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Project Summary

Section A: This literature review focuses on research surrounding the potential mechanisms
of change within the context of group interventions for individuals who had received a
diagnosis of Emotionally Unstable Personality Disorder (EUPD). The review included
guantitative and qualitative studies focusing on change within this setting. This research
identified potential unique mechanisms of change for group interventions, but contested that
the studies were variable in quality and void of the service user voice. A focus on developing
gualitative understandings of change within and beyond the context of psychological therapy

and not limited to a particular theoretical lens was noted to be imperative for future research.

Section B: This involves a qualitative investigation, providing a holistic exploration of
change that extends beyond psychological therapy. Both individuals with lived experience of
EUPD and staff working with this client group were interviewed and a Constructivist

Grounded Theory was presented. Clinical and research implications were discussed.



Contents page

SECTION A

Abstract

1. Introduction

1.1. What is EUPD?

1.2. Therapeutic Interventions for EUPD

1.3. Skills Based Interventions: The Top Down Approach
1.4. Personality Integration and Attachment: the Bottom Up Approach
1.5. Change Mechanisms

1.6. Group Interventions

1.7. What is Unique About Group Interventions?
1.8. Where is the Service User Voice?

1.9. Current Review

1.10. Epistemological Position

1.11. Research Questions

2. Methodology

2.1. Inclusion and Exclusion Criteria

2.2. Assessment Tools

2.3. Structure of the Review

3. Literature Review

3.1. Overarching Findings

3.2. Comparison to Previous Reviews

3.3. Do the Studies Really Measure Group Impact?
3.4. Qualitative Data

3.5. Quality of Studies

3.6. Critique of Quality criteria

4. Systemic Critique

4.1. Application to Clinical Settings

4.2. Diagnosis

4.3. Gender

10
11
11
12
13
15
16
23
23
27
28
30
31
33
34
34
34
35



4.4. Single Symptom Change

4.5. Research and Clinical Practice

4.6. Changes Over Time

4.7. Staff Perspectives

4.8. Beyond Therapy

5. Summary

6. Implicationsfor Research and Practice
6.1. Research Implications

6.2. Clinical Implications

7. Conclusions

8. References

SECTIONB
Abstract

1. Introduction

1.1. What is Emotionally Unstable Personality Disorder?

1.2. Challenging Stigma

1.3. What Do we Know About the Experience of Change?

1.4. Gaps in Current Understanding
1.5. Rationale

2. Methodology

2.1. Design

2.2. Epistemological Stance
2.3. Interview Schedule

2.4. Participants

2.5. Procedure

2.6. Data Analysis

2.7. Quality Assurance

2.8. Ethics

3. Results

3.1. Model Summary

36
36
37
37
38
39
40
40
41

45

62
63
65
65
65
66
68
68
70
70
70
70
71
73
73
75
76
78
79



3.2. Feeling Stuck

3.3. Developing the Foundations for Change
3.4. Shifting Positions

3.5. Embracing the Changing Self

3.6. Model Processes

4. Discussion

4.1. Summary

4.2. Links to Previous Research

4.3. Study Quality

4.4. Study Limitations

4.5. Clinical and Research Implications
5. Conclusion

6. References

80
81
83
89
91
96
96
96
98
98
99
101
102



List of Tablesand Figures

Part A

Table 1 Search Terms

Table 2 Inclusion and Exclusion Criteria
Table 3 Kazdin’s Quality Criteria

Table 4 Summary of Included Studies

Figure 1 Prisma Flow Diagram Explaining the Literature Search Process

Part B

Table 1 Demographic Information

Table 2 Developed Categories and Subcategories

Figure 1 Preliminary Model Representing the Change Process

Figure 2 ‘Shifting Positions’ Category Detail

12
13
15
17
14

72
78
83
95



List of Appendices

Appendix A: EUPD Diagnosis Definition 110
Appendix B: Additional Information About Included Studies 111
Appendix C: Quality Assessment of Qualitative Studies 112
Appendix D: Quality Assessment of Case Study 113
Appendix E: Quality of Quantitative Intervention Studies 114
Appendix F: Quality of Observational Cohort and Cross-sectional Studies 115
Appendix G: Quality Assessment of Studies Using Kazdin’s Criteria 116
Appendix H: Research Diary Excerpts 120
Appendix I Interview Schedule for Lived Experience Group 128
Appendix J: Interview Schedule for Staff Group 130
Appendix K: Study Poster for Lived Experience Group 132
Appendix L: Study Poster for Staff Group 133
Appendix M: Information Sheet for Staff Group 134
Appendix N: Information Sheet for Lived Experience Group 138
Appendix O: Consent Form for Lived Experience Group 142
Appendix P: Consent Form for Staff Group 144
Appendix Q: Coded Transcript 146
Appendix R: Focused Codes 147
Appendix S: Examples of Analytic Memos 150
Appendix T: Pictures Documenting Theory Development Process 154
Appendix U: List of Codes and Example Quotations 160
Appendix V: Respondent Validation Email and Responses 179
Appendix W: Audit Trall 186
Appendix X: REC Approval 187
Appendix Y: HRA Approval 188
Appendix Z: Author Guidelines for the Journal for Personality Disorders 189

Appendix A1: NRES End of Study Form 191



Appendix B1: Study Summary Form for HRA and REC 193
Appendix C1: Study Summary Form for Participants 196



Running Head: MECHANISMS OF CHANGE WITHIN GROUP INTERVENTIONS FOR EUPD 1

Major Research Project

Section A

Sarah Jones

Title:

A critical review of the potential mechanisms of change for group psychological

interventions for Emotionally Unstable Personalfigorder

Word Count:

7946 (+278)



MECHANISMS OF CHANGE WITHIN GROUP INTERVENTIONS FOR EUPD 2

Abstract

Emotionally Unstable Personality Disorder (EUPD) has been historically perceived as
untreatable. In more recent years, there has been a shift in perspective leading to the
development of psychological interventions which act to challenge stigma and support

individuals to make meaningful changes.

Research has begun to evaluate what elements of psychological therapy facilitate
change. Due to the increasing provision of therapeutic input using a group element within the
National Health Service (NHS) this review focused on interventions with this modality.
Furthermore, previous literature has only focused on quantitative studies evaluating
influences of change, which limits the service user narrative and reduces the depth of results.
A systematic literature review was completed and identified 20 appropriate studies using

mixed methodologies.

A range of potential mechanisms were identified, some of which were arguably
unique to the group experience. These mechanisms included development and practicing of
both interpersonal and emotion focused skills, personal readiness, emotional growth and
identity development. However, the review revealed the youth of the data to date. In order to
develop a holistic theory of change it would be beneficial to collate qualitative data
evaluating the service user perspective of change across and beyond particular therapeutic

interventions.

Keywords: Emotionally Unstable Personality Disorder, Change, Mechanisms, Group

Intervention, Qualitative.
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1. Introduction

Individuals who have received a diagnosis of Emotionally Unstable Personality Disorder
(EUPDY currently face huge difficulties in navigating their way to appropriate support and
psychological treatment. This challenge is also reflected within Mental Health Services
(MHS) who struggle to provide consistent, evidence based and effective treatment fo

individuals with this diagnosis.

This inaccessibility and inconsistency within service provision for EUPD is arguably
correlated to the origins, understanding and discrimination surrounding the diagnosis.
Borderline Personality Disorder (BPD), the more common diagnostic label, was founded by
Stern (1938) to describe patients who were believed to have fallen between neurosis and
psychosis. The diagnosis encapsulates difficulties that overspill across several diagnostic
categories and has often been discussed negatively by servicenudensthe research

literature, acting to reinforce views of ‘not fitting in’ (Horn, Johnstone & Brooke, 2007).

This mirroring of diagnostic ambiguity has extended to service provision. Until 2003
(with the publication of ‘personality disorder: no longer a diagnosis of exclusion’ (National
Institute for Mental Health (NIMH) in England, 2003)) individuals with a diagnosis of EUPD
were not perceived to be treatable. Although there have been significant changes in
perception and treatment of EUPD, therapeutic pessimism remains rife within MHS today

(Lam, Poplavskaya, Salkovskis, Hogg & Panting 2016; Markham & Trower, 2003).

! The term ‘borderline personality disorder’ will only be referred to within the current

review when referring to the historical origins and study search terms.
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With the historic and current ambiguity in understanding and treating EUPD, it is vital

for research to explore what enables individuals with this diagnosis to change.

1.1. What iseUPD?

The currenresearch utilised the term, ‘Emotionally Unstable Personality Disorder’ as
opposed tahe more common term, ‘Borderline Personality Disorder’. This is in line with the
United Kingdom (UK) diagnostic system, the ICD-10 (World Health Organisation (WHO),
2008). Anecdotally, this term has also been found to be preferable for serviceasseEnse

have argued that it more accurately denotes their core difficulties (Mind, 2015).

Emotionally Unstable Personality Disorder (EUPD) is characterised by difficulties in
managing affect, impulsivity, interpersonal difficulties and identity confusion (Lieb, Zanarini,
Schmabhl, Linehan & Bohus, 2004). These characteristics can culminate in multiple suicide
attempts and self-harm behaviour. Individuals who are diagnosed with EUPD report higher
levels of early life abuse compared with other diagnoses (Zanarini, Frankenberg, Reich,
Hennen & Silk, 2005) and a higher prevalence of insecure attachment styles (Agrawal,
Gunderson, Holmes & Lyons-Ruth, 2004). Definitions of EUPD as defined by WHO (2008)

can be viewed in Appendix A.

1.2. Therapeutic Interventionsfor EUPD

As noted above, since the NIMH publication (NIMH, 2003) there had been a surge of
research, commissioning and service provision for personality disorder. Furthermore, there
has been a development in provision of psychological interventions for this diagnosis and the

acknowledgement that individuals with this diagnosis could be treated.

Psychological interventions are often the cornerstone of the facilitation of change and
so thus a review of the literature base for psychological interventions within EUPD is of

paramount importance. The following descriptions of prominent psychological interventions
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for EUPD did not aim to be exclusive, but the interventions below were selected due to
common implementation within the National Health Service (NHS) (NHS, 2016).

Descriptions of therapeutic interventions weéieded into ‘bottom up’ and ‘top down’

therapies, arguably representing the two common intervention strands (present focused skills
teaching and explorative, reflective therapies). These two types of interventions may include

both overlapping and unique change mechanisms.

1.3. SkillsBased Interventions. The Top Down Approach

One of the focuses of treatment for difficulties related to EUPD is the acquisition and
application of skills necessary to aid emotional regulation, impulsive urges and chronic
negative thoughts. In recent years, skills based psychological therapies have been linked to
the concept of ‘top-down processing’, whereby emotional regulation strategies such as
distancing are used to help manage intense emotional reactions which may be bottom up in

origin (Dixon-Gordon, Peters, Fertuck & Yen, 2016).

Linehan’s (1993) biosocial theory notes both potential biological and social origins
which interact, leading to difficulties associated with EURDehan’s (1993) model
proposed that biological vulnerabilities such as the increased sensitivity of the sympathetic
nervous system could interact with a difficult social environment such as experiencing an

invalidating environment in early life.

Linehan went on to develop Dialectical Behavioural Therapy (DBT), a skill based
intervention that focused on enabling the individual to accept and tolerate intense emotions
while simultaneously encouraging change and promoting new ways of monitoring and
responding to emotional states. The standard DBT procedure (Linehan, 1993) involves group

therapy, individual therapy, crisis intervention, telephone calls and team consultation. It is the
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most widely evidence based psychological intervention for EUPD as identified by the

Cochrane Review (Stoffers et al., 2012).

Another skills-based approach, Systems Training for Emotional Predictability and
Problem Solving (STEPPS) (Black & Blum, 2017) uses elements of CBT, utilising
behavioural strategies in combination with elements of cognitive restructuring to enable the
individual to more effectively manage their emotional intensity. As with the skills element of

DBT, STEPPS is a group based intervention.
1.4. Personality Integration and Attachment: The Bottom-up Approach

In the context of therapy, bottom-up processes would aim to identify, expose and
learn from early difficult and often traumatic experiences, emotions and beliefs which may
maintain current distress. Therefore, therapies involving exposure and tolerance to deeply
intense emotional states in combination with interpersonal experiential practice arguably fit

this category; processes encompassed by a wide range of psychological therapies.

One of these is Schema Therapy (Young, Klosko & Weishaar, 2003), which draws on
elements of cognitive therapy, Gestalt psychotherapy, object relations and psychotherapy to
encourage personality change. For EUPD, this change is thought to occur through
identification, challenging and decreasing the intensity of maladaptive schemas that trigger
states known as ‘modes’. Schema Therapy often involves the experiential practice of
dysfunctional mode challenging and improving the strength of healthy adult modes,

fundamentally enabling a more coherent sense of self.

Other therapies, such as Transference Focused Psychotherapy (Clarkin, Yeomans &
Kernberg, 2006) similarly utilise experiential practice to enable clients to identify and re-

enact personality fragments or unhelpful ways of interacting with others within therapy
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sessions. Through therapist observation and interpretation the therapy can lead to a more

cohesive sense of self.

Mentalisation Based Therapy conceptualises the fragmented self as an inability to
mentalise and to view oneself through others eyes (Bateman & Fonagy, 2010). In this
therapy, individuals with EUPD are given the opportunity to begin identifying the mental
states of others as a way of understanding and challenging their own emotional behavioural

response.
1.5. Change M echanisms

The above therapies aim to evoke change for the individuals that engage, either by
using a skills-based intervention that aims to help the individual manage emotional distress,
or by an experiential relational therapy which aims to help the individual develop a more
coherent sense of self. There has been a vast array of research investigating the most vital
ingredients within psychological therapies that help clients to change. Exploring these
potential change mechanisms has been recommended as an important avenue for research in
order to produce the most effective and meaningful interventions for service(ésadin,
2008). The notion of change mechanisms is arguably even more important to explore within
EUPD research, when holding in mind the historic context of EUPD and the relatively recent

shift in view of EUPD as being a treatable disorder (NIMH, 2003).

The earlier descriptions of psychological therapies for EUPD appear to identify
common strands within their theoretical underpinning and implementation, which may be
understood by overlapping change mechanisms. However, there are also subtle différences. |
would be useful to establish whether there are particular mechanisms within psychological
therapy that help/enable clients to change in order to challenge the notion that individuals

with this diagnosis cannot change. Forster, Berthollier and Rawlinson (2014) went someway
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in addressing this gap in the research literature and completed a review evaluating research
exploring potential mechanisms of change within individual psychotherapeutic interventions

for those diagnosed with EUPD.

1.6. Group Interventions

Forster et al. (2014) identified several important potential change mechanisms but
mainly focused on individual interventions. This decision seems somewhat at odds with the
experience of many service usesscessing MHS as a large proportion of psychological
interventions are group based (Lorentzen & Ruud, 2013). Furthermore, the majority of the
evidence based interventions for EUPD involve a group element (Bales et al., 2012;

Fassbinder, et al., 2016).

Moreover, the current climate within the National Health Service (NHS) means that
group based interventions are increasingly used due to their comparative cost effectiveness
over individual interventions (Kilmer, 2010). Increasing availability of group interventions
also mirrors guidance by the National Institute for Health and Care Excellence (NICE, 2009)
for individuals with a diagnosis of EUPD. NICE (2009) guidelines for EUPD recommend
that psychological interventions should be offered in at least two modalities (e.g. individual

& group).

1.7. What is Unique About Group Interventions?

Consequently, it is an oversight that the potential change mechanisms within group
interventions within EUPD have not been investigated. Qualitatively, there have been
suggestions within the research literature relating to the possible unique contribution to

change for group based psychological therapy, as described below.

Firstly, one of the main difficulties for individuals with a diagnosis of EUPD is a

chronic struggle to manage interpersonal difficulties (Lieb et al., 2004). Group based
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interventions enable a unique opportunity for individuals to work on relationships, challenge
previous ways of communicating with others and practice new skills and interactions within a
safe environment (Kilmer, 2010). Farrell, Shaw and Webber (2009) received feedback from
group participants following on from completion of a group Schema Therapy intervention
which identified that meeting others with the same diagnosis was very helpful for service

users’ in relation to accepting themselves and feeling a sense of belonging.

Furthermore, research has shown that individuals with EUPD may find it more
comfortable and at times more powerful to hear feedback or be challenged by a peer as
opposed to a therapist (American Psychological Association (APA), 2001). Hummelen,
Wilberg and Karterud (2007) noted that another advantage of group therapy for EUPD was
that it could help to reduce the intensity of transference towards the therapist and could
simultaneously increase different levels of transference in various group members. These

interpersonal complexities could subsequently be explored safely within the group setting.

1.8. Whereisthe Service User Voice?

The vast majority of the studies described here ascertained their positive feedback
about group interventions through qualitative means. This suggests that qualitative research
may play an important role in understanding the potential unique advantages of group

interventions for EUPD.

Qualitative research has been postulated to be of benefit when exploring phenomena
with limited understanding or which is deeply rooted within human understanding (Ritchie &
Lewis, 2003). To the author’s knowledge, the Forster et al. (2014) study was the first of its
kind to complete a review exploring potential mechanisms of change within EUPD, again
highlighting the recency of the literature base. Furthermore, the concept of change and the

influence of psychological therapy for individuals with EUPD is a very complex one. A
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gualitative research methodology aligns with the subject matter discussed within the review

by Forster et al. (2014) and was an important oversight of the study.

Moreover, whilst bearing in mind the historical context outlined earlier in this review,
there is a real need for service user grounded research for EUPD. The review by Forster et al.
(2014) was void of the service user voice, arguably missing an opportunity to elucidate
service users’ perceptions of what changed for them and why. Subsequently, the current

study aims to incorporate the voice of the service user within available research.

1.9. Current Review

As discussed, group interventions play an important role in the treatment provision for
many service usersvho have been diagnosed with EUPD. Therefore, it is important for
research to investigate mechanisms of change within the context of group based
interventions. The review aims to include qualitative studies exploring serviceé users
perspective of change within the context of therapy to add an additional richness to the

review.

Differences lie between a change mechanism and other concepts such as a change
mediator or moderator for example. Kazdin (2007) identifies a mediator as a variable that
accounts for the relationship between two other variables, whereas a moderator or influencer
is a factor that impacts the direction and strength of a relationship between two variables.
Finally, Kazdin describes a mechanism of change as, “the processes or events that are
responsible for the change” (Kazdin, 2007, p.3) and highlighted that moderators and
mediators can help to illuminate potential change mechanisms. For the purpose of the current
review, studies were included if they investigated and alluded to change mechanisms (which

may have been explal through researching mediators and/or moderators).
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1.10. Epistemological Position

A critical realist social constructionist stance (Harper & Thompson, 2012) was taken
in evaluation of selected research. EUPD is a problematic diagnosis due to its heterogenic
nature (Tyrer, 2009) and this was held in mind throughout the review. This diagnostic
instability and subsequently highly varied client group impacts on the ability to apply often
rigid and narrow focused academic research to the complexity of clinical practice.
Subsequently the constructs, treatments and findings of the included studies were interpreted

tentatively whilst holding in mind the systemic context surrounding the research.

1.11. Resear ch Questions

To the authos knowledge no review focusing on mechanisms of change within
group psychological interventions currently exists and therefore the current review aimed to

fill this gap and to provide an answer to the following research questions:

1) What are the proposed factors that influence change within interventions with a group
element?

2) Do identified mechanisms differ to those found for individual interventions in the
review by Forster et al. (2014)?

3) How can the research findings be understood within the systemic context surrounding
EUPD?

4) What are service users’ perspectives of therapeutic change within group based

interventions?
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2. Methodology

The current review utilised four databases including PsychINFO, MEDLINE, Web of
Science and ASSIA using the search terms noted below in Table 1. A Google Scholar search
was also completed, using the same search terms. This enabled identification of additional
articles (both quantitative & qualitative) and reference lists of review papers were scanned to

check for additional articles. Searches took place between October and December 2016.

Table 1.

Search Terms

Search Engine Terms
PsychINFO, MEDLINE, Web of Science Borderline Personality Disorder OR
and ASSIA Emotion* Unstable Personality Disorder

AND change* OR change mechanism* Ol
change process* OR change over time Ol
stages of change OR change cycle OR
readiness to change OR treatment outcor
OR behaviour change AND therapy OR
treatment OR interventioAND group

Google Scholar Dialectical Behavioural Therapy OR
Mentalization OR Schema OR Cognéiv
Behavioural Therapy OR STEPPS AND
Change AND Borderline Personality
Disorder OR Emotionally Unstable
Personality Disorder

The identified range of studies were then screened and selected based upon inclusion

and exclusion criteria, details of which can be seen below in Table 2.
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2.1. Inclusion and Exclusion Criteria

Table 2.

Inclusion and Exclusion criteria

13

Inclusion Criteria

Exclusion Criteria

Studies were required to be written
English.

Review studies were excluded as they ten
to focus on general effectiveness as oppc
to change mechanisms. However, so
review studies were used to inform t
rationale for the current research (Binl
Fenton, McCarthy, Lee, Adams & Dugge
2006; Sempertegui, Karreman, Artz
Bekker, 2013).

Studies were included if they were publist Studies were excluded if participants we

between 2003 to the present date (After
publication of ‘Personality Disorder: No

Longer a Diagnosis of Exclusion’) (NIMH,
2003).

descibed as having ‘traits’ of EUPD, in
order to reduce heterogeneity within

arguably already variable diagnos
presentation.

Included studies involved resear
participants that had been given a forr
diagnosis of EUPD or were deemed to m
criteria for EUPD.

Studies only evaluating therapy
effectiveness without focusing on potentie
change mechanisms were excluded.

Studies were excluded if the intervention
that was being targeted focusedaon
morbid mental health difficulties within the
intervention, e.g. a schema group for BPL
and PTSD. This was to decrease
heterogeneity within the dataset.

Studies were required to include an elem
of group work within the target interventio

Studies were only included if they we
observed to demonstrate .
association/relationship between t
intervention, a mediator/influence of chan
and some form of therapeutic chani

Studies were excluded if they focused on
only individual interventions or it was
unclear whether the intervention was
individual or group based.

Studies that met inclusion and exclusion criteria were taken forward for full review. Figure 1

notes the literature search process taken to reach the final selected studies.
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Initial search results

n = 1365

v

Excluded following title review

-n = 1133

v

Abstracts screened

n =157

v

Full text reviewed

n=>54

Duplicates removed

-n=85

Articles added after searching
reference lists and google scholar

+n =10

Excluded following abstract
screening

n =103
Did not discuss mechanisms= 28
Individual therapy study= 26
Review meta-analysis study= 19
Book chapter= 14
Not an intervention study= 10
Duplicate= 1
Co-morbidity= 2

No diagnosis= 3

Final number of studies
included

n=20

A\ 4

Excluded following full review
n=34

Did not discuss mechanisms after
further scrutiny = 20

Discussed mechanisms but did no
measure= 8

Review article= 3
No diagnosis = 2

Individual therapy study= 1

14
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Figure 1 Prisma flow diagram explaining the literature search proéetgpted from
‘Preferred reporting items for systematic reviews and meta-analyses: the PRISMA
statement,” by D. Moher, A, Liberati, J. Tetzlaff, and D. G. Altman, 2009,0s Medicine, 6,

P1-6. Copyright 2009 by Moher et.aéldapted with permission.
2.2. Assessment Tools

Because the included studies focused on a wide variety of methodologies several
types of quality assessment tools were used. For quantitative experimental designs, the
Quality Assessment Tool for Quantitative Studies (Effective Public Health Practice Project
(EPHPP), 1998) was utilised. Qualitative research was assessed using Mays and Pope (2000)
guidance. Correlational studies were reviewed using the Observational Cohort and Cross-
sectional Studies tool (National Heart, Lung & Blood Institute, 2014). For case study designs,
Yins (2009) quality criteria was used when evaluating applicable studies. Finally, all
quantitative studies were reviewed in line with Kazdin’s (2007) criteria (See below) for
identifying potential mechanisms of change. A copy of all quality assessment tool

assessments can be found in Appendix C, D, E, F and G.

Table 3 Kazdin’s quality criteria

Criteria Definition

Strong association Is there a strong association between
intervention and mediator of change?
Is there a strong association between the
mediator and therapeutic change?

Specificity The proposed association between the
intervention, mediator and outcome is
specific and unlikely to be due to another

mediator.
Consistency Observed results can be viewed across
studies, samples and conditions.
Experimental Manipulation Direct experimental manipulation can

strengthen belief that mediator effect is dt
to qualities of a particular intervention.
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Timeline A timeline between causes and mediators
must be established to confirm that
mediators precede outcome.

Gradient Greater activation of the proposed mediat
is associated with greater change.

2.3. Structure of the Review

The final article search resulted in 20 articles which were taken forward for a full
review. Studies were summarised in regard to potential mechanisms of change, and compared
and contrasted to findings from the review by Forster et al. (2014). Several forms of quality
criteria were utilised to review study quality and studies were then evaluated within a wider
systemic context. A full list of included studies can be seen in Table 4, below. For additional
information about diagnostic criterion utilised and chosen outcome measures for each of the

included studies, please see Appendix B.
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Table 4.

