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Foreword

Our Programme for Government includes core commitments to build a Healthier
and a Fairer Scotland, and health improvement and social inclusion are key parts
of these commitments. We want to help people in Scotland to help themselves in
sustaining and improving their health; to help support healthier homes, communities
and environments; and to enhance individuals’ quality of life, including the mental
wellbeing and health and social connectedness of those living with mental ill-health.

One of the four key aims of the Scottish Government’s National Programme for Improving
Mental Health and Wellbeing is promoting and supporting recovery from mental health
problems, including severe mental illness. This key aim recognises that the majority of people
can and do recover from periods of mental illness; and that many others learn to live with
their symptoms and lead full lives.

Every experience of recovery is unique. But for everyone who has experienced mental
ill-health, it is about having the tools to sustain their own good mental health and
wellbeing even where they may continue to live with ongoing symptoms.

This report is the result of an innovative approach to research. By using a narrative method
it clearly states that people in recovery from long-term mental health problems are experts
by experience and it reminds us that people can and do recover.

This report helps us to learn from the uniqueness of each individual’s experience of recovery
but also identifies common factors; offer tools and techniques for recovery for service users,
carers, friends and families, service providers and the wider community; and establishes a
Scottish evidence base of factors that help or hinder an individual’s recovery from long-term
mental health problems. This evidence base will feed into our commitments on improving
mental health services which are currently being implemented and which aim to deliver
better outcomes in terms of social inclusion, educational opportunities, housing, training
and employment and family and social life. Given that a key aspect of the report’s findings
1s the diversity of factors which help and hinder recovery, this means that in our efforts to
provide better services we must continue to emphasise the need for person-centred,
recovery-oriented approaches.

What strikes me most about this publication is the drive and commitment of research
participants to live well and recover. It reminds us all that even in the most trying
circumstances it is possible to develop and harness our inner strengths and this
resource should help share these collective strengths and wisdom.

This report provides a message of hope. It does not suggest that recovery is straightforward
but it does show that it is possible. For many people a key factor was the belief in that
possibility of recovery.

For friends, family members and the wider community alike there is a responsibility
to share and support this message of hope — and to raise expectations.

We are committed to maintaining and developing the advances in thinking around
recovery which are being encouraged by the Scottish Recovery Network, as part of
our wider work for a Healthier and Fairer Scotland.

Ty N

Shona Robison MSP
Minister for Public Health
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Preface

Part of the human experience is that we seek to find ways to make sense of our
lives. The experiences and challenges that we encounter on our journey through
life are often unexpected, sometimes exhilarating, sometimes painful, occasionally
overwhelming. Often we realise looking back that the toughest times were in fact
those which enriched us most as individuals.

This piece of research, undertaken by the Scottish Recovery Network, is an inspiring and
courageous account of how a very diverse range of people faced mental ill-health and the
consequences that followed in its wake. Although the narrators’ stories are very different
and highly individual, what they have in common is an aspiration to live life to the full,
an enduring hopefulness and a resilience of spirit. It is a great privilege to have access

to such compelling first hand accounts of mental health recovery.

The narrative research was undertaken with a purpose. It was intended from the beginning to
be a means to better understand recovery in contemporary Scotland from a range of different
perspectives. That understanding should now encourage each of us to reflect on our values
and attitudes and on our expectations and assumptions. It should also help us to consider what
we can do to support our own mental health and the mental health of the people close to us.

The narrators in the research have had the courage to share their life experiences with a very
wide readership. As the readers of this report, we now have a reciprocal responsibility to make
good use of what has been entrusted to us. The Scottish Recovery Network looks forward

to the opportunity to discuss the themes and issues raised in this report and to debate the
implications that arise from the stories recounted here.

Allyson McCollam

Chair

Scottish Recovery Network Strategy Group
Chief Executive

Scottish Development Centre for Mental Health

Wendy Brown & Niki Kandirikirira P_3
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The Scottish Recovery
Network

The Scottish Recovery Network is part of the Scottish Government’s National
Programme for Improving Mental Health and Wellbeing. It is working to help
achieve one of the four key aims of the programme: To promote and support

recovery. The Network comprises a loose affiliation of individuals and organisations

with an interest in researching, promoting and raising awareness of recovery
from long term mental health problems and mental iliness.

The National Programme’s vision is to:

Improve the mental health and wellbeing for everyone living in Scotland and
tmprove the quality of life and social inclusion of people experiencing mental
health problems.

For more information on the National Programme see www.wellscotland.info
The Scottish Recovery Network (SRN) aims to:

1 Raise awareness of recovery from long term mental health problems
and mental illness and the things that help and hinder that process.

2 Develop a better understanding of recovery by gathering and sharing
information about the factors which people identify as having an impact
upon their recovery.

3 Highlight approaches which we believe to be particularly effective in
the way they promote recovery and to support and encourage local
action towards recovery.

It has a number of key tasks including organising and developing local and national events,
gathering and sharing recovery stories, organising education and training initiatives and
supporting the development of local recovery networks around Scotland. The SRN is also
working to develop and maintain international links and to support and encourage the
development of more recovery oriented mental health services.

This report, compiled from the recovery narratives of 64 individuals in Scotland who
identified themselves as being in recovery or recovered from a long-term mental health
problems, has been produced to help us achieve our aims and to support our continuing
efforts to promote hope and raise expectations. Additional learning materials taken from
the narrative research project which compliment this report include a booklet and podcast
of individually summarised narratives called ‘Journeys of Recovery’ (2006), and a booklet
of tips and strategies informed by the research called ‘Routes to Recovery’ (2007).

