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Abstract

Recovery for individuals diagnosed with Borderline Personality Disorder (BPD) isa
complex, multifaceted process that remains under researched. The thesis focuses on two
elements of recovery for individuals with a BPD diagnosis; elements of mental health
services that individual s find therapeutically valuable, and how the concept of recovery
affects sense of self. The literature review is athematic synthesis of therapeutic and non-
therapeutic elements of mental health care services for those with a BPD diagnosis and
provides a detailed, in depth account of this varied experience. Sixteen studies were selected
for inclusion and analysis was compl eted using thematic synthesis as the chosen approach.
The results show that approaches to mental health service delivery and diagnosis at an
individual, staff and system level can have huge ramifications for service users. Central to
the findings was the importance of the therapeutic relationship. Recommendations include
the provision of training around the difficulties associated with the BPD diagnosis and
attachment for staff, and using elements of relational models such as Sociotherapy across
services. The research paper seeks to ask what the concept of recovery means for the sense
of self of individuals with a BPD diagnosis. Six service users were interviewed and the data
was analysed using Interpretive Phenomenological Analysis. The resulting analysis produced
four themes which showed that recovery isa complex, challenging and seemingly elusive
process, understood in the context of ongoing difficulties, ambivalent views on diagnosis, and
undeveloped sense of self. Recommendations include identifying difficulties around sense of
self as goals for therapy where appropriate, and recognising the effect of attachment
relationships. The critical appraisal details reflections on the thesis including the relational

nature of the entire process.
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What elements of mental health services are therapeutically helpful and unhelpful for individuals
with a BPD diagnosis?
Sarah Elizabeth Davidson

Lancaster University
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Abstract

There has been much written about service users with a Borderline Personality Disorder
(BPD) diagnosis and their experiences of mental health services. The current thematic synthesis
aimsto interpret the findings of 15 qualitative studies, to develop aricher understanding of what
elements of mental health services individuals with a BPD diagnosis find therapeutically helpful
and unhelpful. Through performing athematic synthesis (Thomas & Harden, 2008), seven
analytical themes were derived. Therapeutic value was found in services providing a containing,
boundaried and validating experience. The therapeutic relationship was seen as the most
powerful tool in bringing therapeutic value to service users and ultimately working towards
recovery. Recommendations include making the relationship between staff and service usersthe
key therapeutic tool, the need for increased understanding of this client group, and clinical
psychologists providing support and training to staff in order to accomplish this.

Key words: Lived experience, Thematic Synthesis, Borderline Personality Disorder,

mental health services, therapeutic alliance



HELPFUL SERVICES FOR INDIVIDUALSWITH A BPD DIAGNOSIS 1-3

Borderline Personality Disorder (BPD) is understood through the medical model as a personality
disorder of emotional dysregulation; the diagnostic criteriainclude impulsivity, alack of sense of
self, recurrent acts of self-harm, chronic feelings of emptiness, and involvement in intense and
unstable personal relationships (APA, 2013). However, these diagnostic terms are not habitually
used by clinical psychologists, and do not represent the framework of understanding held by the
author. Although accepting of the existence of difficulties that may be associated with the BPD
diagnosis, reformulations of these difficulties have been developed (Bateman, Ryle, Fonagy, &
Kerr, 2007; Crowell, Beauchaine, & Linehan, 2009; Fonagy, Target, Gergely, Allen, & Bateman,
2003; Ryle, 1997a), with the majority of them drawing on attachment theory as a starting point.

Due to the complex range of mental health and physical health difficulties associated with
this diagnosis, individuals with a BPD diagnosis are reported to receive a substantial amount of
input from awide range of both physical and mental health care services (Comtois et al., 2003;
Morriset a., 2014; van Asselt, Dirksen, Arntz, & Severens, 2007). From amenta health
perspective, individuals with a BPD diagnosis access a wide range of psychological therapiesin
both inpatient and community mental health care services (Bateman & Fonagy, 2009; Fonagy &
Bateman, 2006; Koekkoek et al., 2010). Despite this, mental health services appear to find
meeting the needs of this client group challenging, and there appears to be alack of specialist
understanding around this service user group (Morris et a., 2014; NIMHE, 2003).

The National Institute for Mental health in England (NIMHE) documentation
“Personality disorder: No longer adiagnosis of exclusion” in 2003 highlighted the inappropriate
admissions of individuals with a PD diagnosis to inpatient psychiatric wards (NIMHE, 2003).

