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Living with psychiatric labels

This thesis contains three papers which explore people’s experiences of living with
psychiatric diagnoses. The first paper is a review of the literature relating to young people’s
experiences and perceptions of stigma resulting from psychiatric diagnoses. The review
identified 16 studies: eight qualitative, six quantitative, and two mixed methods. A range of
stigma perceptions and experiences were reported by young people with a variety of
psychiatric diagnoses. The majority of young people believed that society perceived those
labelled with psychiatric diagnoses as different. Stigma was experienced within families,
friendships, peer groups, and in school. Experiences ranged from being devalued to being
rejected. Young people internalised stigma, resulting in loss of self-worth, feelings of shame
and an altered sense of identity. The second paper is an original piece of qualitative research
exploring experiences of living with a Borderline Personality Disorder diagnosis, for people
who have had contact with the Criminal Justice System. Semi-structured interviews were
used to investigate the lived experience of seven people diagnosed with BPD. Through
interpretative phenomenological analysis, six themes emerged: A label without meaning;
How others see me; How | see myself; Getting into trouble; Power and Control; and The
utility of the diagnosis. Participants experienced the diagnosis in a predominantly negative
way; experiencing stigma, an altered sense of self, and difficult experiences within mental
health services. For some participants, their offending behaviour was attributed to their
diagnosis. All participants described experiences of trauma; which was more helpful in
making sense of their difficulties than was the diagnosis. The third paper integrates findings
from the literature review and the empirical study, discussing implications for theory, future
research and clinical practice. Finally my personal reflections of the research process are

shared.
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Clinical Psychology Review- Notes for Contributors

Clinical Psychology Review publishes substantive reviews of topics germane to clinical
psychology. Papers cover diverse issues including: psychopathology, psychotherapy,
behaviour therapy, cognition and cognitive therapies, behavioural medicine, community
mental health, assessment, and child development. Papers should be cutting edge and
advance the science and/or practice of clinical psychology. Reviews on other topics,
such as psychophysiology, learning therapy, experimental psychopathology, and social
psychology often appear if they have a clear relationship to research or practice in
clinical psychology. Integrative literature reviews and summary reports of innovative
ongoing clinical research programs are also sometimes published. Reports on individual
research studies and theoretical treatises or clinical guides without an empirical base
are not appropriate.

PREPARATION

Use of word processing software

It is important that the file be saved in the native format of the word processor used.
The text should be in single-column format. Keep the layout of the text as simple as
possible. Most formatting codes will be removed and replaced on processing the article.
In particular, do not use the word processor's options to justify text or to hyphenate
words. However, do use bold face, italics, subscripts, superscripts etc. When preparing
tables, if you are using a table grid, use only one grid for each individual table and not a
grid for each row. If no grid is used, use tabs, not spaces, to align columns.

The electronic text should be prepared in a way very similar to that of conventional
manuscripts (see also  the Guide to Publishing  with Elsevier:
(http://www.elsevier.com/guidepublication). Note that source files of figures, tables
and text graphics will be required whether or not you embed your figures in the text.
See also the section on Electronic artwork. To avoid unnecessary errors you are
strongly advised to use the 'spell-check’' and 'grammar-check' functions of your word
processor.

Article structure

Manuscripts should be prepared according to the guidelines set forth in the Publication
Manual of the American Psychological Association (6th ed. 2009). Of note, section
headings should not be numbered. Manuscripts should ordinarily not exceed 50 pages,
including references and tabular material. Exceptions may be made with prior approval
of the Editor in Chief. Manuscript length can often be managed through the judicious use
of appendices. In general the References section should be limited to citations actually
discussed in the text. References to articles solely included in meta-analyses should be
included in an appendix, which will appear in the on line version of the paper but not in
the print copy. Similarly, extensive Tables describing study characteristics, containing
material published elsewhere, or presenting formulas and other technical material
should also be included in an appendix. Authors can direct readers to the appendices in
appropriate places in the text. It is authors' responsibility to ensure their reviews are
comprehensive and as up to date as possible (at least through the prior calendar year)
so the data are still current at the time of publication. Authors are referred to the
PRISMA Guidelines (http://www.prisma-statement.org/statement.htm) for guidance in
conducting reviews and preparing manuscripts. Adherence to the Guidelines is not
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required, but is recommended to enhance quality of submissions and impact of
published papers on the field.

Appendices
If there is more than one appendix, they should be identified as A, B, etc. Formulae and
equations in appendices should be given separate numbering: Eq. (A.1), Eq. (A.2), etc.; in
a subsequent appendix, Eq. (B.1) and so on. Similarly for tables and figures: Table A.1;
Fig. A.1, etc.

Essential title page information

Title. Concise and informative. Titles are often used in information-retrieval systems.
Avoid abbreviations and formulae where possible. Note: The title page should be the
first page of the manuscript document indicating the author's names and
affiliations and the corresponding author's complete contact information.

Author names and affiliations. Where the family name may be ambiguous (e.g., a double
name), please indicate this clearly. Present the authors' affiliation addresses (where the
actual work was done) below the names. Indicate all affiliations with a lower-case
superscript letter immediately after the author's name and in front of the appropriate
address. Provide the full postal address of each affiliation, including the country name,
and, if available, the e-mail address of each author within the cover letter.

Corresponding author: Clearly indicate who is willing to handle correspondence at all
stages of refereeing and publication, also post-publication. Ensure that telephone and
fax numbers (with country and area code) are provided in addition to the e-mail
address and the complete

postal address.

Present/permanent address: If an author has moved since the work described in the
article was done, or was visiting at the time, a "Present address"' (or "Permanent
address") may be indicated as a footnote to that author's name. The address at which
the author actually did the work must be retained as the main, affiliation address.
Superscript Arabic numerals are used for such footnotes.

Abstract: A concise and factual abstract is required (not exceeding 200 words). This
should be typed on a separate page following the title page. The abstract should state
briefly the purpose of the research, the principal results and major conclusions. An
abstract is often presented separate from the article, so it must be able to stand alone.
References should therefore be avoided, but if essential, they must be cited in full,
without reference to the reference list.

Highlights

Highlights are mandatory for this journal. They consist of a short collection of bullet
points that convey the core findings of the article and should be submitted in a separate
editable file in the online submission system. Please use 'Highlights' in the file name and
include 3 to 5 bullet points (maximum 85 characters, including spaces, per bullet point).
See http://www.elsevier.com/highlights for examples.
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Keywords
Immediately after the abstract, provide a maximum of 6 keywords, using American
spelling and avoiding general and plural terms and multiple concepts (avoid, for
example, 'and’, 'of'). Be sparing with abbreviations: only abbreviations firmly
established in the field may be eligible. These keywords will be used for indexing
purposes.

Abbreviations

Define abbreviations that are not standard in this field in a footnote to be placed on the
first page of the article. Such abbreviations that are unavoidable in the abstract must be
defined at their first mention there, as well as in the footnote. Ensure consistency of
abbreviations throughout the article.

Acknowledgements

Collate acknowledgements in a separate section at the end of the article before the
references and do not, therefore, include them on the title page, as a footnote to the title
or otherwise. List here those individuals who provided help during the research (e.g.,
providing language help, writing assistance or proof reading the article, etc.).

Footnotes

Footnotes should be used sparingly. Number them consecutively throughout the article.
Many word processors can build footnotes into the text, and this feature may be used.
Otherwise, please indicate the position of footnotes in the text and list the footnotes
themselves separately at the end of the article. Do not include footnotes in the
Reference list.

Tables

Please submit tables as editable text and not as images. Tables can be placed either next
to the relevant text in the article, or on separate page(s) at the end. Number tables
consecutively in accordance with their appearance in the text and place any table notes
below the table body. Be sparing in the use of tables and ensure that the data presented
in them do not duplicate results described elsewhere in the article. Please avoid using
vertical rules.

References: Citations in the text should follow the referencing style used by the
American Psychological Association. You are referred to the Publication Manual of the
American Psychological Association, Sixth Edition, ISBN 1-4338-0559-6, copies of which
may be ordered from http://books.apa.org/ books.cfm?id=4200067 or APA Order Dept,,
P.0.B. 2710, Hyattsville, MD 20784, USA or APA, 3 Henrietta Street, London, WC3E 8LU,
UK. Details concerning this referencing style can also be found
athttp://humanities.byu.edu/linguistics/Henrichsen/APA/APA(01.html

Citation in text: Please ensure that every reference cited in the text is also present in the
reference list (and vice versa). Any references cited in the abstract must be given in full.
Unpublished results and personal communications are not recommended in the
reference list, but may be mentioned in the text. If these references are included in the
reference list they should follow the standard reference style of the journal and should
include a substitution of the publication date with either 'Unpublished results' or
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'Personal communication'. Citation of a reference as 'in press' implies that the item has
been accepted for publication.

Web references: As a minimum, the full URL should be given and the date when the
reference was last accessed. Any further information, if known (DOI, author names,
dates, reference to a source publication, etc.), should also be given. Web references can
be listed separately (e.g., after the reference list) under a different heading if desired, or
can be included in the reference list.

References in a special issue: Please ensure that the words 'this issue' are added to any
references in the list (and any citations in the text) to other articles in the same Special
[ssue.

Reference style

References should be arranged first alphabetically and then further sorted
chronologically if necessary. More than one reference from the same author(s) in the
same year must be identified by the letters "a", "b", "c", etc., placed after the year of
publication. References should be formatted with a hanging indent (i.e., the first
line of each reference is flush left while the subsequent lines are indented).
Examples:

Reference to a journal publication: Van der Geer, ., Hanraads, ]. A. ]J., & Lupton R. A.
(2000). The art of writing a scientific article. Journal of Scientific Communications, 163,
51 59.

Reference to a book: Strunk, W., Jr., &White, E. B. (1979). The elements of style. (3 ed.).
New York: Macmillan, (Chapter 4).

Reference to a chapter in an edited book: Mettam, G. R., & Adams, L. B. (1994). How to
prepare an electronic version of your article. In B.S. Jones, & R. Z. Smith (Eds.),
Introduction to the electronic age (pp. 281-304). New York: E-Publishing Inc.
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This paper reviewed the literature from 2009 until October 2014 to investigate young
people’s perceptions and experiences of stigma related to psychiatric diagnoses. Sixteen
articles were identified- eight qualitative studies, six quantitative studies, and two mixed
methods studies- which explored young people’s perceptions and experiences of stigma
related to a psychiatric diagnosis. The review of the qualitative literature identified six main
themes: ‘Uncertainty regarding diagnosis’; ‘A spoiled identity’; ‘To disclose or not
disclose?’; ‘Internalising stigma and shame’; ‘Changes in relationships’; and ‘Managing a
spoiled identity’. Of note was that those diagnosed with psychotic disorders reported
increased stigma experiences. The quantitative literature found that societal stigma was
perceived in varying ways by young people; being especially pertinent for those diagnosed
with anorexia nervosa. Stigma experiences ranged from being devalued to being rejected by
others. Self-stigma often resulted in feelings of shame and embarrassment, leading to greater
secrecy and isolation. Clinical implications of the findings are discussed which include a
move away from the use of psychiatric diagnosis with young people, anti-stigma initiatives
which promote a psychosocial rather than medical view of mental health difficulties, and the

greater involvement of families of young people in mental health services.

Keywords: Young people, Stigma , Mental health, Psychiatric Diagnosis, Labels



Highlights

Young people with a range of psychiatric diagnoses experienced stigma

Stigma was experienced with families, peers, mental health services and schools

Perceived societal stigma led to fear of disclosure and delayed treatment for some

Self-stigma resulted in shame, embarrassment, and an altered sense of identity.

Ways of coping with stigma, such as withdrawal and secrecy, were described
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Introduction

The ‘medical’ or ‘disease’ model of mental health difficulties dominates mental
health systems in the Western world, with people frequently receiving psychiatric diagnoses
as a way to explain their difficulties. It is widely assumed that being diagnosed and treated
for a mental health difficulty can have unintended, harmful effects for individuals (Moses,
2009a). One such effect can be stigma, which has been defined as an attribute that within a
given social context is deeply discrediting to the individual, who in turn is perceived as
‘tainted” or ‘discounted’ (Goffman, 1963). A substantive body of research has documented
how adults who live with a mental health diagnosis can be stigmatised by others without such

a diagnosis (e.g. Corrigan & Kleinlein, 2005).

Different dimensions of stigma related to mental health diagnoses have been
identified. Public stigma pertains to the negative social behaviours, reactions, and beliefs
directed toward people with mental health difficulties by others with relatively more power
(Link & Phelan, 2001). Public stigma is distinguishable from anticipated or perceived stigma.
Perceived stigma refers to the extent to which individuals expect to experience public stigma
should their stigmatising trait become known to others. Finally, self-stigma (or ‘internalised
stigma’) signifies the self-prejudice, shame and sense of constraint experienced when an
individual internalises negative stereotypes about his or her difficulties and perceives himself

or herself as personifying these (Corrigan & Watson, 2002).

There is a wealth of research exploring adults’ stigma experiences (e.g. Livingston &
Boyd, 2010; Mak et al, 2007). This body of research has identified how stigma can have
significant consequences for the self-concept, quality of life, and economic opportunities of
adults experiencing mental health difficulties (Corrigan & Lundin, 2001; Link & Phelan,

2001; Rusch et al, 2005; Yanos et al, 2001). However, there is a paucity of research
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exploring the experiences of adolescents and young people with mental health difficulties. It
has been estimated that over half of all mental health difficulties start before the age of
fourteen years, and seventy-five per cent develop by the age of eighteen (Murphy & Fonagy,
2012).

Exploring young people’s experiences of stigma relating to mental health difficulties
is essential as the developmental processes they are undertaking and social contexts they
experience are different to those of adults. A central process during adolescence and
emerging adulthood is the development of a cohesive and coherent personal identity (Coté,
2006; Erikson, 1980), therefore the effects of stigma during this formative period may have
considerable ramifications for an individual’s developing identity and associated wellbeing
and adjustment (Rappaport & Chubinsky, 2000). Currently, no review has identified and
synthesised the literature which asks young people themselves how they perceive and
experience stigma relating to mental health diagnoses. This review seeks to address this gap
by reviewing qualitative, quantitative and mixed methods literature on the stigma experiences

and perceptions of young people who have been received a psychiatric diagnosis.

Method

Data Sources and Search Strateqy

The Web of Science, Medline via Pubmed, and Psychinfo electronic databases were
searched in October 2014. The search terms used were “adolescent” OR “young people”
AND “psychiatric diagnosis” OR “mental illness diagnosis” AND “stigma” OR “experiences
of stigma”. Only journals published in English after 2009 were included to capture the most

current published research.
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The World Health Organization (1989) defines young people as persons in the 10-24
year age group, combining adolescents- ages 10-19, and youth- ages 15-24. This review will
use the terms adolescence, youth, and young people to describe people in the stage of life that

marks the transition from childhood to adulthood.

Papers were included if they studied young people with a mean age of 20 years or
below; had received a psychiatric diagnosis; and explored stigma experiences or perceptions.
Papers were excluded if they were not from the perspectives of young people with mental

health diagnoses or studied young people at risk of developing mental health difficulties.

The initial search generated 759 articles. The titles and abstracts were screened and 16
were deemed appropriate for consideration. The reference lists and citation lists of these 16
papers were hand searched which generated a further 27 articles. After reading the abstracts
27 articles were rejected (see Literature Review Appendix: Figure 1 for a graphic
representation of the search and refinement process). In total 16 papers were included in this

review (those marked with an asterisk in the reference list).

Data Analysis

A data extraction table was developed (see Literature Review Appendix: Table 1).
There were eight qualitative studies, six quantitative studies and two mixed methods studies
which addressed the question: “How might a young person perceive and experience stigma
related to a psychiatric diagnosis?” Since the data were not homogenous in quantitative
studies a meta-analysis was inappropriate, instead the findings were collated and summarised.
The qualitative and quantitative data within the mixed methods papers were separated and

analysed in their respective categories.
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The eight qualitative studies and qualitative data from two mixed methods papers
were reviewed. Each study was read multiple times and notes made regarding the stigma
experiences and perceptions reported in the data, and the themes reported by the authors.
Notes and themes from each individual study were then compared to look for similarities and
differences. The themes were then grouped to create over-arching themes, using the

terminology employed in the reviewed literature.

Results

Qualitative studies

Ten papers were included that used qualitative methods. 266 young people were
interviewed and the mean age of participants was 17 years (ranging from 12-29 years). In
terms of diagnosis received, one study did not specify (Polvere, 2011); two focussed on
depression (McCann, 2012; Issakainen, 2014); and the remaining studies included young
people with a range of diagnoses including mood disorders, anxiety disorders, behavioural
disorders, and attention deficit hyperactivity disorder (ADHD). Elkington et al (2012) and
Elkington et al (2013) were the only studies to include young people diagnosed with
psychotic disorders. The same participants were used in Kranke et al (2010) and Kranke and
Floersch (2009); in Elkington et al (2012) and Elkington et al (2013); and in Moses (2009a)

and Moses (2010a).

The analysis revealed six overarching themes. Each study did not necessarily
contribute to each theme. The themes that emerged were: (1) ‘Uncertainty regarding
diagnosis’; (2) ‘A spoiled identity’; (3) ‘To disclose or not disclose?’; (4) ‘Internalising

stigma and shame’; (5) ‘Changes in relationships’; and (6) ‘Managing a spoiled identity’.
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Table 1. The presence of themes in each qualitative study

Uncertainty A spoiled To disclose Internalising Changes in Managing a
regarding identity or not to stigma and relationships spoiled
diagnosis disclose? shame identity

Polvere X X X X
(2011)

Kranke et al
(2011)

(2010)

X
Kranke et al X
X

Kranke &
Floersch (2009)

X[ X| X] X

X[ X| X] X
X

X[ X| X| X

Elkington et al
(2012)

X
X
X

Elkington et al
(2013)

Issakainen X X X X X
(2014)

McCann et al X X X
(2011)

Moses X X X
(2010a)

Moses X
(2009a)

e Uncertainty regarding diagnosis

A theme present in five of the studies was uncertainty regarding the diagnosis
received and how this contributed to stigma. Participants in Polvere’s (2011) research
described receiving multiple, often inconsistent diagnoses and being placed on medication for
disorders that they were later told they did not have. This experience caused them to doubt
their current diagnosis and question the social construction of mental health disorders more
broadly. The majority of participants in Moses’s (2009a) study indicated uncertainty and
confusion about how to conceptualise their difficulties, and many struggled to articulate their
difficulties appearing unaccustomed to reflecting on the nature of their mental health

diagnosis.

In an attempt to make sense of diagnoses, young people in Kranke and Floersch
(2009) and Kranke et al (2011) linked their personal meanings to culturally mediated

stereotypes. The statements they made about people experiencing mental health difficulties
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were often similar to ideas that they heard from family, peers or the popular media, using
derogatory terms such as “psycho” to describe people who need to take medication (Kranke
et al, 2010, p.895). This indicates how limited understanding of mental health diagnoses can
result in stigma as young people rely on culturally mediated stereotypes to make sense of

their own difficulties and those of others.

o A ‘spoiled identity’

In his work on stigma, Goffman (1963) described how stigma can result in a ‘spoiled
identity’, meaning the stigma disqualifies the stigmatized individual from full social
acceptance by others. The concept of a ‘spoiled identity’ was present in eight of the studies,
with many young people articulating a general understanding that the larger society perceived
those labelled with ‘mental illness’ as different (Issakainen, 2014; Elkington et al, 2012).
Diagnosis was described as impacting on social interactions, with labelled individuals
positioned in a manner that “limits their humanity”: “Because when you’re diagnosed with a
mental illness you lose all your human rights” (Polvere, 2011, p.332). Young people
described how others often now saw them as their diagnosis (Elkington et al, 2012); with
emotional responses and reactions now viewed through a lens of psychopathology, as a

‘symptom’ as opposed to being normative human experience (Polvere, 2011).

Elkington et al (2012) was the only qualitative study to compare the narratives of
youth diagnosed with psychotic disorders and those diagnosed with non-psychotic disorders.
Only youth diagnosed with non-psychotic disorders voiced their belief that not everyone
stigmatised against individuals with mental health difficulties. This finding suggests that
young people diagnosed with psychotic disorders may experience greater stigma in relation to

their diagnosis than those diagnosed with non-psychotic disorders; however other studies did



23

not make this distinction as young people diagnosed with psychotic disorders were not

included in the samples.

e Todisclose or not to disclose?

Reluctance to disclose diagnosis to others was discussed by participants in five
studies. A number of reasons for not disclosing were cited by young people, such as to
protect from ‘differentness’, protect their self-esteem, preserve their reputation and social
connection with peers (Kranke et al, 2011). The struggle with disclosing diagnosis is
lamented in the words of this young person: “I think the bad things would be the stigma
associated with it...because you’d be treated differently” (McCann et al, 2012, p.337).
Rejection following disclosure of diagnosis was especially salient for youth diagnosed with
psychotic disorder in Elkington et al (2012), who described experiences which were
confrontational, severe, and blaming. For young people who are already experiencing
significant difficulties, fear of rejection and rejection experiences could have longer term

implications for their mental health.

e Internalising stigma and shame

Young people in eight of the studies described internalising experiences of rejection
and the stigmatising beliefs of the larger society, resulting in self-stigma and shame. Mental
health difficulties were described in a range of ways such as ‘a vulnerability’, ‘a flaw’, being
‘less than’ (Polvere, 2011) and ‘crazy’ or ‘abnormal’ (Kranke et al, 2010). Almost all
participants in Elkington et al (2012), diagnosed with both psychotic and non-psychotic
disorders, articulated beliefs about themselves as a person with a ‘mental illness’, suggesting
that they had engaged with and internalised stigmatising messages. A loss of self-worth

following diagnosis was especially prominent in youth diagnosed with psychotic disorders.
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Some narratives included references to how diagnosis had impacted on identity, infiltrating
and shaping young people’s sense of self (Polvere, 2011; Kranke et al, 2011).
Acknowledging that young people who are in the process of developing a sense of their
identity, in the context of experiencing mental health difficulties, do internalise stigma
messages is an important issue for mental health services to consider when diagnosing young
people.
e Changes in relationships

Young people in seven of the studies described changes in interpersonal relationships
following diagnosis. Negative changes in relationships were typically described by youth
diagnosed with psychotic disorders in Elkington et al (2013), and only youth with non-
psychotic disorders described improvements in their relationships. The difference between

these diagnostic groups was not explored in other studies.

A range of responses from parents following diagnosis were described such as
minimising difficulties (Issakainen, 2014) or rejecting the diagnosis and dissuading them
from seeking treatment (Elkington et al, 2013). Stigmatising messages from within families
left young people feeling blamed, devalued, and rejected (Moses, 2010a), with negative
familial perceptions being linked to feelings of shame as stereotypes were reinforced (Kranke
et al, 2010). The prevalence of stigma reported within families by young people in these
studies highlights the role mental health services can play in working with families to reduce

stigma. This may be especially pertinent for those diagnosed with psychotic disorders.

Stigma experiences with school staff were described such as unsympathetic teachers
(Kranke et al, 2011), behaviours and symptoms being misinterpreted (Kranke & Floersch,
2009), and being underestimated, unfairly blamed, avoided, excluded, disliked or feared
(Moses, 2010a). Within these three studies a significant proportion of young people were

diagnosed with ‘behavioural disorders’ such as conduct disorder and ADHD. It is possible
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that these young people’s difficulties may be more visible in the school environment in
comparison to other diagnoses, e.g. depression, and therefore may attract more attention and
result in negative interactions. School is a key site where youth developmental tasks are
accentuated and enacted, particularly peer relationship and identity formation (Kranke et al,
2010). These findings identify the potentially detrimental effect of stigma experienced in this

environment on young people’s development.

This theme highlights the significant influence that changes in familial, peer and
school relationships can have on young people. This finding is especially pertinent as Kranke
et al (2010) found in their research that the negative impact of stigma was reversed by
positive familial, peer and school perceptions. Furthermore, these changes in relationships

were reported by young people with a range of diagnoses.

e  Managing a ‘spoiled identity’

In seven of the studies young people described different ways of coping with their
stigmatised identity. One such way was withdrawing from social interaction (Kranke &
Floersch, 2009; Kranke et al, 2010; McCann et al, 2012; Elkington et al 2012; Issakainen,
2014), which was seen as protecting from stigma by reducing the possibility of differences

being detected by others, however often led to increased loneliness and alienation.

Some young people described interacting with others who also experienced mental
health difficulties (Kranke et al, 2010). This led to a sense of feeling ‘almost normal’
(Issakainen, 2014), and a sense belonging and acceptance, which Kranke and Floersch (2009)
termed ‘positive stigma avoidance’. This suggests that when embedded in a social context
with peers who are ‘in the same boat’ (Moses, 2010a), friends are perceived as not being in a
position to stigmatise, thus providing young people with a way of preserving their self-

esteem.
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Another way of coping with stigma was to create distance between themselves and
the labelled group, with young people redefining the stigmatised group so that it did not
include them. A subtle hierarchy of stigmatisation was described by some participants in
Elkington et al (2012), with those diagnosed with non-psychotic disorders speaking of their
difficulties in terms of being normal but needing a bit of help, thus separating themselves
from the ‘crazier’ group. This finding is concerning as it indicates that young people
diagnosed with psychotic disorders are at risk of further stigmatisation, however the other

studies did not explore this.

This theme highlights how young people with a range of different diagnoses make
efforts to cope with the stigma associated with their diagnosis. A variation of coping styles is

reflected in the young people’s narratives, with some being more adaptive than others.

Quantitative studies

Six quantitative studies and quantitative data from two mixed methods studies were
reviewed. The mean age of participants was 15.6 years, and 254 young people were included
in the studies. One paper (Maier et al, 2014) focussed on females diagnosed with Anorexia
Nervosa (AN), whilst the other studies used samples with varying diagnoses including mood
disorders, anxiety disorders, attachment disorders, ADHD, alcohol or drug abuse disorders,
and conduct disorders, and also a high rate of diagnostic comorbidity. Five studies were
cross sectional designs (Moses 2009b; Moses, 2011; Moses, 2010b; Moses, 2010a; Moses,
2009a); two were longitudinal studies (Moses, 2014; Moses, 2015); and one used
retrospective questionnaires (Maier, 2014). It is important to note that within the quantitative
research, the measures used assess stigma differed between studies, with some using self-
developed questionnaires (Maier, 2014, Moses, 2011), and others adapting adult

questionnaires for use with young people (Moses, 2009b, 2010b, 2014, 2015, 2010a, 2009a).
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Therefore, the validity and reliability of these measures has not been determined.
Furthermore, the participants in the studies all had varying diagnoses, with some samples
being too small to draw comparisons between diagnostic groups. It is important to note that
seven of the eight studies reviewed were by the same author, and the same sample was used
within Moses (2011), Moses (2014) and Moses (2015); within Moses (2009a) and Moses

(2010a); and within Moses (2009b) and Moses (2010b).

The studies have focussed on young people’s perceptions of stigma, their experiences

of stigma, and self-stigma, therefore the results will be discussed in terms of these findings.

Perceived stigma

Three studies explored young people’s perceptions of public stigma (Moses, 2009b,
Moses, 2011, Maier, 2014). Participants in Maier et al’s (2014) research had all received a
diagnosis of AN, and at least 50% reported that they felt stigmatised by public opinion. 31%
reported that they had delayed treatment due to fear of being criticised or blamed and 34%
waited for fear of being excluded or degraded. This suggests that young people diagnosed
with AN have to wrestle with both the fear of being stigmatised for their difficulties and
seeking help. Delays in seeking help may have important prognostic implications for young

people.

Young people in Moses’ (2009b) research, where the majority were diagnosed with
ADHD (53%) or depression/anxiety (34%), reported a fairly low level of perceived societal
devaluation. Diagnoses were not consistently or strongly related to their stigma experiences,
however some trends were notable. Participants diagnosed with ADHD perceived less
societal devaluation, whereas youth with substance abuse/dependence disorder diagnoses
reported higher ratings of societal devaluation. However, the ability to decipher the effects of

any single diagnosis on stigma in Moses (2009b) is limited by the use of a sample evidencing
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a high rate of diagnostic comorbidity. Furthermore, Moses comments that the sample used
was not representative of adolescent mental health clients, and therefore this limits the

interpretation of these results.

Participants in Moses’ (2011) research were most commonly diagnosed with
depression (66.7%), followed by anxiety (32.4%) and on average reported “a little” stigma
apprehension upon leaving psychiatric hospitalisation. Those who identified as associating
with peers with similar difficulties scored significantly lower on stigma apprehension. No

difference in stigma apprehension was found by diagnosis.

The varied perceptions of societal stigma reported in these studies may be attributable
to the different types of psychiatric diagnosis received by the young people. Research into
AN has found that individuals diagnosed are often perceived as being responsible for the
onset of their difficulties and as having a significant amount of control over their ‘eating
disordered behaviours’ (e.g. Holliday et al, 2005; Stewart et al, 2006). The young people in
Maier’s (2014) research may have developed an awareness of these stigmatising perceptions.
In terms of those diagnosed with ADHD, it may be that the increasing acceptance of this
diagnosis in society as a fairly common neurological disorder (Moses, 2009b), may serve to
normalise the experience of young people and exonerate them from blame; however this was
not explored in the study. The increasing awareness of depression and anxiety in society may

also explain why young people in Moses (2011) described low levels of stigma apprehension.

Stigma Experiences

Five studies explored young people’s experiences of enacted stigma (Moses,
2009a; Moses, 2009b; Moses, 2010a; Moses, 2014; Maier, 2014). Two of the studies (Moses,
2009b; Moses 2014) reported that the most common stigma experiences as being disrespected

or devalued by others on account of their diagnosis, rather than rejection. Moses (2009b)
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found that those who were younger at first treatment reported more personal rejection.
Having lived with their diagnosis for a longer period of time, they will have had more
opportunities to experience stigma. Moses’ (2014) longitudinal research found that social
affiliation and identification with popular peers predicted higher stigma ratings at six month
follow up after discharge from psychiatric hospital. Also, more friends known to have similar
difficulties at time 1 was related to higher stigma ratings at time 2. This is finding is in
contrast to Moses (2011) where stigma perceptions were lower for those who identified with
youth with similar difficulties. The results of these studies point to the importance of how
young people situate themselves in terms of social affiliation and the meaning they ascribe to
this. It is possible that whilst young people may feel less stigmatised within a group of people
with similar difficulties, their association with a stigmatised group may heighten the visibility

of ‘differences’ to others outside the group, resulting in further stigma experiences.

Moses (2009a) found that the extent to which young people refer to their difficulties
in psychiatric terms, termed self-labelling, corresponded with reported exposure to negative
messages from others, and more exposure to rejection. This was the only study to explore the
impact of self-labelling and highlights an important issue for mental health services to
consider when diagnosing young people. The extent to which they identify with their

diagnosis may have implications for their experiences of stigma.

Self-Stigma

Four studies explored self-stigma (Moses, 2009b; Moses, 2010b; Moses, 2015; Maier,
2014). Participants diagnosed with AN in Maier et al (2014) had internalised wider
stigmatising perceptions of AN, affirming stereotypes such as people with AN are attention
seeking (49%) and could pull themselves together if they wished to (30%). The extent to

which young people identified with their diagnosis (self-labelled) was associated with several
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indicators of psychological wellbeing in Moses (2009a). Those who avoided self-labelling
scored lower on measures of self-stigma and depression. This suggests that how young
people conceptualise and communicate their mental health difficulties may influence their
experience of self-stigma. It is possible that identification with psychiatric diagnosis may lead
to young people internalising stigmatising messages they are exposed to in society, whereas

those who do not identify with the label may be less likely to do so.

Over a quarter of participants in Moses’ (2009b) study who were diagnosed with an
average of 2.6 different disorders, most commonly ADHD (53%), depression or anxiety
(35%) and conduct disorder (31%), reported ‘frequently’ or ‘very often’ feeling a sense of
shame or embarrassment. Higher self-stigma was associated with more personal rejection
experiences and greater secrecy. Youth diagnosed with conduct disorder demonstrated a
statistical trend towards less self-stigma. Research indicates that youth diagnosed with
conduct disorder often exhibit a low sense of personal responsibility for their behaviour and
also socialise with others who present with similar behaviour (Heinze, Toro & Urberg, 2004),

therefore this may protect them from internalising stigma.

Moses (2010b) explored adolescents’ self-stigma and illness perceptions, and also the
stigma and illness perceptions of their parents. 70% of adolescents were diagnosed with at
least one affective disorder and 71% with at least one disruptive behaviour disorder. Parent’s
inclination to conceal their child’s diagnosis was the most prominent parental correlate of
adolescent self-stigma. This suggests that young people may internalise stigmatising
messages relating to shame from their parents resulting in increased self-stigma. However,

this was the only study to explore parent’s perceptions.

Moses (2015) longitudinal study explored how adolescents discharged from

psychiatric hospitalisation anticipate coping with stigma, and how well anticipated coping



31

strategies predict self-stigma ratings six months following discharge. Young people were
most commonly diagnosed with depression (67%). The use of coping styles where
individuals aim to gain mastery over thoughts and feelings by using favourable comparisons
and cognitive restructuring in order to adapt the situation, were found to help prevent
excessive shame or self-devaluation in the longer term. Exploring young people’s strategies
for coping with stigma is important as adult research has indicated that coping strategies can

determine longer term adjustment (Link & Phelan, 2001).

Comparing the findings from qualitative and quantitative studies

Overall, the qualitative and quantitative data both revealed that young people with a
variety of psychiatric diagnoses report a range of stigma perceptions and experiences. One of
the most prominent findings present in both data related to young people’s awareness of
negative societal perceptions of psychiatric diagnoses. Both data also demonstrated the
deleterious effect of public stigma on young peoples’ perceptions of themselves. Many
internalised stigmatising messages, resulting in feelings of shame, embarrassment and a loss
of self-worth. Different ways of coping with a stigmatised identity were reported by young
people in qualitative and quantitative studies; however this was only explicitly explored in

one of the quantitative studies (Moses, 2015).

Discussion

This study has reviewed both qualitative and quantitative research relating to young
people’s perceptions and experiences of stigma relating to mental health difficulties and
diagnosis. Four main findings will be discussed in turn: stigma perceptions; stigma

experiences; internalised stigma; and coping with stigma.
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The first finding identified was that throughout the qualitative and quantitative
literature young people with a variety of diagnoses described perceptions of stigmatising
societal attitudes, often resulting in detrimental consequences. Fear of being negatively
evaluated led to some participants in Maier et al (2014) to delay treatment. This was not
explicitly explored in the other studies, but general fear of disclosure and secrecy was
reported throughout the qualitative and quantitative literature. Within qualitative studies
young people drew on stigmatising stereotypes they were exposed to within their families,
peer groups, the media, and wider society to make sense of their own difficulties. The impact
of exposure to stigmatising stereotypes was highlighted in Elkington et al (2012) where
young people created a hierarchy of stigma; those diagnosed with non-psychotic disorders
stigmatising those diagnosed with psychotic disorders. Furthermore, in the two qualitative
studies where youth diagnosed with psychotic disorders were specifically interviewed
(Elkington et al, 2012; Elkington et al, 2013), they reported more perceived stigma than those
diagnosed with non-psychotic disorders. The potential for young people delaying accessing
services due to the fear of stigma has long term implications for their future. It has been
found that a longer duration of untreated psychosis correlates with poor outcomes for young
people (Pentilla et al, 2014). Therefore, whilst society continues to endorse stereotypes,
especially in relation to psychosis, then stigma will continue to present as a problem for

young people.

The second finding was that in both qualitative and quantitative research young
people with differing diagnoses experienced enacted stigma, ranging from ostracism to
devaluation. This occurred in a variety of contexts, such as with friends, peers, family and in
schools. More enacted stigma was reported in the qualitative research than quantitative
research, which may be due to the more varied samples included in the qualitative research

and the use of in depth interviews. An important finding in the qualitative research was that
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some young people experience stigma from teachers as well as peers. Young people use the
school environment as a site for developing a sense of self-esteem, a sense of self,
independence and self-efficacy (Brockman, 2003); therefore stigmatising experiences in
school have the potential to be very damaging. During the developmental stages of
adolescence and emerging adulthood, young people are consolidating their social and world
views while simultaneously seeking acceptance and belonging (Erikson, 1980). Therefore, as
indicated in the research reviewed, the potential implications of stigma experiences are

profound.

The third finding was that across qualitative and quantitative studies, young people
with a range of diagnoses internalised stigmatising messages. Throughout the qualitative
literature young people described feelings of shame which altered their sense of self. This led
to secrecy due to fear of stigmatisation from others if they disclosed their status. The
detrimental impact of stigma within the family was identified within both the qualitative and
quantitative research. The importance of parental illness perceptions on young people’s self-
stigma was highlighted in Moses (2010b) quantitative study; however this was the only study
to explore this. This emphasises an important point which has arisen from this review, in that
stigmatisation is not limited to concrete experiences, but is also associated with a more

general perception of stigma related to mental health difficulties.

The fourth finding was that both qualitative and quantitative research found that
young people described a myriad of ways in which they attempt to negotiate their stigmatised
identity. Qualitative research identified isolation, creating friendships with others
experiencing mental health difficulties, and rejecting their diagnosis. These all aimed at
minimising stigmatising experiences, perceptions, and self-stigma. Quantitative research

identified how coping styles which were aimed at increasing mastery over thoughts and
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cognitive restructuring predicted less self-stigma in young people (Moses, 2015). This
highlights an important role for mental health services in helping young people to develop
adaptive ways of coping with stigma. Without this guidance there is a risk that they may
resort to coping styles which may be self-defeating (e.g. withdrawal, isolation) and have a

detrimental impact on their mental health.

Clinical implications

One clinical implication could be a change in the way that mental health difficulties
are conceptualised within mental health services, and how this is communicated to young
people, their families and society. Diagnostic classification frequently used in mental health
services may intensify stigma by enhancing the public’s sense of ‘differentness’ when
perceiving young people with mental health difficulties. The homogeneity assumed by
stereotypes may lead mental health professionals and the public to view individuals in terms
of their diagnostic labels, rather than individuals within their specific context. Furthermore,
the stability of stereotypes may exacerbate notions that people diagnosed with ‘mental
illness’ do not recover (Corrigan, 2007). The use of psychiatric diagnosis has been criticised
for increasingly medicalising distress and behaviour in both adults and children (Division of
Clinical Psychology, 2013; Conrad, 2007). Read and Harré (2001) found that the public
prefer psychosocial explanations of mental health difficulties over biological ones, ascribing
less stigma to psychosocial explanations. This evidence suggests a role for the promotion of a
less medicalised and non-stigmatising view of mental health difficulties. This could be
achieved through the use of psychological formulation, which focuses on psycho-social
explanations for difficulties, rather than psychiatric diagnosis. This would remove the need
for labels and transform the language used in mental health services for young people, as

language can be a powerful source and sign of stigmatisation (Rusch et al, 2005). This
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review has highlighted how this may be especially prominent for young people diagnosed

with a psychotic disorder or AN, as these diagnoses carry with them increased stigma.

A second clinical implication is the need for more targeted anti-stigma interventions
and mental health awareness/education in schools for both pupils and staff. This is in line
with the Time to Change Children and Young People’s Programme (Mind, 2012) which aims
to tackle the stigma associated with mental health difficulties. They advocate greater training
for professionals working with young people around mental health promotion, the negative
effects of stigma and ways of accessing help, as well as embedding teaching about good
mental health and emotional resilience into school agendas. This review has indicated that
young people diagnosed with psychotic disorders and AN can experience increased stigma,
therefore anti-stigma education may benefit from more of a focus on these difficulties. By
informing young people about mental health difficulties and dispelling any myths, they may
be less likely to stigmatise others and more likely to access support from services for their
own difficulties. Training could be facilitated by young people who are mental health service
users; to empower these young people and normalise the experience of mental health
difficulties in their peer groups. One way of targeting negative stereotypes which has shown
promise in reducing stigma in adults (Couture & Penn, 2003) is providing opportunities for

volunteering with persons with mental health difficulties.

A third clinical implication could be the greater engagement of families of young
people with mental health difficulties to promote better knowledge of mental health and the
development of effective coping styles. This review found that stigmatising messages and
rejection within families had a significant negative impact on the young people and how they
view their difficulties. This highlights the importance of engaging families in anti-stigma

initiatives and in the mental health services being accessed by the young people. Families



36

may benefit from greater involvement with mental health professionals to provide them with
information and support with the aim of de-stigmatising mental health difficulties. Family
support groups may also be an effective way of diminishing stigma, and encouraging
adaptive ways of coping. The review has indicated that young people diagnosed with
psychotic disorders, and those diagnosed with AN may experience increased stigma within
their family; therefore this highlights the need to further support for young people with these

diagnoses and their families.

Future research

Research in this area is evolving, however much more is needed. An important
finding in this review has been the differing impact of stigma on young people depending on
the diagnosis they received. Of note is the evidence from the qualitative research that young
people diagnosed with a psychotic disorder perceived and experienced more stigmatising
responses from others; even from those who also have a psychiatric diagnosis. Also, the one
quantitative study exploring young people diagnosed with AN reported significant stigma
experiences. This emphasises the need for further research with young people with such
diagnoses in comparison to other diagnoses. Future research utilising large or diagnostically
homogenous samples is important for untangling the effects of diagnosis type on youths’

stigma experiences.

Future research should be carried out in different contexts where young people are
developing a sense of identity, such as school, and home and with wider society. Further
evidence of young people’s experiences in these different contexts could inform the
development of effective interventions. Also, research could explore the experiences of
young people accessing different mental health services e.g. inpatient, outpatient. Research

that takes into account diversity, such as including young people of different ethnic
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minorities, different sexualities, and different ages; as the contexts young people find

themselves in may vary as a result of these factors and thus impact on stigma experiences.

Limitations of current review

This review acknowledges several limitations. A limitation of the quantitative studies
was that all studies, apart from one, were by the same author and multiple papers used the
same participant group. Qualitative studies also included different papers using the same data
set by the same authors. This limits the generalisability of the results as it reflects the views

of a small group of participants, with specific difficulties, and in a specific context.

Another limitation is the heterogeneity in terms of diagnosis received, and the
differences in how these were explored. In both qualitative and quantitative research the
young people had received differing diagnoses; however the difference in stigma experiences
between diagnoses was not explored in much of the research. Furthermore, within the
qualitative research Polvere (2011) was not explicit about diagnoses received by participants,
and Issakainen (2014) comments that many participants had diagnosis of depression but did

not specify how many.

Summary

Recognising its limitations, this review modestly suggests that young people perceive
and experience significant stigma related to mental health diagnoses, especially those
diagnosed with AN or psychotic disorders. Stigma can result in a plethora of difficulties such
as changes in relationships; feelings of shame; a negative impact on identity development;
and lead young people to find ways to manage their stigmatised identity which are often self-
defeating. Suggestions for improving young people’s experience include using a

psychological formulation approach rather than diagnostic approach for conceptualising
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mental health difficulties; increasing engagement of families in mental health services; and
anti-stigma education in schools which promote a psycho-social perspective on mental health
difficulties. Understanding the stigma of mental health in young people is a worthy
endeavour, as there is the potential for longer term psycho-social implications for young

people.
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Literature Review Appendix: Figure 1: Literature search process

Initial searches across both databases generated 759 English articles between

2009 and October 2014

l

Titles and abstracts were screened and 16 were deemed appropriate for consideration

and attempts made to acquire the complete article.

!

The 16 articles were read and reference lists searched which generated

a further 27 articles.

!

After reading- 27 were rejected on content which included:

10 were related to young people’s attitudes towards others with mental health difficulties;
2 were related to young people living with neurodevelopmental disorders;

1 was about medication experience;

3 were about help seeking;

1 was about the development of difficulties;

1 was exploring parents’ experiences;

3 did not explore stigma;

5 did not include participants with diagnosed mental health difficulties;

!

A total of 16 papers were included in this review

1 was an older sample



Literature Review Appendix: Table 1. Data extraction table of studies for the literature review

Author Participant Brief description of Summary of Main findings Limitations
and year Demographics Method
Polvere N=12 Semi-structured Negative psychosocial ramifications resulting Reflects the perspectives
2012 interviews. from having a mental health diagnosis. of youth currently
Mean age 19.8 years involved in ‘Youth
Qualitative analysis Negative impact of receiving a mental health Movement’- might have a
based on Miles & diagnosis on peer relationships. more empowered and
Diagnoses not Huberman, 1994 agentic stance than other
specified Psychosocial ramifications of stigma in the young people.
context of a social interaction and the manner in
which stigma infiltrates and shapes one’s sense
of self.
Kranke N= 27 Semi structured The findings revealed a self-stigma model Excluded youth who had
Floersch interview tool- comprising three narrative components: not taken medication in the
Kranke Mean age 14.4 years  ‘TeenSEMI’ stereotype, differentiate and protect. last 30 days.
Munson 150 open ended
2011 questions- questions Sample not representative
relating to 9 areas. of all youths with M1 or
Over 74% diagnosed taking medication.
with mood disorder,
and 56% ADHD,
some had more than
1 diagnosis.
All taking psychiatric
medication.
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Kranke N=40 Semi structured 90% of the sample endorsed at least 1 of Link et Possible sources of
Floersch interview, thematically  al’s (1989) constructs of secrecy, shame, and variance that may have
Townsend Mean age 14.2 years  analysed using Link et limiting social interaction. Additional themes contributed to the
Munson al’s (1989) modified emerged indicating that the perceptions of differential distribution of

77.5% mood disorder labelling theory adolescent’s family members and school stigma themes not
2010 67.5% ADHD environments can accentuate their experience of  examined- uneven

45% ODD/CD stigma or serve as a protective barrier againstit.  developmental trajectories,

15%Anxiety disorder gender, ethnicity, type of

20% other classroom setting.
Kranke N=40 Semi structured Themes include: Small sample
Floersch interview tool-

Mean age 14.2 years  ‘Teen SEMI’ Ostracism from peers and social exclusion. Voluntary, self-selected
2009 sample

77.5% mood disorder Lack of awareness about the meaning of Ml

65.5% ADHD

45% ODD/CD Positive effects of interactions with others in

15%Anxiety disorder similar condition

20% other

Unsympathetic teachers

Elkington N=24 Thematic analysis of Participants reported experiences of stigma Voluntary, self-selected
Hackler the interview texts within their families and social networks. sample
Mckinnon Mean age 18.1 years  using Link and
Borges Phelan’s (2001) model ~ Labelling may influence self-concept and the Small sample size.
Wright of stigmatization. strategies in which youth engage to manage a

29% diagnosed with stigmatized identity. Concentrated in one
2012 a psychotic disorder. geographical location.

71% diagnosed with
non-Psychotic
disorders.

Reliance on self-report .
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Elkington N=20 In depth interviews and  Four main themes: Voluntary, self-selected
Hackler use of vignettes. (1) societal perceptions of those with M1 as sample
Walsh partners (societal stigma);
Latack Mean age 19 years Thematic analysis. (2) individual experiences of stigma within Small sample size.
Mckinnon relationships (individual level);
Borges 25% diagnosed with (3)internalised stigma of self as a partner (social- Concentrated in one
Wright psychotic disorder. psychological processes) and geographical location.
Wainberg (4) managing a stigmatised identity by engaging

75% diagnosed with in sexual risk behaviours Reliance on self-report
2013 non-psychotic

disorders.
Issakainen  N=81 Data collected viathe  Reliance on two stigmatizing cultural Voluntary, self-selected
2014 internet- 3 ways: conceptions—-‘depression as a mental illness’ sample

Mean age 19.5 years and ‘depression as a matter of pulling oneself

Written narratives together’—to account for why they were
perceived as abnormal, and for the absence of
Online group empathy for their distress.

Self-identified as discussion

having depression To cope with these stigmatizing conceptions,

and some diagnosed  Interviews they resorted to reframing their experience of

(not specified) ‘depression as a normal but serious affliction’.
Mccann N=26 Interpretative Four themes were found: Voluntary, self-selected
Lubman Phenomenological (1) struggling to make sense of their situation; sample
Clark Mean age 18 years Analysis (2) spiralling down;
2011 (3) withdrawing;

Depression as
primary diagnosis

(4) contemplating self-harm or suicide.
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Maieretal N=36 Retrospective Feelings that society held negative stereotypes of  Possibility of retrospective
2014 questionnaire individuals with AN, concrete experiences of recall bias- over or
Mean age 19.3 years stigmatization and discrimination, and rejection  underestimation of stigma
Pilot of the by peers were reported.
former clients ‘Questionnaire on QSAN not validated
diagnosed with AN stigmatisation in High degree of self-stigmatization.
patients with anorexia
mean time of nervosa’ QSAN
assessment after
discharge was 5.6 +
1.2 years
Moses N=60 Cross sectional On average, fairly low levels of perceived Small sample size
2009b societal devaluation.

Mean age 14.8 years

ADHD/ADD 53%
Depression or
anxiety 34%

CD 31%

Bipolar disorder
NOS 27%

PTSD 20% AODA
20%

ODD 19%

RAD 12%

OCD 5%

Measures adapted from
existing stigma scales
used with adults and
from youth stigma
scales related to

other illnesses.

Most commonly endorsed stigma experiences
pertaining to personal rejection involved being

disrespected by others

Between 25% and 32% of participants reported
frequently or very often feeling a sense of shame

or embarrassment.

Voluntary, self-selected
sample.

Measures used not
validated
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Moses N=102 Assessed within 7 days  On average the participants reported “a little” Time lag in assessing
2011 of discharge from their  stigma apprehension. 21% reported substantial stigma apprehension after
Mean age 15.3 years  first psychiatric stigma apprehension. hospitalisation by several
hospitalisation with a days (3-7).
range of measures. Highlights the role of social context and external
66.7% depression, contingencies of self-worth in determining Small sample.
32.4% anxiety, mood adolescent’s perceptions of stigma related threat.
disorder NOS 18.6%, Some measures were new
ADHD 13.7%, PTSD and untested.
8.8%, ODD or CD
6.9%, AODA 5.9%,
bipolar 5.9%, OCD
5%, other 7.8%
Moses 2014 N=80 2 interviews: Six months following discharge from psychiatric ~ Short duration of follow

Mean age 15.3 years

54.9% had comorbid
conditions;
depressive disorder
66.7%,

Anxiety disorder
32.4%,

Mood disorder NOS
18.6%, ADHD
13.7%, PTSD 8.8%,
bipolar 5.9%, SU
disorder 6.9%, OCD
2.9%, other 7.8%,
6.9% ODD or CD

Time 1= within 7 days
of =discharge,

Time 2= 6 months
later.

Retention rate 78.4%

A range of measures
used.

hospital 70% reported experiencing one or more
aspects of enacted stigma.

Most reported was not outright social rejection
but rather a general devaluation, disrespect,
emotional insult, and being underestimated by
others.

Data indicates that youths’ social identifications
and affiliations may be more relevant for their
experiences of Ml stigma than other social
characteristics.

up.
Small sample size.
High representation of

mood disorders limits
generalisability of results.
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Moses N=102/ 80 (follow Two face-to-face Youth reporting higher self-stigma ratings at Self-selected sample.
2015 up) interviews that follow-up anticipated using more disengagement
assessed coping and and effort to disconfirm stereotypes and less Small sample size —limited
Mean age 15.3 years  self-stigma. secondary control engagement coping at statistical power.
baseline.
Measure not validated for
Mostly mood and Modified Response to  Anticipated use of secondary control engagement use with young people.
anxiety disorders. Stress Questionnaire coping was uniquely significant in predicting
67% depression. participants’ self-stigma when controlling for
ADHD 7%, AODA baseline self-stigma. At the same time, higher
8%, ODD or CD 5%. baseline self-stigma ratings predicted less
adaptive coping (disengagement and effort to
disconfirm stereotypes) at follow-up.
Moses N=60 Adapted questionnaires 20% of adolescents and parents reported Sample size limits external
2010b significant concerns related to self- validity, power to detect

parent child dyads

Mean age of young
person 14.8 years

70% at least 1
affective disorder.

stigmatisation.

3 most prominent factors associated with
adolescent’s self-stigma ratings included
adolescents’ perceptions of social skill deficits
and trauma as causal factors pertaining to their
mental health challenges as well as parents
inclination to conceal their mental health
problems.

all potential significant
relationships.

Lack of an adequate
measure of illness severity.

Measures adapted for
purpose of study-
psychometric properties
largely untested.
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Moses N=56 Mixed methods design.  Greatest number of participants experienced Measurement and
2010a stigmatisation in relationships with peers (62%).  sampling.
Mean age 14.9 years ~ Semi Structured
interviews followed by  46% described experiencing stigmatisation by Complexity and variation
closed ended questions  family members. in problems
71.4% affective and rating scales (not
disorder specified) 35% reported stigma perpetuated by school staff.
69.9% disruptive
behaviour disorder,
PTSD 21.4%,
AODA 19.6%,
RAD 10.7%
Moses N=54 Mixed methods design. A minority of adolescents self-labelled. Small, self-selected
2009a sample.

Mean age 14.9 years

83% diagnosed with
more than one
disorder

45.3% diagnosed
with an affective and
disruptive type
disorder

Semi structured
interviews and adapted
measures.

Adolescents who self-labelled reported higher
ratings on self-stigma and depression.

Lacked adequate measure
for symptom severity.

Cross sectional design
precludes the identifying
directional relationships
between self-labelling and
psychological wellbeing.
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Borderline Personality Disorder is a controversial diagnosis, provoking debates surrounding
its reliability, validity, and utility in clinical practice. It is frequently diagnosed in mental
health services, and a significant number of people diagnosed with Borderline Personality
Disorder are involved in the Criminal Justice System. The purpose of this study was to
explore experiences of living with a Borderline Personality Disorder diagnosis, for
individuals who had experienced contact with the Criminal Justice System. Seven people
were interviewed between November 2014 and March 2015, in North Wales. Subsequent
transcriptions were analysed using Interpretative Phenomenological Analysis. Six main
themes emerged from the data: A label without meaning; How others see me; How | see
myself; Getting into trouble; Power and control; and The utility of the diagnosis. Overall, the
study highlighted the participants’ predominantly negative experiences of the diagnosis.
Positive experiences were linked to access of services such as psychological therapy. The
diagnosis held no meaning for some participants, and interactions with mental health
professionals often left them feeling powerless. Traumatic experiences were described by all
participants, and for them, this provided a more useful explanation for their difficulties than
the diagnosis. Contact with the Criminal Justice System was described by some participants
as a consequence of coping with difficult emotions. For others, it was attributed to the
diagnosis. A move away from the use of this diagnosis within services is suggested. The
benefits of using psychological formulation to make sense of people’s experiences, which
acknowledges the impact of trauma and abuse on the development of mental health

difficulties, is discussed.



Research Highlights

e Experiences of the diagnosis were predominantly negative

e The diagnosis had a negative impact on identity; feeling different and abnormal

e Stigma was experienced in society and in mental health services

e Some participants attributed their offending behaviour to the diagnosis

e All participants reported experiences of trauma and/or abuse

Key words

Borderline Personality Disorder
Criminal Justice System
Stigma

Trauma

Labels

Diagnosis

North Wales
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Introduction

Psychiatric discourse, embodied in the Diagnostic and Statistical Manual of Mental
Disorders (DSM-5, APA, 2013, p.645) defines personality disorder (PD) as “an enduring
pattern of inner experience and behaviour that deviates markedly from the expectations of the
individual's culture, is pervasive and inflexible, has an onset in adolescence or early
adulthood, is stable over time, and leads to distress or impairment.” Borderline Personality
Disorder (BPD) is a specific category of PD, described as “a pervasive pattern of instability
of interpersonal relationships, self-image, and affects, and marked impulsivity” (APA, 2013).
BPD is a controversial diagnosis, provoking debate among people with personal experience
of the diagnosis, mental health staff, criminal justice agencies, and policy makers. These
debates surround the reliability and validity of the diagnostic criteria, and the utility of the

construct itself (Tyrer, 1999).

BPD in Mental Health Services and the Criminal Justice System

BPD is generally the most prevalent category of personality disorder diagnosed in
non-forensic mental healthcare settings (NCCMH, 2009). Within the Criminal Justice System
(CJS), it is estimated that 60-80% of male prisoners and 50% of female prisoners meet the
criteria for PD compared with 6-15% of the general population (Sainsbury Centre for Mental
Health, 2009). The prevalence of BPD diagnosis for women in prison is estimated to be 20%
(NOMS, 2011). There has been less research into the prevalence of those diagnosed with PD
within the probation service, however a recent study identified that 47.4% of participants
were ‘likely cases’ of PD (Brooker et al, 2011). This indicates that many people will

experience both a BPD diagnosis and contact with the CJS.
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The police are commonly a first point of contact for a person in a mental health crisis.
Every year some 11,000 people are taken to a police station as a ‘place of safety’ under the
Mental Health Act. Up to 15% of incidents with which the police deal are thought to have
some kind of mental health dimension (Sainsbury Centre for Mental Health, 2011). Many
people who have had contact with the CJS will require support from community mental
health services. Therefore, there are a number of means by which people can come into

contact with both the CJS and mental health services.

Criticisms of Borderline Personality Disorder

Like all psychiatric diagnoses, BPD reflects a particular way of understanding
emotional distress and coping strategies as ‘symptoms’, located within the individual rather
than the broader social context. The debate surrounding psychiatric diagnosis has been
highlighted in a position statement released by the Division of Clinical Psychology (DCP,
2013). They argue that functional psychiatric diagnoses, including PD, have limited

reliability, questionable validity, result in stigma, and medicalise distress.

The diagnosis of BPD is fraught with procedural and classification difficulties (Tyrer,
2001). Outpatient settings most often rely on unstructured interviews to assess for BPD, even
though inter-clinician reliability of the BPD diagnosis is poor (NCCMH, 2009). Furthermore,
there is evidence of difficulties in differentiating between the various PD diagnoses

(Silverstein, 2007).

The lack of reliability and validity have led to many opposing the use of the diagnosis,
arguing that it is rendered meaningless, other than as a means to oppress and stigmatise
(Johnstone, 2000). The diagnosis has been criticised for frequently being used within the

mental health professions as little more than a ‘sophisticated insult’ (Herman, 1992), and an
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invalid ‘catch-all’ label which can further damage women who have suffered abuse (Proctor,
2007). It has been argued that the BPD diagnosis fails to capture the experience of the
individual, with many receiving the diagnosis having been victims of abuse (Ramon, Castillo
& Morant, 2001). Castillo (2000) describes how the diagnosis can exacerbate the effects of
trauma, as it can lead to a negative service response, and also reinforce a damaged sense of

self.

Service user experiences of personality disorder diagnosis

Due to the potential negative implications of psychiatric diagnoses for service users, it
is important to explore how service users experience living with the diagnostic label of
‘Borderline Personality Disorder’. However, qualitative studies investigating the experiences
of individuals living with the BPD label are limited. Previous research has identified the
negative impact of the PD label on the attitudes of professionals towards service users (Nehls,
1999; Ramon et al, 2001, Stalker, Ferguson & Barclay, 2005). Service users have also
described stigma surrounding the act of diagnosis and the label itself (Nehls, 1999; Ramon et

al., 2001; Stalker et al., 2005; Horn, Johnstone & Brooke, 2007).

One study has explored service user’s experiences of the BPD label (Horn et al,
2007). Diagnosis was experienced both positively and negatively by participants. Positive
aspects of the diagnosis related to a sense of now knowing what was wrong, and having
access to services, support and therapy. Negative aspects concerned experiences of rejection
by services, being judged negatively by others, and that the diagnosis was without meaning.
Trusting and accepting relationships helped participants to counteract the negative self-image
they felt the diagnosis communicated to them; providing hope and optimism. The authors
suggest that alternative ways of understanding the self, such as a social constructionist

perspective, may be more useful than the BPD diagnosis.
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Research has also explored the experience of having a PD diagnosis within the
context of medium secure and community forensic services (Black, Thornicroft & Murray,
2012). Participants described two facets of their lived experience (1) the way they see
themselves in light of their offending and social background and (2) the pejorative nature of

the personality disorder and their need to distance themselves from it.

Aim of present study

This research focuses upon people’s experiences of living with a BPD diagnosis, for
individuals who have also had contact with the CJS. Contact with the CJS was defined as:
prison, forensic mental health services, probation services, or the police. This research is a
progressive step to develop further understanding of the complex relationship between BPD
diagnosis and human experience; in a population where experiences of the diagnosis may be
particularly complex due to involvement with the CJS. There has been no research
undertaken with this group of individuals, therefore the present study aims to contribute to
the literature by gaining an in-depth account of how a diagnosis of BPD has impacted on the

participants’ identity, relationships, and behaviour.

Method

Qualitative Methodology

An Interpretative Phenomenological Analysis (IPA; Smith, Flowers & Larkin, 2009)
approach was used to explore and understand participants’ experiences of living with a BPD
diagnosis. IPA is phenomenological in its approach as it aims to understand the personal
meaning attached to an individual’s experience; it is the subjective rather than ‘objective’
elements of experience that are prioritised. The interpretative component refers to the

researcher’s own dynamic contribution to this process. It is recognised that a researcher’s
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interpretations are influenced by their own preconceptions, in that the personal world of the
participants in interpreted through the personal world of the researcher. This relationship
encompasses a double hermeneutic in which “the researcher is trying to make sense of the

participants trying to make sense of what is happening to them” (Smith et al, 2009, p.3).

Recruitment

Participants were recruited from Community Mental Health Teams, Forensic
Psychiatric Outpatient Service, and the Probation Service in North Wales. Access to
participants was arranged by contacting services and presenting the research to professionals
at team meetings. In accordance with the principles of IPA, recruitment was constrained by

explicit inclusion/exclusion criteria to obtain homogeneity within the sample:

Inclusion:
e Aged between 20-65 years of age.
e Formally diagnosed with Borderline Personality Disorder by a psychiatrist, or
forensic/clinical psychologist.
e Lived with the diagnosis for a minimum of 2 years.
e A history of involvement with the CJS, including: prison, probation, forensic mental

health services or the police.

Exclusion
e Significant mental health difficulties which could be exacerbated by the research
procedure, identified by the professional involved in their care.
e English not spoken to a standard sufficient to participate in interviews.
e Significant communication or intellectual disability restricting ability to give

informed consent and/or participate in interviews.
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Participants

Seven participants took part in the study; four females and three males, aged between
28 and 60, who lived in the same local health authority. All participants had been diagnosed
with BPD by a Psychiatrist; and had lived with the diagnosis for over two years (see research
appendix: Table 1 for participant demographic information). All participants had previous
involvement with the CJS, as identified by professionals involved in their care. Participants’
offences were only known if disclosed during the interviews. Individuals were identified by

professionals, provided with written information about the research and invited to participate.

Data Collection

An interview schedule was developed to provide guiding questions for the interviews,
through discussion with the research supervisors and broad reading of research in the area.
This was designed to be open and expansive, allowing the participants to reflect on four areas
of their experience: receiving a BPD diagnosis; the meaning and importance of the
diagnosis; whether the diagnosis had influenced how others relate to them; and whether the
diagnosis has altered their perceptions of themselves (see General Appendix 1). Participants’
offence histories were not the focus of the research, rather their experience of the BPD
diagnosis; therefore the research team decided that participants would not be explicitly asked
about this. Interviews took place between November 2014 and March 2015 in North Wales.
Prior to each interview, time was set aside for the researcher to describe the research and for
the participant to ask any questions. Written consent was obtained before each interview. All
participants consented to anonymised quotes being used. Interviews lasted between 40 and 60
minutes and were audio recorded. Participants were given a £10 voucher at the beginning of

the interview, so it did not interfere with their decision to leave.
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Data analysis

Following the guidelines provided by Smith et al (2009) each interview was
transcribed then read several times to familiarise the researcher with the data. Each
transcribed interview was analysed, looking for preliminary comments and interpretations of
the text, such as similarities and differences, echoes, amplification and contradictions in what
was being said. Transcripts and notes were reviewed to identify interconnected themes, with
observations grouped according to the context and meaning being conveyed. This was
achieved through ‘abstraction’ where similar/related themes were housed within super-
ordinate categories, and assigned conceptually defined titles that summarised how each
cluster of themes was interlinked. The same process was repeated for each transcript, with
care taken, as far as possible to ‘bracket’ the ideas and themes from previous cases whilst the
next case was being analysed. Superordinate themes from each analysed case were identified
and reviewed for connections and relationships between them. From this process

superordinate themes for the group were identified.

The credibility of the researcher’s analysis was assessed through independent audit of
the interview transcripts. Two of the research supervisors (JL & JW) read through the
analysed interviews and checked that the themes were situated within the data and credible.
The researcher and research supervisors then discussed themes and interpretation for all

interviews.

Ethical considerations

Ethical approval was granted by the North Wales NHS Research Ethics Committee;
NHS R&D; Bangor University Ethics Committee; and the National Offender Management

Service (NOMS).
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Reflexivity

The first author (EL) was in her final year of clinical psychology training whilst
undertaking this research. A critical stance on the use of diagnostic categories was held, with
strong doubts regarding the usefulness of psychiatric diagnoses to understand a person’s
distress. During the research, this stance was not revealed to the participants, so as not to

influence their responses.

Results

Six super-ordinate themes were drawn from the analysis: A label without meaning;
How others see me; How | see myself; Getting into trouble; Power and control; and The
utility of the diagnosis. These themes are described and illustrated with quotes from
interviews to demonstrate each theme and component sub-theme. Table 2 displays which

participants identified with which themes (Research appendix: Table 2).

A label without meaning

What does it mean?

Participants struggled to understand the meaning of the BPD diagnosis. Both Elen and
Jen questioned the diagnosis asking “What does it mean?” For four participants, the
difficulty in understanding the meaning was attributed to a lack of explanation from their
Psychiatrist. Kate described how: “They never went into any depth about my diagnosis.
Never explained a thing to me.” Jen stated: “I’ve never really been explained what this
borderline thing is, this borderline personality disorder, I’ve never been explained it.” Kate’s
use of the word “depth” suggests that the diagnosis held a shallow, superficial meaning to

her. Jen’s description of a “borderline thing” reflects how she perceives the diagnosis as an
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object which cannot be precisely defined. Living with this superficial, imprecise diagnostic
label was experienced as frustrating and perplexing, and appeared to render the diagnosis as

meaningless.

In addition to the lack of explanation given, the clinical language used to convey the
diagnosis was described as unclear and confusing. Alex spoke of his experience of receiving
a diagnosis: “I didn’t understand...just big words...just confusing...I don’t understand it.”
George commented: “I didn’t like the title because I didn’t understand what it meant,
Borderline Personality Disorder...what does borderline mean and why is it a personality
disorder?” These quotations suggest that the diagnosis and diagnostic language had meaning
for the diagnostician; however this meaning was not shared with the participants. There was a
sense that participants felt lost in the clinical language of services, without any guidance to

assist them in finding meaning.

The search for meaning

The frustration and uncertainty led to a search for meaning for some participants.
Alex suggested a way that would help him understand: “If they had a big booklet telling you
exactly or instructions on what to do...if they made an instruction manual.” Alex’s request
for “an instruction manual” suggests that the meaning of this diagnosis was something he was
required to construct himself. Alex had asked his psychiatrist for more information; however
he described how this was not provided: “every time I ask the psychiatrist they can’t tell me
nothing... so it’s just living on a guess of what it means.” Other participants did not consider
asking for further explanation. This infers that they felt that they were not privy to the
information; they were alone with the diagnosis, “living on a guess” and endeavouring to

attribute their own meaning. However, this could also indicate that for some, the diagnosis
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was perceived as a meaningless label, not entering into their awareness in their day to day

lives, and therefore did not warrant further exploration.

How others see me

Societal perceptions of BPD

For six of the participants there was an awareness of how society judged those
diagnosed with BPD negatively. Elen described how: “People are scared of other people who
have got this personality disorder because they think that they are...Jekyll and Hyde or...a
monster.” This description evokes a powerful image of danger and unpredictability. It also
infers that those diagnosed have dual personalities, alternating between ‘good’ and ‘bad’.
These public perceptions were especially damaging for Elen and Jen, as they did not know
the meaning of the diagnosis, and were therefore left with only the awareness of the stigma.
Elen later described herself as “Jekyll and Hyde”, suggesting that she had internalised some
of the stigmatising perceptions she had encountered, believing herself to embody this dual
identity. This resulted in feelings of anger and shame, as she struggled with this stigmatised,

feared identity which had been imposed on her through this diagnosis.

Tom attributed negative public perceptions to media portrayals: “people
think...you’re mad, you’re bad...people believe what they see on TV, even if it’s a film.
Someone with a personality disorder is always the one that’s the mad axe man or the
murderer.” Tom’s description of the dual perception of those diagnosed as being “mad” and
“bad”, reflects how a BPD diagnosis can be associated with criminality. Participants’
histories of involvement with the CJS may have increased the salience of this association, and
the possibility of experiencing ‘double stigma’- for both the BPD diagnosis and involvement

with the CJS.
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Being treated differently

Three participants felt the diagnosis held specific meanings in mental health services.
Tom stated: “You do feel like you’re wasting their time, they make you feel like

2

that...they’re very abrupt...because you’ve not got schizophrenia...” Sally commented:
“(the) nurse expects you to swear, to threaten, to lash out, to abuse.” These quotations reflect
some of the negative perceptions held by mental health professionals in regards to the BPD
diagnosis. For Tom, he was made to feel like he was “wasting their time”, as if the BPD
diagnosis was not perceived as a diagnosis worthy of support. Sally’s description reflects the
expectations that those diagnosed with BPD are dangerous and will act violently. The use of

the word “abuse” is interesting as she discussed the impact of her own experiences of abuse

on her life, and this diagnosis appeared to transform her from the abused to the abuser.

Some participants described how they were perceived as the diagnosis. Sally stated:
“They generalise everyone and no-one iS an individual.” She gave an example of an
experience: “I’'m in my room and I can’t do something and on hearing swearing and
shouting...(a) nurse, mental health trained (thinks) attention seeking behaviour. Me, I’'m

2

getting frustrated because I can’t do something.” This suggested that participants felt they
were no longer considered by others as an individual, now being seen as a diagnosis and
corresponding symptoms. Their emotional responses and behaviours were now viewed

through a diagnostic lens, with the BPD label replacing their individuality and personal

expression.
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What if others find out?

Participants described apprehension about disclosing their diagnosis to others. Tom

explained how:

“I’m still a bit...choosy who I tell. I mean people that I’ve been around for a long
time...as far as they’re concerned I’ve still got depression, and that’s as far as it

goes. It’s only people that I really trust that I tell.”

When talking about her family’s awareness of the diagnosis, Kate stated that “they just put it
under one big label of depression” and when explaining her difficulties to others “I just said
depression.” These comments can be interpreted as a way of protecting themselves from the
stigma associated with the BPD diagnosis by using a less stigmatised diagnosis to explain
their difficulties. Depression is often perceived as a common affliction that is not permanent
and can improve with treatment. However, the BPD diagnosis places the problem within the

individual’s personality, implying permanence.

For two participants, disclosure was not an option. Elen stated: “I don’t talk to my
family about it” explicitly stating that this was because “People are scared of this personality
disorder...that’s why I don’t say nothing.” Elen was clear that she felt her family would reject
her if she did disclose, thus confining her to secrecy and isolation. For George, who did
disclose his diagnosis, his experiences were those of rejection: “I’ve lost all my friends,
they’ve all gone.” He also went on describe how: “nobody wants to know you because they
think ‘ugh, he is mental’.” These comments inferred that the diagnosis had marked him as

different in the eyes of others, as “mental”, someone to be feared and rejected.
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How | see myself

Loss of normality

For many of the participants the diagnosis impacted on their sense of self. For Alex
the diagnosis meant he was now disabled: “It’s basically a disability; I can’t get rid of it. It’s
just going to be stuck there for the rest of my life.” Whereas Kate’s understanding of her
diagnosis was “it’s a lifetime illness.” This use of language indicates that participants had
engaged with, and internalised, medical understandings of their difficulties. There was a
consensus between some of the participants that they were destined to a lifetime of struggling
to cope. The diagnosis conveyed a sense of being permanently ‘disabled’, being stuck with
their difficulties; as the diagnosis places difficulties within the context of their personalities.
This engendered a sense of hopelessness regarding their futures; feeling stuck, not knowing

how to move forward.

For some of the participants, the diagnosis indicated that they were now different to
others. Elen described how since diagnosis: “I don’t class myself as normal or like anybody
else, | just class myself as being non-normal”. Jen echoed Elen’s feelings of abnormality and
difference imparted by the diagnosis. This suggests that the diagnosis signified the loss of
‘normality’; changing their perception of themselves, and impacting negatively on their sense

of self.

I'm just me...

In contrast, participants also voiced the wish to not be perceived as different to others
due to their diagnosis. Sally stated: “I just see me as me, I’m not different to anyone else, I
just have difficulties.” Elen was angry at others perceptions of her based on her diagnosis:

“Take me for who I am, not what I am. I’m just as good as them.” Tom said: “We’re just the
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same as anybody else. | have borderline personality disorder; I am not borderline personality
disorder.” These quotations reflect a refusal to be defined by the diagnosis, as it was
perceived as an ‘attack’ on their identity, attempting to usurp their individuality and sense of
self. Both Elen and Tom make a distinction between themselves- who | am- and how others
have categorised them- what | am. This reflects a clear sense that they feel the diagnosis does

not define them as people.

Getting into trouble

This theme described the different ways participants spoke of their previous

involvement with the CJS.

Coping

For five of the participants, previous contact with the CJS was discussed as the
consequence of trying to cope with difficult memories and ensuing emotions. Jen described
how she used alcohol as a way to block out painful memories; however this often led to loss

of control:

“I get alcoholic blackouts... I don’t remember. I say some terrible things, I do
some terrible things and I don’t remember I’ve done it. One day I could end up in
prison for the rest of me life for doing something I won’t remember. I’ve been to
prison six times in the past, through alcohol abuse, through police assault. I’ve

never thieved or anything like that.”

Jen’s assertion that she has “never thieved” suggests a desire to distance herself from those
who engage in intentional criminal behaviour. This inferred that offending was seen as a

consequence of an endeavour to cope with difficulties; that their ways of coping brought
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them into contact with the CJS. However, it is also possible that this was a way to manage

some of the shame associated with past experiences within the CJS.

The shield of diagnosis

For two participants, their offending was discussed in relation to their diagnosis.
Following a period of being “in and out of prison”, Elen described being diagnosed stating:
“they (psychiatrist) put it down to personality disorder.” This suggested that others felt that
her offending behaviour warranted a diagnosis of BPD; however this may also be a way to
distance herself from the process. Alex described how: “It (BPD) makes me get into trouble
all the time with the police.” He also reflected on the people he met in prison: “They’re just
the same as me. They’ve either been...they’ve blatantly got something wrong with them
otherwise...why would they do the things they do?”” This indicated that Alex was questioning
the role of his diagnosis in his offending behaviour. His use of the pronoun “It” places the
responsibility for the “trouble” he has encountered with the diagnosis and not with himself.
This evoked the idea that the diagnosis can serve to act as a shield; as if shielding from the

responsibility for actions.

Power and Control

Participants described the complex relationship they experienced with mental health

professionals.

A label given to you

The majority of the participants described the diagnosis as something decided by and
given by others. Kate explained how “They seemed to put it together in one way or another.”
Jen spoke of her diagnosis in terms of being labelled by another: “He’s labelled me with it,

Dr (name).” When describing his experience of being diagnosed, George stated “If that’s the
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general consensus or opinion of mental health and that’s what they’re matching me up
against, then...yeah.” These recollections of receiving a diagnosis included a clear distinction
between the professionals who made the diagnosis, and the person who received the
diagnosis. These depictions of being “matched up”, “put together” and “labelled” by another

-“they”- suggested that this experience was not collaborative; diagnosis was something that

was done to them rather than shared with them.

Feeling powerless

For five participants, their interactions with mental health professionals left them
feeling without choice. Jen described how: “I think they (psychiatrists) just label people with
these things just to shut them up.” George reported how “I’ve got to the stage now where if
someone says ‘you’ve got this, you’ve got that’... (sighs) just put it in the pot.” These
comments suggest that the diagnosis was experienced as something that was out of their
control, and they felt powerless to change it. The diagnostic process placed the mental health
professional as the ‘expert’ in the position of power, leaving the participants without a voice;
as if silenced by the diagnosis. George’s sigh when discussing the diagnosis suggests that he
feels exhausted by the process; it was futile to disagree, his only option was to accept the

diagnosis.

Regaining control

The feeling of powerlessness led some participants to take action. Sally explained
“I’ve had battles with different people” having researched the diagnosis “to challenge a
psychiatrist...whether or not this diagnosis was still valid.” This description evokes an image
of going to war with professionals, fighting to regain some of the power that has been lost.
Jen sought the opinions of her friends and family: “I’ve asked people ‘do you think I’ve got a

personality problem?’...people I’ve known for years (have said) ‘no I don’t’ think you’ve got
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a personality problem’. Many a person has said that to me.” This re-affirmed for Jen how she

felt about the diagnosis; allowing her to feel more in control.

Participants suggested ways in which to improve service user experiences. Sally
emphasised how: “They (mental health professionals) need to look at things from a patient’s
perspective, not from the textbook perspective, to be able to have insight into what is
happening.” Elen, Alex and Tom discussed the importance of service user led groups. Elen
stated: “What people should do is have a club or some form of premises where people
who’ve got this disorder can meet other people who’ve got the same disorder or disease.
They can talk it through.” This suggests that connecting with others who have had similar
experiences would facilitate understanding and acceptance; something many participants felt

they were not receiving from services.

These quotations illustrate how participants were uncomfortable with the powerless
feelings that diagnosis and interactions with mental health professionals engendered. The
focus on the “textbook perspective” removed their voice, rendering them powerless.
Regaining control meant making their voice heard, through challenging or changing the

system and connecting with others.

The utility of the diagnosis

Is this the answer?

For three of the participants, the diagnosis provided them with an answer that they
had been searching for over many years of involvement with mental health services. Tom
described relief following diagnosis stating “I know there’s something wrong with me now
and I know what it is.” His diagnosis meant he could engage in Dialectical Behaviour

Therapy (DBT) which he felt had changed his life considerably: “I am not the same person
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that I was when I came into therapy.” This reflects the transformative nature of effective
therapeutic intervention. Throughout Tom’s narrative, his experience of diagnosis was
enmeshed with his experience of therapeutic intervention; one could not be separated from

the other.

Conversely, other participants did not perceive the diagnosis as useful. Jen was angry
and frustrated with the diagnosis: “I haven’t got a personality problem, I get on with
everybody (...) they’ve misdiagnosed me.” When asked to reflect on her diagnosis Sally
vented her frustration: “Mdiagnosis! (laughs) You’ll have to excuse me, to me that’s just
laughable.” Sally’s reaction suggests that to her the diagnosis is so ludicrous as to be
amusing. However, there was poignancy in her humour, as it masked the seriousness of her

reality; she was stuck with a diagnosis that she rejected.

For those participants who did accept the diagnosis, there was often a dialectic in their
narratives; sometimes accepting the diagnosis and at other times rejecting it. It appeared that
both positions could be true for them at different times. This dialectic stance infers a sense of

uncertainty regarding the utility of the diagnosis.

Who is this diagnosis useful for?

There was a general consensus between participants that the diagnosis was most
useful for mental health professionals. Tom described how: “You might find it easier to label,
this is my BPD group, this is my depression group...in everyday life I don’t think it’s helpful,
I don’t think It’s helpful at all.” Tom accepted the diagnosis as being useful for him in the
context of receiving access to services; however outside of this, the diagnosis was not seen as
useful. This suggests that the diagnosis does not place the interests of the service user as

paramount; rather, participants felt it made the lives of professionals easier.
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Making sense of difficulties- experiences of trauma and abuse

All participants made reference to histories of trauma and abuse, with six people
making reference to their experience of abuse in childhood. Sally explained how her
difficulties stem from her early traumatic experiences: “I believe it is because of my past
history...which was a traumatic childhood with abuse”. She also experienced the diagnosis as
blaming her for her experiences: “it holds the adult responsible for everything that wasn’t her
fault”. George described how: “Some of my childhood was marred with things that happened
with my parents and school, when I was a young kid and teenager (...) that scarred me for
life”. Jen and Tom both described how they had previously been diagnosed with Post
Traumatic Stress Disorder (PTSD); a diagnosis they could both identify with as it explicitly

acknowledges the psychological sequelae of traumatic experiences.

These quotes clearly demonstrate how the participants make sense of their difficulties
in the context of their early traumatic experiences. George’s powerful description of being
“scarred for life” reflects how many participants felt regarding the lasting impact of their
traumatic experiences. There was a disconnect between their trauma experiences and the
BPD diagnosis, in that they spoke of trauma but not in relation to their diagnosis. This
disconnect was interpreted as the BPD diagnosis not being a useful way to conceptualise their
difficulties, as it did not acknowledge their experiences. The abuse they had experienced was

their reality, and was useful in explaining their difficulties, whereas the diagnosis was not.

Discussion

This study has revealed many of the complexities of the lived experience of people

diagnosed with BPD. Some findings were consistent with the current literature and some
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novel themes emerged. The impact of the BPD diagnosis was multi-faceted; however the

diagnosis was predominantly experienced in a negative way.

Positive aspects of diagnosis centred on diagnosis providing an answer and some
understanding of their difficulties. It was clear that the most positive experiences of
diagnosis were those which had led to access to services, therapy and support. This echoes
the earlier findings of Horn et al (2007). Of concern was that only three out of the seven

participants had received an intervention other than medication.

Previous research has indicated that people diagnosed with BPD experience stigma
and isolation (Stalker et al, 2005; Ramon et al, 2001). Participants in this research had
encountered stigmatising messages relating to dangerousness and violence. It appeared that
some participants had internalised these stigmatising perceptions, which impacted on their
sense of self. A vast body of research has demonstrated the negative impact of internalised
stigma on a range of psychosocial variables such as hope, self-esteem, and empowerment
(Livingston & Boyd, 2010). Limited understanding of the diagnosis meant that the only
information about BPD available to some participants was stigmatising beliefs held by others.
This fear of stigma led to concern about disclosing the diagnosis to others, resulting in
secrecy and isolation. Furthermore, experiences within the CJS appeared to lead to concerns

about experiencing ‘double stigma’- being perceived as both ‘mad’ and bad’.

Stigma was also experienced within mental health services. Corrigan (2007) has
commented that the homogeneity assumed by stereotypes may lead mental health
professionals to view individuals in terms of their diagnostic labels. This was reflected in
some participants’ experiences of being viewed through a ‘diagnostic lens’ by mental health
professionals. Research has also found that BPD diagnosis attracts more negative responses

from mental health staff (Markham & Trower, 2003; Deans & Meocevic, 2006). Participants
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in this study described being perceived as ‘time wasters’ or ‘attention seekers’ by

professionals.

The diagnosis influenced participants’ perception of themselves. Their difficulties
were framed within a medical understanding, which engendered a sense of permanence. For
some, the diagnosis signified they were different and no longer “normal”. These findings
reflect the argument put forward by the DCP (2013) who state that the language of disorder
and deficit can negatively shape a person’s outlook on life, their self-esteem and sense of self.
People sought help and support from mental health services, however were often left feeling
stigmatised and different following diagnosis. Even those who accepted the diagnosis as

being helpful did not want to be defined by it.

Contact with the CJS was largely discussed by participants as a consequence of
coping with difficult emotions. However, for two participants it was described as a
consequence of their diagnosis. Black et al (2013) identified how some people within
forensic mental health services developed a ‘forensic identity’; identifying themselves as
‘bad’, which was reinforced by the additional indicator from the PD diagnosis. PD can be
interpreted negatively from its wording alone; implying that there is fundamentally
something wrong with one’s personality (Stalker et al, 2005). This indicates that having this
diagnosis in the context of also being labelled an offender may have detrimental effects in
terms of how people perceive themselves. There is a risk of individuals attributing their
offending behaviour to their diagnosis, as it indicates that there is something ‘wrong’ with
them. This may remove their sense of personal agency and hope for change. It has been
argued that personality disorders may be described as judgements of social deviance (Rose,
2006). Some participants had been diagnosed following contact with the CJS, which raises

questions regarding the pathologisation of criminal behaviour.
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Throughout the participants’ narratives, complex and frequently difficult experiences
with mental health services were described. An unequal balance of power between ‘expert’
and ‘patient’ was experienced by many, leaving participants feeling powerless. The lack of
collaboration and understanding in these relationships resulted in frustration, with some
participants feeling that it was easier to accept diagnosis than to disagree. There was a general
consensus that the diagnosis was most useful for professionals, and of no use outside of
services. Participants wanted to feel understood and accepted and felt that this would be best

achieved through connections with other service users.

In this study, all of the participants made reference to traumatic experiences, with the
majority of the participants reporting abuse in childhood. They placed their difficulties in the
context of their abuse histories; the legacy of their experiences. Traumatic experiences were
not spoken about in terms of the diagnosis, suggesting the BPD diagnosis did not help to
make sense of their experiences. This is in agreement with research by Ramon et al (2001)
who stated the use of PD diagnosis fails to capture the experience of the individual, with
many receiving the diagnosis having been victims of abuse. Further evidence for this came
from two participants who had received diagnoses of PTSD, which they could relate to as it

acknowledges that difficulties result from traumatic experiences.

Implications for clinical practice

The overtly negative experiences of the BPD diagnosis reported by participants in this
study indicate that, as suggested by the DCP (2013), a paradigm shift is needed within mental
health services- moving away from the use of disease models and diagnosis. Dillon and May
(2002) state that clinical language has risked colonising people’s experiences and beliefs, and

can also risk compounding anxiety and powerlessness experiences. The stigma attached to
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the diagnosis both within society and within mental health services continues to be

detrimental to those diagnosed with BPD.

Rather than viewing people’s difficulties as ‘symptoms’, there needs to be an
understanding of people as actively making sense of the events and circumstances of their
lives. Evidence is growing that many extreme experiences can be understood as normal, even
adaptive, responses to social and relational adversities of various types (Boyle & Johnstone,
2014). For many participants who had experienced abuse in childhood, their experience was
lost in the diagnosis. Read, Dillon and Lampshire (2014) emphasise the importance of asking
people not just what ‘symptoms’ they have but what happened to them in childhood and
since. The development of mental health services centred on concepts of trauma rather than

illness could lead to better outcomes for individuals (Holmes, 2012).

One way of promoting a psychosocial understanding of mental health difficulties in
clinical practice is through the use of formulation. Formulation can be described as a
summary of a client’s difficulties which is based on psychological theory, and informs
intervention (Johnstone & Dallos, 2006). This approach allows for the more constructive and
rewarding role of collaborating with service users to create meaningful narratives about their
distress and predicaments. This focus on individual experiences provides a better framework
for understanding difficulties, and the acknowledgement of the role of trauma in the
development of difficulties. This is also a pertinent issue for the CJS. Adopting a
psychological perspective would allow for consideration of experiences which may have led
people to come into contact with the CJS, such as early trauma and social deprivation. Thus,
helping people to make sense of their experiences, access appropriate support, and promote

recovery.
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There was a consensus between the participants that service users should be given a
voice. This suggests that services should empower service users to develop support networks,
groups, and training for professionals. The aim should be to promote hope, recovery,
decrease stigma, and improve people’s lives. This is especially pertinent for those who

struggle with the stigma of being labelled as ‘personality disordered’ and an ‘offender’.

Limitations and Further Research

The participants in this research were all currently involved with services, and were
willing and able to participate. Furthermore, the participants were all of the same ethnicity
(white) and nationality (Welsh). The aim of IPA is not to produce generalizable findings, as
the views expressed speak to, and for the people who participated. The themes developed
may be applicable to similar populations, however may not be representative of all people
diagnosed with BPD. Future research could consider the experience of the diagnostic label
with people of different ethnicities and in different contexts. This research was cross-
sectional in design and so could not discern whether participant experiences changed over
time; such as with more engagement with services through therapeutic intervention and/or
service user support. Longitudinal research could be undertaken to explore these possibilities.
Quantitative research could also be undertaken to explore the issues arising from this

research, to gain the perspectives of larger numbers of participants.

Conclusion

The findings of this study add to the growing evidence base regarding people’s
experiences of living with a BPD diagnosis. Experiences of the diagnosis were predominantly
negative for participants. The diagnosis largely failed to capture the experiences of

individuals, minimising the impact of trauma and abuse on the development of difficulties.
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For those involved with the CJS, the diagnosis can risk pathologising criminal behaviour, and
lead to people attributing their behaviour to BPD. A paradigm shift is needed in the way
services conceptualise people’s experiences; acknowledging trauma, promoting recovery and

hope and diminishing stigma.
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Research Paper Appendix:

Table 1: Demographic information of the participants.
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‘Name’ Age Services currently accessing Diagnosis ~ Time since
diagnosis
Kate 50 Forensic Psychiatric Outpatient BPD 10 years
Sally 50 Probation and BPD 20 years
Community Mental Health
Elen 50 Probation BPD 15 years
Jen 60 Community Mental Health BPD 30 years
Alex 28 Community Mental Health BPD 2 Y% years
Tom 48 Community Mental Health BPD 5 years
George 46 Community Mental Health BPD 8 years




Research Paper Appendix: Table 2: Themes and subthemes identified by each participant.
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Super-Ordinate Theme Sub-theme Kate  Sally Elen Jen Tom Alex George  Total
What does it mean? X X X X X 5
A label without meaning
The search for meaning X X X X X 5
Societal perceptions of BPD X X X X X X 6
How others see me Being treated differently X X X X X X 6
What if others find out? X X X X X 5
Loss of normality X X X X X X X 7
How | see myself I’m just me... X X X X 4
Coping X X X X X 5
Getting into trouble
The shield of diagnosis X X 2
A label given to you X X X X X X 6
Power and Control Feeling powerless X X X X X 5
Regaining control X X X X X 5
Is this the answer? X X X X X X 6
The utility of the diagnosis Who is this diagnosis useful for? X X 5
Making sense of difficulties- trauma and X X X X 7

abuse




Paper 3: Contributions to Theory and Clinical Practice
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Contributions to Theory and Clinical Practice

This final paper integrates findings from the literature review and empirical study to
consider their combined impact. It is presented in three sections: 1) contributions to theory
and recommendations for future research; 2) clinical implications; and 3) personal reflections

on the research process and outcomes.

1) Contributions to Theory and Recommendations for Future Research

Three pertinent issues arising from the research will be discussed in terms of
contributions to theory and future research: stigma; the use of Borderline Personality

Disorder (BPD) in the Criminal Justice System (CJS); and experiences of trauma.

Stigma

The findings of both the empirical study and the literature review highlight the
potentially damaging impact of stigma related to psychiatric diagnosis for young people and
adults. Whilst stigma was the focus of the literature review, it was not explicitly explored in
the empirical study. However, the issue of stigma was discussed by every participant. This
indicates that stigma continues to be a significant issue for those living with psychiatric

diagnoses.

Exploration of the literature revealed two prominent conceptualisations of stigma
related to mental health difficulties: Corrigan’s (2000) Social Cognitive Model; and Link and
colleagues’ (Link, Cullen & Struening, 1989; Link, Mirotznik & Cullen, 1991) Modified

Labelling Theory (MLT). These will be briefly outlined in turn.

Corrigan’s (2000) social cognitive theory of stigma focusses on public stigma- the

reaction of the public to people with mental health difficulties. The theory identifies different
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cognitive, emotional and behavioural aspects of public stigma: Stereotypes (cognitive
knowledge structures), prejudice (cognitive and emotional consequences of stereotypes) and
discrimination (behavioural consequences of prejudice). A signal, such as a psychiatric label,
can yield stereotypes about people with mental health difficulties e.g. dangerousness.
Endorsement of such stereotypes can result in an emotional reaction e.g. fear. This can lead to

discrimination against the labelled person e.g. rejection.

Modified Labelling Theory (Link et al, 1989; Link et al, 1991) focusses on the
experience of people with mental health difficulties and the process of self-stigma. The
theory posits that individuals with mental health difficulties are stereotyped in society. Those
labelled are viewed as inferior and discriminated against. For those who are labelled, the
societal devaluation of mental health difficulties becomes personally relevant. This
internalisation process can result in reduced self-regard and the use of defensive coping
strategies, such as secrecy and withdrawal from others. Writing from a sociological
perspective, Link et al (1989) emphasise two societal aspects of stigma. Firstly, as a
precondition of stigma, differences between persons have to be noticed, to be regarded as
relevant and labelled accordingly; this labelling process is at the core of MLT. Secondly, for
stigma to unfold, the stigmatising group has to be in a more powerful position than the

stigmatised group.

The two theoretical models are compatible, with MLT connecting social cognitive
theory with the more societal aspects of stigma. Both the literature review and the empirical
study highlighted the deleterious effects of public stigma e.g. devaluation, rejection, and of
self-stigma e.g. shame, isolation, on the lives of those living with psychiatric diagnoses. The
findings of both the literature review and the empirical study highlight how these processes of
public stigma and self-stigma correspond with the processes outlined within these theoretical

models. The diagnostic labels applied to individuals led to stereotypical perceptions by others
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and experiences of being treated differently. Of concern were people’s experiences of stigma
within mental health services. Participants in the empirical study reported being perceived as
their diagnosis by mental health professionals. This is consistent with the findings of the
literature review. Diagnostic labels create categories which communicate difference from the
majority; resulting in a separation of ‘us’ from ‘them’ (Link & Phelan, 2001). Recent
research by Corrigan et al (2015) found that participants (members of the general public) who
viewed people with mental health difficulties as different were likely to endorse prejudice
and discrimination towards that group. In addition, perceived difference undermined beliefs
that people with mental health difficulties can recover or should have personal power over
their lives. Therefore, the use of psychiatric diagnoses by mental health professionals
promotes the perception of those with mental health difficulties as different. This serves to

perpetuate stigma both in society and within mental health services.

Participants in the empirical study were also exposed to an additional layer of stigma,
resulting from their contact with the CJS. Research has identified how those labelled as both
‘mentally ilI” and as ‘offenders’ suffer from the double stigma of being perceived as both
‘mad’ and ‘bad’ (Thornberry & Jacoby, 1979; Roskes et al, 1999). This was discussed by
participants in regards to the BPD diagnosis and Personality Disorder (PD) in general. For
example, Tom’s description of being perceived as “mad and bad” and Elen’s description of
“Jekyll and Hyde” suggest that the BPD diagnosis carries with it stigma related to
dangerousness, unpredictability, and an association with criminal behaviour. Furthermore,
these public perceptions of dangerousness and violence were seen to be perpetuated by media
portrayals of “mad axe men” with personality disorders. This stigma was internalised by
some, such as Elen, who also described herself as “Jekyll and Hyde”, resulting in feelings of

shame, and leading to isolation.
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Diagnosing young people with Borderline Personality Disorder

The stigma experienced by both the young people diagnosed with psychiatric
disorders in the literature review, and the adults diagnosed with BPD in the empirical study
raise an issue worthy of discussion: the application of the BPD diagnosis to an adolescent
population. The literature review studies did not include young people with this diagnosis.
Diagnosing BPD in young people raises controversy, as there are questions regarding the
appropriateness of applying adult criteria during the fluid developmental period of
adolescence (Bleiberg, 1994). Some of the ‘symptoms’ of BPD may in fact fall within a
range of normative developmental behaviours for adolescents. The transition into adulthood
can be difficult for many young people and as such they may engage in risky behaviours such
as alcohol/substance abuse, and violence (Gilbert, et al, 2012). These behaviours can increase
the likelihood of contact with agencies such as health, social services, and criminal justice
(Haldenby et al, 2007; Waston et al, 2009). Anxieties over troubled and ‘risky’ youth can
lead to the desire to label behaviour that is not socially acceptable (Gilbert et al, 2012). This
risks pathologising socially unacceptable behaviour; an issue which arose in the empirical

study.

A central process during adolescence and emerging adulthood is the development of a
cohesive and coherent personal identity (Coté, 2006). The participants in the empirical study
described how the BPD diagnosis and associated stigma impacted on their sense of self.
Young people in the literature review also described how their diagnosis had impacted on
their sense of self. This suggests that for those who are in the process of developing their
identity and sense of self, there may be considerable ramifications when receiving a BPD

diagnosis.
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Future research

The experience of double stigma — for both the BPD diagnosis and offending- is an
area that would benefit from further research. Quantitative research could explore the
prevalence of double stigma both within the CJS and within mental health services. The use
of questionnaires would enable a larger number of people to participate. Qualitative research
could explore individual experiences of double stigma in more depth. Potential research
questions could address the impact of double stigma on people’s relationships with others,

their sense of self, and whether they experience self-stigma.

There is a paucity of research regarding the use of the BPD diagnosis with young
people. Future research could explore how many young people are receiving this diagnosis, at
what age, and in what setting e.g. community mental health settings, inpatient settings. It
would be interesting to explore how many young people involved with the CJS receive the
diagnosis. Qualitative research could explore how young people experience this diagnosis.
Research questions could include: Do they experience stigma related to this diagnosis? What
is the impact of the diagnosis on their developing sense of self? Follow up studies could

assess the longer term impact of the diagnosis.

Borderline Personality Disorder and the Criminal Justice System

All participants in the empirical paper had experienced some form of contact with the
CJS. The original aim was to recruit participants diagnosed with BPD solely from within the
Probation Service, as it was communicated that there were a large number (80+) of people
who met this criteria in North Wales. However, it was later discovered that the majority of
people who were identified as having BPD were not formally diagnosed. There is very little

research relating to the health of offenders in the community, even though the National
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Probation Service manages over 175,000 offenders in the community (Brooker et al, 2008).
The literature available does not explain why so many people are perceived to have BPD but
have not been diagnosed. It may be related to the limited availability of clinicians to facilitate
the diagnostic process. However, it may also be an issue related to stigma, whereby people
who are perceived as difficult to manage may be ascribed this label. It also raises questions
regarding the consequences for those being informally labelled with BPD in this way. The
benefit of receiving the diagnosis identified by participants in the empirical paper was access
to services, therapy and support. It is unclear how this diagnosis would be of benefit to those

within the CJS.

A further issue arising from the empirical paper was the impact of diagnosing BPD on
people’s perceptions of their offending behaviour. For some, the BPD diagnosis made them
question their offending behaviour and attribute it to their diagnosis e.g. Alex described how
“it (BPD) gets me into trouble with the police.” One focus of forensic research with offender
populations has been to explore locus of control (e.g. Fisher et al. 1998). The locus of control
theory (Rotter, 1966) posits that people who perceive causes of events as being a result of
factors within themselves, such as effort or ability, are described as having an ‘internal’ locus
of control. Those who believe such outcomes to be generally dependent on outside factors
that they are unable to influence are described as having an ‘external’ locus of control. It
appeared that being given a BPD diagnosis in the context of offending behaviour led to some
participants developing an ‘external locus of control.” The diagnosis indicated that there was
something ‘wrong’ with them and that this was permanent. This led some to view their
offending behaviour a product of their diagnosis, having little control over their actions, thus

removing their personal agency for the decisions they have made.
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How others perceived offending behaviour was also an issue raised within the
empirical paper, with some participants describing how they were diagnosed following
contact with the CJS. The criteria defined in the Diagnostic and Statistical Manual of Mental
Disorders (DSM-5, APA, 2013) require the clinician to make judgements about people’s
behaviour against expectations, and ascribe deviations to individuals. Therefore, it is arguable
that people can be given this label based primarily on the fact that they do not express
themselves, interact with others, or conduct their daily lives in ways that are considered
socially acceptable or desirable. In this sense, personality disorders can be described as
judgements of social deviance. Rose (2006, p.481) argues that this risks pathologising
criminal behaviour through the “psychiatrization of the human condition”. Draine et al
(2002) have argued that too often social problems become mistakenly simplified as
psychiatric problems, therefore it becomes inferred that mental health difficulties themselves
are a prime explanatory factor for social problems such as crime. Individuals with mental
health difficulties are disproportionately involved in the CJS because they are also members
of other groups at high risk of being arrested, i.e. substance users, are unemployed, have
fewer years of formal education, have lower incomes and are at higher risk of incarceration.
There is a greater risk of being arrested as a result of these other factors, independent of

mental health difficulties (Draine et al, 2002).

Future research

The paucity of high quality research into the prevalence of mental health difficulties
amongst people under probation supervision indicates that this is an area which requires
further research. Research could explore the number of people experiencing mental health
difficulties, and also demographic factors e.g. age, ethnicity. There is also a need to explore

how the probation service identifies people as having a BPD. If these factors are considered,
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services will be better placed to develop to meet the needs of individuals with mental health

difficulties within the probation service.

There is a need for further research exploring how individuals diagnosed with BPD
within the CJS make sense of their behaviour. Research could explore if being diagnosed
alters individuals’ perceptions of offending behaviour, exploring factors such as locus of
control. Research could also explore how these perceptions impact on engagement in

therapeutic interventions, and longer term outcomes such as re-offending and recovery.

Experiences of Trauma

A pertinent issue arising from the empirical paper was participants’ experiences of
trauma and abuse. Dillon et al (2012, p.146) argue that “a rapidly expanding literature
confirms an extremely high prevalence of trauma and abuse in all psychiatric presentations.”
Bandelow et al. (2005) conducted a study comparing the prevalence of traumatic childhood
life events for people diagnosed with BPD compared to a ‘healthy’ control group. Almost
every person diagnosed with BPD reported that they had experienced traumatic events during
childhood (only 6.1% did not), while 61.5% of the control group failed to report any such
events. Among the identified influential factors were sexual abuse, poor parental rearing
styles, and being separated from parents. This correlation between traumatising early-life
events and BPD diagnosis raises the question of whether such individuals are, in fact,
experiencing a ‘mental illness’, or whether their problematic behaviours are the product of

coping responses they have developed to deal with an aversive childhood.

Participants in the empirical paper largely described the BPD diagnosis as an
unhelpful way to view themselves. The majority made sense of their difficulties as a

consequence of experiences of trauma and abuse, and this was seen as unrelated to their
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diagnosis. The diagnostic process locates BPD as an internal deficit, thus denying the role of
social determinants such as abuse, trauma and oppression in causing psychological distress
(Shaw & Proctor, 2005; Wirth-Cauchon, 2001). This suggests that trauma-focussed approach
offers greater understanding than the use of a BPD diagnosis which does not acknowledge

traumatic experiences.

Dillon, Johnstone and Longden (2012) posit that distress can be understood as
meaningful responses to trauma and loss. They describe a new paradigm for understanding
emotional distress, which is a strongly evidence based synthesis of findings from trauma
studies, attachment theories and neuroscience. The main elements of the paradigm will be

briefly outlined.

Attachment theory proposes that infants require a relationship with an emotionally
sensitive caregiver who provides consistent, predictable and affectively attuned care
throughout their early years (Bowlby, 1969). During these formative experiences with a
caregiver, mental representations of the caregiver, the self, and the self in relation to others
are developed. These mental representations, termed Internal Working Models (Bowlby,
1969), may be retained across the lifespan. They serve as a ‘script’ and ‘blueprint’ which
influence interactions in subsequent relationships, providing a framework for interactions and
expectations in social situations (Crittenden, 1990). The ideal attachment to a caregiver is
secure, which can augment coping ability, buffer stress responses and enhance resilience.
However, many individuals experience attachment organisation that is avoidant, ambivalent,
or disorganised (Gerhardt, 2004). Disturbance in attachment may increase vulnerability to
emotional distress and dysregulation, and autonomic reactivity (Dillon et al, 2012). Research
has found secure attachment to be extremely low in people diagnosed with BPD (Levy,

2005).
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In addition to the impact of early trauma on attachment, Dillon et al (2012) describe
how adversities such as childhood sexual abuse may affect brain development; in terms of the
way the brain encodes memory and the impact this has on the autonomic nervous system.
They argue that these processes can lead to the presentations seen in those diagnosed with
BPD, psychosis, and other psychiatric diagnoses (e.g., voice hearing, self-injury,

suspiciousness and lack of trust, anxiety, low mood, and emotional reactivity).

This new paradigm has implications for the use of psychiatric diagnosis, suggesting
that “the majority of psychiatric presentations have common origins in some combination of
trauma, victimisation or attachment problems” (Dillon et al, 2012, p.151). This provides a
meaningful framework for understanding people’s distress, thus removing the need for

psychiatric diagnosis.

Future research

The evidence discussed above highlights the value of further research exploring the
prevalence of childhood adversity in people receiving psychiatric diagnoses. Learning from
people’s insights about their own experiences and how extreme events can induce extreme
means of survival is an area worthy of further research. Therefore, qualitative research into
people’s experiences, ways of coping with adversity, and stories of recovery would be

beneficial.

The paradigm for understanding distress put forward by Dillon et al (2012) highlights
areas for further research. Research which focusses on the impact of trauma and abuse on
attachment and brain development would add to the expanding evidence base. Further
evidence would emphasise the role of trauma in the development of mental health difficulties

and allow for the development of effective ways of offering support and interventions.
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2) Implications for clinical practice

A number of implications for clinical practice have arisen from this research relating

to the provision of services. These will be discussed in turn.

Trauma-informed services

Both the literature review and empirical paper have highlighted a need for the move
away from a medical understanding of distress. Timimi (2013) argues that the reliance on
diagnostic categories to organise services and treatments does not contribute to improved
outcomes for those experiencing mental distress. The use of diagnoses increases stigma and
does not adequately explain people’s experiences and difficulties. As discussed, the
significant incidence of traumatic experiences in those receiving psychiatric diagnoses, infers
that a logical step would be for services to employ a trauma model when conceptualising
people’s difficulties- seeing people as suffering from traumas with psychological
consequences, rather than illnesses with biological causes (Johnstone, 2000). If people’s
behaviours are understood as adverse consequences of trauma - rather than as ‘symptoms’ of

a diagnosis - they can be responded to differently (Holmes, 2012).

Mental health services in Canada and America have developed Trauma Informed
Toolkits, which provide advice to organisations on developing trauma informed services (e.g.
Guarino et al, 2009; Bolton et al, 2013). Guarino et al (2009, p.17) describe eight
foundational principles that represent the core values of trauma informed care, which will be
briefly outlined below. The adoption of these trauma informed care principles within mental
health services in the UK could lead to improved outcomes for individuals who have

experienced trauma.
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e Understanding trauma and its impact:
Understanding trauma and how it affects people. The recognition that many behaviours and
responses that may be appear ineffective in the present, represent adaptive responses to past
traumatic experiences.

e Promoting safety:
Establishing a safe physical and emotional environment where basic needs are met, safety
measures are in place, and service provider responses are consistent, predictable, and
respectful.

e Ensuring cultural competence:
Understanding how cultural context influences perceptions of and responses to traumatic
events and the recovery process.

e Supporting service user control, choice and autonomy:
Helping service users regain a sense of control over their daily lives and build competencies
that will strengthen their sense of autonomy.

e Sharing power and governance:
Promoting the equalisation of power differentials across services.

e Integrating care:
Maintaining a holistic view of service users and their process of healing. Facilitating
communication within and among service providers and systems.

e Healing happens in relationships:
The belief that establishing safe, authentic and positive relationships can be corrective and
restorative to survivors of trauma.

e Recovery is possible:
Understanding that recovery is possible for everyone. Instilling hope by providing

opportunities for service user and former service user involvement at all levels of the system.
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The use of formulation

An alternative to diagnostic classification, put forward in both the empirical study and
the literature review, is a formulation based approach. This approach allows for the
understanding of people’s difficulties in the contexts of their early experiences. Psychological
formulation is described as “a hypothesis about a person’s difficulties, which draws from
psychological theory” (Johnstone & Dallos, 2006, p.4). This individualised understanding of
a presenting problem, in contrast to a more categorical approach of a diagnosis, can lead to a
more tailored, individualised approach to intervention. A greater emphasis on psychosocial
factors may help to empower the person to recover or find ways to manage their difficulties;

rather than relying on medical interventions alone.

In a report by the British Psychological Society on the work of applied psychologists
in teams, Onyett (2007) describes how using formulation in teamwork can be an effective
way of shifting cultures towards more psychosocial perspectives. He argues that interventions
offered by multidisciplinary teams can be guided by psychological formulation. This provides
a framework which enables change and therefore supports clients’ recovery. The report
suggests that the visible presence of psychologists in team decision-making forums, such as
during care planning meetings, helps to promote an approach that emphasises the importance
of psychological processes in mental health difficulties; therefore, offering an alternative

perspective to the medical model.

The Criminal Justice System

These issues are also of importance within the CJS. The Bradley Report (DoH, 2009)
recommends the development of psychologically informed pathways within the CJS. The
report emphasises that support for offenders ‘through the gate’ from prison to the community

is vital. As discussed, people with mental health difficulties face considerable stigma and



105

those who are also labelled an offender face a double jeopardy of stigma; including that

within the public services that should address their needs.

An issue which was not discussed in the empirical paper, due to it not qualifying for a
theme, related to a participant’s experiences within the prison service. Alex described very
negative experiences in prison where he felt his mental health was dismissed and as such, his
psychiatric medication was withheld. He also spoke of his friends who had committed suicide
whilst in prison, and the detrimental impact this had on him. This suggests that a change in
the way in which the CJS understands and responds to mental health difficulties is required.
A report by the Ministry of Justice (2012) described how within prison, 53% of women, and
27% of men reported having experienced emotional, physical or sexual abuse as a child,
therefore recognising the impact of trauma on those within the CJS is vital for offering
appropriate support. Furthermore, coercive interventions such as seclusion and restraint can
cause traumatisation and re-traumatisation in people who have already had traumatic
experiences (Fallot & Harris, 2002). A psychologically informed approach which promotes
the importance of psychosocial factors in the development of mental health difficulties may

result in better outcomes for individuals in the CJS.

Staff training

As discussed, mental health services need to become trauma-informed. The training
received by most mental health staff within the NHS prepares them to see a medical problem
with a correspondingly medical solution. Specifically, staff training and support mechanisms
are required which encourage improved recognition of the effects of trauma (Perrin, 2012).
Training should provide an understanding of the profound biological, psychological and
social effects of trauma and violence on the individual and an appreciation for the high

prevalence of traumatic experiences in people who receive mental health services. Staff
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should be trained in approaching people who have experienced trauma by asking ‘what
happened to you?’, rather than ‘what is wrong with you?’ (Bolton et al, 2013). Training
should be aimed at developing confidence in staff to discuss abuse histories and current
experiences of abuse with clients in a sensitive way, and in a safe environment. From this
assessment, a plan for intervention can be developed which focusses on the effects of trauma,

rather than on a diagnosis with corresponding symptoms.

There is a prominent role for service users in staff training, because of the expertise
they bring through their experiences. Many service users who express an interest in becoming
involved at service provision level hold a psychosocial perspective on mental health
difficulties and therefore can directly aid psychosocial awareness in staff teams (Onyett,

2007).

Finally, integral to trauma-informed services is a robust framework of support for
staff working within the service. The provision of regular clinical supervision, reflective
practice sessions, and peer support groups- with a focus on self-care- will help to address the

personal impact of working with clients who have experienced trauma.

In summary, the issues discussed suggest that services which take a non-medical
understanding of emotional distress; that acknowledges the prevalence and impact of trauma,

can lead to hope and recovery for survivors of abuse and adversity (Dillon, 2011).

3) Personal reflections on the research process and outcomes.

In terms of my own background, prior to c