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PROOF

Introduction

This is a book about psychiatric drugs written from a fresh perspective;
that of people who have taken them. My interest in the subject stems
from my own experience of being on psychiatric drugs and many years
of discussing them with friends and colleagues in the mental health
system survivor or service users’ movement. Much of the content of
this book relies on people’s willingness to talk openly about their
experiences, and in my working life as a trainer, writer, researcher and
consultant on issues of concern to service users, I developed the princi-
ple of not asking people to share information I wasn’t prepared to share
myself, so I will begin this introduction with a brief account of my own
psychiatric drugs story.

After an early childhood encounter with barbiturates, from the ages
of 19 to 21 I was on tranquillisers and antidepressants. It was a long
time ago, in the 1970s, and a small story compared with those of people
who have been on them (or on and off them) for decades, but for me it
was a major event which had a profound effect on the rest of my life.

The prescribing and taking of psychiatric drugs is always about
more than a chemical and a brain, and this is illustrated by the cir-
cumstances in which I started taking them. I had failed to study for
university exams and was sent to a doctor who would assess whether I
was simply lazy (bad) or ill (mad). The prescription of antidepressants
was part of a diagnostic package that legitimised my failure to take the
exams and gave me another opportunity. Soon I was on tranquillisers
as well but I never did find the concentration and will to study. After a
few months I had a brief adventure, working in a restaurant in Florida
in the USA. Life was so busy and demanding that I kept forgetting to
take my pills and stopped them altogether. But after a relationship went
badly I went back on my pills and returned to England. My attempts to
get my life on track seemed thwarted at every turn and I ended up as an
informal day patient. I happened to live within walking distance of one
of the old asylums - Park Prewitt in Basingstoke, southern England -
and would go there to take part in occupational therapy.

The drugs I was taking hadn’t made a big impact on me until I
was taken off the tricyclic antidepressant and put on another type of

1
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antidepressant rarely used now called a monoamine-oxidase inhibitor
(MAOI). These had a strong sedative effect on me. One day my parents
went out to work, came back and I hadn’t moved. They took me up to
the hospital and the doctor decided I must be on too high a dose and
reduced it. By this time I was sinking into the role of chronic mental
patient, but all this changed when I was told that as the drugs hadn’t
worked I was to have ECT (electroconvulsive therapy).

Up until this time I had done what I was told but, having seen the
effects of ECT on fellow patients, I somehow found the ability to
refuse and stopped going to the hospital. My family doctor suggested
that instead I should move to a therapeutic community called Cassel
Hospital, where I would live with other young people and get help with
my problems. I agreed, was assessed and accepted, and told I had to
come off my drugs before I moved in. I was given no warnings or advice
about coming off the drugs, stopped them overnight and felt nothing
worse that a bit shaky. It wasn’t until the 1980s that I became aware
that tranquillisers could be highly addictive and only when research-
ing for this book did I discover that coming off MAOI antidepres-
sants abruptly can cause life-threatening reactions (Glenmullen 2005,
pp- 211-12). Had I encountered difficulties in stopping these drugs (and
lived!) I might well have gone back on them and my life could have
taken a very different course.

Instead I spent eight months living in the therapeutic community
before attempting, with eventual success, to live independently and
build a new life for myself. I hadn’t completely bought in to the idea
of not using psychiatric drugs though. I have memories from the
period after I left the Cassel of lying in bed phoning A&E (accident and
emergency) departments asking for tranquillisers only to be defeated
by their refusal to dispatch supplies by courier. As things turned out,
though, the only psychiatric drugs I have ingested since then have been
the occasional tranquilliser, prescribed for emergency pain relief.

Even within this short story are themes that regularly crop up in
people’s accounts of taking psychiatric drugs: passivity, indifference,
stopping and starting, over-prescribing, adverse effects, ignorance
about coming off them and insecurity about managing without them.
But whereas my experience of drugs was basically negative, others have
more positive stories to tell. Twenty five years of being involved in the
movement of service users or survivors of psychiatry has taught me
that for every person who says their life has been ruined by psychiatric
drugs there is someone who believes they have been saved by them,
and many more who just don’'t know, who have been taking them for
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years and wonder if their lives would have been better or worse if they
had been free of them.

Listening to Service Users

When I was a mental patient no-one was interested in what I had to
say about the treatment I received. This was partly to do with the pater-
nalism of the medical profession — ‘doctor knows best’ — and applied
equally to other branches of medicine. Mental hospitals were strict
hierarchies, with psychiatrists on top and everyone telling the people
below them what to do until you got to the patient at the bottom.
Mental patients were, anyway, considered too irrational to have valid
views about their treatment or the circumstances of their lives.

But in the UK, the 1980s were a time of upheaval in mental health
services, as the old asylums were replaced by community facilities
such as day centres and supported housing projects. People who had
been hidden away in institutions found themselves living in ordinary
communities with a degree of independence. These changes may have
contributed to a situation in which users of mental health services felt
more able to advocate on their own behalf. Self-organisation wasn’t
new, but began to flourish more than ever before. The UK-wide organi-
sation, Survivors Speak Out, was formed and was soon campaigning
against proposals to extend compulsory treatment to include some
people living in the community. Local organisations set up patients’
councils and advocacy projects (Survivor/User History Group 2008).

This self-organisation reflected and benefited from similar activities
that were already under way elsewhere. In the USA the closing of asy-
lums had begun earlier and in her book, On Our Own (1988), first pub-
lished in 1977, Judi Chamberlain described community projects there
and in Canada that were controlled by service users. In the Netherlands,
patients’ councils were well established and people who were organising
them helped to get them started in the UK (Read & Wallcraft 1994).

Another strand of action was more focused on primary care. People
who had been taking tranquillisers, such as diazepam (Valium), for
years were realising they had become addicted to them despite denials
from drug companies and doctors. They formed self-help groups to sup-
port each other to get off the drugs and spoke out in the media (Lacey
and Woodward 1985; Medawar 1992).

The UK NHS and Community Care Act 1990 required service provid-
ers to consult with users of their services and their ‘carers’ (meaning
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family members). With associated funding for local groups becoming
more available this gave a new impetus to the activities of service users.
But with it came a different emphasis. Instead of deciding on their own
priorities and campaigns, service users were being asked to respond to
more limited agendas set by bureaucratic organisations.