Studies have shown that 36-67% of inpatients have a BPD diagnosis (NIMHE, 2003), and
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disproportionately high numbers of individuals with the diagnosis have inpatient admissions
(Comtois & Carmel, 2014; Rogers & Dunne, 2011). Similarly, despite the lack of evidence
supporting long-term medication use with this service user group, those with a diagnosis of BPD
are prescribed significantly more psychotropic medication than those who meet the diagnostic
criteriafor other PD diagnoses, or other mental health service users, without a PD diagnosis
(Broadbear & Rao, 2015; Rogers & Acton, 2012; Sansone, Rytwinski, & Gaither, 2003). This
evidence suggests that services misunderstand the needs of this service group.

Koekkoek et a. (2010) in their narrative review of community health care for individuals
with “severe personality disorder’ recount that not only does frequent or prolonged inpatient
psychiatric admission incur the greatest financial cost, in comparison to other interventions for
BPD (Fonagy, Target, Gergely, Allen, & Bateman, 2003), but that psychiatric admissions have
been found to have numerous potential harmful effects, including areduction in levels of
independence (Koekkoek et a., 2010; Paris, 2004). Koekkoek et al. (2010) also comment that
whilst community based services are valuable for this client group, particularly in the light of the
stigmafaced in inpatient services, they are lacking in structure, require better communication
and overlap between their organisation and specialist therapy services, and need to be aware of
the risk of iatrogenic damage (Koekkoek et al., 2010).

The National Institute for Health and Care Excellence (NICE, 2009) advise that drug
treatment should not be used to treat service users with a BPD diagnosis, except for short-term
treatment during a crisis. While NICE (2009) have outlined the treatment recommendations for
this client group at abasic level, its guidance remains wedded to a psychiatric understanding of
the diagnosis, and does not provide any alternative understanding of this service user group, nor

recognition of the deeper therapeutic needs that have the potentia to be met by services (Rogers
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& Acton, 2012). Thustheissue of diagnosisis of relevance in devel oping an enhanced
understanding of the service user group, and what they require from services.

The personality disorder diagnosis has long been the topic of debate (Alwin et a., 2006;
Castillo, Ramon, & Morant, 2013; Gunderson, 2009; Horn, Johnstone, & Brooke, 2007; Nehls,
1999; Stalker, Ferguson, & Barclay, 2005). Pilgrim (2001) has suggested that within the UK
National Health Service (NHS), personality disorder has been used as a “dustbin’ diagnosis for
clients who cannot be adequately described by other diagnostic categories (Pilgrim, 2001).
Building on perspectives on the BPD diagnosis, Shedler and Westen (2014) critique personality
disorder diagnoses as defined by the DSM, arguing for ways of conceptualising the difficulties
associated with these diagnoses that are clinically richer than the DSM categories and place
greater emphasis on patients’ mental life or inner experience, as opposed to simple, behavioural
accounts (Shedler & Westen, 2014). Horn et al (2007) note that people labelled as ‘mentally ill’
face many consequences in relation to stigma, social isolation and discrimination which arguably
have ramifications for the course of the person’s “illness’ or distress (Horn et al., 2007), and that
this can impact significantly upon people’s recovery (Anthony, 1993).

The issues around diagnosis, stigma and recovery have a particul ar pertinence for
individuals with a BPD diagnosis dueto its previously perceived permanence, and due to the
potential for re-traumatisation by services. Internalising these views can lead to individuals’
cognitions and behaviours taking on disempowered and deval ued attributions consistent with the
label (Livingston & Boyd, 2010). As such, the way in which services and staff refer to the
difficulties associated with aBPD diagnosis, and subsequently respond to service users, can have

considerable impact on their therapeutic value.
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This point is demonstrated by the fact that research suggests that mental health
professionals may frequently perceive clients with a BPD diagnosis as less deserving of care than
clients with a “‘mental illness’ diagnosis, and actually perceive them as having increased levels of
dangerousness (Markham, 2003). Stalker, Ferguson and Barclay (2005) suggest that receiving a
diagnosis of PD can in itself represent abarrier to obtaining appropriate support from health
services (Stalker et al., 2005). Research focusing on the attitudes of health professionals towards
individuals with a BPD diagnosis indicates that health staff tend to have strong reactions to
individual s with this diagnosis, with more negative attitudes and with less empathy than towards
other service users (Bodner, Cohen-Fridel, & lancu, 2011; Markham, 2003; Westwood & Baker,
2010). Research has repeatedly identified that mental health staff view people with the BPD
diagnosis asin control of their behaviour, and thus they display less empathy towards them
(Bodner et d., 2015; Clarke, Usick, Sanderson, Giles-Smith, & Baker, 2014). Kling (2014)
comments that the use of pejorative language about this client group, such as “manipulative” and
“attention seeking”, can also serve to reinforce stereotypes. This may be because they are
“constrained to understand and respond to self-harm almost exclusively within a problem
saturated discourse” (Walker, 2009). Such issues highlight the difficulties which arise from over-
reliance on amedical model of understanding personality issues. If staff and services do not
adequately understand the development of the difficulties associated with a BPD diagnosis, and
how their interactions impact upon such difficulties, then they cannot possibly understand the
true therapeutic needs of this service user group, nor the potential for re-traumatisation and
iatrogenic damage (Walker, 2009).

