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Abstract

The University of Manchester

Candidate: Heather Law

A thesis submitted to the University of Manchester for the degree of Doctor of
Philosophy in the Faculty of Medical and Human Sciences in March 2014

Thesis title: Understanding recovery in psychosis

This thesis explored conceptualisations of recovery, associated psychological
factors and predictors, measurement of subjective recovery, and attitudes towards
recovery. A multi-method approach was utilised, including reviewing evidence
from the existing literature, cross-sectional, survey and longitudinal designs, and
a computer based implicit association task. Chapter 1 provided a review of the
literature, followed by an overview of the methodology employed throughout
this thesis in chapter 2. Chapter 3 (study 1) included a user informed review of
existing recovery measures. The Recovery Assessment Scale appeared to be the
most valid and acceptable measure currently in use, although the Questionnaire
about the Process of Recovery (QPR) received particularly positive feedback
from service users, but lacked further psychometric validation. Consequently,
chapter 4 (study 2, N=335) went on to explore the psychometric properties of the
QPR. Exploratory factor analysis suggested a one factor model with high internal
consistency, test re-test reliability and convergent validity. Recommendations for
the use of the QPR in routine clinical practice was discussed. Chapter 5 (study 3,
N=381) utilised the Delphi method to consult a large sample of service users
about their views on recovery. A high level of consensus (>80%) was reached for
a number of items on defining recovery, factors which help and hinder recovery
and factors which show recovery. Implications for clinical practice and future
research are discussed. Chapter 6 (study 4, N=110) examined longitudinal
predictors of recovery. Negative emotion, positive self-esteem, hopelessness,
and to a lesser extent symptoms and functioning predicted subjective recovery.
Psychosocial factors and negative emotion appear to be the strongest longitudinal
predictors of subjective recovery. Chapter 7 (study 5, N=146) used an online
survey and computer task to explore attitudes towards recovery in health
professionals and the general public. Explicit attitudes towards recovery were
generally positive, with health professionals having significantly more positive
attitudes than the general public group. Positive attitudes towards recovery were
predicted by greater knowledge of recovery and a preference for psychosocial
causal models of psychosis. Implications for focussing on psychosocial causal
explanations in recovery training and awareness programmes for health
professionals and the general public are discussed. This thesis has advanced our
understanding of recovery by reaching consensus about what recovery means to
individuals with experiences of psychosis, evaluating tools for measuring
recovery and determining some of the key psychological processes and
predictors of recovery, including causal beliefs, locus of control and negative
emotion. These findings appear to fall into four main themes: conceptualising
and defining recovery, measurement of recovery, relationships between
psychological processes and recovery, and facilitating recovery. Further research
is needed to explore recovery across the continuum of psychosis and investigate
recovery focussed interventions which target the key psychological processes
identified throughout this thesis.
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Chapter 1: Introduction and literature review

This chapter begins by describing what we mean by the term psychosis
and outlining this concept from both a biomedical and psychological
perspective. It examines the most recent data on the prevalence of
psychosis related disorders and symptoms, and explores the current
approaches to intervention and treatment from the perspectives of the

medical and psychological models.

This introduction sets the foundation for a more detailed exploration of
the field of psychosis from a recovery perspective. Firstly, the relatively
new concept of recovery from psychosis and the recent upsurge in
literature in this field is discussed. This includes an examination of a
variety of qualitative and quantitative studies investigating recovery from
psychosis, and discussion around the views of service users and health
professionals such as psychiatrists and psychologists. Secondly, the
recovery approach and its application for mental health in the context of

the NHS and recovery-oriented services is discussed.

Finally the rationale for the current research is summarised and the aims

of the study are outlined.

1.1. Definitions of Psychosis

Historically, it is believed the term psychosis was first coined in 1845 by
the psychiatrist Baron Ernst von Feuchtersleben in his textbook
“Principles of Medical Psychiatry” and was used as an umbrella term to
include “idiocy, fixed delusion, mania and fatuity” (1996). The origins of
the word are thought to be from the Greek word “psyche” meaning mind
or soul, and “osis” meaning abnormal condition. In the contemporary
literature, psychosis is used more generally to refer to experiences
including hallucinations, delusions and paranoia. In the current medical
literature, the Diagnostic and Statistical Manual of Mental Disorders
(DSM-IV-TR), defines psychosis as “restricted to delusions or prominent
hallucinations, with the hallucinations occurring in the absence of insight

into their pathological nature” (American Psychiatric Association, 2000).
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From the medical perspective, psychotic experiences are usually viewed
as symptoms of psychiatric disorders in which the individual is believed to
have a loss of contact with reality. Schizophrenia is the disorder most
commonly associated with psychotic symptoms and was originally
described by Kraeplin in the compendium of psychiatry as “dementia
praecox” (Kraepelin, 1883). Kraeplin’'s research indicated that the
disorder begins during the late teens to early adulthood and was
characterised by progressive deterioration which was irreversible, hence
the name “dementia praecox” or “premature dementia”. Kraeplin stated
that psychiatric disorders could be classified by their symptoms and the
neurobiological aetiologies could be inferred from these symptom
profiles. It is believed that this approach to diagnostic classification

formed the cornerstones of modern psychiatry.

In 1911, Bleuler noted that dementia praecox was not always
characterised by early onset or by a progressive and irreversible
deterioration. In fact, Bleuler’s research showed that many of his patients
actually showed improvement in symptoms and some appeared to have
recovered completely (Warner, 2004). Bleuler went on to describe the
central characteristic of the disorder to be a splitting of the personality

and therefore used the term schizophrenia rather than dementia praecox.

The term schizophrenia is still used today, although the concept of a
splitting of the personality is no longer relevant. The DSM-IV-TR
(American Psychiatric Association, 2000) lists five subtypes of
schizophrenia: paranoid, disorganised, catatonic, undifferentiated and
residual. All of these subtypes must meet the three diagnostic criteria for
schizophrenia: i) the presence of two or more characteristic symptoms
such as hallucinations, delusions, disorganised speech and behaviour or
negative symptoms such as blunted affect or avolition; ii) social or
occupational dysfunction iii) a duration of at least six months disturbance
including one month of symptoms. The DSM-IV also lists various other
disorders in which psychotic experiences or symptoms can be present,

including bipolar disorder and personality disorders.

When diagnosing psychotic disorders, one of the essential criteria is the
presence of positive symptoms such as hallucinations and delusions. The

DSM-IV-TR (American Psychiatric Association, 2000) characterises
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hallucinations as “a sensory perception that has the compelling sense of
reality of a true perception but that occurs without external stimulation of
the relevant sensory organ”. It goes on to define delusions as “a false
personal belief based on an incorrect inference about external reality and
firmly sustained in spite of what usually constitutes incontrovertible and
obvious proof or evidence to the contrary”. It is interesting to note the
inherent difficulties in objectively determining “incontrovertible and
obvious proof” in relation to an individual’s “personal belief” and critics
have therefore argued that definitions of delusions in particular are not
“acceptable” (David, 1999) and in practice, psychiatrists are expected to

make subjective decisions to classify these experiences and symptoms.

It is perhaps easy to see why the medical model and its classification of
these experiences as symptoms of mental disorders has been heavily
criticised in recent years and the diagnosis of schizophrenia in particular
has been the subject of much debate. It has been argued that this
classification is at best “scientifically meaningless” (Bentall, 2003) and
others have suggested it is “a harmful concept” (Romme, 2005).
Research into schizophrenia has failed to show validity in terms of
aetiology, symptoms and treatment outcomes (Bentall, 2003) and
campaigners have called for the abolition of the schizophrenia label

(Hammersley, 2006).

