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Summary
The impact of severe mental illness on the individual and their family can
be substantial. In addition to living with the vagaries of a condition that
can be of unpredictable duration and severity, individuals and their families
may also have to live with public perceptions that can be devaluing,
discriminatory or indeed hostile. The purpose of this thesis is to examine
the impact of severe mental illness on the individual and their key relatives
using a social cognitive perspective. Chapter 1 provides a review of the
mechanisms and consequences of stigma and discrimination in severe
mental illness, and explores ideas for intervention that are predicated upon
empirical research findings. Chapter 2 examines the pattern of
desynchrony between lay representations of severe mental illness held by
individuals, their carers, and a sample of the general public. It also
highlights the association between aspects of perceived stigma and
divergent patient-parent representations of schizophrenia.

Chapter 3

adopts a self-regulation theory approach to distress in the relatives of
people diagnosed with schizophrenia and concludes that aspects of the
self-regulation approach, (perceptions of psychosis, coping, and primary
appraisals) have some utility as a framework to understand distress in the
carers of people diagnosed with schizophrenia. Finally, chapter 4 reflects
on the research process and discusses the development and course of the
research. It also provides some further reflections by participants on the
experience of severe mental illness.

CHAPTERI
Literature Review
Stigma, Discrimination and Severe Mental
Consequences, Mechanisms, and Interventions.

Illness:

Abstract
There is a vast literature describing the importance of stigma as a factor in the
social exclusion of people diagnosed with severe and enduring mental health
problems. Much of the canon of stigma literature comes from diverse areas,
making use of a variety of methods with the result that practicing clinicians may
not be fully aware of current issues in the literature pertaining to stigma. This
paper reviews current psychological understanding of the process of stigma in
psychosis, paying particular attention to the social cognitive mechanisms by
which stigma may come into being, and the extent of its consequences for
patients and their families. Given the importance of the social environment to
outcome in psychosis, studies will also be reviewed that have addressed the
attitudes of healthcare professionals towards people diagnosed with psychotic
illnesses and will briefly review studies relating to social cognitive aspects of
family interactions. This review will also critically examine research pertaining to
the development of interventions to undermine stigma. It is argued that social
cognitive processes, particularly attnbutions that arise from social cognitive cues
in the context of lay or common-sense models of illness, are the principal
contributors to stigma, discrimination and social exclusion. The review concludes
that interventions based upon psycho-education or consumer group protest are
unlikely to be successful in challenging and changing stigmatizing practices on
their own. The promotion of social inclusion through public contact with
individuals with such diagnoses is likely to be most effective in bringing about
lasting and concrete changes in stigma.
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Introduction
Over the past half century research has suggested that stigma has long been
used as a vehicle to psychologically legitimize and permit a range of
discriminatory practices against those who are deemed to possess a
discreditable, feared or socially unacceptable feature that sets them apart from
those without such a manifest 'mark! (Goffman, 1963; Nunally, 1961). While
stigma has a long history in relation to mental health issues, it is only relatively
recently that research has expanded upon the descriptive experiences of stigma
to furnish an explication of the psychological processes underpinning stigma, its
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outcomes,
of
potential
tackling stigma. Legislators have also begun to recognise the importance of
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social domain will be reviewed with particular reference to the factors influencing
public attitudes to persons with psychosis. Next, research on attributions for
patients' illness behaviour related to causal and control attributions within the
family will be reviewed as potential contributors to stigma. These sections will not
be exhaustive, but the main studies which have contributed to our understanding
of the role of social cognitive processes in the observers attempt to make sense
of the individual and their condition, or which have addressed theoretically or
clinically important relations between social cognition and the course or outcome
of schizophreniawill be described. Theoretical and practical work on lay theories
or common sense models of illness will then be reviewed as they have relevance
to 'felt' or perceived stigma. Finally extant research on interventions seeking to
challenge and change the practice of stigma and discrimination will be explored.
The conclusion will attempt to explicate some of the key questions that are posed
for future research.

Definitions of Stigma
Like many other constructs in mental health research, the nature of the definition
Stigma
has
been
in
literature.
the
viewed as one
variability
of stigma shows wide
1997),
(Chamberlin,
fifteen
as synonymous with
elements of empowerment
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a
at
all
particularly
as
not
or
overt
1980). Sayce makes the important point that the terms we use could lead to
different understandings of where responsibility lies for the problem and as a
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consequence to different prescriptions for action (Sayce, 1998; Sayce 2000).
Addressing stigma without also incorporating prejudice and discrimination would
thus be likely to place the onus of stigma solely on the stigmatized individual and
prevent an adequate explicationof the role of others in discriminating, prejudicing
and stigmatising people with a diagnosis of severe mental illness (Sayce, 2000;
Link, 2001).

In many instances, investigatorsprovide the dictionary definition of stigma, such
as "a mark of disgrace or infamy"(Royal College of Psychiatrists, 2000). Stafford
and Scott (1986) offer a definition in terms of behavioural transgression of a
social norm, while Crocker, Major and Steele (1998), offer that stigmatized
individuals are believed to possess "an attribute that conveys a social identity
that is devalued in a particular context" (p.505). With regard to adopting a
working definition, most investigatorsturn to the seminal work of Goffman (1963),
is
discrediting,
the
deeply
is
defined
that
reducing
attribute
as
an
where stigma
bearer from a whole and usual person to a tainted discounted one. He applied
the term to any condition, attribute, trait or behaviour that symbolically marked off
the bearer as 'culturally unacceptable". This definition has been distilled by
Jones, Farina, Hastorf, Markus, Miller, & Scott (1984), into probably the most
widely used definition today - as "the relationship between a mark that associates
a person with some undesirablecharacteristic" (p.13) - an attribute that becomes
linked to a stereotype.
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In addition to stigma that may be enacted upon the individual in the form of
discriminatory practices, individualswho have been given a psychiatric diagnosis
may perceive the possibility of rejection in their social encounters and thus
internalisethese stereotypes and beliefs. Thus anticipation of discrimination and
rejection - 'felt' stigma - can further add to the individual's difficulties. There is
some evidence that felt and enacted stigma may not necessarily be concordant
(Wahl, 1999; Corrigan & Watson, 2002).

The Scope of the Problem

Stigma and Discrimination
Examination of the research into enacted stigma shows that three types of
discriminatory practice have been observed that directly arise from stigma: direct
discrimination, structural discrimination, and discrimination arising from the lay
theories and beliefs held by the general public and the stigmatised person.
Examples of direct discrimination include members of the public refusing to
employ a person with a psychiatric diagnosis, or offer this person the same
quality of medical care as would be offered to an individual without such a
diagnosis. Structural discrimination refers to the action of stigma upon the
structure around the person, leading them to be exposed to an array of untoward
circumstances such as positioning of treatment facilities in disadvantaged areas.
The third type of discrimination is that which operates through the individual
internalising lay theories or common-sense models of disorder, for example,
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believing that people with severe mental illness diagnoses will not recover from
their illness, or they are responsiblefor their difficulties (Furnham & Bower, 1992;
Warner,2000).

Effects of Stigma
While the effects of stigma on individuals holding a psychiatric diagnosis are
widespread, most of the research has tended to cluster into three main areas:
impact on everyday living (housing, employment, and affiliation), psychological
distress, and neglect of physical health needs.

Impact on Evetyday Living
Research has suggested that employers are less likely to offer employment to
individuals who have been given a mental illness label (Bordieri & Drehmer,
1986; Farina & Feiner, 1973). In the UK, the Labour Force Survey of 1997/1998
(Office of National Statistics, 1998) showed that persons with a history of
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diagnosis or permit their children to speak to them. It is unsurprising that the
majority of people with a psychiatric diagnosis maintain their illness as a secret
(Wahl, 1995; Link Mirotznik, & Cullen, 1991). However, maintaining secrets can
create its own pressures and such fear of rejection can promote social
withdrawal and psychological distress (Link, et al, 1997). Social withdrawal tends
to be a robust predictor of chronicity of psychosis (Eckman, Wirshing, Marder,
Liberman,Johnston-Cronk,Zimmermann, & Mintz, 1992; Kay, 1991).

Psychological distress
The positioning of discrimination, exclusion and rejection at the heart of stigma
suggests that stigma can be associated with significant psychological distress. In
a study of 487 families across 20 different states in the US (Wahl & Harman,
1989), the most frequently cited effects of stigma were on the patient's self
esteem, difficulties making and keeping friends, difficulties finding employment
and reluctance to disclose mental illness. This 'felt' form of stigma, which
involves anticipation of the negative reaction of others, has been shown to lower
individual's self esteem (Wright, Gronfein, & Owens, 2000), affect the nature of
coping that individuals engage in (Link et al, 1991), and to influence the quality of
social interactions with others (Farina, Allen & Saul, 1968; Link, Cullen,
Struening, Shrout, & Dohrenwend, 1989), thereby further stigmatising and
excluding individuals from society and from access to valuing interpersonal
relafionships.
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The impact on physical health
In addition to its well documented effects on psychological health, stigma has
also been linked to a variety of health outcomes ranging from individuals delaying
access to health services, to the nature of medical care that will be offered to
people with mental illness diagnoses.

According to the UKDoH (1994),

standardised mortality rates among people with schizophrenia are two and a half
times the average and users of mental health services frequently report that they
receive late or insufficient tests for physical complaints, often because such
complaints are initially interpreted as a manifestation of psychiatric illness (Read
& Baker, 1996; Sayce, 2000).

Three large recent studies suggest that there may be some basis for patients'
suspicion of the quality of care that is offered. In a study of 113,000 patients
treated for myocardial infarction (MI), Druss, Bradford, Rosenheck, Radford, &
Krumholz, (2000), compared the type of medical treatment offered to patients
who had previously been diagnosed with schizophrenia or depression and that
offered to patients without such additional diagnoses. MI patients with a mental
illness diagnosis were 28% less likely to undergo catherisation, 25% less likely to
undergo angioplasty, and 32% less likely to undergo by-pass surgery than their
counterparts. Similarly, this research group subsequently demonstrated that
older adults with mental disorders had elevated death rates, and were also less
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likely to receive each of five establishedquality indicators for MI than the general
population(Druss, Bradford, Rosenheck,Radford, & Krumholz, 2001). Compared
with Mi patients without a psychiatdc diagnosis, patients holding such diagnoses
had a 19% increased risk of dying within 1 year after Mi. Wang, Demler &
Kessler, (2002) found that patients diagnosed with schizophrenia were
significantly less likely to receive adequate treatment (using evidence-based
guidelines) than those with less severe disorders such as anxiety. Only 40% of
seriously mentally ill patients had received treatment in the past year, and only
39% of these patients had received adequate treatment. Only 1 in 20 people with
psychosis had received adequate treatment (Wang, Demler & Kessler, 2002).
These findings suggest that a mental illness label may be sufficient to bring about
significant discriminatory practices, and that healthcare professionals are not
immune to such practices.

Access to effective treatment,
Traditionally, severe and enduring mental illness has attracted less attention and
as a consequence, less funding than other disorders such as stroke or learning
disabilities (UKNHSE 1996). This discrepancy between the extent of disability
and research funding has led to a treatment effectiveness lag, which is now
recognised to have been in operation for decades (UKDoH, 2001).

Recent

initiatives have begun to be set in place to counter this effect although it is too
early to judge their potential for success.
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Treatmentsettings
The impact of stigma on access to effective treatment, may result in mental
health centres being placed in undesirable settings. While the general trend has
been to move acute inpatient facilities from psychiatric hospitals to general
hospital settings, the 'not in my backyard' (NIMBY) phenomenon, in which
members of the public fight against having treatment facilities or housing in
residential areas, is a widespread obstacle to the community integration of
peoplewith a mental illness diagnosis (Robert Wood Johnston Foundation, 1990;
Sayce, 2000). Lyons, El Sayed, & Mathew (2001) conducted a study in which
service users were surveyed as to whether a move from a general hospital to a
new psychiatric hospital unit increased their perceptions of stigma. Two thirds of
service users found treatment in the new hospital potentially more stigmatising,
and only 43% felt the benefits of the new unit outweighed the stigma. McGorry
and colleagues (McGorry, Phillips & Yung, 2001), developed a non-stigmatising
early intervention service for adolescents which was sited in a young people's
health service - the 'centre for adolescent health' - and reported extremely low
levels of attrition from the service and significant reductions in distress.

Treatment delay
In the USA, it has been estimated that less than half of those who experience
psychological phenomena congruent with symptoms of mental illnesses seek
treatment (USDHHS, 1999). In addition, research has demonstrated that patients
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and relatives perceptions of stigma associated with severe mental illness can
affect their willingness to consult psychiatric services. Higher levels of shame and
stigma felt by the relatives of patients subsequently diagnosed with
schizophrenia were associated with patients' longer treatment delay (Okazakii
2000). In a study of treatment delay in European versus Chinese caregivers,
Ryder, Bean & Dion (2000), found that Chinese caregivers were more affected
by the stigma of mental illness and therefore more likely to delay consultation. In
a study of women attending a mental health clinic, AJvidrez(1999), reported that
the stigma associated with having an additional substance use problem, use of
mental health services by family or friends, and the belief that mental illness is
caused by an imbalance or lack of moderation in lifestyle/environmentwere all
predictors of poor consulting behaviour.

While the effects of stigma have been fairly well documented, the nature of
research findings tends to be somewhat descriptive. There is clearly a need for
more experimental and predictive studies as the available literature is limited in
its ability to provide more in the way of substantive findings. However, research
into the mechanisms by which stigma emerges or leads to discrimination has
been more successfully grounded in theory, particularly social cognition and
attribution theory, and is consequently better able to address implications for
intervention.
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Mechanisms of Stigma

Social Cognition
There is broad agreement that perceptions and judgements of people reflect not
only objectively available stimulus information, but also to a considerable extent,
the observers own inferences or stereotypical expectations (e.g., Fycock &
Stangor, 1994). Social cognition refers to two strands of person perception in the
social domain: (1) how people make sense of others, and (2) how they make
sense of themselves in real world situations. The social cognition approach
focuses on individual cognitions such as thoughts and beliefs, as processes that
intervene between cues or signals and behavioural responses. These cognitions
in turn are modulated by implicit working models of self and others.

Attributions are central to the social cognitive approach and provide a framework
for understanding the explanations that individuals give for their own behaviour
and the behaviour of others. In everyday conversation it has been estimated that
individuals make a causal attribution (a 'because' statement) every few hundred
words (Zullow, Oettingen, Peterson, & Seligman, 1988). The need to abstract
meaning from often ambiguoussituations is at the heart of stigma in so far as our
requirement for speed in the processing of information often has a tendency to
mean cognitive shortcuts are taken (Macrae, Milne & Bodenhausen, 1994; Lyons
& Ziviani, 1995). There are two general biases in social cognition by which such
shortcuts can lead to stigmatising reactions towards people with severe and
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enduring mental illnesses: the availability heuristic and the representativeness
heuristic.

Theoretical Considerations - Heuristics
The Availability Heuristic (Kahneman, Slovic & Tverskey, 1982) refers to our
tendency to judge the frequency of an event in terms of how readily we can bring
examples of it to mind. The more easily we can think of an instance where a
person described as 'schizophrenic! has been reported to have 'run amok', the
more frequently we view such an event as actually occurring - we tend to
overestimatethe relative frequency of such events.

Penn, Kommana, Mansfield, & Link, (1999) investigated whether presentation of
information describing the

association between violent

behavior and

schizophreniacould affect participants!impressions of the dangerousness of both
a target person with schizophrenia and individuals with mental illness in general.
Participants who reported previous contact with individuals with a mental illness
rated the male target individual and individuals with mental illness in general, as
less dangerous than did participants without previous contact. Participants who
received information summarizing the prevalence rates of violent behavior
among individuals with schizophrenia and other psychiatric disorders (e.g.,
substance abuse) rated individuals with a mental illness as less dangerous than
did participants who did not receive this information.
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Some researchers have also pointed to the deleterious effects of prejudiced
portrayal of people with mental illness in the media as contributing to such
heuristic effects (Wahl, 1992; Wahl, 1995; Wilson, Nairn, Coverdale & Panapa,
2000; Philo, 1996). Studies of television characters in the 1990's indicated that
the majority of mentally ill characters are still portrayed as not only dangerous but
also touched with a sense of evil that justifies mistrust (Rovner, 1993; Philo
1994)

The Representativeness Heuristic on the other hand is heavily involved in
categorisation processes. If another person seems to possess traits that are
'typical' of persons belonging to some category, we assume that this person too,
belongs to this group. The reason that we use such heuristics is that they are
remarkably efficient. They permit us to reach valid conclusions about others with
a minimum of effort. However, they may also lead to significant bias. In general
there are four cues, which are dependent upon the representativeness heuristic,
and act as a stigmatizing 'mark' for people with severe mental illness - labeling,
symptoms, deficits in social skills, and physical appearance.

Labeling
Much has been written about the impact of labeling people with psychosis with
unhelpful politically incorrect and stereotype-inducing forms of descriptions.
People who are given the label of mentally ill tend to have less income and are
more likely to be underemployed compared to a similarly impaired but unlabeled
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group (Link, 1982), and this effect remains evident even in the absence of the
person's unusual behaviour (Link, 1987).

There has been a move towards adopting more politically correct labels to
describe people with mental health difficulties often as a result of protest
campaigns instigated by service user groups. The label "consumer of mental
health services" is widely regarded as a term that is more likely to empower
people with severe and enduring mental health problems. This particular label
has been shown to be associated with less negative reactions relative to other,
less politically correct labels and is also considered to be reflective of a condition
more likely to change (Penn, & Nowlin-Drummond, 2001). However, an important
aspect of this study was the finding that this label did not result in greater
behavioral intention on the part of participants to interact with persons with
severe mental health difficulties. An additional down side reported by this study
was that participants receiving this label as a descriptor, were more likely to
attribute responsibilityfor the condition to the target person, relative to the other
labels. Thus it would appear that the idea of a condition likely to change is
associated with ideas that the person is responsible for bringing about this
change.

Boisvert & Faust (1999), however, reported that the schizophrenia label did not
lead members of the public to make significantly more causal attributions for
violent behavior to the individual. When members of the public were permitted to
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identify environmental stressors preceding violent behaviour, they reduced the
extent to which they made attributions about the 'person with schizophrenia'
having a history of acting violently. Thus the label of schizophrenia did not distort
or bias attributions when participants were provided with a compelling
psychosocialcontext for behaviour. A follow-up study using eighty mental health
professionals suggested that practicing clinicians did not perceive the cause of
violent behaviour to be more dispositional than situational when the person was
given a label of schizophrenia as opposed to no label. Moreover, when clinicians
were given information relating to the target individual experiencing increasing
environmental stress (psychosocial context) professionals were more likely to
rate the person as justified in their behaviour. It would appear that the provision
of contextual information relating to psychosis helps to undo some of the well
documented effects of labeling.

Symptoms
Another set of signals that may lead to stigma result from the symptoms of
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language. Many of these symptoms are seen as particularly threatening by the
public and signals such as these tend to produce more stigmatising reactions
than those associated with labels alone (Penn, Kohlmaier, & Corrigan, 2000).
Bean, Beiser, Zhang, & Iacono, (1996) found that negative.labeling of individuals
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intensity of behavioral disturbance prior to hospitalisation. The negative
attributions were also associated with older age at onset of psychosis, a long
period of deterioration before the onset of psychosis, and poor occupational
functioning in the nine months prior to hospitalization. Interestingly, in an
experimental study, Penn, Kohlmaier & Corrigan, (2000) found that negative
symptoms were more strongly associated with 'conversational social distance'
than positive symptoms.

Socialskills
Poor social sWillsthat are a function of the disorder may also lead to stigmatising
reactions. Deficits in eye contact, body language, severe transgression of the
normative rules for social interaction, and choice of discussion topics have the
potential for marking a person as mentally ill and consequently can lead to
stigma (Meuser, Bellack, Douglas & Wade, 1991). Penn et al, (2000) found that
individuals increased their social distance to a person with a diagnosis of
the
in
their
line
the
about
strangeness
perceptions
strength
of
with
schizophrenia
of their verbal interactions and social skill.

Physical Appearance
Physical appearance may also act as a cue for stigmatizing attitudes.
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robust predictors of stigma in psychosis (Penn, Meuser & Doonan, 1997). One of
the main beliefs held by members of the general public in Nunally's (1961) study
was the belief that people suffering from schizophreniawere unkempt and dirty.

Recently, there has been a growing recognition of the impact of general public
attitudes towards people with psychological difficulties: indeed stigmatising
perceptions seem to be widely held and applied by the general public (UKDoH,
1999b; Wahl, 1999; Crisp et al, 2000). Over the past five decades most of the
research on stigma has been conducted in relation to general public attitudes
towards mental illness (Nunally, 1961; Hayward & Bright, 1997). This research is
primarily descriptive, however it formed the basis for the application and
development of social cognitive approaches, such as labeling, stereotypes, and
attributions and has much to say about whether society has moved from
particular unhelpful attitudes towards people with severe and enduring mental
illness diagnoses.

Public Attitudes
There is increasing evidence that stigma and negative attitudes are more
prevalent today than at any other time in the recent past. Phelan and colleagues
(Phelan, Link, Stueve, & Pescosolido, 2000) found that negative and stereotypic
attitudes about people with mental illness actually increased by 2.5 times
between the 1950's and the mid 1990's in the U.S.

A study which looked at
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Some recent work in the UK (Crisp et al, 2000) reported that of 1800 adults
interviewed by the Office of National Statistics about 7 types of psychological
disorder (depression, panic disorder, dementia, eating disorders, alcohol and
drug addiction, and schizophrenia), 80% thought people with a diagnosis of
schizophreniaunpredictableand 70% thought them dangerous. Other important
responses where there was poor understanding was in terms of public
perceptions about response to treatment, likelihood of recovery, ability to 'pull
oneself together and importantly attributions of blame for the causes of the
condition. Similar findings were reported by Wahl (1989), in the United States.

Beliefs about causes of psychosis
The kinds of beliefs that people hold about the causes of schizophrenia has been
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disease/biologicalterms than in psychosocial terms. This pattern of findings may
have relevance to Estroffs (1989) statement that people can become the thing
they are labelled, and may be perceived as fundamentally different from those
who do not share the label. Thus holding a biological causal belief can mean
that, unlike other conditions where, for example, the individual has heart disease
or cancer, the person is schizophrenic and is something less than 'one of us'
(Metha & Farina, 1997; Link & Phelan, 2001). This implies a conceptual
separation of 'us' from 'them' and such a separation can be used to justify a
range of discriminatory and abusive behaviours;towards such an 'out' group (Link
& Phelan, 2001; Estroff, 1989). Rothaus, Hanson, Cleveland, & Johnson (1963),
found that employers evaluated applicants who explained their problems in terms
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of the fixed biological ideas about aetiology, cure or control and potential

consequences.

Attitudes of HealthcareProfessionals
Research suggests that professionals are not immune to such stigmatizing
practices. Indeed many mental health professionals and family physicians report
a strong preference for not working with people with severe mental illness
diagnoses (Mirabi, Weisman, Magnetti, & Keppler 1985; Lawrie, Martin, McNeill,
Drife, Christie, Reid, Wu, Nammary, & Ball, 1998). Cohen and Struening's (1962)
study on attitudes of 1200 mental health personnel found three underlying factors
that described the attitudes of these professionalstowards their patients: those of
authoritarianism, benovelence and social restrictiveness. The 'physician' group
was the highest in social restrictiveness, while psychologists were found to
aoccupy the low extremes of benevolence". Wilmouth, Silver & Severy (1987)
examined supporters of the NIMBY attitude and found that physicians were the
least likely to support a mental health project in their neighbourhood.

Healthcare models of illness
In a study of causal attributions for patients' problems, Barrowclough, Haddock,
Lowens, Connor, Pidiswji, & Tracey, (2001), found that staff who held more
negative feelings towards patients, also showed a tendency to attribute patient
problems to being under the patient's control. Attributions, in this staff group on a
low security unit, were predominantly internal and personal. Patients' ratings of
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staff feelings towards them showed a strong association with both objective and
subjective assessments of staff 'expressed feelings. Patients therefore were
particularlyattuned to staff perceptions about them, which has clear implications
for'felt'forms of stigma.

Healthcareprofessionals subscribing to a more biological perspective have been
shown to be less inclined to involve patients in the provision or management of
mental health services than are professionals with a psychosocial perspective
(Kent & Read, 1998). Fryer and Cohen (1988) studied general hospital staff and
found that patients who were labeled 'psychiatric! were rated as less likeable and
as having more unfavourable traits and fewer favourable traits than patients
labeled'medical'. Langer and Aberson (1974) asked mental health professionals
to assess patients by videotape and found that professionals who subscribed
more to a medical illness model of psychosis, rated the patients as more
disturbed than did professionals with a social learning perspective. Metha and
Farina (1997), suggest three reasons by which the medical model produces such
negative reactions. Firstly, viewing distressed people as sick, while discouraging
accountability, produces a patronizing parent-child attitude in which they must be
treated firmly - "they must be shown how to do things and where they have erred"
(social restrictiveness). Hence the harsher treatment. Secondly, believing in
'biochemical aberrations' renders the patient, 'almost another spedies'
(authoritarianism). Thirdly, an illness framework makes us feel vulnerable to
being struck down by this condition, whereas psychosocial explanations suggest
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their exceptional circumstances will not happen to us (fear and benovelence).
This closely corresponds to the patterns of public and professional attitudes
uncovered by a number of researchers using multidimensional scaling
techniques(e.g., Cohen & Streuning, 1962; Taylor & Dear, 1980; Brockington et
al, 1993; Crisp et al, 2000).

Severe mental Illness, social cognition and families
Most attribution research for symptom behaviours in psychosis has been
conducted within the concept of expressed emotion (EE) or negative family
attitudes. A considerable body of evidence suggests that family environment,
particularly those constructs underlying expressed emotion (critical comments,
emotional over-involvement and hostility) may exert a significant influence on the
course of schizophrenia (Wearden et al, 2000).

More specifically poor

understanding about schizophrenia in relatives has been proposed as a major
source of high levels of expressed emotion (Barrowclough& Tarrier, 1992).

Causal Attributions
The attributionsfor causes of severe mental illness held by family members have
I

been shown to vary considerably. Since Brewin and colleagues' study a decade
ago (Brewin, McCarthy, Duda & Vaughan, 1991), a number of other researchers
have supported and clarified their observation that the type of attribution made by
relatives was associated with the emotional attitude of the relative towards the
patient (e.g., Harrison & Dadds, 1992; Harrison, Dadds, & Smith, 1998,
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Weisman, Neuchterlein, Goldstein, & Snyder, 2000). Robinson (1996), found
that relative's causal attributions tended to cluster into 3 groups: people based,
biology/heredity, and God/chance. Among parents and siblings, poor family
functioning was associated with internal attributions (oneself, the patient, or
others inside or outside the family) as the cause of the illness. Conversely, no
relationshipwas found between family functioning and more external attributions
(genetics, biology, God, or chance). Similarly, Natale & Barron's (1994) study of
the mothers of young adults with schizophrenia reported that the most frequently
cited causal category was physiological-biologicalfactors; while the most internal
was personality of the son. Feelings of guilt were associated with causal
explanations characterized as internal.

Mechanic, McAlpine, Rosenfield, &

Davis, (1994) collected data from a cross-sectional telephone survey of 552
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external locus of control (Hooley, 1998). Consistent with attribution theory,
Weisman, Lopez, Karno, & Jenkins (11993)found that families within which there
were high levels of critical comments, viewed the illness and associated
symptoms as residing within the patient's personal control, more so than did low
EE families. Also, family members who perceived the patient as having control
over the symptoms of schizophrenia tended to express greater negative
emotions such as anger and annoyance toward the patient than did family
members who viewed the symptoms as beyond the patient's personal control.
Symptoms reflecting behavioral deficits such as poor hygiene were criticized
more often than symptoms reflecting behavioral excesses, such as hallucinations
(Weisman, Nuechterlein, Goldstein & Snyder 1998 Weisman & Lopez, 1997).

Looking at attributional differences within the EE construct, Barrowclough
Johnston, & Tarrier, (1994), reported that, within the high EE group, relatives with
marked emotional overinvolvement were similar to the low EE group, with
problems attributed to factors more external to and uncontrollable by the patient.
Relatives with high criticism gave more causes internal to the patient and hostile
relatives also tended to perceive the causes to be controllable by, and personal
to, the individual with schizophrenia. Attribution variables were also better
predictors of patient relapse at 9 month follow-up than were EE measures.
Similarly, Lopez, Nelson, Snyder & Mintz

(1999) reported that internal

attributions of control in low over-involved families were related to family
members'warmth and criticism and to patients' clinical outcomes.
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Lay theories and the common-sense model of psychosis.
Some researchers posit that it is not a necessary condition that someone in the
immediate context of the person needs to have engaged in obvious forms of
discriminationfor the individual to feel stigmatised (eg., Link, 1987; Wahl, 1989).
The discrimination lies behind the immediate situation and rests instead on the
formation and sustenance of stereotypes and lay theories or common sense
in
develop
illness
life
People
illness.
early
of
mental
models of
conceptualisations
as part of acculturation (Angermeyer & Matschinger, 1996; Scheff, 1966, Wahl,
1995). Once in place, people's conceptions become a lay theory, or common
sense model of what it means to have a mental illness (Angermeyer &
Matchinger, 1994; Furnham & Bower, 1992). Research on lay theories has
demonstrated that people who begin the task of social perception with different
starting assumptions, follow divergent cognitive paths and reach different social
endpoints (Levy, Plaks, Hong, Chiu, & Dweck, 2001). Perceptions and
expectationson the part of the patient, their family and members of the public are
formed as to whether most people will reject an individual with mental illness as a
friend or partner, an employee or a neighbour and whether most people will
devalue a person with psychosis: deeming them to be less trustworthy, intelligent
and competent (Link et al, 1997). For the person who develops a psychotic
illness, these cognitions become personally relevant because of the very real
possibility of discrimination and devaluation. If one believes that others will
devalue and reject people with mental illness, one must now fear that this
rejection applies personally. Moreover 'felt' stigma beliefs would be expected to
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be associated not only with causal or control attributions but with a more
substantiveimplicit or common-sense model of psychosis.

Common-sensemodels about a disorder tend to be based on generic memorised
information about weliness and disorder, information received in the medical
domain, and lay information from family and friends and from the wider media
(Wahl, 1999). Lay models have received increased attention in recent years as
evidence supporting the importance of interpretative processes between
objective demands and subjective states has entered the literature as part of a
&
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general
Watson, 2002). Research in physical illness has demonstrated that models of
illness are based around a number of components - identity, cause, time-line,
consequences, control, coherence, and emotional representations, and one
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Quinn, 2001) has shown that this model is also a reliable measure of carer's
perceptions of schizophrenia. However, the effects of such models and the
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the respective models of the patient and carer and patient perceptions of stigma
has not been examined in psychosis to date.
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Stigma and Families
The stigma of mental illness can also attach itself to relatives. This 'associative'
(Mehta & Farina, 1988) or 'courtesy' (Goffman, 1963) stigma has received
relatively little attention from researchers, in spite of its probable association with
family burden (Creer, 1975; Martens & Addington, 2001; Phelan, Bromet, & Link,
1998).

The available evidence suggests that higher family socioeconomic status (SES)
is associated with greater perceptions of stigma and more extreme reactions to
stigma by relatives (Angermeyer, et al, 1987; Phelan et al, 1998). This finding
tends to be interpreted in line with higher SES families having more in the way of
status or reputation to lose.

Yarrow, Clausen & Robbins (1965) found that carers use strategies of
concealmentand withdrawal, which tend to mirror the strategies used by patients
experiencing stigma (Link et al, 1991), whilst Kreisman & Joy (1974) reported
family members attempting to cope with underlying feelings of shame and guilt.
Hatfield (1978) observed that marital disruption, blame, grief and helplessness
were common results of caring for a relative with schizophrenia. Phelan et al,
(1998) reported that about half the parents and spouses of recently hospitalised
patients reported some degree of concealment about their hospitalisation. In
addition, concealmentwas higher among relatives of female patients, relatives of
patients with less severe positive symptoms, and among relatives who lived apart
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from the patient. In a recent study on family burden in schizophrenia, Martens &
Addington (2001) reported that the stigma subscale from the experience
of
caregiving inventory showed the highest correlation with relatives' psychological
wellbeing, (over and above assessments of dependency, problems with family,
difficult behaviours and feelings of loss). In a study of families in the UK, in which
a family member was diagnosed with schizophrenia and was living at home, 50%
of family members reported severe impairment of their own health as a
consequenceof their relative's condition (Creer, 1975).

Coping with stigma
Coping strategies in response to stigma in people diagnosed with severe mental
illness have not been the subject of much research to date. In general, the small
number of research studies has found three mainstays of coping with
stigmatising conditions (Link et al 1989). These coping strategies are secrecy where people decide to conceal their treatment history from employers, relatives
or intimate partners to avoid rejection (Goffman, 1963; Jones et al, 1984);
selective avoidance or withdrawal- where people limit social interaction to those
who know about and tend to accept one's stigmatised condition; and preventive
telling - in the hope of enlightening others so as to ward off negative attitudes
(Link Mirotznik and Cullen, 1991). This finding has some ecological validity as
mental health professionals have been shown to recommend these coping
orientations for their patients more frqquently than not (Angermeyer, Link &
Majcher-Angermeyer, 1987). Link et al, (1991) reported that the three coping
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strategies show consistent effects in the direction of producing more harm than
good, being associated with unemployment and demoralization. Interestingly
Wahl & Harman (1989), reported that while 56% of their sample identified stigma
as having a large impact on the lives of family members, only 8-22% identified
specific ways that stigma had affected them personally. These findings suggest
that the expectation of stigma may be greater than the actual experience of it.
Personal reactions to severe mental illness stigma may result in significant loss
of self-esteem in some people, others may be energised or empowered by
prejudice and express righteous anger, while others still, neither appear to lose
self-esteem nor become angry at stigma, and are instead able to ignore the
effects of public prejudice altogether (Harp, 1994). Corrigan and Watson (2002)
have developed a situational model of the personal response to mental illness
stigma based on the collective representations that are primed in a particular
situation, the individual's perception of the legitimacy of stigma in the situation,
and the individual's identification with the larger group of people with mental
illness.

Patients who accept the diagnosis of mental illness may feel internal pressure to
conform to a stereotype of incapacity and worthlessness, adopting a disabled
role and becoming more dependent. As a result, insight may be rewarded with
poor outcome (Warner, 1984). Doherty (1975) found that hospitalised inpatients
who accepted they were mentally ill were rated as showing the least
improvement and those who denied that they were mentally ill did better.
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Similarly,Warner (1989) reported that patients who accepted they were mentally
ill had lower self-esteem and a perception of poorer control over their lives.
Those who found mental illness most stigmatizing had the worst self esteem and
the weakest sense of mastery. According to Warner (1999), "stigma creates a
catch 22 for people with schizophrenia - accepting the illness can mean losing
the capacity to cope with it" (p29).

Individual's who have entered the healthcare system for treatment of their
psychosis, may act less confidently, more defensively, or they may simply avoid
any contact that may be deemed threatening in this respect. The result may
appear to be unrewarding interactions with potential stigmatizers (Farina, Allen &
Saul, 1968), low self esteem (Wright, Gonfrien & Owens, 2000), psychological
distress (Link et al, 1997), unemployment and loss of income (Link, 1987),
constriction in social networks (Link et al, 1989), and diminution of patients
quality of life (Rosenfeld, 1997)

Given what has been learned from research into the consequences and
mechanisms of stigma, how might we intervene to challenge and change the
stigma of severe and enduring mental illness?
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Intervening with stigma and discrimination
A relatively large number of investigations have examined ways to change
mental health stigma and discrimination. While some clinicians have suggested
as many as 6 routes to destigmatisation (e.g., Haghighat, 2000), these have
tended to revolve around three main areas: protest, education and contact. User
groups protest inaccurate and hostile representations of mental illness as a way
to challenge the stigma they represent. They tend to offer the message to the
media - stop reporting inaccurate representations of mental illness: and to the
public - stop believing negative views about mental illness.

Media Protest
Wahl (1995) reports the mass media to be the most common source of general
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per day in western societies (Cuenca, 2001), and the nature of what is offered in
terms of programmingis pretty much similar, certainly in the US (Gerbner, Gross,
Morgan, & Signorelli, 1980). Viewers are not critically appraising the images and
informationthey are receiving in the same way that they might with news reports.
The result is that inaccurate and unhelpful stereotypes have great power to
influence public notions of severe mental illness (Wahl, 1995). Whilst there is
good reason for mental health professionals to blame the media for the
promulgation of the 'violent madman' stereotype (Allen & Nairn, 1997; Wahl,
1992), the attitudes of such professionals have been shown to be not dissimilar
to those of the journalists they castigate (Day & Page, 1986; Monahan, 1992).
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There is a paucity of empirical research on the impact of protest campaigns.
There is some evidence that protest and suppression may in fact lead to a
rebound effect such that when people are ordered to suppress negative
stereotypes, they tend to become more sensitized to them and this may lead to
an increase in recollections about the stigmatised group (Macrae et al, 1996).

In addition, protest tends to be a reactive strategy, which has typically been used
to suppress behaviour rather than attitudes and attributions and may only be
effective for those people who already hold positive ideas about people with
severe mental illness. In a study on who is likely to participate in campaigns
against mental illness stigma, Corrigan, River, Lundin, Wasowski, Campion,
Mathisen, Goldstein, Gagnon, Bergman, & Kubiak, (1999) found that people who
signed a petition against inaccurate media representations of mental illness were
less likely to believe persons with mental illness were to blame for their disorder
or should be avoided. Thus, attributions about controllability and responsibility
were associated with anti-stigma behaviour. This suggests that an additional
education component about psychosis is a requirement for anti-stigma
campaigns.
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Public Education
The effectiveness of education as a means of reducing stigma has some
empirical support in that people who show a better understanding of mental
illness are less likely to endorse stigma and discrimination (Link & Cullen, 1985;
Brockington et al, 1993). Similarly participation in education programmes has
been shown to reduce negative attitudes about people with severe mental illness,
and such programmes have been shown to be effective for range of people from
members of the general public (Holmes et al, 1999; Penn et al, 1999) to medical
and nursing students (Keane, 1990; 1991). However, there is very little empirical
research on what the active ingredients of public psycho-education programmes
should be.

According to Read and Harre (2001), "There is now sufficient evidence to
abandon the 'mental illness is an illness like any other' approach to improving
attitudes" The 'mental illness is an illness like any other' notion often advanced
as the gold standard of pubic attitude change has been shown to be less helpful
than we might like to believe. Whilst this approach was an attempt to replace the
moral depravity model with a medical model (bad to mad), the hope that the
protective properties of the sick role would help to remove attributions of blame,
responsibility and accountability tends not to be supported by research (Metha &
Farina, 1997; Read & Harre, 2001).
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Read & Harre (2001) recommend presenting people and their difficulties in the
context of their life events rather than portraying them as symptoms of
biologically based illnesses. Such holistic psychosocial approaches have some
indirect empirical support which has been reviewed previously showing the
harmful and stigma-inducing effects of beliefs in biologically based causal
attributions(e.g., Boisvert & Faust 1999; Chou & Mak, 1998).

Promoting Contact and Social Inclusion
One of the most consistent findings that has emerged from the research on
stigma and a finding that has often emerged as a sub-hypothesis relative to a
more substantive question has been the finding that negative public attitudes
tend to be less pronounced in people who have had personal contact with
individuals with psychosis.

This relationship seems to be both robust and

monotonic, such that the more people with a severe mental illness diagnosis
known by members of the general public the less likely these members of the
public are to hold negative attitudes towards people so diagnosed (e.g., Morrison
et al, 1993; Penn et al, 2000). Contact has been perceived to be a strategy that is
less likely to promote a thought-suppression rebound effect (Johnston & Macrae,
1994),permitting individuals to challenge and change their attitudes in the light of
real-world evidence.
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Corrigan and colleagues (Corrigan, River, Lundin, Penn, Uphoff, Campion,
Mathisen, Gagnon, Bergman, Goldstein, & Kubiak, 2001), investigated the
effects of education, contact and protest on attributions about schizophrenia.
Education comprised a review of seven myths (e.g., myths about violence,
dangerousness,homelessness and so on) and presentation of research findings
that disputed such myths. Protest comprised discussion around the disrespectful
ways in which persons with mental illness were portrayed in the media; and
contact involved participants listening to a 10 minute presentation by one of two
persons who discussed their history of severe mental illness. Results
demonstratedthat education led to improved attributions about psychosis, while
contact produced positive changes that exceeded education. Protest yielded no
significant changes in attributions. Views about controllability seemed less
amenableto education. This finding is unfortunate as such attributions tend to be
strongly related to family attitudes and societal rejection (Hooley & Licht, 1997).

Some recent research has begun to examine the effects of specific stigmatizing
attitudes towards people with mental illness diagnoses. Corrigan, BacksEdwards, Green, Lickey-Diwan & Penn (2001) examined the paths between
behavioural discrimination and two prejudicial attitudes which have previously
been found to be widely endorsed by both the general public as well as
healthcare professionals - those of benevolence and authoritarianism. Using
benevolence
between
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and social
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statistical
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distance was stronger than the path between authoritarianism and spcial
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distance. This finding may be reflective of attributions of irresponsibility arising
from beliefs that people with mental illness diagnoses are child-like. In addition
individuals who were more familiar with mental illness and people from ethnic
minoritieswere less likely to support prejudicial attitudes.

DISCUSSION
This review has examined the current psychological understandingof stigma as it
relates to severe mental illness. The concept of stigma is defined both by the
individual and the society or culture in which the individual is located. The
literature reviewed spans half a century and in this time some understanding has
been obtained about the effects of stigma and the mechanisms by which stigma
comes into being and is maintained. It has also begun to provide some limited
answers to the question of what can be done to challenge and change stigma
and discrimination. However, inconsistencies in definition, a tendency to conduct
descriptive research and lack of persistent empirical interest in this field have
contributedto the slow pace of research and has meant that the integration of the
products of this research into evidence-based interventions has been poor. This
slow pace of forward momentum is itself probably an outcome of the
pervasivenessof stigma, in so far as comprehensive research programmes into
the stigma of severe mental illness have traditionally been unlikely to attract
'hard' research funding (UKDoH, 2001). Despite this, research over the last
decade has attempted to formulate research questions around a more
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compelling and substantive theoretical base. This review has addressed the
question of whether there is sufficient evidence that stigma is a serious,
pervasive and damaging element for people with severe mental illness, it has
examined what is currently known about the mechanisms that drive stigma and
discrimination, and has provided an examination of the factors that might bring
about lasting change in stigma.

Future Research
One of the main criticisms of research on stigma has been that such research
has a focus on the individual. Whilst Goffman did not maintain an investment in
the differences between.types of stigma, the unifying theory of spoilt identity and
its management according to some commentators, *loaded his analysis towards
a highly individualistic rendering of the subject - the individual appears in his
analysis as the sole bearer of value" (Das, 2001).

Goffman called for "a

language of relationships not attributes" (1963, p.3), and recognised that stigma
is a consequence of individual and societal cognitions. Subsequent research and
practice has often transformed stigmas or marks into attributes of persons (Fine
& Asch, 1988). The stigma or mark is attributed to something in the person rather
than a designation or tag that others affix to the person. In contrast to stigma,
discrimination focuses the attention on to the producers of exclusion and
rejection - those who do the discriminating rather than to the people who are the
Oliver
(1992),
(Sayce,
1998).
According
to
behaviours
these
recipients of
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research examining the sources and consequences of pervasive socially shaped
exclusion from social and economic life are far less common. There is a cAear
need to examine the factors that might permit members of the public to remove
themselves from such socially sanctioned actions. Similarly there is a need to
examine in what ways enacted stigma may be discrepant with felt stigma.
Ultimately the belief that one is stigmatised is of course subjective and may not
necessarily be concordant with the objective reality of day to day events. It is
clear that some individuals who have a diagnosis of severe mental illness do not
experience their condition as a source of stigma, although they may recognise
that it retains the potential to be so (Corrigan & Watson, 2002). Research has yet
to examine the psychological factors and processes that might account for this
individualvariation in felt stigma and many questions remain to be addressed. In
particularwhat are the factors that'buffer' the effects of discrimination and stigma
on the individual's perception of themselves as a member of a stigmatised group.

This review has also demonstrated the manner in which cognitive factors such as
attitudes and beliefs become integrated into a stereotype, which in turn appears
to mediate the effects of these other factors on ideas about the phenomenology
of the disorder and also direct the selection of particular behaviours towards the
patient. Attributional processes lie at the heart of social cognition perspectives
on severe mental illness, and are a key feature of how individuals, family
members and members of the general public attempt to make sense of the
complex array of features and signals of the individual with psychosis. In
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particular attributions play a critical role in how significant others attempt to
assimilate and accommodate such information into their own view of the patient
and their disorder.

An examination of the implicit models (for example, ideas about causes,
consequences, symptoms, recurrence, control, cure and so on) held by people
with psychosis as well as their family members and the public is only beginning
to be addressed. One recent study (Barrowclough et al, 2001) examined the
model held by relatives of patients with psychosis, however patients and general
public perceptions have not been examined in detail, despite the role that such
models may have in promoting stigma (Angermeyer & Matchinger, 1997).
Moreover, substantive research needs to be conducted examining the potential
for mismatch between implicit models held by respective parties and the effects
of discrepant patient-relative-general public models and their impact on distress,
coping and stigma.

Of overwhelming significance is the question of how empirical research might
informinterventions for tackling stigma. The basic research is only now beginning
to provide some limited answers to this question in so far as we can state that
contact seems to be the most effective strategy in changing attributions about
peoplewith mental illness diagnoses. However, we cannot state that changes in
attitudes or attributions readily translate into changes in behaviour. Similarly we
do not yet know what the specific and effective ingredients of anti-stigma
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interventionsare. It is important to state that while the issue of stigma is moving
towards becoming a collectively defined social problem and acquiring social
legitimacy, this has been almost exclusively driven by mental health consumer
groups. Clinicians may assist this process by incorporatingthe issue of stigma
and discrimination into academic and public debate and being open to the
likelihood that we too are adept at stigmatising and discrimination. If we are
for
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this
open and
on
an
opportunity
out
adopt
role,
we
will
miss
unwillling
honest therapeutic collaboration.
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CHAPTER 2
Brief Paper
Representations of Schizophrenia held by patients, their
parents and members of -the general public: Points of
divergence
convergence,
and relationships
with
dimensions of stigma.

Summary
Background - Differences in the representations of schizophrenia held by
patients and others have been suggested to play a role in the-experience of
stigma. However, little is known about the most common areas of divergence in
representations between patients and their parents, and whether and to what
extent such a divergence in representations are associated with perceptions of
stigma or responses to stigma.
Objective - The purpose of the present study was to examine representationsof
psychosis held by patients and their carers (parents) and to examine their
association with dimensions of the stigma experience. A small control sample of
the general public was also employed for comparative purposes.
Method - Cross sectional design. Patients, their parents and members of the
general public completed a measure of representations of psychosis. Patients
also completed an additional measure of dimensions of stigma.
Results - Members of the general public did not have a uniformly negative
representation of psychosis. They did perceive patients to have less coherence
or understanding about their condition and to experience a wider range of
symptoms compared with patients or carers. Members of the general public
scored higher than carers on beliefs in the effectiveness of medical treatments,
and lower on perceptions of severity of consequences than carers or patients.
Patients whose carers held a stronger belief in (maximised) the potential for
chronicity of psychosis reported more stigma and tended to use secrecy as a
means of dealing with stigma. Greater minimization of the consequences by
carers was associated with greater social withdrawal by patients. Patients whose
carers minimized beliefs about the level of personal control that the patient could
exercise over their condition reported significantly less preventive telling in
response to stigma. Partial correlations demonstrated that the manner in which
patients responded to stigma was affected by patient-carer differences in the
severity of consequences, differences in ideas about how much control patients
can exercise over their condition, and differences in representations about the
course of psychosis.
Conclusion - Dissimilarity in particular aspects of representations of psychosis
held by patients and their carers is associated with dimensions of 'felt' stigma and
patients' responses to stigma. The findings of this pilot study add to the literature
on the importance of concordance between patient and carer models of illness.
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Introduction
Previous research has demonstrated that beliefs about illness held by significant
others may have important ramifications for the well-being of patients (e.g.,
Coyne, Wortman & Lehman, 1988). Much of this research has concentrated on
attributions about causes of psychosis either in relatives (Brewin, McCarthy,
Duda & Vaughan, 1991) or in healthcare professionals (Metha & Farina, 1997).
However, social cognition models suggest that beliefs about illness take a form
that is broader than simple attributions about causation of symptoms (Leventhal,
Nerenz & Steele, 1984; Heijmans, DeRidder & Bensing, 1999), and this
representational model has begun to be examined in psychosis (Barrowclough
Lobban, Hatton & Quinn, 2001).

The use of social cognition models has been given added importance in recent
years and researchers have demonstrated the importance of meaning making in
2001;
&
Morant,
Lavender
(Barker,
illness
to
adjustment
severe mental
Barrowclough et al, 2001; Roe, 2001). This common-sense model is said to be
illness
(i)
beliefs
dimensions
about
experience:
around
of
oriented
a number of
identity (symptoms), (ii) chronicity or recurrence of the condition, (iii)
consequences, (iv) personal and treatment control, (v) illness coherence, (vi)
causes of the condition and (vii) patients emotional response to their condition.
Social cognition frameworks have been applied in an attempt to predict the
developmentof discriminatory behaviours and stigma towards people with severe
mental illness with a good deal of success (Boisvert & Faust, 1999; Corrigan,
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Backs-Edwards, Green, Lickey-Diwan & Penn, 2001; Yanos, Rosenfeld,

&

Horowitz,2001).

Much of current research into the correlates of stigma underscores the
importance of social cognitive factors in stigma (e.g., Read & Harre, 2001;
Corrigan& Watson, 2002; Metha & Farina, 1997). Social cognition has also been
used as a means to understand the development of lay beliefs about severe
mental illness in the general public (Angermeyer & Matschinger, 1995; Furnham
& Bower,1992; Wahl, 1995). Much less work, however, has been conducted
examiningsuch lay beliefs, or representations of psychosis,within the family and
the potential effects of differences between patient-relative representations and
dimensionsof 'felt' or perceived stigma.

It has been demonstrated that there are three main ways in which patients deal
with the stigma of severe mental illness (Link, Mirotznik and Cullen, 1991; Link,
Struening, Rahav, Phelan, & Nultbrock, 1997; Phelan, Bromet & Link, 1998).
These responses tend to take the form of secrecy; where people decide to
conceal their treatment history from employers, relatives or intimate partners to
avoid rejection (Goffman, 1963; Jones, Farina, Hastorf, Markus, Miller, & Scott,
1984), selective avoidance or withdrawal, where people limit social interaction to
those who know about and tend to accept one's stigmatised condition; and
prevenfive telling in the hope of enlightening others so as to ward off negative
attitudes. Link, Mirotznik and Cullen (1991), reported that these responses to
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stigma can be stigmatising in themselves and tend to be associated with
unemploymentand demoralization in patients.

The purpose of this study was to investigate the representations of psychosis
held by a sample of patients and their principal carers, and to contrast these
representationswith the model held by members of the general public. A second
aim was to

assess the

relationship between divergent patient-carer

representations and patient's perceptions of stigma and responses to stigma.
The hypotheses to be tested were that greater divergence between patient and
carer representations of psychosis would be associated with higher patient-report
of stigma, secrecy, preventive telling and withdrawal. A second hypothesis was
that members of the general public who had no direct experience of people With
psychosis would have a more hopeless or 'engulfing' representation of
psychosis. Thus members of the general public would score higher than either
patients or carers on beliefs in chronicity, and in its relapsing-remitting nature,
they would perceive a stronger illness identity, have less confidence in medical
treatments, perceive the consequences to be more severe, would have weaker
beliefs in patients personal control over the illness, lower illness coherence, and
perceive patients to have weaker emotional representations.
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Method
Sixteen patient-parent dyads and 16 members of the general public from the
same geographical region were recruited to the study. Members of the general
public were interviewed in their own homes and these participants had no direct
contact or experience of personsVith a severe mental illness diagnosis.

Patients being cared for by Worcestershire mental health services who were not
experiencing a frank exacerbation of psychosis and who expressed a wish to
participate in response to an information sheet provided by key workers, were
asked to identify the person who had most interaction with them or who adopted
the key care-taking responsibility. In all cases the person chosen as principal
carer was a parent. Named carers were contacted and asked if they wished to
participate in the study. AJI participants completed their assessments
independently of each other. The study was approved by Worcestershire Local
Research Ethics Committee.

Patient and parent representations
Participants completed an appropriately re-worded revised Illness Perception
Questionnaire - IPQ-R (Moss-Morris, Weinman, Petrie, Home, Cameron, &
Buick in press). This is a 38 item scale which assesses participants beliefs in the
course of schizophrenia (timeline -6

items; timeline cyclical -4

items), its

perceived consequences (6 items), patients personal control over it (6 items),
confidence in treatment control (5 items), illness coherence (5 items), emotional
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representations (6 items), and Illness identity or the symptoms participants
associate with their experience of psychosis (27 core items). As the identity
subscale of the IPQ consists of symptoms that have little relevance to psychosis,
items from the SANS and SAPS (Andreasen, Arndt, Miller, Flaum, & Nopoulos,
1995; Toomey, Kremen, Simpson, Samson, Seidman, Lyons, Faraone, &
Tsuang, 1997) were employed. Participants could also cite symptoms that were
not included in the measure. An adjusted score (sum of scale items divided by
number of items) is calculated with a possible maximum of 5 for each sub-scale
with the exception of the Illness identity scale (maximum 27).

Dimensions of Stigma
Patients also completed the measure of stigma dimensions developed by Link
Mirotznik and Cullen (1991). This includes a 12 item measure of stigma
(devaluation

and discrimination),

and a measure

of responses to stigma

incorporating scales on secrecy (5 items), withdrawal (5 items), and preventive
telling (7 items).

In the discrimination/devaluation measure, participants are

asked to indicate the extent of their agreement with each of 12 items. Scores
range from I 'strongly agree' to 6' strongly disagree'. This scale has previously
been demonstrated to have good internal consistency (alpha=0.62).

The

secrecy, withdrawal and education scales are scored using the same Liked scale
as the discrimination/devaluationmeasure. Alphas of 0.71,0.67 and 0.71 have
been reported for secrecy, withdrawal, and preventive telling respectively (Link,
Mirotznik& Cullen, 1991).
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StatisticalAnalysis
One-way ANOVA was used to investigate general differences between patient
carer and general public perceptions of psychosis. Descriptive statistics and Chi
Square test were calculated to provide a qualitative impression of areas of
possible divergence between patients and parents on

the

individual

representations of causes and symptoms. Pearson's and partial correlations
were carried out between dissimilarity scores on the lPQ-R and stigma
dimensions.

Results
Patients were aged between 21 and 38 years (mean=29.6 SD=4.4). Just over
half (56%; n=9) were male and had a mean duration of psychosis of 4.6 years
(SD=2.2).Age at onset ranged from 19 to 31 years and patients had a mean of 4
episodes (SD=3.5). Distribution of the number of episodes experienced by
patients was skewed and therefore a log transformation was undertaken to
normalize the distribution. This transformed 'number of episodes' variable was
used in all subsequent analyses. Cronbach's a for Discrimination, Secrecy,
PreventiveTelling, and Withdrawal were 0.90,0.74,0.62, and 0.91 respectively.

The ages of parents ranged from 42 to 72 years (mean=56, SD=8.6), and 75%
(n=12) were female. Members of the general public had a narrower age range of
between 21 and 44 years (mean=32, SD=8.1) and 56% (n=9) were female.
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General Differences between patients, relatives and general public perceptions
about psychosis
Table I shows the scores on the representations of psychosis for patients, carers
and members of the general public.

Table 1. Mean (SD) scores and Cronbach's alpha for vatients. carers and
Carer

Representations

General Public

Illness Identity
Mean (SD)
Alpha

Time Line
Mean (SD)
Alpha

14.41 (4.33)
76
.

15.03 (8.61)
95
.

22.64 (9.60)
68
.

3.22(. 58)
72
.

3.37(. 65)
69
.

3.58(. 25)
61
.

4.09(. 34)
63
.

4.68(. 24)
64
.

4.42(. 24)
68
.

3.77(. 79)
89
.

3.67(. 67)
90
.

3.48(. 36)
89
.

4.03(. 41)
84
.

3.28(. 48)
64
.

3.72(. 30)
69
.

3.08(. 83)
82
.

3.00(. 86)
91
.

2.07(. 37)
85
.

2.98(. 88)
78
.

2.95(. 64)
62
.

3.59(. 37)
66
.

3.82(.69)
66
.

4.00(.41)
69
.

3.71(.27)
58
.

Consequences
Mean (SD)
Alpha
Personal Control
Mean (SD)
Alpha
Treatment Control
Mean (SD)
Alpha
Illness Coherence
Mean (SD)
Alpha
Time-line Cyclical
Mean (SD)'
Alpha

Emotional
Representations
Mean (SD)
Alpha
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from the patient's representation. Carers' scores which were less than the
patients on particular representations were termed 'minimising' and carers'
scores which were greater than the patient's on representations were termed
1maximising'.

AM subsequent correlations were computed using these

dissimilarity scores.

Representationsof Causes
Using patients' views of causal attributions as the criterion, carers' soores were
compared against this criterion and ranked in terms of agreement, minimization
and maximisation for individual cause items. Figure 1 shows the percentage of
patient-parentdyads minimising and maximising on individual causes.
Carers tended to minimise an aetiological role for stress, diet, pollution, patients
mental attitude, patient's own behaviour, and family problems relative to patients,
and maximised hereditary factors, virus, poor medical care, and alcohol or drug
misuse as potential causes of their offspring's schizophrenia. The proportion of
relatives who maximized particular causes relative to patients was significant only
for virus (XF=4.0,p=0.04). Similarly, statistical significance was evident only in
relation to parents minimizing causes as being due to patients' mental attitude
(XF= 6.1, p=0.04) and family problems (XF=9.0, p=0.01) relative to patients'
representationsof causes.
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Figure 1. Percentage of patient-parent dvads minimizing N and maximizing El
individual causal beliefs about causes of schizophrenia.
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Representations of Psychosis Identity
Participants' level of agreement on individual psychosis identity items (symptoms
or experiences attributed to psychosis) was also examined (Figure 2).
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Fiqure 2- Percentaqe of Patient-carer dvads showinq consensus on individual
symptoms (Identity)
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Symptomswhere there was least agreement between patients and carers was in
relation to deficits in patient's eye contact, inattention, slowness of response,
poor interest in leisure activities, beliefs in behaviour being controlled by
someone else, and a cluster of beliefs about first rank symptoms, such as
thought withdrawal, thought transmission, and thoughts not staying on one
subject.

Most agreement was in relation to lack of energy, thought insertion,
hallucinations, beliefs that others control patients emotions and can read their
mind, beliefs in altemate identity and difficulties in feeling intimacy and
closeness. Dissimilarity scores were computed for scale scores on the remaining
representationvariables and these are presented in table 21.
Table 2. Percentage of carers minimizing and maximizing on dimensions of
reDresentations in relation to the oatient

Nature of Dissimilarity
Minimisingtimeline
Maximisingtimeline
Minimisingconsequences
Maximisingconsequences
Minimisingpersonal control
Maximisingpersonal control
Minimisingemotional representations
Maximisn- emotional representations
Minimisingtreatment control
treatment control
_Maximising
Minimisingillness coherence
Maximisingillness coherence
Minimisingtimeline cyclical
Maximisingtimeline cyclical
Minimisingillness Identity (symptoms)
1Maximisingillness identity (symptoms)

n
6*
8
2
14
11*
4
6
10
12*
2
8*
7
10
6
10
16

%
37.5
50.0
12.5
87.5
68.7
25.0
37.5
62.5
75.0
12.5
50.0
43.7
62.5
37.5
62.5
37.5

1* n's do not sum to 16 on all measures due to agreement on these subscales
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Chi square test showed significant differences in the proportion of carers
maximising severity of consequences of psychosis for the patient

X2
(

=90,
.

p=0.003), minimising the patient's agency or ability to control aspects of the
condition (X2=9.87, p=0.007), and having significantly less confidence in
treatmentcure or control (X2=125, p=0.002).

Associationsbetween dissimilarityscores and stigma
Correlations were computed between patients' and carers' dissimilarity scores,
and patients' scores on the stigma dimensions of discrimination, secrecy,
preventivetelling and withdrawal (table 2)

When dissimilarity was high due to carers having weaker beliefs that the
condition would be of short duration, when they maximized'patients' personal
control and minimized consequences, patients reported greater stigma. Coping
with stigma through withdrawal was associated with increased minimization of
the consequences by carers. Patients' response to stigma through preventive
telling was also associated with carers having a stronger belief than patients in
the level of personal control that the patient could exercise over their condition.

Associationsbetween stigma and responses to stigma
As there were associations between the dimensions of stigma and a number of
representationsof psychosis (table 2), partial correlations were undertaken with
the patient-carer differences in representations of the course of psychosis (time-
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line and timeline cyclical), beliefs in personal control, and consequences
statistically controlled.

Controllingfor differences in perceptions about the severity of consequences, the
partial correlation for the relationship between stigma and withdrawal was no
longer significant (r--.24, p=.27). When differences in the representations of
personal control were partialled out, the correlation between stigma and
preventive telling fell below the criterion for significance (r--.31, p=. 16). Thus
differences in ideas about how much control the patient can exercise over the
condition is implicated in whether patients use preventive telling to deal with their
perceptionsof stigma

When differences in time-line was controlled, the correlation between stigma and
preventive telling failed to reach significance (r--.27, p=.21), while the association
with secrecy remained essentially the same (r--.84). Finally, partialling out
differences in ideas about the. relapsing remitting course of the condition (timeline cyclical) increased the strength of the relationship between stigma and
preventive telling (r--.51). Taken together the results of the partial correlations
suggest that differences in these particular representations held by patients and
carers play an important role in affecting the nature of the relationship between
stigma and patients use of secrecy, withdrawal, and preventive telling as a
means of dealing with stigma.

81

LO
04
U)
c

T7 0

%c

a)
0
0
1-

0

N,

o

00

N

C'4 Cf) N
co CN

0

CD
vi,

OL

49
co

Cf)

CO

(f)

00

LO

Go

V-

0)

a
C, 4

CY)

C'4

b) (.C)(X):,

o

ID

;o
N
co
co
t,
P1U)
0
T7
17
cq
V)
Iq 1.
".
vIa

r-

(0

cy)

49

cc

co cy) a) Cv) c.0 04 0
C,4
m CW)CD

(0

0 CC) Lt-) C)
V7 a C)
Lf)
C:)

L
0
U)
m

CV)

q

cm

V- *

cl q

CC)

Ce)

N

4,

Lr)

(D 64 C) T- q0--

49
1,

V,

q-

.19

**

'RT

...

ý- m

(7)

0.

0

LO

T-

C-4 0

.6.ý.

mt

>> CD
LO

ci
(D

0

a)
t=
o cd
) E
C.
(0)0)
C:

.Mc

CY)

C
0

M

2w
0-0

Lf)

1 CN :6tt"4 LC)
0)
CN
ti
=
Rý clq T7 cl! CY) V-- (7) 0)

0
r_
0

0
co
a. r)

c) 0

rý- C) 00 (7) (D "..

7.7.

(D I-- U-) (b) *C-) - V) "t

Fý
coo
c)
CR qctCl

w

Lo
r,
co CN
144C! -7 0 C'4 C'r)
04
C%j
T7
u-)
.IIa.
I,

& U) CC)C) 0

qc
41

C

ic

(D

Q(D 0) : t'>"=

>>0

cl. 0c.

20

CL C

0
c:
0 (1)
L)

C: 0
(D (1)
Gc
cr

4wo

(Do
=I

CIE

LU
(D
c

0

>%(I)r-*C:
C-)
E
(1)
0 CO -J
Can
o
0
I
a) co
1-3 >)
co
0
('3
c: E
a)
I '-:3. E
o) c a
))
a)
c
a)
0)
-0
ýý
L
U) U) EL
<<0
1- L) rL Luý- = F- :2z5u t:
L)
C0
CU
E (D (1) -0

T- N CII)V LO CC t-

. 6-

ý

(A

(1)

. 4-

. -0

(-) 0
0
C4
V)
t
W
LO
T':
00 (7) %- V- V- %- V- V- V- :
4,

Discussion
This study set out to examine the areas of dissimilarity between the
representationsof psychosis held by patients and their parents and to contrast
these representationswith the model held by members of the general public.
This study also aimed to invesfigate the associationbetween divergent patientcarer representationsand padents perceptions of stigma and their response to
stigma.

Membersof the general publids representationstended to be more negative
than patientsor carers, particularly in relation to whether and to what extent the
condition made sense to the patient, and also In relation to the nature of
symptomsperceived as being part of schizophrenia. However, carers; rated
Psychosisas having more severe consequences for the patient than either
patientsor membersof the general public, and they also reported significantly
lessconfidenceIn medicalInterventionsfor the managementof psychosis.

In terms of the areas of agreement and disagreement between paflents and
carers, there was some consensus on symptoms experienced and causes of
Psychosis. However, differences were evident particularly in relation to patients
having a stronger view of the role of family problems and their own mental
attitude as potential causes of schizophrenia. For carers, the potential role of
pathogens (virU3) was significantly more important as a potential cause than it
was for patients.
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Minimisationof representationsby carers did not necessarily have a positive
impact on adaptive outcome, possibly because it may give patients the
impressionof not being taken seriously. The findings in relation to stigma and
differencesin patient-carerrepresentationsare congruentwith previous research
which has shown that beliefs held by the general public particularlyin relation to
chronicity and recurrence of schizophrenia and responsibility or control
appraisalstend to be associatedwith stigma (Furnham& Bower, 1992; Warner,
2000). It is unsurprising that a majority of people with a diagnosis of
schizophreniachoose to keep their diagnosis a secret (Wahl, 1995; Link et al
1991) and in this study patients whose carers maximisedchronicity were more
likely to adopt secrecy as a response to the potential stigma of their condition.
Similarlywithdrawal,which is a robust predictorof chronicityof psychosis(MyinGermeys, van Os, Schwartz, Stone & Delespaul, 2001; Kay, 1991), was
the
of
severity
of
divergent
associated with
patient-carer representations
consequencesof psychosis.

The associationbetweenthe mismatch in patient-parentperceptionsof patients
is
telling
an
preventive
of
personalcontrol over their psychosisand patients use
interestingfinding which may have implications for research into how people
(Roe,
disclose
all
at
decidewho they will disclose to, and when, or if they will
that
demonstrating
2001).There is compellingevidence from previous research
the
over
family members who perceive the patient to have greater control
as
such
emotions,
symptomsof schizophreniatend to express greater negative
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angerand annoyancetowardsthe patient(e.g., Wearden,Tarrier, Barrowclough,
Zastowny & Armstrong-Rahill,2000). In this respect, it is not surprising that
patientswhose carers believe that they have more control over their psychosis
wouldbe less likely to deal with stigmathrough attemptingto enlighten others so
as to ward off negativeattitudes.

There are some limitations of the current study that need to be addressed.
Firstly, the sample was small and highly selected and thus may not be entirely
representative of patients and parents living with schizophrenia. Secondly, there
may be methodological implications of using patients' representations as the
criterion against which carers' scores were taken as an indicator of maximisation
or minimisation. Nonetheless, patients were

not

experiencing

a frank

in
that
patients
Is
exacerbation of psychosis, and there
substantial evidence
their
of
to
accounts
cogent
remission or with residual symptoms are able provide
experiences which are stable over time and which tend to be consistent with
&
Pidiswji,
Connor,
Lowens,
Haddock,
external observations (Barrowclough,

Tracey,2001; Cutting & Dunne, 1989; Scazufca, Kuipers & Menezes, 2001).
in
dissimilarity
MoreresearchIs clearly warrantedon the impact of similarity and
patient-carerrepresentationsof psychosis.

The findings of this pilot study have demonstrated that dissimilarity between

their
parents
by
and
held
patients
aspectsof the representationsof psychosis
in
patients
to
stigma
may have implications for 'felt' stigma and responses
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diagnosedwith schizophrenia.Howeverthere is clearly further work to refine the
measureof representations before it can be described as a measure of the
personalmodel of psychosis. Nonetheless,there may be added value of using
such representationsas measures of outcome from interventionswhich aim to
developa working narrative between the patient and other members of their
family, such as Behavioural Family Therapy, or as an aid to assessing the
potentialfor mismatchbetweenpatients and healthcareprofessionals.

In conclusion, the results of this study do not permit any direct statements to be
made on mediation by divergent patient-carer representations. Nonetheless, it is
clear that divergent representations about the potential course of schizophrenia,
the severity of its consequences, and ideas about how much personal control
patients can exercise over the sequelae of their condition may affect the nature
of the relationship between patients' perception of stigma and aspects of their
responsesto it.
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CHAPTER 3
Main Paper
Perceptions of Psychosis,
Copingq Appraisals
and
Psychological Distress in the Relatives of Patients with
Schizophrenia: A Self-Regulation Theory Analysis.

Summary
Objective. FollowingLeventhal's self regulation model, the purpose of the present
studywasto providean examinationof the relationshipbetweenpsychosisperceptions,
coping strategies, appraisals, and distress in the relatives of patients Vith
schizophrenia.
Design. Cross sectional study.
Method. Forty two relatives of patients with schizophrenia completed the Hospital
Anxietyand Depression Scale (HADS), a brief coping strategies measure (COPE), the
Revised Illness Perception Questionnaire (IPQ-R), and a measure of primary and
secondary appraisals (Family Questionnaire).
Results. In general, carers who viewed their relative's psychosis as chronic, who had
a stronger illness Identity (experience of symptoms), who held a stronger belief in the
severity of its consequences, who reported weaker beliefs in treatment control but
stronger beliefs that their relative could exert control over their condition had higher
distress scores. Coping through

the
use of
support,
seeking emotional
religion/spirituality and positive reframing were associated with less distress, while
Copingthrough self-blaming was associated with higher distress scores. Hierarchical
regression demonstrated that illness perceptions, primary appraisals and coping
accountedfor significant variance in distress scores. Furthermore there was evidence
that coping had a mediational role on distress. Use of more self-blaming and less use
Of Positive reframing, and stronger beliefs that the individual could exert personal
control over their condition and weaker beliefs in treatment control were significantly
associatedwith distress in the final regression analyses.
Concluslon. Results provide partial but not unequivocal support for the self-regulation
model in carers of people with a diagnosis of schizophrenia. Findings may invite us to
considerthe further use of the self regulation model as a framework for understanding
distress in the carers of people with a diagnosis of schizophrenia.
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Introduction
Oneof the most importantconsequencesof current de-institutionalisationpolicies is
thatfamilymembershave becomethe principal caregiversfor patientswith psychosis
(Cuijpers,1999). Caring for a relative with psychosis is not without potential costs for
familymembers(Baronet, 1999; Magliano, Fadden, Fiorillo, Malangone,Solrrentino,
Robinson& Mai, 1999), and attention has been drawn to the danger that family
memberscan be viewed solely as agents of rehabilitation and expected to cope
unaidedwith difficulties that may prove substantial (Fadden, Bebbington& Kuipers,
1987;Schene,van Wijngaarden& Koeter,1998;Smith& Birchwood,1987;Tennakoon,
Fannon, Doku, O'Ceallaigh, Soni, Santamaria, Kuipers, & Sharma, 2000). It is,
therefore,unsurprisingthat levels of clinically-relevantdistress ranging from 12% to
60% have been reported in relatives of patients diagnosed with schizophrenia
(Barrowclough,Tarrier & Johnston, 1996; Fadden, Bebbington & Kuipers, 1987;
Oldridge& Hughes, 1992; Smith, Birchwood& Cochrane,1993). In order to account
for suchdistress,somestudieshave attemptedto adopta stressand copingframework
to investigatepredictorsof well-beingor distress in relatives (Budd, Oles & Hughes,
1998; Provencher, Fournier, Perreault, Vezina, 2000; Solomon & Draine, 1995;
Tennakoon,et al, 2000; Webb, Pfeiffer, Meuser, Gladis, Mensch, DeGirolamo,
Levinson,1998).For example,Webb and colleagues(1998)foundthat well-beingwas
relatedto loweredfrequencyof symptomsand social supportbut not to coping style.
Similarly,Barrowclough& Parle (1997), reported that of 10 clinical and demographic
variables, primary appraisals was one of only two variables which significantly
predictedrelative'sdistressat admissionto hospital.
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Whilethe stressand coping literaturehas providedsome helpfulfindingson the impact
of psychosisfor family members,more recently, Leventhal's illness perception/self
regulationmodel(Leventhal,Meyer& Nerenz1980;Leventhal,Diefenbach& Leventhal
1992; Leventhal, Benyamini, Brownlee, Diefenbach, Leventhal, Patrick-Miller &
Robitaille,1997) has been touted as a useful model by which to understand the
processand outcome of distress in the relatives of patients with schizophrenia
(Barrowclough,Lobban, Hatton & Quinn, 2001).

The cognitive representation of illness can best be understood as *a person's own
Cognitive
1980).
Nerenz,
&
Meyer
beliefs
illness'
(Leventhal,
common-sense
about
representations about a condition are likely to be based on generic memorised
information about health and illness, information patients will receive in the medical
domain, and lay information from family and friends and from the wider media. The
in
increased
attention
has
cognitive representation/self regulation model
received
recent years as evidence supporting the importance of interpretative processes
betweenobjective demands and subjective states has entered the literature as part of
(e.
behaviour
g.,
Information
to
and
a general
cognition
processing approach
MOss-Morris,Petrie & Weinman, 1996; Heijmans, 1999; Scharloo, Kaptein, Weinman,
Hazes,Willems, Bergman, & Roojimans, 1998; Steed, Newman & Hardman, 1999).

The major attributes of Illness representation are oriented around a number of
dimensionsof experience: (i) beliefs about symptoms, (ii) chronicity or recurrence of
the condition, (iii) consequences, (iv) personal control, (v) treatment control, (vi) illness
coherence,(vii) causes of the condition and (viii) patients emotional response to their
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condition.

In generalterms, the model predicts that the representationheld by an individualwill
influencetheir selection of coping strategies and the subsequent appraisal of their
effectiveness.Processing is assumed to proceed along two parallel, yet integrated
dimensions,
which deal with processingthe cognitiverepresentationand processing
theemotionalrepresentation.Thus, cognitiverepresentationsdefine targetsfor coping,
withthe result that coping and subsequentappraisalare assumedwithin the modelto
mediatethe relationship between the cognitive representation and psychological
outcome.

Cognitivemodels of adjustment such as the self-regulation model, are predicated upon
the assumption that people are active processors of information rather than passive
objects upon which illness or other deleterious phenomena impact (Leventhal,
Diefenbach & Leventhal, 1992). Active information processing is fundamental in
enabling the construction of a coherent understanding of illness or experience.
Emotionalreactions and coping flow from the person's understanding of their relative's
illness and appraisal of its threat (Leventhal et al, 1997).

Distress,therefore, may arise out of a dynamic interaction between beliefs held by the
individualabout their relative's condition, demands of an individual's environment and
their coping abilities. Whether a particular event Is perceived as stressful will depend
on the individual appraising the event as beyond his/her coping capacity. Cognitive
appraisal is integral to the self-regulation approach and consists of two sequential
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forms:primaryand secondaryappraisal. Primaryappraisalis the processof evaluating
the personal meaning of the event in terms of its relevance, positiveness or
stressfulness.If appraisedas stressful,further processingis involvedwhich may class
the stressful event as threatening, harmful, or challenging. Secondary appraisal
involvesan active review of extant coping responses and an estimation of their
chancesof successor efficacyin coping with the stressor(Leventhal,Meyer& Nerenz,
1980).

The self regulation/cognitive representation model has been widely applied in patients
with physical illness (Petrie & Weinman, 1997) and the principal measure of cognitive
representations- the Illness Perception Questionnaire - has begun to be examined in
work with patients with psychosis and their carers (Barrowclough, Lobban, Hatton &
Quinn, 2001). Barrowclough and colleagues (2001) have demonstrated that greater
perceived negative consequences for the patient was related to higher self reported
distress in the carer. Interestingly, perceptions of severity of consequences and illness
identity (symptoms) were the only illness perception variables to show significant
correlations with distress. However, this study did not set out to provide a test of the
self-regulation approach and therefore did not assess appraisals, coping strategies or
causal beliefs, which are an integral part of the model and which will be examined in
the current study.

The aim of the current
are
appraisals
and
to
coping
whether
examine
study was
important in accounting for
in
distress
of
carers
in
psychological
variance
additional
Peoplewith a diagnosis of schizophrenia, or whether the cognitive representation of
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psychosisheld by carers,is adequateon its own. Specifically,it was predicted that
copingand appraisals would not make any significant additional contribution to the
variancein distress to that accountedfor by carers cognitive representationof their
relative'spsychosis.

Method
Partkipants
A total of forty-two carers of patients with a diagnosis of schizophrenia,who were
attendingrelativds informationand supportgroups in Worcestershire,were recruited
to the study. Participantsall had a relative with a formal diagnosisof schizophrenia.
Participantswere providedwith bothwritten and verbalinformabonaboutthe studyand
following
the
Participants
informed
completed
all participantsprovidedwritten
consent.
questionnaires:

Measures
Representationsof Psychosis- The Illness PerceptionQuestionnaire- Revised
Weinman,Petrie,
TheIllnessPerceptionQuestionnaire-Revised
(Moss-MOrris,
IPQ-R;
Home,Cameron,& Buick in press) provided a measureof participants'beliefs about
their relative's psychosis. The revised version was developed to improve the
introduce
to
PQ
I
the
and
Psychometric
propertiesof someof the existing scaleswithin
importantcomponentsof participant'simplicit model of illness.

The lPQ-R consists of 7 sub-scales (38 items) which, in this study, included views
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abouthow long carers believed their relative's psychosiswould last (timeline), items
assessingthe relapsing-remittingnature of the condition(timelinecyclical), perceived
consequencesof the condition,personalcontrol,treatmentcontrol, illness coherence,
and emotionalrepresentationsof illness. An adjustedmean score (sum of the scale
itemsdividedby the numberof items)was calculated,with a possiblemaximumof 5 for
eachsub-scale.As the identitysubscalefor the IPQ-Rconsistsof symptomsthat have
littlerelevanceto the study of psychosis,the initial symptomfrequencycount from the
49 itemfamily questionnairewas used (Barrowclough& Parle, 1997; Barrowcloughet
al, 2001). Thus, participants were asked to rate whether each of 49 symptom
behavioursoccurred(yieldinga scale of 0-49). Potentialcauses of the conditionwere
V
to
disagree)
(strongly
'11'
from
by
18
items,
five-point
assessed
scale
scored on a
(stronglyagree).

Primaryand secondaryappraisals- Family Questionnaire
TheFamilyQuestionnaire(Barrowcloughand Parle,1997)was used to assessprimary
for
degree
their
concern
of
to
Participants
andsecondaryappraisals.
were asked rate
in
their
items,
behaviours
49
confidence
list
Identifiedby them from a
problem
and
of
copingwith each problem.FollowingBarrowdoughand Parle (1997), individual item
responseswere collapsedInto a two point dichotomisedrating used for the measures
Ofthe two appraisalvariables:threat appraisal 'how much does this problem bother
You';and control appraisal 'how well do you feel able to cope with and control this
behaviour'.The numberof problemsfor whicha relativegave a positiveresponsewere
summed(numberof problemsbotheringrelativeconsiderably,numberof problemsfor
whichthey had poor controllcoping)and these scoreswere used as threat appraisal
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andcontrolappraisalvariables respectively.

Copingstrategies- Brief COPE
TheBrief COPE(Carver, 1997) is a 28 item shortenedversion of the scale developed
by Carver, Scheier,and Weintraub (1989). This measure incorporates 14 distinct
scalesof 2 itemseach.The scale requiresrespondentsto indicatethe extentto which
theyusethe individualcoping strategiesto copewith a namedevent - in this case their
relative'spsychosis. Scores range from 'I' -I usually don't do this at all; to '4' -I
usuallydo this a lot.

Distress- HospitalAnxiety and DepressionScale
The HospitalAnxiety and Depression Scale (Zigmond & Snaith, 1983), a 14 item
measure,was usedto assess distress. items are rated on a 0-3 point scale indicating
from
the strengthof agreement%vith
for
ranged
item.
Thus scores each subscale
each
0- 21. It has been widely used in studies with patients with psychosis (e.g., Tyrer,
Oldridge
(e.
Evans,Gandi,LamoMHarrison-Read,
their
g.,
1998)
Johnson,
relatives
and
& Hughes,1992).According to Zigmond & Snaith (1983) a score of >11 on either
subscaleis Suggestiveof probable clinical disorder.

Results
Participantswere aged between 42 and 70 years (mean =57.3; SD=8.2). Ninety three
percent (n=39) of the sample were parents and 7% (n= 3) were spouses or partners.
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Durationof their relative's illness ranged from 2 to 14 years (mean = 6.1, SD=3.2).
Numberof episodesexperiencedrangedfrom a single episodeto 9 (mean=3.6,SD=2),
and age at onset of first episode ranged from 18 to 35 years (mean=24.3,SD=4.1).
Sixty four percent (n=27) of the sample was female. Using the cut-off score for
probable clinical disorder on the HADS subscales (score >11), 54% (n=23) of
participantsscoredwithin the range for probableclinical disorderfor anxiety,and 38%
(n=16)for depression.

In order to utilise the causes dimension of the IPQ-R in further analyses, factor analysis

was employedas a means to provide internally consistentcausal scales.

Factor analysis of lPQ-R Causes subscale
The causes subscale of the IPQ-R consists of items that are generally assumed to be
independent in the nature of causal attributions assessed and are, therefore, not
summedto provide an overall scale score. While the number of subjects to items does
not permit a check of the stability of the solution in the current study, it was decided to
conduct a factor analysis of the scale for exploratory purposes. Thus, principal
component analysis with Varimax rotation was employed in the current study.

The first component accounted for 25% of the total variance in the data, and there were
three further components with eigenvalues >1. However, Kaiser's criterion (the
eigenvalue-onerule) can overestimate the number of components because of sampling
effects (Cliff, 1988; Zwick & Velicer, 1984). To compensate for the possibility of
samplingerror, a scree test (Cattell, 1965), was undertaken which suggested that three
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factors should be extracted. This position was confirmed by a reliability analysis.
Reliabilityanalysisalso indicatedthat items 4 (diet or eating habits),5 (chanceor bad
luck), 6 (poor medical care), 7 (pollution), 10 (family problems), and 18 (altered
immunity)could be deletedwithoutaffectingthe reliabilityof the scales.The final three
factorsolutionaccountedfor 68.9%of the variance. The extractedfactor solubonwas
is
final
the
solution
Varimax
and
the
method
subjectedto orthogonal rotationusing
shownin table 1.
Table 1. Varimaxthree factor pattern matrix for lPQ-R CausesSubscale

3
13
2
I
16

Item
Biological Attributions.
Germ or virus
Age
Hereditary
Stress or worry
Accident or Injury

Factor I

Factor 2

Factor 3

93
.
85
.
75
.
70
-.
54
.

27
.
13
.
07
.
34
.
23
-.

21
.
25
.
18
.
28
-.
19
-.

07
-.
25
-.
14
.
25
.

86
.
76
.
72
.
66
.

04
-.
09
.
37
-.
25
.

39
.
08
.
11
-.

12
-.
10
-.
32
.

82
.
78
.
74
.

27.4 % variance.

InternalAttributions.
17.
12.
9.
8.

Personality
Emotional State
Mental attitude
Own behaviour

23.3 % variance
Behavidural Responsibility
14. Alcoholldrugs
15. Smoking
11. Overwork
18.2 % variance
The first factor showed loadings greater than 0.5 on five items. Items 3 (Germ or virus),
13 (age) and 2 (hereditary factors) best defined this factor. Broadly speakihg the six
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itemsconcerned biological attributions for cause of psychosis (Cronbach's a =0.8).

The second factor showed loadings greater than 0.5 on four items. This factor was
principally defined by items 17 (personality), 12 (emotional state), and 9 (mental
attitude). These four items (Cronbach's cc=0.74) deal with attributions for cause of
psychosisto aspects of the person (internal attributions).

The third factor showed loadings greater than 0.5 on three items (cc=0.67). This factor
This
factor
II
(overwork).
by
items
(alcohol/drugs),
(smoking),
14
15,
defined
was
appearsto deal with attributions of behavioural responsibility. Of the illness perception
for
time-line,
for
behavioural
consequences,
causes,
responsibility
alphas
components,
2)
but
fall
67,
table
fairly
low
(.
65
acceptable
treatment
within
see
control
were
and
-.
limits.

Reliabilityof COPE scales
Examinationof the internal consistency of the COPE scales showed that a total of 8
Thus,
the
(Cronbach's
had
<0.56).
a's
questionableconstructvalidity
copingsubscales
followingcoping scales were excludedfrom subsequent analyses:Acceptance, Active
Venting.
Self-distraction
Support,
Planning,
Instrumental
Humour,
Denial,
and
coping,
Cronbach'salpha and mean scores for the measures used in the study are presented
in table 2.
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Table 2. Mean scores and Cronbach's cc reliabilities for Illness Perception
Questionnaire(IPQ-R),Family Questionnaire, COPE scales and Hospital Anxiety and
DepressionScale (HADS).
Mean

S.D

ILLNESSPERCEPTIONS
Time line
Time line cyclical
Consequences
PersonalControl
EmotionalRepresentations
TreatmentControl
Illnesscoherence
Illness Identity (symptoms)

3.55
3.07
4.60
3.61
3.72
3.28
3.03
14.30

51
.
59
.
32
.
66
.
61
.
45
.
74
.
8.1

65
.
71
.
68
.
86
.
82
.
66
.
89
.
93
.

COPINGSTRATEGIES
Substanceuse
EmotionalSupport
Behaviouraldisengagement
Positive Reframing
Religion/spiritualbeliefs
Self blame

3.02
5.00
3.54
4.26
4.47
4.76

1.31
1.65
1.85
1.82
2.15
2.09

72
.
83
.
89
.
74
.
85
.
95
.

APPRAISALS
PrimaryAppraisals
SecondaryAppraisals

25.54
39.41

9.09
8.35

91
.
88
.

DISTRESS
Anxiety
Depression

11.24
8.50

4.80
4.11

90
.
86
.

GenderDifferences
There were sex differenceson two variables only. Women scored higher than men on
emotionalrepresentations(t=3.45, p=0.001) and on coping through self blame (t=2.90,
P=0.01).
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In orderto identify variables for inclusion into the multiple regression analyses and to
control for the possibility of collinearity among the independent variables, simple
correlationswere computed (table 3). Given the number of correlations undertaken,
p<0.01was used as the significance criterion to control for the possibility of Type I
error.

Relationshipsamong psychosis perceptions
A stronger illness identity (symptoms) was associated with carer's holding stronger
beliefsin chronicityof psychosis (time-line),in the severityof its consequencesfor their
relative, having stronger beliefs in their relative's emotional representations, and
the
Stronger
beliefs
beliefs
in
illness
treatment
about
control
and
coherence.
weaker
in
beliefs
(timeline)
perceived
stronger
were associated with
chronicity of psychosis
severityof consequences,and weaker beliefs in personalcontrol and treatmentcontrol.
Stronger beliefs in a cyclical course of psychosis were associated with stronger
Stronger
beliefs
behavioural
for
of
psychosis.
about
responsibility
causes
attributions
in personalcontrol were associatedwith weaker beliefs in psychosis lasting a long time
and were inversley associatedwith treatment control. Carers who held stronger beliefs
that cause was due to factors associatedwith the person (internal attributions)also had
strongerbeliefs that their relative could control their illness and that medicaltreatments
could help in its management.
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Relationshipsamong coping strategies
Use of emotional support was associated with positive re-framing and use of
religion/spiritualbeliefs as forms of coping, and was inversely related to behavioural
disengagement.The more behavioural disengagement was used as a strategy by
participants, the less positive re-framing was used. Positive re-framing was also
associatedwith greater use of religion/spirituality.

Relationshipsbetween illness perceptions,coping and appraisals
Illnessidentity was associated with greater use of coping through seeking emotional
support, less use of positive re-framing, and with greater threat appraisals. Stronger
emotionalrepresentationswere associatedwith greater use of coping through seeking
emotionalsupport, and less behaviouraldisengagement. Perceptions of more serious
consequenceswere associatedwith stronger threat appraisals. Stronger beliefs about
chronicity of psychosis were associated with less self-reported coping through
religion/spirituality.Stronger beliefs in biological causes of their relative's psychosis
and strongerattributions that the cause of psychosis was due to factors residing within
the patient (internal attributions) were associated with weaker secondary (control)
appraisals.Carers who held strongerperceptions that patients could exercise personal
controlover their condition also held stronger secondary appraisals. Finally, the more
episodescarers had experienced the less confidence they had in their ability to cope
efficaciouslywith the demands of their relative's psychosis (secondary appraisals).
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UnivariateAssociations between Psychological Distress, Illness Perceptions, Coping
and Appraisals.
Becausethe correlation between the anxiety and depression subscales on the HADS
wasvery high (r-- 0.83), it was decided to sum the subscalesfor reasons of parsimony,
I

thus creating a general 'psychological distress' variable. The total HADS score has
been used previously in preference to subscale,scores due to concerns about the
bidimensionalityof the scale (Razavi, Delvaux & Farvacques,1990). Cronbach's alpha
for this 'psychologicaldistress' variable was 0.93. The multiple regression analysis was
therefore conducted using this combined measure of psychological distress as the
dependentvariable.

Multipleregression analyses
To examine the influence of illness perceptions, appraisals and coping on
psychological distress, a series of hierarchical multiple regression analyses were
conducted.Variables which correlated with distress at p<0.01(table 3) were entered
into the model. Age, and patient's age at onset of psychosis were entered on the first
step, retained illness perceptions entered on the second step, primary appraisals on
the third step, retained coping strategies on the fourth step and secondary appraisals
on the fifth step. Table 4 shows the results of this regression analysis.
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Table 4. Remession analysis to determine variance accounted for in self reported
distress by clinical/demographic variables illness Perceptions, coping. and appraisals

'8
1. Demographics
Age
Age at onset
Illness Perceptions
Timeline,
Consequences,
Personalcontrol
TreatmentControl
Illness Identity
3. Primary Appraisals
4. Coping
Self blame
Religion/Spirituality
Positive Reframing
[5-.Secondary Appraisals

21
-.
13
-.
11
.
13
.
28
.
38
-.
14
.
17
.
51
.
22
-.
44
-.
03
-.

Adi

R2

.

18

R2
Chan e
22
.

Sig.
F
Chan 9
5.30 0.009

0.02

37
.
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Usingthe procedure suggested by Baron and Kenny (1986) to establish coping as a
mediator,initial separate regression analysis were undertaken such that firstly, illness
perceptionsmust be shown to affect coping (R2=. 24); secondly, illness perceptions
mustbe shownto affect psychologicaldistress (W =.42); and thirdly, coping must affect
psychologicaldistress (112=.46). Moreover, the effect of illness perceptions alone on
distress must be lower than the effects of illness perceptions when entered together
with coping (Table 4). The results of the initial regressions and the data presented in
table 4 supports coping as a mediator between illness perceptions and distress. Thus
the addition of psychosis representations accounted for an additional 26% of the
variancein distress scores. Primary appraisals accountedfor 6% of the variance when
entered after illness perceptions,while coping strategies accounted for a further 27%
of the variance in distress scores after demographics, illness perceptions and primary
appraisalsare co-variedout. Secondary appraisals failed to accountfor any significant
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additional variance. This finding supports a mediational role for coping strategies
(chieflypositive reframing and self blame), but the role of appraisals in the model is
less distinct. Therefore, this study provides partial support for the self-regulation
approach as a means of conceptualising distress in the relatives of patients with a
diagnosisof schizophrenia.

