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Introduction


People on the receiving end of mental health services have been organising for many years now to call for reform. Many have argued that psychiatric diagnoses and the negative predictions about the patient’s future which tend to go with diagnosis make them feel hopeless. Physical treatments in psychiatry, including ECT and many types of medication, have adverse effects which, along with the stigma and discrimination attached to mental illness diagnoses make it hard for people to get back into employment. As one ex-patient activist said:

The psychiatric system far from being a sanctuary and a system of healing was…a system of fear and continuation of illness for me. Like so many others recovery was a process that I did not encounter within the system, indeed…it was not until I left the system that the recovery process really got underway in my life. It was as if the system had no expectation of me recovering, instead the emphasis was on maintenance. I am not saying that those who worked in the system did not care for me, they did. They clothed me, fed me, housed me and ensured that I took my medication. What they did not do was consider the possibility that I could return to being the person I once was..(Ron Coleman 1999) 

Because of pressure from service users and from mental health professionals and academics arguing the case for a more socially oriented approach, there are now signs of a paradigm shift that could change the underlying values in the psychiatric system. One concept in particular has wrought a powerful change in people’s views of what is possible in mental health, and that is ‘recovery’. 

Anthony (2000) says that the ‘recovery vision’ resulted from consumers writing their own stories of recovery from mental illness and from the empirical work of Harding and her associates (Harding 1994) who carried out long term outcome studies and reviewed a number of other long term studies. Harding found that a deteriorating course for severe mental illness is not the norm, and that it is likely that chronic illness has less to do with the disorder itself and more to do with complex interactions between the person and their social environment.

Other writers such as Warner (1994) have also argued that recovery from severe mental illness is far more common than has been supposed, because most research is too short-term to be able to trace people’s individual journeys of recovery. Recovery research would ideally need to follow people’s lives over the course of years, not months. Warner’s (1994) analysis of long term outcome studies shows that recovery rates from schizophrenia seem more closely related to economic factors such as high unemployment than to modern psychiatric medicine. 

The recovery vision has opened new possibilities for research and service innovation to find out what helps people with severe mental health problems to return to satisfying lives in the community. Those who have recovered have a major role to play in guiding this work and keeping it user-focussed. The concept of ‘recovery’ is now part of the language of national policy. A recent Department of Health publication, titled ‘The Journey to Recovery- the Government’s vision for mental health care’ (DoH 2001) spells out how attitudes to mental health need to change to enable recovery:

Historically, people with mental illness were often not expected to recover. For example, people with schizophrenia were generally perceived as having a poor outlook, having to live their life in a uniformly downward spiral of persistent symptoms. This perception has influenced the public view of people diagnosed as having a mental illness, as being ultimately unable to take control of their lives and to recover. Services of the future will talk as much about recovery as they do about symptoms and illness. We need to create an optimistic, positive approach to all people who use mental health services. The vast majority have real prospects of recovery – if they are supported by appropriate services, driven by the right values and attitudes. the mental health system must support people in settings of their own choosing, enable access to community resources including housing, education, work, friendships –or whatever they  think is critical to their own recovery.’ P.24.

Along with this statement of intent, the National Institute of Mental Health in England is now involving a wide range of stakeholders, including service users in developing a framework of values to underpin mental health services. This offers an opportunity to challenge the prevailing biomedical emphasis on scientific research using a supposedly value-free methodology. Other types of evidence which takes account of the lived experiences and values of service users and their families and friends, and of frontline mental health workers, may acquire greater importance in mental health service planning and provision. 

However, the concept of ‘recovery’ is still controversial and often misunderstood, arousing suspicion on the part of many mental health researchers, workers and service users. This chapter will explore some of the meanings of the term and look at how a shared understanding of recovery might lead to fundamental changes in service provision.

