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Abstract
This article examines how the personal experiences of mental distress of people 
involved in the British service user/survivor movement were shaped or transformed 
by this involvement, and the impact of involvement on their recovery journeys. The 
analysis was based on 12 in-depth interviews with service users/survivors who are, 
or were once, involved with the service user/survivor movement. Three large themes 
were identified regarding the ways in which social movement involvement affected the 
personal experience of mental distress: (a) making sense and reframing mental distress, 
(b) the social experience of involvement and (c) identity and identity reconstruction. 
We discuss how some features of the service user/survivor movement, such as self-
help, user involvement, the centrality of experience to collective action, and the range 
of political positions adopted by activists can affect experience and recovery in different 
forms. As an exploratory study that looks into a complex topic, our findings illuminate 
the ways of surviving, recovering and experiencing mental distress in the context of a 
significant social movement.
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Introduction

In this article, we aim to examine the subjective experiences of mental distress of people 
who are, or were once, actively involved in the British service user/survivor movement. 
With this exploratory study, we hope to contribute to the understanding of how these 
experiences were shaped or transformed by this involvement, and the effects of involve-
ment on participants’ recovery journeys.

The British service user/survivor movement

In the 1970s and 1980s, a distinct social movement led by people who have experienced 
some form of mental distress and who have been through the mental health-care system 
developed in the United Kingdom (Crossley, 2006; Rogers and Pilgrim, 1991). At first a 
‘patient’ movement, it was later renamed a ‘service user’ or ‘survivor movement’, 
accounting for different identity claims and moments within the process of mobilisation. 
Here, we use the umbrella term ‘service user/survivor (movement)’, a solution that may 
lose in precision, in view of the diversity of the movement, but acknowledges the lack of 
agreement in terminology (Rose and Beresford, 2009).

This social movement is enacted by informal groups or formal organisations led by 
service users/survivors, who promote their individual and collective rights, voicing their 
views about the psychiatric system and creating alternatives to mainstream mental 
health-care services, such as support groups or user-led services. The main types of 
activities developed by service user/survivor groups, according to Wallcraft et al. (2003) 
are: self-help and social support (79%), consulting with decision makers or ‘user involve-
ment’ (72%), education and training (69%), creative activities (41%), campaigning 
(38%), advocacy (36%) and provide a service other than advocacy (28%).

Early groups, such as the Mental Patients Union (MPU) and Campaign Against 
Psychiatric Oppression (CAPO), strongly opposed psychiatry’s theory and practices, 
each adopting a somewhat cohesive stance to affirm their political beliefs. In the 1980s 
and early 1990s, Survivors Speak Out (SSO) and the UK Advocacy Network (UKAN) 
shifted focus compared to earlier groups – not only because they represented the emer-
gence of a ‘survivor’ culture within the movement, but also because they displayed a new 
interest in plurality, including activists who held various political positions and views 
towards psychiatry (Crossley, 2006).

Throughout the 1990s, the British survivor movement grew rapidly. While in 1985 
there were about a dozen groups, in 2005 there were at least 500, or possibly more 
(Campbell, 2005). One of the main drives for this expansion was consumerist policies 
created since the 1980s, particularly the 1990 National Health Service (NHS) and 
Community Care Act, which made consultation with service users a requirement for 
community care planning (Campbell, 2005; Wallcraft et al., 2003).

On one hand, this demand for user involvement created opportunities for service users 
to provide input and achieve the changes they expected to see in mental health services. 
On the other hand, groups increasingly worked in partnership with the mental health 
system and relied on state funding, which has made it more difficult for them to keep an 
independent, critical position as compared to earlier groups (Crossley, 2006; Wallcraft 
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et al., 2003). Despite the current challenges, the movement is facing, the British service 
user/survivor movement has been an important collective actor that has helped reshape 
the field of psychiatric contention in the United Kingdom (Crossley, 2006).

The experience of mental distress

We understand the subjective experience of mental distress not simply as the direct expe-
rience of psychiatric symptoms, but as a complex phenomenon, composed of several 
different aspects, including the person’s cognitive, sensory and emotional experience; 
how their social experience is affected by mental distress, including changes in their 
social behaviour and in other people’s responses and behaviours towards them; their 
experience in mental health services; their identity and self-perception regarding mental 
distress; and the meanings they create and adopt to explain their own experiences. The 
subjective experience of mental distress is shaped not only by individual, biological and 
interpersonal circumstances, but also culturally, spatially and historically, by a number of 
social actors and their interplay, one of them being social movements.