1.2. Prevalence of psychosis

Schizophrenia is the most common psychotic disorder (National Institute
for Health & Clinical Excellence, 2010), affecting twenty-four million
people worldwide (World Health Organisation, 2010). Many textbooks
and policy documents report that around 1% of the population will
develop schizophrenia over the lifetime (British Psychological Society,
2000), although a recent systematic review indicated the point
prevalence is more like four per 1000 (Saha, Chant, Welham, & McGrath,
2005), with estimates in the literature varying from 3.4 to 5.5 per 1000
persons (Goldner, Hsu, Waraich, & Somers, 2002). Prevalence estimates
of bipolar disorder also average at 1%, with estimates ranging from 0.3-
1.5% (National Institute for Health & Clinical Excellence, 2006), and
although bipolar disorder is not primarily a psychotic disorder, between

18



10 and 20% of people with bipolar disorder exhibit psychotic symptoms
including thought disorder, hallucinations and delusions (National
Institute for Health & Clinical Excellence, 2006). Similarly, major
depressive episodes with psychotic features are thought to affect 0.35%
of the population (Perala et al., 2007) and borderline personality disorder
is estimated to affect 0.7% of the population, with transient psychotic
symptoms often being present in this client group (National Institute for
Health & Clinical Excellence, 2009).

More general prevalence figures for psychosis vary depending on which
psychiatric diagnoses are included, the methodology for both data
collection and diagnosis used, and the nature of the population being
studied. Recent research suggests that the lifetime prevalence for all
psychotic disorders in the DSM-IV is 3.06%, or 3.48% if register
diagnosis of non-responders is included (Perala et al., 2007). The current
Adult Psychiatric Morbidity Study (The NHS Information Centre for health
and social care, 2009) explored the prevalence of “psychotic disorder”, as
diagnosed by the Schedule for Clinical Assessment in Neuropsychiatry
(SCAN), and “probable psychosis”, as determined by SCAN and/or the
psychosis screening questions, in the general population in England.
Prevalence figures from this study were 0.4% for psychotic disorder in

the past year, and 0.5% for probable psychosis in the past year.

The literature also suggests psychotic experiences occur within the
general population. Between 10 and 25% of the general population
report that they have experienced hallucinations (Johns & Van Os, 2001),
whilst unusual beliefs and delusions are experienced by 3.3 and 8.7%
(van Os, Hanssen, Bijl, & Ravelli, 2000; Van Os, Hanssen, Bijl, &
Vollebergh, 2001). Similarly, paranoid thoughts have been found to occur
regularly in almost a third of the population (Freeman et al., 2005). Many
studies of psychotic symptoms in non-patient samples have been
conducted within student populations. Prevalence of psychosis within
these samples range from 30% to as high as 70% (Stip & Letourneau,
2009). Based on general population studies such as these, it has been
suggested that experiences of psychosis occur on a continuum of
normality (British Psychological Society, 2000) and that it is only when
distress occurs as a result of these experiences that we label them as

symptoms of illness (Johns & Van Os, 2001).
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1.3. Approaches to understanding and treating psychosis

The medical model puts neurobiology at the cause of psychotic disorders
such as schizophrenia. The origins of schizophrenia are proposed to be
organic; a result of genetics, infection or virus, brain abnormalities or
deregulation of neurotransmitters. Historically, treatments for this
“disease of the brain” included radical and often inhumane procedures
such as lobotomy or electro convulsive therapy (Warner, 2004), and until
the 1950’s, schizophrenia was generally treated and managed within

large asylums (National Institute for Health & Clinical Excellence, 2010).

In contemporary psychiatry, antipsychotic medication is seen as the
primary treatment for schizophrenia (National Institute for Health &
Clinical Excellence, 2010). Pharmacological treatments have been shown
to be effective for both acute psychotic episodes and relapse prevention
over time (National Institute for Health & Clinical Excellence, 2010).
However, as with most treatments, there are considerable limitations to
the efficacy of antipsychotic medication. Firstly, these medications have a
high incidence of side effects ranging from lethargy, weight gain and
sexual dysfunction to the more severe and potentially disabling
movement disorders such as parkinsonism and dystonia (National
Institute for Health & Clinical Excellence, 2010). Despite considerable
advances in reducing these side effects in the so-called second-
generation antipsychotics, the result is that many service users do not
take their medication (Allison et al., 1999). Secondly, up to 40% of
service users continue to experience moderate to severe psychotic
symptoms, showing a poor response to antipsychotic drugs(Kane et al.,
1996). Finally, recent research suggests that recovery from psychosis is
possible without medication (Harrow, Grossman, Jobe, & Herbener,
2005).

On the whole, a purely medical model of understanding and treating
psychosis could be seen to be a reductionist approach and may lead to
pessimism about the possibility of recovery from symptoms (Jones &
Hayward, 2004). Also, service users themselves report a need to explore
the effects of their psychotic symptoms on their social, cultural and

occupational lives, rather than a focus purely on symptoms and a
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reduction of such symptoms through medication (Pitt, Kilbride, Nothard,
Welford, & Morrison, 2007c).

Psychological approaches to schizophrenia on the other hand, have a
more holistic approach to the origins of psychotic disorders, listing
numerous factors involved in both the development and maintenance of
psychosis. Cognitive theories propose that our behavioural and emotional
responses to particular stimuli or events are governed by the way we
interpret those stimuli and events (Beck, 1976). Based on this model,
cognitive psychologists often take a symptom based approach to
understanding psychosis (Garety & Freeman, 2013). For example, it is
suggested that auditory hallucinations, are internally generated events
which are misattributed to external sources (Baker & Morrison, 1998).
Chadwick and Birchwood (1997; 1994) suggest that beliefs about power,
identity and meaning behind auditory hallucinations influence the way the
individual reacts to the voice. A belief in the power of the voice can lead
to appraisals involving a lack of control and a need to comply with voices.
Similarly, the meaning and identity of a voice will impact on reactions to

that voice.

Bentall and colleagues (1994) propose that persecutory delusions are a
protective device; negative events are blamed on others, which is an
attribution defence to prevent negative thoughts about the self from
reaching consciousness. Based on this understanding, persecutory
delusions are seen to be the results of a protective device against
negative emotion and low self-esteem. In contrast with this, Garety and
Freeman (1999; 2013) suggest that disturbances in reasoning and
affective process contribute to persecutory delusions. Rather than the
defensive role suggested by Bentall et al., (1994), this model emphasises
the direct (non-defensive) role of emotion in the development and
maintenance of delusions. In particular this model highlights a key role
for worry and depression; persecutory thoughts are viewed as an
extension of anxiety and depressive concerns about self-worth. However,

both these models highlight a key role for negative emotion.

In addition to these symptom specific models, there are also more
general cognitive models of psychosis which incorporate many of the

same themes. Morrison (2001) suggests that anomalous experiences are
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a normal and common intrusion into awareness which, if perceived as
unacceptable or misinterpreted, are viewed as psychotic phenomena. Life
experiences and beliefs about the self and others contribute to how
individuals make sense of these intrusions and consequently how they

feel and react to these intrusions.

Similarly, Garety et al., (2001) suggest that positive symptoms develop
either through cognitive and affective changes, or via affective
disturbances alone (Garety, Kuipers, Fowler, Freeman, & Bebbington,
2001). Garety et al., (2001) posit that emotional changes occur within
the context of psychosis like experiences. These emotional changes can
feed into the way such experiences are processed, influencing their
content and maintaining their occurrence. This model highlights that
emotion plays a central role in the development and maintenance of
psychosis (Garety et al., 2001) and suggests that negative emotion and
low self-esteem play a central, normal, direct and non-defensive role in
the development of psychosis. Further research has supported this claim
that low mood and low self-esteem contributes to the development and
maintenance of psychosis (Barrowclough et al., 2003; Krabbendam et al.,
2005; Smith et al., 2006).