Defining ‘recovery’

The literature on recovery generally describes it as a complex, individual and self-defined process concerned with regaining hope and independence (Turner-Crowson & Wallcraft 2002). In service users’ writings about recovery, the most common themes are: recovering hope, developing a perspective on the past in order to move on, taking control of one’s own life, repairing or developing new, valued relationships and social roles, developing new meaning and purpose in life, and persevering in spite of reverses and ongoing problems. Many people have written personal accounts of their own journeys through mental health problems and recovery (Deegan 1988, Coleman 1999, Barker, Campbell and Davidson 2000, Curtis et al 2000, Read (ed) 2002)

According to the definitions evolved by service users, recovery does not necessarily mean being free of all symptoms, as Deegan, a clinical psychologist in the United States describes: 

My journey of recovery is still ongoing. I still struggle with symptoms, grieve the losses that I have sustained…I am also involved in self help and mutual support and I still use professional services incuding medications, psychotherapy, and hospitals. However, now I do not just take medications or go to the hospital. I have learned to use medications and to use the hospital. This is the active stance that is the hallmark of the recovery process. (Deegan 1996).

Recovery is best described as an ongoing journey or a process, rather than as a finite goal. People need to have the chance to talk about their lives, the bad as well as the good aspects, and to reflect on their life journey. Grieving over losses and painful experiences is a necessary part of recovery.  Mental health workers can help in this process if they are willing to be open and use their qualities as fellow human beings, rather than hiding behind professional roles. Appropriate self-revelation can help break down the professional barriers that create mistrust. Workers who have used services should not be discouraged from being open about this. Professionals can be ‘holders of hope’ (Glover 2001) for service users whose ability to hope and dream for themselves has been eroded by their illness and by negative messages from others. 

‘Hope’, like ‘recovery’ has been seen by mental health researchers as an elusive concept that is difficult to use in evaluating services, and this has led to arguments that the ‘recovery movement’ is evangelical rather than evidence-based. However, there have been attempts to define the characteristics of hope and to show its connection to recovery. Dufault and Martococchio (1985) see it as a ‘multidimensional dynamic life-force characterized by a confident yet uncertain expectation of achieving a personally significant goal’ (p.380). Russinova (1999) describes how hope and lack of hope interact with recovery in the context of relationships with service providers:

The presence of a supportive other is particularly important at the early stages of recovery, when people with psychiatric disabilities tend to feel more hopeless and discouraged. Ironically, consumers often hear the most despairing and discouraging messages from mental health providers when first diagnosed with a serious mental illness. A supportive relationship instilling hope slowly breaks the closed circle of despair that tends to stagnate the person and limit involvement in recovery-promoting activities. (p.52)

Other researchers have created measurement scales for hope and empowerment (Snyder et al 1991, Rogers et al 1997). So far, most of this work has been done in the United States.

Recovery from what?

Before exploring what helps people recover there is a prior question that service providers and researchers should be asking, i.e. what is it that people with mental health problems and diagnoses of mental illness are recovering from? Again, I argue that this should be self-defined. This argument is probably even more controversial than that which says people should define their own recovery aims. But if there is disagreement between the practitioner and the patient about the origin of the problems, this is bound to impact on the therapeutic alliance, and make it less likely that the patient will feel understood and motivated to accept the diagnosis and treatment. Whatever the diagnosis given, listening to the service user’s own views of what led up to the problems would help to indicate recovery strategies which take into account the person’s social situation and stress factors. 

Recovery strategies based on such a dialogue would be more likely to be well-accepted by the service user. Research shows that people rarely attribute their mental ill-health to a pathological disease process:

[Most patients] shrug off all references to any illness in the first place…They rarely use professional diagnostic terms, and when they do, it is generally in a critical sense. (Prior 1993 p.160)

It is all too easy for clinically-trained professionals to dismiss this as ‘lack of insight’, but such an approach has led to the widespread dissatisfaction with the attitudes of mental health professionals and their failure to listen and engage with service users which is evidenced in almost every study of mental health service users’ views (Rogers, Pilgrim and Lacey 1993, Mental Health Foundation 2000). 