This experience has been silenced until recently. In the mental health literature, ser-
vice users are almost always portrayed ‘as objects of the clinical gaze of mental health 
professionals’ (Rogers and Pilgrim, 2005: 238), as their experiences are translated into 
the terms and concepts considered scientifically valid, while their own views and narra-
tives are often treated with suspicion and regarded as irrational.

However, exceptions to this norm may be increasingly found. First-person accounts of 
mental distress experience published in scientific journals show a growing interest in the 
value of survivors’ experiential knowledge (e.g. Deegan, 1988; Chadwick, 2007). Following 
this paradigmatic shift are qualitative studies of users’ narratives that put the survivor/ser-
vice user perspective at the centre of research and provide valuable insights into the experi-
ence of mental distress (e.g. Borg et  al., 2011; Veseth et  al., 2011). Participatory-action 
research in mental health (e.g. Hutchinson and Lovell, 2013) or survivor research (Sweeney 
et al., 2009) are other examples of this recent trend of valuing the expertise of service users 
and reclaiming academic research as a field of symbolic dispute.

The (international) service user/survivor movement played a major part in this shift of 
perspective, as promoting survivors’ own narratives was an important strategy to over-
throw professional symbolic power and reclaim their voice. One major influence of the 
service user/survivor movement in the mental health field was certainly the promotion of 
the ‘recovery’ vision, as it has become an important concept to reshape care practices.

The notion of recovery is shrouded in confusion and disputed meanings, as multiple 
actors use the same term in different contexts. One use of the term is attributed to a tradi-
tion of longitudinal clinical studies, which have found that symptom remission for indi-
viduals with severe mental illness was more common than previously believed. In this 
line of thought, recovery is conceptualised as total or partial cure, or as ‘recovery from’ 
mental illness (Davidson and Roe, 2007). This notion is firmly based on the biomedical 
model, as treatment remains the key determinant of recovery (Pilgrim, 2008).

A second approach to recovery places emphasis on rehabilitation, as symptoms 
become less important than the impairment they produce. Treatment no longer aims at 
symptom remission, but is conceptualised in terms of skills training to prevent relapses 
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and maximise social integration. Professional intervention, however, still remains a cen-
tral requirement for recovery (Pilgrim, 2008).

The final view, put forward by the service user/survivor movement, understands 
recovery as a process of overcoming the multiple invalidations service users have sur-
vived: the experiences that caused their impairments, the social invalidation of rejection 
and stigma, and the invalidation of professional action, such as objectifying diagnoses, 
detention without trial and iatrogenic treatments (Pilgrim, 2008). Therefore, professional 
interventions are no longer taken for granted, but critically questioned, while autonomy 
becomes an important aspiration. Moreover, recovery on these terms is more about a 
personal journey – one that cannot be reduced to a result of professional interventions. It 
involves regaining hope, taking responsible action for one’s life, challenging other peo-
ple’s expectations, developing valued relationships and a new meaning for life (Deegan, 
1988; Turner-Crowson and Wallcraft, 2002). However, while it is certainly personal, it is 
important to highlight that recovery is highly dependent on environmental conditions 
and social structure (Pilgrim, 2008), and therefore can be potentially reinforced by col-
lective action.

It is in this latter sense that we frame recovery in this study. We do not limit the term 
to a product of professional interventions, but to a process that can take place in very 
different kinds of settings, one of them being the service user/survivor movement organi-
sations and groups.

Despite this direct link between recovery and the service user movement, there is a 
paucity of studies directly concerned with the effects of service user activism on recov-
ery or on personal experiences of mental distress. There are, however, some studies con-
cerned with the effects of ‘user involvement’ and ‘self help’ – which are some of the 
activities that service user groups develop (Wallcraft et al., 2003) – and thus, may indi-
rectly illuminate aspects of the service user/survivor movement.

The umbrella term ‘user involvement’ is commonly used to refer to the active partici-
pation of service users in mental health services and organisations. Nelson et al. (2001) 
found that user involvement in Canadian mental health services increased users’ self-
confidence, control over daily life, independence of services, promoted greater commu-
nity integration and the creation of positive identities. In the United Kingdom, Barnes 
and Bowl (2001) found that, at times, participation and consultation with mental health 
services tended to be detrimental to participants’ own mental health. Service users 
reported not being able to contribute effectively to decisions, and usually felt patronised 
and unheard, showing that the effects of user involvement may depend more on how this 
involvement is actually developed than on its mere existence.