Wendy Brown & Niki Kandirikirira
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Purpose and Rationale

The recovery paradigm has emerged as a positive approach to mental wellbeing
suggesting that people previously diagnosed with long term or enduring mental
health problems are able to establish independent and healthy lives even in the
presence of symptoms (William A Anthony, 1993; P E Deegan, 1988; Harding et al.,
1987). Over recent years, stories on recovery, particularly from the US and New
Zealand, have been increasingly reported in professional, academic press and
‘grey literature’ (Baker & Strong, 2001; DIPEx.org, 2003; Jacobson, 2001; Lapsley
et al., 2002; Leibrich, 1999; Ridgway, 2001; Thornhill et al., 2004) The SRN narrative
research adds to this evidence base with research that represents and reflects the
experience of recovery from mental health problems in Scotland.

Most commentators including Allott & Loganathan (2002), and Hatfield & Lefley (1993),
agree that the definition and meaning of recovery will vary for individuals as it will be based
on an individual’s own system of personal values developed through life experiences. There
1s an emerging understanding around the basic factors and principles which promote it,
suggesting that recovery is a unique process, vision, attitude or life journey (W A Anthony,
2000; Copeland et al., 1996; P E Deegan, 1988). It is about regaining self-esteem and hope
for a productive present and future, and recognising that you can lead a fulfilling life (Leete,
1988, p. 52). It is about embracing the identity and self-determination of a healthy and
hopeful person, rather than living the life of an ill person. DeMasi (1996) found recovery

to encompass economic and interpersonal wellbeing as well as good physical and mental
health. Whilst all these factors could apply to recovery in Scotland, this research provides a
distinctly Scottish perspective to mental health recovery, allowing comparison with recovery
experiences worldwide.

The purpose of collecting recovery narratives across Scotland is to:

. Learn from the uniqueness of each individual’s experience and identify
common factors.
. Share stories to inspire hope and offer tools and techniques for recovery among service
users, carers, friends and families, service providers and the wider community.
. Establish a Scottish evidence base of factors that help or hinder an individual’s
recovery from long-term mental health problems.
. Use the evidence to contribute to the development of policy and practice across
all sectors, promoting a better understanding of what supports recovery and wellbeing.
. Guide and inform the work of the SRN.

This report intends to generate discussion about recovery in Scotland and as such has
provided limited direction or recommendations for policy makers and services. We hope that
by limiting recommendations within the report, researchers, service providers and policy
makers will have more opportunity to deliberate and determine the best means to promote
recovery at an institutional and policy level.

We start from the premise that recovery is about much more than an absence of symptoms
— it is about having the opportunity to live a satisfying and fulfilling life in the presence or
absence of symptoms.

Wendy Brown & Niki Kandirikirira
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Executive Summary

In Scotland the opportunities provided by policies that promote mental health
recovery and social justice have coincided and supported this research and have
created the space for learning from the research to be more widely adopted in
services and communities. (For further policy information, see, Mental Health
(Care and Treatment) (Scotland) Act, 2003; Rights, relationships and recovery,
2006; National Programme for Promoting Mental Health and Wellbeing, 2003b;
Delivering for Mental Health, 2006)

Although the data set for this study encompassed a diverse range of views, clear themes
emerged which reflected the findings of similar international studies (See: Barnett & Lapsley,
2006; Jacobson, 2001; Jacobson & Greenley, 2001; Lapsley et al., 2002; M. A. Mancini ¢t al.,
2005; S. Onken et al., 2002).

Across the stories consistent internal and external elements could be found. For a recovery
journey to begin and continue to prosper, narrators accounts of their experiences suggest
that six basic internal (individual and self controlled) elements were required (though not
necessarily in this order and not necessarily seen in every case):

. Belief in self and developing a positive identity.

. Knowing that recovery is possible.

. Having meaningful activities in life.

. Developing positive relationships with others and your environment.
. Understanding your illness, mental health and general wellbeing.

. Actively engaging in strategies to stay well and manage setbacks.

Six external (social or environmental) elements that helped promote recovery
journeys encompassed:

. Having friends and family who are supportive, but do not undermine
narrator’s self-determination.

. Being told recovery is possible.

. Having contributions recognised and valued.

. Having formal support that is responsive and reflective of changing needs.

. Living and working in a community where other people could see beyond

your illness.
. Having life choices accepted and validated.

The answers and drivers to recovery were often found internally. Finding comfort ‘in your
own skin’ and developing self-confidence, self-belief and self-determination were key factors
in facilitating and maintaining many recovery journeys. This often involved a reframing of
one’s self-perception and a shedding of factors that promoted negative identity. It also involved
recognising and appreciating the more positive aspects of self, for example one’s creative,
spiritual, or social nature. Re-finding and re-defining one’s sense of self was as
important to recovery as symptom alleviation.

Acknowledging the small achievements that one makes in everyday life, recognising strengths
and being given optimistic messages of recovery potential (from friends and family,
professionals, carers, peers) whilst witnessing the recovery journeys of others made

a positive impact on individuals and gave them the emotional strength to fuel their own
recovery journeys. Relating with others who have mental health problems in a positive

and safe environment is beneficial to recovery.