The evidence around service users with a BPD diagnosis and their relationship with

services suggests a complex interplay of service user difficulties, inadequate resources, powerful
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diagnosis, and staff responses to this client group. Given the significant interpersona and
attachment needs of individuals with a BPD diagnosis, and the range of mental health services
utilised by such individuals, there is considerable scope for services to either provide real
therapeutic benefit, or further compound or cement the difficulties associated with the diagnosis.
This thematic synthesis seeks to explore the experiences of menta health care services, from the
perspective of individuals with a BPD diagnosis, to provide arich account of what elements of

services are therapeutically helpful and unhelpful.

Method

M ethodological Approach

The nature of qualitative data means that approaches to synthesis are required that
“understand and transfer ideas, concepts and metaphors across different studies” (Britten et al.,
2002, p.210). Thisreview utilised a method called Thematic Synthesis, devel oped by Thomas
and Harden (2008) which was devel oped out of a need to address questions the answers to which
might be gleaned from qualitative methods, without compromising on key principles developed
from systematic reviews (Barnett-Page & Thomas, 2009; Harden et a., 2006; Harden & Thomas,
2005; Harden et al., 2004; Thomas & Harden, 2008). The approach has been used across a
number of health related fields of research (Bridges, Flatley, & Meyer, 2010; Clarke et a., 2014,
Woodman, Balllie, & Sivell, 2015). Barnett-Page and Thomas (2009) provide a comprehensive
overview of the difference and similarities between Thematic Synthesis and other qualitative
synthesis methods (Barnett-Page & Thomas, 2009). However, whilst Thomas and Harden note
the similarities between their method and other established methods such as meta-ethnography

(Noblitt & Hare, 1988) and grounded theory, (Glaser & Strauss, 2009) with respect to ‘going
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beyond’ the scope of the primary research papers in order to provide a higher order
understanding, and completing initial line by line coding, there are some notable differences.
Whilst meta-ethnography and grounded theory are arguably best suited to homogenous samples
and research methods, Thematic Synthesis can be used across heterogeneous research settings
and groups. Thus, this method is well suited to areview that, whilst seeking to understand
individual experiences, also seeksto ask specific questions about the therapeutic needs of a
service user group, utilising studies of ahigh quality. Inthe early stages of the research, the
thematic synthesis question was decided as:

‘What elements of mental health services are therapeutically helpful and unhelpful for
individuals with a BPD diagnosis?’

The Search and Selection Process

The following inclusion criteria were used to identify appropriate papers: (1) the main
aim of the paper was to explore experiences of individuals with aBPD diagnosis; (2) the paper
used recognised qualitative approaches for data collection and analysis; (3) the data must have
been organised thematically; (4) there must be some reference within themes to any mental
health care service; (5) the paper was published in a peer reviewed journa; (6) the paper was
published in English; (7) the paper contained direct quotes. The following exclusion criteria
were applied: (1) papers that focused on forensic experiences; (2) Papers that focused solely on
therapeutic models; (3) book chapters.

Having defined these inclusion and exclusion criteria, relevant papers were identified by
searching the EBSCO data base (which includes Academic Search Complete, PsycINFO, AMED,
CINAHL, Medline, PsyschArticles) (“peer reviewed” box selected). The full text search terms

entered were: BPD OR Borderline OR Borderline Personality OR Borderline Personality
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Disorder AND experience* OR view* OR opinion* OR journey* OR voice* OR understanding*
OR perspective* OR lived experience* OR feeling* OR diagnosis OR stigma AND mental
health service* OR mh service* OR psychol* OR psychiatric* OR system OR therap* OR
psychotherap* OR CMHT OR speciaist OR CPA OR service* OR recovery team* OR case
management OR outpatient OR inpatient AND Qualitative* OR phenomenolog* OR IPA OR
narrative* OR thematic OR focus group* OR interview* OR discourse analysis OR grounded
theory* OR ethno* The search was conducted on the 4th May 2015.

