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ABSTRACT 
 

 

This thesis examines ways in which social policy supported by successive 

Conservative and Labour Governments has affected the British 

User/Survivor Movement (BUSM) since the introduction of the 1990 NHS 

and Community Care Act.  It focuses on the formalising effects of 

community care policy, and the discursive resistance tactics of 

user/survivor activists in opposition to formalisation of their movement. 

 

The aims of the thesis are: firstly, exploration of the contradictory potential 

of community care policy where there is a formal relationship between 

local and/or health authorities with mental health services user/survivor-led 

groups; secondly, tracking New Labour’s policy agenda and the responses 

of user/survivors; finally, an attempt to develop a user/survivor theoretical 

standpoint towards community care policy. 

 

To achieve these aims the following were undertaken: a literature review 

which informed the development of a theoretical standpoint; interviews 

with user/survivor pioneers of the movement; and interviews with 

discussion groups of user/survivors who were active at local, regional, 

and/or national level. Analysis of respondents’ statements was completed 

using a theoretical standpoint based on Feminist/Foucauldian 

methodology. 
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The chosen methodology resulted in an amended theoretical standpoint to 

take account of the use of reason by user/survivors and the creation of 

taxonomies which describe ways in which user/survivors discursively resist 

formalisation. These results formed the basis for the main conclusions 

which are as follows: first, user/survivors who engage in 

‘consumerist’/empowerment activities, such as advocacy or involvement, 

can rightly claim to be challenging existing power relations; second, 

user/survivors entering into formal relationships with health/social services 

authorities do not necessarily reproduce discriminatory forms of care; third, 

although the culture of the BUSM has changed since the late 1980s, 

user/survivor activists are still trying to keep informal/empathic values 

alive; fourth, a danger exists that user/survivors will be pushed out of 

providing services and relegated to being the objects of consultation; and 

finally, there is a need to challenge the reason/unreason dichotomy 

enabling New Labour to characterise user/survivors as ‘dangerous’. 

 

The distinctive focus of this thesis on theoretical standpoint and discursive 

knowledge provides the basis for its contribution to theoretical and social 

policy debates in the field of mental health. 
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INTRODUCTION  
 

 

Why and how the British User/Survivor Movement (BUSM) expanded from 

an estimated 23 groups in 1987 (Barker and Peck 1987: 19) to at least 

896 groups by 2003 (Wallcraft, Read and Sweeney 2003: 92), and what 

has been the effect of community care policy, were virtually unexplored 

issues when I began the research for this thesis in 1999. In and of itself, 

that justified my attempt to undertake a theoretical and empirical 

investigation of their impact on the movement. Since 1999 two studies 

(Barnes and Bowl 2001; Wallcraft, Read and Sweeney 2003) have added 

to the available evidence, although they differ from each other, and from 

this thesis, in several key respects. Barnes and Bowl explore the 

dimensions of, and strategies for, empowerment amongst user/survivors 

(2001: 25), whilst Wallcraft, Read and Sweeney aimed to ‘describe and 

analyse the mental health user/survivor movement in England’ with 

particular reference to Black service users; to ‘describe and analyse the 

state of the mental health service user/survivor involvement in England'; 

and to ‘make policy recommendations’ (2003: 1). Even though it is 

inevitable that some of the same issues are addressed, the aims of this 

thesis are distinct in that they are principally concerned with attempting to 

identify emergent user/survivor discourses in relation to the effects of 
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community care policy on the movement since 1990 (the year of the NHS 

and Community Care Act). This concern will become more evident as I 

offer a brief introduction to the chapters that will follow. 

 

In the first part of the thesis, Chapters 1 to 4 provide the rationale for the 

overall research programme. Chapter 1 identifies art, philosophy and 

mysticism as consistent historical activities in which madwo/men have 

expressed themselves over the centuries, a role that gives lie to the 

Enlightenment notion that the knowledge of madwo/men has no value 

because it is the antithesis of reason. The chapter then examines the 

history of control and exclusion that followed the Enlightenment through 

the confinement of user/survivors in the asylum system before various 

explanations for the deinstitutionalisation that began in the mid twentieth 

century are evaluated. The consumerist policies to emerge as a strong 

New Right political discourse in the 1980s, and the 1990 NHS and 

Community Care Act to which they gave rise, are then explored. The 

chapter ends with an examination of the policies of the New Labour 

Government towards community care and people in mental distress. 

Chapter 2 provides an outline of the variety of mental distress models. The 

medical model is examined prior to a discussion of anti-psychiatry through 

the works of Fanon, Szasz, Laing, and Goffman. This is followed by a 

commentary on the ‘brain disease’, ‘individual growth’, ‘libertarian’, and 

‘social’ models of mental distress before presenting the self-constructions 

of user/survivors themselves in an exploration of their writings on 
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spirituality, psychology, and ‘Pride’. I provide in Chapter 3 an examination 

of the British User/Survivor Movement (BUSM) which addresses BUSM 

history, including the Mental Patients’ Union (MPU) and national 

user/survivor groups in the period 1974 – 2002; the growth of local groups; 

the impact of consumerism and contracting; the issue of diversity within 

the BUSM; and the effect and power of user/survivor activity. Finally, 

Chapter 4 covers research methodology and methods. The chapter begins 

with a discussion of why a user/survivor standpoint is needed and what it 

might include. This involves an exploration of Sandra Harding’s work as 

well as a discussion of whether Britain is a mentalist society and whether, 

in particular, medicine and science are mentalist; how social 

constructionism can be used to set the boundaries of a user/survivor 

standpoint; and the value of Foucauldian analysis for a user/survivor 

standpoint. In the latter part of the chapter, issues related to methods, 

such as aims and objectives, data collection, sampling, ethics, interview 

methods, bias, validity, and analysis, are addressed. 

 

In the second part of the thesis, the interview findings are presented and 

analysed in Chapters 5 to 8 (one-to-one interviews explored user/survivor 

pioneer views about the effect of mental health policy on the movement 

and their responses to it; whilst discussion group interview respondents 

were asked for their views on my analysis of the interviews with pioneers 

and their comments on issues which may be included in a user/survivor 

standpoint). The structure adopted to present and analyse the data 
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derives largely from the aims of the thesis which generated the following 

major questions:  

• In what sense are user/survivors really ‘consumers’ of mental health 
services? 

• What has been the effect of community care policy on the user/survivor 
movement? 

• How successful has the user/survivor movement been in the 
advancement of all user/survivor perspectives? 

• How do user/survivors respond to Labour’s mental health agenda? 
• What should be the politics and organisational culture of the 

movement? 
 

Adopting a common structure for Chapters 5 to 8 has assisted me both in 

highlighting the main themes emerging from the data and drawing 

comparisons between what the respondents said, and my analysis of their 

comments, at different stages of the research process.   

 

Chapter 5 presents the data from the interviews I conducted with 

‘pioneers’ of the user/survivor movement in the format outlined above. In 

Chapter 6 I offer my analysis of these findings, identifying emergent 

discursive tactics of resistance to formalisation induced by contractual 

relationships between purchasing authorities and BUSM groups. The 

identification of the central significance of formalisation to the pioneers 

required an additional section to the structure set out in the previous 

paragraph. Chapter 7 presents the data collected from discussion groups 

of user/survivors convened to consider my preliminary analysis of the 

interviews with pioneers. In order to establish whether there are any other 

issues a user/survivor standpoint needs to consider, discussion groups 

were asked to consider the following question in addition to the questions 
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outlined earlier: ‘What are the ‘real’ relations between society and 

madness?’ The analysis of the discussion group findings is presented in 

Chapter 8, within the structure already described but with the addition of a 

section analysing respondents’ statements in relation to the question set 

out in the last sentence.  

 

The third and final part of the thesis consists of a set of conclusions. 

Chapter 9, firstly, draws together the conclusions from the second part of 

the thesis and relates them to the literature review set out in the first part; 

secondly, addresses each of the thesis aims contained within Chapter 4; 

and, thirdly, attempts to evaluate the strengths and weaknesses of the 

methodology on which the conclusions are based. 
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CHAPTER 1: SOCIAL CONSTRUCTIONS OF MADNESS 
AND MENTAL HEALTH POLICY 
 
 
 
 
 
Literature review approach, scope, and evaluation of 

quality 

 

The approach of the literature review that unfolds in the first three chapters 

is to identify useful information, establish the knowledge base of the 

subject, increase my own knowledge base, identify gaps in knowledge, 

establish a context, and write a critical discussion of the literature (see 

Finn 2005: 89-90). In terms of scope, the literature often selected itself. 

This was the case in Chapter 2, where the critical discussion centred on 

original texts about social constructions of severe mental distress where 

the impact of particular 1960s anti-psychiatrists is recorded by mental 

health commentators such as Jones (1993), or where user/survivors 

and/or their allies have only recently (late 1990s to early 2000s), and 

sparingly, begun to develop their own self-constructions. Self-selection 

also played a major role in Chapter 3 in so far as there is not a wide 

selection of literature written about the British User/Survivor Movement 

(BUSM). Indeed, this thesis is only the third major study of the movement. 

It is only in Chapter 1, in respect of mental health policy, that I had the 

possibility of using a widespread exclusion strategy. Clearly it was 

appropriate to focus on texts about the British experience, and this was 
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done. Furthermore, I chose to include literature based on whether it 

provided a theoretical insight into British mental health policy, such as that 

offered by Marxism or Post-structuralism. Once these inclusion criteria 

were implemented, a small number of theoretically informed mental health 

texts selected themselves. 

 

In terms of evaluating the quality of the literature within this review, it is 

clear, from the above paragraph, that my concern is to produce a critical 

narrative about mental health policy in general, social constructions of 

severe mental distress, and the history/activities of the BUSM. I contend 

that this narrative approach is sufficient for the purposes set out at the 

start of the above paragraph, and moreover, that a systematic review 

approach which attempted to compare quantifiable data was not possible. 

The reason for this is that survey data on the subject of the BUSM was 

not, with the notable exception of Wallcraft, Read and Sweeney (2003), 

available. The quality of the literature included in this review, however, can 

be identified in two particular ways. First, original theoretical perspectives 

critically examined in this review, such as those on mental health policy 

and original anti-psychiatry texts, are referred to in mental health policy 

literature (see Jones 1993; Rogers and Pilgrim 1996). Second, the self-

selecting nature of most of the literature critically examined indicates a 

particular strength of this review is that it excludes very little. 
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Introduction to chapter one 

 

 

In the methodology it is argued that a primarily Foucauldian informed 

reading of the literature is the most appropriate approach for making sense 

of the issues addressed in the first three chapters. A Foucauldian 

approach was also acknowledged as being of some value in the 

development of a user/survivor standpoint, and thence throughout the 

discussion of primary data. This chapter represents the first major 

application of the approach in this thesis. Here a Foucauldian approach 

will be used, firstly, to explore historical examples of the social 

inclusion/exclusion of people with mental health problems and, secondly, 

to examine the claims of academics from other theoretical schools 

concerning both the expansion of community care, and the consumerist 

and stakeholder policies of Conservative and New Labour Governments 

respectively.   

 

This chapter opens by considering the social inclusion of user/survivors in 

the fields of art, philosophy and mysticism by dint of disrupting accepted 

reality (which is very different from the highly disciplined social inclusion 

for user/survivors to join the workforce apparent in contemporary social 

policy); next, social exclusion, in the form of confinement in asylums, is 

examined; then, various theoretically-based explanations for the 

expansion of community care policies in the latter half of the twentieth 
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century are evaluated; and finally, the exclusionary and inclusionary 

potential of community care under Conservative and New Labour 

governments is considered. As much of what follows relates to post-

Enlightenment social relations between the ‘sane’ and the ‘mad’, this 

relationship, which has a history dating back millennia rather than 

centuries, is explored in the next section. This chapter, and the following 

two chapters, provide a context from which to consider the claims of 

respondents, and my analysis, in Part Two. 

 

 

Some thoughts on the history of social relations 

between the ‘sane’ and the ‘mad’ in Europe 

 

There are a number of academic works outlining the history of European 

social relations with the ‘mad’ (see Jones 1960; Foucault 1967; Scull 1979; 

Busfield 1986; Porter 1987; Rogers and Pilgrim 1996) which have 

concentrated mainly on the social exclusion of people in mental distress. 

The history of the social exclusion of people deemed to be mad dates from 

the Old Testament through to the private mad-houses of the middle ages, 

the asylum system and now community care. I will examine these issues 

later in this chapter so I propose now, in order to show that exclusion is not 

the only historical response to madness, to offer some thoughts on how 

people in mental distress have been socially included over the past two 
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millennia, and what this may mean to user/survivors seeking to be socially 

included in the present.   

 

Foucault argues that madness can only survive on its own terms through 

art and philosophy where: 

 
…by the madness which interrupts it, a work of art opens a void, a 
moment of silence, a question without answer, provokes a breach 
without reconciliation where the world is forced to question itself 
(1967: 288). 

 
 

He further asserts that the ‘rational’ world measures itself by the works, or 

questions posed by Nietzsche, Van Gogh and Artaud (Foucault 1967: 289) 

which suggests that ‘madness’ has a vital role to play in civilisation. As 

someone with a Catholic background it seems unlikely that Foucault 

overlooked the religious space where madness can exist on its own terms.  

Nevertheless, he concentrates on the space opened up by art and 

philosophy. Whatever the reasons for the omission of the religious space, 

used by people such as Joan of Arc, Martin Luther, Teresa of Avila, John 

Bunyan and Julian of Norwich to explore their distressed and/or mystic 

experiences, this space will not be omitted from this thesis. Therefore, I 

propose to identify some famous mad artists, philosophers and mystics 

and examine their social inclusion, before looking at the history of social 

exclusion and the development of community care. These examples of 

well-known mad artists, mystics, and/or philosophers is intended to 

illustrate how user/survivors as a mass can use their experience and be 

socially included. Indeed, art therapy (see Poetry Express 2003), 
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spirituality (Faulkner and Layzell 2000: 84-8), and the increasing interest in 

philosophy as a therapy (http://home.vicnet.net.au/~exist/pdf/2003_ 

March.pdf – Site accessed 21 November 2005) suggest that the many 

within the user/survivor population are already seeking social inclusion in 

these areas.  

 

 

Art 

 

Recognition of a possible link between artistic genius and madness 

extends back beyond Ancient Greek society and was mythologised by that 

society in the story of Dionysus who, as a young man, experienced 

madness and suffering but also incredible ecstasies.  Ancient Greeks 

believed that creative inspiration and sanity followed Dionysian rituals of 

worship which included brutal blood feasts that symbolised new life and 

creation from destruction and chaos (Jamison 1994: 50). Connections 

between creativity and madness continue to this day and their persistence 

is not without foundation as the following list (abridged from a more 

comprehensive list, see Jamison 1994: 267-270) of examples of some of 

the most famous deceased writers, composers, musicians and artists who 

experienced distress testifies: 

 
 
Poets    
Antonin Artaud William Blake

  
Rupert Brooke
  

Robert Burns 

G. Byron  Samuel Coleridge Emily Dickinson T.S. Eliot 
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Victor Hugo  John Keats Robert Lowell Boris Pasternak 
Sylvia Plath  Edgar Allan Poe Ezra Pound Alexander 

Pushkin 
Percy Shelley
  

Alfred Tennyson Dylan Thomas Walt Whitman 

Writers    
Hans Andersen John Bunyan Joseph Conrad Charles Dickens 
William Faulkner F. Scott 

Fitzgerald 
Maxim Gorky Graham Greene 

Ernest 
Hemingway 

Hermann Hesse Henrik Ibsen Henry James 

Eugene O’Neill John Ruskin Mary Shelley  Leo Tolstoy 
Tennessee 
Williams  

Mary 
Wollstonecraft 

Virginia Woolf Emile Zola 

Composers and 
Musicians 

   

Hector Berlioz
  

Anton Bruckner Edward Elgar
  

George Frideric 
Handel 

Gustav Holst  Gustav Mahler
  

Sergey 
Rachmaninoff 

Giocchino 
Rossini 

Robert 
Schumann 

Peter 
Tchaikovsky 

Irving Berlin  Charles Parker 

Cole Porter    
Artists    
Paul Gauguin
  

Vincent van Gogh Michelangelo Edvard Munch 

Jackson Pollock Dante Gabriel 
Rossetti 

  

 
 
 

Clearly art, literature and music are indebted to people who might now be 

termed ‘user/survivors’ and it is easy to see why they are, and were, 

socially included into those worlds. In fact, madness is so closely identified 

with creativity in artistic circles that Robert Lowell was unable to get 

immediate support whilst he spiralled towards a breakdown as his 

academic and student admirers chose not to heed the concerns of his wife 

because they believed he was living up to their ideals of how a real poet 

should behave (Jamison 1994: 4-5). 
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Philosophy 

 

It may be surmised that the behaviour associated with madness is not 

encouraged within philosophy departments to the same degree as it is 

within artistic circles. Nevertheless, the following names indicate people 

who experienced mental distress have played an important role in modern 

philosophical enquiry: Auguste Comte, Soren Kierkegaard, Freidrich 

Neitzsche, Max Weber, Kate Millett and, of course, Michel Foucault. Here 

are the founder of the discipline of sociology; the first existentialist 

philosopher; the pioneers of relativism and rationalisation; a leading 

exponent of second wave feminism; and a leading post-structuralist who 

also heavily influenced the development of post-modernism. Kierkegaard 

and Neitzsche wrote most of their works after early retirement from 

university life but were able to survive because of a private income and a 

pension respectively. The question of financial support and the discipline 

of academic work may have an impact in drawing more of the most gifted 

amongst the mad population towards art and literature rather than 

philosophy (it is also the case that many user/survivors engage, and are 

socially included, in art and literature [often as therapy] when financial 

rewards are unlikely – see Poetry Express 2003). Firstly, the financial 

rewards associated with academic works are not as potentially great as 

those in the arts. Secondly, relative to the artistic world, the regular 
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teaching, publishing and bureaucratic pressures of academic life may be 

difficult to combine with mental conditions which allow full working 

engagement only intermittently.  Thirdly, also in contrast to art and 

literature and despite the cliché of the ‘mad professor’, madness is not 

seen as a potential qualification for the study of philosophy. 

 

 

Mysticism 

 

Religion offers people in mental distress a number of opportunities which 

they might otherwise find in art or philosophy as well as an alternative 

discourse for understanding their madness. Firstly, voices, visions and 

obsessions are seen as essential elements of mystical experiences which 

underpin religious belief.  Secondly, no matter how ‘sinful’ the behaviour, 

voices or thoughts of mentally distressed people - some religious groups 

have been willing to welcome them into their communities and institutions, 

and even support them financially as monks, nuns and priests. Thirdly, 

mental distress is explained as separation from God or nature and is 

addressed by prayer, meditation, moral instruction and work. Fourthly, 

although the spiritual journey is often a quest for perfection it does not 

assume that imperfection is unnatural (indeed, in Christian theology, 

humanity is born into sin), or that perfection is attainable for everyone. Of 

course there are historical examples of how spiritual communities and 

religions have connected madness with ‘evil’ and with oppressed people 
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who experience mental distress: these include the burning of ‘witches’ and 

the Spanish Inquisition (who interviewed St Teresa of Avila in order to 

brand her a heretic). Nevertheless, history is also littered with people 

experiencing mental distress who found support from religious 

communities and, in Europe, many of these people became Saints (see 

James 1960/1901/2). 

 

Elements which link the involvement of mentally distressed people in art, 

philosophy and mysticism are: the ability to earn a living in an environment 

where the emphasis is on ideas and mental experience; relative flexibility 

in workplace discipline; the opportunity to express insights drawn from 

experiences of distress; the possibility of being part of a community; and 

the possibility of resisting those who say that ‘unreason’ has nothing useful 

to say. This brief examination of the role played by people who 

experienced mental distress is intended to support the connection, made 

by Foucault, between madness and civilisation. The implication for 

user/survivors is that there are spaces for them to express themselves, 

earn a living, gain respect and contribute to society in striking ways.  

Clearly user/survivors should expect society to encourage, include and 

support them in these spaces where others have proven their potential 

capabilities. Nevertheless, the successes of user/survivors (and the unpaid 

interest/social inclusion many user/survivors have in art, mysticism, and 

philosophy - see Poetry Express 2003), in these spaces in no way 

ameliorate the social exclusion of millions of mentally distressed people in 
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virtually every other area of society and these successes serve to highlight 

this.   

 

 

A history of control and exclusion 

 

Some of the first accounts dealing with the social exclusion of people in 

mental distress can be found in the Bible. In the Old Testament book of 

Daniel even the powerful King Nebuchadnezzar of the Babylonians, who 

conquered Israel and took many of its inhabitants into exile, is brought 

down by madness. He is described to have been banished from human 

society, living in the wild, ‘until his hair grew long like goats’ hair and his 

nails like eagles’ talons’ (British and Foreign Bible Society 1961: Daniel 4 

28-33). In the New Testament there are numerous descriptions of Jesus 

casting out demons from people who lived on the margins of society. 

Whatever the historical accuracy of these accounts, they are evidence that 

the social exclusion of people in mental distress would have been 

commonplace before the Common Era. Before the Enlightenment 

madness was understood in Europe through a Christian discourse which 

differentiated ‘demonic possession’ from ‘heavenly ecstasy’ as part of the 

individual struggle to conquer sin. Therefore, social exclusion was not 

inevitable. Nevertheless, even with the absence of large-scale prisons, 

workhouses and asylums it is likely that efforts were still made to control 

people in mental distress. The psychiatrist Edward Shorter argues that the 



 

 28© David Armes 2006 

pre-industrial religious order, ‘...had a horror of those who were different 

[and], an authoritarian intolerance of behaviour that did not conform to 

rigidly drawn norms...(1997: 2). Shorter looked to the more recent past to 

support his argument, and the census of the ‘mad’ in 1870 Fribourg. That 

census revealed that one fifth of the ‘mad’ population were under restraint 

in their family homes (1997: 3). If these figures show how Europeans 

controlled people in mental distress before the creation of the asylum 

system then it points to a situation where four fifths of the ‘mad’ were 

allowed to go about their daily lives relatively unhindered. It may also be 

the case that those who were restrained were among those who were 

most distressed and, in this respect, there is not a great deal of difference 

between 1870 Fribourg and twenty first century Britain, where a significant 

proportion of the user/survivor population, often the most distressed, are 

also restrained in mental health units and prisons. It is quite possible that 

Foucault, for all the criticisms of his approach to historical data (Gutting 

1994: 47-54), may have been right when he asserted that reason and 

madness coexisted in free competition (1967: 64) before the 

Enlightenment provided the will, and the industrial revolution provided the 

means (and partially the will, as regards the economically unproductive), to 

forcibly segregate ‘lunatics’ from the emerging urban population. 
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The great confinement 

 

In Britain, the will to control people in mental distress through powers of 

custody in asylums first emerged in medieval London, the only city with a 

population in excess of 50,000. Bethlam Hospital (Bedlam) probably 

started to specialise as an insane asylum in the fourteenth century 

(Busfield 1986: 203).  The creation of this hospital indicates a link between 

urbanisation and asylum type control. The threat posed to the dominant 

social order by the poverty, unemployment and crime associated with 

urbanisation, which would later feature as a driving force behind the 

development of nineteenth century institutions of control, can be assumed 

to have been linked with madness at the time Bedlam was given its 

charter.  The existence of Bedlam in the 1300s suggests that urbanisation 

had at least as great an influence on the perceived need for an asylum 

system as the ascendancy of reason that Foucault emphasised. 

 

Foucault dates the start of the segregation of the European ‘mad’ to ‘1656, 

the decree that founded, in Paris, the Hôpital General’ (1967: 39). The 

‘Great Confinement’ in England did not begin in earnest, however, until the 

nineteenth century (see Barham 1992; Jones 1993; Rogers and Pilgrim 

1996). The certification of madness exploded in nineteenth century 

England. In 1827 there were 1,046 certified lunatics in county asylums; 
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this figure increased to 74,004 in 1900 (Busfield 1986: 259). Foucault, it 

has already been noted, placed the reason for the expansion of 

confinement at the door of the triumph of reason in the 17th/18th centuries 

but other factors have been put forward.   

 

Edward Hare, writing in 1988, argues that there was a real increase in 

insanity starting in the early nineteenth century (cited in Rogers and 

Pilgrim 1996: 47). Hare, however, offers no explanation as to why the vast 

majority of those incarcerated in asylums during this period were paupers 

(Barham 1992: 69).  Andrew Scull asserts that there was a widening of 

Victorian psychiatric definitions of ‘madness’ which included many more 

paupers under the category of ‘insane’ (Barham 1992: 69-70). Scull 

attributes this expansion of boundaries to a wider capitalist transformation 

which entailed the use of institutions for disciplinary purposes to control 

the economically less active (1979 cited in Rogers and Pilgrim 1996: 48-

49). Rogers and Pilgrim (1996: 45) assert there to be general agreement 

amongst commentators that government interest in madness was 

stimulated by the central role of benevolent, humanitarian, evangelical and 

Benthamite philanthropists. Kathleen Jones (1993), who is a major 

proponent of this view, places nearly all her emphasis on the agency of 

these ‘benevolent’ individuals in the development of the Victorian asylum 

system. Others, such as Mechanic (1969), see a breakdown in family and 

community support networks, caused by industrialisation, as the reason 

why madness was no longer tolerated in the nineteenth century (Rogers 



 

 31© David Armes 2006 

and Pilgrim 1996: 47-48). The expansion of psychiatric definitions (see 

Scull, 1979) and administrative changes in the Poor Law (see Rogers and 

Pilgrim, 1996) are also cited as reasons for the rise of asylums in the 

nineteenth century. 

 

From a Foucauldian perspective, most of these explanations for the rise of 

the asylum system can be understood within the framework of anatamo-

politics (the regulation of individual bodies) and bio-politics (the regulation 

of whole populations) which Foucault implicates in the construction of 

human sciences, such as psychiatry and psychology, in the nineteenth 

century. Turning first to the explanations that cannot be completely 

accounted for by a Foucauldian position, Hare’s argument that there was a 

real increase in the instances of insanity is challenged by twentieth century 

research that claims, in the case of schizophrenia, for example, an 

international regularity in prevalence of between 3 and 10 per 1000 across 

cultures and regardless of economic development (Tsuang and Faraone 

1997: 36-37).  Furthermore, the fact that the majority of those incarcerated 

in the asylum system were regarded as ‘pauper lunatics’ points to the 

system being used as a form of bio-politics to control the poor. This said, 

whether ‘mental illness’ is caused by poverty or is a cause of poverty is still 

disputed because today’s user/survivors live in poverty, more often than 

not, making either case difficult to prove (Tsuang and Faraone 1997: 65-

66). Nevertheless, identifying a link between ‘mental illness’ diagnoses 

and poverty does not, in and of itself, satisfactorily account for the massive 
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increases in asylum admissions that took place in nineteenth century 

Britain. Administrative changes in the ‘Poor Law’, however, which 

rewarded local authorities for transferring ‘pauper lunatics’ from 

workhouses to asylums (Rogers and Pilgrim 1996: 49-50) can seen as a 

form of bio-politics where each pathologised community is segregated 

according to kind. The popular belief nevertheless, asserted by Jones, that 

asylums were the brainchildren of philanthropic individuals motivated out 

of humanitarian concern, presents difficulties from a Foucauldian 

perspective. This raises the question of agency, which Foucault 

problematised by stressing the importance of power/knowledge discourses 

that rob us of the idea of a controlling, dominant agent holding power in 

their own right (Rouse 1994: 106). Certainly, there is no space to enter into 

a discussion of agency here but it should be noted that Foucault would 

have located the ‘benevolent agents’ thesis within liberal discourses 

around individualism that emerged in the Enlightenment. My own view is 

that the intervention of philanthropists was probably guided by the 

discourse of ‘reason’ which transformed people in mental distress into a 

problem and that this problem required urgent attention because of the 

pressures of urbanisation.  Indeed, as has been noted in the case of 

Bedlam, asylums can be built to control an urban population regardless of 

any philanthropic motives.  

 

The remaining theories surrounding the growth of the asylum system can 

be accommodated within a Foucauldian framework. Firstly, the widening of 
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the boundaries of what is defined as a ‘mental illness’, described by Scull, 

fits neatly into the notion of anatamo-politics where psychiatrists identify, 

label and pathologise ever increasing mental states and behaviours under 

the clinical gaze which attempts to discipline people according to evidence 

of what is regarded as normal. These norms often reflected the ideological 

concerns and prejudices of the day which informed the construction of 

‘mental illnesses’, such as ‘hysteria’ for women who did not conform to 

notions of passive femininity (Barnes and Bowl 2001: 70-1), and 

undoubtedly pathologised the poor who could not conform to factory 

discipline. Mechanic appears to argue that the disciplinary bio-politics of 

the asylum were an inevitable result of decreasing toleration of the ‘mad’ 

due to the family and community breakdown associated with urbanisation. 

In this sense he does not challenge a Foucauldian perspective, although 

Foucault would have explained the rise of bio-politics by reference to the 

relationship between power and knowledge with notions of 

family/community breakdown being an object of that nineteenth century 

scientific knowledge. Prior to addressing twentieth century community care 

it is important to return to Jones’ philanthropic thesis and its relationship to 

Foucauldian theory. The philanthropists admired by Jones claimed to be 

interested in the possibilities of curing ‘mental illness’ through the ‘moral 

therapy’ techniques pioneered by the Quaker Samuel Tuke at ‘The 

Retreat’ in early nineteenth century York. The idea was that providing 

‘lunatics’ with fresh air, Christian instruction, nutrition and regular work in a 

rural setting designed for small numbers of unfettered patients would 
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improve mental health. Not surprisingly, especially because the patients 

were also Quakers, ‘The Retreat’ was asserted to be a success and a 

model for the future of asylum care (Busfield 1986: 211-215; Rogers and 

Pilgrim 1996: 41-42). Foucault did not see ‘moral therapy’, even with the 

unshackling of ‘lunatics’, as an improvement in that it, ‘...substituted for the 

free terror of madness the stifling anguish of responsibility; fear no longer 

reigned on the other side of the prison gates, it now raged under the seals 

of conscience...The asylum no longer punished the madman’s guilt, it is 

true; but it did more, it organised that guilt;..’ (1967: 247). I am not however 

entirely convinced by Foucault’s argument. Tuke’s regime for Quaker 

‘lunatics’, whilst not providing space beyond conscience, guilt and 

responsibility, did satisfy the criteria of elements which linked art, 

philosophy, and mysticism, discussed earlier in this chapter. These are 

fields in which ‘the mad’ can be socially included, rather than simply 

tormented for lacking reason.  Nevertheless, ‘The Retreat’ did introduce 

the concept of ‘cure’ to Britain which undoubtedly encouraged physicians 

to classify conditions and propose treatments forming the basis of 

nineteenth century anatamo-politics. Furthermore, the philanthropic efforts 

of Tuke created the model for the bio-political segregation of the ‘mad’ in 

the name of ‘curing’ madness.  When user/survivors began to emerge 

from asylums, by which time had long since given up, in the 1950s, any 

pretence other than control, it was the possibility of effective treatment, 

again, that was claimed to mark the change in direction towards 

community care. 
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De-institutionalisation 

 

Two World Wars challenged bio-political ideas, derived from eugenics, that 

‘normal’ people do not experience mental illness, as many of the fittest and 

healthiest warriors returned home with shell shock. Indeed, as a further 

blow to the eugenicists, it was found that middle class officers were 

breaking down at over twice the rate of other ranks (Rogers and Pilgrim 

1996: 57). The experience of World War One shifted the focus of the 

psychiatric gaze from genetic explanations of madness to an examination 

of the role of neuroses in mental health. Freudian theories were given 

legitimacy in the 1920s and 30s, as they opened up the possibility of 

curing neurotic patients, although this did not lead to a reduction of the 

asylum population (Rogers and Pilgrim 1996: 58-64).   

 

 

Drugs and Populism 

 

Freudian psychoanalysis did not prove to be a miracle cure for the asylum 

population and it was to be almost a decade after the Second World War 

before the asylum population would begin to fall for the first time in 150 

years. Although the Mental Treatment Act (1930) encouraged local 

authorities to provide community services, marking the point when 
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community care officially entered government policy discourse, these 

services began to develop in a meaningful sense only in the 1950s. The 

most common reason given for the reduction of asylum inpatients 

beginning in the 1950s was the introduction of psychotropic drugs (see 

Hunter 1992; Jones 1972). These views had, and still have, strong support 

from psychiatry professionals – for example, Jones quotes Dr Sargent at 

the National Association for Mental Health Conference in 1961: 

 
…the advent of the new tranquillizing drugs has enabled us to treat a much larger 
number of really acute patients…general hospitals should help to foster a 
demand for entirely new standards of treatment for the mentally ill, more similar 
to those provided for and thought essential for the physically ill…(1993: 182). 
 

 
Government support for this position has been consistent since the late 

1950’s and has lately been officially noted in ‘Caring for People’ (DoH 

1989: 55): 

 
…more effective drug treatments, such as the major tranquillisers which were 
introduced in the 1950s, transformed the prognosis of the most serious mental 
illnesses.  Where it is effectively implemented, the new style of service offers a 
much higher quality of life for people with a mental illness… 
 

 
The spin on this story had hardly changed when the Labour Government 

published ‘Modernising Mental Health Services’ (DoH 1998: 45): 

 
The majority of people with a severe mental disorder receive drug treatments at 
some point.  The development of new anti-psychotic drugs for schizophrenia, 
which have fewer side effects, offer scope for improving the effectiveness of 
treatment.  The fact that these drugs are better tolerated means long term 
benefits for patients taking them. 
 
 

The introduction of psychotropic drugs as an explanation for de-

institutionalisation is very much the popular, governmental and health 



 

 37© David Armes 2006 

professional viewpoint on the development of community care in Britain.  

Goodwin (1990: 5-17) and Lee (1998: 13-16) argue that these drug based 

explanations fall within a mainstream ‘social democratic model’ of medical 

advance which is dominant within Western European political thinking.  

The main point to note about social democratic thinking is its optimism 

about the possibilities of bringing about greater social justice through 

welfare systems. Goodwin (1990: 15-16) sees this essentially benevolent 

perspective of governments’ policies and motives as an ‘evolutionary view 

of society’, where policy alters in line with medical developments rather 

than a result of less friendly financial concerns, as naive. Looked at from a 

Foucauldian perspective, the introduction of psychotropic drugs is much 

less philanthropic and progressive as they are seen as a technology of 

power and control, akin to the technology of confession in psychoanalysis 

(see Smart 1985: 98). Indeed, even if it is popular to see the treatment of 

mental health user/survivors as a narrative of increasingly humane 

motives coupled with medical advance, Foucauldians would criticise the 

use of a particular brand of politics, such as ‘social democracy’, to 

describe a powerful discursive formation which draws on many dominant 

discourses within the scientific, medical, political, technological and 

administrative professions. Certainly, the idea that society is 

deterministically moving towards more progressive treatment of 

user/survivors is something which many citizens would like to hear and, in 

this sense, might more accurately be termed a ‘populist’, rather than 

‘social democratic’, discursive formation. Furthermore, this ‘populist’ 
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discourse is based on a social construction of madness which is readily 

accepted by a population weaned on the idea that mental and physical 

‘disorders’ can be explained by the cause and effect of medical science 

and treated by medical expertise. Therefore, if medical science maintains 

that madness is caused by an imbalance of chemicals in the brain then the 

public is quite content for drug treatments to be used to ‘balance’ the brain 

chemicals of user/survivors, and they are at the same time reassured that 

the ‘experts’ are offering ‘humane’ treatment to a group who are 

un/fortunately victims of their brain chemistry rather than ordinary human 

beings responding in a natural way to intolerable circumstances. 

 

The main arguments employed to counteract the ‘populist’ introduction of 

drugs thesis are that the creation of welfare states were fundamental in 

making community care possible; high levels of employment may have 

allowed some user/survivors back into work; efforts were already being 

made towards the introduction of community care; and, whilst British 

hospital admissions peaked in 1954, the same year as the introduction of 

psychotropic drugs, discharge rates in many countries were already 

increasing in the period 1945-1954 (Barham 1992: 87-88). Perhaps the 

strongest argument against ‘populist’ pharmacological determinism is that 

community care was simultaneously introduced for young, old and learning 

disability groups who did not take psychotropic medication (Prior 1993: 

39). Another critic of the ‘populist’ model, Warner (1994: 74-75), contends 

that, in America, 50 to 55% of people with a schizophrenia diagnosis lived 
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in the community before 1940 with that figure rising to over 70% 

immediately following the war and rising again to 86% after the 

introduction of psychotropic drugs. These figures seem to indicate that 

many user/survivors can survive unmedicated in the community, with a 

small percentage needing drugs, but these figures do not indicate the 

quality of life experienced by unmedicated user/survivors or how disturbing 

they were to the non-user/survivor population who see drugs as a means 

of controlling unpredictable behaviour. Nevertheless, these figures do 

open up the possibility of examining the effects of non-medical issues as a 

counter to the dominant ‘populist’ model. 

 

 

Marxism  

 

One alternative explanation to the ‘populist’ model of de-institutionalisation 

is offered by academics influenced by Marxism such as Andrew Scull 

(1977) and Richard Warner (1994). Warner argues that rehabilitative 

efforts and recovery rates for people diagnosed as schizophrenic tend to 

rise and diminish in line with economic prosperity and levels of 

unemployment (Warner 1994: 141-143). Warner does not rule out the 

Marxist theory of a reserve army of labour to account for this phenomenon 

but an explicitly Marxist analysis is chiefly associated with Scull. 

Underlying Scull’s position is his argument that: 
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…structural pressures to curtail sharply the costly system of segregative control 
once welfare payments, providing a subsistence existence for elements of the 
surplus population, make available a viable alternative to management in an 
institution.  Such structural pressures are greatly intensified by the fiscal crisis 
encountered in varying degrees at different levels of the state apparatus; a crisis 
engendered by advanced capitalism’s need to socialise more and more of the 
costs of production – the welfare system itself being one aspect of this 
socialisation of costs (1977: 152).  
 

 
The above quote illustrates Scull’s belief that decarceration was basically 

an exercise in cost cutting to respond to a financial crisis. The fundamental 

reasons he outlines are twofold. Firstly, he asserts that unionisation of 

workers in asylums after World War Two led to reforms such as the eight 

hour day which increased unit costs by 100 per cent (Scull 1977: 138).  

Secondly, he argues that a fiscal crisis ensued in the post war period as 

‘the costs of state services (especially social services) rise faster than the 

average price level, everywhere forcing an ever higher expenditure merely 

to maintain the same services in real terms’ (Scull 1977: 138). These 

developments led, Scull claims, state bureaucrats such as Dingman and 

Greenblatt to respectively argue, ‘rising costs more than any other factor 

have made it obvious that the support of state hospitals is politically 

unfeasible’ and, ‘in a sense our backs are to the wall; it’s phase out before 

we go bankrupt’ (cited in Scull 1977: 139). 

 

Three main arguments have been made against Scull’s thesis which 

challenge respectively his views on fiscal crisis; the cost effectiveness of 

decarceration; and monetarist motivations attributed to states which have 

introduced community care. Firstly, it can be argued that financial 

conditions were certainly more stringent in Britain and the USA in the 
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years 1914 to 1945, although labour was probably cheaper, and yet 

community care remained little more than a blueprint in these years.  

Indeed, Goodwin (1990: 54) notes Britain’s relative weakness in economic 

growth, as compared with the USA and Japan, but also claims that in the 

years 1948 – 1963 there was enough wealth creation to afford government 

the ability to invest in social measures, which were invested in 

(Glennerster 1995: 94), rather than be forced to make cutbacks.   

 

Secondly, Prior (1993: 41) asserts that there is little evidence showing that 

de-institutionalisation and community care are cheaper than the 

maintenance of asylums, referring to the work of Korman and Glennerster 

(1990) and Weissert et al (1988) to provide empirical support for her 

argument (although contemporary policy makers may not have been 

aware that community care does not equate financial savings).  

Furthermore, Busfield notes that some government sponsored 

commissions and reports in the 1970s and early 1980s argued that 

community care would be cost effective but she argues that ‘financial 

restrictions…were not, contra Scull’s analysis.., its major cause’ (1986: 

349-352) as the lack of financial support for community services restricted 

the de-institutionalisation process.   

 

Thirdly, Prior notes that decarceration has taken place in social 

democratic, ex state socialist and laissez-faire capitalist states thus 

showing a wider process in movement which cannot be simply explained 
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by reference to post 1970s monetarist policies (1993: 41). However, these 

criticisms can be convincingly countered, or expanded upon. Firstly, the 

inter-war governments did not have the community services or 

psychotropic drugs at their disposal even if they had wanted to make 

community care a reality. Secondly, there is evidence that post-war 

governments believed that community care would be significantly cheaper 

than institutional care and experts were still offering such advice as late as 

1984 (Ramon 1991: 184-7). Finally, following on from Prior’s lead, it 

cannot be doubted that economic factors played a role in the shaping of 

psychiatric services but Scull (1977: 129-30) is on strong ground, and 

receives less criticism, for his claim that the general systems of public 

assistance in different economic eras had an important effect on 

institutionalisation/de-institutionalisation of user/survivors. Peter Sedgwick 

supports this view by asserting that the nature of the general systems of 

public assistance side of an economic order has more influence on 

psychiatric services than any cycle of boom and bust, meaning that 

arguments for the introduction of community care, for the ‘mad’ for 

example, are listened less to when the general system of public assistance 

relies on incarceration (Sedgwick 1982: 203).  

 

If changes in the system of public assistance are the key to understanding 

why community care was mooted in the 1950/60s then an economic 

determinist Marxist account certainly can explain the creation of the 

welfare state in terms of class betrayal or a post-war settlement between 
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the social classes (see Glennerster 1995: 7-13) but to go further, like Scull, 

to claiming that a, somewhat questionable, post-war fiscal crisis created 

the pressure for decarceration is unconvincing.  

   

Marxist analyses may be helpful in understanding how a change in the 

system of welfare can form part of the pressure to de-institutionalise 

user/survivors. However, a similar insight would not be alien to neo-liberals 

and communitarians who consciously adjust the general welfare system 

for all, without any specific consideration of the needs and/or 

circumstances of groups such as user/survivors. A recent example of this 

might be the promotion of the ‘invisible welfare state’ of predominantly 

female carers by the Thatcher and Major Governments (Rogers and 

Pilgrim 1996: 93). Furthermore, the need to socially control the lives of 

user/survivors is not challenged by Marx, who places them within the 

lumpenproletariat of the reserve army of labour (Marx 1954: 602-3). One 

has to assume Scull’s Marxist analysis constructs madness as the product 

of being a generally unwanted labour commodity, just about as alienated 

as you can get from the means of production, as he leaves clinical 

psychology outside of his thesis. He also offers no discussion of how 

user/survivors could use capitalist commodification to seek rewards for the 

skills they do possess as, to the extent that he sees institutionalisation as 

more beneficent than community care, he very much sees their role as 

victims of that system (Scull 1977: 1). The boiling down of madness to an 

unfortunate by-product of a capitalist system, which inevitably generates 
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victims whose best hopes lie in their being fed, watered and maintained 

institutionally, is not a message of hope to many user/survivors. Indeed, 

from a Foucauldian perspective, there is not much difference between 

Scull’s construction of madness and that of the nineteenth century asylum 

builders as both are formed within ‘objective rationality’ which results in the 

silencing of any dialogue between reason and unreason and smothers any 

chance of resistance. 

 

 

Post-structuralism 

 

Whilst Scull sees psychiatry as part of the state’s apparatus of social 

control, and de-institutionalisation as dependent upon innovations in the 

wider system of public assistance, others have chosen to concentrate on 

changes in psychiatric discourse to explain de-institutionalisation (see 

Rose 1986; Miller and Rose 2001 orig ed 1988; Prior 1993). This 

perspective draws from the work of post-structuralists (e.g. Foucault 1989 

orig fr ed 1969) who argued that all that is understandable within human 

life is known within the context of particular discourses that elevate, or 

relegate, different ways of thinking about the world and set the boundaries 

of what can be examined in any moment of time and space (Burr 1995). 

Taking one’s lead from post-structuralism opens up new pathways for 

charting the de-institutionalisation of user/survivors from the 1950s 

onwards. In particular, the idea that the base structure of the British 
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economic system determines systems of public welfare and mental health 

services is challenged as each area of government and each group of 

health professionals understand their policy and practice within the context 

of dominant discourses which are not always economic and are 

themselves subject to change. One pathway, neglected until the 1980s, for 

looking at de-institutionalisation is to examine how changes in psychiatric 

discourse have affected the introduction of community care. There is a 

danger inherent in this approach that other discourses, most noteworthy of 

which are user/survivor discourses, can be neglected if the concentration 

on psychiatric discourse is too intense. Nevertheless, Nikolas Rose (1986) 

and Lindsay Prior (1993) offer an analysis which concentrates on the 

importance of changes within psychiatric discourse in the introduction of 

community care which provides a useful counter to economic determinist 

accounts.  

 

In an outright rejection of economic determinist accounts, Rose asserts: 

 
The post-war modernization of psychiatry was a positive strategy, not a mere 
rationalization for financial savings.  What was at stake was a new way of 
thinking about mental distress, a new way of linking it to social ills, and a new 
way of practising in relation to it (Rose cited in Lee 1998: 18). 

 
 

Rose focused on the proliferation of the practice of psychiatry, rather than 

attempting to explain a straightforward process of de-institutionalisation by 

examining twentieth century innovations such as voluntary treatment, 

community based services, primary care and the increase in psychological 

techniques for treatment (Rose cited in Lee 1998: 19). The critical point for 
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twentieth century psychiatry, according to Rose, is the creation of neurotic 

disorders which open a legitimate access for psychiatrists to involve 

themselves not only with the ‘insane’ but with a far wider population (Rose 

cited in Lee 1998: 20). In relation to de-institutionalisation, Rose argues 

that madness was gradually understood as a problem of maladjustment 

with treatment coming to mean rehabilitation. Thus, he argues, the 

compulsion, certification and incarceration of the custodial and 

segregational asylum system became incompatible with a dominant 

rehabilitative discourse (Rose cited in Lee 1998: 20). 

 

Prior (1993: 47-76) similarly argues that changes in psychiatric discourse 

affected de-institutionalisation. He points out that, before the 1920s, 

psychiatric texts did not refer to the mind as a separate entity as 

contemporary psychiatric practice concerned itself with the mechanics of 

the brain, nervous system and other body functions. Thus, when 

psychiatry was centred on the treatment of the physical body it was natural 

that it should carry out its work in hospital settings. By the 1940s 

psychiatry began to take account of non-physical objects, such as social 

and family relationships, which were not well suited to hospital treatment.  

New concerns, Prior asserts, led to a profound change in the organisation 

of mental health services.   

 

Despite the welcome interventions of Rose and Prior, who have revealed 

the changes in psychiatric discourse amidst de-institutionalisation, their 
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perspectives are as equally open to challenge as the populist and Marxist 

analyses already examined. Firstly, the introduction of and psychiatric 

reliance on psychotropic drug treatments (even for the non-‘insane’ 

population) indicates that psychiatry is still fixated with methods of treating 

the biological brain to address issues which may be more accurately 

identified as issues of the mind. Secondly, these perspectives reassess 

the importance of government policy initiatives which, most significantly, 

led to changes in the system of public assistance. Thirdly, although Rose 

and Prior employ a methodology which deconstructs psychiatric discourse, 

they could have referred to Foucault’s identification of the rupture between 

‘reason’ and ‘unreason’ during the Enlightenment to counter some of the 

above objections. Firstly, the fixation of psychiatry with the biological brain 

is very much in keeping with attempts to identify physical norms which is, 

in turn, associated with Cartesian dualism. Secondly, if one accepts that 

the dualism of ‘reason/unreason’ is one of the fundamental assumptions of 

post-Enlightenment rationality, and it is noted that asylum control of 

madness began before the mass institutionalisation of others living in 

poverty following 1834; that sterilisation programmes in the USA which 

targeted the ‘insane’ were part of the eugenics movement which was also 

concerned with all those living in poverty (Sayce 2000: 71-72); and that 

user/survivors are some of the last people to emerge from state 

institutions, then a Foucauldian case might be made to argue that the 

discourses of controlling madness both influence and are influenced by 

wider systems of public assistance (these discourses of control and public 
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assistance systems can also be interpreted by Foucauldians as evidence 

of anatomo-politics and bio-politics). A final objection to Rose and Prior 

might be that both populists and Marxists have identified important issues 

in the introduction of de-institutionalisation which should be synthesised 

with post-structuralist insights. 

 

 

Synthesis 

 

Busfield (1986: 345-346) argues that there are four main factors which 

contributed to the shift to community care. Firstly, a new medical 

understanding of what constitutes mental illness and what can be done to 

treat it which undermined support for asylums, based as they were, on 

19th Century moral ideas of the need to transfer patients to calmer 

environments. Secondly, the creation of the welfare state destroyed an 

‘institutional bias’ and made asylums seem less appropriate. Thirdly, the 

new forms of care allowed psychiatry to move into the mainstream of 

medicine to a greater extent. Finally, new therapeutic treatments created 

optimism about the possibilities for community care. The new therapeutic 

services described by Busfield had taken the lion’s share of government 

spending away from asylums by the 1980s and she sees this as a broader 

shift towards a focus on acute rather than chronic mental health services. 

There are common themes between this view and that put forward by the 
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post-structuralists but, in Busfield’s account, there is a stronger emphasis 

on the role of legislators.  She asserts: 

 

...the Liberal reforms of 1906-14, the expansion of health and welfare provisions 
during the inter-war years, and the Beveridge Reforms of 1944-8 have all helped 
to change the perception of place and value of the asylum and the hospital in the 
pattern of medical care. The institutional bias of the whole system of public 
welfare has been undermined (1986: 344). 

 
 

Thus, one can see that Busfield, whilst in concurrence with much that is 

said by the post-structuralists, provides a vision of legislators and 

psychiatry following interrelated paths in the creation and sustenance of 

their discourses which feed each other’s policy and therapeutic decisions.  

 

Busfield also incorporates the arguments of populists and Marxists into her 

analysis. Firstly, she agrees that electro-convulsive therapy (ECT), insulin 

therapy and psychosurgery in the 1930s and the drug revolution of the 

1950s created an acceptance and approval of the benefit of community 

care. She argues this not only because they produced some optimism 

about the treatment of mental ill-health, but because these methods of 

care were not intrinsically linked to institutional care (Busfield 1986: 365).  

Secondly, she agrees with Scull that fiscal crisis within government had an 

important effect on the introduction and nature of community care. Unlike 

Scull, she identifies the fiscal crisis and public expenditure cutbacks as 

part of the political economy of the 1970s and 80s (rather than the post –

war to 1960 period). According to Busfield, this crisis brought about a 

governmental re-evaluation of community care which ended with 
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governments pursuing the policy as part of an enthusiasm for family and 

private care rather than out of a commitment to quality public funded 

community services (Busfield 1986: 365-366). 

 

Busfield’s account of de-institutionalisation is the most compelling 

precisely because it draws on the strengths of a range of theoretically 

informed explanations for the expansion of community care.  

Nevertheless, she accepts that madness is constructed in medical 

discourse rather than the result of social neglect (Busfield 1986: 370) 

which raises the question of whether she, like Rose and Prior, is 

concentrating her argument on psychiatric discourse rather than primarily 

attempting to deconstruct the discourse which opposes ‘reason’ to an 

‘unreason’ condemned to silence. In the next chapter there will be an 

examination of how user/survivors are breaking this silence and trying to 

construct madness in their own words but, in the meantime, it is important 

to examine the impact of policies which reconstructed user/survivors as 

‘consumers’ that are linked to the family/private community care policy 

discourse identified by Busfield. 
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The implementation of community care and the creation 

of ‘consumers’ 

 

Despite the official support of British governments for policies of de-

institutionalisation from the early 1960s (Jones 1993: 159), the prediction 

of Enoch Powell that asylums would have almost vanished by 1975 did not 

materialise (Jones 1993: 190). In fact, by 1975, there had been no 

closures of any institutions, occupancy of hospital beds had not fallen by 

the expected 50%, admission rates were rising and community services 

were minimal (Jones 1993: 190). As Busfield has noted, however, 

because the fiscal crisis of public expenditure in the 1970s renewed 

interest in community care, the Conservative governments of the 1980/90s 

pursued the policy with far more vigour than had been the case in the 

1960/70s. Community care for people in mental distress dovetails with the 

wider New Right political agenda in some important ways. Firstly, as has 

already been shown, it was thought that community care would be 

significantly cheaper than asylum care and this was attractive to a 

monetarist government seeking to reduce public spending. This 

expectation chimes with the populist belief in the power of psychotropic 

drugs to enable user/survivors to live in the community, and Marxist (and 

post-structuralist) arguments that the creation of the welfare state, and 

fiscal concerns, made institutional asylum interventions seem less 

attractive to policy-makers. Secondly, the idea that care should be 

privately provided by families and businesses concurs with Margaret 
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Thatcher’s well quoted statement to the effect that there is no such thing 

as society - only individuals and their families (Oliver 1996: 146). Whilst 

acknowledging that the Conservatives were already open to the extension 

of community care policies, it is important, in order to understand the 

background influence of such policies on millennial community care, to 

discuss the pressures which ultimately pushed them to pursue the policy 

as extensively as they did and to examine the legislation that they 

introduced. 

 

 

The pressure for reform 

 

Lewis and Glennerster identify three factors that came together in the mid-

1980s to fuel the pressure for reform of community care policy and 

practice (1996). Firstly, government frustration at the lack of co-ordination 

amongst local and health authorities that joint planning and finance 

arrangements had been designed to deliver. Secondly, the anticipated 

growth of the population over the age of 75, perceived as heavy users of 

health and social care, created government concern.  Thirdly, public 

expenditure on private residential care was getting out of control following 

social security regulation changes in the early 1980s which made it easier 

for low income residents to claim fees for private and voluntary home care 

from the state. The diversion of the potential clients of social services into 

private homes was increasing as local authorities, at the same time, 
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realised that central government would pay for private care. According to 

Lewis and Glennerster (1996: 8), this phenomenon of growing numbers of 

people in residential care, and spiralling central government expenditure, 

was probably the final straw which precipitated a re-think of community 

care. In terms of theoretical explanations for the expansion of community 

care to user/survivors in the early 1990s, the above pressures, faced by 

the Conservative Government, appear best explained by a Marxist 

analysis which links fiscal crisis to the perceived need to change the 

system of public assistance (including the system of support for people 

with mental health problems).    

 

Several official reports in the mid 1980s were deeply critical of the failure 

to develop joined up community care policies. The House of Commons 

Select Committee on the Social Services (HMSO 1985) looked at 

community care for adults with learning difficulties and mental health 

problems. They reported a number of criticisms, including the lack of 

funding and the dangers of seeing community care as a cheap alternative. 

The Committee went further and described community care at that 

moment in time as ‘virtually meaningless...a slogan...’ (Jones 1993: 224-

228). The Audit Commission produced a report (1986) which identified 

some fundamental weaknesses in community care, including, the failure of 

resources to be directed to those who most needed them; the failure to 

adequately fund the transition from institutional to community care; and the 

growing use of social security funds for residential care (Jones 1993: 229-
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230). A review of the issues raised by the Audit Commission was seen as 

a necessity by the Thatcher Government who appointed Sir Roy Griffiths 

to produce a report on public funding of community care. Much to 

government consternation, Griffiths’s Report, published in 1988, pointed to 

an overall lack of general funding; inadequate bridging funds to support 

the transition from hospital to community care; and a fragmented system 

of responsibility. Griffiths argued that social security payments for 

residential care should be fixed with extra costs being made available from 

local authorities for those who needed it; there should be a community 

care minister; and specific grants should be made available for community 

projects (Jones 1993: 230-232).  

 

The Griffiths Report also called for a new ‘mixed economy’ of care where 

choice was promoted by social services departments who would arrange 

and purchase services, often from the private and voluntary sector, rather 

than seeing themselves as ‘monopolistic providers’ (Barnes 1997: 23-24). 

User/survivors and other recipients of community care were to be 

empowered by the introduction of market mechanisms which would give 

them elements of consumer choice in services that would respond to 

individual need (Barnes 1997: 24). Griffiths also acknowledged the central 

role of ‘informal care’ provided by family, friends and neighbours within 

community care (Barnes 1997: 22) and called for social services to 

support them (Jones 1993: 231). The Griffiths Report was highly 

significant as it formed the basis of future legislation on community care. 
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The 1990 NHS and Community Care Act 

 

The White Paper Caring for People (DoH 1989), which described the 

government’s proposed legislation, drew heavily on the Griffiths Report but 

rejected the need for a specific minister with responsibility for community 

care (Rogers and Pilgrim 1996: 90-91). The most important changes 

brought about by the 1990 Act were as follows: 

 
• Social services departments were designated as the ‘lead agency’ with 

responsibility for the assessment of social care needs.  ‘Care packages’ 
would be designed and supervised by care managers who could use 
private, public or voluntary services to meet individual need in the most 
appropriate manner. 

• The ‘mixed economy’ of care, although already existing, would be 
promoted with the stipulation that local authorities should spend 85% of 
finance transferred from social security on care provided by the 
independent sector. 

• Social services authorities, who were given a lead role, were expected 
to involve health services and other agencies with relevant 
responsibilities in the creation of community care plans.  It was also 
expected that they should consult with user/survivors and carers. 

• There would be a transfer of finances, from central government funding 
of residential care through the social security budget, to local authority 
budgets. 

• User/survivors and carers, as well as other lay inspectors, could be 
involved in the inspection of residential homes and there would be a 
new complaints system.  (Barnes 1997: 27-28). 

 
 
User/survivors and other community care clients were expected to benefit 

from these measures in three important ways. Firstly, service provision 

would be tailored to meet individual needs to a far greater extent than 

when clients were required to slot into the existing services on offer. An 
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example of this was the introduction of the Care Programme Approach 

(CPA) which gave user/survivors the right to be assessed for their need of 

community services. Secondly, bringing the market into community care 

was supposed to increase their consumer choice. Finally, the requirement 

to publish plans, a new complaints and inspection system, and new 

contractual arrangements between purchasers and providers would offer 

clients greater safeguards (Barnes 1997: 29). The introduction of the 1990 

Act, and the marketisation of the NHS, also changed the terminology used 

by health professionals. They began to talk about ‘consumers’ of health 

services rather than ‘patients’, ‘users’, ‘survivors’ or ‘clients’ (Barnes 1997: 

31). 

 

 

‘Consumers’ of irony 

 

The Thatcher and Major administrations pursued consumerist policies 

which flowed from their free market ideology and relied heavily on ‘new 

managerial’ discourses to bring market values and practices into the public 

sector (Taylor-Gooby and Lawson 1993; Clarke et al, 1994). Managerialist 

theory sees the manager as a public sector messiah who is able to 

promote the consumer interest and, simultaneously, challenge the vested 

interests of the trade unions, bureaucracy, and professions (Barnes 1997: 

32). Indeed, in 1992, the National Health Service Management Executive 

called on Health Authorities to become ‘Champions of the People’, and 
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encouraged them to listen to local consumers rather than just to 

professionals (cited in Barnes 1997: 32). Transforming NHS patients, 

benefits claimants and those referred to social services into ‘consumers’ 

was an important part of this strategy with increased choice for users of 

public services a central plank. ‘Exit’ and ‘voice’ are essential options in 

the exercise of choice but mental health service user/survivors were never 

given the right to choose between services and voicing one’s concerns 

can be seen as a risky business when any expression of dissatisfaction 

may be viewed by professionals as further evidence of ‘mental illness’.  

Furthermore, contemporary definitions of what it means to be a consumer 

in a consumerist society serve to increase the exclusion of user/survivors.  

It is said that social identities today are the construction of what the 

consumer chooses to purchase rather than through membership of a 

particular family, social class or through occupation (see Barnes 1997: 35). 

Clearly, the limited finances available to most user/survivors makes it 

difficult for them to construct identities based on what they consume.  The 

user/survivor ‘consumer’ identity, based on the use of mental health 

services, is also something different than that of someone with real choice 

over what services and goods they purchase. A definition of ‘consumer’ 

identity which works for user/survivors therefore has to involve some irony 

as it provides a vision of a ‘consumer’ without choice between treatments, 

rights of ‘exit’ and restricted opportunities for ‘voice’. 
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Identity is often associated with the political action of new social 

movements, including anti-globalisation protesters, feminists, anti-racist 

campaigners, gay rights campaigners, animal rights activists and the 

green movement, but identity is also ‘the ultimate statement of 

consumerism’ (Barnes 1997: 69). The question for user/survivors is 

whether their identities are strictly political or ‘consumer’/political. Barnes 

(1997: 68-71) refers to the work of Anthony Giddens to clarify the political, 

and possible consumer, identities of user/survivors.  Giddens distinguishes 

between ‘emancipatory politics’, which are concerned with liberation from 

constraints on their life chances, and ‘life politics’ that are a question of 

choice, made possible by ‘emancipatory politics’, and lifestyle (Giddens 

1991: 210-217). As the power to exercise choice is fundamental both in 

holding a consumer identity, and in ‘life politics’, it is clear that 

user/survivors are engaged in ‘emanicipatory politics’, aimed at achieving 

the rights of choice already held by other groups. Being given the tag of 

‘consumer’ is therefore a double edged sword for user/survivors. Firstly, 

the assumption implicit within the term ‘consumer’ is that user/survivors 

have already achieved the same rights of choice available to the majority, 

and this can be used to silence the issues of emancipation they still need 

to voice. Secondly, the ‘consumer’ identity they are offered reinforces the 

dominance of their use of mental health services in forming their overall 

identity. Finally, although the application of consumerist ideology led to 

user/survivors being asked for their views on services for possibly the first 

time, there was a danger that user/survivors would be hand-picked so that 
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they could support the agendas of various health professionals. The 

attempt to shape the identities of user/survivors through consumerism 

would be followed by attempts by New Labour to bring them on board 

through its communitarian agenda. 

 

 

New Labour  

 

The communitarians within New Labour prefer to construct user/survivors 

as ‘stakeholders’ rather than ‘consumers’. Whereas a ‘consumer’ is 

empowered with rights of being a self-reliant individual, a ‘stakeholder’ has 

both rights and responsibilities derived from membership of a community.  

John Gibbins and Bo Reimer (1999: 157) describe stakeholding as a 

principle that involves all those who have a stake in the results of civil 

society having the rights to influence it, and prosper from it, but also the 

responsibility to finance it through taxation and abide by its rules. Despite 

New Labour’s public statements about the need to build an inclusionary 

stakeholder society, there is an exclusionary element within 

communitarian thinking which may work to the detriment of user/survivors.  

For example, Amatai Etzioni asserts: 

 

...even in the most intact communities, some individuals will - because of genetic, 
chemical, or physiological aberrations or deep-seated psychological distortions - 
act in an immoral manner.  There is a hard core of psychopaths and criminals 
that the most dedicated parents, the most effective schools, and the most 
attentive and caring neighbourhoods cannot reach...To suggest that these people 
can be reached by involving them in positive community work, meaningful 
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creative work, or national service is a fairy tale (Etzioni cited in Barnes and Bowl 
2001: 161). 
 

 
Etzioni continues this passage with a linkage of ‘hard-core criminals and 

dangerous mental patients’. This vision of the untreatable, violent and 

often homicidal user/survivor is the most common image portrayed to the 

public and is one of the most intractable problems user/survivors face 

(Sayce 2000: 60-61). New Labour attempts to incorporate the inclusionary 

and exclusionary aspects of its communitarian agenda into mental health 

policy at the same time. On the one hand, it encourages health authorities 

to consult with user/survivors about services. On the other, there are its 

proposals contained within the Draft Mental Health Bill (DoH 2004), such 

as Community Treatment Orders (CTOs) where user/survivors can be 

forced to accept treatment even if they are not detained in a hospital under 

a section of the Mental Health Act. 

 

The National Service Framework (NSF) for mental health (DoH 1999: 4) 

includes the involvement of user/survivors and carers in the planning and 

delivery of care as the first of its 10 guiding values and principles. The aim 

of the NSF is to set a baseline below which no mental health service 

should fall. Models of service provision are referred to in the NSF and 

there are seven standards that service providers have to achieve. These 

standards relate to a number of areas of service provision from primary 

care to preventing suicide. In terms of user/survivor involvement the most 

important is standard one which deals with mental health promotion and 

demands that health and social services should combat discrimination and 
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promote social inclusion (Sewell 2000: 1-4). The NSF is also important for 

user/survivor involvement as it is the base standard of provision that 

potential service providers have to meet when they tender for local 

authority contracts under the Best Value system which has replaced the 

Conservative policy of Compulsory Competitive Tendering. Best Value 

involves four principles before a contract is awarded which are to 

challenge whether the service can be provided in a better way; consult 

with stakeholders; compare how a service stands up to those provided by 

other authorities; and compete with the bids of other potential providers in 

terms of economy, efficiency and effectiveness (Sewell 2000: 5-6). As key 

stakeholders in mental health services, user/survivors theoretically stand 

to gain under New Labour, in terms of being involved in consultation 

(under the NSF, Best Value, and the Research Governance Framework 

(DoH 2001) which calls on health researchers to involve service users and 

carers in their projects) and should be in a stronger position to tender to 

provide services such as advocacy. 

 

Another strand of New Labour’s social inclusion programme is the creation 

of Health Action Zones (HAZs) that aim to improve health in ways that are 

not addressed by the National Health Service on its own (Barnes and Bowl 

2001: 156). HAZs in London, Bradford and Luton have identified 

improvements in mental health as a major objective and plan to promote 

minority ethnic mental health, and develop opportunities and training for 

work. Bradford HAZ goes further to address community safety, support 
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communities to promote mental health, attempt to take unhealthy forms of 

stress out of work, and challenge poverty related stress (Barnes and Bowl 

2001: 158-159). In terms of user/survivor involvement, it is important that 

HAZs attempt to engage with user/survivor communities as partners in 

their activities. Community representatives are expected to sit on 

partnership boards and work on local action programmes. Furthermore, it 

is thought that community participation will increase accountability and 

social inclusion as well as help to improve community mental health and 

the empowerment of user/survivors who may take direct action to create 

appropriate health initiatives for the locality (Barnes and Bowl 2001: 159).  

New Labour’s initiatives around stakeholding and partnership evidence a 

commitment to involve user/survivors in the planning and provision of 

services but the other, exclusionary side of their communitarian agenda is 

pushed through with at least equal vigour in the form of a Draft Mental 

Health Bill (DoH, 2004). This Draft Bill has already been through the Green 

Paper (1999) and White Paper (2000) parliamentary stages and contains, 

most controversially, plans to treat user/survivors in the community by 

compulsory order. Pre-legislative scrutiny of the Draft Bill resulted in a 

recommendation not to compulsory treat people with only drug or alcohol 

problems, and a recognition of the value of advance directives recording 

individual user/survivor wishes in the event that they are taken into 

hospital (Brook 2005: 5). Nevertheless, the Government still refuses to 

ensure that there must be a therapeutic benefit for any treatment, does not 

recognise a need for separate criminal legislation for people with a mental 
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disorder who cannot be treated but are deemed to pose a risk to the 

public, and the Government insists that the Bill is concerned with danger 

and compulsion rather than service provision (Brook 2005: 5). 

 

In a forward to ‘Modernising Mental Health Services’ (DoH 1998), the then 

Secretary of State for Health, Frank Dobson, claimed: 

 
Care in the community has failed because, while it improved the treatment of 
many people who are mentally ill, it left far too many walking the streets, often at 
risk to themselves and a nuisance to others.  A small but significant minority have 
been a threat to others or themselves. 
 
We are going to bring the laws on mental health up-to-date.  In particular to 
ensure that patients who might otherwise be a danger to themselves and others 
are no longer allowed to refuse to comply with the treatment they need.  We will 
also be changing the law to permit the detention of a small group of people who 
have not committed a crime but whose untreatable psychiatric disorder makes 
them dangerous.  The law will be changed to deliver this protection for the public 
while at the same time respecting the civil rights of patients  (DoH 1998: 6-7). 
 
 

With these proposals New Labour adopts a populist controlling/custodial 

stance, aligned to sensations in the tabloid press, which reinforces the link 

between mental distress and random homicide that already dominates 

public thinking on mental health. Although people experiencing mental 

distress are often the victims of violence (see Barnes and Bowl 2001: 

161), they are more likely to commit homicide than the average citizen and 

‘mental illness’ or ‘disorder’ is often only identified following a criminal 

sentence (Shaw 2001), the approach of New Labour flies in the face of 

research by Taylor and Gunn (1999) which shows that, in the years of de-

institutionalisation (1957-1995), the numbers of homicides committed by 

people with a ‘mental disorder’ (recognised by the Home Office) as a 

proportion of the total fell from 35% to 11.5% (see Sayce 2000: 33). It 
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cannot be doubted that Government has a legitimate interest in bringing 

down the numbers of homicides committed by user/survivors, which are 

still relatively high, and that health and social services authorities accept 

some responsibility when things go drastically wrong. Nevertheless, 

user/survivors have opposed the introduction of community treatment 

orders which would legally require some people to take medication outside 

of a hospital environment and the incarceration without trial of some 

people diagnosed with a ‘dangerous severe personality disorder’ 

(proposed in the previous 1999 Green Paper and the 2000 White Paper 

prior to the present 2004 Draft Bill, and now being taken forward jointly by 

the DoH and Home Office). New Labour’s Bill can be opposed on the 

grounds that Taylor and Gunn’s research implies that the less custodial 

powers are used then the less homicides will be committed by 

user/survivors. It would be quite reasonable to suggest that the threat of 

being interned or treated against one’s will may make many people 

experiencing mental distress adverse to the idea of seeking help from 

mental health services. User/survivors have also expressed dismay at the 

proposals on the grounds of human rights violations (see Common 

Agenda Newsletter, 1999). They argue that, for a government that is keen 

to consult with user/survivors as partners in service planning and 

provision, even if one accepts that compulsory detention and treatment in 

hospital is a necessary evil, it is astonishing that user/survivors have no 

rights to decide their own best interests regarding their own health care. It 

certainly appears a violation of human rights that compulsory powers to 
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medicate people with powerful, dangerous and possibly life-threatening 

drugs, outside of a controlled hospital environment, could take place in the 

community not to mention the idea of indefinitely incarcerating people who 

have committed no offences. 

 

The social construction of user/survivors under New Labour seems to be 

an attempt to split the ‘good mad’, who take their medication and don’t 

make a nuisance of themselves, from the ‘bad mad’, who don’t comply 

with treatment and require compulsory care. It seems that the ‘good mad’ 

are well enough to be consulted about complex service plans and 

provision, as well as having the rational capacity to realise that only others 

can know what is best for them to put into their own bodies and what is in 

their own best interests. The ‘bad mad’ think that they know what is best 

for themselves but they are wrong. Surely Foucault would have a field day 

here whilst he identified a new twist in the division of ‘reason’ and 

‘unreason’ - today you have to be very ‘sane’ to realise that you are in fact 

‘mad’.  Of course psychiatry calls this ‘insight’.   

 

 

Conclusion 

 

Some commentators on mental health policy and practice see innovations 

as part of a cycle with old ideas emerging and re-emerging (Sayce 2000: 

84). New Labour’s social construction of user/survivors in moral terms 
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certainly appears to hark back to the ‘moral therapy’ introduced by Samuel 

Tuke in York at the turn of the 19th century. Foucault called Tuke’s ‘moral 

therapy’ a ‘stifling anguish of responsibility’ in an institution which 

organised guilt (1967: 247). Could it be that New Labour’s bio-politics aims 

to encourage user/survivors to organise themselves, without the 

assistance of an institution, in a bid to make the ‘good mad’ take up the 

responsibility that comes with stakeholding and partnership? The problem 

for New Labour is that madness is uncompromising. Madness refuses to 

look on the bright side if it doesn’t want to, it refuses to be pleasant if that 

doesn’t suit it, it refuses to work as and when it is asked, it sees the world 

as it wants, it finds responsibility difficult, and it cannot always be 

suppressed by the person who experiences it. 

 

In this chapter I have examined a variety of social constructions of 

madness that are all linked in that they attempt to make ‘madness’ accord 

to the way constructors see the world. Madness has been constructed as 

‘demonic possession’ and ‘spiritual enlightenment’ in the middle ages; 

‘moral deviancy’ by 19th century asylum builders; ‘victims’ of physical 

illness by populist advocates of drug therapy; ‘victims’ of capitalism by 

Marxists; ‘pawns’ within psychiatric discourse by post-structuralists; 

‘consumers’ of mental health services by Conservatives; and now 

‘stakeholder/partners’ by New Labour. With the possible exception of 

‘spiritual enlightenment’ in the middle ages, none of these constructions 
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open up the possibility for user/survivors to engage in the activities that 

attracts them to art, philosophy and mysticism. 

 

In a survey by Hertfordshire Mind (2001), 100 user/survivors were asked 

to name one thing that would make their life better. Seven tenths wanted 

to live a more ‘normal’ life including work and social life, without stigma 

and ‘mental illness’. Only three tenths reported that a change in mental 

health services would be the one thing that would make their life better.  

Consumerist and stakeholder constructions of user/survivors clearly 

address the improvement of services in line with expressed needs, but 

they can only go part of the way in addressing the desires of 

user/survivors to live a ‘normal’ life. Stakeholding could be a staging post 

on the way to full citizenship which might mean formal employment rights, 

anti-discriminatory legislation, a media which does not resort to the 

language of stigma, an end to NIMBY campaigns, and equal family and 

healthcare rights (see Sayce 2000). These objectives may be achievable 

in the long term but would this serve to obscure the uncompromising soul 

of revolt experienced in madness under the cloak of a new discipline of 

responsibility? The Hertfordshire Mind survey shows that many 

user/survivors want to exert self-control over an uncompromising condition 

and take their place in ‘normal’ society but there are others who want to 

express and be respected for their madness (see Curtis et al 2000).  

Perhaps one ‘reality’ of madness is that many user/survivors want to take 

their place as full citizens but they know that, for many, the madness never 
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really goes away, and from time to time it will take over completely. To 

simply address the rationally defined needs of user/survivors is to miss the 

point that there is also a madness which is uncompromising in demands 

that individual user/survivors need to be treated as whole people, who can 

often only be socially included on the understanding that they can be 

socially disruptive (as in Foucauldian inspired notions of art, philosophy, 

and mysticism).   

 

In this chapter, Foucauldian theory also informed a discussion of other 

theoretically-based explanations for confinement, deinstitutionalisation, the 

expansion of community care, and their relationship to consumerist and 

stakeholder constructions of user/survivors. It is interesting that New Right 

concerns about the cost-effectiveness of asylums, in relation to the 

perceived savings that community care would bring, are best explained, 

firstly in terms of populist anatomo-politics which privilege the effect of 

psychotropic drugs; and secondly, by a Marxist inspired argument that a 

fiscal crisis (in residential care spending and more generally in the 

economy), and the ability of the welfare state to maintain people in the 

community, made institutional care seem less attractive to the 

Conservatives in the 1980s and 1990s. New Labour, however, whilst 

promoting partnerships between stakeholders and health/social services 

authorities, has shown itself to be populist, as regards user/survivors 

specifically, by pursuing a tabloid-led controlling/custodial agenda through 

their attempts to reform the Mental Health Act based on forced treatment 
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in the community for troublesome user/survivors who respond to 

medication, and unlimited compulsory detention for very troublesome 

user/survivors who do not respond to drugs. Foucaudian terms such 

anatomo-politics and bio-politics can certainly inform an understanding of 

New Labour’s policies in that they are attempting to regulate individual 

bodies and the whole user/survivor population.  

 

Having outlined background issues, the policy context, and constructions 

of user/survivors made by politicians, the next chapter will focus on the 

ways user/survivors construct themselves and their successes/failures in 

using these constructions to build the user/survivor movement. This 

discussion of literature will address the central theme, to this thesis, of the 

contradictory potential of community care policy for user/survivors both in 

terms of the ways they see themselves and the growth of their movement.  
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CHAPTER 2: USER/SURVIVOR CONSTRUCTIONS OF 

MENTAL DISTRESS  

 
 
 
Introduction 
 
 
 
This chapter builds on themes addressed in Chapter 1. Firstly, the initial 

concentration in Chapter 1 on avenues for user/survivor social inclusion 

within the fields of art, philosophy and mysticism continues in a discussion 

of different models of madness. In particular, the lives and works of Michel 

Foucault and R.D. Laing highlight the importance of art, philosophy, and 

mysticism for these user/survivor icons of the 1960s and 70s. Other anti-

psychiatry models (Frantz Fanon, Thomas Szasz, and Erving Goffman) 

are also discussed in the first half of this chapter. Anti-psychiatry models 

are used to form the bedrock of a discussion of the most prominent 

models of madness existing at the turn of the millennium (the brain 

disease model; the individual growth model; the libertarian model; and the 

social model of disability). In turn, as a conclusion to this discussion of 

models of madness, three turn of the millennium user/survivor self-

constructions of madness (relating to spirituality, psychology, and mad 

pride) are explored.   
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The medical model, anti-psychiatry, and other models of 
‘madness’ 
 
 

One of the major problems faced by user/survivors was, and is, the 

plethora of psychiatrists, psychologists, counsellors, academics and 

armchair mind doctors who have taken it upon themselves to explain what 

madness is to the people who experience it. Many people who have 

experienced feelings of despair, sadness, confusion or fear - and have 

coped without breaking down - will ‘know’ that, after shedding a few tears, 

one has to face difficulties, roll up the sleeves and get on with life.  The 

first questions they might ask themselves about people who have had a 

nervous breakdown, is why couldn’t they do the same?  Do they lack the 

spirit to survive? Is there something weak about them? Wouldn’t it be a lot 

better for everyone if they pretended to feel better until they really did? 

This ‘common-sense’ approach is different to that adopted by various mind 

experts in that it assumes ‘we are all made of the same stuff’, whereas the 

experts would point to an underlying neurological and/or psychological 

pathology. Nevertheless, the ‘common sense’ discourse shares common 

ground with professionals who also want to return their patients to a state 

where they can cope with what life throws at them. Indeed, I assume the 

majority of user/survivors want to return to ‘normal’ and that that is why the 

majority of psychiatric in-patients are voluntary. Not being able to cope is 

very inconvenient and there should be no shame in ‘wanting to get better’; 
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but equally, user/survivors could ask themselves, and probably do, how 

and why do some people cope with impossible situations and why don’t 

they break down as well? Are they exceptionally strong? Do they have any 

feelings at all? The user/survivor is likely to draw on the above discourse 

as well as the ‘common-sense’ discourse (and probably the mind expert 

discourse – of which differing versions will be discussed later in this 

chapter). However, unlike those who see no need, or fear the 

consequences, of challenging ‘common sense’, using both discourses (at 

least) makes life infinitely more complex for user/survivors. The 

user/survivor now needs, as a matter of urgency, to attempt to put 

her/himself in the position of other people and understand how s/he is 

seen by those who use the ‘common-sense’ discourse to comfortably 

assume that all people fundamentally share a common will to survive in 

the present (or desire for power? [see Nietzsche 1961: 136-9]). In trying to 

understand users of the ‘common-sense’ discourse, however, mental 

health user/survivors may also find that they are at a significant 

disadvantage when trying to speak a language based on emotions (the will 

to survive in the present) which user/survivors may not feel in the same 

way, if at all. This can exacerbate feelings of being misunderstood and 

paranoia. Equally, madness presents a problem to those with a strong will 

to survive in the present who may fear user/survivors as well.  

 

Friedrich Nietzsche, a major influence on Foucault, regarded the emotion 

of fear and the desire for power as the dominant human drives with the 
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feeling of fear a result of powerlessness and the will to power representing 

the remedy and unique motivation for all human action (Nietzsche 1961: 

26). Nietzsche formed these frightening insights before he went mad; but 

when he did, like many people who have experienced psychosis, he 

thought that he was a number of powerful figures from history, such as 

Bismarck, Christ and Alexander the Great. If one accepts Nietzsche’s 

view, then one might draw the conclusion that sometimes it is better to feel 

power in the imagination than to feel powerless in the present. 