Wendy Brown & Niki Kandirikirira p_7
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Many narrators found that the knowledge they held about their ill health could in fact help
their recovery. They found that taking note of triggers, events and symptoms could help
them if they used these as indicators of wellbeing and what keeps them well. Knowledge of
these factors could also better prepare individuals for dips in recovery and provided them with
the reassurance that problems are not insurmountable. Learning to value the unique
episodes of ill health that have made individuals more fully formed as people was often an
empowering step forward.

Having a diagnosis was found to be empowering for some and catastrophic for others.

The positive or negative impact of a diagnosis often stemmed from how it was given.

The power of an optimistic or positive message often cushioned the impact

of diagnosis and additional information about symptoms and coping strategies
empowered individuals.

Having some close friends and supporters who develop a good understanding
of your health and an understanding of how to react (with action or inaction) to patterns
of behaviours was valued as a great support to recovery. Whilst help from friends was
often appreciated during dips in wellness, knowing when to let individuals ‘work it out for
themselves’ was a skill that was equally valued.

Although narrators were mostly positive about mental health services, they argued that
services need to be more responsive to the changing and diverse needs of people.
Many believed that a greater range of person centred services would help recovery
and that current services should focus more on recovery in their design and practices.

Narrators had striven to develop a new positive identity, but at times this was at odds with the
way that society perceives mental health, wellbeing and illness. People recovering from mental
health problems develop ways of engaging and contributing that may challenge the norm

of ‘nine-to-five’ working. Creativity, working, and volunteering all provided meaning and
purpose to individuals. These forms of meaningful activity also provided structure
and responsibility which was found to be helpful to individuals. It helped them take
control of their life by moving from being internally focussed to viewing themselves in relation
to others and the environment in a way that facilitated control of illness, health and life.
These alternative forms of engagement and any contributions made by individuals in
voluntary, paid or creative employment provided the opportunity to socialise and gain

a sense of achievement and allowed individuals to feel valued in their internal and
external communities as a social or economic contributor.

Belonging to a group with which individuals can identify, either within or outside of the
mental health arena, gave individuals a positive identity. The groups existed in workplaces,
voluntary organisations, within social networks and within mental health networks. Where
for some individuals the experience of being part of a group was positive, the experience was
found to be exclusionary or difficult for others.

Many individuals began their recovery journey with an identity transformation. Whether
this transformation occurred through finding value in self, or recognising that others
value you, or through embracing a collective and socially supported ‘recovery
identity’ was irrelevant. The important measure was that the identity gained through
recovery was a positive one.

Wendy Brown & Niki Kandirikirira
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External factors such as the availability of necessary or desired treatments and services,
financial pressures, the availability of support from non-mental health services such as
housing, fear of fluctuating benefit income, the perceived stigma and isolation of mental
health problems, and the fluctuating nature of these external problems often had to
be addressed and managed in order to further individuals recovery journeys.

Other social influences on recovery included the flexibility and responsiveness of
services to individual needs, the willingness of friends, family and community to
encourage, enable and empower individuals to take risks; and the willingness
and cooperation of others not to undermine individuals by allowing them the right

to self-determination.

Recovery usually followed an acceptance of illness, rejection of the stigma
associated with mental illness, and a determination that the illness will not rule one’s life.

All these factors combined in various measures to provide a rich tapestry of recovery
experiences that were diverse in nature and inspirational in content.

Wendy Brown & Niki Kandirikirira
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Methodology

Increasingly, studies have used narrative or qualitative methodologies as a route
to uncovering factors that help individuals towards recovery from mental health
problems and as a means to explore in some depth the nature and meaning of
individual recovery (Barnett & Lapsley, 2006; Larry Davidson, 2003; L Davidson
& Strauss, 1992; Jacobson, 2001; Lapsley et al., 2002; M. A. Mancini et al., 2005;
Ridgway, 2001; Thornhill et al., 2004). Using narrative or story collection as a
research method allowed us to acknowledge that each person’s experience of
recovery is unique, that definitions of recovery vary and that the criteria people
use to measure their progress are difficult to quantify or compare.

The use of narrative is compatible with the ideas of recovery. Narrative often emphasises
things happening over time or a chronological sequence of events and recovery is often
visualised as a journey over time and experience. Ageing and growing is emphasised in
narrative literature as are the same processes and constructs in recovery literature. Of
more importance, the use of narrative places the narrator, not the researcher or clinician,

at the centre of the journey. Although the social context is critical, the emphasis within this
report is on collective, individual journeys, personal experience and meaning. (Individual
narratives from this research have been summarised and reproduced in a booklet; ‘Journeys
of Recovery’ (2006), and podcasts and are available to hear online at the Scottish Recovery
Network website: www.scottishrecovery.net).

It has been shown in other narrative studies (Kelley, 1995; Ridgway, 2001) that the process
of narrating, re-framing, re-telling, re-storying, re-authoring, questioning and reformulating
one’s life story can provide a sense of meaning and possibility to individuals, and can have a
positive and empowering impact on a recovery journey, allowing narrators to demystify and
re-focus on the positives of their experience. Indeed, many participants within this research
reported that giving their story was both a powerful and positive experience, offering them
the opportunity to frame their experience in a more positive light.

To facilitate and help unfold the recovery narratives it was decided to use a
semi-structured interview schedule because it would:

. Provide interviewer support to the ‘narrator’.