Summary of included studies

17

Study Participants Age Design & intervention  Country  Study length & Analysis used Proposed Findings
follow up to assess change
potential mechanism
change
mechanism
Bedics, 101 women meeting 29.3 Randomised Control United Data collected Mixed effects  Therapeutic Clients view of total
Atkins, DSM-IV criteria for Trial (RCT) (DBT vs States at four time modelling Alliance: alliance increased
Comtois & BPD? CTBE) points Therapist regardless of treatment
Linehan (USA) affirmation  condition. Increased client
(2012) and rating of therapist
protection affirmation and protection
was linked to less self-
harm, and increased self
love and care in DBT
group only
Bedics, 101 women meeting 29.3 Randomised Control USA Data collected Mixed effects Therapeutic Subtleties within
Atkins, DSM-IV criteria for Trial (RCT) (DBT vs at four time modelling Alliance: therapeutic relationship
Harned & BPD CTBE) points Client (client rated commitment
Linehan commitment and therapist
(2015) and therapist understanding and
understandin alliance) reduced self harr
g in DBT group only
Cunningham 14 women with a 38.7 Qualitative United N/A Did not specify Skills Development of skills was
, Wolbert & diagnosis of EUPD DBT Kingdom teaching identified as an important
Lillie (2004) (UK) influence of change.

2 BPD terminology used in line with diagnostic manual

Participants also discusse
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Dammann et
al. (2016)

Feliu-Soler 35 participants with DBT=

et al. (2014)

Geyer
(2013)

Goodman et
al. (2014)

30 inpatients with  26.4
EUPD

(25 female, 5 male)

EUPD

(DBT= 16 females,
2 males; GPM=15= 29
females, 2 males)

30.11

8 individuals witha 47.5
EUPD diagnosis

who had previously

or were currently
engaging in a group
based programme (:
females, 4 males, 1
gender ambivalent)

11 participants with 30.4
EUPD vs 11

Healthy Controls

(HC)

(9 females, 2 males

in both groups)

GPM=30.

Single intervention
experimental design nd

(psychodynamic
transference focused
therapy (TFT) & DBT
skill training)

Non-Randomised
Control Trial

Spain

Sequential assignment
to two intervention
groups (DBT-
mindfulness vs GPM)

Qualitative UK
(MBT and group
psychoanalytic therapy

Non-Randomised USA
Control Trial

11 participants with

EUPD (engaging with

DBT intervention) vs

11 HC’s

Switzerla 12 week

18

Correlation:
intervention. Pearson or
Measures Spearman
completed pre
and post
intervention
Completed Correlation:

across two days Bi-variate

N/A Grounded
Theory

12 month Correlation:

intervention. Pearson

Data collated at

baseline, six

months and at

12 months.

Individual
responsibilit
y for change

Interpersona
| skills

Mindfulness
practice

Finding new
ways of
being within
an

the importance of the
group for support

There was a significant
improvement in the
severity of interpersonal
skills after the intervention
and the severity of
interpersonal problems at
baseline was positively
correlated with EUPD
symptomology

The intervention group
enabled participants to
gain new insights and
coping strategies and
mindfulness practice was
positively correlated with
lower emotional reactivity

The author noted that
group interventions
enabled an interactive
relational context which

interpersonal was safe and subsequentl

space

Amygdala
activity

enabled conflict and
learning

Participants with EUPD
showed decreased
amygdala activation
during treatment and
subsequent improved
emotional regulation
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Gratz, Levy Two trials.
& Tull
(2012) Trial one.

22 women who met
criteria for EUPD

Trial two:

19women who
reported dangerous
self harm
(subthreshold
EUPD)

Hodgetts,

Wright &
Gough
(2007)

5 participants with a
EUPD diagnosis
(2 male, 3 female)

Kramer et al.
(2016)

41 patients with
EUPD

(Skills group= 20
female, 1 male;
TAU group= 16
female, 4 male)

Linehan, et 99 women with an
al. (2015) EUPD diagnosis

Trial one:
33 years
Trial two:

33.3years

35.2

Skills
group=
35.14
Interventi
on
group=
33.6

30.3

Trial one:

RCT (Acceptance-
based Emotion
Regulation Group
Therapy (ERGT) +
TAU vs TAU)

Trial two:
Open trial (no control
group)

Qualitative
(DBT)

RCT
(DBT informed skills
training vs TAU)

Single-blind RCT
(DBT vs DBT-Skills vs
DBT-I)

USA

UK

Switzerla
nd

USA

Data collated
over three
timepoints
(baseline, mid
treatment, post
treatment)

N/A

Measure
distributed pre,
post and during
a three month
follow-up

Baseline and
quarterly over
one year of
treatment. One

19

Latent Growth Emotional
Analysis
n

Interpretive
Phenomologica self or

| Analysis group?
Mediation Assertive
Analysis anger
Mixed effects  Skills use

modelling

dysregulatio

Uncertainty:

Emotional regulation
mediated effect of
reductions in dangerous
self harm within ERGT

The study alluded to many
positive benefits and
effects of the DBT group,
but did not reflect on
potential influences of
change, except for
uncertainty around group
or the self as a facilitator
of change

DBT skills training
increased levels of
assertive anger, and
mediated symptom
reduction, particularly in
the context of participant’s
social roles

Interventions with a skills
training component were
more effective than those
without and resulted in
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McMain, et
al. (2013)

McSherry,
O’Connor,
Hevey &
Gibbons
(2012)

Neacsiu,
Rizvi &
Linehan

(2010)

Nee &
Farman
(2007)

80 individuals who
met criteria for
EUPD (Subset of
participants from a
wider RCT)

(67 females, 13
males)

8 participants who
met criteria for
EUPD (6 females, 2
males)

108 women with
EUPD

(63 recurrently
suicidal women with
EUPD, 45 women
with EUPD and
drug dependence)

Three women with
EUPD currently in
prison

32.6

Age
range
between
32-55

31.44

19,29 &
26 years
of age

RCT

(DBT vs General
Psychiatric
Management (GPM)

Qualitative UK
(Adapted DBT)

RCT

(DBT vs Community
treatment by experts

(CTBE) vs Treatment
as usual (TAU))

USA

Case studies following UK
on from completion of

DBT programme. Both
staff and service user
perspective included.

Canada

year follow up

also completed

Dependent
Measures:
Baseline and
every four
months over
one year of
treatment

N/A

16 months.
Measures
collected at
pre-treatment
and then every
four months

N/A

20

Correlation:
Pearson

Thematic
analysis

Mediation
analysis

Case Study

Emotion and
cognitive
problem
solving

Group
environment
and skills
application:
mindfulness

Skill use

Mindfulness
, tolerance
of distress

greater improvements in
self-harm and depression
scores than individual
DBT therapy

Improvements in cognitive
and emotion processes
(affect balance and
problem solving)
associated with more
positive treatment
outcomes (reduction in
symptom distress and
improvements in
interpersonal functioning)

Developing coping skills
and valuing the group
environment were seen as
potential facilitators of
managing emotions and
increasing confidence and
sense of identity

Skill use is a potential
mechanism for change for
suicidal behaviour,
depression and anger
control

Case studies highlighted
the differential skills
needed at different points
of therapy and progress
was dependent on
individual circumstance
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O’toole, 165 women witha 37.10 Correlational 5 Interventions Correlation: Mindfulness Mindfulness and social

Diddy & EUPD diagnosis (DBT) different ranged from 1- Pearson support were found to be
Kent (2012) statesin 180 weeks predictors of emotional
USA wellbeing. Mindfulness

practice was also
associated with less
frequent healthcare usage

Perroud, 52 females who met 30.7 Single Intervention Switzerla Baseline Regression Mindfulness Accepting without
Nicastro, criteria for EUPD Experimental Design  nd measure and at analysis - Accepting  judgement, a particular
Jermann & six intervals (at without aspect of mindfulness
Huguelet (Follow up to a DBT end of each judgement  training was found to
(2012) intervention) DBT module) correlate with

improvements in EUPD
symptoms and viewed as
potential mechanism of

change
Perseius, Patient group: 10 Patient Qualitative Sweden N/A No Patient Development of a skills
Ojehagen, women with EUPD group: 27 (DBT) methodology  group: Skills tool box and respect and
Ekdahl, diagnosis described And being collaboration key
Asberg & Therapist group: 4 ready to components
Samuelssor therapists change
(2003) Therapist:
Manual and
being ready
to change
Sandage e 40 adults who met  40.2 Single Intervention USA Four week Mediation Reductions  Decreases in anxious
al., (2015) criteria for EUPD Experimental Design intervention. analysis in anxious attachment scores
(35 femalesb5 Measures attachment  mediated effect of
males) (forgiveness module completed at 4 motivations to forgive on
within DBT time points general EUPD
intervention) including 6- symptomology
week follow-up
Soler et al. 60 participants who DBT- Non-Randomised Spain Pre- Correlation: Mindfulness Minutes of mindfulness
(2012) were diagnosed witt M=29.33 Control Trial (DBT-M intervention Pearson Practice practice correlated with

EUPD + GPM vs GPM alone) improvements to
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(DBT= 36 female, 4 GPM= and at end of psychiatric symptoms
males; GPM= 15 31.78 intervention (attention and impulsivity)
females, 4 males)
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3. Literature Review

3.1. Overarching Findings

A vast array of proposed mechanisms of change were identified within interventions
with a group element for EUPD. This diversity in potential change mechanisms is perhaps
reflective of the complexity of difficulties individuals with an EUPD diagnosis face. A

summary of the possible mechanisms has been listed below.

3.1.1. Skill application.

Some potential change mechanisms focused on application of skills learnt within the
therapy. Neascsciu, Rizvi and Linehan (2010) explored whether the emotional regulation
skills teaching within DBT was treatment mediator for 108 women with EUPD. The authors
found that skills use fully mediated a decrease in suicide attempts, depression and

improvements in managing anger.

Linehan et al. (2015) completed the component analysis for DBT, comparing
standard DBT (group & individual) to the skills group and to the individual sessions in order
to understand the most effective components of the intervention. Linehan et al. (2015) found
that interventions with a skills element showed greater improvements in frequency of non-
suicidal self injury and depression. This provides further evidence for the benefit of skills

teaching in facilitating change.

Many of the qualitative studies also supported the above findings. Participants within
Cunninghan, Wolbert and Lillie’s (2004) ethnographic study reflected on their experience of
a DBT group and reasons for its success. Skill use such as distancing and self-soothing were

identified as powerful in helping reduce self harm. This was also confirmed within Perseius,
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Ojehagen, Ekdahl, Asberg and Samuelsson’s (2003) qualitative investigation of individuals
experience of receiving DBT. Participants noted that skills training was important in reducing

self harm and suicidal behaviours.

Research has also begun to explore the potential value of more specific skills. For
example, Feliu- Soler et al. (2014) explored the impact of DBT mindfulness training on
emotional reactivity. Participants were assigned to General Psychiatric Management (GPM)
or GPM with mindfulness training. The authors found that increased mindfulness practice

was correlated with lower emotional reactivity and depression.

Soler at al. (2012) corroborated the above findings, whilst carrying out a non-
randomised control trial exploring the impact of a DBT-mindfulness module on several
measures of attention and other clinical variables. The authors found that minutes of
mindfulness correlated with reductions in depression and confusion symptoms. O’toole,
Diddy and Kent (2012) mirrored these findings in their study which investigated the
predictors of emotional wellbeing for 165 women involved in DBT. Higher use of

mindfulness skills was reflected in reduced healthcare usage.

Perroud, Nicastro, Jermann and Huguelet (2012) developed the above research further
and explored particular elements of mindfulness practice that might influence change.
Perroud et al. (2012) assessed mindfulness skills at six intervals during a one year DBT
intervention. Specifically, increased ability to accept without judgment correlated with

improvements in EUPD symptoms (depression and hopelessness).

The acknowledgement of mindfulness practice as a potential mechanism of change
has also been highlighted within the qualitative literature. Within their care study desggn, Ne

and Farman (2007) reported that Ms A found mindfulness practice as valuable in enabling
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therapeutic change, whilst discussing her experiences of receiving DBT whilst in prison (Nee

& Farman, 2007).

One study evaluated a different element of the emotion regulation system: emotional
and cognitive problem-solving processes. McMain et al. (2013) completed a Randomised
Control Trial (RCT) comparing DBT to GPM for 80 individuals with a EUPD diagnosis. The
authors found that improvements in affect balance and problem solving following on from
the intervention were correlated with reductions in symptom distress and improvements in

interpersonal functioning.

3.1.2. Tolerating and managing emotions.

Several studies demonstrated the importance of communicating and managing
emotions. Gratz, Levy and Tull (2012) developed an emotion regulation group therapy for
women with EUPD and found that reductions in emotion dysregulation mediated reductions
in self harm. Goodman et al. (2014) supported these findings and identified that reduced
amygdala activation correlated with reduced emotional dysregulation, highlighting the
potential neurological impact of therapy. The value of becoming more able to manage
emotions in facilitating change was also confirmed within the qualitative literature (Nee &

Farman, 2007).

More recently, Kramer et al. (2016) evaluated the processes of change within an RCT
comparing a DBT skills group verses treatment as usual. The authors found that increases in
assertive anger mediated symptom reduction in the DBT skills group. This suggests that

subtle emotional processes may influence therapeutic change.

3.1.3. Therapeutic alliance.

Bedics, Atkins, Comtois and Linehan (2012) explored differences in the therapeutic

relationship and introject whilst completing a two-year RCT comparing DBT verses
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Community Treatment by Experts. Bedics et al. (2012) found that participants within the

DBT condition who perceived their therapist as warm, affirmative, protective and loving
reported less incidences of self harm and greater self love and care. Bedic, Atkins, Harned
and Linehan (2015) extended these findings and found that participants with higher client
rated commitment and therapist understanding experienced reduced self harm. These findings
reflected in the wider literature base regarding the importance of the therapeutic relationship

for all types of mental health problems (Lambert & Barley, 2001).

3.1.4. Interpersonal skillsand shiftsin identity.

Another potential change mechanism identified within the included studies was the
role ofadeveloping a sense of self. McSherry, O’Conner, Hevey and Gibbsons (2012)
completed a thematic analysis of service user experience of adapted DBT. Participants
identified the value of the group setting on increasing confidence and regaining and renewing
a sense of identity. Geyer (2013) completed a grounded theory investigation of the experience
of change within group interventions for EUPD. Geyer (2013) acknowledged the importance

of group therapy in enabling participants to try out new ways of being within a safe space.

Dammann et al. (2016) used a quantitative research design which also highlighted the
importance of interpersonal development. The authors evaluated changes in interpersonal
problems after a 12-week Transference Focused Therapy combined with DBT skills training.
Improvements in interpersonal problems were observed and interpersonal problems at
baseline correlated with most interpersonal problem scores at the end of the intervention, as
well as several measures of EUPD symptomology (e.g. anxiety). This research suggests that

interpersonal difficulties could be a potential mechanism of change.

Research completed by Sandage et al. (2015) also explored elements of interpersonal

difficulties. The authors evaluated a group forgiveness module within a DBT intervention
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over four time points. The authors found an increase in measures of forgiveness, attachment
insecurity and psychiatric symptoms. The authors then completed a mediation analysis and
concluded that reductions in anxious attachment mediated the relationship between increases

in motivations to forgive to reductions in psychiatric symptoms such as depression.

3.1.5. Personal readiness.

Finally, several of the qualitative studies (Cunningham et al., 2004; Perseius et al.,
2003) and one quantitative study (Bedics et al., 2015) alluded to the importance of personal
readiness, taking responsibility and help seeking as important facilitators of change. This was
identified by participants within Hodgetts, Wright and Gough’s (2007) qualitative
investigation of experience of DBT. Participants found it hard to identify whether change

came from the therapy model or from within themselves.

3.2. Comparison to Previous Reviews

The proposed mechanisms or influences of change within group interventions appear
similar to those identified for individual interventions within previous reviews. Skill use,
experiential avoidance, emotional regulation and cognitive change were all noted as potential

change mechanisms within the review (Forster et al., 2014).

However, of particular interest were the additional possible influences of change that
were identified within the current review. These skills included interpersonal skill
development, developing emotional balance, the increased ability to problem-solve,
expressing assertive anger, learning and practicing mindfulness skills, reconnection with and
evolution of identity as well as increased tolerance of distress and personal readiness. It is
theorised that many of the skills listed above are those that are more readily utilised and
appropriate within group settings. For example, interpersonal skill practice is a relational

skill, one that requires a group setting in order for individuals to express, challenge and be
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challenged within a safe environment. Therefore, it is possible that the proposed change
mechanisms identified in the current review were reflective of an additional, unique influence
of group based interventions. However, these results need to be interpreted tentatively, for

reasons discussed below.

The finding that personal readiness and commitment to change (Bedics et al., 2015;
Cunningham et al., 2004; Hodgetts et al., 2007; Perseius et al., 2003) are potential
mechanisms of change is a new finding. This finding was not observed within most
guantitative studies and the results highlight the value of qualitative service user research in
understanding internal drivers of change. The potential importance of readiness to change

requires further investigation.

3.3. Do the Studies Really Measure Group I mpact?

Although numerous studies noted some potential change mechanisms, many of the
included study designs and methodologies made it difficult to meaningfully disentangle the
influence of group intervention elements in comparison to individual intervention
components. This made it difficult to identify particular mechanisms of change for group

based interventions.

For example, only one study (Linehan et al. 2015) completed a component analysis of
a DBT intervention. DBT is the most widely researched group element psychological therapy
for EUPD (Droscher, Startup, Petfield & Cartwright-Hatton, in press) and so this finding is
surprisng. In Kazdin’s (2007) paper regarding mechanisms of change, he recommended
component analysis as an effective way of deciphering potential mediators and subsequent
potential change mechanisms within psychological therapy. The current review has
highlighted a paucity of this type of analysis within the literature base surrounding group

interventions, which future research should aim to address.
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An alternative perspective for the findings of the current review is that group
interventions did not produce unique change mechanisms when compared to individual
interventions and that the additional proposed influences of change identified in the current
review were due to some other factor, such as evolution of the literature base. This is
supported by the finding of several of the included studies (Bedics, Atkins, Harned &

Linehan, 2015; Neasciu et al. 2010) who noted that both the intervention condition and
control condition had a positive impact on included outcome measures and often resulted in a
reduction in EUPD symptomology. This suggests that psychological interventions may
include generalised influences of change that are not always restricted to a particular type of
intervention. This was noted within the review by Forster et al. (2014) and has been alluded

to within the research literature (Connolly Gibbons et al., 2009).

However, some of the included qualitative studies went some way to identify the
possible unique contribution of group intervention utilising a qualitative grounded theory
methodology. Gger’s (2013) overarching theory identified “discovering new ways of being
in an interpersonal space” (p.46) as the core process relating to change for eight individuals
who had engaged in group therapy. This finding suggests that group therapy may offer a

unique way in evolving interpersonal skills and sense of self.

Furthermore, in the qualitative research by Perseius et al. (2003), participants
identified the group skills focus of DBT as key in enabling them to reduce suicidality and
self-harm behaviours. Cunningham et al. (2004) noted that participants found the group
support vital in their progression and development, stating that group members learnt from

each other.

These findings support and expand on some of the quantitative study findings

(Linehan et al., 2015; Neacsiu et al., 2010) identified within the review and illuminate some
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of the subtle processes within group therapy which may enable change. Furthermore, the
studies effectively identified and communicated the voices of those with an EUPD diagnosis
about what their perception of change was, a stark contrast to the majority of papers in this

review.

3.4. Qualitative Data

The current review identified six qualitative studies exploring change for individuals
with EUPD which started to include the service user voice. However, there was an absence of
studies which asked individuals with lived experience of EUPD directly about their views of
change and it appears disjointed that the voices of those with this diagnosis are not more

prevalent within the research literature.

Only Geyer’s (2013) research focused specifically on understanding change within
group therapy, as opposed to through another lens such as ‘recovery’ or within a service
evaluation. The recovery concept has been noted to jar with service users’ experiences
of their struggles with EUPD who stated that the concept of recovery did not always denote
the complexity and long term nature of their difficulties (Katsakou et al., 2013).
Unfortunately, the majority of included qualitative studies utilised the recovery concept when
exploring change and this may have restricted researaherstions and subsequently

influenced participant’s responses.

With the evolution of the service user led movement (Thornicroft & Tansella, 2005)
which has developed within the last decade and has influenced both MHS provision and
research, it is argued that the voices of those with an EUPD diagnosis is not equally and

transparently represented within the literature base.
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3.5. Quality of Studies

Alongside evaluation of study findings, included studies were evaluated for quality.
Because of the variety of study designs and methodologies employed, it was difficult to gain
an overall assessment of study quality and subsequently studies were evaluated based upon

their methodological orientation using corresponding quality assessment tools as appropriate.

3.5.1. Qualitative studies.

The gualitative studies within the current review were reviewed against Mays and
Pope’s (2000) criteria and varied considerably in their quality (as seen in Appendix C). Only
two of the seven studies utilised some form of triangulation within the analysis of their
studies (Geyer, 2013; Perseius et al., 2003). None of the included studies included respondent
validation and only one study (Geyer, 2013) included any reflections about the ressarcher
influence on the dataset. This lack of participant verification and evaluation of researcher
reflexivity arguably left the authors open to biased results, further reinforcing the silencing

nature of a large proportion of the research literature for individuals with EUPD.

Furthermore, the overall quality of the written analysis varied considerably between
studies, with fluctuating quality of methodology description and adherence and at times with
limited information about the ways in which the researchers acknowledged negative cases
(McSherry et al., 2012). These findings suggest that the literature base needs to enhance the

quality of qualitative research focusing on change within the context of EUPD.

Appendix D noted that the case study by Nee and Farman (2003) gave sufficient
detail regarding participant’s backgrounds and presentation during their experience of the
DBT group. However, of the three case studies reported only one was included within the

current review as it was the only case study to express the servicevisgssof what
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helped within the group and why. Again, the inconsistency between case studies and the

omission of the service user voice is a notable oversight.

3.5.2. Quantitative studies.

As with the included qualitative studies, the quantitative studies also varied in quality.
Please see Appendix F and G for further information. Using the EPHPP (1998) criteria to
assess study quality, it was noted that the majority of included studies provided adequate
descriptions of their methodology and were able to control for individual differences between
intervention groups prior to analysis. However, studies varied in their ability to adequately
describe outcome measures utilised with regard to validity and reliability, with some poorly
describing the rational and overall validity of their outcome measures (Feliu-Soler et al. 2014,

Kramer et al. 2016).

Some of the correlational study designs failed to observe their proposed mechanism of
change regularly over several time frames, making it difficult to ascertain the strength of the
relationship between the study variables and proposed mechanisms of change (Dammann et
al., 2016; Feliu-Soler et al., 2014). For exaemfl’toole et al. (2012) completed a cross
correlational study collecting measures at a single time point. This study, and many others
included in this review, would have benefited from a longitudinal measurement of change by
completing outcome measures at several points throughout treatment and at follow-up. This
would have enabled the studies to truly ascertain the strength of the relationship between

variables.

3.5.3. Kazdin’s criteria.

When reviewing quantitative studies in relation to Kazdin’s (2007) criteria for
identifying mechanisms of change, it was noted that only three of the 13 appropriate studies

were able to imply some direction of the cause and effect of potential change mechanisms.
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The vast majority of appropriate studies were correlational in nature. This meant that criteria
such as identifying a strong association, timeline and experimental manipulation were unable
to be met. The specificity and consistency of hypothesised change mechanisms varied
considerably, with many studies being the first of their kind to investigate a particular

phenomenon (McMain, et al. 2013) reducing the ability to apply the above criteria.

However, three studies (Gratz et al., 2012; Kramer et al., 2016; Feliu-Soler et al.,
2014) were more able to meet Kazdin’s (2007) criteria, arguably largely due to their between-
group design and robust mediation analyses. The studies acknowledged a strong association,
specificity, experimental manipulation, timeline and plausibility of proposed mechanisms.
One study (Gratz et al., 2012) also generalised their findings to a second trial, strongly

increasing the consistency of the proposed change mechanism.

3.6. Critique of Quality Criteria

As noted above, the collection of studies included within the current review varied
considerably in their quality. However, it is also important to note that the above quality
criteria frameworks are just one way of interpreting the data. It is potentially reductionist to
apply one form of quality criteria for a wide variety of study methodologies. For example,
Geyer (2013) deliberately chose not to complete respondent validation as this conflicted with
the epistemological position of the study. This subtlety was missed when applying
generalised quality criteria, highlighting the limitation of quality assessment criteria, as noted

by Hammersley (2007).
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4. Systemic Critique

EUPD research focusing on change is arguably in its infancy which is perhaps
reflective of some of the observed variations of study quality noted above. The wider
systemic context surrounding EUPD needs to be held in mind when reviewing studies of this
nature. Some pertinent contexts have been identified and used to critically evaluate the

included studies.

4.1. Application to Clinical Settings

When evaluating the diversity of group interventions, 17 out of the 20 studies
evaluated a DBT intervention. It is a limitation of the current literature base that the
interventions evaluated within EUPD research are not representative of the interventions
utilised in clinical practice (Avon & Wiltshire NHS Mental Health Partnership Trust, 2013;
Camden & Islington NHS Foundation Trust, 2015). Furthermore, only five of the 20 included
studies were located within UK, NHS contexts, reducing the generalisability of findings to

clinical settings.

