless of age, sex
or disease type.

3 It provides person-centred care to the individual, taking account of his or
her family and the wider community.

4 It considers health problems in their physical, psychological, social, cultural
and existential dimensions.

5 It is ideally delivered via an ongoing clinician—patient relationship,
built over time and characterised by high levels of communication and
trust.

6 It is proactive as well as reactive, promoting health and well-being by
supporting healthy lifestyle choices and offering interventions to manage
risk.

7 It takes responsibility for the health of the community as well as of the
individual.

8 It has a particular role in the early stages of potentially serious illness when
symptoms and signs are mild or non-specific.

9 It assumes an advocacy role for the patient when needed (and/or works
flexibly with others who take on this role).

10 Itstrives to make efficient use of health care resources through coordinating
care, working with other professionals and managing the interface with other
specialities.
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To practice this specialty, the primary care practitioner must be competent in
three areas:

* Clinical care

* Communication

* Management

Professionalism in primary care rests on four pillars:

e Ethical: drawing on core values, principles and virtues

* Scientific: adopting a scholarly and reflective approach to practice, including
(but not limited to) the use of best up-to-date research evidence in clinical
decisions

¢ Organisational: addressing issues such as access, equity, relevance to social
need, efficient use of resources and so on

* Educational: taking ongoing responsibility for continuous professional
development of oneself and one’s staff

Developed from various sources®®19715; see text for further discussion.

1.2 What is academic study?

All the definitions in the previous section point to an important conclusion:
primary health care is notitself an academic discipline. In the eyes of the people
writing these definitions, primary care is a practice rather than a theory, based
on ‘doing something’ rather than ‘thinking in the abstract’. For those with
the time and inclination to take an academic perspective, we might say that
primary care is a problem-oriented field of study that draws variously on a
range of concepts and theories drawn from different disciplines. If you study
primary care from such a perspective, you may initially be frustrated at the
intellectual fuzziness in this field of study compared to (say) the kind of well-
demarcated subject areas that are taught in universities (e.g. biochemistry,
mathematics). Before the end of this chapter, I hope to have persuaded you
that primary care has (or could have) a robust academic basis. But before I
take on that argument, I would like to consider in more detail what ‘academic
study’ actually means.

The German academic, philosopher and educationist Friedrich Wilhelm von
Humboldt (1767-1835), who founded Berlin’s first university and who was
once described as ‘the last universal scholar in the field of the natural sciences’,
believed that there are four core skills that the graduate of academic training
will display. He or she will be able
1 To think constructively
2 To argue coherently
3 To judge dispassionately
4 To solve problems creatively
As well as these traditional academic skills, I would further add four essential
skills for the academic scholar in the twenty-first century. I have called these
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contemporary academic skills:

5 To communicate ideas and concepts to the non-expert

6 To work effectively and efficiently* as a member of a multi-disciplinary team
7 To manage knowledge — that is to find, evaluate, summarise, synthesise and
share information

8 To adapt appropriately to change

If these eight core skills (four traditional, four contemporary) are taken as
the defining features of an academic approach, such an approach is entirely
congruent with the core business of primary care and with primary care as a
fundamentally practical (and inherently fuzzy) field of enquiry.’ Others might
define academic study as to do with abstract thoughts rather than real-world
problems or practical action, and I guess those are the people who believe that
primary care has no academic basis! I return to contemporary academic skills
in Section 5.1 when I consider the nature of generalist knowledge.

In order to unpack academic study further, we need to consider the notion
of an academic discipline. If you ask your children what ‘discipline’ is, they
would probably say ‘punishment for breaking the rules’ or (as self-discipline)
‘behaving according to a particular set of rules’. In the world of academia, a
discipline is a body of knowledge that has a well-defined set of intellectual
conventions and rules.

There are two sorts of academic discipline. The first — primary or theoretical
disciplines —comprise the traditional academic ‘subjects’ that have been offered
at universities for decades. Examples of primary disciplines include physiol-
ogy, immunology, sociology, statistics, philosophy, history, geography and so
on. In Chapter 2, I will refer to these as ‘the ologies’. Each of these has an agreed
body of knowledge (we can generally say that X is or is not part of the disci-
pline), an agreed focus and set of concepts (the ‘stuff’ that is deemed worthy of
study by experts in the discipline), a theoretical model of how these concepts

i Effectiveness is sometimes defined as ‘doing the right thing’ and efficiency as ‘doing things
right”. The former is essentially a clinical dimension; the latter is largely an economic one. If
I'make a tasty and nutritious meal, dirtying only the minimum of pots, for someone who is
not hungry, I have done something efficient, but not effective. If I jump into water to rescue
a drowning person but ruin my expensive watch in the process, I have been effective but not
efficient since I could (perhaps) have achieved the same outcome by removing the watch
first.

$1f you are interested in seeing how these academic skills link to an official policy map of the
practical skills and ‘know-how’ needed for delivering primary care in the twenty-first
century, take a look at the 2004 report from the US Society of General Internal Medicine on
‘The Future of General Internal Medicine’.? As well as expertise in providing
comprehensive long-term care to an unselected population, this national task force
identified the following skills as essential for the general internist practising in a community
setting: effective communication with patients and colleagues, evidence-based practice
(including critical thinking and knowledge management), reflection and lifelong learning,
leadership and team working, professionalism and adaptability to a changing world.
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Anthropology
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Epidemiology

Biomedical
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Philosophy
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PRIMARY HEALTH CARE
The clinician—patient Quality assurance
relationship and improvement
Evidence-based practice
Information management

Resource allocation
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Teaching, training and

Co-ordination of care professional development

Figure 1.1 Primary health care: underpinning disciplines (upper half) and key themes in
contemporary practice (lower half).

fit together (see Section 1.3) and a more or less agreed approach to research
design (immunologists, for example, do experiments on rabbits, whereas his-
torians study ancient manuscripts and philosophers discuss premises and
what can be deduced from them). Within each theoretical discipline, schol-
ars generally agree about the main research questions and about what counts
as good (or poor) research. Until recently — with a few notable exceptions —
scholars from different primary disciplines rarely exchanged ideas with one
another.!

The second sorts of discipline — secondary or applied — focus on problems
rather than concepts and theories. Scholars in secondary disciplines consider
real-world issues from many different angles, drawing eclectically on the dif-
ferent primary disciplines to address different dimensions of the problem.
Examples of secondary disciplines include business studies (which draws on
economics, marketing, anthropology and organisational theory), education
(which draws on learning theory, linguistics and psychology) and primary
health care, whose underpinning disciplines are illustrated in Figure 1.1.

IPhilosopher Thomas Kuhn introduced the concept of a paradigm (a particular scientific
approach characterised by four things: concepts, theories, methods and instruments).!” If
you are interested in the philosophical basis of different approaches to primary care, I
recommend Kuhn’s book, which is short, inspiring and easy to follow.
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Table 1.3 Primary care: textbook versus gritty reality.

The textbook The reality

Diagnoses Non-specific conditions

Families Unsupported individuals

Housing Homelessness

Continuity of care Episodic care

Evidence and guidelines Pragmatic solutions

Compliance Compromise

Predictability Uncertainty

Healthy lifestyle choices by individuals Structural and practical barriers to healthy choices

Adapted from Murdoch.'®

Figure 1.1 raises an important question: Given the number of different un-
derpinning disciplines relevant to the academic study of primary care, where
should one start? The answer is, with a real-life problem. The theoretical
literature often only makes sense when applied to a practical problem; the dif-
ferent theoretical perspectives represented by the ‘ologies’ can be thought of as
different ‘lenses’ through which to view real-life problems. Strictly speaking,
secondary disciplines such as pedagogy are not ‘disciplines’ at all but ‘applied
fields’ — since a discipline in the pure sense is a single conceptual framework
with its own conventions and rules. But in practice, the word ‘discipline’ is
now used for both theoretical and applied fields of study.

Please do not assume that the only disciplines relevant to primary health
care problems are the ones shown in Figure 1.1, nor that all the disciplines
shown will be relevant to all primary care problems. Table 1.4 sets out the
definition and scope of some key underpinning disciplines of primary care,
some of which for clarity, are not shown in Figure 1.1. You might like to modify
Figure 1.1 by adding and subtracting different disciplines in a way that allows
you to make sense of particular problems in the context of your own work
in primary health care. Like the rest of this book, Figure 1.1 is intended to
set the scene for further reflection and discussion, not to be memorised as
“fact’.

Traditionalists often bemoan the fact that universities are offering their stu-
dents an increasing array of secondary disciplines from in-flight catering to
Frisbee throwing and (probably rightly) argue that the main task of a univer-
sity is to introduce its undergraduates to bodies of theoretical knowledge and
the rules and conventions of the primary disciplines. It is certainly true that
one can (and some universities do) approach practical subjects in a superfi-
cial, unrigorous way and that all applied fields of study (including primary
care) have a continuing responsibility to demonstrate their academic rigour if
they are to be considered credible. Whilst non-academic (e.g. continuing pro-
fessional development) courses can offer useful tips and tools for the primary
care practitioner, the academic study of primary care problems is impossi-
ble unless students have a sound theoretical grasp of the main underpinning
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Table 1.4 Underpinning academic disciplines for primary health care.

Discipline

Definition

Contribution to the study of
primary health care

Primary disciplines
Anthropology

Biomedicine

Epidemiology

Health economics

Law (strictly,
jurisprudence)

Philosophy

Psychology

Social psychology

Sociology

The study of human cultures and how
they have evolved and influenced each
other

The study of the structure and function
of the human body, its disease
processes and treatment

The study of disease patterns in
populations

The study of the production, distribution
and consumption of goods and services
in health care

The study of the body of enacted or
customary rules recognised by a
community as binding

The study of the nature of knowledge
(ontology) and how it is used in practice
(epistemology). Also, moral philosophy
or ethics which concerns what is the
right way to live and behave

The study of mind and behaviour.
Factors that influence human beings to
act, particularly cognitive and emotional
influences

The study of social influences on human
behaviour

The study of human society and the
relationships between its members,
especially the influence of social
structures and norms on behaviours and
practices. Includes medical sociology
(the study of the norms, behaviours and
social networks of health professionals)

Culture, values and identities
(includes organisational culture,
professional culture and so on
as well as the ideas and practice
of different ethnic groups)

Diseases and how to treat them

Prevention and management of
diseases and risk factors in
populations (both infections,
e.g. HIV, and non-infectious,
e.g. obesity)

Models of payment for primary
care. Issues of affordability and
access

Legal rights of patients, legal
obligations of health
professionals. Informs the study
of medical ethics

The nature of knowledge, e.g.
differences between scientific
knowledge and experiential
knowledge or know-how

Motivation, incentives, rewards,
emotional needs. Influence (e.g.
impact of ‘medical advice’ vs.
‘lay advice’ on patients’
decisions)

Interpersonal influence, roles,
modelling, norms

Organisational, family and peer
structures. Group norms and
values. Social influences on
clinician behaviour (e.g.
adoption of guidelines)

(Continued)
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Table 1.4 (Continued)

Discipline

Definition

Contribution to the study of
primary health care

Secondary disciplines

Pedagogy

Health promotion

Organisational
studies

Political sciences

The study of learning — in particular,
how knowledge can be understood,
used and valued

The study of strategies and practices
aimed at improving the health and
well-being of populations

The study of the structure and
function of organisations

The study of government structures
and their function in developing and
implementing policy

Acquisition and application of
knowledge by both patients and
professionals

Disease prevention, healthy
lifestyles

Organisational factors influencing
accessibility, process of care,
financial efficiency and health
outcomes

Impact of different political
structures on the effectiveness of
policymaking (includes

‘modernisation’ of urban
bureaucracies, citizen involvement)

primary disciplines such as the biomedical subject areas (physiology, pharma-
cology, epidemiology and so on), social sciences (sociology, anthropology) and
psychology.

For this reason, I believe that primary care is a particularly difficult sub-
ject to study. It should be considered as a postgraduate (advanced) discipline
by people who recognise its complex foundations, and not as ‘the easy bits’ of
biomedicine. For this reason also, I believe that the study of primary care is best
accomplished through open and pluralist discussion in learning groups that
are both multi-disciplinary (i.e. comprising individuals who studied different
theoretical disciplines as undergraduates) and multi-professional (i.e. compris-
ing individuals who have a wide range of roles in their working lives — and
hence different perspectives on primary care problems).

Professor J. Campbell Murdoch has drawn attention to the difference be-
tween the primary care of most textbooks and the reality with which most
of us deal in our daily practice (Table 1.3).!% As Murdoch pointed out, most
of us spend our first few years in clinical primary care ‘unlearning’ the tidy
theories and taxonomies of textbook biomedicine and becoming more or less
comfortable with the ‘grey zone’ of practice we have found ourselves in. We
learn, more or less, to manage without the things we expected to find (the
left-hand column in Table 1.3) and to cope with what we actually find (the
right-hand column). We also learn that the knowledge base of primary care is
potentially infinite and that however hard we try, we cannot ever get on top of
everything.
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Much of primary care is characterised by untidiness, uncertainty and many
different potential approaches to a single problem. The notion of uncertainty,
and the gap between theory and reality, will be recurring themes throughout
this book. The academic study of primary care includes the theoretical study
of ‘grey areas” and uncertainty in clinical method. It also includes the use of
multiple theoretical perspectives to build up a rich picture of a complex and
contested field of study. You can probably begin to see why the contempo-
rary academic skills of teamwork, knowledge management, communication
and adaptability to change are going to be particularly critical to the study of
primary care.

1.3 What are theories - and why do we need them?

Theories are conceptual models that help us make sense of reality.!” Look at the
example of Dr Begum and her colleagues in Box 1.5. The clash of approaches
between these three health professionals results from the fundamental way
they conceptualise the problems they deal with in their work. Dr Begum’s
conceptual model of primary health care is one where patients suffer from
diseases, which have causes (and risk factors) and which respond to a greater
or lesser extent to specific treatments, which in turn have been tested in ran-
domised controlled trials. In other words, she uses the biomedical model (see
Section 2.1) — a rational, scientific model that underpins anatomy, physiology,
biochemistry, cardiology, immunology and so on. If Dr Begum were to conduct
aresearch study, it would probably be a randomised controlled trial or a survey
of symptomatology in a particular disease.

Box 1.5 Different perspectives on primary care problems.

A young GP, Dr Begum, works in a busy group practice. She is a keen pro-
ponent of evidence-based medicine. She considers every problem in terms of
‘diagnosis’, ‘prognosis’, ‘therapy’ and so on. She searches for research evidence
on the Internet. She carefully evaluates the research evidence and draws con-
clusions that she believes are rational and logical. But she cannot understand
why the other doctors in her practice (who are older and more experienced)
do not share her enthusiasm for exploring the research literature and apply-
ing the results in practice. Her practice nurse, Mrs Perkins, suggests, ‘The best
thing to do is spend a bit of time listening to the patient, and getting to know
their family and their situation, so you can view their illness from their point
of view and in its proper context’. One of the older doctors, Dr Brown, has
a different piece of advice, ‘My dear, when you have accumulated as many
years of experience as I have, you won't need to rely quite so much on your
super-scientific research evidence. You'll be able to improvise like the rest of
us. When people come in asking for some new fangled medication, you'll be
able to get them out the door believing they never wanted it in the first place’.
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Mrs Perkins has a different model — based centrally around the achievement
of empathy through shared experience and active listening. The question for
her is not ‘what is the diagnosis?’ but ‘who is this patient and what is he or she
going through?’ Note that Mrs Perkins views her work not as doing something
to the patient but as being there for the patient. Her work is built around a ‘care’
relationship, not a ‘cure’ relationship, and the mental model for the former is
not a rational (scientific) one but an experiential (phenomenological) one (see
Section 11.5).2% If Mrs Perkins were to do a research study, it might take the
form of an in-depth case study, written up as a detailed narrative, of a patient
whose illness was an epic struggle for survival or quest for meaning.?!

Dr Brown’s model of primary care problems is different again. Like Dr
Begum, he is interested in influencing the course of the illness, but his ideas
about treatment are not primarily biomedical. He uses the word ‘improvise’ —
a term more frequently used in relation to jazz music or unscripted theatre.
This suggests that his mental model is based on the view of general practice
as an art — where the demonstration of a bit of priestly authority and mystical
divination might just help the healing process. The conceptual world of artistic
improvisation has little place for ‘causes’ and ‘effects’, but has much to do with
the performative relationship between the ‘actor’ and his or her ‘audience’,
the roles they assume and the games they play. Dr Brown might even take a
psychodynamic model of his work — the notion that in general practice, trivial
illness is the vehicle through which painful subconscious (emotional) issues
are brought for discussion (the so-called hidden agenda - see Section 6.3).2 If
Dr Brown were to conduct a research study, it might be a series of reflective
discussions between him and his fellow GPs, in which they work through a
series of challenging patients and how they attempt to use their professional
position (what Balint called ‘the doctor as the drug’—see Section 6.3) to promote
emotional (and thereby symptomatic) healing in their patients.?

If you have a conventional hospital-based medical training, you will almost
certainly feel most comfortable with the rational, scientific model. If you come
from a nursing background, the ‘care’ model might make more sense to you,
because much of your undergraduate training would have been based on it
(and because much of your work is to do with caring). However, nursing
curricula throughout the world vary considerably, and scientific models are
increasingly privileged (perhaps reflecting the emergence of the extended role
of the nurse in diagnosis, treatment and so on). If you are a British GP, or
come from a comparable health care system (such as the Netherlands or New
Zealand), you may well be most comfortable with an “artistic’ model of general
practice and/or with models that consider subconscious, as well as conscious,
influences on behaviour. Which model is correct? Think about this for a little
before you read on.

If you believe that any one model is the ‘correct’ way to conceptualise ev-
ery problem you encounter in primary health care, you have probably not
seen very many real-life problems or listened to many people from other
professional (and lay) backgrounds. You have probably also not understood
Section 1.2 about the multiple underpinning disciplines of primary care! But
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if you are an experienced generalist, and especially if you work a lot in multi-
disciplinary teams, you will almost certainly know that different conceptual
models help us with different sorts of problems — and allow us to have multi-
ple ‘takes’ on the same problem. A rational, ‘evidence-based’ model helps us
when the problem can be couched in the taxonomy of a specific disease (or a
differential diagnosis), whereas the ‘improvisation’ model might become dom-
inant when the problem is best expressed as ‘Mrs Jones making yet another
appointment after all those negative tests’.

Different primary disciplines are generally based on different conceptual
models, though most of the hospital-based medical disciplines share a com-
mon biomedical model (in which problems can be analysed at different levels
including the molecule, the cell, the organ and so on). There are many other
conceptual models relevant to primary care that I have not yet mentioned. If
you work in a managerial or executive role, your mental model of primary care
is probably one of a complex organisation and you will see problems in terms
of appropriate skill mix, effective teamwork, efficient project management and
so on. You will have a natural tendency to analyse problems at the level of
the team (e.g. particular project groups). And if you work in social services,
you are more likely to view problems in terms of the social structures, norms
and relationships that produce particular behaviours — that is, your concep-
tual model will be the social system and your unit of analysis will be the social
group (e.g. teenage mothers).

Take another look at Table 1.4, which illustrates the diversity and scope
of academic primary care. You will probably return to it (and perhaps add
to it) when you begin to conceptualise and theorise about the primary care
problems you meet in your own practice. Once you begin to do that, even if
you do not find any easy answers, you can call yourself an academic primary
care practitioner.
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CHAPTER 2

The ‘ologies’ (underpinning academic
disciplines) of primary health care

Summary points

1 Two medical disciplines are crucially important to the effective practice of
primary health care:
a Biomedical sciences (anatomy, physiology, pathology, cardiology, phar-
macology and so on); and
b Epidemiology (the study of disease patterns in populations, and inter-
ventions to change these). Clinical epidemiology (evidence-based medicine)
requires judicious application of the findings of rigorously conducted
epidemiological research to individual clinical decisions.
2 However, focusing exclusively on these medical sciences would give us
a narrow and incomplete view of primary care. This chapter covers six
additional disciplines that underpin an academic perspective on primary
care:
¢ Psychology (the study of mind and behaviour);
d Sociology (the study of human society and the relationships between its
members);
e Anthropology (especially cultural anthropology — the study of the ways
of life and meaning-systems of groups and societies);
f Literary theory (the study of the human condition as presented in stories,
poetry and drama);
g Philosophy, including epistemology (the study of how we know things)
and ethics (the study of what we should do); and
h Pedagogy (theories of learning).
3 Each of these disciplines contains a number of key concepts and theories that
canserve as a conceptual ‘lens’ through which to make observations and design
interventions. An academic approach to primary health care requires these
concepts and theories to be made explicit, for the methodological approach
and level of analysis to be appropriate to the chosen theory and for the unit of
analysis to be clearly and consistently defined.
4 Multi-level theories, though conceptually complex and challenging to in-
vestigate, can provide rich insights into primary care issues, but should not be
equated with ‘anything goes” methodologically or analytically.

23
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2.1 Biomedical sciences

It is beyond the scope of this book to give even the briefest outline of the
biomedical basis of primary health care. Even if you are not medically qual-
ified, you will know that a good deal of the work of doctors* requires a so-
phisticated understanding of anatomy (the structure of the human body at
the level of organs, tissues and cells), physiology (the study of how the body
works), biochemistry (the study of the chemical reactions, especially enzyme
pathways, that are crucial to bodily function at microcellular level), pathology
(the study of what goes wrong when people get ill, including a classification
of different diseases and what they do to you), immunology (the study of the
immune system and how it both fights disease and mediates allergy — which
is strictly a branch of pathology but likes to have its own identity), therapeu-
tics (the study of things that help people get better) and pharmacology (the
study of the chemical structure and biochemical impact of drugs —a branch of
therapeutics of course).

The reason why I am not going to cover these subjects here is that there
are already some excellent textbooks that set out the principles and practice
of these important sciences. Some of these books are oriented to a particular
organ system (such as ‘cardiology’), disease entity (such as ‘diabetes’) or pa-
tient group (‘paediatrics’), and cover all the biomedical sciences relevant to the
chosen territory. In relation to the clinical side of general practice, I can recom-
mend John Fry’s Common Diseases' as a collector’s classic from the early sixties
(but updated many times since) that includes chapters such as ‘the catarrhal
child’. The modern day equivalent is the splendid tome from John Noble’s team
Textbook of Primary Care Medicine* or the weighty Volume 2 of the Oxford Text-
book of Primary Medical Care,® both of which cover every disease you are ever
likely to see in primary care and many others besides, from an evidence-based
perspective.f

For the purposes of this book, I want to position all the biomedical sciences
as coming from essentially the same stable and to highlight the conceptual and
theoretical assumptions implicit in all of them.

Biomedical sciences share three key concepts:

* The body is a physical system that obeys the laws of science. In other words,
the body is composed of substances that behave in a way previously described
by physicists and chemists in relation to the physical world. Hence, bodily

*The same can generally be said of the work of physiotherapists, pharmacists, osteopaths
and nurses (depending on how the country and healthcare system defines the role of each
of these professions).

f1f you want a short book of ‘what to do’ advice with a bendy cover and thumbable index
that will fit in your back pocket, try the Oxford Handbook of General Practice* or Bob Mash’s
Textbook of Family Medicine.”> Numerous pocket paperbacks aimed at undergraduate medical
students such as Anne Stephenson’s classic® are also useful general introductions for a
wider readership.
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substance and processes can be broken down into the behaviour of molecules,
compounds, fluids, and gases (mostly dissolved ones, and some attached to
transfer proteins). And whilst the molecules, compounds, mixtures and pro-
cesses that make up the living world tend to be more complex than those of
the non-living world, the same fundamental physical principles apply.

e The logical and causal nature of ill health. When I was a medical student, I spent
my life learning lists: the 20 causes of chest pain; the 20 causes of an old person
going ‘off legs’; the 20 causes of fever in a person recently returned from a trip
to Africa. The small print of these lists was (sometimes implicitly, though you
never knew when you might have to set it out in full in an exam answer) a par-
ticular sequence of causation such as ‘mosquito bites man — malaria parasite
enters bloodstream as sporozoite — sporozoite takes up residence in man’s
liver — dormant period ensues while sporozoite reproduces asexually —
sporozoites are periodically released from liver and enter red blood cells —
dying red blood cells produce chemical with pyrogenic propertiest — man’s
homeostatic thermostat is shifted up two degrees every few days — man gets
periodic fever’ — and thus, the disease and its symptoms could (or should) be
explicable entirely in terms of what had ‘gone wrong’ with the body, in what
order.

e The logical and causal nature of therapeutic interventions. It follows from the
previous two concepts that the treatment of ill health is about correcting the
physical abnormality that set the undesired causal sequence in motion. Cor-
recting pathological processes at the molecular level is, of course, the raison
d’etre of the pharmaceutical industry. Millions of people worldwide owe their
lives to anti-malarial drugs that were developed by the logical analysis of the
disease sequence outlined briefly above.

As Table 1.2 in the previous chapter shows, the biomedical model of dia-
betes is not ‘incorrect’ in any simple sense. Diabetes is indeed the product of a
pancreas that makes too little of the hormone insulin and/or the result of cells
becoming resistant to its effect (so that more is needed to do the job). But I hope
you can see that this is only one ‘framing’ of the problem of diabetes — and it
is a framing that drives us down a very particular approach to managing the
problem of diabetes. Patients will be put on medication to boost their insulin
levels (or improve their sensitivity to insulin); they will need to have this med-
ication prescribed by a doctor and ‘comply” with instructions on how to take
it; and they will need to attend for regular blood tests to check-up on how the
biological repair work is going. The right-hand column in Table 1.2 illustrates
how going beyond the biomedical model can open up new framings of what
diabetes is and new opportunities for how itis managed. Sections 2.3-2.8 of this

!You may have spotted the tautological (circular) nature of this explanation. A ‘pyrogen’ is
something that causes a fever. The man gets a fever because he produced a pyrogen — which
hasn’t said much except to imply that there must be a pyrogen since a fever has to have a
cause. Such reasoning is, sadly, very common in biomedical textbooks.
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chapter offer the principles and theoretical basis of some (though not all) of the
disciplines that underpin this right-hand column, and Section 2.9 introduces
the notion of multi-level theories. You might like to draw a comparable table
suggesting how the study of malaria (or indeed, drug dependency, anorexia
nervosa, peptic ulcer or any other illness you care to name) could be framed
differently, opening up new avenues for its prevention or treatment.

Itis worth noting here that patients can often receive excellent primary health
care for their problem when doctors and nurses behave as if the biomedical
model explained everything, even when it doesn’t. But in many situations, the
biomedical model can dangerously limit the clinician’s insight into the problem
and the options he or she considers feasible — sometimes to the detriment of
the patient. A sizeable branch of mainstream psychiatry (the study of mental
illness and its treatment), for example, works on the assumption that mental
illness is the result of a deficiency in a neurotransmitter in the brain, and that
the treatment of everything from depression to schizophrenia will come in the
form of a pharmacological ‘magic bullet’ designed to restore that deficiency.
As we shall see later in this book, other models of mental illness often prove
more illuminating for the clinician and more helpful for the patient.

2.2 Epidemiology

Epidemiology is the study of disease patterns in populations. We usually think
of an epidemic as a disease that spreads rapidly by contagious transmission
(SARS, influenza, cholera and so on), but as non-infectious diseases contribute
increasingly to the overall burden of disease, we often talk about ‘the epidemic
of obesity in affluent countries’ or ‘the emerging epidemic of lung cancer in
the developing world’. We are using the term ‘epidemic” here not to imply
contagion but to denote a problem that demands to be looked at the level of the
population. We must consider its causes and management at environmental
and policy level as well as at the level of the individual patient. Chapter 8
discusses some examples of population level questions in primary care, and
shows how epidemiology (among other ‘ologies’) contributes to addressing
these.

Clinical epidemiology is the application of research conducted on popula-
tion samples to inform individual health care decisions. Box 2.1 gives some
examples. Clinical epidemiology was once a somewhat marginal branch of
medicine, but was rebranded a few years ago with the catchy title ‘evidence-
based medicine’ (EBM).” It has since become a ‘must-do’ discipline for both
undergraduate and postgraduate students of health sciences.’

SEBM is sometimes referred to as ‘evidence-based health care’ (EBHC) or ‘evidence-based
practice’ (EBP) so as to avoid the implication that it is only for doctors. In this book I use the
term EBM throughout for consistency, but many of my examples are drawn from studies
conducted by (and highly relevant to) nurses, psychologists, physiotherapists and
alternative practitioners.
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Box 2.1 Examples of how epidemiology can help in the clinical
encounter.

* A 24-year-old woman with a history of epilepsy is surprised to be expecting
her first child, and asks her GP whether she should stop her tablets (or change
to a different medication) to reduce the risk of drug-related damage to her
unborn baby. The GP contacts the pharmaceutical company’s medical adviser,
who consults their international database of post-marketing surveillance data
on the safety of the drug in pregnancy.

* A 39-year-old woman seeking family planning advice asks the nurse ‘is the
oral contraceptive pill safe for me?’. The nurse consults a set of risk tables based
on large population cohorts which take account of age, smoking status, blood
pressure and other risk factors, before advising the patient on her chance of
developing side effects.

* A76-year-old man who lives an active and independent life has a mild stroke
and is found to have an irregular heartbeat (atrial fibrillation). His physician
recommends that he take warfarin to ‘thin the blood’, thereby preventing fur-
ther strokes. But the man is reluctant to have the weekly blood tests required
for warfarin therapy and asks just how much his risk of stroke is going to
change if he takes the drug. His GP consults the Cochrane database for evi-
dence from randomised controlled trials and is able to provide the necessary
information for the man to make an informed choice about whether the blood
tests are worth the inconvenience.

I do not plan in this book to give a comprehensive overview of either general
epidemiology or clinical epidemiology (EBM). Rather, this section will high-
light the key theoretical concepts that underpin these disciplines. For general
epidemiology, Geoffrey Rose’s Epidemiology for the Uninitiated (now revised by
Coggon)® offers an accessible introduction to the basics; and Barbara Starfield’s
Primary Health Care provides a weighty application of these principles to the
specific disease patterns relevant to the primary care clinician.” For a basic in-
troduction to clinical epidemiology, you might try my own book How to Read
a Paper — the Basics of Evidence Based Medicine'?; for a more detailed introduc-
tion I recommend Fletcher et al.’s Clinical Epidemiology — the Essentials; and for
those after a ‘black belt’ in EBM, Sackett and colleagues’ big red book Clinical
Epidemiology™ is still unparalleled. Mark Gabbay’s Evidence Based Primary Care
Handbook repackages the concepts of EBM focusing specifically on primary
care examples.'?

Let us briefly consider the key concepts and theoretical framework within
which epidemiology (and therefore evidence-based medicine) makes sense.
The first thing to say is that EBM is predicated very strongly on the biomedical
model described in the previous section. The second concept to highlight is
the role of mathematics (especially probability theory) in informing decision
making. Dave Sackett, who I believe deserves more credit than anyone else
for popularising EBM, produced what is probably the most widely quoted
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sentence ever printed in the British Medical Journal when he said ‘Evidence
based medicine is the conscientious, judicious and explicit use of current best evidence
when making decisions about the care of individual patients'.” This definition (which,
you will note, welds EBM inextricably to the professional virtues of integrity,
commitment and wisdom) has taken on an almost religious significance within
the EBM movement while producing nothing but controversy outside it. The
problem in my view is that apart from his cheeky claim to the high moral
ground of professional practice, Sackett didn’t define tightly enough what
‘current best evidence’ meant. I prefer a different definition of EBM which I
developed with Anna Donald:

‘Evidence based medicine is the use of mathematical estimates of the risk of bene-
fit and harm, derived from high-quality research on population samples, to inform
clinical decision-making in the diagnosis, investigation or management of individual
patients’ .3

EBM helps to establish both the size of effect expected from a certain course of
action, as well as the likelihood of its occurring, such as the likelihood that the
measles, mumps and rubella (MMR) vaccine causes autism (see Section 8.1).
Typically, EBM helps to answer questions of the general form ‘What is the
chance that outcome X will result from course of action Y in population Z?’ For
example, ‘What is the chance that topical anti-inflammatory cream will cure
tennis elbow?’ or ‘What is the chance that the combined MMR vaccine is just as
safe and just as effective as individual vaccines in children aged 2—-6 months?’
Such questions (sometimes referred to as the ‘four-part clinical question’ as
shown in Table 2.1) must be answered with quantitative research, which gives
answers in the form of probability estimates, such as ‘one half’, or '70% as likely’

Table 2.1 The four-part clinical question, which forms the basis of much of evidence-based
medicine.

Element Suggestions to help Example

1 Patient or problem ‘How would | succinctly describe a In children under 12 years with
group of patients similar to this one? eczema...