. Provide a common framework for analysis whilst not prohibiting
the narrator’s self expression and thus deepen reflection.

. Allow the narrator to lead the pace and direction of the research.

. Reduce questions that lead to preconceived research outcomes.

. Generate data that could be used to illustrate personal experiences

of recovery (e.g. Journeys of Recovery booklet).

Ethics and Data Protection

Initial ethical guidance and approval was drawn from the project’s steering group.

The dignity, rights and welfare of participants and interviewers were core criteria when
establishing ethical guidelines for research. External training on ethical approaches to
researching was provided to interviewers to ensure research was conducted within strict
ethical guidelines.

Research purpose and the ways in which transcribed interviews were to be used was
explained to all participants at each contact point in the research and participants were

Wendy Brown & Niki Kandirikirira p_1
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asked to give informed consent for their involvement in the research. Anonymity and
confidentiality was assured at all stages of participation and researchers have done their
utmost to ensure confidentiality was upheld in story sharing and data handling. All personal
contact details linking individual participants to this research have been erased from SRN
databases to comply with data protection laws.

As researchers we have a moral responsibility to ensure that participants were not exposed

to harm as a consequence of participation. A counsellor was made available to narrators

and interviewers at each ‘research event’, and signposts to further sources of help were made
available. In a bid to empower individuals and to ensure they were comfortable with their
participation, individuals were given the opportunity to review and amend the transcription
of their interview. This allowed them to clarify data and remove information that in retrospect
they may wish they had not shared. A “follow up call’ post interview also served to ensure that
narrators were not harmed as a consequence of their participation in this research.

Research process

The interview guide and questionnaire were piloted with two key informants prior to

research commencement.

Language

Key informants — the individuals on whom this research is based will be referred to

throughout this report as narrators, participants, individuals, people, activists and service
users. All terms are used to refer to the individuals who have contributed their recovery story
to this research. Similarly, in recognition of the various means by which our narrators and
other authors have described the experience of having mental health issues, a variety of terms
will be used throughout including; mental health, mental ill-health, mental illness, and mental
health problems.

Recruiting narrators

The focus of the research was upon adults (over eighteen years of age) living in Scotland who

defined themselves as recovering from or having recovered from long-term mental health
problems. Notions of health and recovery are subjective, therefore allowing individuals to self
define as ‘in recovery from a long term mental health problem’ was considered a reasonable
approach to recruiting participants. To facilitate recruitment of a diverse range of individuals,
an advert was placed in national and local press requesting individuals in recovery to contact
SRN for information on participation. Individuals were also recruited through SRN mailings,
existing contacts, other press and word of mouth.

Participants were purposively selected to achieve diversity in terms of geography, recovery
stage, medical condition and demographics.

Preliminary telephone interview

All participants were informally interviewed by a trained counsellor (Niki Kandirikirira) to

assess their suitability to take part in the project. Where the applicant was felt not ready to
participate, the decision to withdraw was taken by that person. In such instances applicants
were provided with information on how to access external sources of help if necessary.

p_12 Wendy Brown & Niki Kandirikirira
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Whilst we attempted to value all offers of participation, sample quotas were met quickly and
research was over subscribed. The individuals who missed out on participating were asked to
submit their recovery story to the SRN in writing allowing the SRN to recognise and use their
contribution in other aspects of its work. Every individual’s contribution was therefore valued.

Structured questionnaire

Individuals chosen for interview were asked to complete a structured questionnaire several

weeks prior to interview. The questionnaire provided background and demographic
information for interviewers and principal researchers. Interviewees were also given a preview
of general interview topics at this time. It is hoped that prior disclosure of questions would
help to minimise unease and eliminate fear of unexpected questions. It would also provide
individuals with a chance to think about what they had experienced in relation to recovery.

Interview topic guide

The interview guide was adopted to initiate and generate discussions with narrators and to

provide minimum consistency of research. Techniques were developed within this guide to
move narrators’ stories towards their recovery journey.

Narrators were asked to:

. Reflect upon factors that had helped or empowered them on their recovery journey.
. Comment upon factors that had been detrimental to their wellbeing and
recovery journey.
. Discuss what factors have helped them sustain their wellbeing.
. Discuss any learning they had experienced from their journey.
. Describe what recovery felt like for them.

The results from these interviews provided a view of people’s recovery journeys
as they perceived them at the time of interviewing.

Interviewing

Each interview was prefaced by a brief discussion with the principal researcher (Wendy
Brown) to ensure participants could give informed consent for their participation in
this research.

The semi-structured narrative interviews were conducted face to face to increase rapport,
confidence and sharing. Two interviewers and one participant attended each interview.
One interviewer conducted the interview while the second observed, paying attention to
the process and recording. Interviews were held in seven venues (hotels and business suites)
throughout Scotland including locations in Aberdeen, Dumfries, Dundee, Edinburgh,
Glasgow, Inverness and Kirriemuir. Interviews were conducted by a pool of seven
interviewers who were supervised by two principal researchers (Brown & Kandirikirira).

Data handling and analysis

Interviews lasted between 40 and 90 minutes and were tape recorded digitally and
transcribed verbatim. Additional field notes (observations and reflections) were added by

Wendy Brown & Niki Kandirikirira _13
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observers. Initial themes were checked with narrators after which interviewers and principal
researchers collaboratively constructed broad interview themes across the interview
population. Using NVivo data management software, whole transcripts were double coded by
the two principal researchers using the broad themes. Themes were further refined through
inductive thematic analysis of the data which identified anomalous, recurrent and contrasting
features in the transcripts. Finally, themes were imported into Excel software for ease of data
manipulation before final analysis and write-up.