4.2. Diagnosis

The included studies varied with regards to the diagnostic tools used when assessing
EUPD diagnosis, highlighting the variation across classification use within clinical work and
in research (The British Psychological Society & The Royal College of Psychiatrists, 2009).
A study by Zimmerman (1994) found that less than a third of 52 outpatients were diagnosed
with the EUPD diagnosis when utilising both the ICD-10 and DSM-IV. The relative
inconsistency across diagnostic systems is arguably reflective of ambiguity surrounding the

underlying construct of EUPD.

As noted earlier, EUPD, or Borderline Personality Disorder as it is also known, is a

diagnosis rife with controversy. This ambiguity continued after the publication of the DSM-
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[l (American Psychiatric Association, 1980) and subsequent publications which looked to
increasingly categorise EUPD symptomology, a route which many healthcare professionals
stated was a rather arbitrary process with little clinical meaning (Silk, 2002). Tyrer (2009)
completed a critical analysis of the concept of Borderline Personality Disorder and concluded
that it represents discrete symptoms rather than personality traits and should be re-classified

as a mood disorder.

It appeared that the articles included in the current review were also prone to this
difficulty. Five different diagnostic classification systems were used to identify appropriate
participants in the current review. It is difficult to conclude with great certainty that
participants included in the review studies were presenting with comparative and similar
difficulties and symptomology, particularly when holding in mind the historical ambiguity

around the EUPD diagnosis itself.
4.3. Gender

Women represented a large proportion of samples included in the present review with
10 of the 20 studies including only female participants and with the remaining study samples
being predominantly female. This echoes a pattern observed more widely within society,
where women are more commonly diagnosed with EUPD than men (Skodol & Bender,
2003). This could correlate with the increased incidence of abuse that women experience
comparatively to men (Office for National Statistics, 2016) and the societal response to
withdraw and label. Ussher (2011) reflectedl@n societal process “are these expressions of
intense anger symptoms of a disorder, such as BPD, as many women are told? Or rather, are
they another aspect of women’s ‘reasonable response’ to childhood sexual abuse?” (p. 138) It

appears that this societal discourse is still rife within academic research.
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4.4. Single Symptom Change

A large portion of the quantitative review studies included very few outcome measure
tools to capture EUPD symptomology. Perroud et al. (2012) included the Beck Depression
Inventory (Beck, Steer & Brown, 1996) and the Beck Hopelessness Scale (Beck & Steer,
1988) as their measures of general EUPD symptomology and Gratz et al. (2012) used the

Deliberate Self-Harm Inventory (Gratz, 2001) as their dependent variable measure.

It is unlikely that the complexity of EUPD symptomology could be effectively
measured using one or minimal forms of outcome measures. This was noted by Madan and
Fowler (2014) who aimed to reduce the inconsistency in use of outcome measures across
research studies for EUPD by identifying a battery of tests for researchers to utilise. This
battery included eight measures and highlights the complexities of the EUPD experience, one

that single symptom measures cannot encapsulate.

Furthermore, a significant number of the included studies identified potential
mechanisms of change for a precise relationship between a specific intervention and a
particular element of EUPD symptomology (Kramer et al. 2016). It is contended that sparsity
of outcome measures used, as well as the rather restrictive relationships between mediator
and particular EUPD symptoms identified, reduces the generalisation and meaningfulness of

research findings to individuals who struggle with EUPD.

45. Research and Clinical Practice

After reviewing the meaning and validity of the findings and methodology of the
included studies, a noticeable disparity was identified between the findings of the studies and
the meaningful application to clinical practice. Kazdin (2008) reflected on this tension, noting
that the arguable neatness of client issues included within research trials is often not reflective

of the “loose and fuzzy” (p.148) outcomes of clinical practice. Kazdin (2008) went on to note
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that qualitative research can help bridge the gap between research and practice, being utilised
as a way of testing and generating clinically grounded research hypotheses, a form of analysis

which was sparsely used within the current review.

Many of the studies in the current review attempted to identify specific outcomes and
elements of the EUPD diagnosis to evaluate whilst subsequently failing to capture the
intricacies of difficulties experienced by someone with this diagnosis (Tyrer, 2009).
Exploring service users’ perspectives on meaningful outcome measures, would be a useful
step in bridging the gap between clinical experience and academic research, whilst

simultaneously incorporating the service user voice.

4.6. Change Over Time

The studies included varying use of follow-ups, with some studies including a brief
follow-up time (Kramer et al., 2016), whilst the majority of other studies did not include a
follow-up at all (Feliu- Soler et al., 2014; Goodman et al., 2014). This was an important
omission when holding in the mind the notion that therapeutic interventions should evoke
change that occurs beyond therapy (Beck, 2011; Linehan, 1993; Young, 1999) and the long-
term nature of difficulties experienced by individuals with EUPD. To really explore
mechanisms of change and the subsequent impact that they have on participants lives, future
research studies should aim to monitor change over a longer period of time using extended

follow ups, as recommended by Levy (2008).

4.7. Staff Per spectives

Only one study in the current review included staff perspective of changes for clients
and subsequent potential mechanisms of change (Nee & Farman, 2007). This appears to be a

significant oversight within the research literature to date, as staff members who work
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intensely with individuals with a EUPD diagnosis are likely to have unique and valuable

contributions about what instigates change for the service’ usatshey work with.

Furthermore, a large degree of the research literature highlights stigma within MHS,
particularly within individual interactions between service usansl staff members (King,
2014; Weight, 2013). Including staff membepgrspectives about their experiences of
working with service usersnay enable a new narrative to be incorporated into the research
literature, one that promotes a thoughtful, caring and valuable relationship between staff and

service users

4.8. Beyond Therapy

Individuals with EUPD do not always have access to or remain in therapy (Kroger,
Harbeck, Armbrust & Kliem, 2013; NICE, 2009) but do often have contact with community
mental health teams, are part of the Care Programme Approach, may have a care-coordinator
or be part of a therapeutic community or specialist day service. This was a neglected aspect
of client care within the current review. It is essential that research begins to explore potential
change mechanisms within more indirect therapeutic work to support the notion of more

generalised change mechanisms.
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5. Summary

A review was undertaken to explore the potential mechanisms of change within

psychological interventions with a group element for individuals with a diagnosis of EUPD.

The findings of the review correlated with many of the potential change mechanisms
identified by Forster et al. (2014) regarding individual interventions for EUPD. However, the
current review identified some potential additional benefits of group based interventions that
facilitated change. These, for example, included the value of group settings in enabling new
ways of being (Geyer, 2013), increasing assertive anger (Kramer et al. 2016) or practicing
mindfulness (Feliu- Soler et al. 2014; Nee & Farman, 2007). Therefore, individual and
unique qualities oboth ‘top down’ and ‘bottom up’ therapeutic interventions may enable
change for individuals with an EUPD diagnosis. There are also commonalities which
transcend intervention type (e.g. enabling new ways of being or readiness to change) which

facilitate change.

However, this review contested that both the quantitative and qualitative studies
included varied in quality and results should be taken with caution. For example, the
guantitative study designs struggled to isolate the unique influence of the group component of
interventions. Furthermore, the study designs, outcome measures and samples were often
inconsistent and blinkered. Varying diagnostic tools also highlighted the underlying

instability of the EUPD diagnosis itself.

The qualitative studies included in the current review enabled a richer understanding
of service user experiences and went some way to identify potential unique influences of
change within group based interventions. A large proportion of qualitative research also
highlighted the importance of personal readiness to change which is an interesting and new

research finding. However, only one study (Geyer, 2013) directly asked participants about



MECHANISMS OF CHANGE WITHIN GROUP INTERVENTIONS FOR EUPD 40

their perspective of change, as opposed to exploring change within a different context (e.g.
via service evaluation or through thed of ‘recovery’). This observation is possibly

reflective of a wider systemic issue within psychological research and the service user
involvement movement for EUPD. It appears that the service user voice is still restricted

within qualitative data.

A qualitative grounding in patient experience of change is argued to be an important
missing link between current research findings and the desired goal of understanding
mechanisms of change within EUPD for group based interventions, and beyond. Bearing in
mind the wider historical context surrounding EUPD as well as the current stigma still
prevalent within society towards this diagnosis (Horn, Johnstone & Brooke, 2007), a need for

a service user grounded understanding of change is imperative.

6. Implicationsfor Research and Practice

This review has highlighted several areas for potential future research.

6.1. Resear ch Implications

6.1.1. Quantitative resear ch focusing on change within group based
interventions.

It would be beneficial for future research to explicitly explore potential influences of
change within group interventions. This could involve completing further component
analyses and using RCT’s as opposed to correlational designs in order specifically investigate
the potential additional value of group based interventions for EUPD, whilst following
Kazdin’s (2007) criteria for rigorously assessing mechanisms of change.

6.1.2. Qualitative research focusing on service users’ experiences of change

within psychological therapy.
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There is a need for further research to explore service’ @sgrsrience of change
within group based interventions, across a broader spectrum of psychological therapies in
order to more effectively encapsulate the experiences and complexities noted for individuals
who struggle with EUPD.

6.1.3. Qualitative research focusing on service users’ experiences of change
outside of psychological therapy.

As noted earlier in the review, many individuals do not access ‘traditional’
psychological therapy. Consequently, further research should aim to develop a more holistic,
service-user grounded understanding of change, across a wider range of service provision and
personal life contexts. This is supported by the findings within the current review that
identified the role of the service user in making meaningful changes. This suggests that
change extends beyond therapy and is more of a complex interaction than previous reviews
have suggested.

6.1.4. Qualitative resear ch focusing on staff experience of change.

The current review has hijphted a lack of qualitative research exploring staff’s
experience of effective support and changes noted for the individuals who they have worked

with, an avenue which future qualitative research should aim to explore.

6.2. Clinical Implications

As well as having important implications for academic research, the current review

has highlighted several important clinical implications.

6.2.1. Use of group interventionsfor EUPD.

The above review has highlighted that group interventions for individuals diagnosed
with EUPD may enable unique therapeutic change for clients. This includes the development

of identity through interaction with other group members, by testing out different ways of
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‘being’ in relation to others. Subsequently, group interventions may offer a suitable
alternative to individual therapy for some clients. Furthermore, when holding in mind current
levels of austerity (Cromarty, 2017), group interventions are likely to be increasingly

preferential for NHS services, in order to provide more cost-effective therapy.

6.2.2. NHS group intervention evaluation.

There is a rich variation of group based research interventions prevalent within NHS
MHS which are currently less evident within the research literature. Hence, there is a need
for further service led evaluations of group interventions that extend beyond that of DBT.
This may add clarity around whether there are in fact differences in change mechanisms
between group and individual interventions, or whether more general therapeutic change
mechanisms are at play. Furthermore, this may add increased generalisability of research
findings to clinical settings based in NHS settings, which was a minority within the current
review.

6.2.3. Development of meaningful service user driven outcome measures.

There is a need to voice service usgisws about what elements of change would be
beneficial to measure when delivering a therapeutic intervention. This would enable
development of new outcome measures grounded in the values of servicandedinss
could be completed by Clinical Psychologists and other mental health professionals within
clinical settings. Furthermore, exploration with service usard staff about length of time

for meaningful follow-ups would be a meaningful avenue to explore.
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7. Conclusions

The current review aimed to explore potential mechanisms of change within group
based interventions for EUPD and to explore whether these differed from those identified for
individual interventions. An array of potential mechanisms of change were identified. Some
correlated with those identified within the review by Forster et al. (2014), such as experiential

avoidance, emotional regulation and skill use for example.

The unique role of interpersonal skill development through exploration of testing out
new ways of being as well as the use of mindfulness skills were just two examples of

potentially unique mechanisms of change for group interventions.

The gqualitative studies highlighted the value of skill learning and application (e.qg.
distancing from emotions) as well as the importance of personal readiness to change.
However, the qualitative studies explored the experience of change within a particular
context (e.g. whilst evaluating a therapeutic evaluation or within the context of recovery)

which may have restricted results and subsequent possible interpretations.

Included studies varied in quality and it was difficult to differentiate the potentially
unique contribution of group interventions within many of the study designs. Furthermore,
findings were limited by varying outcome measures, short follow- up times and a narrow

intervention focus.

Finally, the review noted many studies were void of the service user voice. This was
demonstrated by both the sparsity of qualitative studies as well as the lack of grounding of the
gualitative studies in the service user experience or perspective. This echoes a wider societal

silencing of EUPD which future research should aim to rectify.

This review has identified more questions than answers and results should be

interpreted with caution. More rigorous qualitative based research regarding the service user
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experience of change is warranted to enhance the depth and quality of a literature base still

largely in its infancy.
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Abstract

Introduction:

Qualitative research has begun focussing on the experience of change within psychological
therapy for individuals with a diagnosis of Emotionally Unstable Personality Disorder.

However, many individuals do not access therapy but instead utilise other forms of support.
This study aimed to develop a holistic theory of change, applicable to but extendable beyond

the remit of psychological therapy.

Methodology:

Twelve individuals were interviewed using semi-structured format about their experience of
change. Five individuals with a diagnosis of EUPD were interviewed alongside seven staff

members. A Grounded Theory methodology was used.

Results:

The key change experience was defined as one of ‘shifting positions’ where the individual

began evolving their relationship to themselves, to others and to help. This process was often

facilitated by development of safe and trusting relationships and a personal readiness to change.
The change process could simultaneously be enhanced and set back by staff and Mdmtal Healt

Services.

Discussion:

This change process mirrors and expands the findings of previous research and offers a change
model applicable across settings. Future research should include the perspective of carers and
clinical settings should explore how best to support staff to attune to individealss in order

to facilitate change.
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1. Introduction

1.1. What is Emotionally Unstable Per sonality Disorder?
Individuals who have received a diagnosis of Emotionally Unstable Personality
Disorder (EUPD} (World Health Organisation (WHO), 2016) often struggle with difficulties
in managing intense emotions, acting impulsively and managing interpersonal relaonship
EUPD is the most common personality disorder, equating to roughly 3% of the
population (Cha nen, McCutheon, Jovev, Jackson & McGorry, 2007), accounting for 50 % of
inpatients with a personality disorder and 15% of all inpatients (Widiger & Weissman, 1991).
The high prevalence of EUPD combined with the complexity of difficulties that individuals
with this diagnosis experience has propelled a great deal of interest in developing and
improving treatment, services and the evidence base for this client group.
1.2. Challenging Stigma
However, this interest has not always been positive. Historically, individuals with a
diagnosis of EUPD have been viewed as ‘untreatable’ by Mental Health Services (MHS)
(Gunderson, 2009). EUPD has been viewed as a diagnosis with less therapeutic optimism
comparatively to other mental health difficulties (Markham & Trower, 2003) and is arguably
the most stigmatised mental health diagnosis there is (Aviram, Brodsky & Stanley, 2006).
The ‘Personality Disorder, no longer a diagnosis of exclusion’ (National Institute for

Mental Health in England, 2003) publication was the first policy to provide recommendations

3 As EUPD is the term utilised by the International Statistical Classification of Diseases and
Related Health Problems 10 (ICD-10), the diagnostic tool employed by the National Health
Service (NHS) (NHS Digital, 2017) this study will subsequently adopt this term as opposed

to the more common term Borderline Personality Disorder.
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for service provision and treatment for individuals with this diagnosis and was arguably a
catalyst for promoting a change in perception of EUPD. This publication encouraged
services, mental health professionals, service uaatssociety more generally to treat this
diagnosis as one with optimism for change and hope for the future. There has since been a
growth in service provision, education and policy change for this diagnosis (The British
Psychological Society & The Royal College of Psychiatrists, 2009). Research has also
mirrored this growth and several pools of research have illuminated the reality of change for
individuals with a diagnosis of EUPD.

1.3. What Do We Know About the Experience of Change?

These improvements included a natural decline in unhelpful coping behaviours such
as self-harm as well as a reduction in dangerous risk-taking. This implies that a natural
change process takes place, one that could be enhanced by service provision, but one that can
also be iatrogenic in nature. Insufficient service provision may disrupt the natural change
process and reinforcing unhelpful patterns of relating (Fonagy & Bateman, 2006).

The gqualitative research literature has also aided understanding of change within
EUPD. Katsakou and Pistrang (2017) completed a meta-synthesis of qualitative studies
exploring treatment and recovery within EUPD and identified an increase in self-acceptance,
managing thoughts and emotions, practicing new ways of relating to others and developing
hope as important elements within the change experience.

However, the vast majority of the studies within Katsakou and Pistrang’s (2017)
review explored change within therapy and, furthermore, within the context of recovery. The
recovery framework has been argued to jar with the experience of many servitavitkers
EUPD (Geyer, 2013; Katsakou et al. 2013; Lariviere et al., 2015), underplaying the
complexity and often long term nature of difficulties associated with this diagnosis (Katsakou

et al. 2013). Subsequently, the qualitative literature to date may not be capturing the
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intricacies of the change process and understanding the data through a lens which may not fit
with many service users’ experiences.

There has also been an acceleration of evidence based treatments for EUPD (Stoffers-
Winterling et al., 2012) which aim to evoke change. These therapies range from skills
focused therapies such as Dialectical Behavioural Therapy to experiential, interpersonal
focused therapies with more emphasis on the origins of difficulties, such as Schema Therapy.
Although there are often differences in theoretical origin of various psychological
interventions for EUPD, these therapies share many commonalities in regard to the delivery,
technique and focus of interventions (De Groot, Verheul & Trijsburg, 2008). This similarity
has also been reflected in study outcomes. Paris’ (2015) review on psychological
interventions for EUPD concluded that, “there is no evidence that specific techniques make a
differen in treatment outcomes” (p. 16).

Although model specific factors have not been identified for individual effectiveness
within the literature base, research has begun to evaluate which therapeutic qualities may
enable change for individuals with EUPD. Forster, Berthollier and Rawlinson (2014)
evaluated the literature base and identified several potential change mechanisms within
individual therapy for EUPD. These included the therapeutic relationship, skill use and
mentalisng for example. However, Forster et al.’s (2014) review illuminated a sparsity of the
voice of those with lived experience within the research literature focusing on change within
and beyond psychological therapy.

One study, Geyer (2013) was found to contradict this finding by developing a
grounded theory of change. Geyer’s (2013) theory identified a core change process of,

“discovering new ways of being in an interpersonal space” (p.46). However, the theory was

limited to a particular therapeutic context, group therapy.
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1.4. Gapsin Current Understanding

The research to date, including Geyer’s (2013) study, is arguably misaligned from the
reality of service provision offered to individuals with an EUPD diagnosis. This provision
does not always include access to psychological therapy (Choi-Kain, Finch, Masland, Jenkins
& Unrush, 2017). Many individuals access other forms of support MHS such as being held
within Multi- Disciplinary Team’s (National Institute of Care Excellence (NICE), 2009).

More recently, Bateman and Fonagy (2009) developed structured clinical
management, an evidence based approach which combines risk and medication management,
problem solving, developing skills and managing crisis. The approach is being utilised within
several NHS trusts (Camden and Islington NHS Foundation Trust, 2017). Bateman and
Fonagy (2009) completed structural clinical management to mentalisation-based treatment
and concluded that both interventions enabled substantial reductions in self-harm, hospital
admission and suicidality.

This research suggests that individuals with a diagnosis of EUPD can change through
a diverse range of interventions. Furthermore, as noted previously, many individuals with an
EUPD diagnosis experience change naturally over time (Zanarini, Frankenberg, Reich &
Fitzmaurice, 2012). This implies that the change process may be complex and suggests that
change in the context of MHS may be influenced by several interventions including but not
exclusive to psychological therapy. Therefore, the proposed study aims to develop a holistic
understanding of the process of change.

1.5. Rationale

The aim of this study was to explore the experience of change for individuals with a
diagnosis of EUPD. Experience of change was explored through both the perspective of
individuals with lived experience of EUPD who were volunteering or in paid work as well as

staff who supported individuals with this diagnosis.
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Overall, the research aimed to develop a holistic theory of change for individuals with a
diagnosis of EUPD, not limited to psychological therapy. To the agtlkaowledge, a
theory of this nature does not currently exist. It was hoped that this study would be beneficial
to the research, implementation and appraisal of service provision for servicenitbess

diagnosis of EUPD. Research questions included:

a. What are the experiences of change for individuals with a diagnosis of EUPD?
b. How do individuals describe change?
c. To what do individuals attribute change?

d. How is change described within the context of MHS?
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2. Methodology

2.1. Design

This study utilised a Constructivist Grounded Theory Methodology (CGTM)
(Charmaz, 2014) as this approach acknowledges the impact of the researcher on the data.
Grounded Theory is deemed appropriate when limited understandings of a phenomenon have
been researched (Harper & Thompson, 2012; Urquhart, 2013). The process involved
completing individual interviews, transcribing and coding the data and through an it-process,

developing a model to understand the experience of change.

2.2. Epistemological Stance

The author took a Critical Realist Social Constructionist (CRSC) stance (Harper &
Thompson, 2012) to enable understanding of findings to be viewed within the surrounding
systemic context, whilst acknowledging the authoole in co-creation of results (Charmaz,
2014). This stance seemed particularly important whilst holding in mind the vast stigma and
discrimination surrounding the EUPD diagnosis. A CRSC approach was adopted in the hope
that it would enable understanding on the systemic influences of change and empower the

service user voice.

To enable transparency of researcher influence, a reflexive approach was adopted
throughout the research process and a reflective research diary can be found in Appendix H.
Potentially significant values and characteristics of the author are also included at the start of

Appendix H.

2.3. Interview Schedule

Two interview schedules were designed in consultation with a service user

consultation group to help ensure ease of understanding and openness of questions. The
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developing interview schedule was also reviewed regularly using the questions posed by
Charmaz (2014) (p.64) to enable flexibility, focus, awareness of implicit assumptions,

accessibility and openness. Final interview schedules can be viewed in Appendix | and J.

2.4. Participants

Twelve participants were recruited. Five participants with lived experience of EUPD (n =
5) were recruited, with an average age of 46 (range 26- 55). Seven staff members were
interviewed, with an average age of 47.57 (range 33- 54). Please see Table 1 below for full

demographic information.

Eligibility criteria for those with lived experience included having received a diagnosis of
EUPD, being over 18, not currently using MHS and currently volunteering or in paid
employment. This was to encourage recruitment of individuals who were arguably further
along in their recovery and to aid a longitudinal and increased depth of understanding about
change. Furthermore, it was hoped that this pool of participants would potentially find
reflecting on the topic of change more comfortable and subsequently less distressing than

individuals currently accessing treatment.

Staff members were required to have worked with individuals with this diagnosis. This
sample was chosen to incorporate the perspectives of individuals with a more representative
experience of contact with MHS and beyond and to aid theory triangulation (Harper &

Thompson, 2012).
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Table 1
Demographic Information

Participant Pseudonymr Role Gender Age Ethnicity

Lived Christie Trainer Female 49 Black British

experience

participant 1

Lived Ariel Trainer Female 50 White British

experience

participant 2

Lived Kelly Volunteer Female 55 White

experience European

participant 3

Lived Nicola Self- Female 26 White British

experience employed

participant 4

Lived Sandra Support Female 50 White British

experience worker

participant 5

Clinician 1 Sasquia Team leader Female 52 White Other
Key worker

Clinician 2 Sally Mental health Female 43 White British
nurse

Clinician 3 Martha Occupational Female 55 Not disclosed
therapist

Clinician 4 Chloe Assistant Female 33 White British
psychologist

Clinician 5 Matthew  Counselling Male 42 White British
Psychologist

Clinician 6 Margaret  Recovery Female 54 White British
worker

Clinician 7 Carol Mental Health Female 54 White British

Nurse
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2.5. Procedure

Two specialist personality disorder NHS services and two voluntary organisations
were contacted between June 2016 and December 2016. Participants were approached either
through known contact with the project supervisor who gained consent to initiate contact, via
posters disseminated which enabled self-referral or via word of mouth. A copy of the
recruitment posters can be seen in Appendix K and L. After consent to contact was obtained
or self-referral was received, participants were e-mailed about the project to ensure they met

eligibility criteria.

Five individuals with lived experience were recruited. Two individuals were recruited
via their employment within a specialist personality disorder service, two via voluntary
organisations and one through word of mouth. Seven staff members were recruited through

their employment within two specialist personality disorder services.

Those who consented to being interviewed were e-mailed the participant information
sheet in advance (Appendix M & NDuring the interview meeting, participants were asked
to read the participant information sheet again. A consent form was then signed, (Appendix O
& P). 11 individual interviews took place at a local NHS service, and one took place at the
client’s home. Interviews followed the interview schedules found in Appendix | and J.
Interviews were audio recorded and ranged from 36 minutes to 1 hour, (mean= 47.3 minutes)
for staff interviews and from one hour and five minutes to one hour and 32 minutes (mean =
1.26 hours) for the lived experience group. After the interviews were completed, participants

were fully debriefed and the interviews transcribed.

2.6. Data Analysis.

A Constructivist Grounded Theory Methodology was undertaken and followed the

below steps suggested by Charmaz (2014).