2a |Intervention (i.e. ‘What is the main action | am would adding tiger balm ointment
test, treatment, considering?’ to their existing therapy of 1%
process of care) hydrocortisone cream....
2b Comparison ‘What are the alternative option(s)?” ...compared to continuing with
(where relevant) hydrocortisone cream alone. ..
3  Outcome ‘What do I/the patient want to ...improve symptom control
happen/not happen?’ without increasing the risk of

adverse events...

4 Time ‘Over what period of time should the ...over the subsequent three
outcomes be evaluated?’ months?
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or ‘2% more likely’. The research that produces these numerical estimates is
covered briefly in Sections 3.3 and 8.1-8.4, and in more detail in the specialist
textbooks listed on the previous page.

I have my differences with Dave Sackett about what EBM is, how it should
be promoted and where its limitations lie, but it’s worth acknowledging that
the idea of combining the most elegant and abstracted science — mathematics -
with the one closest to our own vulnerable humanity — biomedicine — was
nothing short of brilliant. Doctors have known for centuries that the ‘causes’ of
a particular disease do not necessarily produce that disease (take smoking and
lung cancer for example) nor does a single ‘abnormal” diagnostic test mean
that a patient has actually got a particular disease (take a suspicious breast
lump detected on a mammogram for example — which means either genuine
breast cancer or a ‘false positive’ with all the attendant anxiety and unnecessary
tests). I explain all this in more detail in Section 8.3, but for now, I just want to
convey the idea that numbers (if they are numbers we can trust) can improve
the quality of information and advice we offer our patients. Before EBM, all
we could say to a woman with an abnormal mammogram was ‘You've got a
suspicious lump; it might be cancer but it might be just a lumpy breast’. Using
research studies from epidemiology, we can now say that the overall chance
(based on the entire population of women who have had mammograms) of an
abnormal lump detected on mammography being cancerous is around 1 in 10.
But based on a stratified (i.e. divided up by age) analysis of the same dataset,
we can say that if the woman is 35, the chance of her lump being cancer is
approximately 1in 35; if she is 55 the chance is 1 in 11; and if she is 75 the chance
is 1in 5 (Figure 2.1).!* This information is considerably more helpful to the

20+
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124 O % chance that
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30-39 40-49 50-59 60-69 70+

Figure 2.1 Positive predictive value of screening mammography at different ages' (see Section
8.3 for an explanation of the term ‘positive predictive value’).
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patient than ‘it might be cancer and it might not'! In Section 5.2, I describe a more
complex example, but based on the same fundamental principle, about how to
estimate a patient’s chance of having conjunctivitis given certain combinations
of physical signs, and in Section 8.3, I talk about screening for Down syndrome
using similar principles.

A word of caution. Epidemiology might appear very scientific and precise
(since it involves a lot of numbers), but as Chapter 3 will emphasise, any epi-
demiological estimate is only as sound as the representativeness of the samples,
the validity of particular measurements (e.g. does a particular ‘quality of life’
questionnaire really measure the quality of someone’s life?) and the thorough-
ness and transparency of the data collection process (can all the researchers and
data entry clerks be trusted not to invent results to fill gaps, for example?). If we
make our measurements in a group of individuals who differ systematically
from the population we are interested in and if we use the wrong instruments
or poorly trained or motivated staff, our figures will be not merely useless but
positively misleading.

So, for example, the statement ‘One man in ten is homosexual’ (which as
you will learn in Section 3.3 is an estimate of prevalence, except that homo-
sexuality isn't a disease!) sounds like science, but a critical epidemiologist
will want to know where that figure has come from — and, indeed, why the
question was asked in the first place. What sort of men were in the sam-
ple? Old? Young? Army recruits? Actors? People who agreed to answer a
market research survey in the street? What proportion of these was telling
the truth? How was ‘homosexual’ defined? One experience ever? A regular
same-sex partner? Fantasies? In any case, why did the researchers want to
know? And surely, a tick-box questionnaire with ‘homosexual” and ‘hetero-
sexual” as the two categorical (mutually exclusive) responses fails to represent
the fluid, context-dependent and complex nature of sexual orientation. And
so on. We begin to mistrust the ‘hard’ figure of 10%. This fictitious exam-
ple shows that although the results of epidemiological surveys are generally
quantitative (numerical) in nature, the questions we ask about where the num-
bers have come from tend to be qualitative (i.e. relating to context, meaning
and experience). This example also raises epistemological questions (i.e ques-
tions about the nature of knowledge). Primary care knowledge is inherently
ambiguous and uncertain, as Section 1.1 illustrated, so it’s not simply a ques-
tion about working harder to ‘fill the evidence gap’. More on epistemology in
Section 2.7.

In Section 1.3 (Box 1.4) I described the example of Dr Begum, the young EBM
enthusiast who considered every problem in terms of ‘diagnosis’, “prognosis’,
‘therapy’ and so on. She searched for research evidence on the Internet, eval-
uated it carefully and drew conclusions that she believed were rational and
logical, and she then applied them in practice. In Dr Begum'’s version of primary
care, patients suffer from diseases that are attributable to specific causes (and
risk factors), and which respond to a greater or lesser extent to the treatments
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that have been tested in randomised controlled trials. It is worth summarising
here the principles (and assumptions) on which Dr Begum’s view is based:

* Thelogical and causal nature of disease and its treatment. As with biomedical the-
ories, EBM assumes a rational and predictable universe in which the findings
of research in one group of people can be used to inform the management of
a different group.

e The availability (and the accuracy and precision) of mathematical estimates of benefit
and harm. The EBM model breaks down where the mathematical estimates
on which decisions are supposed to be based is absent, flawed, imprecise,
conflicting, ambiguous, contested or relating to a group of patients that differs
in important characteristics from the one you happen to be treating. The reality
of primary health care (see Section 1.1, especially the right-hand column of
Table 1.2) is that research evidence on much of its subject matter does not (and
never will) exist in the form that EBM requires.

e Both clinician and patient operate as rational decision makers. As Section 5.3
shows, neither patients nor clinicians always make decisions by weighing
up the pros and cons of different options in an essentially ‘mathematical’
way. Many years ago, my father (an intelligent enough man) was advised to
take tablets for a chronic condition. He refused, because he didn't like taking
tablets — a decision that eventually killed him. Not taking tablets is a common
choice made by patients the world over, perhaps because their identity (see
Section 2.4.3) is strongly linked to not being a ‘tablet-taker’. Competent care
for such people is about understanding the motives of such patients and reach-
ing the best compromise — an approach that needs a different theoretical lens
from that of EBM.

e Evidence-based decision making is feasible in the clinical encounter. In the world of
contemporary primary health care, busy clinicians see patients at intervals of a
few minutes, and much needs to be achieved within the encounter. Achieving
evidence-based care at the front line of primary care rests heavily on acces-
sible summaries of the best evidence (see, e.g., www.clinicalevidence.com)
being available on the GP’s desktop (and perhaps tied into his or her com-
puter system). The challenges of evidence-based decision support are covered
in Section 5.2.

In summary, the main point to grasp about epidemiology is that it is a num-
bers game whose primary purpose is estimating how many people in a popu-
lation have a particular disease or complication. Clinical epidemiology (EBM)
can be thought of as a tool that provides numerical estimates of benefit and
harm that clinicians and patients can draw on to inform health care decisions.
But the numbers used in ‘evidence-based’ decision making often raise impor-
tant qualitative questions about their trustworthiness, generalisability or pre-
cision. I will discuss the different types of epidemiological research in Section
3.3, and Sections 5.2, 5.3, 10.2 and 11.2 all give examples of the practical and
philosophical challenges of delivering the so-called gold standard of ‘evidence-
based’ primary care.
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2.3 Psychology

2.3.1 Overview

There are many definitions of psychology and a host of branches to this vast dis-
cipline.! Psychology extends from the observation of animal behaviour (‘rats in
mazes’) to the interpretation of unconscious desires (psychoanalysis). A typical
psychology textbook might include the following chapter headings: psychobi-
ological processes; sensation and perception; consciousness; learning; mem-
ory; thinking and language; intelligence; motivation; emotion; development;
personality; psychological disorders; psychotherapy; psychology and health;
social cognition; social influence. Some (but not all) of these topics feature in
the different applications of psychology to primary care problems covered in
Chapters 4 through 11.

The most common definition of psychology is ‘the scientific study of mind
and behaviour’. But this definition is hotly contested, especially by psycholo-
gists who are less interested in a narrowly ‘scientific’ perspective (observing,
and trying to influence, human behaviour) than in exploring the meaning that
individuals and society give to that behaviour.” In other words, much of psy-
chology sits more comfortably in an interpretive, humanistic paradigm than
in an experimental and narrowly scientific one. The research methods of psy-
chology are equally diverse. Some psychologists use methods based on the
natural sciences — observation and experiment — to study human (and animal)
behaviour. Much of their research comprises either laboratory experiments
or questionnaire studies (see Section 3.4) — typically using undergraduate psy-
chology students as their ‘subjects’! Psychologists who take a more interpretive
stance generally use qualitative methods such as semi-structured interviews
(see Section 3.2) in which they ask participants** to describe the world as they
perceive it. Common to all branches of psychology is the attempt to make sense
of how people see the world and how they behave within it.

Given the broad scope of knowledge that is encompassed under the heading
‘psychology’, it is not surprising that a number of more or less circumscribed
subdisciplines have arisen within it. For example:

e Behavioural psychologists study the conditions under which a behaviour can
be learned and the situations (incentives, rewards, punishments) that make
that behaviour more or less likely to occur;

ITam grateful to Dr Petra Boynton for illuminating this discipline for me. Petra is the
psychologist on my own team and has written a very accessible textbook on research
methods called The Research Companion.'

#The best book I have ever read that explains what the study of meaning adds to
psychology is Jerome Bruner’s Acts of Meaning.1®
**People who volunteer to take part in experiments are often called ‘subjects’. But ‘subject’ is
a rather old-fashioned and (arguably) politically incorrect term, since it implies a passive
individual who does not understand what is being done and has no power to influence
what goes on — a situation at odds with the principles of research ethics described in
Section 3.1. I will use the term ‘participant’ throughout this book to refer to people who take
part in research studies.
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* Cognitive psychologists investigate memory, thought, problem solving and
how these factors influence learning and behaviour. Because of the close links
between cognitive and behavioural approaches, in practice they are usually
combined as cognitive-behavioural psychology;

e Social psychologists are concerned with the effects of social situations on hu-
man behaviour;

* Personality theorists study how attitudes, motives and behaviour differ be-
tween individuals (and why they are often relatively constant within individ-
uals);

* Developmental psychologists study the principles and processes responsible for
changes in cognition and behaviour throughout life — but particularly during
childhood;

* Physiological psychologists are concerned with the biological bases of be-
haviour (of which a subset, neuropsychologists, are particularly interested in
neurotransmitters and other biochemical influences on the brain);

* Psychodynamic psychologists (including psychoanalysts) study the impact of
unconscious and irrational forces on human motivation, attitudes and be-
haviour.

These different subdisciplines (divisions of psychology as a science) underpin a
number of different vocations (divisions of psychology as a profession). A per-
son might study a number of the above subdisciplines as part of a psychology
degree, and then choose to train in one of the following as a profession:

* Educational psychologists apply a range of psychological theories (especially
cognitive-behavioural theory, motivation theories, social learning theories and
theories of identity) to improve understanding of how new behaviours are
learned and maintained and how a child’s learning and development might
be supported;

* Industrial or organisational psychologists apply a similar range of psychological
theories to improve understanding of how the physical and social aspects of
work environments affect the activity and output of individuals at work (and
advise on how these can be improved);

e Sports psychologists apply the principles of motivation and cognitive psychol-
ogy to the coaching and support of athletes;

o Community psychologists apply the principles of social psychology to attempt
to solve social problems in communities;

e Clinical psychologists apply a wide range of psychological theories (about the
biological, social, cognitive and affective bases of behaviour) to the assessment,
prevention, treatment and rehabilitation of psychological disability, dysfunc-
tional behaviour and risky lifestyles, and to the enhancement of psychological
and physical well-being;

* Psychotherapists apply selected theories of mind and behaviour (either cog-
nitive or psychodynamic) in an effort to relieve psychological distress;

e Critical psychologists question the discipline of psychology itself by chal-
lenging the questions it deems important and the methods it uses to explore
those questions. Within this group are feminist psychologists (who evaluate
how psychology has marginalised and perhaps harmed women) and Marxist
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psychologists (who consider how bourgeois ideology has distorted the re-
search agenda).

The branch of psychology most familiar to primary care professionals is clin-
ical psychology, since clinical psychologists may be part of the primary health
care team or a secondary care service to which patients are referred. Clinical
psychology includes both scientific research (Iaboratory-based or community-
based studies that seek to add to the knowledge base) and clinical service
(patient-oriented work that focuses on the study and care of individuals with
psychological needs). An important branch of clinical psychology draws on
moral philosophy (see Section 2.7) and is devoted to supporting and monitor-
ing patient welfare and professional conduct — for example, respect for dignity,
responsible caring, integrity in relationships and responsibility to society.

Psychological theories generally take the individual as the unit of analysis
(see Section 3.9) and offer explanations in terms of rewards and punishments,
attitudes and motivation, identity (the ‘self’ and how it is constructed and
presented) or unconscious desires. Of the hundreds of psychological theories
available in the literature, I have referred to only a few in this book: Prochaska
and DiClemente’s stages of change theory (also known as the transtheoretical
model — Section 4.3), Azjen and Fishbein’s theory of reasoned action (Section
4.3), Freud’s psychoanalytic theory (see Section 6.3), Bandura’s social learning
theory (which incorporates self-efficacy theory — see Section 2.8.1), and Vygot-
sky’s social development theory (see Section 2.8.2). I have included these for
one or more of the following reasons: (a) they are widely cited in the primary
care literature, so you may have heard of them already; (b) they are good ex-
amples of how the study of mind and behaviour can be applied to real-life
problems in either clinical primary care (explaining and influencing patients’
beliefs and actions), professional development (how clinicians learn and rea-
son) or organisational change; or (c) they raise general issues about how we
draw on theories to help us develop an academic approach to primary care
problems. They are intended to be used as examples, not as an exhaustive
selection of the contribution of psychology to the study of primary care.

2.4 Sociology

241 Overview

Sociology is the study of human society and the relationships between its
members, especially the influence of social structures and norms on behaviours
and practices. The unit of analysis in sociology is generally the social situation
(or, sometimes, the expression of social norms and expectations in individuals’
behaviour). The sociologist may look at social situations and relationships
at a micro level (e.g. how do individuals locate themselves and behave in
their family or friendship group) or at a more macro level (e.g. how does the
prevailing social system shape and constrain individuals’ views about how
they should behave and what they might achieve in life). In other words, the
sociologist looks at what we do and the meanings we place on objects, acts and
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relationships — and asks ‘what do these actions and interpretations say about
the society we live in?’

The term ‘sociology’ begs the question of what is ‘society’; what are ‘social
situations’ and ‘social relationships’; and how might these be studied. Britain’s
ex-prime minister Margaret Thatcher one infamously said that ‘there is no such
thing as society’. Most academics would disagree with that statement, but it
is certainly true that the norms and relationships that constitute ‘society” are
elusive, contested and hard to measure. A good definition of a social situation is
‘people orienting their actions towards one another’—and this can be measured
both quantitatively (who interacts with whom, who is influenced by whom
and what is the impact on particular outcomes) and qualitatively (what is the
meaning of particular acts, and particular interactions, to individuals).

Like anthropologists, sociologists have moved in recent years from analysing
the strange and exotic to focusing on familiar experiences and social rela-
tionships. Increasingly, therefore, sociology requires the researcher to develop
a high degree of self-awareness and critical consciousness. As Peter Berger
points out in his classic textbook ‘Invitation to Sociology’,'” this ‘sociological
consciousness” has four defining features:

* The goal of ‘debunking’ — ‘[Sociology’s] built-in procedure of looking for levels
of reality other than those given in the official interpretations of society...a
logical imperative to unmask the pretensions and the propaganda by which
men cloak their actions with each other’;

o Attention to the underclass and the socially excluded — hence, ‘studying the social
reality of the community not only from the perspective of city hall, but also
from that of the city jail’;

* Relativism — the notion that today’s norms and values are not absolute, but
are the product of the historical and social changes that gave rise to them (and
hence recognising that tomorrow’s norms and values will be different); and
 Cosmopolitanism — in Berger’s words, ‘a taste for other lands, inwardly open
to the measureless richness of human possibilities, eager for new horizons and
new worlds of human meaning’'.

Sociology has many subdivisions (one official library taxonomy lists 342 of
them), including, for example, the sociology of education (the study of how
social structures and norms influence education systems and the learning that
takes place within those systems); organisational sociology (the study of so-
cial relationships and work patterns in organisations); and the sociology of
information (the study of how information is used, interpreted, transferred
and valued in society). My main concern in this book is the sociology of health
and illness (known as medical sociology in the USA), which has a number of
subdivisions that overlap with other branches of sociology:

* Social epidemiology — the study of how a person’s experience in society in-
fluences the risk and outcome of disease (most notably in relation to health
inequalities between socio-economic, ethnic and gender groups);

* The sick role — the impact of social norms and expectations on illness and
help-seeking behaviour (i.e. how we behave when we are ill);
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e The professional role — the identities, behaviour patterns, social norms and
social networks of doctors and other health professionals;

* The clinician—patient interaction — how patient and health professional relate
to one another and enact society’s expectations in the consultation or other
healthcare encounter; and

e The organisation of clinical work — how work patterns and routines are devel-
oped and enacted in healthcare organisations (including the impact of new
technologies on clinical work and its administration).

An important theme in sociology is how a particular society achieves con-
trol over its members’ behaviour. In different social systems, this may occur
predominantly through violence or threat of violence; through economic con-
straints; or through norms, expected behaviour patterns and social pressure
from family or institutions such as schools or workplaces that become in-
ternalised and perceived as the individual’s free choices. The general theme
of social control (and particularly the debate around ‘internal norms’ versus
‘external regulation’) informs the study of how we regulate professional be-
haviour and the incentives and rewards that drive the implementation of health
policies.

People who are not familiar with sociology as an academic discipline some-
times confuse it with social work (the practice of helping people, typically dis-
advantaged ones, in an official capacity) or with social reform. But as Berger
suggests, sociological information can be valuable to anyone —and is not equal
to humanitarian information.'” It can be used for fighting crime and (in the
wrong hands) for promoting crime! As he says: ‘Sociological understanding can
be recommended to social workers, but also to salesmen, nurses, evangelists and politi-
cians —in fact, to anyone whose goals involve the manipulation of [people], for whatever
purpose and with whatever moral justification’.

In this book, I will introduce a selection of classic sociological theories, some
of which have already featured prominently in primary care research and some
of which I feel deserve greater attention: Parsons’ theory of the sick role (see
Section 4.1); Goffman’s theory of stigma, and of the self and its presentation
(Sections 4.1 and 4.4); Strauss and Corbin’s theory of chronic illness as biogra-
phy (Section 4.4); Putnam’s social capital theory (Section 9.2); Mead's theory of
symbolic interactionism (Sections 4.4 and 6.2); Everett Rogers’ diffusion of in-
novation theory (see Section 5.4); sociological theories of professionalism and
professional bodies (Creuss et al. — see Section 5.6); the theory of communica-
tive action (Jurgen Habermas — see Section 6.5); structuration theory (Anthony
Giddens and others — see Section 9.3) and sociotechnical systems theory (Marc
Berg and others — see Section 10.3).

2.5 Anthropology

Anthropology is the ‘study of humans’ in the broad sense. There are three
main subdisciplines of anthropology: (a) cultural anthropology (with which
we are mainly concerned here), (b) archaeology and (c) physical (or biological)
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anthropology, which is mainly concerned with comparing physical measure-
ments between different populations. A fourth, linguistics (pertaining to lan-
guage), was once a subdiscipline in its own right but seems to have been
absorbed by cultural anthropology (and particularly structuralism) in recent
years.

Cultural anthropology deals with myriad aspects of human society, culture,
behaviour, beliefs, ways of life and so on. Traditionally, it focused on the study
of primitive or unusual societies or groups, but increasingly these days it stud-
ies more developed societies and familiar groups within those societies (such
as professional bodies or organisations). In the past, cultural anthropology suf-
fered from intellectual imperialism (benchmarking ‘their’ beliefs against ‘our’
knowledge). These days, the research tools of the anthropologist (mostly in-
depth qualitative methods) can be applied to the study of one’s own culture
through self-awareness and distancing techniques designed to ‘make the fa-
miliar strange’. Because the study of humans is so relevant to many academic
disciplines, cultural anthropology cross-cuts a number of other disciplines tra-
ditionally taught in universities — for example, foreign languages, economics,
psychology, sociology, political science, ecology, women’s studies, history and
of course the health sciences.

Medical anthropology is the branch of cultural anthropology that studies
the cultural influences, which promote, maintain or contribute to disease or
illness, and the strategies and practices that different human communities have
developed in order to respond to disease and illness. Exchanges between an-
thropology and medicine date as back as the end of the nineteenth century,
with the pioneering works of Rudolph Virchow, the distinguished nineteenth
century pathologist whom doctors may know as the author of the famous “Vir-
chow’s triad’ (the three classical signs of thrombosis) but who also emphasised
the need to consider the patient’s illness in the particular cultural context of
his or her society.

Apart from this early influence by Virchow, the roots of medical anthropol-
ogy can be traced back to the founding fathers (and mothers) of mainstream
cultural anthropology, such as WHR Rivers (the anthropologist-psychiatrist
who became famous for treating Siegfried Sassoon and Wilfred Owen for battle
shock in the First World War), Sir Edward Evans-Pritchard and Margaret Mead
(the brilliantly unconventional US anthropologist who shocked the academic
community with her graphic description of sexual rituals in Pacific islanders).
These and other researchers undertook detailed ethnographic studies (i.e. they
donned a pith helmet and moved in with their chosen ‘tribe’ for several years
at a time). Their studies on health beliefs and healing rituals were presented as
part of a wider description of the culture and practices of that society. During
and immediately after the Second World War, medical anthropology began to
arise as a separate subdiscipline — partly as a result of greater political aware-
ness amongst academics and researchers (i.e. the obvious health differentials
between different societies became a subject for ideological statements and
political action). In the 1950s, many anthropologists began to join with other
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academics to address problems of international health — and thus began the
systematic and proactive study of health and culture in its own right, which
in a single generation developed into an extensive literature.

In the subsections that follow, I have deliberately not tried to cover all the
main anthropological theories (I have, e.g. omitted functionalist theories which
take what I believe to be an overly ‘scientific’approach to the study of culture).
I have chosen three theories that will recur in later chapters of this book —
structuralism (which is closely linked to the work of Claude Lévi-Strauss), what
I have called post-structuralism (Pierre Bordieu), and symbolic (or narrative)
anthropology (Clifford Geertz and Mary Douglas).

2.5.1 Structuralist anthropology

This theoretical school was established almost single-handedly by the French
anthropologist Claude Levi-Strauss. It assumes that cultural forms are based
on common properties of the human mind. The goal of structuralism is to
discover what universal principles of the human mind underlie each cultural
trait and custom.

Structuralist anthropology is derived from structuralist linguistics, a school
of thought developed by Ferdinand de Saussure. We all know how to use lan-
guage, even though we may not be aware of the grammatical and phonetic rules
we are applying. Structuralist anthropology holds that there is a comparable
‘grammar’ of cultures. Just as the linguist’s task is to discover the unconscious
rules and principles embedded (and expressed) within a language, claimed
Lévi-Strauss, the anthropologist’s task is to uncover the underlying ‘structure’
of different cultures.

A key premise of structuralist theory is that human thought processes are
the same in all cultures, and that these mental processes exist in the form of
binary oppositions. These oppositions include hot—cold, male—female, culture—
nature and raw—cooked, and they are reflected in various cultural institutions.
Anthropologists may discover underlying thought processes by examining
such things as kinship, myth and language. Implicit in structuralist theories
of anthropology is the notion of hidden reality or ‘deep structure’ that exists
beneath all cultural expressions.

Another premise of structuralism is that just as the meaning of a word must
be interpreted in relation to the meaning of all the words in a language, so
elements of culture must be understood in terms of their relationship to the
entire cultural system. Thus, elements of culture are not explanatory in and of
themselves, but rather form part of a meaningful system.

The main criticism levelled at structuralist theories of anthropology is the
possibility that independent structural analyses of the same phenomena could
arrive at different conclusions — yet if this ‘deep structure” exists, such analyses
should always lead to the same conclusions. Structuralism has close links to
psychology since (in its basic form) it is primarily concerned with the structure
of the human psyche and does not concern itself with historical aspects of
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culture or changes in culture through time. Others have criticized structuralism
for its lack of concern with human individuality. An extreme application of
structuralism depicts human thought as uniform and invariable.

Structuralist anthropology is not linked directly to any of the examples in
this book, but it has had a powerful indirect influence on medical anthropology
since (regrettably in my view) doctors’ perceptions of cultural issues are often
subconsciously driven by a structuralist world view.

2.5.2 Post-structuralist anthropology

As the name implies, post-structuralist theories in anthropology developed
out of structuralism and are closely linked to the work of Pierre Bourdieu. !
Bourdieu rejected the structuralist notion of a universal set of human thought
processes ‘hard wired’ in the structure of the human mind, and instead pro-
posed that dominant thought processes are a product of society and determine
how people act.

One example of socially produced thought processes is Bourdieu’s notion
of symbolic capital (e.g. prestige, honour, the right to be listened to), which
he saw as a crucial source of power. When a holder of symbolic capital uses
this power against someone who holds less, seeking thereby to alter their ac-
tions, they exercise symbolic violence. A patient, for example, might disclose
to her GP that she is thinking of consulting a homeopath. The patient may
be met with disapproving looks and gestures, symbols which serve to convey
the GP’s message that pursuing the homeopathic option is unacceptable, but
which never make this coercive fact explicit. People come to experience sym-
bolic power and systems of meaning (culture) as legitimate. Thus, the (less
powerful) patient will often feel a duty to ‘obey’ the (more powerful) GP’s
unspoken demand to abandon the homeopathic option so as not to jeopardise
their relationship. In this way (Bourdieu would argue), the patient has been
made to misunderstand or misrecognise the essential nature of the homeopath.
Moreover, by perceiving the GP’s ‘symbolic violence’ as legitimate, the patient
is complicit in her own subordination.

Idraw on post-structuralist anthropological theory and the work of Bourdieu
in Section 9.2 when I address social capital theory.

2.5.3 Symbolic anthropology

One of anthropology’s all-time great scholars, Clifford Geertz, once defined
culture thus: ‘Believing, like Max Weber, that man is an animal suspended in webs
of significance he himself has spun, I hold culture to be those webs, and the analysis

T Bourdieu was actually a sociologist, but he fits better in the anthropology section as he
made such a critical contribution to post-structuralism. He was also a philosopher with
Marxist leanings and a passionate campaigner for social justice — but that’s a subject for
another book.
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of it to be therefore not an experimental science in search of law but an interpretive
one in search of meaning’.'® These ‘webs of significance’, Geertz believes, are
constructed of religious beliefs and practices, customs, social interactions, atti-
tudes and behaviour — everything that we have constructed as rational, social
beings capable of thought and imagination. According to Geertz, the role of the
anthropologist is to ‘decode’ the symbolic meanings of the events, practices,
customs and interactions that take place within a specific culture, however
insignificant they may seem to the observer.

A perennial controversy within anthropology is whether (and to what ex-
tent) it is ever possible to understand a culture that is alien from one’s own.
Structuralism, which is covered in Section 2.5.1 above, and even more so, func-
tionalism (which is not covered in this book) would hold that a good deal of
decoding can be achieved through rigorous empirical and analytic methods.
Geertz makes no such claims — indeed, he suggests that anthropological writ-
ing is merely a ‘thick description’, an interpretation of an interpretation. The
anthropologist’s task is much more humble — first to understand how an event
is interpreted by the culture in which it takes place, and then to make an in-
terpretation of that interpretation. Furthermore, the reader of anthropological
writing must in turn interpret the anthropologist’s interpretations.

There is thus (say the protagonists of symbolic anthropology) nothing ab-
solute, rational or strictly logical about the study of culture — rather, it is akin
to literary analysis (see Section 2.6). Cultural anthropology is merely the pro-
cess of creating various imaginative hypotheses, examining those hypotheses,
and then deriving explanations from the best hypotheses. It is difficult (in-
deed, probably impossible) to derive hard-and-fast factual conclusions from
data constructed of so many interpretive layers; thus, the argument goes, an-
thropological interpretation is no more definitive than a commentary on the
meaning of a novel or play.

Another anthropologist who has contributed significantly to this theoretical
tradition is Mary Douglas. Her extensive fieldwork has examined how people
give meanings to their reality and how this reality is expressed by their cultural
symbols — most famously in Purity and Danger — her classic study of what is
defined as ‘dirty’ in different societies (‘our idea of dirt is compounded of two
things: care for hygiene and respect for conventions’)."” By defining what is dirty or
polluted, people classify their social life into two opposite categories: what is
acceptable and what is unacceptable. This symbolic system gives moral order
to societies —but may also produce intractable prejudices (such as those against
people with AIDS, for example). Douglas argues that humans actively create
meanings in their social lives — particularly through ritual - in order to maintain
and sustain their society.

I draw on anthropology in Section 5.4 when I refer to Kleinman’s work on
patients’ models of illness; in Section 6.5 when I consider how to study the
complex goings-on in the interpreted consultation; and in Section 7.1 when
I discuss changes in family structure and social organisation in recent years.
It is also worth pointing out that anthropology and sociology are growing
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closer together as the latter moves from the study of strange far-flung tribes to
‘making the familiar strange’. In Section 10.3, I discuss how the ethnographic
observation, which is the traditional hallmark of anthropology, may be applied
in the ‘sociotechnical’ study of the impact of electronic patient records.

2.6 Literary theory

A patient’s account of symptoms, and a clinician’s account of an aspect of pro-
fessional practice, is often presented in story form. Stories are a universal form
of communication. They are also the unit of clinical memory (we remember
cases better than we remember lists) and the form in which informal insights
and warnings are transferred between clinicians. Yet despite this acknowl-
edged reliance on the story form, primary health care (and health sciences in
general) draws remarkably little on the best established academic approach to
analysing stories — literary theory.

The online encyclopaedia Wikipedia (http://en.wikipedia.org) defines lit-
erary theory as ‘the theory (or the philosophy) of the interpretation of literature
and literary criticism. Its history begins with classical Greek poetics and rhetoric and
includes, since the 18th century, aesthetics and hermeneutics. In the 20th century,
‘theory” has become an umbrella term for a variety of scholarly approaches to reading
texts, most of which are informed by various strands of Continental philosophy’.

The father of literary theory is undoubtedly Aristotle, whose book Poetics is
still a classic some 2500 years after its publication. In it, Aristotle proposed that
a story (narrative) has a number of characteristics, including chronology (the
unfolding of events and actions over time); characters (people of greater or
lesser virtue who take action and/or respond to the actions of others); context
(the local and wider world in which the characters enact their business); em-
plotment (the rhetorical juxtaposition of events and actions to evoke meaning,
motive and causality); and trouble (peripeteia — a breach from the expected, as
in surprise or ‘twist in the plot’).?

Aristotle gave particular prominence to emplotment as a key component of
narrative. Emplotment is the use of literary devices to align events and link
them through the purposeful actions of characters, thereby getting the heroes
and villains in and out of trouble and to show (at least implicitly) whose fault
it all was. Trouble, and the response to it, is conveyed through literary tropes
such as repetition, metaphor, irony, surprise, suspense and so on.

The psychologist and narratologist Jerome Bruner has argued that there are
two fundamental forms of reasoning — logico-scientific reasoning (based on
formallogic) and narrative reasoning (based on an appeal to the emotions about
the human condition). In his words, ‘A good story and a well-formed argument are
different natural kinds. Both can be used as a means for convincing another. Yet what
they convince of is fundamentally different: arguments convince of their truth, stories
of their lifelikeness. The one verifies by eventual appeal to procedures for establishing

formal and empirical truth. The other establishes its truth by verisimilitude’.1°
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The ‘narrative turn’ in healthcare studies is the term given to a move away
from logico-scientific theories and methods for exploring and managing illness
(such as evidence-based medicine — see Section 2.2) and towards narrative-
interpretive approaches (as proposed in the various ‘talking therapies’, includ-
ing the family therapy practised in primary care?'??). I have argued elsewhere
that pitting an ‘evidence-based’ approach against a ‘narrative-based’ approach
to clinical practice is a spurious exercise, since there is no zero-sum relation-
ship between these and each must be approached judiciously and within the
parameters of its paradigm.?