Inclusive research

Scottish Recovery Network sought to involve people with experience of mental health

problems in this research in several different ways. Participatory approaches within this
research included:

. Encouraging participant involvement. All transcripts were returned to
participants for final editing and approval prior to analysis and dissemination.

. Designing research processes that reflected inclusive practice. We held
in-depth discussions with a range of active groups on the strategic direction
and ethical implications of the research.

. SRN positively promoted the employment of individuals who have experienced
mental health problems and recovery as interviewers.

. Research practice and methodological choice were inclusive and favoured
empowerment of participants through allowing them to narrate the shape
and flow of each interview.

Narrators, not the authors, the SRN or the mental health system, are the ‘champions’ of these
stories and this research.

Limitations of the methods and research

According to Lucius-Hoene (2000, June) the narrative interview not only provides a method

for constructing the life experience of the narrator, it can also be seen as an ongoing process
of construction, motivated by the focus and interest in self-exploration at the time of the
interview. The authors of this report share this belief. Narrators who participated in this study
provided important insights and a fresh interpretation of the recovery journey, but the stories
they told represent only a snapshot of their journey determined by the narrator and their
interviewer’s attitudes at time of interview and analysis.

In a desire to better understand the recovery process the authors argue that qualitatively
investigated experiences would best distinguish between positive and negative aspects

of recovery. They would unveil the effects of the recovery process allowing researchers
to appreciate the personal experience as well as the more commonly held experiences

of recovery.

Narrators were self selecting; that is, they actively volunteered to participate in this research.
They were also purposively selected for diversity of experience. Therefore the views and
opinions captured within these findings represent only a small number of unique experiences
that can not be statistically projected or generalised across a population as diverse as those in
recovery from mental health problems. Throughout this research we have striven to value the
contribution each individual narrator made and as such have reported upon unique as well
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as common experiences. We have attempted to draw greater attention to more commonly
experienced factors and have referenced other literature where they are found to be similar
to other studies.

With every qualitative research project comes an element of subjectivity in analysis and
interpretation. We are analysts using techniques to shape and retell stories translated with
chance into research and as such face the possibility of being too reductionist. Storytellers may
modify or withhold certain information either deliberately or subconsciously.

How to evaluate and validate a narrative analysis can present a problem. Traditional notions
of reliability do not apply to narrative studies so validation is difficult and may need to be
strengthened or supported by other research methods. Perceptions of validity need to be
radically re-conceptualised to include persuasiveness of the accounts, correspondence (cross
checking with the story teller), coherence of findings and their pragmatic use. Despite their
limitations, narratives are emerging as a primary unit of analysis in social psychology,
education and cultural anthropology (Bruner, 1987).

Many factors have helped and hindered narrators’ recovery journeys. To add a more dynamic
element to this research it might have been helpful (prior to deletion of contact details) to

have arranged to revisit participating narrators in up to three years time to engage them in a
further dialogue about what factors have affected their recovery journeys in the intervening
period. Also, it may be pertinent to purposively investigate the individual topics presented in
this report in order to identify their significance to recovery.

Report structure

The narrative research conducted by Brown and Kandirikirira for the SRN has produced
very complex, rich data. In order to ensure that this data can be easily accessed and

assimilated by readers, the authors have produced several chapters of evidence that will
highlight the things that have helped individuals along their recovery journey. The chapters
include: re-finding your self and your identity, re-engaging socially and finding meaning and
purpose in life, building meaningful relationships, finding the right treatment and supports for
you, recovering at your own pace, recognising opportunities for recovery and reframing your
attitudes to be more recovery oriented.

Each chapter will contain a brief summary of contents, a review of relevant literature, findings
and a brief discussion of the policy implications of findings. In order to fully engage our
network in the dissemination of this research it is the intention of the authors to invite wider
comment upon the policy implications of our findings. It is hoped that in doing so we can
generate wider discussion and thought about what helps people recover from long term mental
health problems.
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Demographics

Most individuals (n:52) voluntarily described some form of diagnosis ranging from various
types of depression, anxiety, mania, and personality disorder, to various forms of psychosis
(diagnostic terms were provided by narrators). Twelve per cent of narrators (n:8) had no
‘official” diagnosis and 11% (n:7) were unsure of their ‘official’ diagnosis. Some individuals
had previously contemplated suicide or self-harm. A number of individuals stated that their
diagnosis (and subsequent treatments) had changed over the course of their ill-health and
many narrators had been hospitalised. Seventy-nine per cent (n:53) of individuals were being
prescribed medication for mental health problems and 25% (n:17) were receiving therapeutic
non-drug treatments for mental health problems at the time of questionnaire completion.
Twenty one per cent (n:14) of narrators had an additional physical disability.

Narrators held various types of housing tenancies. Thirty six per cent (n:24) lived alone
without support, 27% (n:18) lived with a partner and 12% (n:8) lived with family members or
dependents for whom they held responsibility. Twenty one per cent (n:14) of participants lived
alone with support, and 6% (n:4) lived in supported accommodation.