The search strategy yielded atotal of 1,085 peer-reviewed articles. The author read each
title and then continued to read the abstract if it was felt the paper might meet the remainder of
the inclusion criteria. Where suitability for inclusion was unclear, the full text was acquired and
reviewed. Thirty nine articles were reviewed as potentialy suitable, with 24 subsequently found
to be unsuitable. For example a study by Rivera-Segara (2014) was excluded due to its focus on
general, societal stigmatisation experiences of BPD as opposed to health care experiences.
Finally, 15 papers were chosen for the thematic synthesis and the characteristics of these are

outlined in table 1.

[Insert table 1 here]

Appraising Sudy Quality

Whilst Campbell et a. (2003) view the quality of papers as an important consideration in
the exclusion stage of a search strategy, Sandelowski and Barroso (2007) argue the need to
balance arigorous appraisal with creativity and the allowance of individual difference

(Ludvigsen et al., 2015). Thomas and Harden (2008) refer to a self-created list of quality
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appraisal criteriawhich they follow. However, for the purposes of this study, to ensure rigour,
and to make the results more generalizable to the wider qualitative research community, the
Critical Appraisal Skills Programme (CASP) (1999) checklist for qualitative research was
applied to each paper. This consists of ten itemsrelating to quality, with the first two questions
acting as a screening tool. The purpose of using the checklist in thisinstance was not to exclude
studies necessarily, but to establish the quality of each paper understood within the context of an
established framework. The CASP analysis for each paper is contained in Appendix B.

Analysing and Synthesising the Selected Studies

Following quality appraisal, Thomas and Harden’s (2008) Thematic Synthesis method
was adopted to complete the analysis. This method has three distinct stages of analysis. Firstly,
the entire results section, including participant quotes, comments from the authors and
interpretations made from each included paper, isinitially coded, line by line, according to its
meaning and context. This was done by the author, by copying each results section into aword
document, and then coding the text line by line. Each code was recorded by hand into a ‘code
bank’ and later written onto an individual coloured post-it note, in readiness for the next stage of
the process. The second stage involves the development of ‘descriptive themes’ within and
between papers, and consisted of amalgamating a number of descriptively similar codesinto a
series of descriptive themes (Appendix C). These themes generally remain “close’ to those
generated by the original authors, and Thomas and Harden stress that at this stage, the main aim
of a synthesis, of ‘going beyond’ the primary studies, has not been reached. Finally, in the third
stage of analysis, overarching, ‘analytical themes’ are created, which should, according to
Thomas and Harden, seek to answer the research question, thus representing a stage of

interpretation “going beyond” that of the primary studies (Thomas & Harden, 2008). This stage
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can potentially generate new constructs, as well as produce recommendations and discussion for
further research. Thomas and Harden note that this stage is equivalent to Noblitt and Hare’s
‘third order interpretations’ (Noblitt & Hare, 1988). The process of synthesis can be seen in
Appendix D.

Characteristics of I ncluded Studies

In total, 15 studies were included in the Thematic Synthesis. All of the studies used
participants with a BPD diagnosis. Seven of the studies were undertaken with participants from
the United Kingdom, three from the USA, two from Holland, one from Norway, one from New
Zeadland and one from South Africa, thus representing a number of mental health care systems. A
range of qualitative analysis methods were used, including Thematic Analysis (nine studies),
Interpretive Phenomenological Analysis (three studies), Grounded Theory (two studies), and a
“thematic approach” (Walker, 2009). All the papers, though different in their analytical method,
held general epistemological positions that are concerned with how individuals and groups make
meaning of their subjective experiences. Although the focus of each paper was dightly different,
all of the papers made some reference to client experiences of mental health care, whether that be

community or inpatient based, and elements that had been therapeutically helpful or unhelpful.

Results
The Thematic Synthesis produced seven analytical themes. Understand me; If you have
to diagnose, don’t label; Connect with me; Provide me with Security; Involve me in my care;
Believe in me; and Don’t abuse power. These themesin turn answer the research question: what
elements of services do individuals with a BPD diagnosis find therapeutically helpful and

unhelpful ?
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Analytical Theme One: Understand Me

The first theme to emerge from the data was the need for services and staff membersto
truly understand their service users. When service usersfelt that their difficulties were
understood, they could begin to derive some therapeutic value from services. Conversely a
failure to understand service users’ difficulties and needs set a scene for ajourney of
misunderstanding, which subsequently led to a series of negative decisions and alack of
therapeutic value for service users. This understanding was crucial because it is the framework
on which services and staff responses are built.