I found (Wallcraft 2002) that people talked about the onset of their first breakdown using everyday language such as ‘stress’, ‘burnout’, ‘depression’, ‘anxiety’ and ‘trauma’ and medical concepts in everyday use such as ‘paranoia’ rather than talking about the onset of a mental illness. Some interviewees accepted and used a biomedical diagnosis while in fact telling a more complex story of the onset of their mental health crisis in which life events figure largely. Other research supports my finding that people see their breakdown as related to their life-circumstances. Briere (1999) found that over eighty percent of patients admitted in a crisis have experienced childhood or adult interpersonal violence, though he reports that staff in psychiatric emergency services rarely ask the questions to uncover these histories of trauma. 

Once a person has been diagnosed and treated, they also have to recover from the effects of the psychiatric system and the social stigma attached to the diagnosis: 

 People with mental illness may have to recover from the stigma they have incorporated into their very being; from the iatrogenic effects of treatment settings; from lack of recent opportunities for self-determination;  from the negative side effects of unemployment; and from crushed dreams... Recovery is what people with disabilities do.  Treatment, case management, and rehabilitation are what helpers do to facilitate recovery. (Anthony 1993).
Some people, arguably a minority, do experience their illness as happening almost ‘out of the blue’, are convinced that their symptoms are completely unrelated to their circumstances, and believe that there may be a physical or genetic cause. For these people, diagnosis can help them make sense of their experiences, though it may not always be welcome at first (Wallcraft 2002). 

Whatever people’s views of their diagnosis and treatment, there are well-documented adverse effects from drug treatment and ECT, and the majority of people with severe mental illness diagnoses do not find it easy to get back into employment (Dunn 1999 p.12).

Medical treatment may help people recover. Anti-depressants were found helpful by 67% of the respondents in the ‘Knowing Our Own Minds’ survey (Mental Health Foundation 1997), but for others the same medicines can inhibit recovery.  In the same survey, 10% of respondents found anti-depressants harmful:

Side effects of dizziness and confusion [from anti-depressants] lled to losing a job in 1993 (p. 32)

Major tranquillisers were seen as harmful by 21% of respondents:

They do not cure the causes of conditions, they make you unnaturally doped, enormously fat (p.33)

ECT was regarded as damaging by 47% of those in the survey who had received it:

It made me into a cabbage and destroyed great chunks of my memory - I had a real struggle to get back to my former self (p 37).

Stigma and discrimination in society also impede recovery:

‘If I mention schizophrenia I won’t get the job. If I don’t tell them and become ill later, I might be fired’ (Warner 2000 p. 89)

We have an employment project trying to retrain people to get them back into employment. We have quite good contacts in business and industry, but we haven’t been able to place people at all easily. There is still so much fear (Dunn 1999 p.12)

Unemployment and racism are implicated as causes as well as results of mental health problems in young Black men (Dunn 1999 p.33). Unemployment leads to poverty, which further impedes recovery. The Well Being Project (Campbell 1989) found 33% of Caucasian and 44% of Black mental health clients said that poverty was the main source of their psychological or emotional problems.

What helps recovery?

My research (Wallcraft 2002) showed that the factors which help recovery include: good relationships; finding the right treatments and therapies; enjoyable activities; financial security and satisfying work; personal growth and development; self-management of problems; the right living environment; speaking out for others; care available for future crises; and developing one’s own cultural or spiritual perspective.

I found the key aspects of relationships that were most helpful in recovery were those of respectful listening, closeness, love and support. The Strategies for Living project (Mental Health Foundation 2000) also found good relationships to be the top of the list of what helps people cope. They list the key helping factors in good relationships as emotional support, companionship and friendship, bringing meaning and purpose to life, and practical support. On the other hand, damaged or poor relationships can be a factor making recovery difficult.  