‘User involvement’, as it came to be known, has been far from an
unqualified success (Read 2001; Wallcraft, Read & Sweeney 2003;
Campbell 2005) but has established the legitimacy of service users’
views. A succession of policy directives has introduced user involve-
ment into every aspect of the planning and provision of mental health
services (Department of Health 1999), the education and training
professionals (Postgraduate Medical Education and Training Board
2008) and people’s own treatment plans through the Care Programme
Approach, introduced in 1991 (Department of Health 2008).

Through their own initiative and the encouragement of others ser-
vice users have also involved themselves in just about every other
aspect of mental health services, from running self-help groups to set-
ting up crisis houses, and from evaluating services to organising activi-
ties to promote their own emotional well-being (Wallcraft, Read &
Sweeney 2003).

The publication of this book is a product of these last 20 years and
more of intense and continuous activity by service users, and by pro-
fessionals, policy makers and politicians promoting user involvement.
Funding from the Department of Health for the original research —
Coping with Coming Off - included here, and the decision by a leading
mental health organisation, Mind, to commission the research from a
group of current and former service users reflect and help to create a
climate in which the contribution of ‘experts by experience’ is becom-
ing more welcomed and expected.

For an academic publisher to produce a book written by someone
whose expertise stems from his personal experience of the mental
health system and immersion in the service users’ movement rather
than formal training and academic qualifications is a bold step, but one
that can be justified in an era in which mental health professionals are
expected to familiarise themselves with the views of service users.

Service Users and Research

Another aspect of the mental health world to which service users are
making an increasing contribution is research. We have moved from

9780230_549401_02_ . dd 4 @ 5/8/2009 11:26:31 AM



PROOF

INTRODUCTION §

being merely the subjects of research to participants who are asked to
describe our experiences and say what we think, and on to initiating
and carrying out research projects.

Two psychiatrists, Patrick Bracken and Philip Thomas, identify why
it matters that we have done this. In their book, Postpsychiatry: Mental
Health in a Postmodern World (2005, p. 51), they point out that user-led
research in mental health is unique. There is no equivalent in general
medicine. They suggest that it has developed ‘out of frustration with
the failure of professional-led research to engage with issues and out-
comes that are important to service users’.

User-led research has been an especially strong feature of service-
user activity in the UK, exemplified by two projects, Strategies for
Living, based at the Mental Health Foundation and SURE (Service User
Research Enterprise) with the Institute of Psychiatry.

Nearly all research into psychiatric drugs is initiated and funded by
drug companies and their priority is to prove that their products are
safe and effective in order to be able to bring them on to the market
and sell them in profitable amounts. To prove effectiveness they have
to be able to demonstrate that the drugs reduce symptoms associated
with the various diagnoses of mental illness without also producing
unacceptable adverse effects. In practice these drugs trials only measure
their short term effects.

People who take psychiatric drugs want to know these things, but may
be equally concerned with others. For example, they may want to know
what harm taking them may do over time, how long they have to take
them for and whether they will have trouble stopping them - information
that is under-researched and may be slow to emerge. Above all they want
to know if the overall effect of taking psychiatric drugs is likely to have
a positive or negative impact on their lives. Professionals who prescribe
them, make sure people are taking them and support people who are on
them should, of course, be equally interested in their overall impact.

Finding answers to these questions is not straightforward. Over time
there are many factors that influence people’s mental and physical
health. How to identify the effects of one intervention? There is no per-
fect method, but people with the lived experience of that intervention
can make a strong contribution. When the intervention is a psychiatric
drug and the people taking it are diagnosed as mentally ill, the issue
of credibility arises. But although our views were once deemed to be
inevitably irrational because of our ‘madness’ or ‘neurosis’, we have now
established credibility as commentators on our own lives. The annual
survey of service users’ views carried out by the Healthcare Commission
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(Healthcare Commission 2008a) as a measure of the performance of pro-
viders of mental health services is testament to our newfound status.

But issues of credibility remain. The only way to systematically
gather, analyse and present people’s accounts of their experience is
through well-designed surveys. But surveys do not have a high status
in the traditional world of academic research. For example, in the origi-
nal hierarchy of ‘clinical evidence’ considered by NICE (the National
Institute for Health and Clinical Excellence) when evaluating treat-
ments, they did not feature at all (Eccles & Mason, cited in Snowden
2008, p. 92). If our views have credibility but the only method of ascer-
taining them does not, then we are still sidelined and a contribution to
the understanding of psychiatric drugs is lost.

All research methods have their limitations, including the so-called
‘gold standard’ of research: the double-blind, randomised controlled
trial. Assessors of evidence could do with taking on board the extensive
criticisms of this method (discussed in Chapter 1) and being more open
to findings from surveys. Similarly, when considering complex interac-
tions, there is a role for the qualitative data that emerge from in-depth
interviews as well as quantitative data — numbers and percentages.

Few mental health workers will have ever seen a survey of people’s
views on their experiences of psychiatric drugs. Yet without this infor-
mation there are gaping holes in our picture of how much they affect
people’s mental and emotional well-being. As David Healy (2005, p. xii),
a renowned expert on psychiatric drugs and critic of drug companies,
has said, ‘The final arbiter of whether psychotropic medication is useful
or not is the taker.’

The Coping with Coming Off Research

The core of this book comprises three chapters on a research project
looking at people’s experiences of trying to come off their medication.
This may appear to be rather specific for a book intended for people who
want to educate themselves more generally about psychiatric drugs.
But there are two reasons for including it. First, although the focus is
coming off drugs, this includes much valuable description of interac-
tions between the mental health workers who prescribe the drugs and
try to ensure they are taken and the people they prescribe them to.
Secondly, the issues of withdrawal from psychiatric drugs are vitally
important to service users. Nearly everyone who takes a psychiatric drug
will stop taking it at some point. Will they get ill again? Will they find
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they have become addicted to it? Will the doctor agree to them stopping
and, if not, should they do it anyway? These crucial questions are given
relatively little attention in the literature about psychiatric drugs.