The data revealed that service users “experienced distressing emotions and thoughts”
(Fallon, 2003, p.396), can engage in relationships that are complex, with one participant
commenting, “I do not feel normal, going into the same mess again, the same violent men with
sexual abnormalities” (Holm & Severinsson, 2011, p.169), and sometimes utilise deliberate self-
harm to get “a calming effect” or “as a substitute for experiencing how I’m feeling” (Straker &
Waks, 1997, p.195). Service users aso recognised, with regard to accessing support and help-
seeking, that, “Sometimes | am much too late....l am bad at setting limits or in recognising when
I am doing badly” (Helleman, Goossens, Kaasenbrood, & van Achterberg, 2014, p.446) and that
“the crisis episode, associated with aloss of emotional control and a greatly increased risk of
self-harm was when they sought help” (Fallon, 2003, p.397). When these elements of internal
experience, emotional expression, and service seeking were understood, participants felt “She
listened and validated what | was experiencing and stuff. And it helped her to like gain an
understanding of maybe | was behaving the way | was” (Veysey, 2014, p.27). Here it feels

important that the devel oping understanding around the participant’s difficulties is reciprocal and
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shared, and because understanding was so central to the future direction of support, in fact, being
understood was the first therapeutic process for service users.

Participants from severa of the included papers felt that services were lacking in
specialist understanding. As Mercy describes: “When somebody presents a huge spectrum of
problems they don’t know how to deal with them so in the end they just wash their hands of
them and leave them to their own devices until a crisis happens” (Morris et al., 2014, p.253).
Here, Mercy seems to be saying that services have left her feeling as though she is too complex
to deal with. Thus she has interpreted the service response as withdrawing, which she feels has
led to an exacerbation of difficulties, and ultimately crisis.

This theme of understanding was particularly pertinent to issues around risk, with
participants commenting that they felt their complex risk needs were misunderstood, and that
consequently interventions were inappropriate and invalidating. As this participant states:

They’re [mental health professionals] . . . more interested in protecting the behavior, |

guess you would call it, of the borderline. . but not paying attention to the causing of

it ... Oftentimes, what you want is somebody to talk to . . . Basically, you know, I’m here

for safety purposes. (Nehls, 1999, p.290).

Here this participant senses a reluctance for services to look past the behavioural aspects of his
difficulties. The opportunity for therapeutic benefit islost, leaving the participant feeling
invalidated and not listened to.

Service users not only felt that their difficulties were not adequately understood, but that
there was a fundamental sense amongst staff that service users were ‘manipulative’, “you’re just
playing up, you’re being a pain in the bum” (Rogers & Dunne, 2011, p.229) , and “that we just

do things to gain attention” (\Veysey, 2014, p.26), with one participant commenting, “they
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(clinicians) think that borderline (personality disorder) is more of abehaviour problem or a
discipline problem, rather than an actual psychological problem ...that you can choose not to feel
suicidal” (Nehls, 1999, p.289). This paramount misconstruction of service user difficulty had a
profound impact on the way in which service users experienced the support offered to them,
which compounded feelings of being “rejected”, “criticised” and “blamed” (Morris et al., 2014,
p.253), and that ultimately, “I’m a write off as a human being...1 just shouldn’t be here. Not that
I wanted to kill myself but | was just a waste of space and a waste of time” (Veysey, 2014, p.26).
The internalisation of staff stereotyping and services’ inaccurate interpretations of service user
need sullied any opportunity for unconditional positive regard, akey state required for building
therapeutic alliance (Steffen, 2013) and any misunderstood behaviours only served to reinforce
and exacerbate stereotypes amongst staff groups. Thus, without understanding, the opportunity

for any subsequent therapeutic benefit was lost.

Analytical Theme Two: If you have to diagnose, don’t label

The second theme to be devel oped from the data, and linked with Understand Me,
centred on service user experiences of the BPD diagnosis, and the experience of being labelled.
Whilst service users found a degree of therapeutic value from the diagnosis, the process of
labelling was deemed to be profoundly non-therapeutic.

There was ambivalence around the diagnosis itself, with some service users finding some
meaning, stating, “After all these diagnoses thrown at me, she sat there within two minutes and
told me what was wrong with me” (Rogers & Dunne, 2013, p.42), and “Well, | have to say |
do...I1 do have borderline personality disorder. The criteria fit.” (Nehls, 1999, p.288). Others,

however, failed to find meaning in their diagnosis, with one participant stating, “If there was a
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diagnosis that was particularly useful in that it would help me get better by accepting it...1 would
be more than happy to...But I just didn’t feel that BPD was like that at all” (Bonnington & Rose,
2014, p.12).