I found (Wallcraft 2002) that family and intimate relationships were mentioned as important, but equally often valued were relationships with friends and fellow members of support groups, drop-ins and day centres. Those who felt isolated and lacking in support saw the lack of personal relationships as a reason for their continued problems. The Well Being project (Campbell 1989) found that 53% of mental health clients value friendships because their friends listen to them and consider what they say to be valid and important. Mutual support, understanding and acceptance feature again and again as a central plank of recovery. Black voluntary sector projects clearly provide a vital system of support for Black service users who encounter the double discrimination of racism as well as that related to their diagnosis:

There’s a family togetherness…sometimes I think ‘Oh, if it was a white establishment I wouldn’t want to go’, but because it’s a black establishment, you know, people who’ve got the same illness as you’ve got yourself, you obviously want to come and mix with people who’ve got the same illness….in a white establishment, they don’t understand. (Mental Health Foundation 2000)

Relationships with voluntary and statutory workers were the next most commonly mentioned sources of support in my research (Wallcraft 2002) though some people complained of the unwillingness or inability of workers to listen and to help their recovery. The qualities valued in these relationships are similar to those valued in family and friends. People want to be understood, believed and to receive non-judgemental listening. However, from professionals they also may hope for an explanation of their problems and an opportunity to let go of responsibility during the period of mental health crisis. In the longer term people want and need to be helped to rebuild their lives in the community, rather than to remain ill and dependent, and this I found did not often happen for the people I interviewed. 

Personal control over one’s life is key factor in recovery. The Strategies for Living research (MHF 2000) found that most people wished to play an active role in treatment decisions, to have full information about side effects and the opportunity to try alternatives – either different drugs or non-drug treatments such as talking therapies and complementary therapies. 

My GP will give me valium when I ask for it, because I very rarely do…he knows it will last me ages…I would not want to rely on things like that -every 3 months I take one - even when I was ill I hardly took them.

Finding the right treatment or making one’s own decisions about treatment were important in recovery to most of the people I interviewed. A quarter believed that medication helped them stay out of hospital but an equal number found their medication unhelpful or irrelevant to recovery

they keep saying ‘take this pill try this pill try this pill’ ….I keep saying ‘well its not about pills, it’s other things’ (Wallcraft 2002)

Some said they did not begin to recover until they stopped taking medication. Some had found other treatments including talking treatment and spiritual healing that helped. The Strategies for Living research (MHF 2002) also found a wide variety of therapies helped people cope, including talking treatments, complementary therapies, and development of spirituality. Another major area of help is found in enjoyable activities, such as reading, listening to music, sport and exercise, walking, and creative activities (Wallcraft 2002, MHF 2002). 

Finally, being able to find paid or voluntary work or education and training towards a new career is highly valued in recovery. I found (Wallcraft 2002) that those who were seeking work wanted it because of financial security, social status, acceptance, structure and meaning in life, or because work was intrinsically satisfying. 


I wanted to get back to work….I don’t want to go into hospital any more….I prefer to become a….respected citizen again and get on with my life  (Wallcraft 2002)

Being more in control of one’s own life and managing one’s own mental health is they key to regaining self respect and self esteem, another major plank of recovery. Campbell (1989) found that self-esteem is importantly related to how people rate their mental and physical well-being. Low self-esteem goes with more self reported physical illness and with disturbances such as insomnia, anxiety and depression. 

In my study (Wallcraft 2002), a quarter of the interviewees described how they had learned to manage their own problems, with or without the use of medication. Several user-led organisations now provide information, training and support in self-management of ongoing problems. The Manic Depression Fellowship run a programme of supporting self management, and have found that people who self-manage have less frequent and less severe mood swings, more tolerance of stress, less hospital visits, and are more able to hold down a job. The Self Harm Network offer information and training on how to hurt oneself less, and the Hearing Voices Network offer self help groups and information on working with voices. These approaches are valued by service users because they find mutual understanding and acceptance in working with others in a similar position: 

 ‘A fellow voice-hearer at my very first hearing voices group asked me if I heard voices and when I replied that I did, told me they were real….that one sentence has been a compass showing me the direction I needed to travel and underpinning my belief in the recovery process’ (Coleman 1999)

Hospital services are part of recovery but only so far as they provide an environment that enables people to slowly regain their ability to control and manage their own lives. I found (Wallcraft 2002) that medication was accepted if it was perceived as keeping the person well. What people valued most about hospital-based treatment was the prevention of relapse, good relationships with staff, talking treatments, opportunities to make choices and decisions, and the assurance of care available for future crises. What inhibited recovery was staff who failed to listen, lack of choice of treatments such as talking therapies, adverse effects of treatments, badly handled discharge, and lack of support for independent living in the community. 

I found that community mental health and social services were seen as helpful when they offered good listening and support, practical solutions such as housing and advice, and help with medication. They were seen as unhelpful when they failed to provide practical support, or were too much like psychiatric services. A need was expressed for services to meet the needs of women and gay people, and for non-medical community based crisis services. 

Outside the medical and social services, my study showed that people found help in increasing self-knowledge, self-management of their problems, relationships and support, work and activities, opportunities to use their own crisis experiences to help others, and spiritual and cultural development. Isolation and lack of support to achieve recovery goals, along with bad living conditions, was a major factor inhibiting recovery for some people. 

Implementing the recovery concept as part of mental health policy and practice

Rehabilitation services have for many years been the means to  reintegrate people into society after a breakdown. These services are often situated within psychiatric hospitals. They tend to include help with personal relationships, regaining or learning new occupational skills, leisure and recreational activities, education and help with finding suitable housing. 

For rehabilitation services to fit with a service user-defined notion of recovery, clients should be able to choose the skills they want to develop, set their own goals and be able to use the service to recover in their own time. They need assurance that if they drop out because of a relapse in their recovery, they can come back when they are ready. 

Farkas (1999) set up a committee including service users to review rehabilitation programmes around the world. Key standards they sought in good services included: programmes designed to maximise natural supports and empower patients and family members, programmes that are integrated into a network of other services, resources and supports, and access to clinical services without the service necessarily being located in hospitals. 

Access to satisfying work helps self esteem and independence, and  is a key part of recovery, but currently only 13% of people with serious mental illnesses are employed (Warner 2000). People without work or the prospect of obtaining work have no choice but to be on welfare benefits. But the benefits system does have the flexibility to cater for the those people whose mental health problems fluctuate, and who may not be able to work full time. People risk losing stable levels of benefit that they can manage on if they try to take on a full time job and have to give it up when their problems become worse again. This is a risk many, perhaps most, are reluctant to take. 

New schemes to provide individual "back to work" support packages and "joined up" rehabilitation schemes are currently being proposed by the Department of Work and Pensions to start to break down the barriers preventing people on benefits from taking jobs. Such schemes may help, but a major rethink of policy on benefits and employment for people with mental health problems to create the flexibility people need is essential if Government policy is to support recovery from mental ill-health. 

Community building is another policy initiative that is much needed. The various regeneration schemes that have been part of the present government’s programme have not often had a mental health focus. However, the NHS Plan to provide 500 community development workers over the forthcoming year may be an important step towards meeting this need. 

Finally, mental health workers have a vital role to play in helping people recover, and their views and concerns must be taken into account. Recovery cannot simply be imposed as yet another task they have to accomplish without some retraining and reorganisation of their work roles. A recovery training course for mental health workers has been designed by a leading service user consultant in New Zealand (Mental Health Commission 2001) and something similar would be helpful in this country. 

Measuring recovery

A recovery oriented mental health system would need to be measured and evaluated in terms of recovery. A number of attempts have been made in the United States to develop service user oriented outcome measures.  One set of criteria developed after many interviews and focus groups with mental health service users found that recovery is a process of 1) overcoming ‘stuckness’ (2) discovering and fostering self-empowerment (3) learning and self-redefinition (4) returning to basic functioning and (5) improving quality of life (Young and Ensing 1999). 

A system of outcome measures linked to recovery has been developed and is being used in Ohio (Ohio Department of Mental Health 2000), though it is not yet being used in this country. It has been discussed within the NIMHE Experts by Experience group, and has been adapted to make it more relevant to a British context. The measures cover clinical status, quality of life (life satisfaction, fulfilment and empowerment), functional status, safety and health. There are forms to be completed by service users, family members of young people and workers/clinicians. The information can be recorded on a computer and measured at various intervals to compare progress.  The language used is easy to understand and relevant to service users, for example:

How do you feel about

· The amount of friendship in your life

· The amount of money you get

· The amount of meaningful activity in your life

· The amount of freedom you have

· The way you and your family act toward each other. 

· Your personal safety

· How often do you have the opportunity to spend time with people you really like?

The Department of Health are currently piloting a major programme of outcome measurement in mental health services. This is planned to extend to all inpatient and community mental health services over the next few years. The outcome measures being used at present include the Health of the Nation Outcome Scores (HoNOS), and measures of patient satisfaction and quality of life. This work is at an early stage but has the potential to transform the ethos of psychiatry by putting patients at the centre of the services. It will need to be implemented in a way that ensures patients and service users are able to put across their own independent views of how well services are working for them. 

Dangers of a professional-led recovery agenda

I have had discussions in the course of my work with a number of mental health service users who are wary of the term ‘recovery’. Some see it as a medical term, implying getting over an illness. Not all service users accept the notion of ‘mental illness’ or see themselves as ill in the first place. The literature on recovery is in fact open on the question of illness. Accepting that one has an illness is not generally seen as a necessary part of the recovery process. It is however seen as important to recognise and understand one’s problems. Perkins (1999) takes a pragmatic view of this ideological debate: 

Whether mental health problems are viewed in biological, social, psychological or spiritual terms, recovery is still a necessary process

Some service users have raised concerns that the ‘recovery model’ will be defined by mental health workers and policy makers who are more concerned with saving money by getting people out of services and off benefits. I believe there are grounds for this concern. Professionally-defined recovery goals could theoretically result in those who do not recover according to plan being seen to have failed or not tried hard enough, and perhaps mean loss of support and benefits. A focus on recovery could shift scarce resources for valued services such as talking treatments away from those seen as less able or willing to recover. 

Some service users argue that it would be better to continue developing concepts such as ‘coping strategies’ and ‘self-management’ techniques, which do not imply that a person should be able to dispense with mental health services and become fully independent. I argue that the notion of recovery is a logical next step from coping strategies and self-management. It offers a vision that there is something more to be hoped for than merely surviving. At times in people’s lives, recovery may seem a step too far and thoughts of coping offer a safer option. Recovery can never be imposed on a person, however for many the knowledge that recovery is possible can provide hope and the motivation to take the first step. Each person must have the right to define his or her own recovery vision. This does not have to include total independence from services. Services have to be designed to include the flexibility for recovery to become possible. Recovery must never be owned and defined by service providers, otherwise the anxieties service users have expressed about the concept being taken over and used against them are likely to be confirmed. 

Evaluating services in terms of how successful they are in helping patients to recover may shift the main focus of psychiatric services away from defining and treating illness towards promoting good mental health and enabling recovery. This would mean much greater resources are needed to support and educate families and communities. Service user groups can be part of the solution, in providing mutual support and in helping to provide training on understanding what causes or exacerbates mental distress and how to enable recovery. Families and friends also may need help to recover. Positive mental health and recovery is primarily a social, not a medical responsibility. 
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