SERVICE USER AND STAFF PERSPECTIVE ON CHANGE WITHIN EUPD 74

2.6.1. Initial coding.

All transcripts were transcribed verbatim, allocated pseudonyms and fully
anonymised. As recommended by Charmaz (2014), six transcripts were coded at a line by
line level in order to bring the researcher closer to particippetspectives whilst reducing
the potential for researcher bias to influence interpretation. These transcripts were chosen
because they were felt to represent a diversipanicipant type. Coding utilised ‘gerunds’

(e.g. action words such as ‘being’) argued by Charmaz (2014) to enable application of a
process orientated lens to the data. A transcript complete with open codes can be found in

Appendix Q.

2.6.2. Focused coding.

Using the code frequency and the constant comparative method (Glaser and Strauss,
1967), initial codes were funnelled into more focused codes and included expansion and
refinement of codes which appeared significant to the data set. A list of focused codes can be

found in Appendix R.

2.6.3. Theory development.

Focused codes were compared, contrasted, combined and elaborated through
utilisation of analytic memos (see Appendix S). This process led onto the development of
categories and subcategories. Relationships between categories were explored and theory
categories refined until development of the main change model was identified. This was an
iterative process whereby focus oscillated between codes, categories and the raw data to
ensure the developing theory was grounded in participdeseriptions. Details of model

evolution and category development can be seen in Appendix T and U.

Furthermore, respondent validation of initial themes was completed and subsequent

responses can be viewed in Appendix V. From this feedback, themes were reviewed to ensure
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that the themes captured both participant groups equally. This included a review of raw data
to ensure that themes could be evidenced by both pools of participants and some adaptions

were made to theme definition and supporting quotations as result of this process.

2.7. Quality Assurance

Quality assurance guidance from Charmaz (2014) which focuses on study credibility,
originality, resonance and usefulness was applied throughout the research process.
Furthermore, several research strategies were utilised to increase the overall quality of the

data, as detailed below.

2.7.1. Triangulation.

The research design aimed to promote diversity and triangulation of the research
phenomenon in question, by inviting both staff and those with lived experience to engage in
the research. Furthermore, initial codes were compared against four personal accounts of
change (Green, n.d.; Kavanagh, n.d.; Monarch Butterfly, n.d.; National Institute for Health
and Care Excellance (NICE), 2009) from two individuals with lived experience and two

carers in order to incorporate an additional lens to the experience of change.

2.7.2. Consistency and reflexivity.

One project supervisor and one independent professional co-coded two of the research
interviews to enable exploration of similarities and differences between codes. The co-coding
process was one that instigated further thoughts and reflections but was not used to evaluate
coder consistency, as this con#idtwith the epistemological position of the research. This

part of the coding process was fundamental in illuminating potential researcher bias.

These researchers also reviewed initial codes for all research interviews to ensure

accuracy in connection to the data set. They also provided reflection about emerging



SERVICE USER AND STAFF PERSPECTIVE ON CHANGE WITHIN EUPD 76

categories at two points during the analysis to enable further discussion about theory
transparency and potential researcher bias. Details of the audit trail process can be viewed in

Appendix W.

2.7.3. Research diary.

A research diary was also utilised, enabling reflection of researcher bias as well as

strengths and challenges of the research process. Excerpts can be found in Appendix H.

2.7.4. Code of conduct.

The study was conducted in line with the British Psychology Society (BPS) code of
ethics and conduct (BPS, 2009) and the project was supervised by two Clinical Psychologists
competent in conducting high quality research and with experience in undertaking a

Grounded Theory Methodology.

2.8. Ethics

The study received ethical approval in March 2016 (Appendix X letter). The project
was given Health Research Approval in May 2016 (AppendiXEthical concerns included
the emotional impact of completing research interviews, particularly with the lived
experience group. In response to this, all participants were fully debriefed and offered

additional support if deemed necessary.

It was likely that staff members would use examples of clients that they had worked
with whilst answering interview questions. To protect client confidentiality staff members
were asked to not discuss individual client names and any potentially identifiable personal

information was changed during transcription.

Finally, it was possible that service useso utilised the specialist personality

disorder services where the interviews took place could be disrupted by the research
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interviews. To minimise distress, the research supervisor (who worked within the service)
informed all service userand staff prior to interviews taking place and the researcher and

interviewee left the premises promptly after completion of the interview.
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3. Reaults

This study aimed to explore how individuals with a diagnosis of EUPD understood
and attributed change and how this was understood within the context ofliviti¢6.
analysis resulted in 113 focused codes. These were developed into four categories with 11
sub categories. The categories included feeling stuck, developing the foundations for change,
shifting positions and embracing the changing self. Details can be found in Table 2 below. A

list of all categories, sub-categories and focused codes can be found in Appendix U.

Table 2.

Developed categories and subcategories

Major Categories Sub-categories

Feeling stuck Existing not living
Experiencing the self as defective
Maintaining stuckness

Developing the foundations for change  Understanding the diagnosis
Developing stability

Shifting positions Relationship to self:
Learning emotional coping
Developing insight
Becoming more reflective

Relationship to others:
Learning to say no
Not being afraid to talk

Relationship to help:
Being more able to access help
Practicing skills

Embracing the changing self Exploring new ways of being

Letting go

Living, not existing
Model processes How these processesrelate to change
Destabilisation Loss of a secure base or reduced stability

could disrupt and stunt the change proces
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Having set backs

Mis-attunement

Attunement

Time

Turning points

Taking responsibility to change

3.1. Model Summary

The experience of change within the current research was understood to be a complex

Being pulled back to feeling stuck througr
internal drivers (trauma and negative
beliefs) and by ongoing stressors with oth
people in one’s life

Mis-attunement to needs disables growth
and change (in relation to services and
others in life)

Attunement to someone’s needs enables
growth and change (in relation to services
and others in life)

People change naturally through age and
experience

Enable a shift in insight

Being ready to change enables shifting of
positions and development of a sense of ¢

process by which individuals began to move away from a position of ‘stuckness’ to one

which enabled flexibility and the ‘shifting of positions’, enabling a growing sense of self.

This process was not thought to be uni-directional and was promoted and stunted by several
systemic influences. A summary of the final model can be viewed below in Figure 1. Details

of categories, sub-categories and dynamic between category processes will be discussed

below.

The author notes that this is one way of understanding the interview data, and the

reflexive diary and discussion with independent others was key throughout analysis in order

to assess the influence of the reskar's beliefs on the data.
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3.2. Feeling Stuck

The first category encompassed difficulties that individuals with lived experience
described having endured for many years of their life. Participants often referred to
themselves as being “bad” or “damaged” and appeared stuck in unhelpful cycles. Some
participants and staff noted that the diagnostic label and subsequent treatment by services

reinforced beliefs and exaggerated stagnancy.

3.2.1. Existing not living.

Many participants described feeling powerless in relation to their experiences:

| just presumed that it was OK for people to do whatever they wanted and that | was
just there for them to do whatever they wanted and | think that probably | thought |

was there just to please other people, that that was my job. (Sandra, line 197)

Participants often described feeling as though they were stuck in cycles of destructive

coping:

Yeah, yeah and then you go through your day, you know cos | never, it was always a
routine for me I’d always do my day and once I was in that was it. You know I’d do
something to get me through the evening, and to sleep and to work the next day, so it
became a ritual, cos it was the only way | knew could work for me you know.

(Christie, line 80)

3.2.2. Experiencing the self as defective.

There was a sense for many participants of feeling bad, damaged and unwanted for a

long time, as noted by Christie:
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This woman carried me for 9 months not wantimg so that’s ingrained you know,
from the minute the cells were formed, that’s in there you know, I don’t want you, |

don’t want you growing in me.” (Christie, line 600).

These beliefs were often also portrayed by the diagnostic label itself:

| supposeriitially people I think they think generally feel like it’s a massive
judgement and it means that their personality is marred in some way and ...I think in
my experience it symbolises that there might be no hope or no movement so quite

scary really. (Carol, line 63)

3.2.3. Maintaining stuckness.

The way in which the diagnosis was given and subsequent treatment from NHS
services often promoted powerlessness, “I think it’s got to be one of the worst, the most,

distressing, negative, awful labels to give som&dAriel, line 84).

This notion was also supported by staff members, “[the diagnosis was given] without
any explanation what so ever and I think that erm can be very difficult to be told there's
something disordered with your personality without any expian or understanding”

(Martha, line 56).

3.3. Developing the Foundationsfor Change

This category involved establishing the foundations necessary to support change. The
experience often involved developing understanding about the diagnosis in a way that could
enable a shift in relationship with Developing some sense of stability was identified as
important for many participants and provided security to encourage and enable change. This
base often came from MHS, but could also arise from support from family and friends, or the

self.
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3.3.1. Understanding the diagnosis.

This theme involved developing a differing understanding of the diagnosis, one that
could provoke acceptance for some, tolerance or rejection by others. Regardless of position, it
appeared that being able to have conversations about the diagnosis was an important process

and facilitated engagement and a reduced sense of aloneness and judgement:

Usually it’s when we start and explain the graph about the, the arousal level and how,
how it differs from other people, it starts making sense and people start to not feel
judged by that and, and often that’s when they, when they start working with you.”

(Sasquia, line 73)
3.3.2. Developing stability.

A key experience for the majority of participants was the development of a sense of
stability. This stability could be developed through involvement with services or by being
supported by family, friends or the self. Sandra reflected on the importance of a consistent
team of people during her hospitadatment, “I was managed by what...a community rehab
team, which was a team of people...and they held me” (Sandra, line 60). The importance of
building a trusting relationship with service usdmsencourage service usets feel more

comfortable to make changes:

Those things are all | suppose about you know relating and building up trust with a
worker those things would enable people to start really thinking what is it they need to

change naming it or even knowing what it is they need to change. (Carol, line 197)

All staff talked about needing to have their own forms of stability to be able to best
support service usersyou absolutely need to work as a team that's the other thing that I
think that really is the thing that actually can really help tdlitate change” (Martha, line

280).
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3.4. Shifting Positions

Shifting positions was identified as the key change experience for participants. This
experience involved establishing new ways of relating to the self, to others and to help. This
experience was theorised to be fluid, suggesting that individuals continuously moved closer
and further away from perceived stuckness. Furthermore, changes in relation to the self,
others and to help/support naturally impacted on each other within a cyclical fashion, as seen
in Figure 1, below. Examples of the interplay between the three relationships will be

discussed in subsequent sections.

Relationship to the
self

Shifting positions:
developing a sense of
self

Relationship to

Relationship to
others

help

A
v

Figure 1 ‘Shifting positions’ category detail

‘Shifting positions’ was understood to enable a more cohesive sense of self and identity to
develop whereby individuals were more able to narrate their internal world in an integrated

way, as demonstrated by Sasquia:

Telling the story was very, very difult for him and I think yeah that’s the change I

notice is that he now uses me to reflect on, on experiences and he uses my opinion on
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them, on what he’s telling me, to form coherent thoughts and they may or may not be

according to his beliefs but he can form them. (Sasquia, line 590)

This process could enable an increase in self-confidence and self-compassion, which could
increase a sense of selbrth and control over one’s life. In relation to becoming pregnant,

Nicola noted, “that [pregnancy] kind of opened up other sort of aspects of my personality that
have always been there but never really had a chance to flourish” (Nicola, line 406). These
processes were facilitated by personal growth as well as through experiences with MHS and

within psychological therapy.

3.4.1. Relating to the sdlf.

This subeategory encapsulated changes in relation to one’s own internal world. This
was naturally impacted through contact with others but was understood to correspond to

internalised changes in the self.

Learning emotional coping.

All staff and service userslescribed the evolution of emotional coping. This coping
was often facilitated by the development of skills in naming emotions, developing meta-
awareness of emotions, using mindfulness and using distraction for example and these skills

often became an ingrained part of the self over time.

Ariel (line 187) noted, “there have been changes, as an overall trend, I’ve definitely
been much more able to manage it [emotional intensity], much more aware of my triggers,
and I would become ill or become depressed for less time”. Changes in management of
emotions often resulted in reduction in harmful behaviours, “I mean I haven’t cut myself

since 2011 you know and that’s a big thing” (Christie, line 221).
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These skills were thought to develop through engagement with psychological
therapies as well as through personal development. Whilst talking about the value of the
STEPPS programme Christie noted that, “being able to track that my emotions are rising is
probably the li¢ saver” (Christie, line 294). This highlights the reciprocal nature of the
evolution of emotional coping, often facilitated by staff and practiced and honed by service

users.

Developing insight.

Being able to gain new understanding about oneself threligtg one’s story was

identified as a significant change for many individuals.

Developing an understanding of how past, often traumatic experiences were shaping
current difficulties was described by participants, “realising that that was happening that it’s
not, that I wasn’t making it up you know and realising that for me it stems from trauma,
childhood trauma” (Christie, line 160). Participants noted gaining insight about patterns of

behaviour over time:

It then becoming apparent that it was only a short-term thing, it, it was a release, you

know I’d be feeling really shitty, I would be hating myself, and the only thing I could

Becoming more reflective.

Participants and staff members noted the experience of developing an increased
reflective capacityver time, “I think as we get older, we are able to be more reflective”

(Sandra, line 151).

This involved an experience of ‘de-centering’ by becoming less inward focused and

more able to take on board the ‘bigger picture’. Increased reflective capacity included
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processes such as mentalising and increased theory of mind. Nicola expressed this in relation

to her increased ability to help and support others:

Because I've always liked to help people but before I didn’t have the, the capacity in

me, like | was do introverted is that the right word? I just, I couldn’t bring myself to
think of other people that much, | thought of other people in the, the context oh of,
‘my parents don’t want me to kill myself so I better not’ and that was about it.

(Nicola, line 388)

As noted in the above quotation, this increased reflective capacity was thought to
impact on the way in which individuals related to others, demonstrating the interplay between

shifts in relating to the self, others and to help as noted in Figure 2.
3.4.2. Relating to help.

This sub-category denoted changes in relation to the way the individual interacted

with help (including individual professionals and services more generally).
Being more able to access help.

It seemed that over time, participants could more able to access help/support in

different ways, and this change could sometimes be subtle:

It can be more positive yeah | know we can see from [data recording system]
sometimes that people have gone into A&E whereas previously they’d do it erm after
and or perhaps struggled to go whereas now they sometimes go to talk to someone.

(Chloe, line 538)

For others, over time they became less dependent on professionals, “and I’ve been
seeing [therapist name] on and off now for, since 2012, and I don’t see him regularly now but

if I need to I see him” (Christie, line 231). Both quotations demonstrate improvement in
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accessing support, which was related to an increased abidibmmunicate one’s emotional
needs. Again, this emphasises the interplay between changes in relation to the self and to

help.

Practicing skills.

Through engagement with professional help, participants were able to develop skills
relating to the self (e.g. emotional coping) and well as to others (e.g. managing social
interactions), as noted by Martha when discussing important elements of her role, “skills
building definitely, definitely literally talking to people about you know what emotions are
you know what you can do to manage your emotions what's the difference between a thought

and an emotion real basic basic stuff.” (Martha, line 655).

Staff also modelled skills for service usesuch as enabling self-compassion and
insight into early life experiences through validation of past trauma or through modelling a

meta-awareness of change, as noted by Sally:

But you still might you know | might still sit with someone in distress and kind of go
you know this is awful you know but you know do you remember when a couple of
months ago this was how you felt you know what did you do then to get through that
do you know what | mean so you might still loosely be connecting back to progress

they've made. (Sally, line 195)

Through these interactions with others, individuals were also encouraged to relate to

themselves differently.

3.4.3. Relating to others.

This sub-category encapsulated changes in the interaction with others over time and

the development of interpersonal skills.
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Learning to say no.

One of the most noticeable shifts when relating to others was the experience of

developing healthier relationships, particularly through developing boundaries.

And it’s still, that is probably one of the struggles I struggle with still, is, people are
still more important than | am, but because | recagihig and because I don’t know
what | can do about that, | recognihat if I’'m tired, I can’t do it so I’'m learning to

say no. (Christie, line 389)

Although this was an area where participants observed changes, as noted by
Christie above, interpersonal relationships were still an ongoing struggle for many

individuals.
Not being afraid to talk.
Opening up to others was identified as an important change:

| think one of the biggest things that | think is that, was that, | now talk to people,
that’s, that’s quite mammoth, um and that I’m actually not afraid to talk to people, um

| think that before, where | thought that if | opened my mouth and said something
someone was going to tell me | was being stupid or silly, um | think that, | think that

was probably a big thing. (Sandra, line 539)

The subtleties of interacting with others in a new way was communicated by

participants, as described by Carol:

And I think again you know the sort of change that...we’re able to see that she learnt
to negotiate she learnt to communicate more clearly she learnt to step back she learnt

to distract erm learnt to take a breath before responding you know. (Carol, line 235)
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These quotations highlight the interplay between shifting relationships to the
self in regard to being more able to communicate ones needs and the impact this has

on interactions with others.

3.5. Embracing the Changing Self

This final category was theorised to involve individuals finding positions or roles that
they connected to and could embrace in order to enable continued personal growth. This for
example could involve being a paid worker, a volunteer, a mother or a supportive friend. This
process often involved letting go of the past and moving towards acceptance of the current

self.

3.5.1. Exploring new ways of being.

It seemed that as individuals with EUPD continued evolving, they began developing
new passions, interests and roles. Nicola discussed becoming more of a stabling force for

those around her:

| support, yeah, yeah definitely, and also my friends with these problems, | also help
them, because I’m in a lot more stable place than they are, most of the time, so I feel

like I can” (Nicola, line 380)

Other individuals noted that they used their lived experience to help others and when
talking about beginning volunteering, Kelly noted that “I wanted to be you know, in an
environment when we weren’t on either side of the fence” (Kelly, line 508). This suggests

that volunteering enabled her to begin moving away from a position of iliness.

This development was often related to an increased acceptance of the diagnosis over

time, “I wear my diagnosis like badges or medals of honour now, not that I'm branded or
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damaged goods or you know I’m more about being, viewing mental health as an asset rather

than a deficit” (Ariel, line 787).

Staff members talked about needing to become more attuned to promoting and

enabling new roles:

we have to work harder on this pull, vocational services, offering vocational services,
is another thing where we can sort of send an outer signal to say actually when if you
want to do that if you’re ready to do that, we can help with that and we want to.

(Sasquia, line 447)
3.5.2. Letting go.

For many staff membersbserving an increasing self-acceptance was key. Sasquia
noted, “It’s about the ability to...accept what’s happening, I think, it’s another factor, which
allows people to move on eventually so if they need to” (Sasquia, line 179). This was also
true for those with lived experience, some of whom were more able to let go past trauma to

move forward with their lives:

I think also I’'m able to sit back and think, ‘well you know, I will never ever be able to
forgive some of the things, the things that, the actions of people but I’'m able to let

them go because the only person that they hurt is me. (Sandra, line 354)
3.5.3. Living not existing.

Participants talked about a growing sense of enjoyment for living, with an

appreciation that going through negative experiences enabled increased enjoyment of life.

Nicola reflected that{I appreciate things a lot more, like I’1l, I love trees, and the
flowers, you know like, things in nature, and like when people are kind, they do an act of

kindness I really, really appreciate it” (Nicola, line 916). This was encouraged by staff
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members, “have fun you know do groups and do things that are fun are some of them can't

even remember having fun in their life” (Margaret, line 440).

3.6. Model Processes.

The dynamic process of change for individuals with a diagnosis of EUPD was influenced by
the systemic context surrounding an individual. Some of the intricacies of the change model

will be discussed below.

3.6.1. Destabilisation.

Instability of one’s security and secure base was thought to set some people back.
This was demonstrated by several staff members when reflecting on clients that they had
worked with, “she has done so much still you know and she is so giving erm you know she

could do so much but heifd seems to consistently drag her back” (Sally, line 245).

3.6.2. Having setbacks.

The experience of change identified within this model was thought to be a fluid
experience and individuals could experience set-backs at multiple points by several factors.
These included internal pulls such as negative self beliefs or the impact of past trauma,
“trauma is going to hinder change people are consistently you know if people aren’t able to

move on from the traumatic events that they've kind of been through” (Sally, line 256).

External stressors were also identified as disruptive, “I had a blip when my sister died
but again with was more about wanting to sleep because she was taken so suddenly”
(Christie, line 224). However, as reframed by Christie, these ‘blips’ were not thought to set

someone back completely in their development.
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3.6.3. Becoming an active participant.

The movement from feeling stuck to that of developing the conditions for change was
often noted to be facilitated by a ‘turning point” which instigated a shift in perspective. These
turning points included pregnancy, coming close to death, and negotiating a pay-rise for

example.

This shift was often in perception of one’s own ability to be active participant within

their lives, as opposed to a passive recipient:

when | was beginning to get to the point where leaving hospital may have been an
option and they were thinking about discharge, they...she [care-coordinator] sat me
down and for the first time I think in my entire life, she said ‘what is it you want,

when you leave?’...it was just like someone was giving me control over how the rest

of my life was gonna go. (Sandra, line 64)

This process was also reiterated by staff members, “it's the ability to actually believe

that you can have control @vwyour own life” (Martha, line 455).

3.6.4. Taking responsibly for change.

Engaging in the active change experiencesbifting positions was found to be
influenced by readiness to change. Staff role often involved exploration of fears of change
and, “encouraging them [service users] that change wouldn’t be so bad” (Chloe, line 414) but
all participants noted the importance of personal readiness, “if they're not ready to do it, they

won't do it.” (Margaret, line 139). This was reiterated by Ariel:

Interviewer: could you describe the most kind of important lessons that you’ve learnt

in your life so far that you’d be willing to share with others?
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Ariel: Yes, taking personal responsibly...you should actually realise the power that’s
inherent within that, that you can control and have your own lived experience and

make good of that. (Ariel, line 783)
3.6.5. Attunement.

Being able to shift positions and develop a sense of self was enhanced through
attunement of the self and others. The concept of self-attunement is used here to describe a
process of identifying and responding to one’s own needs. This process could also occur
through interaction with others whose role may have been to meet someone else’s needs, as

described by Sasquia:

It’s finding the right carrots at the right time for people to want to move through and
get somewhere where they still feel held and they still feel supported but they can
actually now play a much bigger role either in [service name] or, or, or outside

[service name]. (Sasquia, line 430)

Attunement extended beyond that of individual practitioners, to the level of service
provision,“l think, what shifted was not just something in me but was also the policy of the

trust about admissions, and the repeated, message from my CPN” (Kelly, line 265).
3.6.6. Mis-attunement.

The backwards arrow between the final two stages in the model reflects the notion of
mis-attunement. This describes a disconnect between the indigawesdds and what others
were able to provide. Others included family and friends as well as health services and
professionals. For example, when discussing contact with health services, Sandra reflected,
“10 years down the line, yeah I find that really fascinating but I think I’ve changed but
sometimes I think people don’t accept that I’ve changed” (Sandra, line 404). This could lead

to individuals feeling stuck or being set back in their change experience.



SERVICE USER AND STAFF PERSPECTIVE ON CHANGE WITHIN EUPD 94

3.6.7.Time.

An important part of the change experience was the external, uncontrollable factor of

time. Time enabled learning through experience, as noted by Sandra:

| think that sometimes you need life [laughter], that sounds terrible but I think you do
sometimes, sometimes you need to live a little, before all those terrible things that you
think when you’re younger, that when you think the sky’s falling in, um and

sometimes the sky is falling in, but sometimes when you’re younger it feels like the

sky’s falling in, sometimes you need to survive that a bit. (Sandra, line 151)
3.7. Preliminary M odel

The predominant change processes (e.g. developing the foundations for change) and
influential variables (such as the influence of time and attungrnawe been pictorially
represented within a model which aims to highlight the continuous, fluctuating change

experience. Please see Figure 2 below, for a preliminary model diagram.
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Figure 2.Preliminary model representing the change process
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4. Discussion

4.1. Summary

This is the first qualitative study that contextualised the experience of change and the
self without looking through a particular lens (e.g. within therapy). The core change
experience of ‘shifting positions’ was identified to involve a complex interplay of evolving
relationships to the self, to others and to help. These positions all interacted with each other in
a way that enhanced the individisdense of self. It was suggested that as individuals
develop an increased sense of security and understanding of their diagnosis in combination
with an internal driver for change then individuals could begin taking risks and exploring

different ways of being.

4.2. Linksto Previous Research

4.2.1. I dentity.

The findings of the current study in which the change process was conceptualised as
movement towards a growing sense of self links to past research (Geyer, 2013). Kerr,
Finlayson-Dhort, McCutcheon, Beard and Chanen (2015) provided a tentative definition of
the self in relation to EUPD. The core self was theorised to involve complex psychological
processes (e.g. thinking, planning, remembering) not always in consciousness. These
processes were often held in awareness through reflective capacity of the phenotypic self

which develops through interaction with the social world.

This reflective capacity of the phenotypic self appears to mirror the ‘shifting
positions’ category identified within the final model. In the current model, the change

experience was defined as one relating to the multifaceted interaction with the self, others and
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to help which facilitated development of insight, mentalising and theory of mind for example.
These findings support the notion that EUPD can be understood as a difficulty in coherence

of the self and that change over time enables an improved sense of self.