Discussion
This is the first study to date that has applied the self-regulation model to distress in
carers of people with schizophrenia. The principal aim of the study was to examine
whether coping and appraisals were important in accounting for variance in
psychologicaldistress or whether psychosis perceptions were adequate on their own.
The results demonstrate that aspects of psychosis representations and coping
responsesplay an importantrole in the extent of distress reported by carers of patients
with schizophrenia, while appraisals appear to be much less important in accounting
for variance in distress. When coping was entered after both the illness perception
components and primary appraisals, coping strategies were still accounting for
significant additional variance. This provides some support for the self-regulation
model. However the failure of secondary appraisals to account for any significant
additional variance suggests that, in the current context, the addition of secondary
appraisalsto the self regulation model does not provide any further explanatory value
to that provided by illness perceptions and coping. Examination of the standardized
regression coefficients suggest the importance of two coping strategies as mediators
of distress in the self-regulation model: positive re-framing and self blame.
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Of the illness perception measures, only those subscales dealing with personal and
treatmentcontrol showed significant,8 weights, while the coping subscales of positive
re-framingand self blame were the only significant measures of coping that showed
significant associations with carer distress in the final regression analyses.
Interestingly,carers who held a stronger belief that their relative could exert personal
control over their psychosis tended to report more distress, while stronger beliefs in
treatment control was associated with less self-reported carer distress. From a
methodologicalstandpoint this result supports Moss Morris et al's (2002), decision to
develop the cure and control subscale of the original IPQ and treat them as two
independentmeasures in the IPQ-R. The relationship between beliefs in the patient's
personal control over their condition and raised carer distress may be a function of
views about the patient's role in recovery and expectationsabout the patients conduct
(Lefley, 1997). Previous studies have assigned a clear role for causal attributions in
conceptualisationsof outcome in psychosis (Brewin, 1994; Weisman, Nuechterlein,
Goldstein & Snyder, 2000; Hooley et al, 1987). While the relation between causal
attributions and carer distress were negligible, initial correlations showed a strong
relationship between beliefs about causes being due to factors associated with the
personand carers assigning responsibilityto the patient for them getting better. Indeed,
previous research has demonstrated the importance of responsibility appraisals as a
markerof the relationship between patient and carer (Provencher & Fincharn2000). In
the current context, it may be more likely that proximalresponsibilityattributions (beliefs
that the individual has personal control over the course and outcome of their condition
forgetting
thus
better)
have
impact
distress
responsibility
would
a
greater
on
rather
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than distal attributions of responsibility (beliefs that the condition is due to factors
associatedwith the individual -thus responsibilityfor causes of psychosis). According
to Schlenker and colleagues' triangle model of responsibility, (Schlenker, Britt,
Pennington,Murphy & Doherty, 1994), "People are held responsible to the extent that:
(a) a clear,well defined set of prescriptionsis applicableto an event (prescription-event
link), (b) the actor is perceived to be bound by the prescriptions by virtue of his or her
identity(prescriptionidentity); and (c) the actor is connected to the event by appearing
to have personal control over it (identity-event)" (p.640).

The mediationaleffect of coping demonstrated in this study is in contrast to a number
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found that distress correlated only with illness identity and severity of consequences.
We also found an association with these measures in our initial correlation matrix (see
table3). However,this association failed to hold in the final regression analyses, when
the full modelwas fitted to the data.
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It would appear that while primary appraisals of symptoms were associated with
distress, carer's appraisals that they could control and cope with their relatives
behaviourwas not associated with distress as might be expected. Participants who
reported greater use of coping by positive re-framing reported less distress, while
carerswho coped through blaming themselves, unsurprisingly, demonstrated higher
distress scores.

The strong inverse association between positive re-framing and

distressis an importantfinding that appears to go beyond simple secondary appraisal
of symptomsand perhaps into construing benefits from adversity as a function of the
care-giverrole (Affleck & Tennen, 1996; Veltman, Cameron & Stewart, 2002).

Thereare a numberof potential reasons for the limited contributionmade by appraisals
to the model. Firstly, appraisals in the current study were limited to appraisals of
symptoms,and not with other aspects of the condition. Whilst dealing with symptoms
is a major focus of the care-giving role in psychosis (Smith et al, 1993), other issues
may also be pertinent to distress in relatives, such as appraisals of stigma (Wahl &
Harman, 1989) or of loss and the need to make sense of motivational, interpersonal,
social and medical obstacles (Smith & Birchwood, 1990). Secondly, primary appraisals
had a mean of 14 points less than secondary appraisals, suggesting a dominance of
control appraisals over threat appraisals, with the implication that carers were
appraising their ability to cope with the demands placed upon them by their relatives
symptoms. However, the inverse relationship between the number of episodes
experiencedand secondaryappraisals is difficult to reconcilewith such an explanation.
Thirdly there is the possibility of conceptual overlap between primary and secondary
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appraisalsand distress and coping respectively, although the size of the correlations
(table3) suggests that shared variancewas not greater than about 30%.

Somelimitations of the study are evident. The small sample size of this study meant
that the stability of the three factor solutionfor the Causes subscale of the lPQ-R could
not be assessed. Similarly, the ratio of participants to variables for the regression
analysis, while acceptable, is at the lower bound of that recommended (Tatsuoka,
1969).Secondly, the restriction of the sample to people who were attending relatives
informationand support groups will have implications for the generalisability of results
to the general carer population.

Despitethese caveats,this study has provided some further supportfor the utility of the
self-regulation approach in relatives of patients diagnosed with schizophrenia. The
implications of this study are four fold. Firstly, factors which may protect against
distress in relatives of people diagnosed with schizophrenia, include coping through
positive re-framing of experience and confidence in current or future effectiveness of
treatmentsfor psychosis.Whilst risk factors appear to concern stronger beliefs that the
individualis responsiblefor controllingthe vagaries of their condition and an approach
to coping characterisedby self blame.Secondly,distress seemsto have less to do with
issuesaround how well carers feel able to control and cope with symptomsper se. This
is supportedby the finding that illness identity (perception of symptomsassociatedWith
their relative's diagnosis) failed to reach significance in the final regression analyses.
It would, therefore, appear that wider issues that may be related to issues of stigma or
loss, may be of more importanceto the experience of distress in carers of people with
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In summarythis study has demonstrated that distress in the relatives of patients with
schizophreniais associated with carers holding weaker beliefs in the effectiveness of
medicaltreatment,stronger beliefs that their relative can exert personalcontrol over the
symptomsof their condition, and an approach to coping with their relatives condition
that is characterised by self-blame and less use of positive re-framing. The results
supporta mediational role for coping strategies, but the role of appraisals in the model
was less distinct. Therefore, this study provides partial support for the self-regulation
approach as a means of conceptualising distress in the relatives of patients with a
diagnosisof schizophrenia.
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CHAPTER 4

Research Review
'if That's the Answer, Then What's the Question? ' Some
Personal Reflections on Developing a Research
Protocol from Clinical Practice.

Summary
The purpose of this paper is to provide a methodological overview of a research
project on patients' and relatives' perceptions of schizophrenia and its impact.
More specifically this paper aims to provide a reflective review of the research
process- how the ideas for the research came about and where they arrived at.
It also aims to highlight the choice and use of methods in attempting to answer
the
further
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explicate
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paper will
some of
clinical and epistemological implications of setting up, conducting and
disseminatingthe research. Thus, a core feature of this paper concerns my own
personalreflections of conducting pragmaticclinical research.
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Introduction
This paper broadly concerns methodology and the role that methodology
occupies in relation to the development of a research project on patients with a
diagnosis of schizophrenia and their key relatives. This paper tells the story of
this research and begins with decisions about points of departure, to a means of
travel and 'technologies' for navigating the route. It is concerned with reflections
on conducting pragmatic clinical research. However this paper is also about the
relationshipbetween the often dichotomised clinical and research identities of the
applied psychologistworking in clinical settings and its implication for the process
and outcomes of research.

A Point of Departure
ffWhere do / go from here" asked Alice?
"That depends on where you want to get to",
said the Cat. (Lewis Carroll).
About two years ago, I was a psychologist in clinical training on a core adult
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psychotic episode need not mean that he would continue to have additional
episodes. On the other hand he heard his family, expressing obvious concern
and love for him, stating that he should try to get a less demanding job now, that
perhapshe should stay home more often, and that it was not the best idea to go
back to his workplace where people knew he had 'these problems'. They asked
what if something happened and they couldn't access services immediately to
control his condition, they checked whether his desire to 'get back into life' was
an early sign of an impending episode. They particularly feared the
consequencesfor him should a further episode occur and continued to counsel
him not to tell people that he had been under psychiatric care. Tony's concerns
it
that
by
few
the
one
seemed
and
group
echoed
quite
a
other
members
of
were
the
key
that
from
themes
their
the
around
something
was
stories,
emerged
of
been
had
for
the
between
the
who
person
mismatch
needs of
potential
diagnosedand their key relatives. Some group members discussed that it felt like
they and their family members had experienced and witnessed psychosis so
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I began reflecting on this mismatch between such models of psychosis, the
stigma that attaches itself to a label of schizophrenia, and the possibilities of
conductingsome research in relation to this. If the products of Tony's story were
the answer, then what was the question? I began thinWingabout linking what I
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clinically
appropriate
and
empirical
an
observed

Using Theory to Map the Route
"You cannot weigh an elephant on a pair of kitchen scalesn
(Main, 1987, p.31).
I neededa theory that would allow me to weigh part of the elephant! After much
thoughtand discussion, I eventually arrived at a theory that I felt had potential to
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Self regulation theory is predicated upon peoples' own common-sense beliefs
about a particular illness or disorder. According to this model, people are active
processors of information about disease and illness and build up quite complex
cognitive models or representations of such illnesses or experiences. These
representationsin the form of illness perceptions guide coping and are said to
influence appraisals of 'illness' threat and psychological outcomes. Cognitive
representationsabout a condition are based on generic memorised information
about health and illness, information patients will receive from their doctor, and
lay information from family and friends and from the wider media. The major
attributes of illness representation are oriented around a number of dimensions
of the illness experience: perceptions about potential causes of the condition;
perceived consequences; beliefs about its cure or control; expected duration or
clinical course of the condition; perceptions of 'illness' coherence; emotional
representations; and Illness identity, which concerns the symptoms patients
experienceas part of their condition.

Aspects of the key components of the model were already evident in the family
his
differences
by
own
with
our group member, and showed
narrative reported
forms
of communication,
particular
were
yielding
all
of
model,
which
personal
behaviour and affect within the family. In particular, ideas about illness identity
('this behaviour may be an early symptom or sign of psychosis'), ideas about
that
implication
job
the
demanding
less
to
(the
carries
suggestion get a
cause
to
be
to
('we
factor),
close
is
need
controllability
stress a principal aetiological

123

services, medicines are our main agents of control'), Time line ('it is likely to be
recurrent'), and consequences (stigmatization -

'you should keep your

psychiatrichistory a secret). Thus this model seemed to provide a reasonable fit
to the clinical data - the experiences of the group members.

I also felt that the approach would yield information that might have important
clinical implicationsfor the nature of work with people diagnosed with a psychotic

illness.

Indeed,according to Johnson & Orrell (1995):
"In clinical practice, a better understanding of the lay pattern of
belief about mental illness which may shape a patient's insight, and
of any cultural variations in these belief systems, may lead to a
better therapeuticrelationship with the patient and greater scope for
reaching agreement on a treatment plan and for effective
psychoeducational work with patients and families" (Johnson &
Orrell, 1995 p. 519).
The decision to conduct research in this area was not taken lightly and was taken
with some awareness of the difficulties in conducting research with people
diagnosed with a psychotic illness and their relatives. Much of research has
tended to view clients descriptions of their experiences as unreliable or invalid,
and their lack of insight as absolute and invariable (MacCarthy & Liddle, 1994).
However, other studies have shown that while acutely ill patients have difficulty
reporting on their experiences, patients in remission or with residual symptoms
give accounts which show stability over time and tend to be consistent with
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external observations (Barrowclough, Haddock, Lowens, Connor, Pidiswji &
Tracey, 2001; Cutting & Dunne, 1989; Barker, Lavender & Morant, 2001). 1felt
that this research could provide information that might have some clinical utility in
assessing clients and in considering whether such methods might prove helpful
as a means to evaluate treatment outcomes. I also felt participation might permit
clients and their relatives to recognise and make explicit aspects of their
common-sensemodel and assess its goodness of fit for them.

Maps,,meanings., and making sense
"To untangle a snarl, loosen al/jams or knots....
Keep the snarl open and loose at all times and do not pull
on the end; permit it to unfold itself "
(The Ashley book of Knots)
This paper will use quotes from consenting participants who wrote either in
responseto the requests for participants, or who wrote following their completion
of the questionnaires. The presentation of quotes does not attempt to employ a
formal analytic technique to the choice and presentation of this data, but is used
here simply as a means to illustrate some of the authors reflections on this body
of work and to depict avenues for further research. Such quotes are presented
here only from those participants who gave consent for their words to be used.

I expected there would be some difficulties with people not wishing to participate
(i.e., either the person who has received the diagnosis or their relative), however
there was the additional consideration of the intimate dyadic relationship between
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participants,which was a significant barrier to recruitment. Some people felt that
agreeing to participate - agreeing to tell me their beliefs about their relative's
experiences- was akin to a sense of unfaithfulnessor betrayal.

"I had another look at the inforn7ation you were kind enough to
give me again. I know I said to you that I would help with your
studies and I do feel really bad about this but I think if I answered
these questions I'd be betraying him. I mean I know he would not
think this, but Ijust do not want to be unfair to him" (Margaret)

Moreover, some people felt that they had moved on, and research of this type
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Other people found that participating gave an opportunity to consider their own
be
it
in
valued
the
to
may
in
which
manner
psychosis and
expertise relation
somewhatless than it could be.
,ffDespitemy wanting to be involved with her care, I still fee/ shut
her
the
if
I
interfering
of
ignored
cause
was
parent as
and an
out,
into
to
lot
to
feel
I
have
I
context without
put
offer,
a
problems.
distortion or exaggeration. Much family background has not been
taken into account and no one takes any time talking to her, gaining
her
to
happened
has
therefore
her trust and confidence,
what
(Carol)
"
her
inside
deep
secret.
remains
-a

126

In addition, some participants wrote offering insights into their implicit model of
their relative's psychosis or the difficulties they were having in arriving at a
personalmodel that showed coherence for them.

"We have been given the help of a psychiatrist and now a CPN
which we all like. But we as relatives fee/ confused now as to which
is her illness and which is normal behaviour! " (John)

Other people had hopes for the future that was fraught with challenges of
negotiatingbetween dependence and independence.
"I only hope that Bob who will be 45 at the beginning of April can
cope on his own and be continued to be monitored because he is
man enough not to have me breathing over his shoulder aff the time
he
doesn't
ir.
(Frances)
and
want
-

In addition to patients' and relatives' experiences in the 'here and nom(,
participantsalso offered supplemental information suggesting that the 'maps' that
people use as a context for meaning can often go back generations. This
supports previous research which shows that severe mental illness in families
can be rememberedfor up to 5 generations (Sartorius, 2000). Many participants
mentionedideas about causation often stretching back two or more generations.

"The psychosis has come down through the male genes on my iate
husbandsfathers side of the family. My daughter has no problems.
I have three sisters with family and there are ggo psychotic
problems." (Janet)
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"Had [grandmother] been honest about her mental problems at the
time of her marriage, my life wouldn't have been the living hell that
it is now." (Petra)
"I remember my grandad at night smoking out of the top window of
the house [believing] that someone was going to come and take
him away. Obviously this is a story that has been told to me by
someone because I would not have been born. Its like I have a real
memory of him in his room like that and when I see Jason just lying
around in his room, its like there is some weakness that we always
have had and I am afraid we always will have. We need a cure from
this -I would not like to think that in a hundred years someone will
be telling a story about him... " (Mariette)

Other participantsgave unique insights about how they navigated the everyday
potentialfor stigma inherent in a psychiatric diagnosis.

"I never call it schizophrenia or psychosis. / cag it depression. ff I
teff another person about what has happened to me, I caff it
depression. It's easier like this for everyone." (Kath).
"I now fee/ that i have enough of my identity back not to have to use
this psychotic episode as a label, but i also long to be fully
integrated into society again and avoid pointing out what could be a
hurdle
for another to
understandIdeal with, before
accepting1trustingme."(Elaine)

The words of participants and of those who declined to be interviewed further,
demonstrated a number of features, which supported the validity of the
methodology chosen and of the attempt to elucidate a personal or implicit model
of participants' illness or experiences. However, these narratives also
demonstrated a particularly important theme that I had not explicitly included in
the research protocol but which permeates every aspect of it - disclosure. In its
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relationto stigma, disclosure would be expected to play a crucial role and there is
little in the literature that examines the process of disclosure in people with a
diagnosis of schizophrenia and their family. This would be a fruitful avenue for
future research. The methodology for these kinds of studies would have to
recognise that the relationship between the researcher and researched will be
likely to have an important bearing on the nature of the results: it would demand
a different approach to research that makes such subjectivifies explicit. While
viewsabout such research are changing, it is probably fair to say that there is still
something of a reluctance to accord research of this type the same weight as
morequantitative, objective research.

How you travel is more important than when or where you arrive.
"A monk told Joshu: "I havejust entered the monastery. Please teach me."
Joshu asked: "Haveyou eaten your rice porridge?o
The monk replied.,"I have eaten"
Joshu said: "Thenyou had better wash your bowl"
(Capra, 1975, p. 126)
In applied psychology there is still an ideal about conducting research. This ideal
is to do with being disinterested and value free. It concerns the notion that
researchers occupy a somewhat 'higher plane' focused onto their hypotheses,
methodology, and objectivity and are thus not concerned with the everyday
'messiness'of their research participants lives. If one subscribes to this approach
there is a dialectical tension here for the clinical researcher. The need to
accuratelyrepresent participants' views without distortion, while also recognizing
that as the interviewer I am a part of this research process and by virtue of this
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am likely to have an effect on the responses given by participants. There will be
demand characteristics at work, and responses on questionnaires have no
hold
beliefs
They
truth.
people
are
metarepresentations
absolute monopoly on
about beliefs that they hold. According to Woodward (2000), we all live in storied
worlds and the stories we tell about ourselves and others are dependent upon
the
telling
to
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story.
are
whom
story
as
we
of
well
representations
our meta
This is at variance with the idea of the researcher seeking only answers to
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form
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some
permits
participants
research
everyday world of
this
importance
the
context
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and
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is
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is
but
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in.
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also a
that
a
privilege
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to
because
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It
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aspect
access
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a privilege
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It
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beyond
the
a
to
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go
and permits us
to
increased
have
because
accountability
ethical
an
we now
responsibility
in
but
their
in
both
terms
also
views,
of accurately representing
participants,
deliver
this
to
they
by
frame
choose
might
which
or context
allowing people a
information and receive something back. In this sense we become an integral
have
the
that
(aspects
of
ourselves
the
research process, our standpoints
part of
for
biases
transparent,
reasons
for
our
proclivity) are made explicit, our
potential
conductingthis particular research, unambiguous.

in
for
different
a research
have
participating
In a similar way, people
reasons
very
it
is
because
it
to
take
find
a
Some
part
easier
will
people
programme.
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confirmation of something that has been given an importance and a power that
has allowed them to construe 'benefits out of adversity' (Affleck & Tennen, 1996).
There is growing recognition that for some people the 'personal is the political'
and this confirmation may aid in the empowerment of the individual (Corrigan &
Watson, 2002). For others, the personal is pejorative and is a perceived as a
significant source of stigma and distress. These participants clearly have a
different reason for participating, which may have to do with attempts to arrive at
a context for meaning in relation to their story, or it may be to do with addressing
psychological needs, and the perception that the researcher functions as a
gatekeeper to addressing such needs. These factors are likely to have had an
influence on the data and yet I have no way of integrating or addressing this
other than to reflect upon it in the current paper.

For me this whole research process is not about an end product that might be
acceptablefor a peer reviewed journal (although that would be a nice adjunct). I
think it is much more about learning about doing clinically relevant research,
learning from the challenges that will be presented such as trying to help
uninterestedstaff or potential participants become interested in these questions,
is
It
flexibly
thinking
to
about
such
challenges.
possible
and
about
solutions
developing an idea, and refining this idea in the light of challenges that test its
internal validity (such as perhaps new information coming to light which will
change the aspects of the research focus) or that tests its external validity (does
it have a practical clinical application).
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Walking with both feet is better than hopping on one
(or the importanceof embracing clinical and research positions)
'For I week only, Todd Williams,banging nails into the floor with his head".
(sign outside a theatre in Vancouver)
It is easy for research and clinical practice to become divorced from each other.
My personal experience of conducting research and indeed of training is that
there is something of a false dichotomy at work in clinical psychology. Yet the
Marzillier
According
to
for
the
research
and
clinical
same.
are
work
core skills
(1998),
"the most important part of any training programme....r1s] the
capacity to think critically and psychologically about one's own and
other peoples'work"(pl2).
By this statement I think Marzillier is not talking simply about reflecting and being
in
implicit
this statement).
importance
is
(although
the
this
certainly
of
reflexive
He is talking more about the marriage of technology and knowledge - the ability
to understand and use the knowledge available in the psychological world to
individuals,
organisations and systems.
and
psychologically
with
effectively
work

For me the ideal would involve not necessarily hopping from clinical to research
to clinical in a pragmatic manner, such that clinical work allows access to
fed
be
then
through
be
that
can
which
and
research
addressed
can
questions
back into clinical practice. It is more about accessing both limbs simultaneously.
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It is about a higher level skill. David Smail writing about the distinguishing
features of clinical psychology states:

"No-one else but us uses a relevant, critical empirical knowledge
base to try to make sense of our clients distress, formulate its
causes, measure attempts at change, calculate the possibilities of
prevention as well as 'cureand provide explanations when neither
proves possible" (Smail, 1998; p.22).

Becoming involved in this research has demonstrated to me the concordance
rather than the discordance between the clinical and research worlds. It is about
thinking psychologically, accepting that we as individuals are intuitive scientists,
drawing upon our implicit theories to provide a context for meaning in relation to
our concerns, formulating hypotheses on the basis of data and testing them,
keeping or discarding elements of our theories or implicit models in the light of
new information, and recognising our own place and our own interpretative
biaseswithin this.
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A kind of arrival
'To a man with a hammer, an awful lot of things look like a nail"
(Anon)
I am convinced that entering into this research armed with theory biased my
research in particular directions. It is likely to have biased it not only in
interpretationof results - what information is put out into the public domain; but
at an earlier stage it will have been biased in relation to the nature of information
that was permitted in to the research design. It may be a tautology but in
quantitative research one can only get answers to the questions that are asked.
Linking one's clinical data to an empirical base is an example of data-driven
fit
helped
to
frame
to the research design. The
a
more
and
contextual
research
from
the qualitative forum that is clinical work. Theory
generated
were
questions
interpretation
in
line
the
questions
and
permitted
an
with this theory.
anchored
The questions that I asked in response to the answers that came from that initial
limited
in
two
the
their
ago,
were
scope
years
and
methodology that
over
group
they informed could only provide a limited but a not altogether limiting picture.
Nonetheless, they invited me to reflect upon the role of research in clinical
in
the
on
my
participants,
and
my
role
effects
as
a
psychologist
psychology,
has
This
further
to
training.
reflective
allowed
review
me
access
a
clinical
'what
is
information
for,
this
does
it
for
who
serve,
and
research
of
question
what purpose?
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I am pretty sure that the academic and clinical worlds will not be tremendously
stirred by my efforts. I doubt if anything terribly substantivewill immediately come
from this research that will serve to alleviate the distress of patients or that of
their relatives. I would hope that participation in the research gave participants
the space or permission to reflect on the continued authorship of their lives, as
indeed I will continue to do.

Interestingly, I do not feel disheartened about

continuing with clinically relevant research. I may just get better at asking better
questions and hopefully I will recognise where they came from and where they
might lead. In this paper, I have reflected upon issues that I am sure are not
novel, but they remain so for me. Once I started thinking about the purpose of
this research, I found that others have struggled with these ideas before me and
indeed have struggled far more eloquently.

,

"So we see that [scientists] approached nature with intellectual
led
in
beliefs
inherent
these
which
passions,
passions and with
them to their triumphs and misguided them to their errors. These
passions and beliefs were theirs, personally, even though they held
them in the conviction that they were valid, universally. I believe
that they were competent to follow these impulses, even though
they risked being misled by them. And again, what I accept of their
beliefs
by
today,
I
and
passions
accept personally, guided
work
similar to theirs, holding in my turn that my impulses are valid,
they
that
I
the
though
may
possibility
must
admit
even
universally,
be mistaken" (Polanyi, 1958; p. 279),
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Appendix IV
PATIENT CONSENT FORM
Title of Project: Patientsand Relatives' Views about the Experienceof Psychosis
Name of Researcher: Dr. Donal Fortune
Pleaseinitial box
I confirm that I haveread and understandthe information sheetdated 24h August
2001 (version 4) for the above study and have had the
opportunity to ask questions
1understandthat my participation is voluntary and I am free
to withdraw at any time, without giving any reason,without
my medical care or legal rights being affected
3.1

give permissionfor the researcherto inform my GP that I have
agreedto participate in this study
1 give permissionfor the researcherto contactmy nominated relative
for the purposesof this study
1 agreeto take part in the above study

II
II
II
II

Name of Patient

Date

Signature

Name of persontaking consent
(if different from researcher)

Date

Signature

Researcher

Date

Signature

Consentform version4; 2e August2001
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Appendix V
CARER CONSENT FORM
Title of Project: Patientsand Relatives' Views about the Experienceof Psychosis
Name of Researcher: Dr. Donal Fortune
Please initial box
I confirm that I have read and understandthe information sheetdated
24'hAugust 2001 (version 4) for the abovestudy and have had the
opportunity to ask questions
2.1

3.1

understandthat my participation is voluntary and I am free
to withdraw at any time, without giving any reason,without
my legal rights being affected
agreeto take part in the above study

Name of Participant

Date

Signature

Name of persontaking consent
(if different from researcher)

Date

Signature

Researcher

Date

Signature

Consentform version 4; 24h August 2001
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Appendix VI
An InformafionSheetfof StudyPafficipants

Patientsand Relafives
ViewsAboutthe Expefience
of Psychosis
You are being invited to take part in a researchproject. Here is some information to help
following
decide
Please
the
to
take
to
take
time
you
whether or not
part.
read
information carefully and discussit with friends, relatives and your GP if you wish. Ask
if
is
information.
Take
do
if
like
there
anything you
not understandor you would
more
us
time to decide whether or not you wish to take part. Thank you for reading this
information sheet.
What is the studv about?
People who have received a diagnosis of psychosis are likely to hold a wide range of
beliefs about their experiences. For example, some people may hold the view that their
experiencesare due to an illness (which may have been diagnosed as schizophrenia)
while other people may hold other views about their experiences. In a similar way,
family memberswould also be likely to have views about the person's experiences. For
some people these views may be quite similar to the person who has received the
diagnosis,while for others they may be less similar. We are interested in finding out the
impact
in
family
the
and
a
ways which you and member of your
view your experiences
they have on your lives. Information obtained during the course of the study may help
us to understandbetter the variety of experiencesof psychosis.
If I would like to help what will I have to do?

If you would like to takepart all you would haveto do would be for you andyour relative
to completesomequestionnaires
on a single occasion.The questionnairesshouldtake
about20 minutesto half and hour to complete. Your relativecan be a parent,brother,
sister,spouse,and so on, - that will be your choice - but someonewho hasa lot of
contactwith you would probablybebest.
If you wanted to take part, we would then need your permission to contact your relative

and seeif they would be willing to take part as well. We would choosea venuethat
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be
least
inconvenience
local
NHS centre of
have
If
to
to
travel
to
of
a
would
you.
you
your choice, Newtown Hospital for example, travelling expenseswill be reimbursed at
the public transport rate. You and your relative would meet with one of the researchteam
do
have
before
have
to
to
and
an opportunity
ask any questions you may
you agree
anything. If you felt you wished to participate, we would then ask you and your relative
to sign a consent form. By this you and your relative give your consentto participate in
the study. Accessmay also be madeto your medical records.
All information will be kept strictly confidential. Any information about you will be
have
be,
it.
from
Although
that
given your
may
so
cannot
you
anonymised
you
recognised
signed consent, you will of course be able to withdraw from the study at any time and
without giving a reason.
If I do not want to take part what will happen then?
If you prefer not to take part, then you do not have to. The people involved in your care
in
if
do
be
decide
decide
Whatever
to
to
take
will not any
will not upset you
not
you
part.
doctors
from
the
treatment
or any other
your
way affect
or standardof care you receive

healthcareprofessional.
Thank you for taking the time to read this information leaflet.
Independent Advice for Particivants of Research Studies in Worcestershire
If you would like independentadvice about taking part in the study, you can contact the
Community Health Council at:
e Burnage Lodge, 184 Franche Road, Kidderminster, DYI I IDA - telephone 01562
69243; or
Red House, Church GreenWest, Redditch, B97 4PG- telephone:0152761375; or
SevernHouse, 10 The Moors, Worcester, WRI 3EE -telephone: 0190522715.
InfonnationSheetVersion4; 2P August2001
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Appendix IX

Questionnaire
Carer's

Your Views About Your
Relative's Experiences

Name
Date of Birth
Relationship to patient
(i. e., father, mother, brother, sister,etc)
Age of relative
Number of Relapses
Age of relative when first diagnosed
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Family Questionnaire
We areinterestedin findingout what problems,if any,you experiencewith your relativeat home.
We would alsolike to find out how muchstresstheseproblemscauseyou andhow well you feel
in
helping
difficulties.
hope
information
be
We
the
this
to
relativesto
able copewith
of use
will
overcomesuchproblems.
Pleaseread eachstatementbelow which describesa behaviourwhich may haveoccurredwith
first
(How
it
has
in
If
'1'
the
the
often) to
column
your relative.
not occurredsimply circle
indicatethat this behaviournever happens. There is no needto mark the other two columns
(Botheror control)in this case.
Howeverif the behaviourdoesoccur,pleaseindicatehow often it doesso by circling one of the
numbers. For exampleif your relative 'becomesirritable and easily upset' severaltimes each
week,then circle the W to show that this happensfrequently. In much the sameway, please
indicatein the nexttwo columnshow muchthis behaviourbothersyou, andhow well or badlyyou
feel ableto copewith it at home.

How often does this
happen?

I=
2=
3=
4=
5=

How well do you feel able to Control
and Cove with this behaviour?

How much does this Bother you?

Never
Rarely
Sometimes
Frequently
Always

I=
2=
3=
4=
5=

I=
2=
3=
4=
5=

Never
Rarely
Sometimes
Frequently
Always

Never
Rarely
Sometimes
Frequently
Always

Bother

Control

1. Becomesrestless(e.g., pacing about, not sitting through meals) 12345

12345

12345

2. Complains of headachesor other pains

12345

12345

12345

3. Is unpredictable or impulsive

12345

12345

12345

4. Hits or hurts people

12345

12345

12345

5. Gets noisy or shoutsa lot

12345

12345

12345

6. Is unusually fussy or finicky about things

12345

12345

12345

7. Getsbored very easily

12345

12345

12345

8. Getsjealous of other fan-dlymembersor friends

12345

12345

12345

9. Lacks interest in focnds and relatives

12345

12345

12345

10. Is odd in appearance,manncror movement

12345

12345

12345

11. Avoids meeting people

12345

12345

12345

How often
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How often does this
happen?

I=
2=
3=
4=
5=

How much does this Bother you?

Never
Rarely
Sometimes
Frequently
Always

I=
2=
3=
4=
5=

How well do you feel able to Control
and Cope with this behaviour?

Never
Rarely
Sometimes
Frequently
Always

I=
2=
3=
4=
5=

Never
Rarely
Sometimes
Frequently
Always

How often

Bother

Control

12.Gets destructiveor knocks things about in the house

12345

12345

12345

13.Talks to himself(herselfor imaginary companions

12345

12345

12345

14.Wakcstgctsup unusually early in the morning

12345

12345

12345

15. Gnunbles a lot

12345

12345

12345

16. Sits or lies around not doing much

12345

12345

12345

17.Thinks people are againsthim/her

12345

12345

12345

18.Lacks concentrationor attention

12345

12345

12345

19. Slow at doing things

12345

12345

12345

20. Staysout very late at night

12345

12345

12345

2 1. Becomesirritable and easily upset

12345

12345

12 34ý

22. Is uncleanor untidy

12345

12345

12345

23. Spendslong pcriods alone

12345

12345

12345

24. Has marked difficulties with memory such as not being able to
find his/her way home, difficulty rememberingpeople's houses
12345

12345

12345

25. Expressesodd ideas

12345

12345

12345

26. Has unusual fears

12345

12345

12345

27. Is unusually cheerful or excited

12345

12345

12345

28. Talks or laughsto himself/herself

12345

12345

12345

29. Saysnothing when spokento

12345

12345

12345

30. Fritters away money

12345

12345

12345

3 1. Abusesdrugs

12345

12345

12345

32. Drinks excessively

12345

12345

12345
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How often does this
happen?

I=
2=
3=
4=
5=

How well do you feel ahle to Control
and Coo with this hehaviour?

How much does this Bother you?

Never
Rarely
Sometimes
Frequently
Always

I=
2=
3=
4=
5=

Never
Rarely
Sometimes
Frequently
Always

1=
2=
3=
4=
5=

Never
Rarely
Sometimes
Frequently
Always

How oj?en

Bother

Control

33. Has difficulty in getting to sleep

12345

12345

12345

34. Has unusualhabits or routines

12345

12345

12345

35. Has poor appetiteldocsnot want to eat

12345

12345

12345

36. Has routines of doing things only in a certain way

12345

12345

12345

37. Keepsto himsc1VhcrscIfa lot

12345

12345

12345

'Accuses
38.
or threatenspeople

12345

12345

12345

39. Has periods of panic or anxiety

12345

12345

12345

40. Acts in a bizarre way

12345

12345

12345

4 1.Has rows or quarrels

12345

12345

12345

42. Worries a lot about things

12345

12345

12345

43. Swearsor is rude to people

12345

12345

12345

44. Gets miserableor depressed

12345

12345

12345

45. PaysInSufficicnt towards keep

12345

12345

12345

46. Talks nonsensewhen spokento

12345

12345

12345

47. Mixes with undesirablecompany

12345

12345

12345

-. 12345

12345

12345

48. Refusesto take medication (tablets or injections)
49. Any other problems not listed above?
(pleasespecify below)
_
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IPQ-R
Your viewsabout your relative's experiences

We are interested in your own personal views of how you see your relative's
experiences/condition. Please indicate how much you agree or disagree with the
following statementsby ticking the appropriatebox for each statement.
Strongly Agree Neither
Agree
Agree nor
Disagree

Disagree Strongly
Disagree

It will last a short time
_1.
2. It is likely to be permanentrather than
temporary
3. It will last for a long time
4. It will passquickly
5.1 expect my relative to havethese
experience for the rest of his/her life
6. My relative's experiencesare a serious
matter-,
7. It hashad major consequenceson his/her
life
8.,It has not had much effect on his/her life
9. It strongly affects the way others see
him/her
10.It has seriousfinancial consequences
11.It causesdifficulties for those who are
him/her
to
close
12.There is a lot which my relative can do
to control it
13.What my relative doescan determine
whether it gets better or worse
14.The courseof my relative's
condition/experiencesdependson him/her
15.Nothing my relative doeswill affect it
16.My relative has the power to influence
it
17.My relative's actions will have no
effect on the outcome of it
18. It will improve in time
19. There is very little that canbe done to
improve it
20. My relative's treatmentswill be
in
effective curing it
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Strongly
Agree

Agree Neither
Agree nor
Disagree

Disagree Strongly
Disagree

21. The negative effects of it canbe
by
his/her
(avoided)
treatment
prevented
22. My relative's treatment can control it
23. There is nothing which can help my
relative's condition
24. The symptomsof my relative's
him/her
to
condition are puzzling
25: My relative's experiences/conditionare
a mystery to him/her
26. My relative doesn't understandhisther
experiences/condition
27. It doesn't make any senseto himther
28. My relative has a clear picture or
it.
of
understanding
29. It changesa great deal from day to day
30. It comesand goes in cycles
31.,It is very unpredictable
32. My relative goes through cycles in
which it gets better and worse
33. My relative gets depressedwhen he/she
thinks about it
34. When my relative thinks about it he/she
gets upset
35. It makesbim/her feel angry
36. It does not worry him/her
37. It makes my relative feet anxious
38. It makeshim/her feel aflraid
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CAUSES OF THESE EXPERIENCES
We are interested in what 12u consider may have been the cause of your relative's
experiences/condition. As people are very different there is no correct answer for this question.
We are most interestedin vour own views about the factors that causedit rather than what others
including doctors or family members may have suggestedto you. Below is a list of possible
causes.Pleaseindicate how much you agree or disagreethat they were causesfor you by ticking
the appropriatebox.
Strongly Agree Neither
Agree
Agree nor
Disagree

Disagree Strongly
Disagree

1. Stressor worry
2. Hereditary - it runs in the family
3. A genn or virus
4. Diet or eatinghabits
5. Chanceor bad luck
6. Poor medical care in the past
7. Pollution in the environment
8. It,is largely due to his/her own
behaviour
9. My relative's mental attitude, (e.g.,
thinking about life negatively)
10. Family problems or worries caused
it
11. Overwork
12.My relative's emotional state (e.g.,
feeling down, lonely, anxious)
13. Ageing
14. Alcohol or other drugs
15. Smoking
16. Accident or injury
17.My relative's personality
18. Altered immunity

In the tablebelowpleaselist in rank orderthe threemostimportantfactorsthatyou now believe
You mayuseanyof the itemsfrom the box above,
causedyour relative'sexperiences/condition.
or you mayhaveadditionalideasof your own.
The most important causesfor me are: 1.
-ý
2.

3.
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Theseitems below say somethingabout a particular way of coping. Obviously, different people
deal with things in different ways. I would like to know to what extent you've beenusing eachof
the different ways of coping below. How much or how frequently. Use the responsechoice boxes
from 'not at all' to 'a lot' for each item. Tick whichever of the responsechoice boxes for each
item that coffest)ondto the thinas YOU do
A Lot
A
Not At A
All
Little Medium
Bit
Amount
I

2
3
4

5
6

7
8
9
10

I've beenturningto work or otheractivitiesto take
my mind off things.
I've beenconcentrating
my effortson doingsomethingabout
the situationI'm in,
I've beensayingto myself"this isn't real"
I've beenusingalcoholor otherdrugsto makemyself
feel better
I've beengettingemotionalsupportfrom others
I've beengiving up trying to dealwith it.I've beentakingactionto try andmakethe situationbetter
I've beenrefusingto believethat it hashappened
I've been saying things to let my unpleasant feelings escape

I've beengettinghelp andadvicefrom otherpeople
II I've beenusingalcoholor otherdrugsto helpmegetthrough
it.
12 I've beentrying to seeit in a differentlight, to makeit seem
13
14
15
16
17
18
19

20
21
22

more positive
I've been criticizing myself
I've been trying to come up with a strategy about what to do
I've been getting comfort and understanding from someone
I've been giving up the attempt to cope
I've been looking for something good in what is happening.
I've been making jokes about it.
I've been doing something to think about it less, such as
going to the movies, watching TV, reading, daydreaming,
sleeping or shopping
I've been accepting the reality of the fact that it has happened.
I've been expressing my negative feelings
I've been trying to find comfort in my religion or spiritual
beliefs.

I've been trying to get advice or help from other people about
I what to do.
j 24 I've becn Icaming to live
with it.
25 I've been thinking hard about what steps to take.
26 I've been blaming myself for things that have happened.
27 I've been praying or meditating
23

been making fun of the situation.
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Hospital Anxiety and Depression Scale

This questionnaireis designedto seehow you feel at present.Readeach item and underline the reply which comes
closestto how you have been feeling in the pastweek.
1.1 feel ten.se or wound up:
Most of the time

A lot of the time

From time to time, occasionally
Not at all

8.1 feel a%if I am slowed down:
Nearly all the time
Very often
Sometimes
Not at all

2.1 still enjoy the things I used to:
Definitely as much
Not quite so much
Only a little
Hardly at all

9.1 get a sort of frightened feeling
like 'butterflies' in the stomach:
Not at all
Occasionally
Quite often
Very often

3.1 get a sort of frightened feeling as if
something awful is about to happen:
Very dcflnitely and quite badly
Yes, but not too badly
A little, but it doesn't worry me
Not at all

10.1 have lost intereft in my appearance:
Definitely
I don't take as much care as I should
I may not take quite as much care
I take just as much care as ever

4.1 can laugh and we the funny side of things:
As much as I always could
Not quite so much now
Definitely not so much now
Not at all

11.1 feel restlesssmif I haveto
be on the move:
Very muchindeed
Quitca lot
Not very much
Not at all

5. Worrying thoughts go through my mind:
A great deal of the time
A lot of the time
From time to time but not too often
Only occasionally
6.1 feel cheerful:
Not at all
Not often
Sometimes
Most of the time
7.1 can sit at case and feel relaxed:
Definitely
Usually
Not often
Not at all

12.1 look forward with enjoyment to thingq:
As much as I ever did
Rather less than I usedto
Definitely less than I usedto
Hardly at all
13.1 get qudden feelingq of panic
Very often indeed
Quite often
Not very often
Not at aU
14.1 can cnjoy a good book or radio or TV:
Often
Sometimes
Not often
Very seldom
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Appendix X
Questionnaire
Patients

Your Views About Your Experiences

Name
Date of Birth
Age when first diagnosed
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Your views about your experiences
Listed below are a number of statementsthat you may or may not have experiencedsince your
diagnosis. Please indicate by circling Yes or No, whether you have experienced any of these
statements,and whether you believe that theseexperiencesare relatedto your illness.
I have experienced this
since my diagnosis

This is related
to my diagnosis

My expressionremainsthe same
whetherI feel happy or sad

Yes

No

Ycs

No

I lack expressivegestures

Yes

No

Yes

No

My speechis flatter

Yes

No

Ycs

No

I lack spontaneousmovements

Yes

No

YCS

No

My mood is lower

Yes

No

Ycs

No

I have trouble making eye contact
with people

Yes

No

Yes

No

I don't say much now

Yes

No

Ycs

No

I don't pay much attention to
what's happeningaround me

Yes

No

Yes

No

My responsesare slower

Yes

No

Yes

No

My thoughts get jumbled up

Yes

No

Yes

No

My thoughts don't stay on one subject

Yes

No

Ycs

No

Peopledon't understandwhat
I'm trying to say

Yes

No,

YcS

No

SometimesI think I'm someoneelse

Yes

No

Ycs

No

Others are able to control my emotions Yes

No

Yes

No

I have difficulties in relationships
with my Criends

Yes

No

Yes

No

I have difficulties in feeling intimacy
and closeness

Yes

No

Ycs

No

I take less interestin leisure activities

Yes

No

Ycs

No

I take less interestin sex

Yes

No

Yes

No

T'houghts,arc placedin my mind
by others

Yes

No

YcS

No
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I have experienced this
since iny diagnosis

This is related
to my diagnosis

Mythoughts
aretransmitted
so
knowthem
others

Yes

No

Yes

No

Mythoughts
taken
aresuddenly
outof myn-dnd

Yes

No

Yes

No

Others
controlmybehaviour

Yes

No

Yes

No

Others
canreadmymind

Yes

No

Yes

No

I sometimessee,feel or hear things
that otherscannot

Yes

No

Yes

No

I hearvoices commenting on
my behaviour

Yes

No

Yes

No

I hearvoices talking together

Yes

No

Yes

No

I feel lacking in energy

Yes

No

Yes

No

Any other experiences (please write them below)
I have experienced this
since my diagnosis

This is related
to my diagnosis

Yes

No

Yes

No

Yes

No

Yes

No

Yes

No

Yes

No

Yes

No

Yes

No

Yes

No

Yes'

No
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IPQ-R
Please
Weareinterestedin your own personalviews of how you seeyour expenences/condition.
by
indicatehow muchyou agreeor disagreewith the following statements
aboutyour expenences
tickingthe appropriatebox for eachstatement.
Strongly Agree
Agree

Neither
Agree nor
Disagree

Disagree Strongly
Disagree

I. It will last a short time
2. It is likely to be permanentrather
thantempora!X
3. It will last for a long time
4. It will passquickly
5.1 expectto havetheseexperiences
for the rest of my life
6. It is a seriousmatter
7. It hashad major consequenceson
my life
8. It hasnot had much effect on my life
9. It strongly affects the way others see
,
me
10. It has seriousfinancial
consequences
11. It causesdifficulties for those who
are closeto me
12.There is a lot which I can do to
it
control
13. What I do can determinewhether it
better
or worse
gets
14. The courseof my
depends
on me
condition/cxpericnccs
15. Nothing I do will affect it
16.1 havethe power to influence it
17. My actions will have no effect on
the outcomeof it
18. It will improve in time
19. There is very little that can be done
to improve it
20. My treatmentswill be effective in
curing my condition/experiences
2 1. The negativeeffects of it can be
prevented(avoided) by my treatment
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Strongly Agree
Agree

Neither
Agree nor
Disagree

Disagree Strongly
Disagree

22. My treatment can control it
23. There is nothing which can help it
24. Theseexperiencesare puzzling to
me
25. It is a mystery to me
26.1 don't understandmy
experiences/condition
27. It doesn't make any senseto me
28.1 have a clear picture or
understandingof it
29. it can changea great deal from day
to day
30. It comesand goes in cycles
31. It is very unpredictable
32.1 go through cycles in which it gets
betterand worse
33.1 get depressedwhen I think about
it
34. When I think about it I get upset
35. It makesme feel angry
36. It doesnot worry me
37. Having these experiencesmakes
me feel anxious
38. It makesme feel afraid
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I
A

CAUSES OF MY EXPERIENCES / CONDITION
We are interested in what vou consider may have been the cause of your
conditionlexperiences. As people are very different there is no correct answer for this
question. We are most interestedin your own views about the factors that causedyour
experiences/conditionrather than what others including doctors or family members may
have suggestedto you. Below is a list of possible causes. Pleaseindicate how much you
agreeor disagreethat they were causesfor you by ticking the appropriatebox.
Strongly
Agree

Agree Neither
Agree nor
Disagree

Disagree Strongly
Disagree

1. Stressor worry
2. Hereditary - it runs in the family
3. A germ or virus
4. Diet or eating habits
5. Chanceor bad luck
6. Poor medical care in the past
7. Pollution in the environment
8'.It is largely due to my own
behaviour
9. My mental attitude, (e.g., thinking
about life negatively)
10. Family problems or worries
causedmy illness
11. Overwork
12. My emotional state (e.g., feeling
downjonely, anxious)
Ageing
_13.
14. Alcohol or other drugs
15. Smoking
. 16. Accident injury
or
17. My personality
18. Altered immunity

In the tablebelow pleaselist in rankorderthethreemostimportantfactorsthaty&u now
believecausedyour condition/experiences.
You mayuseanyof the itemsfrom the box
above,or you mayhaveadditionalideasof your own.
The most important causesfor me are:

1.
2.
3.
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Pleaserate how strongly you agreeor disagee with each of the following statementsby circling a number
between I and 6 for eachstatement.
Strongly
Strongly
Disagree
Agree
1. Most people would willingly accept a person who has been
123456
diagnosed with psychosis as a close ýiend.
2.

3.

4.

5.

6.

7.

Most people believe that a pcrson with psychosis is just as
intelligent as anyone else.

123456

Most people believe that a person with psychosis is just as
trustworthy as anyone else.

123456

Most people would accept a fully recovered person with
in
teacher
a school.
psychosis as a

123456

Most people believe that being diagnosed with psychosis is a
sign of personal weakness.

123456

Most people would not hire a former patient to take care of
their children, even if he or she had been well for some time

123456

Most people think less of a person who has been an inpatient
in a psychiatric ward

123456

8. Most employers will hire a former patient if he or she is
qualified for the job.
Most employers will pass over the application of a person
who has been treated for psychosis in favour of another applicant.
10. Most people in my community would treat a person who has
been treated for psychosis just as they would treat anyone.

123456

9.

123456
123456

11. Most young women would be reluctant to date a man who has
been treated for psychosis.
12. Once they know a person was diagnosed with schizophrenia,
less
his
her
take
seriously.
or
opinions
most people will

1

123456
123456

13. In order to get a job, a person who has been treated for
her
history
his
have
hide
to
of this.
or
psychosis will

123456

14. There is no reason for a person to hide the fact that he or
she was treated for psychosis at one time.

123456

15. If you have a serious mental illness, the best thing to do is
to keep it a secret.

123456
11
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Strongly
Agree
116.If I had a close relative who had been treated for psychosis,
II
it.
him
her
tell
to
anyone
about
or
not
would advise
1117.1
rarely feel the needto hide the fact that I have beenin
Iý psychiatrictreatment.
..'18. I've found that it's best
, to help the
people close to
me understandwhat psychiatric treatment is like.
19. If I thought a friend was uncomfortable with me becauseI
had been in psychiatric treatment, I would take it upon
her.
him
to
or
myself educate
20. If I thought an employer felt uneasy hiring a personwho
hadbeenin psychiatric treatment, I would try to makehim
or her understandthat most ex-patientsare good workers.

123456

123456
123456

123456

123456

21. After I enteredpsychiatric treatment, I often found myself
educatingothers about what it meansto experiencepsychosis.

123456

22.1 would participate in an organisedeffort to teachthe public
more about psychiatric treatment and the problems of people
who seekpsychiatric help.

123456

23. It is easierfor me to be fiiendly with people who havebeen
treatedfor a mental illness.
24. If I thought someoneI knew held negative opinions about
her.
I
him
to
try
or
avoid
psychiatric patients, would
25. After being treated for psychosisit's a good idea to keep
what you are thinking to yourself.
26. If I was looking for a job and received an application which
askedabout a history of psychiatric treatment, I wouldn't
apply for the job.
27. If I thought an employer was reluctant to hire a personwith a
history of psychiatric treatment, I wouldn't apply for the job.
28. If I believed a personI knew thought less of me becauseI had
beenin psychiatric treatment, I would try to avoid him or her.

Strongly
Disagree

123456
123456

123456

123456

123456

123456

29. When I meet people for the first time, I make a specialeffort
123456
in
keep
have
been
fact
I
to
the
that
psychiatric treatmentto
II
myself
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Appendix XI
General
PublicQuestionnaire

Your Views About Schizophrenia

Are you

Male or Female?(pleasecircle one)
........

Age
How old are you
......

yrs
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Listed below are a number of symptoms and behaviours that people with schizophreniamay or
may not have experiencedsince their diagnosis. 'Please indicate by circling Yes or No, whether
you believe eachof these statementsarc experiencedhy people ivith schizophrenia (the I" yes no
column , and whether you believe that eachof them are related to their diagnosis of schizophrenia
(the 2 yes no column). Pleasetry to provide an answer for each statement.We are looking only
for your best guess.
Do they commonly
Ifyes, is it related to
their diagnosis?
experiencethis?
Theirexpression
thesarric
rcrnains;
Yes
No
Yes
No
theyfcclhappyor sad
whether
Titeylackexpressive
gestures

Yes

No

Yes

No

is flat
Tlicirspeech

Yes

No

Yes

No

Tlicylackspontaneous
movements

Yes

No

Yes

No

Tlicirmoodis low

Yes

No

Yes

No

Tlicy haveviolent ragcs

Yes

No

Yes

No

They havetrouble making eye contact
with people

Yes

No

Yes

No

They do not say much

Yes

No

Yes

No

Tlicy do not pay much attention to
what's happeningaroundthem

Yes

No

Yes

No

Their responsesare slower

Yes

No

Yes

No

TIcir thoughtsget jumbled up

Yes

No

Yes

No

11teirthoughtsdon't stay on one subject Yes

No

Yes

No

I would have difficulty in understanding
Yes
what they arc trying to say

No

Yes

No

They arc unpredictable

Yes

No

Yes

No

They sometimesbelievesthey
are someoneelse

Yes

No

Yes

No,

They believe someoneelse controls
their emotions

Yes

No,

Yes

No

They have difficulty in
relationships with friends ctc.

Yes

No'

Yes

No

Ilicy have difficulty in f6cling
intimacy and closeness

Yes

No

Yes

No

Have lessinterest in leisure activitics

Yes

No

Yes

No
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Do they commonly,
experiencethis?,

If yes, is it related to
iýe'ir diagnosis?

Yes

No

Yes

No

No ...

%r--

'KT-

Iley believethoughtsarcplacedin their
Yes
mindby someoneelse

No

Ycs

No

Iley believe their thoughtsarc
transmittedso othersknow them

Yes

No

Yes

No

They believe their thoughtsare
suddenlytaken out of their inind

Yes

No

Yes

No

They believesothers control their
Behaviour

Yes

Yes

No

Yes

No

Theyhavelessinterestin sex
Iley havemoreinterestin sex

Yes

They believe others can read their mind Yes

_No_,
No

I uh

INU

Sometimesthey see,feel or
hearthings that otherscannot

Yes

No

Yes

No

They hearvoices commenting on
their behaviour

Yes

No

Yes

No

They hear voices talking together

Yes

No

Yes

No

They experiencea lack of energy

Yes

No

Yes

No

They are dangerous

Yes

No

Yes

No

Do you think they might have any other experiences(if so, pleasewrite them b,elow)
.
YCS

No

YCS

No

Yes

No

YCS

No

Yes

No

YCS

No

Yes

No

Yes

No

Yes

No

YCS

No
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interested
indicate
how
in
Please
are
personal
schizophrenia.
much you
own
views
about
your
ýWe
,
agreeor disagreewith the following statementsby ticking the appropriatebox for each statement.
Pleasetry to provide an answerfor eachstatement.We are looking only for your best guess.
Strongly I Agree I Neither
Agree nor
Agree
Disagree

Strongly
Disagree Strongi
Disagree

1. Schizophrenialasts a short time
2. It is likely to be permanentrather than
temporary
3. It will last for a long time
4. It will passquickly
5. They can expectto havethese
experiencesfor the rest of their lives
is a seriousmatter
6. SchizoRK-renia
7. It has major consequences
on their lives
8. It does not havemuch effect on their
lives
9. It strongly affectsthe way others see
them 10. It has seriousfinancial consequences
11. It causesdifficulties for those who are
close to them
12. There is a lot which patients
themselvescan do to control it
13. What patientsthemselvesdo can
determine whether it getsbetter or worse
14. The courseof schizophreniadepends
on them
15. Nothing the patient doeswill affect it16. They have the power to influence it
17. Their actionswill have no effect on the
outcome of it
18. It will improve in time
19. There is very little that can be done to
improve it
20. Current treatmentswill be effective in
curing it
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Strongly, Agree Neither
AgrFe_nor,
Agree
Disagree

Disagree Strongly
Disagree

21. The negative effects of itcan be
prevented(avoided) by treatment
22. Their treatmentcan control it
23. There is nothing which can help their
condition
24. The symptomsof the condition are
it
from
to
puzzling peoplewho suffer
25. Their experiencestconditionare a
mystery to them
26. Patientsdo not understandtheir
experiencestcondition
27. It doesn't make any senseto them
28. Patientshave a clear picture or
it.
understandingof
29. It changesa great deal from day to day
30. It comesand goes in cycles
3 1. It is very unpredictable
32. They go through cycles in which it gets
better and worse
33. They get depressedwhen they think
about it
34. When they think about it they get upset
35. It makesthem feel angry
36. It doesnot worry them
37. It makespatients feel anxious
38. It makespatientsfeel afraid
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CAUSES OF SCHIZOPHRENIA
;We are interestedin what yRu considermay have been the causeof schizophrenia. As peopleare
very different there is no correct answer for this question. We are most interested in lour own
views about the things you think may causeit, rather than what others may have suggestedto you.
Below is a list of things that may or may not be causesof schizophrenia. Please indicate how
much you agree or disagreewith each statement by ticking the appropriate box. Pleasetry to
provide an answerfor eachstatemenLWe are looking only for your best guess.
I
Disagree Strongly
Strongly Agree Neither
Disagree
Agree nor
Agree
Disagree
1. Stressor worry causesit
2. It's hereditary- it runs in the family
3. A germ or virus is responsible
4. Diet or eating habits
5. Chanceor bad luck
6. Poor medical care in the past
7. Pollution in the environment
8. Ttis largely due to their own
behaviour
9. Their mental attitude, (e.g., thinking
about life negatively)
10. Family problems or worries causeit
11. Overwork causesit
12. Too little work causesit
12. Their emotional state(e.g., feeling
down, lonely, anxious)
13. Their age
14. Alcohol or other drugs
15. Smoking
16. Accident or injury to their brain
17. Their personality
18. Altered immunity

the tablebelowpleaselist in rank order(I= mostimportant)the threemostimportantfactors
y&u now believecauseschizophrenia.You mayuseanyof the itemsfrom the box above,or
mayhaveadditionalideasof your own.
09

Krhe most important causes for me are:
VA

1.
2.

3.
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