Furthermore, it may not be the will to survive that separates the ‘sane’ 

from the ‘insane’, but the success of the will to power in the present reality 

of time and space. Furthermore, Foucault argues, knowledge is 

interwoven with power (Smart 1985: 76-80) which, in turn, exists, not in the 

possession of particular agents, but amorphously between exploited and 

exploiters alike and depends upon many points of resistance (Foucault 

1990 orig fr ed 1976: 92-8). This means that it is not inconceivable that a 

user/survivor discourse based on a question such as, ‘how do you manage 

to cope in a world where the will to power (over others) rules?’ might 

become dominant. That is, dominant over the ‘common sense’ discourse 

which asks, ‘why can’t user/survivors cope like the rest of us?’ The 

user/survivor question locates madness as a social issue whereas the 

‘common sense’ question locates madness as a personal issue, 

problematic for the individual concerned. This is important because even if 

madness is explained as a chemical imbalance of the brain, psychological 

repression or an inability to psychologically ‘grow’ then it is always a 
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problem for the individual rather than a given society’s inability to enable 

all its citizens to feel power in their lives. 

 

The medical model of ‘mental illness’ certainly both locates the problem as 

lying with individual user/survivors and serves to disempower them. It is 

crucial not only because it is the dominant discourse on mental health but 

because it is probably accepted by the majority of user/survivors as the 

way to understand their own mental distress. User/survivors may find the 

medical model attractive because it offers answers that seem to stand a 

good chance of being accepted by families, friends and the public. When a 

user/survivor says, ‘I cannot cope with the pressures of life’, a medical 

model psychiatrist answers, ‘that is because you have a chemical 

imbalance - it’s not your fault’; a user/survivor says, ‘I don’t feel I can work 

at the moment’, the psychiatrist says, ‘you’re right - don’t do anything too 

taxing - who can blame you’; a user/survivor says, ‘I’m not feeling too well’, 

the psychiatrist says, ‘take these pills - they should make you feel better’; a 

user/survivor says, ‘I got paranoid and upset my friends’, the psychiatrist 

says, ‘you are schizophrenic - they will understand’; and, when a 

user/survivor says, ‘I’m feeling better - I want to reduce my medication’, 

the psychiatrist says, ‘are you challenging my clinical judgement? - I know 

what’s best for your health’. I’m not arguing here that psychiatric 

medication does not help some people in mental distress, that 

user/survivors should not be accommodated at work or home when they 

feel unwell, that families, friends and the public should not be more 
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understanding of people in mental distress, or that people who are feeling 

mentally unwell can be held responsible for everything they do when they 

are distressed. I am, however, attempting to show that the medical model 

removes all responsibility (other than to obey the doctor’s orders) from 

user/survivors and may result in the loss of employment, social 

responsibilities and self-respect. In the end, the internalisation of the idea 

that you can allow someone else to make decisions and accept 

responsibility for you is unlikely to offer the quid pro quo that the public will 

show understanding and accept that you are unable to manage your own 

affairs because you have a chemical imbalance. The stigma attached to 

‘mental illness’ in today’s society would seem to bear witness to this. The 

emergence, and current existence, of the medical model can certainly be 

understood within the Foucauldian identification of power being transferred 

to psychiatry through their annexation of knowledge about mental distress 

by means of anatomo and bio-politics examined in the previous chapter 

but the question remains, how are user/survivors resisting the power of 

psychiatry when they internalise the medical model? It is possible that the 

medical model actually enables user/survivors who accept it to opt out of 

an unacceptable reality indefinitely, which may be attractive for someone 

in the first throes of a breakdown. In this sense psychiatry, although not 

the perfect ally (a body of experts who support the self-advocacy of 

user/survivors), may be seen as a collaborator (a body of experts who 

‘collaborate’ in allowing user/survivors to opt out of society – a state which 

many user/survivors may later regret).   
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Anti-Psychiatry   

 

The collaboration between user/survivors and psychiatry does not have to 

follow the medical model in all respects. From the 1960s to the 1980s 

many user/survivors, unhappy with some of the power ceded to doctors 

under the medical model, were willing to support so-called anti-

psychiatrists who challenged the medical model. The most notable anti-

psychiatrists (Erving Goffman, Thomas Szasz, Michel Foucault and R.D. 

Laing), achieved fame and/or notoriety in the 1960s. They were a mix of 

anti-psychiatry psychiatrists and anti-psychiatry academics (an important 

distinction, as will become apparent), offering a broad critique of the 

medical model by questioning the value of asylum treatment; the civil 

rights implications of compulsion under mental health legislation; the 

scientific validity of different diagnoses; the ‘sanity’ of the world in which 

we live; and the central position of  ‘rational thought’ within ‘Enlightenment’ 

thinking (Sedgwick 1982). Although it is now known that Foucault and 

Laing knew mental distress in their lives, it is difficult to say, at this 

distance, whether their popularity amongst some user/survivors was based 

upon shared understandings or because of a reverence for their 

professional standing and public recognition. Certainly, in the 1960s, the 

idea that user/survivors had important insights to share about their 

conditions, treatments and attendant services was not widely accepted 
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and, as late as the mid 1980s, Laing’s admission of substance abuse and 

depression (on the radio programme In the Psychiatrist’s Chair) was used 

to strike him off the medical register. In these circumstances it may be 

understandable that, although the proponents of anti-psychiatry often 

argued for user/survivors to be listened to, rather than dismissed as 

‘irrational’, on the whole the anti-psychiatrist psychiatrists adopted a 

medical model approach. This meant that they used their professional 

standing to speak on behalf of people who have experienced mental 

distress rather than, as the user/survivor movement supports today, the 

promotion of self-advocacy. This said, all proponents of anti-psychiatry can 

be seen as trail-blazers for the practice of academics and clinicians being 

inextricably involved with the self-advocacy of a user/survivor movement 

that seeks to challenge dominant medical model academia and psychiatry. 

Indeed, the fledgling user/survivor movement in Britain is reported to have 

been influenced by, and maintained contact with, Laing and his allies until 

the mid 1980s (Campbell 1999: 199). Nevertheless, this raises the 

question of whether anti-psychiatry psychiatrists acted as another red-

herring whereby professionals offer the prospect of a ‘cure’ for mental 

distress whilst, at the same time, reinforcing the disempowerment of 

user/survivors who believe that others can be more effective at speaking 

up for them? Having said this, the anti-psychiatrists are credited with 

playing a pioneering part in challenging the medical model (Jones 1993: 

164-5), and the views of the anti-psychiatry academics, Goffman and 

Foucault, are still influential today amongst theorists who are creating a 
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user/survivor discourse (Wallcraft and Michaelson 2001: 177-89). For 

these reasons, and to chart some of the influences on the ways 

user/survivors are socially constructed and socially construct themselves, 

it is important to briefly examine the work Szasz, Laing and Goffman; the 

work of Foucault will be examined in detail in Chapter 4. Before the works 

of these widely acknowledged proponents of anti-psychiatry are examined, 

however, it is necessary to acknowledge the unsung contribution of 

possibly the first anti-psychiatry psychiatrist. 

 

 

Frantz Fanon 
 

 

Frantz Fanon’s main assumption in Black Skin, White Masks (1967) is that 

the apposition of black and white peoples, since colonialism, is the cause 

of collective mental pathology (Fanon 1967: 9-11). In this sense, Fanon 

(an African-Caribbean doctor) is the first anti-psychiatry psychiatrist 

because he is challenging the medical establishment that still claims, half 

a century on, that madness is primarily biologically caused. Fanon is also 

challenging the psychoanalytic establishment in that he concentrates on 

the psychological effects of racism on all black people, rather than on 

individual/familial mental pathologies. Indeed, he calls his book ‘a question 

of a sociodiagnostic’ (Fanon 1967: 11). Fanon argues that black people 

experience neurosis, not in relation to childhood trauma within the family, 

but when they come into contact with white racism. He states: 
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It was hate; I was hated, despised, detested…by an entire race. I was up against 
something unreasoned…  I would personally say that for a man whose only 
weapon is reason there is nothing more neurotic than contact with unreason 
(Fanon 1967: 118). 

 

Identification of unreason being a quality of one set of people who 

dominate another, may be an insight which user/survivors can employ to 

explain their own experience of social relations. Indeed, just as 

user/survivors are assigned as the ‘other’, for possessing negative 

qualities in dominant dualisms such as healthy/sick, sane/insane, and 

rational/emotional, Fanon notes that white racist society assigns many 

negative qualities to African-Caribbean people (Fanon 1967: 113). Clearly, 

being assigned negative qualities, and being discriminated against is likely 

to have a negative effect on the mental health of African-Caribbean 

people. This makes racism an issue for black and white user/survivors. 

First, African-Caribbean people are less favourably treated by mental 

health services, and are three times as likely to be admitted to hospital 

with a first diagnosis of schizophrenia (see Barnes and Bowl 2001: 81). 

Second, Fanon regards the dualistic thinking behind racism to be an 

illness itself – which he agrees (with Dide and Guiraud) can be called 

‘manicheism delerium’ (Fanon 1967: 183).   

 

A final quote from Fanon’s conclusion can also be seen as having a 

message for user/survivors: 

 



 

 80© David Armes 2006 

I have one right alone: That of demanding human behaviour from the other. One 
duty alone: That of not renouncing my freedom through my choices (Fanon 1967: 
229). 
 

In essence, it is a call for oppressed people to take personal responsibility 

for ensuring their own freedom. Taking personal responsibility for one’s 

actions is fundamental to the views of the next (more widely-

acknowledged) anti-psychiatry psychiatrist. 

 

 

Thomas Szasz 

 

Well before the 1980s, when the governments of Margaret Thatcher and 

Ronald Reagan began to challenge the collectivist foundations of health 

care and welfare in Britain and the United States, and brought New Right 

individualist libertarian ideas into mainstream politics, the psychiatrist 

Thomas Szasz had been promoting the application of these ideas in 

psychiatry for over two decades. In the process, paradoxically, he 

attracted the support of radical left thinkers as well (Sedgwick 1982: 149). 

In The Myth of Mental Illness (1961) Szasz bases his argument that 

‘mental illness’ is an unsustainable and dangerous idea on an 

interpretation of game theory, which he uses to understand personal 

misery in terms of losing a game (Sedgwick 1982: 150). Szasz argues that 

‘mental illness’ is unsustainable because the term ‘illness’ refers to a 

physical pathology which, in the case of matters relating to the mind, is 

illogical (Double 2001: 29). He also sees the concept of ‘mental illness’ as 
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dangerous because: people need to take responsibility for their own lives; 

state-run mental health services encourage dependency; and, those who 

are given a ‘mental illness’ diagnosis are playing the ancient role of 

scapegoat in a theological game which has moved on from burning 

witches to oppressing people certified as ‘mentally ill’ (Jones 1993:175-8). 

In The Manufacture of Madness (1971) Szasz contends that ‘Institutional 

Psychiatry’, characterised by forced hospital incarceration, the extra legal 

use of psychiatric concepts to punish deviant behaviour, and the use of 

publicly funded psychiatry to ensure social control, is a form of totalitarian 

tyranny. In this book, Szasz offers an alternative model of ‘Contractual 

Psychiatry’ which involves two informed individuals exercising freedom of 

choice with a therapist providing advice on moral problems in return for a 

financial reward (Sedgwick 1982:152).   

 

There can be many criticisms of Szasz’s individualist vision of mental 

health treatment which range from the therapeutic morality of only offering 

psychiatric assistance to those who can afford it (Jones 1993:175-8) to the 

validity of viewing individuals in highly interconnected capitalist societies in 

an atomised form (Marx and Engels 1973 orig Ger ed 1848). 

Nevertheless, Szasz’s attack on the social control function of psychiatry 

found favour with left-wing students and psychologists who could overlook 

the ‘contradiction between his political views and his condemnation of 

psychiatry’ (Radical Psychology quoted in Sedgwick 1982:158). From a 

Foucauldian perspective, according to which individual subjects draw on a 
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number of discourses in their lives which may contradict each other but, in 

the subject’s mind, do not cancel each other out (Smart 1985:38), Szasz 

could be argued to have drawn on a rightist libertarian political discourse. 

It could also be claimed that he drew on this political discourse without 

acknowledging the fundamental importance and necessity in such classic 

liberal thinking of the division between ‘rational’ and ‘irrational’ minds. 

Furthermore, neither does he acknowledge the ‘moral therapy’ discourse 

of the Tukes with its Quaker belief in the ‘light of God’ within all human life 

meaning no division between ‘sane’ and ‘insane’. The ‘moral therapy’ of 

Szasz is located in the discipline of paid work and, under Foucauldian 

analysis, is a new version of Tuke’s ‘Retreat’ in York where Foucault 

identified the substitution of ‘the free terror of madness [for] the stifling 

anguish of responsibility’ (Foucault 1967: 247). Szasz’s hard sink or swim 

message is not rejected by all user/survivors by any means as it is a 

dominant discourse in capitalist societies and a return to paid work and 

self-sufficiency is something that many desire badly as it is a route to 

improved self-esteem and social participation. The power of the discourse 

which equates paid employment with self-esteem may be felt more keenly 

by people, such as some user/survivors, who are denied access to the 

labour market, but this discourse may also be understood as indicative of 

a madness endemic within capitalist societies. 
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R.D.Laing     
 

 

In The Politics of Experience and the Bird of Paradise (1967) Laing makes 

a case for ‘schizophrenia’ to be reconceived as a process of healing the 

mental scars inflicted by a mad world. Laing states in the Introduction to 

this book: 

 
Our social realities are so ugly if seen in the light of exiled truth, and beauty is 
almost no longer possible if it is not a lie. What is to be done?  We who are still 
half alive, living in the often fibrillating heartland of a senescent capitalism - can 
we do more than reflect the decay around and within us? Can we do more than 
sing our sad and bitter songs of disillusion and defeat?...We are all murderers 
and prostitutes - no matter to what culture, society, class, nation one belongs, no 
matter how normal, moral or mature one takes oneself to be. Humanity is 
estranged from its authentic possibilities. The basic vision prevents us from 
taking any unequivocal view of the sanity of common sense, or of the madness of 
the so-called madman (Laing 1967: 11-12). 

 
 
The alienation inherent in the society Laing describes is a barrier to 

understanding ‘true sanity’ and ‘true madness’ in equal measure. He calls 

‘true sanity’, no doubt drawing on Eastern mysticism, the ‘dissolution of the 

normal ego, that false self competently adjusted to our alienated social 

reality’, and ‘true madness’ a ‘natural healing’ process where we move 

towards ‘true sanity’ (Laing 1967: 118-19). Laing changed his mind many 

times in his career. The Divided Self (1965), however, established his 

reputation with its call for an interpretation and understanding of the words 

of ‘schizophrenic’ patients in human terms as a psychological split 

between self and body rather than as symptoms of a disease (Laing 1965: 

30-1; 161-2). This work is distinguished from The Politics of Experience in 
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that there is no mention of mysticism or a reality beyond natural and social 

science. The ‘schizophrenic’ is, in line with the medical model, regarded as 

not ‘normal’ and suffering from a mental disorder if not a disease; and the 

mental disorder is regarded as a personal attribute of the individual patient 

(Sedgwick 1982: 75-7). By the 1970s, Laing is seen as returning to the 

medical model fold as he made far fewer claims about the special powers 

of perception according with psychotic experiences. He is also seen as 

withdrawing from a radical left analysis of the political problems associated 

with capitalism, and he is also seen as retreating from his previous 

statements supporting mysticism and the use of psychedelic drugs, and 

his critique of the family institution (Sedgwick 1982: 102-110).  

Nevertheless, despite this movement from the medical model to radical left 

mysticism and back to the medical model, The Politics of Experience and 

The Bird of Paradise was the work for which for which he was probably 

most well known and with which he is most associated (Sedgwick 1982: 

102). 

 

The popularity of Laing amongst user/survivors is difficult to gauge but, as 

already noted, he collaborated with some user/survivor groups until the 

late 1980s. If one concentrates on The Politics of Experience, this book 

has many positive messages for user/survivors which may explain why 

some entered into joint work with Laing and his allies. Firstly, the argument 

that ‘schizophrenia’ could be made intelligible on its own terms rather than 

as a ‘disease’ can be perceived as a call for user/survivor voices to be 
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listened to rather than dismissed as ‘irrational’.  Secondly, Laing’s claim 

that family dynamics can drive people to ‘schizophrenia’ can be a way of 

relieving the guilt that some user/survivors feel about their own role in their 

mental health. Thirdly, Laing’s description of psychosis as a mystic journey 

is a confirmation for many user/survivors that the religious/spiritual 

experiences and beliefs, which some find crucial in making sense of their 

distress (see Faulkner et al 1999: 93), are not simply another symptom of 

‘mental illness’. Fourthly, the idea that it is society which is mad, rather 

than user/survivors, can also reduce the internalised medical model notion 

that there is something wrong with the individual concerned. In fact, Laing 

seems to be saying that, unlike the efforts of the ‘sane’ majority, mental 

distress is a valiant attempt to achieve ‘true sanity’ at odds with a secular 

psychotherapy and psychiatry ‘often in the role of the blind leading the 

half-blind’ (1967: 116-17). Finally, the whole argument contained within 

The Politics of Experience can be read as an appeal for mental distress to 

be understood as a very special phenomenon which, if listened to and 

appreciated, has the potential to assist in solving the spiritual crisis 

inherent in modern capitalism. Anyone who has experienced forms of 

mental distress described as ‘depression’ or ‘psychosis’ will know how 

tantalising this message is. Distress of this kind often takes the form of an 

exaggerated sense of one’s own importance in the lives of others, in world 

historical terms, in cosmic terms, or all at the same time. 
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From a Foucauldian perspective, The Politics of Experience challenges 

the knowledge claim underpinning the power of psychiatry. In Madness 

and Civilisation, Foucault unpicks the variety of discourses surrounding the 

treatment of mental distress that influenced the legitimisation of psychiatric 

care in nineteenth century Western Europe. The dominance of the medical 

model discourse dates from this time in so far as this discourse has been a 

central constituent of the ‘general politics of truth’ of our politico-economic 

society. This produces the rules in which ‘false’ knowledge is disqualified 

and separated from ‘true’ knowledge which is linked to the exercise of 

power (Smart 1985: 67-8). Foucault saw the role of the modern academic 

not in terms of dismantling the link between ideology and science, or even 

liberating ‘truth’ from power, but in terms of separating the power of ‘truth’ 

from the present day economic, cultural and social hegemony in order to 

socially construct an alternative ‘politics of truth’ (Smart 1985: 68). In this 

sense, Laing’s conception of a mad world is a direct challenge to the 

‘politics of truth’ which sees mental distress in individual pathological terms 

rather than as the understandable result of alienation. Furthermore, Laing 

entreats us to listen to the suppressed voices of user/survivors. An 

alternative ‘politics of truth’ would undoubtedly privilege oppressed voices 

and discourses above their present position. Yet there are difficulties in 

accepting the argument contained within The Politics of Experience. 

Laing’s work is to be welcomed for raising the profile of issues such as 

spirituality, economic and social inequality, and the need to listen to 

suppressed voices. Nevertheless, the idea that ‘schizophrenia’ is a special 
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experience, containing the seeds necessary to move the individual 

concerned to a higher plane of spiritual understanding which, if properly 

understood, could influence social change, is to place far too much 

responsibility on to the shoulders of user/survivors. This may perversely 

increase feelings of guilt amongst user/survivors if either they find mystical 

spirituality irrelevant in their experience or  they feel that they cannot live 

up to the spiritual demands or individual growth expected of someone who 

has experienced the numinous (in this instance, Laing can be seen as a 

member of an elite group of psychiatric expert oppressors, rather than 

always a potential academic liberator). If user/survivors can resist the idea 

that they are special, however, they may become open to Laing’s other, 

perhaps contradictory, idea of ‘the dissolution of the normal ego’. From a 

Buddhist perspective, this can be thought to entail wonder at the universe 

coupled with an understanding that an individual life is no more 

distinguished in importance than any other (Brandon 2000: 137-52). An 

examination of the highly mundane life of asylum and other institutional 

inmates, though far less exciting than Laing’s description of 

‘schizophrenia’, offers the possibility of making links between the 

experience of ‘sane’ and ‘insane’ lives and will be looked at next.      
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Erving Goffman 

 

Goffman’s critique of ‘total institutions’, in his book Asylums (1968), 

attempted to reveal the ways in which ‘total institutions’, such as army 

camps, monasteries, prisons, boarding schools and asylums, affected the 

lives of the inmates (Goffman 1968: 11-17). His interest was not in the 

experience of mental distress per se; rather, he was interested in 

questions such as whether psychiatric inmates adjusted to asylum life in 

different ways to ‘sane’ people subjected to life in other ‘total institutions’; 

and whether adjustment to life in any ‘total institution’ could not be 

understood as a ‘meaningful, reasonable, and normal’ reaction to a ‘daily 

round of petty contingencies’ (Goffman 1968: 7). Goffman examined the 

‘mortification of the self’ in ‘total institutions’ which began with the process 

of admission including the issue of a standard uniform, the confiscation of 

utensils necessary for the maintenance of usual personal appearance, 

instruction into deferential forms of address to staff, compilation of a life 

history, photographing, fingerprinting, and the assignment of a number 

(Goffman 1968: 23-40).  Following admission, Goffman explored the 

impact of segregation, deference, authority, dependency, privilege 

systems, punishment, resistance and inmate culture on the formation of 
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self-identity in asylums.  Such is the power of the institution on self-identity 

that, by the time of release, Goffman finds inmates reluctant to leave 

because they lack the social skills to survive in a society where they may 

experience stigma (Goffman 1968: 40-72). After a discussion of the 

medical model and hospitalisation, Goffman concludes that asylums have 

little curative value and that the ‘true clients of the mental hospital’ are 

‘relatives, police, and judges’. Therefore, the routine of such an 

establishment props up the self-conception of professionals who believe 

they are fulfilling a therapeutic function. Furthermore, Goffman argues that, 

in order to be released or just to make asylum life bearable, the inmates 

have to support professionals in their delusion by accepting an existence 

of ‘self-alienating moral servitude’ which often has negative effects on their 

mental health (Goffman 1968: 333-6). 

     

Goffman’s research was held in high enough esteem for even critics of 

deinstitutionalisation to concede that there are powerful truths in his 

argument (Jones 1993: 169). The main concern of this discussion, 

however, is Goffman’s influence on user/survivor social constructions of 

themselves and a Foucauldian understanding of his ideas.  From a 

Foucauldian perspective Goffman has much to offer. Firstly, Goffman 

shows how a medical model discourse can be so successful that mental 

health treatment can be restricted to a form which offers little, if any, 

therapeutic value. Secondly, Goffman challenged the knowledge claim 

which is behind the power of psychiatry. Finally, Goffman shows how 



 

 90© David Armes 2006 

inmates can appear to be conforming to the asylum regime and yet putting 

up resistance (as conformity is the only way out).  The identification of this 

double-bind is still relevant for understanding the self-constructions of 

user/survivors today as undoubtedly many maintain contact with services 

which they feel are not helping them in the hope of staying out of hospital 

and not being over-medicated. Goffman’s work is perhaps most pertinent 

today, however, because of the parallels that can be drawn between 

asylum admission and institutionalisation, and the negative effect on self-

identity and behaviour of the stigma attached to a severe mental illness 

diagnosis (Barham 1992).                     

 

Today the term ‘anti-psychiatry’ is no longer a shorthand term for any 

attempt to subvert the power of the medical model. Anti-psychiatry, 

however, certainly played a role in emboldening user/survivors to 

challenge the power of psychiatry and develop their own group modus-

operendi in the conditions which have pertained since the passing of the 

1990 NHS and Community Care Act. Furthermore, the ideas of the anti-

psychiatrists still feed into theoretical models aiming to liberate 

user/survivors from the medical model and the stigma surrounding mental 

distress. Liz Sayce identifies four basic models for user/survivor liberation 

in her book From Psychiatric Patient to Citizen (2000), the Brain Disease 

Model, the Individual Growth Model, the Libertarian Model, and the 

Disability Inclusion Model. The work of Fanon, Szasz, Laing and Goffman 

lives on in three of these models and this will be evident in the following 
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discussion which starts with a look at a model not linked to anti-psychiatry 

but probably the most dominant. 

 

 

The Brain Disease Model 

 

Fanon, Szasz, Laing and Goffman often saw physical explanations for 

mental distress as at best misguided and at worst iatrogenic (attributable 

to medical intervention). In either case, anti-psychiatrists saw such 

explanations as devoid of any liberationary potential. However, the Brain 

Disease Model, which assumes that ‘mental illness’ is caused by brain 

malfunction, is closely associated with the medical model, and presumes 

to offer itself as a counter to the social stigma faced by user/survivors.  

The liberationary potential of this model is claimed to lie in its message 

that user/survivors are not responsible for their actions or cognitive 

processes. It is claimed that this is because they are suffering from a 

physical disease which should attract no more social stigma than physical 

diseases which affect any other part of the body (Sayce 2000:87). Those 

who support this model argue that the message about mental distress 

being a brain disease should be used to negotiate increased funding for 

mental health services; to secure equal access to insurance; and to take 

mentally distressed offenders out of the prison system and treat them in 

hospital (Sayce 2000: 88-89). Essentially, the liberation envisaged in this 

model is restricted to better access to mental health services (and public 
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sympathy), rather than being a model for full citizenship and participation 

in society.    

 

Aside from the question of scope, there can be many criticisms of this 

model, most of which can be found in Liz Sayce’s book (2000: 89-99).  

Firstly, the Brain Disease Model excludes evidence pointing to the 

causative effect of social variables, such as poverty and disadvantage, on 

mental distress. Secondly, alternative and spiritual explanations for mental 

distress are ignored. Thirdly, widespread acceptance of this model may 

lead to less investment in services as governments could refuse to ‘waste 

money’ on the ‘genetically inferior’ (this has already been mooted by 

Hernstein and Murray [1994]). Fourthly, ‘brain disease’ can be a 

justification for discrimination in employment. Fifthly, anti-discrimination 

challenges discrimination regardless of the cause. Sixth, removing 

responsibility from user/survivors damages their chances of citizenship.  

Seventh, a ‘severe mental illness’ diagnosis does not mean having no 

capacity for judgement. Eighth, ‘brain disease’ supporters also approve of 

compulsion. Finally, ‘Brain Disease’ supporters are funded by 

pharmaceutical companies with a vested interest in perpetuating this 

model.   

 

These criticisms arguably show that the Brain Disease Model is not 

liberationary in any meaningful sense. Nevertheless, it is supported by 

powerful charities, often linked to carers, such as SANE (Schizophrenia a 
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National Emergency) in Britain and NAMI (the National Alliance for the 

Mentally Ill) in the United States (Sayce 2000: 87-96) which give credence 

to its message. The dominance of this model can also be measured in 

terms of the probability that the majority of user/survivors see their 

condition in this way. The reason for user/survivor support for the Brain 

Disease Model is probably because they get most of their information from 

medical model psychiatric practitioners but this is not a clear-cut example 

of the power of psychiatric propaganda. Some user/survivor groups, like 

Voices (within the NSF), described themselves (until recently at least), as 

‘sufferers’ showing that even activists, who have access to information 

about other models of user survivor liberation, choose to identify ‘brain 

disease’ as a major component in their difficulties. This is not, however, to 

say that they are not opposed to discrimination, that they want to be 

subject to compulsion, that they do not want the right to challenge clinical 

judgement, or that they do not want full citizenship. Indeed, my experience 

of mental distress is that medication is helpful (it does not prevent 

breakdowns and symptoms – it reduces the frequency) and, in that sense, 

I subscribe to the view that a chemical imbalance of the brain is related to 

my condition. Of course it could be that, having taken major tranquillisers 

for almost 10 years, my brain is so accustomed to the medication that it 

cannot cope without it - that I am unlikely ever to know. I also recognise 

that some user/survivors do not respond to drug treatments (Warner 1994: 

217); that ‘brain disease’ is not the reason for all forms of mental distress; 

and that diagnoses such as schizophrenia are arbitrary (Boyle 1999: 75-
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90). Foucauldians can sustain an argument that envisions ‘brain disease’ 

as the prevailing discourse on the causation of mental distress which 

secures the power for psychiatrists to socially control user/survivors. I can 

accept that and seek to minimise the potential that collaboration with 

psychiatry has to control me by taking the pills, but I cannot stop my 

collaboration entirely as they have something I feel I need. This said, I am 

aware of the danger, addressed earlier, of too much collaboration with 

medical model psychiatry in that one can become dependent on it and 

even more socially excluded into the bargain. So, in conclusion to this 

section, I would argue that ‘brain disease’ (quotations because it is 

contested) cannot be ignored in any model for liberating user/survivors.  At 

the same time, user/survivors who draw upon such a model should also be 

alert to the danger that acknowledging it can lead to demands for more 

compulsion and more social exclusion. Nevertheless, one should not close 

the book on the causes, or cures, of mental distress without examining 

alternatives.    

 

 

The Individual Growth Model 

 

This model fashions itself as an alternative to the Brain Disease Model and 

is certainly linked to Laing’s ideas expressed in The Politics of Experience.  

In this model mental health is perceived as a continuum with all individuals 

on a journey where pathologies are identified and resolved with the help of 
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either counselling, complementary therapies, New Age philosophy or 

spirituality (Sayce 2000: 100-103). The liberationary claim of this model is 

based on the argument that mental distress is a wholly normal part of 

human life irrespective of any ‘mental illness’ diagnosis. Nevertheless, the 

emphasis of Individual Growth is on the individual as its main concern is 

whether a particular strategy heals rather than whether it challenges 

discrimination (Sayce 2000: 100-105).   

 

Individual Growth has been criticised as a model for user/survivor 

liberation for this reason and for many others identified by Sayce (2000: 

105-115). First, relations between client and therapist are rarely based on 

an equality of power which, as well as a reliance on ‘expert’ knowledge 

rather than personal experience, can result in further disempowerment.  

Second, the idea that we are all on a journey aimed at mental health, self-

actualisation or spiritual enlightenment, places a great deal of personal 

responsibility on user/survivors who may experience blame if they do not 

appear to be moving towards their goal. Third, Individual Growth diverts 

attention towards individual strategies and away from political issues such 

as the relationship between mental health and poverty. Fourth, that 

user/survivors are at the furthest end of the continuum opens the door to 

discrimination and makes it harder to be ‘mad and proud’.  Fifth, research 

from Canada (Cumming and Cumming 1957 cited by Sayce 2000: 108) 

shows that some communities do not recognise a continuum of mental 

health and, rather, identify madness as completely outside of ‘normal’ 
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experience. Sixth, a single continuum with spiritual enlightenment or self-

actualisation at one end and severe mental distress at the other is 

spiritually, religiously and culturally limiting since people who have 

experienced severe mental distress have also made significant 

contributions to art, religion and science. Finally, Individual Growth 

privileges emotion above reason whereas passion and reasoned analysis 

are equally necessary in the fight against discrimination. 

 

Criticisms such as these provide a strong argument for rejecting Individual 

Growth as a model for user/survivor liberation. Nevertheless, 

user/survivors have shown a great deal of interest in complementary 

therapies (Lindow 1994) and spirituality (Brandon 1976; Brandon 2000; 

Barker et al 1999; Nicholls et al 1999; Gilbert and Nicholls 2003) if not the 

New Age contributions. Interviews as part of this study, and anecdotal 

conversations with other user/survivors, have revealed that many do not 

see the experience of breakdown in purely negative terms; indeed some 

have described their experiences as a ‘breakthrough’ to a better life and 

way of living. Whilst personal narratives like these cannot be taken to 

signify support for the idea of a mental health continuum with mental 

distress at the wrong end, they do indicate that mental distress can be 

given meaning in the sense of a ‘journey’, often assisted by taking better 

care holistically of the physical body through traditional, complementary 

and alternative remedies. These strategies can be empowering as they 

involve individuals taking action to relieve distress and responsibility over 
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their own lifestyles as well as speaking out about what strategies actually 

work for them.   

 

The National Lottery has provided (until 2004) substantial support for the 

user/survivor-led Strategies for Living research project at the Mental 

Health Foundation which has explored the therapeutic and empowerment 

value of these interventions. It is undoubtedly the aim of the authors that 

research such as this may be used in the future to demand adequate 

public funding to provide the therapies that user/survivors find are most 

helpful and promote the inclusion of user/survivors within faith-based 

communities. Clearly, if Individual Growth is seen as a continuum it may 

exacerbate problems of stigma and discrimination but this does not mean 

that Individual Growth will be, or should be, rejected by all user/survivors 

as a strategy of personal empowerment. Sayce argues that Individual 

Growth should be viewed on a scattergram of common experiences, such 

as sadness, and less common experiences, such as voice hearing, with 

each experience capable of being positive or negative in the life of the 

individual (2000: 107); which seems quite reasonable. Sayce also makes 

the point that Individual Growth strategies are severely limited in their 

capacity to relieve mental distress caused by environmental issues, such 

as employment discrimination, which can only be challenged by a 

liberationary model which addresses the aim of full citizenship as a priority 

(Sayce 2000: 114-115). Foucauldians might analyse the Individual Growth 

continuum model in much the same way as they might approach the work 
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of Laing by seeing it as a challenge to the medical model ‘politics of truth’. 

Alternatively, they may see the expert knowledge offered by the New Age 

and traditional religions as merely alternative discourses competing for 

recognition in the current economic and cultural hegemony.  Laing’s work 

may be supported as it calls for user/survivor voices to be heeded, but a 

continuum model appears to advise rather than listen to user/survivors. A 

continuum model can be linked to the ‘moral therapy’ aspect of Szasz’s 

work, as evidenced by the number of ‘12 step’ programmes including 

confession and living a better moral life (Sayce 2000: 112). As discussed 

in the last chaper, Foucauldians might see such programmes as an 

attempt to stifle the ‘irresponsibility’ within some experiences of madness. 

‘12 step’ programmes can also be linked to medical model attempts to get 

user/survivors to accept that they are ‘ill’ and moderate their behaviour 

accordingly. From this perspective, a continuum model may reinforce the 

idea that ‘irresponsible’ user/survivors, rather than the ‘good’ moral ones, 

should still be subjected to compulsion. 

 

 

The Libertarian Model 

 

Goffman, Szasz (despite the latter’s ideas on moral treatment) and Laing 

(at least in The Politics of Experience) all challenged the idea that 

compulsion is an important therapeutic intervention. An end to the use of 

compulsion is a major aim for supporters of the Libertarian Model, but they 
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have a wider project concerned with dispensing with any form of 

differential treatment of user/survivors in the mental health system or in 

social communities. Slogans such as ‘equal civil rights and equal criminal 

responsibility for mental patients’, ‘you bet I’m non-compliant and 

inappropriate’, and ‘go manage your own case and get off mine’ are cited 

by Sayce as effective summaries of the Libertarian position (Sayce 2000: 

116). In line with Szasz, Libertarian supporters have argued that 

hospitalisation should be considered a matter of social control, abolished 

and not confused with medical treatment. In the United States, a minority 

of supporters of this model have even gone so far as to advocate the 

abolition of ‘reasonable accommodations’ within the Americans with 

Disabilities Act (ADA), on the grounds that user/survivors are not taking full 

responsibility for their work. They argue that if other employers and 

workers see that user/survivors cannot work exactly as other employees, 

because of impaired judgement and/or emotional grounds, there will still 

be an argument made for forced treatment (Sayce 2000: 116-119).   

 

Sayce asserts (2000: 119-120) the purist Libertarian Model is less popular 

amongst user/survivors in Britain, where the welfare state is experienced 

as a benevolent agent of collective responsibility as well as a tormentor. 

British user/survivors are generally more prepared to view their liberation 

in terms of engaging with multiple agencies, rather than simply supporting 

a model which, although highly coherent, makes no allowances for their 
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impairments (these issues are further discussed in the next paragraph but 

one).  

 

Once again, Sayce has no trouble in identifying criticisms of the Libertarian 

approach (2000: 119-28). One, many user/survivors want support from 

state funded services as well as the state off their back. Two, the struggle 

for equal access to employment, health and social services may be 

dissipated by a model which concentrates on formal equality before the 

law. Three, public opinion is very hostile to Libertarian arguments but 

supports the idea that user/survivors can make a contribution in society.  

To concentrate exclusively on civil liberties may alienate sections of the 

public interested in decreasing social exclusion whose support in this area 

could be used as a staging post to greater civil liberties in the future. Four, 

many user/survivors do not want the same treatment as others in areas 

such as employment. Five, access to employment is at least as important 

to many user/survivors as formal equality. Six, the Libertarian Model could 

be used to justify cuts in mental health public services. Seven, 

user/survivors are often treated horrendously in prison; abolishing 

confinement in hospitals will result in many more user/survivors being 

gaoled. Last, the European social policy perspective makes room for 

responsibility to be taken by the state as well as the individual; it is unfair 

to expect user/survivors to take complete responsibility for engaging in 

paid work, establishing themselves in civil society, and for not committing 
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crime when other individuals and agencies do not take some responsibility 

for the health and inclusion of user/survivors.      

 

These criticisms centre around the question of whether a Libertarian 

Model would work in practice rather than whether it is a good model in 

principle. This is probably because the logic of this model is flawless. Yet, 

at the same time, this offers hardly, if any, better prospects for 

user/survivors than currently exist. The current situation allows 

psychiatrists to lock up user/survivors, forcibly medicate, forcibly 

administer ECT, over medicate, prescribe cocktails of drugs, and even 

perform lobotomies. Nevertheless, some of the respondents in the 

research conducted for this thesis said that the current situation enables 

user/survivors to access health and social services, drug treatments that 

are not always unwelcome, and that some, if only in retrospect, appreciate 

being confined to hospital when they have lost capacity. These comments 

would seem to indicate that, in Britain at least, many user/survivors see 

compulsion as a necessary evil, but one which should be subject to many 

safeguards, including the need to judge when, how, and to whom it is 

applied on a case by case basis. This assumption is based on personal 

experience of meeting relatively few user/survivors who oppose the use of 

compulsion in any situation, and the demands of the user/survivor 

movement for advance directives which would give them the right to 

specify what kinds of treatment they would individually find useful if 

compulsion were deemed necessary (Lehmann 2001: 89).  
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Sayce (2000) argued, as highlighted earlier, that public opinion against the 

Libertarian Model is an important criticism. Yet this seems quite weak 

when it is human rights that are at stake. She justifies her criticism on the 

grounds that public opinion is a major player in user/survivor liberation 

which needs to be nudged in more positive directions. At the level of 

principle, the argument still seems weak although she is right to point out 

that public opinion holds a lot of power and, in this sense, it is worthwhile 

examining the likelihood of changing that opinion. From a Foucauldian 

perspective, the Libertarian Model is a coherent extension of the rational, 

sovereign discourse of individuality that permeates liberal democracies. 

The problem for supporters of the Libertarian Model is that, from a 

Foucauldian perspective, user/survivors are excluded from being 

appreciated as ‘rational individuals’ because ‘reason’ needs an opposite 

against which it can be measured and madness is that opposite. Foucault 

argued that madness is a ‘threatening space of absolute freedom’ which a 

society based on ‘reason’ seeks to control as a matter of survival (1967: 

83-4) and one has to assume the idea of equal civil rights in such a society 

comes a poor second (indeed, the notion of limited and qualified rights 

underpinning human rights legislation provides a concrete example of this 

very point). Public opinion, from this perspective, may well be amenable to 

user/survivors making a contribution to various activities, but it will be 

unlikely to relinquish the perceived benefits of compulsion, short of the 

toppling of the discourse of ‘Enlightenment reason’ from its present 
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dominance. The upshot of this discussion is that a model for user/survivor 

liberation needs to address the use and abuse of compulsion in mental 

health, but not in an Enlightenment style either/or duality. Furthermore, 

such a model also needs to challenge the dominance of the ‘reason’ 

discourse by exploring mad identities. 

 

 

The Social Model of Disability (or Disability Inclusion 

Model) 

 

The division of ‘reason’ from ‘unreason’, that allows Western capitalist 

individualist liberal democracies to survive, is challenged by supporters of 

the Social Model who demand that user/survivors should have the same 

rights as any other citizens. There is no evidence in Liz Sayce’s book 

From Psychiatric Patient to Citizen (2000) that she is aware of the 

revolutionary implications, from a Foucauldian perspective, of the Social 

Model she advocates which, she asserts, could assist in the possibility of 

progress towards equal citizenship for user/survivors in the first few 

decades of the second millennium. She accepts that progress towards 

citizenship is not inevitable, or even moving forwards in the present, but 

she does argue, ‘In the mental health world, we need to imagine that 

things that seem inevitable [like the present discrimination against 

user/survivors] could be different’ (Sayce 2000: 37). The different future 

that Sayce wants to see includes user/survivors having access to 
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involvement in all areas of civil society and work, being treated as reliable 

witnesses, and not being associated with violence (2000: 32-37).  These 

aims may not seem inconceivable but they do challenge dominant 

discourses around ‘reason’, and ideals of physical and mental ‘perfection’ 

which a Foucauldian would see as fundamental in the anatomo and bio-

politics created by Enlightenment thinking. 

 

Leaving aside the scale of the opposition that supporters of the Social 

Model may face, the advantages of this model include the undoubted 

strength of its appeal for citizenship rights and responsibilities to be 

extended to user/survivors. This model for user/survivor civil rights takes 

its lead from the disabled people’s movement which argues that disability 

is the result of the discrimination faced by people with impairments in 

capitalist societies (Oliver 1996:33). Disabled people have argued that 

they are excluded from full participation in areas such as work, leisure, 

housing, education, shopping because of discriminatory attitudes to 

impairment, and discriminatory social institutions such as the welfare state, 

which identify them as ‘victims of personal tragedy’ in comparison to an 

‘able-bodied’ standard of ‘normality’. In this model, people with 

impairments do not have to attempt to conform to ideals of ‘normality’ - the 

message is that they want to be accepted as they are and not as some 

people think they should be (Sayce 2000: 36-7). Being able to identify 

oneself as a ‘user/survivor’ and/or ‘impaired’ with no-one having the right 

to discriminate against you is an important step on the road to demanding 
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full citizenship rights and responsibilities. Sayce argues that because the 

Social Model draws on other models of civil rights campaigning, it enables 

user/survivors to maintain other identities such as ‘black’, ‘impaired’ or 

‘feminist’ which are equally important to them (2000:131). She contends 

that a willingness to learn about different experiences of discrimination is a 

strong counter to discrimination, for example, between user/survivors on 

the one hand, who may claim they should not be the objects of 

discrimination because they are ‘able-bodied’, and people with learning 

difficulties on the other, who might say they should not be discriminated 

against because they are not mad. Furthermore, she argues that a Social 

Model demands that user/survivors attend to discrimination and inclusion 

within the user/survivor movement (Sayce 2000: 131). She also asserts 

that this model enables user/survivors to engage with anyone, including 

the one in four of the population who experience less severe forms of 

mental distress,  and who face discrimination because they do not conform 

to physical, mental and emotional norms (2000: 135).   

 

The Social Model also addresses some of the issues raised by the other 

models of liberation that have already been examined. First, inclusion can 

mean better access to services and treatments needed to participate in 

social life and, in this sense, accounts for some of the issues raised by the 

Brain Disease Model. Second, this model is about the idea of 

user/survivors living fulfilling lives, regardless of experience of mental 

health difficulties, rather than seeking the ‘cure’ linked to Individual Growth 
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(Sayce 2000: 132). Finally, the anti-compulsion message of the Libertarian 

Model is incorporated into a demand for civil rights (Sayce 2000: 143).  

The incorporation of these particular issues, raised by the other models of 

liberation within the Social Model, supports Sayce’s claim that the Social 

Model has in-built flexibility. This allows user/survivors to challenge 

discrimination tactically according to which issues they feel need to be 

addressed at any one time and according to their own individual concerns 

(Sayce 2000: 143).   

 

Sayce’s arguments for the adoption of a Social Model of mental distress 

are compelling and the respondents for this research reported that 

user/survivors have been considering the benefits of this model for some 

time. I would nevertheless argue that there are some weaknesses in her 

argument. Firstly, Sayce asserts that people who have experienced 

distress should, ‘...refuse to be shamed just for being a user/survivor - and 

simultaneously to take responsibility for one’s actions: to be quite prepared 

to feel guilty, to take the consequences of actions that may be unethical’ 

(2000: 139). Taking responsibility is without doubt an important step along 

the road to full citizenship yet user/survivors may feel less motivated to do 

this in a society which denies them equal rights.  Furthermore, 

user/survivors could argue that Sayce is setting a standard of ‘perfection’, 

where citizens are ethical, responsible and conscience driven, that is 

similar to the ideal of the ‘perfect body’ opposed by the Social Model of 

disability. Secondly, user/survivors sometimes find the thoughts, voices 
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and behaviour associated with their distress as unacceptable to 

themselves as they are to the general public. This means that 

discrimination and impairment cannot be easily separated for 

user/survivors because, in the words of Barker, Campbell and Davidson, 

madness ‘...is a whole human experience. Whereas a person has 

pneumonia or cancer, he is mentally distressed or mad - the person and 

the madness appear to be one and the same’ (1999: 8). Furthermore, I 

regard Shelley Tremain as correct in her assertion (2002: 34) that the term 

‘impairment’ (used by Social Model of Disability theorists to denote the 

physical condition faced by a person who is disabled by social 

discrimination) is not ‘merely descriptive’ and ‘value neutral’.  Furthermore, 

following Foucault, Tremain argues that liberalism (the dominant political 

ideology in millennial Britain) is ‘hierarchical’, ‘exclusionary’, and 

‘polymorphic’ (2002: 44). This means that the term ‘people with 

impairments’ is likely to denote a very similar meaning as ‘disabled people’ 

in a society that routinely excludes people for being different.   

 

Sayce argues that, although impairment may be a real issue which makes 

life more difficult for user survivors, the impairment is compounded by 

discrimination (2000: 134). Whilst accepting this proposition, can you really 

be ‘mad and proud’ and challenge discrimination if you do not let other 

people know the full extent of your distress? If you do, can you be ‘proud’ 

about voices that tell you, for example in the case of a single mother 

experiencing distress, to harm your own child and feeling close to acting 
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on them (Salisbury Hearing Voices Group 1996)? And, if you are very 

brave and place your own experiences in the public domain (as she did), 

are you challenging discrimination or are you possibly reinforcing it (of 

course the main reason for relating her story was probably to help other 

people in distress and is applauded by this author)? Apart from seeking to 

create social relations where a diversity of mental states (no matter how 

presently disturbing) are accepted, there are no ready answers to these 

questions but a major question is whether what goes on in the mind can 

be incorporated into what people call the ‘personality’ without negative 

assumptions being made? Of course a Foucauldian might deny the 

existence of ‘personality’ and talk about the kind of people we are as 

existing between, rather than within, human individuals (Burr 1995: 26-7). 

This argument denies the existence of an individual essence living outside 

of relations with other people, but the discourse of ‘personality’ is very 

powerful in Western culture and even social constructionists would have 

difficulty in negotiating life without drawing on this shared understanding. 

The point is that people associate what goes on in their minds with who 

they think they are, people like or dislike people often according to 

whether they react verbally or non-verbally in line with perceptions of 

shared assumptions, and if you cannot draw on what happens in the mind 

to build a concept of self and others, how can you be a ‘person’ (Giddens 

1991: 53)? Becoming a ‘person’ may be a kind of ‘pathology’ in itself, but it 

is the only way of living on offer and to experience phenomena of the mind 

which create self-doubt about ‘personhood’, not to mention casting doubt 
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on your ‘personhood’ in public, could be highly damaging. Discrimination 

undoubtedly feeds on the silence of user/survivors but it also feeds on 

what is publicly known about the ‘symptoms’ of mental distress. In these 

circumstances, user/survivors need to produce their own constructions of 

mental distress, and in doing so, begin to seek for a way of valuing life 

independent of any perceived differences, characteristics, or ideals of 

‘perfection’.    

 

 

User/survivor self-constructions of mental distress 

 

The question of how user/survivors can be whole people, including socially 

unacceptable voices, thoughts, emotions, and behaviour, and yet develop 

a sense of ‘personhood’ which they can value, is at the core of their self-

constructions of distress. User/survivor literature addresses self-

constructions of madness within three main themes: spiritual 

understanding, user/survivor psychology, and ‘pride’. All of these 

constructions tackle the above question by emphasising the positive 

qualities associated with surviving traumas which significantly impair their 

lives, surviving a mental health system which often is experienced as 

oppression rather than treatment, surviving the benefit system, surviving 

discrimination and stigma, surviving so that they can shake up and/or 

contribute to society, and simply surviving by carrying on living. These self-

constructions cast user/survivors as adventurers who have returned to tell 
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tales of exploits in the dangerous waters of the psyche, spirit, and scientific 

psychology. These adventurers may still be riding the ocean waves of 

distress, periodically returning to the voyage or back on dry land. Some 

may be drowning, some resting, and some charting maps to assist those 

who are still at sea and those who will set sail in the future, but all are 

portrayed as heroes and heroines in these constructions.       

 

 

Spirituality 

 

A sense of spirituality is an alternative way of valuing life, and many 

user/survivors have found that religious beliefs, the search for meaning, 

and/or efforts to reduce the self-importance associated with ego have 

been crucial in helping them to survive mental distress (James 1960 orig 

ed 1901/2; Barker et al 1999; Nicholls 1999; Brandon 2000).  Perfection 

may be an aim of a life informed by spirituality and, in this sense, it could 

be thought of as superficially similar to the ‘perfection’ of dominant health 

discourses. Dominant discourse equates ‘perfection’ with man-made 

notions of ‘normality’, whereas the benchmark for spiritual perfection is 

divine and almost unattainable in this world. The attainment of perfection 

in Buddhism is reserved for a tiny minority who reach enlightenment and, 

in Christianity, it is impossible as it is embodied by Jesus. Whilst some 

user/survivors find meaning and consolation in the teachings of 

established religions, it is often the first-hand experience, sometimes in the 
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midst of distress, of coming into contact with something that they cannot 

explain that defines their spiritual beliefs (Nicholls 1999).  Examples of this 

may include visions of auras within people, dreams of being transported 

through the universe to a blinding light, prophetic voices, demonic visions, 

experiencing the raising of the dead, UFO experiences, the answering of 

prayers, religious visions, spiritually inspired creativity (Nicholls 1999), and 

many more. My own spiritual experience is the reasonably common 

experience of being overwhelmed by the feeling of being governed by 

unconditional love. It was a powerful enough feeling to make me want to 

spend the rest of my life trying to get back there but too powerful for me, 

as a pretty imperfect being, to be able to continue feeling it and function in 

the world as it is (and/or as I am). Barker et al (1999) collated personal 

accounts from user/survivors who wrote about how the experience of 

mental distress had been a turning point in their spiritual lives (in the sense 

of finding meaning). Some of those accounts did not report any of the 

spiritual experiences similar to those above but Barker et al stated: 

 
Even those authors who did not define their experiences in spiritual terms 
ultimately emerged from their madness with a new attitude to life and had learned 
how to see with new eyes. Although we did not select the authors with that 
criterion in mind, all have described how they found a new commitment to helping 
others journey through madness. Somehow, as a function of their own 
emergence, they discovered the value of helping others to emerge into new 
dawns. Ironically, for people so harshly dealt with by the Fates, all experienced 
something of what Mayne refers to as a growth in love... (1999:182).    

 
 
Barker et al also argue that Foucault was right to assert that, although it is 

known that violence and power are heavily present in the world today, it 

cannot be seen because self-policing Western citizens ‘...hardly notice any 

more the extent to which violence is ingrained in our social ceremonies, 
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our macro-economic systems and our international relations.’ (1999: 179). 

In this sense, they are retracing the steps of Laing and Goffman who 

described the world they saw as mad (Fanon may also be included here 

as he called racism in the world: ‘unreason’ 1967: 118).  Also, in line with 

Laing, they call on mental health professionals to consider whether 

psychotic distress is an ‘epiphany’ or ‘spiritual opportunity’ (Barker et al 

1999:183). The criticisms made against Laing, that user/survivors may be 

overburdened with responsibilities they cannot fulfil, that feelings of guilt 

may increase if they do not have spiritual experiences, and that they may 

be encouraged to think that they are special, also apply here. Yet Barker 

et al emphasise the spirituality and spiritual experiences of user/survivors 

more in terms of how they can assist in ‘recovery’ and how they influence 

life following and during distress rather than as a key to healing the 

problems of the world (1999: 177-85) in the style of Laing. 

 

The more mundane side of spirituality was taken up by David Brandon 

(2000) who made careful links between a sense of spirituality and 

responsible actions. Brandon entreats us to see spirituality in terms of 

what we can do for others and for wider change in the process. He says 

that all we are asked to do is be human, that ‘This ordinary pilgrimage 

gradually reveals our true nature and helps our service to others to 

become a little more joyful’, and that the spiritual life is certainly ‘nothing 

special’ (Brandon 2000: 151-2). In a conversation with him a couple of 

years before his death, he said that I was lucky to have had a spiritual 
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experience - but that was all. He did not say whether it would make me a 

better person or mark me out for special favour but I assume he meant 

that I now had choices that previously had not occurred to me. From this 

perspective, all of humanity are heroes and heroines struggling to survive 

and sometimes assist others along their way. If spirituality is the way of all 

life, which I accept, then the dramatic experiences noted above can be 

seen as a sharp correction to the lives of individuals and/or, as Foucault 

said, when writing of ‘mad art’, ‘...a moment of silence, a question without 

answer, [which] provokes a breech without reconciliation where the world 

is forced to question itself’ (1967: 288) rather than the answer to all the ills 

in the universe. 

 

 

User/survivor psychology 

 

The integration of spirituality and psychology is an innovation introduced 

by survivors of mental distress who have ventured upon careers in 

psychiatry, psychology and psychotherapy. It is evident in the works of 

William James (1960 orig ed 1901/2), Carl Gustav Jung (1995; orig Ger ed 

1961), and R.D.Laing (1967). James began the questioning of the model 

for pathologising mental distress and allocating physical and mental 

diagnoses which continues in user/survivor circles to this day. He criticised 

the nineteenth century medical model for describing St Paul’s vision on the 

road to Damascus a result of ‘epilepsy’, St Teresa of Avila a ‘hysteric’, St 
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Francis of Assisi a ‘hereditary degenerate’, and the piety of George Fox a 

symptom of a ‘disordered colon’ (1960 orig ed 1901/2: 35). Medical 

diagnoses may have changed but user/survivors still question whether 

conditions such as ‘schizophrenia’, ‘personality disorder’, ‘manic 

depression’, and ‘clinical depression’ are anything more than convenient 

boxes to categorise highly individual experiences. 

 

Kay Redfield Jamieson is the most well known user/survivor practising 

psychology in the world today. In her best-selling autobiography (1997), 

she describes how she came to accept a diagnosis of ‘manic depression’ 

and the importance of treating it with Lithium. She also supports the view 

that ‘manic depression’ is a hereditary condition and her research has 

focused on the identification of genetic explanations in the book Touched 

with Fire (1994). Despite her very conventional views on diagnosis, 

treatment and causation, Jamieson argues that, if she had her time again, 

she would not necessarily wish to avoid the experience of madness (so 

long as she had access to Lithium). Jamieson says this because she 

regards the experience of madness as enabling her to feel, love, laugh 

and appreciate life more fully than if she had never had ‘manic depression’ 

(1997: 217-219). Personal experience of madness has led Jamieson to 

explore the positive aspects of ‘mania’ (if not ‘schizophrenia’ and ‘clinical 

depression’) as a force for human creativity (1994).   
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In Britain, Peter Chadwick and Rufus May, who have both been diagnosed 

with ‘schizophrenia’, have begun to challenge the medical model as 

qualified psychologists. Chadwick explores the positive aspects of 

‘schizophrenia’, in terms of creativity, through a number of life histories 

and empirical studies, and concludes that ‘schizotypy in no way impedes 

the creativity of highly intelligent subjects and, for those of non-conforming 

type, may well enhance it’ (1997: 143). As a psychologist, Chadwick, like 

Jamieson, approaches his studies from a biological, genetic and cognitive 

stance (1997: 169) which he accepts would be inadequate for explaining 

the spiritual phenomena that he and some of his subjects had experienced 

(1997:178-9).  Both Chadwick and May, like Laing before them, call for 

psychologists to try and make sense of mental distress with their clients 

and in this sense they are challenging the medical model (Chadwick 

1997:178-9; James 2000:11), even though their method could be claimed 

to be the institution of a different kind of expertise. 

 

Whilst Chadwick cautions against user/survivors who experience the 

numinous seeing themselves as ‘profoundly significant’ (1997:178), the 

whole tenor of the user/survivor contribution to psychology seems to be to 

mark people who experience mental distress out as in some way special in 

terms of spiritual understanding, creativity, or both. Here we are provided 

with a picture of people with something special to offer, possible heroes 

and heroines waiting to be set free rather than the ‘troublesome’ people 

who sometimes appear in the media.  
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Pride 

 

This is the most uncompromising stance that can be taken up by 

user/survivors, and is used by those who want society to accept them 

completely and wholly as they are. The book Mad Pride: A Celebration of 

Mad Culture (Curtis, Dellar, Leslie and Watson 2000) is filled with 

examples of user/survivors commandeering a bus, punching policemen, 

drug taking with mental health staff, going psychotic on LSD, giving advice 

about how to hoodwink mental health professionals, being drunk in 

hospital, stabbing a verbal abuser and being sent to prison, cutting out the 

tongue of a dog and masquerading as a psychiatrist in order to discharge 

acute ward patients. The contributors to this book can be called ‘mad and 

proud’ because they refuse to be shamed even when they have upset the 

lives of others. 

 

The implication of Mad Pride seems to be that all aspects of madness are 

OK and that the rest of the population should be resigned to accepting 

their irresponsible behaviour. At the same time, the book does address 

some of the abject misery faced by people who have experienced sexual 

abuse, auditory and visual hallucinations, panic attacks, and paranoid 

delusions. It could be said that the expression of these terrifying 

experiences may make other people more understanding of the meanings 
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behind self-destructive and violent behaviour when it occurs. 

Nevertheless, Mad Pride is not primarily concerned with promoting 

understanding as it seeks to portray the experiences of the contributors as 

‘the new rock ‘n’ roll’. The thinking behind this book is surely that if 

‘rockers’ could take LSD on magic buses, get arrested, throw televisions 

out of windows, get in drunken brawls, bite the heads off bats and subvert 

society into the bargain by gaining respect from followers of their music - 

why cannot user/survivors do the same? Once again user/survivors are 

tempted to see themselves as ‘special beings’, this time a vanguard who 

need do nothing more than create chaos to ferment revolution against a 

‘mad world’.   

 

A Foucauldian might see Mad Pride as a form of resistance exercised by 

those who have been outcast by society and an attempt to return to a time 

when the forces of ‘reason’ were openly confronted by the disorder of 

‘frenzied unreason’ (Foucault 1967: 64). Indeed, just as artists such as 

Artaud, Van Gogh and Nietzsche posed questions of societies which could 

not then be answered (Foucault 1967: 286-8), perhaps the ‘unreason’ of 

Mad Pride confronts millennial Britain with its own failure. In terms of 

representing ‘whole people’, Mad Pride is certainly about demanding 

respect for all aspects of the mad experience but a Foucauldian might 

argue that Mad Pride is an expression of a singular ‘rock ‘n’ roll’ discourse 

amongst many, often contradictory, discourses which mad people draw 

on. Foucauldians might argue for the construction of an alternative politics 
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of ‘truth’ rather than the re-hashing of a 1960s discourse. Nevertheless, 

some of the contributors to the Mad Pride book have moved on to 

supporting user/survivors to speak for themselves through art and music 

and the expression of their subjective emotions which may produce some 

space to create new discourses that challenge psychiatric hegemony. 

 

The Hearing Voices Network (HVN) and the National Self-Harm Network 

(NSHN) have started to produce an alternative politics of ‘truth’ based 

around the idea that voice hearing and self harm can be understood as 

meaningful from the perspective of the people who experience them 

directly. Whilst mental health professionals often accept the input of 

user/survivors in the provision of services, they are less happy about 

user/survivors having an input into actual treatments, and the activities of 

HVN and NSHN are a head on challenge to their authority in this area. As 

well as promoting new understandings of distress, HVN and NSHN argue 

for new ways of coping based on self-help and self-management which 

raises the possibility that user/survivors can be not only recipients but 

providers of care as well (Campbell 1999: 201-202). The idea that voice 

hearing is meaningful has been taken up by some sections of psychiatry 

(Romme and Escher 1993) and overlaps with the philosophy of 

user/survivor self-advocacy (Wallcraft and Michaelson 2001: 177-89) 

practised by many self-help and advocacy groups. With HVN and NSHN a 

new politics of ‘truth’ has emerged which is making links between highly 

individual experiences and challenging the idea that socially unacceptable 
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voices and self-destructive actions are negative. These groups do this 

without losing sight of the individual’s holistic, or wholly fragmented (Rose 

2002: 20-1), mental distress, the particular experiences they have had, the 

society they live in, and the discourses that they draw on.    

 

Within the aims of HVN and associated literature one can find answers to 

the questions of whether user/survivors should be open about the full 

extent of their distress; whether user/survivors can be proud about socially 

unacceptable voices and behaviour; whether being open about distress 

challenges or reinforces discrimination; and whether user/survivors should 

see themselves as whole people, or ‘personalities’, regardless of the forms 

of distress they experience? Firstly, in so far as they argue that they have 

to educate the public about the meaning of voices to reduce ignorance 

and anxiety, this may mean some voice hearers being open about their 

experiences. Secondly, by emphasising the extent of voice hearing 

amongst users of mental health services and non-users alike they hope to 

promote more understanding of a condition which voice hearers should 

not feel shamed by. Thirdly, the previous two measures should be seen as 

challenges to, rather than a reinforcement of discrimination because voice 

hearers are showing that their experiences are meaningful (at least in 

subjective if not always ‘rational’ terms) rather than the meaningless 

experiences described by conventional psychiatry. Finally, voices are not 

seen as the result of a split personality but meaningful within the entirety of 

a person’s experience and an indicator of issues which have not been 
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satisfactorily resolved (Hearing Voices Network Magazine 2000; 

Openmind 2000). 

      

HVN may have answers to the questions raised at the start of the last 

paragraph, but these answers are not a blueprint for how the individual 

user/survivor should approach all social situations. Certainly, the 

user/survivor who is open about their experience, and accepts that their 

condition is an integral part of their whole being, will have to face a public 

which still accepts medical model explanations and is resistant to new 

models for understanding mental distress. Indeed, if stigma and 

discrimination are to be challenged by new ways of understanding 

distress, such as those promoted by HVN and NSHN, then the 

user/survivor movement has to turn its attention to convincing the 

psychiatric profession as they hold the ear of the public on the issue of 

mental health. The interconnection of the fates of user/survivor self-

constructions of madness and psychiatry has been a recurrent theme of 

this chapter within which anti-psychiatrists fulfil the role of selling the idea 

of listening to user/survivors to the public and mental health professionals.  

Even the model for understanding voice hearing promoted by HVN was 

the result of collaboration between Dutch psychiatrists who chose to listen 

to user/survivors and non-distressed voice hearers (Openmind 2000). 

Every time psychiatrists and academics have listened to the voices of 

user/survivors they have raised the hopes of people who have 

experienced mental distress that they will be saved and their heroic efforts 
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and special qualities will finally be recognised. The HVN model, however, 

is a departure from most user/survivor self-constructions in that voice 

hearing is not portrayed as a special experience which enhances 

spirituality or creativity but merely a mind attempting to resolve particular 

issues. In this sense, user/survivors are heroes and heroines only to the 

extent that all human beings spend much of their time trying to play the 

cards that life has dealt them, and their experiences are portrayed in a way 

which ‘ordinary people’ could be able to relate to rather than shun as 

beyond their understanding. What is now required is that psychiatrists 

should promote, rather than interpret, user/survivor understandings of their 

own distress to the public. 

 

The Strategies for Living Project at the Mental Health Foundation provided 

just the kind of information necessary to begin the process of bringing at 

least some psychiatrists on-board (until 2004 when funding ceased). This 

project was an example of user/survivor researchers evaluating the issues 

which user/survivors report are the most important to them (Faulkner and 

Layzell 2000). In their literature, Strategies for Living addressed some of 

the ways in which user/survivors have already self-constructed 

themselves, such as being spiritual and/or creative, and the ways these 

self-constructions have enabled them to cope with distress. As well as the 

more established themes, Strategies for Living also reported that 

relationships with others, positive thinking, psychiatric medication, physical 

exercise, financial security, access to information, hobbies, and a secure 
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home life are important to user/survivors (Faulkner and Layzell 2000: 90-

5).  This kind of research breaks the boundaries of disciplines as varied as 

psychology, art, theology, sports science, sociology, politics, and physical 

health. It is an example of how the philosophy of self-advocacy, more 

generally associated with the aim of user/survivors speaking for 

themselves about their experience of mental health services, is creating 

space for user/survivors to explain, and treat, their own distress, even 

without the interpretation of psychiatrists. The contributions of 

user/survivors who were interviewed for Strategies for Living were not 

used by the project to advocate particular methods of coping with mental 

distress. In this sense, although some of the themes may be similar to 

discourses of the powerful about how people who have experienced 

mental distress should behave around issues such as self-development, 

taking responsibility, and/or improving self-esteem, Strategies for Living 

can be supported by Foucauldians on the grounds that individual 

user/survivors were speaking subjectively about what works for 

themselves alone. In doing this, they challenge the dominant discourse 

which asserts that ‘objective’ scientific methods are pre-eminent in 

determining what forms of knowledge are acceptable within the evidence-

base for mental health (Thomas 2000: 1).   

 

Strategies for Living have also played another major role in the formation 

of user/survivor knowledge in that they were the initial drive behind the 

creation of the Survivor Researcher Network (SRN). The Survivor 
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Researcher Network (currently hosted by the Mental Health Foundation) 

and Suresearch (hosted by Birmingham University) are the main points of 

contact for British user/survivor researchers to engage with each other and 

share information. These organisations represent the beginnings of an 

intellectual community of user/survivors capable of contributing to, in 

Foucauldian terms, an alternative ‘politics of truth’ where user/survivors 

speak for themselves. I have already noted a number of user/survivor 

academics/psychiatric professionals who have contributed to the shifting 

models of madness examined earlier in this chapter. In particular, I 

suggested that Laing was both an oppressive psychiatric professional, and 

an academic liberator engaged in a struggle to establish an alternative 

‘politics of truth’ where the voices of user/survivors are respectfully listened 

to. User/survivor intellectuals of the immediate post-millennial decade, 

however, are less likely to fall into the trap into which Laing fell (of 

assuming the right, and expertise, to expect exceptional individual and/or 

spiritual growth of user/survivors simply because they have experienced 

severe distress), because they have generally had some involvement with 

the wider BUSM (and thus contact with the goal of self-advocacy – see 

Wallcraft and Michaelson 2001). 
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Conclusion 

 

This chapter has shown that the ability to shape the discourses 

surrounding mental health which inform public opinion, largely resides with 

academic/mental health professionals, regardless of whether they are 

influenced by the medical model, or anti-psychiatry, and whether they are 

user/survivors or not. User/survivor academics/professionals have 

frequently done themselves a dis-service by constructing their 

experiences, and selves, as ‘special’, or ‘heroic’, which can only lend itself 

to greater mystification about the user/survivor experience. The adoption 

of self-advocacy as a philosophy for the BUSM has come to the rescue 

with the interventions of HVN, NSHN, and the Strategies for Living 

research finally showing that user/survivors are ordinary ‘whole people’ 

with difficulties. This contrasts with the pictures of ‘irrational’ people whose 

words should be treated as ‘meaningless’, that medical model psychiatry 

has painted in their discourses.   

 

Nevertheless, so long as psychiatry is seen as the legitimate holder of this 

‘power/knowledge’ which dominates mental health discourses, it is likely 

that user/survivors will have to accommodate them in some form, either in 
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partnership, or by joining the profession themselves. Collaboration with 

psychiatry has been deduced and shown to exist in many forms including 

being on the receiving end of a medical model diagnosis, and I suggest 

this is a way forward so long as user/survivors are credited when they 

have contributed to new ways of thinking about mental health.  

Furthermore, other opportunities for collaboration, with feminist and black 

and minority ethnic professionals in particular, undoubtedly exist, and the 

interest in a social model, specifically framed for user/survivors, increases 

the chances of joint work with people and organisations who also 

challenge oppression especially the Disabled People’s Movement. What is 

more, the philosophy of self-advocacy is about user/survivor subjective 

truths, which in and of itself could be a powerful engine for challenging the 

generalities of the medical model. 
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CHAPTER 3: THE BRITISH USER/SURVIVOR MOVEMENT 

(BUSM) 

 

 

With a grounding in the intellectual currents surrounding what madness is, 

or might be, in place, this chapter will progress to an examination of the 

history, politics, and current activities of the British User/Survivor 

Movement (BUSM). This is important because it offers the reader a 

context from which a greater appreciation of the data presented and 

analysis can be made in later chapters. 

 

The user/survivor movement in Britain that has emerged over the last 15 

years or so has, as perhaps its greatest achievement, pursued an aim of 

enabling user/survivors to speak for themselves through self-advocacy in 

terms of their experiences of asylums, acute units, day centres, housing, 

training for professionals, research, charities, state benefits, employment, 

user/survivor projects and now, as has been shown in the previous 

chapter, explanations and treatments for mental distress. If the 

user/survivor movement has a guiding philosophy at all then it can be 

summed up as that of ‘self-advocacy’. Of course self-advocacy could be 

seen as part of a social model in the sense that the response of society to 

the difference of user/survivors prevents them from speaking for 

themselves, and self-advocacy challenges this (Craine cited in Wallcraft 

and Michaelson 2001:184). Nevertheless, self-advocacy implies a struggle 
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to gain acceptance of new ‘truths’ about mental distress which, as I have 

already noted in discussions of the Social Model and HVN, address the 

complexity around issues of discrimination when user/survivors behave, 

and experience, in socially unacceptable ways rather than expecting 

conformity to established standards of mental ‘perfection’. It is unlikely that 

the elimination of discrimination, welcome though it would be, would result 

in the complete alleviation of mental distress. As long as there is suffering 

in the world then some people are likely to feel mental distress which, if 

self-advocacy is allowed to continue, will continue to reflect the failures of 

given societies and possibly point to new ‘truths’. In this sense, self-

advocacy is about going beyond anti-discrimination, as it is also about 

achieving the right to exhibit constant criticism of human ways of living by 

our very existence. 

 

The self-advocacy of user/survivors has led to the creation of new 

discourses and practices around areas such as the redefinition of severe 

‘mental illness’ as ‘breakdown’; the use of life narratives to understand the 

complexity of breakdown; the practice of self-assessment for needs and 

wants; self-management techniques; alternatives to hospital; user-led 

research; and the employment of user/survivors to train professionals 

(Wallcraft and Michaelson 2001:180-1). Self-advocacy is clearly leading 

the user/survivor movement away from reliance on allies in psychiatry to a 

position where it is setting the agenda in some of the most innovative 

developments in mental health philosophy, policy and practice. However, it 
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is important not to divorce self-advocacy either from the support it has 

received from consumerist and communitarian governmental philosophies 

examined in Chapter 1 or from the long history of user/survivors 

demanding the right to be listened to about their views on mental health 

services. 

 

 

The history of the British User/Survivor Movement 

(BUSM) 

 

People who have experienced mental distress in Britain have been 

organising themselves and demanding the right to be heard on a variety of 

topics for centuries rather than decades. The publication of a pamphlet 

entitled The Petition of the Poor Distracted People in the House of Bedlam 

in 1620 is believed to be one of the earliest examples of asylum inmates 

speaking out about conditions (Campbell 2001:10). Other records show 

that people such as Samuel Bruckshaw complained about private 

madhouses in the eighteenth century, and that John Perceval helped to 

found a campaigning organisation named The Alleged Lunatics Friends’ 

Society in the mid nineteenth century (Porter 1987:167-88). These early 

flowerings were not able to seed activity sustainable beyond a few years 

but that changed following the emergence of the Mental Patients’ Union in 

the 1970s. It is surely no coincidence that user/survivor groups emerged, 

and increasingly prospered, to a greater extent since deinstitutionalisation 
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became government policy in the 1960s and asylum inmates were 

progressively released into the community. De-institutionalisation created 

a transformation in the needs of user/survivors who subsequently required 

help to access housing, benefits, employment, legal representation, as 

well as community treatment, none of which had not been a major issue 

during the age of the asylum. The new post asylum requirements of 

user/survivors created difficulties for successive governments who were 

determined to keep down public expenditure.  These same governments 

were, however, also committed to spending the majority of the mental 

health budget on a deteriorating asylum system which was housing a 

decreasing population of user/survivors (Rogers and Pilgrim 1996: 197). 

The particular circumstances surrounding de-institutionalisation from the 

1960s to the twenty first century undoubtedly had a positive influence on 

the growth of the British user/survivor movement. This is because services 

provided by user/survivors are likely to have been viewed in a positive light 

by policy makers seeking to fill the gap between rhetoric about the benefits 

of community care and the fact that community care, in most cases, is 

more expensive than hospital care (Leff 1996: 160-1). Indeed, in 

concluding a discussion of the value of self-help alternatives to established 

mental health services, David Richards asserts: 

 

Self-help is a beguiling answer to many people’s diagnosis of what is wrong with 
mental health services. Paradoxically, it is seen as both a movement to empower 
the victims of traditional psychiatric services and as a solution for that same 
resource-strapped state health service (2004: 122).   
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Whilst acknowledging the force of this argument, the phenomenal growth 

of the user/survivor movement - from an estimated 23 groups in 1987 

(Barker and Peck 1987:19) to a number of at least 896 in 2003 (Wallcraft 

et al 2003: 92) - is a complex matter, involving multiple factors, which 

cannot be simply accounted for by de-institutionalisation policy. The 

expansion of the BUSM will be addressed in greater detail in later chapters 

as respondents had much to say on this issue. Nevertheless, it is 

important to give some background details about the various national and 

local incarnations of the BUSM, over the past 30 years, and describe the 

impact of some of the policy developments, already examined in Chapter 1 

which have paralleled the growth of the movement. 

  

 

The Mental Patients’ Union (MPU) 

 

Nick Crossley (1999: 652-3) dates the birth of the contemporary 

user/survivor movement to the founding of the Scottish Union of Mental 

Patients in 1971 by twenty-seven activists, but argues that the movement 

really took off in 1973 with the establishment of the Mental Patients Union 

(MPU). The MPU began with three mental health workers and a 

user/survivor (Eric Irwin) who came together in a successful fight against 

the closure of a therapeutic community in Paddington. These activists then 

collectively produced a pamphlet entitled The Need for a Mental Patients’ 

Union: Some Proposals (see Curtis et al 2000: 23-8 for copy) which was 
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also known as The Fish Manifesto due to the picture of a fish caught on a 

line on the front cover which represented the seemingly inexplicable frantic 

gyrations (to other fish) of a hooked fish who nevertheless stood a chance 

of escaping the trap by this strange behaviour (Crossley 1999:653).  

Crossley argues that the text which explained the fish motif identified this 

document closely with anti-psychiatrists, such as Laing, who saw madness 

as a ‘sane’ reaction to a mad world. Furthermore, Crossley identifies a 

strong connection to Marxist ideology (in common with pioneering feminist 

and disability campaigners) through the use of terms such as ‘alienated 

labour’, ‘domestic ‘slavery’’, and ‘unemployment’ to explain the position of 

‘mental patients’ (1999: 653-55). The turning point in the growth of the 

fledgling MPU came when, despite their reservations about broadcasting 

the views of a ‘real psychiatric patient’, BBC Radio’s Today programme 

featured an interview with a user/survivor from the MPU on 20th March 

1973 (a similar beginning to the Union of the Physically Impaired Against 

Segregation which took off following a letter from Paul Hunt to The 

Guardian newspaper). This programme generated considerable interest in 

the MPU which was followed up by a public meeting attended by an 

estimated 150 people.  Many of the people who attended this meeting 

either joined the Paddington group or went away and set up their own 

branches with the result that membership soon reached 500. New 

members are reported to have questioned the ability of the Marxist and 

anti-psychiatry inspired Fish Manifesto to represent the views of all the 

user/survivors who had become involved with the result that all Marxist 
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terminology was removed from a subsequent document. The second MPU 

AGM in March 1974 decided that local groups should have autonomy 

within a loose federation, and the following diversification is regarded by 

Crossley as the point at which the MPU moved from centralised group 

status to becoming a movement proper (1999: 653-64). It is debatable 

whether user/survivors had forged a ‘movement proper’ at this point, 

however, since the MPU had only two, of four, characteristics of proper 

social movements identified by Donatella Della Porta and Mario Diani 

(1999: 13-16). At this stage, it could be said that the MPU had established 

informal interaction networks, and engaged in collective action to promote 

social change, but had not forged shared beliefs, or made use of protest.  

Certainly, a number of the user/survivor pioneers that I interviewed as part 

of this study doubted that the BUSM could claim movement status proper, 

even in the present turn of millennium period, as a shared user/survivor 

philosophy has not yet been created or accepted by the movement.  Nor 

will the relationship between the social constructions/models of madness 

examined in the previous chapter, and the exploration of the history, 

composition, and activities of the BUSM in this, be much discussed 

because, in my experience and reading, user/survivors do not appear, as 

yet, to be overly concerned with alternative (to medical model) social 

constructions, and/or models of madness. Whilst not strictly a ‘social 

movement’, however, I do not hesitate to call the increasingly numerous 

collective organisations of user/survivors a ‘movement’ (hence the term 
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BUSM) because I assume that ‘social movement’ status is an aspiration of 

those involved. 

 

 

National user/survivor groups (1974-2002) 

 

Later in the 1970s the MPU changed its name and became, first, 

PROMPT (Promotion of the Rights of Mental Patients in Treatment) and 

eventually CAPO (Campaign Against Psychiatric Oppression) (Curtis et al 

2000: 23). Rogers and Pilgrim describe CAPO as ‘a small revolutionary 

group which campaigns for the abolition of psychiatry as part of a struggle 

against the capitalist state’ (1991: 133). The demise of CAPO in the 1990s 

marked a lull in the efforts of user/survivors to make explicit links between 

Marxist ideology and opposition to psychiatry, with user/survivors, many of 

whom had been active in the MPU and CAPO (Campbell 1996: 219), 

beginning instead to concentrate their efforts on developing a movement 

of mainly local groups offering practical support to people in mental 

distress. At the same time, national groups, such as Survivors Speak Out, 

Mindlink, Voices and United Kingdom Advocacy Network, have been 

pivotal in supporting the creation of local groups and developing a self-

advocacy philosophy.   

 

Marian Barnes and Ric Bowl argue, in concurrence with the majority of the 

respondents for this study, that the contemporary BUSM really began to 
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take root in the mid 1980s when a number of factors came together to 

stimulate renewed interest and activity (2001: 35). This argument is 

supported by the findings of a large-scale survey of the BUSM that shows 

the vast majority of user/survivor-led groups to have been set up in the 

fifteen years prior to 2001, with this expansion fuelled by social changes, 

community care policy, individual dedication, and collective user/survivor 

innovation (Wallcraft et al 2003: 10-14).   

 

Barnes and Bowl and Wallcraft et al are in broad agreement about those 

developments in the mid 1980s that were key to the BUSM (see Wallcraft 

et al 2003: 10-11 for a list). They include, first, the establishment of the 

Nottingham Advocacy Group (NAG) which has worked towards the self-

advocacy of user/survivors in hospitals and the community since 1986.  

The birth of NAG was influenced by the activities of a local law centre, 

Nottingham MIND, and contact with user/survivors from Holland who had 

been promoting self-advocacy for Dutch user/survivors since 1971 (Barnes 

and Bowl 2001: 34-6). The activities of NAG, in particular the formation of 

patients’ councils, became a template for other advocacy projects around 

Britain which NAG also helped to support (Barnes and Bowl 2001: 35-36). 

Second, conferences held in 1985 by the World Federation of Mental 

Health (WFMH) and MIND (Barnes and Bowl 2001: 37; Campbell 1996: 

219). Peter Campbell recounts that the first conference, which was jointly 

organised by WFMH and MIND in Brighton and brought together figures 

from the international user/survivor movement, noted that user/survivor 
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activity in 1985 Britain was underdeveloped and fragmented (1996: 219), 

in all probability both locally and nationally. Then, in the autumn of 1985, 

the MIND Annual Conference brought user/survivors in as keynote 

speakers for plenary and workshop sessions for the first time in its history 

(Campbell 1996: 219). MIND followed up this initial support for 

user/survivor voices by jointly organising a conference in 1988, with East 

Sussex Social Services and Brighton Health Authority, which established 

links between user/survivors and professionals (Barnes and Bowl 

2001:37). This conference was regarded anecdotally as pivotal in the 

creation of the modern BUSM by some of the activists I have spoken with, 

and a contemporary writer argues that it was important because 

user/survivors found themselves confronting the views of professionals 

face-to-face (Hepplewhite cited in Barnes and Bowl 2001:37). 