4.2.2. How and to what?

This model explored change throughout individuals lives and enabled a more detailed
understanding of change not restricted to a particular context. The model highlighted that
individuals change naturally over time, learning through experience, which corresponds to
literature focusing on natural changes over time (Zanarini et al., 2012). However, this process
could be enhanced through contact with MHS, who, if attuned to the indi\edhesds,
could facilitate change. However, the current model noted that MHS were just as powerful in
restricting change. This links to research suggesting that service provision and diagnosis for
EUPD is iatrogenic in nature and arguably impedes the individuals’ ability to naturally

recover (Fonagy & Bateman, 2006).

One of the most consistent messages across all research interviews was the
importance of being ready to change. This correlates with findings of past qualitative research
(Cunningham, Wolbert & Lillie, 2012; Perseius, Ojehagen, Ekdahl, Asberg & Samuelsson,
2003) as well as the stages of change model (Prochaska & DiClemente, 1982; Soler, 2008)
and the movement between the contemplation and actions stages of change. Soler et al.
(2008) applied the stages of change model to a DBT group and found that participant
progress largely mirrored the stages of the model. The current research suggests that elements
of the stages of change model may be applicable across and beyond psychological

interventions.
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4.3. Study Quality.

When reviewing Charmaz’s (2014) quality criteria, the current study was considered
to demonstrate sufficient credibility through the detailed and diverse range of interviews
included. The study was viewed to meet criteria of originality due to the developing insights
raised regarding the experience of change within EUPD, one that extends to all types of MHS
provision. The study was perceived to meet resonance and usefulness criteria through
positive participant responses and participant triangulation. The study offered a more
generalisable understanding of change, one that extends across contexts which it was hoped
would be useful for individuals with this diagnosis as well as their surrounding systemic

contexts.

4.4. Study Limitations

The opportunistic way in which participants were recruited may have biased the data
set. Staff with lived experience who are now working within MHS have arguably taken a
particular path in their personal journey. This path may not be the case for many individuals
with lived experience of EUPD. Furthermore, the staff recruited work in a particular

therapeutic context which further reduces the generalisability of the findings.

The author acknowledged use of psychological terms when describing several
processes within the model (e.g. attunement, insight). This may reflect the impact of the
researcher on the final model, potentially restricting the depth of analysis. However, the
researcher had a desire for the research to be clinically useful and so the terms were argued to
encapsulate what the researcher believed was being described, as well as echoing language

used by clinicians.
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4.5. Clinical and Research Implications.

4.5.1 Clinical implications.

The final model suggests that change can be promoted in several ways. Firstly, as
readiness to change was noted to be a key part of the change process, MHS could benefit
from assessing an individual’s readiness to engage in psychological therapy and specialist
services in order to become more attuned to the individual’s needs and provide the

foundations for change for those deemed not be ready to change.

Furthermore, clinicians would benefit from modelling and promoting the relational
skills discussed in the ‘shifting positions’ category to increase the potential for change. A
collaborative focus on noticing and enhancing change would be imperative to encourage

service usergo begin embracing change.

This study identified the importance of attunement. Attunement is a fine balance of
offering support whilst encouraging independence. This process is a difficult one and services
will require specialist supervision and training in order to provide staff with sufficient
opportunity to undertake this process. Provision of support to staff teams may be best suited
to Clinical Psychologists whose role within Multi Disciplinary Teams often involves
providing support for complex clients. Mis-attunement between services and individuals with

EUPD is likely to restrict personal growth and perpetuate stigma.

The model identified that change takes time. This was reiterated by Levy (2008) who
stated that the development of a sense of self is a complex and difficult process for
individuals with EUPD, one which is unlikely to occur suddenly. It is vital that service
provision for individuals with this diagnosis is not seen as short term and individuals should

be able to access MHS throughout their change experience. MHS should aim to provide ways
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for individuals with a diagnosis of EUPD to shift positions e.g. through gaining employment

in order to promote personal growth.

Furthermore, the diagnostic process and subsequent treatment by MHS was
noted by participants to be poor at times. A conversation and explanation from a professional
is essential, and some psychoeducation for individuals to take away would be helpful. This
could mirror elements of the psychoeducation module included in STEPPS (Black & Blum,

2017) which may enable the diagnostic process to be more empowering.

4.5.2. Resear ch implications.

Future research could aim to expand the type and diversity of service users
recruited. It would have been beneficial to recruit carers and/or family members of those with
EUPD about their experience of change, particularly because the current research has
identified the complex interplay between the self and other in enhancement and disabling of
change. Further research should aim to recruit staff members from a wider variety of clinical

backgrounds and settings (e.g. within community mental health teams).

It would be useful for further research to begin exploring the therapeutic
benefit of peer support, which was identified as a useful way for individuals to develop a
sense of self and personal growth. This is particularly important with the increased provision
of ‘recovery colleges’ and community services promoting peer support based on

recommendations by the Department of Health (2011).
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5. Conclusion

This was the first qualitative study to directly explore the experience of change
for individuals diagnosed with EUPD that was not restricted to the context of psychological

therapy.

The model suggested that the experience of change is complex and involves a
dynamic interplay between the self, help and to others. The change experience was identified
as an experience of ‘shifting positions’ which enabled individuals to fluidly move between
and within relationships to explore different ways of being. It was suggested that this process
enabled development of an increased sense of self. Developing a secure base and gaining
some understanding of the diagnosis were also important parts of developing the right

conditions for change.

Furthermore, the importance of personal readiness to change was identified as a
vital element of the change experience. The change process was encapsulated by participants
as an experience which occurred naturally over time, but one that could be facilitated by the
processes described above. Finally, in regard to the context of MHS, being well attuned to
service users’ needs at differing points in their experience was found to facilitate change,
whereas mis-attunement was found to pull people back to stuck positions and disrupt the

change process.

This model extends across therapeutic modalities and settings. Future research
would be beneficial in exploring the experience of change across a wider diversity of
participants such as the inclusion of carers, family members and individuals with lived

experience of EUPD from a wider variety of backgrounds.
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Appendix A
EUPD Diagnosis Definition

The ICD-10, released by the World Health Organisation (WHO) (WHO, 2015)

defined EUPD as,

“A personality disorder in which there is a marked tendency to act impulsively
without consideration of the consequences, together with affective instability. The ability to
plan ahead may be minimal and outbursts of intense anger may often lead to violence or
"behavioural explosions”. These are easily precipitated when impulsive acts are criticized or

thwarted by others” (p. 159).

Furthermore, the ICD-10 included two subtypes including the impulsive subtype,
characterised by difficulty with impulse control and emotional instability. The second, the
borderline subtype, was defined by several forms of emotional instability including chronic
feelings of emptiness, unstable relationships, fear of abandonment and confusion in self-

identity.

This contrasts with the DSM-IV (American Psychiatric Association, 2013) diagnostic
criteria, employing the more commonly known term ‘borderline personality disorder’. The
DSM-1V criteria largely mirror that of the ICD-10 but does not differentiate between
impulsivity and borderline and identifies dissociation or paranoid ideation as criterion, which

is not included within the current ICD-10 criterion.
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Quality Assessment of Qualitative studies based on Mays and Pope (2000)
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Quality Assessment of Case Study based on Yin (2009) criteria

(2007)

Study Significant Unique Relevant toa Complete Clear research Collect and Reported clearly No biasin any Reflectionson
wider audience question report enough single case limitations
datato address and potential
question bias
Nee & Farman v v v v X v v X
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Appendix D
Quality of Quantitative Intervention Studies based on Effective Public Health Practice Project (EPHPP) (1998).

Study Selection Bias Study Design Confounders Blinding Data Collection Withdrawals and Global Rating
M ethods drop-outs
Neacsiu, Rizvi & 2 2 3 2 1 3 2
Linehan (2010)
Kramer et al. 2 2 1 2 3 2 2
(2015)
Sandage (2015) 3 2 N/A N/A 2 1 2
Feliu-Soler et al. 2 2 1 2 3 2 2
(2014)
Bedics, Atkins, 2 1 2 3 2 3 2
Harned & Linehan
(2015)
Goodman et al. 2 2 3 2 3 2 2
(2014)
Gratz, Levy & Tull | 2 1 3 3 2 3 3
(2012)
Linehan et al 2 1 1 2 3 2 2
(2015)
Mcmain et al. 2 3 1 2 2 3 2
(2013)
Soler et al. (2012) 2 2 1 2 1 2 2
1= Strong
2=Moderate

3=Weak
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Quiality of Observational Cohort and Cross-sectional Studies based on National Heart, Lung and Blood Institute (NIH) (2014)

Study Research | Specified Participation | Participants | Samplesize Exposure Sufficient Different Iv clearly Exposure | Outcome | Blinding | Follow | Statistical
question | population | rateabove recruited justification? | of interest | timeframe? | levelsof defined and assessed measures | of up analyses
50% from similar measur ed exposure? | implemented? | more outcome | rate
populations? before than assessors
outcome once?
Uniform being
eigibility measured?
criteria?
O’toole, G F G G G G P P F P F N/A P F
Diddy &
Kent
(2012)
Perroud, F F G G P (No G F G G G G N/A P F
Nicastro, justification)
Jermann
&
Huguelet
(2012)
Dammann | G F G G p F P P F G G N/A P F
etal.
(2016)
G=good
F=fair

P= poor
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Quality Assessment of Studies Using Kazdin’s Criteria

Study

Strong association
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Appendix G

Additional Information About Included Studies

Study name Diagnostic measure QOutcome measure

Bedics, Structural analysis of social behaviour (SASB)
Atkins,

Comtois & The suicide attempt self-injury questionnaire (SASI
Linehan

(2012)

Bedics, DSM-IV The California Psychotherapy Alliance Scales
Atkins, (CALPAS)

Harned & SCID-11

Linehan Hamilton Rating Scale for Depression (HRSD)
(2015)

Structural analysis of social behaviour (SASB)

The suicide attempt self-injury questionnaire (SASI

Cunningham, DSM-IV N/A

Wolbert &

Lillie (2012)

Damman et DSM-IV Hamilton Rating Scale- Depression, Brief Psychiati
al. (2016) Scale (BPRS)

Profile of mood states

Five Facet Mindfulness Questionnaire (FFMQ)
Experiences Questionnaire (EQ)

Daily Mindfulness Practice Times

CPT-Il (computerised neuropsychological attention
test)

Inventory of Personality Organisation (IPO)

Symptom checklist (SCB0)
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Feliu-Soler et
al. (2014)

Geyer (2013)
Goodman et
al. (2014)

Gratz, Levy
& Tull (2012)

Hodgetts,
Wright &
Cough (2007)

Kramer et al.
(2016)

Linehan, et
al. (2015)

Mcmain, et
al. (2013)

SCID-II (Spanish version)

Diagnostic

Interview for Borderlines-
Revised (Spanish
Version)

No information given.
DSM-IV

Revised Diagnostic Interview

for Borderlines

Structured Clinical Interview

for DSM-IV

2) History of self harm
DSM-IV (American

Psychiatric Association, 1994)

DSM-IV (American

Psychiatric Association, 1994)

International Personality
Disorders Examination

SCID-11

International Personality
Disorders Examination

Beck depression inventory (BDI),

Spielberger state and trait inventory (STAI),
Spielberger state and trait anger inventory (STAXI)
HDRS,

Brief Psychiatric Rating Scale (BPRS)
Self-assessment manikin questionnaire (SAM)
salivary cortisol (Scort)

N/A
Difficulties in Emotional Regulation Scale (DERS)

amygdala activation measured by Functional
magnetic resonance imaging fMRI)
Deliberate self-harm Inventory (DSHI)

Difficulties in Emotional Regulation Scale (DERS)

N/A

Outcome Questionnaire: 45.2

Suicide attempt Self-Injury Interview,
Suicidal Behaviours Questionnaire
Reasons for living Inventory

Hamilton Rating Scale for Depression

Hamilton Rating Scale for Anxiety

ymptom ChecklisB0- Revised (SCL-90R)
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Inventory of Interpersonal Problems (IIP)

McSherry, DSM-IV diagnostic criteria N/A

O’Connor,

Hevey &

Gibbons

(2012)

Neacsiu, Structured Clinical Interview  DBT ways of coping checklist

Rizvi & for DSM-IV Axis Il

Linehan Personality Disorder (SCID-  (DBT-WCCL)

(2010) 11)
Suicide attempt and self-injury interview (SASII)

International Personality
Disorders Examination Hamilton Depression Scale (HRSD)

State-trait expression inventory

Nee & SCID-11 N/A

Farman

(2007)

O’toole, No information given Five Facet Mindfulness Questionnaire (FFMQ)

Diddy & Multidimensional Scale of Perceived Social Suppc

Kent (2012) (MSPSS)
Survey of physical and emotional well-being (MOS
36)
Alcohol Use Disorders Identification Test, Office
visits for health concerns

Perroud, International Personality

Nicastro, Disorders Examination

Jermann &

Huguelet SCID-11

(2012)

Per seius, DSM-IV N/A

Ojehagen,

Ekdahl,

Asberg &

Samuelsson

(2003)

Per seius, DSM-IV N/A

Ekdahl,




APPENDICES
Asberg &
Samuelsson
(2005)
Sandage McLean Screening Instrument Transgression-related interpersonal motivations
(2015) for Borderline Personality inventory (TRIM)
Disorder
Decisional forgiveness scale (DFS)
Emotional forgiveness scale (EFS)
Trait forgiveness scale (TFS)
Experiences in close relationships scale-short form
Psychiatric symptoms checklist
Soler et al. SCID-II (Spanish version) Hamilton Rating Scale- Depression, Brief Psychiati
(2012) Scale (BPRS)

Diagnostic

Interview for Borderlines-
Revised (Spanish
Version)

Profile of mood states
Five Facet Mindfulness Questionnaire (FFMQ)
Experiences Questionnaire (EQ)

CPT-Il (computerised neuropsychological attention
test)
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Appendix H

ResearcIDiary Excerpts

| am a 27 year old white woman with experience of working in a Specialist Personality
Disorder service prior to training. As a result of these experiences, | identify a desire to
challenge stigma as well as an affiliation to working with this client group. | was mindful
throughout the research process of the potential impact that my position and ideas might have
on the research process and reflected on this throughout the diary. Examples of my

reflections can be found in this appendix.

05/06/2016

I’ve been doing lots of research on EUPD for Part A. I also know that identifying and

reflecting on my beliefs and perceptions around personality disorder is an important part of
the research process. I thought I’d begin this today. I dislike the term personality disorder. |

think it is demeaning to those who receive it and sends a message that at the core of your
personality, you are disordered, or damaged. But from past clinical experience, the term has
often made sense to people, eventually. It seems that for some people, having some sort of

answers as to why they are suffering the way that they are must be empowering.

| know from experience that this client group are sometimes personally challenging to work
with. The work is complicated and messy and draining. But working with these individuals, |
saw change. | want this research to empower those with the diagnosis and surrounding

services to challenge stigma and to give hope for change.

These personal beliefs and values are within me, but acknowledging them will hopefully

allow me to become more aware of if they seep into analysis and theory development.

28/06/2016
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| started reflecting on the potential upcoming interviews. They are all with old work
colleagues. This feels a little weird and | get that slight anxiety when thinking about coming
back as a trainee psychologist, a need to impress almost. | also wonder if it will make it easier

for staff to open up. We shall see!

06/07/2016

| completed my first three interviews today. Prior to the meetings, | did some reading

about carrying out grounded theory interviews.

From what | took from the reading, the two main aims of the research interviews are

to hear participant’s stories and to construct a meaning in order to develop a theory.

This seemed simple but complicated at the same time. | wondered if | would find it
difficult to hold the construction in mind whilst reallipsorbing myself into the client’s

worlds.

| also found out that one of the staff members in the team | was visiting had just
announced that they were leaving the service. | could sense that the team were upset and

wondered how that may impact interviews that were focusing on the topic of change.

| also became aware that | felt a bit more of a burden within team who were probably
preoccupied with other more urgent matters. | notice a desire to want to make interviews

helpful or meaningful for staff. | thought I better pay attention to this in the interviews.

During the interviews, | was struck by my reaction when hearing about services that
we previously worked with. | notice feeling immediate curiosity about their journey since |
last worked in the team and during the interview | could not hide my automatic joy when

hearing about some of the positive progress that some servicehagrade. | wonder if
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this influenced my follow-up questions are my interpretations or summaries. | guess that |

will have to listen to the tapes again.

| noticed feeling a little anxious and preoccupied by the interview schedule which at
times felt distracting and repetitive. | think this may have influenced how present | was. |

may need to practice using the interview schedule on my own.

10/07/17

Just reflecting on the first few interviews. I don’t think the existing relationship
effected the interview too much, | think it actually made it easier for staff and me to get into
the ‘flow’. Talking about service users’ that | already know was interesting though. |
definitely noticed a curiosity and had to stop myself from asking too much about their

progress.
17/07/16

| recently had an operation and have been signed off work. | feel a little bit out of it, and the

research feels very far from my mind.
28/07/16

| have been e-mailing some local voluntary organisations to trying to recruit service user

participants. Getting a little bit anxious about not having any interest of yet.
14/08/16

Received response from potential participdhty’d like to know more about the study

which is promising!

21/08/16
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no response from potential participant. Starting to think this is going to be harder than |

thought.

12/09/16

completed two more interviews today. Found it a little hard to get back into the swing of
things post-break from the course. Had some amazingly effective experiences in the
interviews. Really interesting ideas and observations. Definite themes arising from interviews
focusing on their importance of the therapeutic relationship. It seems obvious but | forget
how important it is with this client group. The second interview had slightly less debt due to
the reduced amount of time working in the service. | need to be mindful of this when
recruiting future staff participants. Felt like | have guided questioning a little more with this

participant. Need to remind myself to take a second to refocus and utilise interview schedule.
14/09/16

Response from potential participant. Still interested but life stuff understandably taking

priority, asked me to e-mail them in a week.

22/09/16

Completed another staff interview, feeling more confident with the schedule. Feel as though
I’m reaching saturation with staff. It’s really becoming apparent just how important it is to
interview some staff with lived experience soon in order to add a new dimension to the

project.

Also met with external supervisor. We talked recruitment brainstorm strategies and agreed to
email us some local services again. Will review on 13/10 Khomeini think the new
recruitment gategy. Frustrating as I’ve been recruiting for months. Supervisor agreed to

make contact with service user volunteers.
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23/09/16

Had email from service user volunteer. She said she’d be happy to participate. This is great!

Also met with internal supervisor. Agreed to focus on transcribing and pate was competing

recruitment.

05/10/16

Haven’t heard anything from either potential service user volunteer participants yet. Really

feel stop and start.

31/11/16

Getting a good start with part a. Trying to hone down to a focused question.

Was also due to me my first lived experience participant today but she had to cancel.

Completely understandable, but I really want to get started!

10/11/16

Met with my first service user participant. | thought the interview on really well. It was hard
to follow at the interview schedule at times. Some really interesting topics came up in the
interview. Shows how important is to interview those with the lived experience. Added a new

lens to the work but also really matches up to what staff are saying.

01/12/16

Met with my second service user participant. The boundaries at the beginning of the

interview felt a little blurred. The interviewee said that she was hoping to get referred to the
service. Seek support from supervisor informed interviewee that the service would only be
open to members and we would be unable to look around in the way she wanted. She said

that she understood this when we met the interviewee said that she felt a little stressed as she
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had to come a long way and had got lost. She was a little late and the consequence and felt
upset about this. Interview itself was interesting and new ideas emerge during our discussion.
At times felt a little poured into a therapy may and felt that | guided the session more than
perhaps | should have felt desire to give more feedback and reassurance because of perceived
individual to be feeling anxious. After the interview then participant requested to meet with

the team psychologists and my supervisor of this project. It was felt that this was helpful in
helping the interviewee feel heard in her struggles. The interviewee agreed to message some
friends about my research to see if they be interested in participation which was which | was

grateful of.
07/12/16

| received an email from another potential participant who was told about the project by her
friend which is positive. | also heard back from another potential participant flagged to me by

my supervisor. She was interested in the project. Things are looking up!
15/12/16

After a few days of e-mailing a potential third service user participant, | arranged to meet her
today for the interview. The interview felt slightly less structured than others, | noticed that |
didn’t look at interview schedule more than once! The service user interviewee seemed to

have a good sense of what the interview was about and so I didn’t feel as if I needed to steer

it in any way. The interviewee was very positive about some of her changes but I felt a strong
sense from her that she wanted me to know that¢ slainps haven’t changed. The interview

also appeared to end in a bleak way, with the client saying she would kill herself if she didn’t

make any changes or get back to the person she once was. This felt quite difficult to end the
interview with. We debriefed and the interviewee seemed okay. | wonder if the interviewee

wanted me to know that things weren’t all better or all okay, so she did not want me to get a
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too positive sense of her progress. The client also receive supervision at the service we

service we visited and we talked about how she could user offer support if needed.

15/12/16

Received confirmation of another interview to take place tomorrow at someone’s home. This
is the only interview taking place at someone’s home, I felt a little uneasy as I’ve never met

this person or know their history, but adequate lone working procedures were in place.

06/01/17

Have been transcribing interviews. Such a long process but so interesting. Really feel like I'm

getting absorbed into the data.

20/02/17

Beginning coding. Decided to try and line by line as many transcripts as possible to really

immerse myself in the data. It’s working! Just taking a very long time.

05/03/17

Developing my theory at the moment. Such a hard process. Met up with my supervisor and
an independent psychologist. It was so useful as we talked about some of the wording of my
codes, why | chose them and how representative they were. | also suggested a prototype

model.

One of the biggest challenges in incorporating both staff and those with lived experiences
views. The design has been invaluable as I am developing a theme called ‘attunement’ which

seems really key in the data when it comes to being supported to change. But, its hard trying
to blend views together. I guess it’s ok that they don’t all fit. It is the differences that it is

worth thinking about.
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04/04/17

I’m refining my model and constantly going back to the data to ensure it is grounded in
participant’s views. It is so easy to step away from the data when you have a new idea. [ am

constantly returning to the data set to ensure I don’t run away with myself.
10/04/17

| have e-mailed participants to get their perspective on initial themes. Intrigued about their

responses!
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Appendix |

Interview Schedule for Lived Experience Group

A Grounded Theory investigation of the experiences of change for individuals who have
received a diagnosis of Emotionally Unstable Personality Disorder (EUPD)

Date: 01/12/2015

Version: 1.1

Interview Schedule

Introduction:

The focus of this interview will be around your experiences of changes over time in regards to
your mental health and what these changes looked like. The interview will also touch on your
experiences of mental health services over time as well as your life outside of mental health
services. | would like to ask some initial questions about yourself and your diagnosis before
we move on to the main bulk of the interview. Please feel free to stop the interview at any time
or to ask questions at any point.

1. How old were you when you were diagnosed with EUPD?
2. How old are you currently?
3. What was your experience of receiving this diagnosis?

Main interview:

The remaining questions will focus on your experience of change over the years. | have some
guestions to ask but others may come up during the interview. Please feel free to stop the
interview at any time or to ask questions at any point.

4. What was your perception of your difficulties when you were first diagnosed?
5. Has your experience of these difficulties changed over the years?

6. Prompts if participant identifies changes
a) In what areas of your life have you noticed changes?
b) In what way have each of these areas changed over time?
¢) Would you describe these changes to be positive? If yes, why? If no, why?
d) How did you know that things were changing/ had changed?
e) What factors were important in facilitating this change?
f) What barriers may have prevented change?
g) Who/what has contributed to these changes in your life?

7. Prompts if participant doesn’t identify changes
a) Why do you think this may be?
b) Are there any factors that have contributed to this?
¢) When looking back at your experiences, what could have been helpful to facilitate change?

8. Have there been any pivotal moments for you over the years, where things significantly changed?
If so, please tell me a little more about these moments.
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9. Tell me a little about your experiences with Mental Health Services or other organisations over the
years.

10. Can you identify differences in the service provided to you over time by Mental Health Services?
a) If yes, what differences can you identify? What impact did these have on you?

b) If no, what similarities do you identify? What impact do these have on you?

11. Could you describe the most important lessons that you have learnt through your journey so far?

Debrief

Thank-you for your time. The interview has now come to an end. | would just like to check in
with how you found the interview. How did you find the interview today? Were there any
guestions that you struggled with? How are you currently feeling? Do you feel you need any
support now that the interview has finished? How might you go about accessing support?
Was there anything you wanted to ask me? Is there anything that you would like to feedback to
me about today’s interview? Thank-you very much for your time.
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Appendix J

Interview Schedule for Staff Group

A Grounded Theory investigation of the experiences of change for individuals who have
received a diagnosis of Emotionally Unstable Personality Disorder (EUPD)

Date: 01/12/2015

Version: 1.1

Interview Schedule

Introduction:

The focus of this interview will be around your experiences of working with individuals with a
diagnosis of Emotionally Unstable Personality Disorder (EUPD) and your perceptions of
change over time for these clients. The interview will also touch on your experiences of
engagement with these clients as well as your perception about what factors contributed to
service users making changes to their lives. | would like to ask some initial questions about
yourself and your current and previous roles before we move on to the main bulk of the
interview. Please feel free to stop the interview at any time or to ask questions at any point.

1. What is your current role?

2. What have your previous roles included?

3. How many would you say that you have worked with individuals with a diagnosis of EUPD?
Main interview:

The remaining questions will focus on your experience of working with service users with a
diagnosis of EUPD and your perception of change over the years for these clients. | have
some questions to ask but others may come up during the interview. Please feel free to stop
the interview at any time or to ask questions at any point.