Coping with Coming Off (CWCO) is an in-depth survey of just over
200 people. The most comprehensive survey of users’ views and experi-
ences is by the Scottish Association for Mental Health and published
as “All you need to know?” (SAMH 2004). Over 1000 people filled in
questionnaires about every aspect of their recent experience of psy-
chiatric drugs. With these numbers it is possible to compare people’s
experiences of different drugs within the same type. Material from this
survey has been used to augment that from CWCO.

Relevance to Current Trends

Mental health services are changing. In England, since the publication
of the National Service Framework for Mental Health in 1999 (Department
of Health 1999) there have been a host of initiatives aimed at providing
more effective community-based services. At the same time changes
affecting all health services are taking place, with the emphasis on
providing patients with more choice. Policy doesn’t always translate
into practice, as exemplified by difficulties in involving people in deci-
sions about their own care and treatment through the care-programme
approach. In 2008 a survey found that only 40 per cent of people with
a care plan said they had definitely been involved in deciding it, with
36 per cent saying they had been involved to some extent and 24 per
cent saying they had not been involved at all (Healthcare Commaission
2008a, tables section F).

But although the rhetoric may be ahead of the reality, there are so
many policy documents, projects and campaigns that it is beginning to
seem inevitable that there will be significant changes in relationships
between doctors and patients, with the prescribing of psychiatric drugs
(or decisions not to prescribe) becoming more often more of a joint
decision between doctor and patient.

Three initiatives in particular are indicative of these changing roles.
These are:

guidelines on shared decision-making and adherence in prescribing;
new roles for mental health workers; and

e widespread adoption of the recovery approach in mental health
services.
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Doctors prescribing medicines which their patients don’t take has
been a common phenomenon, not restricted to the mental health
world. Traditionally this behaviour by patients has been known as
non-compliance and been viewed by health workers as mistaken and
in need of correction. But a new approach has been developed which
acknowledges patients’ rights to discuss and negotiate with prescribers
and ultimately to make their own decisions.

A NICE clinical guideline, Medicines Adherence: Involving patients in
decisions about prescribed medicines and supporting adherence (2009a),
describes a new and more equal relationship between prescribers and
patients which emphasises the importance of prescribers listening to
patients’ concerns about medication and seeking to reach agreement
with them. (There is more about shared decision-making and adher-
ence in Chapter 1.)

In England, the roles of mental health workers are changing. One
clear, obvious and definite change is the extension of ‘non-medical’
prescribing. From 2006 suitably qualified nurses and pharmacists have
been able to independently prescribe nearly all licensed medicines
(Department of Health, 2006a, p. 4). Similar arrangements have since
been introduced in the rest of the UK.

In other ways, also, professional hierarchies and barriers are break-
ing down. A Department of Health initiative, ‘New Ways of Working’
(Department of Health 2007, p. 11), is intended to enhance team work-
ing and, for example, encourages staff ‘to share knowledge, skills and
competences across professional and practitioner boundaries’. Dr Joanna
Bennett, Senior Research Fellow at the Sainsbury Centre for Mental
Health, suggests (2008, p. 122) that mental health practitioners — and
not just those with prescribing powers — need ‘knowledge of the effec-
tiveness of medication and at least a working knowledge of psychop-
harmacology’ to enable ‘discussion amongst the multidisciplinary team
members and the service user on the most effective use of medication
and the integration of different treatment approaches’. Gone are the
days when mental health workers simply left the business of medication
to doctors.

The Department of Health has produced a leaflet to explain ‘New
Ways of Working' to patients and carers (Department of Health 2007).
Among the reasons listed for bringing in this initiative are: ‘it moves
away from attitudes of dominance and control’ and ‘service users can
be seen as a whole person and not just an illness’.

The third of these current trends is the widespread adoption of the
recovery approach. It can be an elusive concept and is not necessarily
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about ‘cure’ but more about leading the fullest life you possibly can.
The recovery approach emphasises the significance of hope for people
diagnosed with long-term conditions. In mental health, avoiding pas-
sivity and taking charge of your own destiny are important compo-
nents that challenge aspects of traditional services.

Pat Deegan, a service user from the USA, should be credited with
having done much to develop the recovery approach. New Zealand and
the state of Wisconsin in the USA have pioneered the adoption of this
approach by services (New Zealand Mental Health Commission 2001;
Jacobson, cited in SCIE 2007, p. 14). Now it is achieving widespread
acceptance in the UK. For example, a review of mental health nurs-
ing, From values to action (Department of Health 2006b, p. 4), states
that ‘Mental health nursing should incorporate the broad principles of
the Recovery Approach into every aspect of their practice’. The Royal
College of Psychiatrists is also supporting adoption of the recovery
approach and is committed to training psychiatrists to work in this
way (2008, p. 27).

The recovery approach does not include a specific view on psychiatric
drugs but does emphasise choice, with professionals being more willing
to take the lead from patients. The Royal College of Psychiatrists (2008,
p- 29) goes as far as to say that mental health workers ‘should support
people in trying to achieve the goals they set for themselves, even if
they believe the goals are not realistic’. Presumably this includes goals
about living without medication.

These three trends are consistent with each other, with service-
user action and involvement, and the Care Programme Approach. All
have implications for how decisions about psychiatric drugs are made.
People who have been non-compliant with medication regimes have to
be respected, negotiated with and their right to refuse acknowledged.

Except, of course, mental health legislation allows the service user to
be overruled in certain circumstances. A challenge for services work-
ing in new ways is to not allow this power to contaminate situations in
which it doesn’t apply.

Purpose and Scope of the Book

I have written this book primarily for people studying to work in
mental health services. I hope it will help them to engage in the con-
fusing and contentious world of use of psychiatric drugs from a per-
spective that starts with the experiences and concerns of service users.
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Everyone involved in providing mental health services in the statutory
and voluntary (non-governmental) services needs to understand the
place of psychiatric drugs in the lives of the people with whom they
work. This includes staff who have most day-to-day contact with ser-
vice users and who potentially have the best understanding of how
they are experiencing medication and how they feel about it.