Thirty-three per cent of participants (n:22) were in full or part-time work, including 6% (n:4)
who were full or part-time self-employed. Another 34% (n:23) of individuals were in voluntary
unpaid employment with the remainder of participants being retired, in education, on sickness
benefits or employed in unpaid domestic capacities. Of those not in paid work, many aspired
to be in paid employment (n:12), others wished to pursue voluntary work or further education
whilst 14 individuals (21%) felt incapable of working full time in any capacity.

Eighty four per cent (n:56) of narrators received some form of state benefit with many
receiving multiple sources of benefit income. Health related benefits ranged from various
types of Disability Living Allowance (n:33) and Severe Disablement Allowance (n:4) to Short
and Long Term Incapacity Benefits (n:25). Other benefits received included work, housing
and family related benefits and tax credits. Sixteen per cent of participants (n:11) received no
form of state benefits.

Educational attainment of participants varied widely with some individuals obtaining a basic
high school education and others obtaining further and higher education qualifications.
Several participants held university masters qualifications or a PhD. Others were vocationally
well qualified having completed apprenticeships and having gained work experience.

The authors recognise that the high level of educational attainment found within this group
could be considered atypical of individuals with long term mental health problems. Overall,
a relatively heterogeneous population was represented. They were however, held together by
their common experience of being in recovery or having recovered from long term mental
health problems.
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|dentity Summary

The recovery experiences of these narrators capture the richness and complexity
of the self in every human identity and recovery journey. There are a number of
findings discussed in this chapter that can positively or negatively influence an
individual’s identity and recovery, including:

. Having hope, confidence and optimism that recovery can happen.

. Accepting and having belief'in self.

. Taking responsibility for your own wellbeing.

. Increasing your own self-esteem and self-efficacy.

. Being more self-aware.

. Rejecting the negative identity of ill health and its associated stigma.

. Growing beyond your label or diagnosis (and helping others to see beyond it).
. Reclaiming power and self-determination.

. Improving you physical image or your perception of your physical image.
. Accepting and expressing your sexual identity.

. Developing a creative, cultural, social and community identity.

. Being empowered by your mental health identity.

. Embracing spirituality.

It is clear there is a complex relationship between identity and recovery. From the narratives
gathered in this project it was evident that much of the subject of identity appeared to be
about the issue of personal growth and development and internal change. Narrators showed
numerous facets to their own identities, some unique and several embodying common
characteristics, experiences and expectations. Re-finding and re-defining a sense of identity
and self-confidence that has potentially been eroded by institutionalisation or ill health was
often the first step on a recovery journey.

Drawing from the narratives, we highlight the importance of developing a positive identity
to furthering recovery, and to promoting mental health issues more generally. Together
and individually, the narratives form a hopeful picture of recovery. The data we present in
this report will have implications for understanding and promoting recovery experiences in
Scotland, as well as for developing mental health recovery theory and practice in general.

Wendy Brown & Niki Kandirikirira
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Recovering ldentity

Erik Erikson (1980) used the term identity to designate a sense of self that develops
in the course of a person’s life and that both relates them to and sets them apart
from their environment. Ricoeur (1985) also accepted that identity is not fixed or
persistent arguing that conceptions of self and identity vary throughout one’s life.

Within recovery literature, identity has been considered by other authors to be about more
than an individual’s self-knowledge about their personal characteristics, personality or self-
affiliation. It combines this knowledge with the individual’s sense of importance in a social
context, one’s self-confidence, and how self'is reflected in other people’s perceptions according
to Onken ¢t al (2002). It often reflects an individual’s micro and macro culture (who they
identify with at a local and social/media level), and holds their aspirations and objectives.
Davidson and Straus (1992) argued that re-finding and re-defining one’s sense of self were as
important to recovery as symptom alleviation.

How identity affects recovery journeys has been discussed by many researchers who identified
different aspects to identity as being either destructive or essential to recovery. Numerous
commentators have indicated that having an optimistic and hopeful outlook can have a
positive impact on recovery. Indeed, Scheier & Carver (1992) found that at the physiological
and psychological level, optimism and positivity can provide the motivation to start exploring
how to begin the recovery journey. Pearson (2001) describes a “prescribed identity” for service
users and recognised the difficulty in removing this identity once attributed as “over time our
identity becomes synonymous with how services choose to define us. This identity is such a powerful one that it
15 hard to shake.” Other authors identified the concept of ‘identity politics’ as being used by the
recovery movement to alter the self conceptions and societal conceptions of the self.

In the United States Dornan (2003) found that identity and recovery was enhanced through
community engagement. Lapsley e al (2002) suggested that community and cultural issues
heavily influenced recovery journeys for individuals in New Zealand. This view was also
shared by the US President’s New Freedom Commission on Mental Health for whom “aspiring
to burld an acceptable identity for self and in the community at large is an essential component of recovery from
mental illness.” (Fisher, 2003a).

Art has often been cited as a means of self-expression, emancipation, discovery and therapy
(NNAH, 2006). Bluebird (2000) showed that creativity was used as a conduit for expression
of those parts of the self which may be difficult to express or may not have been expressed
in any other way. Griffiths (2005) and Parr (2005) have also added to a growing body of
evidence that suggests that developing a creative identity and engaging in creative activity
can have positive benefits for mental wellbeing providing individuals with a sense of purpose
or meaning to their life. This proposition was shared by Faulkner & Layzell (2000) in their
Strategies for Living report for the Mental Health Foundation which identified creative
expression as one of the most helpful strategies and supports.