The way in which the diagnosis was delivered had an impact on how therapeutically
diagnosis was viewed, with one participant commenting the diagnosis was hel pful because she
had “something to recover from” (Morris et al., 2014, p.253), whilst others commented more
ambivalently, “They told me...“Your disorder is the reason why you try to kill and harm
yourself’. | stayed alive and for this | was grateful, but nobody saw me or spoke to me as a
person” (Holm & Severinsson, 2011, p.169). For others, the diagnosis was delivered with very
little optimism, with one participant recalling, “What was it they said? Nothing really works for
BPD, you’re gonna be in and out of hospital, in repeated crisis” (Rogers & Acton, 2012, p.344).
This created a sense of hopelessness around the diagnosis, thus the opportunity for therapeutic
value to be found through diagnosis was eradicated.

Regardless of how service users viewed the BPD diagnosis, there was a clear view that
the process of being ‘labelled” was extremely non-therapeutic and unhelpful. Participants were
ableto express how it felt as though the labelling process had serious ramifications, with one
participant commenting,

I guess it seems like the diagnosis hasn’t been used,; it’s been abused and has become

more of just a wastebasket versus something to help direct treatment. | have felt the

negative feelings that people have felt towards me, of having that diagnosis, like | felt

prelabeled.... (Nehls, 1999, p.288).
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Other participants ventured further that is was the labelling process, rather than the
diagnosis per se, that caused them additional difficulties, with one participant commenting
vehemently,

I'd struggled for so long not knowing who | was and then suddenly “here’s a label’. Well,

what does that tell me then? Am | not part of humanity?...it's made me very insecure

about my worth as a person, who | am, because | used to be so capable and now I'm a

nothing, a nobody. It's taken everything away from me. (Bonnington & Rose, 2014, p.11).

The process of labelling left participants feeling unworthy of care, thus, once again,

service responses further compounded existing difficulties and therapeutic value was | ost.

Analytical Theme Three: Connect With Me

The third theme derived from the thematic synthesis highlighted the therapeuti c benefit of
connection, both with staff members, other service users, and in relation to having a voice heard
within services.

The therapeutic process of making a connection began very simply, with the idea that
“We’re a human being (sic) with thoughts and feelings and shit that’s gone on in our lives”
(Veysey, 2014, p.27), and “a person rather than...a case number” (Morris et al., 2014, p.253).
Whilst this connection could be formed with relatively small gestures, such acts had a profound
impact on service users, with one participant recalling, “The nurse talked with me for 30 min; it
was a revelation. It removes a rock from your heart. | melted and felt heard, and | told her stuff”
(Helleman et al., 2014, p.446). Here this participant demonstrates that this connection enabled

them not only to recognise the block in emotion they had been experiencing, but to then go on to
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disclose further to the staff member, thus gaining further therapeutic value. These relationships
also aided in the “containment of distressing emotions” (Fallon, 2003, p.398).

From these connections, participants described that positive relationships with staff
members became crucia to daily living, and for many participants in the included papers, the
formation of a meaningful relationship within services was their first experience of a secure
attachment rel ationship based on non-judgement, genuine interest and a degree of safety, “In the
past every time | did something terrible...that was the end” (Nehls, 2001, p.9). Such
relationships helped participants to believe, “I just got that flicker of...maybe...If this person is
willing to invest in me, then maybe I’m worthwhile” (Meysey, 2014, p.27), and helped in
building self-worth. Thus, the relationship itself is atherapeutic tool. Participants were ableto
acknowledge that “talking is new, it’s something you have to start learning to do and it wasn’t
that easy, trying to explain feelings to people” (Straker & Waks, 1997, p.195), and that building
such connections could be a challenge, with one participant commenting,

It’s taken him a long time to grasp the concept. I’ve finally gotten him to just hear what |

have to say and acknowledge how | feel. That’s the biggest thing | want from him...1 feel

like if I can be in it with someone, then it’s possible to get through it. But like | said, | had

to train someone to do that (Nehls, 2001, p.7).

Not only does this quote illustrate the need for understanding between staff member and service
user, and the challenges in building such understanding, but also that often participants valued
basic connection over action. It aso shows the value that the participant garnered from this
long-term relationship.

