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Preface

We hope this book will prove to be an important resource for anyone
interested in mental health in primary care settings, including primary
care practitioners with a special interest in mental health, mental health
practitioners with a special interest in primary care, health service planners,
commissioners and policy-makers. It covers the range of common mental
health problems found in primary care, and gives up-to-date guidance on
approaches to prevention and treatment, training, research and evidence-
based practice.

Part I covers the conceptual basis of primary care mental health
and overarching themes, including international policy perspectives,
epidemiology, sociology, the patient’s perspective and classification. In Part
11, individual chapters address well recognised clinical syndromes, including
depression, anxiety, psychosis and eating disorders, but also broader areas
of practice, such as perinatal health, sexual problems, medically unexplained
symptoms, and problems affecting older people, younger people and
minority ethnic groups.

Part III addresses issues of policy and practice, including quality
improvement, service organisation and multidisciplinary working. Finally
Part IV touches on reflective practice, including teaching and learning, the
generalist perspective, evidence-based practice, and the mental health of
practitioners themselves. The UK context is described in detail, along with
a range of international insights into practice and policy.

Each part of the book has a brief introduction written by the editors.

Linda Gask, Helen Lester, Tony Kendrick and Robert Peveler

Xvii
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Part I: Conceptual basis
and overarching themes

The seven chapters in Part I cover a range of fundamental concepts and
provide the keys to understanding much of the rest of the book. They
highlight a series of interesting themes, including the fundamental and
growing importance of primary care mental health, but also the problems
inherent in its delivery, as well as the importance of context and the tension
in encouraging service users to have a choice and a voice within a wider
system that tends to exclude people with mental health diagnoses.

We start by asking a fundamental question — what is primary care mental
health? This first chapter provides an overview of the concept and describes
the range of relevant policy initiatives in this area, the types of mental health
problems seen and treated in primary care and strategies that are being used
nationally and internationally to improve integration across the interface
between primary and secondary care. The international focus is continued
with a chapter on primary care mental health in low- and middle-income
countries and a thoughtful essay by Sartorius, informed by 40 years of work
on the world stage, on the extent to which and manner in which treatment
of mental disorders and their prevention differ between settings.

The chapters on the epidemiology and the classification of mental illness
in primary care both highlight the complexities of primary care mental
health. Describing the rates of disorder within primary care, for example,
is difficult, since it is almost impossible to obtain a representative sample
of primary care physicians to collaborate with a research team. Patients in
primary care are also much less likely to present with clearly identifiable
diagnostic syndromes, which affects both the classification process and the
epidemiological evidence base. Understanding these issues sheds light on
the apparent under-diagnosis of many mental health problems by primary
care practitioners.

Perhaps above all, Rogers and Pilgrim in Chapter 4, looking through
a critical sociological lens, capture the spirit of many chapters in Part
I by suggesting that primary care has moved from the margins to the
mainstream and now represents a new and central field of the management
of mental health in society.
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CHAPTER 1

What is primary care
mental health?

Linda Gask, Helen Lester, Tony Kendrick and Robert Peveler

Summary

This chapter provides an overview of the concept of primary care and of primary
care mental health. It describes the range of relevant policy initiatives in this area,
the types of mental health problems seen and treated in primary care and strat-
egies that are being used nationally and internationally to improve integration
across the interface between primary and secondary care.

Primary care mental health

This book is about primary care mental health, a concept that has emerged
relatively recently in the history of healthcare.

The World Health Organization (WHO) has defined ‘primary care
mental health’ to incorporate two aspects (WHO & Wonca, 2008):

o first-line interventions that are provided as an integral part of general
healthcare

o mental healthcare that is provided by primary care workers who are
skilled, able and supported to provide mental healthcare services.

Doctors have provided emotional care in the form of support, advice
and comfort for their patients for centuries, alongside other professional,
spiritual and lay workers, friends and families. However, in the past 40
years or more in the UK, since the pioneering research carried out by first
by the husband and wife team of Watts & Watts (1952) and later by John
Fry (Fry, 1960), within their own practices, and by Michael Shepherd and
his colleagues at the General Practice Research Unit in London (Wilkinson,
1989), there has been a particular interest in the mental healthcare that
is provided within primary and general healthcare settings by a range of
professionals who are not specialists in mental health. In that time, the
focus of both research and development has shifted and changed in a
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number of different ways: from an emphasis on detection of disorders,
towards better ‘chronic disease’ management; from the general practitioner
(GP) working alone to the partnership between the doctor, the extended
primary care team and the local community; from the narrow focus of
research on the behaviour of the doctor towards an exploration of the
view of the patient; and, in policy terms, a shift from viewing the GP as an
‘independent’ agent towards increasing attempts to influence the decisions
that he or she makes in the assessment and management of mental health
problems and the promotion of good mental health.

Many of these changes are encapsulated in the change of terminology
from ‘psychiatry and general practice’, the title of the forerunner to this
publication, which was jointly published by the Royal Colleges of Psychiatry
and General Practice over a decade ago (Pullen et al, 1994), to a broader
view of ‘primary care mental health’ (from the title of this publication now
commissioned by the Royal College of Psychiatrists) reflecting the wider
involvement of a range of health professionals in primary and specialist
settings.

Definitions

We recognise that there is enormous international variation in what is
meant by the term ‘primary care’. According to the Institute of Medicine
(1996) in the USA, primary care is the:

provision of integrated, accessible healthcare services by clinicians who
are accountable for addressing a large majority of personal health needs,
developing a sustained partnership with patients, and practicing in the
context of the family and community.

Primary care systems can be categorised according to whether they act
as gatekeepers to specialist services (as in the UK), provide free-market
services in parallel to specialist services, or function in a complex system
containing both free-market and gatekeeper functionality (as in the USA);
whether they are free to patients at the point of care delivery; whether they
are led by doctors or non-medical personnel; and the degree to which they
provide continuity of care.

How can we define mental health? According to the WHO (2007), it is:

a state of well-being in which the individual realises his or her own abilities,
can cope with the normal stresses of life, can work productively and fruitfully,
and is able to make a contribution to his or her community.

That is, it is not merely the absence of illness. Cultural differences,
subjective assessments, and competing professional theories all affect how
‘mental health’ is defined.

The concept of mental illness is more highly contested. Unlike in physical
healthcare, the underlying pathology of most mental ‘illness’ is far from clear,
so, except in rare cases like Alzheimer’s ‘disease’, we cannot apply this term.
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Instead, psychiatry recognises symptoms which commonly occur together,
and such a constellation is given the name of a ‘syndrome’. ‘Illness’ is the
term applied when the presence of symptoms leads to loss of functioning
or impairment. ‘Disability’ can occur in the context of mental and physical
illness as a result of society’s actions and reactions to the impairment (Lester
& Tritter, 2005). But inability to function is largely a subjective experience,
particularly with the common mental health problems that are treated in
primary care. A further complication is that the classification systems used
throughout the world for the diagnosis and treatment of mental disorders
have evolved from research in specialist settings (see Chapter 7), where
fewer than 10% of those with mental health problems in the community
are actually seen and treated. We favour a patient-centred rather than a
disease-based approach, so that, even though we do have chapters based on
disorders, and we do discuss epidemiology, we recognise the need to treat
symptoms which do not meet the criteria for particular disorders, adopt an
integrated, individually tailored approach, and take the lead from the patient
(Tinetti & Fried, 2004; Johnston et al, 2007).

Mental health problems in the primary care setting

The setting of primary care has, in the past two decades, assumed a
considerable international importance for both the recognition and the
treatment of mental health problems (WHO & Wonca, 2008). There is
increasing international recognition of the economic and social burden
of mental illness (Murray & Lopez, 1997; Layard, 2006). In high-income
countries, the majority of mental health problems seen in the primary care
setting fall into the category of ‘common mental disorders’, such as anxiety
and depression, while more severe and enduring mental health problems,
such as schizophrenia and other psychoses, are treated, at least initially,
by specialist mental health services. Although ‘common mental disorders’
are, on average, less severe than those disorders seen in secondary care,
the total public health burden that they pose in terms of disability and
economic consequences is considerably greater (Andrews & Henderson,
2000). Mental health issues are the second most common reason for
consultations in primary care in the UK (McCormick et al, 1995) and
GPs spend on average approximately 30% of their time on mental health
problems (Mental Health Aftercare Association, 1999). It is of course
perfectly possible for one individual to have both a common mental health
problem and a more severe and enduring mental illness.

However, even in countries where specialist mental health services are
well developed, such as the UK and USA (Department of Health and Human
Services, 1999), many people with more severe and enduring mental illness
receive their ongoing mental healthcare primarily within primary care, for
reasons of choice or lack of access to specialist care. In low- and middle-
income countries, specialist mental healthcare may be poorly developed or
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even non-existent, such that, by default, primary care will be the primary
provider of mental healthcare (Patel, 2003).

There is considerable international variation in the way in which primary
care practitioners are engaged in providing mental healthcare (for an
excellent and detailed comparison of practices in European countries see
WHO Europe, 2008). For example, in some European countries GPs cannot
prescribe psychotropic medication without agreement from a psychiatrist
and in others no role is seen for primary care in the management of people
with severe and enduring mental health problems.

There are important differences in the way that people with mental
health problems present in primary care compared with secondary care.
There is often comorbidity with physical illness and a common mode of
presentation of emotional problems in the primary care setting is that of
medically unexplained symptoms, which may or may not be recognised by
the physician as indicative of underlying emotional distress, even in the
presence of expressed verbal and non-verbal cues of distress (Ring et al,
2005). The critical point here, however, is that primary care clinicians will
often encounter undifferentiated, unfiltered and unrecognised symptoms,
concerns, worries and problems (Balint, 1964), which may or may not be
identifiable as mental health syndromes. Specialist mental health clinicians,
in contrast, are far more likely to encounter filtered symptoms that are
recognised and understood as representative of a mental health problem.

Providing mental healthcare

From the perspective of both the patient and the healthcare system, there
are numerous advantages to providing mental healthcare in the primary
care setting. Care can be provided closer to the patient’s home, in a setting
that is free from the stigma that is still inevitably associated with mental
healthcare facilities, by a healthcare worker who will ideally have pre-
existing knowledge of the patient and his or her family, who is able to
provide holistic treatment and continuity of care for the full range of the
patient’s problems, including physical problems, and good links to local
resources for assistance with associated social problems. Primary care is
also best placed to manage those problems, such as medically unexplained
symptoms, that straddle the artificial interface between ‘mind’ and ‘body’.
Research into the views of people with serious mental illness has revealed
the importance that they place on the care provided in the primary care
setting from their own GP (Lester et al, 2005). From the perspective of the
healthcare system, effective primary care is cost-effective (Starfield, 1991).
Specialist mental healthcare resources can then be directed towards those
most in need and likely to benefit from more intensive care.
Disadvantages of treatment in the primary care setting, however, are
that primary care workers may lack the time, the specific interest, a positive
attitude and the skills or knowledge to recognise and manage mental health
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problems optimally. There is considerable variation, both between and
within countries, in how mental health problems are managed in primary
care (Ustiin & Sartorius, 1995) and in rates of referral to specialist services.
GPs in the UK, for example, have been criticised for a perceived failure to
diagnose mental illness (particularly depression) (Docherty, 1997) and
their inability to provide good physical healthcare for people with severe
and enduring mental illness. However, as described above, primary care is a
complex environment — a ‘messy swamp’ of experiences and interpretations
that rarely conform to textbook definitions (Schon, 1983). Many GPs have
little formal training in mental health. One survey found that only a third
of GPs had had mental health training in the previous 5 years, while 10%
expressed concerns about their training or skills needs in mental health
(Mental Health Aftercare Association, 1999).

The primary care team

Across the world, many GPs still work as single-handed practitioners.
Fig. 1.1 shows a typical primary care team structure in the UK. However,
in many countries primary care has increasingly been provided by a team of
professionals working together: doctors, practice nurses and the extended
team of healthcare assistants, receptionists and other workers who visit the
practice. They may include not only a range of specialised nurses (health
visitors, community nurses, midwives) but also mental health professionals,
such as community mental health (psychiatric) nurses, psychologists,
graduate mental health workers (see below) and psychiatrists. The role
of the extended practice team in providing mental healthcare has been
acknowledged and in recent years there have been specific initiatives aimed
at members of the team, such as training health visitors in the recognition
and management of postnatal depression (Holden et al, 1989) or practice

Practice Practice Administrative
nurse ) ’ manager — staff
General

practitioner

A

v

Attached staff

District (community) nurse, midwife,
health visitor, nurse practitioner,
other attached staff
(e.g. counsellor, psychologist)

Fig. 1.1 Typical primary healthcare team structure in the UK.



GASK ET AL

nurses in the management of people on depot neuroleptic treatment (Gray
etal, 1999).

In some places, mental health professionals are closely linked with the
team. In the UK, counsellors have become increasingly common in primary
care over the past two decades and more recently a new group of ‘graduate
mental health workers’, usually graduate psychologists with a training in
brief psychological interventions to diploma level, have come into post in
some areas. GPs have been encouraged to develop special interests (‘GPs
with a special interest’, or GPwSI) in mental health (as have nurses). Some
of these doctors have developed their interest within their own practice,
while others have been working with new ‘primary care mental health
teams’ at an intermediate level between primary and specialist care.

Organising care

The primary care organisation needs not only to provide primary mental
healthcare to its patients or service users, but also to have clearly defined
pathways of care and protocols for the delivery of treatment and for referral
to other services (primary care mental health services, specialist mental
health services, social care and voluntary agencies). It also needs effective
means of data collection and management and record-keeping to ensure
that people with mental health problems, especially those with more severe
disorders, who are vulnerable or at risk or who are in receipt of repeat
medication, receive effective and timely mental and physical healthcare. It
also has to ensure that the team of staff is properly trained and up to date
and that the mental health needs of the workforce are adequately catered
for in what can be a very stressful job.

Mental health policy and primary care

As far back as the 1960s, when GPs in the UK were beginning to work in
group practices, Michael Shepherd (1966) suggested:

the cardinal requirement for improvement of mental health services ... is
not a large expansion of and proliferation of psychiatric agencies, but rather a
strengthening of the family doctor in his/her therapeutic role.

The WHO echoed this belief in 1978, in its Alma-Ata Declaration, which
stated that ‘the primary medical care team is the cornerstone of community
psychiatry’ (WHO, 1978). However, as indicated by Norman Sartorius in the
next chapter, the key role of primary care in the provision of mental healthcare
was not formally acknowledged in the Alma-Ata Declaration. Throughout
next two decades, the emphasis in both international research and policy
was on documenting the extent of morbidity of mental health problems in
primary care and the quality of care provided by primary care workers, with
a strong theme of increasing recognition and treatment of depression in the
community. This work included the development of guidelines for depression
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and numerous ‘initiatives’ on depression such as the Defeat Depression
Campaign in the UK (Wright, 1995), the DART (Depression Awareness,
Recognition and Treatment Programme) (Regier et al, 1988) in the USA,
the Beyond Blue project in Australia (http://www.beyondblue.org.au) and
the Nuremburg (now European) Alliance Against Depression in Germany
(http://www.eaad.net/enu/general-population.php).

In addition to public education, the focus of many of these campaigns
has been on educating primary care workers. In later chapters we critically
discuss this and other approaches to quality improvement in primary care
mental health, such as ‘quality improvement breakthrough collaboratives’
in the USA (Katzelnick et al, 2005) and the recent introduction of financial
incentives in the UK (under the Quality and Outcomes Framework).

Mental health policy on the role of primary care has developed considerably
over the past two decades, with increasing interest in the configuration and
delivery of evidence-based mental healthcare in the post-institutional era
(Department of Health, 1999). Primary care in the UK, for example, has
specific responsibility for delivering standards 2 and 3 of the National Service
Framework (NSF) for Mental Health and is also integrally involved in the
delivery of the other five standards. The NHS Plan (Department of Health,
2000) further underpinned the NSF with over £300 million of investment to
help implementation, included specific pledges to create 1000 new graduate
mental health workers to work in primary care and encourage a shared care
approach. Guidelines for improving the quality of mental health have also
emphasised the role played by primary care (e.g. those produced by the
National Institute for Health and Clinical Excellence in the UK). Specific
references are provided in the appropriate chapters.

The interface between primary care and specialist care

A significant area of international policy interest has been developing the
interface between primary and specialist care (WHO & Wonca, 2008).
The ‘pathways to psychiatric care’ were first described by Goldberg &
Huxley (1980) (Table 1.1) and their model delineates the filters through
which people with mental health problems must pass from community to
specialist care. This work is discussed further in Chapter 3, in relation to
epidemiology. In many countries, newly developed primary care services
are taking over the care of people with mental illness who were previously
either institutionalised or under the care of mental health services. This
process began in the USA and the UK 40 years ago and ever since there
has been ongoing debate about who should be referred to specialist mental
services (or behavioural health services in the USA), who should receive
care in a primary setting and how the interface should be most efficiently
configured to promote joint working between professionals and optimal
outcomes for patients (Gask, 2005).

Health policy in the UK has been particularly concerned, not just in mental
health but across the field of healthcare, in shifting the care of many people
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Table 1.1 Pathways to psychiatric care

Levels and filters Factors operating

Level 1: Psychiatric morbidity in the community

First filter: decision to consult Severity/type of problems
Learned behaviour
Stress
Availability of services
Money

Level 2: Total primary care morbidity

Second filter: GP recognition GP interviewing skills
Personality
Training
Attitudes
Presenting symptoms of the patient
Demographics

Level 3: Conspicuous primary care morbidity

Third filter: Referral Confidence
Attitudes
Symptoms/attitudes of patient and family
Services available

Level 4: Patients in formal mental health services

Fourth filter: Decision to admit Availability of beds
Community services
Symptoms/risk to self or others

Attitudes of patient/family

Level 5: In-patient care

From Goldberg & Huxley (1980).

who would previously have received specialist care in the hospital setting
into both primary care and, more recently, new ‘intermediate care’ services,
at the interface between primary and specialist care (Department of Health,
2006). Despite the universal healthcare funding provided by the National
Health Service (NHS), problems still exist at the interface because of the
different funding mechanisms for primary care services and hospital services
in England and Wales. Similar problems exist in integrating care across the
‘divide’ in other countries, where, for example, funding for primary care and
hospital care may be provided by different parts of government, or state or
nationally (as in Australia), or different types of organisation or professional
may be funded to provide only particular types of healthcare by insurers, as

may be the case with behavioural health in the USA.
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Integrating mental health into primary care

From an international policy perspective (WHO & Wonca, 2008), integrating
mental health services into primary care is the most viable way of closing
the treatment gap and ensuring that people get the mental healthcare they
need (Box 1.1).

Primary care for mental health is affordable, and investments can bring
important benefits; however, certain skills and competencies are required
to effectively assess, diagnose, treat, support and refer people with mental
disorders; it is essential that primary care workers are adequately trained
and supported in their mental health work. It is also clear that, with the
considerable international variation in the way that both primary and
specialist services are provided, there is no single best practice model that
can be followed by all countries. Rather, successes have been achieved
through sensible local application of broad principles. Integration is most
successful when mental health is incorporated into health policy and
legislative frameworks, and supported by senior leadership, adequate
resources and ongoing governance. To be fully effective and efficient,
primary care for mental health must be coordinated with a network of
services at different levels of care and complemented by broader health
system development.

Numerous models exist that attempt to address the problems at the
interface between primary and specialist care in order to provide truly
‘shared care’ (Craven & Bland, 2002; Bower & Gilbody, 2005). Much of
the research has focused on attempting to improve outcomes for people
with common mental health problems by integrating new staff such as
counsellors or psychologists into the primary care team (Bower & Sibbald,
2000). However, work on the model of ‘collaborative’ care, which was
developed in the USA (Katon & Unutzer, 2006) and which builds on earlier
work on the redesign of delivery systems for people with chronic health
problems such as diabetes (e.g. http://www.improvingchroniccare.org),

Box 1.1 Seven good reasons for integrating mental health into
primary care

The burden of mental disorders is great.

Mental and physical health problems are interwoven.

The treatment gap for mental disorders is enormous.

Primary care for mental health enhances access.

Primary care for mental health promotes respect of human rights.
Primary care for mental health is affordable and cost-effective.
Primary care for mental health generates good health outcomes.

NO O~ WN =

From WHO & Wonca (2008).
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is now generating a great deal of interest. Recent guidelines for the care
of depression in the UK (see http://www.nice.org.uk/CG023) have also
highlighted the concept of ‘stepped care’ in service delivery, with differing
levels of intensity of care from primary to specialist care provided seamlessly,
with decision-making about ‘stepping up’ or ‘stepping down’ according to
severity, progress and patient choice. These models are described in more
detail in later chapters.

People, patients and service users

There has also, more latterly, been increasing interest from both the
research and policy perspective in understanding not only the views and
wishes of the primary care professionals but also those of the patient. A
new strand of qualitative work in primary care mental health over the
past decade has focused both on patients’ experiences of mental health
and illness and help-seeking behaviour and on their experiences of mental
healthcare from their primary care providers. This has included studies on
depression (Gask et al, 2003; Lawrence et al, 2006), severe and enduring
mental illness (Lester et al, 2005) and the experiences of such diverse
groups as African-Caribbean women in Manchester (Edge et al, 2004) and
Caucasian Scottish women in Edinburgh (Maxwell, 2005) with postnatal
depression.

At this point we should consider terminology. Mental health policy
in the UK uses the term ‘service users’ for people with mental health
problems. While this is a commonly used term in specialist settings, it is
not widely used for people with mental health problems who receive their
care only in the primary care setting (where most people are happy to be
called ‘patients’) and it is not universally used across the world. In this
book, we use the terms ‘patient’, ‘service user’ and ‘people with mental
health problems’ as appropriate to the setting that is being described.

The focus of this book

12

We have written this book with the needs in mind of people working in
primary care who provide first-line treatment for a range of mental health
problems. We adopt an international perspective in our discussion of
primary care mental health, recognising the different ways in which health
and social care, particularly primary care, is delivered in different countries
(and indeed within some countries) and how this influences the way in
which mental healthcare is delivered. However, it is inevitable, given our
own backgrounds, that our starting point will be the care provided by GPs
and the wider primary care team in the UK. Nevertheless, our guiding
principle throughout is that ‘holistic care will never be achieved until
mental health is integrated into primary care’ (WHO & Wonca, 2008).



WHAT IS PRIMARY CARE MENTAL HEALTH?

Key points

e Primary care mental health is a relatively recent concept in the history of
healthcare.

e There are important differences in the way that people present with mental
health problems in primary and specialist settings.

e Thereis increasing interest in the role of primary care in the delivery of mental
healthcare across the world.

e However, integrating primary and specialist care effectively remains a
challenge.

Further reading and e-resources

WHO & Wonca (2008) Integrating Mental Health into Primary Care: A Global Perspective.
Downloadable from http://www.who.int/mental_health/policy/services/
mentalhealthintoprimarycare/en/index.html

WHO Europe (2008) Policies and Practices for Mental Health in Europe: Meeting the Challenge.
Downloadable from http://www.euro.who.int/eprise/main/WHO/Progs/MNH/
baseline/20080602_1?language=

http://www.improvingchroniccare.org — introduces the ‘chronic care model’ for depression
and a range of other common disorders in primary care.

http://www.mentalneurologicalprimarycare.org — UK version of the WHO guide to
mental and neurological health in primary care, partly done as an online textbook
resource for primary care mental health.

http://www.mind.org.uk — an information-packed website from a leading mental health
charity in England and Wales.

http://www.rethink.org — website of a leading UK mental health charity which focuses
on severe mental illness.
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CHAPTER 2

Mental health and primary
healthcare: an international
policy perspective

Norman Sartorius

Summary

This chapter describes how the Alma-Ata conference on primary healthcare
defined primary healthcare, and discusses what needs to be considered today
in planning, developing and evaluating mental health components of primary
healthcare.

It is impossible to imagine that the officials who proposed Alma-Ata'
as the venue for the International Conference on Primary Health Care,
a ministerial meeting held under the auspices of the World Health
Organization (WHO) in September 1978, did so because of the symbolism
of the apple. Yet, in many ways this would have been a good choice. It is
the apple? from the tree of knowledge that was involved in the eviction of
Adam and Eve from the paradise of ignorance; and primary healthcare has
been seen by many as the knowledge-based answer to health problems —
that led, however, to a rude awakening in the paradise of thinking that the
health problems of the world can be resolved by relying on specialists. It was
an apple that Paris was to give to the most beautiful goddess. By choosing
Aphrodite, who promised him the most beautiful woman, Paris voted
against wisdom, represented by Athena, and against becoming the ruler of
a kingdom, offered to him by Hera, thus triggering the Trojan War; primary
healthcare has been described as an emotional rather than rational choice
and its promotion led to discord in the field of health and wars between its
partisans and opponents. The apple was a symbol of fertility offered to Hera
by Gaia when Hera was to marry Zeus; and primary healthcare was to be

1 Alma-Ata means the Father of the Apple in the Kazakh language.

2 In the original text of the Bible there is no mention of apples, since they were not known
in the Orient at the time, but of ‘fruit’. Later Christian paintings show, however, the snake

offering an apple, which thus became the forbidden fruit.
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the way to a vast improvement in healthcare, enabling many more people to
get treatment than would any other system. And even more than that, the
island of the apple trees (Avalon) was the place to which the select could
come to enjoy heavenly delights.

The conference which, in the town of the Father of the Apple — Alma-
Ata - formally defined primary healthcare, had consequences that were
condensed in the symbolic meanings of the apple. Primary healthcare
summarised the essence of experience and evidence about the improvement
of health conditions and was a true step forward in our knowledge about
healthcare. The introduction of primary healthcare created discord at
all levels of the healthcare system in many countries. It was seen as a
foolish pseudo-humanitarian choice of a strategy by some and as a plan
that contained a real promise for the health of the world by others. It was
interpreted as a recipe for the provision of care that would achieve much
and cost little; others said that the whole idea of loading primary healthcare
with all the tasks related to the improvement of health was ludicrous.

The fact that all the countries participating in the Alma-Ata conference
agreed to the definition of primary healthcare and adopted the report of
the meeting did not seem to prevent the signatories from ascribing to the
term ‘primary healthcare’ a variety of meanings, ranging from ‘medical care
at the point of first contact with the health services’ to ‘the care provided
by simply trained health workers’. In addition to these definitions — based
on where care is given and who provides it — primary healthcare has also
been used to indicate the provision of care by a system in which general
practitioners serve as the entry point to the health system, as well as the
package of care interventions that are essential and should be covered by
any government’s health insurance system.

Definition of primary healthcare

The definition adopted at the Alma-Ata conference — and later quoted as if
it were a citation from the Bible — was complex and showed that those who
drafted it had to negotiate the wording to arrive at a consensus. It said that
primary healthcare is:

essential health care based on practical, scientifically sound and socially
acceptable methods and technology made universally accessible to individuals
and families in the community through their full participation and at a cost
that the community and country can afford to maintain at every stage of
their development in a spirit of self-reliance and self-determination. (WHO,
1978a)

This definition does not describe a particular system of care and is much
closer to an ethical credo than to a listing of elements of care provision or
to a specification of settings and techniques that should be used to provide
care. All the descriptors contained in the definition have value in relation
to ethical decisions, not to specific activities. Thus, the words ‘essential
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health care’ are not further defined, and it was later assumed that they refer
to action that is essential for the survival of the society, which means that
primary healthcare should be directed to diseases or conditions of major
public health importance. The way to decide on the public health importance
of a condition is described in documents produced at about the same time
as the Alma-Ata Declaration and the conference report, and suggest that, to
be of public health importance, a disease should be frequent, should have
grave consequences for the individual and the community, and should be
amenable to treatment or prevention. There is no directive about the types
of intervention that could be included in primary healthcare; thus, they
could be of high cost or of low cost, they could be dependent on high levels
of technology or be very simple.?

The definition goes on to state that the interventions must use scientifically
sound methods. The application of this principle would require that any
method proposed for use in primary healthcare should be shown to be
both useful and effective through an appropriate array of studies. Many of
the methods currently used in healthcare have not been examined in such
studies. It is difficult to find references to published papers on the reliability
of diagnosis made by percussion of the thorax, on the most effective length
of an interview with a patient or on the many other methods of clinical
investigation. What is more, the fact that the soundness of a method has
been established in one setting does not necessarily mean that the method
will be reliable in a different setting. The corollary of the requirement to
establish the scientific soundness of methods is that an essential element
of primary healthcare must be a mechanism to collect data about the
usefulness of a particular method over time and across users. Research, and
in particular evaluative research, should thus be introduced and financed
in the framework of primary healthcare: a requirement that was until now
usually met with surprise and rejection by the same health authorities who
profess their devotion to the principles of primary healthcare.

But the methods used in primary healthcare must not only be scientifically
sound: they must also be practical. It is not quite clear what that means.
Should they be easy to use even for persons who did not receive much
training? Should their application take little time because of the need to
provide care to many? Should they be usable under conditions of fieldwork?
All of these interpretations are possible and probably, in some vague way,
should be covered by the term ‘practical’.

The next requirement is much more difficult to satisfy: it indicates that
the methods and technology that should be employed in primary healthcare
must be socially acceptable. This might mean that the government, acting
on behalf of the people, will have to assess whether a particular method

3 At about the same time, the WHO issued statements about the ‘appropriate technology’
that was both effective and of low cost: all other technologies — no matter how effective — were
considered inappropriate if of high cost. Just where ‘low cost’ to save a human life ends and
‘high cost’ begins was left unanswered.
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may be used or not. But the government, even when elected by the people,
does not necessarily act in a manner that is acceptable to the citizens who
voted for it. Sometimes for obvious reasons and sometimes for reasons
that are not evident to the electorate, governments reject the use of some
technological advance or a method that is scientifically sound; and vice versa,
sometimes methods that are neither scientifically sound nor acceptable to
the population are introduced. A survey of the population to establish
what they consider to be an acceptable method of treatment is also not a
viable option:* two other possible interpretations of the primary healthcare
definition ‘socially acceptable’ therefore remain: either the drafters referred
to moral standards about acceptability of a treatment method (which
would, for example, disallow therapeutic abortion in some countries) or
used the word as a mild warning intended to make governments think about
the population’s wishes and prejudices.

The next requirement of primary healthcare is that it must be accessible
to all people, regardless of gender, race, religion, legal status or age. This
further confirms the ethical nature of the definition, by underlining the
need for an equitable distribution of resources. There are, however, two
possible interpretations of this requirement: the first is that health services
must be made available and accessible to all; the other is that the services that
exist must be made accessible to all. The latter is difficult but has a chance
of being introduced in the foreseeable future; the former requires tough
decisions about cuts in the budgets of other sectors because the expense
of making healthcare available and accessible to all citizens would mean a
transfer of considerably more resources (i.e. cuts of budget in other sectors)
than even the most enlightened governments would be willing or able to
reserve for healthcare.

The fifth descriptor of primary healthcare - that it must be made
accessible through the active participation of individuals and families in
the community — can also be interpreted in two ways: the first is that the
members of the community should contribute to the cost of care; and the
second is that they should be the ones who will participate in the making
of decisions about primary healthcare and then take part in the realisation
of their decision. The second interpretation would mean a significant
redistribution of authority and responsibility for healthcare, which is
currently designed by government officials responsible for the health
system and implemented by the healthcare system, which is organised,
by and large, in a hierarchical fashion, from the ministry of health to the
health workers in the community. Although there are examples of excellent
decisions concerning healthcare priorities by the community — for example
in Thailand - there is no firm evidence about the safety and efficacy of

4 On occasion, the population forces the government’s hand and asks for the application of
a measure that has not yet been scientifically proven to be useful. Such was, for example, the
case of medications for the treatment of AIDS, which were released for use by the US Food
and Drug Administration under pressure from patient-led groups.
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proceeding in this manner. A community may decide to drop certain
activities that do not seem very important to its members at a particular
time, even if this might carry a considerable risk for that community in the
future and for other communities. The answer to the dilemma of leaving the
decision to communities or entrusting it to experts and governments might
lie in a comprehensive education of all of the world’s communities — which
would be a task of formidable proportions.

The next part of the definition liberates governments from the obligation
to do anything about primary healthcare: it states that all the above should
be done at a cost that the community and country can afford. The concept
of ‘being able to afford’ relates to the decisions about priorities in general.
Thus, if a government decides to put all its money into the construction
of a hotel chain that might (or might not) increase income from tourism,
it will not be able to afford any improvement in healthcare. At present,
the usual complaint is that too much money is spent on armaments: but
the problem is of wider proportions since, until now, there have been no
transparent rules about the obligatory minimum standards of government
responsibility for the satisfaction of citizens’ needs. What is more, there
is no clarity about the criteria that should be used to decide which needs
deserve priority if the scarcity of resources does not allow the government
to deal with all of them at the same time. Thus, even if no funds were
expended to buy weapons, there would still be no guarantee that the
funding of healthcare would improve.

The final part of the definition clearly reflects the moment when it was
written. At the time, and for a short while after, ‘self-reliance’ and ‘self-
determination” were put forward as principles partly as a reflection of the
cultures of the Protestant West and partly as a reflection of a reluctance
within the Third World to continue receiving obtrusive advice and dictates
that came with funds from the rich country donors and organisations. Self-
reliance soon disappeared and gave way to interdependence (rather than
independence) as an ethically more acceptable principle. Self-determination
also soon vanished, to be replaced by calls for collaboration in the field of
health (particularly among countries of the same political bloc) and by the
growing popularity of the concept of non-alignment.

Mental health components of primary healthcare
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The promotion of mental health is listed among the essential elements
of primary healthcare in the report of the Alma-Ata conference (WHO,
1978b) but found no place in the text of the Alma-Ata Declaration (WHO,
1978a). This difference — which gave many of those responsible for
mental health programmes a considerable disadvantage in the search for
funds — was a consequence of the fact that, immediately after the government
representatives in Alma-Ata had accepted the text of the Declaration by
acclamation, a representative of the government of Panama objected to the
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fact that mental health was not mentioned in the Declaration, although it
was seen as worthy of inclusion among essential elements of care earlier in
the course of the conference. The Declaration had already been adopted: to
change it would have required another session and time on the last day of
the conference was short. So, the WHO’s representative in the conference
secretariat proposed to include the promotion of mental health in the report
of the conference without changing the text of the Declaration that had just
been adopted. This was accepted and thus the matter was closed.

Promotion of mental health can mean several things (Sartorius,
1998; and see Chapter 24). The simplest interpretation is that the promotion
of mental health equals a reduction in the numbers of people with mental
illness in a community. A more comprehensive interpretation considers
that the promotion of mental health should include the prevention and
treatment of mental illness as well as the enhancement of the coping
capacity of individuals and communities. The latter is close to the notion of
reaching ‘positive’ mental health, a vague concept defined in a great variety
of ways. A still more comprehensive view could be that the promotion of
mental health has to do with the elevation of mental health on the scale of
values of individuals and communities.

For the drafters of the primary healthcare documents in Alma-Ata, it was
possible to include ‘positive’ mental health in the report because, although
vague, the requirement was harmonious with the general spirit of the
definition of the contents of primary healthcare (similar, for example, to
the protection of mothers and children). The treatment of mental illness
was not a worthy task in their eyes — nor in the eyes of the majority of
decision-makers in the field of health — because they did not consider
mental disorders as a major public health problem® (although they satisfied
all the criteria for a problem of major public health importance) (WHO,
1981). Mental health decision-makers and many of the leaders in the field
of mental health, however, interpreted the ‘promotion of mental health’,
among the essential elements of primary healthcare, as being an invitation
to deal with mental disorders at the level of primary contact between
community members and the health service.

To mental health specialists, it seemed clear that the only way to overcome
the disproportion between the numbers of highly qualified mental health
specialists — psychiatrists, psychiatric nurses, psychiatric social workers,
psychologists and others — and the numbers of people with mental illness
in low- and middle-income countries was to involve general healthcare
workers in mental healthcare. The WHO'’S technical report Organization of
Mental Health Services in Developing Countries (WHO, 1975) is an example of
the many documents and papers that were published urging the inclusion of

5 The criteria for the designation of a disease as a major public health problem are high
prevalence, severe consequences if left untreated and the tendency to remain stable or grow
in the future unless prevented or reduced by healthcare interventions.
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mental health among the tasks of primary healthcare workers. The experts
who wrote that report recommended that countries concentrate on the most
serious yet frequent mental and neurological disorders, such as psychotic
disorders and epilepsy, and equip health personnel at the first line of the
health service with sufficient knowledge to recognise and treat serious
mental disorders and with the medications needed to do so. To confirm that
the strategy it proposed worked, the WHO carried out a study of the effects
of such an extension of mental healthcare (WHO, 1984). The study - and
others carried out at the time — showed that it is possible to implement the
strategy of extension of mental healthcare by training general healthcare
staff working at the point of primary contact and by allowing them to use
a limited range of psychotropic medications. However encouraging this
finding was, it did not support the prediction that the system introduced
would continue to function after the study was completed and serve as a
model for other areas in the same country and elsewhere.