Another psychosocial factor which can influence the development of
psychosis is traumatic life events. The integrative model of trauma and
psychosis (Morrison, Frame, & Larkin, 2003) suggests that intrusive
memories resulting from traumatic life events can be correctly identified
as symptoms of post-traumatic stress disorder if the link between these
intrusions and the history of personal trauma is made. However, these
intrusions are often dissociative in nature and/or involve a vivid reliving
of events and consequently, if this link between idiosyncratic life events
and the intrusions is not made, they may be viewed as psychotic
phenomena. Evidence also suggests that the experience of psychosis is,
in itself, a traumatic life event and receiving a diagnosis and being in
contact with or admitted to services can also be traumatic (Morrison,
Bowe, Larkin, & Nothard, 1999; Morrison et al., 2003).Service users have
reported that the way they are treated by mental health services and
society in general play a huge part in what is considered to be their

‘iliness’ (Tooth, Kalyanasundaram, Glover, & Momenzadah, 2003).
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Read et al, (2014; 2001) developed the traumagenic
neurodevelopmental model after highlighting similarities in the structural
and functional abnormalities of children who have experiences trauma
and adults diagnosed with schizophrenia. The model brings together
biological and psychological processes, proposing that trauma in early life
leads to neurodevelopmental changes in the brain heightening sensitivity
to stress, which is often found in individuals with a diagnosis of

schizophrenia.

The majority of academics and clinicians from various backgrounds now
agree that there is likely to be some interaction of both biological and
psychosocial factors in the development and maintenance of psychosis,
although the weighting of importance between these factors is still
debated between the medical and psychological paradigms. Often the
stress vulnerability model of psychosis is cited (Zubin & Spring, 1977),
whereby biological factors such as genetics and neural abnormalities can
predispose an individual to be vulnerable to psychotic experiences, and
stressful or traumatic life events can trigger psychotic symptoms in these
individuals. A recent review highlighted the potential for integrating
cognitive approaches to understanding psychosis with neurobiological
frameworks (Garety, Bebbington, Fowler, Freeman, & Kuipers, 2007).
Garety and colleagues suggest that research into interactions between
genes, environment, cognition and emotion could be key to furthering

our understanding of psychosis and treatment approaches.

Psychological treatments for psychosis are a relatively new concept with
psychoanalysis gaining popularity in the 1950s (Fromm-Reichmann,
1950) and the advent of social skills training in the 1970s which was
based on learning theory and behaviour modification techniques
(Shepherd, 1978). Soon after, family interventions and psychoeducation
became widespread, most probably as a result of the “care in the
community” movement, when services moved away from institutional

care.

Family interventions (FI) aim to improve social functioning and
supportive relationships by targeting behaviour of family members which
in turn impacts on symptoms (Barrowclough & Tarrier, 1990; Kavanagh,

1992; Kuipers, Birchwood, & McCreadie, 1992). Research has suggested
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that treatment effects appear to be limited to the duration of the
intervention, meaning that FI would need to be continued for benefits to
be maintained (Kuipers, Bebbington, Pilling, & Orbach, 1999). However,
there is a growing evidence base for the use of FI's and NICE guidelines
recommend offering them in routine practice (National Institute for
Health & Care Excellence, 2014)

In contrast, the effects of cognitive behavioural therapy (CBT) are
believed to be maintained after therapy finishes (Kuipers et al., 1998;
Sensky et al., 2000). One of the biggest innovations in psychological
therapy was the introduction of CBT in the late 1970s. Originally
developed as a treatment for depression, (Beck, Rush, Shaw, & Emery,
1979) CBT aims to reduce the distress associated with psychotic
symptoms by normalising and making sense of the individuals
experiences. There is a wealth of literature on the effectiveness of CBT,
which is beyond the scope of this review. However, the recently updated
NICE guidance for schizophrenia advocates the provision of CBT to
service users experiencing psychotic symptoms, and includes a
systematic review of the relevant trials which confirm the effectiveness of
CBT for both symptom reduction, decrease in duration of hospital
admissions and in rehospitalisation rates (National Institute for Health &
Care Excellence, 2014). It has been suggested that the future of CBT for
psychosis is to tailor interventions to take into account the growing role
of emotion in the development and maintenance of psychosis (Birchwood
& Trower, 2006).

1.4. Definitions of Recovery

The concept of recovery has seen an upsurge in both literature and
interest over recent years, particularly from service users themselves, as
well as those commissioning and providing mental health services. It can
be conceptualised as a “social movement” rather than a model of services
based on scientific evidence (Warner, 2010), and it has brought a new
sense of optimism and enthusiasm to the care and treatment of

individuals experiencing severe and enduring mental health problems.

Recovery orientated practice can be traced back to the early 19
Century, when the Quaker movement led to the opening of the
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residential home “the Retreat” in York (Roberts & Wolfson, 2004). Unlike
the harsh environments of the mental institutions of the time, the Retreat
did not use physical restraint or punishment, nor did it advocate the use
of the “physical treatment practices” of the era. Instead the focus was on
moral and psychological treatment and work orientated rehabilitation. It
is only in the past 20 years or so in the UK, that the recovery approach
has again come to the forefront of the minds of mental health
professionals, mainly as a result of service users publishing their own

personal accounts of recovery (Social Care Institute for Excellence, 2007)

Despite this relatively recent reawakening of interest in the concept of
recovery and the increasing use of the word within mental health services
and the academic literature, there is still no universally accepted and
unambiguous definition of recovery. The word has a completely different
meaning to service users compared with clinicians and academics.
Generally the term recovery implies a cure or healing after illness or
injury and a return to the normal condition. However, based on this
connotation, few people with severe mental illness would ever be fully
recovered (Whitwell, 2005).

Clinicians advocating the biomedical model define recovery in terms of
the absence of symptoms, decreases in duration of hospital admissions
and reduced rate of rehospitalisation (National Institute for Health &
Clinical Excellence, 2010). In psychiatry the gold standard for research
into recovery is longitudinal studies demonstrating significant
improvements in symptoms and other deficits to the degree that they
could be considered within the normal range (Schrank & Slade, 2007).
Andreasen et al (2005) posit that recovery is seen as “a long term goal of

remission”.

Various studies have attempted to describe the criteria for recovery from
the medical perspective. For example, Liberman et al., (2002) suggest
that recovery from schizophrenia can be defined by, over a period of at

least two consecutive years:

e Symptom remission (<4 on the positive and negative
symptom items of the Brief Psychiatric Rating Scale)

e full- or part-time involvement in work or school
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e independent living without supervision by family or
surrogate caregivers

e not fully dependent on financial support from disability
insurance

e having friends with whom activities are shared on a regular

basis.

Similarly, Torgalsboen (1999) suggests that for an individual to be in

recovery from schizophrenia, they must:

e have had a diagnosis of schizophrenia at an earlier time,

e currently not meet the diagnostic criteria for schizophrenia

e not currently be on antipsychotic medication (or be on
minimal dosage),

e have been out of hospital for a minimum period of five
years

e Demonstrate psychosocial functioning within the normal

range as assessed by the Global Assessment Scale.

Bellack (2006) argues that whilst the biomedical approach to defining
recovery from physical illness may be acceptable, using the same
paradigm to define recovery from mental illness is inadequate. Severe
and enduring mental illness may remit and relapse and can result in
significant changes in functioning from prior to the onset of illness;
however, individuals can have a return to an acceptable level of

functioning.

Contrary to these relatively rigid biomedical approaches to defining
recovery, the service user movement in conceptualising recovery has
moved away from these professional classifications towards self-
definition. Service users view recovery as something very different to
clinicians (Bellack, 2006) and are not limited to purely considering
recovery as the absence of symptoms, disability or reduction in the use
of mental health services (Social Care Institute for Excellence, 2007).
There is a strong belief that recovery is different for everyone and that it

is @a complex process rather than an outcome or end point.