Despite the value that was gained from connection, participants frequently felt as though

their own voices were lost within services, as illustrated by reflections such as “It is very
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important that | feel listened to. If not, | become very cross and begin to cause conflicts”
(Koekkoek et a., 2010, p.132). Participants felt as though they were reliant on others to assert
their needs, with one service user acknowledging, “I think my last experience was reasonably
positive...”Cause my husband wrote an absolutely stonking complaint letter to that psychiatrist”
(Rogers & Dunne, 2011, p.229). When service users did not feel heard, connections were not
formed in the same way, and thus the therapeutic value of relationships was lessened or non-
existent.

Analytical Theme Four: Provide mewith Security

The fourth theme to be developed from the thematic synthesis revealed that service users
found therapeutic value in services providing security, indeed acting effectively as a “secure base’
(Bowlby, 2005). Linking with earlier themes around understanding and connection, the sense of
security incorporated a sense of safety, structure and containment, and was based on accessibility
and consistency. The participants reported that consistency within a service was crucial. When
participants had a clear understanding of services’ expectations of them, and in turn of what they
could expect from services, anxiety was lessened, with participants stating, “Discuss with the
patient what the expectations of the brief admissions are...what to expect from the clinic. Let
this be clear” (Helleman et al., 2014, p.446). This was manifested in clear boundaries both at
service and staff level, and although services could sometimes be experienced as paternalistic,
participants appreciated the need for both safety and containment. As one participant reflects,
“This place was different from other institutions. | felt safe here...This was a turning point for
me and my way to freedom” (Holm & Severinsson, 2011, p.168) and another states, “For me it
helped to know that |1 would go again in 4 weeks...” (Koekkoek et al., 2010, p.132). Here, it feels

as though the participant recognised the similarities to her previous admissions, in that she was
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within an inpatient environment, but something fundamentally different about the way the care
was delivered alowed her to feel safe and hopeful.

The absence of provision of security for service users, characterised by inconsistent
services, or rapid changes in staff members or service provision, was deeply unsettling, and
could exacerbate feelings of confusion, abandonment and rejection. As participants commented,
“The last thing 1’d want is to be shoved off to another service; I’m frightened to death!” (Rogers
& Dunne, 2013, p.41), and “a bit confused that the consequences for breaking a limit were not
carried out the first time” (Straker & Waks, 1997, p.196).

Analytical Theme Five: Involvemein my care

A fifth theme from the thematic synthesis was concerned with the concept of service
users deriving therapeutic value from being involved in their care. This theme harnessed both
service user views about the information that was provided to them by services, and experiences
of general communication and involvement from services.

Unfortunately, there was a general feeling across the papers, that despite participants
feeling as though “1°d like to explain what | feel is best for me” (Rogers & Dunne, 2013, p.41),
information regarding medication, diagnosis and ‘treatment’ options was limited, which left
participants with afurther sense of being unimportant, and undeserving of care. Therewas a
clear link between a lack of information around service provision and ‘treatment’, and the
relationship with diagnosis, with participants commenting, “They don’t say why that particular
(drug) or anything — they just give it to you” (Rogers & Acton, 2012, p.345), “If | hadn’t said to
my psychiatrist about DBT (Dialectical Behaviour Therapy), then she wouldn’t have said, ‘Oh,

there’s one starting up’...”(Rogers & Dunne, 2013, p.42) and
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When he first said “borderline,” I’m like, “Borderline what?” He says, “borderline
personality disorder.”...He wouldn’t explain it or anything. He said, “You have a
personality disorder. You have a character disorder.” | had to go and research what that

meant. | had no idea what he was talking about... (Nehls, 1999, p.287).

In addition, service users reported numerous instances of decision making processes
around their care occurring either without them, or feeling as though their involvement was
tokenistic, with comments such as, “They’re basically just telling you what they’ve already
decided” (Rogers & Dunne, 2013, p.41), and “It was just a waste of time, because | was a waste
of time...if | don’t matter, why would what | say matter?” (Veysey, 2014, p.27). This latter quote
in particular highlights why such approaches were therapeutically unhelpful for service users.
Being excluded from care decisions further internalised feelings of being worthless and
unimportant, and was reminiscent of a ‘done to’ experience.

For those who did feel involved in their care and decision making processes, the
therapeutic value was clear. Participants were able to express the value of being involved in their
care, and appeared to be able to distinguish that this was something different from previous
contacts with mental health services, commenting, “The whole CPA [Care Programme
Approach] was based on what | wanted...it was a completely different experience” (Rogers &
Dunne, 2013, p.41), and,

He doesn’t tell me, “Well, you need to do this; you need to do that.” Just “Why don’t you

try this?” That really makes a difference because, basically, the therapist and the

psychiatrists | had before sit there, and you sit there, and you tell them everything that’s
going on, and then they tell you what you should do. It doesn’t work for me that way. |

don’t like people telling me what to do (Nehls, 2001, p.6).
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Here, this participant was able to reflect that previous contacts with mental health professionals
have been unsuccessful for them, and directly attributed this to being dictated to about decisions
related to their care. Conversdly, in this quotation, a clear difference was observed, and

therapeutic value was found.