Some countries included mental health among the essential components
of primary healthcare but many did not. In Thailand, for example, the
government decided to do so and defined a mental health component
of primary healthcare wider than others. In addition to the treatment of
mental disorders, the Thai authorities also indicated that they would pay
attention to the psychosocial aspects of healthcare in general and of primary
healthcare in particular: this, however, was an exception and different from
other countries, which focused ‘primary mental healthcare’ activities on
the treatment of a small number of disorders. With such a definition of the
promotion of mental healthcare, the shift of mental health activities from
tertiary care facilities to the periphery was successful in a relatively small
number of countries, for example in Iran, which has trained a large number
of primary healthcare workers to recognise and deal with the mental
disorders they encountered in their work. There were notable examples of
the successful introduction of mental health into primary healthcare but
they nonetheless remained isolated stories rather than models (Cohen et
al, 2002).

The WHO organised its programme in the field of mental health in a
comprehensive manner (e.g. WHO Division of Mental Health, 1992). It
argued that mental health programmes must be distinguished from the
programmes of provision of services to people with mental disorders, and
must include four sets of activities (Box 2.1). These four sets of activities
were to be considered integral parts of mental health programmes at all
levels of healthcare — from community self-care activities to referral services
— in clinical practice, research and education.

The priority of mental health programmes in low- and middle-income
countries was and remained low (see Chapter 6). This meant that it was
difficult to introduce changes to mental health services, which were in many
countries restricted to a few large mental hospitals built in colonial times.
The introduction of mental health elements into primary healthcare thus



AN INTERNATIONAL POLICY PERSPECTIVE

Box 2.1 Core activities of mental health programmes

Activities are those dealing with:

e the treatment of mental disorders

e the prevention of mental and neurological disorders (specifically including
alcohol- and drug-related problems)

e the promotion of mental health

e psychosocial aspects of general health and development programmes.

happened only infrequently, and was often restricted to a geographical area
defined by a medical school as ‘its’ territory for demonstration programmes.
Demonstration and pilot programmes were in fact quite frequent: it was
their generalisation that was the main challenge, and that has still not
been overcome in any low- or middle-income country — in part because of
a gradual weakening of enthusiasm for the strategy of primary healthcare,
which remained an important set of ethical aims but proved unsuccessful
as a recipe for the provision of care to the majority of those who need it
most.

As time went by, the concept of mental health elements incorporated
into primary healthcare became restricted to the recognition and treatment
of mental disorders at the primary level of contact between the population
and the health system. In countries in which there is a significant cadre
of general practitioners, this meant that they were invited to take on the
treatment of common mental disorders, such as depression and anxiety. In
countries where the role of general practitioners is played by internists or
by nursing staff, the same principle prevailed — that is, to place emphasis
on the training of primary care personnel so that they can recognise mental
disorders and then participate in their treatment, directed by a mental
health specialist, or carry it out themselves and consult specialists only if
they have difficulties in the process of treatment.

The strategy of providing all staff at primary healthcare level with
knowledge about mental disorders and their treatment has also changed over
time. While at the beginning the emphasis was on providing knowledge, it
soon became clear that it is necessary to pay as much, if not more, attention
to the teaching skills that are needed in dealing with mental disorders (see
also Chapter 29). Similarly important changes happened with other parts
of this strategy. The notion of training all health personnel has gradually
been replaced by an emphasis on training primary care personnel who
have expressed an interest and wish to learn more about the management
of mental disorders at their level. The offer of knowledge about mental
disorders has also become more restricted — focusing on the recognition
of disorders that need referral and the recognition and treatment of
mental disorders that are very frequent and can be handled at the primary
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healthcare level, such as depression and anxiety states. The teaching staff
have also been changing — while, at the beginning, psychiatrists were
teaching general practitioners, it became obvious that it is much more
effective to organise teaching sessions in which a psychiatrist and a general
practitioner share the responsibility for the training sessions. Lectures and
systematic presentation of knowledge gave way to the discussion of cases
that the primary healthcare workers brought forward. A similar procedure
has also gained popularity, particularly in the USA, in teaching medical
specialists who were the primary contact personnel — for example, internists
and gynaecologists.

The future

24

While it is clearly useful that general healthcare staff at any level of
healthcare can recognise mental disorders in persons who seek help from
them, it is necessary to do much more about the treatment of mental illness
in the community. In the countries of western Europe, approximately 6% of
the general population suffer from some form of mental illness that needs
qualified help: yet only half of them get it. This is not so for other illnesses -
only 5% of people with diabetes do not get medical attention in the same
countries (Alonso etal, 2007). The situation is probably even less favourable
in eastern Europe and it is clearly worse in some low-income countries, in
which the WHO estimates that only one out of ten people with a serious
mental illness gets appropriate treatment (Sartorius, 2001; WHO, 2001).

The steps that would have to be taken to improve mental health service
coverage through primary healthcare — in addition to the training of all
health workers about psychiatric illness and its treatment — include the five
issues set out in Box 2.2.

The definition of primary healthcare adopted by the ministerial conference
in Alma-Ata announced some of the principles of providing healthcare.
These dealt with issues of equity in the provision of care and with the need
to consider the improvement of the health of the population as a whole
when constructing the health systems. Over time, two important trends
emerged. The first was the growing difference between and within countries
in what was named ‘primary healthcare’. The second was the realisation
that, in the organisation of healthcare in the community, governments
must give special attention to matters that were hardly mentioned in the
original definition and the accompanying documents on primary healthcare.
These included the need to involve the private sector in the planning and
evaluation of care, the imperative to provide significant moral and material
support to families who are taking care of people with chronic illnesses and
the need to consider matters such as stigma and other psychosocial issues
in the organisation of health services.

The goals of the mental health component of primary healthcare
have, over time, become restricted to the treatment of a small number of
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Box 2.2 New areas of action to improve mental health service coverage

1 A significant and continuing investment into programmes that can reduce
the stigma attached to mental illness. Fear of being stigmatised will stop
people coming to ask for help when they have a mental illness. It will also
reduce the willingness of healthcare workers to provide services to those
who are mentally ill. It reduces the priority given to mental healthcare and
the resources that are needed for it. It is possible to fight stigma and reduce
it on the condition that the programmes designed to do so are appropriately
supported (Sartorius & Schulze, 2005).

2 The involvement of the private sector in decision-making and in the evaluation
of mental health activities incorporated in primary health services. The
documents and recommendations concerning primary healthcare do not
discuss the role of private practice, the views and activities of private
practitioners, the services provided by privately owned institutions, or the role
of the pharmaceutical and other industries — although all of them are involved
in most activities concerning healthcare. It is time to face the reality and find
ways that will allow the development of a coherent collaboration between
stakeholders in the field of mental health and in the provision of primary
healthcare.

3 Theinvolvement of service users with mental disorders in evaluating activities
related to mental health in the framework of primary healthcare. It would be
useful to do this for all aspects of primary healthcare: in the field of psychiatry,
collaboration with families and patients with mental illness in the design and
provision of care is of particular importance.

4 The development of legislation (and of attitudes) that will allow the families
of people who are mentally ill to provide care to their sick members. Families
in most countries of the world have diminished in size yet are still expected
to support all of their members, to transmit culture, to bring up children and
to help those members who are ill. They can do so for a while but excessive
burden will break them. It is therefore urgent to think of significant moral and
financial support for the families or other carers who have a person with mental
iliness in their care.

5 Provision of materials — such as the classification of mental disorders adjusted
to primary healthcare (see Chapter 7) and guidelines for the appropriate use
of treatment tools as soon as they become available — that are adjusted to the
needs and practices of those working in primary healthcare. The distribution
of these materials should be complemented by opportunities to refine skills
necessary for mental health work and by arrangements that will allow primary
care personnel to share their experience with their peers and with the mental
health specialists who are to develop tools and knowledge necessary for good
mental healthcare.

frequent mental disorders by primary care workers. While the treatment
of at least some mental disorders is a laudable effort, this restriction of the
role that mental health could play at the level of first contact between the
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population and the health system is harmful. The mental health effort at
all levels of care and particularly at the primary care level should be wider
and include involvement in dealing with psychosocial aspects of healthcare
in general, the prevention of mental illness and the promotion of mental
health, understood as an effort to give greater value to mental life and
functioning.

Key points

In the three decades since the Alma-Ata conference many things have changed. It
is now necessary to review and revise the way in which mental health components
of primary healthcare are developed. Six new areas of action that need to be added
to previous requirements are proposed.

1 Fighting stigma related to mental iliness and all that is related to it.

2 The involvement of the private health sector.

3 The involvement of users and carers in the planning and the evaluation of
mental health activities in primary healthcare.

4 The development of legislation and of other measures that will ensure that
families and carers receive sufficient moral and material support to be able to
provide care for the person with mental illness.

5 Appropriate technological support for the provision of mental healthcare in
the framework of primary healthcare.

6 The consideration of psychosocial aspects of primary healthcare in general.

Further reading and e-resources

WHO & Wonca (2008) Integrating Mental Health into Primary Care: A Global Perspective
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WHO Europe (2008) Policies and Practices for Mental Health in Europe: Meeting the Challenge.
Downloadable from http://www.euro.who.int/eprise/main/WHO/Progs/MNH/
baseline/20080602_1?language=
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CHAPTER 3

The epidemiology of mental
illness

Laura Thomas and Glyn Lewis

Summary

Epidemiology has many uses but its main utility in primary care lies in describing
rates of disease. It is relatively straightforward to obtain the prevalence of psychi-
atric disorder in community surveys, although for relatively uncommon condi-
tions such as psychosis the community estimates are rather unreliable. However,
describing the rates of disorder within primary care is more difficult, as it is almost
impossible to obtain a representative sample of primary care physicians to collabo-
rate with a research team. A large proportion of people with psychiatric disorder do
not get diagnosed by their doctor. There are many reasons for this discrepancy, but
some relate to the symptoms of psychiatric disorder and the relationship between
medically unexplained symptoms and depression and anxiety. Many of the current
reports on rates of psychiatric disorder ignore the issue of need and the ability to
benefit from an intervention: even though a large proportion of people are not
receiving treatment, it is not clear what proportion would benefit from medical or
psychological intervention. This chapter reviews the theoretical issues that arise
in this topic area, before summarising current knowledge about the prevalence
and incidence of common mental disorders.

What is epidemiology?

28

Epidemiology is the study of factors affecting the health and illness of
populations, of how often diseases occur in different groups of people and
why. The uses of epidemiology (Morris, 1957) are therefore quite varied.
They range from studies about what might cause a disease to a purely
descriptive account of how many people have or develop a condition. From
the perspective of primary care, both these aspects could be important.
Primary care, at least as provided in countries such as the UK, where almost
everyone is registered with a general practitioner (GP), is population-based
medicine. Primary care physicians often provide advice about prevention as
well as treating people with existing conditions. They are also faced with the
whole range of morbidity, and so data from household samples are often of
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value in helping to understand the population served by primary care. The
gradations between normality and abnormality or between health and disease
are as obvious to the primary care physician as to the epidemiologist. In this
chapter, we restrict our discussion to descriptive aspects of epidemiology
and their relevance to mental health in primary care.

‘Mental illness’ and ‘psychiatric disorder’ are terms that refer collectively
to all of the diagnosable mental disorders (see Chapter 7 for further dis-
cussion). ‘Mental disorders’ are characterised by abnormalities in cognition,
emotion or mood or by behavioural impairment in social interactions. A
substantial range of conditions is therefore covered by this term, reflected in
Chapter 5 of ICD-10 (World Health Organization, 1992). The commonest
psychiatric disorders are depression and anxiety and, as a result, much of
the research in primary care has focused on them. However, it is important
to remember that other conditions, such as schizophrenia, bipolar affective
disorder and dementia, also present to primary care physicians and require
treatment in primary care. The preoccupation with depression and anxiety
reflects the fact that most people with those conditions are treated within
primary care, whereas secondary care, at least in the UK, tends to take the
lead for psychotic conditions such as schizophrenia and for dementia.

In describing the epidemiology of mental illness in primary care, we have
to consider the different organisational and reimbursement arrangements
that occur around the world (see Chapter 1). Despite this diversity, the
majority of studies have found that patients with a psychiatric disorder
are most likely to present to primary care services (Katon & Schulberg,
1992), even in the USA (Regier et al, 1978; Wang et al, 2007). However, the
importance and role of primary care will differ also by diagnostic category.
People with psychotic conditions can also present via the legal system
and the hospital emergency department, as well as directly to specialist
psychiatric services.

Pathways to psychiatric care

In 1980, David Goldberg and Peter Huxley published an influential book
that reported on the current state of the referral process for individuals
with mental illness. They described a model for the pathway by which an
individual with a psychiatric disorder might travel through the health service
(Fig. 3.1). It provides a useful framework for the epidemiology of psychiatric
disorder, in relation to the health service (Goldberg & Huxley, 1980). Level
1 refers to all psychiatric disorders in the population. Epidemiological data
for this level are usually collected through large cross-sectional surveys of
the household population, such as the UK Psychiatric Morbidity Surveys
(Jenkins et al, 1997a,b), the National Comorbidity Survey in the USA
(Kessler et al, 1994) and the World Health Organization (WHO) World
Mental Health Survey Initiative (Demyttenaere et al, 2004). For filter 1,
the decision to consult a primary care physician, the key individual is the
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LEVEL 1: The Community

All adults who experience an episode of
mental disorder over the course of a year

I
First filter
lliness behaviour

v

LEVEL 2: Primary Care Patients (total)

All adults who experience an episode of
mental disorder and seek help from a
primary care physician

[
Second filter
Ability to detect disorder

v

LEVEL 3: Primary Care Patients
(detected)

All adults who are considered mentally
disordered by their primary care
physician

I
Third filter
Referral to mental health services

v

LEVEL 4: Mental Health Services (total)

All adults treated by mental health
services during the course of a year

I
Fourth filter
Admission to psychiatric hospital

v

LEVEL 5: Mental Health Services
(hospitalised)

All adults hospitalised for their mental
health during the course of a year

Key individual

The patient

Primary care
physician

Primary care
physician

Psychiatrist

Factors operating on
key individual

Severity/type of
symptoms
Psychosocial stress
Learned patterns of
iliness behaviour

Interview techniques
Personality factors
Training and attitudes

Confidence in own
ability to manage
patient
Availability/quality of
psychiatric services
Attitudes towards
psychiatrists

Availability of beds
Availability of
adequate community
psychiatric services

Fig. 3.1. The pathway to psychiatric care: five levels and four filters. Reproduced with
permission from Goldberg & Huxley (1980).

patient him- or herself. Level 2 refers to all psychiatric disorders in general
practice, even if the GP has not diagnosed the disorder. Epidemiological
data for this group would be made available through surveys of primary care
service attenders. Filter 2 refers to the detection and diagnosis of psychiatric
disorder; so, level 3 is ‘conspicuous’ or diagnosed psychiatric disorder within
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primary care. Michael Shepherd’s influential 1966 survey was effectively a
cross-sectional survey at level 3 (Shepherd et al, 1966). The third filter is the
process of referral to secondary care and level 4 refers to morbidity reaching
secondary care.

This framework has proved extremely useful in thinking about primary
care. However, its applicability varies according to the exact structure of the
health service in a particular country. For example, in the USA and in some
European countries, patients can refer themselves directly to a psychiatrist
or psychologist, without the need for primary care intervention or referral.
This has been termed the ‘American bypass’ (Goldberg & Huxley, 1980) and
will have an impact on epidemiological data from the USA, making it more
difficult to draw comparisons with countries that do not have self-referral
as part of the mental health system. (It should be noted, though, that the
health maintenance organisation movement in the USA has since reduced
the scope of individuals to self-refer direct to specialist services.)

The other qualification of this model is that it was designed, primarily,
to understand the path taken by people with the common mental disorders
of depression and anxiety. The pathways to care for people with psychotic
disorders and dementia can differ from this pattern (Gater et al, 1991). As
mentioned, people with psychotic disorder frequently present directly to
psychiatric services as a result of legal or police involvement, or through
attendance at hospital emergency departments. Nevertheless, primary care
still plays a key role in identifying and referring people with schizophrenia
and dementia.

Assessment and definition of psychiatric disorder

The classification and measurement of psychiatric disorder has attracted
interest and controversy for many years (see Chapter 7). The great
emphasis that has been given to measurement in psychiatry has often been
a distraction, but accurate measurement and clarity about diagnostic issues
is a prerequisite for any scientific process. Classifications have to be useful
to survive in clinical practice, and will persist if they are used, even if they
find little favour in the scientific journals. If these functions of classification
are to be effectively fulfilled, psychiatric diagnoses need to be reliable.
Although the reliability of diagnosis tends to be largely a concern of the
research community, we should not forget that clinicians also need to be
able to make diagnoses with sufficient reliability in order to communicate
with each other and their patients, and to apply the results of research
studies to their clinical work.

There is now an international consensus over almost all the diagnostic
categories used in psychiatry and it is reassuring that both the major
diagnostic manuals, DSM-IV and ICD-10, are now extremely similar,
although there is still considerable disagreement about their applicability
to primary care (see Chapter 7). From the perspective of primary care,
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one important issue is the relationship between categories and continua.
Of course, the diagnostic system is in categories, but there is now more
emphasis on thinking of many psychiatric disorders along a continuum of
severity. This has been the case for some time in relation to depression
(Paykel & Priest, 1992; Lewinsohn et al, 2000). More recently, there has
also been an increasing body of evidence in relation to a continuum of
psychotic experiences (van Os et al, 2000). This is in tune with a long
tradition within medical epidemiology that argues that almost all medical
conditions in the community are most accurately viewed along a continuum
(Rose & Barker, 1978). For clinicians, categories are useful in order to guide
decision-making, but in the real world most illness does not exist in simple
categories but along continua. Kendell’s (1968) classic study illustrated
the continuum between the neurotic and endogenous forms of depression.
Likewise, community surveys show that the key symptoms of depression
are common in the community and exist across the whole range of severity
(Jenkins et al, 1997b).

It is important to be aware that, in primary care, the whole range of
psychiatric syndromes will be seen. Primary care physicians will see a large
number of people in a ‘grey’ area, where treatment decisions are difficult
to make and diagnosis is uncertain. One of the major challenges of research
in this area is to help primary care physicians rapidly assess patients with
psychiatric disorder in order to aid decisions about pharmacological and
psychological treatment or referral. For example, there is increasing concern
within primary care that patients with very mild depressive symptoms or
problems of living are being medicalised and treated with antidepressants
(Heath, 1998). Making the diagnosis of depression is at the heart of this
controversy and regarding depression along a continuum of severity seems
a helpful approach.

Prevalence of mental illness within the community
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Mental illnesses are common, and are found in people of all ages, in all
regions, countries and societies. It is estimated that approximately 450
million people worldwide have a mental health problem, with 25% of people
suffering from a disorder at some point during their lives. The impact of this
is costly to society, with an estimated 14% of the global burden of disease
due to neuropsychiatric disorders. There is a great deal of variation between
the headline figures given in different surveys. This is often because of
differences in the way that psychiatric disorders are assessed, rather than,
necessarily, because of differences in actual prevalence. It is also difficult
to estimate the prevalence of relatively uncommon conditions such as
schizophrenia using cross-sectional surveys. It is more common for the
admission rate for schizophrenia to be estimated from statistics collected
in secondary care, although more intensive local studies on incidence have
also been carried out.
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It is useful to use the available prevalence figures in order to estimate
the number of individuals with certain conditions for each UK GP with a
list size of 2000 individuals. From the Psychiatric Morbidity Survey run by
the UK Office of National Statistics (ONS) (Singleton et al, 2001), in such
a population one would expect, at any one time, a GP to have about 50
people with depression and 10 people with a psychotic illness. Ferri et al
(2005) estimated that 5.4% of those aged 60 years and over have dementia.
For each GB this corresponds to about 20 people with dementia. There
will also be a large number of people with anxiety disorders (about 180)
and a further 180 or so with milder degrees of depression and anxiety, not
meeting the more specific diagnostic criteria.

The burden of psychiatric disorder

Psychiatric disorder is extremely disabling: it leads to difficulty in securing
employment, and it can deleteriously affect relationships with family,
friends and work colleagues. For many years, the public health significance
of psychiatric disorder was difficult to quantify, as most international
statistics used mortality in order to compare the burden of different
medical conditions. The World Bank attempted to change this by adopting
a methodology that calculated the ‘disability-adjusted life years’ (DALYs)
lost to various diseases. This approach was designed to enable morbidity
and mortality to be compared and therefore allow a rational setting of public
health priorities. There are well-discussed limitations of this approach,
particularly in the values of disability associated with each condition.
Despite such limitations, the World Bank report and associated publications
(Murray & Lopez, 1997a,b,c) provided the first estimates that have allowed
comparison between psychiatric disorders and physical illness leading to
death. The report estimated that neuropsychiatric disorders led to 8% of
the global burden of disease (GBD) measured in DALY lost to illness. For
adults aged 15-44 years, psychiatric disorders are estimated to account
for 12% of the GBD; if ‘self-inflicted, intentional injuries’ are added, the
proportion reaches 15.1% for women and 16.1% for men. In fact, mental
disorders are projected to increase to 15% of the GBD, and major depression
is expected to become second only to ischaemic heart disease in terms of
disease burden by the year 2020.

It is worth noting that even though schizophrenia and dementia are the
most disabling conditions for an individual, the larger numbers of people
with depression lead to a greater aggregate burden in terms of DALYs in
the World Bank study. Similarly, it has been argued that mild depression,
below the threshold for meeting diagnostic criteria, leads to more disability,
in aggregate, than the disability associated with the more severe depressions
meeting diagnostic criteria (Broadhead et al, 1990). In this sense, the priorities
of public health appear to contrast with those from a clinical perspective,
where the priority is those with, individually, a more severe problem.
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Psychiatric disorder among primary care attenders

The WHO Collaborative Study on Psychological Problems in General
Health Care was a cross-cultural study that estimated prevalence rates
among primary care attenders in 14 different countries (Ustiin & Sartorius,
1995). All sites used the same diagnostic criteria and there were marked
differences in the prevalence rates of mental disorder at the different sites.
Of course, it is important to note that the comparability of primary care
studies such as this is poor. It is virtually impossible to select primary
care clinics at random, as a proportion of the doctors will refuse to take
part. Also, the sites for this study were chosen largely by the location of
interested epidemiologists and primary care physicians, who then selected
primary care centres in a rather unsystematic way. Nevertheless, this study
has provided some important comparative data on primary care attenders
throughout the world. Table 3.1 lists the prevalence figures and breaks this
down further by listing the most common mental disorder diagnoses in
primary care: depression, anxiety and substance misuse (see also Chapters
8 and 10).

Presentation of psychiatric disorder in primary care

It has been known for some time that primary care physicians in many
parts of the world do not identify all those with psychiatric disorders who

Table 3.1 Worldwide prevalence (%) of major psychiatric disorders in primary

healthcare
Cities Current Generalised Alcohol All mental
depression anxiety dependence disorders
Ankara, Turkey 11.6 0.9 1.0 16.4
Athens, Greece 6.4 14.9 1.0 19.2
Bangalore, India 9.1 8.5 1.4 22.4
Berlin, Germany 6.1 9 5.3 18.3
Groningen, Netherlands 15.9 6.4 3.4 23.9
Ibadan, Nigeria 4.2 2.9 0.4 9.5
Mainz, Germany 11.2 7.9 7.2 23.6
Manchester, UK 16.9 71 2.2 24.8
Nagasaki, Japan 2.6 5 3.7 9.4
Paris, France 13.7 11.9 4.3 26.3
Rio de Janeiro, Brazil 15.8 22.6 4.1 35.5
Santiago, Chile 29.5 18.7 2.5 52.5
Seattle, USA 6.3 2.1 1.5 11.9
Shanghai, China 4 1.9 1.1 7.3
Verona, ltaly 4.7 3.7 0.5 9.8
Mean prevalence 10.4 7.9 2.7 24.0

Source: Goldberg & Lecrubier (1995).
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consult them (Goldberg & Huxley, 1980). There is much inter-practice and
inter-practitioner variability in the rates of diagnoses of mental illness in
primary care. The studies by Goldberg and colleagues have illustrated the
characteristics of both the consultation and the doctor that tend to increase
identification. For example, a more empathic, patient-led consultation
style improves detection (Goldberg et al, 1993), in line with other studies
that suggest an ‘inhibited emotional tone’ and ‘authoritarian style’ are less
likely to lead to a diagnosis of depression (Tylee et al, 1993). Training of
GPs can improve detection, but usually by a relatively modest amount, in
countries where mental health is included in the basic training of doctors
(see Chapters 25 and 29).

The majority of consultations in primary care are initiated by the patient.
Patients come to their consultations with their own ideas of what they want
to present, and how they choose to present it. In particular, the patient will
choose which symptoms to disclose and whether to present somatic rather
than psychological symptoms (Weich et al, 1995). Patients’ beliefs about
the reason behind their symptoms influence whether or not they are likely
to consult their doctor, and how they present their problem when they
do attend the appointment (King, 1983). Kessler et al (1998) found that
the differing attributional styles of patients were strongly associated with
whether a patient was diagnosed with a disorder or not. When reporting the
prevalence and incidence of psychiatric disorders in primary care, especially
for depression and anxiety, it is important therefore to remember that there
is a complex interplay between doctor and patient that determines the
rates of disclosure and detection. Differences, both within countries and
internationally, will depend upon the differences in presentation as well as
the doctor’s detection of disorder.

Finally, most of the studies of presentation have concentrated on
depression or on emotional disorders in general (i.e. common mental
disorders). There is little on the detection of anxiety disorders, dementia
or psychotic illness in primary care. Even if secondary care takes a leading
role for some of these conditions, there is still a key role for primary care
and many people will present via primary care (Lester et al, 2005; Lester,
2006).

Medically unexplained symptoms (MUS)

There are many reasons why patients with psychiatric disorder might
present physical symptoms to primary care physicians. A key reason is
that many of the symptoms of psychiatric disorder are, in some respects,
‘physical’, for example the fatigue associated with depression or palpitations
associated with anxiety. However, these overlap with the so-called medically
unexplained symptoms (MUS). Peveler et al (1997) estimated that 20% of
patients who present physical symptoms at primary care facilities do not
have a relevant pathological explanation for their condition after a medical
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evaluation. The most widely examined condition is probably fatigue and
associated chronic fatigue syndromes.

There is a strong association between reporting MUS and the presence
of psychiatric disorder, although the direction of causality has not been
established (Wessely et al, 1999). In primary care, it is possible that
individuals will have both a MUS and a psychiatric disorder. On the
other hand, many people who present with MUS do not have diagnosable
psychiatric disorders. There has been more agreement in recent years
over the criteria for conditions such as chronic fatigue syndrome and
fibromyalgia but there are still quite dramatic changes in diagnostic rates
over time, probably due to diagnostic fashion rather than real changes in
incidence (Gallagher et al, 2004) (see also Chapter 11).

It is often stated that the presentation of physical symptoms is more
common in some low- and middle-income countries — although there is
probably much variation between the high-income countries of the world
as well. There may well be differences in interpretation (Ryder et al, 2002),
as well as the perception of stigma (Durvasula & Mylvaganam, 1994),
or at least in the perceived appropriateness of presenting psychological
symptoms to physicians.

International perspective

A recent set of articles published in the Lancet (Patel et al, 2007) argue that
low- and middle-income countries are still in drastic need of the resources,
workforce and infrastructure for an adequate mental health service. Some
85% of the world’s population live in these countries. Psychiatric disorder
has received little priority in these regions. Demographic transition and
improved measures to combat infectious disease are leading to a change
in the pattern of disease in many poor countries (Feachem et al, 1992). In
Chile, for example, life expectancy is now over 70 years and, along with
many other areas of the world, the burden of disease is largely produced by
non-communicable diseases familiar in higher-income countries. Ferri et al
(2005) have estimated that, by 2040, 70% of people with dementia in the
world will live in low- and middle-income countries. Despite this, there are
still important gaps in mental healthcare. Many of these poorer countries
lack mental health legislation; a third of the World Health Organization’s
191 member countries have no mental health laws. Worldwide, at least two-
thirds of those suffering from a mental disorder will receive inadequate or
no treatment, even in higher-income countries. In many low- and middle-
income countries this treatment ‘gap’ approaches 90% (see Chapter 6).

Prevalence versus need

Most of the epidemiological research in primary care has concentrated on
identifying people with psychiatric disorders but has ignored the most
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important issue. There is little point in identifying people if they cannot
benefit from treatment, whether medical or psychological. For health
services researchers, the ‘ability to benefit’ from a medical intervention is
the key issue. In order to assess needs, we therefore require robust evidence
about the cost-effectiveness of interventions.

The recent World Mental Health Survey has reported the proportion of
people who receive any mental healthcare in a range of countries around
the world (Wang et al, 2007). These results again emphasise the critical role
that primary care plays in providing mental healthcare. It also documented
the large numbers of people with psychiatric disorder who do not receive
any care. For people with severe disorders, between 11% and 61% received
mental healthcare. But these figures do not take account of whether the
individuals concerned would benefit from available interventions. Many
may have conditions that have not responded to treatment. Others may
have short-lived symptoms that would remit without intervention. Future
research in this area will require more attention to the difference between
need and prevalence if it is to provide useful information for practitioners
and policy-makers.

Key points

e For primary care mental health, the main purpose of epidemiology is to provide
a description of the rates of disease.

e The Goldberg and Huxley model provides a framework for thinking about the
prevalence of disease in the community and in primary care.

e A large number of people do not consult primary care physicians about their
mental health problems.
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CHAPTER 4

A sociological view of mental
health and illness

Anne Rogers and David Pilgrim

Summary

Primary care has moved from a marginal setting in relation to mental health to one
which represents a new and central field of the management of mental health in
society. Central to analysing the operation of primary care are considerations of:
the newly emerging patterns of primary care mental health working (e.g. general
practitioners as therapists and managers of primary care mental health counsel-
ling); the importance of structural inequalities, including class, gender, age and
race; help-seeking; and new approaches to management and treatment. Newly
legitimate judgements are being made about the nature of mental health problems
and their amelioration, and primary care is emerging as a new area of contestation
between professionally delivered services and lay people.

This chapter draws on the conceptual framework developed in our previous
work (Rogers & Pilgrim, 2005). The aim is bring together a sociological
understanding of mental health! in the context of primary care mental
health (see also Chapter 1). Until recently, such an understanding of
mental health in primary care would have simply extended a traditional
focus on psychiatry. However, in a post-asylum world in many high-income
countries, new service arrangements have placed primary care more
centre stage. Moreover, these service arrangements are part of a wider
reorientation in Western civil society regarding mental health problems
(Pilgrim & Rogers, 1994). Not only are ‘common mental health problems’
now given greater political salience than in the past, but those previously
warehoused in the psychiatric system are, for the bulk of their lives, now
‘managed’ in primary care. Matters of ‘social inclusion’ pertaining to the

1 This represents a (not the) sociology of mental health and illness, not least because we draw
on a range of theoretical and empirical work, including our own and that of colleagues.
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latter group are addressed in community, not hospital settings, potentially
making primary care workers more pertinent in their role than in the past
and maybe even in relation to their secondary care colleagues.

The newly emergent field of primary care
mental health

In this chapter, primary care (as a field of activity) and the individual are
viewed as inextricably linked. In referring to the work of Mauss (1934) and
Bourdieu (1977), we explore primary care as a new and distinctive ‘field” of
activity, exchange and ‘habitus’, a set of dispositions that generate practices
and perceptions® of the way in which people encounter primary care.
Primary care presents technologies and relationships. Patients respond to
its ministrations and their actions; thoughts and feelings are thus governed
and shaped by these new practices (or they are resisted and rejected).
The actions and dispositions of individuals are influenced by material
circumstances and their social position within wider society. Their group
membership is important, given the variable and unequal relationship
that exists between social groups. This complex intersection of individual
experience and action with social processes is now explored further.

The changing status and role of general practitioners
and service users

While primary care has managed common distress for a long time, little
theoretical attention has been paid to it as a primary provider of mental
healthcare in its totality, for all-comers. This is because, until relatively
recently, general practice functioned as a referral and support system for
the putatively more expert secondary care, or ‘specialist’, mental healthcare
system. General practitioners (GPs) were viewed as non-specialists or far
less experienced mental health practitioners. Their generalist role meant, at
best, they could only be pale imitations of psychiatrists or their supportive
attendants. An example of this role has been in relation to therapeutic law.
GPs have traditionally provided a ‘second opinion’ to that of a fully trained
psychiatrist (a role to continue under new mental health legislation in

2 Marcel Mauss used ‘habitus’ to refer to ‘those aspects of culture that are anchored in the
body, or, daily practices of individuals, groups, societies and nations. It includes the totality
of learned habits, bodily skills, styles, tastes, and other non-discursive knowledges that
might be said to “go without saying” for a specific group’ (Mauss, 1934). For Bordieu (1977),
‘dispositions’ refer to forms of know-how and competence, acquired in social contexts and
which dispose an individual to continue with particular practices. For him, ‘habitus’ accounts
for what people do and believe on an everyday basis, being so familiar and habitual (and
unconscious) that it goes largely unnoticed. Thus it includes the common English notion of
‘habits’ but also incorporates the active notion of a sediment of past functions, which operate
in the present to shape perceptions, thoughts and actions, and therefore mould ongoing social
practices.
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England and Wales). This has ‘put them in their place’ as non-experts, an
attribution reinforced in the past by psychiatrists complaining that GPs
operated the ‘wrong’ referral thresholds or they referred ‘inappropriately’
or they ‘failed to recognise’ or they ‘underdiagnosed’ mental illnesses such
as ‘depression’.

The field of primary care also offers up a different setting in which to
scrutinise the secondary services, which have elicited particular forms
of critique from the mental health users’ movement. The co-option of
the users’ voice by managerialism in specialist services has revealed the
socio-political adjustments specialist mental health workers and their
management have made in the face of such criticism (Pilgrim, 2005). With
its tradition of relative voluntarism (compared with the secondary care
sector) and with its users less prone to celebrate or ‘come out’ about their
psychological difference, new socio-political dynamics are appearing about
what it means to be a person with a mental health problem in a primary
care setting.

Whereas chronic users of specialist services express their views from an
oppressed and articulated identity, this is a less obvious scenario in primary
care, where patients typically avoid being labelled as mental health service
‘users’. Psychiatric patients who have been diagnosed with a more serious
illness suffer their ‘otherness’ or wear it as a badge of honour to reassert
their lost agency by declaiming their oppressed identity (Rogers & Pilgrim,
1991). By contrast, those with common mental health problems express
a preference for seeing GPs rather than specialists (Pilgrim & Rogers,
1993; Lester et al, 2005). They do this precisely to ensure a connection to
‘normality’ and to distance themselves from the more stigmatising world
of the secondary sector.

New ways of working

42

The picture above of GPs as ersatz psychiatrists, always playing catch-up
in relation to the expertise of ‘real psychiatrists’, can no longer be squared
with the political ambit of primary care as a field of activity. Primary care has
now been given a central, not marginal, role in the management of mental
disorder in society. Not only does this reorientate the role of the GP, it now
necessitates a re-engineering of the primary care workforce (Department of
Health, 2007a). New ways of working and new types of worker are present
in primary care. These reflect two parallel developments noted earlier:
patients with severe mental illness are now managed for extensive periods
of time in primary care (see Chapter 15) and ‘common mental health
problems’ have taken on new policy and political significance.

The latter shift is linked both to the rise in the number of people
considered to be suffering from anxiety and depression and the heightened
legitimacy of providing talking therapies for a wider range of patients.
This greater emphasis on talking treatments for common mental health
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problems reflects the confluence of several processes: increased consumer
demand; evidence of inequalities in access to psychological therapies; and
a new political sensitivity about the socio-economic burden of common
distress. In the UK context, that fiscal burden has found its focus on those
who could be shifted from the patient role back into the labour market
using psychological technologies. An economic analysis (e.g. Layard, 2005)
asserts that psychological technologies can solve the problems of long-
term unemployment by the technical fix of a limited number of sessions of
cognitive-behavioural therapy (CBT).

Such proposals are consistent with the current British government’s
aspiration to increase the availability of psychological therapies — the
Improving Access for Psychological Therapies Programme (Department of
Health, 2007b) — by using computer-delivered CBT. They also coincide with
the government’s utilisation of the technical fix of CBT to enable people
with mental health problems to return to work, thus reducing the fiscal
burden of invalidity benefit: the ‘Pathways to Work’ scheme proposed,
note, from the Department of Work and Pensions, not the Department of
Health (Stationery Office, 2002). (See also Chapter 26 on psychological
therapies.)

There have been shifts, too, in the way in which depression is accepted
and managed at a micro level within primary care. These changes are
reflected in evidence from a series of studies of British GPs, between
1995 and 2001 (May et al, 2004), which explored the ways in which the
medical knowledge and practice are organised and worked out in relation
to chronic conditions, including ‘depression’. With regard to depression,
a comparative analysis was undertaken in relation to: (1) the moral
evaluation of the patient (and judgements about the legitimacy of symptom
presentation); (2) the possibilities of ‘disposal’; and (3) doctors’ empathic
responses to the patient. The comparison with other categories, such as
chronic low-back pain and medically unexplained symptoms, illuminates
something of the value placed on the certainty with which GPs are able to
frame and manage psychological problems. There is relative congruence
in primary care between the clinical and lay people’s psychological model
of ‘depression’, which recognises the psychological consequences and the
certainty of a variety of aetiological factors, many of which are considered
to lie outside the remit of medicine to solve. The term ‘depression’, and
even ‘clinical depression’, has now entered the vernacular (contrast this
with other psychiatric diagnoses, in which such a confident conflation is not
possible). Similarly, symptoms are viewed as being relieved by therapeutic
intervention but importantly also by existential changes in the life worlds
of patients (May et al, 2004).

While the focus of analysis in the relevant literature has typically
been on the consultation and management of primary care service users,
there has been a move away from the traditional form of participation in
primary care, involving consultation with a single GP. Rather than the often
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idiosyncratic consultation with the family doctor offering up a prescription
of antidepressants and perhaps a referral to a lengthy waiting list, to be seen
by a clinical psychologist in secondary care, now the primary care user’s
experience is increasingly characterised by multiple contacts, with a range
of new primary care mental health workers, deploying new technologies.
This newly re-engineered and resourced workforce, with its current narrow
conventional modus operandi of CBT, constitutes mental health work for
the majority of those in contact with the National Health Service (NHS)
for their troubles. CBT may, for the time being, be the new ‘people’s
therapy’ but it has no reflexive conceptual apparatus to understand the
origins of distress beyond that of the acquired personal cognitive style of
the individual patient. The attributions made by psychological therapists
trained in CBT are decontextualised. They beg a sociological question:
‘What is the pertinent social context of each patient’s presentation?’
When accessing talking treatments, the new consumers of NHS primary
mental healthcare can now enjoy being treated in a way that may take
more account of subjective thoughts and feelings, providing a contrast
with a more biomedical model. However, respect for the ‘individual
psychology’ of each patient, as a human right, does not make psychology,
as a form of human science, efficient at understanding the emergence of
mental health problems. A broader view of the social patterning of mental
health presentation in primary care is required. Sociology is needed to
contextualise mental health presentations in primary care — psychology tells
us little or nothing about context.

The importance of (easily forgotten)
structural inequalities

The social variables of class, gender, age and race are central concepts of
enquiry within the sociology of mental health and illness (Rogers & Pilgrim,
2005). Here we summarise some key points in this regard with reference
to primary care.

Class
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In primary care settings, professionals undertake moral work in identifying
‘good’ and ‘bad’ patients along dimensions of class (Stimson & Webb,
1975). Middle-class patients are more active than working-class patients
in presenting their ideas to the doctor and in seeking further explanations,
which suggests there is a need to account for social class differences in
the outcomes as well as the processes of consultations (Boulton et al,
1986). A social class gradient is well established in relation to mental
health problems, with a variety of causes attributed to aetiology (e.g. the
social drift and social causation hypotheses). Primary care professionals
are seemingly well aware of the social causes of conditions, particularly in
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relation to conditions such as depression, but may not have the resources
or influence to help patients (Chew-Graham et al, 2004). With these limited
powers over social conditions, workers in primary care have to resort to
tactics that bring closure into the immediate consultation (Chew-Graham
et al, 2004). These tactics include the immediate offer of medication, offers
of sympathy and advice, and the use of disposal strategies, such referring
on to counselling or CBT.

Gender

Gender remains an important and contested topic in relation to primary
care consultations and is of particular relevance to points we make
below about help-seeking. Women are overrepresented in primary care
attendances and so will present with all health problems (including mental
health problems) more frequently and earlier on average than men. Indeed,
this overrepresentation has been one explanation for the higher rate of
recorded mental health problems in women. However, other and not
mutually exclusive factors also pertain to this phenomenon. For instance,
the overrepresentation may be due to the failure of men to access primary
care services when they experience similar life crises (Rogers et al, 2001).
Women live longer than men and because of salary differentials are in
lower-paid work than men on average. The first of these factors increases
the prevalence of mental health problems in the female population and the
second increases their incidence, as low-paid, insecure work is linked to
poor mental health.

The pressures of conforming to the standards of hegemonic masculinity
might contribute to lack of disclosure and or suicidal behaviour. However,
such a generalisation about men, masculinity and mental health comes with
caveats. Sociological research has shown that it is possible to find men who
are willing to talk about depression and who have the resources to construct
identities that resist culturally dominant definitions of masculinity. This,
though, may not be sufficient for translation into help-seeking because
of countering influences such as an emphasis on control, strength and
responsibility to others (Emslie et al, 2006).

Age
The experience and consequences of the presentation of mental health
problems change as a result of age and ageing. Positive mental health
increases rather than decreases with age (except in the very old). Whether
this is an artefact of the reporting of symptoms (with lowering personal
expectations of well-being over time) or reflects objective changes in social
conditions is a moot point. Certainly the reporting of the experience of
older people in primary care seems to suggest that it may be the way in
which mental illness is framed, or rather the failure to do so, that may
account for these epidemiological findings. Many older people come to
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regard symptoms of depression as a normal consequence of ageing and do
not think it appropriate to mention non-physical problems in a medical
consultation. This view is seemingly shared by professionals. Burroughs et
al (2006) found that GPs conceptualised late-life depression as a problem
of their everyday work, rather than as an objective diagnostic category,
and described depression in demedicalised terms as part of a spectrum
that included loneliness and a lack of social networks, and its causes as
‘understandable’ and ‘justifiable’. This view of the inevitability of depression
seems to coalesce with therapeutic nihilism - the feeling that nothing can
be done for this group of patients. In turn, this may lower professional
expectations about developing the skills and resources needed to manage
depression in older patients.

Race
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Service contact and access are characterised by a gradient of coercion.
Coercion is particularly salient to the experience of Black people when
contacting services, including primary care. Not all service provision is
coercive to the same degree but a graduated system of coercion operating in
different service sectors is relevant in making judgements about the extent
to which services meet expressed (rather than defined) need. Outside of
acute in-patient provision and forensic services, the coercive/social control
function is lessened and the use of services is more akin to those with
physical conditions. Even though primary care can be a route to compulsory
detention and a background factor in people’s decisions to access primary
care, overall, primary care is the least coercive aspect of the health system
(Rogers & Pilgrim, 2003).

One explanation for the overrepresentation of Black people in certain
parts of the mental health system relates to the type of service contact
that is made, including the overrepresentation in forensic and acute
psychiatric settings and the purported underrepresentation in primary care.
Historically there has been a relatively low level of registration with primary
care services on the part of African-Caribbean people (Koffman & Taylor,
1997) and lower rates of treatment for depression compared with other
ethnic groups when they are in contact with services (Nazroo et al, 1997).

The place where certain behaviours are displayed may also be a factor
in explaining lower levels of contact with primary care. For example, if
more behaviour is labelled publicly as being perplexing and threatening,
this in turn may be linked to the tendency towards more frequent labelling
of psychosis by agents of the state (police officers and psychiatrists), thus
circumventing the use of primary care (Rogers, 1990).

The way in which people label their own problems is also likely to be
implicated in help-seeking for primary care. This is illustrated by a recent
study undertaken to illuminate the meaning of perinatal depression held
by Black Caribbean women (Edge & Rogers, 2005). This suggested a
rejection of ‘postnatal depression’ as a central construct for understanding
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responses to psychological distress associated with childbirth and early
motherhood. Black Caribbean women’s ideas about perinatal depression
were linked to coping with personal adversity. There was a rejection of a
notion of depression as illness and instead a tendency to normalise distress,
within a self-concept which stressed the importance of being ‘Strong-Black-
Women’ for maintaining psychological well-being. This identity served to
reinforce notions of resilience, empowerment and coping strategies based
on the need to solve problems practically, assertively and materially. These
women eschewed service contact (including primary care), thus obviating
the attachment of psychiatric labels to emotional and psychological distress
experienced around birth. The women underplayed the need for professional
support for experiences they did not couch in illness terms — which may
explain lower rates of help-seeking and response from primary care.
Differences in the expression of underlying conceptual models of physical
and mental health and illness, as well as in representations of distress (e.g.
somatic metaphors), are implicated in patterns of help-seeking for other
groups. There is evidence in narrative accounts of a strong sense of a notion
of depression among South Asian women (Fenton & Sadiq, 1996) but
sometimes with a translation of distress into somatic expressions and vice
versa. The conceptualisation of musculoskeletal problems of South Asian
respondents suggests a lack of demarcation between pain located in specific
parts of the body and broader social and personal concerns associated with
psychological distress (Rogers & Allison, 2004). The complexities and
multifaceted theories of causality and attribution were accompanied by
accounts of help-seeking strategies and perceptions of the appropriateness
of support from various sources (Rogers & Allison, 2004). Help from family
members was referred to more than individual strategies of managing
pain and assistance from medical sources, including primary care (Rogers
& Allison, 2004). This variegated picture is now part of the postmodern
condition in which the social world itself is increasingly uncertain in terms of
options and outcomes. However, this postmodern sensibility about different
possibilities is not necessarily reflected in medical practice, which still
tends towards a modernist discourse of categories (rather than continuities
or dimensions) and the duality of mind and body. As a consequence, the
ambiguity of the postmodern condition, which we all now share, can
create anxiety and irritation in practitioners. For example, when faced with
medically unexplained symptoms, GPs tend to show negative attitudes
to patients. That irritation and negativism in turn can arouse greater
patient anxiety, motivating a further search for medical solutions, further
‘somatisation’ and greater dependency on services (Nettleton, 2006).

Help-seeking and access

The primary care system is situated at the interface between the health
service and wider society. In the UK, it was intended specifically to fulfil
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the goal of ensuring universal access to healthcare based on ‘clinical need’
(the original ethos of the NHS in 1948). Thus it was designed mainly to
provide a gatekeeper role to regulate appropriate and efficient access to
secondary care. But now this singular relationship between primary care
and secondary care has become more complex. The emergence of voluntary
organisations, the increase of private practice, user-led services and self-
management are significant changes in the pattern of service provision,
affecting patterns of help-seeking and decisions to access primary care.

Before this complexity emerged, this service arrangement was associated
in medical training with a biomedical symptom focus in provisional
differential diagnoses in the GP role (although the Balint tradition,
of looking for the psychological aspects of symptoms as unconscious
communications, was a counter-trend). When a symptom focus is applied
narrowly to mental health problems, there is often a mismatch between
the patient and medical perspectives about salience. Whereas doctors
will be eliciting symptoms of a mental illness (typically in primary care
‘depression’, ‘anxiety’ or ‘common neurotic misery’), patients are more
likely to be reporting functional incapacity, not symptoms per se, although
they will have been experiencing symptoms for a varying amount of time.
Indeed, the ‘clinical iceberg’ in epidemiological studies indicates that some
patients have symptoms but never make contact with a service (Rogers et
al, 1998a,b).

Decisions to present are context specific and reflect people’s judgements
about inner and outer resources available to mitigate their distress.
Access and utilisation are thus social processes, with subjective, as well
as objective, features. They involve a dynamic and recursive relationship
with patients’ own resources for responding to and managing episodes of
illness. These patient-based factors impact constantly on their help-seeking
behaviour. Traditional epidemiological approaches to symptom level and
need for types of care (e.g. Huxley & Goldberg, 1975) only hint at this
complexity. Because they are overly focused on symptoms, at the expense
of context, they are problematic, both methodologically and conceptually
(Gately et al, 2007).

An alternative model of mental health consultations, which includes
the social processes involved, is offered by Pescosolido et al (1998). This
has now influenced the way in which lay contact with services and demand
management in primary care is understood. This alternative perspective
frames help-seeking and access to mental healthcare as processes that are
continually negotiated in a recursive manner between individuals, their
social networks® and the primary care services they consult. Thus help-
seeking and access are subject to many influences arising from individuals
and their social domestic and personal contexts, as well as from more

3 Social networks and groups modulate access to care through, for example, their involvement
in the decision-making process and their use as a therapy group.
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macro-level influences. The latter include the ways in which services are
configured or resources allocated. In this way, primary care mental health
services can be seen as being able, on an ongoing basis, to constitute
and redefine the objects of attention and intervention for mental health
problems.

Thus the field of local service characteristics shapes what happens
in mental health consultation and provides a context for each patient’s
habitus: individuals with mental health problems are actively engaged
in constituting and defining what they understand to be appropriate to
present as a mental health problem for attention and intervention. Thus
mental health and its presentation and management in primary care
reflect a dynamic interplay between several contemporaneous and iterative
processes. An example of this point can be given here in a study conducted
by the authors and colleagues of access to psychological treatment in
primary care in the 1990s, in which the help-seeking concerns of patients
and frameworks of understanding of their referrers were compared and
contrasted (Pilgrim et al, 1997). The patients’ accounts revealed a complex
process of access, operating in a unique biographical context. The latter
included expectations and experience of counselling, the timing of help-
seeking, triggers to help-seeking, lay problem formulation, the perceived
adequacy of GPs and self-care strategies. Negotiations for help-seeking to
ameliorate psychological distress in a primary care setting reflected both
objective processes and subjective attributions about these processes from
the two parties studied.

Treatment

Given the complex set of factors we noted above — social structure and the
context and recursive nature of help-seeking — in relation to mental health
problems, the notion of ‘treatment’ is rendered problematic. It can be
thought of as decontextualised medical or quasi-medical interventions but
its more general moral sense is also important. The latter refers to the way
in which people with mental health problems are ‘treated’. For example,
studies of patients with a psychosis show us that they have been devalued
and treated poorly by most societies in the past. Since the Second World
War, an abiding sensitivity about these outcomes has persuaded policy-
makers and service professionals to address the human rights of patients
in two senses. The first and most obvious is the sensitivity people have
when in distress about being treated as subjects, not objects (one of Kant’s
‘categorical imperatives’). The second and related aspect is their desire to
be treated like fellow citizens. A range of critiques emerged about both
of these aspects from critical professionals and the mental health service
users’ movement.

These more general concerns about the wider notion of ‘treatment’
have affected its narrower conception. At the same time, the consumerism
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encouraging this interaction has been linked to the commodification of
the welfare state and the prioritisation of market forces in regulating
professional and patient behaviour alike. Consumerism may have brought
with it a growth in the demand for talking treatments but the market
economy has also ensured the continued extensive use of psychotropic
medication. The latter is marketed heavily by the pharmaceutical industry
and it is often perceived to be cost-effective when deployed by GPs.
This particular consultation tactic in overwhelming social and personal
circumstances for the doctor and patient was noted earlier and is again
below.

Primary care is the setting within which newer, more experimental
forms of treatment are introduced, such as facilitated self-help and CBT.
These experiments are not without controversy and so primary care, not
psychiatry, has now become a new field of both practice and academic
debate. Top-down policy experiments to ‘roll out’ treatments such as CBT
have been left to primary care (i.e. not specialist services) to implement.
Psychological difference now is about responding to the expressed needs
of people as consumers, as well exploiting primary care as a site of social
engineering (to get people off welfare and back to work). Primary care has
been cast in the role of reversing structural inequalities within society and
ameliorating the outcomes of the social processes that generate distress.
Thus a new form of medicalisation has emerged, with inequalities and
social alienation being reframed as its existential end-points: the distress
‘inside’ individuals. Social problems are thus being individualised in new
ways (Shaw & Taplin, 2007).

The prescribing of medication in primary care has been identified as an
area where the legitimacy and moral authority of the doctor are enacted.
It is also a healthcare arena where the power and influence of patients
can be enhanced (through shared decision-making) or thwarted through
the embedded power imbalance between GP prescription preferences
and those of recipients (Britten et al, 2004). Prescribing by GPs has been
identified as an arena that has broad social and political implications
that stretch beyond individual outcomes for patients. The pragmatic
need to respond to the range of psychosocial features of distress and
madness with biomedical treatments connects all types of psychotropic
drugs. A biomedical response to distress and madness will inevitably and
paradoxically be both inadequate and yet justifiable within a societal norm
of psychosocial problems being presented for amelioration or resolution to
medical experts. In these difficult circumstances, prescribers will operate their
own version of situated rationality. Because of their clinical autonomy, GPs
may both share and constitute clinical norms, on the one hand, and differ
from one another at times, on the other.

Nowhere is this more apparent than in relation to the prescribing of
psychotropic medication and in particular the dilemmas the legacy of the
benzodiazepine controversy has created for recent practitioners. In the
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1980s, the prescribing of these drugs was considered to be both a clinical
and social problem, which brought medical decision-making under public
scrutiny. Current GPs report a number of points when discussing the
clinical dilemmas created (Rogers et al, 2007). Who should be blamed for
iatrogenic addiction to benzodiazepines? Should it be older psychiatrists,
who initially advocated their use, or the GPs who gave them out in the past
so zealously? What about the drug companies, which privileged profits over
evidence about the problems of the drugs? Who should now be given them
and who should be denied them? Are there deserving and undeserving
patients in this regard?

The unresolved problem of these drugs also highlights broader patterns
in the political economy and social norms of drugs used to alter mental
states. Today’s favoured drug is tomorrow’s taboo. Why are recreational
drugs a problem but prescribed ones valuable treatments? Another binary
opposition in the discourse about psychotropic drugs is between legal and
illegal ones. To complicate matters, some drugs, such as diamorphine, are
legally prescribed but their purchase and use are illegal outside of medical
jurisdiction.

Healy (2004) describes a cycle of legitimacy associated with drugs that
are frequently prescribed for symptoms of common distress (be it anxiety,
depression or their frequent co-occurrence). For example, the bromides of
the 1920s had given way by the 1940s to the barbiturates. Similarly, the
benzodiazepines have now given way to the antidepressants. The selective
serotonin reuptake inhibitors (SSRIs) were hailed as more effective and less
toxic and dependency-forming than the older antidepressants. However,
there is now evidence that the drugs are linked to psychological dependency
and an increased risk of suicide and homicide at the hands of their recipients
(Healy et al, 2006). In 2004, the US Food and Drug Administration (FDA)
issued a ‘black box’ warning to all physicians about the use of the drugs
for adolescents and children because of the raised risk of suicide amid
claims that the FDA had previously suppressed this evidence (Lenzer,
2004). Debates about the SSRIs have consequently opened up controversies
about the role of the state in protecting patients and others, the role of the
media in exposing or exaggerating risks (Leonard, 2004) and the role of
the pharmaceutical industry in generating research to selectively favour its
interests at the expense of public safety.

The problems with psychotropic medication such as iatrogenesis and
addiction are now well documented. However, these drugs are marketed
strongly to GPs and the continued professional development of the latter is
enmeshed with drug-industry funding, prompting medical societies to issue
cautionary guidance to their members (e.g. Royal College of Psychiatrists,
2003). Also they are cheap and quick to use for prescriber and patient
alike (compared with labour-intensive talking treatments). Moreover, the
idealisation or preference of various interest groups for talking treatments
can be tempered by two other forms of evidence. The first is that they, too,
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produce iatrogenic effects which weaken their overall cost-effectiveness
because incompetent or abusive therapists generate ‘deterioration effects’
(Pilgrim & Guinan, 1999). The second is that the model of demonstrating
the effectiveness of talking treatments (i.e. randomised controlled trials)
may overvalue the technocentric aspects of helping interventions for
mental health problems, which may divert attention from the ubiquitous
importance of the therapeutic alliance (Box 4.1).

These points highlight that relationality, rather than technique, in
primary mental healthcare is at the centre of best practice. But what of the
advocacy of new technologies that can deliver therapy impersonally, such
as computer-based CBT? Research on the use of this technology suggests
that the importance of relationality does indeed become clear, when it is
removed. Various versions of this shift towards technology-mediated self-
help exist, which range from completely computerised versions, such as
Beating the Blues, to facilitated self-help by a practitioner and a model with
minimal intervention from a non-trained or minimally trained professional.
What is striking is that, compared with self-help interventions for physical
complaints, or at least those with a large somatic component, such as
irritable bowel syndrome, self-help using such a model may be relatively
ineffective (Mead et al, 2005).

One reason for this outcome seems to be the importance, or relevance,
given to the role of the therapist. Thus, a study exploring the acceptability

Box 4.1 The importance of the therapeutic alliance

Overall, treatment groups and placebo groups respond more than no-treatment
groups in controlled trials. However, most studies show no difference or equivo-
cal results when the treatment and placebo groups are compared. This narrow or
absent gap between treatment groups and placebo groups is also found in drug
trials, for example of antidepressants, reminding us of the personal dimension to
any receipt of treatment (Pilgrim & Dowrick, 2006).

Patients of effective therapists report feeling well understood. Thus empathy and
a common understanding between the parties predict outcome. This empathic
connection seems to occur very early in successful therapeutic partnerships and
constitutes the ‘therapeutic alliance’. It includes rapport, hope, trust, common
understanding and bonding, and so has linguistic, social and affective dimen-
sions. The upshot is that a supportive, warm, positive attitude of the therapist,
who speaks a language that the client understands and is trusted by that client,
predicts therapeutic success.

This consistent finding about the therapeutic alliance can be contrasted with the
highly equivocal or absent findings about a positive correlation between thera-
peutic success and the therapist’s: preferred model; age or experience; gender;
verbal style; professional background; or ethnicity.
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of this model for patients in primary care found that while there was, in
principle, an acceptance of the manual of CBT, which focuses on symptom
resolution, patients were also keen to seek insights into the cause of their
difficulties (Macdonald et al, 2007). Moreover, subjectively the patients had
difficulty in limiting the professional facilitator to that role. Instead, what
happened was that the participants in the study made attributions of a
therapeutic relationship. The research accounts from them framed the latter
by expectations and past history of seeing a therapist and of developing a
helping relationship (Rogers et al, 2004).

Conclusions

This chapter has suggested that primary care represents a new and central
field of the management of mental health in society. This is evidenced by a
newly emerging primary care mental health workforce (GPs as therapists
and managers of mental health rather than being merely referral agents,
primary care counsellors, primary care mental health workers, etc.), which
places GPs, rather than psychiatrists, at the forefront of arbitrating about
mental health problems - newly legitimate judgements are being made
about their nature and their amelioration. This new arrangement has been
accompanied by claims about a new set of drugs and technologies for
managing mental health problems which are likely to give rise to major
contestability about the nature of employment and the role of primary care
as an agent of the state, for the social control of populations. This enlarged
and central role played by primary care also brings with it an onus to
ameliorate inequalities and adverse circumstances, which are aetiological
influences in the generation of mental health problems.

The relocation of the mainstay of mental health provision is likely to
give rise to a new field of contestation between lay people and primary
care in relation to the principles operating around access to assistance
and contact with health professionals and the technologisation and de-
professionalisation of key therapeutic approaches (such as computerised
CBT). At the same time, self-help for users has always constituted a major
aspect of everyday responses to mental health problems (Rogers et al,
19984,b; Hardiman & Segal, 2003).

The type of self-care technology that is fashioned around a set of top-
down, traditionally evidenced-based principles may prove to have limited
appeal and acceptability if it is implemented in a mechanistic way, according
to a fixed set of criteria regarding the type and severity of the problem.
While novel and in principle effective interventions may help and be
welcomed in providing early-warning signs, ameliorating symptoms and
promoting more effective functionality in domestic and work roles, lay
people may also soon look back with nostalgia to the days of the ad hoc and
relatively open-ended consultation, in which relatively formed the focus,
and a problem was openly negotiated.
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Key points

e Primary care has moved from a position of marginality to become a primary
provider of mental healthcare.

e New roles and ways of working have emerged within primary care over the
past decade.

e Sociology is needed to contextualise mental health presentations in primary
care.

e The social variables of class, gender, age and race are central concepts of
enquiry within the sociology of mental health and iliness applied to primary
care.

e Primary care constitutes and redefines the objects of attention and intervention
for mental health problems.

e Newer experimental forms of treatment have been introduced to primary care,
such as facilitated self-help and CBT.

e Primary care has become a new focus of both practice and academic debate
and a field of contestation between lay people and primary care in relation to
the principles operating around access to assistance and contact with health
professionals and the technologisation and deprofessionalisation of key
therapeutic approaches (such as computerised CBT).

Further reading

Khan, N., Bower, P. & Rogers, A. (2007) Guided self-help in primary care mental health —
meta-synthesis of qualitative studies of patient experience. British Journal of Psychiatry,
191, 206-211.
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CHAPTER 5

The service user perspective

Helen Lester and Linda Gask

Summary

This chapter highlights some key issues from the service user’s perspective. We
start with an overview of the importance of language, for example the different
meanings of the words ‘user’, ‘patient” and ‘survivor’. We then examine the views
of service users themselves, particularly people experiencing depression and
psychosis. The second half of the chapter focuses on services users’ experience
of primary care mental health, and how this experience can be measured. We con-
clude by discussing ways in which primary care could increase user involvement in
developing and delivering services and positive examples of user involvement.

The importance of language

The language used to describe ‘service users’ (our preferred term) is
perhaps more varied in mental health than in any other sector of health and
social care. Most of the literature on service users comes from the context
of specialist psychiatric care rather than primary care. ‘User’, ‘survivor’,
‘patient’, ‘customer’, ‘citizen’, ‘consumer’: all imply different notions of
the roles and responsibilities of people with mental health problems and
the relationship between services and users. Pilgrim & Rogers (1999) have
described a useful four-part typology of users as consumers, survivors,
providers or, perhaps most commonly, as patients.

‘Consumerism’ is a relatively new ideology within the public sector in
the UK, linked to the rise of general management principles in the National
Health Service in the 1980s and the development of a market economy
through the introduction of an internal market. It is also linked to the
growing acknowledgement of the importance of customer satisfaction,
with users of health and social care as customers who can exercise an
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informed choice about the services they receive and, if not satisfied, take
their ‘business’ elsewhere. However, as Rogers & Pilgrim point out:

many psychiatric patients do not ask for what they get — it is imposed
on them. Various sections of the 1983 Mental Health Act, like its legal
predecessors, are utilised to lawfully impose restraints and treatments on
resentful and reluctant recipients. In such circumstances, mental patients
could be construed to be consumers if being dragged off the street and force
fed was a feature of being a customer in a restaurant. (Rogers & Pilgrim, 2001,
p. 169)

Poverty can also limit choice, with private sector mental health services
out of bounds, while, at times of crisis, the ability and motivation to
obtain information about a range of services and select between them can
be difficult (Rogers et al, 2001; Lester et al, 2004). For many people across
the world with mental health problems, simply getting access to any kind
of service, not the luxury of choosing between services, is the key issue.
Choice also implies a possibility of exit from the system, a notion that
is difficult to sustain in a society whose courts recognise the validity of
advanced directives only when they prospectively authorise treatment, not
when they are used to reject the possibility of treatment (Szasz, 2003).
Choice, then, as a central part of consumerism, appears to be a relative
concept if you are a mental health service user.

In contrast, the user as ‘survivor’ is linked to the growth in the early
1970s of collective activities of mental health service users initially in the
Netherlands and the USA. Recognising the wisdom of the dominant trade
union philosophy of the time that ‘Unity is Strength’, organisations such
as the Campaign Against Psychiatric Oppression and the British Network
for Alternatives to Psychiatry were formed. The term ‘survivor’ is very
particularly chosen by groups such as Survivors Speak Out, the UK Advocacy
Network (UKAN) and the Hearing Voices Network to portray a positive
image of people in distress, as those who had the strength to survive the
mental health system. ‘Survivor’ also implies a notion of rejecting forms of
professionally led and produced information.

Linked to this, the conceptualisation of users as ‘providers’ is reflected
in the development of user-led services, which are found in the voluntary
and statutory sector across the UK. User-led activities cover a spectrum
of involvement, from patients being mutually supported in professionally
led services to projects that are managed and staffed by users themselves.
The latter include safe houses and drop-in day centres and often reflect the
user movement priorities of voluntary relationships, alternatives to hospital
admissions and personal support.

However, Pilgrim & Rogers (1999, p. 193) suggest that the main way
in which users of mental health services have been portrayed is as
‘patients’ — as ‘objects of the clinical gaze of mental health professionals’.
With this representation, the danger is that users are seen in terms of
their illness, perceived as irrational and therefore as incapable of having
a valid view.
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Service users’ perspectives on experiencing mental
illness

Over the past 20 years, a growing body of work has explored how people
who are experiencing something that might be called ‘mental illness’ (over
which they may or may not agree with a professional) organise their thinking
and action in order to ‘make sense’ of their own experiences. For health
professionals, understanding and taking into account the ways in which
individuals formulate their own problems are increasingly recognised as
essential in collaboratively based treatment (Fowler et al, 1998). It is also
important to remember that health professionals and service users can
often be the same people.

Experiencing depression

Khan et al (2007), who primarily looked at experiences in a UK setting,
but across different ethnic groups, noted that external sources of stress or
conflict were drawn upon most frequently to account for the presence of
depression. These included conflict with work colleagues or family, chronic
illness, events in childhood, material disadvantage and racism (Kadam et al,
2001; Rogers et al, 2001; Burr & Chapman, 2004; Grime & Pollock, 2004).
Rather than emphasising symptoms or feelings of depression, respondents’
personal experience was characterised by expressions of being unable to
cope, and in particular disturbances to everyday functioning and social
roles (with negative consequences for other family members) (Knudsen et
al, 2002; Maxwell, 2005). Metaphors used by respondents to communicate
the experience of depression included being ‘on edge’, ‘churned-up inside’,
‘boxed in’, ‘a volcano bursting’, ‘broken in half’, ‘shut in my own little
shell’, ‘a wall of pain’ and ‘prisoner in my own home’. Most importantly,
service users’ descriptions of the cause of their problems differed from the
psychological model, which underlies cognitive-behavioural therapy, or the
more biomedical notion underpinning the prescribing of antidepressants.
Traditional psychiatric transcultural wisdom about the experience
and presentation of somatic symptoms of depression in South Asian
communities was challenged by Burr & Chapman (2004). Their respondents
freely described emotional experiences and reported how these also affected
their overall physical well-being and their bodies, with effects including
what psychiatrists would recognise as ‘symptoms of depression’ in addition
to a range of physical experiences — nausea and vomiting, generalised aches
and pains in the joints, headache, painful periods and asthma attacks,
features that can be recognised across cultures (see also Chapter 21).
In-depth interviews with women with postnatal depression in Goa,
India, revealed that, contrary to the assumption that sociocultural contexts
associated with childbirth in non-Western societies protect mothers from
depression, factors unique to culture, such as gender preference and
the low involvement of husbands in child care, were perceived as major
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stressors by the women. Here, emotional distress was interpreted, just
as found by Khan et al (2007), from the context of social adversity, poor
marital relationships and cultural attitudes towards gender, rather than as
a biomedical psychiatric category. Experiences of women with postnatal
depression have also been explored in Chinese women in Hong Kong (Chan
et al, 2002), some of whom described themselves as being trapped in a
situation from which there was no way of escape except by violent means,
such as homicide or suicide. Women’s unhappiness was attributed to a
non-caring husband, and controlling and powerful in-laws.

A Swedish study with a gender perspective (Danielsson & Johansson,
2005) noted how men seemed to talk more easily about physical distress,
while women verbalised emotional distress more readily.

Age-related issues have been explored by Wisdom & Green (2004) and,
at the other end of the age spectrum, Burroughs et al (2006). In Portland,
Oregon, teenagers discussed their experiences of depression in a focus
group and described experiences of an ‘illness trajectory’ similar to that
found in adults: a slow growth of distress, a time of ‘being in a funk’,
followed by a time of consideration of whether they were depressed. Elderly
people with depression interviewed by Burroughs in Manchester, England,
seemed to share the rather nihilistic views of their general practitioners
(GPs) that depression in old age was ‘understandable’ and a product of
social and contextual issues rather than an ‘illness’.

Experiencing psychosis
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There is also a dearth of published literature examining the beliefs of
people with a diagnosis of schizophrenia concerning the validity of their
diagnosis and the cause of their illness. Indeed, the views of service users
on diagnosis, causation and recovery are more likely to be found in the
‘grey literature’, particularly on user-led websites (see e-resources). While
Lobban et al (2004) found that the majority of their participants ascribed
their psychotic experiences to a mental health problem, Angermeyer &
Klusmann (1988) showed that recent psychosocial factors, such as stressful
live events, were the most often cited causal factors. Phillips et al (2006)
interviewed individuals with schizophrenia and found that nearly 60% felt
their main difficulty was something other than a psychiatric or psychological
problem; instead they described physical, social or practical difficulties.
They did not possess ‘insight’ in the strict medical model definition, but
did recognise they had a problem. Indeed, individuals described on average
five different causal factors as important in their illness, including ‘out
of the ordinary factors’, ‘nerves’, life events, childhood experiences and
relationship difficulties.

Bentall (2003) has suggested that psychosis in particular should be seen
as just part of human variation, rather than as an illness. He cites studies
showing that up to 11-13% of people have experienced hallucinations at
some point in their lives (Tien, 1991) and the work of Marius Romme and
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Sandra Escher (1989) in the Netherlands, who have suggested that many
people hear voices, but have little difficulty coping with them and, indeed,
have never sought psychiatric treatment for them. Bentall argues that the
boundaries of madness are fluid and that many experiences that might be
attributed to a psychotic illness (e.g. according to DSM criteria) are not
necessarily pathological. His position is that:
we should abandon psychiatric diagnoses altogether and instead try to
explain and understand the actual experiences and behaviours of psychotic
people.... Once these complaints have been explained, there is no ghostly
disease remaining that also requires an explanation. Complaints are all there
is ... an advantage of this approach is that it does not require us to draw a
clear dividing line between madness and sanity. (Bentall, 2003, pp. 141-142)

Service users’ experience of primary care
mental health

There has also been relatively little work addressing the views on primary
care services of people with mental health problems. What work has
been done has tended to concentrate on the content of the consultation
and highlighted a perceived lack of information and explanation about
diagnosis and treatment (Bailey, 1997), overuse of medication and delay in
obtaining a diagnosis (Rogers & Pilgrim, 1993), as well as barriers created
by stigmatising attitudes (Kai & Crosland, 2001).

Khan et al (2007) concluded, from the UK studies that they reviewed on
the experience of depression, that engaging with primary care was problem-
atic. People used primary care because it represented the only place where
help was seen to be on offer, rather than through a specific expectation that
accessing services would be helpful. In a study of adults with a diagnosis of
depression in Manchester, some also exhibited an unquestioning attitude
to the quality of care for their problems (Gask et al, 2003). A recurring
theme was the sense of ‘wasting the doctor’s time’; that is, people with
depression may feel that they do not deserve to take up the doctor’s time
and there was a sense that it was not possible for doctors to listen to them
and understand how they felt. A study of people with depression, their
supporters and GPs in Southampton showed that frequently they did not
share the same views on the causes of depression and goals for treatment.
GPs described encouraging patients to view depression as separate from
the self and ‘normal’ sadness. People with depression and their supporters
often questioned such boundaries, rejecting the notion of a medical cure
and emphasising self-management (Johnston et al, 2007). All three groups
of participants identified the importance of GPs listening more to patients,
but often felt that this did not happen.

In interviews with people with chronic depression managed in primary
care, Campbell et al (2007) found five key themes were identified in
relation to the individual patient experience set against a generic patient
experience:
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1  the healthcare system provides a generic, ‘one size fits all’ service,
which is incompatible with an individual service user’s experience
and sense of being as an individual and that privileges medical over
social care

2 people with mild to moderate mental health problems often have
feelings of powerlessness and of being ‘lost’ in a system that is more
responsive to severe and acute episodes of illness than to chronic
morbidity

3 people often have unmet needs in relation to the distress of living with
mild to moderate mental health problems

4 there are substantial quality deficits in primary care for people with
mild to moderate chronic mental health problems

5  GPsare rated highly, and the interpersonal attributes of a good GP can
be clearly identified.

Patients also valued continuity of care, as echoed elsewhere (Freeman et
al, 2002) (Box 5.1).

Primary care has been described as the ‘cornerstone’ of care for people
with serious mental illness, with health professionals at the centre, able
to advocate through the sometimes maze-like mental health services
(Lester et al, 2005). There are, however, still considerable differences of
opinion, particularly for people with a diagnosis of schizophrenia, over the
possibility of recovery, with primary care professionals more pessimistic
than both service users and the evidence base (Harrison et al, 2001; see also
Chapter 15 for further details).

Measuring users’ views of primary care
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Formal measurement of service users’ experiences is an important way
for practitioners to evaluate their work, challenge traditional assumptions
and highlight key priorities patients would like to see addressed. It is also
a major determinant in altering service provision (Glasby & Lester, 2004).
Measuring users’ views is particularly important in primary care mental
health, where patients and providers often have different perspectives
on what constitutes good care (Shield et al, 2003) and where patients
experience poorer health and healthcare than the general population (see
Chapter 21). Previous work has suggested that availability and access,
health professional ‘humanity’, patient involvement in decision-making,
provision of information and sufficient time are important to patients when
assessing the generic quality of primary care (Wensing et al, 1998). There
are, however, few validated tools available to assess the quality of primary
care mental health services. Many questionnaires are largely relevant either
only to secondary care or if relevant to primary care, for example Clinical
Outcomes in Routine Evaluation (CORE) or Psychological Outcomes
Profile (PSYCHLOPS), follow the clinical course of individual patients
through the treatment process (Evans et al, 2000; Ashworth et al, 2004).
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Box 5.1 Service users’ views of the value of primary care

In Faulkner & Layzell’s (2000) study, a user-administered semi-structured question-
naire with 76 mental health service users in six geographical areas across the UK
emphasised that satisfaction is increased by longer consultations, and by a GP
perceived as caring and who demonstrates respect for the patient’s viewpoint.
Access and continuity of care were also centrally important to service users.

Kai & Crosland’s study (2001), involving in-depth interviews with 34 service users
with enduring mental iliness, found that participants valued an empathetic and
continuing therapeutic relationship with professionals in primary care.

Lester et al’s (2003) study with 45 users with serious mental illness in Birmingham
found that longitudinal and interpersonal continuity of care, relative ease of ac-
cess and option of a home visit were valued features of primary care. This was
often contrasted with the difficulty of seeing a constant stream of new faces in
secondary care mental health services, with painful life stories told and retold for
staff rather than patient benefit.

Gask et al's (2003) study of the quality of care for service users with depression
found that the ability to offer structured care and proactive follow-up was important,
since non-attendance may signal deterioration rather than recovery and the illness
itself may preclude the assertiveness sometimes required to negotiate access.

Lester et al's (2005) focus group study of 45 patients with serious mental iliness, 39
general practitioners and eight practice nurses found that where health profession-
als perceived serious mental illness as a lifelong condition, patients emphasised
the importance of therapeutic optimism and hope for recovery in consultations.

Campbell et al’s (2007) interview study of 19 people with chronic depression in
primary care found that there are perceived shortfalls in the quality of mental
healthcare for people who have chronic but non-psychotic mental health prob-
lems, who may feel ‘lost’ in the system.

Recently in the UK, a 20-item Patient Experience Questionnaire (PEQ)
has been developed and validated for use in evaluating patient experience
of primary care mental health at practice level (Mavaddat et al, 2009) (Box
5.2). The overall ratings on the PEQ can give practices an indication of the
views of their patients and closer examination of individual question items
will enable practices to tailor their improvements.

Positive practice in user involvement in primary care
mental health services

Why is user involvement important?

There are a number of often interrelated reasons for believing that mental
health service user involvement is more than a politically mandated ‘good
thing’ but is a worthwhile activity with a range of practical and ethical
benefits (Box 5.3).
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Box 5.2 The Patient Experience Questionnaire

Patients are asked to read the following statements about their experiences of
going to the GP’s surgery for a consultation regarding any mental health difficul-
ties. They are asked to circle the response they most agree with, and are offered
the options ‘Strongly disagree’, ‘Disagree’, ‘Neither agree nor disagree’, ‘Agree’ or
‘Strongly agree’. They are told, when answering the questions, to think about their
experiences in the past 3 months, and to consider the GP they see most often.

My GP does not take anything | tell them seriously.

My GP always has time to listen.

My GP makes me feel like I'm wasting their time.

My GP never encourages me to talk about my worries and concerns.

My GP is too quick to blame my physical problems on stress.

If I need extra time with my GP, it is never available.

My GP always gives me clear information about my mental health difficulties

and what help is available.

My GP never explains things to me in a way that | can understand.

9 My GP is always willing to discuss different options for managing my mental
health problems.

10 My GP always gives me up-to-date information about how | can get more help
with my mental health problems.

11 My GP offers me treatment choices besides taking medication.

12 | always have to insist that my GP refers me for counselling or other
therapies.

13 My GP works closely with other mental health workers such as nurses and
counsellors in helping me with my mental health difficulties.

14 My GP never offers me treatments other than tablets.

15 My GP does not deal with my concerns about tablets and their side-effects.

16 My GP regularly reviews my mental health problems and treatment.

17 My GP treats me as an individual and not just as a person with mental health
problems.

18 | can always get the help | need from practice nurses when it comes to my
mental health difficulties.

19 The practice does not respect people with mental health problems.

20 | am satisfied with the mental healthcare | have received.

NOoO o wN =

[e]
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First, there is widespread recognition that service users are experts,
with an in-depth knowledge of services and of living with a mental health
problem. By definition, no one else, no matter how well trained or qualified,
can possibly have had the same experience of the onset of mental illness, the
same initial contact with services or the same journey through the mental
health system. Borrill (2000), for example, emphasises the way in which
users can predict when they are about to become unwell and formulate
appropriate responses at an early stage. If primary care health professionals
can tap into this expertise, they make their own jobs much easier and more
productive, by focusing on users’ considerable strengths.

In addition, service users and mental health professionals often have
very different perspectives. Lindow (1999, p. 154), for example, highlights
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Box 5.3 The benefits of user involvement

e Users are experts about their own illness and need for care.

e Users may have different but equally important perspectives on their illness
and care.

e User involvement may increase the existing limited understanding of mental
distress.

e Users are able to develop alternative approaches to mental health and
iliness.

e User involvement may of itself be therapeutic.

e User involvement may encourage greater social inclusion.

the way in which users and service providers may have very different
priorities:
Our discussions are seldom about new styles of management, or changes in
service organisations: I have heard little interest [among users] in the idea of
a GP-led National Health Service. There is, rather, much discussion of poverty,
employment, housing; about services that control and rob our experiences of
meaning and about dangerous treatment.

Involving users can therefore provide insights that prompt practitioners to
re-evaluate their work, challenge traditional assumptions and highlight key
priorities that users would like to see addressed.

At the same time, users have been able to develop alternative approaches
to mental health that can complement existing services. The Strategies for
Living group, for example, have highlighted the importance of alternative
and complementary therapies (Mental Health Foundation, 2003), while the
Hearing Voices Network encourages positive working practices with people
who hear voices and works to promote greater tolerance and understanding
of voice-hearing (see e-resources). For some people, moreover, user
involvement can be therapeutic. Helping to shape services, particularly
when users work together collectively, can help users increase their
confidence, raise self-esteem and develop new skills (Clark et al, 2004).

Finally, user involvement may encourage greater social inclusion (Sayce
& Morris, 1999). On almost any indicator, people with mental health
problems are among the most excluded within society, particularly in terms
of employment opportunities. Some users are excluded geographically from
their community by ‘nimby’ (‘not in my back yard’) attitudes to the siting
of services, and from communities of identity through negative stereotypes
of irrationality and violence. Wilkinson (1996) has suggested that it is
relative rather than absolute poverty within societies that creates health
inequalities, through mediating factors such as powerlessness and social
stress. Encouraging greater user involvement, including paid activity, can
be empowering and address issues of poverty and therefore may act as one
mechanism to encourage greater social inclusion.
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Rhetoric-reality gaps

User involvement in mental health has been encouraged for over a decade
in the UK (Department of Health, 1992, 1994, 1995) and continues to
be an important theme in mental health policy (Department of Health
2001; Crisp, 2005). However, while user involvement in primary mental
healthcare is often acknowledged as a ‘good thing’, it is relatively rarely
acted upon in practice.

Peck et al (2002) have constructed a useful schema in the context of
secondary mental healthcare, with three distinct conceptions of patient
involvement, as recipients, subjects of consultation or agents in control.
At the same time, they suggest patient involvement within mental health
services operates at four levels:

1  in the interaction between patients and in the form of self-help

2 in the interaction between individual patients and professionals
working with them

3 in the management of local services

4 in the planning of overall services.

Peck et al argue that if these two frameworks are combined, it is possible
to construct a matrix for patient involvement (Table 5.1). They suggest that
although the matrix illustrates the sheer diversity of mental health patient
involvement activities in the UK, at the present time, many initiatives are
clustered in the ‘subject of consultation’ category rather than the ‘agent in
control’ box.

In the context of primary care, although there are a number of positive
examples of ‘interactions between patients’, particularly in terms of support
and advice in the voluntary sector, interactions with health professionals
appear to be far less widespread than in secondary care mental health
services, and are predominantly in terms of being recipients of care (Lester
et al, 2006). The matrix (Table 5.1) usefully highlights practical ways in
which service user involvement from a secondary care perspective could be
used to improve user involvement in primary mental healthcare. However,
it is important to recognise that, for people with common mental health
problems such as anxiety and depression managed wholly in primary care,
the perceived potential stigma of self-identification as a ‘user of services’
may be problematic. With recovery may also come the understandable
desire to return to ‘normality’ and dissociate from any notion of being
linked with ‘mental illness’. Considerable work needs to be done to explore
ways in which people can feel comfortable being both ‘patients’ of their GB,
in receipt of care, and actively engaged in having their voice heard in shaping
how services are provided.

Positive practice

Perhaps the most challenging example of user involvement for people
with mental illness relates to employing them as part of the paid mental
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Table 5.1 Examples of patient involvement in England

Levels of interaction Conceptions of patient involvement

Recipient of Subject of consultation Agent in control
communication

Interaction between Newsletters Advocacy schemes Hearing voices

patients Periodicals Newsletters
Periodicals

Interaction between Receiving care  Agreeing care plans Direct payments

patient and professionals plans

Management of local Receiving Patient councils Patient-run crisis
services information Patient surveys houses
services ‘User-focused Social firms
monitoring’
Planning of overall Community Mental health taskforce
services care plans membership

Stakeholder conferences
Patients on local
implementation teams

From Peck et a/ (2002), with permission.

health workforce. In the UK, recent mental health workforce developments
include the implementation of ‘support, time and recovery’ (STR) workers
(Department of Health, 2003a). STR workers include volunteers and
existing and former services users who have the ability to listen to people
without judging them. They work as part of a team that provides mental
health services and focus directly on the needs of service users, working
across boundaries, providing support, giving time and promoting their
recovery. The Department of Health’s (2003b) best practice guide Graduate
Primary Care Mental Health Workers also includes recommendations for
employing people with lived experience of mental illness in the role.

There is evidence to suggest that involving service users as paid workers
is seen as a very positive move, particularly by people with serious mental
illness, and could help them both express their problems and navigate their
way through the healthcare system.

The things, the experiences, the emotions, the feelings that we as people
suffering from mental distress go through simply aren’t experienced by people
in good health. Trying to get that across to someone who hasn’t ever felt like
the Sword of Damocles is hanging round your neck for no apparently good
reason, you know, you can’t do it. It’s like trying to explain colours to a blind
man. You are trying to explain an emotive language, a set of emotions, which
you know you shouldn’t have and normal people don’t have, and trying to
get these across is an almost impossible task.... I would have found it very
useful to have spoken to somebody who’d been through the system who
could say ‘You know I've been through it and you’re probably very confused’.
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Now, I could accept that coming from another patient but I'm damned if I
could accept that coming from a doctor or a nurse. (Lester et al, 2006, pp.
417-418)

Paid employment can also help address wider issues of poverty and
social isolation. However, employing service users in this way requires
organisations to think about their own cultural environment. Service
cultures that encourage involvement share a number of characteristics,
including a commitment to genuine partnerships between users and
professionals and to the development of shared objectives. As the National
Schizophrenia Fellowship (now Rethink) observed:

Everyone involved in the delivery of care ... should be treated as equal
partners. Occasionally, some professionals may initially feel threatened by
the involvement of service users and carers and if this is the case, then it is
important that this issue is addressed so that all of the parties involved can
work well together. (National Schizophrenia Fellowship, 1997, p. 10)

The approach and value base of individual practitioners are also critical.
Some professionals may find it difficult to view service users as experts.
This may reflect resistance to the notion of sharing and transferring power
to users, or a clash of professional ‘scientific’ and users’ more ‘social’ ways
of thinking and working (Summers, 2003).

Strategies for greater service user involvement also have significant
implications for funding in primary care, in terms of both employing
patients in new roles and addressing the consequences of potentially longer
consultation times required for shared decision-making. Perhaps, above
all, a meaningful change in patient involvement requires commitment and
belief from primary care practitioners that the views and experiences of
people with mental health problems are valid and valuable, and need to be
listened to at both a consultation and a practice level.

Key points

e There has also been relatively little work addressing the views of people with
mental health problems on primary care services.

e Health professionals need to understand and take into account the ways
in which individuals formulate their own problems if they want to provide
appropriate and collaborative care.

e Formal measurement of service users’ experiences is an important way for
practitioners to evaluate their work, challenge traditional assumptions and
highlight key priorities patients would like to see addressed.

e A meaningful change in patient involvement requires commitment and belief
from primary care practitioners that the views and experiences of people with
mental health problems are valid and valuable, and need to be listened to at
both a consultation and a practice level.
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Further reading and e-resources

Leudar, I. & Thomas, P. (2000) Voices of Reason, Voices of Sanity: Studies of Verbal Hallucinations.
Brunner Routledge.

Solomon, A. (2001) The Noonday Demon: An Anatomy of Depression. Chatto and Windus.

Styron, W. (2001) Darkness Visible. Vintage.

http://www.hearing-voices.org

References

Angermeyer, M. C. & Klusmann, D. (1988) The causes of functional psychoses as seen by
patients and their relatives. 1 The patient’s point of view. European Archives of Psychiatry
and Neurological Sciences, 238, 47-54.

Ashworth, M., Shepherd, M., Christey, J., et al (2004) A client-generated psychometric
instrument: the development of ‘PSYCHLOPS’. Counselling and Psychotherapy Research,
4(2), 27-31.

Bailey, D. (1997) What is the way forward for a user-led approach to the delivery of mental
health services in primary care? Journal of Mental Health, 6, 101-105.

Bentall, R. (2003) Madness Explained: Psychosis and Human Nature. Allen Lane.

Borrill, J. (2000) Developments in Treatment for People with Psychotic Experiences. (Updates,
volume 2, issue 9.) Mental Health Foundation.

Burr, J. & Chapman, T. (2004) Contextualising experiences of depression in women
from South Asian communities: a discursive approach. Sociology of Health and Illness,
26, 433-452.

Burroughs, H., Lovell, K., Morley, M., et al (2006) ‘Justifiable depression’: how primary
care professionals and patients view late-life depression? A qualitative study. Family
Practice, 23, 369-377.

Campbell, S. M., Gately, C. & Gask, L. (2007) Identifying the patient perspective of the
quality of mental healthcare for common chronic problems: a qualitative study. Chronic
Illness, 3, 46-65.

Chan, S. W, Levy, V,, Chung, T. K., et al (2002) A qualitative study of the experiences of
a group of Hong Kong Chinese women diagnosed with postnatal depression. Journal of
Advanced Nursing, 39, 571-9.

Clark, M., Glasby, J., Lester, H. E., et al (2004) Cases for change: user involvement in
mental health services and research. Research Policy and Planning, 22(2), 31-38.

Crisp, N. (2005) Chief Executive’s Report to the NHS. Department of Health.

Danielsson, U. & Johansson, E. E. (2005) Beyond weeping and crying: a gender analysis
of expression of depression. Scandinavian Journal of Primary Health Care, 23, 171-177.

Department of Health (1992) The Health of the Nation. TSO (The Stationery Office).

Department of Health (1994) Working in Partnership: A Collaborative Approach to Care— Report
of the Mental Health Nursing Review. HMSO.

Department of Health (1995) Building Bridges: A Guide to the Arrangements for Interagency
Working for the Care and Protection of Severely Disabled People. Department of Health.

Department of Health (2001) The Journey to Recovery: The Government’s Vision for Mental
Health Care. Department of Health.

Department of Health (2003a) Mental Health Policy Implementation Guide. Support, Time and
Recovery Workers. Department of Health.

Department of Health (2003b) Mental Health Policy Implementation Guide. Fast Forwarding
Primary Care Mental Health: Graduate Primary Care Mental Health Workers. Department of
Health.

Evans, C., Mellor-Clark, J., Margison, E, et al (2000) Clinical Outcomes in Routine
Evaluation: the CORE-OM. Journal of Mental Health, 9, 247-255.

69



LESTER & GASK

70

Faulkner, A. & Layzell, S. (2000) Strategies for Living: A Report of User-Led Research into
People’s Strategies for Living with Mental Distress. Mental Health Foundation.

Fowler, D., Garety, P. & Kuipers, E. (1988) Understanding the inexplicable: an individually
formulated cognitive approach to delusional beliefs. In Cognitive Psychotherapy of Psychotic
and Personality Disorders: Handbook of Theory and Practice (eds C. Perris & P. D. McGorry),
pp. 129-146. Wiley.

Freeman, G., Weaver, T, Low, ], et al (2002) Promoting Continuity of Care for People with Severe
Mental Illness whose Needs Span Primary, Secondary and Social Care. National Coordinating
Centre for Service Delivery and Organisation.

Gask, L., Rogers, A., Oliver, D, et al (2003) Qualitative study of patients’ perceptions of
the quality of care for depression in general practice. British Journal of General Practice,
53, 278-283.

Glasby, J. & Lester, H. E. (2004) Cases for change in mental health: partnership working
in mental health services. Journal of Interprofessional Care, 18, 7-16.

Grime, J. & Pollock, K. (2004) Information versus experience: a comparison of an
information leaflet on antidepressants with lay experience of treatment. Patient Education
and Counseling, 54, 361-368.

Harrison, G., Hopper, K., Craig, T, et al (2001) Recovery from psychotic illness: a 15 and
25 year international follow up study. British Journal of Psychiatry, 178, 506-517.

Johnston, O., Kumar, S., Kendall, K., et al (2007) Qualitative study of depression
management in primary care: GP and patient goals, and the value of listening. British
Journal of General Practice, 57, 872-879.

Kadam, U. T., Croft, P, McLeod, J., et al (2001) A qualitative study of patients’ views on
anxiety and depression. British Journal of General Practice, 51, 375-380.

Kai, J. & Crosland, A. (2001) Perspectives of people with enduring mental ill health from
a community-based qualitative study. British Journal of General Practice, 51, 730-736.

Khan, N., Bower, P. & Rogers, A. (2007) Guided self-help in primary care mental health:
meta-synthesis of qualitative studies of patient experience. British Journal of Psychiatry,
191, 206-211.

Knudsen, P, Hansen, E., Traulsen, J., et al (2002) Changes in self-concept while using
SSRI antidepressants. Qualitative Health Research, 12, 932-944.

Lester, H. E., Tritter, J. & England, E. (2003) Satisfaction with primary care: the
perspectives of people with schizophrenia. Family Practice, 20, 508-513.

Lester, H. E, Tritter, . Q. & Sorohan, H. (2004) Managing crisis: the role of primary care
for people with serious mental illness. Family Medicine, 36(1), 28-34.

Lester, H. E., Tritter, J. Q. & Sorohan, H. (2005) Patients’ and health professionals’ views
on primary care for people with serious mental illness: focus group study. BMJ, 330,
1122-1128.

Lester, H. E., Tait, L., England, E., et al (2006) Patient involvement in primary care mental
health: a focus group study. British Journal of General Practice, 56, 415-422.

Lindow, V. (1999) Power, lies and injustice: the exclusion of service users’ voices. In Ethics
and Community in the Health Care Professions (ed. M. Parker), pp. 154-177. Routledge.

Lobban, E, Barrowclough, C. & Jones, S. (2004) The impact of beliefs about mental
health problems and coping on outcome in schizophrenia. Psychological Medicine, 34,
1165-1176.

Mavaddat, N., Lester, H. E. & Tait, L. (2009) Development and validation of the PEQ.
Quality and Safety in Health Care, 18, 147-152.

Maxwell, M. (2005) Women’s and doctors’ accounts of their experiences of depression
in primary care: the influence of social and moral reasoning on patients’ and doctors’
decisions. Chronic Illness, 1, 61-71.

Mental Health Foundation (2003) Surviving User-Led Research: Reflections on Supporting User-
Led Research Projects. Mental Health Foundation.

National Schizophrenia Fellowship (1997) How to Involve Users and Carers in Planning,
Running and Monitoring Care Services and Curriculum Development. National Schizophrenia
Fellowship.



THE SERVICE USER PERSPECTIVE

Peck, E., Gulliver, P & Towell, D. (2002) Information, consultation or control: user
involvement in mental health services in England at the turn of the century. Journal of
Mental Health, 11, 441-451.

Phillips, C., Cooke, M. & Cooke, A. (2006) Identity and cause of problems: the
perceptions of patients with a diagnosis of schizophrenia. Behavioural and Cognitive
Psychotherapy, 35, 237-240.

Pilgrim, D. & Rogers, A. (1999) A Sociology of Mental Health and Illness (2nd edition). Open
University Press.

Rogers, A. & Pilgrim, D. (1993) Experiencing Psychiatry: Users’ Views of Services. London:
Macmillan.

Rogers, A. & Pilgrim, D. (2001) Mental Health Policy in Britain (2nd edition). Palgrave.

Rogers, A., May, C. & Oliver, D. (2001) Experiencing depression, experiencing the
depressed: the separate worlds of patients and doctors. Journal of Mental Health, 10,
317-333.

Romme, M. & Escher, A. (1989) Hearing voices. Schizophrenia Bulletin, 15, 209-216.

Sayce, L. & Morris, D. (1999) Outsiders Coming In? Achieving Social Inclusion for People with
Mental Health Problems. Mind Publications.

Shield, T., Campbell, S., Rogers, A., et al (2003) Quality indicators for primary care mental
health services. Quality and Safety in Health Care, 12, 100-106.

Summers, A. (2003) Involving users in the development of mental health services: a study
of psychiatrists’ views. Journal of Mental Health, 12, 161-174.

Szasz, T. (2003) The psychiatric protection order for the ‘battered mental patient’. BMJ,
327, 1449-1451.

Tien, A. Y. (1991) The distribution of hallucinations in the population. Social Psychiatry
and Psychiatric Epidemiology, 26, 287-292.

Wensing, M., Jung, H., Mainz, J., et al (1998) A systematic review of the literature on
patient priorities for general practice care. Part 1: Description of the research domain.
Social Science and Medicine, 47, 1573-1588.

Wilkinson, R. G. (1996) Unhealthy Societies: The Afflictions of Inequality. Routledge.

Wisdom, J. P & Green, C. A. (2004) ‘Being in a funk’: teens’ efforts to understand their
depressive experience. Qualitative Health Research, 14, 1227-1238.

Al



CHAPTER 6

Low- and middle-income
countries

Mohan Isaac and Oye Gureje

Summary

This chapter reviews the current status of integration of mental health into primary
care services in low- and middle-income countries. More than 80% of the world’s
population of over 6 billion live in 128 countries which have widely varying overall
status of development, health policies and health delivery systems. The focus
of health policies in these countries has changed over the past three decades.
Health delivery systems in most of them function suboptimally owing to a variety
of chronic problems and need strengthening. Demonstration projects in many
countries indicate that it is possible to train doctors and primary care workers and
integrate mental health into primary care. However, there is a need to sustain,
expand and evaluate programmes of primary care mental health.
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In the early 1970s, comprehensive and authoritative reviews of psychiatric
disorders in low- and middle-income (LAMI) countries in Latin America,
sub-Saharan Africa and South-East Asia showed that all types of mental
disorders were widely prevalent. The reviews highlighted the gross neglect
of mental disorders in these countries for a variety of reasons, which
included pervasive stigma, widespread misconceptions, grossly inadequate
budgets and acute shortages of trained personnel. It was pointed out that,
in these countries, basic mental healthcare should be decentralised and
integrated with the existing system of general health services (German,
1972; Leon, 1972; Carstairs, 1973; Neki, 1973). The strategy of integrating
mental health into primary care services was endorsed by a Mental Health
Expert Committee of the World Health Organization (WHO) in 1974
(WHO, 1975). More than 25 years later, in 2001, the WHO devoted
its World Health Report to mental health, focusing on the importance of
integrating mental health into primary care (WHO, 2001a). Several other
influential international reports have recommended the strengthening of
existing systems of primary care services in LAMI countries to provide
services for persons with mental disorders (Institute of Medicine, 2001;
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Hyman et al, 2006). More recently, the Lancet series ‘Global Mental Health’
unequivocally recommended that mental health be recognised as an integral
component of primary and secondary general healthcare, particularly in
LAMI countries (Chisholm et al, 2007a; Gureje et al, 2007).

Better recognition of the societal burden of mental disorders, availability
of effective interventions and high-profile recommendations often do not
result in improved provision of mental healthcare in LAMI countries. This
chapter reviews the widely varying nature of LAMI countries, their health
policies, health systems, health personnel and barriers to better healthcare
delivery in the context of the integration of mental health into primary
healthcare.

‘Developing countries’

More than 80% of the world’s population of over 6 billion live in countries
that are referred to as ‘developing’, a euphemism for poor countries. These
countries are situated mostly in Africa, Latin America, Asia and some parts
of eastern Europe. The typology of countries has changed over time. Terms
such as ‘Third World’ have given way to newer operational ones, such as
‘developing countries’, ‘less economically developed countries’ (LEDC),
‘emerging economies’ and ‘non-industrialised nations’. The World Bank
(2006) classifies economies according to their gross national income per
capita (Table. 6.1). Of the 208 nations in the world, the 54 that belong
to the low-income group and the 58 in the lower-middle-income group
constitute the ‘developing countries’ and are also referred to as ‘low- and
middle-income countries’.

Are all ‘developing countries’ similar?

The LAMI countries are often described in ways that would suggest that
they constitute a homogeneous group with similar colonial histories, an
underdeveloped industrial base, an agriculture-based economy, low standards
of living and similar problems of inadequate resources and capacities.
However, there is considerable heterogeneity within these countries and
there is no such thing as a ‘typical’ LAMI country. There are striking
differences between various LAMI countries and between different regions

Table 6.1 World Bank’s classification of countries

Country groupings Gross national income, per capita (US$, 2006)
Low income 905 or less

Lower middle income 906-3595

Upper middle income 3596-11115

High income 11116 and above

Source: World Bank (2006).
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within countries. They have widely varying profiles of development. While
some, notably in Asia (called the ‘Asian tigers’), are growing very rapidly,
countries in sub-Saharan Africa show indicators of declining growth and
stagnation. In some countries with rapid growth in Asia, income inequalities
as well as health inequalities have steadily increased (Asian Development
Bank, 2007). Health inequalities across the globe are also on the rise
(Vagero, 2007). Development in critical areas such as education and health
has declined in many countries with histories of civil war, ethnic conflict,
chronic large-scale breakdown of the rule of law and dictatorial regimes with
scant regard for human rights and democratic governance. Such countries
are sometimes referred to as ‘failed states’. There is a strong association
between low income and high fertility rates. Consequently, many low-income
countries are experiencing rapid population growth. The steady growth in
the populations of many LAMI countries in Africa and Asia is accompanied
by rapid urbanisation. By the end of 2007, it was estimated that more than
half of the world’s population, about 3.3 billion, were living in urban areas,
most of them in the developing world (United Nations Population Fund,
2007). In many LAMI countries, such urban cities are often characterised by
high unemployment, insecurity and squalor.

The LAMI countries have varying abilities to translate their gross
national income into tangible assets. Therefore, gross national income may
not always provide a complete picture of a country’s overall development.
The United Nations Development Programme (2006) has developed a
composite index called the Human Development Index (HDI) to better
capture the complex relationship between a country’s income and human
progress (Box 6.1).

The United Nations Development Programme’s annual Human Development
Reports have stimulated global, regional and national discussions on issues
that are relevant to health and human development. While the HDI of some
countries such as China and Indonesia have shown an impressive rise over

Box 6.1 The Human Development Index (HDI)

e The HDl is an alternative summary measure of development that indicates the
average progress of a country in human development.

e |t serves as a frame of reference for both social and economic development.

e It is a composite index of three dimensions of human development: life
expectancy, educational attainment and standard of living.

e Educational attainment is measured by adult literacy and school enrolment at
primary, secondary and tertiary levels.

e Standard of living is measured by income in purchasing power parity (PPP)
USs$.

e The United Nations Development Programme (UNDP) releases an annual
Human Development Report (HDR), which ranks all countries according to
their HDI.
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the past two decades, some 21 countries had a lower HDI in 2003 than in
1990. Over the period, many countries in Africa had become poorer and
life expectancy had fallen, largely owing to the HIV/AIDS epidemic. Other
sensitive indices of the overall quality of healthcare of a population, such as
infant mortality rate, the under-5 mortality rate and the maternal mortality
rate, also show wide variations across and within LAMI countries.

Changing focus of health policies

Until the mid-1970s, most LAMI countries in Africa and Asia, many of them
newly decolonised, focused their health policies on the control of infectious
diseases and reduction of mortality. A substantial proportion of their
health budgets was spent on tertiary care hospitals, often located in state
capitals and other large cities. The emergence of the concept of primary
healthcare (PHC) in the 1970s provided a radically new way of formulating
healthcare policy in these countries. A major international conference on
primary healthcare organised in 1978 by the WHO and the United Nations
Children’s Fund, in Alma-Ata in the then Soviet Union (now Almaty, the
capital of Kazakhstan), urged all governments, health and development
agencies, and the world community to ‘protect and promote the health
of all the people of the world’. The famous ‘Health for all by 2000’ slogan
was born and primary healthcare was declared the bedrock of healthcare
provision globally, in the Alma-Ata Declaration (WHO, 1978; see also
Chapter 2). The definition and essential components of primary healthcare
as well as the place of mental health in primary healthcare, as formulated at
Alma-Ata, have been critically reviewed by Sartorius in Chapter 2. ‘Primary
healthcare’ was essentially an approach to the provision of basic health
services, particularly in LAMI countries. However, it was soon realised that
the primary healthcare strategy as envisaged in the Alma-Ata Declaration
was too broad, utopian and unrealistic, and ‘Health for all by 2000” was
not feasible (Cueto, 2004; Magnussen et al, 2004). The available financial
and human resources were considered to be grossly insufficient to achieve
the goal.

From ‘comprehensive to ‘selective’ primary care

An interim alternative strategy, ‘selective primary healthcare’, with
measurable and attainable goals and cost-effective planning was soon
developed, aimed at the least developed countries. The focus of this
programme was on four well-defined interventions, best known as
‘GOBYI’, which stood for Growth monitoring, Oral rehydration techniques,
Breastfeeding and Immunisation against diphtheria-pertussis-tetanus and
measles (Walsh & Warren, 1979; Cueto, 2004). Over the years, universal
provision of primary healthcare as well as efforts to achieve ‘Health for all by
2000’ were abandoned in most LAMI countries (Godley, 2007). Although
the strategy of selective primary care was pursued with varying intensity
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in many countries, the emergence of HIV/AIDS in epidemic proportions,
particularly in Africa, contributed to the revival of the earlier policy of
strengthening disease-specific, vertical health programmes.

Investing in health

The World Bank’s World Development Report of 1993, Investing in Health,
which reflected overall changes in economic philosophy, influenced health
policy formulation in LAMI countries towards healthcare reform, primarily
focusing on changes in financing and organisational structure (Whitehead
et al, 2001). The role of the private sector in the delivery of healthcare
was recognised. Policies and recommendations were influenced by new
concepts such as user fees, cost recovery, private health insurance and
public—private partnerships (Hall & Taylor, 2003; see also Chapter 2).
Nevertheless, mortality rates due to maternal and perinatal conditions,
vaccine-preventable diseases, diarrhoea, malnutrition (protein, energy
and micronutrient), malaria, tuberculosis and HIV/AIDS continued to be
high in many LAMI countries (Jha et al, 2002). The WHO Commission on
Macroeconomics and Health led by economist Jeffrey Sachs concluded that
an adequate investment in health is necessary for economic development
(WHO, 2001b).

Millennium Development Goals
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With the dawn of the new millennium, a major global programme called
the Millennium Project was initiated by the United Nations (UN) to deal
with extreme poverty, including related health consequences (Box 6.2). At
a UN millennium summit attended by a large number of world leaders and
heads of state, the Millennium Declaration for development and poverty
eradication was signed. The Declaration is translated into eight quantifiable
goals referred to as the Millennium Development Goals (MDGs), which are
to be achieved by 2015. Three of them — reducing child mortality, improving
maternal health and combating malaria, tuberculosis and HIV/AIDS - are
directly related to health (Sachs & McArthur, 2005). The Millennium
Declaration and the MDGs have, no doubt, given tremendous visibility and
momentum to achieving urgent public health priorities in LAMI countries.
Increasing international assistance has also become available in the form of
high-profile initiatives such as the Global Fund to Fight AIDS, Tuberculosis
and Malaria, and the Global Alliance for Vaccines and Immunization, with
financial support from global health charities such as the Bill and Melinda
Gates Foundation.

The halfway mark of the Millennium Programme’s 15-year course was
passed in September 2007. Progress towards the agreed health goals has
remained slow (Travis et al, 2004). It is increasingly being recognised
that there are various critical challenges to achieving the MDGs in LAMI
countries, related to their health systems. It is widely accepted that unless
these health systems are substantially strengthened, many of the health
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Box 6.2 From Alma-Ata to the Millennium Declaration — the changing
focus of health policies

e Alma-Ata Declaration (1978) — ‘Health for all by 2000" by universal provision
of comprehensive primary healthcare.

e Selective primary healthcare — focus on four measurable and attainable goals,
namely Growth monitoring, Oral rehydration techniques, Breastfeeding and
Immunisation (GOBI).

e World Bank’s World Development Report, Investing in Health (1993) —
emphasis on health sector reform, role of private sector, public—private
partnerships, user fees, cost recovery, private health insurance, etc.

e WHO Commission on Macroeconomics and Health (2001) — highlighting the
need for substantial financial investment in the health sector in developing
countries, to promote economic development.

e UN Millennium Declaration (2000), for development and poverty eradication
— eight quantifiable Millennium Development Goals (MDGs) to be achieved
by 2015, including health-related goals such as reducing child mortality,
improving maternal health and combating malaria, tuberculosis and HIV/
AIDS.

targets are unlikely to be achieved (Mills et al, 2006). It has been argued
that some of the time-limited health goals are either unmeasurable or
cannot be adequately measured (Attaran, 2005). Some experts believe that
the disease- or condition-specific programmes with a vertical nature will
fragment the fragile health systems of LAMI countries, as these vertical
programmes require separate planning, staffing and management from
other health programmes (Travis et al, 2004; Brown, 2007). A wide variety
of stakeholders all over the world continue to have an abiding interest and
faith in primary healthcare. To mark the 30th anniversary of the Alma-Ata
Declaration, the World Health Organization launched its World Health
Report Primary Health Care: Now More Than Ever in October 2008 at Almaty,
Kazakhstan (WHO, 2008). The report, which focuses on the role of primary
healthcare in strengthening health systems, calls for a return to the primary
healthcare approach.

Mental health and the Millennium Development Goals

The United Nations’ ‘framework for development’ does not include chronic
non-communicable physical diseases, although many LAMI countries
such as China and India are fast catching up with high-income countries
in mortality and morbidity due to heart disease, cancer and diabetes.
Mental health is also absent from the MDGs, although there is conclusive
evidence that mental disorders constitute a significant health burden in
LAMI countries (Prince et al, 2007). Poor mental health is linked to poverty,
disadvantage, HIV/AIDS and poor maternal and child health (Miranda &
Patel 2005; Gureje & Jenkins, 2007) and it is now clear that several of the
MDGs are not achievable without a consideration of mental health issues.
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Health systems in LAMI countries

The exact nature of health systems varies widely across LAMI countries
depending on a variety of socio-economic, cultural and political factors. In
many LAMI countries, the health system is organised in such a way that,
in rural and peripheral areas, healthcare is provided through a network of
district hospitals and community health centres, primary health centres
and health posts, which provide simple curative, preventive and outreach
services. The population covered by a district hospital may range from about
100000 to 1000000. The typical health post or health centre is run by health
workers or nurses, commonly supervised by general physicians. Other tiers
of the health service commonly comprise general and specialist hospitals,
manned by various cadres of physicians and other health professionals. The
population per doctor may range from 15000 to 70000.

Besides government-run public health services, there are private
hospitals and general practitioners (GPs) who work independently. Most
LAMI countries also have a vibrant traditional health sector, with a variety
of complementary and alternative treatment practices. In addition, a large
number of international agencies, and national and international non-
governmental organisations contribute substantially to different aspects
of health services, particularly in the poorest countries. Various disease-
control programmes and programmes that promote maternal and child
health are primarily the responsibility of government health services.

The coverage and effectiveness of health services are suboptimal
in most LAMI countries. Health systems are constrained by a chronic
shortage of motivated and adequately trained staff, low budgets, the high
cost and irregular supply of drugs, lack of transportation, non-functioning
equipment, and poor organisation and management. Health is a relatively
low-priority area for many of these countries, as evidenced by low spending
on health, commonly within the range of 2-4% of gross domestic product
(GDP) (Table 6.2).

Urban-based hospitals and tertiary care services still consume a large
share of health sector budgets. Health systems are known to be consistently

Table 6.2 Health expenditure in high-income and LAMI countries

Country Share of gross domestic Per capita (2005) (US$,
product (2005) purchasing power parity)

USA 15.3 6401

Switzerland 11.6 4177

Canada 9.5 3326

UK 8.3 2724

Japan 8.0 2358

Low- and middle-income countries 2-4 No reliable data

Source: Organisation for Economic Co-operation and Development (2007).

78



LOW- AND MIDDLE-INCOME COUNTRIES

inequitable, often failing to reach disadvantaged sections of the population
effectively (Gwatkin et al, 2004). Prescriptions for improving health system
capacity and performance include contracting out service provision, especially
to non-governmental organisations or private providers, encouraging staff
retention and motivation through improved remuneration and non-
monetary rewards (e.g. opportunities for training and career progression)
and ensuring that the users of services have a voice in the local health
system, to influence priorities (Mills et al, 2006). Tensions between vertical
and horizontal strategies in programme implementation have not been
resolved (Mills, 2005). The exact role of the private sector and the optimal
public—private mix in health systems is unclear (Hanson & Berman, 1998).
While the urgent need to strengthen health systems in LAMI countries is
widely accepted, evidence-based strategies to achieve this aim are yet to
emerge (Haines et al, 2004).

Primary care mental health

The consequences of various efforts to integrate mental health into primary
care in LAMI countries should be understood in the context of the changing
focus of overall health policies and poorly functioning health systems,
described above. The high prevalence of all forms of mental disorder in all
parts of the developing world has been well documented by a large number
of epidemiological studies carried out in different sections of the population
of LAMI countries. The presence of mental disorders in about 25% of the
attendees of primary care settings in LAMI countries has also been repeatedly
shown (Harding et al, 1980; Ustiin & Sartorius, 1995). The lack of uniform
information about the nature and extent of available resources for mental
healthcare delivery in different LAMI countries was filled to a great extent
by the WHO’s Mental Health Atlas project. The country profiles provided by
the Atlas confirmed that mental health services are grossly inadequate when
compared with the needs. The profiles also indicate that countries show wide
variations in the availability of different components of mental health services
(WHO, 2005). A recent review of the availability of resources for mental
health in LAMI countries, which covered policy and infrastructure, human
resources and funding, showed that resources were not only very scarce but
were inequitably and inefficiently used (Saxena et al, 2007). As a consequence,
the treatment gap for all mental disorders is big. Although effective treatment
methods exist, most persons with mental disorders remain untreated (Kohn
et al, 2004; Gureje & Lasebikan, 2006). The proportion of persons with
mental disorders receiving services corresponds to a country’s percentage
spend of GDP on healthcare (Wang et al, 2007).

Widespread misconceptions about the causation and management of
mental disorders continue to be rampant in most LAMI countries. Stigma
towards mental disorders is rife (Gureje et al, 2005) and may contribute to
the under-use of mental health services where they are provided (Gureje
& Lasebikan, 2006). Utilisation of the public health service is often low
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(Chisholm et al, 2000). The proportion of people on any kind of health
insurance is also commonly low and services for mental health problems,
even in primary care settings, may not be free. Consequently, out-of-pocket
expenditure is the primary method of paying for mental health services in
many countries (Saxena et al, 2003). This is considered neither efficient nor
equitable (Dixon et al, 2006).

Demonstration projects
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Doctors and other primary healthcare workers in LAMI countries generally
have little or no training or experience in the recognition and management
of mental disorders. As a result, poor detection of mental disorders and
inadequate treatment of those identified are common. During the past
two-and-a-half decades, numerous mental health programmes in primary
care settings have sprung up in different LAMI countries. One of the
earliest initiatives was a collaborative programme, ‘Strategies for Extending
Mental Healthcare’, initiated by the WHO in seven LAMI countries: Brazil,
Colombia, Egypt, India, the Philippines, Senegal and Sudan (Sartorius &
Harding, 1983). Since the early 1980s, training programmes and manuals
in mental health for primary care workers have been developed, piloted
and used in different LAMI countries (Isaac et al, 1982; WHO, 1990;
Cohen, 2001). The WHO has produced a simple classification of mental
disorders for use in primary care settings, with user-friendly diagnostic and
management guidelines (WHO, 1998; see also Chapter 3). A comprehensive
review of the effectiveness of primary care mental health services in LAMI
countries as varied as Botswana, Guinea Bissau, India, Iran, Nicaragua,
Nepal and Tanzania noted that adequate data on long-term effects were not
available from any of these countries to make meaningful interpretations
(Cohen, 2001).

While mental health training programmes for primary care personnel
may bring about improvements in mental health knowledge and attitudes,
there is rather little evidence of changes in the actual practice of health
workers. Although the diagnostic sensitivity of trained workers increases,
there is no evidence that such improvements result in better outcomes
for patients. Many reports of demonstration projects in LAMI countries
mention the numbers of patients with various mental disorders identified
and treated in primary care but do not provide any information on long-
term clinical outcomes, as the projects lacked rigorous evaluation (Cohen,
2001). Most training programmes consist of short courses focused on
diagnosis and pharmacological management, without much emphasis on
skill acquisition and application in clinical settings (Hodges et al, 2001).

Numerous other factors, such as erratic drug supplies, high rates
of attrition of trained staff, lack of continued on-the-job training and
inadequate support and supervision also influence the effectiveness and
long-term sustainability of primary care mental health programmes. Even
adequately funded programmes sometimes fail owing to factors such as a



LOW- AND MIDDLE-INCOME COUNTRIES

top-down approach to planning divorced from the realities on the ground,
poor governance, managerial incompetence, and unrealistic expectations
on the part of low-paid and poorly motivated primary care staff (Goel et al,
2004). Abas et al (2003), in a review of practice in delivering care to adults
with common mental disorders in primary care settings of low-income
countries, pointee out that ‘much remains unknown, undocumented
and unshared’. Whether primary care staff can improve outcomes for
these disorders is yet to be established widely. While there is evidence
that epilepsy can be treated effectively by primary care staff, evidence for
effective management of severe mental disorders is largely inadequate
(Cohen, 2001).

Even though the majority of persons with common mental disorders
who receive treatment in LAMI countries, just as in high-income ones, do
so in general or primary care settings (Gureje & Lasebikan, 2006; Wang
et al, 2007), only a very small proportion receive even minimally adequate
treatment. This inadequacy of service seems to reflect both the lack of
adequate training for primary healthcare providers and the pattern of health
service delivery in those settings. A large cross-national WHO collaborative
study suggested that primary healthcare services in LAMI countries are
often characterised by lack of continuity of care and poor record-keeping
(Simon et al, 1999; Gureje, 2004).

Traditional health in primary mental healthcare

Traditional healers continue to play a major role, particularly in rural areas
of LAMI countries in Asia and Africa, and especially for severe (psychotic)
mental disorders. They are easily accessible and affordable for most people.
They also provide care that is consistent with the belief systems of patients
and their families (Odejide & Morakinyo, 2003). In many countries, patients
and families consult both traditional healers and modern doctors and are
able to simultaneously follow the instructions of both quite comfortably
(Thara et al, 2004). Religious institutions and places of worship are also
important settings for the treatment of people who are mentally ill (Thara
et al, 1998). A report on temple healing from South India showed that
a brief stay at a healing temple improved objective measures of clinical
psychopathology (Raguram et al, 2002). The authors suggested that the
improvement was due to the supportive and non-threatening environment
of a culturally valid refuge for people with severe mental illnesses.

Many psychiatrists, particularly from Africa, have argued for collaboration
with traditional healers and for their involvement in the planning and
delivery of mental health services (Ngoma et al, 2003; Ovuga et al, 2007; Patel
etal, 2007). However, past attempts have shown that if such collaborations
are to succeed, sound and workable programmes of integrating traditional
healers with mental health service delivery will have to be carefully
developed by all stakeholders. Since in many cases traditional treatments
are characterised by unhealthy and injurious methods, the efficacy and
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safety of specific traditional interventions will have to be assessed. Minim-
um practice standards, a set of rules of practice, a code of ethics and lists
of approved traditional practitioners will need to be developed (Gureje &
Alem, 2000). Also, there is very little evidence to support the notion that
patients with common mental disorders such as depression and anxiety
in LAMI countries seek care from these healers for such problems rather
than from orthodox health providers (Gureje & Lasebikan, 2006; Wang et
al, 2007). The integration of traditional healing methods into the healthcare
system is constrained by a lack of knowledge about the scientific bases of
traditional practices and a poor evidence base documenting the efficacy
and any untoward effects of the interventions provided. Research suggests
that the views of traditional healers on the nature and causation of mental
illness may be discordant with scientific evidence (Makanjuola, 1987) and
that their treatment methods may often be at variance with present-day
views about human rights and humane treatment.

What next?
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How can the current situation of primary care mental health in LAMI
countries be improved? Large-scale improvements in the integration of
mental health with primary care services can occur only with changes in
healthcare policies and greater efficiency of health systems. It must be
understood that health, including mental health, is a social, economic,
political and cultural issue, too. A variety of social determinants — such
as poverty, income inequality, gender bias, injustice, exploitation, social
exclusion, conflict and violence — play a role in determining the overall
health status of individuals and populations (WHO, 2007). Studies have
also shown associations between indicators of poverty, in particular
low levels of education, and risk of common mental disorders (Patel &
Kleinman, 2003). Marmot (2006, p. 2081) has argued that ‘failing to meet
the fundamental human needs of autonomy, empowerment and human
freedom is a potent cause of ill health’. Recent emphasis on inequalities in
the health status of populations and a greater understanding of the social
determinants of health should pave the way for a shift in the focus of health
policies and health delivery back to comprehensive primary healthcare and
‘health for all’ in LAMI countries (Marmot, 2006; Haines et al, 2007; WHO,
2007). Mental health issues should be considered and included in further
planning and implementation of MDGs.

A holistic understanding of local mental health problems and needs in
each country is essential to develop country- or region-specific priorities of
conditions and models of intervention. Since health systems vary widely
in their design, inputs, outputs, efficiency and quality across and within
countries, the optimal mix of skills and types of health personnel required
for effective integration of mental health with primary care in each country
or region should be identified. The proportion of GDP that goes on health
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spending should be increased and sustained in every LAMI country, as
evidence shows that higher proportions contribute to smaller treatment
gaps in mental health (Wang et al, 2007).

All the actors of the health system must be fully informed of mental
health issues. Mental health should be introduced into the basic training
programmes of doctors and all categories of health personnel. Mental
health training should focus on skill acquisition and practical applications
rather than on just the theoretical inputs of diagnostic categories and
pharmacological management (see also Chapter 25). Primary care
personnel require support, supervision and continued on-the-job training.
Documentation and longer-term follow-up and evaluation of some of the
existing projects will contribute to greater understanding of barriers to
better primary care mental health.

Conclusion

The large unmet need for mental health services in many LAMI countries,
despite the availability of effective and relatively affordable interventions
(Gureje et al, 2007), calls for an urgent effort to scale up primary care
service in those countries. Efforts to scale up services must include a
comprehensive review of the training provided for primary care providers
in the recognition and treatment of mental health problems and a
reorganisation of the primary healthcare system. Assumptions made about
the relative professional autonomy of the primary healthcare system have
led to an unsupported and unmotivated health workforce. A reorganisation

Key points

e Health is a comparatively low priority for many LAMI countries.

e The coverage and effectiveness of health services are suboptimal in most
developing countries.

e Health systems are consistently inequitable and constrained by a variety
of factors, which include low budgets and chronic shortage of adequately
motivated and trained staff.

e Resources for mental health in LAMI countries are grossly inadequate and are
inequitably and inefficiently spent.

e Pilot projects have established the feasibility of integration of mental health
with primary care services; however, rigorous evaluation of such projects is
lacking.

e Doctors and healthcare personnel working in primary health centres can be
trained to identify and manage mental health problems.

e Traditional healers continue to play a significant role in many LAMI countries.
Collaboration with such healers in the delivery of mental health services will
have to be carefully planned and developed.
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of the primary health system in LAMI countries must recognise the need
for an effective secondary care level, with a sufficient number of specialist
mental health workers to provide training and support for primary care
providers and back-up for difficult cases requiring specialist interventions.
Adequate resources are also needed. However, it has been estimated that
the investment needed to scale up mental healthcare is not large in absolute
terms, when considered at the population level and in comparison with
other health sector investments (Chisholm et al, 2007b). Efforts to integrate
mental health effectively into primary care services are unlikely to work
until public funded health systems are better resourced and made more
effective.

Further reading and e-resources

Cohen, A., Kleinman, A. & Saraceno, B. (2002) World Mental Health Casebook: Social and
Mental Health Programs in Low-Income Countries. Kluwer Academic/Plenum Publishers.
Provides seven descriptive narratives of mental health-related programmes that were
implemented in various countries, including China, India and Nepal.

WHO (2001) World Health Report 2001. Mental Health: New Understanding, New Hope. WHO.
Highlights the fact that mental health is crucial to the well-being of all individuals,
societies and countries. It makes several useful recommendations for the improvement
of mental health services all over the world.

Disease Control Priorities Project, http://www.dcp2.org/Home.html - gives valuable
information about disease control priorities in LAMI countries including mental
health.

Institute of Medicine of the National Academies (USA), http://www.iom.edu/
CMS/3783/3957/5469.aspx — provides access to a seminal work entitled ‘Neurological,
psychiatric and developmental disorders: meeting the challenges in the developing
world’, which presents a comprehensive plan to help remedy this problem.

WHO’s mental health programme, http://www.who.int/mental_health/en — has links
to many useful WHO publications, documents and reports, including reports from the
Atlas project, which maps mental health resources in the world.
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CHAPTER 7

Diagnosis and classification
of mental illness: a view from
primary care

Linda Gask, Christopher Dowrick, Michael Klinkman
and Oye Gureje

Summary

This chapter considers the nature of ‘mental illness’ before it moves on to review
the problems with existing concepts of classification of mental illness when they
are applied to the primary care setting. It considers the shortcomings in some
detail before conclusions are drawn concerning what a diagnostic system should
provide to have both validity and utility in primary care settings.
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Differences between mental health and illness, and what is considered
normal and abnormal in psychological terms, are perhaps not so easily
determined in mental healthcare as in physical medicine. The term
‘mental illness’ is generally used in psychiatry when a clear syndrome can
be identified and there has been a definite change from how the person
used to be (which is important in differentiating illness from ‘personality
disorder’, which is not viewed as ‘illness’) and there is a deterioration in
the person’s ability to function effectively. Dependence on alcohol or drugs
is similarly not viewed as being mental illness but, again, mental health
services are involved in treatment in order to attempt to relieve suffering,
as experienced by either the persons themselves or those around them.
Various different models of mental illness and health exist (Table 7.1). The
biological perspective is often that to which a medically trained individual
can particularly contribute. However, the psychological, social and spiritual
perspectives are equally important in fully understanding the causes of a
person’s problems, what investigations to carry out and what treatment is
required.

Diagnosis was, in the past, considered within psychiatry to be useful only
if it conferred some utility, such as being able to predict what treatment
would be indicated or predict response to treatment or prognosis (Kendell,
1975). In practice, categorical diagnoses continue to have practical utility in
making simple treatment decisions, but they also have their limitations. In
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recent years, the need for more standardised approaches to diagnosis, driven
by both research and billing requirements in some healthcare systems, has
resulted in classification systems encompassing an ever-increasing variety of
human experiences; for example, ‘tobacco use disorder’ and ‘pre-menstrual
dysphoric disorder’ (PMDD) both appear in the US classification DSM-IV
(the fourth edition of the Diagnostic and Statistical Manual of the American
Psychiatric Association, 1995). Outside the USA, the World Health
Organization’s International Classification of Diseases (in its 10 revision, ICD-
10, World Health Organization, 1992) is more generally used, and in some
countries (notably the Netherlands, Belgium and Denmark) its International
Classification of Primary Care (ICPC) is used in the primary healthcare setting
(in its second revision, ICPC-2, World Health Organization, 2003). While
the ICD and DSM have some notable differences, their criteria for specific
diagnoses such as major depressive disorder (MDD) are quite similar. The
criteria listed for diagnosis of ‘depressive disorder’ in the ICPC reflects a
broader, primary care view of depression, with fewer specific criteria (Table
7.2).

Mad or bad? The problem of personality disorder

People with lifelong personality difficulties are not viewed as suffering from
mental illness. However, this does not mean that mental health services
should not be involved in trying to help them. Abnormal personality traits
are common in the community and some confer considerable advantages
on those who demonstrate them. Many people will have both abnormal
personality traits and mental illness, and the former may result in both their
being more impaired by their symptoms and slower recovery, as they may

Table 7.2 Comparison of the diagnostic criteria for depression across three
classifications: DSM-IV (major depressive disorder), ICD-10 (major depressive

disorder) and ICPC-2 (depressive disorder)

Symptoms of depression DSM-IV  ICD-10 ICPC-2
1 Depressed mood + + +
2 Markedly diminished interest or pleasure in + + +
activities
3 Loss of energy or fatigue + + +
4 Loss of confidence or self-esteem - + +
5 Unreasonable self-reproach or guilt + + -
6 Recurrent thoughts of death or suicide, or any + + -
suicidal behaviour
7 Diminished ability to think or concentrate, or + + +
indecisiveness
8 Psychomotor agitation or retardation + + -
9 Insomnia or hypersomnia + + +
10 Change in appetite + + +

90



DIAGNOSIS AND CLASSIFICATION

lack the necessary social support required. Problems come with those with
very severe personality disorders, who in lay terms may appear to be ‘mad’,
as what they do is beyond the realms of normal human understanding, but
they do not have symptoms of a specific mental illness that is treatable. In
an increasingly risk-averse society, mental health professionals are under
pressure to be involved in detaining such people under mental law before
they commit a crime. This poses considerable threats to civil liberty and
problems for already overcrowded hospital services, and is unlikely to be
particularly cost-effective in terms of the number of people who would need
to be detained to prevent a single crime.

Diagnosis and classification of mental health
problems in primary care

Patients in primary care settings are much less likely to present with
clearly identifiable diagnostic syndromes. People present with a wide
variety of symptoms, concerns, worries and problems. These are not only
undifferentiated, as originally described by Balint (1964), but also, crucially,
at least at first presentation, unrehearsed by prior discussion with doctors
versed in the agenda and language of diagnosis. Primary care clinicians will
often encounter unfiltered and unrecognised symptoms that may or may
not be identifiable as mental health syndromes, while specialist mental
health clinicians will encounter filtered symptoms that are recognised and
understood as representative of a mental health problem.

Thus, diagnosis is a less precise (and less frequent) activity in primary
care than it is in specialist care. Family doctors are more likely to think in
terms of problems than diagnoses. They are more likely to make a diagnosis
of depression if they believe they can manage and treat it; that is, diagnosis
tends to follow management decisions, not precede them (Dowrick et
al, 2000). In particular, family doctors and patients may see making and
accepting a mental health diagnosis as a social and moral decision. Women
with depression, for example, may seek and accept help (e.g. medication)
for the sake of others, when they feel they are not adequately fulfilling
their social roles. Doctors may offer diagnosis and treatment in order to
demonstrate that they are taking their patient’s suffering seriously, despite
considering that their problems are primarily social in origin (Maxwell,
2005).

Current classification systems are generally based upon research and
experience in psychiatric settings. There is mounting evidence that there
are indeed important differences between patients seen in primary care
and specialty mental health settings. Patients who present with emotional
symptoms in primary care are generally less distressed, are less likely
to have a discernible mental disorder and are less impaired than are
psychiatric cohorts within secondary care (Zinsbarg et al, 1994; Coyne et
al, 1997).
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Distress versus disorder

Emotional distress can be present in patients for many reasons other than
the presence of a mental health disorder, and patients with threshold
disorders may not display any distress. Many primary care patients are
clearly distressed, but do not exhibit other symptoms of mental illness
(Katerndahl et al, 2005) — yet primary care physicians often recognise
this distress and manage these patients differently from those without
distress. They do so without guidance from most existing classification
systems, which (with one or two exceptions — see below) do not account
for ‘distress’.

The relationship between physical, mental and social problems

Primary care patients frequently present a mixture of psychological, physical
and social problems. Mental health problems occur more frequently in
those with common chronic physical illness, such as diabetes, chronic
obstructive pulmonary disease and heart disease, and their comorbid
mental health problems may not be recognised, as attention is focused on
their physical illness. One of the most important aspects of a classification
of mental disorders for primary care is that it should enable primary care
workers accurately to record core elements of the context of care, such
as life events, undifferentiated symptoms, and patient perceptions, goals
and preferences for care; this will in turn allow clinicians more effectively
to help patients with ‘mixed’ physical, mental and social suffering. The
traditional biomedical model, which still dominates the training pattern of
health professionals, makes it difficult for them to deal with these patients,
as there is often not a specific problem that can be solved.

Transient, recurrent or chronic symptoms
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When primary care patients meet diagnostic criteria for specific disorders,
their symptoms often fluctuate over time and their ‘caseness’ may be
transient. Nosological diagnoses (nosology is the term in medicine that
refers to classification of disease) have been demonstrated to last less than
4 weeks 30% of the time and less than 6 months 65% of the time (Lamberts
& Hofmans-Okkes, 1993). There is an absence of good research on the
long-term validity and prognosis of ‘threshold’ mental health diagnoses in
primary care patient samples. Community-based epidemiological studies
have confirmed that many patients have recurrent or chronic depression
(Judd et al, 1998; Gask, 2005; Kessler et al, 2005), but the relative risk
of recurrence or of developing chronic depression, and the level of
disability associated with these potential outcomes are not clear (Van Weel-
Baumgarten et al, 1999; Vuorilehto et al, 2005).

The fluctuating nature of symptoms has made it difficult to assess
the performance of primary care workers in recognising and treating
mental health problems. Recognition of their potential long-term impact
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on health and function has led to aggressive case-finding and treatment
efforts in primary care settings to prevent disability. Although primary care
workers have frequently been criticised for their lack of skill in recognising
threshold mental disorders, recognition in primary care is itself a complex
phenomenon, related in part to the transience of symptoms. Higher rates
of detection (and treatment) have been found for patients with more
severe symptoms and higher levels of disability (Dowrick & Buchan,
1995; Thompson et al, 2001; MaGPle Research Group, 2003) and there is
some evidence that short-term outcomes for ‘detected’ and ‘undetected’
depression in primary care do not differ (Coyne et al, 1997).

How valid are existing diagnostic systems
for application in primary care?

There are a number of ways in which existing diagnostic systems may have
limited validity when applied in primary care settings.

The problem of comorbidity

Overlapping psychopathology may exist along a spectrum of anxiety (Fig.
7.1), depression, somatisation and substance misuse in primary care. This
coexistence may be cross-sectional, in that all these symptoms appear
together at the same time, or it may be longitudinal, in the sense that
one set of symptoms is followed closely in time by another (Katerndahl,
2005). Much of the evidence regarding comorbidity was assembled during

Anxiety disorder Major depression
Unique Shared Unique
Hypervigilance Fear Low mood
Agoraphobia Apprehension Anhedonia
Compulsive Chronic pain Weight gain/loss
rituals Gastrointestinal symptoms Loss of interest

Worry Suicidal ideation
Agitation

Difficulty concentrating
Sleep disturbances
Fatigue
Low energy

Fig. 7.1 Symptom overlap between anxiety and depression. Derived from Baldwin et
al (2002).
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the 1990s in the WHO Collaborative Study of Psychological Problems in
General Healthcare (Ustiin & Sartorius, 1995), conducted in 15 centres
in Asia, Africa, Europe and the Americas (see Chapter 2). Consecutive
primary care attendees between the age of majority (typically 18 years)
and 65 years were screened (n=25916) and stratified random samples
interviewed (n = 5438). The study found that ‘well-defined” psychological
problems (according to ICD-10) are frequent in general healthcare settings
(median 24% of attendees) and among the most common were depression,
anxiety, alcohol misuse, somatoform disorders and neurasthenia. The
most common co-occurrence was depression and anxiety (Sartorius et al,
1996).

Medically unexplained symptoms pose a particular problem. There is
now considerable empirical evidence suggesting that persistent medically
unexplained symptoms frequently coexist with mood or anxiety disorders
in primary care settings (Kirmayer & Robbins, 1991; Kessler et al, 1996;
Garcia-Campayo et al, 1998; Toft et al, 2005). In Toft et al’s study in
Denmark, comorbidity was highest for anxiety disorders — 89% of these
patients had another diagnosis — but lowest for somatoform disorders
(39%). The concept of somatisation is difficult because of the finding by
Simon & Gureje (1999) that the majority of these symptoms (61%) will
not be recalled as a problem a year later.

Substance misuse may also commonly coexist with anxiety and
depression. A study by the MaGPle Research Group (2003) in New
Zealand revealed that more than one-third of people attending their
general practitioner (GP) had had a diagnosable mental disorder during the
previous 12 months. The most common disorders identified by accepted
and well-validated psychological instruments were anxiety disorders,
depression, and substance-use disorders, and there was high comorbidity
of these three groups, with the experience of mixed pictures as common as
disorders occurring alone.

Do all these findings constitute evidence of true comorbidity
(i.e. coexistence of two or more discrete disorders), or rather an overlap
between — and therefore confusion of — diagnostic categories? We consider
the latter far more likely.

Subthreshold disorders
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Subthreshold conditions (i.e. conditions meeting some but not all diagnostic
criteria for a specific disorder in DSM-IV or ICD-10) are prevalent and
associated with significant costs and disability. Pincus et al (1999) have
shown how varying conceptualisations have been applied to define these
conditions. Considerable attention was paid to the presence of sub-
threshold disorders in the WHO study, where it was noted that roughly
9% of patients suffered from a ‘subthreshold condition’ that did not meet
diagnostic criteria but led to clinically significant symptoms and functional
impairment (Ustiin & Sartorius 1995).
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Cross-cultural application of systems

The complete DSM-IV and ICD-10 classifications in current use are
the direct descendants of clinical and research diagnostic classifications
developed in the USA and Western Europe. As such, they are based upon
a Western conceptual framework of mental health and mental illness,
and it is highly likely that some of their diagnostic categories will have
limited validity in other parts of the world. It is also highly likely that some
conditions important in other, non-Western cultures will have limited or
inaccurate representation in DSM or ICD (Mezzich et al, 1999). This issue
may be of particular relevance in cross-cultural primary care settings.

Classification systems developed or modified for use
in primary care

Three classifications are in current use for mental health diagnosis in
primary care: DSM-IV-PC, ICD-10-PHC and ICPC. Both DSM-IV-PC and
ICD-10-PHC are simplified versions of the ‘full’ classification intended to
be more accessible to primary care clinicians. However, the extent to which
these systems have been adopted in routine data collection within primary
care and monitoring across the world is unclear, although ICD-10-PHC has
been widely disseminated. In contrast, ICPC was developed specifically for
use in the primary healthcare setting. Translation between the three systems
is possible but complex, and clinical comparability of the same diagnosis in
different systems is limited by the characteristics of the different systems
(Lamberts et al, 1998).

ICD-10-PHC

The primary care version of ICD-10’s Chapter 5 (mental and behavioural
disorders) was published first in 1995 (Ustiin et al, 1995) and was finalised
after a series of field trials in different countries (Jenkins et al, 2002). It
is now the most widely used system for the diagnosis of mental health
problems in primary care, although it has a range of uses and can be used
as much for education and training as for data collection and coding.
The classification bears a rough correspondence to ICD-10 categories, is
user friendly, is based upon the different types of management that the
various conditions require and includes detailed advice about the sort of
psychological help that has been shown to be effective; it also provides the
information about each disorder that should be given to the patient and
family. Advice is given about drug treatments, where these are indicated,
as well as features that require specialist referral. The system consists of
25 conditions (Box 7.1) that are common in primary care settings, but each
country is encouraged to adapt the system to its own needs.

This classification was field tested in 30 different centres in 19 countries
and published evidence is available from two large studies (Goldberg et
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Box 7.1 The 25 ICD-10-PHC disorders

The 25 included disorders, along with their full ICD-10 codes, are as follows:

Addictive disorders

1 Alcohol use disorder (F 10)

2 Drug use disorder (F 11)

3 Tobacco use disorder (F 17.1)

Common mental disorders

4 Depression (F 32)

5 Phobic disorders (F 40)

6 Panic disorders (F 41.0)

7 Generalised anxiety (F 41.1)

8 Mixed anxiety depression (F 41.2)

9 Adjustment disorder (F 43)

10 Dissociative disorder (conversion hysteria) (F 44)
11 Unexplained somatic complaints (F 45)
12 Neurasthenia (F 48.0)

13 Eating disorders (F 50)

14 Sleep problems (F 51)

15 Sexual disorders (F 52)

16 Bereavement (Z 63)

Organic disorders
17 Dementia (F 00)
18 Delirium (F 05)

Psychotic disorders

19 Chronic psychotic disorders (F 20)
20 Acute psychotic disorders (F 23)
21 Bipolar disorders (F 3)

Disorders of childhood

22 Mental retardation (F 70)

23 Hyperkinetic (attention deficit) disorder (F 90)
24 Conduct disorder (F 91)

25 Enuresis (F 98.0)

For multi-purpose health workers, an even simpler version is available, which
consists of the following six categories:

26 Cognitive disorders

27 Alcohol and drug use disorder
28 Psychotic disorders

29 Depression

30 Anxiety disorders

31 Unexplained somatic complaints
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al, 1995; D’A Busnello et al, 1999). In the UK study, a total of 478 GPs
completed all stages of the study. Nearly all the participating GPs found
the classification ‘very useful’ or ‘useful’. Each category was also rated and
most received high ratings; those that were criticised were amended by the
group at a later meeting.
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In the UK, the classification has been modified since the original
publication, and the whole system has been re-issued twice, with a number
of additional features, including information leaflets for the patient and
information about voluntary agencies (see e-resources at the end of the
chapter). ICD-10-PHC is simple and easy to use, and links diagnosis to
treatment. However, it does not address issues of measurement of severity,
associated disability or chronicity, or the accompanying social problems
manifest in primary care settings. It is also important to note that simply
disseminating guidelines developed from ICD-10-PHC did not improve
outcomes in a British primary care study (Upton et al, 1999).

DSM-1V-PC

The primary care adaptation of DSM-IV was introduced in 1995 and
contains a number of symptom-based clinical algorithms designed to
guide the primary care physician through the diagnostic process (American
Psychiatric Association, 1995).

A number of limitations are evident (Pingitore & Sansone, 1998). It is a
large and complex volume that requires some level of familiarity before it can
be used. The complexity of the diagnostic schemes, and the amount of time
needed to reach a diagnosis, have been cited as conspicuous limitations.

ICPC

The International Classification of Primary Care (ICPC), first published in 1987
under the auspices of Wonca (the World Organization of Family Doctors)
and now in its second edition (International Classification Committee of
Wonca, 1998), represents a departure from the two classifications described
above. ICPC was designed to capture and code three essential elements
of each clinical encounter: the patient’s reason for encounter, the clinician’s
diagnosis, and the (diagnostic and therapeutic) interventions, all organised in
an episode of care data structure that links initial to all subsequent encounters
for the same clinical problem. This approach permits coding of 95% or more
of primary care visits and enables the calculation of prior and posterior
probabilities for important diseases (Okkes et al, 2002).

Although the limited diagnostic specificity available in ICPC is
problematic, ICPC offers a major advantage in its more complete capture
of the context of mental health problems (Box 7.2). The episode structure
of ICPC automatically accommodates mental health and biomedical
comorbidity by simply noting all active problems at a point in time or over a
specified time interval. The inclusion of symptoms as reasons for encounter
at the beginning of a longitudinal data stream enables investigation of the
relationship between somatic symptoms and mental health disorders at
a level of resolution not possible when using other classifications. The
routine coding of social problems provides detail about the social context
in which mental heath problems occur that is not available anywhere else.
Pilot studies to embed codes for additional context elements, such as
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Box 7.2 ICPC-2 diagnostic terms in Chapter P (Psychosocial)

Note: P01 to P29 can be recorded as symptoms or diagnoses. P70 to P99 are
diagnostic terms. Each term has a definition as well as inclusion and exclusion
criteria.

P01 feeling anxious/nervous/tense

P02 acute stress reaction

P03 feeling depressed

P04 feeling/behaving irritable/angry

P05 senility, feeling/behaving old

P06 sleep disturbance

P07 sexual desire reduced

P08 sexual fulfilment reduced

P09 sexual preference concern

P10 stammering, stuttering, tics

P11 eating problems in children

P12  bed-wetting, enuresis

P13 encopresis/bowel training problem
P15 chronic alcohol abuse

P16 acute alcohol abuse

P17 tobacco abuse

P18 medication abuse

P19 drug abuse

P20 memory disturbance

P22  child behaviour symptom/complaint
P23 adolescent behaviour symptom/complaint
P24  specific learning problem

P25 phase of life problems in adults

P27 fear of mental disorder

P28 limited function/disability psychosocial
P29 psychological symptom/complaint, other

P70 dementia

P71 organic psychosis, other

P72 schizophrenia

P73 affective psychosis

P74  anxiety disorder/anxiety state
P75 somatisation disorder

P76 depressive disorder

P77 suicide/suicide attempt

P78 neurasthenia, surmenage

P79 phobia, compulsive disorder
P80 personality disorder

P81 hyperkinetic disorder

P82 post-traumatic stress disorder
P85 mental retardation

P86 anorexia nervosa, bulimia
P98 psychosis not otherwise specified/other
P99 psychological disorder, other
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severity of illness and disability, into ICPC have been completed (Parkerson
etal, 1996).

Tools developed for primary care

Four types of tools used as aids to diagnosis in primary care are briefly reviewed
here: interview schedules designed for use in primary care; screening tools;
and tools for the measurement of severity and of disability.

Interview schedules

Interview schedules have primarily been used for research purposes.
The exception is the PRIME-MD, which has been widely used across the
world and generates DSM-IV diagnoses (Spitzer et al, 1994). However, it
remains unclear to what extent such a formal schedule might be adopted
into routine primary care consultations, particularly in low- and middle-
income countries, given the very brief time available in the primary care
consultation (see Chapter 6).

Screening tools

Screening instruments have also been widely used in research. The best-
known is the General Health Questionnaire (GHQ; Goldberg & Williams,
1988), available in four versions (comprising 12, 28, 30 or 60 items) and
translated into numerous languages. The GHQ is non-specific and does
not provide specific diagnoses, unlike the Hospital Anxiety and Depression
Scale (HAD; Zigmond & Snaith 1983) or the self-completion measures
derived from PRIME-MD, the original comprehensive Patient Health
Questionnaire (PHQ; Spitzer et al, 1999) and the depression-specific PHQ-
9 (Kroenke et al, 2001), the Generalised Anxiety Disorder Scale (GAD-7;
Spitzer et al, 2006) and the PHQ-15 for severity of somatic symptoms
(Kroenke et al, 2002).

However, although a variety of other tools have been developed for
screening, there is considerable disagreement in the literature about
whether screening is of benefit in improving the psychosocial outcomes
of those with psychiatric disorder managed in non-psychiatric settings
(Gilbody et al, 2001). A brief screening tool consisting of only two written
screening questions, plus the addition of a question enquiring whether help
is needed, which can be completed in the waiting room and handed directly
to the primary care worker (or the questions can be asked directly), has
recently shown promising results in terms of diagnostic validity (Arroll et
al, 2005). But, as some studies in Brazil have demonstrated, self-answered
questionnaires in low-income countries usually have to be read by an
interviewer, even for research purposes, as a significant proportion of
the patients attending primary care units are only semi-literate (Mari &
Williams, 1985).
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Measuring severity

Screening questionnaires can also be used to measure the severity of
symptoms. The PHQ has been widely used for this purpose in depression.
Other tools include the Inventory to Diagnose Depression (Zimmerman
et al, 1986), the Primary Care Screener for Affective Disorder (PC-SAD)
(Rogers et al, 2002), and the 21-item major depressive disorder (MDD)
subscale of the Psychiatric Diagnostic Screening Questionnaire (PDSQ;
Zimmerman & Mattia, 2001). All perform as well as the Beck Depression
Inventory (Rogers et al, 2005), although most of these have not been
validated for use in countries other than the USA or in languages other
than English. Measurement of severity has been introduced in the UK
through the Quality Outcomes Framework (QOF) in primary care, which
has enabled assessment of severity to be directly linked to treatment
guidelines for depression recommended by the National Institute for Health
and Clinical Excellence (NICE).

Measuring impairment and disability

A “clinical significance’ criterion is a part of many DSM diagnoses, generally
expressed in terms of functional impairment. In contrast, an explicit
attempt has been made to separate functional impairment from diagnostic
criteria in ICD. There has been a working assumption that increasing
severity of disorders is directly associated with increasing disability and
hence with worse outcomes.! However, there are two problems with this
assumption. The first, as noted above, is that it tends to play down the
considerable levels of impairment experienced by people with subthreshold
disorders. The second is that severity and impairment may not after all be
directly associated, but may rather form separate but overlapping domains.
Research by Foley et al (2003) on the Virginia twin register found that,
while the risk factors for major depression and associated functional
impairment were substantially correlated, they were not identical. The
most parsimonious model suggests that over a quarter of the variance in
associated functional impairment was due to factors unrelated to risk of
major depression.

This is potentially important in primary care. Family doctors are probably
better at assessing impairment than at making formal psychiatric diagnoses.
If impairment is indeed a separate problem from diagnosis, then awareness
of and emphasis on this difference may well play to the strengths of primary
care.

Disability in relation to depression has commonly been measured
using the Sheehan Disability Scale (Sheehan, 1983), a three-item self-

1 Note that disability differs from impairment: disability is the functional consequence of
impairment and the relationship between them is open to debate in the mental health arena
(Mulvany, 2000).
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report scale measuring the severity of disability in the domains of work,
family life/home responsibilities and social/leisure activities. The Social
Functioning Questionnaire (SFQ), an eight-item self-report scale (score
range 0-24), was developed from the Social Functioning Schedule (SFS), a
semi-structured interview that has been used primarily with non-psychotic
patients and that has good test-retest and inter-rater reliability as well as
construct validity (Tyrer et al, 2005).

The World Health Organization Disability Assessment Schedule (WHO-
DAS1II) is a brief instrument which comes in a variety of versions for rating
by observer, self or caregiver (see e-resources). The WHO-DAS has been
largely supplanted by the new International Classification of Functioning,
Disability, and Health (ICF) (see e-resources), now available for use
worldwide.

Conclusion

Existing classification systems are unsatisfactory for primary care. Most
have been adapted for, rather than developed in, primary care settings;
the exception is ICPC. In general, they do not capture the complexity
of psychological disorder as it manifests in primary care settings, with
associated physical illness and social problems. Revision of both ICD
and DSM is currently underway, and there is a strong desire for a simpler
classification for use in primary care than in specialist settings, one that
will prove to be clinically useful.

A classification system for primary care should: be characterised by
simplicity; address not only categorical diagnosis, but also severity and
chronicity; be linked to disability assessment; be linked to routine data-
gathering, including gathering information on outcomes; be linked to
training; and be useful in facilitating communication between primary and
specialist care.

Key points

e There are a number of different ‘models of mental illness'.

e Primary care patients frequently present a mixture of psychological, physical
and social problems.

e Patients in primary care settings are much less likely to present with clearly
identifiable diagnostic syndromes.

e There are a number of ways in which existing diagnostic systems may have
limited validity when applied in primary care settings. Specifically, they do
not address in a satisfactory way the problems of comorbidity; subthreshold
disorders; cross-cultural applications; or the differences between severity and
impairment/disability. A satisfactory diagnostic system for primary care needs
to address all these factors.
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Further reading and e-resources

ICPC (2nd edn) http://www.who.int/classifications/icd/adaptations/icpc2/en/index.
html

International Classification of Functioning, Disability, and Health (ICF), http://www.
who.int/classifications/icf/site/icftemplate.cfm

UK version of ICD-10PC, http://www.mentalneurologicalprimarycare.org

World Health Organization Disability Assessment Schedule (WHO-DAS II), http://www.
who.int/icidh/whodas/index.html
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Part II: Clinical issues

This section outlines the clinical features of the main mental health
problems that general practitioners are likely to encounter in their daily
work. We have tried to keep the content of this part focused on the needs
of the busy practitioner, providing practical advice and guidance, as well as
pointing to supporting resources such as relevant websites. In addition we
have asked authors to provide links to further reading for those who wish
to delve more deeply into the subject matter of each chapter.

As far as possible, management advice is supported by evidence,
but of course in many cases the evidence base that supports treatment
recommendations comes from settings other than primary care. We have
tried to make this clear as far as possible, and so these chapters are also a
useful guide to where gaps in the evidence exist and where further research
is needed. Because all the editors of this book work in the UK, current
management guidance leans heavily on UK recommendations, but we
have tried as far as possible to broaden this to include guidance from other
sources where it is available.
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CHAPTER 8

Depression

Tony Kendrick and Andre Tylee

Summary

This chapter covers the diagnosis and classification of depression, including major
depressive disorder, mild depression and dysthymia. A stepped-care approach to
depression, including screening and detection, guided self-help, drug treatment,
psychological therapies and referral, is described, based on guidelines from the
UK National Institute for Health and Clinical Excellence. Measures of the severity
of depression are discussed in relation to the challenging issue of deciding when
to intervene in primary care.

Defining depression

Depressive symptoms range along a continuum from everyday sadness to
suicidal depression, and any cut-off between a ‘normal’ and a ‘depressed’
person is to an extent arbitrary, but categorical diagnoses are necessary
in clinical practice to make decisions about intervening. Psychiatric
classification systems identify a category of ‘major depression’ which
predicts the need for active treatment, irrespective of environmental factors,
except for bereavement (American Psychiatric Association, 2000).

Around three times as many depressed patients have symptom levels
below the cut-off for major depression, which, though relatively mild,
are still associated with significant distress and impairment of social
functioning (Rapaport et al, 2002). Depression very commonly occurs with
anxiety (see Chapter 10).

Epidemiology

The multi-country survey of 2000-2001 undertaken by the World Health
Organization (WHO) found that major depression affected around 5% of
women and 3% of men per year. Depression was the fourth leading cause of
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disease burden among all diseases, responsible for, on average, 4.4% of total
disability-adjusted life-years lost (ranging from 1.2% in Africa to 8.0% in
the Americas), which had increased from 3.7% in 1990. Depression caused
the largest amount of non-fatal burden among all diseases: 12.1% of total
years lived with disability on average, which had increased from 10.7% in
1990 (Ustiin et al, 2004).

Cross-sectional surveys have shown an increasing prevalence of
depression, prompting talk of an epidemic of depression. The prevalence
of major depression doubled among US adults between 1992 and 2002
(Compton et al, 2006). Depression is now the second (for women) or third
(for men) biggest cause of long-term sickness benefits in the UK (Moncrieff
& Pomerleau, 2000) and all high-income countries have seen year-on-year
increases in antidepressant prescribing in primary care since the selective
serotonin reuptake inhibitors (SSRIs) were introduced in 1990 (Middleton
et al, 2001). Depression is predicted to be second after ischaemic heart
disease in global health burden by 2020 (Murray & Lopez, 1997).

Recognition of depression

Depression is much more likely to be recognised when patients present with
psychosocial symptoms as opposed to somatic symptoms (Kirmayer et al,
1993; Tylee et al, 1995). However, the old notion that general practitioners
(GPs) tend to miss 50% or more of cases of depression among their
patients can now be discounted, as GPs have been found to be very good at
recognising moderate to severe depression (Thompson et al, 2001), where
the evidence of treatment benefit is stronger. In a large WHO naturalistic
study in 15 cities around the world (and in 11 languages), patients whose
depression went unrecognised had milder depression at baseline and were
not found to be at a disadvantage in terms of outcome (Goldberg et al,
1998).

Risk factors
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Higher rates of attendance and treatment for depression are associated
with socially disadvantaged populations: people living in deprived areas,
especially the inner city but also deprived rural areas; people who are
unemployed and living on benefits; and victims of violence, including
domestic violence, and those living in violent areas. Depression is also
associated with a lack of social support: it is more common among: people
who are divorced or separated; single parents (usually women); widowed
elderly people; non-religious communities; and communities with fewer
extended families, where people are more likely to be living alone. Other
risk factors are listed in Box 8.1.

Bereavement is often followed by 3-6 months of symptoms, which may
reach the level of major depression. Most bereaved people do not need active
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Box 8.1 Risk factors for depression

A history of depression.

A family history of depression.

Recent unemployment, bereavement or divorce.
Financial or housing problems.

Recent childbirth, demanding child care.
Menopausal symptoms.

Caring for a disabled relative.

Living in residential accommodation.

Chronic physical illness.

treatment beyond a listening ear, but if symptoms persist beyond 6 months,
or are severe enough to affect daily functioning, particularly in a person who
has a history of depression, then active treatment is warranted.

Classification and diagnosis

In the DSM-1V classification, the diagnosis of major depression rests on the
identification of at least five out of nine symptoms (Box 8.2), one of which
must be depressed mood or loss of interest and pleasure in usual activities
(American Psychiatric Association, 2000).

“Trigger’ symptoms with a high predictive value for depression include
sleep problems, fatigue and irritability, and should prompt enquiry about all
nine symptoms. Symptoms must have been present most of every day for a
minimum of 2 weeks, and ideally for much longer, to be sure of the diagnosis.
Patients who fulfil criteria for major depression of recent onset can improve
spontaneously and best practice is to ask patients to come back for a review
of symptoms in a week or two, as a proportion will respond to support alone

Box 8.2 The DSM-IV criteria for major depression

Low mood or loss of interest and pleasure for at least 2 weeks, plus four out of the
seven following symptoms:

change in sleep pattern

change in appetite or weight
poor energy, tiredness

poor concentration, forgetfulness
guilt, worthlessness
agitation/retardation

suicidal ideas.
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within a few weeks. As well as being persistent, the depressive symptoms
must cause clinically significant distress or impairment in functioning for
the diagnosis of major depression to be made.

Mild depression

Mild depression is diagnosed if low mood or loss of pleasure is accompanied
by up to three other symptoms of depression, and the patient’s day-to-day
functioning is not significantly impaired. The distinction between mild
or minor depression and major depression is important, as the treatment
is different (see below). However, patients with less severe depression of
recent onset should be monitored, under a policy of ‘watchful waiting’, in
case they go on to develop major depression.

Dysthymia

Dysthymia is mild depression which has persisted for 2 years or more. A
systematic review of 15 randomised controlled trials (RCTs) of a variety of
antidepressants for the treatment of dysthymia found that they improved
outcomes, but these were mostly small studies, of variable quality, and
all in secondary care populations (de Lima et al, 1999). This suggests that
duration is an important factor as well as severity in determining whether
to prescribe for depression.

Detection and management of depression:
a stepped-care model

A guideline produced by the UK National Institute of Health and Clinical
Excellence (NICE) (National Collaborating Centre for Mental Health,
2004) recommend a stepped-care model:

Step 1 recognition of depression

Step 2 mild depression in primary care

Step 3 moderate to severe depression in primary care

Step 4 refractory, recurrent, atypical and psychotic depression in specialist
mental health services

Step 5 depression requiring in-patient care.

NICE recommendations are graded according to the level of supporting
evidence (Box 8.3). At the time of writing, the NICE guidelines are being
updated, but they are unlikely to change significantly.

Step 1. Recognition of depression
Detection/screening

The NICE guidance recommends that screening for depression should be
undertaken in high-risk groups (grade C evidence), including:
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Box 8.3 Levels of recommendations in NICE guidelines

A Based on level | evidence (meta-analysis of randomised controlled trials, or
at least one randomised controlled trial)

B Based on level Il or lll evidence (well-conducted clinical studies but no
randomised controlled trials) or extrapolated from level | evidence

C Based on level IV evidence (expert opinion)
GPP Good practice point (panel experience)

N Evidence from NICE technology appraisal

e  patients with significant physical illnesses
e  patients with other mental health problems, such as dementia
e  patients who have faced significant life events —

o unemployment and financial difficulties

o childbirth, and the care of young children

o bereavement, or loss of significant relationships

e past physical or sexual abuse.

Two questions concerning mood and interest are recommended (grade
B evidence), specifically:

1 ‘During the last month, have you often been bothered by feeling down,
depressed or hopeless?’

2 ‘During the last month, have you often been bothered by having little
interest or pleasure in doing things?’

These two questions are highly sensitive for depression (Arroll et al, 2003).
However, this policy has been questioned since the guidance was issued,
in part because the available screening tests may not fulfil the required
criteria of precision and acceptability (Gilbody et al, 2006). The relatively low
prevalence of major depression in primary care (less than 10%) means that
the positive predictive value (PPV, which is a measure of the accuracy of a
test in identifying a true positive result) of even very sensitive and specific
instruments will be low when used in the general population of primary
care patients (false positives are more of an issue when the prevalence of
true positives is low in the population being screened).

However, the specificity of screening has been shown to be improved by
the addition of a third ‘help’ question asked of patients answering ‘yes’ to
either of the first two questions (Arroll et al, 2005):

3 ‘Is this something with which you would like help?’

This third question has three possible responses: ‘no’, ‘yes, but not today’,
and ‘yes’. A ‘no’ response to this third question makes major depression
highly unlikely (negative predictive value, NPV, 94%). It is important to
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stress, therefore, that a negative result to this two- or three-item screen
can usually be taken to indicate that the patient does not have depression
(Mitchell & Coyne, 2007). It is also important to stress that those screening
positive need further clinical assessment to determine whether they are true
cases or false positives.

A further objection to population screening is that it has not been shown
to lead to better outcomes, often because effective treatment has not been
in place to deal with identified cases (Gilbody et al, 2003). Therefore case-
finding should be undertaken only for groups of patients for whom there is
good evidence that available treatments actually improve outcomes.

Quality indicators for depression in the UK general practice contract
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In the UK, GPs are rewarded financially for performance against two quality
indicators for the detection and management of depression, through a
points system, called the Quality and Outcomes Framework (QOF). First,
points are awarded for case-finding for depression among patients with
diabetes or coronary heart disease (CHD), among whom the prevalence of
depression is two to three times that of the general population. Second,
points are awarded in the QOF for the use of validated questionnaire
measures for the diagnosis and severity of depression, at the outset of
treatment. In 2009, a third indicator was introduced into the contract,
awarding more points for a follow-up measure of severity 1-3 months
after diagnosis.

Among patients with heart disease or diabetes there is grade A evidence
that treatment improves outcomes for depression (and may also improve
outcomes for their physical health problems, although that is less certain).
The presence of depression in people with CHD is associated with reduced
compliance with treatment, increased use of health resources, increased
social isolation and poorer outcomes. A meta-analysis of 20 trials found
that depression was an independent risk factor for mortality in people with
CHD (Barth et al, 2004). There is also grade A evidence that treatment with
selective serotonin reuptake inhibitors (SSRIs) for people with CHD is
safe and effective in reducing depression, at least among those with a prior
history of depression and more severe symptoms (Glassman et al, 2002;
Taylor et al, 2005). Patients treated with an SSRI were also found to have
a 42% reduction in death or recurrent myocardial infarction in a subgroup
analysis of outcomes in a trial of cognitive-behavioural therapy (CBT),
although this was a post hoc observation, and assignment to antidepressants
was not randomised (Lesperance et al, 2007). The CBT given in that trial
was effective in reducing depressive symptoms, but had no effect on death
or recurrent infarction.

People with both diabetes and depression are less physically and
socially active and less likely to comply with diet and treatment than
people with diabetes alone, leading to worse long-term complications and
higher mortality. It may also be that practitioners provide poorer care to
patients with comorbid depression and diabetes because depression impairs
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communication with patients. There is grade A evidence that effective
treatment with either antidepressants or CBT improves the outcome
of depression in patients with diabetes. While treatment has not been
shown consistently to improve glycaemic control (Williams et al, 2004),
psychological well-being has been identified by the St Vincent Declaration
(International Diabetes Federation, 1989) as an important goal of diabetes
management in its own right.

Depression and other comorbid physical illnesses

One in three stroke survivors experiences depression, which impedes
rehabilitation, through poorer physical and cognitive function, and is
associated with an increased risk of death, including suicide. However, a
Cochrane review concluded that there was insufficient evidence to support
the routine use of antidepressants for the prevention of depression or
to improve recovery from stroke, and recommended further research be
carried out (Hackett et al, 2005). Depressive and anxious symptoms are
common in chronic obstructive pulmonary disease (COPD), and case-
finding should be considered for all COPD patients, although trials of
psychological treatments and antidepressants have had varying findings.
Clinically significant depression is also common in heart failure, where it
is related to increased rates of death and secondary events. However, only a
small number of intervention studies have been carried out and the results
are inconclusive.

Measuring depression severity at the outset of treatment

Three alternative questionnaires are suggested for use in the UK GP contract
QOF: the Patient Health Questionnaire (PHQ-9; Kroenke et al, 2001), the
Hospital Anxiety and Depression Scale (HAD; Zigmond & Snaith, 1983)
and the Beck Depression Inventory (BDIL; Arnau et al, 2001). The aim of
using these measures is to help the practitioner to distinguish mild from
moderate to severe depression, as NICE recommends different treatments
for the different levels of severity. The HAD includes depressive (HAD-D)
and anxiety (HAD-A) symptoms and relies less on somatic symptoms,
being specifically designed for physically ill populations.

Table 8.1 shows the approximate thresholds for considering active
treatment of depression according to the scores on the three suggested
measures. It has recently been shown that a score of 12 or more on the
PHQ-9 has greater specificity, and the same sensitivity, as a score of 10 for
major depression in a UK population (Gilbody et al, 2007). Furthermore,
when used concurrently in the same group of patients, the PHQ-9 at a cut-
off of 10 was shown to classify significantly more patients as depressed and
in need of treatment than the HAD-D (Cameron et al, 2008). So a PHQ-9
score of 12 rather than 10 may be a better cut-off to use when deciding
whether or not to offer active treatment.

It is important to use clinical judgement in interpreting severity scores on
questionnaires, in particular taking into account the degree of interference
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Table 8.1 Approximate thresholds on questionnaire measures of depression for
considering active treatment

Measure PHQ-9 score HAD-D score BDI-ll score

Minimal or no depression, 1-4 0-7 0-13
no need for action

Mild depression, monitor for any 5-9 8-10 14-19
deterioration

Moderate to severe depression, 10 or greater* 11 or greater 20 or greater
consider active treatment (max. 27) (max. 21) (max. 63)

*Recent evidence suggests a PHQ-9 score of 12 may be a more specific cut-off (see text).

with daily activities caused by the patient’s symptoms. Some patients have
a greater likelihood of reporting symptoms than others, and so diagnoses
should not be based on symptom counts alone. The available measures
have not been validated for use with all ethnic groups and so the results
should be interpreted with caution, and the meaning of symptoms should
be explored with individual patients. Also, a previous history and previous
treatment for depression are important predictors of future problems and
so even low levels of symptoms in patients with previous depression should
be taken seriously.

Step 2. Mild depression in primary care: guided self-help
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The NICE guideline states that antidepressants should not normally be
prescribed for mild depression. However, mild depression should not
be ignored, but should be monitored for at least 2 weeks, with ‘watchful
waiting’ in case the patient goes on to develop more severe symptoms
(grade C evidence). During this period, a variety of self-help measures are
recommended, including advice on sleep hygiene and anxiety management,
and regular exercise at least three times per week for 45-60 minutes, which
has been shown to improve symptoms (grade C evidence).

A range of resources are now available to provide guided self-help based
on the principles of CBT. These encourage patients to identify and tackle
their depressive thoughts, and to develop more positive thoughts and
behaviours, which in turn can reduce their depressive symptoms.

Informal support from a GB practice nurse, health visitor or primary
care mental health worker is crucial, as simply providing a listening ear can
be therapeutic in itself. Patients need to feel accepted and to be reassured
they are not going mad; as well as providing this ‘normalising’ function,
primary care practitioners can, even if all else fails, bear witness to patients’
sadness, acknowledge their resilience in the face of adversity and provide
encouragement that they will get through their difficulties (Johnston et al,
2007).
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Bibliotherapy

Written material for self-help, or ‘bibliotherapy’, involves more than
just giving the patient a book; the material needs to be introduced by a
practitioner (doctor, nurse or primary care mental health worker) and
progress monitored at intervals over 6-8 weeks while the patient works
through the material. One example of bibliotherapy is the Overcoming
Depression programme (see ‘Resources for patients’ at the end of this
chapter).

Computerised CBT

Self-help based on CBT is now available through computer programs which
patients can work through either at home or on computers at the practice.
Beating the Blues (Proudfoot et al, 2004) was recommended for mild to
moderate depression following a NICE (2006) technology appraisal (see
‘Resources for patients’). The Overcoming Depression programme has been
computerised, although NICE found insufficient evidence to recommend
that particular programme. ‘Mood gym’ and ‘Living life to the full’ are
also available free online. More extended CBT is also becoming available
through the internet.

Brief psychological treatments

Chapter 26 on covers psychological therapies in primary care more
generally. In relation to depression, counselling has been shown, through
a systematic review and meta-analysis of seven trials, to improve short-
term outcomes over 4 months, although the benefits of counselling over
usual care were found not to persist by 12 months (Bower et al, 2002).
More research is needed to establish whether counselling is cost-effective
in the medium to longer term. The trials showed that a minimum severity
of depression was required for counselling to be likely to benefit patients,
specifically a score of 14 on the BDI (equivalent to 5 on the PHQ-9 or 8
on the HAD-D).

Problem-solving therapy (PST) is a brief CBT-based therapy which lasts
for 6-8 sessions rather than 15-20 for full CBT. PST has been shown to be
as effective as antidepressants for moderate depression (Dowrick et al, 2000;
Mynors-Wallis et al, 2000). As with counselling, PST should be offered only
to patients with a minimum severity of symptoms, equating to moderate
depression, as PST was found to be no more effective than usual GP care
for mild depression and anxiety disorders (Kendrick et al, 2006b).

The NICE depression guideline (National Collaborating Centre for
Mental Health, 2004) also covers interpersonal therapy, in which the
person’s relationships with others are looked at, which has a similar
efficacy to CBT but is more widely available in the USA than in the UK.
The guideline also includes marital therapy, in which both members of a
relationship are involved, and the efficacy for this is lower than for the other
types of therapy described.
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Antidepressant treatment

Antidepressants are not recommended by NICE for the initial treatment of
mild depression, as the cost-benefit ratio is thought to be less favourable
than for moderate depression. An early trial of amitriptyline found no
advantage over placebo for minor depression (Paykel et al, 1988), although
a later study using paroxetine found some advantage for dysthymia and for
minor depression in patients aged over 60 with more functional impairment
(Barrett et al, 2001; Williams et al, 2000). A trial of fluoxetine found a small
advantage over placebo (Judd et al, 2004), but a significant proportion of
patients recovered on placebo alone, and it is questionable whether such a
small difference in outcome is clinically significant. A recent post hoc analysis
of two trials of duloxetine against placebo also found evidence of benefit
for mild depression (Perahia et al, 2006). The THREAD study of SSRIs for
mild to moderate depression in primary care has shown that their use is
probably cost-effective at the levels of cost per quality adjusted life year
(QALY) recommended by NICE, when compared with support from the
GP without medication (Kendrick et al, 2009).

However, even if antidepressants are cost-effective in mild depression,
they are clearly not acceptable to many patients, and more psychological
treatments should be made available as an alternative for those who do not
wish to take drugs.

Antidepressants are recommended by NICE only for patients with mild
depression whose symptoms persist after other interventions have been tried,
for patients with a history of more severe depression, and for those with mild
depression associated with psychosocial problems (grade C recommendation).
However, in practice, antidepressants may be all there is to offer in primary
care, particularly for persistent mild depression, as psychological treatments
are often in short supply, even in the richest countries.

Step 3. Moderate to severe depression in primary care

Antidepressant treatment
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The SSRIs are recommended by NICE as first-line treatment for moderate
to severe depression, as they are as effective as the older tricyclics but better
tolerated, and fluoxetine and citalopram are now just as cost-effective since
coming off patent in the UK (Kendrick et al, 2006a).

Patient preference is an important consideration, and patients who have
responded well to tricyclics in the past may prefer to have them again for
recurrent depression. The tricyclics have some advantage over the SSRIs
in terms of sedation if this is required, but the SSRIs are less cardiotoxic
and therefore preferable for patients who are at greater risk of overdose.
Tricyclics should not be used for patients with cardiovascular problems
or epilepsy, as they can lower the seizure threshold. Lofepramine is a
reasonable alternative if sedation is required.

Another advantage of the SSRIs is that they can be started at a therapeutic
dose, unlike the tricyclics, which need titrating upwards, adjusting the dose
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frequently in the first few weeks of treatment. However, the SSRIs are not
without side-effects, including weight loss, insomnia and agitation among
some patients in the early stages of treatment, and occasional severe
restlessness and agitation (akathisia).

Patients should be advised about the benefits and side-effects of
treatment, in particular that it may take some weeks to take effect, although
recent evidence suggests SSRIs may start to work within days rather than
weeks (Taylor et al, 2006b). Patients should be reviewed every 1-2 weeks
until they have improved, then monthly. At each visit, the doctor should
evaluate the patient’s response to treatment, adherence, side-effects and
suicide risk. If suicide seems to be a possibility, the doctor should limit the
amount of drug prescribed.

The initial dose should be continued for at least 4 weeks before the dose
is reviewed (6 weeks for elderly patients). After 6 weeks (9 weeks for elderly
patients), the patient may be switched to another SSRI if there has been
no response (research is currently addressing whether an antidepressant
from a different class, such as a tricyclic, should be used instead of another
SSRI). If the patient fails to respond to a 6-week (or 9-week) course of
two different first-line antidepressants, then a second-line drug should be
considered. Advice is available on safe switching between antidepressants
in the Maudsley Prescribing Guidelines (Taylor et al, 2006q).

Second-line antidepressants

Mirtazapine is a pre-synaptic alpha-2 antagonist and the most sedative of the
newer antidepressants, but it frequently causes weight gain, so it is a better
choice if the patient has suffered weight loss and agitation. Reboxetine is
a noradrenaline reuptake inhibitor which is more energising, so it is more
useful if the patient is suffering from retarded depression. Venlafaxine has
a dual action on the reuptake of both serotonin and noradrenaline and
may be more effective for more severe or resistant depression, but it can
cause arrhythmias and hypertension at higher doses, so the patient’s heart
rhythm and blood pressure should be monitored during the first few weeks
of treatment. Duloxetine is a newer, dual-action antidepressant, which has
been shown to be effective for mild to moderate depression (Perahia et al,
2006).

If successful, antidepressant drug treatment should be continued for at
least 4 months after remission (usually at least 6 months in all), as studies
have shown that earlier cessation is associated with a greater risk of relapse.
Continuing treatment for at least 2 years is recommended by NICE for
patients who have suffered two episodes of major depression.

Stopping treatment

A significant proportion of patients established on SSRIs experience
withdrawal symptoms on trying to stop them, including anxiety, dizziness,
headaches, and odd sensations like electric shocks, so in general they
should not be stopped suddenly but withdrawn gradually. Paroxetine in
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particular must be gradually withdrawn, as it has a shorter half-life. In
theory, fluoxetine may be stopped suddenly, as it has a longer half-life,
although in practice many patients suffer withdrawal effects even with the
longer-acting drugs.

Targeting treatments to the patients who really need them

Longitudinal studies of antidepressant prescribing have shown that many
patients stop taking them within 1-2 months (Dunn et al, 1999; Olfson et
al, 2006). This is perhaps not surprising, because studies using validated
measures of severity show that GPs often prescribe for patients with very
mild depression, who are likely to recover quickly in the majority of cases
without antidepressants (Kendrick et al, 2001, 2005). It is important
therefore that patients are assessed carefully before they are begun on drug
treatment. Patients with very mild symptoms should not be prescribed
antidepressants immediately on presentation, but should be brought back
for review in case of progression to major depression.

The use of validated severity measures should help doctors discriminate
between mild and moderate depression, and in addition a careful assessment
of the patient’s attitudes towards taking treatment is recommended before
a prescription is made, as the majority of people think antidepressants
are addictive (Kendrick et al, 2005). Qualitative research has shown that
patients often reject the notion of depression as a disease, along with the
notion of a medical ‘cure’ for life’s ills (Johnston et al, 2007).

The year-on-year rise in antidepressant prescribing (Prescription Pricing
Authority, 2007) is due to a small but increasing proportion of patients
remaining on SSRIs for years, often without a justifiable indication for
long-term use. Such patients may experience worrying symptoms of anxiety
on trying to stop medication and so continue them long after they could
be stopped (Leydon et al, 2007). Long-term users of SSRIs need careful
review at regular intervals and counselling about the withdrawal effects
and support to taper off medication slowly when it is appropriate to do
so. Patients often confuse discontinuation symptoms with a relapse of
depressive symptoms, so it is advisable to explain that relapse symptoms
are generally more likely to emerge after 2-3 weeks.

Step 4. Referral to mental health services

Patients with refractory, recurrent, atypical and psychotic depression,
suicidal intention or severe self-neglect should be referred to specialist
mental health services, but in countries with well-developed primary
care services this should be required for fewer than 20% of patients with
depression. Box 8.4 lists the indications for referral to secondary care.

Psychological treatments

Cognitive-behavioural therapy is as effective as antidepressant drug
treatment for major depression, and may be preferred to drugs by the
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Box 8.4 Indications for referral of patients with depression to specialist
mental health services

Poor response to three courses of antidepressants
Recurrent episode within 1 year of last episode
Patient or relatives request referral

Self-neglect

Postnatal depression

Suicidal ideas and plans (urgent referral)
Psychotic symptoms (urgent referral)

majority of patients. Unfortunately, however, CBT is not readily available
in most countries, although access is being increased in the UK, USA,
Australia and New Zealand.

A full course of CBT involves 15-20 one-hour sessions with a trained
therapist, and so is expensive in relation to drug treatment. However, it may
be more effective than drugs at preventing relapse (Evans et al, 1992) and
so it may be more cost-effective in the long run. CBT involves the patient
in homework between sessions, working on identifying and tackling self-
defeating automatic negative thoughts, and practising more positive and
self-affirming behaviours. It is not suitable therefore for patients who have
difficulty engaging in a dialogue with the therapist, or whose functioning
is so impaired that they are unable to undertake the required exercises.
Combined CBT and drug treatment is indicated for resistant or severe
depression.

In the UK, a policy of massively expanding the availability of CBT is being
followed, in combination with employment counselling, with the aim of
getting patients with long-standing depression back to work. It is thought
that CBT could pay for itself through reductions in sickness benefits and
increases in tax contributions from patients returning to employment
(Layard & Centre for Economic Performance’s Mental Health Policy Group,
2006).

Collaborative care management

In relation to depression, the treatment of major depression has been
shown to be much improved through collaborative care management
(detailed in Chapter 27), which includes active follow-up of patients by a
dedicated care manager, specific counselling about the need to continue
treatment, and increased access to psychiatric and psychological treatment
through primary-secondary care collaboration (Katon et al, 1995; Wells et
al, 2000; Dietrich et al, 2006). However, such care is expensive and has not
been rolled out to everyday practice, even in the USA, where most of the
research showing its effectiveness has been carried out.
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Improving access to primary care treatment

An important prospective study of primary care service provision for
depression in six countries showed that its availability varied enormously.
Receipt of antidepressant treatment in primary care varied from 38% of
patients in the USA to 0% in Russia, and receipt of specialist care from
29% of patients in Australia to 3% in Russia. Cost was the most important
barrier to treatment (Simon et al, 2004).

Mental and behavioural disorders cause 12% of the global burden
of disease, yet mental health budgets are less than 1% of total health
expenditures, and health insurance programmes do not cover mental health
at the same level as other illnesses. More than 30% of countries have no
mental health programme and over 90% have no mental health policy for
children and adolescents (World Health Organization, 2001) (see Chapter
6 on low- and middle-income countries). The World Health Organization
(2001) has developed a ten-point plan to tackle depression globally, which
emphasises the need for primary care treatments to be made more available,
and for social agencies to work together to effect social change (Box 8.5).

Primary care research priorities for depression

Depression is so common that even higher-income countries cannot
afford to provide specialist mental healthcare and extensive psychological
treatments for the large majority of sufferers. More innovative non-drug
treatment strategies need to be developed and evaluated, based on self-help,
and administered by non-specialists.

Prevention is clearly better than cure, and more work needs to go into
mental health promotion (see Chapter 24), including micro-finance to
allow people to climb out of poverty, a reduction of domestic and other
violence, befriending, increasing social networks and improving parenting

Box 8.5 The World Health Organization’s ten-point plan to tackle
depression globally

1 Provide treatment in primary care

2 Make psychotropic drugs available

3 Give care in the community

4 Educate the public

5 Involve communities, families and consumers

6 Establish national policies, programmes and legislation
7 Develop human resources

8 Link with education, labour, welfare and law

9 Monitor community mental health

10 Support more research
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skills (Lancet Global Mental Health Group, 2007). The idea that depression
can be tackled by pills, diets or other quick fixes is a seductive but false
hope. In the longer term, the ‘depression epidemic’ will be reversed only
through difficult but essential social changes to increase people’s support
for each other and reverse some of the trends towards the fragmentation
of society in the 21st century.

Key points

e Depression may be difficult to detect in primary care settings, where patients
commonly present with physical symptoms.

e Screening of the whole population is not justified but case-finding in high-risk
groups is important.

e Depressive symptoms range along a continuum from normal sadness, and
categorisation is, to an extent, arbitrary.

e The diagnosis of major depressive disorder requires five or more symptoms
most of the day for at least 2 weeks, preferably several, accompanied by
impaired functioning.

e Structured questionnaires are helpful in assessing severity.

e Mild depression should be treated with guided self-help and watchful waiting.

e Antidepressants are the first-line treatment for depression of at least moderate
severity, but patients often prefer psychological treatments.

e Access to psychological therapies such as problem-solving treatment and
cognitive-behavioural therapy needs to be improved, even in the richest
countries.

Further reading and e-resources

Mild depression in general practice: time for a rethink? Drug and Therapeutics Bulletin
(2003), 41, 60-64.

NICE Depression Guideline (2004), at http://www.nice.org.uk

Patient Health Questionnaire (© Pfizer Inc.), at http://www.depression-primarycare.org

Resources for patients

Depression Alliance, http://www.depressionalliance.org
Royal College of Psychiatrists, patient information sheets, http://www.rcpsych.ac.uk
Williams, C. (2006) Overcoming Depression and Low Mood: A Five Areas Approach. Arnold.

Computerised CBT

Beating the Blues, http://www.media-innovations.ltd.uk

Internet-based CBT, http://www.psychologyonline.co.uk

Living life to the full, http://www.livinglifetothefull.com

Mood gym, http://www.moodgym.anu.edu.au

More extended CBT is also becoming available through the internet at http://www.
psychologyonline.co.uk

Overcoming Depression, http://www.calipso.co.uk
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CHAPTER 9

Suicide and self-harm

Sandra Dietrich, Lisa Wittenburg, Ella Arensman, Airi Varnik
and Ulrich Hegerl

Summary

There are many underlying causes of suicidal acts and complex, multiple risk
factors are involved. An awareness of these risk factors can alert primary care
professionals to particular areas of patients’ lives. With a large number of suicide
completers suffering from a diagnosable psychiatric disorder and an increased
risk of suicide in virtually all psychiatric disorders, a key prevention strategy is
improved care of patients with depression and other psychiatric disorders. This
chapter outlines the epidemiology of suicide and self-harm, goes on to describe
the clinical management of individual cases, and reviews the literature on wider
strategies for suicide reduction. (Management of suicide risk is also discussed in
Chapter 16.)

Terminology and definitions

There has been much discussion about the most suitable terminology for
suicidal acts and researchers have tried to find a common terminology and
classification as well as operational definitions for the range of suicidal
behaviours (O’Carroll et al, 1996; Maris, 2002; De Leo et al, 2004). In this
chapter, we use the outcome-based term ‘fatal suicidal acts’ for suicidal
behaviour that results in death and ‘non-fatal suicidal acts’ for suicidal
actions that do not result in death.

There is no consensus on the definition of fatal suicidal acts, making it
difficult, for instance, to collect accurate, comparable total rates of suicide.
Numerous definitions are used, the most widely accepted being the
definition produced by the World Health Organization (WHO, 2007a): ‘the
act of deliberately killing oneself’. Apart from fatal suicidal acts, it is also of
great importance to consider non-fatal suicidal acts, because they are one of
the strongest predictors of suicide and have significant economic, medical
and social costs. Non-fatal suicidal acts are also often called ‘attempted
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suicide’ (especially in the USA), ‘parasuicide’ and ‘deliberate self-harm’
(especially in Europe), but also ‘non-fatal suicidal behaviour’, ‘non-fatal
self-inflicted harm’, ‘self-injury’ and ‘self-directed violence’. The usage of
these terms varies considerably between countries.

Epidemiology

Approximately one million people died from fatal suicidal acts in the year
2000, reflecting a ‘global’ mortality rate of 16 per 100000, or one death
every 30 seconds. Suicide is now among the three leading causes of death
among those aged 15-45 years (both sexes) and in a growing number
of countries the first cause of mortality among men aged 15-34. These
figures do not include non-fatal suicidal acts, which are up to 20 times
more frequent than fatal suicidal acts (WHO, 2007b). According to WHO
estimates, approximately 1.53 million people will die from fatal suicidal acts
in 2020, and 10-20 times more people will attempt suicide worldwide. This
represents on average one death every 20 seconds and one attempt every
1-2 seconds (WHO, 1999).

Risk factors for suicidal behaviour

126

There are many underlying causes of suicidal acts and complex, multiple
factors are involved. These factors interact with one another and they are
likely to be operating simultaneously. Among the multitude of factors
that are closely associated with a heightened risk of suicidal acts, mental
disorders are positioned in the first rank. Estimates of up to over 90% are
reported for the proportion of suicide completers who have a diagnosable
psychiatric illness, and an increased risk of suicide is present in virtually all
psychiatric disorders, but particularly in major depression, other affective
disorders, schizophrenia, alcohol dependence and other addictions (Robins
et al, 1959; Rich et al, 1988; Brent et al, 1994; Wasserman & Virnik, 1998;
Lonngvist, 2000; Zhang et al, 2004). Other contributing factors are choice of
methods (which may be more or less lethal), access to lethal means, age and
gender, cultural and social factors (including attitudes towards suicide and
imitation effects) and personality-associated factors, such as impulsivity
and (auto-)aggression. In addition, suicidal acts are more likely to occur
during periods of rapid socio-economic and political change (Virnik et al,
1998a; Mikinen, 2000) and also during family and individual crises, such
as loss of a loved one or unemployment (WHO, 2007b).

Non-fatal suicidal acts are one of the strongest predictors of completed
suicide, especially in males (Hawton et al, 1998). Table 9.1 gives an overview
of factors which have been proposed to be associated with non-fatal suicidal
acts/self-harm and fatal suicidal acts. It must be noted, however, that this
list represents a selection of risk factors studied in large populations. When
assessing suicide risk, each patient must be regarded individually, as a
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unique person. An awareness of these risk factors, however, can alert health
professionals in primary care to look at particular areas of people’s lives.

Changing patterns within the population

Suicide rates are not distributed equally throughout the general population
of single countries. Social and economic changes as well as the availability
of methods of suicide have influenced national trends in suicide. Taking a
closer look at changing patterns within the population, the suicide rates of
men and women, for instance, are consistently different in most places, as
are rates in different age groups, and regions within countries.

Gender

Rates of suicide are generally higher among men. There are about three
male suicides for every female one (with the exception of rural China and
parts of India, discussed below). However, women have higher rates of
non-fatal suicidal acts. An explanation might be that women have higher
levels of healthcare utilisation and exhibit more favourable intentions to
seek help from mental health professionals (Bertakis et al, 2000; Ladwig et
al, 2000; Adamson et al, 2003; Mackenzie et al, 2006); thus, for instance,
they are more likely to receive treatment for depression, and to receive it
earlier than men.

Age

Suicide rates tend to increase with age (Virnik et al, 1998b). However,
although, traditionally, suicide rates have been highest among elderly men,
‘rates among young people have been increasing to such an extent that they
are now the group at highest risk in a third of countries, in both lower-
income and higher-income countries’ (WHO, 2007b).

One of the reasons why suicide rates have been higher among elderly
people might be that their determination to die is greater than that of other
age groups and that they tend to choose more violent methods — such as
shooting, hanging or jumping from a height (De Leo & Ormsker, 1991).
Furthermore, ageing-related biological and/or psychological processes may
contribute to increased risk for suicide in elderly people, as do living alone
and losses, and physical frailty (Conwell & Duberstein, 2005).

Ethnicity, cultural background and immigration
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Sharing a common ancestry seems to be associated with similar suicide
rates; for instance, both Finland and Hungary (whose common ancestors
were Uralic-speaking herdsmen, known as the Magyars) have very high
rates, even though Hungary is geographically quite distant from Finland
(Krug et al, 2002; Gunnell, 2005). Kliewer (1991) compared immigrant
suicide in Australia, Canada, England and Wales, and the USA during the
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period 1959-73 and found significant correlations between the suicide
rates of the immigrants and those of the origin populations, indicating
that the suicide rates for individual immigrant groups were to some extent
influenced by their experiences in the origin countries. This study and
another, by Kliewer & Ward (1988), found that factors in the destination
country also influenced immigrant suicide rates, as the rates of the majority
of the immigrant groups had a tendency to converge towards the rates of
the native-born over time.

Finally, within countries, suicide rates are frequently higher among
indigenous groups — notable examples include the Aboriginal and Torres
Strait Islander populations in Australia and the Inuit in Canada’s arctic
north (WHO, 2002).

Region

The incidence of suicide varies between urban and rural regions of the
same country. Suicide rates are generally higher in urban areas than in rural
areas. However, several studies have reported higher rates in rural areas,
for example in Australia (Taylor et al, 2005), China (Qin & Mortensen,
2001), England and Wales (Middleton et al, 2003), India (Gajalakshmi &
Peto, 2007), Iran (Abbasi-Shavazi, 2004) and the USA (Fiske et al, 2005).
Reasons for higher rates in rural areas may include the limited access to
healthcare, lower levels of education and social isolation. In addition, in
contrast to urban areas, highly toxic herbicides and pesticides are more
readily available in some countries, making poisoning a frequently used
means of suicide.

Assessment and management of patients
at risk of suicide

As the rate of contact with clinicians in primary care in the year preceding
suicide averages approximately 77% across all age groups and as persons
with mental health problems are more likely to seek services in the primary
care sector rather than from mental health professionals (Luoma et al,
2002), primary care professionals’ ability to assess and manage suicide risk
must be strengthened.

What should clinicians do when faced with a suicidal patient?

At the primary care level, many patients at risk of suicide will not talk
spontaneously about their despair, their suicide ideations or suicidal plans.
Therefore, these have to be actively explored in every individual patient who
is showing signs of despair or who belongs to a high-risk group (Table 9.1
and Box 9.1).

However, talking about suicide is often considered to be difficult for both
the patient and the primary care provider. The emotional burden associated
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Box 9.1 Assessing the risk of suicide — risk groups

e Older single men (in some countries also younger men)

Persons with mental disorders (depression; addictive disorders; psychoses)
Persons in acute crisis (e.g. social isolation, unemployment, debt, divorce,
traumatic experience)

Access to potentially lethal means

Chronic physical iliness

Family history of fatal suicidal acts and/or non-fatal suicidal acts/self-harm
Previous non-fatal suicidal acts/self-harm

Recent discharge from psychiatric hospital
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with suicidal behaviour as well as fears that speaking about it might induce
suicide are barriers to an active exploration of suicidal ideas, often with
the result that the topic is addressed only briefly and the conversation
rapidly switches to a less complex topic, or that trivialisation leads to an
underestimation of the suicidal risk. In order to avoid this, primary care
providers must be aware of these psychodynamic mechanisms and must be
able to deal competently with suicidal behaviour. This begins with finding
the right words for starting the exploration of suicide in a direct way. Every
primary care worker should prepare a sentence or two or some questions
to lead into the topic gradually, with due attention to the patient, in an
empathic and non-judgemental but clear and focused manner. Examples
would be:

e Do you feel unhappy and hopeless?
e Do you feel life is a burden?
e Do you feel unable to face each day?

If the answer to any of these questions indicates a possible suicide risk,
active exploration should address the points listed in the Suicide Risk
Screen (Harrison et al, 2004) (Box 9.2; see also Chapter 16).

When assessing a suicidal patient, it is particularly helpful to explore
ideas of hopelessness, the feeling that not only is the current situation
intolerable, but that it is unlikely to improve in future. This is particularly
strongly associated with suicide risk. Active wishes to end one’s life are
more serious than passive wishes to be dead. Useful questions are listed
in Box 9.3.

General practitioners may be called upon to assess someone following a
suicidal act. The risk of suicide in such individuals is 100 times higher than
the background rate in the general population. While some people may use
self-harm as a coping strategy, and have no plans of suicide, or as a way of
communicating intense distress, others may have continuing active plans
to end their life. A suggested assessment framework is shown in Box 9.4.
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Box 9.2 Suicide Risk Screen

The presence of a larger number of the following suggests a greater level of
risk:

previous self-harm

previous use of violent means
suicidal plan/expressed intent
current suicidal thoughts/ideation
hopelessness/helplessness
depression

evidence of psychosis

alcohol and/or drug misuse
chronic physical illness/pain
family history of suicide
unemployed/retired

male gender
separated/widowed/divorced
lack of social support

family concerned about risk
disengaged from services

poor adherence to psychiatric treatment
access to lethal means of harm.

Source: Harrison et a/ (2004)

Box 9.3 Assessing suicide risk

1 General interview skills
e Establish rapport
Open questioning style
Pick up verbal and non-verbal cues
Demonstrate acceptance of the patient
Clarify ambiguities
e Summarise
2 Clarify current problems
3 Specific questioning about suicide intent

e Explore hopelessness (e.g. ‘How do you see the future?’)

e Does the patient have any wishes to be dead (fleeting or persistent)?

e Specific plans for suicide (questions could include: ‘Have you ever felt that
you would prefer to get away from it all?’, ‘Have you ever felt that life isn’t
worth living?’, ‘Have you ever thought that you would do something to
harm yourself?’, “‘What exactly would you do? Do you have plans?’, ‘What
has stopped you from carrying that out so far?’)

e Measures to prevent detection

4 Background: past suicide attempts, coping mechanisms
5 Symptoms of mental disorder
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Box 9.4 Assessment of a person who has recently self-harmed

The interviewer should ask about:

Antecedents

e Duration and degree of planning suicide attempt (greater risk of suicide if
attempt was planned, especially if planning occurred over some time)

e Detailed account of events in preceding 48 hours

e Final acts (suicide note, will, etc.)

The attempt

e Lethality (hanging, shooting, drowning, carbon monoxide poisoning are all
very high risk)

e Expectation of outcome (the expectation of the person engaging in self-harm
is more important than the clinician’s own expectation: professionals may be
aware that a handful of aspirin is unlikely to be fatal — the person taking them
may not)

e Precautions against discovery

Mental state

e Mood (especially hopelessness/worthlessness)

e Suicidal thoughts

e Current attitude (regret or guilt concerning the recent suicide attempt is less
likely to be associated with completed suicide).

Further information can be obtained at www.medicine.manchester.ac.uk/
storm.

Following initial assessment by the primary care worker, different
types of aftercare may be appropriate, such as referral to psychological
treatment, including cognitive-behavioural therapy and problem-solving
therapy, or pharmacological treatment. It sometimes may be necessary to
refer the patient for a detailed psychiatric assessment. Box 9.5 presents a
list of possible steps. However, primary care workers should be aware that
acute suicide risk can be an emergency, where even hospitalisation against
the patient’s will may be necessary. Psychotic depression, for example,
is associated with an extremely high suicide risk and requires in-patient
treatment in most cases.

Evidence for the effectiveness of prevention
strategies — an international perspective
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Depending on the risk factors involved in suicidal acts, specific preventive
interventions are used in individual countries, for instance restricting
access to herbicides and pesticides in China or gun possession control in
the USA. In addition, because a large number of suicide completers suffer
from a diagnosable psychiatric disorder and because there is an increased
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Box 9.5 Managing suicidal behaviour

Arrange short-term follow-up

Consult a specialist

Involve family and relatives

Draw up a suicide prevention contract

Establish an emergency plan

Ensure there is a safe home environment

Administer appropriate medication

If necessary, refer to in-patient treatment (also against the person’s will)

risk of suicide in virtually all psychiatric disorders, a key prevention
strategy is improved care of patients with depression and other psychiatric
disorders.

For a categorisation of prevention strategies see Mann et al (2005) (Box
9.6).

The Gotland study

In 1983-84, all 18 general practitioners (GPs) working on the Swedish
island of Gotland (population 56000) were invited to attend a 2-day
education programme on the diagnosis and treatment of depression, given
by the Swedish branch of the International Committee for the Prevention
and Treatment of Depression (Swedish PTD Committee). The intervention
was evaluated in relation to referrals to psychiatry, in-patient treatment,
psychopharmacological prescription rates, sick leave from work and suicide
rates (Rutz et al, 1989b). Two years after the intervention, referrals of
patients with depression to psychiatry had increased, in particular for those

Box 9.6 Categorisation of suicide prevention strategies

1 Education and awareness programmes for primary care physicians, general
public and community or organisational gatekeepers
2 Screening for individuals at high risk
3 Treatment
e Pharmacotherapy (antidepressants, including selective serotonin reuptake
inhibitors and antipsychotics)
e Psychotherapy (alcoholism programmes for people with alcohol
dependence, cognitive—behavioural therapy)
e Follow-up care after suicide attempts
e Restriction of access to lethal means
e Media reporting guidelines for suicide
From Mann et a/ (2005)
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suffering severe depression. The same was observed for the prescription
of antidepressants. Sick leave and in-patient treatment decreased. The
suicide rate on Gotland fell from 19.7 per 100000 at baseline (n=11) in
1982 to 7.1 per 100000 in 1985 (n=4) (Rutz et al, 1989a). However, the
population observed and the number of suicides were too small and the
random fluctuation in suicide numbers in the preceding years was too high
to allow strong conclusions concerning the efficacy of the intervention
in preventing suicide. Yet the Gotland study has drawn attention to the
relevance of healthcare structure (such as the availability of trained GPs) for
suicide prevention and has stimulated and inspired other research groups
to follow this approach.

The STORM Project

The suicide prevention training intervention STORM (Skills Training on
Risk Management), which is based within the University of Manchester in
the UK, is aimed at the improvement of clinical skills in primary care needed
to assess and manage suicide risk. The target group of this intervention are
front-line workers in health, social and criminal justice services (Green &
Gask, 2005). Skills are developed through a short lecture, demonstration
scenario of the skills to be learned, role rehearsal for practice, self-reflection
and video-feedback on performance in four modules covering assessment,
crisis management, problem-solving and crisis prevention.

To date, three evaluation projects of STORM have been carried out
(Morriss et al, 1999; Appleby et al, 2000; Gask et al, 2006;) and these have
shown positive changes in attitudes and confidence towards suicide. A
before-and-after STORM training analysis showed no change in suicide
rate (Morriss et al, 2005). A conclusion from this is that brief educational
interventions to improve the assessment and management of patients at
risk of suicide may not be sufficient to reduce the suicide rate and must be
considered as a part of an overall, multifaceted suicide prevention strategy
(Morriss et al, 2005).

Hungarian Suicide Prevention Programme
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A 5-year GP education intervention was launched in a region with quite
high suicide rates in Hungary in the years 2001-2005. The intervention
was implemented in a mixed urban/rural area with a population of 73 000
and reached 28 of the 30 GPs working there. A non-contiguous region in
the same county was chosen as a control. After 5 years, suicide rates had
clearly dropped in the intervention region (from the 5-year pre-intervention
average of 59.7 in 100000 to 49.9 in 100000) but they also did so in the
control region. The decrease in suicide rates was larger than the decreases
reported from the county and from Hungary (Szanto et al, 2007). However,
there is a general trend of decreasing suicide rates in Hungary, and the
decreases reported from both the intervention and control region might be
due to this general trend.



SUICIDE AND SELF-HARM

US Air Force Suicide Prevention Programme (AFSPP)

This programme, a population-based approach to reducing the risk of
suicide, was first implemented with active-duty personnel in late 1996.
Eleven initiatives were developed, aimed at strengthening social support,
promoting development of effective social and coping skills, promoting
awareness of the range of risk factors related to suicide, changing policies
and norms to encourage effective help-seeking, and reducing the stigma
related to help-seeking.

Personnel exposed to the programme experienced a 33% reduction of risk
of fatal suicidal acts compared with personnel before the implementation
(P<0.001) (Registry of Evidence-Based Suicide Prevention Programs,
2005; Pflanz, 2007). When the project began, fatal suicidal acts were the
second leading cause of death in the US Air Force. Thereafter, the suicide
rate declined statistically significantly over three consecutive years. It must
be noted that suicide rates in the USA also declined in the second half of
the 1990s. This decline, however, was small compared with that measured
in the Air Force (US Air Force Medical Service, 2002). As the Air Force
community represents a select population, the generalisability of findings
to other communities has been questioned (Knox et al, 2003).

Multi-level approaches to suicide prevention — ‘Choose Life’
in Scotland

In 2002, the Scottish government launched ‘Choose Life’, a 10-year national
strategy and long-term action plan to reduce suicide in Scotland by 20% by
2013 through improved early prevention and crisis response, engagement
with the media, and adoption of an evidence-based approach (Mackenzie et
al, 2007). The main aim of Choose Life is to set out a framework to achieve
seven multifaceted objectives:

early prevention and intervention

responding to immediate crisis

longer-term work to provide hope and support recovery

coping with suicidal behaviour and completed suicide

promoting greater public awareness and encouraging people to seek
help early

supporting the media

7  knowing ‘what works’ to prevent suicide.

G W N~

)}

MacKenzie et al argue that it is difficult to show that Choose Life has
played a causal role in the reduction of suicide rates, because the massive
reduction in male suicide and ‘undetermined’ deaths between 2002
(n=673, rate=34.1/100000) and 2003 (n=577, rate=29.1/100000)
occurred when Choose Life had been only very partially implemented
(Mackenzie et al, 2007). This reduction might also have been due to other
factors, such as legislation restricting paracetamol sales. At the time of
writing, the evaluation was still in progress.
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The Nuremberg Alliance Against Depression in Germany

Fig.

In the years 2001 and 2002, an intervention for the improvement of care for
patients with depression and the prevention of suicidality was implemented
in the city of Nuremberg, Germany (population 500000), with Wiirzburg
(population 270000) as a control region. The intervention took place on
four levels (Fig. 9.1):

intervention with primary care physicians

initiation of a professional public media campaign

intervention with community facilitators

intervention with persons with depression, suicide attempters and
their relatives.

BN~

The intervention was intense; for example, more than 2000 community
facilitators were trained and more than 100000 leaflets on depression were
distributed. The evaluation was ambitious and included data from a 1-year
baseline (year 2000) and a control region. The number of suicidal acts was
defined as the primary outcome criterion. During the two intervention
years, the number of suicidal acts (fatal plus non-fatal) decreased by 24% in
the intervention region, significantly more than in the control region, where
the rate remained stable (Hegerl et al, 2006). Interestingly, this was not a
short-term effect, because a further decrease was observed in the follow-
up year, 2003 (-32% compared with the baseline year). When taking into
consideration fatal and non-fatal suicidal acts (secondary outcome criteria)
independently, a significant effect was only observed for the latter. The base

Level 2

Public relations;
information for
the general public
(posters, leaflets,
events)

Level 1

Cooperation with
primary care
physicians

Goals
* Improved care for patients

suffering from depression
* Prevention of suicidality

Level 3

Cooperation with
community facilitators
(e.g. clergy, teachers,
police)

Level 4

Offers of help to
patients and relatives
(self-help, high-risk
groups)

9.1 The four-level suicide prevention strategy of the Nuremberg Alliance Against

Depression and the European Alliance Against Depression.
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rate of fatal suicidal acts was too low to allow for the statistical detection of
moderate, though clinically relevant, intervention effects.

The Nuremberg Alliance Against Depression has provided strong
evidence that its four-level intervention concept and its materials are
effective in the prevention of suicidality. The success of this multi-level
intervention is most likely based not only on the effectiveness of the single
intervention on all levels but also on synergistic effects between them.
This view is clearly supported by WHO recommendations which advocate
choosing a multifaceted approach in the prevention of mental disorders
and suicidality (WHO, 2004). Meanwhile, the four-level intervention
concept and materials of the Nuremberg Alliance Against Depression have
been taken up by 50 regions in Germany, where similar alliances against
depression are run, by the European Alliance Against Depression (http://
www.eaad.net) and by the Seventh Framework Programme ‘Optimised
Suicide Prevention Programmes’ (OSPI-Europe, http://www.ospi-europe.
com/).

International comparisons

Differences in the definition and the procedure for assessing suicide rates
between countries pose challenges to the collection of accurate, comparable
rates of suicide. Such differences represent a significant challenge for
field work and reduce the validity of available official suicide statistics
and influence the rates of ‘hidden’ suicides. Categories such as ‘unknown
reason of death’ or ‘ill-defined and unknown causes of mortality’ (ICD-10,
R96-R99) might be used more often in some regions than in others, for
a variety of reasons, and changes in these rates of recording deaths may
show an inverse relationship to those of suicide rates. For instance, there
is considerable variation in undetermined deaths across countries and this
appears to have an effect on the accuracy of national suicide statistics.

International total suicide rates

Among countries reporting suicide rates to the WHO, the highest total
rates (per 100000 population) are found in eastern European countries —
for instance, for Lithuania, 40.2 in 2004; for the Russian Federation, 34.3
in 2004; and for Hungary, 27.7 in 2003 (WHO, 2007¢). Within Europe,
however, there are considerable cross-national differences in published total
suicide rates. Some of the lowest rates are found in Armenia (1.8 in 2003)
and Greece (3.2 in 2004) (WHO, 2007c¢). Other European countries show
total rates somewhere between these extremes.

High total rates of suicide have also been reported in Sri Lanka, at 21.6
in 1996, in Japan, at 24.0 in 2004, in selected rural areas in China, at 22.5 in
1999, and in Guyana, at 27.2 in 2003. In contrast, people in Latin America
(e.g. Brazil, at 4.3 in 2002, and Paraguay, at 3.1 in 2003), a few Asian nations
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(e.g. the Philippines, at 2.1 in 1993, and Thailand, at 7.8 in 2002) and in
Muslim countries (0.2 in Iran in 1991 and 2.0 in Kuwait in 2002) are least
likely to end their own life. Countries in other parts of North America, parts
of Asia and the Pacific fall in between these total rates (e.g. in the USA 11.0
in 2002, and in New Zealand 11.9 in 2000). Almost no data are available
from the WHO African region. Information is also scarce from the WHO
South-East Asia and Eastern Mediterranean regions.

The rate of non-fatal suicidal acts is estimated to be about 20 times
higher than that of fatal suicidal acts. In Europe, the highest rates for non-
fatal suicidal acts are found in younger women, whereas the highest rates
for fatal suicidal acts are found in older men and in a growing number of
European countries such as Lithuania, Estonia, Latvia, Finland and Ireland
also among young men aged 15-34. The lowest rates are found mainly in
Latin America and a few countries in Asia.

Explaining the difference

It is difficult to explain the diverse geographical variation in international
suicide rates in detail. From what we know today, it is likely that a
combination of factors contribute to the variation, such as differences
in historical, socio-cultural and societal factors, in the prevalence of
psychiatric morbidity or access to means of suicide, and in the availability
and effective delivery of primary and secondary healthcare services. For a
thorough discussion see Gunnell (2005).

Taking a closer look at gender and region
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In almost all regions of the world, more men commit suicide than women —
with the exception of rural China and parts of India. The highest suicide
rate (of women) in the world has been reported among young women in
South India, where the average suicide rate for women aged 15-19 years
living around Vellore in Tamil Nadu was 148 per 100000 (Bhattacharya,
2007). In comparison, the highest suicide rate for men has been reported
for Lithuania, at 70.1 per 100000 (WHO, 2007c).

There are numerous possible explanations for the high suicide rate
among females in rural China and South India. A major factor appears to be
that highly toxic pesticides are easily available in these regions (Bertolote et
al, 2006). Since women prefer intoxication as method of suicide attempts,
the lethality of this method is far higher than in countries where these
pesticides have been banned. Other reasons may be that political and
economic changes have partially eroded the social structures in rural areas
and women, who have little opportunities to participate in economic and
cultural transformation, are especially hit by the shock of modernisation. In
addition, women in these countries still have a lower social status. Finally,
there are fewer legal or religious sanctions against suicide, compared with
other countries (Gunnell, 2005).
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Taking a closer look at religion

Several but not all studies have provided evidence that a higher level of
religious affiliation is associated with lower suicide rates (Neeleman et al,
1997; Neeleman & Lewis, 1999; Clarke et al, 2003; Dervic et al, 2004; van
Tuberger et al, 2005). However, again there are variations: official suicide
rates in many Islamic countries are much lower than in countries of other
religions; for example, the total suicide rate per 100000 in Kuwait was 2.0
in 2002, whereas in largely Hindu India it was 10.5 in 2002, and in broadly
Buddhist Japan it was 24.0 in 2004. This might be because Islam specifically
forbids suicide.

Conclusion

From a global perspective, the variation in suicide rates between countries —
and also within countries — indicates that it is important for each country
to watch epidemiological trends, to identify at-risk populations and to
derive effective suicide prevention strategies. It is likely that the adoption
of similar prevention strategies will be successful and effective in countries
that share similar historical, social and economic characteristics and also
show similar total suicide rates.

One example of a cross-European prevention strategy is the four-level
community-based intervention programme based on the Nuremberg
Alliance Against Depression, which has been implemented in 17 regions
across Europe within the European Alliance Against Depression. The
concept used in Nuremberg has been complemented with local materials
and adapted for use in the different European partner countries (Hegerl et
al, 2007, 2009).

Key points

e Approximately 1.53 million people will die from fatal suicidal acts in 2020, and
10-20 times more people will attempt suicide worldwide.

e Multiple and interacting risk factors are involved in suicidal acts.

e Up to over 90% of suicide completers suffer from a diagnosable psychiatric
disorder.

e When assessing suicide risk, each patient must be regarded individually.

e Suicide risk must be actively explored by clinicians.

e There is geographical variation in international suicide rates and a combination
of factors, such as differences in historical, socio-cultural and societal factors,
in the prevalence of psychiatric morbidity and in access to means of suicide,
contribute to the variation.

e Specific suicide prevention interventions have been evaluated in individual
countries and regions.
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Spain.

Further reading and e-resources
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De Leo, D. & Evans, R. (2004) International Suicide Rates and Prevention Strategies. Hogrefe
& Huber.

De Leo, D., Bille-Brahe, U., Kerkhof, A., et al (eds) (2004) Suicidal Behaviour: Theories and
Research Findings. Hogrefe & Huber.

Hawton, K. (ed.) (2005) Prevention and Treatment of Suicidal Behaviour: From Science to Practice.
Oxford University Press.

Hawton, K. & van Heeringen, K. (eds) (2000) The International Handbook of Suicide and
Attempted Suicide. Wiley.

Jacobs, D. G. (1999) The Harvard Medical School Guide to Suicide Assessment and Intervention.
Jossey-Bass.

Kutcher, S. & Chehil, S. (2007) Suicide Risk Management: A Manual for Health Professionals.
Blackwell Publishing.

Maris, R. W,, Berman, A. L. & Silverman, M. M. (2000) Comprehensive Textbook of
Suicidology. Guilford Press.

Shea, S. C. (2002) The Practical Art of Suicide Assessment: A Guide for Mental Health Professionals
and Substance Abuse Counselors. Wiley.

Shneidman, E. S. (1998) The Suicidal Mind. Oxford University Press.

Simon, R. I. (2004) Assessing and Managing Suicide Risk. Guidelines for Clinically Based Risk
Management. American Psychiatric Publishing.

Simon, R. I. & Hales, R. E. (eds) (2006) The American Psychiatric Publishing Textbook of Suicide
Assessment and Management. American Psychiatric Publishing.

http://www.awp.nhs.uk/FOI%20Documents/Support%20documents/Guidance%20
Note%203.pdf - Integrated Care Pathway, Assessment of Suicide Risk in Primary Care
Settings, Guidance Note 3

http://www.chooselife.net/ — more information about Choose Life

http://www.eaad.net/ — more information about the European Alliance Against
Depression

http://www.eaad.net/enu/information-material.php — screening instruments, structured
patient file for the detection and diagnosis of depression, treatment guidelines and
informational films
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http://www.medicine.manchester.ac.uk/storm/ — more information about the STORM
project

http://www.mentalneurologicalprimarycare.org/— WHO guide to mental and neurological
health in primary care

http://www.nrepp.samhsa.gov/programfulldetails.asp?PROGRAM_ID=68 - more
information about the US Air Force Suicide Prevention Program

http://sdsuicideprevention.org/toolsforcommunities/index.php?id=31 - suicide
prevention, clinician guidelines, links to guidelines and booklets of the Risk Management
Foundation, American Psychiatric Association and Harvard Medical School Guide

http://www.who.int/mental_health/resources/suicide/en/ - WHO list of different
suicide prevention publications, such as preventing suicide — a resource for general
practitioners
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CHAPTER 10

Anxiety

Bruce Arroll and Tony Kendrick

Summary

This chapter describes the definition, classification and epidemiology of anxiety
disorders, which are very common but often missed in primary care. Diagnosis
rests on identifying triggers and cognitive symptoms. Apart from specific phobias,
anxiety disorders are usually chronic and disabling but they do respond to psycho-
logical treatments and selective serotonin reuptake inhibitors. Referral for special-
ist care is indicated only for a small minority of persisting or complicated cases.

Definition of anxiety

Anxiety is considered to be a universal adaptive response to a threat; this
response can, however, become maladaptive. The distinction between
abnormal and normal anxiety occurs when the anxiety is out of proportion
to the level of threat or when there are symptoms that are unacceptable
regardless of the level of threat, including recurrent panic attacks, severe
physical symptoms and abnormal beliefs such as fear of sudden death.
Abnormal anxiety is present when it causes ‘unacceptable and disruptive
problems in its own right’ (House & Stark, 2002).

Epidemiology and classification

Anxiety disorders are usually the most common mental health condition
in community settings (Kessler et al, 2005) and are responsible for more
than 50% of the diagnosable mental health conditions in international
prevalence surveys (Bijl et al, 2003). The same is also true in primary care
settings, where as many as 20% of patients have an anxiety condition based
on the categories of DSM-IV (American Psychiatric Association, 2000).
In primary care, anxiety disorders overall are more common in women
(26%) than in men (12%) and more common in young people than in older
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people (25-44 years versus 65 or older). In young women, the prevalence is
as high as 35%, compared with only 8% in older women. A similar decline
with age occurs in men but with lower prevalence rates (MaGPle Research
Group, 2005). Recent research has shown that about half of adults with
anxiety disorders have had psychiatric problems in childhood, emphasising
the scope for early diagnosis (Gregory et al, 2007).

Burden of anxiety disorders

Among the various subcategories of anxiety disorders, as many as half are
single phobias such as fear of spiders, fear of flying and so on, which do not
interfere with functioning on a daily basis. However, generalised anxiety
disorder (GAD), panic disorder, post-traumatic stress disorder (PTSD),
obsessive—compulsive disorder (OCD), social phobia and agoraphobia
are more pervasive and disabling conditions, which between them are as
common as depression (Table 10.1).

Follow-up studies suggest that GAD, panic disorder and social phobia
have a chronic clinical course, low rates of recovery and high probabilities
of recurrence (Bruce et al, 2005). The presence of comorbid psychiatric
disorders significantly lowers the likelihood of recovery from anxiety
disorders. While there has been some debate about whether there has been
an increase in depression over recent decades, it appears the prevalence
of anxiety has remained stable over the past 40 years, at least in Stirling
County in Canada (Murphy et al, 2004). However, there is considerable
overlap between depressive and anxiety disorders in symptoms and they
are frequently found together. There is even an argument that depression
and anxiety are the same condition and any distinction between the two
has merely been encouraged by pharmaceutical companies in order to sell
more medications (Shorter & Tyrer, 2003).

Table 10.1 Twelve-month prevalence (%) of anxiety disorders

Condition In primary care In the community
(n =908) (n=12992)
Any anxiety disorder 20.7 14.8
Specific phobia 11.0 7.3
Generalised anxiety disorder 6.6 2.9
Post-traumatic stress disorder 3.4 3.0
Obsessive-compulsive disorder 2.9 0.6
Panic without agoraphobia 2.0 1.7
Social phobia 3.7 5.1
Agoraphobia 0.2 0.6

Sources: MaGPle Research Group (2003); Oakley-Browne et a/ (2006).
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Presentation in primary care

The figures in Table 10.1 are taken from a primary care study and a community
study conducted in New Zealand. The two surveys were conducted over
similar time periods, allowing a direct comparison of the community
and primary care settings. They both used the computerised Composite
International Diagnostic Interview (CIDI; World Health Organization, 1997).
Most anxiety conditions were more common in primary care than they were
in the community, except for social phobia and agoraphobia, both of which
involve avoidance of public places like doctors’ surgeries. The reason for the
higher rates of the other disorders in primary care than in the community is
most likely that while many people have symptoms of ill health, it is anxiety
that will make them see a doctor. This was demonstrated in a study in Hong
Kong where patents with irritable bowel syndrome and dyspepsia who saw a
doctor, had higher levels of anxiety than those with the same symptoms who
did not see their doctor (Hu et al, 2002).

Anxiety symptoms are often not recognised by primary care professionals,
as patients may not complain of them overtly. Table 10.2 lists types of
presentations of anxiety disorders that may not initially be recognised as
being due to anxiety.

Screening and case-finding

There is considerable debate about screening for common mental health
disorders. A systematic review concluded that universal screening was
not justified (Gilbody et al, 2001). However, in primary care, case-finding
for anxiety may be worthwhile in groups at high risk, such as frequent

Table 10.2 Presentations that may initially go unrecognised as being due to
anxiety disorders

Presentation Details

Fatigue, insomnia, chronic pain Consider both depression and anxiety disorders as
they commonly coexist

Frequent attendance with multiple For example a patient with irritable bowel

symptoms, despite reassurance syndrome + headaches + back pain

Cardiovascular symptoms Palpitations, chest pain, faintness, flushing,
sweating

Respiratory symptoms Shortness of breath, hyperventilation, dyspnoea

Gastrointestinal symptoms Choking, lump in throat, dry mouth, nausea,
vomiting, diarrhoea

Neurological symptoms Dizziness, headache, paraesthesia, vertigo

Musculoskeletal symptoms Muscle ache, muscle tension, tremor, restlessness

After Blashki et a/ (2007).
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presenters, or in specific demographic groups, such as young women or
particular ethnic groups. This will clearly vary from country to country. In
New Zealand, for example, Maori patients have considerably higher rates,
the 12-month prevalence in Maori women being 53% and in Maori men
17%, versus 22% and 11% respectively in non-Maori patients (MaGPle
Research Group, 2005).

Diagnosis

Physical conditions that may mimic or coexist with anxiety symptoms
should be considered (House & Stark, 2002), although anxiety disorders
should be positive diagnoses, made on the basis of a careful history
and examination, and not diagnoses of exclusion, requiring exhaustive
investigation of patients’ symptoms.

Physical disorders associated with symptoms of anxiety include (House
& Stark, 2002):

o  thyrotoxicosis

e  alcohol or drug withdrawal

e  hypocapnia due to hyperventilation

e  anaemia

e  hypoglycaemia

e hypoxia or hypercapnia due to intermittent respiratory disorders
e  poor pain control

e  vertigo due to vestibular disorders.

Drugs with effects and side-effects that may commonly mimic anxiety
include (House & Stark, 2002):

e  bronchodilators

o insulin and oral hypoglycaemic agents

e  selective serotonin reuptake inhibitor (SSRI) antidepressants
e  corticosteroids

e thyroxine.

Table 10.3 lists key features of the various categories of anxiety disorders,
including triggers, physical symptoms, cognitive symptoms and patients’
behavioural responses to their symptoms.

Specific diagnoses

Generalised anxiety disorder
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This may be difficult to diagnose in primary care. Patients do not experience
acute panic but do feel tense and anxious most of the time and these
symptoms need to be present for at least 6 months to make the diagnosis.
They feel restless, tire easily, have trouble concentrating, are irritable, have
increased muscle tension and initial insomnia with unrefreshing sleep.
There are no specific triggers.
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Panic disorder

A common presentation of panic attack is the young adult patient who
presents to an emergency department with hyperventilation and tachycardia
and chest pain, who gets an electrocardiograph and chest radiograph and
leaves without a diagnosis of anxiety. A panic attack is a specific event, while
panic disorder is a condition of recurrent attacks. The panic attacks can be
triggered by specific situations but occasionally are uncued. A panic attack
can include symptoms suggesting acute cardiorespiratory and neurological
events, a fear of dying or passing out, and a feeling of being detached from
oneself and losing self-control.

Panic disorder often occurs along with agoraphobia. Panic disorder with
agoraphobia includes a change in behaviour to avoid public situations in
which panic attacks may take place. Agoraphobia can be diagnosed with or
without panic disorder. This involves anxiety about being in places from
which escape may be difficult or where help may not be available if an
unexpected panic attack or panic-like symptoms occur. Agoraphobic fears
typically involve situations such as being outside the home alone, being in
a crowd or standing in line, and travelling in a train, bus or car.

Social phobia

This is a recurring fear of social performance situations that involve facing
strangers or being watched by others. The patient realises that this fear is
unreasonable or out of proportion to the problem. Patients under the age
of 16 must have had symptoms present for 6 months or more. The distress
must interfere with the person’s social or occupational functioning and be
more than just shyness.

Specific phobias

These are unwarranted fears of specific objects or situations (Morrison,
1995). The most commonly recognised are phobias relating to animals,
blood, heights and aeroplane travel, but can include darkness, urinating
or defecating in public places, certain foods and dentistry. The resultant
anxiety can present as a panic attack or GAD, but it is always directed
at something specific. Patients with this condition may have a vasovagal
response and faint when exposed to the object, especially blood, injury or
injection. The degree of discomfort and interference with daily living is
often mild, so most people do not seek professional help. Anecdotally, the
presentation of specific phobias is uncommon in primary care unless asked
for specifically. Onset of this condition is usually in the teens and women
outnumber men, as in other anxiety disorders.

Obsessive-compulsive disorder (OCD)

Recurrent obsessional thoughts as well as compulsive acts can occur
in OCD. The recurrent thoughts, beliefs or ideas dominate a sufferer’s
thought content. They are almost always distressing and the patient, who

150



ANXIETY

is usually aware that they are unrealistic, often tries unsuccessfully to
resist them.

The compulsive acts or rituals are stereotyped behaviours that are
repeated again and again. They are not enjoyable, nor do they result in the
completion of useful tasks. Their function is to prevent some unlikely event
which, if it happened, would result in some harm, either to the patient or
caused by the patient. The symptom patterns typically include a fear of
contamination, which leads to excessive hand-washing, doubts, which lead
to excessive checking obsessions (e.g. of locks or taps) and compulsions,
which slow some patients down to the point that it can take them hours
to eat breakfast.

Post-traumatic stress disorder

Post-traumatic stress disorder (PTSD) arises as a delayed or protracted
response to a stressful event or situation of an exceptionally threatening
or catastrophic nature. Typical features include reliving the trauma in
intrusive memories (flashbacks), dreams or nightmares occurring against
the persisting background of a sense of numbness and emotional blunting,
detachment from other people, unresponsiveness to surroundings,
anhedonia and avoidance of activities and situations reminiscent of the
trauma. The onset often follows a latency period, which may range from a
few weeks to months after the traumatic event. The course is fluctuating
but recovery can be expected in the majority of cases. Some individuals
experience years of incapacity, however.

Management

General management

The guidelines produced by the UK’s National Institute for Health and
Clinical Excellence (NICE) on panic disorder and GAD recommend that
shared decision-making should be the norm between the individual and
healthcare professionals, and that patients, and where appropriate their
families or carers, should be provided with information on the nature,
course and treatment of anxiety disorders, including information on the use
and likely side-effect profile of medications. Patients, families and carers
should also be informed of self-help groups and support groups for mental
health problems, in particular for anxiety disorders, and encouraged to
participate where appropriate (National Institute for Health and Clinical
Excellence, 2007). NICE recommends a number of steps in management.

Step 1. Recognition and diagnosis of anxiety disorder

Relevant information should be gathered, such as personal history, self-
medication, and cultural or other individual characteristics that may be
important considerations in the person’s care.
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Step 2. Treatment in primary care

Interventions are presented below in descending order of best evidence for
effect (see Chapter 26 for more detail on the psychological treatments).

Psychological treatments

e  Cognitive-behavioural therapy (CBT) of 7-14 hours’ duration has
been shown to work for panic disorder, but 16-20 hours may be
necessary for GAD.

e  Problem-solving therapy (PST) for up to 6 hours delivered by
community mental health nurses was found to be no more effective
than usual general practitioner care for mild anxiety and depressive
disorders (Kendrick et al, 2006).

e  Exposure therapy for agoraphobia, if necessary in combination with
drugs to relieve symptoms in feared situations.

Drug treatments

An SSRI (sertraline, citalopram or fluoxetine rather than paroxetine, which
can cause more withdrawal symptoms) is the first choice. If an SSRI is
unsuitable or there is no improvement, imipramine or clomipramine may
be considered.

Guided self-help

Self-help based on CBT principles such as ‘bibliotherapy’ - the use of
written material — or computerised self-help programmes should be used
only with guidance and monitoring from a health professional.

Other interventions

Some patients find relaxation exercises helpful and commercial relaxation
tapes are available from pharmacists.

Beta-blockers may be used for performance anxiety, social phobia and
specific phobias such as fear of flying.

Benzodiazepines are associated with a less good outcome in the long
term and should not be prescribed for the treatment of individuals with
panic disorder. They may be helpful intermittently for GAD or for specific
phobias such as fear of flying, but should not usually be used beyond a few
weeks, owing to the potential for tolerance and dependence.

Other drugs that are used include buspirone, hydroxyzine, pregabalin,
and antipsychotic drugs such as trifluoperazine (BM]J, 2007), but the
potential for serious side-effects should be weighed against the need for
symptom relief.

Eye movement desensitisation may help patients with PTSD.

Step 3. Review and offer alternative treatment

If one type of intervention does not work, the patient should be reassessed
and consideration given to trying one of the other types of intervention.
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Step 4. Review and offer referral from primary care

If two primary care interventions have been provided (any combination
of psychological therapy, medication or guided self-help) and the person
still has significant symptoms, then referral to specialist mental health
services should be offered. Referral is also indicated where the diagnosis is
uncertain, or where concomitant medical problems or troublesome side-
effects complicate treatment, or where hospitalisation is indicated (Blashki
etal, 2007).

Step 5. Care in specialist mental health services

NICE recommends that specialist mental health services should conduct
a thorough, holistic reassessment of the individual, the environment and
the social circumstances.

Monitoring

NICE recommends that short, self-completion questionnaires (such as
the panic subscale of the Agoraphobic Mobility Inventory (Chambless et
al, 1985) for individuals with panic disorder) should be used to monitor
outcomes wherever possible.
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Key points

e Anxiety disorders are very common: disabling, chronic disorders occur in
around 10% of patients, and specific phobias occur in a further 10%.

e Anxiety disorders commonly overlap with depression.

e Anxiety disorders commonly present with physical symptoms.

e Universal screening for anxiety disorders is not recommended, but case-
finding in high-risk groups may reveal many undiagnosed cases.

e Specific diagnoses are made on the basis of triggers and cognitive
symptoms.

e Psychological treatments, where available, should be tried first. They include
cognitive—behavioural therapy and exposure therapy for agoraphobia.

e Selective serotonin reuptake inhibitor antidepressants may also be helpful.

e Benzodiazepines should not be used for more than a few days.
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CHAPTER 11

Medically unexplained symptoms

Christopher Dowrick and Marianne Rosendal

Summary

This chapter explores the potential roles and responsibilities of the primary
care team in providing care and advice for people presenting with medically
unexplained symptoms (MUS). It explains how MUS can be understood from
several different perspectives, and how doctors need to be careful in how they
respond, in order not to make matters worse. The chapter explores the potential
of a stepped-care approach, based on the principles of alliance, blame avoidance
and explanation. It discusses the benefits and limitations of reattribution training
for doctors, and of collaborative care approaches for severe cases.

Concept and classification
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The experience of bodily sensations is a normal phenomenon. Most
people suffer from palpitations or stomach aches when they feel nervous
or are exposed to stressful events. If patients start thinking of sensations
as signs of illness, doctors use the term ‘symptoms’, and worries about
symptoms may lead to visits to a general practitioner (GP). However, in
general practice only a minority of physical symptoms are explained by
organic pathology (Kroenke & Mangelsdorff, 1989; Toft et al, 2005). Most
patients who present physical symptoms will have self-limiting symptoms,
medically unexplained symptoms (MUS) or psychiatric disorders (Rosendal
etal, 2007a).

The concept of MUS has changed in the course of time, and doctors have
used many different names for this heterogeneous group of conditions,
including ‘somatisation’, ‘somatoform disorders’, ‘hypochondriasis’,
‘functional symptoms/disorders’, ‘multiple unexplained physical symptoms’
and ‘idiopathic symptoms’, among others. These days a descriptive approach
tends to taken, rather than a focus on aetiology. MUS are understood as
a spectrum of disorders going from normal reactions through moderate
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conditions to chronic, disabling disorders. In general, MUS may usefully
be defined as:

conditions where the patient experiences physical symptoms that cause
excessive worry or discomfort, and lead them to seek treatment, but for which
no adequate organic pathology or patho-physiological basis can be found.
(Fink et al, 2002)

Specialist care has focused on chronic presentations of MUS and
classification systems such as ICD-10 (World Health Organization, 1992)
and DSM-IV (American Psychiatric Association, 1994) contain specific
diagnoses for conditions of long duration. In the psychiatric chapter of
ICD-10, the diagnosis somatoform disorder requires a symptom duration
of at least 6 months, while the diagnosis somatisation disorder requires a
symptom duration of 2 years. Some chronic conditions may also be classified
as syndromes (irritable bowel syndrome, chronic fatigue syndrome, etc.).
Syndrome diagnoses are described in the biomedical chapters of ICD-10 and
are based on a predominance of MUS from a certain organ system, but they
are closely related to the broader psychiatric definitions (Fink et al, 2007).

The International Classification of Primary Care (ICPC) was developed by
the World Organization of Family Doctors (Wonca, 2005) specifically
for diagnoses in primary care settings. Although the limited diagnostic
specificity available in ICPC is problematic, it aims to include diagnoses of
as yet unclarified problems and pays equal attention to the classification of
symptoms not fulfilling criteria for any disease, that is, symptom diagnoses,
and the classification of diseases, that is, specific diagnoses corresponding
to ICD items. The episode structure of ICPC automatically accommodates
mental health, biomedical comorbidity and social issues, as it simply
requires the noting of all active problems at a point in time or over a
specified time interval. The ICPC’s substantial focus on symptom diagnoses
may be used for self-limiting conditions and mild MUS, while diagnoses for
chronic MUS are almost identical to those in ICD-10.

The structure of these classification systems often makes diagnoses focus
on either physical disease or psychiatric disorder. Thus, only severe cases of
MUS (somatisation disorder or syndromes) are diagnosed, whereas many
milder conditions may be labelled with symptom diagnoses or classified
as possible diseases until these are eventually ruled out. In a Danish study,
GPs classified new health complaints as either physical disease or MUS. The
diagnostic ratings from the participating GPs varied from 3% to 33% MUS and
this variation could not be explained by differences in the patient populations
(Rosendal et al, 2003). The large diagnostic variation may instead have been due
to differences in the GPs’ concept of MUS; that is, they may have diagnosed at
different points in the spectrum of MUS. It may also have reflected differences
in the ways in which GPs communicate with their patients.

To illustrate and explain the current uncertainty about how best to
classify MUS, the (largely fictitious) cases of Kelvin, Carol and Frank are
presented below. Kelvin and Carol illustrate one end of this spectrum.
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Kelvin is 31. He has had intermittent stomach aches for a few weeks. At
first he thought that they were just signs of an infection but he got worried
that it could be something more serious — like an ulcer. Otherwise, Kelvin is
healthy, of normal weight and physically active, and he usually comes to see
his GP only when his children are ill. On examination, the doctor found no
signs of disease, and Kelvin was reassured that the symptoms were not a sign
of an ulcer or any other serious disease. When his GP saw him 6 months later,
accompanying his child for vaccination, his symptoms had disappeared.

Kelvin’s symptoms were mild but medically unexplained and turned out

to be self-limiting.

Carol is 23. She lives in a small flat with her 4-year-old son after a divorce
last year. She is unemployed but wishes to study psychology. She presents
to her GP with tingling and prickly sensations in her hands and feet. The
symptoms have been present for some months, and they worsen when she
stays in the same position for a long time. She also has headaches at times,
and often feels tired. Carol has seen another doctor in the practice a couple
of times. He thoroughly investigated her symptoms. The paraesthesiae
were symmetrical and did not follow the innervation areas, her biochemical
profile was normal and a previous examination by the neurologist excluded
neurological disease.

Carol has multiple MUS but she has been ill for only a short while and

she is not (yet) a chronic case.

At the other end of the spectrum are patients with a higher degree of

chronicity, such as Frank:

Frank consults his GP about his stomach pain. He finds it hard to pin down
exactly where it is. ‘It starts with my tummy button but spreads all over one
side.” It has been off and on for about 18 months. It lasts around a day at a
time, sometimes longer. He finds it hard to get to sleep because he has to try
to lie in a way that eases the pain. When it flares up he feels very low, thinking
‘Oh no, this is starting again’. When it is not happening he feels anxious that
it might start again.

He has found himself noticing other problems lately. He is aware how busy
the doctor is today, and is unsure whether she will want to hear about them
all, as well as his stomach complaint. He had a migraine the other day. He used
to get them a lot but has been free of them for a few years. He has also had
bad acne for about 3 months. Whatever he does, the spots will not go away.
He has a mole on his arm which might have grown a little over the past few
months. He sometimes has throbbing in his leg at night. He is worried about
what it all might be.

He has missed several weeks of work recently, and often finds it too much
trouble to socialise with his friends at weekends. He used to enjoy painting
wildlife scenes with oils and acrylics, and gained several local commissions,
but has not picked up his brush in the past 2 years.

Frank has tried to work out what the cause of his stomach pain is. It does
not seem to be linked to diet. He has talked to people about it. A previous
doctor suggested he had bruised his ribs. Another doctor suggested gall-
stones. This is his ninth consultation this year. Over the past 2 years, he
has had blood tests and scans of his gall-bladder and liver but these were all
normal. Friends have suggested it could be his appendix, and his grandmother
thinks it is probably his ‘nerves’. He had flu last year and is wondering if he
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might have a lingering virus. He also wonders if stress might be involved. His
wife had an affair 3 years ago but they have moved house since then and are
trying to put those problems behind them. ‘But the pain is horrible’, he says,
‘so it can’t just be stress’.

Psychiatric perspectives

If Frank were interviewed by a psychiatrist, he might well be considered to
have a DSM-IV ‘somatoform disorder’. He has symptoms which:

e are not fully explained by a general medical condition

e  are not the direct effect of drugs or another mental disorder

e  cause him clinically significant distress

e lead to impairment of social, occupational and other areas of
functioning.

He does not fulfil DSM-IV criteria for full somatisation disorder, however:
for this he would need to complain of at least 12 different symptoms from
a list of 37, and to have experienced them over many years. He does meet
diagnostic research criteria for ‘abridged somatisation disorder’ (Escobar et
al, 1998), since he presents at least four somatic symptoms. These criteria
are gender specific: women need to present at least six relevant physical
symptoms before they can be offered this diagnosis, because of the apparent
frequency of gynaecological symptoms from which men are exempt!

Frank might also be a candidate for a diagnosis of a functional somatic
syndrome, such as irritable bowel syndrome, functional dyspepsia or
chronic fatigue. Barsky & Borus (1999) characterise these syndromes by the
commonality of the symptoms, suffering and disability they generate, rather
than by demonstrable tissue abnormality. Suffering is exacerbated by self-
perpetuating cycles in which somatic symptoms are incorrectly attributed
to serious abnormality, reinforcing patients’ belief that they have a serious
disease. However, Frank does not fully fit this picture, since he does not
have a fixed view about a pathological aetiology of his symptoms. He is
prepared to entertain a wide variety of physical, social and psychological
factors as possible causes.

It is likely that Frank meets current diagnostic criteria for an anxiety
disorder, and possibly also for major depression. He describes himself as
feeling low, and he certainly worries a lot. Symptom amplification - the
tendency to attribute greater intensity or significance to physical symptoms
than appears to be warranted by the available clinical evidence - is
commonly the result of psychological distress (Ferrari, 2004). There is
now a considerable amount of empirical evidence suggesting that MUS
frequently coexist with mood or anxiety disorders. This coexistence may
be cross-sectional, when all these symptoms appear together at the same
time (de Waal et al, 2004); or it may be longitudinal, in the sense that one
set of symptoms is followed closely in time by another (Creed & Barksy,
2004).
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It may be possible to persuade Frank that his main problems are
psychological, and to offer him treatment for anxiety and depression. This
is the basic premise behind the IMPACT programme, where patients with
evidence of symptom amplification in a range of chronic conditions were
screened for depression and then offered either antidepressant medication
or problem-solving treatment (Harpole et al, 2005). However, many
patients with unexplained symptoms do not accept the assertion that their
problems are primarily psychological (Stone et al, 2002). As Frank says,
‘the pain is horrible, so it can’t just be stress’. Doctors must be careful to
avoid shoehorning patients’ problems into categories that make life easier
for themselves while failing to address patients’ real concerns (Dowrick,
2004).

Primary care perspectives

In the ICPC, Frank would be categorised in the same way as described above
and classification would include the same problematic issues. However,
the previous cases of Kelvin and Carol would be difficult to fit into the
classification system in a clinically useful way. Kelvin’s diagnosis could be
a symptom diagnosis (abdominal pain), which would be inactivated when
his symptoms disappeared. Carol, on the other hand, would be labelled
with several symptom diagnoses at different times: tingling fingers and
toes, headache, weakness/tiredness general and maybe a work problem.
These diagnoses do not clearly separate the cases, and reflect the problem
of MUS.

There is currently no agreed diagnosis for the broad category of MUS
seen in primary care. Furthermore, it is widely acknowledged among
specialists in the field that the diagnosis ‘somatoform disorder’ used in
specialised care has failed as a diagnostic grouping (Mayou et al, 2005;
Engel, 2006). There is a need to develop the current classification systems
in primary care as well as in specialised care, in order to include MUS in a
way that makes this patient group visible and helps the clinician to avoid
iatrogenesis and to make appropriate decisions about care.

The impact of healthcare
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The ways in which Frank experiences and describes his symptoms are
not exclusively the product of his own mind and/or body. They are also
affected by his interactions with healthcare professionals, as well as other
individuals, including family and friends. Across the world, patients vary
considerably in the extent to which they report somatic symptoms in
relation to depression, for example. This variation is strongly dependent on
the healthcare systems with which they interact. In a study of psychological
problems in general healthcare in 15 countries (Simon et al, 1999), somatic
presentations were significantly more likely in centres where patients lacked
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an ongoing relationship with a primary care physician, compared with those
primary care centres where most patients had a personal physician.

The presentation of physical symptoms also depends on the characteristics
and attitudes of physicians. GPs are not always very keen on patients like
Frank. They express symptoms which are difficult to characterise and
manage within the parameters of general practice, and also consult often.
Doctors tend to be wary about their motives for presentation, and doubt
the legitimacy of their symptoms (Wileman et al, 2002). Frank seemed to
be aware of this tension, since he was uncertain how many of his current
problems he should mention.

Doctors often try to contain the situation by normalisation, that is,
stressing to the patient that there is no serious disease, that symptoms are
likely to be benign or self-limiting and that there is no need for healthcare
intervention. While this approach may be effective for Kelvin and Carol —
provided that the explanations given are tangible, non-blaming and involve
the patient — the same tactic may simply exacerbate the situation with
patients like Frank, prompting them to provide further evidence of the
importance of their problems (Dowrick et al, 2004; Salmon et al, 2007).

Although patients like Frank tend to present with a complex variety
of problems and cues, GPs are much more likely to pay attention to
patients’ physical symptoms than to their manifest psychological or social
problems (Salmon et al, 2004). GPs are also more likely than their patients
to recommend investigations, somatic treatments or referrals. In a real
sense, therefore, it is GPs who are encouraging — perhaps even creating —
somatisation in their patients (Ring et al, 2005).

The issue for the patient therefore becomes (Hodgson et al, 2005) ‘How
can I make sure that my suffering and concerns are taken seriously?” The
issue for the doctor becomes ‘How can I contain this patient?” This can all
too easily develop into a spiral of confusion, conflict and even hostility. With
no exit point in sight, the doctor-patient relationship itself risks becoming
a chronic problem (Chew-Graham et al, 2004).

Epidemiology

In spite of the problems of MUS classification, there is a fairly good picture
of the prevalence of these symptoms (Fig. 11.1). Bodily symptoms are
common in the general population (National Institue of Public Health,
2003); in fact, many of the patients in the GP’s waiting room will have
MUS (Kroenke & Mangelsdorff, 1989). However, less than 10% of patients
presenting in primary care will have persistent MUS for which they wish to
receive treatment (de Waal et al, 2004; Toft et al, 2005).

Patients with somatoform disorders risk long-term illness: 30-50% still
have symptoms after 2 years (Craig et al, 1993; Barsky et al, 1998; de Waal
et al, 2004). We know very little about patients with short-term MUS in
general practice. Some of the factors that are associated with persistence of
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Chronic disorders
6-10% have somatisation
disorder (ICD-10)

Moderate conditions
20-30% fulfil the criteria for
somatoform disorder (ICD-10)

Mild/acute symptoms

Up to 60-74% of common bodily
symptoms have no evident
organic aetiology

Fig. 11.1 The prevalence of medically unexplained symptoms in general practice.

symptoms are: number of physical symptoms; poor social networks; severe
social problems; and frequent attendance in primary care (Lieb et al, 2002;
Jackson et al, 2006). After long-term follow-up, less than 10% of patients
with MUS eventually have an organic disease diagnosed (Wilson et al, 1994;
Crimlisk et al, 1998; Carson et al, 2003).

Aetiology
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The aetiology behind MUS is unknown and probably multi-factorial. We
may usefully divide the aetiological factors into:

Predisposing factors. These include genetics (Kato et al, 2006), childhood
traumas and role models. Predisposing factors make the individual
vulnerable in terms of a biological hypersensitivity, increased illness
worry and a lack of coping strategies. Biological mechanisms have been
demonstrated in patients with severe somatisation disorders. These
patients may have little or no inhibition of afferent stimuli from bodily
sensations, resulting in a conscious experience of multiple symptoms
(Miller, 1984).

Triggering/activating factors. These include physical traumas, disease,
social strain (Theorell et al, 1999) and emotional conflicts (Hatcher
& House, 2003).

Maintaining factors. These include illness perception (Frostholm et
al, 2005a,b), iatrogenic factors (Salmon et al, 1999; Fink et al, 2002;
Ring et al, 2005) and neurophysiological changes (Rief et al, 1998).
Patients’ illness behaviour is determined by their perceptions, symptom
evaluations and interpretations (Mechanic, 1962). Thus, cognitive and
emotional factors may provide the motivation for a given behaviour. As
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described above, the healthcare system can also influence the course
of the patient’s illness.

Treatment

Patients with MUS should be offered the same professional treatment as
any other patient seeking healthcare. Some will have only self-limiting
symptoms, others will have persisting MUS and a few will be chronically
ill and disabled by their symptoms. Depending on the severity, the patient
may benefit from different treatment approaches (Henningsen et al, 2007)
(Fig. 11. 2).

Mild conditions and general treatment aspects

In mild and potentially self-limiting conditions (as in the case of Kelvin), it
is important that the doctor takes a balanced bio-psychosocial approach to
the patient’s symptoms and considers all three aspects from the beginning
of the consultation. A narrow focus on the exclusion of physical disease
will result in negative feedback to the patient and the patient may interpret
a subsequent focus on psychological or social issues as a rejection of the
perceived illness (Salmon, 2006). Furthermore, a narrow biomedical focus
may increase the patient’s illness worry and reinforce illness behaviour
(maintaining factors) (Kendrick et al, 2001; Fink et al, 2002; Dowrick et al,
2004).

Avoiding jatrogenic communication

A crucial starting point is to acknowledge that the problems of patients
with MUS do not necessarily — or completely — lie within themselves, and

Chronic disorders

Management principles

Specific treatment methods

(e.g. cognitive—behavioural therapy)
Liaison models/collaborative care

Moderate conditions
Primary care psychosocial intervention
(e.g. reattribution models)

Mild/acute symptoms
Avoid iatrogenesis
Reassurance/normalisation
Bio-psychosocial approach

Fig. 11.2 Treatment of medically unexplained symptoms.
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that their interaction with healthcare also plays its part. It is also important
to be aware of what patients with MUS want or expect from their doctors.
They do not generally have high expectations of cure. They are often aware
that their problems are complex, and that medicine is limited in what
it can do to overcome them. Instead, they may merely be looking for an
acknowledgement of suffering, for emotional support and for explanations
that enable them to make sense of their problems (Salmon et al, 2005).

Peters et al (1998) have identified three key elements of successful
consultations, as seen from the perspective of patients with persistent
unexplained symptoms. The first element is alliance, the sense that doctor
and patient are in this together. The second element is exculpation, the
ability to absolve the patients from blame for their current predicament,
something that the powerful status of the family doctor still enables.
And the third element is a convincing explanation. To be convincing, the
explanation needs to be presented within the context of a tangible — usually
physical — mechanism, which validates the bodily nature of the patient’s
symptoms. It should be also grounded in the patient’s own concerns and
illness perceptions (Dowrick et al, 2004).

Below is a genuine example of such a convincing explanation, provided
by a doctor for a female patient concerned about an abdominal pain. The
doctor makes deliberate and elegant use of the ambiguous meaning of
the word ‘nerves’ in order to bring physical and psychosocial problems
together:

Dr: The only thing that fits is, it’s the sort of pain you get with shingles
because it comes around in that pattern.

P:  Yes, yes.

Dr: And that’s sometimes irritation of the nerve endings.

P:  That’s what somebody else, me Nan, says, ‘It could be your nerves’.

Dr: I don’t mean your emotional nerves, your actual physical nerves that
come round your body — but it could be made worse by stress and
things like that.

P: I mean I'm obviously one of them people that are highly strung anyway,
I know that. I'm not, I'm not you know a ‘come day go day’ like, laid-
back person, I'm quite like, you know, everything’s got to be done at
that day, at that time.

Encouraging self-help
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General practitioners have learned much about curing physical symptoms
when a biomedical aetiology is present. However, when it comes to MUS
there is no biomedical cure and the doctor will have to shift the paradigm
from ‘the doctor as the expert’ to ‘the patient as the expert’ on illness
perception, meaning and behavioural changes. Whenever possible, GPs’
explanations should provide patients with the opportunity to do something
themselves about the problems they face. GPs should be aiming to build
up the patient’s sense of personal agency (Dowrick, 2004). Patients with
irritable bowel syndrome, for example, are receptive to models of self-
care that acknowledge the intensity of their bodily experiences and that
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stress physical as well as psychological dimensions, the disruption that the
symptoms cause to their to social and domestic roles, and the consequent
loss of control (Kennedy et al, 2003).

By taking an approach based on facilitated self-management, GPs can
help patients with MUS to acquire the skills and confidence to manage their
own illness (Chew-Graham, 2005). At the same time, they can reduce the
burden of expectation on themselves. If they can be reassured that patients
with MUS do not expect them to cure their problems, they may feel less of
a failure, and so become less defensive in their dealings with them. They
may then be more able to respond empathically to these patients’ need for
emotional support and understanding, and to think with them about what
steps they can take to make life better for themselves.

Managing moderate conditions

In moderate conditions, the bio-psychosocial approach and effective
normalisation may be supplemented by brief psychological interventions.
Several psychosocial and cognitive-oriented interventions exist. During the
past 20 years, the focus has been on the reattribution model and different versions
of this model have been applied throughout Europe. These models have all
been designed for general practice and include basic interviewing skills.

The reattribution model used in the MUST trial (Morriss et al, 2006)
contains four key elements:

1 Feeling understood. The doctor elicits physical symptoms, psychosocial
problems, mood state, beliefs held by patient about the problem,
relevant physical examination and investigations.

2 Broadening the agenda. The doctor summarises the physical and
psychosocial findings, and negotiates these findings with the patient.

3 Making the link. The doctor then gives an explanation relating the
physical symptoms to psychosocial problems of lifestyle in terms of a
link in time or physiology.

4 Negotiating further treatment. The doctor arranges follow-up or treatment
of symptoms, psychosocial problems or mental disorder.

Another example is the ‘extended reattribution and management model’
(TERM,; Fink et al, 2002). The central elements of this model are:

e making the patient feel understood and securing the doctor—patient
relationship

e  gaining insight into the patient’s illness understanding and expectations

e  maintaining a bio-psychosocial approach throughout the consultations

e  ensuring the diagnosis of significant psychiatric disorders.

The model makes a clear demarcation between the patient’s part of the
consultation and the GP’s part:

o  When the patient history has been fully taken, the GP must express
their own expertise explicitly.
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e The reality of the patient’s symptoms must always be acknowledged.

e A new and common way of symptom understanding is negotiated
between the GP and the patient.

e  The agreements are reinforced and further appointments may be
negotiated.

Results from trials of reattribution models have shown positive effects
on GPs’ interviewing skills (Kaaya et al, 1992), attitudes (Rosendal et al,
2005) and diagnoses of MUS (Rosendal et al, 2003), as well as improved
patient satisfaction with care (Morriss et al, 1999; Frostholm et al, 2005a).
There are also indications that reattribution models may have a positive
impact on patients’ healthcare-seeking behaviour (Morriss et al, 1998;
Blankenstein, 2001).

However, trials evaluating patient health outcomes from reattribution
models show less promising results. While a Dutch trial indicated positive
effects on patient functioning (Blankenstein, 2001), three randomised
controlled trials, from Denmark (Rosendal et al, 2007b), Germany (Larisch
et al, 2004) and the UK (Morriss et al, 2007), have demonstrated few
sustained, significant positive effects on patient health or functional status.
Indeed, the UK trial suggests a possible negative impact of reattribution
training on patients’ psychological status. We consider that there is a need
for greater specificity with regard to the patients and circumstances in
which the techniques of reattribution may successfully be applied.

Severe conditions: management and collaborative care
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In patients with severe and persistent MUS, the aim is often containment,
support and prevention of iatrogenic harm, rather than cure. We speak of
‘management’ rather than of ‘treatment’.

Efforts should focus on:

e reducing anxiety and distress emanating from the symptoms and their
associated impact

e avoiding unwarranted diagnostic and therapeutic procedures and
medications

e  preventing serious psychiatric complications of chronic invalidism
and/or drug dependence (Bass, 1990; Fink et al, 2002; Blumenfield &
Strain, 2006).

A precondition for good management is a strong doctor—patient
relationship and general practice provides good opportunities for this
because of the continuity of care. There is evidence that this can lead to
improved outcomes for patients with MUS, when combined with mixed
cognitive—behavioural and pharmacological treatments provided by trained
family physicians. The principles for management are set out in Box 11.1.
These principles may be part of collaborative care, where the specialised
psychiatric service works together with primary care in a stepped-care
model (Smith et al, 2006).
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Box 11.1 Principles for the management of patients with persistent
MUS in primary care (chronic conditions)

Physical

1 Make a brief physical examination, focusing on the organ system from which
the patient has (new) complaints.
e Look for signs of disease instead of symptoms.
e Avoid tests and procedures, unless indicated by objective signs of disease
or a well-defined (new) clinical illness picture.
2 Reduce unnecessary drugs, do not use on-demand prescriptions and avoid
habit-forming medication.

Psychological

3 Make the diagnosis and inform the patient that the disorder is known and
has a name when you are dealing with a chronic disorder (e.g. ‘somatisation
disorder’).

4 Acknowledge the reality of the patient’s symptoms.

5 Be direct and honest with the patient about the areas you agree on and those
you do not agree on, but be careful not to make the patient feel ignorant or
not respected.

6 Be stoical; do not expect rapid changes or cure.

7 Reduce expectations of cure and aim at containment and (iatrogenic) damage
limitation.

8 Perceive worsening of symptoms or new symptoms as emotional
communication rather than as a manifestation of a new disease.

Apply a specific therapeutic technique (e.g. reattribution or TERM-model).

10 Consider referral to specialised treatment and motivate the patient to receive

such treatment.

Psychopharmacological

11 Consider treatment with psychoactive medication (usually an
antidepressant).

12 Choose non-habit-forming medication and, if possible, choose medication that
can be serum monitored.

13 Start with a smaller dosage than usual and increase slowly (be stoical about
side-effects).

14 Treat any coexisting psychiatric disorders according to usual guidelines.

Administrative

15 Be proactive rather than reactive. Agree on a course with fixed, scheduled
appointments with 2-6-week intervals and avoid consultations on demand.

16 If the patient has a job, avoid giving sick leave if at all possible.

17 Try to become the patient’s only physician and minimise the patient’s
contact with other healthcare professionals, doctors on call and alternative
therapists.

18 Inform your colleagues of your management plans and develop contingency
plans for when you are not accessible.

19 Inform the patient’s nearest relative and try to co-opt a relative as a therapeutic
ally.

20 If necessary, arrange support or supervision for yourself.
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One step in a collaborative care model may be a psychiatric assessment,
with subsequent consultation letters, including treatment recommendations
for the GP. This approach has been evaluated in US trials, which provided
evidence that psychiatric consultation letters may improve the patient’s
physical functioning and reduce healthcare costs (Rost et al, 1994; Smith et
al, 1995). These models focus on the management of chronic patients and
are of low cost to the healthcare system.

Finally, most patients with chronic MUS may benefit from specialised
treatment (Arnold et al, 2006). The possibilities of referral depend on
the services available in the local area and there is often a shortage of
specialists providing treatment for patients with MUS. Referral may be
easier to introduce if the first specialist assessment of the patient is made
in the primary care clinic, within a stepped-care model. When specialised
therapy is available, psychodynamic/interpersonal psychotherapy and
cognitive-behavioural therapy may be effective (Kroenke & Swindle, 2000;
Escobar et al, 2007).

Pharmacological treatment may also be part of care if the disorder is
chronic. Only a few studies of pharmacological treatment with psychoactive
drugs for MUS have been conducted. They indicate that antidepressants
may be effective (O’Malley et al, 1999). Although tricyclic medication
seems to be most effective, selective noradrenaline reuptake inhibitors or
selective serotonin reuptake inhibitors are often preferred, owing to the
perception of fewer side-effects. Patients with MUS may be very sensitive
to side-effects, and treatment should be started with the minimum dosage
(‘start low, go slow’).

Conclusion
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The management of patients with MUS in primary care is often complex,
sometimes frustrating and only occasionally rewarding. By definition, MUS
involve high levels of uncertainty in diagnosis and treatment, which can be
a source of stress for both GP and patient. Yet GPs are characterised - in
contrast to their hospital colleagues — by a preference for, even an enjoyment
of, uncertainty. Patients with MUS provide important challenges to GPs’
existing store of knowledge and skills. They give all professionals the
opportunity to reflect on their attitudes to illness and healthcare; indeed,
they can enable professionals to move beyond the comfort (and tedium) of
routinised delivery of medical care.

Next time you meet a patient like Frank, perhaps you could spend a
few minutes asking him about his perceptions and expectations — and his
strengths. As well as providing your diagnostic expertise, and offering him
a choice of the best available medical interventions, you might also ask
him about his wildlife paintings, and encourage him to pick up his paint
brush once again.
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Key points

e Patients commonly present medically unexplained symptoms (MUS) in
primary care.

e MUS can be understood from different perspectives, including as psychiatric
disorders, as functional somatic problems, and as difficulties arising from
dysfunctional doctor—patient communication and entrenched cultural beliefs
about the relationship of mind and body.

e Many presentations of MUS are simple and self-limiting.

e Itisimportant for doctors to avoid communication and intervention strategies
that exacerbate or perpetuate MUS.

e For patients with persistent MUS, a stepped-care approach can offer practical
solutions.

e Successful primary care consultations with patients with MUS contain three
key elements: alliance, exculpation, and convincing explanation.

e Training in reattribution enhances GP skills in doctor—patient communication,
and increases patient satisfaction with care; however, it is unclear whether
reattribution leads to improved health or functional outcomes for patients
with persistent MUS.

e Collaborative models of care, including targeted psychological and
pharmacological interventions, can be effective in severe cases.

Further reading and e-resources

Morriss, R., Gask, L., Dowrick, C., et al (2007) Primary care: management of persistent
medically unexplained symptoms. In Handbook of Liaison Psychiatry (eds G. Lloyd & E.
Guthrie), pp. 847-870. Cambridge University Press.

Useful information and materials may be downloaded from the Research Clinic
for Functional Disorders and Psychosomatics in Denmark, http://www.ki.au.dk/
forskningsenheder/forskflpuk

A video of the reattribution model is available from the University of Manchester, http://
www.medicine.manchester.ac.uk/psychiatrytrainingvideos/
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CHAPTER 12

Mental health problems
in older people

Carolyn Chew-Graham and Robert Baldwin

Summary

This chapter discusses the primary care management of the commonest mental
health problems in older people. These are the four ‘D’s: delirium, depression,
dementia and delusions. We present cases drawn from practice, clinical presenta-
tions and management within primary care and liaison with secondary care. Useful
tools for use by the primary care team are suggested and how they are integrated
into clinical practice is discussed. The management of patients is discussed largely
with reference to UK primary care systems and policy, but the international reader-
ship should find parallels within their own healthcare systems.

This chapter is divided into four main sections, presenting, in turn, the
primary care management of the commonest mental health problems in
older people: delirium, depression, dementia and delusions (the first three
of these are compared in Table 12.1). The presentation and management
of a typical case are illustrated for each. Although the discussion largely
refers to the UK context and the general practitioner (GP), the majority of it
will apply internationally and to primary care physicians (and indeed other
professionals) more generally.

Delirium

Clinical presentation
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Delirium is a syndrome comprising disturbance of consciousness (often
manifest as impaired attention or concentration), cognitive deficits (such
as memory, orientation or language problems), disturbed sleep-wake cycle,
associated features such as delusions or hallucinations (especially visual)
and behavioural disturbances (such as agitation or apathy) and alterations
in affect, notably fear (Table 12.1).
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Table 12.1 Differentiating delirium, depression and dementia

Delirium Depression Dementia
Onset Acute Variable Insidious
Duration Days Variable Months to years
Course Fluctuates Possible diurnal variation Slowly progressive

Consciousness

Attention and
memory

Affect

Impaired and
fluctuating

Inattentive
Poor memory

Variable

(worse in morning)

Unimpaired

Poor concentration,
sometime complaining of
poor memory

Depressed, loss of interest
and pleasure in usual
activities

(though may be step-
wise)

Clear at onset

Poor memory but
without inattention

Variable

The onset is often sudden (hours or days) and fluctuation is a hallmark.
A useful mnemonic is the four ‘I’s (Crausman, 2004):

intermittent impairment of cognition
inattention

incoherent thought

impaired consciousness.
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