Throughout the book are boxes containing ideas for critical reflec-
tion. These can be used by students on their own or in groups.
Ideally a student should make notes and use them to contribute to a
discussion.

No prior knowledge of psychiatric drugs is required to understand
this book. There is a brief guide to the different types in Chapter 1.
When I have needed to use medical terms I have explained them.

I hope that this book will also find a wider audience. It is not a con-
ventional basic guide and offers something new to anyone involved in
the mental health field. The CWCO research offers new angles on old
problems that are relevant to current issues such as choice, recovery
and listening to service users. There are implications for policy at local
and national (or state) level.

It is not written as a self-help book but does include material that will
be of interest to anyone who is thinking about coming off their psychi-
atric drugs and which will help them to make informed decisions about
whether and how to proceed. This material will also benefit anyone
who takes on the responsibility of advising and supporting someone
who is thinking of stopping their drugs. I suggest also that people who
have family members and friends on psychiatric drugs could benefit
from reading it.

I have been unable to locate any significant surveys of people’s
experiences and views of psychiatric drugs from outside the UK. But
I think the UK research has relevance for any country where psychi-
atric drugs are used. I have taken other research and sources of infor-
mation from wherever I can find them. They include much from the
USA. Most of the organisations, regulations and guidelines mentioned
are from the UK and I have not assumed that all readers are familiar
with them.

I do not attempt to explain the biochemical action of drugs on the
brain and rest of the body. Instead I focus on why and how they are
used, the people who take them and how they deal with the people
who prescribe them and monitor their use.

Also beyond the scope of this book is the use of drugs with young
people under 18, for whom different guidelines apply.
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Structure of the Book

Chapter 1 sets the scene. It begins with an overview of the place of drug
treatments in mental health services and introduces the drugs most
commonly used in psychiatry. It then looks at how they are supposed
to be used according to current guidance, how current practice diverges
from these guidelines and at criticisms of the guidelines.

Then I identify the following five key issues concerning the use of
psychiatric drugs:

1. Adverse effects of psychiatric drugs: What are their range, severity
and frequency, and what impact do they have on the lives of people
taking them?

2. Choice and compulsion: What rights do people have to be informed
about and exercise choice over drugs they are prescribed, what powers
do psychiatrists have to force people to take drugs, and how are the
tensions between choice and compulsion played out in practice?

3. People from black and minority ethnic (BME) communities: What
are the issues about over-prescribing of psychiatric drugs for peo-
ple in BME communities, what is being done about them, and what
more could be done?

4. The rise and possible fall of SSRI antidepressants: Some of the prob-
lems with drugs being manufactured and marketed for profit are
epitomised by the way the popularity of Prozac and similar antide-
pressants has outweighed their actual effectiveness and safety. How
did this occur, and what is the future for these drugs?

5. Effectiveness: What are the challenges in measuring the effective-
ness of psychiatric drugs, and is there an evidence base to justify
their dominant position in the treatment of mental distress?

Chapter 2 re-examines these key issues from the perspectives of people
who have taken the drugs. By drawing on key surveys from the UK
it brings in a perspective that is usually lacking in discussion and
decision making about psychiatric drugs. From this we learn about
the impact of adverse effects on people’s lives and what they are pre-
pared to tolerate if they feel they are benefiting from the drugs. We
see people’s assessments of how good mental health workers are at
giving information about what they can expect from taking psychiat-
ric drugs, with examples of good and bad practice. Service users from
BME communities talk about how they feel cajoled into taking drugs
they don't like and how they perceive this as racism. People who have
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taken fluoxetine and similar drugs give their verdicts, and we see how
they are compared with other approaches, such as talking treatments.
Finally, we see how people rate all the different types of psychiatric
drugs for overall helpfulness and how people taking the same drugs can
experience them very differently.

In Chapter 3 we look at the three stages of coming off, or attempting
to come off, psychiatric drugs. These start with the decision to come
off. What does clinical guidance say about how long people should stay
on their medication, and what happens in practice? The second stage is
what people experience during the process of coming off. Included here
is a discussion of the concepts and language of addiction and depen-
dence, and a look at how to distinguish between symptoms returning as
the effects of drugs wear off and withdrawal syndromes. The third stage
is about what happens to people who succeed in coming off psychiatric
drugs. Do they tend to flourish, relapse, or carry on much as before?

This is followed by three chapters based on the Coping with Coming
Off (CWCO) research. In Chapter 4 I describe how the research was
carried out and who the people were who participated. Then there is a
detailed look at people’s reasons for trying to come off their drugs. We
also see how they went about making the decision and, in particular,
how they did or did not involve their doctors and their reasons why.
Chapter 5 includes material on the experience of trying to come off —
how hard it was and what support people received. We also look at what
factors influenced success; factors such as whether or not they told their
doctor, what drugs they were on, and how long they had been taking
them for. Then we see what benefits were felt by people who succeeded
and what lessons were learned by people who didn’t succeed.

One of the most significant themes that emerges from the research
is the tension between doctors and patients diagnosed with schizo-
phrenia or bipolar disorder about whether they should stay on their
medication. In Chapter 6, this is explored in depth, with the stories of
three participants in the research used to illustrate how these tensions
are played out and can sometimes be resolved.

In Chapter 7 I return to the five key issues, look further at how they
are informed by the experiences and views of people taking psychi-
atric drugs, and make some suggestions for improving practice. The
conclusion draws together hopeful thoughts about a new relationship
between people who prescribe, administer and monitor medication
and the people who they may prescribe it for.

Appendix 1 lists resources for people wanting practical guid-
ance about coming off psychiatric drugs and Appendix 2 brings
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together some statistics to show what proportions of people experience
unwanted effects when stopping different drugs.

Language

Anyone writing about mental health issues indicates their own orien-
tation and beliefs by the language they use. The choices I make here
reflect my involvement in the service users (or should that be survi-
vors?) movement. Above all, we want to be seen as people and not be
defined by diagnosis. We are not schizophrenics but people diagnosed
with schizophrenia, which includes people who do or don’t accept
the validity of the diagnosis. I sometimes resort to ‘service user’ and
‘patient’ for conciseness and to avoid repetition, but have generally
preferred ‘people who have taken psychiatric drugs’ and similar terms.

I refer to mental distress rather than mental illness because it is a
more inclusive term as it doesn’t assume a medical explanation. But I
have used some contestable words and phrases from psychiatry without
comment or inverted commas simply for convenience and clarity of
text. They include psychosis and non-compliant. Other choices of lan-
guage - such as neuroleptic or antipsychotic and withdrawal syndrome
or discontinuation syndrome - I explain when they first occur.

I have used the general (generic) names for drugs, but if a drug is
better known by its brand name I have included it in brackets the first
time the drug is mentioned in each chapter, for example, ‘fluoxetine
(Prozac)’.

I use the terms ‘over-prescribing’ and ‘over-medicating’ several times
and intend them to mean any of the following: prescribing drugs in
higher doses or for longer than recommended in guidelines without
justification; prescribing drugs in combinations that are not recom-
mended in guidelines without justification; prescribing drugs at doses
that don't take into account the possibility of the person metabolising
them more slowly than average; continuing to prescribe drugs at doses
or of types that are causing distress to the patient; wrongly prescribing
neuroleptics or antimanics because the person has been misdiagnosed;
prescribing drugs when other suitable courses of action exist which are
preferred by the patient.

When I have reproduced material from elsewhere I have kept the
original language.

A variety of terms and conventions are used when referring to
people’s skin colour or ethnic group. When referring to a particular
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report or article I have kept the terms and conventions used in it even
when not quoting directly. I think and hope the inconsistency of lan-
guage that results is less confusing than altering language from other
sources.

Critical Reflection Box 1.1

Beliefs about Psychiatric Drugs

Take some time to examine your personal beliefs about psychiatric drugs by
trying to answer the following questions. Don’t be put off if you feel you
don’t know enough:

1. Think of the person you know best who has taken psychiatric drugs.
What impact do you think they have made on that person’s life? Do you
and that person have the same opinion about them?

2. Can you think of someone for whom psychiatric drugs appear to have
done more good than harm? If so, on what are you basing that
judgement?

3. Can you think of an example of someone for whom psychiatric drugs
appear to have done more harm than good? If so, on what are you basing
that judgement?

4. Can you think of someone who isn’t on psychiatric drugs who you think
would benefit from taking them? What would you like to say to them?

5. Can you think of someone who is on psychiatric drugs who you think
would benefit from coming off them? What would you like to say to
them?

6. What has influenced your views about psychiatric drugs? Some possibili-
ties are:

(@) taking them yourself

(b) seeing their effects on other people

(c) professional training

(d) your personal beliefs about dealing with life’s challenges
(e) other

7. And finally, how do you rate psychiatric drugs overall for helpfulness?
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addiction, 2, 3, 7, 12, 19, 40, 52, 65,
72, 79-81, 84, 85, 169
adherence, 8, 34, 60, 135, 157, 165
advance decisions about
treatment, 160
adverse effects while taking
psychiatric drugs, 25-30, 55-9,
155-6
see also specific adverse effects, drug
types and specific drugs
advertising, 17, 40, 163
advocacy, 3, 147, 159
agranulocytosis, 38, 39
akathisia, 27, 40
Alexander, Bruce, 80
“All you need to know?” survey, 7, 51,
59, 61, 66, 158, 164
adverse effects while taking drugs,
56-9, 155
experiences of coming off drugs,
86, 117, 171-4
helpfulness of drugs, 67-9, 73, 76,
158, 159
Allen, Clare, 55
Alzheimer’s disease, 88
amisulpride, 57, 173
anticholinergics, see anti-Parkinson’s
drugs
antidepressants, 1, 15, 16, 20-1, 28,
40-2, 80, 98, 100
adverse effects while taking, 27, 31,
56-7, 102, 123
experiences of coming off, 76-7,
130, 133, 134
helpfulness, 50, 51, 68-70, 105, 158
prescribing practice, 20-1, 25, 31,
42-3, 76, 161
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prescription statistics, 21
withdrawal syndrome, 85-7, 89, 156
see also mirtazapine,
monoamine-oxidase inhibitors,
SSRIs, tricyclic and related
antidepressants, venlafaxine
antihistamines, 147
antimanics, 15, 24, 89, 100-1, 106,
113, 144, 148-9, 152-3, 157
adverse effects while taking, 56, 57
experiences of coming off, 93, 107,
109, 111-12, 115, 117, 120-2,
125, 128, 136-7, 172-3
helpfulness, 50, 68-70, 104, 105
prescribing practice, 13, 24, 77, 87
withdrawal syndrome, 91-2, 156
see also carbamazepine,
lamotrigine, lithium, valproate
anti-Parkinson’s drugs, 27, 91, 143
antipsychotics, see neuroleptics
anxiety
adverse effects of taking drugs, 28,
55, 109
relaxation method, 85
symptom of withdrawal, 52, 79, 84,
85-6, 89, 92, 117
see also generalised anxiety
disorder
anxiolytics, 19, 20, 174
see also diazepam, tranquillisers
Appleby, Louis, 22, 36, 75-6
art and creative therapies, 70-1, 126

Ballard, Clive, 162

barbiturates, 1, 19, 39

Barondes, Samuel, H, 15

Battle Against Tranquillisers, 146, 169

185
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Bennett Inquiry, 36
Bennett, Joanna, 8
Benzodiazepines, see tranquillisers
Bhui, Kamaldeep, 38-9
bipolar disorder (manic depression),
54, 71-2, 152-3
compliance/non-compliance, 12,
32,91
experiences of coming off drugs,
138-143
prescribing practice, 21, 24, 77-8
questioning diagnosis, 113, 144-5
staff attitudes, 81, 87, 135, 138-40,
144, 147
success in recovery, 93
black and minority ethnic (BME)
communities, people from, 34,
35-9, 61-4, 101, 104-6, 135,
149-31, 157
access to treatments, 35-6, 62-3, 150
compliance /non-compliance, 62,
111-12
experiences of coming off drugs,
107-35
GPs, helpfulness of, 120
Mental Health Acts 1983, 2007,
37-8, 106
metabolising of drugs, 38-9
nurses, helpfulness of, 63-4
over-medicating, over-prescribing,
11, 36-7, 113
psychiatrists, helpfulness of, 63, 121
racism, 11, 35, 62, 113-14, 152, 157
body dysmorphic disorder, 21
Bracken, Patrick, 5
brain shivers, 119
Breggin, Peter, 55, 82, 91, 148, 168
Brook, Richard, 41

carbamazepine
adverse effects while taking, 26, 57
experiences of coming off, 173
helpfulness, 70, 138
prescribing practice, 124-5
withdrawal syndrome, 92

Care Programme Approach, 4, 7, 9, 165
Care Quality Commission, 18, 51
see also Healthcare Commission
Care Services Improvement
Partnership (CSIP), 166
Carson, Robert, C, 44
Cassel Hospital, therapeutic
community, 2
Chamberlain, Judi, 3
childbirth, 28
chlorpromazine (Largactil,
Thorazine), 21, 39
adverse effects while taking, 138
experiences of coming off,
132-3, 173
helpfulness, 67
Christianity, 140, 150, 152
Cipramil, see citalopram
Citalopram (Cipramil)
adverse effects while taking,
28-30, 58
experiences of coming off, 173
helpfulness, 66
prescription statistics, 28
clinical trials, 5, 40, 43, 163
see also randomised controlled trials
cognitive behavioural therapy (CBT),
20, 23, 42-3, 48, 71, 161
Cohen, David, 82, 87, 88, 91, 148,
165, 168
Committee on Safety of Medicines,
19, 24
community psychiatric nurses, see
nurses
compliance, see non-compliance
compulsory treatment in the
community, 31, 33, 37-8
consent, informed, 30, 31, 34, 35,
59, 156
Coping with Coming Off survey, 4, 6-7,
12, 52, 77, 78-9, 97-154, 155, 171
counselling, 36, 43, 60, 70, 109, 120,
150, 151, 161
Count me In: Service User Survey, 55,
62, 63-4, 157, 164
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Deegan, Pat, 9
Delivering race equality in mental health
care, 36, 55
dementia, 23-4, 88-9, 161, 162
Department of Health, 4, 8, 35, 38,
61, 97, 98, 157, 163
dependence, 12, 75, 79-80, 82-3, 84,
85, 162
depot injections, 22, 69, 87, 90
adverse effects, 28
experiences of coming off, 119
helpfulness, 68-9
prescription statistics, 21
depression, 40, 65
compliance/non-compliance, 32, 77
self-help, 126
staff attitudes, 121
symptom of withdrawal, 52, 79,
84, 117
treatment of, 20-1, 24, 31, 39-43,
70, 76, 157-8
diabetes, 26, 29, 32, 57, 77
diagnosis, 13, 44, 95
Diagnostic and Statistical Manual of
Mental Disorders, 44, 79
diazepam (Valium), 3, 35, 38, 84
adverse effects while taking, 69
experiences of coming off, 105, 118
helpfulness, 69, 105
dietary and natural supplements, 70
discontinuation syndrome, 13, 80
dosulepin (Prothiaden), 143
drug companies, 16-17, 28, 89, 156
marketing, 17
regulation, 41-2, 163
research, 5, 47
tranquillisers, 3, 52, 79
see also Eli Lilly, GlaxoSmithKline
dyskinesia, 87, 145
see also tardive dyskinesia
dystonia, 27

ecotherapy, 71
Efexor, see venlafaxine
electroconvulsive therapy (ECT), 2, 70
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Eli Lilly, 80
exercise, 21, 31, 43, 58, 70, 71, 126-7,
139-40
extrapyramidal side effects (EPS), 27,
90, 91
see also akathisia, dystonia,
Parkinsonism, tardive dyskinesia

family doctors, see general
practitioners
Fisher, Seymour, 46
fluoxetine (Prozac), 11-12, 40, 80, 85-6
experiences of coming off, 121,
125, 133-4, 173
prescribing practice, 42
withdrawal syndrome, 86
Food and Drug Administration (FDA),
162-3
Framework, research tool, 102
friends, 10, 32-3, 71, 108, 120, 123,
124, 144
From placebo to panacea, 46, 49

generalised anxiety disorder
self-help, 126
treatment of, 19-20, 21, 43, 75, 76
see also anxiety
general practitioners (GPs)
antidepressants, 42, 76-7, 85
dementia, 24
helpfulness to people coming off
drugs, 74-5, 112, 116, 120-3,
139-40, 147-8, 151,152
service users’ experience of, 59, 151
tranquillisers, 75, 84-5, 161, 162
GlaxoSmithKline, 41, 65
Glenmullen, Joseph, 77, 80, 86,
156, 168
Greenberg, Roger, 46

half-lives, 82, 84, 86, 118, 122, 172-4
hallucinations, 23
adverse effects of taking drugs, 28, 29
symptom of withdrawal, 79, 86,
90, 117
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haloperidol, 36, 38, 55, 57, 138,
143, 173
Healthcare Commission, 18, 36
Survey of Users of Mental Health
Services, 5, 7, 15, 37, 51, 54, 58,
59, 62, 64, 71, 156, 163
Healy, David, 6, 81, 82-3, 84, 86, 89,
92, 169
herbal supplements and remedies, 16,
71, 126, 169
see also St John’s wort
heroin, 80, 118
hobbies and leisure activities, 58, 70-1
Holmes, Guy, 110, 160, 168
homeopathy, 71
House of Commons Health
Committee, 41, 163
Houston, W.R, 45
Hudson, Marese, 110, 160,168
hypnotics (sleeping pills), 19, 141, 149
experiences of coming off, 174
helpfulness, 20
prescription statistics, 20
withdrawal syndrome, 84
see also temazepam, tranquillisers,
Z-drugs

illegal drugs, see street drugs
imipramine (Tofranil), 143, 145
Improving Access to Psychological
Therapies (IAPT) programme,
43, 158
Inside Outside, 35-6, 38, 114, 157
insomnia, 20, 21
adverse effects of taking drugs, 25,
29, 63, 69
symptom of withdrawal, 79, 86, 89,
91, 92, 117, 118, 147, 151
internet, 65, 119, 125-6
email, 65
websites, 17, 28, 35, 43, 99, 169

Jarvis, Sarah, 77
Jofre, Shelley, 75-6
Johnstone, Lucy, 44

Knowing Our Own Minds, 54, 62,
70-1, 127

lamotrigine, 24-5
Largactil, see chlorpromazine
Layard, Richard, 42-3
Lehmann, Peter, 168
lithium, 24, 28, 113, 123, 144
adverse effects while taking, 26,
28, 38, 55, 57, 104, 108
experiences of coming off, 116,
123-4, 133, 138-43, 173
helpfulness, 15, 70, 138
prescribing practice, 24-5
prescription statistics, 25
toxicity, 26, 38
withdrawal syndrome, 91-2
lofepramine, 57, 173
Lustral, see sertraline

mania, 35
adverse effects of taking drugs, 28,
29, 145
symptom of withdrawal, 91-2
manic depression, see bipolar disorder
Manic Depression Fellowship, see
MDF The BiPolar Organisation
May, Rufus, 148, 168
MDF The BiPolar Organisation,
71, 142
Medawar, Charles, 39, 52
Medical and Healthcare products
Regulatory Agency (MHRA), 17,
29, 41, 162-3, 169
Mental Health Act Commission, 55
Mental Health Foundation, 5, 54
mental health legislation, 9, 31, 33,
74, 87, 136, 149, 156
Mental Capacity Act 2005, 30
Mental Health Act 1983, 30, 31, 37,
106, 146, 149
Mental Health Act 2007, 31
see also compulsory treatment in
the community
mental health nurses, see nurses
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mental health workers (professionals,
staff), 4, 5, 6, 10, 17, 23, 36, 37,
61, 69, 72, 74, 81, 83, 89, 93, %4,
113, 144, 156, 160, 161
compliance, role in ensuring, 32,
74, 87, 108, 112, 135, 136-7, 156,
160, 166, 67
decision-making about drugs, 34,
78, 135, 137, 153-4, 156-7,
159, 166
helpfulness to people coming off
drugs, 120
new roles, 8-9, 59
see also specific professions
mental hospitals, 3, 33
metabolic syndrome, 22, 26 29, 30
metabolising, 13, 20, 38
Mind, 41, 52, 54, 57, 59, 60, 61-2, 69,
71, 82, 92, 164, 169-70
see also Coping with Coming Off
mirtazapine (Zispin), 104-5
Moncrieff, Joanna, 15, 46, 81, 165
monoamine-oxidase inhibitors
(MAOIs)) 2
mood stabilisers, see antimanics
morphine, 80-1
Mosher, Loren, 48-9, 146-7

National Institute for Health and
Clinical Excellence, see NICE
National Schizophrenia Fellowship,
see Rethink
National Service Framework for Mental
Health, 7, 43-4, 88
neuroleptic malignant syndrome, 26
neuroleptics, 13, 18, 21-4, 32-3, 54,
81, 92-5, 100-1, 106-7, 157,
158, 164
adverse effects while taking, 25, 26,
28, 38, 56-9
experiences of coming off,
107-138, 172-3
helpfulness, 47-8, 68-70, 103-6
prescribing practice, 22-4, 37, 77,
161, 165
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prescription statistics, 24
withdrawal syndrome, 78, 82-3,
87-91, 156, 162
see also amisulpride,
chlorpromazine, depot
injections, haloperidol,
olanzapine, risperidone,
sulpiride, trifluoperazine,
zuclopenthixol
neutropenia, 39
New Ways of Working, 8
NHS and Community Care Act 1990,
3-4
NICE, 17-18, 44,158
adherence and shared
decision-making, 8, 34, 157
bipolar disorder, 21, 24, 77-8
body dysmorphic disorder, 21
dementia, 23-4
depression, 20-1, 31, 41, 76-7,
85-6, 156, 157-8
generalised anxiety disorder,
19-20, 75, 84, 156
hierarchy of clinical evidence, 6
neuroleptics, 22
obsessive-compulsive disorder, 21
panic disorder, 19-20, 21
post-traumatic stress disorder, 21
schizophrenia, 23, 25, 36, 77-8, 87,
91, 155
Z-drugs, 20, 75
nocebo, 81, 162
non-compliance, 8, 9, 13, 32-4, 74,
103, 108-9, 111-12, 129, 137, 152
antidepressants, 32
antimanics and neuroleptics, 32-3,
69, 87-8, 91, 112, 136-7, 164
black and minority ethnic
communities, people from, 37,
39,112, 128
tranquillisers, 69
non-medical prescribing, 8, 124
nurses, 9, 23, 36, 74, 77, 118, 140,
161, 162
helpfulness, 63-4
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nurses — continued

prescribing, 8, 23, 124

see also mental health workers
nutrition, 71

obsessive-compulsive disorder, 21

olanzapine, 35, 135
adverse effects while taking, 26, 138
experiences of coming off, 173
prescribing practice, 24

older people, 20, 38

opium, 15

over-medicating, over-prescribing, 2,

11, 13, 19, 23, 36-7, 42, 113

panic disorder (panic attacks), 19-20,
21, 126
adverse effect of taking drugs, 28, 29
symptom of withdrawal, 84
Panorama (TV programme), 19, 65-6,
75, 160
Parkinsonism, 27, 89
paroxetine (Paxil, Seroxat), 123, 169
adverse effects while taking, 26,
57, 65-6
experiences of coming off, 61, 118,
127,173
helpfulness, 67, 70
prescribing practice, 41
prescription statistics, 42
withdrawal syndrome, 41, 66
Paxil, see paroxetine
perceptual ataxia, 84
pharmaceutical companies, see drug
companies
pharmacists, 8, 98,116,148, 161
placebo, 44-6, 48, 49, 51, 68, 81,
88-9, 158, 165
post-traumatic stress disorder, 21, 44
pregnancy, 28, 109, 113
Prescribing Observatory for Mental
Health (POMH UK), 23, 37
prescription statistics, 18
see also drug types and specific drugs
primary care, 3, 43, 74

p-r.n. (pro re nata) prescribing, 23
Prothiaden, see dosulepin
Prozac, see fluoxetine
psychiatrists, 23, 78
changing roles, 3, 9
drug companies, 80
helpfulness to people coming off
drugs, 113, 116, 120-3, 138-43,
145-6, 148, 152
involvement in CWCO survey,
97-8
service users’ experience of, 63,
113, 143-54
psychological therapies, 20-1, 23, 25,
31, 42-3, 48, 60, 76, 81,
158, 161
see also cognitive behavioural
therapy
psychosis, 13, 21, 23, 32-3, 47, 48,
83, 88, 93-4, 138, 143, 146
adverse effect of taking drugs, 27
symptom of withdrawal, 79, 84, 88,
90, 119
psychotherapy, 36, 39, 70, 120, 123,
131, 138

quetiapine, 141, 173

randomised controlled trials, 6, 45-7,
49, 158

Rat Park, 81

recovery, recovery approach, 7, 8-9,
10, 47, 48, 60, 93-4, 108, 131-2,
161, 165-6, 169

relapse from stopping or reducing
medication, 12, 47, 62, 76, 81,
87-8, 90, 91, 94, 135, 159, 165

relaxation techniques, 85, 126

religion, 71, 126, 150, 152

see also Christianity

Rethink, 54, 56-8, 59-60, 71

Royal College of General
Practitioners, 77

Royal College of Psychiatrists, 9, 98,
153, 166
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Sashidharan, Sashi, 38
schizophrenia, 13, 15, 54, 152-3
compliance/non-compliance, 12, 32
effectiveness of drug treatments,
47-8
experiences of coming off drugs,
149-52
prescribing practice, 22-3, 77-8, 165
staff attitudes, 59, 81, 87, 135
success in recovery, 93-5
validity of diagnosis, 44
Scottish Association for Mental
Health, see “All you need to know?”
survey
sedating effect of drugs, 2, 15, 21,
25-6, 89, 165
selective serotonin reuptake
inhibitors (SSRIs), 11, 39-43,
65-6, 100-1, 106-7
adverse effects while taking, 25-6,
27, 28, 40, 56, 66
advice on coming off, 169
experiences of coming off, 76-7,
103-4, 111-12, 115-35, 157-8,
161-2, 172-3
helpfulness, 66, 68, 70, 76, 104-5
prescribing practice, 20-1, 31,
41, 42
prescription statistics, 21, 42
withdrawal syndrome, 41, 82-3,
85-7
see also citalopram, fluoxetine,
paroxetine, sertraline
self-help, 3, 4, 10, 20, 43, 71, 85, 126,
133, 139, 142, 162
self-management, 60, 139, 142
serotonin syndrome, 26, 29
Seroxat, see paroxetine
sertraline (Lustral), 104, 116, 143,
145, 173
service user involvement, 4, 53
service users’ movement, 1, 2, 4, 13
shared decision-making in
prescribing, 7, 8, 34, 60, 135, 165
Shooter, Mike, 98
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Shropshire Thinking About
Medication Group, 160
side effects, see adverse effects
sleep disturbance, see insomnia
sleeping pills, see hypnotics
Smith, Jacqui, 35
Social Care Institute of Excellence
(SCIE), 166
social drugs, 16, 96, 126
social phobia, 21
sodium valproate, see valproate
spellbinding, 55
spirituality, 71, 126, 152
Spitzer, Eliot, 41
Stelazine, see trifluoperazine
St John’s wort, 16, 31
street drugs (illegal drugs), 16, 80,
95, 118
see also cannabis, heroin, opium
suicide, suicidal feelings, 132
adverse effect of taking drugs, 29,
40, 55, 65, 69, 116
symptom of withdrawal, 86
sulpiride, 36
experiences of coming off,
143-9, 152
helpfulness, 67, 70
support groups, 120
surveys as research method, 6
Survivors Speak Out, 3, 53

talking treatments, 16, 36, 42, 60, 62,

70-2, 73, 150
see also cognitive behaviour

therapy, counselling,
psychological therapies,
psychotherapy

tapering, 82-92, 122, 148, 162

tardive dyskinesia, 27, 38, 90

telephone helplines, 120, 169-70

temazepam, 84

That’s Life! (TV programme), 52-4,
65-6, 97, 164

Thomas, Philip, 5, 148, 168

Thorazine, see chlorpromazine
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Tofranil, see imipramine
tolerance to drugs, 79-80, 84, 85, 91

tranquillisers, 1-2, 15, 16, 19-20, 38,

39-40, 75, 89, 97, 160-2, 169

adverse effects while taking, 20,
25-6, 28, 79, 109, 172, 173-4

experiences of coming off, 2, 3,
52-4, 56, 99, 100-1, 105, 116,
118, 132

helpfulness, 68-9

prescribing practice, 19-20, 25,
42,75

prescription statistics, 19, 20

withdrawal syndrome, 84

see also anxiolytics, diazepam,
hypnotics, temazepam, Z-drugs

trazodone, tricyclic and related

antidepressants, 20, 158

adverse effects while taking, 56,

experiences of coming off, 172

helpfulness, 66, 68, 70

prescribing practice, 21

prescription statistics, 21

withdrawal syndrome, 85

see also dosulepin, imipramine,
lofepramine, trazodone

trifluoperazine, 149-51

United Kingdom Advocacy Network
(UKAN), 53
unwanted effects, see adverse effects
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user-led research, 5, 98

Valium, see diazepam
valproate, 24, 36, 144
helpfulness, 70, 138
prescription statistics, 25
withdrawal syndrome, 92
Vandenbroucke, Jan, P., 49
venlafaxine (Efexor), 100
adverse effects while taking, 26
experiences of coming off, 113,
118-19, 122, 131, 173
helpfulness, 51
prescribing practice, 20-1
withdrawal syndrome, 85-6

Watkins, John, 78, 89-91
weight gain, 25-6, 29, 57, 59,
138-9, 145
Whitaker, Robert, 48, 165
withdrawal syndrome, 12, 13, 46,
119, 122, 130-1, 156, 159, 166
see also drug types and specific drugs
World Health Organisation
(WHO), 47

Z-drugs, 19, 158
prescribing practice, 20, 75
prescription statistics, 20
Zispin, see mirtazapine
zuclopenthixol, 70
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