Many service users have been encouraged to write about their personal
experiences of recovery and this has furthered our understanding of what

exactly we mean by recovery from a service user perspective. It is
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difficult to succinctly and accurately define recovery from this
perspective, because it can mean something different to each individual.
Many of these service user accounts have common themes which, when
brought together, are helping to illustrate the multifaceted and dynamic
process that is recovery. These themes are discussed in more detail later
in this chapter, but include internal factors (such as hope, empowerment
and acceptance), external factors (such as support networks) and the
concept of recovery as a journey, a process and a transformation (Leete,
1989; Mead & Copeland, 2000; Pitt et al., 2007c; Ralph, 2000;
Ridgeway, 2001).

In contrast with the more purist biomedical definitions which limit the
possibility of recovery to only those with a complete remission of
symptoms and a return to the premorbid state, these service user
informed conceptualisations propose that there is the potential for all
individuals to recover to some extent (Davidson, 2003). This has
prompted a need for further research to identify the factors which
constitute recovery, and even more importantly to uncover what can be

done to facilitate the process.

1.5. Review of the literature on psychosis and recovery

So far, this chapter has concentrated on defining the key terms used in
this thesis, as well as introducing the key theoretical paradigms for
exploring psychosis and recovery. Based on this introduction to the field,
the remainder of this review examines the extant literature on recovery
from psychosis from the perspectives of service users, clinicians,
academics and service commissioners. This includes autobiographical and
anecdotal accounts from those with first hand experience of recovery
from psychosis; qualitative and descriptive studies by leading researchers
and service user led research groups, as well as longitudinal and
quantitative studies. A summary of the relevant governmental policy
behind the drive for recovery oriented services, and a critical review of

measures of recovery from psychosis are incorporated.

To identify relevant studies, a search of the internet and appropriate
databases (PsychINFO, MEDLINE, Health and Psychosocial Instruments,
EMBASE and the British Nursing Index and Archive), was conducted.
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Reference lists from key articles were hand searched to identify any
additional literature. Key terms were selected to include psychosis and
recovery and their common alternatives (see table 1) as well as the
terms used to refer to service users, mental health services themselves
and recovery measures. Initially, a general search of any articles with
keywords from column one and two were included. This was further
refined by selecting keywords from columns three and four, dependent
on the specific nature of the articles being searched for. The truncation
tool ($) was used with some terms and keywords from the same column

were combined using the “or” function.

Table 1: literature search key words

Key Terms 1 Key terms 2 Key terms 3 Key terms 4
Schizophren$ Recover$ Service user Service$
Psychosis Recovery model User / user led Measure
Psychotic Recovery oriented | Patient Outcome
Mental$ Client Tool
personal Scale

The articles and papers identified are reviewed in terms of their key
findings and implications, as well as their limitations. Their relevance to
and influence on this thesis are discussed and summarised in the

rationale for the present study.

1.5.1 Autobiographical and anecdotal accounts

As discussed earlier, much of the recent interest in the concept of
recovery from psychosis arose in the 1980’s as a result of a number of
service users publishing personal accounts of their experiences. One of
the most commonly cited accounts is that of Patricia Deegan (1988), who
was diagnosed with schizophrenia as a teenager, and told that she would
be “sick” for the rest of her life. She went on to train as a clinical
psychologist and to publish her autobiographical account of recovering

from psychosis. She describes the “three cornerstones of recovery- hope,
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willingness, and responsible action” and how recovery is not an “end

point or result” but “a process, a way of life”.(Deegan, 1988)

Similarly, Esso Leete (1989) shared her personal account of living with
psychosis for over 20 years and her experience of recovery. She too
describes the need to take personal control of her life, to develop ways of
coping with vulnerabilities whilst focussing on her strengths and assets.

Most importantly, she emphasises that “illness can be overcome”.

More recently, Mead and Copeland (2000) described their experience of
psychosis and recovery and highlight the importance of hope, personal
responsibility, education, advocacy and peer support. They describe how
they were originally told that their illness was incurable but that with the
help of medication for the rest of their lives they would be “ok”. They
commend the more recent optimism and normalisation of experiences of
psychosis and how people “can and do get well”. They also describe
recovery as a choice, and that it is up to the individual to decide when

they are ready to start this process.

Several authors have attempted to extrapolate common themes from
user accounts of recovery from psychosis. Ralph (2000) found four
factors which are common to personal accounts of recovery: internal
factors including awakening, insight and determination; self managed
care and coping; external factors such as support of others; and

empowerment or internal strength.

Similarly, Ridgeway (Ridgeway, 2001) analysed four of the earliest
published personal accounts, including that of Deegan (1988) described
above, and again found several commonalities including: hope;
acceptance and understanding; engagement and active participation;
active coping; a purposeful and complex journey; and the need for

external support.

1.5.2 Qualitative studies of recovery
Qualitative studies supplement the work of first person accounts by
enhancing our understanding of the concept of recovery, still using the
service user perspective whilst building a more scientific evidence base
than single case accounts. Several researchers have investigated

recovery from psychosis using this approach.
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For example, Smith (2000) conducted semi-structured interviews with 10
participants who had been diagnosed with either schizophrenia, bipolar
disorder or major depression. The author used a software package to
analyse the transcribed interviews and identified five themes. The first
theme was concerned with what recovery means to them. Participants
reported that recovery is a long process which is about control over
symptoms, but also about other complex aspects of life such as support,
self respect and goals along the recovery journey. The second theme was
“turning points toward recovery” which encompassed what was
considered to be the first stage of recovery. Participants explained that
this began with acceptance of their illness, determination and desire for
change, followed by help-seeking behaviours. After this initial phase,
participants described the third theme as factors which were critical to
recovery. This included medication, support, activities, control and
independence, determination and a positive outlook. The fourth theme
followed on from this with barriers to recovery: stigma, symptoms,
finances, limited access to services and responses to life pressures.
Finally participants identified ten strategies for recovery which included
many of the earlier themes such as acceptance and support as well as

taking care of yourself.

As with most qualitative investigations, this study is limited by a small
and homogenous sample, and consequently it may not be appropriate to
generalise the findings to other individuals from other cultures or
educational backgrounds. Similarly, this study was not specific to people
with experience of psychosis and included a diagnosis of bipolar disorder
and major depression. Further investigation of the nature of recovery in
these different samples would have been beneficial. However, as many of
the themes identified compare with those described earlier, it would

appear that the study has face validity.

In a similar study, Spaniol, Wewiorski, Gagne & Anthony (2002)
conducted semi-structured interviews with twelve participants who had
been diagnosed with schizophrenia or schizoaffective disorder, and who
had just taken part in a two year study of psychiatric rehabilitation. The
authors followed up these individuals for four years with open ended
interviews every four to eight months. Analysis of the interviews revealed

four phases to recovery: being overwhelmed with disability; struggling
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with disability; living with disability; and finally living beyond disability.
They described recovery as developmental, with the need to work
through three basic tasks: finding explanations for their experiences;
managing their ‘disability’; and engaging in meaningful and productive
roles. As with the previous study, the authors acknowledge that a
complete model and understanding of recovery cannot be gained from
the limited sample of 12, but acknowledge the similarities between the
themes identified in this study and those extrapolated from other service
user accounts. They also call for more research of a similar nature, using

a prospective, longitudinal approach.

Forchuk, Jewell, Tweedell and Steinnagel (2003) also used a relatively
small sample of ten individuals and conducted interviews before and
during treatment with clozapine or risperidone. This is one of the few
qualitative studies to examine experiences of recovery during the initial
year of their pharmacological treatment. In common with the themes
identified by Smith (2000) and Spaniol et al (2002), this study found that
recovery was described as a process, beginning with improvements in
personal thoughts and feelings and extending to reconnections with the
environment and other people. Recovery is described as involving the
mental, physical, emotional and spiritual aspects of the self into their
experiences. Unlike other studies, this investigation also found that the
individual’s thinking moved from being focussed on the internal self to

the larger world.