Literary theory is most obviously relevant to the analysis of individuals’
written accounts of illness in novels, personal stories or (increasingly) Internet
blogs. But as I have argued elsewhere,? it can also inform and enrich the
clinician—patient consultation even when there is no obvious ‘story’ to start
with. For example, questions like these (which are, of course, at a different
level of abstraction) can augment the usual checklist of questions like ‘How
long has she had the pain?’ and ‘What medication is she taking?”:

* Who is the narrator?

* Is the narrator reliable?

» From what angle of vision does the narrator tell the story?

* What has been left out of the narrative?

» Whose voice is not being heard and why?

» What kind of language and images does the narrator use?

» What effect does that kind of language have in creating patterns of meaning
that emerge from the text?

These ‘literary’ questions (questions about the medical history rather than ones
that form part of it) can also be used to interrogate the professional’s version
of events and compare it with the patient’s. As Anne Hudson Jones and others
have pointed out, ethical problems in clinical care are always ‘framed’ by the
actors involved in ways that suggest a particular ‘plot’. For example, to use
an example I raised earlier in this chapter, a cancer patient’s choice to take
homeopathy rather than undergo chemotherapy might be framed by doctors
as non-compliance, denial or confusion, and the patient’s character presented
as flighty, ignorant or stubborn, though this would not, presumably, be the
patient’s (or the homeopath’s) construction of the story. A crucial contribution
of the narrative perspective in medical ethics is in mapping the territory and
constructing the description of what is conventionally referred to as ‘the case’.
As Susan Rubin argues in a paper entitled Beyond the authoritative voice, the use
of the patient’s own narrative as the starting point for ethical analysis precludes
the clinician (or ethicist) from using his or her own perspective and values to
decide what are and are not important components of the ‘case’.?

I draw on literary theory in Section 4.2 when I introduce the work of Arthur
Frank on illness narrative; in Section 6.4 when I consider how the work of
Bakhtin might illuminate the study of the clinician—patient relationship; and
again in Section 11.3 when I consider the significant event audit approach to
quality improvement.
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2.7 Philosophy and ethics

Philosophy is derived from two Greek words: ‘philo’ meaning love and ‘sophia’
meaning wisdom. Not wisdom itself, note, but love of wisdom. Merely having a
certain amount of knowledge doesn’t make you a philosopher. A philosopher
is someone who hungers for the truth about the world - specifically, the truth
about the general principles of how the world works. Many philosophers from
Socrates to Sartre have been passionate political activists and social reformers
whose philosophical musings were put to immediate practical use. Philosophy
can be a remarkably practical tool for ‘getting your head round’ the challenges
of primary care too.

In the summary which follows, I have drawn almost exclusively on sec-
ondary sources (modern philosophers who have summarised and in many
cases clarified the work of their predecessors), especially Bertrand Russell’s
History of Western Philosophy,®™ Roger Scruton’s Modern Philosophy* and the
charmingly illustrated The Story of Philosophy by Bryan Magee.?” I have not ref-
erenced the great works of the masters (and mistresses) in this text because I
suspect that, like me, you will not have time to study them in-depth. But if after
reading this introduction you are keen to access the original sources, note that
such classical texts as Plato’s Republic, Aristotle’s Rhetoric, Descartes’ Discourse
on Method, Kant’s Critigue of Pure Reason, John Stuart Mill’s Utilitarianism and
Mary Wollstonecraft’s A Vindication of the Rights of Women are now reproduced
in full on the Internet, so just put the titles into Google!

The history of western philosophy is marked by three revolutions (i.e. rel-
atively abrupt changes in direction) of thought, which can be simplified as
follows:

* The rationalist revolution — the switch from religious or mythical (magical)
ways of thinking to a rational (scientific) way of thinking, which occurred in
ancient Greece at around the time of Socrates (470-399 Bc);

e The epistemological revolution, which occurred around the time of the French
philosopher Rene Descartes (1596-1650), and he is often credited with starting
it. For a long time thinkers had been taking something for granted which they
used in all their work — knowledge. They had assumed the reliability of the
human mind. It was Descartes who called into question the very foundations
of all knowledge by doubting the reliability of knowing. All philosophy since
that time has had to deal with this issue (see “Epistemology’ below);

e The linguistic revolution, which occurred at the beginning of the twentieth
century. In a parallel move to Descartes’ attack on the reliability of knowledge,
twentieth century philosophers challenged the reliability of another previously
taken-for-granted aspect of their work — language. The German philosopher
Ludwig Wittgenstein (1889-1951) questioned the very purpose and function
of language and its use and misuse in philosophical discussions. Wittgen-
stein’s philosophy is unusual in that his first major work, called the Tractatus
Logico-Philosophicus, published in 1921, put forward the view that philosophi-
cal problems are generally based on a misuse of language, and that a careful
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logical analysis will clarify the meaning of these issues. But his second book,
Philosophical Investigations, published in 1953 (two years after his death) was
an attack on his previous work and proposed a new type of linguistic analysis,
which proposed (in essence) that a sentence is understood not by itself, but
only in the context of its use.

Different philosophers divide their discipline differently, but broadly speak-
ing there are six main subdisciplines: epistemology, moral philosophy, argu-
mentation (rhetoric and logic), metaphysics, political philosophy and aesthet-
ics. The first three are considered briefly in turn below; the last three, though
interesting, are less relevant to our purposes and is not considered further in
this book.

2.7.1 Epistemology
Epistemology is the study of valid forms of knowledge. It comes from the
Greek ‘episteme” which means knowledge and is sometimes called ‘theory
of knowledge’. Its roots as a distinct subdiscipline in modern times probably
began with Descartes, who raised such questions as: ‘Is genuine knowledge
attainable at all?” ‘Is the skeptic (see below) right?” ‘What are the limits of
knowledge?” ‘From what faculties of the mind does knowledge originate?’
‘Which method should be used to obtain valid knowledge?” ‘How do you
justify a priori statements?” ‘Where is the boundary between subjective and
objective knowledge?” ‘What is the nature of truth?’

Some important schools of thought within epistemology are
* Scepticism — the view that questions whether valid or reliable knowledge
is ever attainable by a human being. An extreme sceptic holds that nothing
can ever be known. A less extreme form of scepticism holds that we do not
know whether knowledge is possible, so we should suspend judgment on
the issue. Descartes (1596-1650) defined scepticism as ‘systematic doubt’, and
using that definition we can see why scepticism built the very foundations of
epistemology and the scientific method.
* Rationalism — the view that valid knowledge comes only through the mind.
Rationalists hold that the mind knows truths that were not placed there by
sensory experience. There are innate ideas which you can know independent of
what you can see, hear and measure. Mathematics and geometry are examples
of abstract truths which are known with certainty, even though the physical
illustrations of these truths may vary. The Greek philosopher Plato (427-347
BC) was an early rationalist. He stated that ideas have an existence independent
of human minds. These independently existing ideas are the only reality in the
universe since they are absolute and unchanging. Valid knowledge comes then
when the mind grasps these ideas. More recently, Descartes (1596-1650), who
initially went through a period of scepticism, later came to the conclusion that
only ideas that are clear and distinct to the mind represent valid knowledge;
all else is somehow tainted. Rationalism is somewhat out of favour these days,
given the rise of other philosophies of knowledge (see below).



The ‘ologies’ (underpinning academic disciplines) of primary health care 45

* Empiricism — the view that valid knowledge comes only through the five
senses, first proposed by Aristotle (384-322 Bc) but not widely accepted until
after the death of Descartes. John Locke (1632-1714) was an English philoso-
pher and doctor who compared the mind to a blank tablet. When a person is
born they know nothing. As they go through life, the experiences they have
with their five senses write information on the tablet of their mind. In other
words, Locke held a representational view of knowledge. Ideas in our mind
are representations of the things in the real world. If they accurately represent
these things we can say we have valid knowledge. Locke strongly influenced
the British physician Thomas Sydenham (1624-1689) who was the first doctor
prospectively to record detailed observations of his patients’ diseases and fol-
low their course though time. Later empiricist philosophers included George
Berkeley (1685-1753) and David Hume (1711-1776). Whilst empiricism has its
critics, the notion that not merely knowledge but understanding is grounded in
experience is of course a central tenet of adult (experiential) learning. Much of
evidence-based medicine (Section 2.2) is built on an empiricist view of knowl-
edge.

* Objectivism —the view, put forward by (among others) Ayn Rand, that there is
an objective reality independent of the human mind that perceives it and stud-
ies it. According to this view, individuals are in contact with reality through
sensory perception; they gain objective knowledge from perception by mea-
surement and they develop understanding by forming concepts that corre-
spond to natural categories in the external world.

* Relativism — the view that there are no absolute truths, but only relative view-
points. Extreme relativism (like extreme scepticism) is, according to Scruton,
the first refuge of the scoundrel. I can dismiss any statement with the line ‘that is
merely your opinion’ —hence, no view is ‘better’ than any other. But more mod-
erate forms of relativism allow useful insights into modern science. Thomas
Kuhn, for example, in The Structure of Scientific Revolutions argued that science
progresses dialectically through paradigms and that different paradigms are
dominant at different times in history.”® A paradigm shift in science is the point
at which one version of ‘truth’ (i.e. one conceptual framework within which
scientific questions are asked, addressed and findings interpreted) becomes
displaced by another — such as, the displacement of Newtonian physics by
Einstein’s theory of relativity or the rise of the feminist perspective in social
science, which allowed both male and female scientists to recognise the distor-
tions that can arise from privileging the measurable over the experiential.>

* Social constructivism — the view that reality is created by individuals through
their thoughts, actions, stories and interpretations. This perspective, originally
put forward by Peter Berger and Thoams Luckman in the 1960s,% is currently
very popular in social science research. In direct contrast with objectivism, a
strong social constructivist view holds that there is no objective reality ‘out
there” waiting to be discovered, but that reality is dynamically created through
individuals’ thoughts, actions and interactions. Few academics would admit to
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holding an extreme position but many (myself included) describe themselves
as ‘weak social constructivists’ — i.e. whilst accepting that there is something
‘out there’, much of the reality we perceive is far from fixed and objective. A
social construct is an idea, which may appear to be natural and obvious to those
who accept it, but in reality is an invention or artifact of a particular culture or
society —such as the historical notion that women, ethnic minorities and slaves
are not fit to vote in a democracy or that the content of medical records should
not be shown to the patient.

* Phenomenology — Phenomenology is the study of the mind (especially con-
sciousness) as experienced from the first-person point of view. Literally, phe-
nomenology is the study of phenomena — happenings as perceived by the
individual experiencing them.’! A phenomenologist is interested in the artist
rather than the painting he or she produces; the mind of the politician rather
than the political process; and the person who is ill rather than the disease as
defined by clinical coding systems. Central to phenomenology is the issue of
personhood and the structure of personal experience. Experiences are always
‘real’ in that the person perceives something. Phenomenology is concerned
with how meaning is assigned to external events and phenomena as part of
perception. The sensations of seeing, hearing and so on are part of mainstream
phenomenology, but so are more abstract perceptions that are given meaning
in the context of a particular experience, such as humiliation, rejection, empa-
thy and so on. The difference between a phenomenological analysis and (say)
the analysis of a tick-box survey is the difference between living through a visit
to the sexual health clinic and knowing about such a visit. In Section 11.5, I sug-
gest that phenomenology might be used to enrich the use of ‘mystery shopper’
patients in the evaluation of health services.

e Deconstructionism —the view that all texts have hidden meaning as well as the
overt meaning of the spoken or written words, and that there is no firm, fixed
or ultimate meaning in any text. Careful analysis (deconstruction) of texts (in-
cluding asking questions about what is not said) will reveal the unspoken and
implicit assumptions, ideas and frameworks that form the basis for thought
and belief, and will also shift and complicate the overt (apparent) meaning
of the text itself. This perspective is associated with the German philosopher
Martin Heidigger (1889-1976), the French philosophers Jacques Derrida (1920-
2004) and Jean-Francois Lyotard (1924-1998) and America’s Richard Rorty
(1931-). Deconstructionism underpins the technique of discourse analysis in
which texts (interview transcripts, media articles academic papers, policy doc-
uments) are studied with a view to revealing the assumptions and ideologies
behind their construction (see Section 6.2 for an example).

One of the major schisms within primary care research is that between re-
searchers who take what might broadly be called the logico-deductive ap-
proach (which includes objectivism, realism and logical positivism) and those
who adhere to one of a range of approaches that come under the ‘interpretive’
umbrella (including social constructivism, phenomenology and deconstruc-
tionism). Some key differences between these two broad schools are set out in
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Table 2.2 Differences between logico-scientific and interpretive approaches to knowledge
(adapted from Plummer).32

Logico-scientific approach

Interpretive/humanistic approach

Epistemology Realism Social constructivism
Objectivism Phenomenology
Deconstructionism
Goal To measure To interpret, appreciate or understand
To generate causal explanations To describe
Reasoning Deductive Inductive
Focus The external world The inner world
The ‘facts’ The meaning or symbolism of things
The structure of reality The person
Main output Generalisable truths Local insights
Style Cold Soft
Systematic Imaginative
Reliable Valid
‘Objective’ ‘Real’

Main methods

Quantitative (counting and measuring)

Qualitative (watching, listening and

reading)

Values Ethically and politically neutral Ethically and politically engaged

Table 2.2. I consider the fundamental schism between interpretive /humanist
perspectives on knowledge and objectivist perspectives in a number of places
in this book, notably Section 4.4 (where I critique different approaches to re-
search in self-management), Sections 5.2 and 5.3 (where I contrast rationalist
and humanist dimensions of clinical method) and Sections 11.2 through 11.6
(where I offer a selection of perspectives on healthcare quality, each based on a
different philosophical perspective on what quality is and how to measure it).

2.7.2 Moral philosophy

Moral philosophy (ethics) is the study of the moral value of human behaviour.
Itis important to distinguish between ethics as a division of philosophy (which
uses the tools and techniques of philosophy — rhetoric and reason) and ‘ethi-
cal’ religious doctrines and dogma (which are taken by the faithful as incon-
testable). The questions of moral philosophy include “What is good?” ‘How
should we live?” “‘What method should we use to determine moral standards?’
‘Why be moral at all?” and so on. Translated into the healthcare arena, these
principles often translate into questions such as ‘Who should get access to



48 Chapter 2

expensive healthcare resources?” and second-order questions such as ‘How
should we decide who should get access to these resources?’.

Some important schools of thought within moral philosophy are:
o Consequentialism. This school holds that the moral goodness or badness of an
act or rule is determined by its results or consequences. This theory is some-
times called ‘results-based ethics’ or ‘teleological ethics’. Telling a lie is morally
wrong because of the damage this lie will cause both to the liar and to society
which depends on honest relationships. A particular example of consequen-
tialist thought is called utilitarianism (‘the greatest good for the greatest num-
ber’), a movement started by philosopher and social reformer Jeremy Bentham
(1748-1832) whose long list of personal achievements included founding Uni-
versity College London.
* Deontology. Under this theory, sometimes called ‘duty ethics’ or ‘standards-
based ethics’, you determine if an act or rule is morally right or wrong if it meets
a predefined moral standard. One famous philosopher who developed such
a theory was Immanuel Kant (1724-1804). Kant developed a ‘universal test’
to see if a rule could be a universal standard. If a rule can be made universal
without contradiction, then it is morally good; if a rule cannot be made univer-
sal without contradiction, then it is morally bad. Not keeping your promise is
morally wrong because you cannot make it a universal law that everyone can
knowingly make promises with no intention of keeping them.
o Ethical intuitionism. This school holds that an act or rule is determined to
be right or wrong by an appeal to the common intuition of a person. This
intuition is sometimes referred to as your conscience. Anyone with a normal
conscience will know that it is wrong, for example, to kill an innocent per-
son. The developments in medical ethics over the past 50 years have shown a
move from intuitionism to other (arguably, more defensible) positions such as
utilitarianism.
» Virtue ethics. This school, whose most famous protagonist was probably
Aristotle (384-322 Bc) and whose more recent advocates include Alasdair
Maclntyre, holds that we will achieve a good society by developing the char-
acter traits or ‘virtues’ in its citizens. Such citizens will do what is morally
right because they are inherently virtuous, not because they are obeying rules
or principles. Aristotle believed that virtue ethics was the way to attain true
happiness. Virtue ethics is particularly relevant to the education and training
of health professionals — can we or can’t we develop a formula for producing
‘virtuous practitioners?* Incidentally, virtue ethics has been linked to literary
theory by the feminist philosopher Martha Nussbaum through the argument
that actions only make sense in the context of a particular story and that one’s

"My friend Dr Peter Toon inspired my interest in philosophy as applied to primary health
care. In his book The Virtuous Practitioner, he applies Aristotle’s virtue ethics to define the
qualities of the ideal general practitioner,3® and Alan Armstrong has done the same for
nurses in an excellent recent paper in Nursing Philosophy.>*
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emotional response to a story is not merely an allowable component of the
ethical decision but should actively drive that decision.
 Emotivism. This theoretical position is based on a study of the type of language
used in ethical sentences and discussion. You may have noticed that people get
emotional about ethical issues. According to this view, ethical pronouncements
are a type of language used by a speaker or writer who has particular emotions
about an issue, which attempts to evoke similar emotions in the hearer or
reader.

Ireturn to these different perspectives on ethics in Section 5.6 when I consider
‘the good clinician’.

2.7.3 Rhetoric and logic

Rhetoric is the study of persuasion. In his classic philosophical text Rhetoric,
Aristotle defined three dimensions to the scholarly art of persuasion: logos (the
argument itself), ethos (the credibility of the speaker) and pathos (the appeal
to emotion), all of which he considered worthy of academic study. It is worth
noting the difference between ancient Greece, where the ability to ‘spin” was
seen as a positive attribute of a scholar and modern times where scholars
(especially scientific ones) are often taught to strip the pathos of an argument
so as to gain more clarity.

An argument, seen from the perspective of logos (formal logic), is a set of
statements in which there is a set of premises and a conclusion and in which
(unless the argument is fallacious) the premises support the conclusion. In
other words, an argument is a statement along with the evidence that supports
it. If we have a rational discussion of different philosophical positions, the
discussion must use the rules of logic. An important point to grasp is that logic
will not specify what the content of the statements are, but it will tell you how
to arrange the statements in a logical fashion. There are three basic kinds of
argument:
¢ A deductive argument is one in which the conclusion is certain, based on the
premises. In a deductive argument the conclusion is contained in the premises.
One of the earliest forms of deductive logic, developed by Aristotle, is cate-
gorical syllogism — a deductive argument containing two premises and one
conclusion. Each of the three statements is a categorical statement — that is it is
either true or not. These statements can be of the form: AllS are P, No S are P,
Some S are P or Some S are not P. An example of a valid categorical syllogism
is All humans are mortal. Socrates is a human. Therefore, Socrates is mortal.
* Aninductive arqument is one in which the conclusion is probable, based on the
premises. In an inductive argument the conclusion goes beyond the premises.
A common form of inductive argument is the argument by analogy —in which
a conclusion is drawn about a situation based on similarities of this situation
(analogies) to previous situations. For example, if we predict that since it is
Sunday the church bells will ring because in the past when it was Sunday
the church bells have rung, we are making a probabilistic argument based
on an analogy. Most of evidence-based medicine (see Section 2.2) is based
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on inductive logic because it uses the language and methods of probabilistic
reasoning.
* Fallacies. An important contribution of logic is its consideration of incorrect
ways of reasoning. A fallacy is a set of statements that appears to be an ar-
gument, but which on closer analysis is not. One example of this is called a
‘circular argument’, in which the conclusion is used as the premise. Why is
drug dealing illegal? Because it is against the law! Since ‘illegal’ and ‘against
the law’ are the same concept, nothing has been proven. Another common
fallacy in medical research is the ecological fallacy — assuming that A caused B
when in fact A and B were both caused by something else (call it C) which we
did not measure. Thus, for example, just because a town has a large number of
unemployed people and a very high crime rate, it does not necessarily follow
that the unemployed are committing the crimes! In fact, both unemployment
and high crime rate may well have a different cause (or, more accurately, a
determinant) — the state of the national economy.

I draw on these principles of rhetoric and logic in many places throughout
this book, especially Section 8.2 when I discuss the notion of causality.

2.8 Pedagogy

Pedagogy (theories of learning and their application) deserves a book all to
itself, so crucial is this science to primary health care, since so much learning
is involved by both patients and professionals. In this section, I have chosen
to cover three theories that have particular relevance either to the materials
covered in later chapters or in the planning of your own learning as a stu-
dent of academic primary health care. They are not the only important the-
ories of learning, and some would say I have omitted others that are more
relevant, but if nothing else, they serve as examples of how psychological the-
ories (see Section 2.4) might inform the design of educational materials and
experiences.

2.8.1 Experiential learning theory

Experiential learning theory (sometimes known as adult learning theory) goes
back over 50 years to the work of child psychologist Jean Piaget, sociologist
Kurt Lewin and educationist John Dewey.* They all emphasised the role of ac-
tive experience and reflection in shaping understanding. Lewin believed that
the failure to learn effectively was usually attributable to a lack of adequate
feedback to feed the process of reflection, resulting in an imbalance between ob-
servation and action. His widely cited experiential learning cycle is reproduced
in Figure 2.2. Dewey held similar views, but placed more emphasis on ideas
as an impetus for learning.*® He depicted a progressive spiral in which judg-
ments based on concrete observations lead the learner, via new ideas, closer to
an ultimate purpose or goal. Experiential learning theories accord with what
we see as ‘common sense’ in the early twenty-first century, but at the time
of their development some 80 years ago, they were a fundamental challenge
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in new situations and reflections

\ Formation of /
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concepts

Figure 2.2 The experiential learning cycle (Lewin and Kolb%).

to prevailing wisdom, which was based on instructivist theories (which saw
learning in terms of the accumulation of facts, like storing money in a bank, and
which assumed that learning could be assessed by the reproduction of these
facts) and behaviourist theories (which saw learning in terms of performance
outputs, like teaching a dog to beg for a reward, and which denied — or at least,
refused to analyse — any key role of meaning-making in the learning process).

Experiential learning theories assume that facts are not fixed and immutable
elements of thought, but are constantly formed and re-formed through reflec-
tion, experience and feedback. Such approaches view learning as a continuous
process in which every new experience builds on, and integrates with, the accu-
mulated experiences that have gone before. Thus, says Kolb, no two thoughts
are ever the same, since experience always intervenes.®® I return to experien-
tial learning theory in Section 11.4 when I discuss reflective practice and peer
discussion as a tool for quality improvement.

2.8.2 Social learning theory

Social learning theory, developed by the social psychologist Albert Bandura
in the 1970s, focuses (as its name implies) on the learning that occurs within a
social context.?” Its main claim is that people learn from one another, and its
core concepts are as follows:

* Observational learning — people learn by observing the behaviour of others and
the outcomes of those behaviours (e.g. they observe that a particular behaviour
is socially accepted, experienced as fun or fulfilling or brings a reward);
 Modelling and imitation — a key mechanism of learning is observing behaviour
in action and imitating it in the same or a similar social context (Bandura em-
phasised, however, that people can learn by observing without directly imitat-
ing a behaviour);

* Direct reinforcement — people are often rewarded (e.g. by praise, social accep-
tance or personal satisfaction) when they model the behaviour of others in a
social situation, and this increases the likelihood that the behaviour will be
sustained and repeated;
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e Vicarious reinforcement — people who observe someone being rewarded for a
particular behaviour are more likely themselves to exhibit the behaviour®;

* The role of cognition in learning — awareness and expectations of future re-
inforcements or punishments can have a major effect on the behaviours that
people exhibit. But reinforcement will only increase behaviour (and punish-
ment decrease it) if the learner is aware of the link between the behaviour and
the reward or punishment;

* The role of attention in learning — learning involves cognitive processes, and
hence requires attention. The expectation of reinforcement influences the pro-
cesses that promote learning, and attention in turn influences this expectation.

Whilst social learning theory has many parallels with behaviourist theo-
ries (e.g. its emphasis on the role of rewards and punishments in shaping
behaviour), Bandura recognised that rewards and punishments have only
an indirect effect on learning (humans are not ‘rats in mazes’). He also de-
veloped a theory of moral thinking and moral behaviour based on the con-
cepts of observation and modelling. Children, he claimed, learn to make moral
judgments in part through the modelling of such judgments by their parents
and peers.

Bandura believed that four conditions are necessary before an individual
can successfully model the behaviour of someone else: (a) attention (the person
must first pay attention to the model); (b) retention (the observer must be able
to remember the behaviour that has been observed — this may be improved
by rehearsal); (c) motor reproduction (the person must be physically able to
replicate the behaviour that the model has demonstrated); and (d) motivation
(the learner must want to demonstrate what they have learned).

Bandura later extended social learning theory to include a specific empha-
sis on self-efficacy, which he defined as ‘the belief in one’s ability to organise and
execute the courses of action required to manage prospective situations’.’® As well
as the previously described concepts of observation, modelling, imitation and
motivation, self-efficacy theory includes the additional concepts of confidence
and self-belief. People are more likely to engage in behaviours when they be-
lieve they are capable of executing those behaviours successfully. Self-efficacy
is determined by three things:

* Personality — some people have greater confidence and belief in their ability
than others;

* Past successes and failures —and the rewards, punishments and other feedback
received in these experiences. Included in this category is the vicarious learning
from seeing others rewarded or punished for their efforts;

§This was shown by the highly controversial ‘clown doll’ experiments in which Bandura
showed two films to groups of children. In one, the child in the film was praised for hitting
an inflated doll; in the other, the child was admonished for the same behaviour. Children
watching the former film were much more likely to be violent towards the clown doll

themselves.3®
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o Self-regulation — the individual’s ability to, and propensity to, set specific
goals, work towards them, evaluate his or her performance and construct per-
sonal rewards for achieving particular behaviours.

Self-efficacy in turn influences:
* Enjoyment —individuals typically choose activities they feel they will be suc-
cessful in doing;
* Effort and persistence — individuals will tend to put more effort end activities
and behaviours they consider to be successful in achieving;
e Learning and achievement — individuals with high self-efficacy tend to achieve
more (e.g. self-efficacy in students is associated with higher grades).

Promoting self-regulation is an important technique for shaping behaviour.
This is usually done by teaching the individual to reward him or herself for
particular achievements. For example, a person who seeks to give up smok-
ing might be encouraged to save the money that would have been spent on
cigarettes towards a desired (and otherwise unaffordable) treat. Other teach-
ing techniques based on social learning theory are self-instruction (in which
the individual is taught to give him or herself specific instruction to guide the
desired behaviour) and self-monitoring (in which the individual is taught to
measure their own behaviour and reflect on the standard achieved).

In Section 4.4, I apply social learning theory to a contemporary ‘hot topic”in
primary care: self-management of chronic illness and lay-led programmes to
promote and support this.

2.8.3 Social development theory

Lev Vygotsky, born in Russia in 1896, is not nearly as famous as he ought
to be. His social development theory of learning was responsible for a sea
change in psychological thinking. He proposed not merely that social interac-
tion profoundly influences cognitive development, but that — crucially — social
interaction precedes cognitive development. Learning is social and cultural be-
fore it is cognitive. This approach is best understood when contrasted with
the more conventional view of learning and development proposed by the
French psychologist Jean Piaget, who saw children as little intellectuals who
go through four main periods of cognitive growth: sensorimotor, preopera-
tional, concrete operations and formal operations — each of which adds a ‘step’
to what is going on inside the child’s head and each of which may lead to
changes in the externally observed (social) behaviour. Vygotsky, in contrast,
believed that development is primarily social and cultural and is only later
internalised to produce cognitive changes. He also held (again in contrast to
Piaget) that development is a lifelong process which can never be said to have
been ‘completed’.

Vygotsky believed that this lifelong process of development was depen-
dent on social interaction and that social learning is what drives cognitive
development. He used a rather strange term for the social interaction that sows
the seeds for learning: the Zone of Proximal Development, which he defined
as ‘the distance between the actual development level as determined by independent
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problem solving and the level of potential development as determined through prob-
lem solving under adult guidance or in collaboration with more capable peers’.® In
other words, a student (or indeed a patient) can perform a task under expert
guidance or with peer collaboration that could not be achieved alone. The ZPG
bridges the gap between what is known and what can be known — and it is in
this zone that learning occurs.

The fundamental difference between Piagetian and Vygotskian models of
learning has major implications for the design of educational programmes
for both patients and health professionals. If learning is considered through
a ‘Vygotskian’ theoretical lens, then the nature of interaction (with whom is
the discussion occurring, in what social context, how often and with what
assumed purpose) is at least as important as the ‘content’ of the learning (what
is being discussed). If considered through a more conventional Piagetian lens,
learning will occur in pretty much the same way (and in the same sequential
order) whatever the social context.

Both social learning theory and social development theory have huge im-
plications for the education of both patients and professionals (Box 2.2). In
Section 4.5, I speculate about how such theories might enrich research into im-
proving health literacy. In Section 5.5, I draw on these theories to explain the
rather dismal success of efforts to make doctors’ practice more evidence-based.
And in Section 11.4, I consider social learning and social development as the

Box 2.2 Implications of social learning theory for education of patients
and health professionals.

*People often learn a great deal simply by observing other people.
*Describing and discussing the consequences of different behaviours can in-
crease appropriate behaviours and decrease inappropriate ones.

*Modelling is often a more efficient way of shaping behaviour than rewarding
or punishing existing behaviour. To promote effective modelling, a teacher
must make sure that four essential conditions exist; attention, retention, motor
reproduction and motivation.

e Teachers and other opinion leaders must themselves model appropriate be-
haviours and take care that they do not model inappropriate behaviours.
*Learners must believe that they are capable of accomplishing a particular
desired behaviour. Teachers can promote such self-efficacy by ensuring that
learners receive confidence-building messages, watch others be successful and
experience success on their own.

e Teachers should help students set realistic expectations for their accomplish-
ments so as to avoid the disappointment and disillusionment that leads to a
behaviour being abandoned.

*Goal-setting, self-monitoring and self-regulation techniques can all be effec-
tive techniques for changing and sustaining behaviour.
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fundamental drivers for quality improvement in the context of peer review
and quality circles.
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CHAPTER 3

Research methods for primary
health care

Summary points

1 Research that informs practice and policymaking in primary care includes
a wide range of study designs, methodological approaches and underpinning
theories. The ‘best’ research design and method depend on the nature of the
question.

2 Good research in any discipline builds critically and constructively on what
has gone before, addresses a clear and relevant question, has specific and
measurable objectives, uses appropriate methods and instruments (including
methods of analysis), takes account of users’ perspectives and priorities and is
ethical.

3 Qualitative research addresses questions that begin with ‘How...?"
‘Why ...?" or ‘In what way does. .. ?" Qualitative methods include interviews,
focus groups, observation and shadowing. They may be used alone or as part
of a mixed-method study — for example, to explore the process elements of a
clinical trial.

4 Quantitative research addresses the question ‘What is the chance that....?"
or ‘What proportion of ....?" It is the cornerstone of epidemiology, in which
most research questions consider one of five aspects of a disease or condition:
prevalence, incidence, prognosis, harm or therapy.

5 Questionnaire research may include both quantitative (closed-ended) and
qualitative (open-ended) questions. Questionnaire studies may use off-the-peg
(previously validated) instruments or they may require extensive preliminary
work to validate a new instrument. Questionnaire studies may be freestanding
or used as part of a wider mixed-method research study.

6 Action research links the search for generalisable truths with efforts to work
with local communities to improve their situation and generate tangible ben-
efits for local people. It requires reflexivity and a continuous cycle of learning
and change.

7 The analysis phase is often what marks out high-quality research studies
from mediocre ones. In general, quantitative data must be analysed by using the
appropriate statistical test(s) and qualitative data using a formal interpretive
method such as thematic analysis.

(Continued)
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(Summary points continued)

8 Critical appraisal means systematically studying published research papers
with two questions in mind: ‘Is this paper relevant to my work?” and ‘Can I
trust it?” A checklist of around 10 questions allows the reader to address these
questions, thereby rejecting papers that are irrelevant to the question or which
lack validity.

9 Asystematicreview isan overview of a defined topic area in which the author
has been systematic about what to include and about how to assess the value
and relevance of each study. Different approaches to systematic review reflect
different philosophical positions about the nature of knowledge (objectivist or
interpretive) and also different goals (to produce generalisable findings or to
illuminate an issue with a view to informing local decision making).

10 Multi-level, mixed-method research has great potential to illuminate the
complex and multifaceted problems encountered in primary care. Approaches
include the biopsychosocial model, social ecology theory and the stream of
causation theory.