Composed of groups of peers who share a similar problem and come together for 
mutual assistance and support (Archibald, 2007), the self-help movement has been a 
major influence over service user/survivor movements in many countries. While the 
British service user/survivor movement cannot be reduced to a self-help movement, it 
has had a strong self-help component from the very beginning (Crossley, 2006). Literature 
reviews on mental health self-help practices have found limited but promising evidence 
that structured mutual support groups organised and composed by service users provide 
various benefits to participants’ recovery and well-being (see Davidson et  al., 1999; 
Pistrang et al., 2012).
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Informal peer support, such as personal relationships between service users, have also 
shown to be beneficial. Topor et al. (2009) note that friendships between service users 
and involvement with the service user movement itself are frequently referred to as 
important in recovery narratives, for they create environments in which service users feel 
accepted, and where they cannot only receive, but also give advice and offer help.

Somewhere between user involvement and self-help are the recent experiences of 
‘peer providers’ or ‘peer staff’, in which people with mental distress experience are 
employed to provide some form of service to other peers. Literature reviews found that 
peer staff interventions often produce better outcomes than their non-peer counterparts, 
despite the significant challenges still involved in their implementation process. Studies 
also indicate that there may be some contributions to recovery that are specific to peer 
interventions, linked to the instillation of hope, role modelling and the use of empathy 
(Davidson et al., 2012; Walker and Bryant, 2013). Moran et al. (2012) have investigated 
the recovery benefits for peer providers themselves, and found the role improved foun-
dational, emotional, spiritual, social and occupational wellness.

These studies address specific aspects of service user collective action (user involve-
ment and self-help) and therefore collaborate with the understanding of the movement’s 
effects on experience. They fail, however, to address an important aspect of this social 
movement, that is, political activism. Closest to this topic is Herman and Musolf’s (1998) 
ethnographic study that focussed on resistance among ex-psychiatric patients in the 
United States and Canada. They found that among the various resistance strategies 
employed by ex-patients, political activism was the most central in providing a positive 
non-deviant identity, enhancing self-esteem and helping ex-users to find a new sense of 
purpose for their lives.

Research methods

Since a social movement is an informal entity characterised by a low degree of institu-
tionalisation, without clearly defined boundaries and decision-making structures (Della 
Porta and Diani, 1999), recruiting individuals who are part of a social movement is a 
delicate task. We have decided to use organisations and formal groups as a channel to 
reach these individuals. Two national user-led organisations aided us in participant 
recruitment, sending invitations to their contact lists for the research. It should be clari-
fied that the participants were not necessarily members of these organisations – they 
were part of their contact lists, but many were involved in different organisations than 
those two.

Approved by the Ethics Committee of the University of Évora in May 2011 (Document 
#10039), the research followed the principles of the Declaration of Helsinki for research 
with human beings.

There were two selection criteria for research participants: (a) current or previous 
experience of mental distress and use of mental health services and (b) self-identification 
as a member of the British service user/survivor movement. In August 2011, 12 in-depth 
interviews were conducted in six different locations in the United Kingdom, a point in 
which we assessed that data saturation was achieved and the information provided was 
reaching redundancy (Bogdan and Biklen, 1998; Streubert and Carpenter, 2011).
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Our participants were four males and eight females, aged 35–73 years (mean age = 
52.75 years). The sample was very heterogeneous in terms of past experience of mental 
distress (ranging from mild to severe), socio-economic background and experience of 
services (most had been to psychiatric hospitals and/or therapeutic communities, while a 
small minority had relied only on primary and secondary care services, such as a treat-
ment in psychiatric outpatient clinics continued by follow-up appointments with a gen-
eral practitioner (GP)). Regarding movement involvement, there was also a great 
variability, as it can be seen in Table 1.

As the table shows, there is a balance of local and national activists, as well as between 
paid and voluntary participation. While it is difficult to label each participant’s political 
orientation towards psychiatry and mainstream mental health services, it can be broadly 
stated that national activists, with longer careers and who performed paid work as service 
users, tended to be more critical to the notion of mental illness and mainstream psychia-
try than locally involved, voluntary service users. This reflects the movement dynamics 
we have discussed previously.

It is important to note that the experiences of service users involved in the service user/
survivor movement may not be representative of the general population of mental health 
service users – they may have had more negative experiences in services, or hold more criti-
cal views towards psychiatry than most service users. As we are not interested in under-
standing the general experience of mental distress, but the effects of movement engagement 
on this experience, the particularity of our participants’ experience is fully justified.

In semi-structured interviews, 90.5 minutes long on average (ranging from 47 to 
120 minutes), participants were questioned in detail about their past experience of mental 
distress and mental health services, movement involvement and opinion about the effect 
of the latter on the former. With the participants’ written consents, the interviews were 
recorded and transcribed. We analysed the transcriptions using thematic analysis (Braun 
and Clarke, 2006). In the coding process, we used an inductive, bottom-up approach to 
thematic analysis, inspired by grounded theory (Charmaz, 2006). Through this mixed 
approach, we aimed to produce codes very close to the data, which were then the basis 
for a more detailed analysis, focussed on our specific research questions.