 

With the establishment of user/survivor-led national organisations, 

user/survivors moved beyond dialogue with professionals and charities. 

Although Wallcraft et al do not include the 1988 Brighton conference in 

their list of key developments, they do infer that the Survivors’ Speak Out 

(SSO) conference in Edale 1987, which was the first national gathering of 

UK user/survivors, was groundbreaking (2003: 10). Survivors Speak Out 

was set up in 1986 following the WFMH/MIND conference and brought 

together individual and groups of user/survivors as well as allies who were 

committed to self-advocacy (Barnes and Bowl 2001:40). By 1991 SSO had 

over 50 local groups, a membership of 230, and played an important role 
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in supporting local groups of user/survivors (Rogers and Pilgrim 

1991:133). At its height, SSO had a membership of 950 (Wallcraft et al 

2003: 10). SSO was also involved in national lobbies, demonstrations, 

media campaigns, challenging the medical model of ‘mental illness’, and 

promoting positive images of user/survivors. SSO promulgated a message 

similar to anti-psychiatry since they criticised the disempowering aspects 

of psychiatry, and claimed that the way it performed its role is ‘a major 

cause of increased distress’ (Barnes and Bowl 2001:40). The United 

Kingdom Advocacy Network (UKAN), established in 1991 or 1992 (1992 is 

cited by Wallcraft et al 2003: 11), is reported by Barnes and Bowl to have 

a less ‘...explicitly challenging approach to the medical model...’ than SSO 

(2001: 39-40). If this view is accepted, it suggests that anecdotal evidence 

for the decline of the more overtly anti-psychiatry SSO, since the late 

1990s, is an indicator that new funding opportunities for consumerist 

activities, such as advocacy, can go hand-in-hand with an influx of less 

angry, and/or politically motivated, user/survivors (Wallcraft et al 2003: 82) 

who may be more supportive of the medical model. This is because many 

of these newer activists may prefer to ally themselves with less 

distinctively anti-psychiatry ‘broad churches’, such as UKAN. The impetus 

for creating UKAN came from a NAG conference, and the focus of its 

activity has been to support and train local advocacy groups. In 2003 it 

had the affiliation of in excess of 300 local groups (Wallcraft et al 2003: 11) 

engaged in activities such as advocacy (in a number of forms), patients’ 

councils, and user/survivor forums (Barnes and Bowl 2001: 39-40).    
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The upsurge in user/survivor self-organisation in the mid 1980s was 

extended by the founding of separate user/survivor voice organisations 

within charities such as MIND and the National Schizophrenia Fellowship 

(NSF), later renamed Rethink. Mindlink began life in 1988 and achieved a 

membership of 700 by 1992 (Barnes and Bowl 2001:37). Mindlink 

members have been prominent in MIND campaigns. Yet some 

user/survivor activists still regard MIND as a charity dominated by 

paternalistic professionals (Barnes and Bowl 2001: 37-8). Mindlink claimed 

a membership of 1659 in 2001 (Mindlink 2001), which makes it the largest 

national network of user/survivors. Given that level of membership is not 

necessarily an indicator of activism, however, ‘playing the numbers game’, 

as some user/survivor organisations might say, may limit understanding of 

the true efficacy of Mindlink. In my experience, Mindlink membership has 

meant being invited to occasional regional meetings and postal 

consultation rather than engaging in local and national campaigns through 

autonomous local groups of activists. Rethink is treated with even greater 

suspicion by some user/survivors than MIND because it is seen as being 

more interested in the issues of carers than those of user/survivors.  In the 

1990s, Rethink was reported to have a network of 160 carer support 

groups as opposed to 40 ‘Voices forum’ user/survivor support groups 

(Barnes and Bowl 2001:38) and that figure has dropped to just 13 groups 

advertised in its current literature (Perceptions 2005: 15) which seems to 

show that fewer user/survivors are willing to support Rethink activities.  
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Indeed, even those user/survivors involved in the ‘Voices forum’ were at 

odds with the National Schizophrenia Fellowship when it supported 

proposals in the early 1990s to introduce community treatment orders 

(CTOs) which highlighted the tensions between carers and user/survivors 

(Barnes and Bowl 2001: 38-9). Having outlined some of the criticisms 

levelled at national charities and their user/survivor wings, it also important 

to explore the user/survivor activist experience at local level because this 

is where the BUSM has experienced explosive growth since the early 

1990s. 

 

 

Local groups, consumerism, and contracting 

 

Charities, professionals, and carers were not the only stakeholders to 

shape and/or support user/survivor self-advocacy and initiatives. Official 

policy associated with different governments, local authorities, health and 

social services authorities, and legislation all played a part in nurturing, 

and/or restricting, the growth of the user/survivor movement. Consumerist 

ideology and the 1990 NHS and Community Care Act have already been 

examined in Chapter 1 but their impact on the local user/survivor 

movement merits further examination. Although user/survivors can only be 

classed as consumers in an ironic manner, consumerist beliefs in the 

sovereignty of the consumer, and the need to consult the consumer in 

order to provide services which met real needs and preferences, opened 



 

 139© David Armes 2006 

up a space for user/survivors to exploit, a space within which it became 

legitimate for officials and professionals to listen to the ‘user voice’ 

expressed by local groups (Barnes and Bowl 2001: 58-9). Wallcraft et al 

(2003: 12-13) assert that the 1990 Act, in particular, with its call for 

user/survivors and carers to be involved in planning at a local level, was ‘a 

factor in the growth of the movement.’ Wallcraft et al also state that 72 per 

cent of local groups are active in consultation and decision-making bodies. 

They deduce from this that such activities create user/survivors who are 

active ‘role-models' for others to join the movement (2003: 12-13).  

User/survivor groups proliferated in the 1990s and early 2000s providing 

advocacy, self-help, patients’ councils, user forums, and consultation 

services (Wallcraft et al 2003: 12) which were designed to promote the 

strategy of empowerment.   

 

Whilst the aim of most groups is usually empowerment through individual 

and collective self-advocacy, the advocacy services provided by 

user/survivors, their allies, and professionals, are pursued in many 

different ways. UKAN (1997: 5) lists five different ways of defining an 

advocacy service: legal advocacy, mostly provided by solicitors; citizen 

advocacy, sometimes with a user/survivor advocate and another 

user/survivor in a one-to-one partnership; formal advocacy, schemes run 

by voluntary organisations with paid, professional, ‘expert’ advocates 

providing services which can be criticised for not promoting empowerment 

(and are rarely user/survivor-led); peer advocacy, provided by 



 

 140© David Armes 2006 

user/survivors for user/survivors; and, self-advocacy.  Self-help groups are 

made up of user/survivors alone and can take many forms from 

consciousness raising, condition specific support and mutual support to 

educational support, employment training, gender, ethnicity and/or 

sexuality specific support. Patients’ councils were inspired by the work of 

NAG and Dutch user/survivors and involve in-patients in acute units, 

secure units, and special hospitals getting together to discuss issues 

around hospital life, and frequently engaging in a dialogue with hospital 

managers about their concerns. The collective concerns of user/survivors 

in the community are frequently discussed at user forums. All of the above 

initiatives may involve consultation. Croft and Beresford (cited in Barnes 

and Bowl 2001:43) identified 70% of all social services user involvement 

schemes in 1990 as being concerned with consultation. Consultation, 

however, can also mean ‘participation’, in the sense that user/survivors are 

present on planning teams and varied committees when decisions are 

made (Barnes and Bowl 2001: 43).  

 

It is nevertheless difficult to say to what extent user/survivors lead these 

initiatives, since boundaries could be blurred between the roles played by 

user/survivors, professionals, managers, charities, carers, health and 

social services authorities, and local authorities in directing and staffing 

groups. Much of the recent research on user/survivor groups has 

concentrated on the legitimating role played by such groups for 

professional policy and practice, as well as the ways in which 
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professionals maintain their authority by questioning the competence, 

representativeness and expertise of user/survivors (Hadlow 1996; 

Harrison et al 1997; Forbes and Sashidharan 1997; Harrison and Mort 

1998). Many of these tensions have arisen because professionals, officials 

and managers are seen as attempting to co-opt user/survivors into the 

mental health system as allies in their various battles with each other so 

that they can say, ‘we are right and users think so too’. This point was 

made by Barnes et al (1999: 107-8) who argue that genuine efforts at user 

involvement should be divorced from any actions which ‘capture’ 

user/survivors for factions within the existing mental health system. It could 

be argued that divisions between managers and professionals opens up 

further spaces for user/survivor representatives to exploit for their own 

agenda, and some of the respondents in this study expressed this view.  

Nevertheless, it has also been reported that some psychiatrists regard 

user/survivor criticisms of their practice as ‘the ravings of mad men’ 

(Barnes and Bowl 2001: 54). This resistance to user/survivor views has 

also been identified by Rogers and Pilgrim (1996: 168) who cite four 

essential professional responses: one, the rejection of views unsupportive 

of professional interests; two, an emphasis on the irrationality of 

user/survivors; three, an assumption that user/survivors, and their 

relatives, have similar views and interests; and four, the reconstruction of 

user/survivor views to support those of professionals. 
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Local groups of user/survivors have not only had to face the 

condescension of many professionals, but have found themselves at odds, 

once again, over the aims of user/survivor involvement initiatives, 

especially when they are providing services under contract to health and 

social services authorities. Barnes and Bowl (2001: 96-7) discuss 

evidence which indicates that many mental health practitioners view the 

value of user/survivor involvement activities in therapeutic terms, rather 

than in terms of advancing democratic social and/or political change. The 

therapeutic model of user/survivor involvement addresses the laudable 

aims of increasing self awareness of power, confidence, choice, and 

control in individual lives. Nevertheless, this can be seen as something 

that is done to user/survivors by professionals rather than user/survivors 

beginning to shape their own environment for themselves.  Recent 

research suggests that, although user/survivors achieve some 

empowerment by interacting with other individuals, in the therapeutic 

model the guiding role of the professional worker is seen as crucial (Caron 

and Bergeron 1995 cited in Barnes and Bowl 2001:96-7). These 

paternalistic tendencies encourage a view that user/survivor involvement 

can be evaluated along the lines of whether user/survivors experience 

symptom reduction and/or rely to a lesser extent on mental health 

services. Of course user/survivors are likely to evaluate the success of 

initiatives differently in terms of whether they are better able to participate 

in society, fend for themselves and experience feelings of improved mental 

health regardless of particular symptoms (Barnes and Bowl 2001:94-5). 
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Being under contract to mental health authorities which see user/survivor 

involvement in therapeutic terms can be a cause of difficulty when 

user/survivors want to challenge aspects of the underlying medical model.  

Some of the respondents for this study reported that user/survivor groups 

are wary of engaging in activities, such as campaigning against the use of 

ECT, or challenging legislation, which could be seen by purchasing 

authorities as political. Indeed, the advocacy group with which I have 

served as a volunteer is prevented from engaging in ‘political activity’ 

under its contract but such activity is not defined and this creates the need 

for the group to self-police itself in possibly contentious areas. 

 

Contracting is also reported by respondents in this study to have led to a 

formalisation of the roles and practices employed by local groups, creating 

a tension between, on the one hand, the aim of seeing activities such as 

advocacy as primarily about offering mutual support to user/survivors who 

want to express themselves and, on the other, the need to present a 

professional face to purchasing authorities. The question of formalisation 

has been identified as an issue facing the voluntary sector as a whole.  

Lewis (1996: 110) notes that contracting can have the effect of bringing 

the aims of groups led by users of different services, who value 

associational issues such as membership, mission, informality and 

democracy, into conflict with contractual needs for bureaucracy and 

managerial authority, accountability, levels of decision making, career 

progression and conditions of service. These tensions have also been 
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recognised within the user/survivor movement. Mary O’Hagan argues, 

‘The biggest lesson of my whole trip [to compare user/survivor activities in 

New Zealand, The United States, The Netherlands, and Britain] was that 

self-help alternatives can easily lapse into conventional services’ (1993: 

81). She describes the disempowering effects of behaving in a formal, 

professional, and bureaucratic manner in the following way: 

 
If you are an advocate with an office and a big diary in your hand, survivors think 
you have a special power to help; they are immediately disempowered and 
become dependent - even if you are a survivor  (O’Hagan 1993: 82). 

 
 
The respondents’ experiences of contracting and formalisation will be 

addressed in greater detail in later chapters but the groundwork for that 

discussion needs to be laid here by reviewing existing literature 

concerning user/survivor experiences of involvement initiatives. The recent 

contributions of Jan Wallcraft, Jim Read and Angela Sweeney (On Our 

Own Terms: Users and Survivors of Mental Health Services Working 

Together for Support and Change – 2003), and Marian Barnes and Ric 

Bowl (Taking Over the Asylum: Empowerment on Mental Health – 2001) 

are the most up-to-date accounts of the state of the BUSM. Whilst 

Wallcraft et al have compiled easily the most comprehensive empirical 

data about the composition of the BUSM yet seen, in their extensive 

critical review of mental health and user/survivor movement 

research/literature Barnes and Bowl’s approach is more theoretical. 

Because of the importance of these two works in providing the first major 

examinations of the movement, I propose to explore Barnes and Bowl’s 
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work drawing, where possible and/or appropriate, on the findings of 

Wallcraft et al to support (or otherwise) their arguments.  

 

Firstly, Barnes and Bowl argue that the function of many user/survivor 

groups is to open lines of communication, in a one way direction, from 

user/survivors to professional staff (Barnes and Bowl 2001: 97). This style 

of involvement reinforces the idea that empowerment initiatives are 

primarily therapeutic. This is a claim refuted in a recent user/survivor-led 

survey (Harrison 2002 cited in Wallcraft et al 2003: 75) which found that, 

for many, taking part in user/survivor involvement activities where 

professionals and staff occupy a central position can damage mental 

health. Furthermore, Barnes and Bowl report that, in some involvement 

committees, staff nominate user/survivor representatives in (2001: 98). 

User/survivor accusations that representatives are sometimes ‘hand-

picked’ to support the professional stance are apparently not without 

foundation.   

 

The second issue raised by Barnes and Bowl is whether representatives 

and the wider body of user/survivors are actually empowered by 

involvement initiatives (2001: 98-9). They find that user/survivor 

committees are often restricted to the discussion of peripheral issues, such 

as the destination of an outing, whilst being denied the right to influence 

‘real’ issues, such as staffing levels. The representatives on these 

committees are thereby disempowered in that they are made aware of the 
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limited competency and power credited them with the result that they see 

little point in involving themselves again with ‘talking shops’. Barnes and 

Bowl also report that because some user/survivors who do not participate 

in committees feel that their representatives have not engaged in sufficient 

consultation, they see involvement committees as irrelevant or even 

another arm of the mental health system. These assertions are supported 

by Wallcraft et al (2003: 77) who found that user/survivor involvement can 

be a source of personal empowerment if it is done well, but damaging if it 

is done badly. Furthermore, Wallcraft et al find that if user/survivors do not 

see results from their involvement then ‘they are likely to become cynical 

and withdraw’. Indeed, in a possibly related finding, they had also spoken 

with user/survivors who ‘see user involvement as co-option into an 

oppressive system’ (2003: 77). 

 

Thirdly, the user/survivors Barnes and Bowl spoke with talked of the 

specific pressures they faced when they engaged in involvement 

initiatives, such as the fear that they would feel uncomfortable, or even 

face reprisals, if they challenged professionals who were involved in their 

individual treatment (2001: 101). User/survivor representatives also felt 

particularly under pressure if they were always expected to be the one 

who spoke up and this pressure often resulted in ‘burn out’ and an 

unwillingness to get involved again (Barnes and Bowl 2001: 103). Wallcraft 

et al support the last sentence by asserting that user/survivors can take on 

‘too much’ and eventually drop out (2003: 77). 
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Fourthly, Barnes and Bowl consider the effect of professional committee 

culture on user/survivors and discuss reports that professionals sometimes 

see the anger of user/survivors at the way they have been treated as 

evidence of ‘bad manners’ which may in itself be a way of maintaining 

authority through the expectation of ‘reasonable’ and ‘polite’ behaviour 

(2001: 100-101). They also discuss reports which show that, conversely, 

user/survivors often regard the formal environments, documents and 

language associated with professional committees as ‘rude’ and un-user-

friendly (Barnes and Bowl 2001: 101).  

 

Barnes and Bowl do, however, regard self-help groups which, in their 

terms, can include any activity where user/survivors act on their own 

behalf, as separate from initiatives where they are invited to play a role by 

professionals and as user/survivor-friendly because ‘A priori...autonomous 

action is more capable of enabling users to empower themselves...’ 

(Barnes and Bowl 2001: 105). From anecdotal conversations with many 

user/survivor activists, I believe this argument is uncontentious within the 

BUSM. Some of the benefits Barnes and Bowl identify in relation to self-

help empowerment initiatives include: one, emphasising the achievements 

and potential of user/survivors thus challenging stigma; two, providing 

access to skills and resources; three, enabling user/survivors to take 

control over policy making; and four, collective support in seeking societal 

change (2001: 106). Barnes and Bowl also argue that self-help activities 
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create the potential for the collective self-advocacy necessary for 

challenging the social order (2001: 108).  Furthermore, they argue that 

proof of the worth of self-help initiatives is evidenced by the willingness of 

authorities to continue funding them (Barnes and Bowl 2001: 108). They 

also discuss research which points to the therapeutic value of activity 

within self-help groups which claims that a majority of respondents found 

self-help activity increased their feelings of self-respect, increased their 

interpersonal skills, and increased their contacts with the non-user/survivor 

world as well as opening up opportunities to explore other identities rather 

than that of service user (Barnes and Bowl 2001: 109-110). Many of the 

respondents in Wallcraft et al’’s study similarly reported that self-help 

groups enabled user/survivors to recover and engage in activities outside 

of the mental health services world (2003: 15-16).  Barnes and Bowl 

identify a wealth of research evidence which finds that involvement in self-

help groups, compared to traditional mental health services, is the most 

effective therapeutic intervention (2001: 111). Yet insofar as they also 

discuss research from the United States which suggests that user/survivor 

self-help group members can discriminate against other user/survivors on 

the basis of their diagnostic labels (Barnes and Bowl 2001: 110-111), this 

suggests that empowerment is not the automatic result of user/survivors 

coming together. 
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Diversity within the BUSM 

 

The empowerment of women, and other minority groups, has become an 

important issue for user/survivor groups as awareness of their specific 

needs and the failings of the BUSM has been increasingly recognised.  

Nevertheless, this awareness has mainly been confined to the needs of 

women and black and ethnic minority user/survivors with the needs of 

physically impaired and lesbian and gay user/survivors not as widely 

recognised. Indeed, I have found no specific research on the involvement 

of lesbian and gay and physically impaired user/survivors within the BUSM 

(although the main finding about sexuality from interviews conducted by 

Wallcraft et al [2003: 36] was that respondents had not seriously thought 

about how to take account of the views and experiences of lesbian and 

gay male user/survivors). This section will concern itself with the 

experiences of women and black and minority ethnic user/survivors 

drawing, once again, primarily on the works of Barnes and Bowl, and 

Wallcraft et al. 

 

Stereotyping of women by psychiatry can be traced at least as far back as 

the idea that ‘hysteria’ was a woman specific ‘illness’ and continues to this 
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date with the idea that women can be framed as passive (in the sense of 

being subject to forces [emotions] beyond their control, rather than being 

‘rational’, responsible agents) and powerless. This kind of stereotyping is 

used by Barnes and Bowl to account for the reported 66% of psychotropic 

prescriptions going to women, and the proportionately increased use of 

unwelcome interventions ‘for their own good’ (2001: 70-1).  Psychiatry also 

identifies uninhibited sexual behaviour in women as symptomatic of 

‘mental illness’, whilst perceiving the importance given by some women to 

relationships with others in their self-identification as a ‘weakness’ rather 

than a collective resource for individually disempowered people (Barnes 

and Bowl 2001: 71-2). These psychiatric assumptions show that ‘mental 

health’ is a gendered concept, measured in a gendered way, thus making 

it difficult to establish ‘real differences’ in levels of psychological distress 

between women and men (Barnes and Bowl 2001: 72). Barnes and Bowl 

conclude that recent research, which shows a decrease in the proportion 

of women in hospital admission statistics, does not necessarily mean that 

the true prevalence of mental distress in women is represented in these 

figures. They say this because women often experience greater levels of 

social deprivation and associated stress, and research by Jenkins (1985) 

shows there to be no differences in mental health between young 

professional men and women in the same job (in Barnes and Bowl 

2001:73-4). A further issue which is particularly pertinent to levels of 

psychological distress in women is the extent of physical and/or sexual 

abuse that they face in society and hospital. Studies in different nations 
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report that at least 50% of women who use hospital based services have 

experienced abuse (Barnes and Bowl 2001: 74). 

 

These data point to the need, firstly, to view women’s mental health within 

the context of their gendered experiences and, secondly, for the BUSM to 

engage with the specific circumstances faced by women (Barnes and Bowl 

2001: 74). Some women user/survivors are reported as having established 

women only groups within existing user/survivor groups to create safe 

spaces where they can speak for themselves, to the consternation of 

some of the men (Barnes and Bowl 2001: 77-8). Women in the BUSM are 

also reported as establishing alternative services such as the Bristol Crisis 

Service for Women (who self-harm) and have engaged with statutory 

services where they do not adequately meet women’s needs (Barnes and 

Bowl 2001: 79). Furthermore, women have been active in national 

campaigns run by charities such as MIND on issues related to 

user/survivors as a whole and on issues specifically related to their own 

experiences (Barnes and Bowl 2001: 77). What is more, feminist thinking 

is credited with exerting an almost inspirational influence on the ‘ex-

patients’ movement in the USA (Kalinowski and Penney 1998 cited in 

Barnes and Bowl 2001:75). Critiques of professionalism that, as has been 

shown, is important for user/survivor groups making provision under 

contract, are asserted by Barnes and Bowl to have their origins in feminist 

analyses of patriarchal power. They also note that the BUSM has often 

adopted consciousness raising methods, which make links between the 
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personal and the political, that were pioneered by the feminist movement 

(Barnes and Bowl 2001: 75). Given that I have already argued that the fate 

of the BUSM is linked to its ability to persuade mental health professionals 

to advance the idea of listening to user/survivor voices, the connections 

between women user/survivors and women professionals (noted by 

Barnes and Bowl 2001: 77) may prove crucial. Barnes and Bowl note that 

women have played, and do play, key roles within the BUSM (2001: 75) 

which suggests that the wider movement is seen as a safe environment for 

many female user/survivors. This deduction is supported by Wallcraft et al 

who report that most of the one-to-one interview respondents for their 

study thought that women are well included, and well represented, within 

the BUSM (2003: 36). 

 

Black and minority ethnic user/survivors and, in particular, those from an 

African-Caribbean background, are also treated differently by psychiatric 

services. The first census into the ethnicity of mental health service users 

shows that black people are admitted to hospital for mental health reasons 

three times as often as white people; black people are forty-four per cent 

more likely to be detained under the Mental Health Act; black Caribbean 

patients are referred to mental health services through the courts twice as 

often as white patients; black African patients are referred almost twice as 

often as white patients by the police; black and Indian patients are placed 

in seclusion fifty per cent more often than white patients; and, black 

Caribbean men in hospital experience physical restraint twenty-nine 
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percent more frequently than white patients (Mulholland 2005: 5). 

Furthermore, Barnes and Bowl assert that African-Caribbean people who 

come into contact with mental health services are more frequently given a 

psychotic illness diagnosis. They are also asserted to stand less chance of 

receiving talking therapies and be prescribed higher doses of medication 

than their white counterparts (2001: 80). Research into the reasons why 

psychiatry treats some ethnic groups differently is important for 

understanding the specific issues black and minority ethnic user/survivors 

campaign on within the BUSM and is discussed by Barnes and Bowl 

(2001: 80-90). Firstly, they discuss the ‘ethnic vulnerability’ hypothesis 

which, having failed to isolate any biological ‘weakness’ within black 

groups to account for proportionately higher levels of ‘mental illness’ 

diagnoses, has begun to look at the particular socio-cultural experiences 

of black user/survivors. Barnes and Bowl argue that, although deprived 

social and environmental conditions, and experiences of racism, cannot be 

ruled out as an extra stress on the lives of black and minority ethnic 

people, this hypothesis cannot explain why the Bangladeshi population, 

who experience similar conditions to African-Caribbeans, has the lowest 

level of measured mental distress (Barnes and Bowl 2001: 84). Barnes 

and Bowl maintain that lower incidences of reported mental distress in 

Asian populations may not mean that there are any ‘real’ differences 

between ethnic groups. They point to the need ‘to understand how that 

complex interaction between the experience, and reporting of distress, and 

the way in which mental health services respond impacts upon different 
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incidence rates of distress, and indeed different forms of treatment’ (2001: 

85). Indeed, ‘ethnic vulnerability’ hypotheses may themselves be a cause 

of distress as they reinforce stereotypes and reduce the possibility that 

individual circumstances will be examined (Barnes and Bowl 2001: 85). 

Other studies (Littlewood 1992; Nazroo 1997) question whether there is in 

fact higher rates of psychosis amongst African-Caribbean men or higher 

rates of untreated depression leading to arguments that ethnocentric 

psychiatrists are misdiagnosing black and minority ethnic distress (in 

Barnes and Bowl 2001: 86). Support for this argument comes from 

evidence which shows that the label of ‘cannabis psychosis’ is rarely 

attributed to white user/survivors, and black user/survivors have their 

diagnoses changed more frequently (Barnes and Bowl 2001: 86). What is 

more, it is likely that the white European culture of many psychiatrists sees 

loud, verbally expressive cultures, people who are introspective, and 

people whose spiritual understanding includes talking and listening to 

divine bodies as outside of the norm and possibly an indication of mental 

distress (Barnes and Bowl 2001: 86-7). Furthermore, ethnocentric 

responses to black and minority ethnic cultures are compounded by the 

racist tendency of the public to view black people as more dangerous and 

threatening. Barnes and Bowl point out that black people are more 

frequently reported to the police than to caring services and the police use 

section 136 to detain black people more often; and, in hospital, staff are 

reported to be more likely to be concerned about the possible danger 

posed by black patients.  The authors also identify studies reporting that 
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black patients may respond aggressively to this discrimination to which 

staff, in turn, respond with yet greater coercion (2001: 87-88).  

 

From a Foucauldian perspective, the location of user/survivors as the 

‘other’, in the nineteenth century dualisms of ‘reason’ and ‘unreason’ and 

‘civilisation’ and ‘barbarism’, may now be compounded by the search for 

new scapegoats to explain national decline and social unrest, where an 

identification of being ‘black’ and ‘schizophrenic’ is regarded as just about 

as ‘threatening’ as you can get (Barnes and Bowl 2001: 90). Estimations of 

disproportionately coercive mental health services for many sections of the 

black and minority ethnic population (collation of the first official figures 

began in 2005 [Openmind May/June 2005: 4]), and the independent 

inquiry into the death of David Bennett, have resulted in the production of 

an action plan by the current Government entitled Delivering Race Equality 

in Mental Health Care (DoH 2005). If this action plan is effective, a range 

of indicators will be achieved for black and minority ethnic user/survivors 

including: less fear of services; increased satisfaction; reductions in the 

rate of admissions for black and minority ethnic user/survivors; a reduction 

in the rate of disproportionate compulsory detention; and fewer violent 

incidents related to inadequate mental health treatment. From a 

Foucauldian perspective, however, these measures can be viewed as 

likely to lead to a more sophisticated form of disciplinary anatomo-politics 

and bio-politics as the psychiatric gaze is fixed ever more closely on black 

and minority ethnic user/survivors. 
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If black and minority ethnic user/survivors are over-represented in the 

psychiatric system, they are under-represented in the BUSM and there are 

few independent groups of black and minority ethnic user/survivors 

reported by Barnes and Bowl (2001: 90-1). There is no reason to expect 

that, as with society in general, direct racism does not exist within the 

BUSM; there are reports of black user/survivors experiencing racism from 

white user/survivors, although not specifically within the BUSM (Barnes 

and Bowl 2001: 91; Wallcraft et al 2003: 35). Whilst many user/survivor 

groups have developed their own anti-racist policies and engaged in anti-

racist training, these measures fail to address the other reasons identified 

by Barnes and Bowl for the under-representation of black user/survivors in 

the BUSM (2001: 91). Firstly, they suggest that white user/survivor 

activists identify more with their user/survivor status than with their 

whiteness whilst, for black user/survivors, the experience of racism is not 

an additional difficulty but something through which everything else is 

understood. It is argued that a tendency to ignore these differences in 

perspective may alienate black user/survivors from BUSM groups (Barnes 

and Bowl 2001: 91). Wallcraft et al (2003: 39) also found that the BUSM is 

not experienced as a place which addresses the ‘specific issues’ important 

for black user/survivors.  Furthermore, they report that this lack of support 

is leading black user/survivors to ‘perhaps’ relate ‘more to other Black 

organisations than to the movement’ (2003: 39). Other research (Moodley 

1995) points to black user/survivors having a greater concern about 



 

 157© David Armes 2006 

access to staff of their own colour, diagnosis and treatment information, 

and help with finding employment (in Barnes and Bowl 2001: 92). 

Furthermore, the very location of BUSM groups - in a hospital for example 

- may deter black user/survivors from involvement as their experiences of 

higher rates of medication and the use of compulsion may be an inhibiting 

factor. Another factor is that, although activism can gain respect for 

user/survivors, to identify oneself as a user/survivor in some cultural 

contexts, where one already experiences some vulnerability of status, can 

result in the opposite (Barnes and Bowl 2001: 92). There is, however, 

evidence that, in common with women user/survivors, links can be, and 

have been, made between black and minority ethnic user/survivors and 

black and minority ethnic mental health professionals (Barnes and Bowl 

2001: 93). Nevertheless, as Ojaih Willow argued at the 2001 Annual MIND 

Conference, there is concern that alliances with black and minority ethnic 

professionals should not get in the way of black and minority ethnic 

user/survivor self-advocacy. This concern is supported by Wallcraft et al 

who assert that ‘Black professionals are often allies but can be over-

protective and speak on behalf of Black service user/survivors instead of 

enabling them to speak for themselves’ (2003: 42).   

 

The importance of particular experiences of black user/survivors being 

discriminated against by health, and other, services, and poorly served by 

white user/survivors in the BUSM, and black professionals, is reflected in 

the efforts of Wallcraft et al to ensure that the issues they face were 
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included in the research and report. Although Wallcraft et al find that black 

user/survivor groups are ‘small, isolated, poorly funded and largely 

unrecognised', they acknowledge that ‘A Black movement is emerging, 

and is needed…’ (Wallcraft et al 2003: 42). The emergence of this 

movement is evidenced by Wallcraft et al (2003: 92) who identified 97 

black and minority ethinic user/survivor groups in existence (out of a 

BUSM total of 896). These figures suggest that Wallcraft et al are correct 

to state that a black user/survivor movement is emerging; indeed, in 

comparison with other demographic groups such as lesbian, gay, and 

bisexual user/survivors, and physically impaired user/survivors, black 

user/survivors are leading the way. 

 

 

The effect and power of user/survivor activity 

 

The impact of at least 15 years of user/survivor self-advocacy at national 

and local levels is discussed by Barnes and Bowl (2001). On the positive 

side, they note that user/survivor involvement in planning and service 

delivery has been established as ‘good practice’ in mental health, even in 

the absence of legislation which demands it, which user/survivor activists 

can certainly take some credit for. On the other hand, they report research 

findings from North America which cast doubt upon the idea that user 

involvement produces real change in service provision. They also wonder 

whether the diversion of user/survivor energies into consumer or 
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stakeholder empowerment initiatives, and away from more oppositional 

activities, has decreased the potential for change. It may be argued that 

the ‘institutionalisation’ of the BUSM is taking place with politicians, 

officials, managers and professionals developing new strategies to cope 

with, and lessen the power, of the movement (Barnes and Bowl 2001: 117-

118), although Barnes and Bowl admit that clear-cut research findings of 

the success or failure of BUSM initiatives are hard to come by (2001: 118). 

 

In a discussion of research on the efficacy of involvement initiatives, 

Barnes and Bowl explore mixed findings, starting with a consultation 

(Bailey 1997 in Barnes and Bowl 2001: 118-119). Based on interviews 

with 10 user/survivors, Bailey reports that involving user/survivors resulted 

in increased resources for GPs to address mental health needs, including 

provision for user/survivors to act as trainers (Bailey 1997: 102-5; Barnes 

and Bowl 2001: 118-119). A larger consultation exercise of 26 

user/survivors did not provide details of how the findings affected the 

provision of services (Hannigan et al 1997: 614-619), which Barnes and 

Bowl identify as a common failing of mental health research (2001: 119). 

Another large scale user/survivor consultation exercise, of 130 people, 

identified a number of criticisms of mental health service provision which 

were then used to plan future services, including non-medical respite 

services (including a user-led ‘drop-in’); the creation of a hospital based 

advocacy service; and a 24 hour telephone helpline (Pugh and Richards 

1996: 36-42; Barnes and Bowl 2001: 119-20). Research undertaken by 
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Pilgrim and Waldron (1998) concerned a project (maximum attendance of 

14) where user/survivors pursued health authorities about the service 

changes they themselves had identified as necessary (in Barnes and Bowl 

2001: 120). The user/survivors focused on the need for 24 hour services; 

more advocacy; and increased access to professionals. Within a year they 

had opened discussions which resulted in the appointment of a paid 

advocate by the health authority; used information from carers to persuade 

authorities to open a day centre on Sundays; and negotiated funds to 

publish a user/survivor information booklet (Barnes and Bowl 2001: 120; 

Pilgrim and Waldron 1998: 96-7). Barnes and Bowl also cite research 

(Milewa 1997; Lindow 1994) which finds that the interventions of forum 

groups and patients’ councils have a very limited impact and rarely affect 

critical areas, such as the determination of financial priorities (2001: 120-

1). The findings discussed above seem to indicate that the ability to alter 

service provision is greatly dependent on the willingness of managers and 

professionals to support and follow through user/survivor self-advocacy. 

 

Barnes and Bowl suggest that joint working through partnerships between 

user/survivors, administrators and professionals has the power to 

‘...compromise the deep structures that maintain professional power...’ 

(2001: 112). From my own perspective, partnerships contain the potential 

to counteract the view that user/survivors are ‘irrational’ as well as 

providing a space for professionals to appreciate the value of user/survivor 

self-advocacy. Yet the current Labour Government supports the idea of 
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partnership styles of working as part of its communitarian ideology which, 

as discussed in Chapter 1, could pose difficulties for the BUSM. Barnes 

and Bowl, too, accept that the more conservative forms of 

communitarianism are very concerned with promoting social norms of 

behaviour (2001: 160-1) which may position user/survivors more firmly as 

the ‘other’. Furthermore, from a Foucauldian perspective, partnership can 

be conceived as disciplinary technique where user/survivors will be 

expected to ‘voluntarily’ sign up and conform to the rules. Barnes and Bowl 

state that genuine partnership working is rare in the UK. Nevertheless, as 

examples of user/survivor achievements in partnership working, they do 

point to the Mental Health Services Consumer Group in Newcastle and the 

involvement of Nottingham Advocacy Group (NAG) in a Purchasing for 

Users Group (PUG), where they influenced service specifications 

concerning access to information about medication and services including 

after care (2001: 122). It is reported that many user/survivors are 

ambivalent about the value of working in partnerships with managers and 

professionals who, they doubt, have a real commitment to empowerment; 

and there is evidence of professional resistance to user/survivor 

involvement (Barnes and Bowl 2001: 123-30).  

 

The evidence outlined in this section does not indicate that user/survivor 

initiatives have fundamentally altered the balance of power in mental 

health (Barnes and Bowl 2001: 124), although recent changes in 

legislation and policy allude to some endorsement of user/survivor ideas 
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(Barnes and Bowl 2001: 131). Furthermore, the more coercive elements of 

the Draft Mental Health Bill for reform of the Mental Health Act show that 

groups emphasising the danger posed by user/survivors, the failings of 

community care, and biological explanations of ‘mental illness’, such as 

the Zito Trust, SANE, and the NSF, are winning the battle to shape public 

opinion.   

 

 

Conclusion  

 

Whether the empowerment initiatives that user/survivors have increasingly 

participated in over the last 15 years or so represent further attempts to 

oppress user/survivors, by diverting their attention away from oppositional 

activities, and incorporating them within the state, remains open. At the 

very least, these activities satisfy the needs, discussed in Chapter 1, 

around art, philosophy and mysticism, of some of the user/survivors who 

engage in them. Engagement in ‘consumerist activities’ helps to dispel the 

myth that user/survivors are ‘irrational’ and ‘incompetent’, brings them 

together to face a common challenge, enables the distribution of 

alternative information, and opens up possibilities for self-advocacy - even 

if service provision does not always change. Clearly, both enablement and 

exploitation exist in community care policy, and this will be further 

examined in later chapters.  
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Another feature of enablement and exploitation within community care 

policy may be that user/survivors have failed to develop a philosophy at 

the same time as they have concentrated their efforts on ‘consumerist 

activities’. This feature is reflected in both this and the preceding chapter 

insofar as I have found it difficult to relate the shifting models of madness, 

examined in Chapter 2, with the exploration of the history, composition, 

and activities of the BUSM in this chapter. It is noteworthy that the efforts 

of founding members of the Mental Patients’ Union (MPU) to link their 

emerging organisation to Marxist ideology and anti-psychiatry ideas in the 

1973 Fish Manifesto were rapidly overturned in a subsequent document. 

The continued existence of small Marxist user/survivor groups in the form 

of PROMPT, and later CAPO, until the early 1990s, in no way indicates 

that user/survivors, in general, acknowledge the need to ally themselves 

with any particular alternative model of madness to the medical model. 

Nevertheless, the absence of a user/survivor philosophy which can speak 

for the standpoint of all user/survivors, whilst respecting their diversity, 

remains a significant barrier for the BUSM in terms of uniting the 

user/survivor population around a programme of action and becoming a 

social movement in its own right (rather than an emergent movement). The 

methodology section of the following chapter will address the possibilities 

for developing a user/survivor standpoint philosophy.  
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CHAPTER 4: METHODOLOGY AND METHODS 

 

 

Introduction 

 

The first half of this chapter will concern itself with outlining issues which 

can be taken up by the development of a potential user/survivor 

standpoint, the significance of which was highlighted in the conclusion to 

the previous chapter. I will use the feminist standpoint work of Sandra 

Harding (1986; 1991; 1993) to inform my model of a user/survivor 

standpoint, drawing also on the work of Michel Foucault (1967; 1969; 

1976) in order to address questions of relativism, discourse, genealogy, 

and anatomo/bio-politics. The second part of this chapter will describe the 

research methods used in the project including development of the 

research aims and objectives, sampling, interviewing approach, ethics, 

questions of validity, bias and representation, and data analysis methods.  

Prior to engaging with these issues however, it is necessary to look at the 

assumptions and methodologies on which I have based my research 

methods.  
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Sandra Harding and Michel Foucault 

 

In Chapter 2 I outlined the importance of self-advocacy in the user/survivor 

movement. That self-advocacy is about both subjective truth [I regard 

subjective knowledge as true – hence no quotation marks] and collective 

discursive ‘truth’ raises a major difficulty for the creation of a standpoint. 

User/survivors can be differentiated one from another as persons with 

highly individual psychological issues and needs. Furthermore, 

user/survivors can be differentiated along the lines of ethnicity, gender, 

sexuality, class, and physical and mental impairment.  The difficulty lies in 

the claim of a standpoint to speak for and represent the experiences of all 

user/survivors. Clearly this is impossible and, in my experience, 

user/survivors are unwilling to see themselves as a homogeneous group. 

Nevertheless, we live in a society dominated by the Cartesian dualisms, 

such as rational/irrational and sane/mad, which have, to some extent, 

made a ‘reality’ out of the stereotype of the ‘irrational madwo/man’ in the 

sense that user/survivors have been allocated that role by society and we 

live our lives in that social space. Having to inhabit a social space which is 

rejected by ‘rational’ society is also experienced by other oppressed 

groups. Certainly women are expected to behave in a more emotional way 

than men (Harding 1986:188). The dualisms of ‘rational’ society not only 

force oppressed people to inhabit a ‘reality’ not of their choosing but also 
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tend to shape their emancipatory struggles. One of the first strategies of 

oppressed groups is to redefine certain characteristics attributed to them 

as positive rather than negative. Thus, some feminists have celebrated the 

emotional dimensions and labour of women’s lives (Tong 1989:131) and 

some African-Caribbeans celebrate a way of thinking which privileges 

community welfare above individual rights (Harding 1986:171). A 

standpoint, therefore, may not be primarily concerned with speaking for all 

aspects of the user/survivor experience, but can be interpreted as first and 

foremost an attempt to redefine as positive some of the negative 

attributions which are to some extent a ‘reality’ not of their choosing. 

 

The first section of this chapter will employ Sandra Harding’s The Science 

Question in Feminism (1986), and Whose Science? Whose Knowledge? 

(1991) to compare and contrast the elements of feminist standpoint with 

user/survivor experiences. These texts have been selected because they 

address feminist standpoint, ‘rationality’, scientific method, objectivity and 

the fragmented identities of women. Furthermore, they propose that there 

can be a multiplicity of liberationary theoretical approaches for women 

(Harding 1986: 246; Harding 1991: 141) which do not necessarily cancel 

each other out. This has been a valuable insight for analysing the data 

(Chapters 5 to 8) where I have identified the multiple use of a number of 

tactics by the respondents.  Harding argues that there is no ‘we’ of 

feminism, and thus feminists should give up the search for a single theory 

of ‘truth’, as this can probably only be a delusion from a ‘master’ 
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perspective (1986: 244). I have chosen to address this relativism by 

incorporating Michel Foucault’s methods of genealogy and archaeology 

(1969) into my analysis. Foucault’s ideas allow for discourse identification 

and genealogy that are required for understanding the reason/unreason 

dichotomy, and for redefining negative dichotomous qualities attributed to 

user/survivors.  Genealogical discourse analysis also enables the 

identification of ‘truths’/discourses that maintain or challenge power 

relations and the identification of different ethnic, gender, impairment, 

sexuality, and class discourses. Furthermore, Foucault’s description of 

bio/anatomo-politics is eminently applicable to the case of user/survivor 

experiences. In particular, anatomo-politics are relevant for understanding 

how medical discourses are developed to account for highly individual 

psychological issues and needs as illnesses, with recognised symptoms, 

rather than very personal crises. With this in mind, following an exploration 

of the value of Harding’s work for a user/survivor standpoint, Foucault’s 

ideas and methods will be examined. 
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Why is a user/survivor standpoint needed? What might 

it include?  

 

 

A mentalist society 

 

We live in a mentalist society (a society which actively discriminates 

against and oppresses people with mental health difficulties). 

User/survivors are discriminated against in employment, legislation, 

insurance, banking, travel and immigration to other countries, education, 

parenting, access to health services, and by the police. They are also 

oppressed by a society which reserves the right to curtail their freedom, 

forcibly place them in hospital care, and forcibly treat them with neuroleptic 

drugs and electroconvulsive therapy (see Sayce 2000). This discrimination 

and oppression is intensified by the stigma surrounding mental health 

problems. The stigma of ‘mental illness’ firmly places user/survivors in the 

category of the ‘other’. British society is constructed on dualisms such as 
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reason/emotion, sane/insane, mind/body, normal/abnormal, and 

health/illness with the latter of each of these pairings being attributed to 

user/survivors.  User/survivors are thus constructed as embodying 

dangerous, subversive, contagious, and unreasoned forces which, if not 

suppressed, threaten to bring society to its knees. Anyone who thinks and 

behaves out of the ‘ordinary’ can be labelled as ‘mad’; therefore people 

take on a policing role in most families, schools, friendship networks, 

workplaces, and every other area of social life, lest the people they care 

for, or have responsibility for, succumb to madness and suffer the 

ostracism that accompanies it. In effect, by ‘othering’ user/survivors, many 

people accept paranoia as a daily part of ‘normal’ life, limiting the life 

chances and possibilities of everyone who can see no way out of a stifling 

conformity. Jane Austen summed up some of these themes in a passage 

from Northanger Abbey: 

 

Dear Miss Morland, consider the dreadful nature of the suspicions you have 
entertained.  What have you been judging from?  Remember the country and the 
age in which we live.  Remember that we are English: that we are Christians.  
Consult your own understanding, your own sense of the probable, your own 
observation of what is passing around you.  Does our education prepare us for 
such atrocities?  Do our laws connive at them?  Could they be perpetrated 
without being known in a country like this, where social and literary intercourse is 
on such a footing, where every man is surrounded by a neighbourhood of 
voluntary spies, and where roads and newspapers lay everything open?  Dearest 
Miss Morland, what ideas have you been admitting? 
 
They reached the end of the Gallery; and with tears of shame she ran off to her 
own room.  (Austen cited in McEwan 2001). 
 
 

It is unclear what the nature of Miss Morland’s suspicions were but, in a 

few lines, Jane Austen alludes to chauvinistic assumptions about ethnicity 
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and religion which underpinned nineteenth century science, law and 

society as well as the technologies of surveillance employed to keep 

people in line. 

 

The introduction to this chapter asserted that the effects of the dualisms 

discussed above tend to force oppressed people to inhabit a ‘reality’ not of 

their own choosing. In a mentalist society it is not uncommon to find 

user/survivors who believe that they really are irrational, potentially 

dangerous, unable to cope with life, abnormal, and anti-social. In Chapter 

2 I examined the ways in which user/survivors have constructed their own 

ideas about the positive sides of mental distress. Positive user/survivor 

self-constructions of mental distress are clearly the starting point of a 

challenge to the dualisms of a mentalist society. Such self-constructions 

open the way for user/survivors to create the space for an alternative 

(standpoint) way of approaching the ‘reality’ they are to some extent forced 

to live in. 

 

 

A mentalist medicine and science 

 

Chapter 1 explored the role of the medical profession in the social control 

of people who have experienced mental distress. ‘Moral therapy’, asylum 

warehousing, psychoanalysis, electrotherapy, insulin treatment, lobotomy, 

neuroleptic drugs, through to cognitive behavioural therapy, were shown to 
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reflect developments in the dominant values of the day often expressed 

through the use of scientific innovations. Harding notes how scientists, as 

early as the seventeenth century, abandoned the emancipatory ambitions 

of the pioneers and gradually sought a niche position for themselves within 

the establishment rather than seeing their activities as a catalyst for social 

change (1986: 223). Throughout her books she argues that science, in its 

present configuration, remains a socially constructed, socially divisive, and 

conservative practice which has so controlled the discourse about its own 

‘objectivity’ that it gets away with presenting its method as completely 

value neutral. Harding illuminates her argument by recourse to a number 

of examples. First, the fact that senior scientists are overwhelmingly male 

should raise questions about whether the questions selected by scientists 

may not be androcentrically biased towards the interests of dominant 

(European) men (1991: 34-42). Harding even argues that disciplines such 

as physics and pure mathematics are not immune from bias as the will to 

develop weapons of mass destruction may be far stronger amongst 

dominant groups, who can use them to defend their privileged status, 

whilst relatively powerless people might want to use physics and 

mathematics in order to, for instance, maximise the output from small 

agricultural concerns. Furthermore, despite higher value being attributed to 

physics than other sciences, Harding asserts that physics has far less 

potential to improve human conditions than the social sciences (1986: 38), 

for example because richer nations do not allow free agricultural trade with 

poorer nations and social science has the potential to raise this unfairness 



 

 172© David Armes 2006 

amongst politicians and populations which physics does not. Second, she 

sees a science in thrall to a socially stratified society as likely to produce 

innovations that will intensify social stratification (1986: 38). Thus, in world 

terms, the industrialisation of agriculture and the use of chemicals have led 

to the further impoverishment of people who live off the land (Cubitt 

1995:220). Third, and linked to the previous example, Harding argues that 

science, as it exists today, works to increase the profits and social control 

of the dominant few (Harding 1986:38). Certainly there is a growing 

awareness of the power of technology rich, multi-national corporations in 

an increasingly globalised world economy. Finally, if scientific method is 

only a mixture of induction, deduction, observation and experiment then 

the sole difference between economically advanced Western societies, 

and societies which use the same methods to maintain social cohesion 

through spiritual insight, is the context within which the method is applied. 

To back up this point Harding quotes Wiredu (1979: 137), who discusses 

the rational evidence based knowledge required in subsistence farming, 

and concludes that ‘…rational knowledge is not the preserve of the 

modern West nor is superstition a peculiarity of African peoples’ (Harding 

1986: 184; also see Harding 1991: 240). Indeed, Harding asserts that the 

‘origins myth’ of scientific method, generally accepted by today’s scientific 

community, is a form of mystical ‘folk thought’, just as the idea that heroic 

geniuses, such as Galileo, suddenly hit on a revolutionary method 

completely glosses over the social and economic context which allowed 

him to present his discovery (1986: 202-8; 1993: 134).  
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The main implication of Harding’s analysis for a user/survivor standpoint 

towards the science based medicine which plays a major role in their 

social control is that the science of a mentalist society will be used 

primarily to prop up that society.  The reasons for this include the 

following. First, psychiatry is dominated by people who are not themselves 

user/survivors, and who, furthermore, have a vested interest in keeping 

user/survivors out of the mental health professions.  While this situation is 

allowed to persist there will inevitably be a psychiatric bias against the 

insights of user/survivors. Second, the social stratification that works to 

exclude user/survivors will be reinforced by psychiatry so long as social 

control remains one of its functions. Third, as the main aim of medical 

science research is to produce profits, user/survivors should be wary of 

the claims and products of pharmaceutical corporations. Fourth, just as the 

scientific method is not all that it claims to be, and because scientists also 

use their emotions and intuition as well as reason, user/survivors should 

not fear to explore spiritual insights or attempt to find meaning in their own 

distress. Fifth, Harding claims that a science which does not represent the 

views of women is not maximally objective (1986: 23; 1991: 307) in the 

sense that such a science is androcentric; the same accusation of a lack 

of objectivity could be levelled against a psychiatry which systematically 

excludes the interpretations and research activity of user/survivors. Sixth, 

if psychiatry is socially constructed then user/survivors should take comfort 

that the ‘truths’ of psychiatry are not set in stone and that change is 
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possible. Finally, user/survivors are far behind other oppressed groups 

who have already been challenging dominant European dichotomies for 

many years.  There is much to learn from other oppressed groups but in 

rejecting the idea that there can be one ‘truth’ for all user/survivors, let 

alone all oppressed groups, a user/survivor standpoint has to set 

boundaries around the issues it can claim to be a useful tool for liberation. 

 

 

Using social constructionism to set the boundaries of a 

user/survivor standpoint 

 

Given that, firstly, ‘severe mental illness diagnoses’ are a relatively uniform 

feature of life across all the ethnicities and cultures of the world (Tsuang 

and Faraone 1997:36-7) and, secondly, mental health problems affect all 

social classes, men and women, whatever their sexuality or physical 

impairment, user/survivors form one of the most diverse oppressed 

groups. Feminist standpoint academics have acknowledged that the case 

for a universal standpoint theory for women cannot be sustained, and that 

there is a need to establish the boundaries of ‘how general any knowledge 

claim can be,..’ whether they be ‘local, regional, or global…’ 

(Ramazanoglu and Holland 2002: 66). There is also no ‘we’ to be 

addressed by a user/survivor standpoint except in one important 

theoretical sense. The introduction to this chapter noted that the dualisms 

of ‘rational’ individualism tended to mould user/survivors into a form of 
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‘reality’ not of their own choosing where they are attributed qualities such 

as the irrational, emotional, insane, unhealthy, irresponsible, and 

dangerous. Whilst a user/survivor standpoint cannot speak for all 

user/survivor voices and/or experiences, what it could do is challenge the 

‘reality’ expounded by the dominant, male, European, heterosexual, 

disablist, mentalist, elite which has made its own view of  ‘rational 

normality’ a blueprint for all lived experience.  Clearly the dominant elite 

should have less of a claim to speak for all human life than a user/survivor 

standpoint has to speak for all the experiences of all people who have 

known mental distress. The problem is that this ‘master’ theory discourse 

has so infiltrated many societies that it has become ‘common sense’ for 

probably the majority and user/survivors alike. The boundaries of a 

user/survivor standpoint should therefore be drawn so that it addresses 

itself to challenging the ‘master’ theory of ‘rationality’. Victory in this 

struggle should open the possibility for user/survivors as a group, as 

groups within a group, and individually to have their voices heard on, at 

least, an equal basis in mental health matters. That said, part of a 

user/survivor standpoint would be the recognition that the ‘master’ theory 

is only identified by relativistic discourse analysis and can only be 

countered by giving up on the idea that a new successor meta-narrative is 

possible unless one wants to replace one delusion with another. This is 

not to say that the involvement of user/survivors in, and a user/survivor 

standpoint towards, mental health research, policy and practice would 

result in a ‘truth’ which is no more valid than the ‘master’ theory. The 
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‘objectivity’ of the ‘master’ theory is fundamentally flawed in its link with the 

views and aspirations of the powerful whereas a user/survivor standpoint 

attempts to separate the power of ‘truth’ from economic, cultural and social 

hegemony by constructing an alternative ‘politics of truth’. These themes 

were explored by Michel Foucault (see Smart 1985:67-8). User/survivors 

can use his epistemology and social theory as a tool for tracking the 

advance of discourses surrounding their position in society, and within the 

BUSM itself. 

 

 

Foucauldian analysis and a user/survivor standpoint 

 

As the reader will already be aware, Foucauldian analysis is used 

throughout this thesis to review the literature and analyse the data 

generated. There are a number of reasons why I have chosen this form of 

analysis: first, I accept Foucault’s arguments about the social construction, 

through discourses, of human belief and understanding; second, 

Foucault’s ideas about power and resistance existing everywhere 

illuminate the activities of user/survivors either in the community or the 

asylum; third, his views on power/knowledge permit identification of the 

ways in which knowledge is used to support existing power bases within 

mental health; fourth, his identification of bio/anatomo politics is relevant 

for understanding the forces which are used to socially control 

user/survivors; fifth, genealogy is useful not only for charting the historical 
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mutations of power discourses but for analysing the discourses present in 

the BUSM today; sixth, genealogy also enables one to identify discourses 

pertaining to the user/survivors from different ethnic, gender, sexuality, 

impairment and social class groups; seventh, Foucault himself was a 

user/survivor and used his methods to analyse the subject of mental 

health; eighth, his views on the potentially liberatory role of academics is 

pertinent  for academics who would put forward a user/survivor standpoint; 

ninth, a Foucauldian user/survivor standpoint can only exist in terms of its 

challenge to the dominant ‘master’ theory discourse; and, finally, an 

embrace of social constructionism implies that one thinks that change is 

not only possible but happening all the time. The inevitability of change 

means that the introduction of a user/survivor standpoint could have some 

impact on the discursive ‘reality’ that user/survivors inhabit. These ideas 

will now be discussed in relation to my project. 

 

The social constructionist approach to understanding human society draws 

on the work of post-structuralists such as Foucault who claimed that 

everything that can be expressed is expressed through discourses 

(discourses here refer to a set of meanings, metaphors, images and 

stories, expressed through the linguistic, and visual, constraints of a 

person or group of people, which come together to produce a frame within 

which a version of events can be explained). This means that no-one can 

claim a monopoly on the truth as their own understanding, however 

rounded, is filtered through frames of reference which do not permit true 
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knowledge of reality – only a ‘reality’ within the discursive frame. 

Furthermore, once a discourse becomes a widely accepted way of thinking 

about a subject, one cannot think outside of the discourse. It is possible to 

become aware of competing discourses and this may lead some people to 

employ their reason and eventually reject the old discourse in favour of 

another. The use of reason in this respect does not mean that the 

adoption of one discourse over another necessarily means being closer to 

the real ‘truth’. This only means that one frame around a version of events 

is substituted for another with the old discourse, now presumed faulty, 

probably shaping the way one thinks about the perceived benefits of the 

new discourse. This is clearly important for the creation of a user/survivor 

standpoint where a faulty discourse which associates ‘madness’ with 

negative qualities frames the terms of reference for the standpoint which 

has to challenge the assumptions and dichotomies of the faulty discourse 

before moving on to what we cannot know (for a fuller discussion of social 

constructionism see Burr 1995).       

       

Foucault argued that discourses not only shape the way people come to a 

subject but are also expressions of power. He contends that the exercise 

of power throws up apparatuses of knowledge – locations where 

knowledge is created (Smart 1985:80). His identification of bio and 

anatomo politics is a clear example of the link between power and 

knowledge in mental health. Madness and Civilisation (1967) describes 

how the ‘mad wo/man’, once a kind of guardian of truth (1967: 14), 
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became a ‘moral deviant’ in need of correction through the discursive 

changes brought about by the Enlightenment where any challenge to the 

primacy of ‘reason’ had to be suppressed (1967: 64).  The ‘moral therapy’ 

of the Quaker, Samuel Tuke, is explored in this book (1967: 241-78), and 

in Chapter 1 of this thesis; this could be said to constitute a form of 

anatomo politics as it attempted to regulate the individual brains/bodies of 

Tuke’s asylum inmates. Tuke introduced the concept of ‘cure’ into mental 

health care and thus opened the door for medicine to enter the world of 

mental distress. The medicalisation of ‘madness’ was one factor in the rise 

of the asylum during the nineteenth century as well as a form of bio-politics 

since the whole population was regulated by the fear of incarceration and 

stigma, and the specific population of ‘mad wo/men’ was clearly regulated 

by internment. The regulation of individual bodies and whole populations 

of bodies by the apparatus of mental health has remained a constant 

theme over the last 200 years, although internment within the asylum is 

not so prevalent today. Certainly governments are still concerned with the 

identification and promotion of bodily ‘normality’; user/survivors are still 

classified as ‘abnormal’ and are segregated by medical treatment and the 

benefits system.  

 

The link between power and medical knowledge has not gone 

unchallenged; Chapter 2 explores the means by which user/survivors have 

periodically resisted the way they have been discursively constructed. 

Foucault argues that power exists everywhere and in all human relations 
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with resistance (also a form of power) always challenging dominant forms 

of power which paradoxically cannot survive without the exercise of 

resistance (Foucault 1990: 95-6 orig fr ed 1976). Certainly these ideas 

about power enable one to reconstruct the behaviour of user/survivors, 

even when they have been interned, as a history of resistance rather than 

as completely subjugated victims. When this view is applied to research it 

enables the researcher to concentrate on the ways user/survivors 

empower themselves in circumstances not of their own choosing rather 

than colluding with the dominant discourse which constructs them as 

‘feeble-minded’ objects who cannot do anything for themselves. 

Resistance to dominant discourses within a social constructionist 

framework also indicates that change is not only possible but that it is 

happening all the time. Change in a social constructionist context can be 

assisted by the genealogy of dominant discourses, which is at the heart of 

Foucault’s research methods. 

 

Genealogy is concerned with charting the course of discursive 

understanding from often unacknowledged origins to the present day. The 

objective is to provide evidence of how current discourses came into 

being, how they are maintained, and the way in which they support sets of 

power relations (Burr 1995: 166). The practice of Foucauldian genealogy 

involves the identification and cross comparison of statements to see if 

they belong to a single discursive formation that could be called a 

discourse (Smart 1985:39-40). I have found genealogy particularly useful 
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to identify emergent discourses within the BUSM.  Furthermore, genealogy 

has enabled the identification of discourses around issues of gender, 

ethnicity, sexuality, impairment and social class which point to a 

fragmentation of the user voice that cannot be incorporated directly into a 

user/survivor standpoint (as this addresses itself particularly to challenging 

the dominant discourses around mental health).  

 

Whilst a user/survivor standpoint cannot speak for all the fragmented 

identities of people who have experienced mental distress, it does stand in 

opposition to dominant discourse, and can act as a tool for politicised 

academics with direct involvement in struggles around mental health. 

Academics such as these, who would be regarded by Foucault as 

liberators, reject the idea that they exist to reveal the universal ‘truth’ to 

those who are unable to recognise and express it.  They accept that non-

academic user/survivors also have knowledge about their own lived 

experiences and are able to voice their own concerns rather than relying 

on academics who, in expressing universal ‘truth’, disqualify the local 

knowledge of user/survivors and support existing systems of power (Smart 

1985:66-8). Thus, for Foucault, there are only two kinds of academic: first, 

the universal ‘truth’ seeker who acts to repress the knowledge of the 

oppressed; and, second, the specific intellectual politicised by everyday 

involvement in struggles of which the most important centre around the 

politics of ‘truth’ (Smart 1985: 67).  Foucault argues that every society has 

its own ‘politics of truth’ around struggles over the status of ‘truth’ and its 
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role in repressing local knowledge within the social, political and economic 

order. Therefore, the goal of the academic liberator is to separate the 

power attached to ‘truth’ from present day political, cultural and social 

hegemony (Smart 1985: 68). The implications of Foucault’s ideas for a 

user/survivor standpoint are: first, the identification of discourses which act 

to repress local user/survivor knowledge; second, the development of a 

counter discourse (standpoint) which can challenge the imposition of a 

distorted ‘reality’; and, third, support for user/survivor expressions of local 

knowledge in a new politics of ‘truth’ which can finally break the 

stranglehold present day dominant discourses of mental health have on 

the ways user/survivors respond to oppression. The issues explored in this 

section have shaped the research methods used for this thesis. 

 

 

Research methods 

 

 

Aims and objectives 

 

I have developed a set of aims and objectives that would be necessary to 

address or achieve a valid examination of the research title. A literature 

search led to initial acceptance, by the University of Luton, of my research 

design. The aims and objectives were refined over the next year and 
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finally presented at a MPhil/PhD transfer seminar which was written up in 

a report, which was also accepted by the University.  

 

Following the transfer seminar the revised aims and objectives of the 

project read as follows. 

 

1)  The main aim is to explore the contradictory potential of community 

care policy where there is a formal relationship between local and/or 

health authorities and mental health services user/survivor-led groups, 

with particular reference to three arguments: 

a) Community care policy since 1990 offers user/survivor-led groups the 

opportunity to create alternative and/or complementary provision based 

on wider social and political goals which challenge existing power 

relationships in mental health services. 

b) User/survivor-led groups are so constrained by formal relationships to 

provide specific services that they reproduce discriminatory forms of 

care. 

c) The expansion of user/survivor-led services, with resulting increases in 

work and financial opportunities, has witnessed a shift away from a 

culture of self-help, altruism and wider political vision which, it has been 

anecdotally claimed, characterised the movement in the mid 1980s. 

 

Two further aims involved: 
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2) To trace and follow the development of New Labour’s policy agenda in 

relation to mental health and the responses of the user/survivor 

movement. 

3) To indicate, from analysis of the data and literature, how a 

user/survivor standpoint towards community care policy could be 

achieved. 

 

In order to achieve these aims the following research objectives were set: 

 

• To explore the strategies of user/survivor-led group involvement, 

consultation, and/or incorporation by mental health service 

professionals from a user/survivor perspective. 

• To examine whether political campaigning by user/survivor-led groups 

has been curtailed by entering into formal relationships to provide 

community care services. 

• To identify whether alternative forms of service provision are any more 

available or sought after as a result of formal relationships. 

• To investigate the extent to which user/survivor-led services have 

enabled the user/survivor voice to be heard. 

• To identify issues of class, gender, ethnicity, impairment, and sexuality 

within user/survivor-led groups; and, the role of the motivations of 

volunteers/workers in shaping the ambitions of the user/survivor-led 

groups with which they are involved. 
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• To compare and contrast the personal, political and professional 

culture of the current user/survivor movement with that existing prior to 

1990. 

  

 

Data collection methods  

 

To achieve my aims I decided to begin data collection with a pilot interview 

and one-to-one interviews with a further nine respondents with extensive 

knowledge of the national and/or local sides of the BUSM. This set of 

interviews was undertaken to provide me with in depth knowledge of the 

issues facing the BUSM, the bedrock of my data, and an update on a often 

referenced study carried out by Rogers and Pilgrim (1991) on the 

user/survivor movement. Once this data had been transcribed and 

analysed, I then discussed my findings with a further 13 user/survivors in 

three different groups with each group made up of activists from either a 

locality or region, or as researchers with a national remit. 

 

This sub-section will address the way in which I developed research tools 

based upon my methodology, aims and objectives. I will explain my 

sampling procedure, and the methods employed to conduct, record and 

transcribe the interviews and discussion groups. 
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One-to one interview sampling 

 

10 respondents for the one-to-one stage (including the pilot interview) 

were contacted by use of a snowball technique. In this respect, my initial 

sample was identical, in technique and numbers, to that of Rogers and 

Pilgrim’s (1991) study which accounted for the state of the BUSM at 

around the same time as my coverage of the user/survivor movement 

begins in the literature review.  Furthermore, as with Rogers and Pilgrim, I 

sought to contact user/survivors who held key positions within the national 

movement and were in a position to offer insights based upon years of 

experience. Whilst this method, which has been called ‘Rapid Appraisal’, 

provides fast access to insights about the issues facing the user/survivor 

movement, it should be noted that it cannot deliver data on how many 

user/survivors are affected by such issues (Hall and Hall 1996: 49). Unlike 

Rogers and Pilgrim, however, I sought to include user/survivors who 

operated at the local level, as well as those in national organisations, as 

the growth of the user/survivor movement, since 1991, has taken place 

mainly at the local level. Also unlike Rogers and Pilgrim, who interviewed 

non-user/survivor black and minority ethnic representatives, I obtained 

interviews with user/survivors from black and minority ethnic groups. 

 

The complete sample was made up of five men, five women; a respondent 

from each of the African-Caribbean, Jewish and South-Asian ethnic 

groups, seven respondents with a white-British ethnicity; four respondents 
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actively, or recently, mainly involved in providing services at a local level, 

three respondents mainly working for national or regional organisations; 

two working mainly as academics, and one working mostly as a consultant 

(there was a great deal of crossover in these roles); ages ranged from mid 

20s to late 50s with seven respondents over forty years of age; four 

postgraduates, five graduates and one studying for a degree; and finally, 

all the respondents had experienced mental health problems which 

included disturbances classified as depression, disturbances classified as 

bi-polar, or disturbances classified as belonging to the clinical family of 

schizophrenia. One respondent, however, did not classify herself as a 

user/survivor because she had neither had an in-patient experience nor 

used community services, other than GPs; others did not accept clinical 

diagnoses relating to their experiences at all but still regarded themselves 

as survivors.  

 

I was aware of the issues of bias and representation around the use of a 

snowball sample (O’Connell-Davidson and Layder 1994: 176-7), but my 

primary aim was to create a base of information about the experiences of 

the user/survivor movement over the last 15 years or so from which to 

identify discourses. Snowball sampling at this stage was probably 

inevitable because the need to access key individuals, as I became aware 

of who they were, was far more important than any attempt to represent 

the entire movement (for which demographic figures were not in any case 

available). 
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Discussion group sampling 

 

Gaining access to groups of user/survivors who were willing to take part in 

a discussion, even with a moderator who is a user/survivor, proved to be 

difficult for a number of reasons. Firstly, some groups were put off by the 

perceived complexity of the schedule to be discussed with some members 

of local groups commenting that it ‘went over their heads’. (In actual fact, a 

local group, with members who had few formal higher education 

qualifications, had no difficulties in discussing my findings for over 2 

hours). Second, some groups were split between those who would take 

part, and those who did not want to, with the result that the whole group 

declined to participate. Third, user/survivors, who may have experienced 

disempowering situations with professionals in the past, may be wary of 

volunteering to share their knowledge, and experiences, with people they 

do not know very well, and whom they perceive to have power. Finally, the 

user/survivors who are active in the BUSM often find themselves under 

pressure from the number of demands on their time. I attempted to run a 

discussion group at the 2001 annual conference of MIND but, because it 

was a fringe event (in the evening) and not advertised in the main 

programme, I found there was little interest from the user/survivors who 

attended. 
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In the end I was able to access three groups of user/survivors who were 

willing to participate in my project using snowball/networking methods. The 

first group was accessed through the voluntary work I had undertaken with 

a local advocacy group. They had all been part of a user/survivor steering 

group for an advocacy project or were volunteers or paid advocates. The 

second group was part of a regional group of user/survivor activists 

engaged in local research projects and linked with staff from another 

university with whom I had contact. The last group comprised full time 

user/survivor researchers also known to me.  

 

It had been my intention to discuss my initial findings with three local 

groups with a profile similar to that of the first group. This was in order to 

compare the responses of the highly experienced and active 

user/survivors who took part in the one-to-one interviews with those of 

grassroots user/survivor activists. The problems I faced in recruiting such 

groups led me to widen the target population, but I became convinced that 

the groups that eventually took part in the discussions (local, regional, and 

researcher groups) gave me a fuller indication of possible user/survivor 

responses to my initial findings.  

 

Although the difficulties I faced in accessing the groups meant that I could 

not influence the demographic profile of the respondents, the sample was 

nevertheless quite mixed. It comprised six women and seven men; a 

respondent from each of the following ethnic backgrounds: 
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African/Caribbean/white British, South Asian British, and eleven 

respondents with a white British ethnicity; five mainly involved in providing 

services at a local level, four respondents mainly working at a regional 

level; four mainly working at a national level; three working mainly as 

researchers, two working mostly as consultants, one working in the service 

industry, one on incapacity benefit, four retired, one full-time advocate, and 

one whose occupation was not stated; ages ranged from mid 20s to late 

60s with eleven respondents over forty years of age; five postgraduates, 

one graduate, three with vocational qualifications, one continuing studies, 

two with no qualifications, and one whose qualifications were not 

specified; and finally, all the respondents had experienced mental health 

problems which included disturbances classified as depression, 

disturbances classified as bi-polar, disturbances classified as obsession, 

or disturbances classified as belonging to the clinical family of 

schizophrenia. The sample also included one respondent who identified 

herself as a user/survivor but did not accept any given diagnosis; another 

respondent who stated that he had been misdiagnosed; and one who did 

not specify any diagnosis given to him. 

 

 

Ethics 

 

Anonymity and confidentiality have been respected with personal 

information kept secure; it must, however, be noted, and this was 
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explained to respondents, that if a person had some knowledge of 

informants (i.e. they were a co-member of the user-led group) then there 

would be a possibility that individual informants could be identified. It 

should be further noted that, as a user/survivor myself engaged in 

voluntary work within the movement, I experienced a climate of trust with 

those who agreed to participate. It was made clear to respondents that I 

would employ all my prior knowledge of the subject, and the user 

movement in general, to offer an empathetic as well as objective report. 

Consent was requested for the tape-recording of interviews and discussion 

groups. The respondents were also told at the end of each interview and 

discussion group that I was amenable if they wished to change, add or 

withdraw any points they have made. Respondents were offered the 

opportunity to read a transcript of the interview, or listen to the tape, 

following the interview. Indeed, one pioneer respondent requested 

amendments but did not return them to me and another decided to 

withdraw from the study so that data from both those interviews will not be 

analysed within this report. I attempted to employ techniques, drawn from 

qualitative methods, which allowed respondents freedom of expression 

and control over subject areas. With this aim in mind, the interviews and 

discussion groups were flexible enough to incorporate issues which 

respondents felt were important and did not form part of my interview and 

discussion group schedules. This approach was explained to the 

respondents before the interviews and discussion groups commenced. In 

practice, some respondents from both sets of interviews took more or less 
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complete control whilst others strictly followed the schedules with most 

elaborating on the parts of the schedule on which they had most to say. 

The result was that many of the schedule questions were addressed only 

by part of the respondents from both sets of interviews. This was not, in 

the main, due to limitations of time as most interviews ranged from one 

and a half to three and a half hours in duration , with only two under one 

hour. Finally, it was also explained to one-to-one and group interviewees 

that access to my draft thesis would be made available and there would be 

an opportunity to challenge my analysis. 

 

These ethical considerations and measures reflect my concern that the 

user/survivors who participated in this study should find it an empowering 

exercise (see Faulkner 2004: 19) of freely expressing their views and 

involvement in the research process in a safe environment. It should be 

noted that pseudonyms are used throughout this report except in the 

cases of Peter Beresford and Mark Roberts, from the one-to-one set of 

interviews, who chose to forego an alias.  

 

Reflexive issues were noted in a research diary. The diary contains my 

views on how the research progressed, but, more importantly, it contains 

my attempts to answer the following fundamental reflexive questions (see 

Ramazanoglu and Holland 2002: 159): 

 

• What are my [power] relationships with the research subjects? 
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• What effects did my presence and knowledge have on the research 

subjects? 

• And, to whom am I accountable for the knowledge produced? 

 

By addressing these questions, I am acknowledging that the connections 

between politics and epistemology in the creation of a user/survivor 

standpoint (see first half of this chapter) demand that the identification of 

power relations within the process of research is necessary (Ramazanoglu 

and Holland 2002: 118). These issues are returned to in the conclusion to 

this thesis. 

 

 

The one-to-one interviews 

 

Following an extensive literature search, a pilot interview (for schedule see 

Appendix One) and voluntary work within the user/survivor movement, I 

was able to produce a schedule of mainly open-ended questions which 

would form the basis for discussion (Appendix Two). The main differences 

between the pilot schedule and the schedule which followed it is in detail 

rather than structure. Indeed, the only difference in structure is that the 

pilot included a heading on the subject of ‘voice’ which does not appear in 

the later schedule. That said, two questions directly about user voice are 

included under another heading in the later schedule. In terms of detail, 

there are twenty-three questions in the later schedule, as opposed to ten 
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in the pilot. The reasons for making these changes were to accommodate 

issues raised in the pilot interview, issues raised whilst engaged in 

voluntary work, and issues raised by further reading on the subject. In line 

with the ethical considerations noted above, the interviews ranged from 

the almost unstructured to almost completely structured, with probably 

most falling into a semi-structured category (see Robson 1993: 235-43 for 

discussion of interview techniques), in accordance with the level of control 

exercised by each respondent. Given the ethical considerations, I usually 

attempted to steer the discussion towards the schedule when the flow 

passed over specific issues or when a topic had been exhausted. I found 

this method fruitful in that issues, not on the schedule, around the history 

of the user/survivor movement, the importance of medical/social models, 

the power of charities, diagnoses and, most importantly, personal 

experiences were raised. Topics on the schedule ranged across issues 

such as: 

 

• service provision    

• markets 

• contracts 

• consumerism 

• co-option 

• user politics 

• formalisation 

• user involvement 
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• the user voice 

• motivations 

• partnerships 

 

Each respondent was given a copy of the schedule just before the 

interview started so that they could think briefly about the topics and 

identify any areas which might be problematic. In the more structured 

interviews, this sometimes resulted in respondents anticipating my next 

question but, in general, this only occurred when they had exhausted the 

areas they were most interested in. Indeed, one respondent began the 

interview by informing me that my schedule would not reveal anything of 

note (I had been reassured by all the other respondents that the project 

was important), talked for two and a half hours about history, social theory, 

spirituality as well as advocacy, policy and the user movement and then 

asked me if he could answer anything that I wanted to talk about. In fact, 

his was a very useful perspective which indicated some divisions in the 

user/survivor movement of which I would not otherwise have been aware. 

 

Reflecting on the interview process, I can say that I followed standard 

semi-structured interview techniques of asking open-ended questions, 

probing for in depth replies and asking for examples. I felt this approach 

worked in the sense that the respondents generally were able to express 

their own, as well as respond to my, agenda. 
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Discussion group interviews 

 

The aim of the discussion groups stage was to generate debate on my 

findings from the first set of one-to-one interviews.  This was in order to 

establish whether, for reasons already discussed, they resonated with 

user/survivor activist experience of community care policy at various levels 

of BUSM activity. Discussion groups should not be confused with focus 

groups where the aim is to repeat group interactions as many as 12 times 

on a specific subject with homogeneous respondents representative of a 

target population until conclusive results can be reached (University of 

Luton fact sheet 1998). Orthodox focus group practice was not possible for 

a number of reasons: first, I had difficulty in persuading groups of 

user/survivors to agree to take part in a discussion which meant that those 

who did agree were in a sense self-selecting; second, the groups which 

did agree, although all user/survivors, were not homogeneous in terms of 

formal educational attainment, gender, ethnicity, age, social class, 

psychiatric diagnosis and physical impairment; third, I did not have the 

resources to conduct multiple numbers of groups until all responses began 

to replicate each other in different groups; and, finally, the aim of the 

groups was to focus on my analysis rather than going over the more open 

ground that I had addressed in the one-to-one interviews.  
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The value of the group discussions can be seen in terms of being able to 

rapidly access the views of socially diverse groups of user/survivor 

activists; the identification of concepts that had not previously arisen in the 

one-to-one interviews; a chance to access opinions on what a 

user/survivor standpoint, not discussed in the one-to-one stage schedule, 

might entail; a wider range of information based on a combined group 

effort; the possibility that a chain of responses may lead to new ideas; the 

prospect that a user/survivor only forum for discussion might be 

experienced as a place of safety (for corroboration of importance of a ‘non-

threatening environment’ in discussion groups - see Krueger cited in Hall 

and Hall 1996: 158-9) where ideas can be readily expressed (indeed one 

of the groups said this was the case for the discussion they participated 

in); the fact that, as not all group members had to give an answer to every 

question, there was a possibility that responses were more meaningful (it 

has been noted that group dynamics can result in one or two people 

dominating the group – see Robson 1993: 241); the opportunity to gain 

insights into shared understandings and experiences. The advantages of 

group discussion noted here apply as much to focus groups (Gibbs 2000; 

Greenbaum 1998) as they do to the form of data collection I practised. 

Even though I could not carry out classic focus group practice I would 

argue that many of the benefits of focus group research are equally 

applicable to a discussion group, although classic focus group research 

has advantages in terms of validity due to sampling designed to represent 

a target population, homogeneity within groups, and having the resources 
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to conduct repeat groups until responses are exhausted.  Nevertheless, 

Greenbaum (1998:14) suggests that, in focus group research, multiple 

numbers of sessions can be waived without significant loss of validity as 

such forms of data collection are always qualitative and therefore not 

designed to provide statistical significance. Without wanting to enter the 

debate about the validity of qualitative research, I make no claim for the 

focus group status of my research as the practices of sampling, 

homogeneity and multiple sessions normally associated with such 

research are not present in mine.    

 

The interview schedule for the discussion group stage (Appendix Three), 

which was produced following analysis of the first set of one-to-one 

interviews, contained questions relating to my initial findings of a generally 

open-ended nature. As with the one-to-one stage, ethical considerations 

meant that interviews ranged from one group being almost unstructured to 

the other two groups falling towards the structured end of a semi-

structured category. The number of questions meant that I was anxious to 

cover a lot of ground and I often intervened in an attempt to move the 

discussion on. Nevertheless, one group took the opportunity to address 

many issues which fell somewhat outside the schedule but I was happy 

that they were exercising power in what could have been an overly formal 

setting and important insights were expressed. The schedule, which 

proved to be very useful with the other two groups, included six broad 

categories of questions: 
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• In what sense are we really ‘consumers’ of mental health services? 

• What has been the effect of community care policy on the user/survivor 

movement? 

• How successful has the user/survivor movement been in the 

advancement of all user/survivor perspectives? 

• What do we think of the Labour government’s mental health proposals? 

and what should we do about them? 

• What should be our politics, and what organisational culture should we 

use to advance our aims? 

• What are the “real” relations between society and madness? 

 

Some of the respondents commented that the schedule was quite 

complex.  As already noted, this did not prove to be a problem once the 

interviews began, although there were times when I had to explain some 

of the questions.  

 

On reflection, I became aware of the significance of having built up a prior 

relationship with the groups. The two groups with whom I had already built 

up a relationship over the two preceding years proved to be keen to assist 

me in the way that they thought I was looking for. Thus, they confined their 

comments very much to what was on the schedule and rarely wandered 

away (indeed, it has been noted that familiarity amongst people who 

regularly interact can inhibit disclosure – see Krueger cited in Hall and Hall 
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1996: 159). In contrast, the other group, of whom I only had personal 

knowledge of one member and that through one meeting three months 

prior where I had spoken for five minutes, was keen to use the meeting to 

discuss the issues they felt of importance in mental health rather than 

sticking to the schedule. This group seemed to enjoy the opportunity to 

share experiences and perspectives in a user/survivor only forum with one 

commenting that the meeting could be a ‘safe space’, and the majority 

staying on to talk further after I had concluded the session.   

 

 

Bias and validity  

   

As noted in the discussion of sampling, there is no attempt to claim that 

my sample was representative of the wider user/survivor movement. 

Indeed, in the one-to-one stage, I intentionally approached user/survivors 

who had quite lengthy experience in the movement and held high status 

positions relative to ‘ordinary’ user/survivors. With the exception of a 

respondent who was in the process of obtaining a degree, all the other 

respondents were educated to graduate or postgraduate level. Despite an 

estimate that 85% of user/survivors with severe mental health difficulties 

are not in employment (Beresford 2000: 11), and face added difficulties in 

education (Wade 2002: 51-64), the sample may not have been as biased 

against less highly educated user/survivors as it might at first seem. There 

are an estimated 350,000 people with a diagnosis of schizophrenia in the 
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UK (Tsuang and Faraone 1997: 35), which could easily be doubled if 

people with other severe mental illness diagnoses are counted. Thus, 

there is a substantial population, possibly over the half million mark, of 

people with a severe mental illness diagnosis. Serving this population 

(there are no accurate figures), one of my respondents estimated that 

there are 450 user/survivors employed to provide services. With such 

limited opportunities within the movement it would seem possible to me 

that degree educated user/survivors would be more likely to be in the paid 

jobs within the movement.  As the focus of my research is to seek insights 

into, rather than make generalisations about, the effects of community 

care policy on user/survivor-led organisations, it was important to talk to 

user/survivors with in depth knowledge of the movement, and they were 

often in paid employment.   

 

The group discussion stage, whilst still not a representative sample, 

included a far wider range of educational attainment amongst the 

user/survivor respondents.  This stage provided an opportunity to compare 

the insights of the first set of interviewees with those of a first group 

comprising less highly educated user/survivors, although two members 

active at grassroots level were degree educated. Another group was made 

up of probably more active user/survivors who were involved both in 

grassroots projects and regional research activities of whom at least two 

members out of five had undertaken higher education. The final group was 

made up of highly educated respondents working full time in research.  
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The social composition of these groups meant that the one-to-one data 

was addressed by user/survivors engaged in a very broad spectrum of 

activity.   

 

Questions of subject error - a difficult time or space for the respondent; 

subject bias - the attempt to answer according to what the respondent 

thinks the researcher wants to hear; observer error - difficult time or space 

for the researcher; and observer bias - invalid researcher interpretations 

(Robson, 1993 p.67-68), have been reflexively considered. Examples of 

subject and observer error include the fact that most one-to-one interviews 

took place at the workplace of the respondents where there were often 

interruptions. Furthermore, two respondents had only limited time for the 

interviews which created a pressure to concentrate on particular parts, 

rather than the whole, of the schedule. In terms of subject bias, I felt that 

all the individual and group respondents were sufficiently empowered and 

confident to offer their interpretations regardless of what they believed I 

wanted to hear although many of the respondents were willing to stick 

closely to my schedule. In fact, I felt that I was very much in the position of 

student in relation to their position as teacher with many of the individual 

and group respondents. Observer bias is addressed in the methodology 

and analysis sections of this report but there were times when I was 

caught off guard by unexpected responses. For example, I asked one 

question about spiritual services and was given a reply concerning 
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complementary therapies which, at the time, I did not classify as spiritual 

and thus did not follow up with probes. 

 

 

Analysis 

 

All one-to-one and group interviews were fully transcribed, returned to the 

respondents for approval [some respondents suggested typographical 

changes, additions, and omissions. I did not think these suggestions 

fundamentally changed what had been initially transcribed, and they were 

incorporated into the transcripts] and then coded using Atlas ti software. 

The result was over 300 pages of transcribed material. One transcript has 

not yet been approved and another was withdrawn; they are therefore not 

included in the analysis for this thesis, and only influenced the analysis in-

so-far as I remembered what was said and transcribed, in a similar way to 

the influence of anecdotal information. I found Atlas ti to be an effective 

means of coding. I particularly found the lists of comments on codes to be 

useful in the comparison of statements within each code. I also attempted 

to employ the memo tool for discourse analysis but found that it was, for 

me, easier to create hand-written data matrices of statements [tables 

where each statement is identifiable by the name of the respondent and by 

the code theme under which it falls in analysis] within each code. This time 

consuming method allowed me to view, on a large sheet, all the 

statements made by all the respondents. The advantage of this method 
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resides in the ability to see at a glance who has said what, what every 

respondent said on a particular code theme, and finally whether there are 

any emergent discursive formations.  

 

Given that I employed Foucauldian discourse analysis, it was important for 

me to think about a number of key elements concerning discourses of 

mental distress, user/survivor activities, formalisation, and/or community 

care policy (see Hall 2001: 73-4 for examples of key Foucauldian 

concerns). First, to identify statements about these issues (see Chapters 5 

and 7); second, identify the ‘rules’ which govern or exclude certain ways of 

talking about these things (see fig.1 and fig.2 in concluding chapter); third, 

identify how knowledge about user/survivors, formalisation and community 

care acquire authority (see Chapter 1); fourth, how user/survivors resist 

authority and attempt to achieve recognition for their own emergent 

discourses (throughout the thesis). A focus on these issues in analysis 

made it easier to identify statements which offer a discursive language for 

conversing on mental distress, user/survivor activities, formalisation, and 

community care policy. 

 

Genealogy dovetails in with the discourse analysis outlined above, in 

particular because the job of genealogy is to record the development of 

humanity [in this case user/survivors] through a ‘series of interpretations’ 

about particular issues (see Smart 1985: 57-8).  These ‘interpretations’ 

can be seen as expressions of power, or power through resistance, and 
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thus a genealogical approach helps to focus the research on questions of 

power. Indeed, Barry Smart argues that, for Foucault, the key genealogical 

issue concerns how people govern others and themselves by producing 

‘truth’ claims (1985: 59).  This means that there has been no conflict 

between the importance attached to the power/knowledge of psychiatry by 

many of my respondents and the methodology of this thesis. Furthermore, 

a genealogical approach that seeks to identify a variety of ‘truth’ claims, 

has encouraged me to explore a plurality of processes which have 

affected events such as the 1990 NHS and Community Care Act (see 

Chapters 5 and 6).  

 

I define the statements I make, based on longstanding personal 

experience of mental distress and use of psychiatric services, as falling 

within the variety of ‘truth’ claims I aim to identify within this project. In 

actual fact I prefer to acknowledge my comments within this study as 

belonging to the ‘less false’ than non-user/survivor claims variety of ‘truth’ 

claims. I recognise there to be problems in asserting that the research 

value of experience-based knowledge is greater than other forms of 

knowledge e.g. how can experience be known when it is socially 

constructed when narrated? and, what are the social relations between a 

knowing user/survivor intellectual and a user/survivor object of research? 

(see Ramazanoglu and Holland 2002: 65 for discussion of problems 

associated with experience from a feminist perspective). I respond to this 

last question, and the issues raised about it by this research, in the 
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conclusion of the thesis. In respect of the first question, I concur with 

Sandra Harding (2004: 136 orig ed 1993) when she states that ‘strong 

objectivity requires that the subject of knowledge be placed on the same 

critical causal plane as the objects of knowledge. Thus strong objectivity 

requires what we can think of as ‘strong reflexivity’’. Rather than using 

precious space to produce a reflexive report which would undoubtedly re-

address issues raised in the findings chapters, I propose to include 

reflexive comments where and when I deem them to be appropriate in the 

text that follows. I realise that I have answered what I intend to do in 

response to the question about experience and social-constructionism, this 

is because I wanted to introduce the notion that I, as a user/survivor 

researcher, am no neutral observer. I am a researcher with biases, like 

any other researcher, who is in the privileged position of conducting the 

research but chooses to go ‘on the record’ at various points within the 

study in order that the reader is aware of my views and experiences, and 

alert to how they may affect what is reported. Thus, in answer to the first 

question, the experience-based knowledge I report, whilst reported within 

discursive rules, allows the possibility of it being deconstructed by the 

reader because it is included in the text. Moreover, I contend that the 

value of my experience to the research is greater than that of a non-

user/survivor because I can directly report how it can feel to be on the 

receiving end of dominant mental health discourses (some of which all 

user/survivors experience – see standpoint discussion earlier in this 

chapter) and maximally objective research cannot afford to ignore the 
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experience-based knowledge of user/survivor researchers who are part of 

the population which comprises the most important players in mental 

health.  

 

 

The use of these methods, however, does not get away from the fact that 

analysis is not a distinct stage but rather a process which runs through 

research design, data collection, data preparation, and writing up 

(Hammersley and Atkinson 1983:174). In this thesis, this process was 

made explicit when I checked the validity of the one-to-one data with 

discussion groups. Furthermore, I was under no illusions that the rigour of 

my methods could result in anything other than the integration of data and 

theory into a narrative about the ways community care policy has affected 

the BUSM. In this sense, as I have already stated, I rejected the idea that 

qualitative social science researchers can reproduce the perceived validity 

of natural science findings through the use of research methods that filter 

out the biases of the researcher (which will be evident when I make 

comments of my own in the chapters that follow). Clearly, my own 

methodology casts doubt on the objectivity of even the purest of natural 

sciences and certainly rules out claims of taking a ‘value neutral’ stance 

towards the data.   
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Conclusion 

 

This chapter has examined literature which could assist in the 

development of a user/survivor standpoint from which to approach the 

data. It has been noted that the diversity of user/survivors and their 

experiences means that there is no way of speaking for all user/survivors 

except in one important respect. This exception is the ‘reality’ of their 

having to live lives constrained by a dominant discourse which labels them 

as irrational, emotional, irresponsible, insane, unhealthy, irresponsible, 

and dangerous. In this respect, a user/survivor standpoint can speak for all 

user/survivors if a boundary is drawn to prevent the standpoint from 

addressing anything else apart from the dominant discourse. It is also 

noted that such a standpoint only makes sense within acceptance of a 

social constructionist understanding of human relations. Therefore, it is 

useful that the data for this analysis should be interpreted through 

discourse analysis. The work of Foucault, himself a user/survivor, not only 

provides an approach to discourse analysis but addresses the social 

construction of ‘madness’ directly. Furthermore, Foucault’s ideas about the 

potential for academics to be liberators can be connected to the 

emancipatory aims of a standpoint. 

 

Moving on from the theoretical foundations of my research, I have 

explained the process by which my aims and objectives have been 
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developed. There followed an explanation of data collection, sampling, 

ethical, bias, validity, and analysis issues in my research. This chapter 

provides a preparation for the presentation of the findings in the 

subsequent chapters. 
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PART TWO: PRESENTATION AND ANALYSIS OF THE 

DATA 

 

 

The rationale for research and the context, in which emergent 

user/survivor discourses towards community care policy can develop, has 

been thoroughly explored in the first part of this thesis. With issues of 

background dispensed with, it is now possible to engage with the data 

collected from one-to-one and group interviews. 

 

 

One-to-one interview data presentation and analysis 
 
 
 
Between December 1999 and September 2000 I interviewed ten 

user/survivor activists who could be described as ‘pioneers’ in the sense 

that they had been involved in the latest wave of the movement (see 
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Chapter 3 for history of user/survivor initiatives) at a national level for a 

number of years or had been involved at a local level during the last 

decade of explosive growth. The first of the ten interviews was a pilot to 

gain a greater understanding of issues requiring further exploration in 

subsequent interviews (see Chapter Three).  As the pilot interview 

addressed the majority of the themes incorporated in the final interview 

schedule (Appendix Three), all the interviews were analysed as one set of 

data. Two interview transcripts were withdrawn from the analysis however, 

as one respondent declined to make amendments to her transcript which 

she had stated were necessary, and another respondent later revoked his 

permission for his transcript to be used as part of the study. The previous 

chapter has already noted these withdrawals, and outlined the ethical 

considerations in the research contracts which meant that I could not use 

transcripts without the express and continuing consent of the respondents. 

 

 

The structure of part two 

 

Following preliminary analysis of the remaining eight transcripts, the 

responses were grouped into five broad themes which subsequently were 

used as a structure for the group discussions (see Chapters 7 and 8, and 

Appendix 4).  These themes are as follows: 

 
• In what sense are user/survivors really ‘consumers’ of mental health 

services? 
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• What has been the effect of community care policy on the user/survivor 
movement? 

• How successful has the user/survivor movement been in the 
advancement of all user/survivor perspectives? 

• How do user/survivors respond to Labour’s mental health agenda? 
• What should be the politics and organisational culture of the 

movement? 
 
 
To facilitate cross-comparison of the data and findings contained in the 

following four chapters which consecutively present data from one-to-one 

interviews (ch 5), present analysis (ch 6) of Chapter 5, present data (ch 7) 

concerning discussion group thinking on analysis presented in Chapter 6, 

and present analysis of discussion group data (ch 8). Each chapter will be 

structured around the above themes. The themes were broad enough to 

encompass all the issues for discussion noted on the one-to-one interview 

checklist, therefore the presentation of data (ch 5) and analysis (ch 6) is 

comprehensive. The only group of data omitted as a matter of course 

related to personal experiences of mental distress (an issue which did not 

appear on the interview schedule). The reason for this omission is due to 

the lack of space available to cover issues which were not directly related 

to the aims of the research project.  

 

 

Discussion group data presentation and analysis 

 

Between July 2001 and January 2002 I conducted 3 discussion groups 

with user/survivor activists at various levels of involvement with the BUSM.  
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The reasons for undertaking this final round of data collection are set out 

in the methodology chapter (ch 4) but it is important to remind the reader 

that the aim was to test the validity of the findings, contained within the 

previous chapter (ch 6), against the experiences of discussion group 

members.  It had been originally envisaged that all the discussion groups 

would be comprised of local activists to compare and contrast their 

experiences with those of the pioneers.  Difficulties in gaining access to 

groups of local activists who were willing to participate meant that I had to 

widen the sampling net to include user/survivors who were involved in 

local, regional and national groups.  In the end I was happier with the final 

sample as it meant that I was able to test my findings against a broader 

cross-section of user/survivor perspective than a concentration on local 

activists might have provided. In the presentation of data (ch 7) and 

analysis (ch 8) the structure, already noted above, exactly follows that of 

the discussion group schedule. This means that all the issues covered in 

the schedule appear in Chapters 7 and 8. These chapters, however, do 

cover schedule questions under an additional heading ‘ what are the ‘real’ 

relations between society and madness’. These questions provided 

user/survivor group respondents the opportunity to contribute to the 

development of a user/survivor standpoint.  
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CHAPTER 5: PIONEER PERSPECTIVES 

 

Prior to a presentation of the data gleaned from interviews with pioneers, I 

will begin by presenting a brief profile of each of the respondents and 

myself at the time of the interviews. In providing this information I am 

offering the reader the opportunity to contextualise the statements of the 

respondents and my own contribution within individual life histories. Given 

that I am employing a methodology which asserts that the user/survivor 

perspective is more objective/less false (see Chapter 4) than other mental 

health perspectives on user/survivor experiences, providing a personal 

context to the respondents’ statements is a valuable way of highlighting 

the respondents’ experiential qualifications to speak authoritatively. 

Furthermore, by including my own personal context, I indicate my own 

experiential qualifications to empathise with and understand the 

statements of other user/survivors, which, it is asserted, lessen the effect 

of power differentials between researcher and researched. 
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Profiles: Table 1 (Demographic profiles of one-to-one interview respondents). 

 David 

Armes 

Julien Mark 

Roberts 

Niall Peter 

Beresford 

Randle Sylvia Teresa Virginia 

Sex M F M M M M F F F 

Age 32 26 48 51 53 52 27 37 44 

Ethnicity White 

British 

Indian 

origin (self-

defined)  

White 

British 

White 

British 

Jewish White 

British 

White 

European 

White 

British 

White 

British 

Job title Research 

Student 

Researcher

/ 

Project 

Analyst 

Project 

Worker 

Freelance 

Trainer 

Professor Advocac

y Chair/ 

Retired 

Advocacy 

Worker 

Research 

Support 

Worker 

Consulta

tion 

Officer 

Children N/A N/A N/A N/A 4 4 N/A N/A 2 
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Education BA PT BSc 

Student 

BA BA PhD BSc 

C.Eng 

MIEE 

BA MA BA 

BUSM 

involveme

nt 

1 year 4-5 years 11 years 15 years + 13 years 7 years 5 years in 

advocacy 

(not all 

mental 

health) 

Has 

worked 

for mental 

health 

charities 

but not 

user/survi

vor 

groups 

8 years 

Diagnosis Schizophre

nia 

Schizoaffec

tive 

Diagnosis 

not 

Manic-

depressio

Anxiety 

/depression 

Manic-

depressi

Ex-user 

depressio

Distress 

named as 

User of 

mental 
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accepted n 

diagnosis 

not 

accepted 

on n, anxiety 

(phobic) 

depressio

n/ 

anxiety 

health 

services 
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The above profiles suggest that the respondents had achieved a level of 

cultural capital, through education and/or occupation, not available to 

user/survivors more generally. Research indicates that user/survivors suffer 

levels of unemployment of 85% (Beresford 2000: 11), and are 4 times less 

likely to complete higher education (Sayce 2000: 68). Nevertheless, this 

chapter will show that even relatively empowered user/survivors, such as 

these pioneers, can also experience powerlessness in the face of the mental 

heath system. 

 

 

In what sense are user/survivors really ‘consumers’ of 

mental health services? 

 

 

Choice and consumerism 

 

This first section examines pioneer respondents’ perspectives on the 

accuracy of being re-defined as consumers, rather than patients and/or users, 

of mental health services. Whilst Chapter 1 discusses the key consumer rights 

(choice, exit and voice), the pioneers, who were invited to address the 

question of whether a mental health services user can be accurately called a 

consumer, concentrated on the issue of choice. Randle had this to say: 

 
 

Randle:  I never feel I ever have any choices…When you’re sectioned into hospital 
there’s no choice there, that’s an imposition. I had to use the services whether I liked 
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it or not… But I would suggest that most people only come into this damn place 
because there’s no sodding alternative... We don’t have any crisis services, we don’t 
have any home treatment services - there’s no other way of getting the support when 
they need it. Yes, you can come into this place with a section 136 but where’s the 
choice then?  (2: 13). 
 

 
For Randle, choice is non-existent for people on a section and this is 

compounded by the lack of community services. The idea that the exercise of 

choice is lost by people hospitalised under a section of the MHA (Mental 

Health Act) is supported by Sylvia and is incontrovertible. Sylvia, however, 

does not automatically associate the provision of community services with 

increased choice. For instance, she says: 

 
Sylvia: …I mean obviously if somebody is detained against their will or is receiving 
services that are being forced on them – I think they’d find it difficult to see 
themselves as a consumer of anything. They don’t actually want the services that are 
being forced on them. I think it really sort of depends on the individual circumstances. 
I think if you’re using low level services and maybe buying in counselling yourself or 
psychotherapy and you’re in a position to do so – then I think you can see yourself 
more as a consumer.  I think for the average service user, not really – ’cause you 
don’t have the choice’. When you get showed your social worker you don’t say, ‘oh, 
well I like that person, they’re really nice’, you get given whoever – it doesn’t matter if 
you hate them, you’re stuck with them (8: 8). 
 

 
In the above passage Sylvia highlights the contradiction between, on the one 

hand, user/survivor aspirations to not only have the care they choose (and 

some control over the people who deliver it), and, on the other, a one size fits 

all mental health system which finds it difficult to accommodate these 

aspirations. It is noteworthy that Sylvia has little faith a user/survivor can really 

be called a consumer unless they have enough of a personal income to buy 

services his or herself. According to this criterion, user/survivors who lack the 

wealth necessary to access private services would need to be given, by 

health authorities, direct payments so that they can buy their own services if 

they are to become consumers in any meaningful sense.  
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Indeed, one of the respondents in this study, Julien, argued that services had 

deteriorated since consumerism was introduced in the 1990s and, in 

particular, that market reforms have had a detrimental effect on the provision 

of choice in mental health services: 

 

Julien: What was the effect then [of the 1990 NHS and Community Care Act]? It was 
basically about having managers in, about paying them shit loads of money to make 
the health service more efficient - but I think really that made money more important 
than providing a service. And I think that had a really negative effect on morale and 
services themselves ’cause then things became just cheap and had to be cost 
effective. I don’t think you can really apply market principles to the NHS because 
business ideas are basically all about profits and minimising overheads and things 
like that. Whereas the NHS is a service which is all about people and quality and 
intangible aspects like that which money just shouldn’t come into - it should be more 
about choice and that. I think it’s probably eliminated choice in a big way - for 
instance - why would they offer therapy for somebody with schizophrenia, when it 
would probably take two years and cost a great deal of money, when they could just 
give them medication and get rid of them in a few weeks. I think it’s very short term.  
(7: 6). 
 

 
Unlike Sylvia, Julien clearly approaches the question of choice from a more 

collectivist stance where it is the responsibility of the state to provide services 

such as therapy as well as, and possibly instead of, more traditional 

treatments such as neuroleptic medication.  

 

 

What has been the effect of community care policy on the 

user/survivor movement? 

 

This second section looks at pioneer views concerning the effect, and 

absence of effect, of community care policy on two main issues. The first is 

the impact of the 1990 NHS and Community Care Act on individual 

user/survivors and BUSM groups. The second issue is the examination of why 
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and how the BUSM has expanded since the early 1990s, and the effect of 

community care policy on this expansion. 

 

 

The effect of the 1990 NHS and Community Care Act on 

the BUSM 

 

Virginia and Randle chose to assess the impact of the 1990 NHS and 

Community Care Act in terms of their experiences of using mental health 

services rather than its effect on the work of user-led groups. Both 

respondents had had recent experiences of hospitalisation, and Randle was 

an advocate whilst Virginia supported advocates in her work. Virginia made 

these comments about the 1990 Act: 

 
Virginia:  For me, as an individual, the Community Care Act has given me control and 
rights I didn’t have before. For me, that Act has put into legislation a mechanism 
where I could actually start making demands. I have no right to health service 
treatment of a certain nature - there’s no legal obligation because the Acts of 
Parliament around it, in terms of health, are about detaining - taking away my rights 
and choices. But the Community Care Act - the first thing I have is a right to be 
assessed for services.  (1: 16).  

    
 

This comment underlines the importance of the right to be assessed for 

community services conferred by the 1990 Act. The manner in which this 

respondent responded to a question about the value of the 1990 Act suggests 

that she saw its primary impact in terms of the individual service user rather 

than as a dynamic influence on the growth of the movement. Randle (3: 14-

15) did not believe that he was entitled to an assessment under the CPA 

(Care Programme Approach), as his most recent admission had not been 
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under a section. This is not strictly the case as a CPA assessment should be 

available to all user/survivors, whether they have been detained under a 

section or not.  

 

Moving to the relationship between user/survivor groups and the National 

Health Service (NHS), Niall offers the following analysis: 

 
 

Niall:  …there’s something about tinkering or trying to change the existing system 
rather than setting things up…somebody said to me, ‘perhaps that’s something to do 
with the NHS - that we kind of feel we own the NHS and we want to try and change 
this thing that we own’. 
Q24:  I know it’s a lot different in America, isn’t it...? 
A:  ...A lot different in America where - I think because there is a different system - 
people are much more likely to go out and set a service up...certainly one of the 
things that Mary O’Hagan said when she came across in the late ’80s...[she] said 
that, compared to New Zealand, she was surprised how little emphasis on self-help 
there was in this country (4: 7). 

 
 
When asked about the influence of consumerist initiatives on the expansion of 

the user/survivor movement, Mark argued: 

 

Mark: I think it’s an interesting hypothesis - I couldn’t really...I haven’t seen much 
evidence that consumerism has had much influence apart from, in as much as it has 
had influence generally. You know, methods of market research - focus groups and 
questionnaires have grown (9: 12). 

 
 
In respect of factors which supported the growth of the BUSM, some 

respondents attributed greater influence to the consumerism of the 1990 Act 

than others. For instance, Niall had this to say about the way in which 

user/survivors were tempted by the prospect of being involved in a 

nationalised health service very close to their hearts only to be guided in the 

direction of providing user forums, advocacy, patients’ council, and 

consultation services: 
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Niall: I think you could argue that the government basically pushed service user 
activity into what is called user involvement, so that’s basically getting involved in 
what you might call consumerist activities...  (4: 2). 
 
 

Clearly, from Niall’s perspective, consumerism has played a role in shaping 

the activities of the movement. This is not necessarily a contradictory stance 

to that taken by Mark as it leaves open the question of whether the 1990 Act 

merely encouraged user/survivors to engage more fully in activities which they 

had already identified for future attention, with consumerism playing a less 

influential role; or whether consumerism was instrumental in promoting user 

forums, advocacy, patients’ councils, and consultation services.  

 

 

The expansion of the BUSM  

 

The consumerist influences of the 1990 Act were acknowledged by some 

respondents as having a positive effect on the growth of the BUSM. 

Consumerism, however, was seen as only one significant variable, amongst 

many, that accompanied the expansion of the BUSM. The other variables 

noted by the pioneers included: 

 

• the already burgeoning user/survivor movement of the mid 1980s; 
• a broader societal shift in the questioning and challenging of health 

professionals; 
• the willingness of social services authorities to offer funding to 

user/survivors in accordance with a rights-based model; 
• growing awareness that user/survivors were capable of running 

organisations. 
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Whilst three of the above variables relate to bottom up factors around 

user/survivor agency, some pioneers acknowledged the impact of top down 

factors, such as social services policy and consumerism, on the growth of the 

BUSM over the last 15 years. This is evident in Mark’s  response to a 

question about the effect of consumerism on the expansion of advocacy 

projects: 

 

Mark: To an extent, but I would say probably the majority - the real impetus has 
come from social services at a local level where they claim to use a rights based 
model...even if they haven’t been funding it, they’ve been pushing for it. It might be 
the health authority that ends up funding it. It’s probably fairly marginal - the 
influence that the 1990 Community Care Act has had - but it certainly hasn’t stopped 
the rights of user groups and the funding of user groups (9: 9-10). 

 
 

I then asked him what had changed in social services?  

 
Mark:  I think it’s just an awareness that users are around - that’s what’s changed - a 
growing awareness. Perhaps slightly more sophistication at local level of seeing 
users as quite capable people. 
Q4.15:  So it’s the movement ourselves? 
Mark:  Yes - I think we’ve had a lot of successes, run events and things. But not 
purely - I think it is very much a fashion - Camden want to be first, it’s not surprising 
that Camden was among the very first user groups - Camden likes to be first in all 
sorts of efforts (9: 10). 

 

The point at which user/survivors were first drawing attention to their 

capabilities, and more opportunities were being made available to express 

them, was generally reported by the respondents to have occurred in the mid 

to late 1980s. For instance, Virginia commented: 

 

Virginia: …but there were significant things going on like the Campaign against 
Psychiatric Oppression. And there were kind of like natural leaders, Peter Campbell, 
Nottingham Patients’ Council, Good Practices in Mental Health, those kind of things – 
it’s almost like the seeds… 
… 
Virginia:  That’s where the beginnings were coming from and the statutory sector 
provision was, in a way, working along with that, in a way not quite - but it kind of 
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seems to be that it’s round the same era - you know ten years ago the Community 
Care Act, ten years ago Survivors Speak Out, ten years ago Nottingham Patients’ 
Council – it’s just the way the whole thing - you can’t say ‘oh, it’s because of that’ - it 
doesn’t fit like that. So - that’s kind of where I think it comes from - can’t really tell.  (1: 
5). 
 
 

Mark’s view, that the 1990 Act had been a marginal influence on the growth of 

BUSM advocacy projects, was not entirely shared by Peter. He saw a form of 

partnership, between user/survivors and statutory agencies, emerging out of 

the consumerist policy that followed the 1990 Act: 

 
Q:  Enabling or exploitative... 
Peter: ...Yeah I’d say the answer was ‘yes’ - yes to both the questions - I think that’s 
the whole point. It’s about both, and I would agree with the view that government 
rhetoric has provided open doors for people to try and exploit. I just think it’s a very 
complex, ambiguous deal - that’s what I think (5: 2).  

    
 
Another respondent explained how partnerships operate at a local level: 

 
Teresa: ...there’s been increased funding for user groups, that has meant the 
potential for more people to get involved. But the type of involvement on offer is 
usually based on a very limited model of involvement, which is either about individual 
partnership or about collective involvement in a very imbalanced way. The whole 
framework is defined by people who are commissioning or providing the services and 
users don’t really have much say in its set-up in the first place.  (6: 5). 
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How successful has the user/survivor movement been in 

the advancement of user/survivor perspectives? 

 

 

Contracting 

 

The pioneer respondents’ discussions of this issue can be divided between 

those who emphasised the costs, and those who emphasised the benefits of 

working in a formal contractual relationship with statutory bodies. Virginia 

placed greater emphasis on the costs (to the user/survivor-led approach), and 

said this: 

 
Virginia:  …the funding comes with a service spec - the service spec is designed with 
contracts in mind, it doesn’t pick up on user issues - so at that stage you do lose quite 
a lot of good advocates ’cause they get bogged down in the formality of working out 
‘well what do they mean by specifying this in a contract’ - they start having to learn a 
whole set of new skills that, historically, they’ve never approached or dealt with. So 
there is also…a danger that because of the formalising/contracting, people have to 
become so business aware that professionals start stepping in and we lose the user-
led element.  (1: 2). 
 

 
Others argued that their campaigning activities were compromised by being 

under contract: 

 
Randle:  And this specification that came last year, in June, forced us to prioritise, it’s 
forced us to put all of our efforts more into the provision of one to one advocacy. And 
that’s given us less time, much less time to consider how we might campaign for 
changes to services. There’s less time available to be a campaigning sort of group 
because we’ve become service providers ourselves...  (3: 6). 
 
Niall:  ...somebody said, ‘oh, got to be careful that our lobbying doesn’t interfere with 
our contract’. Now, when I was involved in the Zuser campaigning group - which was 
anti-psychiatry back in the early 80s - I mean there was no way that we would ever 
have thought that what we were doing could lead to that (4: 18). 
 

 
(These concerns were later taken up by Wallcraft et al 2003: 54-7 and 74-7).   
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Two respondents, emphasised the idea that a more formal approach under 

contract brings benefits in terms of effectiveness in providing services: 

 
Julien:  ...as long as they are still able to maintain their complete independence from 
the statutory services. I think it’s better because they’re [groups under contract] more 
accountable. You know, they’ve probably got to produce reports and they’ve got to 
account for their money and they’ve just got more integrity.  (7: 15).  
      
Sylvia:  …I’ve got quite a biased view ’cause although I’m under contract, I do know 
the differences between my project and what it was like before. In my opinion it’s 
much better now – and under contract you do have to stick to some sort of 
professional image and some policies and procedures which are there to protect the 
client above all and to give them the best sort of service. And in our contract it actually 
says that we do have to be user-led and we do have to have steering groups, we do 
have to consult and do client surveys – that’s a very good thing.  (8: 10). 
 
(Wallcraft et al 2003: 74-7 note some user/survivors are optimistic that user/survivor 
informed cultural change in services can be achieved by user involvement activities). 

 

 

Co-option 

 
 
Chapter 3 notes that much of the research on the activities of British 

user/survivor groups concludes that such groups are often expected to play a 

legitimising function for professional policy and practice (Hadlow 1996; 

Harrison et al 1997; Forbes and Sashidharan 1997; Harrison and Mort 1998). 

Pioneers were asked about the ways professionals and managers promoted 

user/survivor involvement and if the user voice had been used to bolster the 

position of managers. In the following statements, Teresa and Sylvia provided 

examples of how the user/survivor voice could be co-opted and/or trivialised: 

 
Teresa:  …I still think, in terms of influencing quality, it depends what the voice is 
there for – it’s still a big battle because those structures in the NHS or Department of 
Health are like shockingly old fashioned. They still handpick people to represent 
users, and will only have one user on the group… And then about how much notice 
they actually take of what’s said as a whole is another one as well. So there’s still a 
long way to go but I think a lot of that is not necessarily the responsibility of the user 
movement… (6: 18). 
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Sylvia:  I’ve got a very good example of being invited to a meeting of advocates by a 
social services manager when it was a community health council monitoring visit – 
and we didn’t actually speak at this meeting but she just said ‘look you can see we 
have good working relationships with advocates and users’ and this was the first time 
that we had ever been to meet her. So that’s a good example of - as an advocate -
being used as tokens. Also that when they say they do involve users when actually 
they don’t – they may have one person supporting them on the meeting. At the 
secure unit I go to they do the same thing – they invite one service user who they’ve 
handpicked themselves to come to meetings to represent users – and that’s actually 
the patients’ involvement worker, and that’s obviously to further her own position.  (8: 
6). 
 
 
 

 

User control and the strength of the user/survivor voice 

 

The problem of ‘hand-picking’ is compounded by other factors, such as the 

involvement of professionals in self-help and forum groups, as well as in 

advocacy groups which claim to be user-led because they have facilitated a 

token steering group of user/survivors. Independence from statutory services, 

be it financial and/or in terms of personnel, was mentioned as an important 

indicator of user control by four of the respondents. Even respondents 

describing organisations operating under contract to provide advocacy 

services highlighted the importance of maintaining as much autonomy as 

possible. Whilst talking about the control exerted by health and social services 

(to whom the advocacy group contracted), Randle commented: 

 
Randle:  I don’t know if it’s control, they have certainly exerted their influence, 
certainly with this specification… everybody was given an opportunity to comment on 
its content. Now perhaps we commented on it more than anyone else did because it 
was directly affecting us. But I’ll give them their due they did… consult widely on the 
spec, they did accept many of our comments. So they were trying to control us to 
some degree, but the way they went about it was in the right spirit, in the sense that 
they tried to get many comments; they tried to write down on a piece of paper what 
advocacy meant, yeah (3: 8-9). 
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Randle’s statement shows that it is not easy to provide a clear cut definition of 

what constitutes a user/survivor-led group. Mainly staffed by user/survivors, 

his group’s policy is decided by a steering group exclusively made up of 

user/survivors but his statement shows that purchasers, at least, are able to 

exert control over the advocacy group. Nevertheless, according to the 

definition adopted by Wallcraft et al (2003: 91), a group is defined as ‘user-led’ 

if it has a majority of users on decision making bodies such as management 

committees,  (this is also the definition adopted for this study). Under this 

definition, Randle’s group is undoubtedly user/survivor-led. When asked to 

comment on the difference that a user-led service can make, however, some 

of the pioneer respondents made it clear that their goals were independence, 

mutual support and shared insight. Teresa’s view was: 

 
Teresa:  …if you’re specifically talking about those crisis services my impression and 
understanding of a very important difference is the people who are going to use those 
services would encounter other people who’ve been through similar experiences. So 
that would lead one to a feeling of greater safety, greater acceptance and greater 
understanding...and I just think in terms of those services it seems to be a whole 
different ethos because it’s about being open about who people are, not hiding 
behind a professional hat or other sorts of labels of any sort really (6: 3-4). 

 
 
Niall was equally committed to services being user-led and controlled but he 

was loathe to compare statutory services and user-led services as like with 

like: 

 
Q11: In that sense, what differentiates user services from statutory services? 
Niall:  Well I mean I’m not sure... the main difference is going to be around the fact 
that it’s people with similar experiences - you know, providing services. And that it’s 
going to be a question about ethos, it’s going to be a question of atmosphere and 
shared understandings and things like that. I mean I think it’s also possible that it’s 
going to be to do with less hierarchies, I mean that I’m not sure that that necessarily 
means that a service is going to be more efficiently run or even more effective - but I 
think it’s going to be run in a different way if it’s run by service users than if it’s run by 
professionals. And I think that the meetings are going to be different, the kind of 
management, the way the management works is going to be different and I think it’s 
not necessarily going to be better necessarily - however you define better, but I think 
it’s going to be different...  I think in many ways it may well be more sensitive to the 



 

 230© David Armes 2006 

needs of the people using the service...  hopefully the people who use the service will 
actually be involved in running the service. I think that doesn’t necessarily always 
follow - because a service is run by service users, it doesn’t mean to say that the 
people using that service are empowered - I think that usually the chances are they 
will be, but that doesn’t always happen. So I think it’s things like that that are going to 
be different and I think the chances are that the service is going to be more in touch 
with what people using the service want. Whether that’s the same as what people 
need or whether that’s the same as having an effective service I don’t know...(4: 4). 

 
 
The experience of simply being in an environment where it’s acceptable to be 

open about being a user/survivor, amongst people who really know what it is 

like to have experienced severe mental distress, and who live with the same 

stigma cannot be underestimated as a factor in empowerment. Peter certainly 

felt this: 

 
Peter:  I’ve got a real sense of liberation personally when I first went to survivor 
meetings, you could be who you were.  You know I even feel being here with you I 
can be more open because you know there are some common understandings, you 
haven’t got to be on special behaviour, and it is nice, and you can probably expect 
that certain things won’t be done or said which will be hard work (5: 3). 

 
 
This vision of user-led organisations being essentially about providing a space 

for mutual support based on shared experiences was, however, challenged by 

one respondent who saw being user-led primarily in terms of good practice: 

 
 

Q4:  …Perhaps you could tell me what differentiates user-led services from other 
services in the statutory sector? 
Sylvia:  OK. Well if a service is truly user-led – then users should be involved in every 
single step of the organisation; which can be everything from writing the policies to 
consulting on staff recruitment to day to day service provision. So the difference 
between a user-led and maybe statutory services – we would think of, well, I would 
hope that we would think of service users first. We would be using and going by their 
needs as to what we should be providing – whereas statutory services have a 
backdrop of legislation, nursing or psychiatry or social work practices and then they 
deliver the service. Whereas I would hope that we would see what people want and 
be led that way. So it’s not only about where certain users are involved, it’s also about 
your actual priority. Hopefully we would be person-centred as well – we go by what 
the person wants – they meet with us and they tell us what they want to do. Social 
workers and statutory services actually enforce the services and may have some 
consultation about what happens on a day to day basis but not in the same way that 
we would (8: 2). 
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Whether there is more mutual support and good practice in the turn of 

millennium BUSM, and whether the movement, particularly in advocacy, has a 

stronger voice than before the move into ‘consumerist activities’ has been 

debated in Openmind (Brandon and Simpson 2001: 16-17). This last issue 

was taken-up by Julien: 

 
Q:  Would you say there’s a stronger voice now from service users than there was 
say 10 years ago? 
Julien:  I think so maybe...yeah.  Then again, I don’t know if you’ve met Mr S? 
Q:  Yeah - I’ve heard the name. 
Julien:  He’s quite a veteran user in [county] - and he gave me a copy of a vintage 
patient union magazine, and I copied an article and put it in one issue of 
[publication]... I don’t know if you read it. But there has actually historically been quite 
a strong user voice for quite a long time. 
Q:  How long? 
Julien:  Well, this was probably from the ’60s. 
Q:  Yeah - that’s interesting because most people who’ve been involved in the 
movement sort of date the start of the movement really to about 1985. 
Julien:  That’s bollocks - yeah that’s what I would have thought but it’s actually been 
going on for a long time. Mental Patients’ Union - ask Mr S about it, make sure you 
speak to him actually ’cause he would have quite a lot to say – ’cause he was 
involved in that himself. And they were very well written articles, really well written 
magazines and they seemed to be quite well organised.... and they had that stability 
which I don’t think exists so much now. 
Q:  Stability? 
Julien:  In terms of the continuity - you know like Survivors Speak Out...you know they 
come and they go - I think a lot of the time user movements - they come and they go - 
the key people come and go - people get ill and people drift off - it seems to 
continuously happen…   (7: 14).   

 
 
Later in the interview, Julien said that it was possibly easier for her to get 

involved in the 1990s because there is more awareness today about the 

movement and perhaps that awareness did not exist in the 1960s.  

 

The anecdotal point about awareness is an indicator that the movement is 

getting stronger in one way at least. After all, there is little chance for any 

movement to gain in strength unless its target audience, at least, is aware of 

its existence, and of opportunities for getting involved. Nevertheless, 

increased awareness about the existence of the BUSM does not automatically 
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equate with a stronger user/survivor voice. Indeed, David Brandon (2001: 16) 

sees no contradiction between government enthusiasm for advocacy, and 

weaker advocacy services overall. He describes advocacy services as 

suffering from ‘inherent incompetence’ but says that, in terms of government 

support, ‘Our ineffectiveness can be a big selling point!’ Six respondents 

agreed that the movement has become numerically stronger since the mid 

1980s but a number of them doubted whether the movement was stronger in 

its ability to shape the mental health agenda: 

 
Sylvia:  I think service users are taken slightly more seriously by professionals and 
that way it’s stronger. But I still think it’s at a very tokenistic level because they have 
to at least show some evidence of doing it. So it’s become slightly stronger but not 
strong enough (8: 9). 
 
Teresa: ...I think it is a paradox in that I think, in some ways, the voice of the 
movement has become stronger, in the sense of perhaps the number of people 
involved and the ways in which people are involved, yet at the same time...I’ve heard 
quite a few people say that the previous government listened more to users than this 
government does (6: 18). 

 
Q:  So, from what you’ve said, there is a stronger voice now from what there was 10 
to 15 years ago. 
Mark:  In terms of numbers yes - in terms of clarity of message maybe not (9: 15-16). 

 
 
 
 
 

Diversity within the BUSM 

 

It is likely that, as the BUSM grows, and possibly has its voice more widely 

heard (although not necessarily listened to by government), the voices of 

BUSM members will become not only more numerous, but more diverse.   

 

It can be inferred, from my own and respondents’ failure to address the 

involvement of user/survivors in relation to impairment, age and religion, that 
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these issues are not widely debated within the movement. Nevertheless, it is 

also noteworthy that, although I specifically asked about issues of gender, 

ethnicity and class, only four of the respondents commented on the question 

of social class. It is probably difficult for user/survivor activists to identify the 

social class of their colleagues as, to the extent that many BUSM activists are 

benefit claimants, and to the extent that even those who work in areas such 

as advocacy are unlikely to earn an annual salary in excess of £25,000, I 

assume that user/survivor activists are likely to make judgements based on 

variables other than income. This means that the indicators of social class 

employed by Niall, Peter, Teresa and Randle may not accord with each other, 

as one may place an emphasis on variables such as educational attainment 

and background whilst the other may not. Niall, Teresa and Randle agreed 

that there was a mix of social classes in the BUSM but they disagreed about 

whether middle or working class activists formed the majority. For instance, 

when asked about the class composition of an advocacy conference he 

attended, Randle said this: 

 
 

Randle:  …I would say a mixture of working class and middle class. I don’t like...I think 
that’s one of the most destructive things in our society - the class system. I think we’re 
moving towards a more classless society. I would have said there were more working 
class, perhaps a few middle class (3: 22). 

 

Peter also observed a mix of working class and middle class user/survivors in 

one of the organisations he had been involved in: 

 

Peter:  That’s one of the good things I think about Survivors’ Speak Out - Survivors’ 
Speak Out included a lot of very ordinary working class people as well as middle class 
people, and I think a lot of local groups do too (5: 15). 
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Teresa rejected this view by arguing the movement is: 
 
 

Teresa:  Often dominated by people from the middle class – often, not exclusively, but 
that’s a dominant theme (6: 7). 

 
 
Niall agreed but he accepted that it is difficult to clearly identify the social class 

of activists: 

 
 

Niall:  …in as much as I can kind of judge class accurately I would say that it’s mostly 
more middle class/upper middle class people involved. I mean, by no means 
exclusively, but I think the groups that I’ve been involved with - that’s true (4: 20). 

 
 
Conflicting accounts also formed a part of respondents’ statements about the 

involvement of women within the BUSM, but this time there was a clear 

gender divide. The male respondents were generally more optimistic than the 

female respondents, about the numbers of women in comparison with men 

within the BUSM, the positions they held, and the sense of solidarity between 

female and male user/survivors. In terms of the relative numbers of men and 

women within the movement and the positions they held, Randle, when asked 

about who had attended a national advocacy conference, said this: 

 
Q79:  Male or female? 
Randle:  Female. 
Q80:  Mainly female? 
Randle:  Mainly female and I think they were obviously advocacy workers (3: 22). 

  
 
Niall supported this view: 
 
 

Niall:  …in actual fact women have played quite a strong leadership role, and I think in 
a number of groups, including Xuser group, there was a time in the ’90s when the 
chairs of all network groups in the UK were women. And certainly in Xuser group, 
women have always played quite a strong leadership role (4: 20-21)…[later, when 
asked about the social mix within the BUSM, he said]: …I would think probably more 
women than men, that I know in the London area, I think probably more women than 
men (4: 21). 
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Whilst Teresa supported the view that significant numbers of women are 

represented in the movement, she challenged Niall’s recollection of the 

position in the 1990s and the current representation of female user/survivors: 

 
Teresa:  I don’t know about in terms of gender, I think it’s probably quite a mixed 
picture, although some of the national organisations in the early ’90s they tended to be 
more male dominated but I think perhaps they’ve shifted a bit now (6: 7)…[when 
asked about what had made those organisations less male dominated, she said]:…I 
wouldn’t say that it’s necessarily equal. Going back to this thing about who gets 
involved to begin with...within the context of being users of services [who] are perhaps 
most powerful in that context - and that wouldn’t be women (laughs ruefully)...that 
would be men who are more powerful than women for a number of reasons (6: 17). 

 
 
 
Sylvia, speaking about her experiences of work at a local level, concurs with 

Teresa’s statement by saying, ‘In my experience, there is definitely more men 

involved in the user movement’ (8: 10). The variability of these conflicting 

accounts according to respondents’ own gender was replicated when 

respondents discussed the experience based solidarity between female and 

male user/survivors and the gendered culture of the BUSM. When asked 

whether the social divisions identified by some commentators within the 

disabled people’s movement are also replicated within the BUSM, Peter made 

this comment: 

 
Peter:  And I had this conversation with a woman survivor and she said to me around 
different identity, about how it might be that a woman survivor would feel closer to a 
survivor, male or female, than they will to a woman non-survivor – it’s complex…(5: 
13).  

 
 
Niall also commented on the solidarity between men and women in the 

movement but his impression was that, as it expanded, the BUSM increasingly 

resembled wider society: 

 
Niall:  However, I think women have also experienced, you know, problems about not 
being listened to, being talked over and through at meetings and all those sort of 
things. I don’t know about sexism and abuse and that sort of thing - I haven’t heard a 
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great deal about that. But, I think really a lot of the kind of imbalances, the differences 
in society in general, are reflected in the service user movement. A lot of the women 
who got involved in Xuser group in the early days had come from feminist groups and 
they said subsequently that they were quite positively surprised about the way they 
were accepted by survivors in those days. But, I think as the movement has grown 
it’s, you know, no different (4: 20-1). 

 
 
It is noteworthy that although Julien, a female respondent of South Asian 

descent, did not regard racism as a major factor within the BUSM she did see 

gender as an important issue: 

 
Julien:  …I’ve found in user groups there have been definite gender differences there. 
There will tend to be much more polarised discussions with men taking more of the 
lead and women taking very much a back seat and then eventually stopping coming 
because they find the environment too intimidatory (7: 17).  

 
 
Of course it is difficult to generalise about the issues raised by the 

respondents across the whole movement but the fact that there seems to be a 

clear divide between what was said by male and female respondents 

suggests that real differences may exist and that this at least merits further 

research. Niall, as will be shown later (4: 24), argues that there is a tendency 

within the BUSM to exalt the user/survivor identity above any other identity 

possessed by members of the movement. If this is indeed the case then 

differences in the accounts of men and women may be an example of male 

user/survivors privileging shared experiences of pain and stigma above 

gendered experiences. 

 

The tendency to promote a vision of mutual support based solely on a 

common experience of pain and stigma may not be confined to male 

user/survivors in as much as Barnes and Bowl (2001: 91) suggest that for 

white activists, either female or male, ‘an identity as a service user 

challenging the system is more important to them than their whiteness’. In the 
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following passage Randle recognises the need to involve black and minority 

ethnic user/survivors but seems ambivalent about the benefits of employing a 

dedicated black and minority ethnic outreach worker at his advocacy group: 

 
Randle:  We have written a plan for the future and we would like, we would very much 
like to employ an outreach worker for black and ethnic groups. I haven’t yet written 
to...I wanted to write to...I’m going to write to the Xtown and county community 
relations, I forget what they’re called now. I’m sensitive about this issue because 
there’s only a very small proportion of people of black and ethnic population in 
Acounty and if we were to deliberately, proactively recruit a black person - would that 
be looked upon as some sort of tokenism almost - do you see what I mean? We felt 
that someone with a different culture other than white - we felt that someone would be 
a definite addition, a definite benefit to our project (3: 22). 

 
 
Mark Roberts expanded on this issue: 
 
 

Mark:  Yes, equal opportunities in practice - it may be there in the filing cabinet. It’s 
because the user groups have had to get involved in service level agreements and 
contracting and more and more bureaucracy - but then I think equal opportunities 
hasn’t been very high up the agenda. They fail to see what’s in it for them - equal 
opportunities in practice - so far, some groups don’t (9: 18). 

 

On the subject of whether discrimination in wider society is replicated in the 

BUSM, Sylvia described how she had found user/survivors in general: 

 
Sylvia:  Definitely, I’ve found in my experience that mental health service users can be 
some of the most discriminatory people in terms of race and gender and sexuality. 
And, in my experience, the service users that have actually got involved tend to be 
white men in my area. I mean, I’m not really sure why this is but there definitely is a 
division there…although people are discriminated against, they don’t seem to see that 
and apply it to their own attitudes - from my experiences, definitely (8: 10). 

 
 
It is noteworthy that Julien, the only woman of South Asian descent in the 

study, had actually worked at the same project as Sylvia at one point. 

Although working elsewhere at another project at the time of the interview, 

she felt very differently. Asked about the under-representation of black people 

within the user/survivor movement, she replied: 
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Julien:  I don’t think that’s prejudice personally. I think user groups are open to 
everyone you know, and I think it’s up to people to find out, and get involved if that’s 
what they want to do. I think opportunities are open to everyone now (7: 17).  

 

 

In the above quotation, Julien discusses personal prejudice rather than 

institutionalised discrimination, and appears to subscribe to a ‘colour-

blind’/equal opportunities approach. Nevertheless, I would also locate Julien’s 

statement as an expression of her identity as a survivor, being accepted by 

the members of the movement, finding people she was able to share her 

experiences with, and a sense of solidarity with people who had experienced 

similar levels of pain and stigma as she had. This becomes clear in the 

following statement where she addresses the question of why she got 

involved: 

 

Julien:  I think I was very angry after my experience - my first experience in hospital - 
really angry and I felt really alienated as a result - and I found that I couldn’t really talk 
about it with other people I knew...So I think it was important for me at that time to 
have a sense of belonging and a sense of purpose - with other people with similar 
experiences. And I think that was very therapeutic at that time. And I think for me it 
was also about trying to do something constructive with that anger – ’cause otherwise 
it was just making me bitter and twisted (7: 18). 

 

Julien’s personal testimony suggests that, for a particular period of time at 

least, her identity as a user/survivor was one of the most important in her life. 

Whilst Julien may have found a home in the movement with relative ease, 

other black and minority ethnic user/survivors find there are difficulties. Teresa 

looked at some of the obstacles faced by black and minority ethnic 

user/survivors: 

 

Teresa:  ...once then a group is identified as a white group - I mean it’s very off-
putting for anyone who’s black to want to be part of that group. They’re unlikely, on 
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the whole, to want to be part of that - which is a generalisation but there are all sorts 
of issues there about who - I mean who services are for. It’s kind of ironic that the 
people who get diagnosed most often, for example as schizophrenic, are probably the 
people who services are least designed for - you know, it’s a very negative 
experience (6: 16). 

 
 
Peter asserted that Survivors Speak Out had made efforts to involve black 

and minority ethnic user/survivors, but was scathing of criticisms by funders 

that the user/survivor movement was exclusionary: 

 
Peter:  But I think you can’t pass the buck - funders and resourcers can’t pass the 
buck to survivors. I’m not saying here that survivors’ organisations conspicuously 
never fail to be inclusionary. But I think if you’re serious about inclusion, you’ve got to 
support people to do it properly in terms of money, opportunities, information, 
enabling to be proactive. You know, if survivor organisations could get the cash to set 
up the equivalent of minority ethnic units, like local authorities have done, I’m sure 
most would be glad to grab the cash (5: 13). 

 
 
Given that homosexuality appeared in the Diagnostic and Statistical Manual 

(DSM) for psychiatrists as a ‘mental illness’ as recently as the 1970s, and 

given that 31% of Mindlink members did not describe themselves as 

heterosexual in a 1997 survey, one might assume that user/survivors with a 

non-heterosexual sexuality would be welcomed by the BUSM. Some of the 

respondents’ views did not correspond with this picture, and the recurring 

issue of BUSM members promoting a narrow user/survivor identity at the 

expense of the other identities was commented on: 

 

Niall:  So, in a way, we’re being, as a member of a group my individuality has partly 
been subsumed by having that group provide me with an identity which may actually 
not respect - what it will probably do is exalt, if you like, my status as a service user 
but it may tend to ignore – suppress my status as a gay or lesbian or whatever, 
someone with a hearing impairment whatever - so I think that’s what may be going 
on…I think the thing is what service user organisations are probably doing is that 
they’re actually tolerating certain kinds of individuality, the ones that fit in with being 
what a service user is, but not other types, i.e. being gay probably is a sanctioned 
individuality, being manic or depressed or stammering or something like that probably 
is an individuality that is (4: 24). 
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Teresa:  …I think sexuality is something that is - I think we’ve still got some way to go 
basically in terms of being open to, and acknowledging and embracing people who 
are gay and lesbian or bisexual or different sexualities (6: 17).     

    

     

Niall also said that whilst the BUSM was establishing a user/survivor group 

identity, it should not lose sight of the fact that ‘within that group identity 

there’s a whole lot of differences’ (4: 24). This message was not lost on 

another two of the respondents who went further and either advocated 

learning from the gay male and lesbian movement or had actually sought the 

advice of Gay Pride organisers:  

 
Q118:  Is there anything else you think we should talk about? 
Julien:  No - I think we’ve pretty much covered everything there. Except I think we 
should learn from the gay movement. 
Q119:  In what way? 
Julien:  Well, just in the way of getting organised and outing people, outing key 
people - just kind of learning the techniques they use. And seeing how much they’ve 
achieved and how homosexuality itself was considered a mental illness – it’s only 
relatively recently that it’s come off the DSM 4 chart - so I think there’s a lot, a lot to 
be learned from them. But it does boil down to money and power so it is about - in 
terms of why gay people have a lot of power because they can be quite affluent can’t 
they? It just shows how much further they’ve come now...I mean we’re useless while 
we’re on the dole you know, sitting around whinging whilst we’re on Stelazine. I think 
it’s important to get people out there infiltrating the system, getting into key positions 
where they can make a difference (7: 19-20). 
 
Q39.00:  Can you tell me anything about Madpride? 
Mark:  Madpride, OK. Well, it’s really the brainchild of SB because a number of 
people, including SB, had called for some sort of survivor liberation movement in 
about ’95/96 at various conferences and said that’s what we really need – a thorough 
going civil rights survivor liberation movement. And then he and a few others went to 
Gay Pride in ’96 or ’97 and discussed the idea with some Gay Pride organisers 
whether Madpride would be acceptable to Gay Pride – and they said, ‘no, that would 
be great’ (9: 1). 

 
 
The pain and stigma associated with severe mental distress may lead some 

user/survivors to see themselves as more oppressed than other 

user/survivors – a victim status which could be jealously guarded. Of course 

this kind of competition to see who has had the worst time is not likely to help 

anyone to improve their mental health and challenge dominant mental health 
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discourses.  Nevertheless, one of the respondents expressed concerns that 

the user/survivor status of some was being promoted as more valid than 

others because of the perceived severity of diagnosis and/or because some 

user/survivors did not want to be associated with people who they thought 

were madder than they were (also see Sylvia 8: 11 for an illustration of how 

user/survivors perceived as madder than others can be conceived as a threat 

to the BUSM): 

 

Julien:  I think psychotics like discriminate against neurotics and you know and 
depressives discriminate against psychotics - and I think there’s a lot of conflict there. 
And I think also because of the cross over with drug and alcohol abuse - I think 
there’s a definite division - you know, that’s a bit of a grey area (7: 17). 
 
Q:  We talked about CTOs and severe personality disorder internment. Would you 
say the movement is more or less concerned with issues like that now? 
Sylvia:  I think there’s quite a divide – I find that professional movements such as 
MIND are very concerned with compulsory treatment orders and they put a very high 
profile on making protests. But a lot of people with a mental health problem don’t see 
people with personality disorders as being part of their group and they don’t seem to 
concern themselves. We often find that they want people like that separated from 
them because they feel it gives them a bad name…(8: 11). 

 

 

User/survivor movement culture 

 

Demographics, differences, and diagnoses (explored in the previous section) 

were not the only internal points of division within BUSM reported by the 

respondents when they discussed the culture of the movement.  Firstly, 

Virginia pointed to the existence of a conventional ‘leader and led’ culture: 

 
Virginia:  And it is true that quite a number of groups tend to have a pro-active person 
within them - sometimes when that person leaves the group it will disintegrate, 
sometimes it will find ways of evolving and carrying on. But it’s like anything - in 
reality, there tends to be a natural leader somewhere - within user-groups that person 
can make or destroy a group - so when they disappear it leaves a big space (1: 4). 
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Second, Sylvia saw the conventional wisdom that it is natural for human 

beings to be primarily concerned with their own individual preoccupations as 

an influence that shapes the culture of the movement: 

 
Sylvia:  I think the user movement does have a tendency to be concerned with their 
own issues and not concerned with issues as a whole – they tend to focus on the 
individual, which is what human nature is really. So I do find that they often complain 
about themselves and find it difficult to get together as a group and sort of support 
each other (8: 11). 

 
 
Individualism was also reported to have an effect on user/survivors who 

wanted to better their employment opportunities: 

 
Niall:  I think, by and large, we’re still doing things in the same way - and in terms of 
consultation the people, the service users who are successful in consultation, are the 
service users who can fit into the committee structure - the structure hasn’t changed 
and I think, largely that’s the same in service provision as well.  So it’s difficult - and of 
course what you have to remember as well is that here you’ve got service users, a lot 
of whom have not had work - certainly not had valued jobs - and suddenly they’ve got 
an opportunity to actually work and be employed in the mental health services. You 
know, so they’ve got interests as well in becoming professionals – and, you know, 
would you rather be a mental health professional or a mental health service user? 
And I think I would probably rather be a mental health professional - certainly in terms 
of status and income (4: 5). 

  
 
Of course it may reasonably be presumed that the user/survivors who are 

most likely to fit into the committee culture of statutory services will frequently 

conform to the ethnic, gender, class, sexuality and impairment characteristics 

of the professionals who sit on those committees. Whilst it may not be the 

case that user/survivor consultants are all middle class, university educated, 

white, heterosexual, non-impaired males, Peter said that, although the under-

representation of black and minority ethnic people within the BUSM cannot 

just be blamed on the excluding behaviour of user/survivors, there is another 

issue of a perception amongst many members of the BUSM that cronyism 

exists amongst many consultants: 
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Peter:  I think there’s another issue around survivors’ organisations, and I don’t know 
who you’re talking to and how much you’ll pick this up - there is a sense among many 
survivors who are not important, that there are issues of nepotism, of being part of the 
charmed circle, of you only get access to the consultancy if your face fits, if you are 
on the network, if you’re one of that relatively limited range of people - I know that lots 
of people have that sense.  Did you pick that up? 
Q:  Not as such.  No-one’s... 
Peter:  And the reality is of course that you won’t get to meet any of those people 
unless you go and talk to lots of people locally. I think there are a lot of frustrations 
amongst people because I think a number of survivors have sought to escape from 
the benefits situation in a way that could work for them flexibly by becoming 
consultants, and then find sometimes, I don’t say always, that the consultancy is quite 
narrowly located. I never ever sought to do that. I’ve never wanted to be that kind of 
consultant, so it’s not something that’s come my way, but I know it’s true for some 
people and I know that there are lots of bad feelings amongst some people and I 
think they are justified (5: 13-14). 
 

 
Whilst the above respondents have highlighted issues of leadership, 

individualism and cronyism in the BUSM, which are equally issues within 

wider society, this does not mean they had nothing positive to say about the 

culture (including the total set of beliefs, customs, and/or way of life – see 

Abercrombie et al 1994: 99) of the movement. In the preceding section, Julien 

spoke about how the BUSM was a welcoming organisation, despite the 

behaviour of some of the men, where she had found a temporary home 

offering a sense of belonging and purpose. Randle felt much the same: 

 

Randle:  …severe mental health problems are isolating, aren’t they?, and you’re really 
ill, when you’re really ill, or when you’re depressed, you don’t want to know anybody - 
you can’t cope with anybody, you need care. But then the road to recovery, I believe, 
involves reaching out to others and coming together and trying to put whatever’s 
happened in the past behind you. And I think that’s the value of the groups - you can 
meet other people and say, ‘did that happen to you?’, you know. I’ve sometimes met 
someone and within minutes I’ve been able to connect with them because I’ve been 
able to say, ‘well, actually when I was ill I thought I was John the Baptist’, or ‘I’ve 
moved on then to become a genius’. And then somebody said to me, ‘check, I’ve been 
there myself’. Now just by saying that you then connect with someone - you know 
them so well, nearly everything that’s said from then on you share, you know each 
other because somehow problems in the past - and that’s the beauty, that’s the value 
of these support groups that people can share those sort of things (3: 26).  

 
 
 
Niall also commented on the importance of shared experience and mutual 

support in the BUSM: 
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Niall:  …they wanted to communicate what had happened to them - then I think, 
working with other service users, I think with people with the same experiences that’s 
a positive reason why people get involved (4: 26). 
 
 

Whilst talking about a successful black and Asian organisation in South 

London, Teresa addressed the importance of creating groups designed for 

black user/survivors specifically in terms both of mutual support and as a 

springboard for further involvement in the wider movement: 

 

Teresa:  I think it’s sometimes about people being able to find a small - a micro 
community in which they feel safe and accepted. So somebody’s who’s a black user 
of services might feel the need to be with other black users of services to be able [to] 
talk about the issues that are specific to them. And then might feel safe in that basis 
to then go out and be part of other initiatives which aren’t specifically about that 
experience (6: 16). 

 

 

Democracy and movement status 

 

Peter argued that perceptions of a culture of cronyism within the BUSM are a 

powerful argument for a need to integrate formal democracy (where the 

representatives of a majority make policy for all) and substantive democracy (I 

assume where representatives reflect the diversity of interests, opinions, and 

perspectives – see Young 2000: 133-41) within the movement (5: 14).   

 

Other respondents supported this view in the sense that they looked forward 

to being able to say what a majority view amongst user/survivors was, while at 

the same time rejecting that such a majority view could be the same as a 

user/survivor voice. Virginia, Randle, Niall and Julien (1: 14; 3: 12 and 19; 4: 

13; 7: 12-13) were all in favour of actual and/or potential groups having 
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representatives who could speak for the majority, but were at pains to insist 

that majority views should not drown out the voices of individuals and 

minorities. Nevertheless, in line with Niall’s observation about the class, 

educational attainment and ethnicity of user/survivor consultants, Teresa 

notes that the most confident user/survivors, rather than the most inclusive 

user/survivor voices, tend to be the representatives of the movement: 

 

Teresa:  They’re not necessarily representing all users in that local area because 
people who choose to join groups are not usually a wholly representative cross-
section of all mental health service users. You know, they’re likely to be more 
articulate – it’s a difficult one but it’s an uncomfortable reality. You know, they’re 
perhaps going to be people who are less afraid of contact with other people... So I 
really think that notion of representation is quite a complex one. So within that you 
might have those people there who are elected and so therefore there is some sort of 
democracy going on. And then you can still have - and I know this is quite a different 
issue - but you can still have very real abuses of power that can happen - in a user 
group as in any other group or organisation (6: 10). 

  

 

Is the BUSM a movement? 

 

Whatever their views about the inclusion of diversity within user/survivor-led 

groups, a number of the respondents either denied that the BUSM was a 

movement, claiming that it had only recently achieved movement status, 

and/or argued that its movement status was hampered by the lack of a 

guiding philosophy. Randle saw the lack of a guiding set of principles as 

evidence that the BUSM was not a real movement: 

 
Randle: I guess a movement is meaningful to me if you can agree a level of principles 
at higher level that everybody could buy into. And if everybody doesn’t buy into them 
then it is not a movement in a sense (3: 1-2). 
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Teresa saw movement status as something that the BUSM had only recently 

achieved. She saw movement status as being more about having a 

momentum behind it and a campaigning edge (6: 1-2), but she also thought 

the BUSM needed a shared philosophy to make it a coherent movement: 

 
Teresa:  ...sometimes, even during this interview, sometimes I’m thinking ‘yes it’s a 
movement’ and other times I start to think of things that happen I think, ‘well, it is a 
very straggly movement’. 
Q:  Well, how would you like to talk about it? 
Teresa:  As with any language, it’s not without its difficulties...there isn’t necessarily a 
shared philosophy, so I don’t think there’s necessarily a united whole (6: 8).    
 

Peter did not suggest that the BUSM was not a real movement but he did 

highlight the need to create a user/survivor philosophy: 

 
Peter:  Well, I’ve got a view. It’s about how things have got to change. I think what’s 
distinguished the survivors’ movement from the disabled people’s movement is that 
we haven’t got a philosophy. And until we’ve got a philosophy, how do we work out 
our strategy? (5: 6). 
 
 

The lack of a philosophy may go some way to explaining why Julien thought 

that the BUSM was reactionary in the sense that it was not ‘…calm [and], 

considered and voicing alternatives…’ (7: 2) and that ‘it lacks a certain degree 

of credibility and organisation’ (7: 1). On a more positive note, Mark 

expressed no doubts about the movement status, or strength of the BUSM: 

 
Mark:  But I think we’ve reached the sort of strength now that we’re unlikely to be 
taken over by professionals or by other interest groups and therefore we can reach 
out for allies to help with - as volunteers, we can reach out to a whole range of people 
(9: 18).   

 
 
Mark’s comments express a certain degree of pride in the achievements of 

the BUSM, and a confidence that there was an implicit sense of cohesion 

even without an explicit unifying philosophy.  
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What do user/survivors think of Labour’s mental health 

proposals? 

 

Peter noted New Labour’s twin-track approach of promoting partnerships 

between user/survivors and statutory services whilst, at the same time, 

placing greater emphasis on a media driven custodial/control agenda. He 

sees this phenomenon as part of a wider realignment on the part of the major 

political parties towards certain sections of the electorate combined with major 

party decoupling from traditional support bases, and observes: 

 
Peter:  It’s possible in a time where there is a more liberal approach to issues of 
distress that there will also be at the same time a more heinous approach to issues 
seen as more extreme than that – a sort of divide and rule in responses to survivors 
(5: 22). 

 
 
The media were seen by a number of the respondents as prime movers in 

attempts to push user/survivors further to the periphery of society. Julien 

asserts: 

 
Julien:  I think, in many ways, it’s really the media controlling this country, isn’t it? 
Because everyone was so outraged by incidents by a small minority of people with 
mental health problems being knife wielding maniacs and stuff - the Government are 
then forced to respond to that (7: 9).   

 
 
Despite this recognition of the power of the media, Julien acknowledges that 

there are some user/survivors whose behaviour presents such a problem that 
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‘…you can see where they’re [the Government] coming from…’ (7: 9). On this 

issue, she argues: 

 
Julien:  I do think for some people who don’t have an insight into their mental health 
problems and will just go out and take lots of crack and then go mad...and then 
become dangerous to society... 
Q:  Shouldn’t people be in hospital - if you’re going to treat someone, shouldn’t they 
be in hospital? I don’t know, that’s just my... 
Julien:  I think what they mean by that though is, once they’re discharged from 
hospital they need to take their medication. And if they’re not taking their medication 
and they are liable to go and ….know what I mean? (7: 9) 

 
 
These comments seem to indicate that Julien is at one with the proposals for 

community treatment orders at least, although this statement runs counter to 

her support for advance directives (7: 8), which can give user/survivors control 

over their treatment in a crisis, and she immediately admitted that questions of 

human rights would have to be weighed against the protection of the 

community. However, Julien was not alone in giving the idea of CTOs some 

positive consideration: 

 
Randle:  So if a Community Treatment Order would have given me better services, or 
permitted me to leave hospital earlier, then I’d be all for it, yeah. But other than that I 
can’t see any benefits whatsoever in a CTO because if someone needs to have 
medication because they have lost capacity - they are out of it, if you will - then 
you’ve got to put them in hospital anyway. Because they need intensive nursing care, 
don’t they? And possibly they need neuroleptic medication or whatever. So the CTO, 
as far as I’m concerned, is impractical - it is a simple government knee-jerk to the 
concerns that are invariably expressed by the press about these more unfortunate 
incidents that occur from time to time when there is a death by someone who is 
alleged to be a mental health service user. Now that, unfortunately, tarnishes all of us 
doesn’t it?…we are all thought of as psychopaths - violent people and of course it’s 
far from the truth. It isn’t the truth at all. In fact, I would suggest on balance there are 
more psychopaths, more ‘nutcases’ in the general public that commit murder and 
violence, more alcoholics, if you will, that commit that sort of crime than ever there 
were people who suffer from mental health problems (3: 15). 

 
 
Virginia, Niall and Mark, expressed none of the ambivalence of Julien and 

Randle towards CTOs: 

 
Mark:  Of course, danger to others is a legitimate concern for the Cabinet – but why 
danger to others is related to mental distress – that’s purely discriminatory – it’s not 
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danger to others if you had some other health need. And therefore – there’s a very 
good argument, which disabled people are very good at spotting, to have anti-
discriminatory legislation – total hypocrisy to do away with Clause 28 on the one hand 
and bring in this draconian Mental Health Act on the other. I can’t believe it will 
happen – I can’t believe it will (9: 17). 

 
 
Niall argued that the discriminatory and coercive legislation proposed by 

Labour is compromising the possibilities for the kind of partnerships between 

user/survivors and statutory agencies that Labour otherwise promotes so 

vigorously: 

 
Niall:  ...we’re getting to a position where the government agenda and the service user 
movement agenda seems to be splitting apart in such a clear way on one or two 
things. I’m not sure that you can go ahead with this kind of partnership thing anyway 
and I think you could do in the ’80s and ’90s - but if you’re going to go into a more 
custodial kind of situation with, you know, compliance and control then I think it’s very 
difficult to continue with this kind of state partnership thing, stakeholder thing (4: 8). 

 
 
Peter was pessimistic that the ‘partnerships’ on offer would either be between 

equal parties and/or would open a way out of the means/ends calculations that 

characterise Weberian views of rationalisation in society: 

 
Peter:  You can have different kinds of partnerships and, as the saying goes, the 
partnerships that survivors mostly have with local authorities, health trusts and non-
survivor organisations are not worth the paper they are written on - if they’re not 
written on anything, it’s not a partnership. It’s about you having to kind of 
[be]...subordinate…And I think, partnerships, to be real, depend on equality of power, 
they depend on, ‘this partnership is signed and sealed’, but your attitude to this 
partnership is governed by, ‘will you get another one’? Now everything we do is like 
that, we have to think like that, and we have to be honest about our disadvantage 
here, otherwise there might be some blaming going on. But, you know, we’re not in a 
free for all where we can say, ‘oh I reject that’, you can’t - you’ve got to go for what 
you can get. It’s all about compromises, and that’s why philosophy’s so important, the 
compromise has to be within the strands of principled philosophy – ‘no I will not take 
money from a drug company’, if that’s where your philosophy takes you, do you know 
what I mean? (5: 9). 

 
 
Sylvia also experienced inequality in the partnerships she had been involved 

in, but she also saw the disempowerment of the professionals and officials 

who worked within a hierarchy, and the cost/benefit decisions which impaired 

the ability of partnerships to effect change: 
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Q:  One of the suppositions of partnership is that both sides have an equal 
relationship – do you think that’s true? 
Sylvia:  Well, not if you’re the one with the funding and you’re the one providing the 
service and you’re consulting. Just the word, ‘consultation’, doesn’t suggest a 
partnership to me really – it means you’re going with something and asking for some 
feedback and it’s up to you whether you act on that or not. And that’s really how the 
partnerships are working, in my experience, in this area. 
Q:  Yeah, so we were talking about partnership and you were saying that you don’t 
think while they have the funding – they have a lot more power than… 
Sylvia:  Yeah, there’s power relationships. 
Q:  Is there any way you could describe it? 
Sylvia:  What do you mean? 
Q:  Well they call it partnership – how would you describe it? 
Sylvia:  It’s a hierarchy…Even within service provision they’ve got their own hierarchy 
– often the people who are consulting don’t have any weight to implement what they 
are consulting on, it has to go up through their chain of command as well. And also 
they’re restricted by their budgets and that’s what rules their service at the end of the 
day (8: 4). 

 
 
Mark picked up on the disciplinary nature of partnership rhetoric: 

 
Q:  What I was going to ask you was about what you think about Labour’s ideas of 
partnership and stakeholding - how that’s affected the user movement? 
Mark:  Well, I think they’re fairly pretty words but since New Labour has come in ’97 
we’ve seen very little evidence of this - quite the reverse. It’s much more controlling - 
and much more controlling at a local level - the councils sort of have New Labour 
language for instance,...and we have a New Labour council which doesn’t [address] 
the community at all and is beginning to make all its decisions in secret...taken straight 
from central government. So I don’t see the partnership - there has been no 
partnership in some of the New Labour administrations... (9: 12). 

 
 
Mark is clear that consultation does not represent partnership in any form.  

Nevertheless, one respondent experienced partnership working in his area as 

a positive development which is more in line with the hopes, expressed by 

Barnes and Bowl (2001: 166), that, even with inequalities of power, 

partnership may prove a better route to empowerment than consumer choice: 

 
Randle:  …I agree with partnership, I think partnership working is the future. I think the 
government have invented partnership working as a non-monetary solution, yeah. 
Having said that, and that sounds cynical I suppose - but having said that there was a 
need…there is a need to work together to help the mentally ill. And I am pleased to 
say that in Acounty the networking is excellent between the mental health 
stakeholders and the services themselves... 
Q:  Do they include Auser group or not? 
Randle:  Yes, I’m a representative on the local communications team of the National 
Service Framework and I sit alongside all the other key stakeholders. There’s one 
member from the voluntary sector and of course there’s all people from health and 
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social services around the table. And I give them their due, in terms of networking, in 
terms of bringing people together I think Acounty are perhaps as good as anywhere, 
they really are. Having said that, and bringing people together around a table is one 
thing, and working together is one thing, and... preparing professional local 
development plans which go back to region is one thing - but the services aren’t on 
the ground (3:18). 

 

Randle’s statement, however, suggests that there is little difference between 

the realities of partnership working in his area and that described by Sylvia. 

For instance, the partnership working he describes sounds more like 

consultation and, in common with Sylvia’s experiences, mental health 

outcomes are constrained by the under-funding of services. Sylvia also noted 

that partnership working is made more difficult by Labour’s policy of Best 

Value (also see Chapter 1):  

 
Sylvia:  …because of Best Value one of you will lose out - and you should be working 
together rather than being competitive – and [you should be] sharing resources I think. 
I think competition is OK in market forces, but we’re not about markets, we’re about 
people and so I think it’s important we stick together (8: 4). 

 
 
On a positive note, Teresa was impressed by the Bromley-by-Bow pilot for 

Healthy Living Centres which aims to provide holistic support for 

user/survivors and other community members (6: 12).  

 

 

What should be the Politics and Organisational Culture of 

the Movement? 
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User/Survivor Politics 

 

Contractual relationships are cited by Randle (3: 6) as a constraint on his 

group’s campaigning ability mainly because of the time they have to devote to 

such responsibilities. Niall has observed that campaigning has to play second 

fiddle to contractual responsibility to the extent that the BUSM has not 

concentrated on developing the kind of user/survivor philosophy that could 

inform future campaigns: 

 
Niall:  Whether that may be exaggerating it a bit, but certainly what happened was that 
the movement was quite young, was starting to get organised in the mid 1980s and 
starting to sort of think about its ideology and its direction and then suddenly BANG 
user involvement came along, doors were opened, people were invited in and it was 
very difficult not to kind of get drawn in to all these sorts of things that service 
providers wanted users to get involved in. And I think that that had a very beneficial 
effect - and I don’t think that the movement would have grown so rapidly if hadn’t been 
for this kind of government enthusiasm for user involvement. But it’s had a down side 
too, I think in a way that we hadn’t been able to develop our own agenda, to develop 
our own ideology, our own philosophy because in some ways we were overwhelmed 
by…[what] service providers wanted us to do. And I think we’re now becoming to 
come out of the other side of that (4: 3). 

 

It has already been noted that Teresa argues that the lack of a shared 

philosophy which could unite user/survivor activists detracts from their ability 

to claim movement status (6: 8) and that Peter sees the development of a 

user/survivor philosophy as vital (5: 6). Mark went further than either Teresa or 

Peter to suggest that the movement may have retreated from philosophical 

challenges to psychiatry: 

 
Mark:  But now anti-psychiatry, although it was never a unified theory I don’t think, 
Laing and Cooper - that seems a little bit old hat - Survivors’ Speak Out used to sell 
little tapes of anti-psychiatrists and [they] were quite popular with the membership - 
but nowadays if some of the movement do have a concern with the medical model at 
all, it may be with critical psychiatry which is very different from anti-psychiatry. They 
claim they’re a psycho-social model [see Chapter 1] - I would say that really most 
people I have seen in critical psychiatry have gone back to basics... And so back to 
basics in the sense that, ‘what do we know?’ - we don’t actually know very much - but 
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what we can say about things - we will do. No change I think but fewer groups are 
backing up anti-medication - if ever they were (9: 14). 

 
 
The next part of this section will address comments made by some 

respondents in support of aspects of the brain disease model, such as the 

value of medication. Whatever the extent of support for aspects of the medical 

model within the BUSM, other discourses such as civil rights, human rights 

and equal opportunities have also played a role in the politicisation and 

expansion of the movement (see Barnes and Bowl 2001: 30-2), as Sylvia 

noted: 

 
Sylvia:  Well, since the 1960s and American civil rights - and that’s what really started 
off the user movement. First, it was civil rights for black people in America, then it was 
the women’s civil rights movement in the ’70s and then the gay rights movement. I 
think it’s developing in terms of people getting more aware of their rights and people 
realising that it’s not acceptable anymore to treat other people unfairly – that people 
will challenge it (8: 1). 

 
 
I have already argued in Chapter 4 that there is much scope for the BUSM to 

learn from, and collaborate with, other oppressed groups who have greater 

experience of developing their own emancipatory philosophies. In this respect 

a number of the respondents talked about the value of employing the social 

model of disability developed by people with physical impairments. Peter 

asserted that, although the possibilities of linkage between the BUSM and the 

Disabled People’s Movement are likely to increase, user/survivors need to 

maintain a distinctive separate voice (5: 11), which undoubtedly would mean 

that existing emancipatory models need to be adapted to engage with the 

user/survivor experience.   
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The medical and social models 

 

Despite support for incorporating aspects of the social model within a 

user/survivor philosophy, I will begin this part of the section by reviewing 

comments which suggest that there may be a role for aspects of the medical 

model. We have already seen that Randle and Julien have expressed some 

ambivalence towards coercion and are not opposed to the use of medication.  

In the following statement, beginning with a comment about the Diagnostic 

and Statistical Manual (DSM), Virginia expresses ambivalence towards the 

term ‘illness’ and the use of medication: 

 
Virginia:  Basically you could diagnose anybody from it [DSM] - everybody would be 
schizophrenic according to that. But, of course, there are some people who have quite 
a serious illness - if that’s the right - yeah I think it is the right word - but I’m not sure, I 
can’t think of it in those terms, it’s not like an identifiable germ. I just think that - I see 
drugs as a tool - they’re a temporary fix to work your way through a problem - they 
don’t cure you, they’re not a solution. And I think people need to be aware of what 
they’re doing with themselves, whereas the position we put doctors in over the years 
you do to get it right. And doctors in themselves are in quite an odd position - they’re 
expected to cure you (1: 8). 

 
 
What we see here is a recognition that severe mental distress is something 

like an ‘illness’ in that user/survivors suffer and feel pain, but it is unlike an 

‘illness’ in that there is no satisfactory causal chain. Furthermore, Virginia sees 

medication as a palliative ‘tool’ which, falsely, suggests that doctors have the 

ability to cure. This analysis indicates that she thinks that user/survivors are 

not always responsible for their behaviour because they are suffering from an 

'illness' but, at the same time, they have an important role, in conjunction with 

psychiatric prescription of medication, in their own mental health. This aspect 

of Virginia’s position is clear in the following statement: 
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Virginia:  I feel very strongly that users are their own experts and we work on a 
partnership basis. So those elements of the medical model that some people find 
useful - put in partnership with an individual’s knowledge of themselves - makes a 
recipe for success. Some people don’t want that medical model at all - and that in its 
own right can be successful and should be allowed to be (1: 13-14). 

 
 
Not all of the respondents, however, thought that the medical model offered 

anything positive for user/survivors. This is evident in a statement from Peter: 

 

Peter:  My argument would be, if the medical model is damaging to people, if the 
medical model is untrue, if it’s an inherently destructive way of coming into relation 
with the person, if its evidence basis has been disastrous intellectually, morally and 
pragmatically for a century, then it’s our responsibility to move on from it. Explicitly, 
just as it was the responsibility that was taken up by the disabled people’s movement, 
to move on (5: 7). 

 
 
Peter also takes up the argument that the medical model offers protection to 

people in severe mental distress: 

 
Peter:  But go back 200 years and they would all think you were barmy if you offered 
an excuse like ‘mental illness’ (laughs) perhaps that’s not an appropriate concept, is 
it?! They would not be able to make sense of you, offering a medical model, because 
people would have a ‘madness’ model. And I just feel that ‘mental illness’ fails in every 
possible way as a way of understanding the things it’s meant to help us understand. It 
doesn’t ultimately work to excuse and make it OK; I know some people think it does, I 
don’t think it does. It pathologises people and it makes it possible for the sorts of 
primeval discussions that are taking place now to go on - they are primeval. We are 
talking about the most appalling kind of discussions about control and compulsion (5: 
7). 
 
 

With a high proportion of prisoners classified as suffering from a ‘mental 

illness’ (Warner 1994: 174-5), it cannot be doubted that Peter is right to argue 

that the medical model does little to protect many user/survivors. 

Nevertheless, the contributions of Randle, Julien and Virginia suggest that 

some user/survivors are loathe to completely dispense with all aspects of the 

medical model.  
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Non-user/survivor involvement in the BUSM 

 

Rogers and Pilgrim (1991 p. 147) identified practical resolution of the ways in 

which user/survivors should relate to policy-makers and professionals as a 

major task for the BUSM, if it were to cement its position as a permanent 

feature of British social and political life. Some of the respondents in this study 

were keen to make stronger links with professionals. For example: 

 
Q:  Would you say there is more of a willingness to work with professionals and non-
users than there was? 
Julien:  I think it’s the only way forward... 
Q:  To work with professionals? 
Julien:  Yeah, sadly yeah. Unless you can find users who are professionals and then 
bring them on board - but otherwise you just don’t have the power. You need to have 
those links to people in a position of power, people with money. And they’re going to 
only be professionals - otherwise you’re just butting a wall (7: 11).  
     
Sylvia:  I think the role of professionals is vital. I mean I myself was a residential 
social worker for some years before getting into more independent work. And if the 
people aren’t committed to it at all levels – whether it’s the senior level or the ground 
floor level then it just won’t happen (8: 5). 

 

The belief that user/survivors need to be enabled to take professional 

positions within mental health was noted in Chapter 4 as part of a 

user/survivor standpoint’s challenge to a mentalist society. Nevertheless, 

although Julien points to the potential political capital that might be attained by 

user/survivors taking up professional roles, Julien and Sylvia both appear to 

accept the need to work with professionals more out of resignation to 

inequalities in power between user/survivors and professionals rather than out 

of enthusiasm for such alliances. 

 

Professional experience and personal relationships, in one case as an ally of 

the BUSM prior to experiencing mental distress, and collaborating with a very 
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supportive spouse in an advocacy project for another, may have been 

important for the two respondents who were the most positive about working 

with professionals and non-user/survivors: 

 
Randle:  There’s no reason why a person can’t advocate for my needs who isn’t a 
service user. My wife does, she’s a carer - she can advocate for my needs quite well 
and she does. But, yes, we should all work together - partnership working has got to 
be the way forward - we’ve all got to co-operate with each other (3: 25). 
       
Teresa:  ...it’s only recently that I’ve called myself someone who’s been through 
experiences of distress because that was what happened to me recently. Before that 
happened, I very much saw myself as an ally and I would certainly speak up in 
campaigns. I hoped that I was speaking up about users’ rights but didn’t claim to be 
speaking for users. I think that’s an important distinction you know. So I think it’s 
important generally that people do welcome allies (6: 8).  

 
 

The respondents who had the most negative view on working with 

professional allies were all long-standing members of the BUSM and were 

prominent figures in national campaigning.  They said: 

 
Niall:  ...if someone running a group were to come and ask me - I would say, ‘well, 
you need to think it through very carefully before you do it and be sure why. You may 
well get a lot of benefits from having professionals supporting you outside the group - 
do you need them inside the group?’ That would be my position (4: 11). 
      
Peter:  I do respect the way that the disabled people’s movement has this attitude of, 
‘nothing about us, without us’ and definitely we should be speaking for ourselves (5: 
3). 

 
 
The above quotes take a proud stance which sees the involvement of 

professional allies within groups as something to be avoided, with the 

implication that it entails a possible disempowerment of user/survivors who 

are quite capable of speaking for and organising themselves. Finally, one 

respondent took pride one step further: 

 
Mark:  ...I think we’ve reached the sort of strength now that we’re unlikely to be taken 
over by professionals or by other interest groups and therefore we can reach out for 
allies to help. It’s the skills - we need skills - it’s very difficult to find a treasurer who 
will make sure all the financial reporting is done. But you can bring in people - 
disabled people do this (9: 18).  
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Mark argues that the movement is now strong enough to use allies to 

complete the jobs that user/survivors do not want and thus, perhaps, he is 

asserting that the BUSM is now strong enough to exploit the skills of non-

user/survivors. None of the other respondents assessed the movement to be 

as strong as Mark suggests. Rather, as already noted in previous sections, 

the majority have highlighted issues of hand-picking user/survivor 

representatives by professionals, tokenism, and the disempowering effects of 

a formal professional culture on the movement. 

 

 

Conclusion 
 

 

The enabling aspects of community care policy are relatively straightforward 

insofar as many respondents noted that formal contractual relationships have 

influenced the spectacular expansion of the BUSM. Contracting arrangements 

led to the widespread provision of advocacy, patients’ councils, and 

consultation which support user/survivor clients, create employment 

opportunities for user/survivor activists, open the possibility of partnerships 

with professionals, and challenge dominant discourses which position all 

user/survivors as the ‘irrational other’. Furthermore, the formalisation 

associated with contractual relationships often places an onus on 

user/survivor groups to officially acknowledge and respect questions of equal 

opportunities.   
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On the other hand, this enablement has created new and more complex 

problems of exploitation for the BUSM to address: first, there is the difficulty of 

resisting politically loaded consumerist and/or stakeholder definitions of what 

it means to be a user of mental health services; second, increased activity in 

consumerist/voice activities was noted by some respondents to have blunted 

the campaigning and theoretical edge of the movement; third, formal 

contractual relationships create the danger that the user/survivor voice can be 

co-opted into supporting the status quo; fourth, there are reports that 

professionals employ practices of ‘hand-picking’ and tokenism to get the 

user/survivor responses they would like to hear; fifth, some respondents 

argue partnerships between user/survivors and professionals is often little 

more than consultation or user/survivors taking a very junior role; sixth, 

although the majority of respondents agree that the BUSM is numerically 

stronger now – many are doubtful that the user/survivor voice is more 

influential as a result; seven, new opportunities and resources also create 

new opportunities for cronyism and discrimination; and, finally, some 

respondents see the involvement of professionals within BUSM groups as a 

potentially disempowering phenomenon. 

 

The above findings represent an indicative exploration of all the questions 

outlined in the aims section of the methodology chapter. By engaging with 

these questions, I not only wanted to gather a collection of pioneer 

experiences and opinions, but attempt to set the stage for a more theoretical 

(social-constructivist and user/survivor standpoint) analysis of the pioneers’ 

statements in Chapters 7 and 8. 
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CHAPTER 6: DISCURSIVE TACTICS OF RESISTANCE 

 

The conclusion to the previous chapter highlighted the enabling and 

exploitative aspects of community care policy for user/survivor-led groups that 

the pioneers had commented on. In particular, the issue of formalisation as 

both a positive and negative force for groups under contract to health/social 

service purchasing authorities was noted. Formalisation will be thoroughly 

addressed in this chapter, following, as promised in Chapter 5, an explanation 

of how I have employed the user/survivor standpoint/social constructivist 

methodology outlined in Chapter 4. 

 

The Foucauldian user/survivor standpoint methodology I have adopted (see 

Chapter 4) is crucial for understanding my approach towards analysing the 

pioneer perspectives outlined in the previous chapter. In this respect, I 

attempted to push my analysis beyond the identification of discourses to 

consider how user/survivors simultaneously resist dominant discourses 

surrounding established knowledge areas, such as reason, medicine, politics, 

management, and employ them to understand their own actions. Simply 

acknowledging that user/survivors make use of dominant discourses, which 

are implicated in maintaining notions of the ‘unreasonable, irrational, 
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incapable, idle and dangerous madwo/man’, would be tantamount to claiming 

that user/survivors see themselves in those terms. In contrast, my 

methodology requires the researcher to explore the possibility that the 

meanings within dominant discourses are not static but can be changed in a 

positive direction to suit the purposes of user/survivors. The methodology 

further enables the researcher to search for emergent discourses that are less 

subtly opposed to established understandings of dominant discourses. 

Turning the negative meanings of dominant discourses on their heads as 

positive is an essential component of my user/survivor standpoint. 

Furthermore, it is a standpoint supportive of Foucauldian assertions that 

people can be located simultaneously as objects and subjects of 

power/knowledge discourses (Foucault 1977: 27-8). When the user/survivor 

objects of dominant discourses use their agency as subjects to alter the 

meanings of dominant discourses, they can be said to be resisting the way in 

which they have been defined. Following Foucault’s claim that power is met at 

every step with resistance (Foucault 1990/1976: 95-6), my methodology led 

me examine points of resistance in the respondents’ statements. In short, the 

fundamentals of my analysis involved the identification of dominant and 

emergent discourses; an exploration of the possibility that user/survivors (as 

objects and subjects) are changing the meanings of dominant discourses; and 

an attempt to establish how and where other forms of resistance are 

exercised. 

 

Analysis informed by this methodology quickly indicated the many ways in 

which user/survivor activists resist dominant discourses that position all 
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user/survivors as the ‘irrational’ other. Examples include pioneers viewing 

themselves as optimistic reformers in willing partnership with professional 

allies; fighting a losing battle against inevitable formalisation; promoting the 

informal solidarity of user/survivors when they are self-reliant; and aiming to 

prove themselves to be as capable as statutory services professionals. 

Indeed, identification of self-perceptions such as these, which I have analysed 

as resistance to pressures to formalise brought about by community care 

policy, ran through the majority of the pioneer statements. For the remainder 

of this chapter I will discuss the pioneer perspectives contained within the 

previous chapter in relation to the pressures to formalise. As part of this 

discussion, I will present a model of discursive resistance tactics towards 

formalisation before discussing those discursive resistance tactics in greater 

detail. The first task, however, is to provide a discussion of the importance of 

the issue of formalisation to the pioneer respondents.  

 

 

Formalisation 

 

Research on the organisational form of social movements (discussed in 

Chapter 3) initially suggested that the Weberian bureaucratic evolution, from 

initial activism through a number of stages to institutionalisation within the 

dominant social system, was a natural process through which all social 

movement organisations would pass should they survive long enough (Della 

Porta and Diani 1999: 147). Typical of this analysis is Dawson and Gettys’ 

four stages of social movement lifecycle (cited in Blumer 1995: 64-5): the first 
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stage being social ferment created by the agitation/propaganda of 

disorganised activists; the second, popular excitement brought about by 

clarification of the causes of unrest and the aims of activism; the third, 

formalisation, occurring when the movement accepts a formal structure to 

pursue its aims through disciplined activity and a coordinated strategy; and, 

finally, institutionalisation, taking place when the movement is thoroughly 

integrated into society, becomes professionalised, and in so doing adopts a 

moderate stance. The inevitability of this kind of organisational evolution has 

been more recently challenged in research which asserts that movements can 

become increasingly radical (Jackson and Morgan cited in Della Porta and 

Diani 1999: 147), withdraw from external contacts (Meyer and Rowan cited in 

Della Porta and Diani 1999: 147) and, in the majority of cases, dissolve before 

they have any chance of becoming institutionalised (Della Porta and Rucht 

cited in Della Porta and Diani 1999: 148). Nevertheless, Della Porta and Diani 

assert that, in very general terms, which vary according to movement and 

country, it is possible to identify stages of incubation, mass mobilisation and 

institutionalisation within many families of social movements, such as those 

engaging with women, youth, environmentalists and pacifists (1999: 149-50).  

This analysis suggests that for most movements that do not dissolve, splinter, 

or retreat in on themselves (in other words, the minority), the future promises 

moderation and institutionalisation in a similar way to the Weberian account 

provided by Dawson and Gettys.  

 

In line with Dawson and Gettys, I propose to use the term formalisation to 

describe a stage of social movement development that is inseparable from 
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Weber’s conception of rationalisation. I use the terms formalisation, formal 

and formalised to refer to rule-based practices of conducting business and 

classification in post-reformation/post-enlightenment societies, whether they 

be capitalist or socialist, which are an essential component of rationalisation. I 

shall only use the term rationalisation, however, when I am referring to the 

phenomenon of making economic, religious, legal, political, moral, scientific 

and bureaucratic means/ends calculations aimed at promoting material 

efficiency in social life (Weber 1974: 23-6 orig ed 1930). An example of this 

would be Weber’s identification of the importance of the role played by the 

distinctively rational Calvinist religious system in the development of 

capitalism in the West (Weber 1974: 156-8 orig ed 1930).  Nevertheless, in all 

cases, the way I employ formalisation cannot be separated from 

rationalisation. Both Weber and Foucault agreed that rationalisation is a 

feature of post-reformation/post-enlightenment societies, but Foucault did not 

accept that there is one all encompassing form of rationality informing social 

organisation. Instead he sought to analyse separate ‘forms of rationality’ 

applied to different areas of social life and expressed through power and 

resistance (Smart 1985: 138-41). Whilst I do not doubt that variations of 

rationality are expressed through the power/resistance discourses of different 

fields of knowledge, I also have no doubt that it is the capacity of reason that 

is being promoted above all other mental capacities (a factor that Foucault 

associates with post-enlightenment societies 1967: 64) for materialist aims. In 

this sense, I see no need to dispense with Weber’s term of rationalisation 

(which was applied to specific structures and institutions such as bureaucracy, 

law and religion rather than being an attempt to produce a meta-narrative on 
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global evolution – see Ritzer 1996: 137) as it describes some of the results of 

the application of formal rationality in post-reformation/post-enlightenment 

societies and is not necessarily contradicted by Foucauldian thinking on 

rationalisation. My use of Foucauldian methodology, however, implies that the 

counter-position of power and resistance means that the march of 

rationalisation is not necessarily as inevitable as Weber’s ‘iron cage’ imagery 

suggests.  

 

The term formalisation (though not exactly in the sense of Dawson and 

Gettys’ model), as opposed to Della Porta and Diani’s more general stage 

mass mobilisation, fits the challenges faced by the pioneers and the 

user/survivor movement for the following reasons. Firstly, whilst groupings 

and organisations such as UKAN, Mindlink, Survivors Speak Out, the No 

Force Campaign, Madpride and Voices have mostly expanded since 1990, 

the movement does not appear to be much interested in coordinating itself 

through the establishment of a broader campaigning organisation or even 

broader ad hoc grouping (see Della Porta and Diani 1999: 150). Secondly, the 

previous chapter explored pioneer perspectives on the effects of entering into 

formal contractual relationships with statutory services bodies and some 

pioneers reported that user/survivors had been channelled into activity related 

to the consumerist priorities of health/social services authorities rather than 

setting their own agenda for action. In effect, this means that questions of how 

to respond to pressures to provide services where report writing, professional 

conduct, raising funds, attending meetings and other formal business skills 

become far more immediate concerns for most user/survivor activists than 
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forming broader campaigning organisations. In these circumstances, it could 

be argued that formalisation and institutionalisation are occurring despite the 

absence of co-ordinated action by politicised elements of the movement. 

Essentially, this can be interpreted as meaning that the right to lead the 

movement in agenda, politics and culture is being fought over between non-

user/survivor consumerists, in government and statutory services, and 

politicised user/survivor activists, such as many of the pioneers, who are 

playing catch up. Thus it can be argued that the challenge of formalisation is 

about much more than an evolution towards an institutionalised movement 

represented at every level by increasingly professionalised user/survivors. 

Rather it is about whether user/survivors will take a lead role in the movement 

at all. The pioneers themselves, however, did not usually see the role/stage of 

formalisation in these cataclysmic terms, frequently evidencing a degree of 

ambivalence as they weighed up whether to resist it, use it, partly resist/use it, 

and/or just accept it. Some of this ambivalence is summed up in the following 

statement: 

 

Q:  And all sorts of stuff seems to get away from the original ethos of what the user 
movement and mutual support and all of that. 
Niall:  Well I think that’s the danger - if you look at what’s happened in the United 
States and if you look at what’s happened in other countries - there are similar 
difficulties. I mean Mary O’Hagan, when she came over - you know Mary O’Hagan? 
Q:  From New Zealand? 
Niall:  Yeah. When she came over and visited you know the States and Europe and 
looked at services. I mean she points out the difficulty in actually preventing user-run 
services from just mimicking professional services. And she found examples of 
hierarchies and you know and I think even a user-led service in the States she cites 
where the users who were the staff kind of eat separately…of living in the office and 
the service users who use the service are not allowed in various parts of the building. 
So you know just exactly replicating all the hierarchies that have done us so much 
damage. And I think that that problem is very difficult because the thing is, why are 
these systems there in the first place? - because they are effective in terms of running 
services, you know they are effective in terms of meeting the organisation’s needs 
and so if you’re kind of inefficient, inexperienced, un-expert service users setting up a 
service [you have difficulty] (4: 4).   
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Despite the ambivalence about formalisation, the omnipresence of this 

fundamental challenge was by far most significant theme to emerge from the 

analysis of the pioneers’ statements that will be presented next.   

 

 

 

In what sense are user/survivors really ‘consumers’ of 

mental health services? 

 

 

Choice and consumerism 

 

Formal bureaucratic practices in mental health and formal distinctions 

between users and staff have existed at least since the establishment of the 

asylum system in the early 19th century. The efficacy of formalisation within 

rationalisation has been supported time and again in areas as diverse as 

science, welfare, and production so much so that, I would say, its discursive 

power makes it difficult to think of organising social life in any other way. 

Indeed, increasingly formal methods of organising social life have been used 

in capitalist and socialist economies, as well as liberal democracies and 

totalitarian systems in the 20th century (the expansion of the legal profession, 

the expansion professional qualifications and regulation, and the expansion of 

science into almost every facet of life can be taken as evidence of the above). 

There is no reason to assume that the introduction of consumerist policies in 
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community care does not represent a further development in the history of 

rationalisation. John Baldock argues that the function of the post modern 

state, having relinquished the functions of ‘redistribution’ through welfare 

spending and ‘stabilisation’ through fiscal management in response to 

increasingly free moving capital and production, is reduced to regulating the 

economy. In other words, the function of government is to ensure that 

economic flexibility and competition are promoted whilst restrictive practices 

and protectionism are increasingly dispensed with in order to engender 

efficiency (Baldock 2003: 69). In his view, this retreat from welfarism has 

meant that ‘…users [of state funded welfare services] become less taxpaying 

citizens with rights collectively won and guaranteed by the political process 

but rather individualised customers with regulated entitlements paid for by 

fees or insurance contributions’ (Baldock 2003: 69). Baldock continues to 

assert that the user involvement in public services brought about by market 

reforms ‘is an uncertain form of consumer sovereignty’ because service 

providers are not ‘truly independent businesses’ and ‘consumers’ are not 

accorded the choice and exit rights accorded to consumers of independent 

services. The creation of quasi-consumers of welfare is thus a ‘post-hoc 

rationalisation that flowed from fundamental changes in the role of 

governments and governance’ (Baldock 2003: 70). This ‘post-hoc 

rationalisation’ can be understood, in Weberian terms, as a response to the 

search for ways to improve economy, efficiency and effectiveness brought 

about by globalism. A number of Baldock’s themes were highlighted in the 

previous chapter. Randle resisted a ‘consumer identity’ on the grounds of 

restrictions on his rights to choice and exit, whilst Sylvia did not see how the 
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consumer tag could be accorded to anyone who did not have the money to 

buy in his or her own services. Both of their statements indicate the power of 

market and consumerist discourses to monopolise discussion of choice and 

exit. Neither Randle (2: 13) nor Sylvia (8: 8) suggested any other way of 

conceptualising rights of choice and exit outside of a market/consumer 

framework. The implication and tone of Sylvia’s statement was that, whilst 

consumer rights are not manifest for user/survivors, they would certainly be 

appreciated, and thus her resistance is evidenced by her advocacy of an 

extension of consumer rights. I have already noted that this position is 

logically in agreement with calls for the extension of direct payments to more 

user/survivors (see Beresford et al 2002: 390). Nevertheless, there was no 

evidence that the pioneers perceived themselves as consumers in any other 

sense than being users of a service. The lack of choice and exit in mental 

health services leads Sylvia to remark that, for someone experiencing forcible 

treatment, ‘…they’d find it difficult to see themselves as a consumer of 

anything’. It is the lack of consumer rights that lead me to identify all users of 

the marketised mental health system as ‘consumers of irony’. 

 

Whilst Sylvia and Randle’s statements touch on peripheral aspects of 

Baldock’s thesis, Julien’s statement (7: 6) addresses its more central 

concerns. Firstly, she criticises the spending of public funds on the increasing 

numbers of managers whose job it is to regulate NHS services in the 

perceived interests of efficiency. Secondly, she argues that market principles 

cannot be applied to health care. To the extent that the latter may be taken to 

represent a call for human (empathic) rather than economic values (cost and 
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efficiency) to inform the provision of care then Julien’s statement expresses 

resistance to rationalisation (and formalisation) in mental health. According to 

such a schema, the regulation of mental health services in line with ‘rational’ 

business objectives and formal business techniques has nothing to do with 

improving mental health. Julien returns to this theme in her third point when 

she states that market reforms have ‘probably eliminated choice’ inasmuch as 

questions of economy have prevented talking treatments from becoming an 

alternative to drug treatment. This she describes as ‘…very short term’, a 

description that appears to carry two meanings. First, it suggests that talking 

treatments, which she implies are more effective than drugs, are not being 

considered because of concerns about cost. Second, the use of drug 

treatment betrays a concern with controlling people by making them just well 

enough not to upset others, rather than a serious concern with improving 

mental health. Julien’s statements therefore represent a threefold expression 

of resistance: to business methods of regulation where human care is 

involved; to the regulation of mental health services according to business 

calculations of economy, efficiency and questionable effectiveness; and to the 

idea that market regulation of mental health services results in greater choice 

for user/survivors. In effect, she is resisting the rationalisation of the market. 

Unlike Randle and Sylvia, Julien is promoting an alternative discursive 

understanding to the linkage of choice and exit with market/consumerism by 

implying that these rights can best be achieved through state investment in 

mental health (albeit without acknowledging the rationalisation of the state).   

 

 



 

 271© David Armes 2006 

 

 

 

 

What has been the effect of community care policy on the 

user/survivor movement? 

 

 

The Effect of the 1990 NHS and Community Care Act on 

the BUSM 

 

Virginia’s appraisal of the NHS and Community Care Act, primarily in terms of 

providing her with new rights to treatment (1: 16), is a further indication of the 

ambivalent attitudes many pioneers held towards formalisation. Virginia was 

as critical as any of the other respondents about the negative effects of a 

formalised mental health system, yet she saw the formal legal right to be 

assessed for treatment in a positive light. What does this mean? First, is she 

saying that the formal right to be assessed by formalised mental health 

services is a step forward? Probably yes, I assume because any form of 

support is better than none. Second, is she resisting or propping up the 

formalised mental health system? Here the answer is arguably both equally. 

Virginia resists the dis-empowering formalised system by supporting moves 

that enshrine her right to support and shift the balance of power from 
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professionals to user/survivors.  In so doing she implies that, in the absence 

of informal care, some user/survivors, at least, will benefit from improved 

access to formalised statutory services. 

 

Niall’s first statement concerning the consumerist initiatives in which 

user/survivors participated just over a decade after the passing of the 1990 

NHS and Community Care Act (4: 7) can be interpreted as meaning that 

British user/survivors look to the formalised statutory services to provide for 

their mental health needs. He argues that user/survivors are ‘…tinkering or 

trying to change the existing system…’ because they feel they have a claim of 

ownership on the NHS. ‘Tinkering’ suggests that some user/survivors are not 

radically opposed to formalised mental health services, whilst ‘trying to 

change the existing system’ can be read in several ways. Given that 

consumerist initiatives such as advocacy, patients’ councils, consultation, and 

user forums are generally concerned with formally holding statutory services 

to account and/or improving formalised services, it is unlikely that radical 

change in the formal organisation of mental health services is achievable 

exclusively through such means. In the previous chapter, I highlighted the 

paradox inherent in statements made by Virginia and Niall to the effect that 

market-based consumerist initiatives are primarily experienced by 

user/survivors as a consolidation and improvement of state sector services. 

Taken in conjunction with a further statement by Niall about user/survivors 

being ‘pushed’ by the government into ‘consumerist activities’ (4: 2), it 

appears that some pioneers saw the market inspired consumerism of the 

1990 NHS and Community Care Act as an attempt to co-opt user/survivors 
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with an interest in maintaining state sector services as a means of legitimising 

formalised mental health services. This analysis is consistent with Stephen 

Harrison’s thesis that New Labour is using increasingly Fordist techniques 

within medicine as a ‘…strategy for coping with radical consumerism…’ 

(Harrison 2002: 465). He asserts that ‘..., radical consumerism both increases 

the level of demand encountered by such [health] systems and tends to 

delegitimise their attempts to ration care’. Harrison argues that the New 

Labour response is to use its near monopoly on health provision to extract 

increasing levels of medical output through Fordist conveyor belt techniques 

(2002: 478). From this perspective, government support for consumer/user 

involvement may have moved beyond the status of an accessory to New 

Right drives for marketised approaches to public policy and a response to 

pressures from emerging consumer/user organisations (Beresford 2002: 95-

6). Consumer/user involvement may also represent a means of legitimising 

Fordist formalisation within the NHS by associating involvement policies with 

a production-line health service, and by the expectation that involvement of 

service users can deliver information on how to ration the mental health cake. 

Although Mark did not see any evidence that consumerism, as defined by the 

1990 NHS and Community Care Act, had been a significant influence on the 

growth of the BUSM from 1990 onwards, he did note that it had been 

significant in the field of harvesting information through ‘.., methods of market 

research – focus groups and questionnaires…’ (9: 12). Given that consumer 

involvement, by definition, is about the exchange of information, there is no 

reason to believe that statutory service funds for this aspect of BUSM activity 

will discontinue in the immediate future, or that user/survivors will stop 
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expressing their resistance to formalised mental health services through 

formal means.  

 

  

The expansion of the BUSM  

 

Mark’s statement that the rights-based model within social services discourse 

was the major factor leading to the expansion of advocacy projects (9: 9-10) 

raises a particular issue about the relationship between user/survivors and 

formalisation. It confirms that formalised mental health services can play a 

role in enabling user/survivors to challenge those formalised services 

themselves. Advocacy involves knowledge of the formal structures and rules 

around mental health, benefits and law as well as formal skills in negotiating, 

advice, listening, record keeping, policy implementation, report writing, and 

confidentiality. The idea that user/survivors could be formally competent in 

these areas is certainly an acknowledgement by social services that the 

stereotype of the irrational, irresponsible, incapable madwo/man, supported 

by many formal psychiatric diagnoses, is inapplicable for some user/survivors. 

Mark accepts this point in his next statement where he asserts that ‘…seeing 

users as quite capable people’ created the change in social services 

discourse (9: 10). To explain this altered perception he recalled the pioneering 

efforts of Camden Council and the successes of user/survivors in running 

events in the late 1980s. User/survivor agency in the running of events, 

piloting ‘consumerist projects’, campaigning, and informing mental health 

policy/practice in the 1980s was presented by Virginia as a significant reason 
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for the expansion of the BUSM in the decade that followed (1: 5). Like Virginia 

and Mark, Teresa (6: 15) similarly emphasised the role of user/survivor 

agency, out of a combination of factors, in fuelling BUSM growth post 1980s.   

 

Foucauldian theory presents us with a picture of human beings as 

simultaneously the subjects and objects of power/knowledge discourses, with 

little opportunity to act as neutral, objective agents (Foucault in Rabinow 

1984: 197). Foucault also argued that the inmates of asylums were objectified 

as the polar opposites of reason - therefore nothing (1967: 116) – which 

presumably impaired their agency. So what had changed? A two hundred 

year history of Quaker moral therapy, psychoanalysis, chemical optimism, the 

welfare state, anti-psychiatry and consumerism had at last resulted in a 

movement of user/survivor activists who could say that they had played a 

major part in their own discursive reality. They had become both subject and 

object. User/survivor agency of the 1980s is clearly a source of pride for many 

of the pioneers; amongst other things, such as a sense of achievement, pride 

in this agency, is evidence of resistance to the dominant discursive 

constructions of those who experience severe mental distress. Furthermore, 

the agency which drove organisations such as Nottingham Patients’ Council, 

Survivors Speak Out, and the Campaign Against Psychiatric Oppression was 

used to promote user/survivor empowerment through informal non-

hierarchical, mutually supportive interventions that were an expression of 

resistance to the formal model of statutory services. The sense of pride in this 

resistance may account for the absence of any recognition of the role played 

by deinstitutionalisation from asylums in enabling user/survivors to become 
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subjects and objects of the discourses which defined them. What is more, a 

concentration on informal goals could be translated as a reluctance to work 

alongside mental health professionals on the grounds that collaboration could 

lead to a watering down of informal goals and practices. 

 

The fact that some of the respondents acknowledged the influence of 

community care policy on the growth of the BUSM suggests that many 

user/survivors have not been unenthusiastic in using their agency to exploit 

opportunities for partnership with statutory services, even if such partnerships 

are unequal (Barnes et al 1999: 108). Teresa’s statement indicates that 

inequality in partnerships is not uncommon (6: 5) – so what do user/survivors 

gain? Peter asserts that community care policy is enabling and exploitative in 

that he sees it as part of a ‘deal’ (5: 2). Given his argument that the ‘deal’ has 

not yet enabled user/survivors to create an organisationally separate stance, 

and that partnerships are frequently unequal, the ‘deal’ can be thought of as 

an opportunity for the BUSM to expand further and possibly better position 

itself to express resistance to formal statutory services and dominant 

discourses on mental health. Interpreting user/survivor involvement in these 

terms can be viewed as reformist resistance in that it seeks to change the 

formalised mental health system from within whilst hoping that user/survivors 

do not lose sight of their informal goals. In his published work, Peter states 

that movements of disabled people and social care users have pursued a 

democratic approach to participation in the services they use which ‘…has 

been part of broader political and social philosophies which prioritise people’s 

inclusion, autonomy, and independence, and the achievement of their human 
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and civil rights’ (Beresford 2002: 97). Whilst he accepts that a consumerist 

approach to participation is concerned with managers accessing information 

to improve their management of service provision, and a democratic approach 

is concerned with a (re)distribution of power so that service users can directly 

make change, he acknowledges ‘… at points the two approaches to 

involvement may blur into each other, with overlapping interests and 

objectives.. (Beresford 2002: 96-7). Thus the ‘deal’ can be taken to mean that 

user/survivors are frequently allowed to pursue a democratic approach within 

a common space shared by the consumerist approach, with the eventual 

reformist aim of supplanting that approach entirely.   

 

 

How successful has the user/survivor movement been in 

the advancement of user/survivor perspectives? 

 

 

Contracting 

 

None of the respondents’ statements on this issue suggested that 

user/survivors were enabled to pursue an informal democratic approach by 

engaging with the consumerist approach at the intersection where the 

interests of both approaches meet. Virginia saw the formalisation 

accompanying contractual relations as a threat to the informal user-led ethos 

of the movement (1: 2). Randle (3: 6) and Niall (4: 18) explained how 
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contracts had forced user/survivor groups to concentrate on providing a 

service at the expense of campaigning. Julien (7: 15) and Sylvia (8: 10) 

indicated their approval of the formalisation that ensued from a contractual 

relationship with statutory services.   

 

Whether the pioneer respondents welcomed or regretted formalisation, they 

gave no indication that contractual relationships could result in anything else. 

The perception that formalisation is inevitable, and/or the only way to prove 

user/survivor accountability, integrity and therefore professionalism, is akin to 

Weber’s ‘iron cage’ of rationalisation. This does not mean, however, that 

resistance is not being exerted. Those who regretted contractually enforced 

formalisation have not relinquished the struggle to assist user/survivors in 

speaking out and, in refusing to retreat from activities such as advocacy, they 

have challenged the idea that user/survivors have nothing unique to 

contribute to mental health. Equally, those who welcomed professionalism 

linked to formalisation made a stand against dominant discourses that portray 

user/survivors as incapable, without denying their experience-based 

qualifications (as user/survivors) to support other user/survivors. 

 

Of course, the danger inherent in either reluctantly or enthusiastically 

embracing contractually enforced formalisation, without having a clear idea of 

how formal contractual relationships can be made to work for informal 

democratic goals or where to draw the line beyond which formal practice 

should not be employed, is that it will create a division between ‘ordinary’ and 

‘elite’ user/survivors. Furthermore, embracing formalisation does not 
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guarantee the unique role of user/survivors in supporting other user/survivors. 

Indeed user/survivors can be pushed out of mental health support services if 

the ability to meet formal professional requirements is seen as more important 

than personal experience of severe mental distress. The following statement 

proved prophetic for advocacy services in Hertfordshire: 

 

Virginia:  And at that point, when the user-led element goes, you start finding that 
even people who have experience of using services forget where they’ve been and 
they become professional as well. And the overall development within the advocacy 
movement is - it was a very specific towards mental health and learning disabilities - 
now it’s become a generic thing and the wider advocacy has taken over on the 
mental health issues. So there is a real danger that instead of having advocates we 
will end up with people who act as a key worker - key workers who don’t understand 
the issues or it just becomes another profession, you know there’ll be a formal “this is 
the advocacy degree and this is how you do it”. And then that understanding of “well, 
this is what it’s like to be a service user and I know what it feels like to be told I’ve got 
to do this and do that” - that element will get lost because you’re into your functions 
and your businesses and your report writing and the reality will just disappear into yet 
another profession - which I don’t think advocacy was ever really meant to be. That 
seems just at the moment to be the direction that it might take (1: 2-3). 
 

Mental health advocacy services in Hertfordshire, in the mid to late 1990s, 

aimed to provide informal, mutually supportive advocacy led by user/survivors 

specifically for user/survivors. By 2003, user/survivor steering groups had 

disappeared, and experience of severe mental distress is no longer a 

significant qualification to be an advocate with the result that there are now 

few, if any, user/survivor advocates. Advocates are generic professionals 

providing support to many groups of statutory service users, and 

user/survivors have to make an appointment to access advocates when they 

used to be able to drop in whether they required support or a chat (I draw on 

my experience of being a volunteer for a Hertfordshire advocacy group and 

member of Stevenage and North Herts User Forum between 2000 to 2005 to 

evidence the above information).   
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Co-option 

 

Respective Conservative and New Labour Government rhetoric about the 

value of user/survivor involvement in community care policy and practice 

makes it more likely that statutory service purchasers and providers would 

prefer to work with user/survivors who generally share their outlook rather 

than push them out altogether. Chapter 5 cited research which asserts that 

user/survivor groups are often expected to legitimise mental health policy and 

practice (see Hadlow 1996; Harrison et al 1997; Forbes and Sashidharan 

1997; Harrison and Mort 1998).  Teresa (6: 18), Sylvia (8: 6) and Randle (3: 

19) all explicitly identified, or alluded to, methods employed by statutory 

service professionals that served to weaken and/or co-opt the user/survivor 

voice for their own purposes. Teresa and Sylvia explicitly identified hand-

picking and token representation of user/survivors as an issue of concern, 

whilst Randle alluded to the phenomenon by admitting to feeling ‘…a bit 

intimidated because there’s so many… [statutory service professionals at 

committee meetings]’. These comments and recollections indicate that the 

power to decide which user/survivors, and how many, represent the 

user/survivor voice can frequently be decided by representatives of formalised 

mental health services. Teresa and Sylvia clearly state or imply that the 

responsibility for ensuring that user/survivor empowerment is promoted 

through democratic and numerical means lies with formalised statutory 
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services representatives because they have the power to set the rules for 

consultation. In this respect, they are resisting the present incarnation of the 

formalised mental health system by calling for it to reform itself through formal 

means.   

 

Calling for statutory services to reform themselves suggests that Teresa and 

Sylvia are willing to view partnerships, however unequal, as a means to 

achieve a stronger user/survivor voice. The willingness of the BUSM to 

engage in consumerist activities suggests that the wider population of 

user/survivor activists also see unequal partnerships with statutory services 

as a potential space for enablement as well as exploitation. Randle makes 

this point when he states that he would not worry if his comments were used 

in power struggles between managers and professionals so long as his 

user/survivor perspective could be heard, and presumably influence mental 

health policy. Teresa, Sylvia and Randle’s statements do not suggest that 

they think user/survivors should not engage in the formal structures of 

statutory services – quite the opposite, they suggest that reform of formal 

structures can be made to work for them. 

 

 

User control and the strength of the user/survivor voice 

 

Evidence that user/survivors have control over organisations engaging in 

consumerist/partnership activities would be a significant indication that 

attempts to reform formal structures are working. Randle’s statement makes it 



 

 282© David Armes 2006 

clear that purchasers have a powerful influence in determining the activities of 

his advocacy group by setting the criteria for the service specification to which 

they signed up (3: 8-9). Such formal intervention by statutory services 

compromises the control that user/survivors have over their own 

organisations, despite the requirement in some service specifications that 

user/survivor steering groups oversee the service provision expected by 

purchasers. As Randle’s organisation is both governed by such a steering 

group and employs user/survivor advocates, there appears to be an attempt 

to achieve a union of formal compliance (to the service specification of the 

purchasing authorities) with the informal idea that their service requires 

autonomy, mutual support, and shared insight if it is going to be successful in 

the promotion of empowerment. Teresa stresses that the difference between 

user/survivor-led services and statutory services resides in the potential for a 

genuinely human encounter between people who have shared experiences 

rather than an encounter with a formal ‘professional hat’ (6: 3-4). Whilst Niall 

links user/survivor-led services with non-hierarchical practice, empowerment, 

sensitivity, autonomy, and democratic involvement, he accepts that 

empowerment ‘…doesn’t always happen’ (4: 4). Linking informal practice with 

user/survivor-led projects does not in and of itself mean that such groups 

automatically promote empowerment or, for that matter, that non-

user/survivors cannot themselves provide informal services. I believe Niall is 

searching for a more fundamental difference that corresponds with Teresa’s 

statement. He also talks about ‘ethos’, ‘atmosphere’, and ‘shared 

understandings’ as a point of difference and I think he is moving towards 

stating that the combination of all three promotes a human encounter (which I 
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argue is based on empathy) that can be best provided by user/survivor-led (or 

more probably user/survivor-controlled) organisations. Indeed, Peter calls this 

experience ‘…a real sense of liberation…’ (5: 3).  

 

This analysis indicates that user/survivor-led organisations have much more 

to offer than informality. There is a discursive recognition that user/survivors 

can provide support in a way that no-one else can; that this can be a source 

of pride; and that some user/survivors are not only resisting the 

dehumanisation of formal mental health services but are also implicitly 

resisting the view that there could be a model for empowerment which could 

be applied without a human compassionate encounter based on shared 

experience (whilst Foucauldians might deny that we can access essential 

‘human’ qualities through discourse, Foucault himself acknowledged that 

discourse resistant primary relations exist between human beings (1989 orig 

fr ed 1969: 45). Identification of these discourses, however, does not 

necessarily mean that all user/survivor activists share all of these concerns. 

Sylvia’s statement refers neither to the value of informality nor to the idea that 

user/survivors are in a unique position to offer supportive services (8: 2). Her 

view of the distinction between user/survivor-led and statutory services 

appears to be based on a formal model of good practice, which involves user-

centredness through formal consultation on the policies, recruitment and 

service provision of the advocacy organisation she works for, as well as 

respecting user/survivor clients’ wishes rather than trying to enforce 

compliance. The danger of this approach is that it may create divisions 

between professional user/survivor advocates and ‘ordinary’ user/survivor 
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clients. This, in turn, leaves open the question of whether user/survivors are 

necessary as staff or volunteers when formal good practice can presumably 

be taught to non-user/survivors. Nevertheless, in this formal model, 

user/survivor advocates would be expected to be as professional as other 

professionals and this, in and of itself, is a form of resistance to dominant 

constructions of ‘incapable’ madwo/men, and provides other user/survivors 

with successful role-models. 

 

The question of whether the user/survivor voice is stronger now than before 

the late 1980s has to take into account the extent to which user/survivor 

support services actually are user-led, fully user controlled and/or truly 

empowering. One way of reading the substantial growth in support services 

provided under contract, such as advocacy, is to conclude that the BUSM is 

lending its weight to formalised activities which are alien to the empowerment 

aims of some user/survivors in the movement. Moreover, such activities are 

set to become yet more alien as they are increasingly enmeshed in 

bureaucratic practices. A 2003 study of the state of the BUSM undertaken by 

user/survivor-researchers at the Sainsbury Centre for Mental Health (Wallcraft 

et al 2003: 92) had to discard evidence from a large number of groups which 

were not fully user/survivor-led. Nonetheless, the researchers did manage to 

identify 896 groups (an almost 4000% increase on the 23 groups existing in 

1987 reported by Barker and Peck) which satisfied their criteria (i.e. user-led 

with a majority of user/survivors on decision making bodies). This evidence 

suggests that consumerist support services for user/survivors are being 

provided by non-hierarchical, fully user-led groups as well as highly formalised 
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hierarchical groups. Julien’s statement about the Mental Patients’ Union (7: 

14) indicates that not all user/survivor activists equate increased involvement 

with statutory services as a sign of increased movement strength, even 

though she implicitly links these activities with an increased awareness of the 

existence of the BUSM. Indeed, Sylvia (8: 9), Teresa (6: 18) and Mark (9: 15-

16) all expressed doubt that the voices of the movement were being taken 

any more seriously at the turn of the 21st century than they were before the 

boom in consumerist activities. Teresa and Mark even thought it possible that 

user/survivor voices were being taken less seriously. Teresa linked this view 

specifically to the approach adopted by the New Labour government, whilst 

Mark explained it in terms of a lack of clarity in the user/survivor movement’s 

message. Furthermore, David Brandon’s statement about the ‘inherent 

incompetence’ of advocacy services being ‘a big selling point’ (Brandon and 

Simpson 2001: 16), presumably because advocacy services are not making 

user/survivor voices heard in a way that effectively challenges the mental 

health system, supports the view that increased numbers are not necessarily 

a sign of strength. These statements suggest that the movement is becoming 

‘safe’ in the eyes of policy makers as it concentrates its efforts on less 

politically challenging areas, such as advocacy, and neglects its campaigning 

aspirations (although in resisting mental health legislation campaigning 

aspirations have become apparent). Government support could thus be seen 

as the kind of governmental ‘coping strategy’ (to reduce the effect of the 

BUSM) about which Marian Barnes and Ric Bowl deliver their warning (2001: 

117-118). Clarity and campaigning effectiveness are, however, only two 

significant factors in movement strength. The nature and extent of 
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user/survivor control over their own organisations as the numerical strength of 

the movement has increased has already been analysed, but it should be 

noted the accompanying increased diversity in BUSM membership is also a 

significant sign of strength. The diversity of the BUSM will be addressed in the 

next subsection and it will show that if there is to be clarity in a BUSM 

message, that clarity cannot come at the expense of suppressing a diversity 

of voices. 

 

 

Diversity within the BUSM 

 

Challenging dominant and/or governmental discourses about mental health 

cannot always be pursued by the BUSM using a ‘one size fits all’ approach, 

not least because mental distress is a highly individual experience and 

because there are experiential differences related to gender, ethnicity, 

sexuality, impairment, social class, age, and religion. In 1997 Mindlink 

(numerically the largest user/survivor group) undertook a monitoring exercise 

to assess the diversity of its membership, later using this to inform a rethink of 

its representative structure. At that time, out of roughly 1,500 members, 639 

responded to the monitoring questionnaire. The results indicated that the 

breakdown of membership was as follows: 54% female/45% male; 69% 

heterosexual/17% bisexual, lesbian, gay male, and other non-heterosexual; 

86% white/14% minority ethnic with the majority from white minority ethnic 

cultures; 75% aged 26-54/5% under 26/20% over 55; and, 24% of members 

who defined themselves as having a physical impairment. Thus the Mindlink 
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survey points to considerable diversity amongst user/survivor activists. This 

snapshot of a large national user/survivor group can be used to corroborate 

data, discussed by Barnes and Bowl (2001: 90-3), which indicate that black 

user/survivors are under-represented in the BUSM even though they are over-

represented in the mental health system. (The evidence, though, mixed. On 

the one hand, Wallcraft et al [2003: 92] note that roughly one tenth, 97 out of 

896, of user/survivor-led groups can be described as ‘Black and minority 

ethnic’. On the other, the authors [2003: 42] state that these groups are small, 

isolated, poorly funded, and largely unrecognised). Rather than offering a 

demographic analysis of pioneers’ statements about the diversity of the 

movement, however, this section will concentrate on the ways in which their 

statements indicate resistance to the suppression of identities, other than that 

of being a user/survivor, within the BUSM. I begin, though, by analysing the 

effects of formalisation, brought about by community care policy, on the 

diversity of the movement. 

 

Whilst discussing some of the obstacles faced by black and minority ethnic 

user/survivors which prevented them from participating in greater numbers in 

the BUSM, Teresa noted that statutory services are not designed with black 

and minority ethnic user/survivors in mind (6:16). Essentially, she is saying 

that statutory services operate a ‘one size fits all’ approach where a 

user/survivor’s needs tend to be judged according to their formal psychiatric 

diagnosis rather than empathised with as people, with a possibly different 

ethnic and cultural identity, in distress. Indeed, so pervasive is this approach 

that Julien describes some user/survivors as identifying with their formal 
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medical diagnosis and discriminating against each other according to their 

perceptions of what a specific diagnosis means (7: 17). A ‘one size fits all’ 

approach is extended from diagnostic groups in medicine to a generic user 

population in consumerist community care policy. Purchasers provide more 

support for advocacy, patients’ councils, forums, involvement and consultation 

activities aimed at all users rather than projects designed specifically for users 

with diverse gender, class, ethnic, impairment, and/or religious identities. I am 

not aware of any Local Implementation Teams (LIT) for the National Service 

Framework, or any other consultation project, making room even for equal 

numbers of male and female user/survivor representatives. Indeed, it has 

been a struggle to establish the right for at least two user/survivors of any sex 

to be represented in consultation exercises; thus the expansion of 

user/survivor representation in order for two men and two women to attend 

and support each other on gender-related matters seems a long way off. 

Furthermore, Peter’s criticism of purchasing authorities who suggest that the 

BUSM is exclusionary, whilst failing to make resources available to support 

black and minority ethnic user/survivors (5:13), reinforces the impression that 

‘one size fits all’ rules in community care policy and practice. 

 

One way of addressing Sylvia’s concerns about the prevalence of 

discrimination amongst user/survivors (8: 10) would be to place responsibility 

for challenging discrimination and exclusion within the movement onto 

user/survivor organisations themselves, by formally linking service 

specifications to equal opportunities policies. Yet, Randle expressed some 

ambivalence about the benefits of employing a dedicated black and minority 
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ethnic outreach worker for an advocacy group serving a largely white 

user/survivor population (3: 22). Mark, too, pointed to the lack of appreciation 

amongst some user/survivor groups for the value of formal requirements to 

adopt equal opportunities (9: 18). Such views support Peter’s view that the 

promotion of diversity demands a more creative approach than formally 

writing equal opportunities policies into service specifications and/or criticising 

user/survivors for not making inclusion work in all their activities.   

 

The lack of any definition of social class in the respondents’ statements, 

together with contradictions between their comments, mean that it is 

impossible to assess the impact of formalisation on the inclusion of different 

social classes within the BUSM. In the case of gender, however, evidence 

relating to the relative inclusion of men and women is significant. Niall (4: 20-

1) and Julien (7: 17) both reported women’s experiences of intimidation, in the 

form either of a lack of respect for their views or men’s domination of BUSM 

meetings. These statements indicate that even though, and possibly because, 

male user/survivors are constructed as lacking rationality and status in 

dominant discourses, they can attempt to assert some of the power 

traditionally accorded to men in their interactions with women user/survivors in 

formal BUSM meetings. Given that Niall (4: 20-1) also states that women 

user/survivors who had been active in feminist groups ‘were positively 

surprised about the way they were accepted by survivors [in the mid 1980s]’, 

it is possible that the formalisation which has accompanied funding 

opportunities for consumerist activities since the early 1990s may promote 

and maintain traditional gender roles. This hypothesis, however, is weakened 
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by conflicting female and male pioneer perceptions about the numerical 

inclusion of women in the movement and the solidarity between user/survivors 

of both genders. Nevertheless, regardless of whether women have found it 

more difficult to take leading positions within the BUSM since the early 1990s, 

formal ways of conducting business have been designed by and for powerful 

men and thus formalisation cannot be discounted as an exclusionary 

influence on the diversity of the movement. 

 

Exclusion within the BUSM cannot be solely explained by formalisation as 

some of the pioneers indicated concern about a tendency on the part of 

user/survivors to suppress identities other than that of being a ‘user/survivor’. 

Indeed, it is possible, in part at least, to explain the discrepancy between 

men’s and women’s accounts of women’s inclusion within the BUSM in these 

terms. From my own experience, I can understand why Peter says that 

gender relations amongst user/survivors are a complex area. Having a 

breakdown is one of the worst things that can happen to someone. If I had 

been asked before I had a breakdown what I feared most about old age, it 

would have been losing my mental capacity; and, in this respect, I think I am 

far from alone. Having had a number of breakdowns, my fears are even 

stronger now. A psychotic breakdown has been described as worse than 

death (Martyn 2003: 24), and Louis Wolpert concluded in his book Malignant 

Sadness that his depression was worse than watching his wife die (Rowan 

2003: 8). The impact of a breakdown on someone’s life, and the fact that the 

only people who have any idea about what it has been like are other 

user/survivors, tend to create bonds between people who have been there. 
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From what I have seen, the pain involved in breakdown is similar for many 

user/survivors in that probably the majority spend a lot of time considering 

suicide. Furthermore, the stigma of using mental health services is felt by men 

and women. Yet pain and stigma are not the only factors in anyone’s post 

breakdown life. Differences in the experiences of men and women were 

discussed in Chapter 3. Amongst the factors listed as potentially important in 

the mental health of female user/survivors were: the stereotype of ‘passive 

and powerless’ women; the proportionately greater use of psychotropic 

medications for women; psychiatric pathologising of uninhibited sexual 

behaviour amongst women; higher levels of sexual abuse experienced by 

women; and patriarchal power. All these are factors which may be important 

in the mental health of female user/survivors. Nevertheless, the solidarity 

between user/survivors of both genders cannot be underestimated, even 

though when I started this project I had to fight against a tendency to assume 

that common experiences of pain and stigma are the whole story. I would not 

be surprised if many white, heterosexual, non-impaired, male user/survivors 

also have a tendency to see experiences of pain and stigma as more 

significant in the lives of all user/survivors than anything that divides them.  If I 

am right, then this may go some way to explaining the suspicion, reported by 

Barnes and Bowl (2001: 78), that some male user/survivors feel about the 

creation of separate spaces for women. Clearly, when men - either 

numerically or otherwise - dominate a meeting, a belief that all user/survivors 

fundamentally face the same the same issues can be translated into 

oppressive behaviour which may intimidate female user/survivors in the 

manner described by Julien (7: 17).  
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In terms of the suppression of identities other than gender, pioneers’ 

statements often confirmed my view that pain and stigma in relation to mental 

health are elevated within the BUSM above other experiences. Mark’s 

statement about equal opportunities not being ‘very high up the agenda’ (9: 

18) suggests that multiple discrimination (according to the social class, 

gender, ethnicity, sexuality, impairment, and religion of user/survivors) is not 

always perceived by user/survivors as a mental health issue; Randle is 

ambivalent about the benefits of employing a dedicated black and minority 

ethnic worker for a largely white user/survivor population (3: 22); Sylvia claims 

that user/survivors are often discriminatory and frequently cannot relate to any 

other oppression than their own (8: 10); Niall states that identities other than 

that of being a ‘user/survivor’ are suppressed within the BUSM (4: 24); Teresa 

asserts that the BUSM has to go further in welcoming user/survivors with a 

non-heterosexual identity (6: 17); and Julien states that some user/survivors 

discriminate against other user/survivors on the basis of diagnosis (7: 17).  

 

Yet the above statements from pioneers are not the whole story. In the 

previous section, praise was bestowed by Teresa, Niall, and Peter on the 

ability of user/survivor-led organisations to provide a space where 

user/survivors can connect. Indeed, Julien (a woman of South-Asian ancestry) 

asserted that the BUSM is not prejudiced against black and ethnic minorities 

(7: 17), having offered her ‘a sense of belonging and a sense of purpose’ after 

her first experience of hospital (7: 18). Furthermore, some of the pioneers 

acknowledged the influence of other social movements concerned with civil 
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rights on the development of the BUSM, identifying the tactics of the gay 

men’s and lesbian movement in particular as being transferable to the 

user/survivor movement. Thus Sylvia positioned the present wave of the 

user/survivor movement within the wider struggle for civil rights undertaken by 

black people, women, and gay men and lesbians (8: 1); Julien argued that the 

BUSM could learn from the tactics of the gay men’s and lesbian movement’s 

in outing prominent individuals and ‘infiltrating the system’ by taking well paid 

influential positions (7: 19-20); and Mark described how Gay Pride organisers 

had been consulted about the establishment of Mad Pride (9: 1). 

 

Whatever the achievements and failings of the BUSM regarding the inclusion 

of diversity, other identity-based and/or political social movements do not 

welcome user/survivors. I can remember going to labour movement 

conferences in the early 1990s where a number of delegates thought it 

perfectly acceptable to sing the theme tune of the 1960s TV programme The 

Twilight Zone every time someone spoke in opposition to their views. The 

implication of this behaviour, it was clear to me, was that opposition was akin 

to a ‘mad’ belief in the paranormal and thus should be seen as an 

embarrassment to political opponents. Peter also observed an unwillingness 

on the part of the disabled people’s movement to collaborate with 

user/survivors in the recent past: 

 

Peter:  …I think the disabled people’s movement now is getting more inclusionary. 
There’s no doubt, in the past, I think some disabled people and their organisations 
have either been very wary of getting too close to survivors, because they don’t want 
to be associated with being mad as well as being impaired. And some also 
sometimes would be prepared to take us over - and there’s been a lot of reluctance 
on the part of survivors sometimes to be identified as disabled or to be taken over (5: 
12). 
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It is possible that some social movements are reluctant to encourage the 

participation of user/survivors precisely because they are sensitive to 

allegations that they themselves are not wholly mentally stable. For example, 

homosexuality was considered a mental illness until very recently (Sayce, 

2000 p.169); black clients are more frequently given a diagnosis of 

schizophrenia by psychiatrists than white clients who exhibit the same 

behaviour (Fernando 1991: 122); psychiatric discourses link women and 

‘hysteria’ (Ussher 1991: 288-89); historically, children with perceived 

impairments have been socialised into reduced expectations of educational 

success (Barnes et al 1999: 104); poverty and class are linked to ‘genetic 

intelligence’ (Hernstein and Murray 1994: 127); and, even where oppressed 

groups, such as Jewish people, have been materially successful, they have 

been accused of being driven by what could be called an ‘insane’ compulsion 

to dominate the world (Graml 1992: 84). If dominant ‘mental illness’ 

discourses are used as a mechanism to control all oppressed peoples then 

there is scope for a user/survivor philosophy that locates the oppression of 

people in mental distress within wider unified theories of oppression. Yet the 

above discussion is not meant to excuse oppressive behaviour within the 

BUSM. Rather it is suggested that the user/survivor movement may be the 

place where user/survivors with intersecting identities often find the most 

acceptance. This possibility seems to be borne out by the Mindlink survey. 

The exception concerned the figures for the involvement of black and Asian 

user/survivors within Mindlink: only 11 of the 639 members who responded 

described themselves as black or Asian. Undoubtedly, these figures indicate 
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that the BUSM needs to make itself more welcoming for black and Asian 

user/survivors, although they may also confirm the impression (conveyed in 

conversations with a number of BUSM members) that black and Asian 

professionals and projects are more open to supporting the participation of 

black and Asian user/survivors than members of other social movements may 

be to user/survivors with intersecting identities. This is not to say that there 

are no tensions between black and Asian professionals and user/survivors, as 

evidenced by Ojaih Willow (a leading black user/survivor spokesperson at 

MIND’s 2001 conference in Scarborough) who commented that black and 

Asian user/survivors need to have their own voice separate from black and 

Asian professionals (indeed, it has already been noted that Wallcraft et al 

2003: 92 identified 97 black and minority ethnic user/survivor-led groups in 

England).    

 

Essentially, pioneers’ statements around the inclusion/exclusion of diversity 

within the BUSM involve three, sometimes simultaneous, interpretations. First, 

formal ‘one size fits all’ approaches to mental health care and user/survivor 

involvement can work to exclude diversity and relieve purchasing authorities 

of the responsibility to promote diversity in other ways than inserting the 

commitment to promote equal opportunities into service specifications. 

Second, the dominance of oppressive discourses within British society is 

experienced as a feature of life which, as Niall asserts (4: 21), encroaches 

into the user/survivor movement as it expands numerically. Nevertheless, it is 

likely that numerical increases in the membership of the BUSM are 

accompanied by increasing diversity that creates space for user/survivors 
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experiencing multiple oppressions to voice concerns about exclusion within 

the movement. Third, there is evidence that many of the pioneers feel a sense 

of pride in the way that the BUSM can build on a shared experience of pain 

and stigma to involve and promote diversity within the movement. The fact 

that a number of the respondents expressed concern about exclusion at 

certain points, and pride at others, can be taken as evidence of the difficulties 

user/survivors face in finding a consistent language to simultaneously 

promote and criticise the BUSM. 

 

 

User/survivor movement culture 

 

Musings on the effect of formalisation, expressions of concern regarding 

exclusion, and pride about the mutual support offered by the BUSM also 

emerged in respondents’ statements about the culture of the movement. 

Sylvia’s statement about the tendency of human beings, and user/survivors in 

particular, to be concerned with their own individual preoccupations (8: 11) is 

an expression of an individualist discourse about human nature. Given that 

she sees this tendency in negative terms, her statement can also be 

interpreted as an expression of a Weberian rationalisation discourse when 

means/ends calculations result in the irrationality of rationality (Ritzer 1996: 

582) which prevents some user/survivors from understanding their own 

situation in a wider context. Furthermore, Sylvia links a perception of the 

inability of many user/survivors to understand their individual situation in a 

wider context with the exclusion of user/survivors with a personality disorder 
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diagnosis by other user/survivors who do not want to be given ‘a bad name’ 

by association (8: 11).   

 

Formalising pressures on the BUSM are cited by Niall and Peter as another 

way in which user/survivors can be excluded. Niall states that ‘…the service 

users who are successful in consultation [i.e. by winning contracts to provide 

services], are the service users who can fit into the committee structure [of 

statutory services]…’ (4: 5). As already indicated, this is likely to mean that 

many of the user/survivors who provide services are those who most conform 

to the demographic characteristics of committees largely composed of mental 

health professionals. Furthermore, taken in conjunction with Peter’s 

explanation of how user/survivors who are successful in consultation choose 

their peer group (5: 13-14), these statements indicate that formalisation 

provides the opportunity to filter out many user/survivors from leading 

positions in the BUSM through the hand-picking of professionals and/or the 

cronyism of some established user/survivor consultants. At the same time, 

Virginia’s statement about a number of groups relying on the energy of one 

pro-active (possibly charismatic) user/survivor and falling apart when that 

person leaves (1: 4) suggests that, outside of paid consultancy, the reality is 

that there is very little competition for leadership roles within the BUSM. 

 

In terms of resistance, statements made by Sylvia, Niall, Virginia and Peter 

can be interpreted as representing resistance to the pervasion of an 

individualist discursive culture within the BUSM. Whereas Sylvia regards 

individualism as a negative influence, Virginia alludes to the need for 
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members of user/survivor groups to relieve pro-active individuals from the 

total responsibility for running organisations; and Niall and Peter articulate a 

resistance to professionals and user/survivors who hand-pick consultants for 

individual reasons of compatibility. At the same time, however, user/survivors 

who act out of an atomistic perception of individual self-interest are still 

resisting dominant discourses which portray them as rationally incapable of 

such machinations. 

 

This Machiavellian picture of the BUSM was, fortunately, only one side of the 

statements provided by pioneers about the culture of the movement. I have 

already shown in the discussion of diversity how Julien experienced the 

movement as a space where she could find belonging and purpose (7: 18). 

That the BUSM is a safe space where belonging and purpose can blossom 

out of shared experience was also expressed by Randle (3: 26) and Niall (4: 

26). Teresa had already noted the difficulties that black user/survivors have in 

joining groups which are identified as ‘white’ (6: 16). Nevertheless, she 

believed it was possible for black user/survivors to build confidence in groups 

that are specifically designed for them and go on to be active within the wider 

BUSM (6: 16); and, by saying this, she implies that she would support their 

involvement. Taken together with the earlier discussion of Teresa’s, Niall’s 

and Peter’s statements about user control promoting an empathic human 

encounter which is often denied in the formalised system of mental health, the 

above reflections indicate that the collective ethos of the BUSM will remain a 

buttress against the self-interest of individuals. The pride inherent in many of 

the pioneers’ statements about the movement being a space where a 
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collective user/survivor identity and ethos can be articulated and explored 

resists the encroachment of the dominant rational individualist discourse, 

even within a population which is not thought of as rational.  

 

 

Democracy  

 

Without the checks and balances of democracy, formalisation within the 

BUSM is liable to greater abuse by self-interested individuals than may 

otherwise be the case, as it is a technology for exercising power. Peter makes 

a distinction between formal democracy and substantive democracy and calls 

for the BUSM to try harder to integrate the two within its activities (5: 14). It 

may be assumed that Peter is distinguishing between the formal procedures 

of majority rule democratic elections and an inclusive democracy where the 

diversity of interests, opinions, and perspectives are represented (see Young 

2000) rather than distinguishing between capitalist and socialist forms of 

democracy (Kimmel 1990: 20). This assumption is supported by Peter’s 

criticism of the exclusionary impact on women and black trade union 

members of the block vote system of formal democracy (5: 14). He is also 

critical of the potential for exclusion posed by ‘informal democracy’ within the 

BUSM. I am less clear about his use of this term but I believe it refers to the 

practice of certain individuals (sometimes with personal and/or social power) 

putting themselves forward, or being invited by other user/survivors and/or 

professionals to put themselves forward for BUSM positions. Such an 

interpretation finds some support in the statement, made by Teresa, regarding 
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uncommonly articulate user/survivors representing a majority of less confident 

user/survivors (6: 10). Moreover, whilst Randle appeared to favour a formal 

majority rule democracy (3: 12), Virginia (1: 14), Niall (4: 13) and Julien (7: 12-

13) all supported the representation of majority, minority and individual voices 

within the BUSM.  

 

Support for Peter’s call for the integration of formal and substantive/inclusive 

democracy is not only a way of promoting diversity, it is also a form of 

resistance. By asserting the need for user/survivors to take more control over 

their organisations and address, for themselves, issues of inclusion and 

exclusion, Peter’s call for inclusive democracy can be interpreted as 

resistance against having the agenda set de facto by purchasers and 

professionals.   

 

 

Is the BUSM a movement? 

 

Della Porta and Diani (1999: 14-16) assert that academics from a number of 

theoretical backgrounds are concerned with at least four characteristics of 

social movements: informal interaction networks; shared beliefs and solidarity; 

collective action in conflicts aimed at promoting or opposing social change; 

and the use of protest. Other theorists have distinguished between ‘old’ and 

‘new’ social movements (NSMs), highlighting the twin emphasis on agency, 

and on identity formation and consciousness raising, within NSMs, as well as 

their struggle to gain control over discourse (see Barnes and Bowl 2001: 134-
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8). Nevertheless, my concern at this stage of analysis is to determine whether 

the BUSM can be called a social movement in the most basic sense. Thus the 

characteristics identified by Della Porta and Diani are most suited to this task. 

The only part of the above criteria where it may be doubtful that the BUSM 

can satisfactorily be described as a social movement is the issue of shared 

beliefs. Whilst it is possible to find user/survivors who disagree with each 

other on issues ranging from the use of ECT to deinstitutionalisation, all the 

user/survivor groups I have contacted as part of this research project, share a 

belief in self-advocacy (something also noted by Wallcraft and Michaelson 

2001: 177-89) which, in turn, carries the implication of shared oppression. To 

this extent, it seems clear that the BUSM is as much a social movement as 

the anti-capitalist movement, the ecology movement and the feminist 

movement, all of which share basic goals but whose members differ amongst 

themselves about the relative significance of those goals and the means by 

which they should be achieved.   

 

The idea that the BUSM is a social movement was not challenged by Teresa 

(6: 8), Peter (5: 6) and Mark (9: 18), but Randle called the social movement 

status of the BUSM into question because he believed that a movement 

needed shared principles (3: 1-2). This link between shared principles, or 

philosophy, and movement status was alluded to by Teresa and Peter in the 

statements outlined above. These statements indicate that, whilst all the 

pioneers except Randle accept the BUSM has movement status in a basic 

sense, that movement status is somewhat compromised by its difficulty, thus 

far, in forming a united philosophical position from which to resist dominant 



 

 302© David Armes 2006 

discourses that shape experiences of mental health. This analysis suggests 

that a number of the pioneers, at least, would welcome the emergence of the 

BUSM as a fully developed ‘new’ social movement concerned with gaining 

control over mental health discourses, rather than continuing to be a social 

movement concerned with promoting the diversity and empowerment of 

user/survivor voices through self-advocacy alone. These two conceptions of 

the BUSM, however, are not necessarily in competition as ‘new’ movement 

status may be regarded as a likely progression for a social movement that has 

already resisted those dominant discourses which characterise user/survivor 

self-advocacy as irrational and therefore unreliable. There is an element of 

pride in the acknowledgement of social movement status by a number of the 

pioneers, not only in the sense of being part of a network that is challenging 

dominant discourses through self-advocacy, but also through their 

identification of the possibility of constructing a new discursive agenda 

themselves.  

 

 

What do user/survivors think of Labour’s mental health 

proposals? 

 

I have already outlined in Chapter 1 how the Blair Labour Government’s policy 

agenda is significant in any examination of the enabling and exploitative 

aspects of community care policy. This is so whether the aim of BUSM 

members is to challenge dominant discourses with their own emergent 

discourses and/or to promote empowerment through self-advocacy, or 
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whether some members will continue to regard reform, through partnership 

with statutory services, as viable in the future. This section will address the 

relationship between pioneer perceptions of Labour policies on the one hand, 

and their expressions of resistance concerning formalisation on the other.   

 

Although promotion of partnerships (albeit generally limited at the service 

delivery level to the use of voluntary organisations and private firms) is a 

central plank of Labour policy in relation to its engagement with communities 

(Clegg 2005: 244), there was little enthusiasm amongst the pioneers for a 

policy which, in theory, formalises the sharing of power. Indeed, Randle was 

the only pioneer to wholeheartedly embrace the model of partnership working 

promoted by Labour as an unambiguous good (3: 18). Other respondents 

were far more circumspect.  Sylvia asserted not only that formal competition 

under Best Value arrangements made partnership working more difficult (8:4), 

but that the term ‘partnership’ was a cover for consultative and hierarchical 

ways of working rather than the power sharing collaboration that the term 

implies (8: 4). Mark thought that there was little evidence of power sharing 

partnerships, rather local user/survivor groups had been placed under greater 

control since 1997 (9: 12). Similarly Peter was of the view that a majority of 

partnerships were not about equal power sharing and that user/survivors were 

often at a disadvantage in relation to funders who set the terms of 

partnerships. On a more positive note, he also argued that a widely accepted 

user/survivor philosophy is necessary to establish a baseline of principles 

against which user/survivors could decide those aspects of a partnership 

agreement to be accepted or rejected (5: 9). Such an approach implies that 
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formal collaboration can be both meaningful and valuable if it is informed by 

philosophical principles set by the BUSM itself. With the exception of Randle’s 

statement, these comments suggest that the formalisation of relations 

between the movement and statutory services in partnerships is regarded as 

disempowering. At the same time, no evidence was presented by any of the 

pioneers to suggest that the BUSM should withdraw from partnership working 

altogether. This indicates that user/survivors can be just as committed to the 

discourse of partnership, and its promise of equal power relationships 

between service users, providers and purchasers, as the Labour Government. 

It may be tentatively concluded that user/survivors are likely to engage in 

partnerships, however unequal, until any potential for empowerment is 

exhausted. Niall wondered whether that point was approaching as he doubted 

if partnership working could be sustained if mental health services became 

more explicitly about formal custodial coercion (4: 8). 

 

The proposals for Community Treatment Orders (CTOs) contained within 

Labour’s Draft Mental Health Bill (DoH 2004), and other proposals for custody 

without trial or treatment for people with a ‘dangerous severe personality 

disorder’ diagnosis (proposed initially in the 1999 DoH Green Paper and now 

[2005] being taken forward by the Home Office), if legislated, could be a 

potential point at which user/survivors withdraw from formal partnership 

working. The lack of a widely accepted user/survivor philosophy, the 

fragmentation of the BUSM, and pioneers’ ambivalence towards unequal 

partnership working cited above, suggests that such a withdrawal may not 

follow if the Draft Bill becomes legislation. It is not even certain that there will 



 

 305© David Armes 2006 

not be significant numbers of BUSM activists who support the Government’s 

proposals, or at least remain ambivalent about them. Statements by Julien (7: 

17) and Sylvia (8: 11), noted earlier in this chapter, about some user/survivors 

distancing themselves from other user/survivors whom they perceive to be 

‘madder’ than themselves, can be aligned with Peter’s identification of 

emergent discourses which advocate a more liberal approach on many social 

issues combined with a ‘more heinous approach to issues seen as more 

extreme than that’ (5: 22) – presumably people who are thought to be at risk 

of serious offending. Such discourses are in line with communitarian thinkers 

such as Etzioni, who equates ‘hard-core criminals’ with undefined ‘dangerous 

mental patients’, both of whom are seen as incapable of responding to 

attempts to include them in society, and who advocates that they should be 

dealt with by the legal system to ‘protect the public’ (Etzioni 1995: 191). Given 

the proximity of the Labour leadership under Blair to communitarian 

discourses, credence is provided for Peter’s explanation of the discursive shift 

in mental health thinking. Furthermore, Julien’s statements on this issue, 

concerning, firstly, the media promotion of the image of user/survivors as 

‘knife wielding maniacs’ that forced the Government’s hand (7: 9) and, 

secondly, her acknowledgement of understanding where the Government is 

‘coming from’ (7: 9) (the perceived danger presented by user/survivors, 

without insight into their own conditions, who take illicit drugs and ‘become 

dangerous to society’) suggests that there may be a constituency of 

user/survivor activists who do not see coercion as fundamentally 

compromising the continuation of their partnership activities. Whilst there is no 

immediately detectable ambivalence in Julien’s statement, Randle’s openness 
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to the introduction of CTOs was couched in ambivalent terms as he was 

willing to countenance such coercion but only if it would be effective in 

improving mental health care (3: 15). Despite Randle’s conclusion that CTOs 

will be impractical, it is significant that his consideration of CTOs, in common 

with Julien, is related to a concern about media portrayals of user/survivors 

being dangerous which indicates that they share a common ambivalence 

about whether the media and/or some user/survivors themselves are creating 

the momentum for Labour’s proposals.   

 

Although some of the respondents expressed ambivalent views about 

Labour’s mental health interventions, it is also possible to identify resistance 

to the Draft Bill, unequal partnerships, and/or dominant discourses within all of 

the pioneers’ statements. A common form of resistance was a kind of stoic 

resistance based on a Weberian-style analysis of mental health in society. 

This type of resistance accepts - or almost accepts - that partnership with 

statutory services is going to be unequal, yet simultaneously rejects 

withdrawal in the hope of unspecified future rewards and/or refusal to be 

dislodged from whatever toeholds user/survivors have in the mental health 

system. Stoic resistance can be seen in Mark’s and Sylvia’s analyses of 

partnerships as hierarchies, analyses that were unaccompanied by the sort of 

recommendations for action that would lead one to believe that anything other 

than inequality could be expected. Peter, too, is clear that inequality is to be 

expected, and even his call for the creation of a user/survivor philosophy can 

be seen, in this instance, as an attempt to minimise the level of subordination 

in an inequality that is almost inevitable.   
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Whilst Randle’s statement about the value of partnership working in his local 

area can be interpreted as reformist resistance, in that he sees collaboration 

with managers and professionals as ‘the future’ (3: 18), he and other pioneers 

were not bound by one particular way of expressing resistance. Indeed, 

Randle’s calculation concerning the practicality of CTOs suggests that he was 

challenging dominant discourses which portray user/survivors as irrational by 

adopting a professional stance where concerns of effectiveness take 

precedence. Julien’s statements about the White Paper can also be 

understood as an expression of professional resistance, although she is more 

concerned with the minimisation of risk than effectiveness. Furthermore, 

whilst Mark’s analysis of partnerships can be described as stoic resistance, 

his expression of disbelief at the chances of the draft legislation making it to 

the statute book (9: 17) suggest that reformist resistance through 

user/survivor collaborations with professionals (as in the Mental Health 

Alliance) is a way forward. Sylvia was also initially stoic in her resistance to 

hierarchical partnerships but later, when condemning competition within Best 

Value and asserting that, in advocacy services, ‘we’re not about markets, 

we’re about people’ (8: 4), she expressed a resistance based on pride about 

the support that user/survivor-led groups can offer. In this statement she joins 

other pioneers, who take pride in the possibility that the BUSM can promote 

human encounters enriched by shared experience (see earlier section on 

User control and the strength of the user/survivor voice). Finally, Niall offered 

the strongest expression of proud resistance in his suggestion that the time 

may come when the BUSM withdrew its support for partnership projects (4: 
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8), with the implication that the user/survivor movement can survive without 

the resources offered by statutory services if they have to – that they have a 

choice other than stoic resistance. 

 

 

What should be the politics and organisational culture of 

the movement? 

 

 

User/survivor politics 

 

Pioneer statements about user/survivor politics suggest that pioneers are less 

stoical about the necessity for developing theoretical tools to challenge both 

formalisation and government proposals for increasing coercion. Mark came 

the nearest to identifying stoic resistance within the BUSM when he claimed 

that the movement had retreated from an interest in anti-psychiatry and now 

favoured a ‘back to basics’ psycho-social model to explain the phenomenon of 

mental distress (9: 14). His statement included the perception that 

user/survivors are possibly less supportive of an anti-medication stance, 

which can be understood in at least two ways. Firstly, less opposition to the 

use of neuroleptic drugs may indicate a de-radicalisation of the movement in 

that it no longer promotes an explicitly anti-formal alternative to the medical 

model. Secondly, his statement could be understood as part of a greater 

concern amongst user/survivor groups for incorporating all user/survivor 
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views, including the views of user/survivors such as myself whose 

experiences of medication have not been entirely negative by any means. 

Some user/survivors, such as the Peter Lehmann (2001), are so sceptical 

about the benefits of neuroleptic drugs that they promote withdrawal from 

medication, but others assert that such drugs have been helpful (see 

Banthorpe 2003: 12; Wells 2003: 13). This evidence suggests that members 

of the BUSM will not find agreement on the question of medical interventions 

unless newer drugs, such as Selective Serotonin Reuptake Inhibitors (SSRIs), 

prove to be the disaster of thalidomide proportions feared by the medicines 

policy analyst Charles Medawar (2003: 7), in terms of possible addiction and 

withdrawal symptoms. However, Mark may well be expressing stoic 

resistance to what he sees as a retreat from an anti-psychiatric standpoint 

from which formal diagnoses and treatments are challenged. Nevertheless, 

his statement can also be interpreted as meaning that many members of the 

BUSM now coalesce around issues about the right to information in order that 

they can make informed decisions on their own mental health and social 

exclusion. 

 

Subscription to the British Disability Research e-forum (disability-

research@jiscmail.ac.uk) for four years has revealed a greater interest in 

questions of social exclusion than questions of treatments for impairment.  If 

this is the case throughout the Disabled People’s Movement (DPM) then it 

would probably indicate that adoption of the social model of disability helps to 

concentrate the DPM’s efforts on challenging social exclusion and promoting 

rights. My interpretation of Mark’s statement suggests that the user/survivor 
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movement is moving in the same direction as the DPM. This may be because 

user/survivors have adopted aspects of the social model of disability and, as 

asserted by Sylvia (8: 1), learnt lessons from the experiences of other civil 

rights movements. Furthermore, Peter’s hope that more links can be made 

between the DPM and the BUSM (5: 11) indicates that user/survivors are very 

aware of joint interests in promoting social inclusion and civil rights. 

Nevertheless, Peter is also clear that user/survivors should maintain a distinct 

voice, although he did not elaborate on all the issues that that distinct voice 

should address other than showing a positive interest in social models (5: 7-

8). Of course, it may not only be interest in the social model of disability that 

has moved the BUSM towards a concern about questions of social exclusion 

and civil rights, over and above an interest in developing its own discourses of 

what it means to be mentally distressed. It may be that the availability of 

funding for consumerist voice projects has pushed the BUSM in the direction 

of the social model of disability. Niall’s statement can be interpreted as picking 

up on this point (4: 3). Certainly, he equates funding for user involvement with 

a declining interest in thinking through a distinctive user/survivor ideology. 

Nevertheless, he is optimistic about the possibility that user/survivors have 

used the increased funding to build a stronger movement now capable of 

returning to the question of a distinctive ideology.  

 

In effect, all of the pioneer’s statements reported here represent an 

expression of proud resistance according to which user/survivors are capable 

of developing their own discourses of mental distress, standing up for their 

civil rights, making links with the DPM, challenging social exclusion, and 
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making tactical use of funding for user/survivor involvement to build a stronger 

movement. It is true that there are elements of stoic resistance in Mark’s 

statement and elements of reformist analytic resistance in Niall’s statement, 

but I believe it is clear that the main form of resistance expressed here is a 

pride in the potential capability of user/survivors to forge a distinctive politics 

all of their own. 

 

 

The medical and social models 

 

Interest in the social model of disability, civil rights movements, and anti-

psychiatry does not mean that there is blanket opposition to the medical 

model within the BUSM. The main advantage of the medical model, from my 

user/survivor perspective, is that it explicitly explains the experience of mental 

distress. In my view, a user/survivor philosophy is incomplete if it addresses 

discrimination and social exclusion and yet fails to offer a discursive 

explanation of the experience of severe mental distress itself (see Crow 1996: 

206-26 for similar critique of the social model’s disinterest concerning 

impairment). Surely, the medical model of formal diagnoses and acceptance 

of formal psychiatric expertise will survive at least as long as user/survivors 

are unable to promote wider discursive acceptance of alternative ways of 

understanding the particular experiences of severe mental distress.   

 

The social model aims to end discrimination and promote inclusion through 

measures which provide user/survivors with much the same opportunities to 
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fulfil their lives as any other citizens (see Sayce 2000: 129-44). This might 

mean that an employer allows user/survivor employees breaks to argue with 

their voices, or time off when their depression incapacitates them, in much the 

same way as other members of staff may be allowed time off to look after sick 

relations or go to the dentist. I can see the value of a social model in the 

promotion of social inclusion but, like Mairian Corker (see Goodley and 

Rapley 2002: 133), I am concerned that a concentration on the social and 

public environment is detrimental to an understanding of personal and private 

experience. In effect, the social model points to the ways in which society 

does, and should, treat you if you have a formal diagnosis of mental illness 

but it has little to say about the personal experience of your impairment. It 

may be all very well to be offered breaks to argue with your voices, but that is 

not much help if it is too painful to even admit to others that you hear voices in 

the first place, let alone ask for time to argue with them. If Linda Hart, a voice 

hearer for 35 years who has written about the content of her voices, is ‘too 

sensitive to trust you [the readers of Openmind] with the menacing and 

commanding ones [voices]’ (Hart 2003: 21), it would seem unlikely that many 

other voice hearers would have the courage to tell unsympathetic employers 

and/or colleagues that they hear voices when it is likely, and/or feared, that 

the first question would be ‘what do they say?’ In this instance, it is likely that 

responsibility for the content of voices will be attributed to the voice hearer 

and it is precisely this that the user/survivor fears.  Furthermore, the social 

model has little to say about the absence of free will/responsibility when 

user/survivors are psychotic or otherwise severely distressed. Some 

user/survivors would like to see the end of all mental health legislation so that 
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there is parity before the law, in terms of arrest, trial and imprisonment, for all 

citizens to replace the possibility of hospital detention and forced treatment for 

user/survivors found to have acted with diminished responsibility (see 

Wallcraft www.scmh.org.uk). Personally, I regard it as probably impossible to 

‘recover’, take part, or be allowed to take part, in British society without taking 

responsibility for your actions, or even what happens inside your head. 

However, this does not necessarily mean that user/survivors should always 

have to take responsibility to be included because there are times, such as 

the experience of psychosis, when a discourse of free will, based on the 

premise of the autonomous rational individual, is clearly not applicable. The 

formal mental illness diagnoses associated with the medical model at least 

address the question of diminished responsibility, and may thus appeal to 

some user/survivors. 

 

The ambivalence shown by Virginia in using the term ‘serious illness’ (1: 8) to 

describe severe mental distress implies that user/survivors are not always 

responsible for their actions. Whilst this may be attributable to the power of 

the medical model discourse, or even the power of the reason/unreason 

dichotomy in post-enlightenment thought, I believe that this statement is more 

complex. Virginia is someone who has both experienced psychosis and has 

knowledge of alternatives to the medical model. Insofar as she is well aware 

that describing mental distress as an ‘illness’ is not unproblematic, I interpret 

her statement as an attempt to use medical model discourses for 

user/survivor purposes. The reason/unreason dichotomy places 

user/survivors in the hands of medical model practitioners who, as Virginia 
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acknowledges, are expected to perform a cure. For many user/survivors, this 

situation may mean that they are absolved of free will/responsibility and then 

suffer the consequences in terms of loss of agency, liberty and/or the loss of 

expectations of others. For others, possibly Virginia included, it may be 

possible to use the medical model strategically to explain those situations 

where they cannot be held responsible, whilst simultaneously making use of 

the curative hopes of mental health services to help them take greater 

responsibility when they can. Responsibility in this analysis is not an 

enlightenment ‘either/or’ based on an assessment of the capacity to reason. It 

is a fluid process, which can go backwards as well as forwards, and 

expresses/offers resistance against Weberian pressures for ever more formal 

normative social classification. I believe that this is evident in Virginia’s 

second statement, where she asserts: ‘those elements of the medical model 

that some people find useful – put into partnership with an individual’s 

knowledge of themselves – makes a recipe for success’ (1: 13-14). Her later 

assertion, in the same statement, that user/survivors should be allowed to 

withdraw from contact with medical model practitioners, is not in contradiction 

with her earlier statement as, if taking responsibility is seen as a process, 

withdrawal from formal medical model contact is an explicit assertion of 

willingness to take more responsibility for personal mental health. It is likely, 

however, that those aspects of the medical model Virginia would describe as 

‘useful’ are not only limited protection from the drawbacks associated with 

being positioned on the wrong side of the reason/unreason dichotomy, but 

also the possibility that neuroleptic medication and talking treatments can 

reduce the symptoms of mental distress for some user/survivors. 
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Nevertheless, although the use of such psychiatric technologies is primarily 

aimed at symptom reduction, it does not mean that user/survivors cannot also 

make use of them if the goal is attaining acknowledgement of free will and the 

benefits that ensue. 

 

Whilst the medical model theoretically removes responsibility from 

user/survivors for their actions and thoughts in some situations, in practice it 

often fails on this score. The high proportion of user/survivors in penal 

institutions (Warner 1994: 174-5) can be cited as evidence. Peter supports 

this point by asserting that the medical model of mental illness fails to excuse 

user/survivors from responsibility for ‘mental illness’ whilst simultaneously 

making coercion and compulsion possible (5: 7). He also asserts that the 

medical model discourse of ‘mental illness’ lacks a basis in evidence in much 

the same way as the pre asylum era ‘madness’ discourse of mental distress. 

Given his interest in the social model discourse of disability, I assume that his 

concern is more focussed on the promotion of mental diversity within society 

than curative goals because if there is nothing ‘ill’ about the way a person 

thinks then there is nothing to cure. In this respect, the capacity for free will is 

an assumed given for all citizens, user/survivor or not (the social model 

appears to accept a libertarian, rather than determinist or compatibilist, 

perspective on free will – see Pereboom 1997: vii-x). Indeed, Peter ascribes 

to user/survivors the ‘responsibility’ to develop an alternative to the medical 

model of mental distress (5: 7). This is powerful resistance to both the medical 

model and enlightenment dichotomous discourses that define reason in 

opposition to unreason. Nevertheless, from my perspective, I am not 
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convinced that all user/survivors are responsible for all their actions at least. 

Nor am I convinced either that the concept of free will does not require further 

deconstruction or that there is no place for a concept of cure within mental 

health. 

 

As an end-note to this section, however, it is interesting to note that the 

resistance expressed by Virginia and Peter, whilst different in several details, 

is also broadly similar in that it is ultimately focussed on challenging the 

enlightenment discursive dichotomy between reason and unreason. In this 

respect, it is a different form of resistance to that expressed both by 

themselves and the other pioneers in other sections of this findings chapter. In 

other sections, the pioneers have been interpreted as expressing different 

forms of resistance to de-humanising formalisation. It is thus possible that 

there is a strong underlying consensus amongst user/survivors that identifies 

enlightenment discursive dichotomies, and resulting normative discourses, as 

the fundamental obstacles in the way of user/survivor emancipation. 

 

 

Non-user/survivor involvement in the BUSM          

 

Resistance to dominant enlightenment discourses plays a part in pioneers’ 

statements concerning non-user/survivor involvement in the BUSM, but their 

comments return to the question of formalisation in that they mainly address 

whether the movement needs the input and skills of formally trained mental 

health professionals. Pioneers’ statements can be interpreted as expressing 
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three forms of resistance in this section. Firstly, Julien (7: 11) and Sylvia (8: 5) 

appear to accept the necessity of making links with professionals. The 

reasoning they adopt follows the logic of ‘who has the power? – answer: 

formally trained professionals – therefore we must work with them’. 

Resistance is thus a resignation to a kind of ‘if you can’t beat them – let them 

join us’ (rather than ‘let’s join them’) analysis in the hope that the BUSM can 

be strengthened by such collaboration. Randle (3: 25) and Teresa (6: 8) show 

none of Julien’s and Sylvia’s ambivalence. They see collaboration with non-

user/survivor allies as beneficial to the BUSM and appear enthusiastic rather 

than resigned about that prospect. In this respect, they can be interpreted as 

expressing reformist resistance to formalisation in that they view change as 

possible within a partnership model. Finally, Niall (4: 11), Peter (5: 3) and 

Mark (9: 18), are identified as expressing a resistance which takes pride in the 

capacity of user/survivors to operate successfully without the assistance of 

formally trained professionals within the BUSM.   

 

All of the above forms of resistance address the question of whether the 

BUSM needs to make use of the skills and positions of power held by 

professionals who work within formalised mental health services. Resignation, 

reformist, and pride expressions of resistance are thus indications of what the 

pioneers think about the possibility of professional allies either bringing the 

values of their formalised services into the BUSM, or becoming open to the 

values of the user/survivor movement. Therefore, only Randle and Teresa can 

be said to be unambiguously optimistic about the potential of bringing 

professionals and non-user/survivors into the BUSM as allies. 
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Conclusions   

 

Ambiguity about the enabling and exploitative aspects of the pressures 

towards formalisation of the BUSM, which have been brought about by 

community care policy and funding opportunities, pervades the analysis of 

pioneer statements presented in this findings chapter. A summary of the 

various enabling and exploitative factors was presented in the conclusion of 

the previous chapter; therefore, the conclusion to this finding’s chapter will 

concentrate on analysis of the pioneers’ discursive resistance to formalising 

pressures; the relative significance of competing discourses for the future of 

the BUSM; and issues of discursive concern for a user/survivor standpoint 

epistemology and/or user/survivor philosophy. 

 

Use of Foucauldian discourse analysis and understandings of the relationship 

between power and resistance, explored in the methodology chapter, assisted 

in the identification of four political/organisational tactical discourses of 

resistance used at various times by all the respondents to account for, and 

respond to, community care policy initiatives and to advance/define the 

empowerment aims of the movement with which the reader should by now be 

familiar. These discourses have been named reformism, rationalisation, 

professionalism and pride. Reformism is a resistance tactic characterised by 
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working with professional allies in formal and hierarchical settings to achieve a 

higher goal of user/survivor empowerment. The rationalisation resistance 

tactic also involves joint work with professional allies in formal settings but 

without ‘illusions’ that it will lead to major reform. Indeed, this resistance tactic 

may be said to signify stoic resignation to the perceived necessity of operating 

according to the dominant professional requirements in order to keep the 

movement, and the services it provides, alive.  In this respect, the term 

‘rationalisation’ can be linked to Weber’s fundamental view that many areas of 

modern society are characterised by a way of thinking where the ends of 

utility (whether it be calculability, predictability, control and/or efficiency) justify 

the means (see Weber 1974 orig ed 1930: 136; Ritzer 1996: 136-8). Weber 

also notes that a system of rationalisation can have ‘irrational consequences’, 

such as making the world seem less meaningful (Ritzer 1996: 138), and this 

may be a warning (or an encouragement) to the BUSM as much as to any 

other group that attempts to nurture empowerment by serving the god of 

utility. Professionalism occurs where user/survivors take it upon themselves to 

prove they are as capable as statutory sector employees in providing the best 

possible services for clients and, in the process, demonstrate the potential of 

all user/survivors through their own efforts. The pride resistance tactic is 

employed to celebrate the achievements of user/survivors, and the non-

hierarchical mutual support they can offer each other based on a shared 

experience of distress.  

 

The taxonomy I have developed highlights some of the various ways in which 

the pioneer respondents expressed resistance to the exploitative aspects of 
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formalisation including categories of professionalism, pride, reformism, and 

rationalisation. Figure 1 illustrates the possibility of constructing a taxonomy of 

discursive resistance tactics which reflects the flexibility of user/survivor 

approaches in response to a system which offers involvement with one hand 

and seeks to shape and control the BUSM with the other. The horizontal axis 

represents the distinction which may be drawn between informal, non-

hierarchical, mutually supportive organisational cultures that are common in 

new social movements (Della Porta and Diani 1999: 12-13), on the left, and 

formal, hierarchical, professional cultures of organisation required by 

contracts, on the right. The vertical axis represents the distinction between 

political tactics which actively seek, or are resigned to, alliances with 

professionals, at the top, and political tactics which attempt to consolidate a 

BUSM for and of user/survivors standing alone, at the bottom.  

        

Partnerships 

 

   Reformism  Rationalisation 

 

 Informal       Formal 

            

   Pride   Professionalism 

 

Self-reliance 

 

Figure 1: Discursive tactics of resistance          
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This is a taxonomy which reflects one range of options available to 

user/survivor activists when it comes to negotiating the complex territory of 

opportunities for involvement in the new community care and restrictions on 

campaigning and self-organisation. As a heuristic device, this taxonomy is not 

the definitive or exhaustive account of the discursive repertoires user/survivor 

activists may draw on. Moreover, it may obscure other continua, such as 

collective/individualistic, democratic/authoritarian and short term/long term, as 

much as it illuminates. Nevertheless, the dichotomies represented in the 

taxonomy of partnerships/self-reliance and formal/informal were identified in 

transcript analysis as the most frequent dilemmas reported by pioneer 

respondents and reflect an over-riding concern with the effects of 

formalisation. 

 

Discursive tactics of resistance identified in the taxonomy point to a level of 

sophisticated flexibility in the way that the pioneers resist formalisation in the 

absence of a guiding user/survivor philosophy. This is evidenced most clearly 

when the pioneers use different discursive resistance tactics in a single 

statement. For example, Julien is stoic in her evaluation of the inescapable 

qualities of formalisation (concerning occupational advocacy qualifications in 

the following statement), reformist in her optimism about the possibility that 

qualifications will give user/survivors greater credibility in negotiations, and 

professionalist in terms of the way qualifications could develop the confidence 

of individual user/survivor advocates. An element of pride is also evident, in 
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that she is talking about user/survivors negotiating with professionals and 

benefiting from qualifications, with the implication that they have something 

unique to contribute in mental health:  

 

Julien:  ...I think in a way it’s natural that that happens because, eventually you’re 
going to need money from somewhere and with that money’s going to come 
responsibilities - which will mean…people getting paid. But I think this kind of situation 
can complement the grass roots user movement rather than create a divide - I mean it 
shouldn’t create a divide. 
Q:  Well, that’s what most people have said - I didn’t want to lead you into... 
Julien:  Yeah, yeah... 
Q:  Most people have said it’s a sort of natural progression of the user movement as it 
gets stronger, it’s going to attract more funding and funders are going to want to... 
Julien:  I mean, ultimately you need money - that’s it. And also, in a way, it’s important 
that there is some accreditation, especially in a field like advocacy where a lot of the 
time you’re representing people at tribunals, you’re helping them with benefit forms - I 
think it’s important...to have some training for that - I think it is important in that 
context, yeah. How formalised it is - is perhaps a different issue - but I think it probably 
gives increased credibility when it comes to negotiating with tough professionals - I 
think it gives that extra credibility. I think it makes it much harder to not listen. And I 
think it also gives people a lot more confidence in their own abilities... 
Q:  So, in a way, you’d see it as a good thing? 
Julien:  Yeah - I think it’s developing the individual (7: 16).     

 

Peter is also reformist in his view that formal qualifications can be used to 

provide credibility in the form of standards, and he expresses pride in the 

potential unique capabilities of the user/survivor movement to set those 

standards: 

 

Peter:  The problem when you have like legitimated standards is then that there are 
big issues here about well whose values inform these standards? By what kind of 
criteria are they going to be judged? Who is going to judge you? and all that. Now I 
think different people have got different views about it - I know where I tend to fall, 
and I tend to fall on one side of the fence and I’m not saying it’s the right side. I tend 
to feel that it’s right to have standards, that you can’t escape it, that the way you 
escape it is you have, at the end of the day, arrangements that people get treated like 
crap by people who are crap, you know what I mean? But then for me, for it to be 
good and real, then the definition of advocacy, the construction of what the key 
components were, the selection of people, the passing of people as qualified - all that 
process would be done by user organisations, that’s what I would think - who else 
would do it properly? And I’d be very wary of some arrangement whereby you left it to 
traditional professionals (5: 17-18). 
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Pride and professionalism, as discursive resistance, are expressed by Sylvia 

as she redefines the term ‘professional’ in the human terms that the pioneers 

had viewed as being blocked by formal mental health services: 

 

Sylvia:  When I say ‘professional’, I don’t necessarily mean for people who are trained 
and qualified. What I’d call professional is conducting myself in an appropriate way – 
so that’s not being over formal but it’s talking to people appropriately – it’s talking to 
them as a human being. It’s being non-discriminatory, it’s having proper policies to 
support you which would be policies like confidentiality, equal opportunities – it’s being 
professional in the way that you keep people’s records, in the way that you conduct 
yourself. It doesn’t necessarily mean being a professional who’s qualified and 
experienced – in that way I think it’s a good thing. If it starts to move away and you get 
qualifications and it becomes a career move – then I think that’s where you can lose 
user involvement and it becomes wrong. But I think you should be professional and 
people appreciate the difference (8: 8-9). 

 

This chapter has presented findings that show the pioneers are flexible in their 

discursive resistance to formalisation; individual pioneers have expressed 

pride on some issues, rationalisation on others and also reformism and 

professionalism at various points. The above statements take that flexibility a 

stage further. Nevertheless, whilst these findings indicate the existence of the 

potential for a rich debate about how the BUSM can meet the challenges of 

formalisation, the consumerist model continues to be the major influence on 

local user/survivor organisations under contract, and formalisation moves on 

before user/survivors can react.  

 

As an example of latter point, Hertfordshire mental health advocacy began 

with four user/survivor-led (and often staffed) organisations serving localities 

independently in the early 1990s. The generic umbrella organisation POhWER 

(People Of hertfordshire Want Equal Rights) gradually took over management 

of mental health, learning disability, equal opportunities, and other advocacy 

projects in the later part of the 1990s. In mental health at least, local advocacy 
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groups have lost any independence, advocates are expected to provide a 

generic service for many populations, many user/survivor advocates have left 

and few, if any, remain, and now POhWER has won a contract to provide 

ICAS (Independent Complaints and Advocacy Service) services throughout 

the East Anglian region (I draw on my experience of being a volunteer for a 

Hertfordshire advocacy group and member of Stevenage and North Herts 

User Forum between 2000 to 2005 to evidence the above information). 

Advocacy in Hertfordshire has already become a formal generic profession 

and the informal mutual support of user/survivors supporting other 

user/survivors, based on shared experience of severe mental distress, is no 

longer seen as crucial. If the Hertfordshire advocacy experience is extended 

elsewhere, and the award of the ICAS contract indicates that purchasing 

authorities are pleased with their style of work, then the resistance to 

formalisation identified in this chapter will have failed in a major area where 

user/survivor input was once thought to be essential.   

 

At the start of this chapter I presented the possibility that a stage of 

institutionalisation (in the life course of new social movements) was already 

occurring with non-user/survivor consumerist formalising discourses being the 

lead influence on the agenda, politics and culture of the BUSM. The problem is 

that the rationalised ends of consumerist policies are economy, efficiency and 

effectiveness, rather than the promotion of informal humanistic user/survivor 

goals, and thus the means to achieve these ends are likely to involve 

dehumanised formalisation. In this sense, is there any difference between the 

aims behind the funding of advocacy and the aims behind the funding of any 
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other user/survivor activity? In the long term, the absence of a user/survivor 

discursive philosophy means consumerist rationalisation is likely to be the 

major influence on, not only advocacy, but any user/survivor activity that is not 

independently funded.  

 

Fortunately, whilst user/survivors organisations are unlikely to move to a 

position of complete financial independence, the findings of this chapter 

suggest that discursive challenges to consumerist formalisation, and dominant 

discourses concerning severe mental distress, are emerging or have not 

disappeared.  Firstly, there is a consensus amongst the pioneers that the 

dehumanising formalised character of mental health services should be 

opposed. In and of itself, this is not a completely new discourse, as R. D. 

Laing was calling for psychiatry to treat user/survivors in human terms rather 

than in formal diagnostic terms in the 1960s: 

 

The main agent in uniting the patient, in allowing the pieces to come together and 
cohere, is the physician’s love, a love that recognises the patient’s total being, and 
accepts it, with no strings attached (Laing 1960: 165). 

 

What the pioneers add to this discourse is that user/survivors themselves are 

crucial in providing a human encounter because of the informal mutual support 

they can offer based on shared experience of severe mental distress. Thus it 

is crucial to involve user/survivors in all aspects of mental health and 

challenge formalised practices except where they are absolutely essential. 

 

The existence of reformist, professionalist and rationalisation discursive 

resistance tactics show that many of pioneers accept that formalisation has a 
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role. Nevertheless, the pioneers’ use of these discursive resistance tactics 

appeared to be grounded in defence of the unique position of user/survivors to 

promote human encounters and improved mental health. This is evident 

whether it is Peter supporting user/survivor control of a qualifications system 

(5: 17-18), Julien supporting accreditation for user/survivors so that they have 

more credibility in negotiations with professionals (7: 16), or Sylvia redefining 

the term ‘professional’ in human terms (8: 8-9). Therefore, there is an element 

of pride about the particular support that user/survivors can offer each other in 

the pioneers’ expressions of reformism, rationalisation, and professionalism 

discursive resistance tactics. Although pride is a discursive resistance tactic 

which stands on its own as an unambiguous rejection of formalisation in some 

circumstances, the pride factor in the other discursive resistance tactics 

chimes with Della Porta and Diani’s view that the ideas of activists which were 

formed before the stages of mass mobilisation or institutionalisation remain as 

a ‘critical conscience’ for social movements (1999: 150). For user/survivors, 

however, such a nod to informal mutual support based on shared experiences 

of severe mental distress would be a capitulation to the logic of dehumanising 

rationalisation and formalisation. This does not have to be the case, as a clear 

conception that the ends of user/survivor activities are the promotion of 

informal human encounters could inform any use of formal means. Indeed, I 

see no reason why all the discursive resistance tactics identified in this chapter 

cannot be used as a repertoire of tools for engaging with formalisation. 

Nevertheless, to do this, a user/survivor discursive philosophy probably needs 

to address other questions than the promotion of human encounters in mental 

health. 
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The discussion of medical and social models of severe mental distress 

revealed that there may be a consensual concern amongst user/survivors with 

challenging the Enlightenment dichotomy, and early 21st century dominant 

discourse, which counterpoises the reason of autonomous adults with the 

unreason of user/survivors. Advocates of the social model may claim that 

user/survivors are as capable of free will as everyone else, whereas those 

who would want to make limited use of the medical model may be identifying a 

possible need to revisit the concept of free will altogether as a fluid process 

rather than an either/or dichotomy. The social model powerfully challenges the 

reason/unreason dichotomy by abolishing the concept of unreason, whilst 

those who make limited use of the medical model are potentially abolishing the 

idea of anyone using pure unadulterated reason. Although both perspectives 

challenge the dichotomy of reason/unreason, support for either model is likely 

to affect how user/survivors promote informal human encounters. 

Unfortunately, there is no space to further consider these philosophical 

questions in this thesis. Nevertheless, whether much of the analysis in this 

findings chapter has a wider resonance with other members of the BUSM is 

examined in the next two chapters. 
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CHAPTER 7: DISCUSSION GROUP PERSPECTIVES 
 
 
 
 
 
Between July 2001 and January 2002 I conducted three discussion groups 

with user/survivor activists representing various levels of involvement with the 

BUSM.  The reasons for undertaking this second stage of data collection are 

set out more fully in Chapter 4, but it is important to remind the reader that the 

broad aim was to test the validity of the analysis of interviews with the 

pioneers, contained within the previous chapter. Originally it had been 

envisaged that each of the three discussion groups would comprise local 

activists in order to compare and contrast their experiences with those of the 

pioneers. Difficulties in gaining access to groups of local activists who were 

willing to participate, however, meant that I had to widen the sampling net to 

include user/survivors who were involved mainly either in local, regional and 

national/research groups.  

 

Prior to a presentation of the data gleaned from group interviews, and in 

keeping with my presentation of findings from pioneer interviews, I will begin 

by presenting a brief profile of each of the respondents at the time of the 
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interviews. I am thus offering the reader the opportunity to contextualise the 

statements of the respondents. 
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Profiles: Table 2 (Demographic profiles of Group 10 interview respondents). 
 
 Stephen Amanda Richard Mitchell Judith 
Sex M F M M F 
Age 49 55 69 Not stated 64 
Ethnicity White White British White British White English  White British 
Job Title Retired Volunteer Advocate Retired User Involvement 

Worker/ Mental 
Health Advocate 

Retired Domestic 
Services Manager 

Children N/A 1 1 N/A 2 
Education 7 ‘O’ Levels  

HNC 
9 ‘O’ levels 
4 ‘A’ Levels 
Masters in 
Gerontology 

ONCE Mech/Elect BA Theology 
PhD near 
completion 

Secondary Modern 

BUSM 
Involvement 

3 years 3 years 15 years 5 years Nil (first few 
meetings) 

Diagnosis Manic-depression Depression Schizophrenia Depression, anxiety 
and hallucinations 
in early teens. 
Current slight 
anxiety problems. 

Schizo-affective 
disorder  
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Profiles: Table 3 (Demographic profiles of Group 11 interview respondents). 
 
 
 Margaret Jacob Isaac Kelvin Joseph 
Sex F M M Not stated M 
Age 49 48 51 Not stated 41 
Ethnicity White African-European White British Not stated White British 
Job Title Mental Health User 

Consultant 
Consultant Advisor 
NHS 

Driving Instructor Not stated Incapacity Benefit 
Recipient 

Children N/A ‘Personal’ 
information 

‘Correct’ Not stated N/A 

Education Degree and post-
graduate diploma 

Continuing studies 4 ‘A’ levels 
HNC 
Engineering/Scienc
e 
Nearly achieved BA 
Social Studies 

Not stated Special Education 

BUSM 
Involvement 

10+ years Long term 12-18 months Not stated 2.5 years 

Diagnosis No preferred 
diagnosis 

Mis-diagnosis Obsessional 
disorders 

Not stated Not stated 
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Profiles: Table 4 (Demographic profiles of Group 12 interview respondents). 
 
 
 
 Anne Jane Dorothy 
Sex F F F 
Age 26 53 41 
Ethnicity British White White British British – UK White 
Job Title Research Associate Senior Researcher Research Associate 
Children N/A 2 N/A 
Education 1st Degree PhD BA 

MSc 
BUSM Involvement 7-8 years 15 years 6 months 
Diagnosis Depression Depression/cyclothymia  

Not current user of services 
Depression 
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As discussion group respondents were asked to comment on my analysis of 

the pioneers’ statements, the structure of this chapter broadly follows that of 

the last. There are two principal differences. Firstly, although the section 

headings correspond with those in the previous two chapters, differing sub-

section headings reflect the fact that discussion group members were asked 

to comment on specific questions relating to my analysis of the pioneers’ 

statements rather than being invited to offer open-ended responses to broad 

topics. Secondly, there is an additional section covering responses to an 

invitation to the discussion groups to comment on ‘the ‘real’ relations between 

society and madness’ as part of my attempt to develop ideas about what 

could be included within a user/survivor standpoint. Discussion groups 10 and 

12 generally stuck to the format I had provided, but discussion group 11 

frequently used the opportunity to raise concerns which were not covered in 

the group interview schedule.   

 

 

1.  In what sense are user/survivors really ‘consumers’ of 

mental health services? 

 

The first specific topic I asked the discussion groups to address involved a 

statement to the effect that the pioneers found their ‘consumer’ status 

questionable (text boxes with quotations of schedule questions asked of the 

groups appear before quotations from the respondents). The passage 
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following the schedule question, indicates Group 10’s endorsement of such 

views.  

 
 
 
 
 

 
Stephen:  That’s my feelings exactly. 
Judith:  Definitely. 
Richard:  Ditto 
Q:  So everyone agrees with statement A that we are not really consumers? 
Judith:  Yes. 
Amanda:  Force fed consumers…(10: 1). 
 

Respondents from Group 11, who also commented on this issue, were 

similarly critical about the use of the term ‘consumer’ to describe 

user/survivors: 

 
Jacob:  No, I think we’re also providers as well as users of a service and, as well as 
that, we’re carers as well because we care for each other – so it’s broader. And it’s 
about giving time out – not within an organised sense - but being there for when 
people need you at a specific moment. And when they need you – not when you think 
that they need you. Choice is important as well (11. 2). 
 
Margaret:  …that’s where people in the United States, people are called consumers of 
mental health services as opposed to users. And that’s completely different…where 
we have free services and they have private services (11: 2).  
 
Margaret:  …the word ‘consumer’ in the British system is not so good…where there is 
legislation that involves compulsion, it is improper to use the word ‘consumer’ (11: 2).   
 
Kelvin:  …where treatment can be enforced on people, we can never really consider 
ourselves solely as consumers (11: 2). 
 
Isaac:  …my father told me from a young age…he said ‘The customer is my boss – 
he’s all our bosses’ – so if we’re the consumers and customers then we should be the 
bosses (11: 3). 
 
 

One member of Group 11 came close to accepting the identity of being a 

consumer, but not explicitly in terms of rights to choice and exit, but rather in 

terms of quality assurance. 

 
Joseph:  …I was talking to somebody a bit back about consumerism or whether we 
were receivers or consumers…We can have free services but you’re still a consumer 

Most of my respondents questioned whether we are consumers of 
mental health services at all as we have no rights to choose between 
services, few opportunities to exit the service if we are not happy with it, 
and voicing concerns about services is often not listened to. 
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of a service and does that service meet your standards of what you expect from that 
service..? (11: 2). 
 
 

Members of Group 12 were not only critical of the use of the term ‘consumer’ 

but some of them also questioned whether rights to voice existed in British 

mental health services at the turn of the millennium. 

 
 

Dorothy:  …if you question the services then it’s part of your ‘illness’. If you don’t like 
something it’s because you’re demanding – it becomes part of your 
diagnosis…because of the lack of choice…the more you question, the more difficult it 
becomes to build a relationship with them. 
… 
Jane:  I think so long as we’ve got the Mental Health Act it’s very difficult to bring in a 
consumer ethos because people can be forced to accept services they haven’t asked 
for at all. You can’t be a consumer if …that threat can be held over you…Difficult – 
otherwise it’s a bit phoney – this idea of consumerism (12: 1). 
 
Anne:  I would agree – if you can give compulsory treatment then you’re not a 
consumer…and I’ve had personal experiences of things like doctors refusing to agree 
with my own diagnosis of myself in that I can get better and I won’t always need 
medication (12: 1). 
 

 
 
 
Consumers of irony? 
 
 
 
Whether my description of user/survivors as being ‘consumers of irony’ 

corresponds with user/survivor experiences was the next question I posed to 

the discussion groups. Group 10 did not disagree, Group 11 did not respond to 

the question, but Group 12 discussed the question and, in so doing, possibly 

raised some of reasons why the other two groups made little or no comment 

about the question below. 

 
 
 
 
 
 
 

I suggest that it is ironic to call us consumers, given that we seem to have 
few consumer rights normally associated with those who have purchasing 
power, and that it might be better to call ourselves ‘consumers of irony’.  
What do you think about this? 
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Jane:  ‘Consumers of contradictions’ – ‘consumers of nonsense’… 
… 
Jane:  ‘Consumers of bullshit’ – I suppose too working class. 
… 
Q:  …it’s ironic to call us consumers because there’s nothing about consuming that is 
anything to do with our experience. 
Jane:  Yeah. 
Anne:  I would agree with that. 
Dorothy:  I’m still not sure (12: 5). 
 

 
 
 
2.  What has been the effect of community care policy on 

the user/survivor movement? 

 
 
 
‘Consumerist activities’ at the expense of campaigning? 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

Two members of Group 10 made comments on the above issues which 

suggested that BUSM involvement in consumerist activities does not mean 

that campaigning will necessarily be excluded in the future: 

 
Mitchell:  With user involvement at the moment we’re still sort of drawing the map and 
making the journey really. It’s not entirely clear where user involvement ought to be 
targeting its best energies. So I don’t know that advocacy is a distraction – I mean it’s 
addressing the more urgent problems (10: 3-4). 
 
Amanda:  …it must happen sometimes - we’re certainly going to challenge a lot of 
managers - the advocacy and user movement is fairly young and I think - I mean at 

One [pioneer] respondent argued that groups of user/survivors had 
been pushed into ‘consumerist activities’ such as advocacy and 
consultation which are supposed to allow the ‘consumer’ voice to be 
heard.  He argued that this has taken place at the expense of users 
setting up their own projects and campaigning. 
 
I think he is saying there is an internal logic to user involvement 
which creates professional user/survivors who are interested in 
creating efficient services rather than challenging the current 
existence of services themselves.  Is this what is happening? 
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the moment we are getting more involved in providing efficient services but 
Cadvocacy group - we’ve only been going for about 3 and a half years and I think 
we’ve achieved an awful lot in that time – who knows where we will go in the future 
(10: 4-5). 
 

 
Two members of Group 11 stressed the need for the movement to participate 

in a plurality of activities: 

 
Jacob:  No it doesn’t – I think it’s an integral part of the same thing. We’re advocates 
as well as campaigning. 
Margaret:  …I think it’s very possible to actually do both. I think it’s very possible to 
work within the services in order to enable change to happen, and find allies and work 
with them to change the system. But also part of you can actually be a campaigner, 
you can go along to Madpride, you can go and demonstrate about ECT if you want to. 
You don’t have to be one or the other…I'm very pleased that there are people like 
Madpride around who actually do the campaigning stuff – like I’m really pleased when 
some people go on strike for their rights and I feel really grateful that they’re doing 
that – but I don’t want to go on strike myself ’cause it scares me (11: 8). 
 

 
Group 12’s comments also focused on questions of user/survivors undertaking 

a plurality of activities, doing what they are interested in, or what they feel can 

make a difference: 

 
Dorothy:  I think that’s true and I think that happens because - partly because - you 
end up being quite isolated and it just seems too much to try and challenge the 
service so you home in on trying to improve the bits you can (12: 5). 
 
Anne:  Whereas if you’re funded, you have to do certain things I think. I don’t know 
about being ‘pushed into at the expense of’ cause I agree that consumerist activities 
like advocacy and consultation should be there as well as campaigning and setting up 
our own projects. So I don’t think it’s one at the expense of the other – I think they’re 
all very valid contributions that people can make (12: 6). 
 
Jane:  I’m not sure about whether the user involvement groups have been set up at 
the expense of other groups or not.  …if people want to be in Madpride, they can join 
Madpride… So I think that’s a choice – that people might choose to try and put up with 
- help other fellow users that are going through the system. I don’t think that’s 
necessarily at the expense of campaigning ’cause I think if you do advocacy for a 
while, you want to campaign anyway because you want to say ‘We’ve seen a lot of 
stuff going on here and we think it needs changing – the whole thing needs changing’. 
I think advocacy doesn’t necessarily replace campaigning – I think it can be part of it. 
You may be right, I just don’t know… (12: 6-7). 
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Deinstitutionalisation 

 
 
 
 
 
 
 
 
 
Judith and Richard, from Group 10, emphasised the lack of resources for ex-

asylum patients and user/survivors in the community since 

deinstitutionalisation. Their comments suggest that any services that 

user/survivors can provide for themselves in the community are all the more 

important: 

 
Judith:  I think they closed the hospitals down and then decided what they were going 
to do with the patients – we’ve got a lot of ex-patients that are now on the 
streets…people should be with them – but you can’t lock someone up all their life and 
then suddenly say ‘out you go’ and expect them to cope because they are completely 
institutionalised. 
Q:  …when the asylums closed did they actually need us to be involved in our own 
community care? 
Richard:  Exactly, they weren’t giving enough care for the people who were already in 
community care and never been to an asylum.  
… 
Richard:  There were people who had never been sectioned, who were mentally ill 
within the community, being cared for by carers, by their wives, by their families and 
just letting them take the stick of it. And most of the money and attention went on the 
people who were coming out of F asylum (10: 5-6). 
 
 

Whilst agreeing that professionals also looked to the emergent BUSM for help 

in providing the community care services that Judith and Richard had 

identified as absent, Jane (Group 12) saw asylum closure as an opportunity 

for user/survivors to organise themselves: 

 
Jane:  Well, one of the things was that people weren’t shut up in asylums for years 
and years and so they were actually in the community and able to do something...So 
they were able to get together and start protesting and trying to get funding, setting 
up groups to do whatever it was they wanted (12: 10). 

None of the [pioneer] people I talked to mentioned the closure of 
asylums as being a major reason for the growth in funding for 
user/survivor groups.  In your opinion, what was the effect of asylum 
closures on the growth of the user/survivor movement?
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The effect of community care policy on the BUSM 
 
 

 
 
 
 
 
 
 
 

 
 
 
 
 
 

 
 
 
The second question in this section of the group discussion schedule relates 

to those pioneer statements which have been translated into the taxonomy 

sketched out at the end of the previous chapter. Firstly, discussion groups 

were asked about whether a reformist ‘deal’ exists:  

 
 

Stephen:  It’s a good way of getting the feedback to the professionals – working 
together is better than working separately. 
Judith:  Yes – I agree, I agree. 
Amanda:  I was just saying, I think we have to work together but I don’t think that is 
antithetical to being more radical you know (10: 8-9). 
 
Mitchell:  So it’s a bargaining thing, isn’t it? It’s a trade off – to get a certain amount of 
concessions you also sort of lose some of your rough edges… 
Judith:  We definitely need to be in a position where we will be listened to – that’s 
what it’s all about. 
… 
Mitchell:  A deal bearing in mind what we’ve done than just sort of ‘It’s all right now’. 
You know – still have your eyes and ears about you (10: 9-10). 
 
Jacob:  It’s not what they want to do – it’s what I want to do. I think it’s a personal thing 
– if you want to do it, you can do it and it’s with or without the money. It’s about where 
you’re coming from yourself individually and trying to get something up and running 
and making some kind of social change… (11: 5-6). 
 

Has the policy interest in user involvement and the funding of 
user/survivor groups under contract resulted in any, some or all of the 
following: 
• A “deal” where we concentrate on our “consumer” role, working 

closely with professionals (which could create conflicts of interest 
about our more radical aims) whilst in return, we hope to use their 
support and money to build a stronger movement. 

• An inevitable move towards a more professional movement where 
advocates and consultants are increasingly expected to be “qualified” 
and contracts specify the roles and duties of user groups. 

• An opportunity for user/survivors, under contract, to prove their 
capabilities, accountability and integrity. 

• Anything else. 
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Q:  So it’s sort of like a means to an end? 
Anne:  Yeah, ’cause if you don’t get the funding – you’re very limited in what you can 
achieve and what you can do.  
… 
Jane:  …I don’t think people usually just do what the service providers want them to 
do – I think they try and do stuff for their own members as well. We did it at (X user 
group)… You can do both (12: 13-14). 
 
 

Discussion group members were then asked to comment on analysis of the 

views of some of the pioneers who saw the provision of services by 

user/survivors under contract as a form of rationalisation, or an inevitable 

move towards the professionalisation of the BUSM. The following two 

passages provide added credence to this analysis: 

 
Mitchell:  It is just a sort of social movement – any excluded group, once they start to 
be included, take on a whole lot of the traits and baggage of the insider, of the 
establishment in some form or other. 
Judith:  I think I agree (10: 10). 
 
Anne: …there’s self-help groups and radical groups and groups that do involvement 
and other stuff and groups that provide services – there’s a lot of different things 
going on. But, in my experience, you are losing freedom when you receive funding – 
you can’t get away from that because you are under contract to provide something 
(12: 14). 
 
 

Discussion groups were also asked to comment on pioneer statements which 

indicated that professionalisation is sometimes welcomed as an opportunity to 

prove user/survivor capabilities, accountability and integrity: 

 
Q:  …Do you think it’s an opportunity for users to prove their capabilities? 
Amanda:  Yeah, yes I mean out of the three of us [volunteer/advocates] I would have 
thought that was true (10: 11). 
 
 

Group 12 addressed this issue in an extended debate (from which I will 

reproduce the salient quotations): 

 
Anne:  I don’t think I ever found that when I was working in user groups that 
professionals viewed me as an equal - ever…A couple of people did – there was one 
man in particular that everyone really liked because he treated everyone the same 
regardless of who they were – but he stood out… 
…  
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Jane:  But it varies a lot ’cause - I was thinking of that yesterday in Dtown - that both 
of the users were saying that they were treated with respect and treated the same as 
everybody else on the strategy group. So there must be a lot of areas where that does 
happen. 
Anne:  Often I think you’ve got more to prove because you’re a user as well. 
Jane:  Yes. 
… 
Jane:  I’ve seen so many varieties of these things happening – I can’t answer any of 
these questions and just say it’s that or it’s that. I think all of these things [reformism, 
rationalisation, professionalisation] can happen (12: 14-16). 
 

 
In the final part of the schedule for this section, discussion groups were asked 

if they wanted to add anything else to this discussion of my preliminary 

analysis of the pioneer interview findings. Members of Group 10 made this 

statement: 

 
Richard:  I prefer someone standing there representing me as someone who has 
been a user before 
... 
Amanda:  Certainly the clients I deal with really appreciate the fact that I have been a 
user. They know that I’ve been there and through those things and it makes a lot of 
difference to them. And I don’t think that they don’t appreciate what the other two do 
for them, but they know that I’m the one who’s actually experienced what they’re 
going through (10: 10). 
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3.  How successful has the user/survivor movement been 

in the advancement of user/survivor perspectives? 

 
 
 
Co-option 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 

 

 

Whilst diversity was addressed at this stage in the analysis of pioneer 

statements, the question of diversity was addressed in the last two sections of 

the discussion groups’ schedule. Analysis of the pioneers’ statements, relating 

to the remaining questions concerning how user/survivors can make their 

voices heard when they work with professionals, raised two particular issues, 

and ways of approaching them, which I wanted to present to the discussion 

groups for further debate. The first of these centred on the question of how 

user/survivors should respond to professionals who attempt to co-opt 

user/survivors who are active within the BUSM to support their agendas. 

Analysis of pioneer statements threw up three approaches related, in turn, to 

How should we respond to professionals who attempt to co-opt 
user/survivors to support their agendas? The respondents made the 
following comments (but feel free to add anything you think): 
• Keeping membership of our groups (especially self-help groups) for 

user/survivors only. 
• Refusing to co-operate when user/survivor representatives are 

hand-picked by professionals. 
• Accepting that the continued growth of the user/survivor movement 

is dependent on close relations with professionals.  The risk that 
we will sometimes be used in their battles with each other, or that 
our groups will become associated with their services, is worth 
taking. 
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the discursive tactics of resistance identified in the taxonomy at the end of the 

last chapter. Group 10 were presented with the above tactics and made the 

following comments: 

 

Q:  …To stop us being co-opted onto the management side some people said we 
should keep membership of our groups, especially self-help groups, for user/survivors 
only. 
Stephen:  I definitely agree with that. 
Amanda:  We certainly keep ours… 
… 
Q:  Do you think we should keep user groups to users only or should we invite other 
people to be part of it? 
Richard:  If the users say no – then no. 
…  
Stephen:  I agree. 
… 
Q:  And other people said that we should respond to it by refusing to co-operate when 
doctors or psychiatrists or social workers try to hand-pick us to represent us.   
Amanda:  Does that happen? 
Q:  Well, apparently it happens quite a bit – I mean in here no-one really knows of it? 
ALL:  No. 
Q:  So I mean, I suppose we would refuse to co-operate if they tried to do it. 
Amanda:  Yes. Unless we all thought the person was best for the job anyway. 
Q:  Yeah. And other people thought that we should accept that the continued growth 
of the user movement is dependent on close relations with professionals – the risk 
that we will sometimes be used in their battles with each other or that our groups will 
become associated with their services is worth taking. 
Richard:  Yes. 
Stephen:  It’s taking a risk – you’ve got to have a clear agenda (10: 12-13). 

 
 
Group 11 had by this time moved on to an open-ended discussion of issues 

not always related to the schedule, but Group 12 had quite a wide ranging 

discussion from which I reproduce excerpts that are examples of the 

respondents’ clearest responses to the questions: 

 
Jane:  Well, I think self-help groups certainly should be user only. I think that if a group 
is supposed to be a user group – it should be a user group and that if professionals 
are involved, it should be on terms dictated by the users - like if you need a treasurer 
and you haven’t got a treasurer and someone’s willing to do it, fair enough if they’re 
not a user… 
Anne:  I would agree with that. The second one, I don’t think I do agree with because I 
think if you refuse to co-operate then you just get left out of the picture. 
… 
Jane:  I don’t like the idea of being totally dependent on close relations with 
professionals – it should be possible to run a user movement without depending on 
anybody – it should be possible providing that they give us the money. 
… 
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Jane:  …accepting that the user movement is dependent on close relations with 
professionals. It depends what you’re trying to do, isn’t it? If it’s about changing 
services, you can’t really do that without working with professionals because they’re 
the people who are managing the services, so you have to.  
… 
Jane:  We have to have an independent movement and then go back to talk to them 
on a basis of equality. 
Dorothy:  I think it’s the power thing again – I think if we could build up independently 
to a position of power and then our relationship with professionals would change 
because they would need us. But that would mean probably like crisis houses being 
used instead of acute wards and those services being run by service users and then 
the professionals needing to use our services. You know, it would have to evolve 
differently I think (12: 17-20). 
 

 
 
 
Working with professionals and non-user/survivors 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
When these positions were presented to the discussion groups, Group 10 

made the following comments which highlight their flexibility in approaches to 

working with professionals and non-user/survivors: 

 
 

Stephen:  I think the last one. I wouldn’t go wholeheartedly for that one but the other 
four I would agree with. 
Richard:  …I’m not a professional. I couldn’t say what medication I should take. I 
know I’ve had it, after all these years, but that’s beside the point – initially you don’t 
know, you’re at the mercy of professionals - not the mercy, we need them. 
… 

How or should we work with professionals and non-user/survivors?  
The pioneer respondents made the following comments (but feel free to 
add anything you think): 
• Demanding that we should have greater involvement in areas of 

treatment and clinical judgement. 
• Respecting that they can play an important supporting role and can 

do jobs which we do not have the skills or interest to do. 
• Attempting to be as self-sufficient as is possible. 
• Positively making every possible link between ourselves and 

potential allies. 
• Accepting that we are in a weak position and that we will get 

nowhere without the support of professionals and non-
user/survivors. 
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Amanda:  It could be very beneficial, couldn’t it? There’s good and there’s 
disadvantages. 
… 
Judith:  If you’re going to stay in your little group and they’re going to stay in their little 
group – how are we ever going to make any changes? 
…. 
Amanda:  I agreed with 2 and 4. 
… 
Mitchell:  …there are tremendous differences – I mean psychiatry isn’t just one thing 
and psychiatrists aren’t just one thing. So it’s not possible to say ‘Oh that looks like 
the best formula for dealing with this problem’ – because in every locality there will be 
different ways (10: 14-15). 
 
 

The significant elements, relating directly to the question and pioneer 

comments in the text box above, from Group 12’s discussion are reproduced 

below and indicate that the respondents acknowledge either potential benefits 

of working with professionals or the impossibility of effectively working without 

them: 

 
Jane:  …And maybe then that thing you said about working with particular 
psychiatrists – I think that is happening ’cause now there’s so many more critical 
psychiatrists...I think they can be quite good allies if they’re the right kind of 
psychologists – so, yeah, we do have to make alliances. 
… 
Jane:  It’s difficult to build an organisation without money and resources and you can’t 
get money and resources without getting it from some… 
Dorothy:  …Being valid in their eyes… 
Jane:  …Some national body that’s giving out funds and then you’ve got to prove that 
you stick to their criteria.  
… 
Anne:  I don’t think we’ve convinced mental health professionals – I don’t think we can 
whilst the medical model is dominant… So I think you’ve probably got more chance of 
convincing the public than you have the professionals anyway. 
Dorothy:  Yeah, I agree actually – I think the professionals are the hardest in some 
ways. It’s almost like they see too much of the negative and not enough of the 
potential and the positive. 
… 
Jane:  That’s where we do need to get a lot of professionals on our side – ’cause I 
think there are a lot of professionals who don’t necessarily see things the way that the 
more bio-medicals and the psychiatrists see it. There’s a lot of the social professionals 
– the social workers and psychologists… 
Dorothy:  Some of them – not all of them (12: 20-2). 
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4. What do we think of Labour’s mental health proposals 

and what should we do about them? 

 

 
Community Treatment Orders 

 
 
 
 
 
 
 
 
 
 
 
In response to the above question, Discussion Group 10 made the following 

statements, selected as a summary of the deliberations, which highlight their 

opposition to CTOs and other discriminatory legislation: 

 
Stephen:  What are Community Treatment Orders? 
… 
Judith:  Is that the law or are they going to pass it? 
… 
Richard:  I think you may find that the police will be able to authorise it. 
… 
Judith:  I think it’s very dangerous, DA – very dangerous. It will all depend on 
individuals… 
Q:  And it’s not designed for individuals. 
Judith:  Exactly. 
Mitchell:  And aren’t there enough legal constraints on mental health users as it is – 
do any more legal constraints serve any useful purpose since there are already so 
many? 
… 
Mitchell:  There are too many controls really, except on the really dangerous people – 
the criminals - always get away with it – ordinary innocents [face controls]. 
… 
Q:  …it’s just like you were saying, there’s laws for them and there’s laws for us 
because we’re not perceived to be rational. 
Judith:  That’s right – that is the big problem. 
… 

Some respondents said they could understand the thinking behind 
Labour’s proposals for Community Treatment Orders because some 
user/survivors are not responsible enough to maintain their own mental 
health.  What do you think? 
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Q:  …if we challenge Community Treatment Orders on the basis of human rights 
abuse – why don’t we challenge the whole thing [discriminatory law based on 
perceptions of rational capacity]? 
ALL:  Both. 
… 
Mitchell:  I mean the trouble is sometimes you’ve got two issues and you have to 
focus on the more manageable issue, not because the other one is less important, 
but because it’s merely a matter of practicalities…(10: 15-18). 

 
 

Group 12 did not feel the need to discuss the pros and cons of the potential 

legislation at the time of the interview as they already had strong views on the 

subject: 

 
Jane:  We’re not in favour of that. 
Anne:  No – absolutely not. 
Dorothy:  No (12: 24). 
 

 
 
 
Partnerships 
 
 
 
 
 
 
 
 
Group 12 were the only ones to address the next question on the schedule. In 

the following passage there are some statements for and against consumer 

choice and partnership, but the general tone is scepticism about the value for 

user/survivors of either model: 

 
 

Jane:  We don’t have an equality power and we don’t have the money they’ve got and 
whatnot. 
Dorothy:  I’d love to be in partnership with them but it’s unlikely ever to happen 
(laughs). 
Jane:  No – consumer choice – we have to have choice first and foremost. 
Q:  So consumer choice is better than partnership? 
Jane:  If people actually had the choice of services that would mean that they would 
have the choice not to reject them if they wanted to. 
Anne:  I prefer the idea of partnership I think. 
… 

Do you think ‘partnership’ is a better starting position than ‘consumer 
choice’ for user/survivor groups to engage with state-funded mental 
health services?
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Dorothy:  But if it’s going to be an equal partnership then it would have to be equally 
set – that’s what I mean, that’s why I don’t think partnership can ever really happen – 
not now anyway, not at the moment. 
Jane:  Not until they agree an equal playing-field. And, again, I don’t think either 
partnership or consumer choice works while you’ve got the Mental Health Act which is 
totally discriminatory in the way it works. It’s disempowering – neither can be really 
effective while that’s there. 
Anne:  Yeah – how can you have a partnership if you can section the person sitting 
opposite you? (12: 24-5). 
 

 
 

 
5.  What should be our politics and what organisational 

culture should we use to advance our aims? 

 
 
 
A user/survivor philosophy? 

 
 
This section of the schedule presented the discussion group respondents with 

the opportunity to comment directly on the taxonomy elaborated in the 

conclusions of Chapter 6. Prior to this discussion, however, the respondents 

were asked the following question to provide them with the chance to state 

their own views before they assessed whether my analysis had any 

foundation: 

 
 
 
 
 
 
 
 
Because of time constraints, Group 10 did not address this question but Group 

12 did have some discussion on the subject. At this point I voiced criticisms of 

Most of the [pioneer] respondents said that we need a user/survivor 
political philosophy but they did not all say what it would look like. Do we 
need one and, if so, what should it include? 



 

 349

the social model, already well established and known within the user/survivor 

movement, as a way of starting debate: 

 
 

Q:  There’s the social model and there’s the self-advocacy model. 
Anne:  They’re not mutually exclusive though, are they? 
Q:  No. Does anyone have any criticisms of the social model? 
Jane:  Well, it’s not enough on its own ’cause I think it doesn’t take in things like 
spirituality and different ways of seeing the world. I suppose I see the social model as 
being about where people’s problems come from - social phenomena, like being 
discriminated against, poverty and physical abuse, and things like that…   
… 
Jane:  …I think if you got rid of the Mental Health Act then people would be expected 
to be more responsible for what they were doing, but I also think that society would 
have to take some responsibility for what it does to people. And people get distressed 
because of discrimination and abuse – that’s part of what the social model’s about to 
me… 
… 
Q:  …I mean I can see that – but still the experience of distress is likely to be 
distressing for other people – that means that you can’t always take responsibility. 
Jane:  Well, what I would say is there are times when you can’t necessarily control 
your behaviour but it’s usually quite short term. And that doesn’t mean that you’re ill – 
that means, all right, you’ve gone over the top for whatever reason – maybe there’s a 
reason for that, maybe it’s understandable, maybe you need to be in a safe place until 
you’re able to cope. But it shouldn’t be punitive – it shouldn’t be 
treatment…Medicalising people takes away the responsibility completely…But if the 
social model was taken to mean ‘Well, users have all got to behave normally and like 
middle class people’ – well, that’s a very bad reading of the social model I would say. 
Q:  And it’s another standard of perfection. 
Jane:  Yeah – it wouldn’t be right – it’s not the way I read it. It’s not the way I read 
what the social model’s about… 
Anne:  No, me neither. Nor the responsibility aspect either – I haven’t really read that 
into it – I don’t quite understand where that comes in. 
Q:  Well, if you’re asking for citizenship then you’re asking to take rights – not only 
rights but also responsibilities in society. So that’s where the responsibility comes in. 
Anne:  I see. 
Jane:  But society’s got to look at itself, hasn’t it, also? Society’s got to look at what it’s 
doing that’s not fair…(12: 25-8). 
 

 
 
 
Discursive tactics of resistance 
 
 
 
The following statement concerning the discursive tactics of resistance, set out 

in the taxonomy presented in the previous chapter, was then read to Groups 

10 and 12 (it has already been explained that Group 11 had discussed other 

matters): 
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Once they had been given a chance to digest this summary, members of 

Groups 10 and 12 were asked to draw on the discursive tactics of resistance I 

had outlined in their responses to six questions, beginning with: 

 
 
 
 
 
 
 

The political and organisational strategies for pursuing our goals, 
which, I believe the respondents were saying are characteristic of 
the current user/survivor movement, can be split into four types: 
• Reformism – ‘we’ll get there eventually!’: belief that we can 

steadily achieve our aims by working with professionals and non-
users in formal hierarchical settings, but also hoping to bolster 
informal mutual support amongst user/survivors. 

• Rationalisation – ‘if you can’t beat them - join them!’:  belief that 
we have to involve ourselves in formal activities, such as 
advocacy and consultation (which are good), but pessimism about 
achieving policy changes/reduction of stigma. Maybe if we prove 
that we can hold down jobs and prove our abilities then there may 
be some change. 

• Professionalism -  ‘we can do it!’: belief that if we can be as 
professional as the professionals in formal activities then we can 
improve services and create jobs for user/survivors, which may 
lead to change. 

• Pride – ‘take us as we are!’: belief that our movement and 
services should reject formal hierarchies, celebrate mutual 
support and challenge public perceptions about the nature of 
madness. 

Is it possible to make use of any, some or all of these strategies (see 
text box above) either to describe what is happening in the 
user/survivor movement, or as strategies for what we should do? 
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Members of Group 10 responded with the following comments, and raised the 

possibility that the discursive tactics of resistance could be applied to explain 

personal as well as collective (BUSM) strategies: 

 
 

Richard:  You have to rationalise to reform – all four. 
Q:  All four? 
Stephen:  I’ve used each one of those different ways of looking at things at different 
times. 
Q:  Have you got any examples?.. 
Stephen:  I used to use the last one all the time when I was first in back in the 60s. 
Q:  What ‘madpride’? 
Stephen:  Yeah, I was a spaced-out hippy (laughs) – well, out of order most of the 
time. And the professionalism one – a few years later, I was married by that time, and 
I decided that I wanted to go to college and learn and do something and get a job. All 
the usual sort of, quotes, ‘normal’ things to do – and I succeeded. And the others 
have come about at various times – when I was feeling really low I used to think ‘It’ll 
take time’. 
Judith:  After 20 years you begin to lose your confidence. 
Stephen:  You just have to be patient. You can’t change everything all at once and 
you can’t expect the system or the way that you are being treated to change all at 
once (10: 21). 
 

 
Group 12 responded in the following way: 
 

Anne:  I suppose there’s elements of all of them in the user movement. 
… 
Jane:  …[do] they cover everything? 
Q:  I’m not saying they cover everything – I’m just saying these are strategies that are 
the most prominent… 
… 
Jane:  …creating alternatives which doesn’t quite fit any of those – to some extent it 
fits with pride. It’s not madpride – it’s just like saying ‘Well, let’s get on and do what we 
want to do’ and to some extent kind of ignore the movement for getting involved and 
trying to change things through the structures – just try and do our own things. 
Anne:  And it might not be pride of ‘taking us as we are’ because people might not 
want to be in distress – people might want services there that are going to help them – 
they just might not want the services there that are currently available. So it’s not 
necessarily ‘This is who I am and I’m going to be like this for the rest of my life’, it’s 
‘I’m at a really low period and I need some help – but I will get through it’ – and hope’s 
got to be in there as well as pride. 
Jane:  Yeah (12: 28-9). 
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Dealing with formalisation 
 
 
 
 

 
 
 

Members of Group 10 provided evidence for the existence of all of the above 

discursive tactics of resistance but, as the comments reproduced below show 

(selected as a summary of their statements), some were particularly 

supportive of one or other discursive resistance tactic as a strategy for future 

action. Others, however, believed that all of the discursive resistance tactics 

are present within the user/survivor movement: 

 
 
Richard:  I agree with the last paragraph. 
… 
Amanda:  I think there’s a bit of all of it. 
Stephen:  Particularly the last two. 
… 
Amanda:  But I can see professionalism. 

How should we relate to the pressures for more formalisation in 
user/survivor-led services?  The respondents said the following (but add 
anything you think is important): 
• Fighting this movement from ‘stroppy to slick’ by emphasising the 

importance of non-hierarchical and empowering mutual support as we 
are already ‘qualified’ by our experience (pride). 

• Embracing formalisation as it gives us more professional integrity and 
better services for ‘clients’.  We should support the development of 

    qualifications for user/survivors (professionalisation). 
• Accepting that if we want funds to provide services then we will have to 

accept that purchasers will want qualified staff, annual reports and 
some control over our wider campaigning (reformism/rationalisation). 
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… 
Stephen:  I think qualifications are a benefit in that you’ve got at least a benchmark of 
some sort to judge someone’s abilities on. 
Q:  So…Richard, you were saying the last one, the rationalisation one, but everyone 
else, everyone who’s spoken - Amanda and Judith and Stephen - would be more 
interested in the professional integrity factor and qualifications. 
Stephen:  I think that would move bigger mountains. 
Judith:  I agree. The only way to get teeth is to get respect and the only way to get 
respect is to get training and qualifications and if you haven’t got that then no-one will 
listen to you. 
… 
Mitchell:  …I tend to say ‘Well spread your bets’…I mean some people will always be 
at the stroppy stage – I suppose the formalisation is inevitable because every 
movement goes through this but I think we always ought to be sceptical. We always 
ought to say ‘Well yes, but how brilliant is a qualification?’  
Q:  Are the allurements a way of challenging the system or are they a way of bringing 
us into the system? 
Mitchell:  Well, they’re both aren’t they?… (10: 22-3). 

 
 

In contrast to the above discussion, Group 12 was far more committed to the 

pride discursive resistance tactic, although they did recognise the value of the 

other discursive resistance tactics for the BUSM as well: 

 
Jane:  I like the first one in that I think that we do like to work in a different way. And I 
think we should keep on trying to work in a different way – I don’t think it’s enough just 
to say ‘let’s be as professional and bureaucratic as them’… There are some bits of 
bureaucracy and organisation that one needs…And I think we’re qualified by our 
experience – but I don’t think we’re qualified to do everything just by our experience… 
… 
Jane:   Yeah, we try to organise in a way that doesn’t…that minimises hierarchy and 
maximises mutual support and that enhances our qualifications that are based on 
experience. The first one is nearest to where we want to start from – we don’t want to 
start from these other ones – but we might take something from the other aspects… 
… 
Jane:  …I think the user movement should resist that kind of over-professionalising 
’cause then when we do organise, it’s not going to be in the way that we really want to 
organise – have it all dictated to us. But, on the other hand, there are things that 
people do need to learn if they’re going to do certain jobs…. 
Anne:  To be an advocate you probably do need support and training I think. The 
same with the last one…Again, yeah, probably – if you’re going to run a crisis house 
you’re going to need people that, if not qualified, then at least trained and you will 
have to justify what you’re spending your money on. 
Q:  So all these things do exist… 
Anne:  Yeah – I think so. 
… 
Jane:  The main thing is that we end up doing what we actually set out to do rather 
than being dragged into getting money to do something that somebody else wants us 
to do in the way that they want us to do it. There’s no point in that really – not much 
point in that. 
Anne:  Control over wider campaigning – I’m not quite so sure about that (12: 29-31). 
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BUSM culture 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Whilst Group 10 provided some support for the existence of some of the 

above discursive tactics of resistance, the conversation quickly turned to a 

possible discursive tactic of resistance that I had not thought about – apathy: 

 
Amanda:  …I would say the last one. 
… 
Amanda:  Yes. That’s what happens. 
… 
Mitchell:  I don’t know, I wish we had large enough and vigorous enough user groups 
to represent any of these (laughs) – I mean I would welcome ‘too emotional’. But I 
don’t know – it can be all these things, can’t it?…Apathy is the real enemy – the 
ultimate enemy. 

What do you think the culture of the user/survivor movement is like 
today? This is what the respondents said (add anything you think is 
important): 
 
• Characterised by groups which tend to be dependent on a “natural 

leader” - groups fall apart when they leave (rationalisation). 
• Obsessed by “tinkering” with NHS/local authority services and 

represented by user/survivors who fit into NHS committee culture 
which is university educated, white and male 
(reformism/rationalisation). 

• Too “emotional” - not calm and considered enough with too many 
battles and rows between ourselves (professionalism). 

• Too many user/survivors who have become paid workers who are 
not supporting other user/survivors to get paid work (rationalisation). 

• Characterised by mutual support based on shared experiences of 
distress and “treatment” in the mental health system (pride). 
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Q:  That’s interesting – I’ve left out that. 
Judith:  But is it apathy? Or is it that mental health has such a stigma that as soon as 
people feel ‘I’m better now – I don’t want no more to do with it’ – so they don’t attend. 
Mitchell:  …they simply want to get on with the number 10 priorities in their lives. And 
the system of mental health and its provision and care and all the rest of it comes 
probably about 28th down on that list. 
… 
Judith:  But when it affects your daily life…Your treatment really affects you to such 
an extent that it’s giving you real physical problems due to side-effects and so on – 
I’m sorry but that does come very high on the agenda. 
… 
Amanda:  Well, certainly people are apathetic – I mean some of them are in hospital 
– it’s a free country, they don’t have to come, you know. We found, when we had a 
user group in the community, that there was a lot of apathy… 
… 
Judith:  Also, a lot of people think, ‘I can’t contribute’ because they’ve had mental 
health problems for so many years that you tend to lose all self-confidence and self-
esteem and therefore you think ‘I can’t contribute’. 
Amanda:  You do if you are going through a difficult phase – I said I was going to take 
part in a conference at the (local hospital) and I went through a bad patch about that 
time. And I couldn’t – it was just the way I felt at that moment. 
… 
Q:  Was there general agreement that probably the biggest characteristic of the user 
culture is apathy – even within user groups. 
Judith:  I don’t know if it’s just that though. 
Amanda:  But apathy is certainly a factor. 
Mitchell:  A factor, but also a less judgmental term that, you know, there are other 
agendas or other priorities – which is related to apathy but not in a negative way… 
Judith:  And self-confidence though. 
Mitchell:  Yeah (10: 24-5). 

 

 

Group 12 also skirted over most of the examples of discursive tactics of 

resistance (with the exception of the last example), but they offered a far more 

positive perspective (in the sense that they did not see apathy as a highly 

significant factor in the culture of the movement), than that of Group 10: 

 

Anne:  All of them definitely [with lots of irony]. 
Jane:  Dominated by people who are totally cynical about everything who write things 
like this…I mean there are so many cynics who say ‘Oh, the user movement’s going 
down the drain’ – they always say that – it doesn’t matter how much the user 
movement’s doing…  
Q:  …I’ve never found people stopping me getting paid work or anything – although 
people I’ve talked to have said that… 
Jane:  Lots of people think that yes… 
Anne:  Not supporting people to get paid work – that’s definitely true. I think a paid 
worker is unlikely to fight for user reps to be paid £10 an hour to go to a meeting or 
something – it’s just not going to be a high priority for them anymore. I think that 
definitely happens – it’s definitely true. 
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Q:  I don’t know whether the user movement’s any more emotional and not calm and 
considered enough as any other group of people who are fighting for a cause. 
Jane:  I suspect that’s true – yes. 
... 
Jane:  That’s right yes – organisations always tend to do these kind of things. You 
know, be dependent on a natural leader – all these sort of things can happen in any 
group – it doesn’t have to be the user movement. 
… 
Anne:  I suppose you’ve got a place of safety, and somewhere where you’re going to 
be accepted, and somewhere where you can be more of yourself [the BUSM]. And the 
empowering thing is, I think, one of the most important things about it – so it goes 
beyond just the mutual support as well. 
Jane:  Yeah, it creates a safe place for people to be and to sort of grow and talk about 
things they’ve suffered to other people who understand (12: 31-4). 

 
 
 
 
User/survivor motivations 
 
 
 
The last question in this section of the schedule, which asked respondents to 

evaluate the taxonomy in the previous chapter in the light of examples of the 

pioneers’ statements, took the following form: 

 
 
 
 
 
 
 
 
 
 
 
  
 
Individual members of Group 10 made comments which supported the above 

analysis by identifying all the discursive tactics of resistance above within the 

BUSM:  

 

Amanda:  I find quite a few people come in the first place because they’re angry… they 
then very often carry on coming… 
Judith:  I’m a firm believer in the fact that if you suffer from mental health problems then 
you have got something to give… And the reason why I would like to get involved is 

What do you think are the motivations of user/survivors who are now 
joining the movement? 

• Anger, not being isolated, meeting with people who have similar 
experiences, mutual support, challenging stigma, coming out of the 
mentalist closet and because it is ‘too interesting’ (pride). 

• To build a paid career as a ‘professional lunatic’ (professionalism). 
• To improve NHS and local authority services (reformism). 
• Anything else. 
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because, all right I know that I have got some gripes and it’s true… but I do think that 
challenging stigma does matter. And also I think educating the so-called professionals as 
well as the public… 
… 
Stephen:  Something that came out of the user group recently is that there’s more stigma 
amongst professionals than there probably is in society. 
Judith:  I would agree entirely with that… 
Q:  So it’s a question of education? 
Judith:  Yes definitely, definitely. 
…. 
Richard:  Because they are beginning to see that through their experiences, that some are 
motivated to help, and at certain times help themselves, and can use their experience to 
move themselves on – it’s a good thing…   
… 
Amanda:  But I think people are joining because they are seeing that things can happen. I 
mean, nothing changes overnight, and change is very slow, but gradually things are 
happening. 
Judith:  …But if you’ve got a case where psychiatrists give the wrong treatment, how is 
anyone ever going to make them responsible for their actions? That’s what I want to know.  
… 
Mitchell:  I’ve got an ‘anything else’ for you, DA.  The reason, perhaps you remember, that 
I joined was an accident really – I was pushed at the DSS…the funny thing was that I 
wasn’t looking for a job with mental health at all… (10: 26-7). 

 
 
Group 12 also acknowledged, in their comments, that the pioneers’ views of 

what can motivate user/survivors to join the BUSM in the early twenty first 

century are possibilities at least. 

 
Jane:  Yeah, yes I think that’s one of the main things…well, that group of things are 
the main reasons [pride]. Ending isolation is most people’s number one probably, 
meeting people, yeah. 
Anne:  I suppose the things we talked about before as well – regaining some of the 
power and having a place of safety, people that will understand you and being 
yourself and those kind of things. 
Jane:  I don’t think anybody goes into it to get a paid career as a ‘professional 
lunatic’… 
Q:  …people have talked about there are even people who have not used mental 
health services at all who started saying that they had in order to get jobs. 
Jane:  Well, they must be ‘lunatics’ then (laughter). 
Anne:  That’s where the infighting comes in though – that’s things like there are 
always people who aren’t considered ‘proper users’ I think. Because maybe they 
only…and they went on anti-depressants for three months and then they were all right 
again or something. Or they went to see their GP because they were a bit upset or 
whatever – but there’s always people who aren’t considered ‘proper users’ I think.  
And the worse your diagnosis, the more you’ve had that kind of thing – the more 
credibility you seem to have (12: 34). 
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Wider discrimination 
 
 
 
The issues addressed by the next question elicited statements from all the 

discussion groups. Groups 11 and 12 made comments without the need for 

prompts from the interview schedule, thereby arguably highlighting the 

significance of issues of discrimination for the user/survivor movement. 

Respondents in Group 10 were the only ones to wait until they were invited to 

comment on the following question: 

 
 
 
 
 
 
 
 
 
 
 
Group 10 made links between the discrimination faced by user/survivors and 
that faced by women, ethnic minorities, and gay men and lesbians: 
 

 
Richard:  Well, you said ‘hysteria’s linked to women’ - if you see a crowd of men at a 
football match that could be ‘hysteria’ too. 
… 
Richard:  ...Labels. Irish are labelled as ‘mad’ because there’s a high degree of lunacy 
- that’s a fact. 
Q:  Sorry? 
Richard:  Irish are described as ‘mad’, aren’t they? And we all have Irish relatives... 
Judith:  I think the problem is that when you’ve got criminals - people who are 
murderers, anyone that does a horrific crime - people automatically think they must be 
‘mad’. 
Mitchell:  They must be ‘mad’ to do it... 
Q:  But I mean - we are sort of used as a tool to explain everything. 
Judith:  I know - that’s right. 
… 
Mitchell:  Well, the ‘dustbin’, I think would be a better description - the ‘dustbin’ into 
which you put everything that doesn’t make sense - that doesn’t add up, that is 
otherwise inexplicable. ‘Oh well you’ve got this huge dustbin with M.A.D. on it and 
everything that can’t be accounted for, on purely rational grounds, is put in there’… 
… 
Mitchell:  If you didn’t have the ‘mentally ill’ - you’d have to invent them… 

The [pioneer] respondents were all opposed to discrimination but I did 
not think they explicitly linked discrimination against user/survivors with 
the discrimination faced by other people.  Are issues of discrimination 
on grounds of ethnicity, disability, gender, class and sexuality separate 
from any analysis of how we might liberate mental health service 
user/survivors? 
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Q:  There’s a case then that it does sort of put things in perspective about the kind of 
forces we’re up against. 
Judith:  Definitely...absolutely. 
Richard:  There was discrimination, many years ago, against gay people - there was, I 
don’t know now. 
Q:  Well, they used to say that being gay was a ‘mental illness’ - it appeared in the 
DSM. 
Richard:  Many decades ago (10: 28-9). 
 
 

On the particular issue of stigma against user/survivors, Judith and Stephen 

from Group 10 had already stated that they believed there was more stigma 

from mental health professionals than from wider society (10: 26). This view 

was supported by Anne and Dorothy (Group 12: 21). Members of Group 11, 

however, made explicit links between gender and ethnic discrimination and the 

ways that user/survivors are treated by psychiatry: 

 
Margaret:  Oh I see, but I think that might be a gendered thing as well. Because if you 
worried about whether you could cope or not – and that’s the stiff upper lip, don’t show 
your feelings… 
Jacob:  Cold. 
Margaret:  Culture. It means we are worried about our mental health – I know I’m 
speaking on behalf of men here. But I think women are more allowed to break down, 
OK, but the system, in a way, treats them worse because of that. Because they’re 
expected to break down, therefore they’re drugged up and medicated in order to cope. 
Whereas, for men, it depends. If your behaviour is peculiar, men or women, if you’re 
out of the ordinary, if you’re against the norm it’s, I don’t know whether it’s chance 
whether you get into the mental health system or whether you’re thought to be an 
eccentric and OK. It’s whether your face fits – be it male or female (11: 12-13). 
… 
Jacob:  We’re not all partners together because the people haven’t been consulted 
sufficiently – there is not enough information there – and the information that is 
there…who’s driving it? Where has the research come from? From whose perspective 
is it? And why does it always have to be a white European perspective? We’re talking 
here about who’s setting the questions and who’s going to be delivering the service. 
And to me, under the banner of the NHS, I believe that the NHS is making some 
headway into breaking down discrimination – but it’s not just within the NHS – it’s 
within all of these political fields…And they can’t deliver – not without the help of the 
service users (11: 6-7).   
… 
Jacob:  Yeah, me too – I think of absolutely appalling, nasty, horrible things that I 
never thought I’d ever witness. And not just that, there is a hell of a lot more on certain 
things, but you’ve got to understand that the psychiatrists, the institutional racism – 
because they’re talking about diversity and because they’re talking about social 
inclusiveness, that doesn’t mean to say that has gone away and it’s not still 
entrenched in the minds and philosophy of psychiatry and where that psychiatry 
springs from (11: 13). 
… 
Jacob:  Now if they can take it on board and put together a comprehensive health 
system that is going to be exclusively socially inclusive, with all the diversity within the 
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world, and that should be reflected straight back to the schools of education because 
education is an intrinsical part of this. And I want to see not just white psychiatrists, I 
want to see black psychiatrists and I want the training to come from the users in the 
schools of medicine. 
Margaret:  At the moment there are quite a few [psychiatrists] who are medical model 
people and just because they happen to come from a different culture doesn’t mean to 
say that they haven’t been. 
Jacob:  Brainwashed. 
Margaret:  Brought into the medical model – so I think you can’t just say. 
Jacob:  It is not just a black and white issue. 
Q:  No, but you were talking about involving users in training. 
Jacob:  Yes, and I believe that is important and it’s not going to be just white users, 
there has to be diversity of the users, and even with user groups. If you’re bringing in 
a service with black users or white users then there has to be diversity in there. And 
when I say Black, I mean Black extending through Asia into China and beyond (11: 
20). 

 
 
 
Building a united movement? 
 
 
 
The issue, raised by Jacob in the last quotation, of the need for a diversity of 

user/survivors to deliver BUSM activities, such as training, was also addressed 

by members of Group 12 when they commented on the final question in this 

section of the schedule: 

 
 
 
 
 
 
 
The inclusion of diversity within a potentially united BUSM was the main issue 
for Group 12: 
 

 
Jane:  …I think we should seek to do that…  It always depends what you’re trying to do 
with the movement – is it just going to be a very informal grouping or are you really 
wanting to get people to sign up to a common set of goals – because that would be the 
hardest thing to do – to get people to all come to the same meeting and agree a set of 
goals and aims and principles. You could get a more looser network I think and then come 
together on certain issues when there are issues that were common – but even that’s 
going to be tough. 
Anne:  You might get certain dominant people and parts taking over as well, like the white 
movement taking over from the black movement so there’s no black voice within. 
… 
Anne:  I think it would have to go beyond that though because there can be issues that 
differ for people – lesbian and gay people, people who hear voices, black people, 

Should we seek to build a movement which unites all the different 
organisations of user/survivors? 
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whatever – there can be different issues there. And I don’t think any one movement can 
represent everybody effectively – I don’t think that would ever happen. 
Jane:  They would be fighting all the time, wouldn’t they, saying ‘Oh, we’re not talking this 
and that enough’. I’ve been in a sort of thing that tried to set up a [city] wide user 
movement – and the whole thing was really arguing over representation… 
Anne:  I think a network could work…or a movement which unites different parts where 
those parts do remain different – so there’s different branches of it feeding into one whole 
like the Mental Health Alliance or something… 
Jane:  …But as soon as you start to make it too political – about how you are going to 
change the system - you have probably mostly disagreements and spend all your time 
arguing between how we were going to do it and what was the most important thing to 
change. 
Anne:  And I think that would be dominated by white, middle-class, educated people 
inevitably. 
Jane:  We need to have a celebratory, self-congratulatory movement of mutual support 
and creativity I think. 
Anne:  Yeah, and a network. 
… 
Jane:  So long as it was a lot of fun – people enjoyed it –  ’cause I think that’s what makes 
it all fall apart – it’s all work. 
… 
Anne:  There’s some fundamentals though, isn’t there? 
Jane:  Fundamentals of more choice, more respect. 
Anne:  Yeah - but they’re quite small in number. 
Jane:  And you would have to eradicate racism among white services users otherwise all 
the black users will get pissed off and leave anyway. We haven’t quite done that yet – I 
don’t think. 
Anne:  I don’t think so. 
… 
Anne:  Would NSF [National Schizophrenia Fellowship] fit in?…   
… 
Anne:  …In a movement you wouldn’t want people like that – but you can’t exclude people 
because you don’t like their views - I don’t think it would work. 
Jane:  I mean we have huge philosophical differences among ourselves and it’s quite hard 
to overcome a philosophical difference. People who see themselves as wanting treating 
more nicely and people who think the whole system is oppressive and damaging. You 
know, you can’t really bridge those gaps (12: 35-7). 
 
 

Some members of Discussion Group 10 were also concerned that an 

overarching national organisation to promote the voice of user/survivors might 

stifle the diversity of perspectives and/or be unworkable, but others offered 

less complicated support for the idea: 

 
Richard:  We have - The Mental Health Alliance Charter for consensual treatment - 50 
groups, organisations, and it’s on the 12th of July at the House of Commons. 
Q:  This is a MIND thing though - this is not a user group thing. 
Richard:  It is a user group. 
… 
Q:  But they’re not actually user groups - I mean Mindlink is a user group. 
Richard:  But in those 50 organisations there are quite a lot of users. 
Q:  But it’s not a specific user voice - MIND - it represents carers and psychiatrists as 
well. 
… 
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Amanda:  There’s certainly strength in numbers though, isn’t there? You would get 
everyone speaking with one voice rather than God knows how many groups. 
Judith:  There has to be a national organisation. 
Mitchell:  I don’t know, I’m not a great believer in centralisation. 
Stephen:  …it’s very difficult because there’s so many different agendas and so many 
different viewpoints. Having one voice for all of us is going to be very difficult to 
produce (10: 29-30). 
 

 
 

 
 
 
 
 
 
 
6. What are the “real” relations between society and 
madness? 
 
 
 

Prior to commencing debate on this section of the schedule, I allowed the 

discussion groups time to read the following statement from the schedule 

which had been handed to them at the start of the interview: 

 
 
 
 
 
 
 
 

 
 
As has already been explained, members of Group 11 used the time available 

to debate their own questions rather than those on the interview schedule. 

Nevertheless, in the course of their discussions, they did raise issues that 

were relevant to this section. Whilst all the groups made comments which 

related to the second to fifth questions in this last section, only Group 10 and 

Group 12 offered statements on the first question in this section: 

I am interested in developing a way of understanding the world from 
the particular perspective of user/survivors. I did not talk to the first 
set of respondents about these issues and so these questions are 
the result of my own thoughts. I would like you to comment on the 
questions and I would also like you to tell me what you think are the 
real issues behind the way society treats madness. 
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Should the capacity to reason be prized above all other 

mental capacities? 

 
 

 
 
 
 
 
 
 
 

 
 
 
 
In answer to the above question, Group 10 challenged the Foucauldian 

discourse that reason has remained triumphant over unreason since the 

eighteenth century (Foucault 1967: 64): 

 
Mitchell:  I think it is actually rather a sweeping statement. I think that it prizes the 
capacity to reason above all other mental capacities in certain contexts, like a court of 
law - reason, or what passes for it, holds sway there all right. But I don’t think that as a 
blanket people do - in very modern societies - they seem to prize decision making.  
Which isn’t decision making on wholly rational grounds… 
Judith:  So people do prize intelligence - one thing I say is why is it that men are paid 
more than women when women are meant to be the weaker sex but nobody says 
women are not as intelligent as men. Their answer is there’s some jobs that women 

We live in a society which prizes the capacity to reason above all other 
mental capacities. Should this continue to be the case or should we prize 
the whole of human thinking and not simply dismiss other forms of 
knowledge as ‘irrational’? Especially as user/survivors possibly have had 
some creative input in: 
• Most world religions 
• Most moral codes 
• Many artistic treasures 
• The impetus for science (and reason)



 

 364

can’t do that men can do - there are some jobs that women can’t do that men do - but 
it’s not intellectual… 
… 
Mitchell:  …‘prizes’ is a very interesting word, a very loaded word there - what does 
society actually prize? And one way of looking at that would be to see the people who 
are highest paid. Now, actually, among the highest paid are people who provide forms 
of entertainment… 
Q:  Should we prize the capacity to reason above all others even if it doesn’t happen. 
Should we prize the capacity to reason above all others? 
Mitchell:  I think it’s an important thing - reason.  
Stephen:  I’m not always reasonable but - (laughs). 
Judith:  Don’t you think you can be brilliant and still have a mental health problem? 
Mitchell:  Oh yes.. 
Q:  There are so many people who have been... 
Mitchell:  The funny thing is you can reason very well and have a mental health 
problem - it doesn’t mean to say that everyone who has a mental health problem 
reasons well, that isn’t the case. But you can - some people do seem to (10: 31-2). 
 
 

Group 12, however, were less critical of the discourse that the capacity to 

reason is rightly or wrongly prized above other mental capacities: 

 
Jane:  And that’s where my stuff about spirituality comes in ’cause that’s a different 
way…   
… 
Anne:  I think you have to be careful about romanticising the real distress that people 
can go through when they’re hearing voices or any other thing that isn’t seen as 
rational and reasonable.  It can be distressing and traumatic and it’s not necessarily 
something that they would want to prize or should be prized by others. Accepted and 
understood – that kind of thing, yeah, but ‘prized’ I don’t know. 
… 
Jane:  …I think that things like the Hearing Voices Movement – they’re looking at the 
fact that people’s suffering is very much increased by being in a society that doesn’t 
give them any space to express their differences or they’re different kinds of 
experiences… If you changed the frame and said ‘OK, well this is normal – it’s OK that 
you hear things that other people don’t hear’ – maybe it wouldn’t become such a thing 
to suffer about. We don’t know – all we know is people do suffer but they suffer partly 
because they’re isolated and because nobody understands. 
… 
Jane:  …if we widened our boundaries of what’s normal and rational that people would 
suffer less when they were different...Because they wouldn’t be so different – it 
wouldn’t be seen as negative to be different or to have different kinds of experiences. 
Q:  …should emotion be as an explanatory device in research and also be prized in 
society as much as reason? 
Jane:  Well, yeah – and that’s the sort of thing that’s come from the women’s 
movement…Reason is a sort of particular style of thought – it doesn’t encompass 
everything and it’s been overvalued. It’s not that there’s anything wrong with it – it’s 
one way of looking at things and it can be quite narrow. And if it leaves out emotions 
then it clearly is not covering everything that matters… (12: 38-9). 
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Why do some user/survivors support the medical model of 
mental illness? 
 
 
 
 
 
 
 
 
 
 
 
 
In Group 10, Judith agreed with the statement following the above question 

and Stephen offered an insightful comment on the mental health of the 

supposedly rational medical profession: 

 
Judith:  That’s right. 
Stephen:  I’ve always questioned psychiatrists. 
… 
Stephen:  Always - when I was at school I was reading about suicide and they 
reckoned doctors and people like that had a four times higher rate than the national 
average. And I was thinking ‘Ah yes, my doctor’s probably got a psychiatric problem 
then’ - four times more likely...(10: 33). 

 
 
Jacob (Group 11) questioned the value of the particular brand of rationality 

championed by psychiatry: 

 
Jacob:  The thing’s more about the misdiagnosis of people, yeah, the 
inappropriateness of the psychiatry that was delivered, the lack of educational 
understanding from the schools of medicine, particularly around psychiatry and class 
and culture (11: 8). 
 

Group 12, however, had the widest ranging discussion on this question: 
 

Jane:  I just think the boundaries have been drawn far too narrowly and they need 
changing. Because I don’t think doctors do know what’s going to happen to people – 
and when they give you these negative predictions and that can be very distressing  -
and it can make people act more ill because they don’t think there’s any alternative so 
they might as well be as ill as possible to get the most treatment they can get. That 
pull is definitely there – I mean I felt it when I had a breakdown – I thought ‘Well, I 
need to be able to hear voices so they will really take me seriously and give me more 
attention’ – there’s that pressure to fit in with that model of ‘reason’ and ‘unreason’… 
Anne:  You get things about the articulate person who can be very distressed but 
that’s not recognised because they’re able to articulate so they wouldn’t therefore be 
seen as fitting into the medical model – they’re not ill.   
… 

Is the division between ‘reason’ (which is valued) and the ‘irrational’ 
(which is believed to be worthless) a factor in the support by 
user/survivors for the medical model of mental illness? (i.e. do we 
accept that psychiatry has the best answers about what is the best 
treatment for ‘mental illness’ because there is no other respected 
perspective?) 
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Anne:  I wanted to say that stress and depression often haven’t got anything to do 
with ‘reason’ and ‘unreason’ and ‘irrationality’ – they can be a very reasonable and 
rational response to what is happening and there is no ‘irrationality’ in it… 
… 
Jane:  Reason doesn’t tell you about emotions…emotions are part of maybe the more 
primitive aspects of being a person than reason. Reason can set itself up as being the 
expert on anything about us and it isn’t – it doesn’t take in a lot of what makes us up.  
There’s our emotion and there’s our spirituality and reason can’t cope with either of 
them. 
…  
Jane:  Reason is one tool among many I would say. Not the only tool – it’s been 
regarded as being the only tool. ’Cause it’s got white, educated, upper-class men 
doing the sort of thing. We have intuition – we have all sorts of other ways of knowing. 
Anne:  We also have insight – that’s very important. And we can understand ourselves 
(12: 39-41). 

 
 
 
What is madness? 
 
 
 
 
 

 
 
 
 
 
 

 
 
Group 10 had a short, inconclusive discussion on the question above: 
 

 
Richard:  …madness - extreme pressures and a failure to accept what’s going on - i.e. 
a soldier in war or things like that, or a crash… 
Mitchell:  So you’re thinking of a trauma being a trigger to mental ill ease. 
… 
Richard:  Everything’s genetic - we know that. 
… 
Judith:  Chemical imbalances in the brain. 
Q:  …I think it’s probably got something to do with that but I also think it’s to do with 
the way you live your life as well. 
Judith:  Yes, it has - it’s not just one thing is it? (10: 33). 

 
 
Group 11 had a much wider ranging, but still inconclusive, discussion: 
 

 
Kelvin:  I think there’s a distinction between socialisation - what your thinking is, your 
attitudes, your views – that can be judged as different and, in some societies, the 
norms restrict other people. But I think there is a distinction as far as we all have a 
concept of what is – I don’t want to use the words ‘abnormal’ and ‘normal’ – but when 
the mind is not in a fit state, I think people generally have a concept of what that is. 

Is madness: 
• genetic? 
• an extreme form of ‘normal’ thinking such as fantasy? 
• something completely different from ‘normal’ thinking? 
• none, some or all of the above?  
• or anything else? 
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The psychiatric system has criteria for what an unfit mind is – and a lot of people 
would probably agree with that – do you understand? 
… 
Kelvin:  But I mean what are the things that come under ‘mental illness’? …The main 
things and symptoms they would say are like hearing voices, having hallucinations – 
apart from them being from intoxication from drugs. 
Jacob:  I question, is hearing voices and having hallucinations a ‘mental illness’? Or is 
another level of going up a different consciousness [than] that we are taught within the 
educational format. Is it a form of consciousness? We often hear from different 
cultures that within the framework of mental health, people that hear voices and 
hallucinate and maybe have spiritual things happen for them like in India or in Africa – 
then it’s a normal process. 
… 
Margaret:  In India recently they had the cultural effect, people were taken to temples 
and chained and not given any food or water, and that was their way of treating 
people who were against the norm of their society – different within their society. That, 
to me, is not good care… 
… 
Kelvin:  I’ve learnt that hearing voices, having hallucinations, having psychosis is 
abnormal. But I also have formed an opinion that psychiatrists don’t know what the 
roots of these experiences are. 
… 
Kelvin:  I’m thinking of other things such as spiritual help or alternative 
medicine/complementary medicine. 
Margaret:  But the thing is the vicar or the priest or the temple doesn’t like difference 
either. 
Jacob:  They say we’re possessed by devils. 
… 
Isaac:  I think some of the religious people whose profession it is to help people 
spiritually, I suspect are less qualified in their field than anything else – even worse 
than the health professionals we have to suffer (11: 14-16). 

 
 
Group 12’s discussion focussed on the shortcomings of psychiatry in 

recognising the complexity of madness: 

 
Anne:  I think that madness is a response to your environment – and I think to a 
certain extent that response is genetically determined – you might have a pre-
disposition to respond in a certain way…But the genetic factor I think is very minimal 
and minimised and acts only as something that can be triggered in a pre-determined 
response… 
… 
Anne:  Yeah, absolutely – the social, I think, it happens to people because of what has 
happened to them. 
Jane:   And you can only have madness in response to normality – unless you define 
what is normal, you can’t have something that is mad…. 
… 
Jane:  …societies define what’s within their boundaries and what is outside of them. 
What’s outside of them is either criminal or insane. And that varies according to the 
era that we’re in and the country that we’re in. 
Anne:   I don’t think I’ve ever met anybody who I would consider ‘mad’ – I don’t know 
what the definition of ‘madness’ would be but ‘mental distress’… but ‘madness’ is a 
culturally defined concept I suppose. 
Jane:   There’s something else which I would say ‘madness’ is when you lose control 
– I think that can happen to anybody whether they’re defined ‘mad’ or not... You know, 
you have to go over this edge before you can do something really extreme and maybe 
it’s something you shouldn’t be doing – like hitting somebody…There’s a kind of 
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boundary like that – people go over the top. Usually that’s a temporary state - I mean 
the old kind of idea about temporary insanity – there’s something to be said for that. 
That you might act in a completely wild way because of pressures – you know, 
because of extreme circumstances – or possibly you’ve taken some acid or whatever. 
… 
Jane:  …I would use the word ‘madness’ – ’cause it is sometimes a word that one 
wants to use sometimes – I want to say ‘I’m going mad’ – I don’t want to say ‘I’m 
getting extremely distressed’ – ‘Ahhh I’m going mad!’ …it expresses what people 
experience – it’s just when it starts to be medicalised you try and pin it down in a way 
that doesn’t necessarily fit what really happens or the temporary nature of that… it 
doesn’t usually come completely out of the blue. It’s usually related to pressure, 
isolation, substances that you’ve taken, whether you’ve had enough sleep, what 
you’ve been eating – it relates to all sorts of things. It’s very complicated – I don’t think 
you can just say it is one thing. There may be a genetic component for some people 
that they’re more likely to lose their everyday, rational, conscious control. 
Q:  …in my own case I think there’s something biological cause the medication works. 
Jane:  It relates to bio-chemical fluctuations to some extent but there’s always the 
chicken and egg thing – where did the bio-chemical fluctuations come from? They 
don’t explain anything on their own. Why did you have bio-chemical fluctuations? Not 
because you’ve got an absence of Lithium – it might be because of all sorts of things, 
it might be to do with diet or inheritance or stress or all sorts of things. It’s just so 
complicated you can’t really answer that question easily. It’s just that I think it needs to 
be looked at a different way from medically. I don’t think the way it’s looked at 
medically really has anything like the complexity to understand it – they try and over-
simplify it (12: 42-4). 

 
 
 
 
Do user/survivors have commodity value? 
 
 
 
 
 
 
 
 
 
 

Richard was the only member of Group 10 to respond to the above question. 

His comments suggest that ‘commodity value’ is alien to his concept of human 

worth and economic contribution (which he does not explain): 

 
Richard:  So I’ve no commodity value, have I? 
… 
Richard:  ...There’s more money than the whole people of the country of Indonesia. 
One of these garments that they’re making is worth £30 and the person who is making 
it gets 1p out of all that and people who are in-between get all the rest and he [the 
middle-wo/man] gets the lion’s share - is he a productive person when he earns all 
that money from the backs of others? How do you equate it?  
Q:  Well, he’s certainly got commodity value. 

According to Karl Marx, workers are prized for their ‘commodity value’ 
in the same way as any other products. What is our ‘commodity 
value’? 
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Richard:  At whose expense? You pay someone who’s a star millions - it’s at 
somebody’s expense. 
Q:  You’re coming back to Marx again - whether you want to live in a capitalist society 
or change it. 
Richard:  It’s already been rejected, hasn’t it – Marxism? You could go for Christianity 
which is the next best thing (10: 33-4). 

 
 
By interpreting mental health in political and cultural terms, however, Isaac 

and Margaret (Group 11) appeared in agreement with a Marxian materialist 

interpretation that the economic base determines the cultural superstructure:  

 
Isaac:  Are they [psychiatrists] mad? Good health is a state of mind that the 
bureaucratic political power that sees everything in their concerns – and they’re 
[psychiatrists] healthy!  
Margaret:  If you’re a capitalist, you’re healthy. 
Isaac:  Not in a recession you’re not (11: 13-14). 

 
 
Jacob (Group 11) went beyond a Marxist interpretation of economic realities in 

the here and now by staking a claim to the resources of society based on 

need, and unacknowledged contribution, rather than ability: 

 
Jacob:  What’s this about using health service money to build a stronger movement? 
Whose money? It’s our money – if you think about it.  
… 
Jacob:  You know, it’s discriminating where we as service users are saying – the 
consumers… because we do put into our society and if it isn’t like putting in with our 
taxes – we’re putting in our voluntary work and our time and our experience. And we 
should be valued the same as anybody else in this society… 
Q:  What I was thinking about when I talked about their money. 
Jacob:  It’s our money! 
Q:  …just the fact that they’ve got the power to give us that money or not. 
Jacob:  And if they won’t give us the money then we will go into Europe and take our 
money… the Government is the parent and we are the adults and yet they treat us like 
the child… 
… 
Q:  I mean you’re saying we have the power to change things? 
Jacob:  Of course we have the power to change things – we have the power to do 
things differently as well… It’s about more, it’s about my kids, and my kids’ kids, and 
it’s about generations to come whose lives will be devastated by mental illness at 
some stage or another – it’s an inevitable thing (11: 17-18).  
 
 

Elements of the contributions made by members of groups 10 (a non-

economic view of human worth) and 11 (user/survivor self-insight having 

commodity value) were evident in Group 12’s discussion of this question: 
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Q:  Workers are prized for their commodity value in the same way as other products – 
what is the user/survivor commodity value? 
Jane:  Zilch I should think… 
Anne:  Individually, I think, having the…you know yourself and you know what triggers 
you off. Self-knowledge, self-understanding, self-awareness – those kind of things – 
other people don’t have that knowledge I don’t think. I don’t think a psychiatrist who 
meets you for 10 minutes holds that power and that knowledge that you do – the 
insight and stuff. So I think that’s a very important commodity value for yourself as a 
kind of bargaining power. 
… 
Jane:  To use this term ‘commodity value’ you’ve got to sort of go along with the 
commodification of people in the first place – I don’t want to do that really. 
Q:  I think that’s what happens… 
Jane:  People have infinite value… 
Q:  Personally I think that’s what happens. 
Anne:  Me too, yeah. 
Jane:  Everyone’s got an infinite value – you can’t measure people’s value… 
Anne:  But as a user/survivor movement we have to be offering something – and what 
we’re offering is an alternative discourse and experience/expertise – those kind of 
things and they’re all commodities. 

 
 
 
The ultimate discrimination? 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Group 10 agreed that they had already discussed many of the issues 

embedded in this question and made no further comment. Group 11 also, 

whilst offering more general comments about discrimination, oppression and 

their relationship to medical model practices (reported in the previous section), 

did not address this question directly. Group 12, however, did present their 

views: 

Most groups of people who have suffered oppression have been labelled 
as ‘less rational’ or ‘less sane’ than others eg. Hysteria was thought to 
only affect women; black people in distress are more likely to be given a 
schizophrenic diagnosis; being gay was included in DSM as a mental 
illness until the 1970s. Is the oppression of user/survivors the last or first 
acceptable prejudice (or both)? and, is the way ‘madness’ is currently 
constructed a mechanism which is used to oppress people who are not 
‘mad’? 
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Anne:  My immediate response would be about inequality - the poverty and inequality 
and stress and the impacts that those have on mental health. And therefore you’re yet 
again penalising people who are living in poverty. 
Q:  But isn’t it about othering as well – othering people and saying you’re not? 
Jane:  …I think it is the ultimate sort of discrimination, yeah. I think it’s the most 
pervasive form of discrimination really ’cause you’re discriminating against the way 
people think, the way they behave – and it’s so arbitrary and it’s so conditioned by 
social prejudices that there’s almost no way of defending yourself against it. It’s a 
huge oppression and it needs - it’s still seen as an acceptable prejudice - I think it is 
constructed as a mechanism to oppress people. 
Q:  So it oppresses more people than just people who use mental health services? 
Jane:  It oppresses everybody, yeah, ’cause everyone’s got to fit into this idea of 
‘normality’ which is a socially constructed idea of ‘normality’ or else they’re afraid of 
what’s going to happen to them – how they’re going to be looked at and viewed. It’s a 
huge oppression which needs dismantling (12: 45).          

 
 
 
 
Conclusion             
 
 
 
This chapter offers a range of user/survivor perspectives concerning the 

analysis presented in Chapter 6. It had been initially anticipated that all the 

discussion groups would comprise user/survivor members of local advocacy 

and/or local service involvement steering groups. The expectation was that 

analysis of the pioneers’ testimonies could be compared and contrasted with 

that of far less qualified and experienced user/survivors who could provide a 

snapshot from the localities where the movement had experienced most 

growth since the 1990 NHS and Community Care Act came into force. I 

contend that the sample of user/survivor activists gathered for this chapter 

(made up of a local advocacy steering group, a regional group, and a group of 

professional user/survivor researchers) provides a better base for 

comparison/contrast of Chapter 6’s conclusions for two reasons.  First, it can 

be assumed that the vast majority, if not all, the sample is, or has been, 

associated with a local group. I make this assumption on the grounds that it is 
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likely that user/survivors first come into contact with the movement at a local 

level, and because most of the funding for user/survivor activity and/or 

research takes place at a local level. This means that the sample offers a 

more comprehensive account of local group perspectives than probably would 

have been the case if only steering groups were interviewed. Second, the 

profile tables show that there is a wide range of education (something lacking 

in the pioneer sample) in the discussion groups. The sample of local, regional, 

and researcher discussion groups provides a better chance of capturing the 

diverse membership of local groups, even if it cannot claim to be 

representative.   

 

The diversity between individual group members in the sample means that it 

will not be possible to approach their perspectives in the next chapter’s 

analysis as coherent collectives. Instead, I will be approaching the sample 

members as individuals who are loosely grouped around one of their, 

frequently many, BUSM hats. The above sets the scene for Chapter 8 where 

discursive analysis of the individual statements made here will take place. 
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CHAPTER 8: TESTING THE ANALYSIS 

 

 

Although the data presented in the previous chapter is the subject for analysis 

here, it is important to restate that the reason for the discussion groups was to 

test much of the analysis, which can be found in Chapter 6, against the 

testimonies of a cross-section of user/survivor activists. In this respect, this 

chapter is mainly concerned with questions of validation and represents the 

final stage in the examination of data before some conclusions are offered in 

the final chapter.  

 

The taxonomy of discursive resistance tactics (pride, professionalism, 

reformism, and rationalisation), that are a response to the pressures of 

community care policy pushing the BUSM towards greater formalisation 

(outlined in figure 1 of Chapter 6), was presented to discussion group 

members by a variety of means. Respondents were provided with examples 

of pioneer respondents’ statements; examples of my analysis in relation to the 

five umbrella questions which I had identified as critical in examining the effect 

of community care policy on user/survivor-led groups; and some additional 
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questions deriving from that preliminary analysis. In order to minimise the 

possibilities for leading respondents into providing answers which validated 

my analysis, the direct questions about the taxonomy itself were left until the 

fifth umbrella question: What should be our politics? And what organisational 

culture should we use to advance our aims?  Finally, the group respondents 

were asked to address issues concerning …the ‘real’ relations between 

society and madness. In line with one of my research aims, a set of related 

questions were posed which were not directly related to analysis of the 

pioneers’ statements, but rather were aimed at eliciting responses that would 

assist in the development of a user/survivor standpoint.  

 

 

1. In what sense are user/survivors really ‘consumers’ of 

mental health services? 

 

 

Choice and consumerism 

 

The view that user/survivor mental health is made worse by formalised 

services, and benefits from fostering informal human relationships, finds 

support in Jacob’s rejection of the idea that user/survivors are ‘consumers’ of 

mental health services, even in the sense of being ‘users’ of services (11: 2). 

Rather, he argues, user/survivors are valuable to society as ‘providers of 

services’ and ‘carers’. Jacob goes on to imply that there are two major 
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differences between professional mental health services and those provided 

by user/survivors. First, user/survivors are able to support others at the 

‘specific moment’ when attention is needed and ‘not when you think that they 

need you’. Second, user/survivor support does not need to be provided 

‘…within an organised sense…’. This second argument is a clear indication 

that formalisation is a significant obstacle to better mental health. 

 

Towards the end of the statement analysed above, Jacob maintains that 

‘choice is important as well’ (11: 2). Interpreting this as a comment about 

professional mental health services rather than the support user/survivors 

provide each other, I take this to mean that elements of consumerist ideology 

may be welcome to Jacob. It is unlikely that many user/survivors would be 

opposed to consumerist ideals such as rights to ‘choice’, ‘exit’ and ‘voice’. 

Indeed, members of Group Ten implied that they would appreciate these 

consumer rights, by agreeing that the absence of such rights disqualified them 

from being identified as consumers of mental health services (10: 1). In Group 

Twelve, Dorothy similarly pointed out that voicing concerns can be interpreted 

by professionals as ‘…part of your diagnosis’ (12: 1), whilst Anne gave an 

example of how she had been denied a consumer right to voice a self-

diagnosis (12: 1). Such views add to analysis highlighting opposition to 

formalisation within mental health services.   

 

Whilst Isaac’s proposal (11: 3) that user/survivors should have control over 

the services they use, in the same way that consumerists might say ‘the 

customer is always right’, may well find support amongst user/survivors who 
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are opposed to powers of compulsion within the Mental Health Act, there was, 

however, widespread condemnation of any attempt to define user/survivors as 

‘consumers’ whilst the Mental Health Act remained on the statute book. 

Margaret (11: 2), Kelvin (11: 2), Jane (12: 1), and Anne (12: 1) all asserted 

that user/survivors cannot be regarded as consumers whilst the compulsion 

sanctioned by the Mental Health Act persists. Moreover, discussion group 

views concerning the lack of ‘choice’, ‘exit’, ‘voice’, as well as the powers of 

compulsion available under the Mental Health Act, correspond with the 

statements of pioneers, such as Randle (2: 13) and Sylvia (8: 8), which resist 

the adoption of a ‘consumer’ identity. The statements of group respondents 

also relate to themes of ‘uncertain…consumer sovereignty’ contained within 

John Baldock’s analysis of welfare consumerism in consumer society (2003: 

69-70), summarised in Chapter 6.  

 

Whilst the statements discussed so far are of peripheral importance to 

Baldock’s thesis, Margaret and Joseph made statements about consumerism 

that offered the basics of an alternative model which relates more closely to 

the ‘post-hoc rationalisation’ described by Baldock. This rationalisation has 

been brought about by changes in governmental roles and governance, in 

response to globalisation, and has led to the creation of quasi-welfare 

consumers (Baldock 2003: 70). Margaret identifies consumerism as an 

American free market model that cannot be coherently applied in Britain so 

long as mental health services are provided to all by the public purse (11: 2). 

This statement can be interpreted as meaning that a free at the point of 

delivery service can be made to work, and most probably incorporate ‘choice’, 
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‘exit’ and ‘voice’, without any recourse to quasi-consumerism. Joseph, on the 

other hand, is less concerned about whether he is called a ‘consumer’ or 

‘receiver’/user of services so long as they are free and, he suggests, meet the 

standards that user/survivors expect of them which would, in turn, 

undoubtedly mean that they incorporated elements of ‘choice’ and so on – this 

means that he is not directly opposed to quasi-consumerism. Furthermore, it 

is possible that when Joseph refers to the standards of user/survivors – he 

may be asking for services that are fit for the purpose of addressing mental 

health problems as well as simply addressing aspects of existing mental 

health services. What is more, in an echo of Julien’s anti-marketisation 

critique (7: 6), Margaret and Joseph’s belief that improvements in ‘choice’ 

‘exit, and ‘voice’ can be provided by publicly funded services resists, in 

Weberian terms, the rationalisation of the market, if not necessarily the 

rationalisation of the state.  

 

 

‘Consumers’ of irony? 

 

It has certainly been the state, according to Baldock, that has pushed 

consumerism in response to its diminished powers to redistribute wealth, 

brought about by the pressures of globalisation (2003: 69-70). Whilst Baldock 

uses the term ‘quasi-welfare consumers’ to describe users of public services, I 

have coined the phrase ‘consumers of irony’ to describe user/survivors 

because it is ironic to employ the term ‘consumer’ when rights to ‘choice’ and 

‘exit’ do not exist, and the right to ‘voice’ is limited by fear of victimisation from 
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mental health services staff who have the power to compel compliance. 

Furthermore, use of the term ‘irony’ indicates a state-sponsored post-

structuralist/post-modernist playfulness with the discourse of consumerism, in 

order to point out how health service rationalisation is being presented as a 

cuddly reform according new rights to former patients. Jane (11: 5) clearly 

understood what was meant by ‘consumers of irony’ by offering her 

alternatives of ‘consumers of contradictions’, ‘consumers of nonsense’, and 

finally, ‘consumers of bullshit’. These terms are, as she points out, 

unambiguous, non-pretentious descriptions of the same idea. Following these 

discussions, both Jane and Anne were willing to agree with my ‘consumers of 

irony’ description. 

  

 

2. What has been the effect of community care policy on 

the user/survivor movement? 

 

 

‘Consumerist activities’ at the expense of campaigning? 

 

Even though the identification of user/survivors as ‘consumers of irony’ found 

support amongst one discussion group, the groups were more circumspect 

about analysis which suggested that the logic of user involvement, promoted 

under consumerism, was more about creating efficient mental health services 

than challenging power relationships/compulsion, and the emphasis on brain 
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chemistry/disease (including chemical/electrical/surgical treatments rather 

than talking treatments).  

 

The pioneers Randle (3: 6) and Niall (4: 18) were of the view that more 

contracts to provide services had had a negative impact on user/survivor 

campaigning, whilst Julien (7: 15) and Sylvia (8: 10) appreciated the role of 

formal contracts in making the BUSM more professional. The discussion 

groups, however, mostly rejected my either/or analysis of these statements. 

Mitchell identified the needs of user/survivors who presented themselves to 

advocacy services as being immediate and tangible, whilst ‘…we’re…drawing 

the map…’ of where the BUSM should be in terms of ‘…targeting its best 

energies’ on user involvement, which he implies is more about campaigning 

(10: 3-4). Amanda accepted that her advocacy group was more concerned 

with ‘providing efficient services’, but implied that campaigning was not off the 

future agenda (10: 4-5). Jacob and Margaret saw no contradiction between 

engaging in advocacy and/or campaigning; Margaret also introduced the idea 

that user/survivors could choose to concentrate on those activities that they 

were able to cope with, suggesting that a plurality of user/survivor activism is 

beneficial for the movement as a whole (11: 8). This view was robustly 

defended in the statements of Anne (12: 6) and Jane (12: 6-7). Anne did not 

‘…think it’s one [consumerist activity] at the expense of the other 

[campaigning]’. Jane was less certain that a concentration on consumerist 

activities had not had a negative impact on campaigning, but stressed that 

user/survivors were exercising a legitimate preference in choosing to engage 

in particular activities. Furthermore, Jane argued that engagement in 
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advocacy can be a route to engagement in wider campaigning as 

user/survivors become politicised and recognise that ‘the whole thing [mental 

health system] needs changing’. 

 

Nevertheless it was possible to find traces of supporting evidence for my initial 

analysis. As previously noted, Mitchell believed (10: 3-4) that the campaigning 

side of user involvement is in its infancy (although campaigning organisations 

of user/survivors have existed since the mid-nineteenth century and have 

been a consistent feature of political life since the early 1970s). It was further 

noted that Amanda confirmed that her advocacy group was mainly ‘…involved 

in providing efficient services’ (10: 4-5). Margaret, however, suggested 

another reason for the lack of campaigning in her admission that direct action 

frightened her (11: 8). Finally, Dorothy agreed that the logic of consumerist 

user involvement creates professionalised user/survivors who are concerned 

with the efficiency of services, and pointed to the isolation, and enormity of the 

task, involved in challenging the mental health system, arguing that 

user/survivors may ‘…home in on trying to improve the bits you can’ (12: 5).   

 

Taken together, the discussion group statements on this issue indicate that, 

whilst most of the respondents see no inherent contradiction between 

engaging in consumerist activities and campaigning, the reasons for the 

absence of a growth in campaigning in line with the growth of the BUSM are 

more complex and particular than the insidious, inevitable consequence of 

user/survivors engaging in formal contractual relationships. The optimism, 

even of Dorothy, that engagement in consumerist activities can bring about 
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change, if on the whole at the micro level, suggests that the discursive 

resistance tactic of reformism is significant in the way that user/survivor 

activists interpret their work. 

 

 

 

Deinstitutionalisation 

 

In the deterministic Marxist terms that can inform reformist perspectives, the 

closure of long stay asylums may be viewed as evidence of how systems of 

oppression are undermined by the internal contradictions of capitalism (Ritzer 

1996: 39). Whilst this form of Marxism has been in decline since 1914 (Ritzer 

1996: 279), the view that the history of the world is one of progress, through 

the teleology, and/or evolution, of reason, still has academic currency 

(Foucault 1989: 10-13 orig fr ed 1969). It was therefore surprising, given the 

prevalence of the reformist discursive resistance tactic to explain why 

user/survivor activists engage in ‘consumerist activities’, that the pioneers 

made no mention of asylum closure as a factor in the expansion of the BUSM. 

The discussion group members were questioned about this omission, but they 

made no direct links between deinstitutionalisation and progress. The 

statements of Judith (10: 5-6), Richard (10: 5-6), and Jane (12: 10) presented 

asylum closure in a matter of fact – good and bad things that happened – 

manner, rather than as a sea change in the way user/survivors are perceived 

which allowed their release. On the negative side, Judith was concerned that 

‘institutionalised’ asylum patients were expected to cope without adequate 
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community support; however, Richard argued that, such community support 

as existed, was taken away from user/survivors in the community and given to 

people who had come out of his local asylum. On the positive side, Jane 

asserted that, whilst not contradicting the statements of Judith and Richard, 

deinstitutionalisation was critical in enabling user/survivors ‘…to get together 

and start protesting and trying to get funding, setting up groups to do 

whatever it was they wanted’ (12: 10).  

 

In terms of resistance, Judith and Richard can be seen as challenging the lack 

of community support assessed as necessary by formalised mental health 

services. Nevertheless, the expectation that formalised mental health services 

could, if the will was present, provide the means for user/survivors to do more 

than just exist, possibly intermittently, in a community setting, hints that they 

are drawing on a medical model discourse. At the same time, Judith’s use of 

the term ‘institutionalised’ suggests a pride discursive tactic of resistance to 

extreme formalisation in mental health services (i.e. the formal segregation 

and incarceration of user/survivors based on formal diagnoses) at least. Jane 

also can be interpreted as making use of the pride discursive tactic of 

resistance as she is clear that, given the pre-requisite of engaging with society 

– decarceration - user/survivors are more than able to express their own 

agency by working for change.  
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The effect of community care policy on the BUSM  

 

Some pioneer respondents attributed the growth of the BUSM, post mid 

1980s, in large part to the agency of user/survivors. In this way they were 

expressing a pride discursive tactic of resistance, without acknowledging the 

fundamental role played by deinstitutionalisation policies, which provided the 

first opportunities to act (1: 5; 6: 15; 9: 10). This user/survivor-centric 

explanation of BUSM expansion also takes little account of the role played by 

the community care policy which followed parliamentary approval of the 1990 

NHS and Community Care Act (1990 NCCA). Wallcraft et al (2003) conducted 

a large-scale study of the BUSM comprising interviews with pioneers; a postal 

survey of 318 user/survivor groups; 25 case studies of user/survivor groups; a 

number of focus groups with officers and members of BUSM groups; a 

national focus group for black user/survivors; and visits to 17 local user-run 

projects. In their summary of the key findings, Wallcraft et al attribute the 

growth of the BUSM equally to two main factors: first, to ‘community care 

policies and the encouragement of user involvement’; and, second, to ‘the 

work of dedicated individuals’ (2003: v). These findings would seem to confirm 

that user/survivor agency has indeed played a major role in the expansion of 

the movement.  

 

There were no expressions of pride in pioneer statements about the effect of 

community care policy; rather, they employed rationalisation and/or reformism 

discursive tactics of resistance to describe its effect on the movement (1: 16; 

4: 2; 4: 7; 5: 2; 9: 12). Discussion groups were asked to comment on this 
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variety of discursive tactics of resistance, including the statements about 

professionalisation made by Julien and Sylvia (see the conclusion to Chapter 

6). Peter’s statement that community care policy provided the opportunity for 

a reformist ‘deal’ that is enabling and exploitative for the BUSM (5: 2) was 

used as the starting point for this discussion.       

 

In responding positively to the idea that community care policy can be a ‘deal’, 

Stephen (10: 8), Judith (10: 8; 10: 9), Amanda (10: 9), Mitchell (10: 9-10), 

Anne (12: 13), and Jane (12: 14) made use of the reformist discursive tactic of 

resistance. There is a difference, however, between the versions of reformism 

deployed variously by Stephen and Judith, Mitchell and Anne, and Amanda 

and Jane. Stephen and Judith were more concerned with using the ‘deal’ to 

get their voices heard by formal mental health services and professionals; 

Mitchell and Anne saw the ‘deal’ as a necessary evil, thus implying that 

user/survivors could pursue at least some, more radical objectives; whilst 

Jane and Amanda were optimistic that the ‘deal’ did not curtail a radical 

user/survivor agenda. A possible explanation is that Stephen and Judith were 

not as active in the user/survivor movement as Mitchell (a professional 

advocate), Anne (a researcher), Jane (a pioneer and researcher) or Amanda 

(a volunteer advocate). Moreover, Stephen and Judith were further 

disempowered in relation to Mitchell, Anne, Jane, and Amanda in terms of 

formal qualifications and income, as well as in terms of the recent experience 

of a greater reliance on a psychiatry that had labelled them with more severe 

mental illness diagnoses. These differences in empowerment, and differing 

expressions of the reformist discursive tactic of resistance, show that 
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user/survivors can approach the prospect of a ‘deal’ with a variety of 

expectations. 

 

The radical user/survivor agenda to which Amanda directly and Jane indirectly 

referred undoubtedly relates to an informal way of supporting user/survivors 

based on shared experience, or the pride discursive tactic of resistance. This 

can be used as evidence to support the conclusion reached in Chapter 6 that 

there is an element of pride in each of the reformist, rationalisation, and 

professionalisation discursive tactics of resistance. Nevertheless, in contrast 

to the pioneers’ statements about the effect of community care policy on the 

BUSM, there was one discussion group respondent whose statement could 

only be interpreted, within the taxonomy, as an expression of the pride 

discursive tactic of resistance. Jacob (11: 5-6) not only had confidence in the 

capabilities of user/survivors, within a still growing movement, to effect social 

change, but in his belief that this could be done with or without a ‘deal’ implied 

that the only ‘deal’ worth having was one that enabled user/survivors to 

express their agency.   

 

Use of the rationalisation discursive tactic of resistance indicates that the 

formalising pressures of community care policy leave little room for a ‘deal’ 

which enables user/survivor activists to be agents. Yet this discursive tactic of 

resistance was identified in the pioneer contributions of Virginia (1: 6), and 

Niall (4: 2), and was replicated in the statements of three discussion group 

members. Mitchell made a statement about all excluded groups ‘taking on the 

traits and baggage of the insider’, when they begin to be socially included (10: 
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10). This suggests that user/survivors will inevitably become more like mental 

health professionals when they provide services under formal contract to 

health services purchasers  - a statement to which Judith gave tacit 

agreement (10: 10). Whilst Anne gave no indication that user/survivors can 

become like professionals, she did argue that, in accepting a contract in return 

for funding, user/survivors lose their freedom to act (12: 14). This would seem 

to indicate pessimism that a ‘deal’ can be forged which allows user/survivors 

to pursue a radical agenda. Again, though, the statements of Mitchell and 

Anne evidence variety in discursive tactics of resistance; and it should be 

noted that Mitchell did not suggest that his earlier reformist statements in any 

way contradicted the rationalisation position he adopted here. A key finding of 

Chapter 6, that pioneers are flexible in their discursive tactics of resistance, is 

thus supported. 

 

Flexibility in the use of discursive tactics of resistance characterised group 

members’ statements about whether working under contract is an opportunity 

for user/survivors to prove their capabilities, accountability, and integrity. By 

strongly agreeing that this was the case, Amanda employed a 

professionalisation discursive tactic of resistance (10: 11). Despite initial 

uncertainty, Anne finally offered a rationalisation perspective, consistent with 

the doubt she expressed in the statement analysed in the above paragraph, 

that many professionals would ever respect the capabilities of user/survivors 

(12: 14-16). Jane’s optimism about the prevalence of professional respect for 

user/survivors, which is similarly consistent with earlier statements, can be 

interpreted as reformist (12: 14-16). It is thus noteworthy that both Anne and 
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Jane agreed that user/survivors have to do more to prove themselves than 

professionals (12: 14-16). It must therefore be assumed that one sentence 

can be open to differing interpretations by drawing on different discursive 

tactics of resistance. Jane confirmed that discursive flexibility, which the 

pioneers used to interpret the effect of formal contractual relations on the 

BUSM, is present within the movement, by accepting that ‘all of these things 

[reformism, rationalisation, professionalisation] can happen’ (12: 16). 

 

The existence of this diversity of perspectives within the BUSM suggests that 

there is a bond between user/survivors far greater than that which could be 

provided by discursive agreement. This is confirmed by Richard and 

Amanda’s unconditional agreement that it is better to be represented by a 

user/survivor than someone who has not experienced mental distress (10: 

10). Chapter 6’s conclusion that an element of the pride discursive tactic of 

resistance runs through all use of discursive tactics of resistance, therefore, is 

also supported.    
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3. How successful has the user/survivor movement been 

in the advancement of user/survivor perspectives? 

 

 

Co-option 

 

In relation to the phenomenon of user/survivors being co-opted to support the 

agendas of different professionals, analysis of pioneer comments again 

identified the pride discursive resistance tactic as significant.  

 

Stephen (10: 12), Amanda (10: 12), Richard (10: 12), Jane (12: 17; 12: 19) 

and Dorothy (12: 19) all employed a pride discursive tactic of resistance when 

asked to comment on the view, expressed by some pioneers, that 

user/survivors should restrict membership of their groups to user/survivors. 

This straight-forward rejection of non-user/survivor involvement in BUSM 

groups, and self-help groups in particular, can be readily identified as an 

expression of pride in the capabilities of user/survivors to run their own 

movement. Jane’s (12: 17) acceptance that a user/survivor group might want 

to exploit the skills of professionals, when there are no user/survivors willing 

to fulfil the duties of a treasurer for example, is in no way a watering down of 

other discussion group members’ responses, because it is only user/survivors 

who make the decisions. 
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A second form of the pride discursive resistance tactic can be found in the 

discussion groups’ responses to comments made by pioneers about the need 

to resist the ‘hand-picking’ of user/survivors to bolster a professional agenda.  

Discussion Group Ten had no experience of this happening (10: 13), but 

Amanda stated that she would oppose ‘hand-picking’ unless it was the best 

person for the job who was ‘hand-picked’. It may be inferred from Jane and 

Dorothy’s (12: 20) statements about the necessity of building a strong 

independent movement, capable of communicating with professionals on an 

equal basis, that they too support the idea of refusing to co-operate when 

professionals practise ‘hand-picking’. The only dissenting voice came from 

Anne (12: 17) who contended that refusing to co-operate with professionals 

could result in user/survivors being ‘left out of the picture’ (see Appendix 

Four). 

 

Anne’s stoic rationalisation was also present in Jane’s (12: 19) response to 

the question of whether the BUSM should use a rationalisation (and/or 

reformist) discursive tactic of resistance based as it is on an acceptance that 

the continued growth of the movement is dependent on close relations with 

professionals. In her statement (12: 19), Jane is clear that it is impossible to 

side-step the necessity of working with professionals if the aim is to change 

mental health services. This statement can be identified as a rationalisation 

discursive tactic of resistance when it is counterpoised to Jane’s earlier 

statement (12: 18), that user/survivors need not be dependent on close 

relations with professionals (except for finances), which is an expression of 

pride and/or reformism. 
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However, when addressing the question, inspired by interviews with pioneers, 

of whether the continued growth of the movement is dependent on close 

relations with professionals, the main discursive tactics upon which discussion 

group members drew were reformism and pride rather than rationalisation. 

Group Ten provided an example of both reformism and pride. Whilst Richard’s 

‘yes’ statement is reformist (10: 13), Stephen’s acknowledgement of the 

potential risk that close relations with professionals can carry (10: 13) may be 

understood as pride (in as much as he assumes that user/survivors have a 

viable choice as to whether they work closely with professionals). Jane and 

Dorothy’s (12: 19) statements, however, are part pride and part reformism 

because the respondents use the pride discursive resistance tactic when 

envisaging the ability of user/survivors to build a powerful, independent 

movement that is able to negotiate reforms on an equal footing with 

professionals. 

 

 

Working with professionals and non-user/survivors 

 

Analysis of the pioneers’ statements on the question of how, and should, 

user/survivors work with professionals identified five stances relating to the 

taxonomy of discursive tactics of resistance, with pride, again, playing a 

prominent role. The five stances were as follows: 
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Members of Discussion Group Ten were flexible in their attitude towards the 

stance (and therefore discursive tactic of resistance) which should be adopted 

if they wanted to work with professionals: Stephen agreed with all the stances 

except the final one (10: 14); Amanda agreed with the second and fourth 

stances (10: 15); whilst Mitchell made the case for approaching each situation 

and individual professional differently (10: 15). These statements support the 

conclusion reached in Chapter 6 that user/survivors are flexible in their use of 

the discursive tactics of resistance outlined in the taxonomy. It does not 

contradict this conclusion to note, nevertheless, that Judith (10: 14) and 

Richard (10: 14) appeared more wedded to one stance than the other 

respondents on this particular issue (of whether and how to work with 

professionals). Judith strongly defended the reformist case for making links 

with potential professional allies, whereas Richard made a rationalisation 

statement which could probably be echoed by many user/survivors either in 

their relations with movement allies or in the context of individual doctor-

• Demanding that we should have greater involvement in areas of 
treatment and clinical judgement (pride: reference withdrawn 
because respondent denied access to their transcript after this 
question had been asked of the discussion groups). 

• Respecting that professionals can play an important supporting 
role and can do jobs which we do not have the skills or interest to 
do (pride: 9: 18). 

• Attempting to be as self-sufficient as is possible (pride and/or 
professionalism: 5: 3-4). 

• Positively making every possible link between ourselves and 
potential allies (reformism: 3: 25). 

• Accepting that we are in a weak position and that we will get 
nowhere without the support of professionals and non-
user/survivors (rationalisation: 7: 11 / 8: 5-6). 
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patient relationships: ‘…you’re at the mercy of professionals – not the mercy, 

we need them’ (10: 14). This reluctant, rationalised acceptance that it is 

difficult for the BUSM to survive, if not prosper, without the support of 

professionals was taken up by Group Twelve in greater detail. 

 

In the selection of statements made by members of Group Twelve on this 

issue, Jane’s first comment is about the diversity of opinion, and willingness to 

support the BUSM, amongst psychiatrists and psychologists. She also 

accepts that some professionals ‘…can be quite good allies if they’re the right 

kind of psychologists – so, yeah, we do have to make alliances’ (12: 20). 

Therefore Jane’s statement is similar to that of Mitchell’s, if more reformist, as 

it calls for flexibility on the part of user/survivors to individual situations and 

people. Jane makes it clear that reformism underlies her flexible approach 

when she accepts the need to bring professionals on board to help replace 

the medical model (12: 22). That is the last time that reformism is identified in 

Group Twelve’s statements on this matter.  

 

Dorothy and Anne saw the question of whether, and how, to work with 

professionals in exclusively rationalised terms. Indeed, in her opening 

comment, Anne asserts that user/survivors should be flexible enough to 

attempt to convince the public to turn against the medical model, and thus by-

pass attempts to change the minds of professionals which are too closed; 

and, in this, she is supported by Dorothy (12: 21). The scepticism Dorothy and 

Anne express about the reliability of professionals as allies provides further 

evidence of their support for rationalised discursive tactics of resistance 
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towards working with professionals (12: 22). Even Jane provides a 

rationalisation account at one stage in the discussion when she acknowledges 

that: ‘It’s difficult to build an organisation without money and resources…’; and 

if a national body offers funding ‘then you’ve got to prove that you stick to their 

criteria’ (12: 21). 

 

The almost exclusive use of the rationalisation discursive tactic of resistance 

by members of Group Twelve was the greatest surprise of this analysis of the 

discussion group interviews simply because it is so divergent from analysis of 

most of the pioneers’ statements. Given that Group Twelve was made up of 

user/survivor researchers who had much more experience of working with 

professionals than Group Ten, it might be assumed that members of Group 

Twelve would be more inclined towards a reformist position. That this 

assumption was turned on its head suggests that the experience of working 

with professionals can grind down initial optimism (based on a flexible 

combination of reformist, professionalism and pride discursive resistance 

tactics) into a stoic rationalisation where formal working relationships with 

professionals are seen as a necessity to merely keep user/survivor voices 

alive in the mental health sphere. 
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4.  What do user/survivors think of Labour’s Mental 

Health Proposals? 

 

 

Community Treatment Orders 

 

If the more educated and active members of the BUSM eventually become 

concerned with keeping user/survivor voices alive, then ignorance of Labour’s 

proposals for Community Treatment Orders, from less active members of 

Group Ten, must surely be a disappointment. Clearly, if user/survivors are not 

aware of potential legislation which may have a significant impact on their 

lives, it becomes difficult for their voices to be heard on the issue of 

Community Treatment Orders (CTOs).   

 

When Group Ten had been informed of the impending legislation, Judith (10: 

16) and Mitchell (10: 16 -17) expressed themselves in terms which opposed 

the view, voiced by two pioneers (3: 15; 7: 9), that the rationale behind CTOs 

was partly understandable, and opposed the rationalisation of user/survivors’ 

lives proposed by the legislation. Judith highlighted the point that mental 

health is a highly individual matter whilst a CTO is a dangerous rationalising 

blunt instrument which takes no account of whether, like Judith, the 

user/survivor sees him/herself as better off without medication. Mitchell 

approached the topic from another angle in blankly opposing new rationalising 

legal constraints on user/survivors on the grounds that there are now so 



 

 395

many, they do not ‘serve any useful purpose’. He also refuted the implication 

behind CTOs that user/survivors are a particularly dangerous subgroup of the 

population who require special controls, whilst bemoaning the lack of controls 

on the ‘…really dangerous people…[who] always get away with it…’. The 

ensuing debate, which centred on the way in which public perceptions of the 

rational capacity of user/survivors provide the rationale for treating 

user/survivors differently from other subjects in British law, ended with a 

unanimous endorsement of the need to challenge all discriminatory law based 

on rational capacity (10: 17-18). Most probably picking up on the potential 

forces arrayed against anyone who questions the primacy of reason in 

Western nations, Mitchell argued for the need to concentrate ‘on the more 

manageable issue [CTOs]’. In expressing this view, Mitchell appears to be 

using a reformist discursive tactic of resistance in addition to anti-

rationalisation (‘we don’t need any more discriminatory legislation’), and pro-

rationalisation (‘really dangerous criminals need extra controls to stop them 

getting away with it’). Once again, a discussion group member can be seen to 

be flexible in the use of discursive tactics of resistance, supporting a 

conclusion of Chapter 6.  

 

 

Partnerships 

 

Discussion Group Twelve voiced their unanimous opposition to CTOs with 

little discussion of the matter, but they were more animated on the subject of 

partnerships. When asked whether the Labour Government’s promotion of 
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partnership between service users, providers, and purchasers is a better 

starting position than the previous Conservative Government’s promotion of 

consumer choice, Jane and Anne gave the blunt reply of ‘No’ (12: 24). 

Essentially, this answer is also a negative response to the idea that a 

reformist strategy can be successful. This is because partnership implies a 

level of equality between the partners involved, whilst the members of Group 

Twelve believed that user/survivors were inevitably at a disadvantage when 

engaging with a rationalised hierarchy of powerful interest groups within 

mental health (12: 24). There was some debate about the relative value of 

consumer choice compared to partnership when Jane stated that choice 

should be the starting point, whilst Dorothy and Anne expressed a preference 

for an ideal of partnership working within which all participants are equal (12: 

24). Nevertheless, Jane’s concluding view, which implied that reform - 

whether based on consumer choice or partnership - cannot work effectively 

until the discriminatory Mental Health Act is dispensed with, was supported by 

Anne (12: 25). 

 

This implication that reformism cannot begin to work as a single strategy until 

the Mental Health Act is repealed can be interpreted as supportive of the 

conclusion reached in Chapter 6 that discursive tactics of resistance are used 

flexibly by user/survivor activists. This is particularly so because Jane had 

already made a number of comments, analysed earlier in this chapter, which 

were identified as being reformist. In order to understand Jane’s statements, it 

is necessary to return to the final conclusion of Chapter 6. That conclusion 

made a basic distinction between user/survivors who supported the social 
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model (thus attempting to abolish the concept of unreason), and 

user/survivors who made limited use of the medical model (thus attempting to 

abolish the concept of reason). By identifying the Mental Health Act as the 

major stumbling block to meaningful user/survivor participation in the reform 

of services, Jane is stating that there is no such thing as a population with the 

mental characteristic of unreason which needs to be controlled.   

 

 

5. What should be the politics, and organisational culture 

of the movement?   

 

 

A user/survivor philosophy? 

 

The existence of the reason/unreason dichotomy proved to be the significant, 

if unacknowledged, question in Group Twelve’s discussion of what should be 

included in a user/survivor political philosophy. This dichotomy, and 

user/survivor attempts to abolish the category of unreason through the social 

model or abolish the category of reason through limited use of the medical 

model, was highlighted in the conclusion of Chapter 6. It is my view that, one 

way or the other, a user/survivor philosophy has to abolish the 

reason/unreason dichotomy which posits user/survivors as the embodiment of 

unreason.   
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Immediate recognition by Jane (12: 25) that ‘…things like spirituality and 

different ways of seeing the world’ problematise the social model of disability 

provides evidence of an acceptance that there are other important forms of 

knowledge outside of those made intelligible by reason. Nevertheless, Jane 

continues to make the case for the social model on the grounds that it is 

‘…about being where people’s problems come from social phenomena – like 

being discriminated against, poverty and physical abuse…’ (12: 26). 

Furthermore, Jane argues that if the Mental Health Act (MHA) is withdrawn 

then user/survivors should be expected to take more responsibility for their 

lives, whilst society should be expected to take responsibility for the poverty, 

discrimination, and abuse which it allows to exist. The argument that 

user/survivors could be expected to take responsibility for their actions if the 

MHA is abolished does not, however, prove that user/survivors always have 

the rational capacity that abolition of the MHA would suggest. In response to 

my assertion that user/survivors do not always have the rational capacity to 

take responsibility in every situation, Jane accepted that ‘…there are times 

when you can’t necessarily control your behaviour – but it’s usually quite short 

term’ (12: 26). Jane also accepts that people who have lost capacity may 

‘…need to be in a safe place until…able to cope. But it shouldn’t be punitive – 

it shouldn’t be treatment’, because ‘Medicalising people takes away the 

responsibility completely…’ (12: 26).   

 

What is evident in Jane’s statements is that it is not possible to construct 

user/survivors as responsible for their actions in every situation. This means 

that the MHA can be withdrawn but mental health legislation will still be 
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required, if only to legitimise taking a user/survivor to a non-punitive place of 

safety where there is no forced treatment. From what I know of her views, 

however, Jane is both opposed to any form of discriminatory legislation (such 

as the MHA), and clear that responsibility is not a concept that can be 

dispensed with, whether it be individual or societal. If, as I argue in the 

conclusion to Chapter 6, the social model of disability/madness is an attempt 

to promote the equal citizenship of user/survivors (discussed by Jane and 

Anne12: 26-8), on the basis that they are always as capable of free will as 

anyone else, then Jane’s arguments do not stand up. Jane appears to be 

using the social model to suggest that temporary lack of rational capacity 

should not act as a barrier to the attainment of full citizenship rights and 

responsibilities. Essentially this means that Jane is not in total opposition to 

the willingness of some user/survivors to make limited use of the medical 

model (because she is willing to contemplate the use of places of safety). 

Furthermore, the logic of Jane’s arguments places her on the side of 

user/survivors who see free-will and responsibility in fluid terms rather than as 

part of an either/or dichotomy because she is unable to deny that 

user/survivors sometimes lack rational mental capacity. 

 

 

Can the BUSM make use of the discursive tactics of 

resistance taxonomy? 

 

If sometimes user/survivors lack rational mental capacity, it is the case that at 

other times they certainly do use their rationality to face a world that regularly 
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sees them as irrational all the time. User/survivor reason is exemplified in the 

taxonomy of discursive tactics of resistance presented in the conclusion to 

Chapter 6. That reasoning, within each of the four discursive tactics of 

resistance, was presented to discussion groups Ten and Twelve. They were 

asked to see if they could draw on the taxonomy in response to six questions 

beginning with: 

 

 

 

 

 

 

In reply, Richard and Stephen from Group Ten asserted that all four 

discursive tactics of resistance could be used by user/survivors (10: 21). In 

the course of making this statement, Stephen raised an issue that I had not 

previously thought of by speaking about the discursive tactics of resistance 

from a personal rather movement perspective. This is worth noting because it 

shows that some user/survivors are flexible both collectively and individually 

in response to formalised societies which devalue user/survivor capacities for 

reason. Judith, however, suggests that a flexible approach, where ‘we’ll get 

there eventually’ reformism is one of the personal discursive tactics used by 

user/survivors, is likely to lead to a greater loss of confidence after a couple of 

decades (10: 21). If Judith is right, and Stephen is correct in suggesting that 

the taxonomy applies equally to personal and collective user/survivor 

Is it possible to make use of any, some or all of these strategies 
to describe what is happening in the user/survivor movement?  
Or as strategies for what we should do? 
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responses to a formalised and discriminatory society, then a flexible approach 

is unlikely to yield positive results from a long term user/survivor perspective. 

 

Anne also gave credence to the validity of the taxonomy by asserting that 

‘…there’s elements of all of them [discursive tactics of resistance] in the user 

movement’ (12: 28). Jane, however, wondered whether the taxonomy covered 

everything in the user/survivor movement (12: 29), at which point I explained, 

as I did in Chapter 6, that the taxonomy covered the most prominent themes 

to emerge in analysis but not everything. Jane was concerned that ‘creating 

alternatives’ did not appear in the taxonomy, although ‘to some extent it fits 

with pride’ (12: 29). Nevertheless, I was not convinced by Jane’s argument 

that just trying to ‘…do our own things’, whilst somewhat ignoring the 

movement, was not covered by the pride discursive tactic of resistance. This 

is because its rejection of formal hierarchies could include the movement; its 

celebration of mutual support could include any form of user/survivor activity; 

and its challenge to public perceptions could be about ‘creating alternatives’.   

 

Anne made a far more telling criticism of an omission from the taxonomy by 

raising the question of hope (12: 29). Just as I noted in the conclusion to 

Chapter 6 that there is an element of pride in every discursive tactic of 

resistance within the taxonomy, the same could be said of hope. There is 

clearly hope in the use of reformism because it is predicated on the belief that 

reform will be achieved eventually; the presence of user/survivors in activities 

such as advocacy and user/survivor involvement is reason for hope within 

rationalisation, even though there is pessimism about beating the mental 
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health system and stigma; hope is clearly evident in professionalism with its 

‘can do’ attitude to user/survivor capabilities; and, finally, optimism about the 

creation of minimally-formalised, user/survivor controlled mental health 

services points to the existence of hope within pride. Thus the importance of 

hope cannot be ignored and it is a theme which will be revisited in the 

conclusion of this thesis.   

 

 

Dealing with formalisation 

 

Discussion groups Ten and Twelve were then asked to respond to the 

following question and pioneer comments: 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

Group Ten’s deliberations revealed that Amanda (a volunteer advocate) and 

Mitchell (a professional advocate) could see aspects of all the discursive 

tactics of resistance as constituting a valid response to pressures for more 

How should we relate to the pressures for more 
formalisation in user/survivor-led services?  The 
respondents said the following (but add anything you think 
is important): 

 
• Fighting this movement from ‘stroppy to slick’ by emphasising 

the importance of non-hierarchical and empowering mutual 
support as we are already ‘qualified’ by our experience (pride). 

• Embracing formalisation as it gives us more professional 
integrity and better services for ‘clients’.  We should support the 
development of qualifications for user/survivors 
(professionalisation). 

• Accepting that if we want funds to provide services then we will 
have to accept that purchasers will want qualified staff, annual 
reports and some control over our wider campaigning 
(reformism/rationalisation). 
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formalised user/survivor-led services (10: 22-3). Those deliberations also 

indicated that Stephen and Judith (user/survivors who sat on an advocacy 

steering group but who had no other voluntary or professional roles within the 

BUSM) were more amenable to the idea of user/survivors embracing 

professionalisation in response to formalisation because, as Judith said, ‘no-

one will listen to you’ unless you have been trained and possess qualifications 

(10: 22-3). Richard (also a steering group member), was alone in subscribing 

only to a reformism/rationalisation discursive tactic of resistance (10: 22). 

What these preferences appear to suggest is that although all the discursive 

tactics of resistance exist within this group’s deliberations, the more 

empowered BUSM members (Amanda and Mitchell) felt they had more 

opportunities to use the pride tactic. This finding is supported by Mitchell’s 

view that the more user/survivors accept the allurements offered to them by 

the social system (presumably whether that means wages, status, or 

qualifications) then the more they are likely to be in a position to act to change 

the system, even whilst they are being incorporated into and controlled by that 

system. 

 

As all the members of Group Twelve are researchers, and thus presumably 

more empowered than many members of the other groups, it could be 

expected that they are more willing to make use of the full range of discursive 

tactics of resistance. In this respect both Anne and Jane conformed to my 

expectations by accepting that aspects of all the discursive tactics of 

resistance to pressures to formalise user/survivor-led services existed within 

the BUSM (12: 29-31). Although accepting that professional skills and training 
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are necessary, however, Jane rejected any aspects of professionalisation 

which curtailed the agency of user/survivors (12: 29-31). Furthermore, Anne 

was uncertain about the possibility that user/survivors could accept some 

control over their wider campaigning in return for funding (12: 31). 

Nevertheless, despite these concerns, there was no suggestion that all 

aspects of any discursive tactics of resistance were of no help to the BUSM. 

What is more, Jane made clear her support for one of the key findings of the 

conclusion to Chapter 6 that the pride discursive tactic of resistance formed 

an element of all the other discursive tactics of resistance.  Jane stated, ‘The 

first one is nearest to where we want to start from – we don’t want to start 

from these other ones – but we might take something from the other 

aspects…’ (12: 30). 

 

 

BUSM culture 

 

The pride discursive tactic of resistance was rehearsed by Amanda (10:24) 

when she opened Group Ten’s discussion of the following question, and 

examples of discursive responses: 
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Although Amanda had supported shared experience (pride) as central to the 

culture of the BUSM at the turn of the millennium, the introduction of the 

concept of apathy, by Mitchell (10: 24), dominated the ensuing discussion. 

Mitchell stated that ‘apathy is the real enemy – the ultimate enemy’, but this 

does not tell us why he identifies a lack of campaigning/user involvement 

energy amongst user/survivors in his area. Mitchell’s view was that mental 

health issues are a low priority for many user/survivors in their everyday lives 

(10: 24), whilst Amanda also acknowledged that user/survivors, in the county 

where both she and Mitchell were advocates, were apathetic (10: 25). Judith 

did not deny that user/survivors in her locale were apathetic but offered 

alternative explanations for the low participation of user/survivors in the 

movement. In her view, not only does the stigma of mental illness mean that 

user/survivors distance themselves from anything to do with mental health as 

soon as they begin to feel better (10: 24), but people who have had mental 

health problems for many years lose confidence and esteem to the extent that 

What do you think the culture of the user/survivor movement 
is like today?  This is what the [pioneer] respondents said: 

 
• Characterised by groups which tend to be dependent on a 

“natural leader” - groups fall apart when they leave 
(rationalisation). 

• Obsessed by “tinkering” with NHS/local authority services and 
represented by user/survivors who fit into NHS committee 
culture which is university educated, white and male 
(reformism/rationalisation). 

• Too “emotional” - not calm and considered enough with too 
many battles and rows between ourselves (professionalism). 

• Too many user/survivors who have become paid workers who 
are not supporting other user/survivors to get paid work 
(rationalisation). 

• Characterised by mutual support based on shared experiences 
of distress and “treatment” in the mental health system (pride). 
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they think ‘I can’t contribute’ (10: 25). Amanda drew on her own experience to 

recall an occasion when she had been unable to contribute at a conference 

because it coincided with ‘a difficult phase’ of her condition (10: 25). Judith 

was of the view that the physical side-effects of medication undermine 

user/survivors’ ability to take an active part in the movement (10: 25). At the 

end of this particular discussion it was agreed that apathy is a factor in, if not 

the most significant characteristic of, user/survivor culture in Group Ten’s 

locality. Analysis of this discussion, however, shows that the term ‘apathy’ can 

be used in relation to user/survivors when what is really meant is fear of 

stigma; the effect of the mental health problem; and/or the side-effects of the 

medication given to treat the problem.  

 

If apathy is the result of cynicism, this was picked up, tongue in cheek, by 

Jane (12: 32). She regarded the negative statements made by pioneers, 

which were critical of the culture within the BUSM, as evidence that the 

movement is dominated by cynics. Jane’s comment was not totally in jest, 

however, as she accepted that there are many cynics in the BUSM who fail to 

applaud the ‘…good stuff happening’ (12: 32) about which it can be assumed 

Jane feels pride. Nevertheless, the rationalisation discursive tactic of 

resistance which ‘cynics’ are using, in the sense that they are pessimistic 

about the chances of their efforts changing the mental health system, was 

also deployed by Group Twelve who, whilst generally offering a more positive 

outlook than Group Ten, acknowledged the existence of some pioneer views 

about the culture of the movement which I have also identified as evidence of 

rationalisation. Thus, in Jane’s view, many user/survivors think that 
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user/survivors who are also paid workers are not supporting others to get into 

paid employment; and Anne explained why getting other user/survivors into 

paid work may not be a priority for user/survivors who are already in paid work 

(12: 32). Jane also agreed with the professionalist view that the BUSM was 

not calm and considered enough, but considered that concerns about paid 

work, high emotion, and a dependency on natural leaders ‘…can happen in 

any group’ (12: 32). This comment suggests that, on these three issues, Jane 

sees rationalisation, with its concern for particular forms of order, as probably 

inevitable. Finally, both Jane and Anne (12: 33-4) back up comments made by 

pioneers which highlight the importance of mutual support within the BUSM, 

and about which a sense of pride can be identified. Coupled with comments 

relating to apathy/cynicism, paid work, high emotion, and dependency on 

natural leaders, which have been severally identified as rationalisation, Group 

Twelve’s support for the pride discursive tactic of resistance indicates support 

for some of the range, at least, of pioneer perspectives on the culture of the 

BUSM.   

 

 

User/survivor motivations 

 

On the subject of the motivations of user/survivors now joining the movement, 

the pioneers offered perspectives that were identified in analysis, as follows, 

as examples of the pride, professionalism and reformism discursive tactics of 

resistance. 
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When Group Ten was asked to comment on the above, they provided 

evidence that pride, professionalism, and reformist discursive tactics of 

resistance existed amongst a wider population than that of the pioneers. In 

terms of pride, Amanda asserted that ‘quite a few people come [to her 

advocacy group] in the first place because they are angry’ (10: 26). Taking a 

different tack on the same discursive tactic of resistance, Judith believed that 

people with mental health problems had ‘something to give’, undoubtedly on 

the basis of shared experience. Judith also accepted that she had ‘…some 

gripes…[it can be assumed with the mental health system]’ but implied that 

her major motivation was to challenge stigma and educate professionals (10: 

26). Indeed, Judith was in strong agreement with Stephen’s statement that 

stigma is greater amongst mental health professionals than the general public 

as well as with my suggestion that user/survivors are qualified to educate 

professionals (10: 26). Richard provided another example of the pride 

discursive tactic of resistance when he claimed that user/survivors are 

motivated to help because of their own experiences (10: 27). 

 

In the same sentence, Richard also argued that user/survivors could ‘…help 

themselves…’ and ‘…move themselves on’ by joining the movement (10: 27). 

• Anger, not being isolated, meeting with people who have similar 
experiences, mutual support, challenging stigma, coming out of 
the mentalist closet and because it is ‘too interesting’ [in the 
sense that psychology and behaviour is of interest to social 
beings] (pride). 

• To build a paid career as a ‘professional lunatic’ 
(professionalism). 

• To improve NHS and local authority services (reformism). 
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Richard’s view that professionalism is ‘a good thing’ shows that support exists 

amongst user/survivors, such as Richard, who don’t personally benefit from 

using that particular discursive tactic of resistance. As in the case of Richard’s 

singular defence of professionalism, Amanda was the only respondent to 

suggest that user/survivors were joining the movement for reformist motives, 

or because ‘…they are seeing that things can happen’ (10: 27). This was a 

surprising turnout of respondent supporters for the reformist case for 

user/survivors to join the BUSM. Common sense suggests that it is unlikely 

that people would join a movement which could not produce change. It could 

be that user/survivors want to bypass the mental health system by not 

attempting to reform it, but 72% of the local user/survivor groups covered by 

Wallcraft et al’s (2003: 16) study of the BUSM engaged in ‘some form of 

consultation with mental health professionals and decision makers’. This may 

mean that user/survivor groups end up providing user/survivor involvement 

services because it pays, but it could also mean that the idea of providing a 

consultation service is not a major motivating factor for new recruits to the 

movement. Another factor may be that many user/survivors, who not only 

experience disempowerment in their relations with formalised professionals 

but also feel angry at this treatment, are accustomed to conflict rather than 

negotiation in their mental health care. Frustration with professionals certainly 

comes through in Judith’s statement about holding psychiatrists to account 

(10: 27), a statement which suggests that she sees psychiatry as a 

rationalised unaccountable profession supporting a system against which 

user/survivors cannot win. Finally, another rationalised system, benefits, was 

the catalyst for encouraging Mitchell to volunteer as an advocate (10: 27). 
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Whether this is evidence of civil service enlightenment cannot be judged in 

this thesis.  

 

In Discussion Group Twelve, Jane identified the motivations grouped under 

the pride discursive tactic of resistance as the ‘…main reasons…’ for 

encouraging user/survivors to join the movement, identifying ‘ending isolation’ 

as the ‘number one’ motivation (12: 34). In support of Jane, Anne stated that 

empowerment and shared experience were also important motivating factors 

(12: 34). When Jane then rubbished the professionalist idea that ‘professional 

lunatics’ can build careers in the movement (12: 34), there was general 

laughter at the thought of non-user/survivors claiming to have mental health 

problems as a career move. Nevertheless, Anne expressed concern at what 

could be construed as evidence of ‘infighting’ between user/survivors with 

different diagnoses on the issue of who is, and who is not, a ‘proper user’ (12: 

34). This statement supports that of the pioneer Julien (7: 17) who stated that 

user/survivors can discriminate against each other according to diagnosis. 

 

 

Issues around wider discrimination 

 

Discussion groups Eleven and Twelve made unsolicited statements about 

forms of discrimination other than that relating to diagnosis. Group Ten, 

however, replied to the following question when it appeared on the interview 

schedule: 
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The fact that Group Ten were addressing a specific question may have 

influenced their comments, which are clearly supportive of the Foucauldian 

view that, since the Enlightenment, the unreason accorded to user/survivors 

has been judged to be the antithesis of reason (Foucault 1967: 64). Richard 

began by questioning whether the label ‘hysteria’, stereotypically applied to 

mentally distressed women, could be used in a wider context such as to 

describe men, with usually heterogeneous mental states, at a football match 

(10: 28). Richard went on to question how it is possible for Irish people to be 

mentally distinguished from, presumably, white British people, because Irish 

people are stereotyped as being ‘mad’ when ‘…we all have Irish relatives…’ 

(10: 28). Judith bemoaned the way that horrific crimes are automatically 

claimed to be the work of user/survivors, adding that ‘madness’ is a tool to 

explain anything seemingly inexplicable (10: 28). Mitchell preferred to 

describe ‘madness/unreason’ as ‘the ‘dustbin’ into which you put everything 

that doesn’t make sense…’ (10: 28). Indeed, probably acknowledging that 

dualistic thinking requires opposites, Mitchell concludes that ‘If you didn’t have 

the ‘mentally ill’ – you’d have to invent them…’ (10: 29). 

 

Although the deliberations of Group Ten tended to support Foucauldian 

thinking, there was only one statement which could be identified as falling 

The [pioneer] respondents were all opposed to discrimination but I 
did not think they explicitly linked discrimination against 
user/survivors with the discrimination faced by other people. Are 
issues of discrimination on grounds of ethnicity, disability, gender, 
class and sexuality separate from any analysis of how we might 
liberate mental health service user/survivors? 
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within the taxonomy of discursive tactics of resistance outlined in Chapter 6. 

In response to my suggestion that the utility for post-enlightenment societies 

of having a ‘dustbin’, where everything inexplicable is thrown, is so strong that 

it places user/survivors in opposition to very powerful forces, Richard claimed 

that ‘there was discrimination, many years ago, against gay people’ (10: 29). It 

is probable [because laws against gay sex were revoked in the 1960s, whilst 

the homophobia of individuals still exists] that Richard referred to state-

sponsored discrimination rather than discrimination per se and, in this respect, 

Richard is expressing a reformist perspective that change can also be 

negotiated between user/survivors and the state. 

 

Jacob offered an unambiguous pride discursive tactic of resistance 

perspective by stating that ‘…they [mental health services] can’t deliver – not 

without the help of the service users’ (11: 7). Margaret, from Group Eleven, 

provided the only other examples of discursive tactics of resistance when she 

asserted that psychiatrists from any cultural background can end up 

supporting the rationalised medical model (11: 20) such is the power of that 

discourse. This was not her only criticism of a rationalised mental health 

service as she had earlier noted unjustified differences in the treatment of 

men and women and the arbitrary, but critical, distinction between 

user/survivors and eccentrics (11: 13). Nevertheless, Margaret began the 

above passage by noting differences in the way men and women respond to 

distress, and the sexist use of excessive drug treatment for women ‘Because 

they’re expected to breakdown,..’ (11: 13). Jacob also made an explicit link 

between a discourse of discrimination and the way that user/survivors are 
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treated by psychiatry. He asserted that psychiatry is institutionally racist, even 

though it is addressing social inclusion, and this is because racism exists 

‘…entrenched in the minds and philosophy of psychiatry…’ (11: 13). The main 

part of Jacob’s comments, however, related to equal opportunities discourse. 

Firstly, Jacob questioned why research has to come from ‘…a white European 

perspective?’ and argued that user/survivors want to see a mental health 

workforce that ‘…is going to reflect the population…’ (11: 6-7); second, he 

called for more black psychiatrists and for more user/survivors to be involved 

in medical school training (11: 20); and, finally, he asserted that the 

user/survivors who deliver training should be ethnically diverse (11: 20). The 

implication of this emphasis on an equal-opportunities critique, rather than an 

‘institutionalised-isms’ critique, is that Jacob regards many of the problems 

faced by a diverse user/survivor population to be caused by a 

demographically unrepresentative mental health workforce, rather than by the 

culture, policies and practices (as well as diversity) which shape the way the 

institution, and its staff, approach user/survivors.  

 

These last comments (similar to those of a number of pioneers - 6: 16; 7: 17; 

8: 10; 9: 18), which draw on discourses opposed to sexism and racism, and 

equal opportunities discourse, cement the point made in the conclusion to 

Chapter 6 that the taxonomy of discursive tactics of resistance cannot cover 

every issue faced by the BUSM. Nevertheless, the discourses drawn on by 

the discussion group respondents in this section suggest that the creation of a 

united user/survivor movement, examined next, cannot avoid questions of 

difference and diversity. 
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Building a united movement? 

 

 
 
 

None of the members of discussion groups Ten and Twelve was, in principle, 

opposed to the above idea which has been mooted by the well known 

user/survivor campaigner Peter Campbell (1999: 207). Whilst not in outright 

opposition, however, respondents from both groups, were not convinced that 

building a united movement is possible given the socio-demographic and 

political diversity that exists within the movement. Jane commented on the 

possibility that a ‘very informal grouping’ could be achieved, ‘…but even that’s 

going to be tough’ (12: 35). The idea that user/survivors and their 

organisations could ‘sign up to a common set of goals’ was rejected by Jane 

as ‘…that would be the hardest thing to do…’ (12: 35). Continuing in the same 

vein, Anne expressed concern that white user/survivors may dominate a 

united movement, and she didn’t think that ‘…any one movement can 

represent everybody effectively…’ in terms of sexuality, impairment, and/or 

ethnicity (12: 35). Jane agreed, envisaging that a united movement would be 

characterised by in fighting; she had experience of something similar in an 

attempt to establish a city wide user movement where user/survivors ended 

up ‘…arguing over representation…’ (12: 35-6). As their discussion 

progressed, both Jane and Anne returned to the possibility of building an 

informal network and reached agreement that a ‘…celebratory, self-

Should we seek to build a movement which unites all the different 
organisations of user/survivors? 
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congratulatory movement of mutual support and creativity…’ could be a model 

that could work (12: 36). Finally, Jane and Anne acknowledged that an 

informal network would have to have: ‘Fundamentals of more choice, more 

respect’ and anti-racism (12: 37). Nevertheless, they were uncertain that even 

an informal network could hold together ‘People who see themselves as 

wanting treating more nicely (like Rethink) and people who think the whole 

system is oppressive and damaging’ (12: 37). These statements were backed 

up by statements from Mitchell and Stephen from Group Ten. Mitchell stated 

his opposition to centralisation per se, whilst Stephen highlighted ‘…so many 

different agendas and so many different viewpoints’ that make a united 

movement difficult to achieve (10: 30). All of the above statements, which cast 

doubt on the possibility of building a centralised united movement whilst 

leaving the door open for an informal network, can be identified as examples 

of the pride discursive tactic of resistance that celebrates informal, non-

hierarchical mutual support. 

 

Whilst doubts about the feasibility of the creation of a united movement and 

support for an informal network, if any, formed the majority of comments on 

this subject, other discursive tactics of resistance appeared in the statements 

of Group Twelve and Group Ten. Anne considered that a centralised united 

movement ‘…would be dominated by white, middle-class, educated people 

inevitably’ (12: 36). This statement can be identified as not only anti-racist and 

class conscious, but as an example of the rationalisation discursive tactic of 

resistance perspective because it is assumed that people with ethnic, social, 

and educational privileges, albeit facing mental health stigma, will use their 
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familiarity with formal ways of conducting business to control a centralised 

user/survivor movement. In Group Ten, Amanda and Judith made comments 

which can also be identified as examples of a rationalisation discursive 

resistance tactic. Amanda was in favour of a centralised movement with 

‘…everyone speaking with one voice…’ and Judith concurred that ‘There has 

to be a national organisation’ (10: 30). Finally, Richard offered a reformist 

discursive tactic of resistance perspective in his support of the Mental Health 

Alliance of approximately fifty professional, charitable and user/survivor 

organisations as an already existing example of a national mental health 

movement. 

 

In essence, the discussion groups’ deliberations on building a united 

user/survivor movement, featured in this section, reveal the anticipated 

limitations of Chapter 6’s taxonomy, even though there is evidence that the 

taxonomy is partially relevant. 

 

 

6. What are the “real” relations between society and 

mental distress? 

 

The passages that follow relate to the stated aim of this thesis to create a 

user/survivor standpoint. 
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Should the capacity to reason be prized above all other 

mental capacities? 

 

Foucauldian theory asserts that the capacity to reason has triumphed over 

madness/unreason in dominant Enlightenment discourse since the eighteenth 

century (Foucault 1967: 64). The user/survivor standpoint, outlined in Chapter 

4, accepts as its challenge an attempt to break down the dualistic 

Enlightenment discursive dominance which negatively represents madness as 

the antithesis of everything which is thought to be good about the capacity to 

reason. In this respect, the user/survivor standpoint outlined is shaped by its 

opposition to dominant Enlightenment discourses of madness, and the 

standpoint’s attempt to reclaim the negative Enlightenment images of 

madness as positive. Given that I expected user/survivors, particularly, would 

view Foucault’s assertion as valid, I was surprised at the criticism of that 

assertion when Group Ten discussed the following question: 

 
 
 
 
 
 
 
 
 
 
 
 
 

Mitchell opened the discussion by stating that decision making, rational or 

otherwise, is prized at least as highly as the capacity to reason (10: 31). This 

assertion has some validity in the sense that leaders such as Margaret 

We live in a society which prizes the capacity to reason above all 
other mental capacities.  Should this continue to be the case or 
should we prize the whole of human thinking and not simply 
dismiss other forms of knowledge as ‘irrational’?  Especially as 
user/survivors possibly have had some creative input in: 
 
•   most world religions 
•   most moral codes 
•   many artistic treasures 
•   the impetus for science (and reason) 
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Thatcher have attracted nicknames such as ‘The Iron Lady’ due to a 

resolution not to be swayed in their resolve to act, whatever the rationality of 

counter arguments. Confidence in the leader may be instilled in a population 

by such resolve, but only so long as the leader’s actions remain popular. 

Using the example of Margaret Thatcher, she was seen by much of the 

electorate as a ‘strong leader’ in relation to the Falklands War and the trade 

unions. Towards the end of her premiership, however, the ‘Poll Tax’ and 

European Union policies, were seen as a liability, even by Conservative MPs, 

who forced her to resign. Thus Margaret Thatcher could be characterised as a 

‘strong leader’ during her first two terms of office when some major policies 

were successful and popular in the eyes of Conservative supporters. Equally, 

she could be characterised as mentally unstable for resolutely pursuing 

policies deeply unpopular with swathes of the UK population and the pro-

Europe business community. In this respect, Mitchell is equating the decision 

makers to whom he refers with Weberian charismatic leaders (Ritzer 1996: 

132-5), for other leaders will presumably be prized for their use of reason in 

making decisions. But are other leaders prized for their rational capacities? 

Weber argues that only charismatic leaders somehow escape the coercion of 

the rational-legal system (Ritzer 1996: 135). Therefore, non-charismatic 

leaders are not so much prized for their capacity to reason as their capacity to 

perform within the bureaucratic rules established by the ‘iron cage’ of 

rationalisation; and this is not necessarily the same as pure reason. Mitchell 

acknowledges this in the following statement: ‘I think that it [society] prizes the 

capacity to reason above all other mental capacities in certain contexts like a 

court of law – reason, or what passes for it, holds sway there all right’ (10: 31 
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italics added by the author). In similar vein, Judith, equating reason with 

intelligence, highlights disparities in men and women’s pay as evidence that 

the capacity to reason is not necessarily the only factor employers take into 

account in deciding the renumeration of employees (10: 31). Mitchell returns 

to Judith’s point about pay when he identifies charismatic entertainers and/or 

sports personalities as possibly the most ‘prized’ by British society as they are 

frequently amongst the highest paid (10: 31-2). 

 

Whilst the above challenges to the idea that society prizes the capacity to 

reason above all other mental capacities are powerful, they are not 

necessarily conclusive. Firstly, a society which aims to university educate half 

of its population would seem to prize the capacity to reason highly. Secondly, 

sexist pay differentials may indicate that many British employers do not pay 

employees according to their capacity to reason. This said, although 

predominantly male plumbers can earn as much as medical doctors (who, 

amongst the recently qualified, are predominantly female), it would be 

problematic to state that British society prizes the skills necessary to work with 

water pipes as much as it prizes the rational capacity necessary to diagnose 

and treat human health conditions. This is problematic because doctors are 

accorded far higher status, that is honour and prestige (Abercrombie et al 

1994: 411), than plumbers.  Nevertheless, despite the question of status, it 

cannot be doubted that pay is an important indicator of what capacities are 

prized by society whilst another indicator is political popularity. Finally, 

Mitchell’s comments about charismatic decision makers and entertainers 
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suggest that charisma is something voters and consumers are willing to vote 

for and/or pay handsomely for.  

 

What these three points show is that the capacity to reason (to degree level at 

least) is not necessarily scarce; that society awards that which it prizes in 

status as well as cash; and that, when it comes to status and cash, charisma 

is a bankable commodity. What the three points do not prove is that British 

society does not prize the capacity to reason above all other mental 

capacities. After all, graduates, plumbers, doctors and charismatic 

personalities all use reason and would not be able to fulfil the tasks 

associated with their jobs or status if they did not use reason. In this sense, 

everyone has the capacity to use reason to varying degrees. User/survivors 

also have the capacity to use reason. This can be the reason of paranoia, 

where personal importance and peril can be inflated and confirmed by others’ 

refusal to declare their hostile conspiracy; or the reason of depression, where 

reason says that nothing will ever get any better. User/survivors not only 

employ their reason to make sense of their feelings but a fair number have 

made a name for themselves as academics and writers (see Chapter 2). That 

user/survivors use reason, sometimes brilliantly, is the last point made by 

Mitchell and Judith (10: 32). This can lead to the conclusion that Foucault is 

wrong to claim that ‘reason’ triumphed over madness in the eighteenth 

century. A more accurate conclusion might be that scientific reason triumphed 

over the reason of madness. 
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Discussion Group Twelve appeared divided as to whether mental capacities 

important to user/survivors, other than scientific reason, should prized by 

society. Whilst Jane was of the view that spirituality represented another ‘way’ 

[to the sole use of scientific reason], this was countered by Anne who 

expressed concern about the ‘romanticising’ of user/survivor distress, 

including voice hearing and other experiences not seen as ‘rational’ (12: 38; 

see Appendix Four). Jane, however, argued that society should provide space 

for user/survivors to express their different experiences; and that 

user/survivors suffer ‘partly because they’re isolated and because nobody 

understands’ (12: 38-9). Finally, Jane stated that reasoning had been 

‘overvalued’ and that ‘…if it leaves out emotions then clearly it is not covering 

everything that matters…’ (12: 39).  

 

If ‘everything that matters’ includes spirituality, intuition, emotion, gut 

reactions, instinct, as well as scientific reason, then a clear division can be 

drawn between the holistic statements of Jane, and Anne’s support for the 

prizing of scientific reason above other mental capacities. This suggests that 

there is a constituency of user/survivors who subscribe to the dominant 

discourse on scientific reason. 
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Why do some user/survivors support the medical model of 

mental illness? 

 

Whilst it is likely that there are many user/survivors - in keeping with dominant 

discourses - who support the view that the capacity to reason should be 

prized above other mental capacities, the existence of the social model of 

madness proves that many user/survivors acquiesce when faced with the 

medical model, for it is partly in opposition to the power of the medical model 

that its alternative, the social model, was developed. In order to investigate 

the influence of dominant discourses about reason on user/survivor support 

for the medical model of mental illness, the following question was asked of 

the discussion groups: 

 

 

 

 

 

 

In Group Ten, Judith supported the Foucauldian view that user/survivors 

accepted the medical model position of many psychiatrists because it is a 

Is the division between ‘reason’ (which is valued) and the ‘irrational’ 
(which is believed to be worthless) a factor in the support by 
user/survivors for the medical model of mental illness? (i.e. do we 
accept that psychiatry has the best answers about what is the best 
treatment for ‘mental illness’ because there is no other respected 
perspective?) 
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dominant discourse to which they find it difficult to disagree. Stephen 

appeared to support the reason/unreason dominant discourse in a novel way 

by expressing his concern that psychiatrists themselves may not be rational 

enough to treat user/survivors because of their high suicide rate (10: 33). 

Jacob, from Group Eleven, took up where Stephen had left off by asserting 

that psychiatry did not have the ‘educational understanding’ of class and 

culture to prevent mis-diagnosis and inappropriate treatment (11: 8).   

 

In Group Twelve, Jane also pursued this line of criticism of psychiatry by 

stating that the boundaries between reason and unreason had been drawn 

too narrowly and that ‘…I don’t think doctors do know what’s going to happen 

to people…it [negative psychiatric predictions] can make people act more 

ill…to get the most treatment they can get…there’s that pressure to fit in with 

that model of ‘reason’ and ‘unreason’ (12: 40). Anne similarly asserted that 

there is no place within the dominant medical model for the articulate 

user/survivor as an articulate madwo/man seems to be a contradiction in 

terms (12: 40). In this respect, it could equally be said that an articulate 

madwo/man poses insurmountable problems for the Enlightenment 

reason/unreason dichotomy. This point was made by Anne when she stated 

that stress and depression can be highly rational responses to unbearable 

circumstances (12: 40). This is very close to my own, previously noted, 

analysis when it was claimed that scientific reason has triumphed over the 

reason of madness (rather than reason triumphing over the unreason of 

madness). Jane contended: ‘There’s our emotion and there’s our spirituality 

and reason can’t cope with either of them’ (12: 40); and later she stated: ‘We 
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have intuition – we have all sorts of other ways of knowing’ (12: 41). This is 

support for the view that mental capacities other than reason should also be 

prized in society. Nevertheless, Jane makes it clear that it is the dominance of 

scientific reason, in particular, rather than reason per se, to which she is 

opposed when she states: ‘…it’s been regarded as the only tool. ’Cause it’s 

got white, educated, upper-class men doing the sort of thing’ (12: 41). Indeed, 

following Jane’s line of discourse, Anne takes her previous statement about 

stress and depression being rational further by suggesting that user/survivors 

have the full range of mental capacities which enable them to understand 

themselves. 

 

 

What is madness? 

 

Given that some user/survivors do not judge madness to be the polar opposite 

of reason, the question remains – what is madness? In order to elicit a 

spectrum of views, the following questions were put to respondents: 

 

 

 

 

 

 

Biological explanations of madness formed part of a number of the 

respondents’ explanations of madness. Richard (Group Ten) asserted: 

Is madness: 
 

• genetic? 
• an extreme form of ‘normal’ thinking such as fantasy? 
• something completely different from ‘normal’ thinking? 
• none, some or all of the above?  
• or anything else? 
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‘Everything’s genetic – we know that’, despite a prior comment to the effect 

that ‘extreme pressures’, like a war, can cause madness. From the same 

group, Judith stated that madness is ‘Chemical imbalances in the brain’ but, in 

common with Richard, qualified this by accepting ‘it’s not just one thing, is it?’ 

(10: 33). Group Eleven did not address biology, but Anne and Jane from 

Group Twelve did make some statements on the subject. Anne argued that 

madness ‘…is a response to your environment…to a certain extent that 

response is genetically determined…But the genetic factor…is very minimal’ 

(12: 42). Jane also acknowledged that biological explanations of madness 

could be partially valid but further argued ‘…there’s always the chicken and 

egg thing – where did the bio-chemical fluctuations come from? They don’t 

explain anything on their own’ (12: 44). What these biological musings 

indicate is that, amongst some user/survivors, there is an acceptance that 

genetics and chemical imbalances may play a role in madness. However, for 

every respondent who expressed this view there was a qualifying ‘but’, which 

shows that they did not see biology as the whole, or even most significant, 

part of the madness story. Jane summed this up in the following way: ‘I don’t 

think the way it’s looked at medically really has anything like the complexity to 

understand it – they try and over-simplify it’ (12: 44). 

 

Complex factors noted by members of Group Eleven and Twelve included the 

effect of societal norms and/or spirituality on explanations of madness. Kelvin 

(Group Eleven) made a distinction between issues of ‘socialisation’ and/or 

‘norms’, with which societies restrict the behaviour of individuals, and a 

generalised concept of madness. He continued by stating that: ‘I’ve learnt that 
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hearing voices, having hallucinations, having psychosis is abnormal. But I 

also have formed an opinion that psychiatrists don’t know what the roots of 

these experiences are’ (11: 14-15). The roots of experiences of madness, 

Kelvin later explained, may be treated by: ‘…spiritual help or alternative 

medicine/complementary medicine…’ (11: 16). Thus, Kelvin set up the 

discussion in Group Eleven by raising issues of norms, symptoms, and 

spiritual issues as partial factors in his explanation of madness. His views on 

spirituality prompted Isaac, Margaret and Jacob to make statements of their 

own. Jacob questioned whether hallucinations were indeed a symptom of 

mental illness or a signifier that someone has attained a higher level of 

consciousness which would not be seen as abnormal in developing countries 

(11: 14-15). At the same time, he criticised religious professionals who 

explained madness in terms of demonic possession and/or testing by a deity 

(11: 16). Margaret was similarly critical of vicars, priests or temples which 

mistreated mad/women and/or persecuted difference (11: 15-16), a position 

backed up by Isaac when he aired his suspicion that the qualifications of 

spiritual leaders to support user/survivors were weaker than those of health 

professionals (11: 16). These deliberations clearly show that the value of 

spirituality, and those who represent religions, is a contested issue for 

user/survivors. 

 

Given that Jane had earlier expressed some sympathy for spiritual 

understanding, it was surprising that she did not mention it when Group 

Twelve discussed the issue of madness. Indeed, Jane’s opening comment 

was that madness only existed in relation to what is regarded as ‘normal' (12: 
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42). The ensuing discussion concentrated on whether the term ‘madness’ 

could be accurately attributed to anyone at all and/or whether it meant 

anything. Whilst Anne’s position was that ‘I don’t think I’ve ever met anybody 

who I would consider ‘mad’…’ and that ‘madness’ is culturally defined (12: 

42), Jane wanted to keep hold of the term ‘mad’ to describe loss of control 

which ‘…can happen to anyone…’ and represents a response to ‘extreme 

circumstances’ (12: 42-3). In this respect, Jane is attempting to reclaim the 

term ‘madness’ for everyone so that, potentially, user/survivors can use it to 

describe temporary loss of control in the same way as anyone else. 

Therefore, symptoms described by Kelvin, such as voice hearing, may be 

different but they are not ‘mad’ so long as they do not represent a loss of 

control. 

 

 

Do user/survivors have commodity value? 

 

Karl Marx and Friedrich Engels viewed the circumstances of the worker/wage 

slave as a loss of control in the sense that they ‘…who must sell themselves 

piecemeal, are a commodity, like every other article of commerce…’ (Marx 

and Engels 1986: 23 orig ed 1988). This loss of control is not madness in the 

literal sense of losing control of mind, but it is a ‘madness’ afflicting every 

worker who is alienated by the ways which Capitalism makes use, or does not 

make use, of them (see Meszaros 1975: 14). To explore further both the 

commodity value of user/survivors, and their views as to whether they are 

subject to a ‘maddening’ alienation, the following question was put to Groups 
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Ten and Twelve, with Group Eleven offering comments on this subject 

unprompted:  

 

 

 

Unsolicited statements, such as those made by Isaac and Margaret, suggest 

that Marxist and Weberian discourse is alive in the minds of some 

user/survivors. In response to a comment about how the NHS mental health 

service should be re-named a ‘mental illness service’, Isaac, echoing Weber, 

stated that it is the state bureaucracy which has the power to define who is 

healthy or not (11: 13-14). This statement can also be understood within 

Foucauldian theory in that power relations [health bureaucrats domination of 

user/survivors] do not exist without a field of knowledge [psychiatry for 

example]. From a Marxist perspective, however, Margaret interpreted ‘health’ 

as enthusiastic support and/or engagement with a system she describes as 

‘Capitalist’ by making oneself a commodity or a buyer and seller of 

commodities (11: 14). 

 

Jacob had little time for the possibly ‘Capitalist’ view that you need to engage 

with the economy as a paid worker, or commodity, to be respected. He 

asserted that health service monies rightly belong to the consumers of those 

services because:, ‘…it isn’t like putting in with our taxes – we’re putting in our 

voluntary work and our time and our experience. And we should be valued the 

same as anybody else in this society…’ (11: 17). Jacob then likened the 

distribution of health service funding to pocket-money in the sense that ‘…the 

According to Karl Marx, workers are prized for their ‘commodity 
value’ in the same way as any other products. What is our 
‘commodity value’? 
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Government is the parent and we are the adults and yet they treat us like the 

child…’ (11: 17). Finally, Jacob argued that it is inevitable that generations to 

come will have their lives blighted by ‘mental illness’ but suggested that 

user/survivors had the best chance to ‘change things’ (11: 18). This statement 

can be interpreted as meaning that user/survivors can achieve commodity 

status if they treat themselves and fellow user/survivors. In this sense, self-

development, which has the aim of minimising disruption caused by a health 

condition, can be a personal strategy to improve an individual’s position in 

society (see Dean 2003: 446-9) and a commodity in itself in the sense that 

self-development can reduce the national mental health bill. 

 

Following Jacob’s line of thought, Anne (Group Twelve) asserted that: ‘Self-

knowledge, self-understanding, self-awareness…[and] insight…[is] a very 

important commodity value…’ (12: 44). This is a clear statement to the effect 

that self-development, and the user/survivors who practise it, are 

commodities. Anne also compares the knowledge of a psychiatrist with that of 

a user/survivor. In so doing, she highlights the possibility that the commodity 

value of a psychiatrist (knowledge claims) can be equated with that of 

user/survivors (insight). Whilst Anne’s support for the view that the knowledge 

possessed by user/survivors is a commodity, her views can also be 

interpreted in Foucauldian terms in as much as the power/knowledge of 

psychiatry’s discourse is pitted against the emergent power/knowledge of 

user/survivor discourses. 
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Jane, however, refused to be drawn into viewing people in purely economic 

terms even though she regarded user/survivors as probably having ‘Zilch’ 

commodity value in Marxist terms. Jane asserted that: ‘To use this term 

‘commodity value’ you’ve got to sort of go along with the commodification of 

people in the first place – I don’t want to do that really’ (12: 44). She continued 

by stating that: ‘People have infinite value’ (12: 44), although did not expand 

on this. Jane was not on her own in supporting a non-economic-determinist 

view of human worth. Richard (Group Ten) noted the inequality and 

immorality of Capitalism before commending Marxism first and then 

Christianity second as fairer alternatives to treating people as commodities. 

 

 

The ultimate discrimination? 

 

If Marxists are correct to highlight commodification as crucial to the way that 

human beings are valued under Capitalism, and both Richard and Jane are 

correct in their assertions that user/survivors do not have commodity value 

then the term ‘madwo/man’ is likely to be one of abuse; and supposedly ‘mad’ 

qualities will be attributed to specific groups of people in order to have power 

over them. These issues are raised in the last question on the schedule: 

 

 

 

 

 

Most groups of people who have suffered oppression have been 
labelled as ‘less rational’ or ‘less sane’ than others e.g. Hysteria was 
thought to only affect women; black people in distress are more likely 
to be given a schizophrenic diagnosis; being gay was included in 
DSM as a mental illness until the 1970s.  Is the oppression of 
user/survivors the last or first acceptable prejudice (or both)? and, is 
the way ‘madness’ is currently constructed a mechanism which is 
used to oppress people who are not ‘mad’? 
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Anne responded to this question by noting the impact of ‘…the poverty and 

inequality and stress…’ on mental health, and stating that the oppression of 

user/survivors is another way of ‘...penalising people who are living in poverty’ 

(12: 45). In this respect, Anne’s comments indicate that she sees material 

inequality, rather than the reason/unreason dichotomy, as the fundamental 

root of mental health problems. 

 

Jane, however, asserted that ‘…it is the ultimate form of discrimination…the 

most pervasive…discriminating against the way people think, the way they 

behave – and it’s so arbitrary and it’s so conditioned by social prejudices that 

there’s almost no way of defending yourself against it…I think it is constructed 

as a mechanism to oppress people’ (12: 45). When asked whether dominant 

discourses around ‘madness’ are used to oppress people other than 

user/survivors, Jane stated that everybody is oppressed by ‘…this idea of 

‘normality’…’ which creates the fear about how ‘…they’re going to be looked 

at and viewed’ (12: 45). Jane’s statements are, in respect of the above, very 

near to a Foucauldian understanding of how dominant mental health 

discourses of normal/abnormal and rational/irrational condition the ways in 

which all people allow themselves to think. 
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Conclusion 

 

 

Summary 

 

Although the views of user/survivors are undoubtedly conditioned by the 

positions they adopt towards dominant discourses around mental health and 

‘normality’, the evidence of this chapter is that user/survivors do not speak 

with one voice. This plurality of voices is clear in the plenitude of examples of 

the taxonomy of discursive tactics of resistance that have been identified in 

many of the discussion group statements examined in this chapter. 

Furthermore, discussion group members have offered perspectives which do 

not fall within the taxonomy presented in Chapter 6, challenged the analysis, 

or demanded more complexity of the taxonomy. Indeed, many discussion 

group members rejected my analysis (10: 3-5; 11: 8; 12: 6-7) that consumerist 

user involvement contracts can distract user/survivor groups away from 

campaigning interests. My assumption that deinstitutionalisation was an 

almost unqualified good was also challenged by Group Ten (10: 5-6), whilst 

Jane and Dorothy (12: 19) added further complexity to the taxonomy by 

merging the pride and reformism discursive resistance tactics at one point to 

express pride in the reformist potential of the movement.   

 

Discussion group members did not merely confine their comments to my 

analysis but offered a number of insights not already considered. Firstly, 
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Richard and Amanda’s (10: 10) unconditional agreement that it is better to be 

represented by another user/survivor confirms the idea that experiential 

solidarity between user/survivors is stronger than any intellectual 

disagreements they may have. Second, Stephen (10: 21) added complexity to 

the taxonomy by approaching it from a personal rather than group/political 

perspective. Third, in raising the question of hope, Anne (12: 29) shows that, 

just as there is an element of the pride discursive resistance tactic in all of the 

discursive resistance tactics, there is also an element of hope. Fourth, Group 

Ten’s deliberations (10: 22-3), about how user/survivors should respond to 

pressures for greater formalisation in user/survivor-led services, suggest that 

the greater level of empowerment experienced by individual user/survivors, 

the greater are the possibilities for expressing a pride discursive tactic of 

resistance. Finally, given the previous sentence, it is not surprising that Group 

Ten, possibly the most disempowered group, dwelt on the effect of apathy 

(10: 24-5).   

 

In terms of what the discussion groups brought to the development of a 

user/survivor standpoint, the respondents made some pertinent statements. 

First, that the capacity to reason is not necessarily the most highly prized 

mental capacity was highlighted by Group Ten (10: 31-2). Nevertheless, some 

members of Group Ten can be said to support the user/survivor standpoint 

outlined in Chapter 4 as they claim that madness and reason are not mutually 

exclusive (10: 32). Indeed, Jane draws a distinction between ‘madness’, a 

loss of control, and other less problematic states of mind which could be 
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assumed to include ‘rationality’ and voice-hearing - so long as there is no loss 

of mental control (12: 42-3).     

 
 
 
 
Developing the argument 

 

The integrity of Chapter 6’s taxonomy, as a heuristic device, is not 

fundamentally questioned by what the discussion group members have said. 

Indeed, the weight of evidence falls overwhelmingly on the taxonomy’s side. 

Therefore, the taxonomy remains a valuable resource in the identification and 

understanding of user/survivor perspectives towards formalisation within 

mental health and the services user/survivors provide. However, there is a 

need for the taxonomy to take account of the need to place pride (noted in 

Chapter 6) and hope as overarching discursive resistance tactics which 

possibly highlight the meta-discursive solidarity that user/survivors feel 

towards each other regardless of their, sometimes opposing, discursive views. 

 

As regards the user/survivor standpoint presented in Chapter 4, Discussion 

Group Ten made a strong case for acknowledging that mental capacities, 

such as decision-making, are prized higher than reason. This argument is, 

however, rejected on the grounds that reason is demanded of almost every 

person rather than because reason is qualitatively different from the mental 

state (or capacity) of madness. In this sense, Group Ten have forced me to 

reject Foucault’s dualism of reason/unreason (or reason/madness) in favour 

of a dualism where scientific reason is counterpoised to the reason of 
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madness. Jane calls a loss of control ‘madness’: this seems an appropriate 

terminology which demands that the standpoint dispense with the clumsiness 

of the term the ‘reason of madness’ and replace it with other terms such as 

the ‘reason of melancholy’ and/or ‘the reason within hallucinations’. 

 

 

Implications for next chapter 

 

The challenge for the next chapter is to bring together the conclusions from 

Chapter 6 and Chapter 8 into a coherent whole. Partly this will involve re-

examining the structure of the taxonomy, and partly this will involve re-

examining the user/survivor standpoint noted in Chapter 4. In this way, the 

main aim of the thesis - an exploration of the contradictory potential of 

community care policy - will be expedited in the sense that the ways in which 

user/survivors respond to the formalised relationships with local and/or health 

authorities will be examined in depth.  
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CHAPTER 9: CONCLUSIONS 

 

 

This thesis has involved an exploration of the contradictory potential of 

community care policy where there is a formal relationship between local 

and/or health authorities on the one hand and mental health services 

user/survivor-led groups on the other. To state that I have found community 

care policy to be both enabling and exploitative is unhelpful as such a finding 

was already anticipated when the thesis title was drafted. To offer a 

meaningful reply to the question of whether community care policy is enabling 

or exploitative in this concluding chapter requires, above all, that the three 

ancillary arguments contained within the first aim of this thesis (see Chapter 

4) are addressed. These arguments are as follows. 

 

a) Community care policy since 1990 offers user/survivor-led groups the 

opportunity to create alternative and/or complementary provision based on 

wider social and political goals which challenge existing power 

relationships in mental health services. 

b) User/survivor-led groups are so constrained by formal relationships to 

provide specific services that they reproduce discriminatory forms of care. 

c) The expansion of user/survivor-led services, with resulting increases in 

work and financial opportunities, has witnessed a shift away from a culture 

of self-help, altruism and wider political vision which, it has been claimed, 

characterised the movement in the mid 1980s. 
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Prior to addressing these propositions, however, it is necessary to address 

the third aim of this thesis (because discussion group responses related to a 

user/survivor standpoint indicate the need to amend the standpoint approach 

to analysis outlined in Chapter 4), reflexive comments on power relations 

within this study, as well as some of the main findings of the discussion 

chapters. Firstly, then, I will revisit the first aim of developing a user/survivor 

standpoint, outlined in Chapter 4, in light of the findings of Chapter 8; 

secondly, I will address the ‘objectivity’ value of being a user/survivor 

researcher, power relations between researcher and researched, 

empowerment, and whether this research is emancipatory; thirdly, I will return 

to key findings from Chapters 6 and 8, in the light of discussion group 

responses about a standpoint, in order to establish the territory on which I will 

address the main aim (and ancillary arguments) and second aim (to follow 

New Labour’s policy agenda in relation to mental health) of this thesis.  

 

 

A user/survivor standpoint 

 

What emerges clearly from Chapter 8 is that Foucault’s identification of the 

centrality of the dualism of reason/unreason in post-Enlightenment societies 

cannot be sustained (where ‘unreason’ is defined as a madness that cannot 

be controlled). This finding is crucial to the user/survivor standpoint outlined in 

Chapter 4 as I asserted there that such a standpoint can be used to counter 

the dominant discourses surrounding reason/unreason. In the light of the 

findings outlined in Chapter 8, the term ‘unreason’ appears to be out of place 
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as the implication of some of the respondents’ assertions is that all human 

cognition, where the mental capacity to weigh up actions against 

consequences (control) is not lost, can be said to be ‘reason’. It is therefore 

unhelpful to the cause of user/survivors to collaborate with dominant 

discourses which portray the reason of melancholy, the reason of 

hallucination, and the reason of obsession as being so opposed to ‘true 

reason’ that it constitutes ‘unreason’ (see conclusion to Chapter 8). Indeed, I 

would assert that the un-self-controlled state of psychosis should not be seen 

as the loss of reason but rather merely as the brain working to a different 

agenda than that followed by most people, whether it be the agenda of the 

subconscious, unconscious, God, or something else. The reason why self-

control within psychosis is an issue (and people who have not been labelled 

mad can temporarily lose self-control as well) is because this is the mental 

state that frightens the public most as it cannot be disciplined or even 

sometimes punished in law. Such a mental state can undoubtedly be called 

‘madness’, but this has nothing to do with reason. Therefore, from my 

viewpoint, Foucault seems to have confused what can legitimately be called 

‘madness’ with any number of ‘reasons’ which stand in opposition to the 

particular Enlightenment branch of ‘scientific reason’ – but these ‘reasons’ are 

not ‘unreason’.  

 

Dominant mental health discourse is certainly assisted by coupling madness 

and unreason as the loss of self-control associated with the former appears to 

justify labelling user/survivors as ‘unreason’. The findings of Chapter 8, 

however, run counter to this discourse as the term ‘reason’ can be taken to 
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mean all conclusions drawn from premises (even those based on 

hallucinations, melancholy, and psychosis). From this position, the 

user/survivor standpoint outlined in Chapter 4 can now be used to challenge 

dominant discourse dualisms such as sane/insane, rational/emotional, 

normal/abnormal, health/illness, but especially the dualism reason/unreason.  

Essentially, analysis of user/survivor responses suggests that the first task of 

a user/survivor standpoint is to reclaim the term ‘reason’. Indeed, the review 

of literature in Chapter 2 highlights user/survivor involvement in art, 

philosophy and mysticism which all require the use of different forms of 

reason to that of the Enlightenment model. A discussion of the application of 

user/survivor reason to questions which affect user/survivors engaged in 

research (‘objectivity’, power, empowerment, and emancipatory research), 

either as respondents or researchers, follows. 

 

 

Power relations  

 

I have already claimed in Chapter 4 that the knowledge of user/survivors, 

including that of the respondents and myself, is more ‘objective’ than that of 

professionals. Given the virtual absence in the mental health professions of 

user/survivor professionals who are open about having experienced severe 

mental distress, the knowledge produced by these professions can be 

criticised for lacking ‘objectivity’ (the term ‘objectivity’ is reclaimed here as part 

of a struggle over the power to make ‘truth’ claims in mental health, rather 

than an endorsement of the view that an ‘un-biased’ researcher can produce 
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objective truth). To the extent that without user/survivors there would be no 

reason for mental health or community care services, it is my contention that 

research conducted by a user/survivor, concerning the views of 

user/survivors, represents a stride forward in the production of ‘more 

objective’/’less false’ knowledge. Even if it is accepted that ‘pure objectivity’ 

cannot be achieved, at the very least research where the questions and 

analysis reflect the knowledge, training, and experiences of professionals is 

likely to be ‘less objective’. It is therefore essential that I outline how my own 

experience-based knowledge was employed in this study as well as account 

for my assumption of a common bond between the respondents and myself 

by indicating how this occurred. I also have to acknowledge that there are 

differences between user/survivors, such that there is no ‘we’, except insofar 

as all user/survivors face the same ‘reality’, socially constructed around their 

user/survivor identity by dominant discourses. The main differences between 

the respondents and myself concern the extent to which each of us exercised 

power. This section of the conclusions will therefore begin with a restatement 

of the conceptualisation of power used in this thesis, before moving on to the 

question of the social location of researcher and researched (questions of 

ethics and informed consent having already been considered in Chapter 4). 

 

As part of the foucauldian/standpoint methodology outlined in Chapter 4, it 

was noted that the exercise of power throws up locations where knowledge is 

created. In the case of mental health, Tuke’s ‘moral therapy’ (anatomo-

politics) and the creation of the asylum (bio-politics) are cited as examples of 

this link between power and knowledge.  It was also noted that, for Foucault, 
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power and resistance exist always and everywhere in a relationship where 

one cannot exist without the other.  This means that user/survivors resist 

dominant mental health discourses - even in circumstances of confinement. 

Given that this is the conception of power used in this thesis, I am particularly 

concerned with the power/knowledge relationships around the respondents’, 

and my own, social locations, and the possibility of power/resistance conflict 

between the respondents and myself. 

 

It is doubtful whether any of the respondents considered a PhD thesis as 

being something they wanted to disproportionately influence, especially as I 

had the impression that most, if not all, the respondents were being 

interviewed as a favour to another user/survivor. This supports my 

assumption of a common bond existing between user/survivors. Furthermore, 

given the diversity of the respondents’ contributions, this common bond is 

likely to be what Foucault (1989: 45 orig fr ed 1969) might describe as a 

‘primary relation’ (independent of all discourse). What this common bond may 

have thrown up, however, is ‘particular mechanisms, techniques and 

procedures of power’ (Smart 1985: 79) that have resulted in attempts by an 

intellectual user/survivor elite (academics, activist thinkers, and researchers), 

including myself, to make the views of user/survivors, as well as their own, 

more widely appreciated. I will address the role of user/survivor intellectuals in 

this study before assessing my own role within the intellectual elite. 

 

User/survivor intellectuals made up at least half of the complete sample 

interviewed in this thesis, and this gave me an insight into their work within the 
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movement.  Essentially user/survivor intellectuals fall within the Foucauldian 

category of ‘liberators’, rather than being ‘truth seekers’ who repress the 

knowledge of the oppressed (see Smart 1985: 66-8 and ch 4). In respect of 

being ‘liberators’, the intellectual respondents corresponded with Foucault’s 

criteria in a two significant ways. First, they were politicised by the personal 

experience of being the object of psychiatric treatment and/or the ‘treatment’ 

other user/survivors received. Second, all the intellectual respondents were 

engaged in struggles over the status of ‘truth’ in mental health. That is to say 

they attempted to promote alternative discourses, such as the social model of 

disability, in opposition to dominant discourses, such as the biomedical model 

of mental illness. Nevertheless, this is not to claim that user/survivor 

intellectuals represent the entire user/survivor population (many of whom are 

probably willing to accept treatment given on a medical model basis), but, 

anecdotally, they do see themselves as being accountable to those 

user/survivors who make up the movement. 

 

I conceive my current relationship with the user/survivor 

intellectual/respondents one of common experience-based politicisation, 

commitment to challenging dominant discourses, and accountability to the 

user/survivor movement.  Given that my involvement with the movement 

began after I started the research for this thesis, my journey from being a 

student (who is also a user of mental health services) to user/survivor 

researcher/student/activist was strongly influenced by coming into contact 

with BUSM activists and/or intellectuals who introduced me to the politics and 

conventions of the movement. Many of these activists and/or intellectuals 
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were respondents for this study. In this respect, the relationship of power 

between the researcher and researched was not one of uncomplicated power 

of the former over the latter. As I have already noted (ch 4), ethical 

safeguards, suggested by user/survivor intellectuals, were built into the 

consent form to assist in making the interview experience as potentially 

empowering as possible for all the respondents.  Indeed, two of the potential 

respondents used these safeguards to withdraw their transcripts (one 

believed he had been misquoted, and the other gave no explanation). In this 

sense, user/survivor intellectuals had power over the researcher (who 

approved of this power), firstly because they contributed to the ethical 

framework for the study and, secondly, because all respondents, regardless 

of status, had ultimate control over whether what they had said was used in 

the research. Even though I maintained the traditional power of researchers to 

interpret what was said in transcripts approved by respondents, I do not see 

myself as resisting the power of intellectual user/survivors, and/or 

respondents, in any significant way because I view all user/survivors engaged 

in the BUSM as partisans resisting the much greater power of dominant 

mental health discourses. The most that I am able to say about power and 

resistance between user/survivor researcher and user/survivor researched is 

that, at some level, each researcher, activist, or thinker is acting out of self-

interest (i.e. employment prospects, status, turf, and allegiances) and 

sometimes, unlike Adam Smith’s ‘hidden-hand’, competing self-interests have 

the potential to collide. It is therefore the researcher’s responsibility to 

maximise the respondents’ empowerment (at the researcher’s expense) in the 

research methodology/methods. 
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The three key fundamentals of gain, reciprocity and empowerment, are cited 

by Mike Oliver (1997: 17) about an emancipatory research paradigm, which 

attempts to increase the power of the researched at the expense of the 

researcher and change the social relations of research production in doing so. 

The separation of these fundamentals, however, has been no easy task in my 

doctoral research. For instance, I may gain a paid vocational career, a 

qualification and, more importantly, thus far the experience has improved my 

mental health. There is an element of reciprocity if the other user/survivors 

who agreed to participate in my research have also gained. Moreover, if they 

have gained then it is likely that I have succeeded in creating a research 

environment that enabled them to empower themselves. The dominant 

positivist research paradigm places great emphasis on the role of the non-

aligned, objective researcher who employs the scientific method. The 

emancipatory research paradigm, on the other hand, demands that the 

researcher be partisan – Mike Oliver states, ‘…it is not possible to research 

oppression in an objective or scientific way…[and]…you cannot be 

independent in researching oppression, you are either on the side of the 

oppressors or the oppressed’ (1997: 17). In this respect, a research aim in the 

emancipatory paradigm is social justice, but this does not mean that 

researchers should relinquish the search for the truth. Indeed, Sandra Harding 

(1986: 249) asserts that attempts at value-neutrality in research serve to 

bolster the coercive values of dominant groups (i.e. racism, sexism, classism 

or mentalism) which diminish objectivity (see ch 4). Emancipatory research, 

which aligns itself with the interests of user/survivors and attempts to 

maximise objectivity by approaching the task from the perspective of 
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user/survivors, is clearly helped by the project being conducted by a 

user/survivor researcher. Nevertheless, emancipatory research is not only 

about the social group membership of the researcher as it also includes 

questions of using potentially empowering research methods and 

methodologies.   

 

Oliver (reproduced from 1997: 20) identifies six ways in which an 

emancipatory research paradigm can assist in countering the oppression of 

disabled people.  I will present each of the six with some commentary about 

how/whether my research corresponds. Firstly, Oliver argues that a 

description of experience in the face of academics who abstract and distort 

the experience of disabled people is necessary. I have addressed this point 

by, firstly, being open about my user/survivor status to both to user/survivors 

and academics alike and, secondly, by attempting faithfully (using all my own 

experience of mental distress) to report and interpret respondents’ comments. 

Secondly, Oliver asserts that a redefinition of the problem of disability is 

needed. I contend that the user/survivor standpoint developed for this thesis is 

evidence of this. Thirdly, a challenge to the ideology and methodology of 

dominant research paradigms is regarded by Oliver as necessary in 

emancipatory research. My assertion that mainstream research 

methodologies are partisan in support dominant mental health discourses, 

and that knowledge based on previously ignored user/survivor experience is 

more objective (see ch 4) addresses the above point. Fourthly, Oliver argues 

that the development of a methodology and set of techniques commensurate 

with the emancipatory research paradigm are required. In this respect, the 
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ethical measures taken to maximise the potential of the research to be 

empowering were reported in Chapter 4. Fifthly, Oliver demands a description 

of collective experience in the face of academics who are unaware or ignore 

the existence of the disability movement. I assert that the identification of the 

dominant discursive ‘reality’, pertinent to the lives of user/survivors, outlined in 

Chapter 4, relates to this point. Finally, Oliver contends that a monitoring and 

evaluation of services that are established, controlled and operated by 

disabled people themselves is needed. In response I argue that the main aim 

of this thesis: ‘…an exploration of the contradictory potential of community 

care policy where there is a formal relationship between local and/or health 

authorities and mental health services user/survivor-led groups,..’ addresses 

the above criterion. 

 
 
My research addresses all of the points contained within Oliver’s agenda for 

emancipatory research, and attempts to promote change in the way research 

is practised – but is it really emancipatory? At the beginning of Oliver’s 

chapter he states that a research project can only be described as 

emancipatory ‘…where, and only where the social relations of research 

production have been changed’ (1997: 21). Near the close of Oliver’s chapter 

(1997: 26) he asserts that the kind of action research that I have practised is 

all researchers can do until disablist late-capitalism is overthrown because it 

‘…is about improving the existing social and material relations of research 

production; not challenging and ultimately eradicating them’ (1997: 26). Oliver 

states that the difference between action research and emancipatory research 

is between either allowing ‘…previously excluded groups to be included in the 
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(research) game’, or, ‘…conceptualising and creating a different game, where 

no-one is excluded in the first place’ (1997: 26). In Oliver’s terms, my research 

cannot be described as emancipatory. However, I would argue that the ethics 

and methodology of my research at least provide the opportunity for 

user/survivors to speak and be heard after centuries of, and for many 

ongoing, enforced silence – which is a type of change in social relations. 

Moreover, Foucauldian social constructionism offers a final defence for the 

emancipatory aims of my research. In the first place, user/survivors speaking 

for themselves may persuade some people that current understandings about 

impairment (in this case mental health problems), although a primary relation 

causing distress and pain, is a socially constructed confidence trick based on 

the relationship between the creation of knowledge and the exercise of power, 

rather than an objective account of mental distress (see Tremain 2002: 42). 

Second, as Foucault asserts that Western societies since the Enlightenment 

have idolised reason above all other states of mind (Foucault 1967: 64), the 

challenge presented by a user/survivor population, the embodiment of 

unreason, speaking for itself may be fundamental and could eventually lead to 

a fundamental change in social relations. 

 
 
 
 
Key findings revisited 

 

Having established that a key goal for a user/survivor standpoint is to reclaim 

the term ‘reason’, and indicated that power relations between researched and 

researcher have the potential to be transformed if the reason of user/survivor 
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emancipation is employed, the final standpoint (amended earlier in this 

chapter) can be used to inform conclusions about how the central finding of 

the taxonomy set out in Chapter 6 provides the explanations sought as part of 

the main aim of this thesis. 

 

Taxonomy of discursive resistance tactics 

 

       Partnerships 

 

   Reformism  Rationalisation 

 

 Informal       Formal 

            

   Pride   Professionalism 

 

             Self-reliance 

Figure 1 

 

A central finding of Chapter 8 is that the taxonomy of discursive resistance 

tactics to formalisation in user/survivor-led services (see fig.1. above), 

presented at the end of Chapter 6, can be supported by evidence taken from 

a range of user/survivor perspectives. The existence of a diversity of 

user/survivor perspectives was highlighted in the outline of a user/survivor 

standpoint provided in Chapter 4. That standpoint was subsequently used, in 
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conjunction with data from Chapter 5, to inform the development of the 

taxonomy of discursive resistance tactics. 

 

The identification of the discursive resistance tactic pride, at the close of 

Chapter 6 as an overarching tactic, a finding subsequently supported by data 

analysed in Chapter 8, indicates a level of unity amongst user/survivor 

activists. The further identification, in Chapter 8, of an element of hope in all 

discursive resistance tactics provides further evidence that there are areas of 

unity within user/survivor discourse. Identification of overarching tactics of 

pride and hope mean that the taxonomy outlined in Figure 1 can be modified 

in the following manner: 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 2: Unity within user/survivor discourse 

 

Hope Goal of pride in an 
informal 
movement of 
user/survivors 

Taxonomy of discursive 
tactics of resistance 
 
See Fig 1 
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The above diagram shows the overarching elements (hope and the goal of 

pride) influencing each other, and the Figure 1 taxonomy. In Figure 2, there 

can be no hope without a goal (of an informal movement of user/survivors, as 

opposed to the pride discursive resistance tactic where elements of an ideal 

behaviour, in an ideal movement, are employed to offer an alternative to 

formalisation), and no drive to pursue that goal without the hope that the goal 

can be achieved. Belief in the goal of pride, and hope that it can be achieved, 

then influence individual user/survivors who deploy a basket of various 

discursive tactics of resistance to counter the common enemy of formalisation 

within the BUSM. 

 

It may be elemental to state that there would not be much point in engaging 

with the BUSM if you had no hope that your activity could make a difference, 

or if you had no pride in the values and achievements of the movement. 

Nevertheless, the overarching existence of the goal of pride and hope within 

the respondents’ comments concerning any of the discursive resistance 

tactics suggests that critics of the user/survivor movement, who claim the 

movement has lost its earlier (1980s) self-help, altruistic, and political ethos, 

are probably wrong. 

 

The conclusion to Chapter 6 notes that the Figure 1 taxonomy represents only 

one range of options available to user/survivor activists when it comes to 

negotiating opportunities for involvement in the new community care. Indeed, 

it can be argued that the Figure 1 taxonomy potentially obscures other 

continua such as collective/individualistic and democratic/authoritarian as 
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much as it illuminates.  My riposte would be that the Figure 1 taxonomy is a 

superior heuristic device for explaining how user/survivors resist the 

formalisation that has been identified as a BUSM issue by the international 

user/survivor movement commentator Mary O’Hagan, and by respondents for 

this study. This superiority lies, firstly, in its capacity to address the discursive 

responses of user/survivor activists to the specific issues (partnership/self-

reliance and informal/informal approaches to user/survivor activities) facing 

them in the millennial period. Secondly, a taxonomy using 

collective/individualistic and democratic/authoritarian continuua might appear 

so: 

      

     Collective 

 

   Socialist  Stalinist 

Democratic      Authoritarian 

   Liberal  Fascist 

 

      

     Individualist 

Figure 3: Collective/individualistic and democratic/authoritarian taxonomy 

 

Clearly such a model provides an insight into potential political discursive 

responses to capitalism/rationalisation, but it does not provide the particular 

discursive responses of an oppressed user/survivor minority faced with the 

tendency of contractual relationships with health/social services authorities, in 
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a liberal democracy, to exert pressure for the formalisation of their 

organisations.  The Figure 1 taxonomy does provide the particular discursive 

responses noted in the last sentence. The findings from discussion groups 

(see Chapters 7 and 8) suggest that, whilst the overall taxonomy remains 

heuristic, the discursive resistance tactics within it (reformism, rationalisation, 

professionalism, and pride) represent the first time that this set of discursive 

formations have been identified in the user/survivor movement by an 

academic study. 

 

Conclusions about the three arguments related to the main aim of the study 

will be offered next. 

 

A) Community care policy since 1990 offers user/survivor-led groups the 
opportunity to create alternative and/or complementary provision based on 
wider social and political goals which challenge existing power 
relationships in mental health services. 

 

A comparison of the number of user/survivor-led groups in 1987 with those in 

2003 shows an enormous expansion of the movement in the intervening 

years (see Barker and Peck 1987: 19; Wallcraft, Read and Sweeney 2003: 

92).  Barker and Peck identified a total of 23 British user/survivor-led groups in 

1987, whilst Wallcraft, Read and Sweeney identified 896 in 2003. It is possible 

that these groups are not involved in creating alternative and/or 

complementary provision based on wider social and political goals which 

challenge existing power relationships in mental health services. Out of the 

318 user/survivor-led groups who responded to Wallcraft, Read and 

Sweeney’s questionnaire, however, the majority stated that they engaged in 
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self-help and support, user involvement, and education and training; 

furthermore, large minorities of user/survivor-led groups engaged in creative 

activities, campaigning and advocacy (Wallcraft, Read and Sweeney 2003: 

15). With the exception of campaigning, the activities noted in the last 

sentence can all be described as alternative and/or complementary provision. 

These activities can also be described as being based on wider social and 

political goals which challenge existing power relationships in mental health 

services. This is because, to a greater or lesser extent, each activity 

represents an attempt to empower user/survivors. For instance, user/survivor 

involvement in the education and training of mental health professionals is 

expected to draw on individual and group user/survivor experiences of 

services which are then fed back to trainee professionals in the hope that 

user/survivor experiences inform future mental health services. In this respect, 

individual user/survivor trainers are empowered by being able to use their 

personal experience to influence future services. In collective terms, 

user/survivors as a whole are expected to be empowered by user/survivor 

involvement in education and training because, not only are individual 

user/survivor trainers drawing on their own experiences, but many will be 

drawing on the experiences of other user/survivors who have offered their 

knowledge in person, or in the growing body of user/survivor literature.   

 

The extent to which community care policy can be given the plaudits for the 

expansion of user/survivor-led activities is debatable. In line with Wallcraft, 

Read and Sweeney (2003: v) and Barnes and Bowl (2001: 35-45), 

respondents for this study pointed to a number of factors, including 
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community care policy, which influenced the growth of the movement and 

which have been discussed in Chapter 6. Nevertheless, despite the varying 

weight given by respondents to the importance of community care policy in 

the growth of the BUSM, it can be said with some certainty that community 

care policy did not have a negative impact on the creation of the opportunities 

which led to a spectacular growth in the movement. Yet the question remains 

as to whether the opportunities supported by community care policy enable 

empowerment? 

 

In order to answer this last question, it is arguably helpful to use the taxonomy 

informed by user/survivor standpoint. Yet it is necessary to state at the outset 

that the diversity of user/survivor-led groups’ activities highlights the wide 

range of user/survivor experiences which are now being addressed by the 

movement. Viewed from the user/survivor standpoint, self-help and support, 

user involvement, education and training, creative activities, campaigning, and 

advocacy all represent potential challenges to dominant mental health 

discourses which identify user/survivors as too mentally impaired to help 

themselves.  

 

Moving again to the Figures 1 and 2 taxonomies, evidence that an element of 

pride and hope exist over all the discursive tactics of resistance, indicates that 

wider social and political goals which challenge existing power relationships in 

mental health services inform all expressions of pride, reformism, 

rationalisation, and professionalism at some level. Given the flexibility with 

which individual user/survivors employ the different discursive tactics of 
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resistance, this means that all user/survivors who engage in empowerment 

activities can claim to be challenging existing power relationships, as well as 

using the discursive tactics of resistance as a repertoire of tools for engaging 

with formalisation.   

 

 

B)  User/survivor-led groups are so constrained by formal relationships to 
provide specific services that they reproduce discriminatory forms of care. 
 

The effect of formalisation on the movement can be most tellingly tackled 

under argument B. The contention of Argument B is that formal relationships 

between purchasers (health/social services/local authority) and user/survivor-

led groups have resulted in a formalisation of empowerment activities, such 

that the word empowerment should not be used to describe them as they 

reproduce discriminatory forms of care. A definition of how this thesis uses the 

term formalisation can be found in Chapter 6, but it is worthwhile restating that 

this term describes a stage of social movement development, inseparable 

from Weber’s conception of rationalisation. At this stage of development, the 

movement accepts a formal structure in order to pursue its aims through 

disciplined activity and a co-ordinated strategy. It is at this stage that the 

movement begins to abandon some of its more informal and radical goals and 

practices and begins to follow goals and practices based on means/ends 

calculations. Identified by Weber as rationalisation, such calculations 

permeate post Enlightenment societies.  
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The findings set out in Chapter 6 reveal that formalisation is a major issue 

facing the BUSM. In the conclusion to that chapter it was postulated that a 

taxonomy could be devised which showed not only the different ways that 

user/survivors discursively resist formalisation, but also the extent to which 

formalisation is not just a major issue, but the major issue facing the BUSM. 

Moreover, this thesis contends that the postulation in Chapter 6 was 

supported by the evidence analysed in Chapter 8. In the discussion of 

formalisation towards the beginning of Chapter 6, it was noted that the BUSM 

was passing through the stages of formalisation and institutionalisation (at 

which point a social movement is thoroughly integrated into society, 

professionalised, and politically moderate) in the early 2000’s, despite the 

absence of co-ordinated action by politicised elements of the movement. The 

logical conclusion, it was suggested, was that institutionalisation of BUSM 

empowerment activities, even without user/survivor personnel and/or 

leadership, is an imminent possibility (see Chapter 6). In support of this 

conclusion, at the January 2005 meeting of the London Medical Sociology 

Group, it was anecdotally claimed that the expansion of PALS (Patient Advice 

and Liaison Services) – an NHS funded service which provides generic advice 

for health service users - had begun to replace specialist user/survivor-led 

mental health advocacy services in the London area. If this information is 

correct, it means that user/survivors are being forced out of providing a major 

mental health service by generic professionals. Thus, so far as advocacy is 

concerned, the question of whether user/survivor-led groups are so 

constrained by formal relationships to provide specific services that they 

reproduce discriminatory forms of care could be made immaterial by PALS. I 
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use the term ‘could be made immaterial…’ because there is, as yet in late 

2005, no specific peer-reviewed information as to the effect of PALS on 

user/survivor-led and/or user/survivor-controlled advocacy. Patrick Wood, the 

Training and Development worker for the United Kingdom Advocacy Network, 

was not aware (in a phone call on 7th September 2005) of the concerns noted 

at the London Medical Sociology Group. Nevertheless he did accept the 

possibility that NHS funds could be directed to PALS rather than to specialist 

user/survivor advocacy services. Overall, however, Patrick could not discern a 

nationwide trend in the funding of advocacy as, on the one hand, he was 

aware that a specialist user/survivor advocacy service in Bedfordshire had 

lost its contract, in the early 2000s, to professionals working for a major 

charity whilst, on the other, he could point to the development of new 

specialist user/survivor services in Humberside.   

 

Whatever the state of funding available for specialist user/survivor advocacy 

services, the identification of the Figure 1 taxonomy shows that user/survivors 

discursively resist formalisation in the advocacy and user involvement still 

funded by health and social services/local authorities. This resistance does 

show that user/survivors are still attempting to promote the human quality of 

empathy, based on shared experience, only they can offer. This is in contrast 

to an ‘inhuman’ vision of formalised services where every action of generic 

advisory personnel is regulated by bureaucratic rules which, whilst possibly 

promoting the goal of efficiency, are arguably not effective in terms of 

providing informal/empathic, mutually supportive human encounters (an idea 

supported in the findings of this thesis – for example see: 4: 10-11; 7: 4; 10: 
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24; 12: 33). In this respect, as long as user/survivors are resisting 

formalisation in ways such as those highlighted by the taxonomy (with its 

overarching elements of pride and hope), then they are not reproducing 

discriminatory forms of care, even when they are under formal contract.  

 

It could be argued, however, that one of the positive effects of entering into 

formal contracts with health and/or social services/local authorities is that 

equal opportunities policies and practice are expected of user/survivor-led 

groups.  Wallcraft, Read and Sweeney’s (2003) identification of 97 verified 

Black and minority ethic user/survivor-led groups, out of a total of 896 verified 

user/survivor-led groups, is arguably evidence that the representation of 

diversity within the BUSM is supported by formal contracts. Wallcraft, Read 

and Sweeney (2003: 92), however, who received a poor response from Black 

and minority ethnic user/survivor-led groups for their survey, speculated on 

the reasons for this. They suggested that Black and minority ethnic 

user/survivor-led groups, where they are not run by non-user/survivors, 

‘…meet more informally, are unfunded, and may not be listed on any mailing 

list’. This posits an alternative to the idea that the inclusion of diversity is 

supported by formalisation. Indeed, it could be argued that Black and minority 

ethnic user/survivors are attempting to meet their own needs by setting up 

their own informal groups rather than expecting those needs to be met by 

joining generic groups under formal contract with public service purchasing 

authorities.  In this respect, it appears that Black and minority user/survivors 

(in common with white user/survivors) are resisting the formalisation that 

denies them informal/empathic mutually supportive human encounters. 
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Indeed, the above speculations suggest there is a need for further research 

on the effect of formalisation on the Black and minority ethnic user/survivor 

movement. 

 

At this point it is worthwhile stating that when I write about ‘informal/empathic 

mutually supportive human encounters’, I do not see myself in contradiction 

with Foucauldian theory. It is true that a Foucauldian might assert that such a 

quote is evidence of a liberal-humanist discursive delusion insofar as there is 

no human essence that all people understand – only discourses about the 

human essence. I do not disagree inasmuch as it is possible to accept that all 

knowledge is discursively understood – I use the term ‘human’ differently to 

liberal humanists. I do not confuse the liberal humanist idea that human 

beings are essentially empathic (given the chance), with the more basic idea 

that a user/survivor will often find something special about another human 

being displaying empathy to him or her.   

 

 

C) The expansion of user/survivor-led services, with resulting increases in 
work and financial opportunities, has witnessed a shift away from a culture of 
self-help, altruism and wider political vision which, it has been claimed, 
characterised the movement in the mid 1980s. 
 

The issue addressed by argument C concerns the question of whether the 

culture of the movement is characterised by resistance to formalisation, which 

enables user/survivor activists to empathise with other user/survivors in ways 

that help to prevent the reproduction of discriminatory forms of care. Evidence 

in support of the value of the taxonomies is ambivalent. On the one hand, 
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user/survivor resistance to formalisation based on pride suggests that an 

informal, empathetic, self-help, and altruistic culture, possibly an expression of 

wider political vision of empowerment, exists within the movement. On the 

other hand, discursive tactics of resistance such as reformism, rationalisation, 

and professionalism are surely examples of user/survivors coming to an 

accommodation with the contractual pressures to formalise their 

empowerment activities.   

 

Taking these two views together leads to the inevitable conclusion that the 

expansion of user/survivor-led services, with concurrent pressures towards 

formalisation, has indeed affected a shift in the culture of the movement. Yet it 

does not necessarily follow that this shift has to be seen in the negative terms 

suggested by argument C. Given that there was little, if any, funding attached 

to formal contracts with purchasing authorities in the mid 1980s, 

user/survivors can be assumed to have been able to set their own ways of 

working without interference. It can be further assumed that those early 

pioneers of the BUSM worked in the anticipation that they would at some time 

be able to access funding for empowerment projects, and that with that 

funding would undoubtedly come some contractual restrictions. The essential 

point here is that the pioneers of the BUSM have been successful in achieving 

the aim of accessing funds for advocacy and user involvement, and that one 

cannot expect the culture of the movement not to change in new 

circumstances. What is more, evidence in support of the taxonomies, and 

especially the overarching elements of pride and hope, is indicative that 

user/survivors are using many different means of keeping the informal, 
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empathetic, self-help, and altruistic goals, and wider political vision of the 

movement in the mid 1980s, alive under very different circumstances. 

 

 

Enablement and/or exploitation? 

 

There can be no doubt that contractual relationships between purchasing 

authorities and user/survivor-led groups have enabled user/survivors to 

engage in activities, which they themselves regard as valuable. It is also 

beyond doubt that with contractual relationships come pressure towards 

formalisation of the movement. If there is exploitation of the BUSM, then it is 

the formalising pressures for the movement to behave in bureaucratic ways, 

alien to its overarching goal of pride, that can be identified as a form of 

exploitation affecting the whole movement. At the same time, not only does 

the Figure 2 taxonomy’s other overarching value of hope suggest that 

user/survivors are optimistic about their capabilities to resist pressures 

towards formalisation, but the Figure 1 taxonomy shows that user/survivors 

are discursively resisting that formalisation. Foucault’s view that the 

expression of power is met everywhere by the expression of resistance (1990: 

95-6 orig fr ed 1976) permits a view of resistance as itself a form of power 

which, in turn, gives lie to the notion of total exploitation. The variety of 

discursive tactics of resistance, within the Figure 1 taxonomy, also shows that 

user/survivors express their power in different ways according to their relative 

experiences of formalisation.   
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Resistance to formalisation, however, is not the whole story. Firstly, it is 

difficult to identify the actors on each side. No literature exists to demonstrate 

that the aim of contractual requirements is to eliminate human encounters 

based on shared experience. Equally, the flexibility with which user/survivors 

use discursive tactics of resistance suggests they are not always aware that 

formalisation itself is their enemy. If user/survivors were aware of their enemy 

then they might well develop a more unified opposition to the danger. It is the 

view of this thesis, however, that the peril facing the BUSM is not 

formalisation per se. Virtually all user/survivor-led groups, with the possible 

exception of Mad Pride and some self-help only groups, are likely to be happy 

to use formal methods to achieve aims in line with the fundamental value of 

pride. How user/survivors determine this should be achieved, along with 

whatever power they have over the situation, leads user/survivors to employ 

the discursive tactics of resistance: reformism, rationalisation, professionalism 

- and pride itself. Indeed, as noted in Chapter 3, Mary O’Hagan (1993) found 

that some user/survivor-led groups had adopted such a formal stance that 

they were hardly distinguishable from mainstream services. This is where the 

overarching theme of hope enters the equation as it is this which enables 

user/survivor-led groups to work in formalised ways to achieve goals informed 

by the other overarching value of pride. But can this balancing act be 

maintained? The real danger is that user/survivors accept the status quo and 

do not strengthen and extend the case for their own unique informal skills 

being funded, with the result that purchasing authorities ask themselves 

whether other mental health professionals, more familiar with formal 

requirements, cannot be trained to provide similar services? 
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Of course, the creation of a strong, representative national user/survivor voice 

(see Campbell 1999: 207) would help user/survivors to pursue the 

overarching values identified in the Figure 2 taxonomy, and further resist 

formalisation within and without the movement. Such a development might 

enable user/survivors to defend areas of their work where they are already 

using informal/empathic strategies/skills such as advocacy and self-help from 

professional/non-user/survivor incursion. Furthermore, a strong representative 

national movement of user/survivors could be the base for user/survivors to, 

not only maintain their involvement in services such as advocacy and self-

help, but exert pressure for their involvement in psychiatric services 

themselves. The findings of this thesis, however, suggest that user/survivors 

may find even a highly informal national movement, as opposed to an 

unpopular centralised movement option, would prove difficult to forge given 

the demographic and political diversity that exists amongst user/survivors and 

their groups. Furthermore, the pressures for formalisation, left fundamentally 

unchallenged by the absence of a strong, representative movement, could 

result (as per observations noted at the January 2005 meeting of the London 

Medical Sociology Group) in the expulsion of user/survivors from advocacy 

services, and the relegation of user/survivors to consumer involvement 

activities where their views are sought but their expertise is neglected. This is 

indeed the exploitative potential of community care policy in the 2000s. 
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New Labour: the future post 2005? 

 

At first glance, most of New Labour’s mental health initiatives (including 

partnership working, Best Value, research governance, and the National 

Service Framework - see Chapter 1) suggest that the Government is keen to 

consult the views of user/survivors in most areas. Indeed, user/survivors are 

even being consulted on areas of clinical treatment through the involvement of 

user/survivor researchers in the Mental Health Research Network. 

Furthermore, as Peter Beresford has reported, such is the effort being 

expended on identifying the service user perspective, that there is talk 

amongst patients’ and service users’ organisations of ‘consultation fatigue’ 

(Beresford 2005: 10). This appears to be clear evidence that New Labour is 

serious about patient and public involvement (at least in the area of 

consultation). However, this is not to say that the respondents for this study 

did not have strong reservations about New Labour’s policies, and the Draft 

Mental Health Bill in particular (as reported in the findings chapters). 

Furthermore, the Chief Executive of Mind has asserted that the Government 

has consulted user/survivors about the Draft Mental Health Bill through a 

parliamentary committee, but then rejected the most important 

recommendations made firstly by the Mental Health Alliance and secondly by 

the parliamentary committee (Brook 2005: 5). Foucauldians might point out at 

this point that, although New Labour is committed to consulting with service 

users, they are restricted by the reason/unreason dichotomy which means 

that the Government is more concerned about coercing un-co-operative 

user/survivors than listening to their concerns about using mental health 
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services. Indeed, Richard Brook (2005: 5) also notes that the Government is 

insistent that the ‘Bill is not predominately about service provision but about 

dangerousness and compulsion’. This ultimately pessimistic concern about 

the nature of the most impaired user/survivors fits in well with my analysis, 

presented in Chapter 1, that New Labour is attempting to divide the 

user/survivor population between the ‘good mad’ (compliant) and the ‘bad 

mad’ (un-compliant). Furthermore, New Labour pessimism about 

user/survivors probably means that user/survivors will not be encouraged to 

engage themselves in providing mental health services. This suggests that, if 

indeed there is any doubt at the highest level as to whether user/survivors are 

fit to provide mental health services such as advocacy, then existing specialist 

user/survivor-led services may be replaced with professionals.  

 

Peter Beresford (2005: 10) argues that health service users are likely to be 

affected by two competing forces in Tony Blair’s third term. On the one hand, 

he argues that ‘the market imperatives of unrestrained globalisation’ are in 

evidence in the Government’s attempts to cut public spending and use private 

investment/intervention. My view is that this could result in pressure for 

specialist health services, such as advocacy, to be subsumed within larger, 

generic, professionalised, and formalised services. On the other hand, Peter 

Beresford argues that the other, contrary force is the ‘democratic impulse of 

social movements’ (including that of the user/survivor movement) whose 

proponents are beginning to realise that New Labour means something 

different to themselves when it uses the language of involvement. 

 



 

 466

It may be that Peter Beresford is right to identify these two competing forces 

as likely to be in conflict over the period of New Labour’s third term, but I do 

not accept that this analysis is entirely appropriate in the case of 

user/survivors. Firstly, user/survivors will need to build democratic national 

organisations of their own if they are going to strongly argue for the 

democratic involvement of user/survivors in policy and services. Secondly, 

user/survivors will have to challenge the reason/unreason dichotomy (possibly 

using the standpoint developed in this thesis) which allows the Government to 

trump user/survivor demands for democratic involvement in policy and 

services with their claim that many user/survivors can be dangerous and need 

to be controlled. In particular, it is unlikely that user/survivors will be allowed 

any more of a say in clinical services as long as they can be perceived as a 

‘dangerous’ and ‘non-compliant’ group. Thirdly, following information 

presented in my literature review, it can be argued that the financial 

considerations, paramount in globalisation, are not the paramount issue for 

governments when considering their mental health policies. Indeed, it is 

dominant mental health discourses, the reason/unreason dichotomy in 

particular, that have been paramount since, at least, the Enlightenment. Given 

the importance of dominant discourses in the social construction of 

madwo/men, historically and in the present, it is therefore essential that 

user/survivors couple calls for ‘democratic involvement’ with their own 

challenges to those discourses.  
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GLOSSARY 

 

BUSM = British User/Survivor Movement, also referred to as ‘the movement’. 
 
Consumer = Anyone who has an interest in a health service who is not a 

health professional. 
 
Discourse = A frame around a set of statements on a particular issue. The 

medical model is a frame that psychiatrists use to say that they have 
correct ideas about mental health.  Psychiatrists can use this model to 
claim that their views should be listened to, rather than those of 
user/survivors. 

 
Empowerment = This occurs when someone achieves greater levels of voice 

and/or control in their life through speaking up for themselves, and/or 
learning new skills and/or new opportunities for self-expression. 

 
 
‘Mad’ = A person who is discursively/popularly believed to have lost control of 

the capacity to reason. The inverted commas indicate the view that the 
experience of extreme sadness, obsession, compulsive behaviour, 
hearing voices, and paranoia do not mean that reason is absent. 

 
Mad = A person who has lost control of the capacity to reason as in the case 

of psychosis. A temporary state that can be experienced by 
user/survivors and non-user/survivors alike. 

 
‘Madness’ = The experience discursively/popularly understood as the loss of 

control of the capacity to reason. The inverted commas indicate the 
view that the experience of extreme sadness, obsession, compulsive 
behaviour, hearing voices, and paranoia do not mean that reason is 
absent. 

 
Madness = The experience of losing control of the capacity to reason as in the 

case of psychosis. A usually temporary state that can be experienced 
by user/survivors and non-user/survivors alike. 

 
Mental distress/mental health problems = interchangeable terms to describe 

mental phenomena which cause discomfort to the person who 
experiences them. It should be noted that mental phenomena, such as 
hearing voices, do not always cause discomfort. 

 
‘Mental illness’ = A commonly used term used to describe a perceived 

disorder of the mind. Inverted commas indicate this author’s 
unwillingness to use a term which equates difference with illness. 

 
Service user = Someone who is using, or has used, services such as those 

for mental health. This term is also abbreviated to ‘user’. 
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Survivor = A term used in its most broad sense to include someone who has 

experienced mental distress. The term can also be used more 
politically to include people who have survived the mental health 
system. 

 
Standpoint = A theoretical claim, with feminist origins, which asserts that 

better knowledge can be accessed by privileging the perspectives of 
women, above the perspectives of male ‘experts’, when women’s 
perspectives have been suppressed. A user/survivor standpoint claims 
to access better knowledge about mental health by privileging the 
perspectives of user/survivors above the perspectives of professionals. 

 
User-led group = A group with, at least, a majority of user/survivors on the 

management committee. 
 
User/survivor = A term which is broad enough to encompass people who have 

used mental health services, and/or survived those services, and/or 
survived mental distress.  
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APPENDIX 1: PILOT INTERVIEW SCHEDULE 

Service Provision: 
 
A) Can you describe the types of service provision available from user-led 

groups. 
B) Can you tell me how advocacy services within mental health have 

developed since the 1990 Act and the introduction of contracting. 
 
Markets, managers, contracts, and consumerism: 
 
C) Can you tell me generally if the position and politics of user-led groups has 

changed since the introduction of contracting. 
D) Can you give me examples of the ways managers and professionals 

promote user involvement and consultation. 
E) It has been said that some managers use the user voice in order to bolster 

their position. Can you tell me if you feel this is the case and explain how 
managers use the views of service users.  

 
User-group politics: 
 
F) Can you describe how user-led group politics have developed since the 

1990 Act. 
G) Can you explain if the introduction of contracts has affected the 

development user-led group politics. 
 
Voice: 
 
H) Could you explain to me whether you feel that the developments you have 

mentioned mean that there is now a greater say for service users, and 
provide examples. 

 
Motivations: 
 
I) What made you get involved in the user movement? 
J) From your experience, could you explain what you believe are the major 

motivations of users to be active in advocacy or other user-led groups. 
K) Do you believe that user motivations for being involved are different now 

than they were in 1990? And if so how? 
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APPENDIX 2: ONE-TO-ONE INTERVIEW SCHEDULE 

 
 
1. Introduce myself and give some of my background – who I am. 
 
2. Summarise the nature and purpose of the research (information and 

schedule already posted) and repeat commitment to confidentiality. 
 
3. Answer any further questions. 
 
4. Ask if respondent is happy to be interviewed and tape-recorded – if yes, 

get consent form signed and completion of questionnaire. 
 
5. You can stop the interview at any time and if there are any questions you 

do not wish to answer, tell me and we will move on. 
 
Introduction: 
 
Could we begin with you telling me generally your views on how the mental 
health service users’ movement has developed over the last 15 years or so 
and what, if at all, has been the effect of government policy during this period? 
 
Checklist: (to be agreed with respondent) 
 
Service provision 
Managers 
Markets 
Contracts 
Consumerism 
Choice 
Collaboration 
User-group politics 
Professionalisation 
User involvement 
Incorporation 
Individualism/ the user voice 
Motivations 
Anything else you wish to say 
 
 
Service Provision: 
 
Can you describe the types of service provision available from user-led 
groups? 
 
What differentiates these services from those in the statutory sector? 
 
How have user-led services developed since the introduction of the 1990 NHS 
and Community Care Act and the introduction of contracting? 
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Markets, Managers, Contracts, Choice and Consumerism: 
 
What have been the effects of the Conservative innovations of contracts, 
competition and consumerism on the user movement? 
 
How has Labour’s emphasis on “partnership” affected the user movement?  
What do you think of initiatives such as the Health Action Zones?  
 
What would you say is the role of professionals in the promotion of user 
involvement? 
 
Can you give me any examples of the ways managers and professionals 
promote user involvement and consultation? 
 
It has been said that some managers have used the “user voice” in order to 
bolster their own positions.  Can you tell me if you feel this is the case and 
explain how managers use the views of service users. 
 
Is the concept of a “user voice” flawed? 
 
Can a mental health services user ever be a consumer? Or a stakeholder? 
 
 
User-Led Group Politics: 
 
How have user-led group politics changed since the 1990 Act? 
 
Would you say there is a stronger user voice today than existed 10-15 years 
ago?  If so how? 
 
What has been the effect of contracting on user-led groups? Do user-led 
groups provide better or worse services when they are under contract?  Can 
you provide any examples? 
 
Some people argue that the user movement has become or is becoming 
“professionalised”.  What, if anything, does this mean to you?  
 
In the physical disability movement it has been noted that there has been 
replication of ethnic, gender and class divisions (and opportunities) existing in 
mainstream society.  Is this an issue in the mental health services users’ 
movement? 
 
Would you say there is now more or less concern in the user movement with 
issues of collective importance such as opposition to CTO’s? 
 
Is there a greater recognition of the need to assert the rights of users as 
individuals? If so, how has this affected user-led group politics? 
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Is there a greater willingness to work alongside non-users in the movement 
today? 
 
If so – Is this a constraining or enabling (or both) force for user campaigns 
and services? 
 
 
 
Motivations: 
 
What made you get involved in the user movement? 
 
From your experience, could you explain what you believe are the major 
motivations of users to be active with user-led groups? 
 
Do you believe that user motivations for being involved are different now than 
they were before 1990?  If so how? 
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APPENDIX 3: DISCUSSION GROUP INTERVIEW SCHEDULE 

 
 

ENABLEMENT AND EXPLOITATION: 
THE CONTRADICTORY POTENTIAL OF COMMUNITY CARE POLICY 

FOR MENTAL HEALTH SERVICES USER/SURVIVORS. 
 
 
PROPOSED DISCUSSION GROUP INTERVIEW SCHEDULE 
 
 
Last year I spoke with a number of prominent user/survivors who told me their 
views about how community care policy has been enabling and exploitative 
for user/survivors and their organisations.  They told me about how the 
user/survivor movement has been enabled to grow with encouragement from 
policy makers.  They also talked about how policy makers have encouraged 
some forms of user involvement (e.g. advocacy, joint work with professionals 
and consultation) and not others (e.g. campaigning and challenging 
psychiatry) which could be seen as exploitative.   
 
I would like to talk to you about your views on what they said.  This schedule 
can be split into six broad areas: 
 
1. In what sense are we really “consumers” of mental health services? 
2. What has been the effect of community care policy on the         

user/survivor movement? 
3. How successful has the user/survivor movement been in the 

advancement of all user/survivor perspectives? 
4. What do we think of Labour’s mental health proposals? and what 

should we do about them? 
5. What should be our politics, and what organisational culture should 

we use to advance our aims? 
6. What are the “real” relations between society and madness? 
 
Within each of these areas the user/survivors I spoke to earlier offered the 
following thoughts and I would like you to comment on them.  In some areas 
we will also look at any gaps in what they said and I would also like you to 
comment on my thoughts about what they said.  Please feel free to bring 
anything else you feel is important into the discussion. 
 
 
 
1. In what sense are we really “consumers” of mental health services? 
 
A)  Most of my respondents questioned whether we are consumers of mental 
health services at all as we have no rights to choose between services, few 
opportunities to exit the service if we are not happy with it, and voicing 
concerns about services is often not listened to. 
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B)  I suggest that it is ironic to call us consumers, given that we seem to have 
few consumer rights normally associated with those who have purchasing 
power, and that it might be better to call ourselves “consumers of irony”.  
What do you think about this? 
 
C)  One respondent argued that groups of user/survivors had been pushed 
into “consumerist activities” such as advocacy and consultation which are 
supposed to allow the “consumer” voice to be heard.  He argued that this has 
taken place at the expense of users setting up their own projects and 
campaigning. 
 
D)  I think he is saying there is an internal logic to user involvement which 
creates professional user/survivors who are interested in creating efficient 
services rather than challenging the current existence of services themselves.  
Is this what is happening? 
 
2.  What has been the effect of community care policy on the 
user/survivor movement? 
 
A)  None of the people I talked to mentioned the closure of asylums as being 
a major reason for the growth in funding for user/survivor groups.  In your 
opinion, what was the effect of asylum closures on the growth of the 
user/survivor movement? 
 
B)  Has the policy interest in user involvement and the funding of user/survivor 
groups under contract resulted in any, some or all of the following: 
• A “deal” where we concentrate on our “consumer” role, working closely with 

professionals (which could create conflicts of interest  about our more 
radical aims) whilst in return, we hope to use their support and money to 
build a stronger movement. 

• An inevitable move towards a more professional movement where 
advocates and consultants are increasingly expected to be “qualified” and 
contracts specify the roles and duties of user groups. 

• An opportunity for user/survivors, under contract, to prove their capabilities, 
accountability and integrity. 

• Anything else. 
 
3.  How successful has the user/survivor movement been in the 
advancement of all user/survivor perspectives? 
 
A)  How should we respond to professionals who attempt to co-opt 
user/survivors to support their agendas? The respondents made the following 
comments (but feel free to add anything you think): 
• Keeping membership of our groups (especially self-help groups) for 

user/survivors only. 
• Refusing to co-operate when user/survivor representatives are hand-picked 

by professionals. 
• Accepting that the continued growth of the user/survivor movement is 

dependent on close relations with professionals.  The risk that we will 
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sometimes be used in their battles with each other, or that our groups will 
become associated with their services, is worth taking. 

 
B)  How or should we work with professionals and non-user/survivors?  The 
respondents made the following comments (but feel free to add anything you 
think): 
• Demanding that we should have greater involvement in areas of treatment 

and clinical judgement. 
• Respecting that they can play an important supporting role and can do jobs 

which we do not have the skills or interest to do. 
• Attempting to be as self-sufficient as is possible. 
• Positively making every possible link between ourselves and potential 

allies. 
• Accepting that we are in a weak position and that we will get nowhere 

without the support of professionals and non-user/survivors. 
 
4.  What do we think of Labour’s mental health proposals? and what 
should we do about them? 
 
A)  Some respondents said they could understand the thinking behind 
Labour’s proposals for Community Treatment Orders because some 
user/survivors are not responsible enough to maintain their own mental 
health.  What do you think? 
 
B)  Do you think ‘partnership’ is a better starting position than ‘consumer 
choice’ for user/survivor groups to engage with state-funded mental health 
services? 
 
5.  What should be our politics? and, what organisational culture should 
we use to advance our aims? 
 
A)  Most of the respondents said that we need a user/survivor political 
philosophy but they did not all say what it would look like.  Do we need one? 
and, if so, what should it include? 
 
B)  The political and organisational strategies for pursuing our goals, which, I 
believe, the respondents were saying are characteristic of the current 
user/survivor movement can be split into four types: 
• Reformism - “we’ll get there eventually!”: belief that we can steadily 

achieve our aims by working with professionals and non-users in formal 
hierarchical settings.  But also hoping to bolster informal mutual support 
amongst user/survivors. 

• Rationalisation - “if you can’t beat them - join them!”:  belief that we have 
to involve ourselves in formal activities such as advocacy and consultation 
(which are good) but pessimism about achieving policy changes/reduction 
of stigma.  Maybe if we prove that we can hold down jobs and prove our 
abilities then there may be some change. 

• Professionalism -  “we can do it!”: belief that if we can be as professional 
as the professionals in formal activities then we can improve services and 
create jobs for user/survivors, which may lead to change. 



 

 476

• Pride - “take us as we are!”: belief that our movement and services should 
reject formal hierarchies, celebrate mutual support and challenge public 
perceptions about the nature of madness. 

It should be said that these strategies for taking the movement forward 
and involvement in activities, such as advocacy or consultation, do not 
relate to the personalities of individual respondents.  They all used 
some or all of these strategies to describe what they thought was 
happening in the user/survivor movement or what they thought our 
strategies should be. 
 
Drawing on the information above, tell what you think about the following 
 
C)  Is it possible to make use of any, some or all of these strategies to 
describe what is happening in the user/survivor movement? or as strategies 
for what we should do? 
 
D)  How should we relate to the pressures for more formalisation in 
user/survivor-led services?  The respondents said the following (but add 
anything you think is important): 
• Fighting this movement from “stroppy to slick” by emphasising the 

importance of non-hierarchical and empowering mutual support as we are 
already “qualified” by our experience. 

• Embracing formalisation as it gives us more professional integrity and 
better services for “clients”.  We should support the development of 
qualifications for user/survivors. 

• Accepting that if we want funds to provide services then we will have to 
accept that purchasers will want qualified staff, annual reports and some 
control over our wider campaigning. 

 
E)  What do you think the culture of the user/survivor movement is like today?  
This is what the respondents said (add anything you think is important): 
• Characterised by groups which tend to be dependent on a “natural leader” - 

groups fall apart when they leave. 
• Obsessed by “tinkering” with NHS/local authority services and represented 

by user/survivors who fit into NHS committee culture which is university 
educated, white and male. 

• Too “emotional” - not calm and considered enough with too many battles 
and rows between ourselves. 

• Too many user/survivors who have become paid workers who are not 
supporting other user/survivors to get paid work. 

• Characterised by mutual support based on shared experiences of distress 
and “treatment” in the mental health system.  

 
F)  What do you think are the motivations of user/survivors who are now 
joining the movement? 
• Anger, not being isolated, meeting with people who have similar 

experiences, mutual support, challenging stigma, “coming out” of the 
mentalist closet and because it is “too interesting”. 

• To build a paid career as a “professional lunatic”. 
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• To improve NHS and local authority services. 
• Anything else. 
 
G)  The respondents were all opposed to discrimination but I did not think they 
explicitly linked discrimination against user/survivors with the discrimination 
faced by other people.  Are issues of discrimination on grounds of ethnicity, 
disability, gender, class and sexuality separate from any analysis of how we 
might liberate mental health service user/survivors? 
 
 
H)  Should we seek to build a movement which unites all the different 
organisations of user/survivors? 
 
6. What are the “real” relations between society and madness? 
 
I am interested in developing a way of understanding the world from the 
particular perspective of user/survivors.  I did not talk to the first set of 
respondents about these issues and so these questions are the result of my 
own thoughts.  I would like you to comment on the questions and I would also 
like you to tell me what you think are the real issues behind the way society 
treats madness.  
 
A)  We live in a society which prizes the capacity to reason above all other 
mental capacities.  Should this continue to be the case or should we prize the 
whole of human thinking and not simply dismiss other forms of knowledge as 
“irrational”?  Especially as user/survivors possibly have had some creative 
imput in: 
• Most world religions 
• Most moral codes 
• Many artistic treasures 
• The impetus for science (and reason) 
 
B)  Is the division between “reason” (which is valued) and the “irrational” 
(which is believed to be worthless) a factor in the support by user/survivors for 
the “medical model” of mental illness? (i.e. do we accept that psychiatry has 
the best answers about what is the best treatment for “mental illness” because 
there is no other respected perspective?) 
 
C)  Is madness: 
• genetic? 
• an extreme form of “normal” thinking such as fantasy? 
• something completely different from “normal” thinking? 
• none, some or all of the above?  
• or anything else? 
 
D)  According to Karl Marx, workers are prized for their “commodity value” in 
the same way as any other products.  What is our “commodity value”? 
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E)  Most groups of people who have suffered oppression have been labelled 
as ‘less rational’ or ‘less sane’ than others eg. Hysteria was thought to only 
affect women; black people in distress are more likely to be given a 
schizophrenic diagnosis; being gay was included in DSM as a mental illness 
until the 1970s.  Is the oppression of user/survivors the last or first acceptable 
prejudice (or both)? and, is the way ‘madness’ is currently constructed a 
mechanism which is used to oppress people who are not ‘mad’? 
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APPENDIX 4: 
 
 
Hi David  
 
I spent some time last night looking through these and think you have done a 
terrific job. There are two points where I didn't make my meaning clear:  
 
1. page 346: "The only dissenting voice came from Anne (12: 17) who 
contended that refusing to co-operate with professionals could result in 
user/survivors being ‘left out of the picture’".  
 
I don't see this as dissenting but a fact. It doesn't mean that I think we should 
hand-pick!  
 
2. page 371: "this was countered by Anne who expressed concern about the 
‘romanticising’ of user/survivor distress, including voice hearing and other 
experiences not seen as ‘rational’ ... Anne’s support for the prizing of scientific 
reason above other mental capacities".  
 
I definitely did not mean this. Instead, I just wanted to point out that we need 
to remember that people are sometimes suffering from the consequences of 
things like poverty, trauma and abuse, and we need to be careful not to 
romanticise this by ignoring the pain and distress. Does this make sense? It is 
a little bit like people romanticising working class life in the Victorian age as 
being about children singing as they sweep chimneys etc etc. This definitely 
doesn't mean that I am prizing reason above other mental capacities. Perhaps 
it would be best to have a quick conversation about it.  
 
The rest is great.  
 
All the best  
  
‘Anne’  
 
11/ 11/ 2005 
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