Many of the service user accounts and qualitative studies have
emphasised the importance of social support, yet little is known about
the experiences of families of individuals in recovery from mental illness.
Tweedell, Forchuk, Jewell and Steinnagel (2004) attempted to address
this gap in knowledge by interviewing nine families, with a member who
had a chronic mental iliness, on five separate occasions over the course
of a year. The families described the huge impact the illness had on
them, including social, emotional and financial problems but that the
process of recovery had allowed them to see positive outcomes including
improved interpersonal relationships. This study highlights the important
role the family can play in the process of recovery and the difficulties

families face when providing this key supporting role.
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Building on this notion of the importance of family and support networks,
Noiseux and Ricard (2008) used a grounded theory inspired approach to
analyse interviews conducted with sixteen individuals living with
schizophrenia, five family members and twenty health care professionals.
Analysis revealed seven categories: “perceiving schizophrenia as a
‘descent into hell’; igniting a spark of hope; developing insight; activating
the instinct to fight back; discovering keys to well-being; maintaining a
constant equilibrium between internal and external forces; and, finally,
seeing light at the end of the tunnel”. As with the other qualitative
studies and personal accounts, the authors conclude that recovery is a
non-linear process concerned with the sense of self as well as the balance
between internal and external factors. As with any qualitative analysis,
the authors of this study note that the themes which are extrapolated are
largely dependent of the subjective views of the researcher. However this
study paid particular attention to providing a detailed account of the
rigorous methodology used and to describing the data coding and

analysis.

Another study which used the grounded theory approach was conducted
using direct interviews as well as audio taped therapy sessions. As with
the previous study by Noiseux and Ricard (2008), Dilks, Tasker and Wren
(2010) also included health care professionals in the study, conducting a
total of 23 interviews with clients and psychologists. Themes identified
included functioning in the social world, managing the impact of

psychosis and getting caught up in the experience of psychosis.

There has been little research specifically focussing on mental health
professionals and their views and attitudes towards recovery. This is
clearly an important area of work still to be undertaken, because if NHS
services are to be truly recovery focussed, training and professional
competencies need to address the understanding of and barriers to the

concept of recovery in mental health care.

One such study conducted focus groups with twelve trainee psychiatrists
(Ng, Pearson, & Chen, 2008) to discuss how they define recovery
specifically from schizophrenia; whether or not they think a full recovery
is possible and what health care professionals should discuss with

patients in relation to recovery. A thematic analysis was conducted on
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the focus group transcripts and generated a central theme that recovery
is complex but important. Four other themes were identified: 1) that
absence of relapse is the pre-requisite for recovery; 2) recovery means
different things to different people; 3) recovery is an important item to
discuss with patients and carers; 4) recovery is possible even when
symptoms are present. This study used a small sample of Chinese
psychiatrists and the findings can therefore not be generalised to other
categories of mental health professionals and other cultures. The authors
note that replication of their study, and similar studies would be

beneficial to the training of mental health care professionals.

Similarly, Cleary and Dowling (2009) adopted a descriptive approach to
survey 153 health care professionals about their knowledge and views
towards recovery. Generally respondents were positive about the
adoption of a recovery approach, but were less familiar with the non-
linear nature of the recovery process. Respondents placed greater
emphasis on symptom management and treatment compliance and were
less comfortable with encouraging therapeutic risk taking. The authors
note the importance of this type of research to inform the mental health
workforce and unify the attitudes of service users and the professional
tasked with their care. Often, the people most able to educate
professionals about the process of recovery are the service users who are

experts by experience.

None of the qualitative studies so far have involved service users directly
in the design and conduct of the research, which could be considered to
be a great disadvantage when investigating the process of recovery.
However, in 2007 a service user led research project conducted seven
interviews which were analysed using interpretive phenomenological
analysis (Pitt et al., 2007c). Themes emerging from this data again
included the idea of recovery being a complex and personal process
involving rebuilding life, rebuilding self and hope for a better future.
These main themes were broken down into several subthemes which
included understanding, empowerment, social support, active
participation and personal transformation amongst other key concepts.
Again, these themes are consistent with the literature and the authors
encourage more research in this field and specifically more quantitative

studies to confirm these findings and strengthen the evidence base.

33



1.5.3 Quantitative studies of recovery

Adding to the qualitative investigations and personal accounts of
recovery, quantitative studies have begun to expand our knowledge and
the evidence base for recovery in psychosis using a variety of methods.
Initially cross sectional studies have allowed exploration of factors that
may be associated with recovery whilst longitudinal studies have
attempted to measure outcomes and identify potential predictors of

recovery. These will be discussed in more detail below.

1.5.3.1 Cross sectional studies of recovery

Recent research has attempted to investigate factors associated with
recovery and improved quality of life. Ho et al (2010) assessed over 200
individuals with a diagnosis of schizophrenia, and highlighted that
differences in quality of life ratings could be explained by psychological
factors including optimism, internal stigma and personal agency as well
as symptoms. In another study, an experience sampling method (ESM)
was used with 177 individuals with a diagnosis of schizophrenia.
Symptom remission and functioning was assessed alongside
psychological factors using the ESM method which records moment to
moment ratings. The authors found that negative affect was significantly
related to symptom remission and functioning in everyday life (Oorschot
et al., 2012). These results suggested that emotion, and particularly
negative emotion, may mediate the relationship between psychological
and neuropsychiatric variables and recovery. However, further
interventional or experimental research would be needed to confirm the

direction of any relationship.

In another cross sectional study, Morrison et al (2013b) assessed 122
individuals with experience of psychosis. Results suggested that personal
recovery scores were directly influenced by negative emotion and internal
locus of control, whilst positive symptoms and internal locus of control
appear to have an indirect effect on recovery mediated by negative
emotion. This suggests that personal recovery judgments appear to be
more directly related to psychosocial than neuropsychiatric factors.
Longitudinal research would be required to examine this relationship

more thoroughly and allow more causal relationships to be considered.
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1.5.3.2 Longitudinal studies

For over a century, researchers have attempted to study the long term
outcomes of schizophrenia, making it the most comprehensively
researched of the major psychiatric illnesses (Hegarty, Baldessarini,
Tohen, Waternaux, & Oepen, 1994). This is perhaps due to the early
diagnostic concept framing schizophrenia as a disorder characterised by
progressive deterioration and indeed, Kraeplin's own research suggested
clinical improvement was only found in 17% of his patients at follow up
(As cited in Hegarty et al., 1994). However, by the 1950’s, with the
advent of antipsychotic medication, outcome studies appeared less bleak
(Odegard, 1967). A complete review of the hundreds of outcome studies
of schizophrenia is beyond the scope of this literature review. However,
several recent systematic reviews have summarised the key findings and

will be discussed here.

For example, Hegarty et al (1994) conducted an extensive review of
outcomes studies from 1895 to 1992. Their search revealed 821 studies,
of which 320 met the inclusion criteria and were included in the review.
In total, 38 cohorts of 51,800 subjects were included. The review
indicated that less than half of patients diagnosed with schizophrenia
show clinical improvement at follow up. Overall, 40.2% of subjects
showed improvement at follow up although this varied between 27.3% if
narrow diagnostic criteria were used to 46.5% if broader criteria were
used. There was also a significant difference in outcomes depending on
the decades of study. For example, studies from the first half of the
twentieth century showed improvements of just 35.4% compared to
48.5% in the second half of the twentieth century. If the last decade
before the review was considered separately (1986-1996), only 36.4%
showed improvements at follow up. This result is not statistically different
from the rates found in the first half of the century, which the authors

suggest is a result of the return to a narrow set of diagnostic criteria.