4. Can you tell me a bit about any difficulties faced by service users on receipt of an EUPD diagnosis?
(You may draw from a few examples of service users that you have worked with, in order to gain a
general sense of the difficulties these individuals may have experienced when they first entered
mental health services.)

5. Please think about the people that you have worked with that have revived a EUPD diagnosis
and/or who you have experienced making changes over the time that you have known them and
answer the following questions.

a) In what areas of service users’ life did you notice changes?

b) In what way have each of these areas changed over time?

¢) Would you describe these changes to be positive? If yes, why? If no, why?
d) How did the service user know that things were changing/ had changed?
d) How did you know that things were changing/ had changed?

e) What factors were important in facilitating this change?

f) What barriers may have prevented change?
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g) Who/what has contributed to these changes in your life?

6. Please think about people that you have worked with that you did not observe making changes in
during the time in which you worked together and answer the following questions.

a) Why do you think this may be?
b) Are there any factors that may have contributed to this?

¢) What could have been helpful to facilitate change for the service users you worked with?

7. Tell me a little about service users experiences with Mental Health Services or other organisations
over the years.

8. Have you noticed any pivotal moments where things significantly changed for the service users that
you worked with? If so, please tell me a little more about these moments.

9. Can you identify differences in service users’ engagement with Mental Health Services over time?
a) If yes, what differences can you identify? If no, please elaborate.
Debrief

Thank-you for your time. The interview has now come to an end. | would just like to check in
with how you found the interview. How did you find the interview today? Were there any
questions that you struggled with? Was there anything you wanted to ask me? Is there
anything that you would like to feedback to me about today’s interview? Thank-you very much
for your time.
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Appendix K

Study Poster for Lived Experience Group

The experience of
change within
Emotionally
Unstable Personality
Disorder/ Borderline
Personality Disorder

Have you received a diagnosis of emotionally unstable personality disorder? (Also known as
borderline personality disorder)

Would you like to talk about your experiences of receiving this diagnosis?

Would you like to talk about whether things have changed for you over time? (If they haven't,
then I'd still like to hear from you!)

As part of my doctoral research, | am interviewing people for
up to one hour about their experiences of receiving and living
with this diagnosis and whether they have noticed any
differences over time. | would like to develop a theory of
change for this diagnosis.

Please get in touch if you would like to be interviewed about
your experiences. Contact X or X for more information.

Please note: This study requires participants to NOT be
currently accessing Mental Health Services.


mailto:s.a.jones295@canterbury.ac.uk
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Appendix L
Study Poster for Staff Group

The experience of
change within
Emotionally
Unstable Personality
Disorder/ Borderline
Personality Disorder

Have you worked with individuals with a diagnosis of emotionally unstable personality
disorder? (Also known as borderline personality disorder)

Would you like to talk about your experiences of working with these clients?

Could you talk about times when you have and haven’t noticed changes for your clients over
time?

As part of my doctoral research, | am interviewing people for
up to one hour about their experiences of working with
individuals with this diagnosis and whether they have noticed
any differences over time. | would like to develop a theory of
change for this diagnosis.

Please get in touch if you would like to be interviewed about
your experiences. Contact xfor more information.
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Appendix M

Information Sheet for Staff Group

A Grounded Theory investigation of the experiences of change for individuals who have
received a diagnosis of Emotionally Unstable Personality Disorder (EUPD)

Participant Information Sheet: Staff
Date: 10/03/2016

Version: 1.2

Hello. My name is x and | am a Trainee Clinical Psychologist at x. | would like to invite you to take part
in a research study. | have provided some information about the study in order for you to understand
why the research is being carried out and what your role would involve.

You will be provided with a consent form associated with this information sheet in which you can
formally consent to taking part in research, which you will retain for your records.

What is the study about?

This study will ask people who've worked with individuals with a diagnosis of Emotionally Unstable
Personality Disorder (EUPD) (also known as Borderline Personality Disorder (BPD)) on their
experiences of change. The study will also investigate the experience of change for individuals with a
diagnosis of EUPD/BPD.

Specifically, | would like to explore whether you have observed changes over time for the clients you
have worked with who have received this diagnosis and what factors may have contributed to this.
Contrastingly, | would be interested to explore your experience of working with individuals who may
not have been able to make changes and why you thing this may be. I'd also like to find out a little
more about how you think mental health services to be best able to support service users with a
diagnosis of EUPD. I'm really interested in your views on this topic.

What is the purpose of the study?

Although understanding and service provision for EUPD has increased over recent years, there are
still several topic areas with relatively little research. One of those areas focuses on people’s
individual experiences of their diagnosis and the way in which this may or may not change over time.
Particularly, this study aims to identify whether there are any common themes within peoples
experiences with a diagnosis of EUPD. The study also aims to understand the impact of mental health
services on individual’s experiences. This study will incorporate both service user and staff member’s
perspectives in order to develop a detailed and diverse understanding of the mechanisms of change. |
hope that the results from this study will increase understanding of how services and therapists can
most effectively support individuals who have been given this diagnosis.
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What does it involve?

| am interviewing approximately 20 people about their experiences. These participants will include
both individuals who have used services and staff members who have worked within mental health.
The interviews will last up to 1 hour. | aim for the interviews to take place between spring and summer
of 2016. | will record the interviews and will then transcribe them into written form. Any identifiable
information (e.g. names of relatives or place of work) will be removed from the written transcript. This
transcript will be shared with my research supervisors as part of the data analysis. | will then look for
themes within the interviews in order to create a theory based on the experience shared by
participants.

After development of the theory | may require supplementary data. This may involve asking you to
attend for a second interview or to answer follow up questions via email or on the telephone. This will
take no longer than 30 minutes and is completely optional.

Finally, you would have the option of giving some brief feedback on the initial results of the data to tell
me how accurate my analysis is. This will take no longer than 30 minutes and is completely optional.

Why have | been invited?

You have been invited to take part in the project because the service you are involved with is
undertaking research and you have been identified as a suitable candidate. If you would like to find
out more information about this, then please let me know. | would be grateful if you could let me know
whether you feel able to take part in the study, within the next 72 hours. If you would like additional
time to decide, please let me know.

Do | have to take part?

No. Your agreement to take part in the study is completely your decision. If you do agree to take part
in the study then | will ask you to complete a consent form. You have the right to withdraw from the
study at any time and subsequently all of your data would be deleted.

What are the possible disadvantages and risks of taking part?

The interview will take time to complete, particularly if you agree to complete follow up questions
(approximately 2hours). If you have any concerns about the time that participating in this research
would take, please discuss this with the researcher and your team manager.

What are the possible benefits of taking part?
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The study may help to increase our understanding of change within EUPD and the role that mental
health services may play within this. The information would be of great use in helping services to
understand this process of change and how best they can support service users. It is hoped that the
interview will enable reflection on personal experiences which can be an empowering, positive
experience.

Will my taking part in the study be kept confidential?

Yes. Everything said in the interview will remain confidential. However, if | become concerned about
your safety or the safety of someone else, then | will need to break this confidentiality and will share
this information with the most appropriate agency. | may need to break confidentiality if | have
concerns about quality of care being provided to clients or in regards to the safety and wellbeing of
other staff members working within X Trust.

After completion of the interview, your recording will be immediately transferred onto a Trust
encrypted USB and will be stored in a locked cabinet on Trust premises. This recording will only be
listened to by me and my two research supervisors. As soon as the project has been completed, this
recording will be destroyed.

All anonymised data (i.e. the interview transcript) will be locked in a secure cabinet, separately from
the main research data at X. All data will be stored securely for 10 years, in line with the Data
Protection Act (Data Protection Act, 1998).

What will happen to the results of the research study?

It is hoped that the results of this research study will be published and released within a psychology
journal to enrich our understanding of change within EUPD. It is also possible that the results will be
distributed within X Trust and the research findings will also be disseminated to X. If you would like a
copy of the results of this research study, then please feel free to contact myself and | will be happy to
arrange for this information to be distributed to you.

It is important to note that any personally identifiable information will be removed from any published
reports.

Who is organising and funding the research?

The research is funded by X as part of the Doctorate in Clinical Psychology. X Trust are also
sponsoring the current study.

Who has reviewed the study?
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All research in the NHS is looked at by independent group of people, called a Research Ethics
Committee, to protect your interests. This study has been reviewed and given favourable opinion by
Research Ethics Committee.

Further information and contact details

If you would like any further information about the study then please do not hesitate to get in touch
with myself on the number below. | can try to answer general questions about research, provide
specific information about this project, discuss any concerns you have about taking part, or discuss
complaint procedures if you are unhappy with any aspect of the project.

Please contact me by email: X or by telephone: X. Please feel free to leave a voicemail and | will get
back to you as soon as possible.

If you would like to discuss any queries or concerns about the project with another member of the
research team, please contact Dr X by telephone on: X. Dr X supervises the project but is not directly
involved in the recruitment or interview process.

What if there is a problem?

If you have any concerns about any aspect of the project, please contact myself and | will do my best
to answer any concerns of queries. Please contact me by email: X or by telephone via: X. Please feel
free to leave me a voicemail and | will get back to you as soon as possible.

If you remain unhappy and want to complain formally, then please contact X on: X who will be able to
take your complaint forward through X complaints procedure.

Furthermore, you can also seek advice from X Trust. Please phone X or email X

In the event that something does go wrong and you are harmed during the research and this is due to
someone’s negligence then you may have grounds for a legal action for compensation against X/ X
Trust but you may have to pay your legal costs. The normal National Health Service complaints
mechanisms will still be available to you.


mailto:s.a.jones295@canterbury.ac.uk
mailto:s.a.jones295@canterbury.ac.uk
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Appendix N

Information Sheet for Lived Experience Group

A Grounded Theory investigation of the experiences of change for individuals who have
received a diagnosis of Emotionally Unstable Personality Disorder (EUPD)

Participant Information Sheet: Lived Experience
Date: 10/03/2016

Version: 1.2

Hello. My name is x and | am a Trainee Clinical Psychologist at X. | would like to invite you to take
part in a research study. | have provided some information about the study in order for you to
understand why the research is being carried out and what your role would involve.

You will be provided with a consent form associated with this information sheet in which you can
formally consent to taking part in research, which you will retain for your records.

What is the study about?

This study will ask people who've worked with individuals with a diagnosis of Emotionally Unstable
Personality Disorder (EUPD) (also known as Borderline Personality Disorder (BPD)) on their
experiences of change. The study will also investigate the experience of change for individuals with a
diagnosis of EUPD/BPD.

Specifically, | would like to explore whether you have observed changes over time for the clients you
have worked with who have received this diagnosis and what factors may have contributed to this.
Contrastingly, | would be interested to explore your experience of working with individuals who may
not have been able to make changes and why you thing this may be. I'd also like to find out a little
more about how you think mental health services to be best able to support service users with a
diagnosis of EUPD. I'm really interested in your views on this topic.

What is the purpose of the study?

Although understanding and service provision for EUPD has increased over recent years, there are
still several topic areas with relatively little research. One of those areas focuses on people’s
individual experiences of their diagnosis and the way in which this may or may not change over time.
Particularly, this study aims to identify whether there are any common themes within peoples
experiences with a diagnosis of EUPD. The study also aims to understand the impact of mental health
services on individual's experiences. This study will incorporate both service user and staff member’s
perspectives in order to develop a detailed and diverse understanding of the mechanisms of change. |
hope that the results from this study will increase understanding of how services and therapists can
most effectively support individuals who have been given this diagnosis.
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What does it involve?

| am interviewing approximately 20 people about their experiences. These participants will include
both individuals who have used services and staff members who have worked within mental health.
The interviews will last up to 1 hour. | aim for the interviews to take place between spring and summer
of 2016. | will record the interviews and will then transcribe them into written form. Any identifiable
information (e.g. names of relatives or place of work) will be removed from the written transcript. This
transcript will be shared with my research supervisors as part of the data analysis. | will then look for
themes within the interviews in order to create a theory based on the experience shared by
participants.

After development of the theory | may require supplementary data. This may involve asking you to
attend for a second interview or to answer follow up questions via email or on the telephone. This will
take no longer than 30 minutes and is completely optional.

Finally, you would have the option of giving some brief feedback on the initial results of the data to tell
me how accurate my analysis is. This will take no longer than 30 minutes and is completely optional.

Why have | been invited?

You have been invited to take part in the project because the service you are involved with is
undertaking research and you have been identified as a suitable candidate. If you would like to find
out more information about this, then please let me know. | would be grateful if you could let me know
whether you feel able to take part in the study, within the next 72 hours. If you would like additional
time to decide, please let me know.

Do | have to take part?

No. Your agreement to take part in the study is completely your decision. If you do agree to take part
in the study then | will ask you to complete a consent form. You have the right to withdraw from the
study at any time and subsequently all of your data would be deleted.

What are the possible disadvantages and risks of taking part?

The interview will take time to complete, particularly if you agree to complete follow up questions
(approximately 2hours). If you have any concerns about the time that participating in this research
would take, please discuss this with the researcher and your team manager.

What are the possible benefits of taking part?
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The study may help to increase our understanding of change within EUPD and the role that mental
health services may play within this. The information would be of great use in helping services to
understand this process of change and how best they can support service users. It is hoped that the
interview will enable reflection on personal experiences which can be an empowering, positive
experience.

Will my taking part in the study be kept confidential?

Yes. Everything said in the interview will remain confidential. However, if | become concerned about
your safety or the safety of someone else, then | will need to break this confidentiality and will share
this information with the most appropriate agency. | may need to break confidentiality if | have
concerns about quality of care being provided to clients or in regards to the safety and wellbeing of
other staff members working within XTrust.

After completion of the interview, your recording will be immediately transferred onto a Trust
encrypted USB and will be stored in a locked cabinet on Trust premises. This recording will only be
listened to by me and my two research supervisors. As soon as the project has been completed, this
recording will be destroyed.

All anonymised data (i.e. the interview transcript) will be locked in a secure cabinet, separately from
the main research data at X. All data will be stored securely for 10 years, in line with the Data
Protection Act (Data Protection Act, 1998).

What will happen to the results of the research study?

It is hoped that the results of this research study will be published and released within a psychology
journal to enrich our understanding of change within EUPD. It is also possible that the results will be
distributed within X Trust and the research findings will also be disseminated to X. If you would like a
copy of the results of this research study, then please feel free to contact myself and | will be happy to
arrange for this information to be distributed to you.

It is important to note that any personally identifiable information will be removed from any published
reports.

Who is organising and funding the research?

The research is funded by X as part of the Doctorate in Clinical Psychology. X Trust are also
sponsoring the current study.

Who has reviewed the study?
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All research in the NHS is looked at by independent group of people, called a Research Ethics
Committee, to protect your interests. This study has been reviewed and given favourable opinion by
Research Ethics Committee.

Further information and contact details

If you would like any further information about the study then please do not hesitate to get in touch
with myself on the number below. | can try to answer general questions about research, provide
specific information about this project, discuss any concerns you have about taking part, or discuss
complaint procedures if you are unhappy with any aspect of the project.

Please contact me by email: X or by telephone: X. Please feel free to leave a voicemail and | will get
back to you as soon as possible.

If you would like to discuss any queries or concerns about the project with another member of the
research team, please contact Dr X by telephone on: X. Dr X supervises the project but is not directly
involved in the recruitment or interview process.

What if there is a problem?

If you have any concerns about any aspect of the project, please contact myself and | will do my best
to answer any concerns of queries. Please contact me by email: X or by telephone via: X. Please feel
free to leave me a voicemail and | will get back to you as soon as possible.

If you remain unhappy and want to complain formally, then please contact X on: X who will be able to
take your complaint forward through X complaints procedure.

Furthermore, you can also seek advice from the X. Please phone X email X

In the event that something does go wrong and you are harmed during the research and this is due to
someone’s negligence then you may have grounds for a legal action for compensation against X/ X
but you may have to pay your legal costs. The normal National Health Service complaints
mechanisms will still be available to you


mailto:s.a.jones295@canterbury.ac.uk
mailto:s.a.jones295@canterbury.ac.uk
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Appendix O

Consent Form for Lived Experience Group

Researcher: x (Trainee Clinical Psychologist)

‘A Grounded Theory investigation of the experiences of change for individuals who have
received a diagnosis of Emotionally Unstable Personality Disorder (EUPD).’

Version: 1.2

Date: 10/03/2016

142

Please read the below statements and put your initials in the right hand box if you understand
agree to each of the statements below

1 | have read and understood the information sheet dated 10/03/2016, Version
Number 1.2 for the following study: A Grounded Theory investigation of the
experiences of change for individuals who have received a diagnosis of
Emotionally Unstable Personality Disorder (EUPD).

2 I understand that | have the right to withdraw from the study at any time without
giving reason without my medical care or legal rights being affected and
subsequently, all my data will be destroyed.

3 | am aware and agree to partaking in an interview which will be voice recorded
as part of the subsequent data analysis.

4 I understand that the voice recordings will be transcribed and that any
personally identifiable information will be removed.

5 | agree that anonymous quotes from my interview may be used in published
reports of the study findings.

6 | understand that the interview data will be kept confidential unless there are
concerns about mine or someone else’s safety.

7 | understand that my interview recording will be stored on an encrypted USB
which will only be listened to by the researcher and two supervisors. As soon
as the project has been completed, this recording will be destroyed. |
understand that anonymised data (i.e. the interview transcript) will be locked
securely for 10 years at X

8 | would like to receive a feedback summary after results of the study have been
collated and analysed.
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9 | would be happy to be contacted after completion of the interview for a follow
up interview which can be completed over the phone or via email. This will take
a maximum of 30 minutes.

10 | I would be happy to be contacted after completion of the interview to give
feedback on the findings of the study. This will enable me to say how accurately
| feel that my views were captured by the researcher.

11 | | agree to take part in the above study.

Name of Participant Date Signature

Name of Person taking consent Date Signature
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Consent Form for Staff Group

Researcher: x (Trainee Clinical Psychologist)

‘A Grounded Theory investigation of the experiences of change for individuals who have
received a diagnosis of Emotionally Unstable Personality Disorder (EUPD).’

Version: 1.2

Date: 10/03/2016

144

Please read the below statements and put your initials in the right hand box if you understand
agree to each of the statements below

1 | have read and understood the information sheet dated 01/12/2015, Version
Number 1.1 for the following study: A Grounded Theory investigation of the
experiences of change for individuals who have received a diagnosis of
Emotionally Unstable Personality Disorder (EUPD).

2 | am aware and agree to partaking in an interview which will be voice recorded
as part of the subsequent data analysis.

3 I understand that the voice recordings will be transcribed and that any
personally identifiable information will be removed.

4 | understand that my interview recording will be stored on an encrypted USB
which will only be listened to by the researcher and two supervisors. As soon
as the project has been completed, this recording will be destroyed. |
understand that anonymised data (i.e. the interview transcript) will be locked
securely for 10 years at X

5 | agree that anonymous quotes from my interview may be used in published
reports of the study findings.

6 | understand that the interview data will be kept confidential unless there are
concerns about mine or someone else’s safety.

7 | would like to receive a feedback summary after results of the study have been
collated and analysed.

8 | would be happy to be contacted after completion of the interview for a follow
up interview which can be completed over the phone or via email. This will take
a maximum of 30 minutes.

9 | would be happy to be contacted after completion of the interview to give
feedback on the findings of the study. This will enable me to say how accurately
| feel that my views were captured by the researcher.
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10 | | agree to take part in the above study.

Name of Participant Date Signature

Name of Person taking consent Date Signature
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Appendix Q

Coded transcript

This has been removed from the electronic copy
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Appendix R

Focused Codes

Struggling for a long time

Cycles of destructive coping

Fragmented self makes self direction difficult
Being bad

Struggling for a long time

Aligning with other diagnosis

Being inadequately diagnosed

Being kept in the dark

9. Diagnosis disables change

10.Feeling damaged by diagnostic déhb
11.Developing trusting relationship with professionals enables change
12.Developing an attachment

13.Identifying with the power of peer support
14.Being held by services

15.Being a stabilising force through chaos
16.Building and developing a support network
17.Building the foundations for change: ground work
18.Understanding the diagnosis enables change

19. Relationship to self

20.Developing new ways of coping with emotions
21.Being more able to cope through experience
22.Being more able to communicate internal world
23.Using rational brain over emotional one
24.Emotional intensity decreasing over time
25.Becoming less impulsive over time

26.Becoming more in control of emotions

27.Coping skills becoming ingrained

28.Managing emotions: a work in progress

29. Recurring suicidality

30.Being able to contextualise difficulties within the lifespan
31.Developing an understanding of developmental origins of difiuclties
32.Gaining new understandings of old behaviours
33.Telling story

34.Being compassionate to self

35. Developing strength over time through adversity
36.Being able to draw on past experiences to enable current coping
37.Validating impact of past traumas on current self
38.Increasing theory of mind

39.De-centring

40.Being more able to mentalise

41.Developing healthier boundaries

42.Developing healthier relationships

©NOOAWDNRE
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43.Becoming more comfortable around others over time
44.Gaining confidence over time

45.Becoming more assertive over time

46.Developing interpersonal skills

47.0pening up to others

48.Relating to help

49.Being empowered by others

50. Finding therapy helpful

51.Challenging self beliefs

52.Using service to meet needs

53.Feeling less dependent on others e.g. therapist over time
54.Reduced need for crisis support over time
55.Improving relationships with professionals over time
56. Using staff to practice skills

57.Noticing the little things: a dual process

58.Having changes acknowledged by others

59. Noticing change within distress

60. Ongoing difficulties with relationships

61.Being valued through employment

62. Empowering others, empowers me

63. Shifting of identity

64.Seeing diagnosis as positive

65. Struggling to let go of past self and accept current self
66. Shifting identification with diagnosis

67.Becoming a stabilising force for others

68. Developing skills through vocation

69. Growing acceptance of self

70.Giving up the fight

71.Accepting new realities

72.Being limited by Mental Health

73.Taking personal responsibility for change
74.Changing is fearful and risky

75.Being resistant to change

76.Being more amenable to change when younger
77.Having hope that things can change

78.Needing to be ready to change

79.Being blind to change

80. Oscillating between closeness and distance to old self
81.Having limited external support

82.Feeling more, with limited tools to manage it
83.Feeling unworthy of change

84.Being pulled back by trauma

85.Low times aren’t as low

86.Having blips

87.Increased time spent coping between blips

88. Changing suddenly: new insights
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89. Identifying with turning points

90.Having needs met

91. Getting attunement right: staff, service

92.Changing is a dual process

93. Open ended availability of support is important
94.Needing a drip-drip approach

95. Looking at whole person

96.Being able to manage behaviours enables deeper workito beg
97.Rippling of change: internal and external

98. Applying skills: a dual process

99.Needing to manage personal expectations of change

100. Staff knowing their own boundaries
101. Knowing and responding to own needs: putting own needs first
102. Being more able to communicate needs
103. Being let down by services

104. Being pulled back

105. Mental health overriding physical health
106. Services making things worse

107. Changing through the passage of time
108. Timing needing to be right

109. Changing without realising

110. Changing is an individual experience
111. Changing is an ongoing process

112. Developing strength over time

113. Change is slow



APPENDICES 150

Appendix S
Examples of Analytic Memos

The below memo’s have been chosen because they hope to demonstrate the process of theory
development, code refinement and relationships between processes and codes. Differing
levels of categories and codes were described using the keys below.

Categories were bold.
Sub-categories were bold and italised.
Focused codes were underlined.

Open codesvere italised.

Memo 1

Thismemo included initial thoughts about therole of an evolving identity and the
processes which enhanced and hindered this experience.

Participants often discussed differing selves, ‘the old self” compared with their current self. It
seemed that participants sense of self was an evolving process, influenced by internal
processes and interactions with others.

Telling their story seemed to be an important part of the process, which enabled individuals
to be more compassionate to themselves thrgaghing insightabout their experiences and
what had led them to struggle. It seemed that individuals were more alale &de their

internal worldto others which helped develop a sense of a life story. This impacted on the
individual’s ability to manage their emotional intensity and individuals could develop new

ways of coping with emotions over time. Alongside changes internally, came changes
externally and individuals noted an increased ability to develop healthier boundaries and
subsequently developing healthier relationships over time. It seemed that over time
individuals moved away from their old self, and moved towards developing a new narrative.

These changes could be enhanced by staff, who enabled individuals to experience having
their needs met by others and by the self. Individuals could be pulled back by professionals,
services and others who wengsattuned to the needs of the individual

Memo 2

This second memo demonstr ates the development of the above category, which further
breaks down theintricacies and reciprocity within the change experience.

In the final model, the core change process identified was that of ‘shifting positions’. This

process was identified as being one which involved shifting relationship to the self, to others
and to asking and receiving help. It was denoted from a participant quote but was felt to
capture the active nature of change and the individuals key role within it. Furthermore, earlier
memos noted differing relationships with the self, with others and with help and it appeared
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that thes interactions formed the foundations for change and of ‘shifting positions’. All of
these relationships impacted on each other, which will be explained below.