From this analysis, three large themes were identified, regarding the ways in which 
social movement involvement affected the personal experience of mental distress: (a) 
making sense and reframing mental distress, (b) the social experience of movement 
involvement and (c) identity and identity reconstruction. In the following sections we 
will present each of the three themes from the data analysis. All three sections are punc-
tuated by the most illustrative quotations from the participants’ interviews.

Making sense and reframing mental distress

The first category is related to changes in the meanings attached to mental distress, 
assuming that these meanings are not given, but constructed and reconstructed by the 
actors immersed in social relations. The experience of mental distress was described as 
essentially painful and difficult, whether as an attribute of the experience itself (e.g. feel-
ing sad, frightened, wanting to die) or as a later assessment of the experience (e.g. regret-
ting something done during a crisis). Furthermore, the stigmatising cultural meanings of 
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mental illness and psychiatric diagnosis give the experience of mental distress an utterly 
negative meaning, occasionally with devastating effects on the person’s identity:

So my own [mental health problems], I saw them as a moral personal flaw. That I was a 
completely flawed individual, that I was useless, I was dysfunctional. […] And also, the idea of 
me punishing myself, that’s one little bit of why I started self harm. […] It fitted with the 
concept of my problems as a completely flawed, inadequate human being. (Valerie)

Getting involved through a local group or national organisation puts service users in 
direct contact with other people who experience mental distress, or who have experienced 

Table 1.  Characterisation of participants.

Pseudonym Gender Age 
(years)

Level of 
activism

Current or former roles in user-
led organisation and/or other 
organisation (as service user)

Type of 
participation

Adam M 40 Local Service user representative with 
mental health (MH) provider

Voluntary

Annie F 51 Local Instructor in a recovery program/
member of local user-led 
organisation

Paid and 
voluntary

Emma F 58 National Service user consultant/chair 
and member of national and 
international user-led organisations

Paid and 
voluntary

Gordon M 73 National/
local

Advocate/member of national and 
local user-led organisations

Mostly 
voluntary

Harriet F 65 National Service user consultant/member of 
national user-led organisation

Mostly paid

Karen F 35 National Service user researcher/consultant/
representative with MH provider

Mostly paid

Marianne F 62 National Service user researcher/consultant/
chair and member of national user-
led organisations

Mostly paid

Ralph M 61 Local Member of national user-led 
organisation

Voluntary

Roger M 54 Local Service user representative with 
MH provider/member of local 
user-led organisation

Voluntary

Rose F 52 National/
local

Service user consultant/researcher/
advocate/founder of local user-led 
organisation

Paid and 
voluntary

Sally F 42 Local Volunteer in resource centre/
service user representative with 
MH provider

Voluntary

Valerie F 40 National Service user researcher/writer/
member of international user-led 
organisation

Mostly paid
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it in the past. Participants felt that groups provided a safe environment for them to share 
their experiences, as even their most painful or embarrassing aspects were accepted and 
embraced by their peers without the negative moral judgements, which were frequent 
elsewhere:

And they’ve [service users] been people that I can talk to most easily. Cause within five minutes 
of meeting somebody at a conference or something, we can tell each other our life stories. […] 
Being able to be honest about your personal experiences has been so liberating for me! […] It’s 
enabled me to be who I am and not have to deny who I am in my life. I can talk about my 
stepfather being a paedophile and people don’t go: ‘don’t tell me that, that’s horrible!’ (laughter). 
(Marianne)

Taking into consideration their peers’ welcoming attitudes, some participants have 
started to reassess the value of their experiences, which could then be reframed as neutral 
or even as positive experiences. It does not mean that service users have necessarily a 
greater capacity of empathy, but that they are more able to understand the aspects of 
experience related to mental distress because of their history – aspects that can be espe-
cially difficult to integrate and to disclose:

I suppose it’s different bits of me are understood in different settings. And it’s nice to have 
that part of me [experiencing mental distress and going to a therapeutic community] 
understood, as well as the more technical side, the side that enjoys crafts and all the rest of it. 
So it is complementary. (Annie)

Identifying oneself as a service user or survivor and getting involved with movement 
groups may be a form of using the experience of mental distress constructively, which 
may influence the personal process of making sense of experiences. Involvement may 
reinforce neutral or positive connotations for mental distress or mental illness, as opposed 
to a mostly negative meaning that they usually acquire:

Rather than just seeing myself as a person who was ill, I started slowly to conceive the idea that 
my experiences could be used in a positive way. […] Actually my status as a service user was 
actually actively useful, in my job. […] It was positive, it wasn’t a negative thing at all. […] I’d 
say that it definitely had an influence on how comfortable and confident I felt to be open about 
my own status and experiences. (Valerie)

Furthermore, the movement’s groups and organisations serve as a repository of infor-
mation, disseminating scientific knowledge as well as alternative explanations regarding 
mental distress. Service users who are dissatisfied with the available cultural and scien-
tific explanations find in service user/survivor groups a support for their beliefs. This 
kind of support is especially important when service users’ personal experiences and 
beliefs clash with the mainstream explanations about the nature of their problems and 
how they should be treated:

It was helpful to find other people like myself who’ve got some concerns about the psychiatric 
system and power imbalances, and a rather narrow drugs-based approach. Cause I know that 
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[…] the standard psychiatric explanations just … they wouldn’t help me to make sense of it. 
And at the same time it didn’t really seem to be much else within the standard system in this 
country. (Harriet)

Although alternative models of understanding mental distress are important to some 
members, we also found that other participants valued access to mainstream psychiatric 
information through service user/survivor groups, which they used to better understand 
their conditions and to negotiate care with practitioners. In this sense, groups that offer 
ample information and allow members to make their own informed decisions provide an 
important service for users who make sense of their experience without challenging the 
psychiatric model.

The social experience of involvement

Another aspect of the experience of mental distress is how it affects social relations. We 
found that participants had remarkably little support from the people in their lives. 
Almost all of them had families that were either unsupportive (mostly because they were 
confused and did not know how to deal with distress) or prejudicial (such as cases of 
violence and abuse). Another recurring aspect of this experience was feeling stigmatised 
and discriminated when disclosing psychiatric diagnosis to other people:

I play poker in the poker league, and I met two lovely … married women there […] they invited 
me around. And they said ‘what do you do?’, I said ‘I’m in hospital’. They thought I worked 
there, and when I told them I was a mental patient, they refused to … [They told them] ‘don’t 
let him come in’. I could have lied and said I was a worker, then I could have gone in and played 
poker. (Ralph)

Many participants were unemployed and had depended on disability benefits to 
make a living, at least at one point in their lives. The majority had very negative experi-
ences in mental health services – a negative social experience that makes recovery more 
strenuous.

We have found that engaging in the service user/survivor movement changed service 
users’ social experience in several ways. Being a part of a network of peers creates, for 
many service users, a sense of community and belonging, which may have beneficial 
effects, as isolation and stigma are important aspects of the social experience of mental 
distress:

I was the only one. Only one in the world. […] When I first met other service users I know now, 
other patients … And from that moment my life just have been transformed fully for the better, 
beyond belief. […] I’ve met the most incredible people with an array of different problems, 
different traumas, different types of fears and inabilities. We all had that one thing in common. 
We had been stigmatised, and let down by society. (Roger)

While this sense of community and belonging was overwhelmingly reported by par-
ticipants, a few reported that peers could display an unwelcoming attitude when their 
legitimacy as a service user came into question. Those who fail to fit a certain  
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profile – characterised by severe mental distress and treatment in psychiatric hospitals 
– were sometimes excluded and rejected by their peers:

To be seen by others as a grown member of the service user movement I think you’d have to be 
a hard core service user […] experienced maybe a psychotic breakdown, experienced treatment 
without your consent […] So, I don’t know if I would ever get seen as a part of the user 
movement. (Karen)

When identity references are too rigid, they may become excluding and divisive. All 
of this is transmitted in subtle ways, through what Karen called a ‘principle of competi-
tion’ for having the worst mental health problems.

Legitimacy to speak on behalf of service users may also be questioned by non-service 
user members. Many participants reported tokenistic attitudes by mental health profes-
sionals. When convenient, their words were sometimes reframed as being the words of 
someone who is unwell, with a disturbed rationality attributed to mental illness. 
Paradoxically, when service users are perceived by their opponents as being articulate 
and providing rationally constructed arguments, they are dismissed for not being repre-
sentative of service users:

It can get messy in a sense that I am someone who still uses services, so I don’t want […] what 
I’m saying to be viewed as someone who’s slightly unwell or ‘this is the reason he’s saying 
that’. It’s truthful, it’s open, and it’s a genuine view of how I think people are feeling and what 
their needs are. […] But sometimes it can be picked up in the wrong way […] how it’s 
interpreted gets me a little bit concerned. (Adam)

In user involvement activities, service users have to support their point of view and 
legitimacy in the face of more powerful opponents, and feel their input is hardly ever 
valued or taken into account. This combative context certainly has emotional effects on 
participants:

Although I do suppose it’s something I want to do, but it [user involvement] can be quite high 
cost emotionally. […] I suppose if I wanted an easy life I wouldn’t be doing this at all (laughter). 
(Harriet)

On the other hand, getting involved provides service users/survivors a number of 
opportunities for employment, public action and social recognition – many of which are 
related to user involvement.

I had a really good life using my service user identity. It’s enabled me to live well with a mental 
health condition for many years and earn a bit of money. And the thing is I couldn’t get a job 
otherwise […] I would struggle now to have a ‘proper job’, in inverted commas. (Emma)

Even when unpaid, service users can be presented with opportunities that may other-
wise not be available. Participants reported that taking part in service user groups allowed 
them, among other things, to travel abroad for survivor conferences, speak in public, 
appear in the media and even meet The Queen.
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Getting involved with the movement on one hand seems to provide service users with 
a sense of community and belonging to a group, an affiliation that ultimately can expand 
their possibilities of action in the social sphere. It promotes inclusion through social 
recognition and flexible, rewarding jobs. On the other hand, it involves being exposed to 
confrontational relations, either external or internal, which may emphasise their disad-
vantages and affect them at a personal level. These can be damaging and disempowering 
experiences that may add distress and impact recovery.

Identity and identity reconstruction

Participants’ experience of mental distress was inseparable from the negative meanings 
of mental illness, which often led to a negative impact upon personal identity. However, 
those who came in contact with discourses that challenged established notions of mental 
illness and inserted mental distress into a scenery of oppression and social control began 
to question stereotypes associated with mental illness.

Rose’s story is the most illustrative of this theme, although it has also appeared in a 
number of interviews. She was already a politicised defender of black people’s rights 
when she had her first psychotic crisis. The extreme nature of her mental distress affected 
her in a fundamental way, and it was hard for her to respond to stigmatising remarks, as 
she was remorseful and shameful about her history:

[After being discharged from psychiatric hospital] you feel … well, you’re traumatised again, 
and also you feel like a … like a nobody! You feel lessened, […] you feel worthless, because 
you think people just [scandalise] and then they treat you like they’re scared, they scapegoat 
you, like everything that goes wrong, you’re the one to blame. (Rose)

Engaging in survivor organisations provided her with an opportunity to reinsert her 
experience of mental distress in her previous frame of black peoples’ activism against 
racism and discrimination:

I was empowered before, I lost it in hospital, I got it back again. […] And I started to understand 
the politics, the bigger picture. […] That African people were going through this. And it’s a 
country-wide, it’s a worldwide thing. […] You’re just supposed to [feel] even, be doped up, 
sedated, drugged up, calm, compliant, not asking questions. […] That’s not me. I never was and 
never will be. And because I’m a fighter and I’m not compliant, that’s why I’m here where I am 
today. (Rose)

Rose started to question the way she was being treated by her family and mental 
health professionals. The beliefs she initially internalised as being true were questioned, 
and anger became motivation for political activism.

Vulnerability is another frequent attribute of people who experience mental distress, 
and it may become crystallised in the identity of the victim, as Roger’s interview, a con-
stant description of his traumas, shows. Identifying with the discourse of illness or 
trauma and building on the identity of the vulnerable, helpless victim may be a better 
outcome than the internalisation of negative attributes. However, in this case, service 
users tend to perceive themselves as having a very restricted possibility to act in the 
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world. Victimisation is countered in stories that reinforce agency and ‘voice’. Acting in 
response to perceived injustices, trying to improve mental health services and treatments, 
sharing their views with the public to raise awareness and fight stigmatisation are all 
forms of assuming an active position towards their own social status:

I was starting to … all these questions came up in my mind about what had been happening, 
what had happened to me and I wanted to do something about it. […] I thought that wasn’t a 
good way that I was treated, that didn’t help, and I wanted to be able to say something about it. 
(Marianne)

Identity seems to be also affected by the movement’s leaders, local or national, people 
who carved out the service user role with their pioneering actions. Successful service 
users – whether accomplished researchers or local group facilitators – provide examples 
to their peers of how far service users are able to go:

I count myself really fortunate to have, very early on my career, been able to meet Diana Rose 
or Peter Beresford […] Seeing those people and being kind of involved with those people has 
been amazingly important for me […] Because I could see these really well-respected people, 
who had very very good academic careers, were very open, and their work was very valued, 
based on their experiences, based on their activism as well. (Valerie)

As role models, they allow service users not only to believe that they can recover, but 
also that their mental distress is compatible with accomplishments in private and public 
life, thus allowing them to reshape their own identities.

Discussion

Participants spoke of the hardness and difficulty of living with mental distress, which is 
only increased by the distress produced by stigmatisation, discrimination and the taboo 
that surrounds mental illness in society.

Engagement appears to provide some positive effects to mental health and recovery, 
many of which are related to its self-help element. In a safe environment of peers, service 
users/survivors feel accepted and find it easier to share their difficulties and troubles, 
which in turn helps them make sense of previously rejected experiences. Participants’ 
discourses reinforce the benefits of self-help and mutual support found in the literature, 
such as reduction of social isolation, a sense of community, feelings of acceptance and 
understanding, assuming a valued role, learning coping strategies and encountering suc-
cessful role models (Davidson et al., 1999).

For some participants, involvement was a stepping-stone for other achieve-
ments, and their interactions expanded beyond the movement. Others, however, 
had their relationships restricted to a circle of service users and mental health pro-
fessionals. It is difficult to say how much of this limitation is a choice (as these are 
individuals who are strongly committed to the mental health cause) or a ghettoisa-
tion effect, as fear of widespread stigma leaves few possibilities for inclusion in 
non-mental health related communities. This is an aspect that may deserve further 
investigation in research.
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It is interesting to notice that self-help provides not only emotional support to over-
come mental health problems, but also to overcome the distress produced by political 
action. As survivors feel disappointed with the results of their activism or troubled by 
confrontation with antagonists, political engagement can prove to be an emotionally 
high-cost activity, sometimes detrimental to recovery. Peer support helped participants to 
follow through with their activism and involvement, despite these obstacles. Self-help 
then emerges as an important element of the service user/survivor movement, promoting 
recovery through some level of social inclusion and sustaining engagement in the face of 
adversity.

Another aspect of the movement that impacts the experience of mental distress and 
recovery is the centrality of experience to political action in this social movement. The 
claim that first-hand experience of mental distress provides a special insight or knowl-
edge is the very basis of mental health service user/survivor movements worldwide 
(Tomes, 2006). In fact, it is a central feature of a type of health social movement in which 
the experience of illness or bodily events defines the movement’s identity and practices, 
being the basis that allows activists to politically challenge medical and scientific knowl-
edge – what Brown et al. (2004) have called ‘embodied health movements’. These move-
ments may help to reshape personal experiences of a certain illness through changes in 
the regime of discourses, practices, identities and policies that constitute the experience 
of having that disease (Klawiter, 2004).

Experiential knowledge is central to the legitimacy of the survivor voice to challenge 
established notions of mental illness and professional practices in psychiatry (Noorani, 
2013). Reframing mental distress as experiential knowledge transforms its meaning: 
from a hidden, shameful private experience, it becomes the basis of the collective action 
that takes place in the movement. The personal experience of mental distress is then used 
constructively to inform survivors’ actions and agenda, strengthen collective identity 
between peers and support the movement’s legitimacy. For some participants, this is 
lived as a reconfiguration of meaning at a personal level, as mental distress is recognised 
as an experience that is at least partially positive and valuable.

Political ideology has also been shown to be relevant in our analysis. Early on, the 
movement strongly opposed psychiatry, but radicalism was diluted throughout the dec-
ades, and opposition to the biomedical model or to forced treatment has become a con-
troversial issue (Wallcraft et al., 2003). This heterogeneity, it seems, has some positive 
effects in terms of service users making sense of their experiences: those who question 
the biomedical model feel validated by the alternative explanations sustained by their 
peers; those who do not necessarily disagree with current views and practices in mental 
health find in service user groups repositories of information where they learn about 
diagnoses, drugs and other therapies, in a process that can be empowering and helpful to 
recovery.

Politically minded survivors, however, seem to experience more intensely a process 
of ‘stigma conversion’. Stigma can be internalised when negative stereotypes are 
believed to be accurate and are incorporated into the person’s identity, producing a num-
ber of negative outcomes (Ritsher and Phelan, 2004; Watson et al., 2007). Humphreys 
(cited by Herman and Musolf, 1998) called ‘stigma conversion’ the process in which 
stigmatised groups reverse internalised stigma, as they cease to attribute stigma to 
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personal failings, and recognise them as societal problems. Corrigan and Watson (2002) 
found that stigmatised individuals who do not recognise the legitimacy of stigma and 
who share a group identity with the stigmatised group will turn their negative feelings 
towards the stigmatising group and feel ‘righteously angry’.

At some point in their activist careers, some participants became aware of the social 
impediments that increase mental distress, such as social discrimination, prejudice or the 
iatrogenic effects of psychiatric treatments. This recognition allowed them to challenge the 
stereotypes attributed to the ‘mentally ill’ and to reframe stigmatic experiences, while serv-
ing as a motivation to get further involved and collectively transform reality. Engagement, 
then, helped reconstruct spoiled identities, as they began to see themselves as fighters and 
agents of social change. In this process, service user/survivor leaders serve as role models 
that attest the possibility of successfully integrating the experience of mental distress to a 
public identity, shedding the atmosphere of secrecy that surrounds mental illness.

Paradoxically, identity can also be an obstacle to succeed in the movement. The col-
lective identity of the service user/survivor is not distinguished by a clear mark, such as 
a bodily event or a definite ideology, but by a very heterogeneous, personal experience. 
Perhaps as a response to this fluidity, some groups confer legitimacy only to members 
with certain characteristics, promoting exclusion instead of inclusion. This pressure 
within the movement can make survivors feel criticised and rejected when they fail to fit 
a certain standard or to follow certain implicit principles and norms.

User involvement is another aspect of the service user/survivor movement that seems 
to have ambiguous effects. As the shift in policy measures towards user involvement cre-
ated a market for the experiential knowledge of service users, more and more survivors 
found themselves making careers out of their service user status, either as consultants or 
as hired workers. Expanding employment opportunities is an important aspect of pro-
moting recovery, as unemployment is a recognised impairment to mental health (Paul 
and Moser, 2009) and access to employment is still a major issue for people with mental 
distress. This is attested by our research, as most participants had already been paid to 
work as service users and recognised the importance of this employment to their well-
being. They valued the possibility of contributing socially and supporting themselves 
without having to hide previous experiences.

Some authors, however, have pointed out that user involvement has diverted activists 
from voluntary political action (Crossley, 2006), undermining the movement’s cohesive-
ness and oppositional force (Pilgrim, 2012). Additionally, getting involved in participa-
tory forums, committees and trusts can be very frustrating for service users, as restrictions 
to their power are continuously enforced (Barnes and Bowl, 2001; Lewis, 2014). 
Participants of this study reported patronising and confrontational attitudes from health 
professionals and government representatives, sensing that their participation was often 
tokenistic. If service users’ contributions remain unheard, user involvement can be more 
disempowering than empowering, merely reinforcing the limits to what they can achieve.

Concluding remarks

As a result of an exploratory study with a sample of 12 service users/survivors, these 
findings should not be generalised, but taken as indications for future research. This 
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study indicates that the British service user/survivor movement has some interconnected 
elements, such as self-help, user involvement and political activism, that impact differ-
ently on the experience of mental distress and recovery. Personal and collective identity 
emerged as important features to understand transformations in experience after involve-
ment, as a certain level of identity reconstruction may take place in some cases, promot-
ing the conversion of internalised stigma that can be detrimental to mental health. 
Transformations in the meaning of mental distress are another interesting topic to be 
researched: finding value in the experience of mental distress can be a form of improving 
self-esteem and integrating past experiences, or can lead to a difficulty letting go of 
rewarding states, such as manic episodes? (see Veseth et al., 2011). The scope and limits 
of social inclusion are other important topics to be further investigated, as taking part in 
the movement provides some social opportunities for the people involved, but also 
inserts them in conflictive relations that can be somewhat troubling and detrimental.

As the British service user/survivor movement and other health social movements 
gain relevance in the various fields of contention that involve health and disease, and as 
experience and recovery are at the centre of this kind of collective action, it becomes 
more important to understand the new forms of experiencing, surviving and recovering 
from health conditions that are being promoted and produced by their actions. Our pre-
liminary findings indicate that involvement with the movement may promote recovery 
when this involvement helps to overcome some forms of invalidation: reversing internal-
ised stigma, countering isolation, challenging established meanings for distress, provid-
ing positive role models and offering new and valued roles that integrate previous 
experience. Overall, these effects may reinforce one’s personal journey of recovery, 
helping individuals find hope, support and meaning for their lives. Moreover, it promotes 
a form of recovery that is not professionally or individually oriented, but one that encom-
passes collaboration and the collective achievement of improved social conditions.

This does not mean, however, that involvement in this social movement should be 
seen as a form of therapy, which would be a perversion of the goals of social movements. 
We agree with Chamberlin (1978) when she argues that the process of consciousness-
raising differs from therapy, as it does not aim to adjust individuals to a given reality, but 
to help them see how their problems are responses to real frustrations. Social movements 
should not be instrumentalised as therapy, although they may have beneficial conse-
quences for the individuals engaged with them – Judi Chamberlin is one who has thor-
oughly recognised these consequences. Getting involved with a social movement is a 
transforming experience, even though this transformation is certainly a ‘side-effect’ of 
the movement’s greater aim of social change.
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