The review by Hegarty et al (1994) does note several limitations. Firstly,
many of the longitudinal studies of outcomes in schizophrenia use
imprecise or potentially unreliable forms of diagnostic and outcome
criteria, which can lead to clinically heterogeneous samples and to a large
variation in findings. Also, it is possible that the averages taken from

large sample sizes may obscure variance between subjects and the
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relatively short timescales for follow up (average of 5.6 years) may not
give an accurate picture of long term outcomes. The impact of advances
in psychosocial care and treatment were not factored into the review and

the focus was on changes in diagnostic criteria and medical treatments.

The authors conclude that diagnostic criteria have had a “consistent and
predictable impact on outcome before and during the era of modern
biomedical therapeutics” indicating that outcome may actually be more
dependent on methods of diagnosis than on treatment, although the
review concludes that the results indicate a positive and favourable

impact of modern treatment.

In a more recent meta analysis by Jobe and Harrow (2005), a similar
level of variance in outcome studies was reported. The review by Jobe
and Harrow (2005) focuses on ten long term studies, mostly conducted in
America, with only 1 being an international study coordinated by WHO.
The review demonstrated that schizophrenia, like other major disorders,
has heterogeneous outcomes usually classifiable as mild, moderate or
severe. Despite the variance in outcomes dependent on the study used,
the review indicates a generally poor outcome for individuals diagnosed
with schizophrenia, especially in comparison with other major psychiatric
disorders. However, the studies do not indicate a progressively worsening
illness and subgroups of patients showed periods of recovery even

without extensive mental health treatment.

The authors of this review note a lack of standardised diagnostic criteria
within the studies and the majority measure recovery in simplistic terms,
using symptoms as the main indicator. Most of the studies originate in
America and results should therefore not be generalised to patients in the
UK. Many of these studies do not take into account the potential
mediating of outcome such as age of patients or duration of untreated
psychosis. The age of the majority of these outcome studies also limits
the generalisations to contemporary groups of patients diagnosed with
schizophrenia. Most of the patients in the studies reviewed were based on
patients initially diagnosed in the 1950’s and 1960’s, before the advent of
many of the treatments available today. The different approaches of
mental health services, the attitudes of both professionals and the public,

and the advent of recovery oriented services may all have a differing
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impact on individuals experiencing psychosis in today’s society and are
likely to lead to even greater variation in outcomes than have been found

previously.

1.6. Stage models and frameworks of recovery

In order to create more clarity around conceptualisations of recovery, a
number of researchers have attempted to elicit stages or frameworks of
recovery. For example, Andresen, Caputi and Oades (2006) utilised
information from five qualitative studies on personal recovery to inform
the development of their stage model of recovery. The model consists of
five stages of recovery: Moratorium (characterised by loss and
hopelessness); Awareness (all is not lost and a fulfilling life is possible);
Preparation (identify strengths and weakness and work or recovery
skills); Rebuilding (working on individual goals and control); and Growth
(self management of illness, resilience and positive sense of self for a full
and meaningful life). Andresen et al., (2006) suggest that this model
involves sequential stages which could be a measurable indicator of the
recovery process. Based on this model, the authors developed the Stages
of Recovery Instrument (STORI) to measure movements though the five
stages. However, cluster analysis of the STORI revealed only three
stages related to recovery, suggesting that either there are only three
stages that relate to recovery, or the items in the STORI measure were
unable to discriminate between the other two stages. The authors also
pointed out that the study is limited by a lack of participants in what the
model defines as the early stages of recovery. Further validation of both

the model and the measure would be recommended.

An alternative model was developed using a systematic review and
narrative synthesis method (Leamy, Bird, Le Boutillier, Williams, & Slade,
2011). This approach result in thirteen characteristics of recovery, five
process of recovery and recovery stage descriptions which mapped onto
the transtheoretical model of change. The five recovery processes were:
connectedness, hope, identity, meaning and empowerment (giving the
acronym CHIME). This synthesis mapped studies and recovery stages

onto the transtheoretical model of change under the stages:
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precontemplation, contemplation, preparation, action, maintenance and

growth.

A significant limitation of the stages approach appears to be the lack of
consensus regarding the number of stages which was apparent in both
these studies (Andresen et al., 2006; Leamy et al., 2011). There is also a
lack of evidence to support the notion that individuals move through
these stages in sequence, or whether it is possible that people fluctuate
between the stages. Leamy and colleagues (2011) note that it may be
more helpful to begin addressing service level questions and evaluations,

rather than pursuing consensus over models of recovery.

1.7. Recovery, psychosis and emotion

Emotion has been directly linked to formation, maintenance and
appraisals of psychosis (Freeman & Garety, 2003). Research indicates
increased levels of emotional disorders prior to and accompanying
psychosis, suggesting a role for emotion in the development and
maintenance of hallucinations and delusions. Delusions appear to be
directly related to the emotional state of the individual, and share
common maintenance factors with emotional disorders (such as safety
behaviours (Freeman & Garety, 2003)). Hallucinations are likely to be
triggered by emotion and it is suggested that anxious processes, such as
worry, maintain hallucinations. Hallucinatory experiences are often
interpreted as threatening, leading to anxiety and worry. As well as
maintaining hallucinations, it is also apparent that emotional processes
impact on appraisals of anomalous experiences which could have a direct
impact on distress (Freeman & Garety, 2003). Despite the literature
consistently suggesting links between psychosis and emotion
(Bebbington, Fowler, Garety, Freeman, & Kuipers, 2008; Freeman &
Garety, 2003; Freeman, Garety, & Kuipers, 2001; Garety et al., 2005;
Garety et al., 2001; Smith et al., 2006), little research has directly

explored the links between personal recovery in psychosis and emotion.

As discussed earlier, Oorschot and colleagues found that negative affect
was significantly related to symptom remission and functioning in
everyday life (Oorschot et al., 2012). These results suggested that

emotion, and particularly negative emotion, may mediate the relationship
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between psychological and neuropsychiatric variables and recovery.
However, this study did not measure personal or service user defined

recovery per se.

The only study to date which does address service user defined recovery
in psychosis in relation to emption was conducted by Morrison et al.,
(2013b). In a cross sectional study of 122 individuals with experience of
psychosis, personal recovery scores were directly influenced by negative
emotion. The authors also investigated the effects of internal locus of
control, finding that positive symptoms and internal locus of control
appear to have an indirect effect on recovery mediated by negative
emotion. These findings suggest that personal recovery judgments are
more directly related to psychosocial factors such as self-esteem and

emotion than neuropsychiatric factors.

Given the fairly established links between psychosis and emotion,
particularly negative emotion, and the early findings from Morrison et al.
(2013b) regarding subjective recovery and negative emotion, future

research in this area would be beneficial.

1.8. Attitudes towards recovery

Effective recovery orientated practice is dependent on the attitudes and
optimism of mental health professionals (Crowe, Deane, Oades, Caputi, &
Morland, 2006; Social Care Institute for Excellence, 2007). Health
providers can play a huge part in facilitating personal recovery (Crowe et
al., 2006) and service users are significantly affected by interpersonal
interactions including those with mental health professionals (Tarrier &
Barrowclough, 2003). Research has suggested a need for some health
professionals to review their knowledge, skills and attitudes (Clement,
1997) and re-examine their roles and core training (Sowers, 2005) in

order to fully embrace a recovery approach.

A recent review of studies exploring attitudes towards mental illness
found that health professionals had generally positive views about people
with mental health problems, although some negatives views were also
elicited particularly in regard to dangerousness and a need for social
distance (Wahl & Aroesty-Cohen, 2010). A national survey of general
practitioners found that around thirty percent of their time was spent
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consulting patients about mental health difficulties yet they received
limited training about mental health (Mental After Care Association,
1999). Research has also suggested that GP’s have less positive attitudes
and are less optimistic about prognosis than clinical psychologists and

psychiatrists (Jorm, Korten, Jacomb, Christensen, & Henderson, 1999).

Only a small number of studies to date have specifically investigated
attitudes towards recovery. They suggest that health professionals have
generally positive views about adopting a recovery approach, although
they place greater emphasis on symptom management and treatment
compliance (Cleary & Dowling, 2009). Similarly, health professionals
appear to accept the concept of personal recovery and rebuilding the self,
but are less aware that recovery is an ongoing process which isn’t always

reflected by symptoms (Bedregal, O'Connell, & Davidson, 2006).

The attitudes of health professionals may be less optimistic than the
general public (Hugo, 2001). This could be because staff are more
realistic due to their professional experience or have biased attitudes due
to their experiences, i.e. they only come into contact with people
experiencing mental health problems when they are most unwell (Jorm,
Jacomb, Christensen, & al, 1999). In contrast, other studies indicate that
health professionals and the general public have similar attitudes towards
people with mental health problems (Lepping, Steinert, Gebhardt, &
Rottgers, 2004; Nordt, Rossler, & Lauber, 2006). Less positive attitudes
are often related to the belief that people with mental health problems
are unpredictable and dangerous (Angermeyer & Matschinger, 2004)
leading to an increased desire for social distance (Rusch, Angermeyer, &
Corrigan, 2005). Understanding these attitudes and beliefs is important
in reducing stigma towards those with mental health problems (Rusch et
al., 2005) and many organisations have adopted anti-stigma campaigns.
However, health professionals are in a complex role in which they can be
recipients of stigma, reducers of stigma and stigmatizers (Schulze,
2007).

Improving attitudes could clearly play a central role in facilitating
recovery. Some of the young people in schools and our communities may
to go on to experience their first episode of psychosis; thus, changing

public opinion regarding recovery may benefit service users in terms of
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reducing public stigma and discrimination, as well as reducing the
likelihood that they will internalise such stereotypes and attitudes.

1.8.1 The role of causal beliefs

Attitudes and stigma towards people with mental health problems are
often related to beliefs about the underlying causes of those problems.
Health psychology models suggest that responses to physical illnesses
are governed by appraisals of causality, perceived outcome, duration and
severity of the problem and this model has now been applied to mental
health problems (Lobban, Barrowclough, & Jones, 2003, 2004; Watson et
al., 2006). Within the field of mental health, biomedical models are based
on a framework of mental ‘iliness’, with illnesses having a biological base
such as genetics, brain trauma or structure or biochemical imbalances.
Psychosocial models on the other hand emphasis the role of stressful life

events, trauma and social factors.

In recent years, anti-stigma campaigns have used a medical model
approach, identifying schizophrenia as an illness ‘like many other medical
illnesses such as cancer or diabetes’ (National Alliance for Mental Iliness,
2008). However, although this has been effective in increasing in
biological causal attributions, attitudes have not improved and current
research suggests a more psychosocial approach to understanding
mental health problems may be most effective (Angermeyer, Holzinger,
Carta, & Schomerus, 2011; Walker & Read, 2002).

Biomedical causal beliefs about psychosis are often linked to beliefs that
individuals with psychosis are dangerous and unpredictable (Angermeyer
& Matschinger, 2004; Rusch, Angermeyer, & Corrigan, 2005) and that
psychosis is severe and enduring, with poorer prognosis (Angermeyer &
Matschinger, 1994), leading to increased stigma and desire for social
distance (Rusch et al., 2005). On the other hand, psychosocial causal
attributions are associated with less stigmatising beliefs, more optimistic
prognosis and less desire for social distance (Lincoln, Arens, Berger, &
Rief, 2008).

It is also apparent that causal attributions in individuals who experience
psychosis are important to facilitating recovery. Causal beliefs of patients
have been linked to engagement and treatment response. Individuals

who report a more psychological view of their difficulties are more likely

41



to engage in CBT and have better outcomes, even after accounting for
severity of their difficulties and insight (Freeman et al., 2013a).
Psychological explanations of psychosis may be linked to more positive

attitudes towards recovery.

1.9. Recovery oriented services

The academic and service user research discussed above, as well as the
new found optimism which is often associated with the recovery
approach, has prompted the recent policy and commissioning drives for
recovery oriented services. The latest UK policy document to set out a
vision for mental health services in the UK is “"New Horizons”(Department
of Health, 2009), which has a strong emphasis on recovery and embodies

the recovery approach to mental health care:

“New Horizons sets out the expectation that services to treat and care for
people with mental health problems will be accessible to all who need
them, based on the best available evidence and focused on recovery, as
defined in discussion with the service user.”(Department of Health,
2009).

This document proposes that services should be recovery focussed, that
all service users should have access to “quality services” and that “quality
includes recovery orientation”. Addressing individual needs is viewed as
fundamental to the recovery approach, as is tackling stigma and
improving employment and volunteer opportunities for people with

mental health problems (Department of Health, 2009).

In 2005, the American Psychiatric Association released a position
statement which encompassed the viewpoints of service users and states
that the organisation “endorses and strongly affirms the application of
the concept of recovery”. It embraces the individuality and optimism of
service user accounts and their conceptualisations of recovery stating
that:

“The concept of recovery emphasizes a person’s capacity to have hope
and lead a meaningful life, and suggests that treatment can be guided by
attention to life goals and ambitions. It recognizes that patients often feel

powerless or disenfranchised, that these feelings can interfere with
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initiation and maintenance of mental health and medical care, and that
the best results come when patients feel that treatment decisions are
made in ways that suit their cultural, spiritual, and personal ideals. It
focuses on wellness and resilience and encourages patients to participate
actively in their care, particularly by enabling them to help define the
goals of psychopharmacologic and psychosocial treatments.”(American

Psychiatric Association, 2005).

The National institute for Mental Health in England (NIMHE (2005) have
recommended 12 “Guiding Principles for the Delivery of Recovery-

oriented mental health services” which are:

1) The user of services decides if and when to begin the recovery
process and directs it; therefore, service user direction is essential
throughout the process.

2) The Mental Health System must be aware of its tendency to
promote service user dependency. Users of service need to be
aware of the negative impact of co-dependency.

3) Users of service are able to recover more quickly when their:

e Hope is encouraged, enhanced and/or maintained;

e Life roles with respect to work and meaningful activities are
defined;

e Spirituality is considered;

e Culture is understood;

e Educational needs as well as those of families/significant
others are identified;

e Socialisation needs are identified.

e They are supported to achieve their goals.

4) Individual differences are considered and valued across the life
span.

5) Recovery from mental illness is most effective when a holistic
approach is considered; this includes psychological, emotional,
spiritual, physical and social needs.

6) In order to reflect current "best practices" there is a need for an
integrated approach to treatment and care that includes
Medical/biological, psychological, Social and Values Based
approaches. A Recovery approach embraces all of these.
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7) Clinicians and practitioners initial emphasis on ‘*hope’ and the ability
to develop trusting relationships influences the recovery of users of
services.

8) Clinicians and practitioners should operate from a strengths/assets
model.

9) Users of service with the support of clinicians, practitioners and
other supporters should develop a recovery management or
wellness recovery action plan. This plan focuses on wellness, the
treatments and supports that will facilitate recovery and the
resources that will support the recovery process.

10) Involvement of a person’s family, partner and friends may
enhance the recovery process. The user of service should define
whom they wish to involve.

11) Mental Health services are most effective when delivery is within
the context of the service user’s locality and cultural context.

12) Community involvement as defined by the user of service is

central to the recovery process.
(Taken from NIMHE, 2005)

As can been seen from the above principles, commissioning and
providing recovery oriented services is a complex task and requires
effective collaborative working between a variety of health professionals,
service users and carers, and the type and level of service offered is
likely to be significantly different for each individual. There are obvious
difficulties in commissioning, providing and monitoring such services but
the fundamental principles of recovery oriented services have been
endorsed by many of the most influential UK mental health related
organisations including the Department of Health; the National institute
for Mental Health in England; Care Services Improvement Partnership,
the Royal College of Psychiatrists & Social Care Institute for Excellence,
and the British Psychological Society. Indeed, a recent qualitative study
explored 30 international documents describing recovery orientated
practice (Le Boutillier et al., 2011). The study highlighted four practice
domains for recovery orientated services: promoting citizenship,
organisational commitment, supporting personally defined recovery, and

working relationship. The authors noted that a key difficulty for services
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is the lack of clarity about what constitutes a recovery focussed

approach.

1.10. Summary of the literature and rationale for this thesis

This review of the literature has demonstrated that psychosis is a
common experience in a variety of mental disorders and within the
general population. With schizophrenia alone affecting twenty four million
people world-wide (World Health Organisation, 2010) and estimates for
the lifetime prevalence of all psychotic disorders being just over three
percent (Perala et al., 2007), furthering our understanding of this
phenomenon continues to be a key topic in the field of mental health

research.

Traditional biological approaches to understanding and treating psychotic
experiences have been criticised in recent years, and the concept of
recovery from psychosis has nhow become an acceptable and achievable
goal for many service users. In fact, it is service users themselves who
have published their personalised accounts of recovery and increased
awareness among the public and health professionals alike, that people

can and do recover from psychosis.

However, despite over two decades of service users publishing their
accounts of recovery, there is still a lack of a standardised, universally
accepted definition of what constitutes recovery. Qualitative research has
gathered the central themes of recovery from service users, and
clinicians have attempted to develop broader criteria for assessing
recovery rather than just focussing on symptom and relapse reduction.
The Department of Health have recognised and supported the need for
recovery oriented services (Department of Health, 2009), yet the
academic, clinical and service user communities are still no closer to

bringing together an acceptable definition of the concept of recovery.

This thesis brings together clinical and service user aspects which are
central to the recovery theme, to identify more clearly what constitutes
recovery for the majority of service users and clinicians. Using data from
a range of clinical assessments, self-report scales and service user

developed tools, this thesis explores the psychosocial nature of recovery.
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This literature review has also established that a range of recovery
measures have been developed, yet only one is both service user
developed and specific to recovery: the Questionnaire about the Process
of Recovery (QPR) (Neil et al., 2009). The authors noted that this
measure required further validation on a larger sample size and testing of
sensitivity over time. This thesis also re-examines the QPR and discusses

its utility within recovery oriented services.

Much of the research examining recovery focuses on either longitudinal
quantitative studies investigating relapse prevention and symptom
reduction, or qualitative studies concentrating on service user defined
recovery. However, another important consideration for recovery
oriented services is the perspectives of the health professionals providing
these services. The review of the literature noted a small number of
studies which have explored the knowledge and attitudes of mental
health staff in relation to recovery, but also highlighted that more
research into this area is needed. This thesis adopts an innovative
approach to investigating the views of health professionals and

incorporating these views into the recovery approach.

Finally, in reviewing the literature it became apparent that the service
users themselves are key to the recovery approach and its success. They
are experts by experience and their views are essential to make truly
recovery oriented services a reality. It was therefore essential that this
thesis included a study which consulted an expert panel on the topic of

recovery, and that these experts would be a panel of service users.

1.11. Broad aims and objectives of this thesis

The overarching objective of this thesis is to increase our understanding
of recovery in psychosis. This would include a contribution to the
literature on defining and measuring recovery as well as an exploration of
factors which influence subjective recovery judgements and attitudes
towards recovery. In order to achieve this objective, five main aims were

set:

The first aim is to conduct a service user informed review of self-report

style measures of personal recovery.
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The second aim is to examine the psychometric properties of one
measure of personal recovery: the process of recovery questionnaire
(QPR). This will include secondary aims to confirm the factor structure of
the measure, to investigate its reliability and validity, and explore

predictors of QPR scores.

The third aim of this thesis is to consult a large group of service users
about their definitions and conceptualisation of recovery in psychosis. The
objective of this consultation will be to reach a consensus about service

user defined recovery.

The fourth aim is to examine longitudinal predictors of personal recovery

scores.

The fifth aim is to examine attitudes towards recovery in psychosis in a

sample of health professionals and the general public.
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Chapter 2: Methodology employed throughout this

thesis

Chapter one of this thesis provided the reader with an overview of the
literature on psychosis and recovery to provide the background and
rationale for the aims of this thesis. Chapter two will expand on this by
providing an overview of the methodologies used throughout this thesis,
along with a rationale for why each approach was selected and the
strengths and limitations of each approach. Each of the five individual
studies in this thesis is presented in the format of a peer reviewed
academic journal article; therefore, the methodology sections are
necessarily brief due to the restrictive word counts of academic journals.
This chapter is, therefore, essential to provide the reader with a more
detailed overview of the methods used to address each of the research

aims.

2.1 Summary of research aims and their respective studies
The detailed aims and objectives of this thesis are presented in chapter
one. However, these are summarised again below to identify which study

and method are used to address each aim.

Study 1 will address the first aim, which was to conduct a service user
informed review of self-report style measures of personal recovery. This
study will involve a review of the literature on measures of personal
recovery, along with a collaborative review process of the measures
identified.

Study 2 will address the second aim, which was to examine the
psychometric properties of one measure of personal recovery: the
process of recovery questionnaire (QPR). This will include secondary aims
to confirm the factor structure of the measure, to investigate its reliability

and validity, explore predictors of QPR scores.

Study 3 will address the third aim, which was to consult a large group of
service users about their definitions and conceptualisation of recovery in
psychosis. The objective of this consultation will be to reach a consensus

about service user defined recovery.

Study 4 will address the fourth aim, which was to examine longitudinal

predictors of personal recovery scores.
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Study 5 will address the fifth aim, which was to examine attitudes
towards recovery in psychosis in a sample of health professionals and the

general public.

2.2 Overview of research designs

A variety of methods have been employed within this thesis to address
the research aims. There is a need for research methods to be both
pragmatic and appropriately selected to address the research question. A
pragmatic approach puts the research question at the centre of the
problem and selects data collection and analysis methods based on which
are most likely to give insights into the research question (Creswell,
2003). Therefore, decisions around methodology were
empirically/hypothesis driven for the studies within this thesis. The
majority of approaches used were quantitative, although some elements
within the studies could be considered as quasi-qualitative. These
methods are discussed in more detail below. As discussed in chapter 1,
there is a wealth of qualitative studies exploring the topic of recovery;
therefore, this thesis will not include any further qualitative explorations

of recovery in psychosis.

Quantitative research methods are used throughout this thesis to address
the aims and objectives for each study. These methods include a variety
of research designs which aim to collect data in numerical format to allow
statistical analysis and inference. They can include data collection at a
single time point (cross sectional) or over a number of time points
(longitudinal). The quantitative methods used are described in more
detail below for each study. An overview of the five studies in this thesis

can be found below in Table 1.
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Table 1: Overview of studies

Study Method N Strengths and
limitations
Study 1 User informed Literature n/a + User informed
review of review, - Only considered
recovery Measures peer reviewed
measures evaluation articles
Study 2 Psychometric Cross- 335 + Large sample size
properties of the sectional, and robust
QPR Factor analysis assessments
- No examination of
sensitivity to change
Study 3 Consultation on Delphi method 381 +Large sample and
conceptualising novel approach
recovery -Self selecting
sample
Study 4 Predictors of Longitudinal, 110 + Longitudinal
personal Structural approach
recovery equation - Relatively short
modelling follow up
Study 5 Attitudes towards Survey, 146 + Web based to
recovery Implicit enable anonymous
association test responses
-Self selecting
sample

2.3 Study 1: Recovery from psychosis- a user informed review
of recovery measures
Study 1 began with a review of the relevant literature on personal
recovery measures to identify key papers and their respective self-report
recovery measures. Following this, two service users with experience of
psychosis were consulted to develop a structured set of criteria with
which to evaluate the measures. It was decided that key areas of
importance for the service user evaluation included whether the format
was simple and the items/scoring were easy to und