3.1 What is good research in primary health care?

It is beyond the scope of this book to explain in any detail how to do research
in primary care (see Judith Bell’s excellent text on this') or to look critically and
systematically at papers describing research done by others (on which I have
written a separate book?) The goal of this chapter is more modest (but impor-
tant nonetheless) — to give you a flavour of what research can (and cannot)
offer the academic primary care practitioner.

Before you read any further, you might like to try this exercise. Take a blank
piece of paper and write down an idea for a research study. Start with a prob-
lem based in your own practice (or perhaps from your own experience as a
patient or carer), and set out a specific question or questions that you would
like the research to answer. Then decide what sort of broad research approach
(e.g. qualitative or quantitative) and more specific research design (e.g. a ran-
domised controlled trial for a quantitative study, or interviews or focus groups
for a qualitative study) best matches your question. If you do this exercise, you
will realise that from every primary care problem there spins off a large number
of potential research questions, each of which could be answered in multiple
different ways with multiple potential designs. It is often surprisingly hard to
decide what a ‘good’ or ‘useful’ piece of research might look like in the complex
world of primary care.

Figure 3.1 shows some potential spin-off directions from a single primary
care problem. You can see that the problem — a high rate of teenage pregnancy
and sexually transmitted infections locally — offers countless opportunities for
research studies. You will also see that whereas some research questions start
with the words ‘How many ... " or ‘What is the chance that. ..’, and hence seek
an answer in terms of numbers (quantitative research), others begin ‘How ... or
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PROBLEM
There is a lot of teenage
pregnancy and sexually
transmitted infections
about in this area

Why do some
teenagers become
sexually active at
a young age?

What do teenagers
know and believe
about the risk of
HIV and AIDS?

What proportion of
teenagers are
sexually active

at different ages?

Why don’t some
sexually active
teenagers use
contraception?

Is the cap as
effective as the oral
contraceptive pill
in preventing
teenage pregnancy?

How are teenagers
treated in family
planning clinics and
what do they think of
their experiences?

What could we do  What happens to
about the poor teenage girls with
attendance at mild abnormalities
sexual health on cervical smear?
clinics by some Will they go on to
ethnic groups? get cancer?

Figure 3.1 One primary care problem, multiple questions. Note: All these questions will need
focusing further before they become researchable.

‘Why ... and seek an answer in terms of descriptions or explanations (qualitative
research). One of the most common errors made by novice researchers is to
embark on a quantitative study when a qualitative one is needed or vice versa.
Table 3.1 shows examples of both qualitative and quantitative research ques-
tions that arise from the same primary care problem. Sections 3.2 (Qualitative
research), 3.3 (Quantitative research), 3.4 (Questionnaire research) and 3.5 (Partic-
ipatory (‘action’) research) set out the principles of each of these basic designs,
and the remainder of this book uses examples from the published research lit-
erature to illustrate the value of studies from these different genres in primary
care decision making. But before we go on to distinguish the different types
of research form one another, let’s think about research in general and what
makes it good (or bad).

A few years ago, a group of tutors and dissertation students on the MSc in
International Primary Health Care at University College London considered a
selection of research papers that had won the Royal College of General Prac-
titioners” Research Paper of the Year and comparable awards (e.g. from the
Royal College of Nursing) over a 10-year period. We asked ourselves ‘What is
so good about this prize winning paper?’ We concluded that:

» Good research starts with (and tries to illuminate or solve) a real clinical or
organisational problem via a clear, focused research question;

» Good research builds on, rather than duplicates or ignores, the existing body
of knowledge in the field;

* Good research has a firm theoretical basis, which justifies the particular ap-
proach, research design and choice of data to collect;
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Table 3.1 Examples of quantitative and qualitative research questions.

Example of a quantitative Example of a qualitative
Clinical field research question research question
Acute ‘What is the chance that prompt ‘Why do some patients delay seeking
myocardial thrombolytic therapy improves help when they have acute central
infarction survival in acute myocardial chest pain?4

infarction compared with survival in
those not receiving this therapy?’

Cervical ‘What is the chance that a woman ‘When a woman is told her smear is
screening with a history of genital warts will “mildly abnormal,” what does she
have a pre-cancerous cervical think is happening?’®

smear, compared to the chance in a
woman without such a history?’

Smoking ‘What is the chance that a smoker ‘What sort of smoker responds to
cessation will give up when advised to do so advice to quit, and how to improve the

by a doctor?’ success rate with other smokers?’®
Acute febrile ‘What features of acute febrile ‘What worries parents when their
illness in illness predict serious disease such preschool children are acutely ill, and
young children as bacterial meningitis?’ why?’3

* Good research works towards SMART (specific, measurable, achievable, rel-
evant and timely) objectives;
* Good research has a simple and appropriate study design and is practically
possible within the timescale and budget of the designated research period;
* Good research uses well-established methods and instruments where pos-
sible, but adapts and extends them creatively to produce new empirical
techniques;
* Good research is relevant to service users and measures its success in terms
of ‘patient relevant’ outcomes;
* Good research is undertaken according to high standards of ethics and gov-
ernance (Box 3.1); and
» Good research is value for money in terms of the deliverables on investment.
Note that this list of worthy criteria does not include any prescriptive ad-
vice on the ‘best’ research design for addressing primary care questions. It is
often assumed by students with a superficial knowledge of evidence-based
medicine (see Section 2.2) that the best design is a randomised trial and that a
survey is necessarily a lower form of life. But as Sackett and colleagues made
clear a generation ago,"! the randomised trial is only the preferred design if
the question concerns the efficacy of a therapeutic intervention (e.g. is anti-
inflammatory cream better than placebo cream in treating tennis elbow?). A
question about, for example, how teenagers from minority ethnic groups feel
about sexual health services is best addressed by a design that collects free-
text accounts (e.g. semi-structured interviews or focus groups), and the best
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Box 3.1 What is research governance?”~°

Research governance is the system of administration and supervision through
which research is managed, participants and staff are protected and account-
ability is assured. In the UK, the main reference point is the Research Gov-
ernance Framework for Health and Social Care,!® whose stated purpose is
to enhance ethical and scientific quality, promote good practice, reduce ad-
verse incidents and ensure lessons are learned. The Framework, which reflects
European Union regulations, sets out the responsibilities of the individuals
and organisations involved in research, including funders, researchers, organ-
isations employing researchers and health care organisations and goes some
way to dispelling the persistent view of research management as something
separate from the science of research.

Research governance includes (but is not restricted to) the ethics of research,
which is not restricted to gaining formal approval from a research ethics com-
mittee or equivalent overseeing body. In the UK, all research on National
Health Service staff and patients must be approved by a Local or Multicen-
tre Research Ethics Committee (LREC or MREC; see www.corec.org.uk), and
non-NHS research may require approval from one or more other bodies (e.g.
university ethics committee, school governing body, company board and so
on). ‘Ethical approval’ from a formal body does not necessarily make a research
study ethical, nor does the refusal of an ethics committee to grant approval nec-
essarily make it unethical (though it may make it illegal to continue with the
project).

Active involvement of patients and carers in the management and gover-
nance of research projects tends to reduce the chance of unethical practices.
For more on such involvement, see www.invo.org.uk

design for finding how young children feel about having epilepsy might be
one in which the children produce a drawing or painting of what epilepsy
means to them!'? The important issue is whether the research design matches
the question asked.

The issue of research governance (Box 3.1) and particularly the task of get-
ting ‘ethics committee approval’ for a piece of research is a bone of contention
amongst students, who are often required to plan, execute and write up a small
research project within a very limited time span. But scientists have a poor track
record of addressing the important tasks of respecting participants”autonomy
(including gaining informed consent), protecting them from harm, promoting
benefit (including informing participants of the findings after the research is
completed) and keeping adequate records. Box 3.2 lists some shameful high-
lights from the past, which should serve to remind us that the paperwork
for ethical approval is not an administrative formality. For further advice on
research governance both in the UK and more generally, see the websites in
Box 3.1 and a recent series in the Journal of the Royal Society of Medicine.””
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Box 3.2 Fraud and misconduct in medical research: disproportionate
impact on vulnerable groups.

The strict and bureaucratic regulations for research ethics approval in the UK
may seem overassiduous, but scientists have a long and inglorious history of
ethical failures, including:

Minority ethnic groups

Between the 1930s and 1960s in Tuskegee in the South of America 400 poor,
Black men from rural areas were recruited without their knowledge or consent
into a long-term follow-up trial of the prognosis of untreated syphilis; effective
treatments were withheld from them for decades. Jews, Gypsies and Slavs were
included within human experiments throughout the Holocaust, particularly
those relating to warfare such as the testing of effects of gas attacks, battle injury
or surviving freezing temperatures subjected to a range of experimentation.

Institutionalised groups

Prisoners and military personnel have not always been given the opportunity
to give full-informed consent or opt out of research without changes in their
care or status.

Developing countries

Poor communities in developing countries have occasionally been targeted
by pharmaceutical companies for trials of medicinal products that would not
meet stringent restrictions in the countries where the company is based.

Socially excluded groups

Studies of ‘treatments’ for homosexuality up to the 1970s can, with the wisdom
of hindsight, be classified as ideologically driven research that supported and
perpetuated social prejudice and exclusion.

The recently dead

The Alder Hey Hospital scandal highlighted the removal and retention of chil-
dren’s organs and body parts for scientific study without full parental consent
or knowledge.

Reproduced with permission from Shaw et al.”

One of the most important things to note about research (and primary care
research in particular) is that no single study is going to provide all the an-
swers. A research study (which typically takes 2 or 3 years and costs tens if not
hundreds of thousands of pounds) generally adds a rather small and humble
brick to the ‘wall” of knowledge being built about a topic. If you want a different
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metaphor, a single study alters the colour and tone of the overall picture by
a fraction of a shade. A common mistake made by novice academics (such as
BSc or MSc students writing their first essay) is to assume that the three or four
papers they have found on a topic area provide the whole picture. A common
mistake made by these same students when they undertake their first research
project is to assume that their work will make a much greater contribution to
the knowledge base in the topic area than is actually the case!

When you read a description of a research study, you should set out to
identify not just the research question that the authors sought to address, but
also — and more fundamentally — the conceptual and theoretical basis of their
study (to use the terminology I introduced in Chapter 2, which ‘ology” does
this study belong in — and is this the only or the most appropriate framing of
the problem being addressed?). You should also have some wider questions
in your mind such as “What had previous research studies on the same topic
shown (and what did any subsequent studies show)?”“Why did the authors do
this study rather than a different one?” and ‘Overall, so what?’ The examples in
the chapters that follow should illustrate this important element of scholarship
in the academic study of primary care.

The next four sections give a general outline of the different research designs
relevant to primary care. They are not intended to be exhaustive or compre-
hensive but to serve as a preliminary map of the territory of what the primary
care research literature contains.

3.2 Qualitative research

Qualitative research addresses questions that begin with ‘How ...?"“Why...?’
or ‘In what way does...?. As with any research, good qualitative studies
usually address clearly defined questions (e.g. ‘What do children feel about
having epilepsy?? or “What worries parents when their child is unwell in the
night??), although the ‘clearly focused question’printed in the published paper
may have progressed substantially from the question that originally drove the
research study.

Following are the characteristics of a good qualitative research study:

* It includes an unambiguous statement of whom the research relates to (in
the two examples above, the research relates, respectively, to ‘children with
epilepsy” and ‘the parents of pre-school children who have sought emergency
out-of-hours treatment’).

« It gives a clear statement of the setting and context of the research.

* Itisnot designed to confirm particular beliefs or prejudices of the researcher —
that is, it is protected as much as possible from researcher bias.

Unlike quantitative research (see Section 3.3), for which there are a limited
number of well-known study designs, qualitative research employs a wide
range of designs. These are described in detail elsewhere,'® but include:
¢ In-depth individual interviews, which are generally semi-structured — i.e.
they include a list of open-ended questions but allow scope for the participant
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to answer the question in their own words and include what is important to
them. See Section 6.5 for an example of how interviews (in this case, narrative
ones) were used to illuminate the key issues relating to interpreted consulta-
tions in primary care.
* Focus groups — meetings in which a trained facilitator uses the group inter-
action to test the extent to which views expressed by one individual are shared
or contested by others. In Section 4.3, I briefly mention the use of focus groups
as amethod to identify the priorities of both patients and clinicians for diabetes
research.
* Observation of events (e.g. sitting in on consultations or group meetings and
making notes on what you see happening). In Section 10.3, I describe how ob-
servation of people using electronic health records informed the understanding
of the work processes and routines that these records support.
* Participation in events (e.g. simulated patients who attend ‘as if’ they had a
real illness and make note of their feelings and experiences). An example of
this is described in Section 11.5.
* Shadowing (e.g. accompanying a district nurse on her rounds).
* Analysis of contemporaneous material (such as letters, e-mails, minutes of
meetings, diagrams, flip chart paper and so on).
* Mixed-method studies employing more than one of the above — for example,
Dopson and Fitzgerald used naturalistic methods (observation, shadowing,
and other non-interventionist approaches) along with analysis of contempora-
neous material in the study of the implementation of evidence-based practice
described in Section 5.5.14

The strengths and limitations of qualitative research are shown in Box 3.3
(and, note, this is not an exhaustive list). Few researchers dismiss qualitative
research entirely (though some do), but researchers are divided on the ques-
tion of whether a qualitative study can ever stand alone or whether it should
always serve as an adjunct to quantitative research. I am strongly of the opin-
ion that qualitative research is valid and important in its own right, but I also
see the value of mixed-method designs, in which qualitative studies supple-
ment and enhance quantitative designs, most notably randomised controlled
trials (see Section 3.3). In mixed-method studies, the qualitative elements can
be divided into exploratory (‘upstream’ hypothesis-generating studies which
identify key questions that quantitative studies may subsequently address),
explanatory (‘contemporaneous’ qualitative studies undertaken alongside ran-
domised trials to capture key process elements and help explain why the in-
tervention did or did not prove efficacious) and evaluative (‘downstream’ qual-
itative studies undertaken after an intervention has been trialled and is being
implemented in real-life practice; such studies can help explain the mismatch
between the effect seen in the research trial and the actual impact observed in
real-life). The role of qualitative studies in mixed-method research is illustrated
in Figure 3.2.

But qualitative research can also influence clinical practice directly, simply
by illuminating a problem and raising awareness of its existence. It can also
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Box 3.3 Strengths and weaknesses of qualitative research in a
healthcare setting.

Strengths

* Qualitative research allows the researcher to explore the meanings that
respondents attach to particular experiences

* Qualitative research is open ended: respondents’ own priorities are allowed
to lead the data collection

* Small samples allow rich (i.e. detailed) data to be obtained

e Data are context-rich

* Multiple methods and data sources may be used, such as interviews, focus
groups and observation

* Validity of data is established through confirmation with research partici-
pants

Weaknesses

* Data are context-specific and may not be generalisable to other contexts
¢ The researcher has an impact on the data collected
¢ Small samples mean that findings may be parochial and ephemeral

Implications for health professionals doing qualitative research

e Their identity and status will affect the nature of the data collected

* They may be driven, consciously or unconsciously, by their own professional
beliefs and priorities

* The empirical orientation of most health services research may limit the
analytical potential of the research

Adapted with permission from teaching materials produced by Jill Russell. See also Table 2.2.

follow logically from quantitative research rather than vice versa. For exam-
ple, the question “Why do patients delay seeking help when they have acute
chest pain?’followed from quantitative studies that had demonstrated long de-
lays in the time between patients developing chest pain and calling for help.!®
This question was addressed via an in-depth interview study of survivors of
acute coronary events and provided considerable insight into reasons for de-
layed ‘pain to needle time”.* The findings from this qualitative study prompted
further quantitative research — for example, a survey that explored the asso-
ciation between age, gender and other variables and length of delay in heart
attack patients!® and another similar study of delayed presentation in stroke
patients.!” Taken together, these studies on delays in accessing health care had
a profound influence on healthcare organisation and policy both nationally
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Exploratory
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qualitative research
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Figure 3.2 The place of qualitative research in mixed-method clinical trials.

and locally — including guideline development, organisational changes such
as an extended out of hours telephone service, inclusion of brief advice on
practice leaflets and education programmes for high-risk patients and their
relatives. What the qualitative study on why patients delay seeking help when
they have chest pain did not (and could not) answer was the quantitative ques-
tion “What is the chance that a person with chest pain will delay seeking help
for more than four hours?’ This, of course, requires a quantitative study (see
Section 3.3).

In qualitative research, serious bias (i.e. distortion of findings or their in-
terpretation) can occur when researchers do not critically examine their own
perspective and the influence that they themselves might have had on the re-
sults. An example of this is the doctor or nurse researcher who asks a sample
of patients what they think about conventional and alternative forms of hor-
mone replacement therapy, but who does not sufficiently consider that their
own position as an authority figure in conventional medicine might prejudice
the interviewees’ responses.

Qualitative research fits well within the interpretive approach to knowledge,
in which the main goal is a search for meaning and understanding, but it is
also used in research studies that take a more logico-scientific perspective,
where the goal is establishing causality (see Table 2.2, page 47), as shown in
the example of ‘explanatory’ research in Figure 3.2.

3.3 Quantitative research

Quantitative research in healthcare is almost always undertaken within a
logico-scientific paradigm (see Section 2.7 and especially Table 2.2, page 47).
All (or almost all) questions in quantitative research can be expressed in the
general format ‘What is the chance that...” or ‘What proportion of ...” — and
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hence can be answered by numerical measurements. Quantitative research
is the cornerstone of epidemiology (see Section 8.1) — one of the key under-
pinning disciplines of primary care. As a rule of thumb, all epidemiological
research addresses one of five types of question, and each of these questions
has a preferred research design.

e Prevalence questions take the general format “What proportion of the popu-
lation suffers from disease X?’ The prevalence of diabetes in the UK is about
2% — in other words, 2 in every 100 people are known to have the disease.
The research method of choice for answering this sort of question is a simple
counting exercise — or, to use its formal scientific name, a cross-sectional sur-
vey. Section 7.1 presents data on family structure that are based on the most
ubiquitous cross-sectional surveys of all — the General Household Survey of
England and Wales (‘the Census’), which all citizens are asked to complete ev-
ery 10 years. Section 9.1 describes how data from the same survey were used to
generate the Index of Multiple Deprivation — an aggregate estimate of disad-
vantage. Note also that questionnaire studies, covered in Section 3.4, are also
a form of cross-sectional survey — but instead of measuring what proportion
of people have a disease, the questionnaire survey measures what proportion
holds a particular attitude or opinion. The cross-sectional survey design is
shown in Figure 3.3.

* Incidence questions take the general format “What is the chance that a person
will develop disease X in time period T?” Whereas prevalence expresses the
total number of cases per unit of population, incidence measures the number of
new cases over a given time period (usually per year). The incidence of multiple
sclerosis in the UK is 4 per 100,000 — in other words, (on average) ina population
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Estimates the proportion of people in a population who have a disease (prevalence
study) or who hold a particular opinion (questionnaire survey)

Figure 3.3 Basic design for a cross-sectional survey.
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Figure 3.4 Basic design for a longitudinal cohort study.

of 100,000, 4 people will develop the condition over the next 12 months. The
preferred research method for incidence questions is a careful follow-up of a
population for a given period of time (i.e. a longitudinal survey), using validated
diagnostic methods and criteria to pick up new cases. Section 8.3 describes a
longitudinal survey that followed women up to find the outcome of different
screening tests for Down syndrome. The longitudinal cohort design is shown
in Figure 3.4.

* Prognosis questions take the general format “What proportion of people with
disease X will develop outcome Y over time period T?" For example, if a young
woman develops breast cancer, her first question to the doctor (or perhaps
the breast cancer support nurse) might be ‘What is my chance of survival?”.
The doctor or nurse cannot tell her her individual survival time (which is why
patients have usually misunderstood their clinician when they say ‘I've been
given five years to live’). But epidemiology allows us to give patients’ infor-
mation on prognosis such as ‘If 100 people with the same disease as you were
left untreated, 50 would still be alive in five years’. Indeed, cancer prognosis is
generally expressed in terms of 5-year survival (5YS), except in poor prognosis
tumours when it is expressed in terms of 1-year survival (1YS). The research
method of choice for prognosis questions is again a longitudinal survey —
but this time our focus is not on the whole population (any of whom might
develop a new disease) but on a group of individuals who already have a par-
ticular disease at a particular stage in its natural history —a group known as an
inception cohort. Prognosis studies inform (indeed, are the basis of) the clinical
prediction rules described in Section 5.2.
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 Harm questions take the general format “What proportion of people exposed
to risk factor R will develop unwanted outcome O?’ Risk factor R might be
a drug, a vaccine, an environmental pollutant (including cigarettes), a be-
haviour choice (e.g. riding a motorcycle), a surgical operation — indeed any-
thing that might lead to an adverse outcome. The research method of choice for
harm questions is often a longitudinal cohort study — of which post-marketing
surveillance (i.e. keeping careful records of all patients prescribed a particular
drug within 3 years of its release onto the market) is a good example. Thus,
for example, patients in the USA taking the new parathyroid hormone ana-
logue teriparatide, recently licensed for the treatment of severe osteoporosis,
are routinely placed on a register and their doctors sent regular questionnaires
to monitor any health problems. So far, not a single one of the 350,000 patients
on this register has developed bone cancer (a theoretical risk from a drug that
aggressively promotes bone growth).’® Another useful method for exploring
the link between exposure and harm is a case-control study, in which peo-
ple who have developed an unwanted condition (e.g. autism) are carefully
matched with people who have not, and these ‘cases’ and ‘controls’ carefully
studied to compare their past exposure (or not) to the putative harmful agent.
Parents contemplating the triple measles, mumps and rubella (MMR) vaccine
for their child, for example, may ask ‘What is the chance that my child will
develop autism as a result of this jab?’ - to which we can now say confidently
‘No greater than their chance of developing autism if they do not have the jab’
(see Section 8.2 for a full discussion of this example). The case-control design
is shown in Figure 3.5.

Proportion of cases Proportion of
who were exposed controls who were
in the past exposed in the past

Retrospective look for
past exposure

Disease-free
controls, each of
which is matched

with a ‘case’

Small number of
cases identified
with the disease

Figure 3.5 Basic design for a case-control study.
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* Therapy questions take the general format ‘what proportion of people with
disease X and treated with treatment [e.g. drug or operation] Y will develop
outcome O, compared with the proportion who get outcome O on no treat-
ment [or on treatment Z]?” The comparison group is very important for therapy
questions. Ninety-nine percent of children with mild sore throat who are given
penicillin will be cured within 9 days, but a similar proportion will be cured
on no treatment! The research method of choice for therapy questions is the
randomised controlled trial, in which eligible participants are allocated ran-
domly to either the intervention or the control group, so that (in theory at
least) we start the trial with two groups who differ only in terms of the inter-
vention being studied. Randomised controlled trials have traditionally been
the province of secondary care (patients lying in their beds are more easily
recruited and randomised than those in the community), but there is now a
growing evidence base from high-quality randomised trials (and systematic
reviews of such trials — see Section 3.8) that helps us address the bread-and-
butter questions of primary health care such as whether (and in what cir-
cumstances) to give antibiotics for sore throats, what wound dressing to use
for leg ulcers and so on. Rather than reference specific trials as examples, 1
strongly encourage you to check out the Cochrane Controlled Trials Register
on http: //www.nelh.nhs.uk/cochrane. The randomised controlled trial design
is shown in Figure 3.6.

A particular form of prevalence study is the validation of a diagnostic or
screening test, in which a new (perhaps cheaper, safer or more acceptable)
test is compared with a recognised gold standard. Every participant in the

Sample drawn from a
population

Assessment to confirm eligibility
and take baseline measurements

k.

| Randomisation |

T

Intervention group Control group
(treatment A) (treatment B)

Predefined time
interval

W

Follow-up measurements

Figure 3.6 Basic design for a randomised controlled trial.
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Table 3.2 Format for a 2 x 2 matrix for validation of a diagnostic or screening test.

71

Result of gold standard test

Disease positive
a+c

Disease negative
b+d

Result of screening test

Test positive
a+b

True positive
a

False positive
b

c+d
Test negative

c
False negative

d
True negative

Sensitivity = a/(a + c); specificity = d/(b + d); positive predictive value = a/(a + b); negative
predictive value = d/(c + d) (see Section 3.3 for explanation of these terms).

study is offered both tests, and using a 2 x 2 matrix (Tables 3.2 and 3.3), the
proportion of true and false positive results can be calculated. In the example
shown in Table 3.3, the Helisal saliva test performs well but not outstandingly:
it has a sensitivity of 88% (i.e. successfully picks up this proportion of people
with Helicobacter pylori); a specificity of 70% (i.e. successfully excludes this
proportion of people without the condition); a positive predictive value of
75% (i.e. if the test is positive the person has this chance of actually having the
condition); and a negative predictive value of 85% (i.e. if the test is negative
the person has this chance of not having the condition). In Section 8.3, I will
discuss some more examples of how epidemiology can be used to screen pre-
symptomatic people for disease.

It is important not to conflate quantitative research with the limited range
of designs and techniques used in epidemiology. Whilst these are the main
ones of relevance to clinicians, there are many other types of research that
use quantitative data and many other ways of collecting and analysing such
data. For example, social network analysis (see Section 9.2) is essentially a
quantitative technique, as is the mathematical modelling that informs much
economic analysis these days, and questionnaire research (see below) spans
both qualitative and quantitative fields.

Table 3.3 Validation study for ‘Helisal’ saliva test for detecting Helicobacter pylori infection against
established gold standard.®

Result of gold standard test*

Disease positive

Disease negative

Result of screening test
‘Helisal’ saliva

Test positive

True positive
120

False positive
41

Test negative

17
False negative

96
True negative

*Combination of three existing tests including urea breath test.
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3.4 Questionnaire research

I'learnt most of what I know about questionnaire research from my colleague
Dr Petra Boynton, and I strongly recommend her series in the British Medical
Journal =22 Questionnaires are often thought of as an ‘objective’ means of col-
lecting information about people’s knowledge, beliefs, attitudes and behaviour
(see Table 2.2, page 47). Are our patients satisfied with the care they receive?
What is the quality of life of men with prostate cancer like? What proportion
of the population would describe themselves as homosexual? Why don’t doc-
tors use guidelines? Of course, questionnaire research is only as useful and
meaningful as the questions asked and the manner in which they are posed.
Questionnaires may be used as the sole research instrument (e.g. in a survey)
and are also increasingly used in mixed-method research — for example, to
supplement data in randomised trials.

Inexperienced researchers may decide to use a questionnaire to answer
a research question that is better suited to a different research design. Ta-
ble 3.4 gives some real examples based on papers that have appeared in the
published?® and unpublished literature.

There are two essential ways to go about conducting a questionnaire survey:
o Use an off-the-peg instrument. The term ‘instrument’ in this context just means
‘questionnaire’, but it implies that the questionnaire has been formally devel-
oped and validated for its psychometric properties (e.g. what is the spread of
responses in a particular population; are the responses normally or evenly dis-
tributed; do they represent the full range of possible answers; and so on). An
off-the-peg instrument is greatly preferable both because it will save work and
because the findings from any new study can be compared with the findings
of previously published studies in similar or contrasting populations. Before
selecting an off-the-peg instrument, you must identify what information you
seek to gain from the study. For example, a clinician might be interested in
studying the impact of an exercise programme on quality of life in cardiac re-
habilitation patients —but a ‘generic’ quality of life measure such as the Medical
Outcome Survey Short Form (universally referred to as the SF-36),% is likely
to generate much less useful information than a quality of life measure specif-
ically developed for people with cardiac disease.”® See Section 11.1 for more
on measuring quality of life in the healthcare context.
* Develop a new instrument. If no appropriate questionnaire is available in the
literature, your first task (after identifying precisely what information you
seek) is to explore the range of possible responses — e.g. by a qualitative study
such as a series of semi-structured interviews, perhaps supplemented by an
off-the-peg instrument that covers a closely related area of enquiry. From these
exploratory data, you may develop a list of questionnaire items and pilot them
onarepresentative sample of participants so you can calculate its psychometric
properties.

Two important terms used when discussing questionnaire research are
‘validity” and ‘reliability’. A valid questionnaire measures what it claims to
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Table 3.4 Examples of research questions for which a questionnaire may not be the most
appropriate design.
Broad area Example of Why is a questionnaire NOT What method(s) should
of research research questions the most appropriate method? be used instead?
Burden of What is the A child may have asthma but ~ Cross-sectional survey
disease prevalence of the parent does not know it; a  using standardised

asthma in parent may think incorrectly diagnostic criteria and/or

Professional
behaviour

Health-related
lifestyle

Needs
assessment in
‘special needs’
groups

3

schoolchildren?

How do general
practitioners
manage low back
pain?

What proportion of
people in smoking
cessation studies
quit successfully?

What are the
unmet needs of
refugees and
asylum seekers for
health and social
care services?

that their child has asthma; or
they may withhold information
that is perceived as
stigmatizing

What doctors say they do is
not the same as what they
actually do, especially when
they think their practice is
being judged by others?

The proportion of true quitters
is less than the proportion
who say they have quit.?* A
similar pattern is seen in
studies of dietary choices,
exercise and other lifestyle
factors®®

A questionnaire is likely to
reflect the preconceptions of
researchers (e.g. it may take
existing services and/or the
needs of more ‘visible’ groups
as its starting point), and fail
to tap into important areas of
need

systematic analysis of
medical records

Direct observation or video
recording of consultations;
use of simulated patients;
systematic analysis of
medical records

‘Gold standard’ diagnostic
test (in this example,
urinary cotinine)

Range of exploratory
qualitative methods
designed to build up a ‘rich
picture’ of the problem —
e.g. semi-structured
interviews of users, health
professionals and the
voluntary sector; focus
groups; and in-depth
studies of critical events

Reproduced with permission from Boynton and Greenhalgh.?°

measure. In reality, many fail to do this. For example, a self-completion ques-
tionnaire that seeks to measure people’s food intake may be invalid, since in
reality it measures what they say they have eaten, not what they have actu-
ally eaten.? Similarly, questionnaires asking GPs how they manage particular
clinical conditions have been shown to differ significantly from actual clinical
practice.”® An instrument developed in a different time, country or cultural
context may not be a valid measure in the group being studied.?

A reliable questionnaire yields consistent results from repeated samples
and different researchers over time. Differences in the results obtained from
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a reliable questionnaire come from differences between participants, and not
from inconsistencies in how the questions (known as ‘items’) are understood
or how different observers interpret the responses. A standardised question-
naire is one that is written and administered in a strictly set manner, so all
participants are asked precisely the same questions in an identical format and
responses recorded in a uniform manner. Standardising a measure increases its
reliability. Just because a questionnaire has been published in a peer-reviewed
journal does not mean it is either valid (i.e. a good way to get the information
the researchers were seeking) or reliable (i.e. that all participants answered
consistently and all researchers interpreted responses in the same way). The
detailed techniques for achieving validity, reliability and standardisation in
questionnaire research are covered in specialist texts on the subject.?’-3!

Questionnaire research is often (wrongly) viewed as qualitative research.
In fact, questionnaires may include closed items (e.g. ‘tick on of the follow-
ing five boxes to indicate how you feel’) or open-ended ones (which invite
free text responses). The former counts as quantitative research since it pro-
duces findings of the general format ‘X percent of people strongly agree with
the statement...’, whereas the latter counts as qualitative research since any
meaningful analysis must involve the use of interpretive methods. See Sec-
tion 4.3 for a topical discussion of a famous questionnaire — Prochaska and
DiClemente’s stages of change instrument which seeks to detect how much a
person wants to give up smoking (or any other bad habit).

3.5 Participatory (‘action’) research

Action research has been defined by the British educationalists Carr and
Kemmis as:

‘A form of self reflexive enquiry undertaken by the participants in social situations
in order to improve the rationality and justice of (a) their own social or educational
practices; (b) their understanding of these practices; and (c) the situations in which
these practices are carried out’.?

This definition of action research places it firmly in the territory of profes-
sional development and links with Schon’s work on the reflective practitioner
(see Section 11.4).3 But an alternative definition, produced by researchers in
the USA where action research had been closely linked to traditions of citizen
and community action, is somewhat more politically loaded:

‘the systematic collection of information that is designed to bring about social

change’.3

Both these definitions place action research very firmly in the right hand
column of Table 2.2 (page 47) — i.e. within an interpretive rather than a logi-
codeductive philosophical tradition.

Both the above definitions of action research embrace a tension between
two competing commitments — to find some transferable (if not entirely
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Figure 3.7 The action research cycle (adapted from Somekh5).

generalisable) truths through empirical research and to help individuals and
communities find pragmatic solutions for local problems. The defining fea-
ture of action research, as shown in Figure 3.7, is a cycle (or more accurately,
a spiral) in which the group systematically defines a problem, collects data
to illuminate that problem, plans and undertakes an action and measures the
impact of that action. The best way to develop an understanding of how ac-
tion research is undertaken in practice is to read a worked example - see, for
example, Ann Macaulay’s diabetes prevention work with indigenous ethnic
groups in Canada, described briefly in Section 9.5.