Self

Thedevelopment of insight and understanding into one’s own difficulties seem to be an

evolving process and one that was key in enablingliaienging of negative belie&bout

the self in order to relate to oneself in a more compassionate way. Being more able to
contextualise difficulties within the lifespan and gaining an understanding of th
developmental origins of difficulties. Through the acknowledgement of past difficulties on
current behaviours, participants could often be more compassionate to themselves through
validation of the impact of past trauma. This new insight also enabled new understanding of
old behaviours which left individuafeeling freer taell their storyand explorealifferent

ways of understanding themselves.

This process was facilitated in some waydbyel oping reflective capacity over time making
it easier for participants to de-centre atepping outside their own thoughts and feelings.
This also coincided with the developmenuatierstanding others mental statissough
mentalisation and increased theory of mind.

Participants often talked about a proceskearining emotional coping. This often included
developing emotional litera@nd_being able to communicate their internal world themselves
and others. Developing new ways of coping with emotions often invaieedasing

toleranceof emotions was also noted for individuals as well tmasasing meta-awareness

of emotionsandriding the wave of emotional intensjtyometimesising mindfulness skills

Over time, participants were able_to draw on past experiences to enable coping with their
emotional states. There was a general trend for emotional intensity to decrease over time, for
individuals to_ become less impulsive over time, to be more in control of emotions and for
some individuals, for coping skills to become ingrained. It was noted that managing emotions
was a work in progress for individuals with EUPD, as opposed to one with a finite end.

Others

The development of reflective capacity naturally impacted on patterns of relating to others.
Some individuals described becoming more comfortable around others over time and often
described opening up to others, partly through gaining confidence and becoming more
assertive over timeroughtrial and errorand_developing their interpersonal skills. It

seemed that this increasing tolerance of being around others enabled the individual to gain
confidence and toot be afraid to talk.

Throughusing their voiceand experimenting with being around other people in new ways,
participants often found themselves puttpiysical distancandemotional distancbetween
themselves and other in their life, often people who were abusive in some way. When
discussing this process, participants descril@adning to say no as a key process, one that

was not easy and did not come naturally, but that participants described as important.
Participants and staff talked often about this process being one of developing healthier
boundaries which sometimes had a ripple effect, enabling developing of healthier
relationships to others. The process of learning to say no to others was not possible without
the individualopening up to other©ver time, individuals described feeling less afraid to

talk to others, whether this be family, friends, strangers or professionals.
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Help

The relationship to help was a particularly important process within the current research,
reflective of the joint recruitment of both individuals who had used services and those who
worked within them.

Being mor e able to access help was a notable change for all research participants and
subtleties involved accessing help in a healthier way, inclugsing services to meet ones

needs For example, which accessing crisis support when needed. This process often involved
a reduced dependency on professionals over time and often reduced their need for crisis
support over time, enabling service userddeelopimproved relationships with

professionals. Engaging with staff enabled challenging of beliefs, at times through actions

and at other times through the subtlety of engagement. Participants reported finding therapy a
helpful way toexplore personal difficulties.

During the period of engagement with staff, this process often using spafidioce skills,

such as emotional regulation strategies. rdiationship was a joint enterpriaad involved
collaboration from both staff and service users to facilitate change. This skill practice
involvedbeginning to notice differencand all participants noted that noticing the little

things was a dual process. Participants and staff talked about the power of having changes
acknowledged by others, even within distress. It appeared that skills practice enabled an
increase tolerance and acceptance of change.

Memo 3

This memo involved exploring the processes by which the above developments and
shifting of identity could occur. Theimportance of attunement was noted in earlier
memos but it was not known how it inter played with other elements of the model until
the development of the below memo.

The experience dttunement between services, others and to staff was incredibly powerful
in maintaining a safe base for exploration of the shifting self and promoting change and hope.

This was identified as a joint process whereby service users were encouraged to open up to
others whilst experiencing having their needs met by staff in a boundaried way. Individuals
developed a sense of knowing and responding to their own needs, through an increased
ability to communicate internal needs to others. This relates to relating to the self differently
and the process of developing emotional coping, a process by which articulating one’s

feelings and thoughts was key.

Participants also noted a need for staff to go at the service users pace. This pace of change
was often described as slow, with staféding a ‘drip- drip’ approach.

Within this process of attunement, staff noted the importance of reflecting on their
expectations of change and subsequently needing to manage their personal expectations of
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change and needing to and know their own boundaries in order to optimise attunement. The
importance of the teamas identified as helpful f@nabling staff reflection

Within the process of attunement, changing was identified as a dual process. It was felt that

as the service user changed, the staff and services needed to change with them. It was
reflected on that as service users began to chareggeghiled refreshed optimisior the team

around them, highlighting the rippling effect of change for both the service user and the help.
Both staff and those with lived experience recalled the experience of being able to manage
behaviours enabling deeper work to begin. It appeared that unease that self harming and other
behaviour caused staff got in the way of working therapeutically at tmigsring the
chaosexperienced by those with lived experience. The noticing of change and practicing of
skills was reflected as a dual process for both staff and servicé, begng modelled and

mirrored by staffvhilst being practiced and honed by service users
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Appendix T

Pictures Documenting Theory Development Process




155




APPENDICES 156




APPENDICES




APPENDICES 158




159

APPENDICES




APPENDICES 160
Appendix U
List of Codes and Example Quotations
Category Subcategory Focused codes Example quotation (pseudonyms
used)
Feeling stuck Existing not Struggling for a | “So obviously fundamentally your
living long time mental health deteriorates and
deteriorates and deteriorates and y
know she has been seriously unwe
erm you know and close to dying g
a few occasions now because she
fundamentally she overdoses you
know until she's nearly dead.”
(Sally)
Cycles of "When | was doing that crazy

destructive coping

lifestyle on the hamster wheel doin
managerial hours...I was eating on
the train, and then | started drinkin
just to cope, just to survive, just to
think.” (Ariel)

Fragmented self
makes self
direction difficult

“It must be for they ask people wh
they want when they're coming in
and they have no idea cause erm |
suppose again it ties into that sort
identify stuff that people might hav¢
an identity err that sort of tied up
with their diagnosis and things like
that so the idea of what what they
might be aiming for is really really
difficult.” (Matthew)

Experiencing sell
as defective

Being bad

“I think the other problem with
EUPD is the because there are reg
low levels of self-worth self you
know self-esteem you know
whatever you want to call it or the
defectiveness stuff it's really hard f
them to perceive themselves in an)
other way as failures(Martha)
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Struggling for a
long time

“l think any bit is going to be slow
you know there’s I always say to
whoever I'm working with that
you've had this and its years and
years of layers on you so it could
take a long time for those layers to
come off.” (Margaret)

Maintaining
stuckness

Aligning with
other diagnosis

“| almost dismissed the BPD to be
honest and | just focused on the
depression and anxiety because
those were the things that meant
something to me whereas BPD
didn’t, it didn’t fit with what I felt
was going on.” (Kelly)

Being
inadequately
diagnosed

“I think there's a lot of lazy
diagnosis and diagnosis by people
that don't know enough.” (Martha)

Being kept in the
dark

“And it was um, I tell you how we
found, well my student nurse told
me by mistake cos it was in my
notes... none of the nursing staff
would talk to me about it. Nobody
would talk to me about it.” (Sandra)

Diagnosis disable
change

“l do believe people can change b
a you hear someone saying well y¢
know that's just me | have
personality disorder and | even
possibly the words because of this
people can’t expect me to change.”
(Matthew)

Feeling damaged
by diagnostic
label

“It gave me a hell of a lot more
guestions, and more reasons to ha
myself and more reasons to contin
doing the stuff because | started
hating myself even more.” (Christie)

Building the
foundations for
change

Developing
stability

Developing
trusting
relationship with
professionals
enables change

“Once they're here and they build a
relationship up they might trust so

think trust is really important being
valued and listened. they've got ng
self-worth and erm it's just trying to
make them feel self-worth do you

know listen to them, respectful, tre
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them how you would like to be
treated’ (Margaret)

“We would talk a lot about things
um, this is what you’re experiencing
and this fits with you know with
BPD and as such it’s I can’t help, |
can’t make those changes, I can’t tell
you what to dol can’t do this, you
have to.” (Kelly)

Developing an
attachment

“I think for some people | mean |
think that's [attachment] a major pe
of it yeah... I think that that's hugely
important in order to for that other
work [interpersonal work] to be
done” (Matthew)

Identifying with
the power of peer
support

“Yeah, um also | think now it
probably helps because | do have,
because I’ve gone to groups and

stuff so | have friends who have als
have um borderline personality
disorder so you know if it’s
something that | think is directly
linked to that | can talk to them
about it, Which helps because they
completely get where I’'m coming
from, I don’t need to like explain it,
have it sound silly or anything
because they know.” (Nicola)

Being held by
services

“They weren’t gunna let me go until
they were absolutely sure that | wa
gunna be OK (Sandra)

Being a stabilising
force through

“What helped with the sort of
change ...we were just fortunate at

chaos that time that we were able to kind
of establish three people three stro
people working around her.” (Carol)

Building and “l didn't want to be alive, and |

developinga would have done if my, | um my

support network

parents have always been really
supportive and if it hadn't of been f
them, | would have definitely, I'd nc
be here now, but they were just so
of keeping me, how do | normally
describe it? They were like keeping
me, they had a net for me, they ke
me from falling througly (Nicola,
line)
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Understanding
the diagnosis

Building the
foundations for
change: ground
work

“| started to look at the diagnosis 0
the DSM criteria and um different
peer led organizations and | though
‘bloody hell’, I do actually meet a lot
of the criteria.” (Ariel)

Understanding the
diagnosis enables
change

“Erm I think some of what’s I've
seen some where it’s even erm the
changes between accepting the
diagnosis and not accepting the
diagnosis

So that seems to be a sticking poir]
really early on with engagement he
I suppose cause I’'m doing a group
that’s kind of our newest members
erm it seems like that’s the the like
yeah pivot of change kind of thing
the moment.” (Chloe)

Shifting
positions

Relationship to sdlf

Learning Developing new
emotional coping ways of coping
with emotions

“Feelings don’t sort of go away,
they’re still here it’s just that you
can sort of talk to your emotions a
bit.” (Nicola)

Being more able
to cope through
experience

“1just try and just observe it in a
detached way, and know that it wil
pass, even though there’s a massive
part of me that really doesn’t want to
believe that at therhe because it’s
so painful and all pervasive, but |
know from experience, | might hav
been like it a fortnight ago or a
month ago or 6 months ago.” (Ariel)

Being more able
to communicate
internal world

“It felt like a big significant shift
when they were able to actually tal
about their distress and their sort g
tentative thoughts about what their
distress was coming frof.
(Matthew)

Using rational
brain over
emotional one

“I know logically that’s silly because
you know, it just is, but emotionally
the feelings don’t sort of go away,
they’re still here it’s just that you
can sort of talk to your emotions a
bit.” (Nicola)

Emotional
intensity

“So I notice the intensity changing
and sort of shifting to pregnancy ar
stuff” (Nicola)
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decreasing over
time

Becoming less
impulsive over
time

“Interviewer: What areas of a
service user life have you noticed
changed over the years would you
say?

Martha: Hmm. | think erm reductiol
in self-harming behaviours it's sort
of obviously it's kind of a classic on
really isn't it.” (Martha)

Becoming more in

“She still gets really tearful but she

control of managing her emotions a lot better

emotions and that's because I think the
practice that she puts in for herself
like with the yoga and the meditatig
and things: (Martha)

Coping skills “I think I’m using my skills now like

becoming | use my left and right hand and |

ingrained wouldn’t know that I’'m doing it.”
(Sandra)

Managing “Yeah, | really feel that if | could ge

emotions: a work | some EMDR therapy and some

in progress specialist help to help me manage
the emotional intensity that |
struggle with, so that | could be we
more of the time and on more of af
even keel then | would absolutely
come back with some umph and
make a difference in the world
again, you know yeah.” (Ariel)

Recurring “| attempted suicide earlier this yee

suicidality and, and that was just a click, just

flash moment.” (Kelly)

Developing
insight

Being able to
contextualise
difficulties within
the lifespan

“Yeah you know, transposing what
knew now or then and transposing
into my own real life, my childhood
my teenage years, you know me a
person and the way | thought, the
things | did, um and it all started to
make sense, and, and I think, it’s the
perfect description of mé(Kelly)

Developing an
understanding of
developmental
origins of
difficulties

“The fact that I have this diagnosis is
[laughter] when I, now that | know
about things and | look at them anc
sit there and I think ‘well, there are 4
of us, one of us was bound to
[laughter] have thdt.(Sandra)
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Gaining new
understandings of
old behaviours

“One of the biggest things as well
was realizing that when I, when yo
know, when I kept saying ‘I want to
be dead, I want to be dead’ I realized
I didn’t want to be dead, I just
wanted my head to shut down, | ju
wanted to be asleep for like a week.”
(Christie)

Telling story

“The change within that but I know
with this person I’'m talking to you
know you first of all when | step
back and saw it that is amazing ho
she’s managed to form some
relationships yeah you know creat
a support network so yeah | | think
you know other elements would be
you know being heard being
understood being able to tell her a
story.” (Carol)

Being
compassionate to
self

“It’s a bit like reparenting in a way,
you know and If | can, cos a lot of
people say ‘oh I don’t bother if it’s
just for me’, 1 do, | buy fresh herbs,
always have them on the top, not
always but they’re always on the top
of my food, toast seeds in coconut
you know, | make my food deliciou
and gorgeous because | deserve it
and I’m a really foodie.” (Ariel)

Developing
strength over time
through adversity

“My mum who was very abusive
and | can tell you the point at whicl
| developed my will and
determination.” (Ariel)

Being able to
draw on past
experiences to
enable current
coping

“l know now | need to realise wher
those people do say it, that | need
take that on board that | guess | so
of have felt this bad before, which
means [ will get through it.”
(Christie)

Validating impact
of past traumas ol
current self

“Sometimes a little skill that like the
will come in and then and then it aj
linking sometimes linking their |
think what is astonishing to use is
that they don't often understand th:
their the fact that they were sexual
abused as a child causes them
difficulties today you know’
(Martha)

Becoming more
reflective

Increasing theory

of mind

“They're actually taking into account
how his is going to impact on the
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other person rather than I don’t
know punching the wall whatever
might have happened.” (Matthew)

De-centring

“I suppose there’s always well a |
think there’s got to be some process
of stepping back and thinking you
know what actually what’s going on
here and can can we all of us
including us and including other
teams think about what’s going on
here” (Matthew)

Being more able
to mentalise

“And he understood the impact that
it had, his behaviour, um, and he W
actually the first person who wante
to be in a community meeting that
was about him, about his breach, &
he wanted to apologise to the
community because he, he, he kne
he causedurt and so there’s
something about him getting to the
point.” (Sasquia)

Relatingto others

Learning to say
no

Developing “You know so he's done that and
healthier there's people now that keeps at
boundaries arm's length because they don’t
make him feel any good you know
or they just abuse him and that so
has learnt how to do that and he fe
a lot, he says he can breathe now.”
(Margaret)
Developing “I know with this person I’m talking
healthier to you know you first of all when |

relationships

step back and saw it that is amazir
how she’s managed to form some
relationships yeah you know creat
support network.” (Carol)

Not being afraid
to talk

Becoming more
comfortable
around others
over time

“I can see small changes with her is
that she's coming unless she's rea
low and then you don't see her for
little bit but she's coming to the x
maybe three times four times a we
so for her she's been working on n
feeling so isolated and that's very
small steps and you know she cou
be good and she's engaging and tf
she could you couldn't see her for
couple of weeks it's really up and
down.” (Margaret)
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Gaining
confidence over
time

“She might not be doing as well as
next door or whatever but she's
doing well compared to how she w,
when when she walked in here wh
| first started key working her she
couldn't even hold her head up you
know she was so anxious and now
she can walk in and say hello and
in the kitchen and start cooking wit
people but she can't she can't see
because she's a real negative
person.” (Margaret)

Becoming more
assertive over
time

“I’m thinking about X who went to
the, to the conference after not goi
out at all without the help of her
husband, then divorcing her
husband, so there’s so, there’s a lot
abouther assertiveness that’s
changed.” ( Sasquia)

Developing
interpersonal
skills

“Assertiveness people being able to
be more assertive towards other
people and tell them when they're
doing something that annoys them
they would like them to do
something differently that sort of
change | think is good | suppose th
can erm that can be assertiveness
it’s also sort of things about
confidence and people feeling able
to speak out in a group.” (Matthew)

Opening up to
others

“I’ll talk about it a lot more than I
used to as well, I didn’t used to, I
used to hold a lot of | in because
didn’t want to upset mainly my
parents, but | talk about it a lot mof
now, which | think helps, cos if you
keep it inside your head, then you
can build it up a lot more than wha
it actually is” (Nicola)

Relating to help

Being more able
to access help

Being empowereg
by others

“I’d never shared them [poetry] with
anybody and the expression on his
[therapist] face and the way he
looked was like ‘he thinks these are
really good’, and he encouraged me
to join the creative writing group |
joined?” (Christie)
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Finding therapy
helpful

“She understood through that
process of therapy you know that
that you know she could be held it
could be contained she could she
could be heard she could tell the
story but there could also be a
difference in her lifé’ (Carol)

Challenging self
beliefs

“What we did, is we, we signaled t
her in most credible way so far tha
we all thought that she deserved a
better life and that challenged her
belief that she didn’t, that she was

not deserving (Sasquia)

Using services to
meet needs

“And you know, my CPN, after | gc
pregnant, because my ex was
threatening me with social services
and stuff, | went back and saw him
and | actually asked, | said, cos he
said it’s the biggest change that he
ever saw in anyone, from when |
was not pregnant to when | was
pregnant he said It was just,
amazing, and my doctor said that &
well, the one that had been seeing
me regularly, he said it’s just
amazing the way that you’ve
changed and your focus has shifte
and everything is like, like a
different person, so | asked him to
um, have a couple of sessions with
me so that if my ex did try anything
that he could say that | was of sour
mind.” (Nicola)

Feeling less
dependent on
others e.g.
therapist over
time

“And there's a lady that has just
come in this morning | don't err X |
have to say this but she just got a
taxi for the first time ever in her life
she's nearly fifty ever got a taxi she
can't travel independently where |
think the kind of factors again are
that she's engaged hé&réCarol)

Reduced need for
crisis support ove
time

“The amount of time spent in crisis
reduces’ (Matthew)

“And then there were longer perioc
between admissions.” (Kelly)

Improving
relationships with
professionals ove

time

“Oh that’s a huge change and when
we met x at first, she wouldn’t
engage with care-coordinators at g
she wouldn’t engage with us... but
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she’s ready and she’s doing the work
and she’s doing it with us.”
(Sasquia)

Practicing skills

Using staff to
practice skills

“He [psychiatrist] allowed me to
find anger within myself that | had
never found, | mean | used to throy
things, | was really good at smashi
things, but | never would express
why he would always, if | threw
things, he wanted me to tell him wik
| was angry.” (Sandra)

Noticing the little
things: a dual
process

“How | try to sort of reason with the
guys to say you can either keep
beating yourself up and its gunna
make you slower and slower and
slower and you’re not gunna get
there, or you can say, fair enough,
I’m not where I want to be, it’s
really, really very painful and I, |
might be pissed off because I’'m not
running as fast as | could but this i
how it is so lets, lets start noticing
the little things.” (Sasquia)

Having changes
acknowledged by
others

“And you know, my CPN, after | gc
pregnant, because my ex was
threatening me with social services
and stuff, | went back and saw him
and | actually asked, | said, cos he
said it’s the biggest change that he
ever saw in anyoné(Nicola)

Noticing change
within distress

“I think we’ve been the first people
to say, ok, | see its really difficult fo
you but this, it still has to stay on th
agenda, I wouldn’t be a good worker
for you if | would just leave you
where you are because feel
comfortable there so it’s, there’s
something about keeping the agen
going” (Sasquia)

Embracing the
changing self

Exploring new
ways of being

Ongoing
difficulties with
relationships

| think I have to admit that | find it
difficult to maintain intimate
relationships, and if I’'m honest, |
don’t know if it’s so much of a
change, I think | can see now with
50 years of life under my belt that
I’ve always struggled with
that.”(Ariel)

Being valued
through
employment

“l go through mega anxiety and
wanting to resign and thinking, “ I
can’t handle it’ and then I get there
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and I love it and apparently I'm

quite good according to the feedba
and then I come out and ’'m on a
high and I love it, it’s just like, it
makes me feel so good, you know
it’s a massive impact for a small
amount of worK: (Ariel)

Empowering
others, empowers
me

“My students are lovely and um th
were, a lot of them were very
receptive to that and were
encouraged by that, and that really
made me feel great, so | just know
don’t want other people to suffer as
much as | have through the
services’ (Ariel)

Shifting of
identity

“I have to say | have trained my G
now, she understands that | know
more about it, about personality
disorders than she does, and she
bows down to my superior
knowledge [laughter].” (Sandra)

“I am trainer, I’'m a peer trainer, I am
an educator, I’m not a service user.”
(Christie)

Seeing diagnosis
as positive

“| certainly can see the benefits of
my diagnosis, | see my diagnosis
actually as a ticket to change
(Sandra)

Struggling to let
go of past self anc
accept current sel

“I’'m used to a lot of responsibility,
and yet | struggle to work half a da
in [charity shop] now, that’s crazy,
that’s really hard to accept that
change.” (Ariel)

Shifting “so no I don’t see my diagnosis as,
identification with | the way that | did, and certainly
diagnosis now, some of those things | see
certainly the way that | am| can
see the benefits of it.” (Sandra)
Becoming a “l support, yeah, yeah definitely, ar
stabilising force | also my friends with these problem
for others I also help them, because I'm in a lot

more stable place than they are, m
of the time” (Nicola)

Developing skills
through vocation

“Because | think, you know | can
come complacent on the courses |
so | make sure every term | changg
I’ve been doing the same course, But
I change it up, because I don’t want
to be sitting there thinking, | could
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do this in my sleep, [ don’t want it
you know so its important.”
(Christie)

Letting go

Growing

acceptance of self

“So it’s starting to accept that [ am
good at some things(Christie)

Giving up the
fight

“But I change it up, because I don’t
want to be sitting there thinking, |
could do tlis in my sleep, I don’t
want it you know so its important.”
(Sandra)

Accepting new
realities

“1 think that um it feels like it’s
been a long term tsunami that’s just
come and knocked me back, but
with that constant washing of wave
like the sea, gently eroding the cliff
it, it, it, has an effect, and I’ve had to
surrender to that and view it throug
my spiritual values and just
surrender and trust there’s a higher
meaning to it, trust it’s part of my
life purpose, and find the humility if
that and know that it’s given me
deeper compassion and empathy t
help others and it’s just what is and
we an’t change everything in life.”
(Ariel)

Being limited by
Mental Health

“l do feel that chronic mental healt
issues and additionally physical
health issues that have come abou
the last couple of years as well hay
really left me feeling quite disabled
and that’s a change I’'m struggling to
adapt tg’ (Ariel)

Living not
existing

Feeling able to
start living again

“I sometimes almost feel like I'm a
kid again, like you know, the
wonderful things around you, | get
really excited about stuff, um but
like most people, most adults
wouldn’t really get excited about.”
(Nicola)

Greater
appreciation of
life

“I can love more, I can experience
things about, everything, more. |
feel happy more, | feel | can
appreciate artwork more. | can be
more creativel can...all of those
things.” (Sandra)
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Taking
responsibility for
change

Taking personal
responsibility for
change

“I’m celebrating 10 years of
deciding to be aliv&.(Sandra)

Changing is
fearful and risky

“Erm we did have one client here
erm she's no longer with us now, h
she didn't like the word recovery of
talk about you're getting better or
you're doing really well because fo
her it was abandonmen{Margaret)

Being resistant to
change

“A whole a lot of effort goes into
resisting any sort of movement.
(Matthew)

Being more
amenable to
change when
younger

“I’ve seen things like that I’ve seen
loads of really positive things like
erm one of our our younger
members erm has been you know
think less fearful of change than
perhaps some of our older erm
members’ (Chloe)

Having hope that
things can change

“We have to find a way to have ho
for our members and actually it can
be hard it can be hard for.ts
(Martha)

Needing to be
ready to change

“It’s about the cycle of change, you
have to be in the right bit of the
cycle to change, you have to be an
really do believe that there is no
point in putting someone in there,
into, for someone to get, asking
someone to do STEPPS if their bre
and their openness to new ideas a
new ways of thinking isn’t there.”
(Sandra)

Being blind to “I think it's really hard for our
change members to see changéMartha)
Pull backs Oscillating “Everyone stopping to help others

between closenes
and distance to
old self

you know, | was taking photos for
other people, it was fantastic, | love
it, and it made me feel, people are
nice, you know humanity is great,
and yet, since then I’ve come back
and my life is the same as it was
before | went, it was a glimmer of
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what | used to be, of what | would
like to be, but it isn’t the reality of
what my life is so it and it’s been, its
gone, and I’'m back to square one.”