In addition to creativity, Faulkner and Layzell (2000) also found that religion and spirituality
offered a fundamental belief system that provided meaning in people’s lives and a reason to
carry on through distress. Similarly, Leibrich (2002) argues for considering both spirituality
and mental health in terms of the experience of the self. She also argues that mental illness
can lead to spiritual progress, and ultimately to mental health.

All of these factors identified in studies internationally emphasise the creation of a positive
identity as a major component of recovery journeys for individuals.
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|dentity Findings

In this chapter we explore issues of identity through an examination of narratives
offered by participants who are in recovery from mental health problems. We focus
on how confidence, self-perception, creativity and social contribution can positively
affect identity and recovery as well as looking at how negative identity, stigma or

a spoiled identity, powerlessness and sexuality can affect recovery.

Drawing from the narratives, we investigate collective as well as individual identity and the
impact that this shared consciousness has on society’s attitudes to recovery and mental health
issues more generally.

Together and individually these narratives form a hopeful picture of recovery.

Mancini et al (2005) reported that the transformation from an illness-dominated identity to
one marked by meaning and wellbeing is at the heart of recovery. The recovery experiences
within this report capture the richness and complexity of the self in every human identity and
recovery journey. Providing a narrative is in itself a confident, self-determined act that defines
identity as narrators construct and present a preconceived concept of self within their stories
for their interviewer.

Confidence

The narratives considered here emphasise the agency of the self in the healing process.
Regaining a sense of identity and self-confidence that has potentially been eroded by
hospitalisation or ill health was often the first step on a recovery journey.

“I think for me, being able to manage my recovery in the way that | have done...
| suppose working with people who believe that we have an innate capacity for
self healing. | had that belief when | came to my own recovery process and so for
me the largest part of my own learning has been learning to listen more clearly
to myself.”

“I feel | have been able to maintain my sense of identity and that’s been really,
really important. And | have achieved a lot of new learning in terms of insight into
my own experience.”

“I think it’s hard to praise yourself but that was one thing that | was learning all
the time during my recovery, that you have to praise yourself for overcoming the
challenges that you’re facing. I'm just so much more self-assured. | feel that the
whole process was about learning about me.”

Crucial to an individual’s identity was their self-confidence. This confidence was a multi-
faceted trait that encompassed the individual’s self-worth, self-esteem, self-belief; self-efficacy,
optimism, hope and sense of wellbeing. These factors were found across participants on their
recovery journey, as illustrated more fully below.

Hope and optimism

A recurrent theme in almost all stories is that of having hope. Almost all narrators implicitly

or explicitly expressed themselves as ‘having hope’ that they would live a meaningful life and
continue to be well. This optimistic attitude 1s at the heart of recovery.
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“Have a vision of where you want to be and try and find ways of getting there.”

“I think that parts that have made me stronger were a willingness to get well in the
first place and you have to have that willingness to get well and a hope that you’re
going to get well.”

Individuals reported that the confidence gained from this reframing or having an optimistic
and hopeful outlook had a positive impact on them physiologically (as they became more
active and energetic) and psychologically, providing them with the motivation to explore how
to begin their recovery journey. For some individuals this involved a redefinition or rebuilding
of self apart from their condition.

“(Reflecting on a pre-recovery state) | think sometimes, certainly myself, the thing
that prevented recovery was that | didn’t know anything else. I’d got a mental
iliness. There’s some safety in being ill, although | hated every minute of it, there
was still some security in that.”

Parallel to the hopeful attitude of our narrators came an optimistic sense of ambition.
Narrators were overwhelmingly responsive when asked if they had any future plans or
aspirations. Some plans were ambitious, others less so, but the point of importance was that
individuals now looked to the future. They planned for it with hope, purpose and anticipation
instead of trepidation or inertia. Individuals recognised that they were better equipped to
deal with adversity when they adopted a more positive optimistic outlook seeing problems

as solvable as opposed to insurmountable.

“One of the things I've realised is that if something doesn’t work out initially, it
doesn’t mean it’s not going to work out. It’s a case of you’ve got to persevere.”

Having a dream to hold on to and something to believe in and work towards was helpful
for some.

“Don’t let people tell you who you are, what you are, what you can be. You can be
whatever the hell you want... if you want to be a kite maker, if you want to be a
teacher, if you want to be a singer. Nothing should ever stop you from being what
you want to be... don’t ever let anyone tell you. It’s not their life, it’s your life.”

For some narrators part of their recovery consisted of moving away from the identity of

an individual dependent on medicines or being a benefit recipient, whilst others identified
themselves as being in recovery and independent thanks to the support they received from
benefit income and medicines. For some, ambitions lay elsewhere in terms of building stable
relationships, being more creative or working to suit themselves. Overall, ambitions varied but
had little to do with ill health or staying well. Once the possibility of wellness was recognised
by individuals staying well was positively (and hopefully) assumed by many narrators.

Diagnosis

Diagnosis provided hope for some and fear for others.

“I had never even been told my diagnosis... | found them out from when | got
a medical certificate from my GP. So it was a bit of a shock when | came out
of a GP (surgery) one day and read my... ‘Paranoid Schizophrenia’ - What?
(laughs) | was just having a formal diagnosis of what | thought at the time
was a life sentence.”
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Frequently, the way in which diagnosis was delivered determined its effect on the individual.
The provision of diagnosis accompanied by information and the emphasis of a positive
message of hope gave some narrators the label they required to make sense of their ‘self.

“It (diagnosis) gave me a possible identity, it gave me something | could relate to,
yes you hear voices, | could meet other people that have also had this label put
on them, oh yes you hear voices.”

“It took seven years to get the right diagnosis... It helped, at least then, that was
just the start. That gave me at least the chance to say: ‘Well | agree with this
diagnosis’ — perhaps then that gave me something to look into further.”

Some narrators felt let down by the professional services delivering their diagnoses. They felt
that diagnoses were sometimes suppressed by professionals only to be given at a later date
without information or support leaving them to feel disempowered about their own health.
Opverall, it was felt that if a message of hope 1s delivered at the time of diagnosis and
treatment, this hope is carried by the individual and can be a catalyst to getting better.

“What’s made me more confident... for the future, is that | know
I’'ve got an iliness and | can do something about it.”

Self-acceptance, responsibility, belief and esteem

Narrators explained that recovery is a process of self-discovery and acceptance. Learning
to accept and be responsible for your mental health and to value yourself was a step every
narrator took when beginning their recovery journey. Acknowledging and learning about
their illness and recognising and addressing their own limitations (irrespective of others’
expectations) or being receptive to the opportunities it can create was considered important
by several narrators.

“Don’t try to meet other people’s expectations of what you ‘should’ be doing; just
do things for yourself and that you know are going to make you feel better.”

When unwell, narrators felt they were more accustomed to deferring responsibility for self
and actions to others, but with recovery came a growth of confidence and a desire to take
responsibility for their own actions and the right to take risks. With each achievement and
with each step taken, came the reassurance that they were recovering something positive to
learn from. A number of individuals found it difficult to judge how hard to push themselves,
finding it necessary to pace their own expectations and choices. However, some managed
to turn self-doubt into a positive by thinking “maybe I am worthless so it’s not going
to hurt me to try something.” Although this premise was initially negative, it promoted
a challenging perspective and where success from efforts was found, it encouraged the
individuals’ belief in their abilities to do something well.

Self-acceptance, learning about self and having belief in self-worth was often accompanied
by a recognition that many other individuals are in the same situation. It was often reflected
through external influences, that is, if peers gave positive messages of belief to narrators, this
in turn promoted the narrators’ belief in themselves.

“The belief that I've got in myself, belief that other people have shown towards me.
| think their belief helped me to believe | could get better.”

A number of narrators valued the help they received (and often provided) through services
involving people who had their own experience of mental health problems. Participating
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in user involved services helped nurture self-belief and create self-worth. Voluntary work
and involvement in service user and self help groups gave meaning and purpose to many
often helping to “fill a void...or... fill a lot of negative feelings and guilt, about being
unemployed.” It also helped build confidence, self-belief and efficacy in the activities that
individuals undertook. To be told you are worthwhile and of value was essential to many
narrators to help them foster self-belief and esteem. However, being perceived as a ‘service
user’ wasn’t always considered a favourable identity.

“lI don’t know if | want to be endlessly frustrated by going along
to meetings or being seen as a service user all the time.”

Recovery was often initiated in situations beyond the scope of the mental health system.
Indeed, narrators often described the importance of developing an inner strength or having
self-determination and a positive mental attitude by controlling their own destiny and making
their own 1nitial decision to get well.

“I have taken ownership of my illness and | take responsibility for what
| do and do not do. | don'’t let it control me. And it is an ‘it.’ It’s not the
whole of my life it’s just part of my life now.”

Intrinsically linked to narrators’ optimistic views and self-acceptance came a greater level

of self-esteem or a global feeling of favorability towards self. This was very important to
narrators’ recovery journeys. Whilst individuals who were active within the recovery
movement generally belonged to groups that promoted self-esteem through participation and
meaningful activity, others built upon their self-esteem through finding value in the roles they
occupied in life and being valued by others.

Often individuals had to muster their internal reserves to continue to function in the role they
occupied, but this determination had a positive role to play in developing self-esteem and a
‘can do’ attitude. Having positive identities and responsibilities such as a carer, a responsible
pet owner, guardian, friend or employee forced several narrators to determine coping
mechanisms to maintain their adopted identity and promote their self-belief.

“| seemed to be able to sort of raise my game and overcome anxieties... God help
me. Come hell or high water, | was going to do it for the kids... it’s an interesting
quirk that | could manage to make that effort. | do suppose that it’s that family
bond or whatever. Wanting to see your kids and everything.”

To foster feelings of self-belief it was often best to measure recovery in terms of how far one
had travelled as opposed to where one wanted to get to, as one insightful narrator pointed out.

“I find it helpful not to measure my recovery by where I’'m trying to get
to because | always feel | fall short. But if | look at that in terms of where
I’'ve come from, then that’s a more helpful frame to measure things.”

Sometimes preparing a list of achievements to review, just to remind themselves of how far
they had come on the recovery journey was helpful.

Self-efficacy

Related to self-esteem but slightly different was the issue of self-efficacy. Self-efficacy
facilitated goal setting and drove ambition through building narrators’ confidence.

This was evidenced through individuals’ confident belief in their ability to perform novel
or difficult tasks and cope with adversity. To nurture this self-efficacy individuals felt that
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