Because action research is both research and action, good action research
must fulfil the criteria for good research outlined on page 50-60 and must also
measure up on more pragmatic and local criteria (e.g. is it acceptable to the
community, does it align with other key priorities and so on). The question of
validity in action research is complex and beyond the scope of this introductory
textbook but has been explored in detail by others.?® The principles of action
research are summarised in Box 3.4.

3.6 Research data - and analysing it

One of the key defining characteristics of research is the presence of a rigorous,
consistent and — usually — reproducible approach to the collection and analysis
of data. It is clearly important to identify which data to collect and how. As we
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Box 3.4 Principles of action research.3¢:37

1 Action research has three key elements: partnership with the research par-
ticipants; a developmental emphasis; and a commitment to both social science
(theory) and social change (implementation in practice).

2 It has dual roots — in professional education and reflective practice, and in
movements for social justice. It is particularly suited to exploring and meeting
the needs of deprived, disempowered and marginalized groups.

3 The strength of action research is its ability to influence the particular situa-
tion being researched while simultaneously generating data that are applicable
to a wider audience.

4 Action research should be judged not merely by the success of the local
project but by the lessons learnt and their transferability to future research
and wider service policy. There may be a tension between developing valid,
generalisable knowledge and addressing local needs.

shall see in the examples in the chapters that follow, not all researchers manage
to achieve this. In quantitative research, the research team must decide at the
outset of the study what to count (or otherwise quantify) and what instru-
ments to use to take the measurements. In qualitative research, the research
team must decide whose experiences, opinions, attitudes or perspectives to
tap into, and what form (tape-recorded accounts, written ‘free text’ responses
to questions, pictures, real-world action) is most appropriate to capture those
things.

Data analysis is an aspect of research where the novice often gets stuck —
and it is also the aspect where the experienced researcher can add most value.
To put it another way, one of the key differences between a novice and an
expert researcher is in the quality of the analysis they can provide. So what is
‘analysis’ in this context?

The online dictionary Encarta offers a number of definitions of the verb
‘analyse’, including ‘to study closely — i.e. to examine something in great detail
in order to understand it better or discover more about it” and ‘to find out what
something is made up of by identifying its constituent parts’. I prefer the first of
these definitions since the latter is somewhat reductionist — that is, it im-
plies that we can understand something better by cutting it up into smaller
parts, studying the parts, and then adding up our findings to understand
the whole. That is sometimes true — but sometimes the understanding of the
whole is greater than the sum of the parts and is best achieved by studying
the whole!

The decision on what data to collect and how the analysis of data will be
undertaken is part of the research design in any research project. In other
words, the researchers’ plan for how they will analyse their data should be
set out in the methods section of the research proposal (and summarised in the
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methods section of the paper). This analysis section should, in general, address
five questions:

1 What is the research question?

2 Whatdataareneeded, and at what level should they be collected (individual,
group, population, etc.)?

3 What is the unit of analysis?

4 What is the method of analysis?

5 What degree of abstraction will the analysis aim for?

In order to explain these terms, let’s consider a research project that aims to
determine the impact of an educational programme intended to increase the
number of GPs and practice nurses who follow evidence-based guidelines for
diabetes care. Let us assume that the research team has developed an educa-
tional intervention to be delivered as a half-day course in the practice where
the GPs and nurses work. Half the practices (the intervention group) will be
randomised to receiving this package plus the diabetes guidelines, and half
(the control group) will just get the guidelines.

The research question is, of course, what the researchers are trying to find
out. It will provide insight into the focus of the study. For example, in the
above scenario the research question might be (A) ‘Do clinicians who receive
education on evidence-based guidelines change their behaviour?’ or it might
be (B) ‘Do the patients of such clinicians have better health outcomes?’ or (C) ‘Is
a GP practice where staff have been trained in evidence-based guidelines more
of a learning organisation [see Section 11.6]?" The focus of research in these
three cases is different. In question (A), the focus is clinical behaviour (such as
the recording and actioning of clinical data); in (B), it is patient outcomes (such
as control of blood pressure or blood glucose levels); and in (C), it is practice
culture.

The data collected in a research study might be at the level of gene (or genetic
make-up), the cell, the organ, the individual, the group or team, the organisa-
tion (e.g. the GP practice) or the institution (e.g. the National Health Service).
In the above examples, questions (A) and (B) require data collected at the level
of the individual (the clinician and the patient, respectively). Question (C),
which addresses the practice, considers, for example, whether it is the kind of
practice where evidence-based decisions are promoted and supported, where
staff are rewarded for making evidence-based decisions and where there is a
training budget for developing staff in this area? Such questions will probably
require many different types of data collected at individual, group, team and
organisational level. Note that when the chosen level of analysis shifts from
the individual to the organisation, the type of data (and how it is analysed)
will also shift.

Note also that there is no universal ‘best’ type of data or level of analysis —
the best data set for any piece of research is the one that is most appropriate to
address the research question, given the focus chosen by the researchers. One
of my biggest bugbears about the human genome project is the assumption
that an analysis at the level of a person’s genetic make-up will answer all the
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questions in health care! It will answer many important questions — but there
are many other questions for which a different level of analysis is needed.

As we shall see in some of the examples in this book (see Section 9.3 for
example), it is perfectly legitimate to collect and analyse data at more than one
level —and indeed, complex phenomena are often best analysed in a multi-level
framework. Incidentally, it is no accident that I have divided the remainder of
this book primarily according to the main level of analysis of the research
presented. I hope this will emphasise that different levels of analysis provide
different (and complementary rather than contradictory) insights into primary
care problems.

The unit of analysis is the key entity that you collect and analyse data on.
If, when writing up research findings, the researcher writes ‘we analysed a
total of X things” — the unit of analysis is ‘the thing’. In question (A) in the
above example, a reasonable unit of analysis will be the individual clinician
("X% of clinicians who received the educational intervention subsequently fol-
lowed the guideline’). In question (B), because patients generally attend more
than one clinician for their diabetes care, the most appropriate unit of anal-
ysis is probably the practice (X% of patients in practices who received the
intervention had good diabetic control, compared to Y% of patients in control
practices’). In question (C), the unit of analysis is also the practice. The choice of
unit of analysis must be made at the time of designing the study since this will
have important implications for the research design (in the above example,
the unit of randomisation will be the practice, not the individual clinician, for
example), and this in turn will have implications for sample size. Incidentally,
another possible unit of analysis for this study could be the clinical decision
(in X% of clinical encounters for diabetes, guidelines were followed).

Questions (B) and (C) aboveillustrate the principle that data generated at one
level in a research study can inform an analysis at a different level. In question
(B), for example, individual patient data on diabetes control can contribute
to the analysis of the performance of the practice in controlling diabetes in
its practice population. In question (C), individual semi-structured interviews
with clinicians, field notes from observation of team meetings and aggregated
data from patient satisfaction questionnaires can also contribute to a case study
of practice culture.

A typical unit of analysis for a qualitative study might be the individual
semi-structured interview. But other units of analysis might be appropriate —
for example, if the qualitative study was collecting stories about clinical in-
cidents, the unit of analysis might be the story. If one interviewee told three
stories during the course of a single interview, each of these would be analysed
as a separate unit. Other units of analysis in qualitative research include the
interpersonal interaction, the social situation, the referral, the handover and
SO on.

The method of analysis is the technique used by the researchers to analyse
their data. Poor quantitative research is often characterised by indiscriminate
lists of figures without rigorous statistical analysis (as in 25% of patients got
better’). It is almost always the case that quantitative data do not stand on
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their own, but need to be analysed using the appropriate statistical test (see
Martin Bland’s book for an excellent introduction to this®). At the very least,
differences between two samples — before and after an intervention, or be-
tween an intervention group and a control group — must be shown to be both
clinically significant (i.e. big enough to mean something to the patient) and
statistically significant (i.e. big enough so that it is unlikely that the difference
arose by chance). But ‘statistically significant’ findings might have arisen by
chance, especially in small studies, and a study in which this has happened
is more likely to have been written up and published, so ‘significant’ findings
still need to be interpreted in context. Just as different statistical techniques
are appropriate for different types of quantitative data, so there are different
methods of qualitative analysis that are more or less appropriate for differ-
ent qualitative data. The detail of how to analyse qualitative data is beyond
the scope of this book, but I strongly recommend Cathy Pope and colleagues’
introductory article on this topic.*

Figure 3.8 illustrates the final key dimension to be considered in data analy-
sis, particularly qualitative analysis — the degree of abstraction involved. Quali-
tative data are virtually worthless if all the researcher has doneis listed ‘themes’
(as in “participants interviewed in this study talked about the following six
things . ..") or cherry-picked a few interesting quotes. One very useful approach
to qualitative data analysis in healthcare research is thematic content analysis.*!
In this technique, the researcher reads the texts (interview transcripts, field
notes and so on) and assigns preliminary descriptive categories (e.g. ‘comments
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Figure 3.8 Analysis of qualitative data: from data management to theory-driven explanations.
(Adapted from Ritchie and Lewis*°).
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on the physical surroundings of the clinic’, ‘comments on what the doctor said
to them’, ‘comments on how they felt about the diagnosis’). After this first cod-
ing has been completed, researchers discuss amongst themselves and refer to
relevant literature to develop some preliminary theoretical categories based on a
pre-existing (or, more rarely, newly developed) explanatory model of what is
happening. Typical theoretical categories might be, for example, ‘patient cen-
tredness’ (see Section 6.5) ‘stage of change’ (see Section 4.3), ‘self-efficacy’ (see
Section 2.8), ‘transference’ (see Section 6.3) and so on. These preliminary theo-
retical categories are typically refined through discussion amongst the research
team and/or by presenting the preliminary analysis to the people who pro-
vided the data (e.g. patients). For more on thematic analysis, see the excellent
book on qualitative research by Green and Thorogood.*!

Another common (and generally very respectable) method for analysing
qualitative data is the ‘framework” approach. This has considerable overlap
with thematic analysis (some would say it can be thought of as an optional
stage within thematic analysis, though not all researchers are agreed on this).
Its particular characteristic is the use of a matrix (e.g. an Excel spreadsheet) to
help sort out the data and compare themes across different units. Down the
rows of the matrix are listed the units (e.g. ‘Participant 1’, ‘Participant 2, etc., or
"Focus Group 1/, ‘Focus Group 2/, etc.). Along the columns are listed the main
emerging themes (e.g. ‘comments on what the doctor said’). The framework
approach, developed by Ritchie and Spencer, is often used by people who
are new to qualitative research, who find it provides a helpful structure and
starting point for ‘taming’ a vast and amorphous set of data.> But of course,
a framework analysis is only as good as the themes and categories allocated
to the columns and the researchers’ ability to interpret the text appropriately
within these themes and categories. In the end, there is always an element
of interpretation in any qualitative analysis which takes the researcher from
simply making an observation (‘he stood up, leaned over and spoke loudly to
her’) to assigning a meaning to the observation (‘he was trying to intimidate
her’) — and therein lies the challenge of qualitative data analysis. For more on
this topic, and certainly if you plan to undertake a qualitative study yourself,
I once again recommend Green and Thorogood'’s textbook.*!

3.7 Critical appraisal of published research papers

AsThave emphasised already, this is not a book on how to do critical appraisal
(I have written a different book on that?). This section is intended to outline
the very basics of how to approach any published paper describing research
relevant to primary health care.

Critical appraisal means reading a research paper carefully, using a struc-
tured checklist to help address two key questions:
 Can I trust this paper?
e Is it relevant to the question I need to answer and the patient(s) I plan to
treat?
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What clinical question do | seek Question What research question did the
to answer by reading this paper? authors of this paper address?
A A4
What broad category of patient Population What population was the study
does my question refer to? sample drawn from?
What is the most appropriate Study design What research design did the
research design for my question? authors of this paper use?

\ /

Is there sufficient overlap to make this paper relevant and
potentially valid for the problem | am addressing?

Quantitative Qualitative
studies studies

Were the design and methods
appropriate to explore the question?

Were the methods used sensible and

appropriate for testing the researchers' Internal validity

hypothesis? Have any instruments and Did the data provide a ‘rich picture’ of
scales used been formally validated the problem? Were appropriate
against a gold standard? methods of data collection used?
A
Were enough participants studied for ) Were enough of a wide range of
long enough, and was follow-up Sa‘mple size participants studied to enable all key
complete enough, to ensure (‘power’) issues to be explored adequately?

reliability of the results?

¢ A4

To what extent did the authors protect Have the researchers critically
against bias (by choice of study examined their roles and the potential
design, concealment of allocation, Bias and biases and influences they bring?
and blind assessment of outcome)? confounding Were appropriate methods of analysis
Have all potential confounding chogen and appllgd F'9°f°“s'y and
factors been considered? reflexively? Were findings fed back to
_ participants for respondent validation?

< v
What was the magnitude (e.g. number What are the key findings, and do they
needed to treat, sensitivity, cost-benefit make sense in terms of the research
ratio) and precision (confidence interval) Clinical question? What are the implications
of the estimates, and are any bottom line of these findings for clinical practice,
differences clinically important? policy and further research?

External validity

Are the conclusions justified by the findings? In particular, have the authors taken into account the context
and protected resources of the research study and given a reasonable estimate of the transferability of
their findings beyond this setting? If so, how (if at all) should practice and policy here change?

Figure 3.9 Flowchart for critical appraisal of a research paper.

Figure 3.9 presents a flowchart for evaluating the quality and relevance of
published studies. This chart can be applied to both quantitative and qualita-
tive papers, since the underlying question sequence is similar (though it is not
so relevant to action research). For both types of research, the two main issues
that determine whether a published paper is trustworthy are bias and internal
validity.
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Bias can be defined as ‘any factor arising from the design and conduct of a study
that skews the data in one particular direction, either away from or towards the “true”
value that is being estimated’. Examples of bias in quantitative research include
selection bias (e.g. when sicker participants are allocated to active treatment
and less sick ones to placebo); observer bias (when an assessor knows that
a participant had the ‘real” procedure or active drug and subconsciously as-
sesses improvement as greater than it really is); withdrawal bias (when a high
proportion of participants withdraw from study before it is completed, es-
pecially if they differ systematically from those who continue); measurement
bias (caused by systematic errors in instruments used to assess outcomes); and
publication bias (authors and editors keener to publish ‘positive’ results). One
of the commonest forms of bias is confounding, or ‘left out variable bias’ in
which the relationship between two measured variables (such as smoking and
heart disease) is mediated via a third, unmeasured variable (such as social
class).

In qualitative research, the term ‘bias’ is not generally used but it is widely
recognised that the identity and background of the researcher, the selection
of the sample, the context of the interview or other data collection and the
selection of theoretical perspective to drive the analysis will all have a bearing
on the findings. A different interviewer, seeking the same information but in
a different context and from participants recruited in different circumstances,
will find something different. There is no way of eliminating such influences
since thereis never a ‘view from nowhere’, but both researchers and the readers
of published research must take account of these influences when they interpret
the findings. Terms like ‘researcher influence’ or ‘study context’ often give a
clue to how the findings may have been influenced.

Internal validity is the relevance of the actual measures used — either equip-
ment (e.g. sphygmomanometers), questionnaire scales (e.g. the SF-36 as a mea-
sure of overall health status*®), or the various techniques adopted by the qual-
itative researcher to develop a ‘rich picture’ of a problem — to the aspects of
health or illness that the researchers claimed they wanted to measure. Poor in-
ternal validity arises when the measurements used do not accurately measure
(or are irrelevant to) the outcomes and exposures of interest. One of the most
widely cited examples of poor internal validity is the gap between what GPs
say they do and what they actually do in clinical practice — which means that
sending GPs a questionnaire asking how they treat condition X is not a valid
way of establishing what goes on.*

External validity is another term for relevance. The findings of a study
undertaken in another country, another region or even a general practice
down the road may not be directly transferable to one’s own practice. Fig-
ures for the prevalence of teenage pregnancy, or insights about why teenagers
do not attend family planning clinics, in Epsom (an affluent middle class
UK town with a stable, mainly white population) may not be transferable
to Hackney (an inner London district with a highly mobile population and
diverse ethnicity).
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Much of the remainder of this book comprises worked examples of clinical
and organisational issues in primary care in which I present my own critical
appraisal of key research evidence. A more detailed discussion of bias, con-
founding and validity, as well as a full set of critical appraisal checklists can
be found in specialised EBM textbooks.>4

3.8 Systematic review

I'have covered systematic review in detail elsewhere?; in this brief section I will
do no more than introduce the principle. A systematic review is an overview
and summary of primary studies (i.e. of papers reporting the kind of empirical
research described in Sections 3.2-3.6) that has two key characteristics: (a) it
contains a statement of objectives and methods; and (b) it has been conducted
according to an explicit, transparent and reproducible method. In other words,
a systematic review is an essay about a topic area in which the author has been
systematic about what to include and how to assess the value and relevance
of each study.

The most widely cited, and, for many research questions, the best qual-
ity systematic reviews have been undertaken according to the strict protocols
of the International Cochrane Collaboration, a community of scholars com-
mitted to producing a database of summaries of biomedical research and
focusing predominantly (though not exclusively) on meta-analyses (statisti-
cal summaries) of randomised controlled trials.* The mainstream Cochrane
Collaboration takes an explicitly logico-deductive perspective on the nature
of knowledge (see Section 2.7 and Table 2.2, page 47), defining quality in
terms of objectivity and political neutrality of the researcher, the volume
and robustness of quantitative data, the use of deductive methods to ar-
rive at summary statistics and conclusions, the accuracy and precision of
measures (such as the ‘point estimate of effect’ and the confidence inter-
val surrounding it in a meta-analysis — see Figure 3.10) and the general-
isability of the findings. There are fringe groupings within the Cochrane
community who deviate from this general approach, but let’s not muddy
the waters too much. The Cochrane library (see http://www.cochrane.org/)
is a superb resource of up-to-date summaries of quantitative research, in-
cluding close on half a million clinical trials and around 5000 systematic
reviews.

If you are interested in doing a Cochrane review yourself, you should first
go on a course to learn the skills of focusing and refining your research ques-
tion, searching electronic databases, critical appraisal of research papers (see
Section 3.7) and the use of statistical software packages to produce the math-
ematical estimates illustrated in Figure 3.10. In the figure, studies A, B and C
are all small or medium-sized randomised controlled trials which, although
they favour the intervention, have produced estimates of impact that cross the
line of no effect (i.e. they are compatible with the conclusion that there is no
difference between intervention and control). The meta-analysis produces a
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Figure 3.10 Diagrammatic representation of a meta-analysis.

statistical summary of the findings from all three trials with a narrower confi-
dence interval that shows clear benefit from the intervention.

Cochrane reviews, and in particular meta-analyses of randomised con-
trolled trials, have transformed knowledge management in healthcare.”” The
Cochrane library is almost always the best place to start, for example, if you
are looking to summarise the evidence of effectiveness of treatment for a
particular condition. But the Cochrane approach has its limitations if your
goal is not to produce an objective and generalisable summary of quanti-
tative evidence on a focused clinical question but to illuminate a complex
topic area and summarise what are often disparate and heterogeneous qual-
itative studies, all of which have looked at the problem in a slightly different
way.

Whilst the Cochrane Collaboration does have a qualitative methods group,
there is also considerable work being done by other academic teams to develop
methods for summarising and synthesising qualitative research that align with
an interpretive perspective on knowledge (see Table 2.2, page 47) —i.e. which
aim to achieve interpretation and understanding of an issue rather than ac-
curate measurement of an effect of an intervention, and which are more con-
cerned with informing specific local decisions than producing findings that are
widely generalisable. Given that any text can generate multiple interpretations,
it is inherent to interpretive synthesis that its outputs are not as precise and
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reproducible as the synthesis of quantitative data, and this may be nobad thing.
If you would like to explore qualitative (and mixed qualitative and quantita-
tive) systematic review further, see the paper by Nick Mays’ team on combin-
ing evidence for management and policymaking®¥; my own team’s work on
meta-narrative review®’; and Ray Pawson’s realist review.”® Mary Dixon-
Woods has summarised a number of other methods in an excellent article.”!
All these approaches have more similarities than differences, in that they see
systematic review as an interpretive (and fundamentally inductive) exercise
rather than (purely) an exercise in measurement and deduction.

It is not always the case that a paper calling itself a systematic review
is more reliable and rigorous than a paper describing a single empirical
study. Flaws occur in systematic review just as they do in any research.
In this book, I have drawn on systematic reviews in a number of places,
including Section 4.3 on lifestyle choices, Section 4.4 on self-management
of chronic illness, Section 5.2 when I discuss clinical decision tools and
Section 5.5 when I consider intervention studies to encourage clinicians to
follow guidelines.

3.9 Multi-level approaches to primary care problems

Having spent a substantial fraction of this book so far persuading you to be
clear about the underpinning discipline and underlying theory which you
are using to explain your observations or inform the design of an interven-
tion, and about your research method and unit and level of analysis (see
Section 3.7), I am now going to offer you examples of approaches that incor-
porate multiple theories and which also require multiple methods, multiple
units of analysis and multiple levels of analysis. As a primary care practi-
tioner, you are probably already well aware that a typical problem in your
clinical practice might be addressed on a number of levels, and that the most
effective intervention is likely to address more than one level. Multi-level the-
ories are becoming very popular in epidemiological research following the
failure of simple interventions in research studies. Here, I briefly introduce
one multi-level theory to illustrate the power of the approach: Stokols’ social
ecology theory.

Social ecology theory, which has been widely used in studies of health pro-
motion in primary care, was developed by (among others) David Stokols.>? The
term ‘ecology’ refers to ‘the study of the relationship between organisms and their
environments’.>> The theory includes an emphasis on biological processes, phys-
ical health, geographical space, psychological aspects of behaviour choices,
individual identity and the wider social, institutional and cultural contexts
of people-environment relations. It has close parallels with general systems
theory and complexity theory, both of which use ‘ecological” metaphors to
describe the dynamic interrelationship of multiple variables at multiple lev-
els (and the need for empirical and analytic methods that can embrace this
complexity).
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According to Stokols, social ecology theory is built on four principles:

o Multiple facets: multiple aspects of the individual (such as genetic predispo-
sition and psychological traits), the physical environment (such as geography,
architecture and technology) and the social environment (such as social
networks) interact dynamically to produce an overall effect on individual
behaviour. Examples of such multiple dimensions include physical health sta-
tus, emotional well-being, social cohesion, development maturation. Human
experience and behaviour in the real world cannot be meaningfully studied in
terms of any one of these influences alone.

* Multiple dimensions: Environments may be characterised in terms of a num-
ber of dimensions such as: (a) physical and social features, (b) objective (actual)
or subjective (perceived) qualities of these and (c) scale or immediacy to indi-
viduals and groups. Emotional well-being, for example, may be influenced not
just by the physical aspects of people’s environment but also by the perceived
predictability, controllability, novelty and symbolic values of this environment.
o Interdependence: People influence their environment, which in turn influences
the people who live there. The key to understanding transactions between
people and their environments is grasping the recurrent (and often complex)
cycles of mutual influence that occur.

* Non-linearity: Using a concept from general systems theory, the social eco-
logical system contains multiple (positive and negative) feedback loops, which
means that sometimes, small things can have big effects and vice versa. The
effectiveness of an intervention directed at the health of a community can be
increased substantially through the coordination of individuals and groups
acting at different levels. Because of this, social ecological research generally
requires diverse methods and multiple levels of analysis.

An important principle of social ecology theory, known as differential dy-
namic interplay, is that environmental factors may affect different people dif-
ferently depending on such factors as personality, health practices, perceptions
of the controllability of the environment and financial resources. Stokols pro-
posed that the level of congruence (or compatibility) between people and their
surroundings is an important predictor of well-being.

Because of its explicit inclusion of multiple perspectives (psychology,
sociology, social geography, social epidemiology), social ecology theory is
inherently interdisciplinary and requires the integration of multiple levels of
intervention and analysis (e.g. ‘macro’ level preventive strategies at the level of
fiscal policy and public health, as well as “‘micro’level individual interventions
in primary care). The approach is, as might be expected, methodologically di-
verse, including epidemiological surveys, environmental recordings, physical
examinations, questionnaires and behavioural observations. In Section 8.4.3, I
describe an adaptation of social ecology theory — Glass and McAtee’s ‘stream
of causation’ theory — in relation to a discussion on the social determinants of
health. In Section 5.4, I discuss another important multi-level theory, Engel’s
biopsychosocial model of illness, which underpins the patient centred clinical
method.
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CHAPTER 4

The person who is ill

Summary points

1 This chapter uses examples of five topics relating to individual illness and
health-related behaviour to illustrate how an academic perspective can illumi-
nate the problem and suggest possible ways of addressing it.

2 The sick role is a sociological concept about what an ill person is expected to
do and what society is expected to do for them. Parsons’ widely cited theory
of the sick role, developed in the 1950s and based on a passive patient and
paternalistic doctor, has been replaced by more contemporary theories that
emphasise the need for the chronically sick to play an active part in society
and for society to make efforts to accept them.

3 The illness narrative is a concept derived from literary theory in which
an individual constructs a story with characters (heroes, villains, passive by-
standers), trouble (the illness) and a particular plot (restitution, quest, chaos).
The choice of literary devices (comedy, irony, metaphor and so on) can provide
insights into the narrator’s perception of what has caused the illness and what
is needed to resolve, manage or cope with it.

4 People’s health-related behaviour choices (diet, smoking, drug use, exercise
and so on) may be considered using one of a number of psychological theories
such as the stages of change theory or the theory of reasoned action. These the-
ories, which assume rational and reasonably stable beliefs and attitudes, have
been used extensively in the design and testing of interventions to help patients
make healthy lifestyle choices. They have also been extensively criticised.

5 ‘Self-management’is a popular concept thatis currently driving health policy
in the UK and North America towards a more active role of patients in manag-
ing their own chronic illness. But the pragmatic term ‘self-management’ raises
more academic questions about the meaning of the terms ‘self’ and ‘manage-
ment’. The extensive research literature is inconsistent in how these terms are
defined and used, which has led to a large, heterogeneous and somewhat con-
fusing array of clinical trials in this area. A theory-driven approach can help
disentangle this literature and draw some conclusions for practice.

6 Low health literacy limits the ability of many individuals to participate ac-
tively in their own health care. Because of this, strategies based on information,
empowerment and promotion of self-care are likely to have a differential im-
pact on the articulate and well-educated middle classes than on disadvantaged

(Continued)
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(Summary points continued)

and socially excluded groups. Health literacy is generally researched as a
biomedical notion of the ability to gain and use knowledge, but a more radi-
cal framing that includes ‘critical consciousness’ offers additional avenues for

future research.

4.1 The sick role

This chapter is not intended to tell you everything you need to know about the
person who is ill. In this chapter, as in all the remaining chapters in this book, I
have selected a particular level of analysis (in this chapter, the individual) and
offered various worked examples (such as ‘self-management’, ‘understanding
risk’ and ‘behaviour change’) to illustrate how an academic perspective
(see Section 1.2) and the judicious application of the concepts and theories
represented in different disciplines (the ‘ologies” — see Chapter 2) can enrich
our understanding of primary care problems and suggest practical solutions.
Because of the breadth of topics covered in this book, I have been unable to
consider all possible themes that might have a bearing on the study of the
person who is ill, for which you will have to consult the many other books
and papers available on this topic. Note also that it is inherent to the nature
of primary care problems that they are multifaceted and could legitimately be
viewed through a number of different theoretical lenses. The perspectives on
the individual set out below, and the perspectives on other levels of analysis
set out in the chapters that follow, are not the only (or necessarily the most
appropriate) ones for any particular problem. But they will, I hope, set you
thinking.

Strictly speaking, the title of this chapter should be ‘The person who is ill,
believes themselves to be ill, or might become ill'. As any medical student
knows, disease is defined as the formal, ‘objective” diagnosis assigned by a
doctor or other health professional, whereas illness is the subjective experience
of being unwell and the associated change in social role. This section considers
the individual who is (or is behaving) ‘ill’, and how the meaning of ‘being
ill’ has changed as both society and the nature of disease have changed over
time.

British sociologist Talcott Parsons developed his classic theory of the sick
role (summarised in Table 4.1) in the 1950s.! In this theory, which has been
widely cited and is still taught in British schools, doctors and patients were
seen to exist in an ‘exchange’ relationship. The patients were excused from
social duties (work, family obligations) and exempt from some self-care tasks;
they were required to put their trust in professionals and relinquish an ele-
ment of self-determination. The doctor, in turn, provided a professional level
of care, assured confidentiality and was accorded high social status. A less
well-known element of Parsons” work (published later and after criticism of
his early work) was a revised concept of the sick role for chronic conditions,
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Table 4.1 The sick role as originally proposed by Talcott Parsons.’

Patient

Doctor

Social obligations

Rights

Social obligations

Rights

Want to get well

Seek and follow
medical advice

Regarded as in
need of
professional care

Allowed to (and may
be expected to) shed
normal activities and
responsibilities
(employment,
household tasks)

Be highly trained, technically
competent and skilful

Apply specialist knowledge
and skill to the problems of
illness (including legitimating
a person’s claim to the sick
role)

May examine patients
physically and
enquire into intimate
areas of physical and
personal life

Granted considerable
autonomy in

and unable to get
well solely by his
or her own

decisions and will

) professional practice
Act for welfare of patient and

community rather than for
self-interest, desire for
money, advancement etc.

Occupies position of
authority in relation to
the patient

Be objective and emotionally
detached (e.g. should not
judge patients’ behaviour in
terms of own value system
or become emotionally
involved with them)

Be guided by rules of
professional practice

in which continuing to function socially and economically was an important
aspect of the ‘sick’ person’s identity and in which the person often developed
considerable expertise in his or her condition.

Subsequent sociologists have introduced a number of modifications to
Parsons’ original sick role to reflect new social roles and expectations (e.g.
people often live very active lives with chronic illness, and a ‘civilised” so-
ciety is now expected to accommodate the sick or disabled individual). One
notion, derived from symbolic interactionism (see Section 4.4), is the concept
of ‘self’ developed by Erving Goffman.? Goffman reframed the notion of ‘the
self’ from something internal to the individual to something that is actively
presented and enacted to the external world, especially in our interactions
with other people. The way we dress, our body language, our gestures and
expressions, our leisure activities, the books we read and so on are all chosen
partly to fit in with the sort of person we want others to believe we are — and,
in presenting ourselves in a particular way, we become that person. Goffman
used the term ‘body idiom’ to denote the sum total of artefacts and actions by
which others may classify, label and judge us. The presentation of the self is
a continuous and dynamic process that occurs in all our public (and private)
interactions. It plays a crucial role in creating, maintaining and developing
our identity.
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Table 4.2 Trajectory model of chronic illness.

PHASE 1: Pre-trajectory ~ Before onset of symptoms: opportunity for prevention

PHASE 2: Onset (crisis) Appearance of first symptoms and formal diagnosis of chronic illness
poses a threat to social identity

PHASE 3: Acute Onset may precipitate a period of iliness that requires active
intervention to control disease progression and prevent
complications — often in an inpatient setting

PHASE 4: Stable If interventions effective, a period of stability follows, requiring varying
degrees of intervention to maintain individual health — usually in an
outpatient setting

PHASE 5: Unstable A series of challenges to recovery eventually ensues, which each
requires reappraisal and adaptation of interventions to promote
coping and stability

PHASE 6: Downward Responses to challenges to recovery become increasingly
unsuccessful
PHASE 7: Dying Patient’s condition becomes terminal

Adapted from Strauss® and Woog.®

Illness can be seen as interfering with this effort to ‘present’ the self, because
physical or mental imperfections will (to a greater or lesser extent, depending
on social norms and prejudices) classify the individual as ‘spoiled’. Goffman’s
book Stigma: Notes on the Management of Spoiled Identity, published in 1963, is
one of the all-time classic textbooks of medical sociology.* It exhibits the endur-
ing characteristics of a good theory in that it can be applied to contemporary
diseases such as AIDS® or chronic fatigue syndrome® as well as to those (such
as epilepsy) for which Goffman originally developed it.*’

Related to the notion of the ‘spoiled self” is the idea of chronic illness as
biography — that is an integral part of the life story. In the 1970s, Strauss
developed a ‘trajectory’ theory of chronic illness (what we might today call
‘the illness journey’), summarised in Table 4.2.* He emphasised the social
as well as medical elements of chronic illness, including family stress, role
disruption, economic loss and stigmatisation.8 Along with Corbin, Strauss
extended his theory in the 1980s to identify three lines of ‘work’ which the sick

*See also Figure 10.1, page 249, which is the model of chronic disease used in contemporary
approaches to chronic disease management. Note the important difference in Strauss’s
original theory: the trajectory of illness (a sociological construct that emphasises the sick role
and how the person is accepted and looked after by society) rather than the course of
chronic disease (a biomedical construct that emphasises the progression of pathological
processes and deterioration of the body), though of course each of these constructs
embraces an element of the other.



94 Chapter 4

person was faced with: ‘illness work’ (symptom control, crisis management,
medication management), ‘everyday life work’ (employment, housework,
childcare) and ‘biographical work’ (reconstruction of personal identity) —
about which more in the next section.!”

Michael Bury linked Parsons’ concept of the sick role to that of the unfolding
illness biography. He undertook studies of arthritis patients and identified
three critical dimensions of what had previously been called the sick role: (a)
coping with the effects of the illness and maintaining a sense of self-worth, (b)
strategy (the actions taken to mitigate the effects of the illness) and (c) style
(the way a person responds to the illness and treatment regimen — e.g. by
social withdrawal).!!"12 All these dimensions are negotiated and shaped with
reference to the family, friends, health professionals and others, but (as Bury
and many others demonstrated, and as I explore in Chapter 7) the family is an
especially important influence.

These classic theories of the sick role, stigma and illness biography underpin
some important contemporary models of primary health care — notably the
work on self-management of chronic disease, which is discussed in detail in
Section 4.4.

4.2 The illness narrative

Arthur Frank, a professor of sociology who has written movingly about his
own serious illnesses,'® has suggested that literary theory (see Section 2.6) is
a key lens through which to analyse patients” accounts of illness. Illness, he
suggests, is an enacted story with characters, a plot and ‘trouble’. He divides
illness narratives into four broad genres:
e Restitution (the doctor-hero accurately diagnoses and treats theillness and /or
the patient-hero successfully navigates a complex system of care to achieve the
desired cure);
¢ Tragedy (the doctor-hero does his or her best but the patient nevertheless
succumbs — or, perhaps, the patient-hero struggles unsuccessfully to survive
and be heard in the face of medical incompetence or insensitivity);
* Quest (the patient-hero embarks on a journey to find meaning and purpose
in his or her incurable illness);
e Chaos (the story is incoherent, unsatisfying and does not make sense).'®
The transcript of the consultation in Box 4.1 (which is adapted from a real
encounter with “fictionalised” health problems to protect confidentiality)' in-
cludes a moving narrative by this elderly gentleman about the death of his
son. I will not go into details about the clinical aspects of this consultation, but
the wider life narrative is especially powerful. My patient’s recounting of his
painful story in the privacy of the consulting room, in a voice that was barely
above a whisper, fits Aristotle’s famous definition of tragedy: “An action that is
serious, complete, and of a certain magnitude; in language embellished with
artistic ornament. [...] with incidents arousing pity and fear, wherewith to

accomplish catharsis of the emotions’.!®
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Box 4.1 A GP-patient consultation.

TG

JB
TG
JB
TG

JB
TG

JB
TG

JB
TG

JB

TG
JB

TG

JB
TG
JB
TG
JB

Hi, do come in Mr Brown.

[he enters slowly, and takes time to sit himself down]

[remains silent]

Chronic bronchitis check, isn’t it? How’ve you been?

Mmm

[there is silence for a while, while GP scrolls down the computer template for
asthma check]

Ah, Sandra’s done most things and entered all the data. Looks like she’s
done all the checks and I just have to listen to your chest. Your peak flow
rate’s not too bad this time — that’s a measure of your lung function. Need
to keep a close eye on that. Symptoms —still coughing sputum most days.
That'’s a pity. Blood tests last month fine. Those tablets aren’t doing you
any harm. Smoking. You're still smoking?

I've told her and I'll tell you. I'm gonna live a short life and a happy one.
Okay. I won't get onto you if that’s how you feel. But you do know what
it does to your lungs?

You said my lungs were OK.

I said they weren’t too bad —but they could be a lot better. And smoking’s
also bad for your heart and your blood vessels. It makes you three times
more likely to have a thrombosis. If you give up smoking your circulation
will improve within 72 hours because once the poison is out of your body
the blood will flow more freely.

So you said last time.

That’s what I'm paid for. To nag you. The point is if your lungs get com-
promised much more, you may end up living a short unhappy life rather
than a short happy one.

[does not react to this. GP notices that he is not engaging in their usual banter,
and makes eye contact, raising her eyebrows as if asking if he’s OK]

Sorry, doc.

I've got to examine your chest. You know you're on a monthly recall all
through the winter for this.

[raising his shirt slowly and rather wearily]

Go on then, doc.

In and out, nice and deep.

[records on computer]

OK. It’s not much worse than last time. Will you tell me if you change
your mind about the smoking?

Yeah

How’s the wife?

Bad

Her legs again?

No
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What then? Just life?

[silence]

[waits]

Go on.

We lost a son.

[surprised]

Oh dear. I'm very sorry to hear that. What happened?

[pulling his chair close in to the doctor’s desk, allowing him to talk in a low voice]
I did come in about it. But there was a locum. A locum in a hurry. You
know.

[consulting paper record]

27th June. Dr McNair. He’s normally very good. He looked in your ear.
There was nothing wrong with my ear.

So he said in the notes.

[both laugh ironically]

That was three days after it happened [...]

Go on.

The wife hasn’t been out since.

I'm not surprised. How old was he?

43

Same age as me.

A good age.

Mmm. What did he do?

Graphic something or other. Had his own flat in Chelsea. Nice flat.

Did he have a family?

No, just the dog. But it was lucky he had the dog [...]

Go on.

He’d had this pain. Polyp or something, they told him. At least that was
what the wife said it was.

What symptoms did he have?

Bellyache, awful bellyache. Spent a long time on the toilet. Came out black
sometimes and he was too weak to get himself back to bed.

Good grief. Why didn’t he go to the doctor?

[wearily]

You tell me. Anyway, he wakes up one day and he’s messed himself, and
he’s real weak and everything, and he can’t get up to phone. And you
know, that dog got out of the window in the kitchen, and he ran down
the street to my son’s friend’s house, and he barked his head off until the
friend came back with him, and the friend broke the door down, and by
then my son was out for the count, but still breathing like, and the friend
called the ambulance and they shipped him off, blue light and all, but
when they got there he was already dead. They put him straight in the
mortuary. [...]

[looks at the doctor and they make eye contact for several seconds]




TG
JB

TG
JB

TG
JB

TG
JB
TG
JB

TG
JB
TG
JB
TG
JB
TG
JB
TG
JB
TG
JB

The person who isill 97

[remains silent, thinking there is probably more to come]

[after a long pause]

He was just in like an old T-shirt. A ripped one. With some picture of a
band on it, that he didn’t even like any more. He'd had it years. And it
was all blood and that on it.

Mmm?

And I'd got this suit like. Too small for me. The wife wanted to give it
to Oxfam but I'd had this feeling for years I should keep it. Really good
quality. Saville Row. Nice dark grey, with like a fleck in it. And a nice shirt
and a tie to go with it. I'd kept them all on a hanger, with the tie rolled up
in the pocket. All ironed and everything. And when I'd identified him, I
came back straight away like, and I got this suit and the tie and all, and I
took it back there and they put it on him. Now wasn't that lucky?

Lucky you'd kept the suit?

Yeah. It was a good suit. Probably the best I've ever had. No, definitely
the best.

Show your respects.

Exactly. And lucky about the dog, being able to get out.

Very lucky. So tell me about your wife.

Nothing to say. She’s at home.

[He pushes his chair back, and makes to put on his jacket]

Do you want me to visit?

No.

Or bring her in?

Maybe.

I need to check your chest again in about a month.

Yeah, OK. I'll come in for that.

Will you bring her?

If she’ll come.

And I'll lay off nagging you about the smoking for a bit.

Doesn’t bother me doc. You got to do your job. Water off a duck’s back.
If you want to see me sooner you come in. OK?

No, I'll be fine. See you after Christmas.

The patient, as far as I know, had had no training in literary theory, but he
managed to engender a lot of emotion in his listener (me) — partly because
the nature of what happened is inherently tragic, but also because of the way
he told the story. The heroic efforts of the dog, for example, are used in this
story as a literary trope to represent that someone cared and tried to help;
something was done; the young man did not die abandoned. The presence of
the dog is described, with heavy irony, as ‘lucky’ (a description that I am asked
to affirm), presumably because the patient subconsciously seeks to achieve a
level of moral order in the story. The efforts of the dog are symbolic of the efforts
my patient would have made himself had he only known he was needed.
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I have, somewhat unusually, chosen a narrative of an acute illness (death
from a bleeding colonic polyp, told from the perspective of a grieving father)
as an example of how a literary perspective may add value in studying how
people cope with illness in themselves and their relatives. More usually, it is
chronic illness that is studied using the tools of narrative analysis. Cancer, for
example, is often presented as a personal tragedy that throws a family into
a reluctant but unstoppable drama. When a patient or carer tells the story
of cancer, the various relatives, friends, nurses, doctors and informal carers
inevitably become characters in the drama — such as heroes, villains, clowns or
bystanders. Acts or omissions of individuals (or the system, or the gods) may
be presented (implicitly or explicitly, and justifiably or otherwise) as having
‘caused’ a particular turn in the story. The person cannot change the situation,
but at least he or she can account for what has happened and key individuals
can be depicted as virtuous (brave, selfless, devoted) and as following the
expected social norms and conventions (e.g. the doctor demonstrated skill and
judgement; the family pulled together).

I have written a separate monograph on how narrative analysis can inform
and enrich the practice of medicine.'® My own interest in narrative lies mainly
with the medical management of physical illness and the ill person’s use of nar-
rative in coping with conditions such as cancer, diabetes, depression and other
chronic conditions. Others, notably John Launer, have taken a more psychody-
namic perspective on the application of narrative theory to illness — especially
the use of narrative-based family therapy in the care of complex distress in
primary care.!”

4.3 Lifestyle choices and ‘changing behaviour’

A few years ago, I was involved in a small project to identify the priori-
ties of doctors, nurses and people with diabetes for diabetes research. We
held a number of focus groups. In their groups, the doctors identified be-
haviour change as one of their top priorities. So did the people with diabetes.
The difference was that in the view of doctors, it was patients” behaviour
that needed to change (e.g. giving up smoking, taking more exercise, losing
weight), whereas the people with diabetes felt that it was doctors’ behaviour
that should change (e.g. talking less, listening more, explaining better)! The
nurses in the focus groups, incidentally, felt that the biggest research prior-
ity was improving communication all round. The other insight I gained from
listening to the people with diabetes was just how offensive they found the
expression ‘behaviour change’! They felt patronised, stereotyped and mis-
understood — especially in relation to complex lifestyle phenomena such as
how to lose weight. Since that experience, I tend to avoid the term ‘chang-
ing behaviour” because it has connotations of Pavolvian dogs being induced
to jump through hoops and ignores the fact that ‘behaviour’ may be em-
bedded in social and political structures that cannot be readily changed (see
Section 8.5).



The person who isill 99

Here’s an example: Wazim Maziak, writing in the British Medical Journal
about the appallingly high prevalence of obesity (70%) and diabetes (24%) in
the Arab world, says,

‘Solutions for such health problems cannot necessarily be imported. For example,
advocating diet and physical activity to combat the epidemic of obesity among women
in Arab societies may be naive. Overwhelmed by having to take care of large households,
and deprived of basic knowledge and power to conceptualise life outside traditional
frameworks, women may be unable to alter their lives’.!3

I believe that the term ‘supporting positive lifestyle choices’ is generally
preferable to ‘changing behaviour’, because it avoids victim blaming and also
because it does not assume that the level of change has to be the individual
(see Section 3.9). Providing women-only swimming sessions for Muslim (and
other) women in local swimming pools, for example, is a different approach to
supporting positive lifestyle choices. It does involve a change in the women’s
behaviour (more of them may now go swimming), but the problem was not the
women’s motivation or intention - it was the cultural appropriateness of the
facilities available. Having voiced my reservations about targeting individual
behaviour, let’s briefly consider the academic basis of some commonly used
behaviour change strategies aimed at patients. Incidentally, taking note of the
patients” perspective set out in the first paragraph, I cover changing health
professionals’ behaviour in Section 5.4.

Prochaska and DiClemente’s widely cited model of behaviour change'
is more popularly known as the ‘transtheoretical model’. I have placed the
word ‘transtheoretical’ in quotation marks because it implies that the model
transcends a number of different theoretical streams. In my own view, it can
be explained largely in terms of mainstream cognitive theory (see Section 2.3).
The core concepts are motivation, behaviour change (the former being seen
as the key to the latter) and the sequential transition between ‘stages’ of moti-
vation. According to the model, an individual faced with a behaviour change
moves back and forth between five stages (Table 4.3): (a) pre-contemplative (in
which they are not even considering the change), (b) contemplative (in which
they are considering the change but not attempting to change), (c) preparation
(in which they are getting ready to make the change), (d) action (in which
they are actively making the change) and (e) maintenance (in which they are
attempting to maintain the change). The model suggests different approaches
to influence and support the patient depending on the stage of change, and the
approaches are oriented to shift the individuals from their current stage to a
higher one.

The stages of change model is used extensively by clinicians and clinical
researchers to try to influence patients’ success in changing their behaviour —
most usually, in giving up unhealthy habits like smoking and excess drink-
ing. The practical application of the model is that instead of giving the same
health advice to everyone, this advice is tailored to the particular individ-
ual’s stage of change. Thus, for example, a person who states that he or she
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Table 4.3 The stages of change model and how to classify someone.

Stage Descriptor Defining question

Pre-contemplative  Not even thinking about Have you thought about change at all in the last
changing 6 months? [Answer: no]

Contemplative Thinking about changing  Have you planned to change between 31 days
ago and 6 months ago? [Answer: yes]

Preparation Making plans to change Have you planned to change in the past 30
days? [Answer: yes]

Action Actively trying to change  Have you actually changed (even for a short
time) in the past 6 months? [Answer: yes]

Maintenance Having achieved the Have you maintained the change for the past 6
change, is trying to months? [Answer: yes]
maintain it

Summarised from Prochaska.?°

has no intention of giving up smoking is simply informed of the dangers
of smoking and told that more help is available if they change their mind;
someone who admits to trying to give up is offered information on the differ-
ent methods of achieving this and offered counselling, pharmacotherapy and
so on.?0

A systematic review of smoking cessation trials, which was helpfully sum-
marised in the British Medical Journal,*! showed that such tailored approaches
work better than ‘one size fits all’ interventions. The stages of change model
helps us understand why a tailored approach might be more successful, and
it also guides the design of new interventions. But the model is not without
controversy. Indeed, critics have described it as a fundamentally flawed model
whose popularity far outweighs its credibility.? For one thing, claims West, the
stages proposed are entirely arbitrary (‘lines in the sand’) which do not have a
firm basis in cognitive psychology. For another, the theory behind the model
assumes that individuals typically make coherent and stable plans —and thus,
atany point in time a person can be confidently classified, for example, as being
in the ‘contemplative’stage as opposed to the ‘action’ stage. Empirical research,
claims West, suggests the opposite — that most people’s plans to quit smoking
are unstable and may change on a daily basis. Finally, the stages of change
model focuses on conscious, rational decision making whereas smoking (and
other addictive behaviour) is often justified by recourse to non-rational expla-
nations and hence may be relatively resistant to a rational treatment model.?®
Nevertheless, Prochaska and DiClemente’s model is one of the most widely
used in empirical research on patient behaviour change, so it’s certainly worth
knowing about.
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The stages of change model was recently tested against conventional ad-
vice in a clinical trial>* We all know that eating several portions a day of
fresh fruit and vegetables improves long-term health. But as clinicians we
often feel that eating fresh food is a ‘lifestyle’ that some people (especially
those from low-income families) choose not to follow. Clinicians are rightly
cynical about dishing out lifestyle advice since it is increasingly evident that
patients do not ‘obey’ the doctor, nurse or pharmacist — they make their own
choices that may or may not be influenced by what the professionals say.
This trial was a randomised design in which people from low-income groups
were randomised to receive behavioural counselling based on the stages of
change model or standard nutritional advice. Although both groups improved
their intake of fruit and vegetables, the ‘stages of change’ group improved
significantly more than the control group — a finding which suggests that
the model has practical value, even though purists can find fault with its
theoretical basis.

Another theory that primary care researchers increasingly draw upon in
relation to behaviour change is the theory of reasoned action. Developed in
the 1970s by Ajzen and Fishbein,® this theory has a number of core concepts:
norms, attitudes, values and intention. The theory states that a particular be-
haviour is determined most immediately by the person’s intention to behave
in that way. Intention to behave is in turn determined by (a) subjective norms
(beliefs about what behaviour is expected by significant others, and motivation
to comply with these expectations); (b) attitudes towards the behaviour (based
on beliefs about, and evaluation of, the likely consequences of that behaviour)
and (c) the relative importance to the individual of norms versus attitudes.
The theory of reasoned action was later extended to include non-voluntary
behaviour (i.e. behaviour over which the individuals do not have complete
control), and renamed the theory of planned behaviour.?

An example of how the theory of planned behaviour helps explain patients’
health choices and inform primary care interventions is a study by Conner
et al. on why women use dietary supplements.”’” Users of such supplements
were significantly more likely to have positive attitudes about supplements,
and to believe that the supplements would keep them healthy and stop them
from getting ill. Takers of the supplements also believed that this behaviour
was a norm (i.e. an expected and accepted behaviour) within their own social
group. The implication of this theory in relation to reducing unnecessary (and
potentially harmful) supplement use in certain groups includes the possibility
of developing interventions to change attitudes towards as well as simply
knowledge about such supplements, and of challenging prevailing norms in
certain subgroups. Again, the theory is useful only to the extent that it explains
the findings of research and helps us in developing new hypotheses to test. The
theory of reasoned action has been used to develop targeted, theory-driven
interventions aimed at reducing marijuana smoking?® and increasing positive
behaviours such as brushing teeth,? the use of condoms by high-risk drug
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addicts in sexual encounters®® and patients’ compliance with prescribed
medication.’!

Ogden has offered an incisive critique of the theory of reasoned action (and
other theories in what is known as the ‘social cognition’ school).?? First, such
theories do not enable the generation of hypotheses because their constructs
are not sufficiently specific to allow them to be tested. Second, their central
tenet is often a near-circular argument (the fact that a person who intends
to smoke is more likely to smoke than someone who doesn’t intend to may
be true — but it is true by definition, so it’s not saying much!). Finally, ques-
tionnaires and other instruments designed to assess what people plan to do
may influence those plans rather than being an unbiased measure of them.
If you feel swayed by these arguments, you should also look up Ajzen and
Fishbein'’s spirited response.>* As with all theories, this one is useful for il-
luminating reality, but it is not a short cut to any simple truths. The quote
from Maziak, earlier in this chapter, reminds us that there are other levels
of intervention, and other theories about how interventions work, that may
prove more fit for purpose in promoting behaviour change for positive health
outcomes.

4.4 Self-management

Self-management is a popular concept in the UK and North America. Govern-
ment policy in the UK seeks explicitly to promote self-management of chronic
conditions from arthritis to depression by what are officially known as ‘expert
patients’.3** The idea behind self-management (i.e. the notion that patients
managing their own illness is a ‘good thing’) is worth studying, not merely
as a contemporary policy theme in its own right, but also as an example of
how a combination of different academic perspectives can help us build a rich
picture of a complex and controversial subject area. This topic provides a good
worked example of how systematic reviews (see Section 3.8) can provide useful
summaries of a complex topic area but how such reviews often produce find-
ings whose meaning is contested and lack an obvious ‘evidence-based plan of
action’ for practice and policy.

Scholars from different academic disciplines have conceptualised and ex-
plained self-management differently, based largely on fundamentally different
notions of the self (a ‘cognitive self’ capable of learning and executing a set of
self-management tasks; a ‘behaviourist self’ whose performance in these tasks
might be shaped by a system of rewards and punishments; or Goffman’s ‘so-
ciological self’, described in Section 4.1, who exists in a complex social context
and unfolding life narrative) and of ‘disease management’ (e.g. obeying the
doctor or building a meaningful life).

Given the diversity of academic perspectives underpinning research and
practice in the field of self-management, it is not surprising that there is no
universally agreed definition of the term. Some authors define it from a strictly
biomedical perspective that emphasises the completion of disease-oriented
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tasks by the patient:

‘active participation in self monitoring (of symptoms or disease processes), decision
making (in relation to the disease or its impact), or both’ 3

Others take a more holistic view — for example,

‘the individual’s ability to manage the symptoms, treatment, physical and psychoso-
cial consequences and life style changes inherent in living with a chronic condition.
Efficacious self-management encompasses ability to monitor one’s condition and to
effect the cognitive, behavioural and emotional responses necessary to maintain a sat-
isfactory quality of life. Thus, a dynamic and continuous process of self-regulation is
established’ ¥

The British government’s perspective on self-management seems to fall mid-
way between a narrowly biomedical view (health-enhancing ‘behaviours’) and
a broader psychosocial one (actions to promote wellness and well-being):

‘the actions individuals and carers take for themselves, their children, their families
and others to stay fit and maintain good physical and mental health; meet social and
psychological needs; prevent illness or accidents; care for minor ailments and long
term conditions; and maintain health and wellbeing after an acute illness or discharge
from hospital’ 38

In the field of epidemiology, numerous self-management programmes have
been developed and tested, either in randomised controlled trials or using
less robust study designs. Most such programmes are predicated to a greater
or lesser extent on a biomedical model (Section 2.1) — that is, the individual
receives training with a view to gaining the skills, motivation and confidence to
undertake aspects of his or her medical care that were traditionally the province
of health professionals, thereby gaining more control over the illness and its
management, achieving greater well-being and (perhaps) freeing up public-
sector health and social care services for other use. Four systematic reviews,
described below, have each taken a slightly different approach to selection
and analysis of empirical studies. A more recent review by the Picker Institute
considers the implications for policy.®’

Barlow and colleagues reviewed 145 trials of self-management interven-
tions.?” Of these, around half were randomised trials. The authors developed
a provisional taxonomy based on the nature of the intervention, place (hospi-
tal, GP, home), group versus individual, disease, age of participants and so on.
They commented that the interventions were highly heterogeneous in terms of
the nature of the self-management intervention, with some programmes focus-
ing on cognitive dimension (acquisition of knowledge) but others addressing
skills (practical tasks) or motivational elements (confidence). Most trials had
been conducted on adults with diabetes, asthma, hypertension or arthritis, de-
livered in groups by professionals and evaluated by physical (e.g. a blood test
or examination finding) and/or psychometric (e.g. questionnaire) outcome
measures. Most showed a statistically significant (but sometimes clinically
marginal) impact of the self-management intervention. Overall, and contrary
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to prevailing policy fashion, programmes led by lay people did not appear
more effective than professionally led ones. Whilst few studies had included
formal measures of economic cost, group-based interventions appeared sig-
nificantly cheaper.

Barlow et al.’s review identified several important methodological limita-
tions of the primary studies (see Section 3.3): weak study design (uncontrolled
before-and-after studies’), inadequate description of the intervention and its
components, small sample size (typically 20-30 in each group), inappropri-
ate choice of control intervention (e.g. waiting list), short follow-up (typically
less than 6 months), unit of analysis errors (e.g. randomising by group but
analysing data by individual) and lack of intention to treat analysis.

In another systematic review, Newman summarised 62 randomised con-
trolled trials of self-management programmes for adults with type 2 diabetes,
asthma and arthritis — published between 1997 and 2002.%° Of these, 59 were
professionally led. Again, these authors commented on the heterogeneity of the
trials, the fact that many interventions were under-theorised (based, for exam-
ple, on simple instructional models of change), and of variable methodological
quality. Different studies had different objectives (e.g. to improve markers of
progression of chronic illness, to avoid acute exacerbations, to improve daily
functioning, to save money), and many failed to identify any explicit objec-
tive. They classified the different outcome measures used in the evaluation of
self-management programmes:
¢ Clinical and laboratory assessments (e.g. blood pressure, HbAlc)

* Self-reported symptoms (e.g. pain scale)

* Self-reported functioning (e.g. activities of daily living)

¢ Psychological well-being (e.g. anxiety/depression scales and positive well-
being scales)

* Quality of life (either generic or disease-specific: see Section 11.1)

* Behaviour (e.g. compliance with medication, exercise)

* Use of services (e.g. attendance at appointments)

The trials produced highly heterogeneous (and overall somewhat inconclu-
sive) results. For example, of trials of self-management in diabetes in which
HbA1c was measured, 61% showed ‘some evidence of effectiveness at some
point’. Of the arthritis trials, ‘40% of interventions showed some improvement
in self reported symptoms’. Half the asthma studies that measured quality of
life reported significant improvements with self-management training. And
so on. The overwhelming majority of trials measured multiple outcomes, and
there is a sense not just that publication bias has occurred but that previous
editorials and commentaries (and perhaps certain policy decisions) have fo-
cused disproportionately on the ‘positive’ findings of primary studies.

The problem with an uncontrolled before-and-after study is that all sorts of things may
change between the ‘before’ data and the ‘after’ data, so any differences between the two
sets of data may or may not be due to the self-management intervention.
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Interestingly, Newman et al. noted numerous studies in which the putative
mechanism of effect was not borne out (e.g. changes in clinical outcome mea-
sures in the absence of changes in knowledge or self-efficacy) and concluded
that there is much we do not yet know about how self-management training
achieves its impact. They recommended that in further research, particular
approaches to self-management should be better matched with the type of
disease, cultural background and learner profiles of a particular target group
(e.g. adolescents or elderly).

Chodosh and colleagues published a meta-analysis of randomised con-
trolled trials of self-management interventions in hypertension, diabetes and
osteoarthritis.3® They included 53 trials (which were heterogeneous in design)
and showed a statistically significant overall impact of self-management train-
ing on the control of both diabetes and hypertension compared with “usual
care’. However, statistical tests for publication bias suggested that there may
have been preferential publication of trials with positive results, so they ad-
vise interpreting the findings with caution. These authors used five specific
predictions for hypothesis-driven statistical analysis:

* Tailoring. Patients who receive self-management interventions tailored to
their specific needs and circumstances are more likely to derive benefit than
those who receive generic interventions.

* Group setting. Group interventions (more than one patient with the same
condition) are more effective than one-to-one interventions.

e Feedback. Patients are more likely to derive benefit if they receive a cycle of
intervention followed by individual feedback on performance.

* Psychological emphasis. Interventions with some sort of psychological empha-
sis will be more efficacious than those without a psychological component.

* Medical care. Interventions delivered by physicians or primary care providers
will be more efficacious than those delivered by other trainers.

Interestingly, whilst the above hypotheses are intuitively plausible as mech-
anisms for the success of self-management programmes, none was supported
by the data — that is, there was no statistically significant difference between
studies with and without the component. A post hoc analysis (i.e. one that
was not planned at the outset) of a number of other components also failed to
demonstrate conclusively that ‘theory-driven’ interventions work better than
any other sort — but the authors comment that these interventions have a very
complex mechanism of action and that many studies included insufficient de-
tail for the theoretical mechanism to be unpacked by reviewers.

Bury and colleagues reviewed self-management programmes, focusing
specifically on lay-led programmes.*! Lay-led programmes have to some ex-
tent embraced the sociological self (rather than taking a purely behaviourist
approach to teaching self-management ‘tasks’). The theoretical benefits of lay-
led programmes are that (a) the lived experience of illness is often far removed
from the way the illness is framed (and managed) in the outpatient clinic or
GP surgery; hence the lay person may be in a better position to identify and
meet learning needs than the traditional medical expert and (b) social learning
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from peers is a particularly powerful mechanism for learning complex skills
(see Section 2.8.2 which outlines Bandura’s social learning theory). Bury et al.
identified four key phases in lay-led self-management research:

* Disease-specific lay-led self-management versus control group. Many lay-led self-
management programmes have been modelled on the seminal work of Kate
Lorig and colleagues in the USA, whose ‘landmark’ randomised trial of
self-management training in arthritis (Arthritis Self-Management Program or
ASMP) back in 1986 had three arms: professional tutors, lay tutors and no
training (control). Whereas professionally trained participants had the greatest
increase in knowledge, lay-trained participants practised the self-management
exercises (in this case, relaxation) more and reported greater reduction in dis-
ability. There were also significant cost savings in this group (presumably
because the lay trainers were paid less than the professionals!).*? Lorig et al.
subsequently replicated this work on larger numbers of patients and used
formal measures of self-efficacy and well-being, both of which increased in
patients randomised to the lay-led training despite deterioration in the sever-
ity of their arthritis. The work was also replicated in a large UK study of 544
participants, in which the ASMP arm showed significantly better improve-
ments in depression scores and quality of life (Euroqol) compared to waiting
list controls.*?

* Disease-specific lay-led self-management versus ‘personalised’ package. Lorig
et al. recently published a randomised trial of their lay-led ASMP pro-
gramme against a personalised package of advice (known as SMART - Self-
Management Arthritis Relief Therapy) generated from the persons’ medical
record and mailed to them in the post.* The SMART intervention was tai-
lored to the specific demographics, diagnosis, medication, self-efficacy and
other personal characteristics of the participant. When compared with a con-
trol intervention, SMART led to greater self-efficacy, improved role function
and lower disability scores at 1 year and 2 years, but not at 3 years. When
compared with the lay-led ASMP, SMART led to improved disease severity at
1 year, but not at 2 or 3 years. These findings challenged the notion of some
special ‘essence’ of lay-led training (e.g. the peer as a more credible or influ-
ential educator than the professional, or the crucial role of social modelling
in learning self-management skills) and suggested that in arthritis at least, a
personalised advice sheet might produce equivalent outcomes at lower cost.
The fact that there seems little to choose between lay-led and personalised
interventions may be because those who volunteer for such a trial may already
be self-selecting for determination to self manage their condition effectively!

* Generic lay-led self-management programmes. Lorig and her colleagues worked
with the US Health Maintenance Organisation Kaiser Permanente in the 1990s
to develop a generic programme (Chronic Disease Self-Management Program
or CDSMP).#> The assumptions behind this programme were that (a) pa-
tients with different chronic diseases have similar self-management problems
and disease-related tasks; (b) patients can (and, implicitly, should) learn to
take responsibility for the day-to-day management of their disease(s) and (c)
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confident, knowledgeable patients practising self-management will use fewer
healthcare resources. In the first trial, over 1000 patients (with heart disease,
lung disease, stroke or arthritis) were randomised. Each CDSMP comprised
2.5 hours a week for 7 weeks and was delivered by two lay volunteer trainers
(though in fact 23% of these described their job as ‘health professional’). Over-
all, the CDSMP significantly improved 11 of 15 outcome variables compared
to waiting list controls, though (curiously) psychological well-being did not
improve. A 2-year follow-up of this programme suggested that many of the
benefits were not sustained, though overall health status remained higher, and
use of healthcare services lower, than the control group; and disability scores
were actually higher in the intervention group at 1 year.

* ‘Hybrid" programmes (professionally supported, lay-delivered). Many so-called
lay-led self-management programmes are actually professionally supported
and driven, but include lay people as peer educators. These are sometimes
known as ‘guided self-management’. The role of professionals in such pro-
grammes is ambiguous and variable, and no firm conclusions have been
reached about their overall place in the range of self-management training
options.*

Bury et al.’s review describes some 20 studies throughout the world of lay-
led self-management programmes, many of which have broadly confirmed
Lorig et al.’s findings — that such programmes are relatively low-cost, they im-
prove self-efficacy and some intermediate clinical outcomes, but they do not
dramatically alter the level of disability, they also describe additional studies
which demonstrated no significant difference between lay-led and profession-
ally led programmes except in terms of cost.*! Bury et al.’s review also includes
a large and well-designed study from the UK of generic chronic disease self-
management programmes which had a much smaller impact on patients than
the levels demonstrated in US studies by Lorig and colleagues, though some
positive impact on clinical outcomes and self-efficacy was seen.”

In conclusion, there is currently a veritable industry of clinical trials of
complex interventions to promote self-management. These were initially dom-
inated by doctor — and nurse-led programmes predicated (implicitly if not ex-
plicitly) on a cognitive self which could be trained to complete biomedical tasks,
thereby saving the professionals’ time. More recently, lay-led programmes de-
signed around a more sociological self living an active life in wider society
and have delivered a broader programme of training oriented to this wider
agenda — but these have not proved consistently better (or worse) than profes-
sionally led programmes. Clinical trials in this complex area have sometimes
(though not always) been poorly designed, and insufficient detail is given in
the papers to assess how the programme achieved (or failed to achieve) its in-
tended outcomes. Psychological benefits (such as reduced anxiety or improved
self-efficacy) are commonly seen in these programmes; physical benefits (such
as reduced pain or improved mobility) are less consistently shown. Systematic
reviews suggest that the selective publication of positive trials may explain part
or all of the apparent benefit of self-management training on clinical outcomes.
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4.5 Health literacy

Whilst (as discussed in the previous section) self-management is currently all
the rage in policy circles, and published trials of ‘empowering’ interventions
generally report positive findings, there is an alternative perspective to con-
sider. Approaches that place so much responsibility on the patient are them-
selves inherently geared towards individuals who are educated, resourceful,
capable and confident in whatever aspect of involvement is being promoted.
I'recently heard (verbally and ‘off the record’, so please interpret what I say in
that context) that nurses in charge of implementing DESMOND,*® a major di-
abetes self-management education programme in a deprived area of London,
were asking clinics to ‘send us the more intelligent people as we know it works
better in those”.}

There is no direct evidence of ‘intelligence” being linked to the efficacy of
the psychometrically robust and rigorously implemented DESMOND pro-
gramme, but that is probably because no study has yet addressed that spe-
cific question. There is substantial evidence that both level of education and
specific health literacy are highly correlated with getting diabetes in the first
place and the control and outcome of diabetes once diagnosed.”’ There are
certainly very plausible reasons why limited cognitive ability would attenuate
the impact of a classroom-based education programme oriented towards the
acquisition of facts and complex skills. In these days of patient-centred care and
expert patients it is not very politically correct to suggest that many patients
are not (and probably never will be) experts in anything, least of all in their
own illness. This unsurprising fact is ignored by most policymakers and many
academics, though a new literature is beginning to emerge — perhaps partly
as a ‘paradigm shift’ research tradition following the disappointing impact of
many self-management programmes outside the research setting. Let’s take a
look at this literature.

A USreview found that 50% of all American adults have such limited literacy
that they struggle to complete many daily tasks such as reading signs, filling
out forms or following transport schedules.’® An official report estimated that
20% of adults in the UK had ‘severe problems’ with basic literacy.”” Formal
tests of functional health literacy (see below) such as the TOFHLA (Test of
Functional Health Literacy in Adults) and REALM (Rapid Estimate of Adult
Literacy in Medicine) correlate closely with healthy lifestyle choices, compli-
ance with medication, overall cost of health care, length of stay in hospital and
outcome in a wide range of conditions from asthma to HIV.%®-%-¢! The poor, the
elderly and those with mental health problems are more likely to have limited
health literacy.”®°8-62.63 Numerous epidemiological studies have identified low
health literacy as the missing intervening variable linking education and health

fWhat clinicians ‘know” is, of course, very different from what has been demonstrated in
clinical trials (see Section 5.3).49-%0
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outcome (and in some studies, socio-economic status and health outcome) in
diabetes, cardiovascular disease, sexual health and HIV.>1-53:56:64.6> Many (and
in some studies, all) ethnic differences in health outcome are explained by
differences in health literacy.5>55:5%:66

What exactly is health literacy? The World Health Organisation (www.
who.org) defines it as

‘the cognitive and social skills which determine the motivation and ability of individ-
uals to gain access to, understand and use information in ways which promote and
maintain good health’.

Caroline Spero has taken the concept apart and identified a number of key
attributes including reading and numeracy in relation to health information,
the capacity to use health information and the ability to ‘perform in the pa-
tient role’.®! These in turn rest on wider literacy and numeracy skills as well as
health-related experience — the latter of which achieves two things: exposure
to the medical vernacular and building the relevant cognitive schemas within
which new health information makes sense. Ability to speak the language of
the clinician is also, of course, important. My own team have found that differ-
ent patients have different success in communicating through a professional
interpreter, and one reason for this may be low health literacy in their native
language (though our study was not designed to test this hypothesis).®”

Nutbeam distinguishes three types of health literacy:

a Functional health literacy (basic skills in reading and writing to be able to
function effectively in a health context);

b Interactive health literacy (more advanced cognitive, literacy and social skills
to actively participate in health care);

¢ Critical health literacy (the ability to apply knowledge and skills in practical
action to overcome barriers to accessing health care).%

Perhaps the most worrying aspect of the health literacy challenge is how poor
clinicians are at spotting it and how little they generally do to ‘meet patients
halfway’ with advice or information tailored specifically for low literacy. Em-
pirical studies suggest that physicians only identify 20-50% of patients with
limited health literacy and that a high proportion of patients find advice from
clinicians and written educational materials incomprehensible.>*%-%° A recent
review by Angela Coulter and her team at the Picker Institute reviews the
(currently sparse) evidence on interventions to address health literacy, mostly
comprising randomised controlled trials of the impact of different types of low-
literacy information resources on knowledge or clinical outcomes.”® Broadly,
the conclusion seems to be that research in this field is in its infancy and there
are not as yet (and perhaps will never be) any clear or universal solutions.

My own view of this fascinating field is that it is currently unduly domi-
nated by studies comparing ‘plain English’ information resources and deci-
sion aids (many of them technology-based, perhaps for no good reason) with
more conventional information formats in a series of somewhat homogeneous
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and unimaginative randomised trials.”’ There appears to be remarkably lit-
tle conceptual or in-depth qualitative work addressing how people might de-
velop and make better use of their health literacy. Nutbeam’s enticing notion
of ‘critical health literacy’, which may offer the greatest potential for reducing
health inequalities,®® has not been widely taken up, and the WHO definition
of health literacy seems to have been ‘biomedicalised” by a focus on enhancing
health knowledge at the expense of either motivation or social action. This
narrow conceptual framing has shrunk the research agenda to the design and
testing of literacy aids —a worthy project, but not by any means the whole story.

In his original paper, Nutbeam presented a deliberately ambiguous concept
of critical health literacy. On the one hand, he used the word ‘critical’ as in “crit-
ical appraisal’, meaning an intellectual (but politically neutral) ability to eval-
uate information relevant to healthcare decisions. But in addition, he used the
concept of critical consciousness, drawing explicitly on the work of Paulo Friere
on the emancipatory, social and overtly political role of education in oppressed
communities and groups.”! With this latter framing, critical health literacy
means much more than the ability to work one’s way through a patient-focused
decision support system that has been designed by a team of doctors, nurses
and IT experts. It also means the ability to navigate through a potentially hostile
health and social care system and demand one’s fair share of society’s resources!

Models of how people (and self-help groups and local communities)
learn and change, especially the link between social learning and action (see
Section 2.8), could enrich the theoretical basis of the emerging research
tradition on health literacy. My own team is currently undertaking a trial
of group-based oral storytelling in ethnic minorities with diabetes from
socio-economically deprived backgrounds, many of whom are illiterate in any
language. Preliminary data from that study suggest that learning in the group
enables action because, as one participant commented, ‘when we come to the
group we learn what to do’.”> Some of the actions that participants attribute to
their membership of the story-sharing group, such as changing their diet or
joining an exercise group, can be viewed via a traditional biomedical lens in
which the purpose of educating patients is to change their behaviour towards
health-positive lifestyle choices. But other actions, such as summoning the
courage to challenge a GP who refuses to conduct an annual diabetes review,
might be seen more through the lens of Friere’s ‘pedagogy of the oppressed’”.
This research is ongoing and we do not yet know the extent of the action (or
positive change in health outcome) that occurs as a result of the story-sharing
experience. Whatever the findings, a radical framing of Nutbeam’s work (to
what extent does health literacy develop, in what way is this health literacy
critical and how is the oral exchange of stories instrumental or otherwise to
this process?) may help explain them. If you are interested in this take on
health literacy, watch the project website!®

See http: //www.newhamuniversityhospital.co.uk/poseidon/.
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CHAPTER 5

The primary care clinician

Summary points

1 The primary care clinician is a generalist. Generalist knowledge is charac-
terised by a perspective on the whole rather than the parts; on relationships
and processes rather than components and facts; and on judicious, context-
specific decisions on how and at what level to consider a problem. Essential
to performing effectively as a generalist are the contemporary academic skills
of knowledge management, communication, teamwork and adaptability to
change.

2 Therationalistapproach to clinical method involves objectively assessing the
patient’s symptoms, physical signs and test results, and matching these with a
textbook taxonomy of disease based on abstracted definitions. In recent years,
epidemiological studies of the presenting features of disease have allowed us
to develop clinical prediction rules based on Bayes’ theorem, which reduce
(but cannot eliminate) uncertainty in clinical diagnosis and prognosis.

3 Clinical method also depends on intuition — a rapid, unconscious process
that integrates both objective and subjective reasoning. The intuitive imagi-
nation is essential to hypothesis generation in both clinical work (considering
what may be wrong with the patient) and scientific research (considering what
ideas to test through experiment and observation). In general, the novice (and
the expert in unfamiliar situations) reason using logico-deductive methods
whereas the expert in familiar situations reasons intuitively and heuristically
by ‘doing what normally works’. Moving judiciously between these two modes
of reasoning is essential to clinical method, especially in primary care where
the scope of work is broad and uncertainty high.

4 Increasingly, clinical decisions are (or should be) made according to
evidence-based guidelines and protocols. An industry of research has emerged
of how to influence clinicians to follow such guidelines, but until recently much
of this work has been under-theorised and overly dominated by experimen-
tal studies. More recently, qualitative researchers have added to this literature
by illuminating the process of influence and the phenomenon of resistance.
Insights into how to influence clinicians to adopt new technologies and ways
of working can be gained from beyond the health services research literature,
especially from sociology (diffusion of innovations theory) and education (the
Concerns Based Adoption Model).

(Continued)
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(Summary points continued)

5 The ‘good doctor’ or ‘good nurse’” in primary care may be defined either
in terms of virtues (intrinsic human qualities such as integrity and altruism)
or in terms of performance (observable and measurable behaviours such as
maintaining confidentiality). As society’s trust in the professions has declined
and the expectation of transparency, accountability and regulation have grown,
so professionalism has come to be defined more in terms of measurable aspects
of performance.

5.1 The role of the generalist

In his excellent book on family medicine, Professor lan McWhinney described
what he calls the ‘lump fallacy’ view of knowledge:

‘Let us assume that the knowledge of one branch [of medicine] — pediatrics, for exam-
ple —is at present of a quantity that can be covered by one physician. If [the quantity of]
knowledge is exploding, then after n years, it will have to fragment into pediatric sub-
specialties, and after another interval each subspecialty will have to fragment again,
and so on. ... What we end up with, of course, is reductio ad absurdum’.!

McWhinney listed six key fallacies about the nature of specialist and general
knowledge (Table 5.1).

Contrary to popular belief, the knowledge of the generalist is not necessarily
characterised by ‘breadth rather than depth’, since depth (quality of knowl-
edge) is not the same as detail. Generalist knowledge is often highly strategic:
the generalist must choose where to focus, through what conceptual lens, and
at what level — hence the emphasis in this book on different theoretical per-
spectives and levels of analysis. The generalist seeks an understanding of the
whole rather than the detailed workings of the parts — the patient rather than
the organ, the team rather than the employee and so on. As befits the student
of any organic system, he or she often focuses on linkages rather than compo-
nents — that is on the relationships, interactions and patterns rather than the
specifics of the things that are linked.?

The good generalist possesses the four contemporary academic skills, which
I introduced in Section 1.2. First, he or she is skilled in the art of knowledge
management — which can be defined as the ability to find, sort, index, store,
evaluate, summarise, synthesise and share knowledge efficiently and effec-
tively. The person who says ‘I don’t know the answer to your question — but
I know where to look for it’ has good knowledge management skills, as does
one who can lay their hands on a key article copied from a journal several years
ago. The student who cites long lists of facts but quotes them out of context
and cannot link them to solve a multifaceted problem has poor knowledge
management skills.

A seminal paper on knowledge management —and one that was pitched ex-
plicitly at the clinical generalist — was Alan Shaughnessy and David Slawson’s
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Table 5.1 Six fallacies about the nature of generalist and specialist medical knowledge.

Fallacy

Comment

A generalist has
to cover the entire
field of medical
knowledge

In any field, the
specialist always
knows more than
the generalist

By specializing,
one can eliminate
uncertainty

Only by
specializing can
one attain depth
of knowledge

As science
advances, the
information load
increases

Error in medicine
is usually caused
by lack of
information

The generalist’s knowledge of any condition, like that of the specialist, is
partial and selective. In meningococcal meningitis, for example, the
generalist must identify possible cases at an early stage, so he or she must
know the nature and predictive value of different combinations of
non-specific symptoms in possibly ill patients.'*195 The specialist needs
different knowledge: how to assess severity and predict serious
complications in a child who is definitely ill'%

Actually, everyone becomes an expert in what he or she sees most of —
which for the generalist is usually common variants of common conditions.
The specialist may be less able than the generalist to manage a common
condition that he or she rarely sees. For example, the family doctor or
community nurse may have greater knowledge of how to treat the common
forms of constipation in the elderly'®” than a specialist in neuromuscular
disorders of the bowel'8

Arguably, the only way to eliminate uncertainty is to break down problems
into simpler elements and isolate them from their surroundings. But in
reality, all illness occurs in a complex system and impacts at multiple levels,
so the challenge is not to eliminate uncertainty but embrace it appropriately
in decision making

This fallacy confuses depth (high-quality knowledge, which both the
specialist and the generalist may possess) with detail (the amount of
information, which is mainly the province of the specialist). For example, the
gastroenterologist who sees a schoolchild with abdominal pain and orders a
dozen obscure blood tests and a colonoscopy may be showing less depth
of knowledge than a school nurse who takes careful note of school
pressures, family relationships, life events, associated symptoms and the
patient’s concerns and expectations'®®

Actually, whilst scientific progress indeed involves the accumulation of more
facts, good science also generates more sophisticated theories, which can
make disparate and confusing findings fall into place — the scientific
equivalent of Occam’s razor (a single underlying diagnosis may explain
multiple and apparently unrelated signs and symptoms)*'°

Actually, very few errors are caused by lack of information. Most errors in
primary care, as in secondary care, are caused by human failure and poor
systems, and would not be prevented simply by making practitioners more
knowledgeable or telling them more precisely what to do'""

Adapted from McWhinney.'

‘Feeling good about not knowing everything’, published back in 1994.% In it,
they argued that nobody (even a subspecialist) can keep abreast of the medical
literature, and that we all need to develop skills in framing focused ques-
tions and searching for specific answers to these. Shaughnessy and Slawson
also developed the notion of the POEM - patient-oriented information that
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matters — to help generalists target their search for tiny nuggets of useful in-
formation buried in vast medical databases.*

The second contemporary academic skill that marks out the generalist is
the ability to communicate knowledge to the non-expert by contextualising,
personalising and reframing it until it becomes meaningful to that individual.
Thirdly, the generalist can work in a multi-disciplinary or multi-professional
team, because he or she is aware, through an understanding of the big picture,
of how their expertise links with that of other individuals with contrasting
and complementary expertise. Finally, he or she is able to adapt appropri-
ately to change rather than doggedly sticking to yesterday’s approaches and
models.

Whilst it is relatively easy to defend clinical generalism from a philosophi-
cal perspective, the argument begs the question of whether patients are better
off if cared for by a generalist rather than a specialist. There is remarkably
little evidence on this, but the little evidence that does exist tends to support
the generalist role. Back in 1991, paediatrician David Morley and colleagues
studied over a thousand sick and not-so-sick babies in both hospital and pri-
mary care. They checked various symptoms and signs and correlated these
with four grades of illness severity. Most symptoms (slow feeding, sweating,
crying, cough, rash and so on) were associated to some extent or other with
all grades of illness. Only four symptoms were never reported in infants who
turned out not to be sick: a fluid intake less than a third of normal, convulsions,
frank blood in the stools and bile-stained vomiting.®> From a Bayesian perspec-
tive (see Section 5.2), it is astonishing how much serious illness is detected
promptly by GPs and how many not-ill infants are spared the traumas of hos-
pital referral. Evidence also suggests that generalist care is more cost-effective
than providing specialist investigations and treatment to the not-ill, not-yet-ill
or not-very-ill.°

5.2 Clinical method I: rationalism and Bayes’ theorem

Every textbook of medicine (invariably written by hospital doctors) contains a
section on how to work out what is wrong with the patient and how to decide
what to offer in the way of treatment. In general (but not universally), clini-
cal method is presented in such textbooks as a rational process in which the
doctor takes careful note of the patient’s symptoms (what they feel), physical
signs (what the doctor observes) and tests (what the instruments measure),
adds these up and classifies the condition according to a formal taxonomy.
Disease classification used to be a mystical and somewhat inconsistent art,
passed down from one generation of doctors to another and largely withheld
from non-doctors, but for over a century clinicians have worked to develop a
classification of disease that is consistent across professions and internation-
ally — the International Classification of Diseases (now in its 10th version, the
ICD10).
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Thus, if a patient has a productive cough on more than half the days in win-
ter months, he or she can be said to be suffering from chronic bronchitis; if
the cough isn’t productive or it occurs on fewer than half the days, it (by def-
inition) isn’t chronic bronchitis. Similar clear definitions exist for everything
from precocious puberty to schizophrenia, so in theory working out what'’s
wrong with the patient should be pretty straightforward. You can download
the ICD10 and read its fascinating history on the World Health Organisation
website http://www.who.int/classifications/icd/en/. A comparable classifi-
cation for primary care (the International Classification of Primary Care) has
also been developed.” Whilst the formal classification and coding of disease
against agreed standard definitions has important epistemological limitations
(see below), it also has four important benefits®:

* It confers predictive power, allowing us to answer with greater accuracy the
patient’s question “What is going to happen to me?’

* It points us to an effective treatment for the disease (should one exist);

¢ It gives us a common vocabulary and language with which to discuss our
experiences with colleagues, both in the oral tradition (‘grand rounds’ and peer
learning groups) and in the academic literature;

* Naming the condition may have important symbolic benefits for the patient,
effectively ‘taming’ an incomprehensible and frightening set of symptoms.*

Having tried to sell the benefits of the rationalist approach, I must confess
that it is also true that every textbook of general practice contains a section
lamenting (or perhaps celebrating) the impossibility of such an approach to
clinical method. Between 30 and 50% of all problems presenting in general
practice are not classifiable using any known disease taxonomy."? The growing
pressure on primary care clinicians to codify their diagnoses in the electronic
patient record (using, e.g. the Read code, Snomed CT or ICPC systems)”-10-11
frequently generates frustration because ‘what is wrong with the patient’ can-
not be satisfactorily matched to the options on a pull-down menu.” Nurses have
voiced similar protests about the impossibility of classifying ‘what nurses do’
and the judgments they make using an abstracted system of codes.!*!* The
initial response of technical designers (and ‘techy’ clinicians) was to introduce
more options for coding diagnoses and clinical actions — encouraging general

*I cannot resist sharing the apocryphal example of the patient who went to his GP very
anxious about a sore tongue. When he came home, his wife asked him if the doctor had
been able to help. ‘Yes,” he said, ‘he told me I have glossitis".

"My colleague Deborah Swinglehurst points out another problem. Different health
professionals have different requirements for information, and therefore different priorities
and taxonomies for coding. For example, it may be useful for a cardiologist to know that
some one has an ‘anterolateral myocardial infarction’ but a general practitioner may be
happy to code ‘myocardial infarction” (MI) since at present our management of MI in the
community is not substantially influenced by which part of the heart was affected by the
MI. This has some interesting consequences for communication across professional
boundaries and the vision of the universally accessible electronic patient record.
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practitioners, for example, to move from three-digit Read codes such as G30
(acute myocardial infarction) to four-digit codes such as G300 (acute anterolat-
eral myocardial infarction). But increasing the level of detail in clinical coding
systems may not reduce the proportion of problems that are unclassifiable — if
anything, they may increase it!'* Why is this?

To arrive at an answer, we must digress into philosophy. McWhinney de-
scribes two schools of thought from ancient Greece: the Cnidians and the Coans
(he wisely omits a third school, the Aesculapians, who saw illness simply as
a mystery and remedies as based purely on priestly authority). The Cnidians,
who are seen as the forerunners of conventional biomedical reasoning and
strongly influenced Galen, saw diseases as distinct from one another, and clin-
ical method (though they didn't call it that) as essentially about separating out
the different diseases from one another using abstract definitions that were
independent of context (e.g. a myocardial infarction can be defined as such
without reference to who is suffering from it). The Coans, on the other hand,
who counted Hippocrates among their members, emphasised the essential
unity of all disease and believed that disease presented differently depend-
ing on personal and environmental factors. The Coans saw clinical method
as essentially about understanding the patient in his or her family and social
context, and describing the particularities of how disease affected this person
in this context, and at this time.

It is not quite true that Cnidian methods equate with objectivism and
Coan with interpretivism (Table 2.2, page 47), nor that the Cnidian perspec-
tive underpins clinical method in secondary care while the Coan perspective
underpins primary care, but that is not too far from the picture. Professor
Marshall Marinker once described the task of hospital medicine, with de-
liberate irony, as ‘distinguishing the clear message of the disease from the inter-
fering noise of the patient as a person’.!> Of course, he was setting up a straw
man, since few clinicians in either primary or secondary care are opposed
to making diagnoses that are robust and reproducible (it is surely bad for
business for a patient to be told by one doctor that he has chronic bronchi-
tis and by another that he doesn’t), and every competent clinician recognises
that the ‘same’ disease will give different symptoms and induce a differ-
ent illness response in different patients. All clinical work embraces the ten-
sion between diagnosis based on reason (Cnidian) and diagnosis based on
experience and knowledge of the individual (Coan), and the skilful clini-
cian moves judiciously between these two fundamentally different modes of
reasoning.

I will return to the ‘interfering noise of the patient as a person’ in the
Section 5.3 (on clinical intuition) and in Chapter 6 (on the clinician—patient
relationship). For the remainder of this section, I want to focus on the ra-
tionalist approach to clinical reasoning and try to persuade you of its im-
mense value — with the caveat that it should augment, not replace, what is
coming later. Rationalist, disease-oriented decision making has recently be-
come much more sophisticated by incorporating the tools of epidemiology and
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evidence-based medicine. How have these tools changed clinical method for
the better? Mainly, as I explained in Section 2.2, by combining good old-
fashioned clinical observation, the precision of modern tests and instruments,
and the science of mathematics — in particular, Bayesian statistics (Box 5.1).

Box 5.1 Bayes, insurance premiums and clinical reasoning.

Thomas Bayes was an eighteenth-century clergyman with a side interest in
mathematics and gambling. He made two statements about the ‘science’ of
picking the winner in a horse race (called Bayes’ First and Second Theorems)''?:
1 Although no one can say for sure which horse will win any particular race,
the chances of any horse winning are proportional to the presence of favourable
features (such as size, strength, temperament, speed in training and so on) in
the horse and jockey.

2 Ifahorse wins against the predictions based on such an assessment, the odds
of that horse winning another race should be adjusted.

The first occupational group to use Bayes’ theorem in reasoning was not
the medical but the insurance profession. Historically, in order to charge large
enough premiums to cover their losses (and hopefully make a profit), insur-
ance companies used population-based (‘actuarial’) data to estimate the risk
of future adverse events, from break-ins to hurricane damage. Using similar
principles, though usually unconsciously rather than explicitly, gamblers have
compared the odds of winning with those of losing in order to decide which
way and how much to bet.

In the same way, evidence-based clinical reasoning involves estimating the
likelihood of future events — both good and bad — in order to determine the
best course of action.!'® Just as the informed gambler wants to know how of-
ten a horse has won races in the past before placing a bet, the evidence-based
clinician (and, increasingly, the informed patient) wants to know the likeli-
hood that the medicine she is about to prescribe is more effective, with fewer
adverse effects, than alternative treatments (or no treatment). Taking such in-
formation into account before making a decision involves using ‘conditional
probability’ because it requires predictions that are conditional upon a prior (i.e.
pre-existing) feature in the situation you are assessing.

What does conditional probability look like in the clinic? Imagine you were
about to call in your next patient, but had not yet looked at their notes or seen
him or her in the waiting room. If you were to estimate that ‘random’ person’s
chance of dying from a stroke within 3 years, you might say something like 1in
2000. But if, after reading the notes, you discover that your patient is 78 years
old, a smoker, has had at least five small black outs over the past year, and has
high blood pressure, you would probably adjust your estimate to something
like one in five. Such Bayesian reasoning has been practised by clinicians for
centuries — but as evidence-based medicine becomes an established science,
this reasoning is increasingly formalized and quantified, as in Box 5.2.
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Box 5.2 shows how epidemiology can refine the Bayesian approach to
clinical reasoning, allowing the clinician to reduce (though importantly,
never eliminate) uncertainty. Imagine a patient enters the consulting room
complaining of red eye(s). From epidemiological studies, the clinician may
be aware that the prior probability of any patient suffering from bacterial
conjunctivitis in primary care is around 1 in 100. Even if the patient has red
eyes, only around one in three has a bacterial cause (far more are due to allergy
or physical irritants), which means that treating ‘red eyes’ with antibiotics
is wasteful and may lead to unnecessary adverse effects. Remco Reitveld

Box 5.2 Using simple questions to inform Bayesian reasoning in
primary care.'?

In a patient complaining of a red eye, four questions can help substan-
tially in discriminating between bacterial and non-bacterial conjunctivitis.

Question Odds ratio Score
Are both eyes glued together in the morning? 15 +5
Is one eye glued together in the morning? 3 +2
Do(es) the eye(s) itch? 0.5* -1
Does the patient have a past history of conjunctivitis? 0.3* -2
% that predicted % correctly % correctly
a positive culture treated untreated
Total score (regression analysis) (sensitivity)! (specificity)*
+5 77 9 100
+2 65 39 94
+3 51 39 92
+2 40 67 73
+1 27 84 38
0 18 89 22
-1 11 98 5
-2 7 98 4
-3 4 100 0

*i.e., in the presence of itch or a past history, the patient is less likely to have a bacterial cause
than if these features are absent.

fi.e., if the score in this row was used as a cut-off for giving antibiotics, this percentage of all
patients with bacterial conjunctivitis would correctly receive antibiotics.

Hi.e., if the score in this row was used as a cut-off for giving antibiotics, this percentage of
patients without bacterial conjunctivitis would be correctly denied antibiotics.
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and his colleagues undertook an elegant study in Dutch general practice, in
which GPs carefully recorded the presence or absence of various factors —
wearing contact lenses, bilateral symptoms, eyes glued in the morning, itch
and so on. They then sent bacteriological swabs to confirm whether the patient
actually had bacterial conjunctivitis. Computerised logistic regression analysis
revealed the extent to which each of these factors contributed to the likelihood
of bacterial conjunctivitis. After eliminating some questions which didn’t
predict one way or the other, they came up with three simple questions (Box
5.2) that usefully discriminated between bacterial and non-bacterial causes.
Using a score derived from the contribution of each question in predicting the
final diagnosis, the authors calculated that the optimum cut-off for offering an
antibiotic is a clinical score of 4-2. This would mean that two-thirds of patients
who could benefit from antibiotics would receive them and three-quarters of
patients who would not benefit from antibiotics would not receive them.

If you found this example complex and are unimpressed that even with
the benefit of a research study and statistical regression analysis, a substantial
proportion of patients still get the wrong treatment, think how often you see a
patient with a red eye and use little more than guesswork to decide whether or
not to treat with an antibiotic. Remember also that in primary care, we see many
patients with mild and often self-limiting illness, and many in the very early
stages of more severe conditions. Distinguishing between people who should
be actively treated and those who are best untreated is inherently impossible
in many cases. We need more studies like that of Rietveld and colleagues to
develop what are known as clinical prediction rules, even though such rules
may only take clinical decisions in primary care from ‘so-so’ to “pretty good’
and never ‘perfect’.

I'strongly recommend that youlook out research studies that have developed
clinical prediction rules for some of the ‘old chestnuts’ in primary care: when
to treat women with urinary tract infection'®; when to give antibiotics for sore
throat!”; when to advise someone with back pain to return to work'8; deciding
whether a toddler’s cough is serious!?; and identifying the cause of chest pain
in a newly presenting patient in primary care.’’ You should also note that
clinical prediction rules such as the one shown in Box 5.2 only relate to the
population and setting in which they were developed, and should not be used
indiscriminately in a different set of patients or another country or region. In
such circumstances your own intuition (see next section) may be more accurate
than a rule developed elsewhere!

If you have read Section 2.7 on philosophy (particularly the part about epis-
temology and Table 2.2, page 47), you will recognise rational diagnosis as
an example of the objectivist school, in which logico-deductive reasoning pre-
dominates. To the extent that diagnosis is ever objective, rational and deductive
(and it often approximates to these descriptors), clinical prediction rules can
be entered into computerised decision support systems and presented as algo-
rithms to support diagnostic judgments in primary care.?!?? The literature on
computerised decision support systems is vast, but in a nutshell, such systems
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are generally expensive to develop and sometimes contain errors (e.g. the algo-
rithms lack the latest evidence), but if clinically accurate and technically robust,
they can greatly improve accuracy of diagnosis.?’* However, these systems
may not fit well into the routines and work practices of clinicians, who may
develop ‘workarounds’ to avoid using them. In some situations, and especially
outside the research setting, paper-based decision support tools may be more
acceptable and cost effective than their fancy electronic counterparts.?2 I re-
turn to the vexed issue of why clinicians resist using computers in Section
9.3 when I discuss socio-technical systems theory and its implications for the
electronic patient record.

5.3 Clinical method II: humanism and intuition

Look back at the consultation shown in Box 4.1, page 95, which is based on
a real encounter but fictionalised to protect the identity of the patient. If you
are a clinician yourself, your professional response was probably charged with
emotion. Most likely, you felt some degree of empathy with this poor elderly
man, sadness at the personal tragedy he went through and increased motiva-
tion to be more alert in the future to subtle clues that a patient wishes to share
an intimate secret. No amount of classifying and categorising of symptoms, no
sophisticated diagnostic tests and no volumes of evidence-based medicine will
ever capture this emotional dimension, because the nature of the knowledge
you are using is humanistic rather than objective (Table 2.2, page 47).

The man who inspired evidence-based medicine’s greatest achievement, the
Cochrane Collaboration, was a British epidemiologist called Archie Cochrane.
No doctor was ever more committed to the use of rational methods in clinical
practice, but Archie Cochrane also knew their limitations. In this excerpt from
his autobiography, he describes the last living moments of a patient to whom
he briefly attended while the resident doctor in a prisoner of war camp:

‘Another event at Elsterhorst had a marked effect on me. The Germans dumped a
young Soviet prisoner in my ward late one night. The ward was full, so I put him in
my room as he was moribund and screaming and I did not want to wake the ward.
I examined him. He had obvious gross bilateral cavitation and a severe pleural rub.
I thought the latter was the cause of the pain and the screaming. I had no morphia,
just aspirin, which had no effect. I felt desperate. I knew very little Russian then and
there was no one in the ward who did. I finally instinctively sat down on the bed and
took him in my arms, and the screaming stopped almost at once. He died peacefully
in my arms a few hours later. It was not the pleurisy that caused the screaming but
loneliness. It was a wonderful education about the care of the dying. I was ashamed of
my misdiagnosis and kept the story secret’.*’-P82

Itis noteworthy that Cochrane only kept the story secret until he was released
from the prisoner of war camp and had time for the honest reflection that is the
hallmark of the professional clinician (see Sections 5.6, 11.3 and 11.4). From a
philosophical perspective, humanistic clinical practice rests on the core concept
of intersubjectivity — ‘connecting with’ the patient and being aware of this
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connecting. Different theoretical models have different perspectives on what
exactly this ‘connecting’ entails, and how it might be analysed, and I introduce
three examples of these in the next chapter (the sociolinguistic model of clinical
interaction in Section 6.2, the psychodynamic model in Section 6.3 and the
narrative model in Section 6.4).

It is also noteworthy that Cochrane’s move from an ‘evidence-based” ap-
proach (seeking opioid analgesia on the assumption that the patient’s pain
had not responded to aspirin) to an approach based on raw humanity (taking
the dying man into his arms) was triggered by intuition. In the remainder of
this section, I want to consider the phenomenon of intuition in more detail. As
I argued in the previous section, clinical prediction rules, however evidence-
based, are never going to eliminate uncertainty in primary care. General prac-
titioners, nurses, pharmacists and others who work at the fuzzy coal face of
primary care often advise their juniors to learn to ‘fly by the seat of their pants’
and trust their intuition. The nature of the judgments that allow GPs, most of
the time, successfully to extract the ‘seriously ill’ needles from the haystacks
of non-specific presentations are highly complex and require a judicious blend
of both rationalistic and intuitive reasoning. Let’s consider the latter here, based
on a paper I published a few years ago in the British Journal of General Practice.?®
Note that whilst I have used the general practitioner as my example (because
that’s what I am), the theory behind this work was developed by a professor
of nursing, Patricia Benner, who drew extensively on empirical work on how
nurses make decisions.?=!