(Kelly)

Having limited
external support

“She you know, she describes her
life now as nothing she has nothing
it's just nothingness you know so s
lost everything and now she is in a
place where she would she would

describe as having no aii¢Sally)

Feeling more,
with limited tools
to manage it

“Also | think the other think that
starts to happen is that people do
start to get in touch with their actus
emotions the actual emotional
content of what they are struggling
with which of course is seen as
positive but also is quite a dangerog
things as well but again | think
people are sometimes left a little b
OK I'm suddenly feeling all this pai
and all this distress and not quite
sure what to do with it and | think
that is quite erm quite a vulnerable
time.” (Martha)

Feeling unworthy
of change

“It's really hard for them to perceiv
themselves in any other way as
failures” (Martha)

Being pulled back
by trauma

“Erm trauma, you know trauma is
going to hinder change people are
consistently you know if people
aren’t able to move on from the
traumatic events that they've kind ¢
been through or if that suddenly ge
stirred up you know (Sally)

Low times aren’t
as low

“And I wouldn’t do that now, not

that I’ve ever felt, since I’ve had her
as bad as | used to, but | have had
times where I’ve felt quite down”
(Nicola)

Having blips

“Erm I’m just trying to think of here
there there’ve been a couple of bits
that they seem quite they can seen
guite dramatic and then they can s
of slip back, but I think that I don’t
think that they sort of slip back
completely.” (Matthew)

Increased time
spent coping
between blips

“I think it probably is as low but it’s
not as long and I think when it’s,
when I’'m in, because I could go
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depressed, like last week | was
feeling suicidal, don’t worry I’'m not

a suicide risk today because I’'m not
feeling suicidal today but last week
was. And | saw it and | observed it
mindfully and I thought ‘here we go
again” (Ariel)

Turning points

Changing
suddenly: new
insights

“l was starting to understand what
they’d been telling me for years,
because | was starting to stand
outside myself, look at myself and
look at me, and what | was feeling
thinking and doing during the cours
of a period of time and it started to
think it just clicked, and there was
acceptance of actually that makes
sense, and it, what was quite a sor
of um a moment a eurcka moment.”

(Kelly)

Identifying with
turning points

“Um, | didn't ever think it would get
better, because it was just sort of §
staying the same, where I'd go up
and down and have really bad, bag
times um and then like, I got
pregnant, and that changed
everything” (Nicola)

Attunement

Having needs mel

“He was offered trauma therapy ar
this is, these things just don’t happen
in x world because, the you know
the conditions are horrible and the
money is never there and nobody
gives a shit about people like him,
and, and we sort of introduced a
practical, very, very strong challeng
to this.” (Sasquia)

Getting
attunement right:
staff, service

“But not pushing them to not you
know it's just that sort of you know
just trying a get a measure of it eaq
time they come in you know strikin
when the little spark’s there holding
back when itisn't | think it's just
about being flexible adaptable erm
creative.” (Carol)

Changing is a dug
process

“Absolutely. And it's you know
there contrast between this and my
last role now that the disadvantage
of it I think in terms of change |
think we can sometimes overly not
get people to utilise their their sort
self-advocacy and their skills you
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know there's there's there's a line
there's a dangerous line between L
over over caring and over caring a
under caring [laughter] (Martha)

Open ended “I didn’t get any treatment, I’'m still
availability of trying to get help. [crying].” (Ariel)
support is

important

Needing a drip- | “l don't think it happens very often
drip approach in a kind of in a kind of err ooooh

mostly it's it's much more of a drip
drip.” (Martha)

Looking at whole
person

“l will say that because my, becaus
my mental health was bad, my
physical health was ignored, and tf
one of the reasons why my, certair]
my arthroscopic conditions were
totally disregarded, | was told | was
wasting time, money etc and my
joints have deteriated to a point
where | now have to use a
wheelchair much more than | ever
would have done, if it had been
picked up, if | had been a normal
person” (Sandra)

Being able to
manage
behaviours
enables deeper
work to begin

“l think because once you get rid 0
the thing that most people find
difficult with PD is their behaviour
they you know they're difficult and
they're obstructive and they're self-
harming all over the place and they
you know they cause lots of
problems and they they're
manipulative and you know in
guotes and you know so that as yg
start to get that behaviour under
control you then can establish you
know more err helpful relationshsp
with services with their relationship
with each other you know with
family members’ (Martha)

Rippling of
change: internal
and external

“l think because | really got into the
programme | felt that | was taken
seriously by the mental health tean
and psychiatrists and people
(Christie)

Applying skills: a
dual process

“They’re looking back towards what

is going on and think and being ab
to at least name it and say what is
happening, but | think as a as tean
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and clinicians we have to be able t
do that as well.” (Matthew)

“We expect them to have a tool bo
to help we need to think what's in
our tool box to help therm(Martha)

Needing to
manage personal
expectations of
change

“You know I think you learn all the
time erm with one of the ladies | ke
work | was a little bit too fast trying
to change cause | could fix it erm
and I'm not here to fix but that's be
a learning curve for mé(Margaret)

“Yeah I don’t think we should

expect that you know we can’t
expect that someone delivers a
someone somebody described it a
nuclear powered intervention and
that person will forever be changed.”
(Matthew)

Staff knowing

“I’ve developed a real awareness

their own within myself of when I've reached
boundaries capacity.” (Carol)
Knowing and “| just kind of have to hang on

responding to owr
needs: putting
own needs first

lightly, rather than trying to resist it
and now that it will pass and do
enough things to distract myself,
clear my diary down a bit, manage
myself ard minimise the triggers.”
(Ariel)

Being more able
to communicate
needs to others

“So she’s very articulate now, very
able to say what she is struggling
with erm you know perhaps able tg
name some emotions.” (Sally)

Misattunement

Being let down by
services

“I think that’s devastating, and the
services are failing me and um that’s
not good enough, bulidy’re quite
archaic in general.” (Ariel)

Being pulled back

“l think the danger is you can work
with somebody to get things to
change for them but if the family if
they're still within a family that
doesn't want that (Martha)

“my sister every now and then she
will, she’ll go, ‘you’re not falling
apart on me are you?’ and that’ll just
be becaus€m, I’m upset about
something.” (Sandra)
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Mental health
overriding
physical health

“Being sectioned many a times, pu
on secure wards, and collapsing in
front of nurses and things, being to
my sister was diagnosed 3 years
before me with MS, being told | wal
making it up, that | wanted to be lik
my sister, so instead of being taker
for medicals or appointments, they
just sectioned me, and shoot me in
the arse with something to calm m«
down, until | collapsed outside of th
borough, got taken to a hospital an
they said ‘sorry you’ve got MS’ and
| said no shit Sherlock (Christie)

Services making
things worse

“There are so many people with
personality disorder who've been
you know made worse by the
systeny” (Matthew)

Time

Changing through
the passage of
time

“Yeah and knowing yourself a bit
more, | think that helps. I think that
helps with, I’'m not sure it helps
everyone actually but with the
borderline personality disorder it’s
definitely helped me, as I’ve gotten
older and got to know myself more
I’ve got to know how I’ll react to
certain things, so it gives me a bit ¢
an opportunity to handle myself
better, | think’(Nicola)

Timing needing to
be right

“I don’t know I suppose yeah you
need to be ready to work on these
things and whatever I don’t know
attachment and safety you know
suddenly she must have just
somehow perhaps reached the
crucial level.” (Chloe)

“I just think it caught her at the right
time and | remember sitting in a
group with her and we were talking
about err filters and it was like a
little lightbulb went on and she
suddenly went oh she literally did ¢
understand what some on her dee
rooted feelings about herself and
where they emanated from.”

(Martha)
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Changing without
realising

“And they gradually start embracin
some of that stuff whether its
subconsciously or consciously
they’re starting to kind of you

know.” (Sally)

Changing is an
individual
experience

“[change] it's not one glove for
everybody every single person tha
comes they maybe have the same
diagnosis but they're all differént
(Sandra)

“theres an anarchy, a happy anarc
about that, that people reach the
stages they reach to, in their own
time, in, when, when, when things
are ready to go that next step | thin
(Sasquia)

Changing is an
ongoing process

“Yeah [laughter], yeah, this little
woodpecker inside a metal bucket
my head, that’s going, ‘nah, nah,
nah, nah, nah. nah, nah’ at me and
that is absolutely true, Just every
now and then it’ll just bang on the
ceiling so it’s really loud.

Yep, he’s got quieter. He’s got
quieter, we’ve definitely put padding
in certain areas of the bucket.”
(Sandra)

“My feminist values are still very
strong but | can feel all kinds of det
changes going on and I think it’s to
do with the menopause, and about
how | present myself to the world
and how | needbtbe and yeah.”
(Ariel)

Developing
strength over time

“I think going through all that
adversity makes you stronger, it’s
like a process of alcheniy(Ariel)

Change is slow

“Slow change and lower lower it's
sort of it again it's the whole thing i
balance isn't it (Martha)




APPENDICES

Appendix V

179

Respondent Validation Email and Responses (pseudonyms used)

Email:

Dear X,

Thank-you for participating in my research, exploring the experience of change for

individuals who have received a diagnosis of Emotionally Unstable Personality Disorder.

| have attached the preliminary themes from analysis (called categories and sub-themes). |
would be grateful if you could take a look at these themes and let me know how well these

themes capture your experiences.

| wanted to highlight that all of the interviews noted that the change process is not straight-
forward but is much more complex than that. Hopefully the later categories go some way to

explain some of ups and downs of the process.

Major Categories

Sub-categories

Additional

Information

Feeling stuck in a hole

Existing not living
Beliefs about being ‘faulty’

Stuckness reinforced by othe

This phase described a
point where individuals
may have felt stuck anq

unable to change.

These feelings were
sometimes reinforced
by receiving the
diagnosis and unhelpfu
contact with mental

health services.
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Influenced by

Turning-points: developing

insights

For some people,
feeling able to engage
in the next process,
‘developing the
foundations of change’
was often related to
experiencing a turning-
point, which enabled a
shift in perspective
about the individual’s
role within their life.
This change of roles
often correlated to
feeling more able to
take an ‘active’ role in

one’s own life.

Developing the foundations

for change

Understanding the diagnosis

Developing a stable base

This category
highlighted the
importance of
developing a stable bag
for change. This
included gaining
information about the
diagnosis, as often thi

process was missed or
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poorly executed by

mental health services.

Secondly, developing
trusting, consistent
relationships (with staff
family members, peer
support groups or
friends) was found to bg
helpful in enabling

change.

Influenced by

Readinessto change

Participants and staff
often noted the
importance of needing
to be ready to change
before moving onto the
next stage of ‘shifting

positions’.

Shifting positions

Relationship to self:
Learning emotional coping
Developing insight

Becoming more reflective

Relationship to others:

This was identified as
the core change
experience. This often
involved developing
new ways of being in

relation to the self, in
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Learning to say no

Talking to others

Relationship to help:
Accessing help

Connecting to progress

relation to others
(family, friends) and to
help (Mental Health

Services).

Embracing new positions

Growing sense of self
Accepting the now
Living, not existing

Varying distance to past self

This category discusse
ways in which
individuals could
continue developing
new positions. For som
people, this included
growing acceptance of
the self and of the
diagnosis as well as
developing new roles
and identities. This
included becoming an
employee or a

supportive friend for

example.
Other processes How these processesrelateto | Additional
change infor mation

Being dragged back

Being dragged back to feeling

stuck through internal drivers

This category explaine(

the varying power of
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(trauma and negative beliefs)
and by ongoing stressors in

one’s life

the stuck self and its
ability to pull
individuals back to a
place of feeling stuck.
This could be because
of trauma or external

stressors for example.

Attunement:
The experience of someone
being reactive and responsive

to another person’s needs.

Attunenent to someone’s
needs enables growth and

change

Change was found to b
fostered and enriched
through the process of
attunement. This was
where services, friends
family and peer suppor
were found to be in line
with the individual’s
needs, enabling

personal growth.

Misattunement:
The experience of being
unable to meet another

person’s needs.

Misattunement to needs
disables growth and change
(from services and from othel

in life)

Change was often
stunted through mis-
attunement, whereby
individuals experiencedg
a mis-match between
their needs and others
responses. This was

often reflected in
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contact with Mental
Health Services who
weren’t attuning to the
individual’s growth and

differing needs.

Time

People change naturally

through age and experience

Most participants
discussed the
importance of time, in
enabling maturity and
learning through
experience, both of
which naturally

facilitated change.

| would be grateful if you could send any feedback by Friday tHeot April at 12.00pm.

Thank-you again for your participation,

Kind Regards,

Responses:

Hi x

Im sorry I haven’t had loads of times but I have read the themes you have identified today. |

think it’s a fairly accurate reflection of the process and nothing stood out dramatically to me

that | wanted to add or change. Hope its all going well. (Carol)
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Hi x
This looks really interesting. | would love to receive the final copies of your work if possible,

it looks very informative. Feels a long time ago since doing the interview thoaghsure |

can remember it well!
Thank you.

And best of luck with it all (Chloe)

Hello x

| think you have captured the themes extremely well and identified all of the key elements to

enable change to occurred and be maintained
Well done

Take care (Sandra)
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Appendix W
Audit Trail

The following research processes (listed in earlier in Appendix) were reviewed by the
external project supervisor. At various points of the research process an independent

professional also reviewed aspects of theory development, to ensure quality and reflexivity.

1. All open coding of interview transcripts was reviewed by project supervisor.

2. Two transcripts were co-coded (one by project supervisor and one by external
professional).

3. List of focused codes (Appendix S) was reviewed by project supervisor.

4. Research memos (Appendix T) were reviewed with project supervisor.

5. Initial theory development structures (Appendix U) was reviewed at three points by
project supervisor and twice by an independent professional.

6. Final categories and subcategories (Appendix V) was reviewed by project supervisor.
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Appendix X
REC Approval

This has been removed from the electronic copy
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Appendix Y

This has been removed from the electronic copy
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Appendix Z

Author Guidelines for the Journal of Personality Disorders

Journal of Personality Disorders

Instructions to Authors

Types of Articles

Regular Articles: Reports of original work should not normally exceed 30 pages (typed,
double-lined spaces, and with standard margins, including tables, figures, and references).
Occasionally, an author may feel that he or she needs to exceed this length (e.g., a report of a
series of studies, or a report that would benefit from more extensive technical detail). In these
circumstances, an author may submit a lengthier manuscript, but the author should describe
the rationale for a submission exceeding 30 pages in the cover letter accompanying the
submission. This rationale will be taken into account by the Editors, as part of the review
process, in determining if the increased length is justified.

Invited Essays and Special Articles: These articles provide an overview of broad-ranging
areas of research and conceptual formulations dealing with substantive theoretical issues.
Reports of large-scale definitive empirical studies may also be submitted. Articles should not
exceed 40 pages including tables, figures, and references. Authors contemplating such an
article are advised to contact the editor in advance to see whether the topic is appropriate and
whether other articles in this topic are planned.

Brief Reports: Short descriptions of empirical studies not exceeding 20 pages in length
including tables, figures, and references.

Web-Based Submissions: Manuscripts must be produced electronically using word
processing software, double spaced, and submitted along with a cover letter to
http://jpd.msubmit.net. Authors may choose blind or non-blind review. Please specify which
option you are choosing in your cover letter. If you choose blind review, please prepare the

manuscript accordingly (e.g., remove identifying information from the first page of the
manuscript, etc.). All articles should be prepared in accordance with the Publication Manual
of the American Psychological Association. They must be preceded by a brief abstract and
adhere to APA referencing format.
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Tables should be submitted in Excel. Tables formatted in Microsoft Word’s Table function
are also acceptable. (Tables should not be submitted using tabs, returns, or spaces as
formatting tools.)

Figures must be submitted separately as graphic files (in order of preference: tif, eps, jpg,
bmp, gif; note that PowerPoint is not acceptable) in the highest possible resolution. Figure
caption text should be included in the article’s Microsoft Word file. All figures must be
readable in black and white.

Permissions: Contributors are responsible for obtaining permission from copyright owners if
they use an illustration, table, or lengthy quote (100+ words) that has been

published elsewhere. Contributors should write both the publisher and author of such
material, requesting nonexclusive world rights in all languages for use in the article and in all
future editions of it.

References: Authors should consult the publication manual of the American Psychological
Association for rules on format and style. All research papers submitted to the Journal of
Personality Disorders must conform to the ethical standards of the American Psychological
Association. Articles should be written in honsexist language. Any manuscripts with
references that are incorrectly formatted will be returned by the publisher for revision.

Sample References:

Davis, C. G., & McKearney, J. M. (2003). How do people grow from their experience with
trauma or loss? Journal of Social & Clinical Psychology, 22(5), 477-492.

Dweck, C., & Wortman, C. (1982). Learned helplessness, anxiety and achievement. In H.
Kron & L. Laux (Eds.), Achievement, stress, and anxiety (pp. 93-125). Washington, DC:
Hemisphere Publishing Group.

Roelofs, J., Meesters, C., Ter Huurne, M., Bamelis, L., & Muris, P. (2006). On the links
between attachment style, parental rearing behaviors, and internalizing and externalizing
problems in nonclinical children. Journal of Child and Family Studies, 15, 331-344.
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Appendix Al
NRES End of Study Form
END OF A STUDY

(For all studies except clinical trials of investigational medicinal products)

To be completed in typescript by the Chief Investigator and submitted to the Research Ethics
Committee (REC) that gave a favourable opinion of the research within 90 days of the
conclusion of the study or within 15 days of early termination.

For questions with Yes/No options please indicate answer in bold type.

1. Details of Chief Investigator

Name:

Address:

Telephone:

Email:

Fax:

2. Details of study

Full title of study:

Research sponsor:

Name of REC:

A Grounded Theory investigation of the experiences of
change for individuals who have received a diagnosis of
Emotionally Unstable Personality Disorder (EUPD)

3. Study duration

Date study commenced:

16/03/16

Date study ended:

14/04/17

Did this study terminate
prematurely?

Yes / No

If yes, please complete sections 4, 5, 6, & 7.
If no, please go direct to section 8.

4. Recruitment

Number of participants
recruited

12
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Proposed number of
participants to be recruited at
the start of the study

20

If different, please state the
reason or this

Unable to find enough participants who met criteria. Several
potential participants had left volunteer role just before
study began.

5. Circumstances of early termination

What is the justification for this
early termination?

N/A

6. Temporary halt

Is this a temporary halt to the
study?

Yes / No

If yes, what is the justification
for temporarily halting the
study?

When do you expect the study
to re-start?

e.g. Safety, difficulties recruiting participants, trial has not
commenced, other reasons.

7. Potential implications for research participants

Are there any potential
implications for research
participants as a result of
terminating/halting the study
prematurely?

Please describe the steps
taken to address them.

N/A

8. Final report on the research

Is a summary of the final report
on the research enclosed with
this form?

Yes / No

If no, please forward within 12 months of the end of the study.

9. Declaration

Signature of
Chief Investigator:

Print name:

Date of submission:

24.04.17
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Appendix B1
Study Summary Form for HRA and REC

End of Study Summary:

A Grounded Theory investigation of the experiences of change for individuals who have
received a diagnosis of Emotionally Unstable Personality Disorder

Trainee Clinical Psychologist
Study Aim:
This study aimed to develop a holistic theory about the experience of change for individuals
who had received a diagnosis of Emotionally Unstable Personality Disorder which extended

beyond the context of formal psychological therapy and could be applied meaningfully across

Mental Health settings.

Resear ch Questions:

e. What are the experiences of change for individuals with a diagnosis of EUPD?
f. How do individuals describe change?
g. To what do individuals attribute change?

h. How is change described within the context of MHS?

M ethodology:

Twelve individuals were interviewed using semi-structured format about their experience of

change. Five individuals with a diagnosis of EUPD who were now working or volunteering
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were interviewed alongside seven staff members with experience of working with individuals

with this diagnosis.

Lived Experience Participants Recruited

Participant Role Gender Age Ethnicity
Lived Trainer Female 49 Black British
experience
participant 1
Lived Trainer Female 50 White British
experience
participant 2
Lived Volunteer Female 55 White
experience European
participant 3
Lived Self- Female 26 White British
experience employed
participant 4
Lived Support Female 50 White British
experience worker
participant 5
Clinical Staff Recruited
Participant Role Gender Age Ethnicity
Clinician 1 Team leader Female 52 White Other
Key worker
Clinician 2 Mental health Female 43 White British
nurse
Clinician 3 Occupational Female 55 Not disclosed
therapist
Clinician 4 Assistant Female 33 White British
psychologist
Clinician 5 Counselling Male 42 White British
Psychologist
Clinician 6 Recovery Female 54 White British

worker

194
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Clinician 7 Mental Health Female 54 White British
Nurse

Procedure:

Participant interviews ranged between 36 and 92 minutes. The interviews were transcribed and
anonymised. Interviews were analysed using a Grounded Theory Methodology in order to

develop a theory of change for individuals with an EUPD diagnosis.
Results:

The key change experience was defined as one of ‘shifting positions” where the individual with

EUPD began evolving their relationship to themselves, to others and to help. This process was
often facilitated by development of safe and trusting relationships, gaining understanding about
the diagnosis in combination with a personal readiness to change. The change process could

simultaneously be enhanced and set back by staff and Mental Health Services.
Clinical and Research Implications:

This change process mirrors and expands the findings of previous research and offers a change
model applicable across settings. Future research should include the perspective of carers and
clinical settings should explore how best to support staff to attune to individuals needs in order

to facilitate change.
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Appendix C1

Study Summary for Participants

End of Study Summary:

A Grounded Theory investigation of the experiences of change for individuals who have
received a diagnosis of Emotionally Unstable Personality Disorder

Trainee Clinical Psychologist
Study Aims:

Increasingly, research has begun to focus on the experience of change for individuals with a diagnosis
of Emotionally Unstable Personality Disorder (also known as Borderline Personality Disorder). This is
thought to be important to ensure that Mental Health Services are supporting individuals to change in
the best way possible and to move away from stigma and discrimination that individuals who have
received this diagnosis often face.

The study aimed to develop a theory of change for this diagnosis, one that incorporated the perspectives
of people who had received this diagnosis, as well as individuals who work clinically to support
individuals with lived experience. Previous research has focused on experiences of change within
psychological therapy and it was hoped that this theory would apply beyond therapy in order to more
accurately capture the types of support that individuals with this diagnosis experience from Mental
Health Services, as individuals do not always access psychological therapy.

Recruitment:

Five individuals with lived experience of Emotionally Unstable Personality Disorder who were now
volunteering or in paid employment and seven staff members working clinically with individuals with
this diagnosis agreed to take part.

Method:

Participants were interviewed and the interview recordings were then transcribed. Key themes were
identified within the data and constantly compared and contrasted across all transcripts to identify main
themes. These themes were then linked to explain how different processes and experiences impacted
on each other in order to develop an understanding of the change experience.

Findings:
Below is a summary of main findings.

e The change process was identified as complex and was one that could be influenced by many
different things.

e The key change experience was identified as ‘shifting positions’ which involved the individual
beginning to change the way that they related to themselves, to others and to accessing help in
order to develop a stronger sense of self and identity.
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o This experience was often influenced by developing safe and trusting relationships with others
and gaining some understanding about the diagnosis could often made individuals more
confident to take risks and begin to make changes. These experiences could come from contact
with Mental Health Services but some participants found stability, understanding and support
from other places including peer support, family and through friends; all of which could help
facilitate change.

e Individuals also identified the importance of being ready to change. If individuals were not
ready to make changes then often, individuals would stay feeling quite ‘stuck’.

e The study also found that change could often be encouraged by Mental Health Services, friends
and family if they were aware and responsive to an individual’s need. On the other hand,
services and significant others could also pull people back from making changes and could lead
someone to feeling quite stuck.

e People with a diagnosis of EUPD also noted that they could get pulled back into feeling stuck
by experience and reminders of past trauma and nearly experiences.

o However, participants often reported that they weren’t always set back completely and stated
that over time, they began to develop emotional coping skills, insight into why they experience
difficulties as well as increased reflective ability. Participants also said that they found it easier
to talk to others over time and set personal boundaries. In regard to relationship to services and
to seeking help, participants said that they found it easier to access help over time in a way that
could more helpfully meet their needs. Participants also talked about using staff as a way of
practicing new ways of being with the outside world.

o Finally, participants noted that change was partly due to time, and growing in strength through
experience.

Suggestions for Future Research:

e The current research identified that many individuals often receive their diagnosis poorly,
which often reinforces distrust of services and often left people feeling disesmpowered. A
more detailed and compassionate diagnosis process is required and one in which the
individual is given information about the diagnosis as well as time and space to ask questions.

e ]t would be beneficial for services to be transparent with service users’ about the importance
of being ready to change. Services should be a source of stability for service users’ who do
not feel ready to change.

e Mental Health Services need to constantly be adapting practice in order to support individuals
wherever they are within their change experience. This is a tricky balance between offering
support, safety and security whilst encouraging change and independence. Staff teams within
all forms of Mental Health provision would benefit from adequate support and time in order
to discuss and reflect on these processes.
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e The current research did not include the voice of the carer/ family member. This research
highlighted the importance of an individual’s surrounding support system and so future
research should aim to find out about carers views of change.

e Participants acknowledged the importance of peer support. It would be useful for future
research to begin to evaluate how peer support services and networks may influence and
potentially enhance the change process.

¢ Finally, participants noted that change takes time. Participants talked about receiving
inadequate support from Mental Health Services throughout their change experience and it is
vital that services offer long term, flexible support for individuals with a diagnosis of EUPD.

I would like to thank all interviewees for your time and openness during the research process. Please
feel free to contact me if you have any further questions. My email address is:



