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Abstract

This thesis is about the ways in which mad people are excluded from the
decisions reached about their lives. It uses Niklas Luhmann’s theory of social
systems to explain and describe why this exclusion arises.

Luhmann defined social systems as structured around specific social

codes, and comprised of the communications relating to that code. This thesis
asks how the phenomenon of madness can be understood within this
framework and argues that mad utterances are statements or acts which
cannot be parsed according to any existing system of social or interpersonal

meaning. The psy-disciplines transform these uncertain acts into stable

meaning by defining them within a functionalist or pathological framework.
These meanings are fragile because the operations of the psyche are socially
invisible and so mad utterances have to be defined in relation to existing social
systems of meaning. Mad utterances therefore generate uncertainty, which
leads systems such as law and the economy to over-react to madness and
discredit to a disproportionate degree what mad people have to say.
The discreditation of mad people is problematic because it limits their

personal autonomy. The ways in which systems exclude mad people, even
when their stated objective is to promote their inclusion, is illustrated by the

research literature on involvement in healthcare decision-making. The law

plays a particular role in sustaining discreditable assumptions about mad



people, and this is evidenced by a close examination of the research literature
and case law relating to the Mental Health Review Tribunal in England and
Wales.

Luhmann’s systems theory is not normative, so no clear normative
agenda for change can be adduced from this description alone. Instead, this

account offers a new theoretical framework within which to understand some
of the shortcomings of mental health law, which is of particular relevance now

that the involvement of mad people in decision-making them has been firmly

placed on the legal and political agendas.
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Chapter One
Introduction

1.1 Introduction

This is a thesis about the exclusion of mad people from the decisions made
about their lives. It explores why the mad person remains “the outsider par
excellence” (Foucault 2006a p.183) despite the best efforts of committed
activists, practitioners and researchers to change this status.

My interest in this conundrum arose when I was working as a lay
mental health advocate. Many of my clients described feeling that they were
not listened to at meetings where their health and welfare were discussed.
They felt they were not seen as experts on their own lives. Even those people
who felt the practitioners they encountered were ‘good listeners’ were anxious
because they felt these relationships were fragile. If they were not able to
rapidly reach agreement on an issue, it would be their view which was
overridden, not that of the practitioner. Many of them saw their advocate as
someone who could help amplify what they themselves were saying, and yet all
of them were people who were physically and mentally capable of speaking up

on their own behalf. Sometimes the substance of what they said might be

challenging, but it was rare for me to encounter a client who said things which

were wholly unreasonable.



At the same time, I saw that many of the practitioners I met were
deeply committed and compassionate. Despite scarce resources and heavy
workloads I saw many instances of social workers, psychiatric nurses,

psychiatrists and others going out of their way to treat their clients with

respect and to make time to listen to them. Finally, I noted that our advocacy
service was massively ineffective. Despite obtaining high quality legal advice
and representation none of my clients ever won any dispute. We lost Mental
Health Review Tribunals, Housing and Council Tax Benefit Appeals, Welfare

Benefits Tribunals, Housing Appeals, Employment Tribunals and Family

Court hearings.

Taken together, these facts suggested to me that there was a need for
an underlying structural explanation which could account for both the anxiety

my clients felt about being discredited, and the high degree of discreditation
they suffered in practice. I recognised that attitudes alone did not provide an
explanation because the attitudes of many of the decision-makers involved
were impeccable. Instead, I wondered if the imperatives of social systems such
as the law and the economy might account for this phenomenon.

So this thesis employs Niklas Luhmann’s highly distinctive theoretical
account of the interactions of social systems to explain the discreditation of
madness and to describe some of the implications of this discreditation. It
argues that madness takes the form of utterances that cannot readily be

comprehended by others and because these problems of comprehension are so
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threatening to social systems of meaning, the things mad people say which are
not mad are disproportionately discredited. Disciplines such as psychiatry,
psychology and psychiatric nursing attempt to engage meaningfully and
therapeutically with madness. Problems with discreditation arise when the
specific knowledge of these disciplines is translated into legal, political and

economic distinctions.

1.1.2 Thesis outline

Law and policy on mental health service provision emphasise the importance
of promoting the involvement of the service user in decision-making. At the
same time, empirical evidence demonstrates that people with mental health
needs typically retain the capacity to make decisions about their lives and

survey data into the attitudes of healthcare professionals suggest that most of
them also support the involvement of service users in decision-making.
Nevertheless service users report high-levels of exclusion from decision-making,
and the legal system has been an imperfect ally in promoting the rights of
people with mental health needs to have a greater say in their own lives. This
thesis attempts to explain this problematic disjuncture between policy and
evidence.
I start by exploring how the social phenomenon of madness looks

different when viewed from the perspective of social systems theory. So this

Introduction will outline how social systems theory describes society as



comprised of a variety of functionally differentiated subsystems of meaning,
including the legal, economic and political systems. Chapter Two examines
how madness can be understood as consisting of utterances or acts which lack
a specific meaning referent and therefore cannot be made sense of either within
the operations of social systems, or more locally within the operations of
interaction systems such as the family. Chapter Three describes the operations
of the psy-disciplines as unified around a distinction between madness and
sanity and asks what functions this system of knowledge of madness is able to
perform for society. Chapter Four then looks beyond madness and the psy-
system to the operations of other systems such as the law and economy and
asks why these systems may be motivated to exclude mad utterances from
their operations to the greatest degree possible. I argue that the function
which the distinction disdain/esteem performs within interaction systems such
as local communities is mirrored in the function which the distinction
discreditation/accreditation performs for social systems. Social systems
discredit and accredit utterances in order to maintain their boundaries, and to
ensure that they can continue to apply their own internal code effectively.
One of the criticisms which has been levelled at systems theory is
that far from being a sociological description of modern societies, it is in fact
“not sociological enough” (Cotterrell 2003 p.250). This is certainly a fair
criticism of Luhmann’s own work, which tends to describe social trends in

general rather than specific terms and relies primarily on secondary literature

4



as a source for claims about social change. It is also true, to a more limited
extent, of much of the literature which has attempted to employ systems
theory within socio-legal research. There are some exceptions, Paterson’s work
on the regulation of the offshore oil and gas industries is based upon extensive
empirical study (Paterson 2000) and King and Piper’s work on the law
relating to welfare of children draws systematically and exhaustively on the
large empirical literature on the work of child welfare services and the family
courts (King and Piper 1995). This thesis explores how the impact of the

meaninglessness of madness can be used to explain the shortcomings of policy

and legal interventions intended to afford mad people a greater say in the

decisions which affect their lives. Chapter Five looks at the research literature

on mental health service user involvement in decision making and argues that
the difficulties of promoting involvement can be understood as resulting from
the ease with which social systems discredit mad people. The problem of
discreditation is compounded by the difficulties of constructing a positive
social identity around madness and the weakness of social knowledge of
madness. Chapter Six then looks at how the legal system responds to what
mad people have to say about their care. Using the Mental Health Review
Tribunal as a case study, it argues that the legal system systematically
privileges psy-system accounts of the individual over the individual’s self-

understanding, not as a result of bigotry but simply because of anxiety about

the uncertainty madness generates around social meaning.



In conclusion, Chapter Seven summarises some of the strengths and
some of the limitations of the systems theoretical approach and argues that
the theory provides a provocative lens through which to view developments in

mental health law and policy.

1.2 What [some| mad people have to say...!

Systems theory does not provide a grounded or bottom-up account of
individual experiences. It has been criticised for offering an excessively

complex top-down description of society which supplants people’s own self-
understanding of their situation (Flood 2005). This is a significant criticism
and one which will be engaged with in this chapter (pp.46-51). But the

observations 1 made above about the degree of exclusion and discreditation

mad people experience are consistent with the personal accounts they provide

of their treatment by mental health services. Research has demonstrated that

! A note on term: as the next two chapters will make clear it is a central contention of this
thesis that the category of ‘mad’ is socially constructed and therefore always contingent. Terms
for madness which imply a pathological categorisation such as mental illness have been avoided
throughout this thesis. Instead I have used the terms ‘mad people’ and ‘mad person’ to denote
people who are perceived to be distinguishable on the basis of their madness. When talking

specifically about the delivery of mental health care I have used the term ‘service user’ to refer

to the subset of mad people who use mental health services.
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mad people’s views on services are typically heterogeneous (Lammers and
Happell 2003) and that as a result attempting to adequately summarise the
likely views of service users based on a few personal accounts is essentially

futile. The accounts quoted here are not intended to provide an aggregate

picture of mad people’s views. Instead, they demonstrate that both individual

experiences and understanding of madness are diverse, with mad people
expressing views which range from the radical to the conservative, the critical
to the accepting and the political to the spiritual:
“They treated me as though I was ill, so I became more passive. Part
of being a patient is to expect a cure..it is not surprising that people
take on this state of mind, expecting the next drug to be a cure, that
doctors know best. It takes away one’s initiative and the search for

other, human action-based solutions.” (Lindow 1995)

“I thought I'd cracked the system. I laugh now, painfully. The system
well and truly cracked me. The freedom I had found for siz short weeks
was now over. Everything I had felt, loved, over that time, I was told

was "all a delusion’. Time to conform.” (Shaughnessy 2000)

“I hated the regimentation, the requirement that I take drugs that
slowed my body and my mind..My only aim during my two month stay

in hospital was to get oul..At the same time I was consumed with the



clear conviction that there was something fundamentally wrong here.

Who were these people who had taken such control of our lives? Why
were they the experts on what we should do, how we should live? Why

was the ugliness, and even the brutality, of what was happening to us

overlooked and ignored?” (Chamberlin 1998, original emphasis)
Vivien Lindow, Peter Shaughnessy and Judi Chamberlin describe how the
mere fact of being an inpatient took away their right to claim knowledge of
themselves or how best they should be treated. However, the substituted
rationality of the medical system did not offer a desirable alternative; the
diagnoses and treatment they received replaced action, initiative, love,
spontaneity and vigour with control, conformity, regimentation, ugliness and

brutality. However, medical labels are not always rejected, and some people
find them reassuring. Esther Freud writes about her anxieties on seeing a
therapist after an unexplained crisis:

“‘But what happened on the bus..’ I tried to explain the drowning.

‘A normal panic attack,’ he assured me and I almost laughed, normal,

normal...

‘So you don’t think I’'m beyond hope?’ And he smiled with me and said

I was going to be alright.” (Freud 1996)

Some mad people both accept the medical account of madness and

argue that normalising the experience of mental distress and treating mad



people as if they had a physical illness would reduce the disempowerment and
stigma they experience.
“To clear up stigma we have to recognise that madness is just another
illness, one that should inspire compassion and not ridicule. We have

to show that it is 90% curable. And it could happen to anyone. It

makes a marvellous plot for plays and films, but it is not different to

sciatica and lumbago.” (Jameson 2004)

“With my rheumatologist and my lung doctor..I am a full partner in
my own treatment and recovery. I am consulted, listened to, and given

the information I need to make informed choices.” (Chamberlin 1998)

As an alternative to medical accounts of mental distress some service user
advocates have argued for a social model to be employed instead. Rather than
seeing such symptoms as innate problems they argue that mental distress is
made problematic by the attitudes of the wider community and that it is the
community which needs to change not the individual if the suffering and social
exclusion associated with mental distress is to be eliminated (Sayce 2000

pp.133-139). Sometimes it is not the illness a person has but their use of

mental health services which takes away their social standing.
“I have a neighbour who used to run inside when she saw me and now
ignores me. She will have seen dramatic incidents such as me being

taken to hospital by the police when I was very ill.” (Antoniou 2004)



Even professionals who might be expected to know better make assumptions
about the likely status of people with mental health needs:

“When I first decided to become active in the consumer movement, to
speak out and stand up, to be counted, I was very apprehensive and
unsure. My first experience of public speaking, following becoming ill,
was at a conference attended by psychiatrists, psychologists and

lawyers... The organisers of the conference included me in the program
as Dr Helen Connor, Psychiatrist. When I attempled to correct this

the conference organiser said ‘But of course you are a psychialrist,
look at the quality of your paper; well you must be a clinical

psychologist then, a consumer wouldn’t have written that paper’. That

hurt me deeply.” (Connor 1999)

Finally, some service users actively seek out alternative and individual
explanations of their distress, which they feel valorise aspects of their
experiences which are excluded from medical and sociological accounts of
illness. Rosalind Caplin, for example, describes how she valued the approach
taken by a homeopath she consulted:

“My label was not considered in the remedy — which was given on the
basis of my overall personal makeup, my emotional, physical and

energy states at the time. I was treated as an individual - a response

10



far removed from the psychiatric one, which still considered me to be

abnormal.” (Caplin 2000)
Other social factors which service users have identified as formative in their
experiences of mental distress include racism and gender bias from within the
community and within the ‘system’. Veronica Dewan, for example, writes
about how her suicide attempts as an adolescent were in part triggered by the
identity crisis she felt as the child of an Indian father and Irish mother
growing up in an Irish family (who had adopted her) in England. This feeling
of lacking an identity and its impact upon her were compounded by the
insensitivity of her local hospital when she arrived there asking for help:
“Back at A&E reception they ask you lots of questions... ‘Ethnic

background?’ Why? I have to tell someone - I don’t know how to
explain. Well, I was born here. He keeps staring at me. ‘I'm British.’
He taps his pen on the desk. ‘Where are your parents from?’ he insists.
Which parents, which ones? English and Irish, Irish and Indian.
‘Where are your parents from originally?’ ‘I'm mized Irish and
Indian.’ ‘Indian - that's what I thought’, he snaps and ticks the bozx for

Astans. But I'm - it’s just that — oh what’s the point?” (Dewan 2000)

Despite the significance of these self-understandings, many mad people
recount how they do not feel that the system empowers them to introduce

their own perspectives on their care into decision-making processes:

11



“At the end of the section my consultant..said to me ‘Your girlfriend
visits too much, it's bad for you.’ I had to bite my tongue - I'm still on

a section. He said to me, ‘When you are in hospital you complain a

lot.’
‘Yeah, that's right,’ I said.
‘Complaining is a symptom of your illness. Next time you come in,
we'll ignore them.’” (Shaughnessy 2000)
Shaughnessy’s description of how his attempts to influence the care he
received in hospital were in turn pathologised and thus defused are
acknowledged in research into user involvement (Barnes 1995, Rose 2001,
Hodge 2005) but rarely expressed so clearly. In addition he raises the issue of
how his legal status further disempowers him; being on a section means that
he is not in a position to disagree with this analysis. Christine McIntosh also
argues that rights to information are a prerequisite for patients wishing to
challenges decisions reached upon their behalf:
“..after much soul searching, I consulted a lawyer and was shocked to
discover that nowhere in law does il state that a patient has a

categorical right to be informed of their diagnosis...I have little recourse

against the very people who were supposed to look after my mental

welfare. I would happily trade the empty Patient’s Charter for a few

basic civil rights.” (McIntosh 2000)
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Rachel Perkins makes the further point that she needed information in order
to make treatment choices not only as an empowerment strategy but because
without it she couldn’t be an active participant in her treatment or reduce the
risks associated with ECT:
“.this was brought home to me when the consultant psychiatrist with
,

whom I work asked me questions like ‘What equipment did they use?’,
‘How many volts?’, ‘What anaesthetic?’, ‘What seizure length?’. My
rather pathetic answer - ‘I don’t know’ was greeted with the response:
‘Why ever not? I bet you know the name of the medication you’re
taking’...] have worked in mental health for many years and I did not
know these things. It transpires that they are important questions

especially for women.” (Perkins 2000)
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1.3 The voice of the service user in law and policy

1.3.1 Service user involvement policy in England and

Wales?

One reason why these accounts of feeling excluded from decision-making
should be surprising is that involving people in the decisions made about their
healthcare and treatment is a central objective of current healthcare policy in

England and Wales. Guidance on the delivery of care to people with mental

health needs describes patient involvement as playing a primary role in
ensuring better treatment outcomes (Department of Health (DH) 1999a, DH
2008a). However, the meanings attached to the term ‘involvement’ in research
findings on the effectiveness of involvement as a strategy are diverse and
confusing. Both professionals and service users have been actively involved in

rescarching service user involvement, sometimes to determine the significance

2 Another note on terms: the terms ‘user participation’ and ‘user involvement’ are used largely
interchangeably in the research literature in this area. Whilst some authors would imply that
the two terms connote very different things (Arnstein 1969, Chamberlin 1988) the distinction

between the two terms is not observed consistently. The term favoured in English and Welsh

policy-making is user involvement, and so for ease of reference that will be the term employed

here.
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of involvement for professional practice (Anthony and Crawford 2000,

Summers 2003), sometimes to highlight the lack of ‘real’ involvement for some
service users (Peck et al. 2002, Langan and Lindow 2004, Hodge 2005a) and
sometimes to develop a better understanding of related topics, such as the
origins of social movements (Crossley 1999) or the impact of consumer models
on health service provision (Barnes and Prior 1995). As a result it is not easy
to summarise what is known about service user involvement since knowledge
in this area is locally situated and contingent. However, the very fact that
involvement is seen as a distinct phenomenon and worthy of study is
interesting. People who use mental health services are inextricably involved in
their delivery: services could not be offered if there were not individuals there

to receive them. The phenomenon being described must be something beyond
the unremarkable degree of involvement implicit in simply receiving care and
treatment. This new ‘involvement’ must presumably be intended to change the
existing possibilities for communication within mental health settings, since
otherwise no new policy making would be required.

The bulk of references to service user involvement as a principle are
contained within national non-statutory regulations and policy documents.
There are also references to involvement as a practice in some guidance
documents published by international bodies including the World Health
Organisation and the Council of Europe. However, summarising the law on

service user involvement in personal care planning is simple. The law requires

15



the consent of patients for decisions relating to medical care and treatment
but does not expand on the requirement for consent to specify any particular
form of involvement in the decision reached. Mental health legislation in
England and Wales has historically been preoccupied with delivering
procedural justice to those subject to compulsory powers, and has avoided
addressing the more thorny issues of what mental health professionals might
be expected to do to ensure that service users feel meaningfully involved in
decisions about care. Since the Mental Health Act 1983 (MHA) is primarily
concerned with determining when the involuntary detention and treatment of
individuals in hospital may be lawful it is perhaps not surprising that it
originally omitted any reference to involving the service user in decision
making. Its operating assumption is that ordinarily service users will be able to
decide when they want care and treatment and that in those circumstances
they should be treated as identical in terms of rights to those using somatic

health services.

The expert committee convened to review the Mental Health Act
agreed with the view that the role of compulsory powers under statute should
be essentially residual, with the ordinary assumption being that treatment
decisions will be made outside of the law and on the basis of consent (DH
1999b). They recommended that the right to participation in assessment, care

planning and treatment should be one of a number of general principles given

an elevated status in any new legislation, but they make clear that they do not
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intend these principles to be interpreted as enforceable rights for service users.

The Government White Paper on ‘Reform of the Mental Health Act 1983’
(DH and Home Office 1999) did not accept the need for these general
principles, although it did assert that it was government policy to promote
involvement of service users and carers though other policy initiatives
(presumably the National Service Framework for Mental Health (DI 1999a)
and the revised guidance on the CPA (DH 1999c¢)). The final outcome of these
lengthy debates over mental health legislation for England and Wales has been
the introduction of a short act to amend existing legislation. The new Mental

Health Act 2007 does not contain a statement of principles, but S.8(2)a of the

Mental Health Act 2007 requires that the Secretary of State include a

statement of fundamental principles within the Mental Health Act Code of

Practice and 8.8 (2)b states that:

“In preparing the statement of principles the Secretary of State shall,

in particular, ensure that each of the following matters is addressed—
(a) respect for patients’ past and present wishes and feelings,

[and]

(d) involvement of patients in planning, developing and delivering care

and treatment appropriate to them,”
The latest version of the Code of Practice accordingly includes involvement

under the banner of the ‘participation principle’ (DH 2008b para.1.5).

However, the significance of references to involvement in this and other soft-
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law sources has not yet been given any attention by the courts. This is
perhaps not surprising given the legal status of the Code of Practice. In a
recent decision on the legal status of the Code of Practice a majority of the

House of Lords held that the Code could not be departed from unless there

were cogent reasons for doing so (R (Munjaz) v. Ashworth Hospital Authority

[2005]). But in the case in question (which concerned the application of a
seclusion policy within one hospital which was wildly at odds with that
prescribed nationally in the Code of Practice), the fact that medical opinion at
that hospital favoured not applying the Code justified the hospital’s decision
to apply a ditferent policy. In other words, the Code must be adhered to unless

the patient’s doctor favours not applying the Code. The weak status of such

regulatory documents means that a service user who wished to contest her
exclusion from decision-making might well be advised that she did not have a
case. It might also be the case that given the conceptual uncertainty attached
to the term involvement, any right to it as such would not make a radical
difference to service users.

Elsewhere, legislation has been used to ensure that health service
providers have a duty to promote community participation in decisions
relating to service planning and delivery (i.e. beyond merely personal care
planning). However, the history of legal reforms in this area has been

chequered. S. 11 of the Health and Social Care Act 2001 provides that
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“It is the duty of every body to which this section applies to make

arrangements with a view to securing, as respects health services for
which it is responsible, that persons to whom these services are being

or may be provided are, directly or through representatives, involved

and consulted on:
(a) the planning of the provision of these services
(b) the development and consideration of proposals for changes in
the way those services are provided, and
(c) decisions to be made by that body affecting the operation of
those services.”
The following year, s.20 of the NHS Reform and Healthcare Professionals Act
2002 required the Secretary of State for Health to establish a Commission for
Public and Patient Involvement in Health (CPPIH) (this section was further
amended by s.32 by the Health and Social Care Commission Healthcare and
Standards Act 2003). The CPPIH was intended to coordinate the creation of
patient and public forums in NS Trusts around the country and to evaluate
their performance. But in June 2004, after a review of spending on ‘Arms
Length Bodies’ across government it was decided to amend primary
legislation, abolish the CPPIH and create a new Patient and Public
Involvement Resource Centre which would be privately run but managed by
the NHS Institute for Innovation and Improvement. A new non-statutory

‘NHS Centre for Involvement’ which operates independently but under the
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auspices of the NHS was founded to replace the CPPIH in 2007. The CPPIH
had been instrumental in ensuring that every health trust in England and
Wales had a Patients Forum (PPI). However, these forums have in turn been

dissolved and replaced with Local Involvement Networks (LINks) under Part

14 of the Local Government and Public Involvement in Health Act 2007. The
continual upheavals in government policy on the promotion of patient
involvement has meant that although this strategy was first outlined in the

NHS Plan (DH 2000), it is still too early to comment upon what effects it is

having on service delivery on the ground.

LINks cover the same geographical areas as local authorities but must
be hosted by an organisation independent of both the local authority and the
NHS. They are intended to work on both health and social care delivery,
unlike the old Patients Forums. Many of them have connections to non-
statutory public consultation forums, such as those set up expressly by or for
service users. However, the degree of active involvement in service planning
they undertake is likely to be dependant both on local membership and the
relationship they have with health service providers. Although research into

these forums has not yet been conducted, the potential vulnerability to service
provider control of existing consultation bodies has been demonstrated in a

number of research studies (Pilgrim and Waldron 1998, Peck et al. 2002,

Diamond et al. 2003, Rutter et al. 2004, Hodge 2005a).
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The provisions of the Health and Social Care Act 2001 provide an
example of what seems to be a slightly paradoxical state of affairs. The
complexities of securing effective involvement at the service planning level
would seem to be far greater than those involved in promoting involvement as

a matter of policy (not just practice) at the personal level, and yet in national

policy terms it is the latter not the former which has been neglected. Some of
the historical and political reasons for this will be discussed in greater detail
later on. It is notable that in the most recent NHS Plan, commitments are

made to increasing the role service users play in making treatment choices and

increasing the say service users have in planning services at all levels of
delivery (DH 2000). However, a specific reference to involving people with
mental health needs is only made once: the Plan comments that service user
involvement forums should draw on the experience of specialist advocacy
organisations in working with people with mental health needs. It is not
suggested that specialist external advice should be sought before working with
any other category of service users. The Department of Health also
commissioned 12 research studies to look at the practice of increasing public
involvement in health service planning. Not one of these studies looked at
involvement in the context of mental health services and the subsequent
report contains no references to mental health service provision (DH 2004).

This would tend to support the view that policy makers have sometimes failed

to exclude mental health service users from the new consumer led agenda in
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the health service rather than chosen to include them. Mental health service
users have not even been an afterthought, which is why no attention appears
to have been paid to the question of how such choices could be exercised
within a context of potential compulsory treatment, growing public anxiety
about violence and the increasing use of extra-legal coercion within specialist
mental health services to ensure treatment compliance.
References to involvement in personal care planning and in service
planning are also sparse when one looks specifically at mental health policy
documents. However, Standard 4 of the National Service Framework for
Mental Health, which relates to care planning and delivery, states that:
“When service users are involved in agreeing and reviewing the [care]
plan, the quality of care improves, and their satisfaction with services
increases.” (DH 1999a)

And the latest guidance given by the Department of Health on care planning

in mental health also states that:

“..service users and their carers are partners in the planning,
development and delivery of their care [and] need to be fully involved in
the process from the start..Service users will only be engaged if the
care planning process is meaningful to them, and their input is
genuinely recognised, so that their choices are respected.” (DH 2008aa)
It seems fairly clear then, that involvement is something that the Department

of Health thinks mental health professionals and service providers should
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aspire to. However, as Chapter Five will outline, realising these aspirations has
proven difficult in practice, and this may be linked to the fact that whilst

involvement is widely endorsed, the reasons for involving service users are

rarely explained.

1.3.2 Involvement in international law and policy

Involvement is also mentioned in a variety of documents addressing the rights
of mad people that have been produced by international bodies including the
United Nations, European Union and the World Health Organisation. Since
the European Convention on Human Rights forms a justiciable part of English
law, it is the jurisprudence of the European Court of Human Rights (ECHR)
that might be expected to have the greatest impact upon the rights of mad

people. However, the ECHR case law on the rights of mental health service
users has been, if anything, even more preoccupied with procedural justice
than the national law. Commentators have noted that in many of the key
cases relating to the rights of people with mental health needs including
Winterwerp v Netherlands [1979] and Herczegfalvy v. Austria [1993], the
European Court has skirted round many substantive issues whilst reinforcing
the view that procedural measures alone can ensure convention compliance

(Fennell 2005, Richardson 2005, Bartlett et al. 2007 p.18). Although the

jurisprudence does not deal directly with the issue of involvement, the issue of

this focus on procedural justice is important because it demonstrates why a
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right to involvement, even if it existed, might lack any teeth. Bartlett and
Sandland (2007) suggest that the rulings in R (Wilkinson) v. Broadmoor and

MHA SOAD [2002] and R (Wooder) v. Feggetter and MHAC [2002] may

reflect a shift in the approach taken by judges in the English courts to cases in
which the application is a mental health service user. Both cases, however,
involved issues of traditional procedural justice, and they only suggest that the
courts may take a marginally more creative approach to determining issues of

administrative law in light of the Human Rights Act 1998 (HRA). It has not
been suggested anywhere that that HRA requires that the views of the service
user be given greater weight.

Fennell (2005) takes a gloomier view. He suggests that the ‘new human
rights agenda’ has been used to emphasise the role of government in
promoting the Art 2. right to life and therefore having a duty to protect the
public from harm at the hands of mad people and this has been at the expense
of service user’s rights not to be arbitrarily detained or treated. In this respect,
the HHRA may have even set back the agenda to promote rights for service
users to participation and autonomy. Richardson (2005) suggests a number of
directions which the courts could take in extending the reach of convention
rights beyond process, although she concludes that in most respects the
approach of the English courts to date has been disappointingly narrow.

The Council of Europe has however, made a recommendation on the

‘Protection of the Human Rights and Dignity of Persons with Mental
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Disorder’ (CoE 2004) which includes as a general principle the requirement
that where possible individuals should be consulted on their treatment plan

(Art.12.1). These guidelines are not intended to have binding effects on

member states and the UK is, in any event, not a signatory to the
Recommendation. Current English mental health law does not comply with a
number of the principles in the Recommendation, including the requirement
that a capacity based test be used to determine whether or not treatment
without consent is lawful (Art.12.2) and the requirement that decisions on

compulsory admission to hospital be made by a court or other competent body
(Art 20.2). Despite the fact that the Recommendation pays much greater

attention to substantive issues around the practices of mental health
professionals than the case law of the ECHR it nevertheless continues to pay

considerable attention to issues of process which perhaps reflect the largely

legal and judicial capacities of this organisation.

It is clear that the primary objectives of an organisation affect the way
in which they conceptualise involvement. The European Union, for example,
wants to establish an EU-wide strategy to improve mental health. They
perceive the economic impact of mental illness in particular as a growing

problem for member states. Their green paper on ‘Improving the Mental
Health of the Population’ (European Commission 2005) strongly advocates

public involvement in redesigning mental health services and reforming policy

in order to increase the efficiency of such services. The World Health
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Organisation in its 2001 World Health Report focussed on mental health and

made 10 recommendations to countries around the world on how to improve

mental health in their populations (WHO 2001 pg.110-2). Recommendation 5
was that policy makers should ‘Involve communities, families and consumers’.
The report argues that this should improve services and ensure that they are
better suited to the needs of the community. This echoes the statement on

involvement made in the National Service Framework for Mental Health
(1999a) but no supporting evidence for this claim is cited.

The United Nations in their “Principles for the Protection of Persons

with Mental Illness” (High Commission for Human Rights 1991) state that

“The treatment and care of every patient shall be based on an individually

prescribed plan, discussed with the patient,” (Principle 9.2) and that patients
shall be “involved as far as practicable in the development of the treatment
plan.” (Principle 11.9). These principles cannot be enforced by individuals,
and, unlike other similar documents, there is no body charged with monitoring
their implementation. Their use as a tool for advocates and individual service

users is therefore limited (Rosenthal and Rubenstein 1993). Gendreau (1997)
points out that the Principles, rather than reinforcing the rights of people with

mental health needs to non-discrimination, instead delineate when such

discrimination is acceptable; in the process they make such discrimination

casier for states to justify. In an analysis which bears some similarity to that

26



of Fennell cited above she asks: “Is this the unavoidable effect of the explicit
recognition of psychiatric patients’ rights at the international level?”.

A new and hopefully less overtly discriminatory approach is adopted
under the UN Convention on the Rights of Disabled People. The Convention
includes mental disorder within its definition of disability for the first time,
and places a number of obligations on state parties to work towards securing
positive social inclusion for disabled people. Significantly, it places considerable
emphasis upon participation, and creates specific rights to participation in
political and public life (Art. 29) and participation in cultural life (Art. 30). It

is also the case that during the drafting of the convention considerable
attention was paid to the views of disabled people. The Ad Hoc Committee
appointed to draft the convention took an unprecedentedly open approach to
promoting the involvement of civil society in its work, and placed considerable
emphasis on the need to hear evidence from disabled people (including people
with mental illnesses) (Light 2005). The Convention was only ratified in
March 2007, and the United Kingdom is only a signatory to the Convention
itself and not to the Optional Protocol which allows for individual complaints,
so it is too early yet to assess what impact, if any, this much more robustly
worded document will have on the right to participation enjoyed by mad

people in England and Wales.

It is worth noting that the WHO and EU recommendations conflate

the roles of service users, their carers and the wider community into public
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involvement even though their agendas may often conflict. Barnes and Bowl
(2001 pp.42-3) discuss the prevalence of this conceptual confusion, and suggest
one reason for it is that, historically, carer led campaigning groups often

presented their agendas as being identical to those of the people they care for

in order to increase their political leverage. Similarly, the rhetoric of some

groups campaigning on public safety issues such as the Zito Trust and SANE
might lead people to believe that their primary concern is the promotion of
rights for mad people. This confusion is not helpful for mad people who are
trying to argue that they have a distinct contribution to debates about the
services they and others receive. As a result the extent to which the
recommendations of the WHO and EU really indicate a commitment to
meaningful involvement for mad people is debatable.

The extent to which individuals with mental health needs are excluded
from the decisions made about their lives is both unsurprising and surprising.
It is unsurprising because mad people are often assumed to be incapable of
exercising decision making powers in their own best interests. Indeed the
earliest legal interventions designed to protect the interests of people with
presumed mental health needs were occasioned in part by the need to protect
them from making poor decisions about the allocation of their property

(Bartlett and Sandland 2007 p.17). But empirical research conducted into the
operation of care planning processes tends to assume that people are ordinarily

excluded from the settings within which decisions about care are reached and
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therefore can have little control over their outcomes (Pilgrim and Waldron
1998, Anthony and Crawford 2000, Peck et al. 2002). It is abnormal insofar as
mental health law typically begins with a presumption that individuals enjoy

physical and mental autonomy, and are not merely capable but are also the

best people to make decisions about their lives. And for many people with
mental health needs, who have never been subject to legal compulsion of any
sort and who have little contact with specialist mental health services, such a
model makes sense. From this perspective, it is the legal assumption that
people with mental health needs should not have their liberty infringed

unnecessarily which appears innovative.

The law, however, is an imperfect ally because the available evidence
on involvement suggests that it is as yet imperfectly defined (see Chapter Five

pp.183-92) and cannot readily be reduced to the narrow set of procedural and

substantive distinctions which the legal system is typically capable of
observing. For example, it is notable that whilst the emergence of evidence

based psychiatry has led to increasingly nuanced accounts of mental disorder

(the current Diagnostic and Statistical Manual of the American Psychiatric

Association (DSM IV-TR) contains considerably more diagnostic possibilities
than those available to nineteenth century physicians), legal constructions of
the individual with mental health needs continue to revolve around a handful

of key attributes such as capacity and dangerousness, which are held to

contain as much information as it is necessary for law to grasp about an
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individual before pronouncing upon the legality of an intervention. Most of all
the need for legal decisions to be binding over time and across cases with
similar facts does not reflect the contingent nature of mental disorder itself.
The contingency of mental disorders can be observed from the fact that their
symptoms, and consequently diagnoses and treatment plans, are dynamic
rather than static, and can change within timescales far shorter than those
within which the law operates. But the contingency may also arise from other
elements of the social context. Peay (2005) provides an example of this when
describing a study of how doctors and social workers reach decisions on
whether or not to compu<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>