The story in Box 5.3 shows that intuitive insights are commonplace in general
practice and they may or may not save lives. They are rarely as impressive as

Box 5.3 A story about clinical intuition.?

A few years ago, while doing a GP locum, I visited a 58-year-old man who had
been complaining of abdominal pain for 3 days. He was on long-term steroids
(which had probably been commenced decades ago for asthma). He was very
overweight and lying the wrong side of a sagging double bed. His lifelong
medical record consisted of a single page. Apparently, he had no previous
medical history and had not consulted his GP for over 15 years. His wife
was extremely anxious, because they were foster parents and due to take in a
recently orphaned teenager. He had to be fit to drive the next day.

He admitted to being constipated, and his abdominal pain was probably
no worse now than 2 days ago. Physical examination — inasmuch as I could
complete one — was unremarkable. His abdomen was only mildly tender and
the bowel sounds normal. He grunted a bit, but that was all. In view of the
steroids, I sent him into hospital, and the registrar put him on ‘“fourly-hourly
observations’.

That night, I went home and told my husband that I had seen a man who
was going to die. He did indeed die, 4 days later, despite normal bloods and
observation chart throughout. Post-mortem showed a strangulated volvulus.
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the one I first heard quoted by Professor Nigel Stott (and which I subsequently
analysed in detail®?) from a GP in Cardiff: ‘I got a call from a lady saying her three
year old daughter had had diarrhoea and was behaving strangely. I knew the family
well, and was sufficiently concerned to break off my morning surgery and visit imme-
diately’. This GP’s hunch led him to diagnose correctly, and treat successfully,
a case of meningococcal meningitis on the basis of two non-specific symptoms
reported over the phone — an estimated ‘hit rate’ for that particular GP of 1 in
96,000 consultations. The intuitive judgments we make on a daily basis in clin-
ical practice are generally less dramatic but no easier to explain on a rational
level.

Few primary care clinicians dispute that intuition plays a part in their prac-
tice, but there has been relatively little formal research into how (and to what
extent) intuition contributes to decision making in the clinical setting. Intuition
has six key features:

e Itis a rapid, unconscious process.

e It is context-sensitive.

* It comes with practice.

* It involves selective attention to small details.

¢ It cannot be reduced to cause-and-effect logic (B happened because of A).

o It addresses, integrates and makes sense of, multiple and complex pieces of
data.

In one of the first of the Sherlock Holmes novels written by doctor-novelist
Sir Arthur Conan Doyle, Holmes is asked to explain a particularly impres-
sive and obscure feat of reasoning and responds as follows: ‘From long habit
the train of thoughts ran so swiftly through my mind that I arrived at the conclu-
sion without being conscious of intermediate steps’ (my emphasis). Educationalists
Hubert and Stuart Dreyfus, writing about intuition in industrial engineering,
concluded that ‘Experienced intuitive [practitioners] do not attempt to understand
familiar problems and opportunities using calculative rationality.... When things
are proceeding normally, experts don’t solve problems and don’t make decisions: they
do what normally works’ (my emphasis).* Like Conan Doyle, Dreyfus and Drey-
fus present intuition as a method of problem solving that marks the expert out
from the novice, and they acknowledge the elusive nature of the intuitive
method. Experts themselves can rarely provide an immediate, rational expla-
nation for why they behaved in a particular way:.

Table 5.2, which is based on real-life observations, shows excerpts from four
clinical ‘clerkings’ taken a few years ago of a single patient with conjunctivi-
tis (which, incidentally, are worth contrasting with the clinical prediction rule
shown in Box 5.2). The different problem-solving approaches adopted by clin-
icians at varying stages of training illustrate stages in the classification that
Dreyfus and Dreyfus derived from observations of professional engineers.
According to them®:

The novice practitioner is characterised by:

* Rigid adherence to taught rules or plans

« Little situational perception

¢ No discretionary judgment
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Table 5.2 Examples of clinical clerking styles of doctors at different stages of training and

experience.

Third-year medical student

Fifth-year medical student

‘Mr Brown is a 38 year old computer operator who
attended the Accident and Emergency department
with a bad feeling in his eye. The history of the
presenting complaint was that it was there when he
woke up at 7.15 am on Wednesday morning. When
he was a little boy he had had an operation on his
eyes for squint. He is up to date on his jabs. ...’

‘This 38 year old male attended with a
feeling of grit in his right eye. The eye also
had a yellow discharge. He could still read
the paper with that eye. He had not had
any previous episode like this.

His visual acuity was 6/6 bilaterally. His
pupils were equal, concentric responding
to light and accommodation. ...’

Casualty officer

GP

‘38 year old male
Gritty Rt eye 2/7; no h/o trauma

‘Rt conjunctivitis
Chloramphenicol drops

Purulent discharge See S.0.S.”
Vision 6/6, 6/6

No PMH of note

Rx: G. chloramphenicol to Rt eye q.d.s.

Review: See GP 1/52°

The competent practitioner:

¢ Is able to cope with ‘crowdedness” and pressure

* Sees actions partly in terms of long-term goals or wider conceptual frame-

work

* Follows standardised and routinised procedures
The expert practitioner:

¢ No longer relies explicitly on rules, guidelines and maxims

¢ Has an intuitive grasp of situations based on deep, tacit understanding

¢ Uses analytic (deductive) approaches only in novel situations or when

problems occur

In general, we are at our most intuitive when doing our regular job and
dealing with patients whom we know well. In unfamiliar situations, we resort
to a more formal and rational approach based on explicit (and defensible)
professional rules, as described in the previous section. The skill of the expert
is to respond to the subtle cues that signal a need to shift between the two
approaches. The GP who writes the single word ‘conjunctivitis’ in a medical
record may live to regret it when the patient subsequently sues for a missed
diagnosis of uveitis!

There are three widely held myths about clinical reasoning — first, that it
is an entirely logical and deductive process; second, that experts think more
logically than novices; and third, that more knowledge leads to better decisions.
The research literature tells us otherwise. Firstly, the critical importance of
experience, context and familiarity have been persuasively demonstrated by
Kathryn Montgomery Hunter, a professor of literature who spent several years
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watching, and listening to, doctors going about their duties. As her detailed
fieldwork showed, clinical decision making occurs by the selective application
of general rules to particular individuals and contexts.3* The uniqueness of the
individual (comorbidity, values, context and the physiological idiosyncracies
that give rise to murmurs in the normal heart and make one person’s pain
another’s ‘tingling’ or ‘pressure’) preclude any purely rule-based method for
assigning diagnoses or selecting treatments. Hunter concluded:

‘Clinical education is preparation for practical, ethical action: what best to do, how
to behave, how to discover enough to warrant taking action, which choice to make on
behalf of the patient. [These] choices are governed not by hard and fast rules but by
competing maxims. ... As lawyers, literary critics, historians and other students of
evidence know well, there is no text that is self-interpreting. As rules, these maxims
are relentlessly contextual’ 3*

Secondly, studies on the development of expertise in clinicians confirm the
Dreyfus’ taxonomy of problem solving: the more experienced a clinician gets,
the less logical their decision-making processes are shown to be.?® Thirdly, as
the next section (on guidelines and changing clinical behaviour) shows, there is
a striking absence of studies showing that knowledge per se improves decision
making. As the example in Box 6.4 (page 161) shows, even in something as clin-
ically clear-cut as a routine asthma check, the naive application of ‘evidence’
without regard to the unique predicament and priorities of the individual pa-
tient soon makes the decision evidence-burdened rather than evidence-based.

A number of studies by cognitive psychologists and educationalists have
begun to throw light on the process by which clinical expertise accumu-
lates.?*36-38 We start by learning detailed 'rules’ about the cause, course and
treatment of each condition. As we gain knowledge we convert these rules
to stereotypical stories (‘scripts’). We refine our knowledge by accumulating
atypical and alternative stories via experience and the oral tradition (such as
grand rounds, ‘corridor consultations’ and so on). Furthermore, there is grow-
ing evidence that clinical knowledge is stored in our memory as stories rather
than as structured collections of abstracted facts. ‘Doing what normally works’
is an example of inductive reasoning (Table 2.2, page 47), based on the general
principle that if the last 99 swans seen were white, the next swan will also be
white.

I have separated rational deduction (Section 5.2) and intuition (this section)
partly for the purposes of layout, since intuition is not necessarily irrational
or humanistic! I sometimes despair of clinicians who believe that they must
either be ‘old-fashioned’ practitioners whose decisions are based more or less
on intuition or ‘modern’ ones who support the rational, explicit and system-
atic use of research evidence in the clinical encounter. Despite the fact that
I have placed ‘rational” and ‘intuitive’ clinical method in separate sections,
there is actually no ‘zero-sum’ relationship (i.e. more of one implies less of
the other) between the deductive steps of evidence-based decision making
(‘the science’) and the contextual interpretation of the patient’s illness story
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(‘the art) in clinical encounters. On the contrary, as Medawar famously ar-
gued in relation to scientific induction, unique elements in the patient’s per-
sonal story ignite the clinical imagination, producing entirely rational (but of-
ten intuitive) hypotheses about what might be wrong and possible options for
management.”’

Here’s a worked example. Returning to the story in Box 5.3, my subcon-
scious hypotheses about what might happen incorporated both generalisable,
research-derived truths (such as the known masking impact of steroids and
the low validity of physical signs elicited in less than ideal circumstances)
and unique, contextual ones (including the lack of any previous consulta-
tions, the wife’s profound concern and the patient’s stoical ‘grunt’ on exami-
nation). When I predicted his impending death, I was not consciously aware
of the intermediate steps that led me to my hypothesis, but when I learnt the
outcome and sought a debriefing with his regular GP, the pieces of the jig-
saw were revealed to both of us.The work of Patricia Benner® and Michael
Eraut® (among others) suggests that the insight I gained from critical reflec-
tion and discussion with a professional colleague is to be expected. Reflect-
ing retrospectively on the process of clinical intuition (asking, for example,
‘Why did I make diagnosis X rather than diagnosis Y at that point?” or “‘What
prompted me to start/stop that drug?’) is a powerful educational tool. In
particular, critical reflection on past intuitive judgments highlights areas of
ambiguity in complex decision making, sharpens perceptual awareness, ex-
poses the role of emotions in driving ‘hunches’ (perhaps also demonstrating
the fallibility of relying on feelings alone), encourages a holistic view of the
patient’s predicament, identifies specific educational needs and may serve to
‘kick-start’ a more analytical chain of thought on particular problems. I re-
turn to this theme in Section 11.4 when I consider learning and professional
development.

Both this section and the previous one have taken the perspective that clin-
ical method is something that occurs inside the clinician’s head and with-
out any significant interaction with the patient. Another view holds that
clinical work is usually a dialogue, and the input of the patient has impor-
tant influence on the diagnostic and treatment decisions made as well as on
how these are communicated to the patient. Sections 6.2 (which takes a so-
ciolinguistic approach to the clinical interaction), 6.3 (which covers Balint’s
psychodynamic approach) and 6.4 (which covers a ‘literary’ perspective on
clinical interaction based on the notion of active listening) could all be classi-
fied as variants on clinical method as well as variants on the clinician—patient
interaction.

5.4 Clinical method IllI: the patient-centred method

In this chapter, I have offered three ‘takes” on clinical method — the ratio-
nalist approach (Section 5.2), the humanist and intuitive approach (Section
5.3) and the patient-centred method described in this section. I have already
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argued in the previous section that neither humanism nor intuition preclude
or oppose the use of rational reasoning, and I now want to introduce one
approach that attempts to unite them. It is important not to see the patient-
centred method as something different from either a rationalist or a humanist
approach. Patient-centred clinical method is the name given to an approach
that combines both rational, objective reasoning and a humanist perspective to-
wards the patient, as well as taking account of the wider social context that may
have generated the illness and brought the patient into the consulting room
in the first place. It is based on a multifaceted theory that incorporates both
‘sides’ of the epistemological divide in Table 2.2 (page 47), and which also takes
a multi-level perspective on the nature of illness, considering both individual
symptoms and behaviour and the wider context within which these occur (see
Section 3.9).

The biopsychosocial model of illness is usually attributed to Professor lan
McWhinney and his team at the Department of Family Medicine at the Uni-
versity of Western Ontario; an excellent textbook summarises its origins,
principles and applications.® These authors acknowledge the earlier work of
George Engel, who was perhaps the first to apply systems theory (the no-
tion that complex phenomena can be conceptualised as multiple interacting
systems) to the diagnosis and management of illness (originally in psychi-
atry and subsequently in family medicine).**! Engel recognised the multi-
level nature of what doctors call illness, from the gene to the environment,
and suggested that clinicians analyse problems on each of these multiple
levels and then integrate insights from each. McWhinney’s team also drew
on Michael Balint’s psychodynamic model of the doctor-patient interaction
(see Section 6.3)*> and Kleinman’s study on patients’ explanatory models
of illness, undertaken from an anthropological perspective, which demon-
strated that patients typically construct their illness very differently from health
professionals.®

Figure 5.1 shows the biopsychosocial model in diagrammatic form. Let
us work through one common problem in primary care — smoking-related
illness —and see how this model may help illuminate the issues and inform the
process of clinical reasoning. Why do people smoke? Perhaps, partly because
smoking is an addiction that is to some extent inherited.** Pharmacological
treatments for people seeking to quit smoking are designed at the level of
the molecule and (in the future) may be specifically targeted (as in ‘designer
drugs’) towards particular genetic variants of drug receptors.®> At the level
of the individual, interpersonal influence both from peers and within the
family seems a critical factor prompting people to start smoking,***” as does
stress and traumatic life experience.*® But poverty, too, is a strong influence
on smoking behaviour, in that the lower a person’s socioeconomic status the
more likely they are to start smoking (and to resist advice to quit).**! Some
interventions aimed at reducing smoking have been designed at the level
of economic policy and have had varying success.”>>* Increasingly, research
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Figure 5.1 A biopsychosocial model of illness. (Adapted from Engel*' and Stewart.?)

into smoking behaviour and how to influence it uses multi-level theories
that integrate the molecular, psychological, sociological and environmental
influences on individual behaviour.>*>

In a recent review of the biopsychosocial model in the Annals of Family
Medicine, Borrell-Carrio and colleagues remind us that this model, which has
become especially popular in primary care in recent years, is not merely a
practical clinical guide but also a philosophy of clinical care.’® Epistemolog-
ically (see Section 2.7), the model contains what purists would see as incom-
mensurabilities between mental and physical aspects of health (e.g. subjective
experience depends on, but can never be reduced to, laws of physiology). But
at a more practical level, it can usefully inform decision making within (and
beyond) the clinical consultation.

The six interactive components of the patient-centred method are shown in
Box 5.4. To some extent, the patient-centred method is not truly a multi-level
approach since it begins and ends with the consultation — hence it can only
bring in ‘higher” levels (such as the social determinants of health) indirectly
and partially. However, as the authors themselves emphasise, whatever the
cause of an illness, the person who is ill tends to land up in the waiting room
of the primary health care team, so it is probably not so unreasonable to take
the clinical consultation as the focus of analysis.
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Box 5.4 The six interacting components of the patient-centred clinical
method.

1 Exploring and interpreting both the disease and the illness experience
a Differential diagnosis (rationalist perspective)
b Dimensions of illness, e.g. ideas, expectations, effects on function (human-
ist perspective)
2 Understanding the whole person
a The “person’ (life history, personal and developmental issues)
b The context (family, other support, physical environment)
3 Finding common ground with the patient about the problem and its man-
agement
a Problems and priorities
b Goals of treatment
¢ Roles of clinician and patient (what will each be responsible for?)
4 Incorporating prevention and health promotion
a Health enhancement
b Risk reduction
¢ Early detection of disease
d Reducing the impact of disease
5 Enhancing the clinician—patient relationship
a Aspects of the therapeutic relationship
b Sharing power
¢ Caring and healing relationship
d Transference and countertransference (see Section 6.3)
6 Being realistic about time and resources
a Time
b Resources
¢ Team building

Summarised from Stewart et al.®

In their 25 years on’ review of the patient-centred method, Borrell-Carrio
and colleagues suggest that whilst the humanistic and participatory approach
to clinical method aligns with recent social and cultural changes in Western
healthcare (see Box 1.2, page 7), such an approach may not be universally ac-
cepted. They propose a less culture-bound adaptation of this method whose
pillars include: (1) self-awareness; (2) active cultivation of trust; (3) an emo-
tional style characterized by empathic curiosity; (4) self-calibration as a way to
reduce bias; (5) educating the emotions to assist with diagnosis and forming
therapeutic relationships; (6) the use of ‘informed intuition’; and (7) communi-
cating clinical evidence to foster dialogue, not just the mechanical application of
protocol.
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One very important research tradition has stemmed directly from the Cana-
dian work on patient-centred clinical method. It is built around the concept of
‘shared decision making’ — the active and equal involvement of the patient in
decisions about his or her care, which requires effective communication about
both the problem and the options for management, as well as mutual respect
and trust and a recognition of the ‘lifeworld” agenda (see Section 6.2) by the
clinician.”-%4

It is probably apparent from this brief section that there are many poten-
tial variations on the theme of the patient-centred method, and that all will
include the judicious (rather than formulaic) application of rationalist ap-
proaches such as evidence-based medicine, the reflective use of subjectivity
and intuition and a consideration of the social causes of illness and consulting
behaviour.

5.5 Influencing clinicians’ behaviour

As with efforts to change patients’ lifestyle (see Section 4.3), interventions to
change what clinicians do should be (but rarely are) based on robust theories
about human behaviour, learning, influence and change. This section sets out
some (but by no means all) theoretical perspectives relevant to influencing
clinical practice. I have chosen to illustrate this very wide field of study us-
ing the example of how to get clinicians to follow evidence-based guidelines,
partly because this is important territory in its own right, and partly because it
illustrates very well how the ‘ologies’ introduced in Chapter 2 can inform and
enrich our understanding of primary care.

There have been dozens of studies within evidence-based medicine (in a
subtradition known as implementation research and led by, among others,
Professor Jeremy Grimshaw) that have sought ways of improving clinicians’
use of evidence-based guidelines. These have included mass media efforts
to raise awareness of guidelines,®® educational inputs of various kinds,®¢-
interventions led by designated ‘clinical opinion leaders’ (see below)® and
incentives (typically, financial ones).”’ These studies were mostly randomised
controlled trials of complex interventions, based on a design used by Sibley and
Sackett back in 1982 (‘intervention on’ versus ‘intervention off’ and measuring
a set of predefined outcomes, as illustrated in Figure 3.6, page 70).”! Most such
trials (including the early work done by Sackett’s team), and with the possible
exception of financial incentives, had surprisingly low success at inducing the
hoped-for changes in clinical practice.

An overview by Richard Grol summarises the reasons why intervention
trials to promote ‘behaviour change’ were so often only marginally effective (or
ineffective).”> Many evidence-based guidelines were ambiguous or confusing;
they usually only covered part of the sequence of decisions and actions in a
clinical consultation; they were often difficult to apply to individual patients’
unique problems; they generally required changes in the wider health care
system as well as doctors’ behaviour; and their implementation was rarely
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cost-neutral (so may have required resources to be shifted from other activities
that were equally ‘evidence-based’). In other words, the underlying theory on
which conventional intervention trials were built (epidemiological research
— publication of evidence — implementation by clinicians”®) was critically
flawed and needed more than minor adjustment.

In the early days, writers had talked about objective and context-neutral
evidence driving the evidence-into-practice cycle ‘like water flowing through a
pipe’7* The problem of getting research evidence to influence routine clinical
practice was couched initially as an ‘evidence gap’ (evidence on what works
was lacking), then as a ’knowledge gap’ (clinicians were ignorant of the evi-
dence) and then a ‘behaviour gap’ (they failed to act on it and needed a stick or
a carrot). One randomised trial after another sought to identify the efficacy of
different packages designed to fill these gaps. But the entire paradigm was (in
my view) flawed, since the ‘gap’ metaphor is inherently inappropriate, imply-
ing as it does an empty space that can be ‘made good’ with a cleanly defined,
targeted intervention. A different theory (or theories) is required.

As far back as 1993, one of the editors of the British Medical Journal, Tony De-
lamothe, wrote a piece called ‘Wanted: Guidelines that doctors will follow”.”®
His idea was that rather than simply bemoaning the stubbornness and con-
servatism of the medical profession, there might be some generic character-
istics of clinical guidelines that could be improved in order to make them
more appealing, more accessible, more understandable and more practicable.
A more theoretical take on making guidelines ‘easier to follow’ is the idea
that a guideline is a form of innovation, and spreading the use of guidelines
is a specific example of a more general phenomenon — the diffusion of in-
novations. Classical diffusion of innovations theory, as set out by sociologist
Everett Rogers, arose from empirical work undertaken in the 1940s which
demonstrated a consistent pattern of adoption of new ideas and practices over
time by people in a social system.” The theory’s central tenet is that the adop-
tion of new ideas in a population follows a predictable pattern. There is a
slow initial (lag) phase, followed by an acceleration in the number of people
adopting in each time period, followed by a corresponding deceleration and
finally a tail as the last few individuals who are going to adopt finally do so
(Figure 5.2).

Rogers, whose distinguished academic career spanned five decades, was a
rural sociologist — that is he mainly studied farmers and farming practices.
He undertook his PhD in the early 1950s looking at the adoption of ‘modern’
agricultural methods (such as powerful chemical fertilisers) in the somewhat
conservative state of lowa. These modern methods had been developed in uni-
versities and government-funded centres of excellence. The farmers’ reluctance
to take up new agricultural technologies has many parallels to the resistance of
modern-day clinicians to the adoption of evidence-based guidelines. Based on
some 300 observational studies of the adoption (and non-adoption) of different
innovations, Rogers distilled out some general principles about the attributes of
innovations —that s, the characteristics which (in the eyes of potential adopters)
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Figure 5.2 The S-curve in diffusion of innovations.

made them more or less likely to be taken up and sustained. Six attributes have
been consistently shown to be linked to the rate and completeness of adoption
(i.e., the gradient and final height of the curve in Figure 5.2):

* Relative advantage — if the innovation is seen to have a clear advantage over
current practice;

* Compatibility — if the innovation is compatible with the values and norms of
potential adopters;

* Low complexity — if the innovation is simple (or can be broken down into
simple components);

e Observability — if the impact of the innovation is readily observable;

o Trialability — if the innovation can be tried out on a small scale before the
adoption decision is made;

e Potential for reinvention — if the innovation can be customised to make it fit
for purpose in a particular situation.

Roberto Grilli and Jonathan Lomas evaluated 23 separate studies of the ex-
tent to which doctors followed clinical guidelines and found a total of 143
recommendations. They assessed each one for three attributes: complexity,
trialability and observability (‘relative advantage’ was assumed in that the
guidelines were evidence-based so by definition better than standard prac-
tice; ‘compatibility’ could only be assessed by asking the doctors, which was
not possible in this study design; and ‘potential for reinvention’ had not yet
been identified as important). They found that observability was hard to as-
sess, but that low complexity and trialability together accounted for up to 47%
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Figure 5.3 Hall and Hord’s Concerns Based Adoption Model.

of doctors’ non-compliance with guidelines. A clear message then: guideline
developers should make their recommendations simple and trialable!

Another theory in innovation research, also highly relevant to the adoption
of clinical guidelines, is the Concerns Based Adoption Model of Hall and Hord.
Based on empirical study of teachers’ efforts to adopt new educational tech-
nologies, they proposed that when individuals adopt an innovation, three sets
of concerns must be addressed (Figure 5.3)77:

* Concerns in the pre-adoption stage. Important prerequisites for adoption are
that the intended adopter is aware of the innovation; has sufficient information
about what it does and how to use it; and is clear how the innovation would
affect them personally, e.g. in terms of costs.

e Concerns during early use. Successful adoption is more likely if the intended
adopter has continuing access to information about what the innovation does,
and to sufficient training and support on task issues, i.e. about fitting the inno-
vation in with daily work.

o Concerns in established users. Successful adoption is more likely if adequate
feedbackis provided to the intended adopter on the consequences of adoption,
and if the intended adopter has sufficient opportunity, autonomy and support
to adapt and refine the innovation to improve its fitness for purpose.

Note that whereas a simplistic ‘behaviour change’ theoretical lens glosses
over the clinician’s concerns and assumes that he or she can be rewarded, pun-
ished or otherwise incentivised to behave to order, the Concerns Based Adop-
tion Model acknowledges ‘resistance to change’ as potentially well grounded
in legitimate concerns of various types. As Figure 5.3 shows, this model also
offers a time dimension —adopters’ concerns change as the process of adoption
unfolds, and the design of packages to promote guideline use should reflect
this.

Another relevant component of diffusion of innovation theory is social in-
fluence. We copy some people more readily than we copy others. The US so-
ciologists of the 1950s demonstrated some key characteristics of a person who
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is likely to be copied (an ‘opinion leader’) include high social status, greater
knowledge (more years of education), ‘cosmopolitanism’ (makes visits to the
local market town more often) and wide social networks (is known and named
as a friend by more people).”®® The original research studies on opinion lead-
ership were largely interview-based and involved asking professionals who
influenced them (e.g. when deciding to prescribe a new drug for the first time).
More recently, a fascinating series of ethnographic studies, in which qualita-
tive researchers shadowed and observed clinicians and managers going about
their work, has explored opinion leader influence in a real-world setting. I rec-
ommend the excellent summary of this literature by Louise Locock” and the
book by Sue Dopson and Louise Fitzgerald about evidence-based medicine
in context.?? In brief, the naturalistic work on opinion leadership suggested
that the social influence of certain individuals is often very profound — either
positively if they support an innovation or negatively if they oppose it or are
lukewarm. But such influences are subtle and tied to particular innovations
and contexts. A person (e.g. an older experienced GP) may be a highly influ-
ential opinion leader for one aspect of clinical practice (such as how to handle
difficult patients or manage staff) but not influential at all in others (such as
how to treat hypertension). Furthermore, the qualitative studies have shown
that opinion leadership is not static — the question of who influences us and by
how much changes with time and perhaps even with what mood we are in.
In other words, social influence is a complex phenomenon and it is perhaps
small wonder that clinical trials of ‘opinion leader on’ versus ‘opinion leader
off’ did not have a dramatic impact on practice.®

In summary, the numerous trials of interventions to make clinical prac-
tice more evidence-based through the use of guidelines are somewhat under-
theorised. There are neither ‘magic bullets’ (complex interventions that are
guaranteed to work in every setting) nor ‘magic targets’ (individuals, be-
haviours or situations where efforts should be concentrated).?!8? The research
agenda on implementing guidelines has begun (not before time) to be reframed
from a rather Pavolvian goal of ‘changing clinicians’ behaviour’ to ‘improving
the attributes of guidelines’, ‘identifying and addressing clinicians’ concerns’
and ‘exploring the complexity of social influence in the real world of clinical
work'.

5.6 The ‘good’ clinician

No chapter entitled ‘the clinician’ in the twenty-first century would be com-
plete without a section on professionalism, the standards we expect of our-
selves and how to promote and enforce these. Box 5.5 gives two examples of
‘bad’ clinicians and reminds us that we now live in an era when public trust
in health professionals, which was once something that came with the job, has
to be earned and retained. Trust, which was the subject of an excellent series
of Reith Lectures by Onora O'Neill a few years ago (which were published
as a book®), is closely linked to professionalism. Indeed, a working party of
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Box 5.5 Bad clinicians.

Dr Harold Shipman, a general practitioner in Greater Manchester, was viewed
by his patients as a kind, sympathetic, competent and thorough family doc-
tor. In reality, he was Britain’s worst ever serial killer. Following his trial for
the murder of one of his patients in 2000, forensic enquiries indicated that he
was probably responsible for an estimated 235 more. Yet many of his patients
refused to accept that someone who had been such a ‘good doctor’ could pos-
sibly have committed murder. Patients were typically killed in the afternoon
on surgery premises. A taxi driver dropped a fit-looking 56-year-old lady off
for her routine appointment returned to pick her up an hour later, and was
told that the woman had died while being treated by Dr Shipman. He became
suspicious and began to make a list of other regular customers who had died re-
cently —all of whom were patients of Dr Shipman. But he was reluctant to come
forward. Who would believe the word of a taxi-driver over that of a doctor?
An undertaker became alarmed at her colleagues’ references to the phrase ‘an-
other one of Shipman'’s’. His patients were all found dressed, relatively healthy
and the death was sudden and unexpected. When the undertaker voiced her
concerns to her peers they were ignored and she was warned not to go public
for fear of liability. It was 2 years — and around 80 more murders — later before
Shipman was finally arrested.

Beverley Allitt, or the ‘Angel of Death” as she became known, is one of
Britain’s most notorious female serial killers. She murdered four of her child
patients and attempted to murder nine others. At the same time, she befriended
the parents of her victims with her caring and solicitous manner and the iden-
tity she projected as an experienced and highly trained nurse (in fact, she
was neither). Allitt was an unhappy teenager given to self-harm, who became
overweight as an adolescent and developed attention-seeking behaviour and
aggression towards others. She went on to train as a nurse and was suspected
of odd behaviour, such as smearing faeces on walls in a nursing home where
she trained. Despite her history of poor attendance and repeated failure of
her nursing examinations, she was taken on a temporary 6-month contract at
the chronically understaffed Grantham and Kesteven Hospital in Lincolnshire
in 1991, where she began work in the Children’s Ward. There were only two
trained nurses on the dayshift and one for nights. Her first victim, 7-month-old
LT, was admitted with a chest infection. Allitt went out of her way to reassure
his parents that he was in capable hands and persuaded them to go home to
get some rest. When they returned, Allitt advised that LT had had a respiratory
arrest but had recovered. She volunteered for extra night duty so she could
watch over the boy, who had a further ‘respiratory arrest’in the night and spent
several days on a ventilator with severe brain damage before his parents made
the agonising decision for it to be switched off. Several more victims followed,
in similar circumstances.
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the Royal College of Physicians recently defined medical professionalism as ‘a
set of values, behaviours, and relationships that underpin the trust the public has in
doctors’ 34 In this section, I will unpack and challenge this definition of profes-
sionalism, drawing on a number of recent reviews and commentaries.34%

Sociologists define professions in terms of social roles and relationships.
Creuss et al., for example, propose three defining features of any profession:
* Mastery of a complex body of knowledge and skills;

* Use of this knowledge in the service of others;

* A ‘closed shop’ whose members are governed by codes of ethics and make
a commitment to competence, integrity, altruism and the promotion of the
public good.

These commitments, they suggest, form the basis of a social contract between
the profession and society, which in return grants the profession three things:
» A monopoly over the use of its knowledge;
¢ The right to autonomy in practice;
¢ The privilege of self-regulation.

I find this definition somewhat old-fashioned. To put it another way, I won-
der whether medicine truly fulfils the definition of a profession in the twenty-
first century. Most medical knowledge these days, for example, is available
to anyone who bothers to look for it on the Internet. Whilst medical profes-
sionals may use this knowledge in the service of others, so increasingly do
others — most notably the voluntary sector and self-help groups. Following
an ethical code and maintaining competence is now not so much a profes-
sional commitment as a statutory duty enforced by the machinery of public
accountability. Even ‘self-regulation’, the checks and balances initiated from
within the profession (e.g. the General Medical Council®”-%), has shifted sub-
tly from the voluntary promotion of norms and values to the development
and implementation of legally binding codes, procedures and compulsory
checks.®

This change in the level of autonomy and independence accorded to doctors,
and in how they are regulated —and a similar change in the nursing profession,
both of which are paralleled in almost every western country — is (arguably)
the result of a fundamental change in the nature of society. The current his-
torical period in western society, known to sociologists as ‘late modernity’, is
characterised by diminution of state regulation, growing consumerism, rapid
technological change and increasing influence of globalisation, all of which
have impacted on public trust in the state and its capacity for governance, as
well as in science and technology. Life is more fluid; we can access knowledge
ourselves; we trust the state — and the professions — less.”*! As a result, we
increasingly expect them to be transparent, accountable and externally regu-
lated.

The shift from an ‘internal’ view of professionalism (based on the person’s
commitment to professional values and codes) to an ‘external’ one (based
on accountability to the state and the public, and the implementation of
formally agreed, approved and measurable standards, as in — but not restricted
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to — clinical governance’>*) also reflects a very different theoretical model
of ‘the good clinician’ (and, incidentally, a philosophical shift from human-
ism to objectivism as illustrated in Table 2.2, page 47). To caricature some-
what, in the good old days a ‘good doctor’ was one who had taken the
Hippocratic Oath and believed it from the bottom of his heart; nowadays
he or she is someone who has passed an OSCE (objective structured clin-
ical assessment) in ‘professional behaviour’ (