Analytical Theme Six: Believein me

The penultimate theme relates to the therapeutic value of hope for service users. This
theme incorporated hope as related to recovery, and staff views and attitudes, and as such, has
links with previous themes on diagnosis and connection.

Participants noted that, particularly when they were struggling with difficult emotions,
being believed in was of great therapeutic value, with one service user commenting, “They
believed in my ability to heal when I didn’t....thank god they were there, cause (sic) otherwise |
wouldn’t be doing this” (Veysey, 2014, p.27), and another reflecting, “They believed I could
manage the same things as the others” (Holm & Severinsson, 2011, p.170). Participants
commented that it “made all the difference in the world” (Nehls, 2001, p.9) to have aservice
approach that involved “focusing on strengths”, “started giving me hope and it started me
actually focussing on what strengths | had” (\Veysey, 2014, p.27).

However, this approach was far from experienced universally, and many of the
participants described experiences where they had been met with staff and service feelings of
hopel essness, with one participant illustrating perfectly the frustrations associated with
hopel essness around diagnosis and a lack of positive future ideation:

I mean, immediately it puts up a stop sign like, “We’re not going to get anywhere with

her anyway...” Borderline personality is looked upon as hopeless, helpless, low-life, no
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sympathy...If someone was given a diagnosis of posttraumatic stress, it appears to me

that the health professionals 1’ve been involved with look at that with more concern or

care and caring... (Nehls, 1999).

Whilst service users, as illustrated in the previous theme, found therapeutic value in being
involved in their care and, as this themes shows, wanted to be believed in, this did not equate to
responsibility being passed to them in a spirit of hopel essness, with participants commenting,
“And | say, ‘What can you do?’ They say, ‘I’m afraid there’s nothing; you’ll have to help
yourself”” (Nehls, 1999; p.290), and:

If you say ‘you've got this, therefore we can help you with X, Y and Z’, that's not as bad
as saying ‘you've got this [i.e. BPD], we can no longer help you’ ...“There is no treatment, we're
not offering you any therapy, we're not offering you any medication and there's no point of you
going into hospital’...they no longer had to bother to make an effort because ‘she’s one of those
we can't help’.

The therapeutic value found in being believed in aso extended to concepts of recovery
for service users. Some of the papers spoke more explicitly about the concept of recovery than
others, with some being published before the concept was prevalent within mental health
services, whilst others referred more implicitly to recovery principles, or lack of them. Some
participants felt that, “Nobody explained to me what they meant by recovery” (Rogers & Dunne,
2013, p.42), whilst others had their own persona constructs of recovery that included different
elements such as coming off medication, “Now I’m not on medication I’m up at seven, go to
college, work, I have a social life...” (Rogers & Acton, 2012, p.345), and ceasing to engage in
harmful relationships, “I finally took the initiative to leave...later, | managed to leave him”

(Holm & Severinsson, 2011, p.169). Prevalent across the theme was a sense that thereisa
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practical journey through the mental health system, in addition to the existential journey through
recovery, and that this was unique for each participant. It was accepted by participants that
recovery included relapse and was not necessarily alinear construct, but that when services
approached the concept with hope and positivity, and focused on participants’ quality of life, as
opposed to simply symptom reduction, this was most therapeutically helpful for clients.
However, in linking with the theme of a “secure base’, recovery needed to be gradual, to avoid
feelings of abandonment and anxiety, with one participant commenting,

I'm moving on from [specific personality disorder service] now, but I'm still a person with

BPD and thisis what frightens me: when | was at [specific personality disorder service] |

could say to the benefits people “this is what I'm doing’, but now I give the appearance of

someone who is capable...but, who is still vulnerable and now outside the services

(Bonnington & Rose, 2014, p.13).

Thus, being believed in and fostering a sense of hope and recovery for service users was
a helpful therapeutic tool, as this participant poignantly states, “I have tried to kill myself over
300 times, but today | manage to tell myself that | will recover and feel better when | wake up
tomorrow” (Holm & Severinsson, 2011, p.170).

Analytical Theme Seven: Don’t abuse power

Thefina theme derived from the thematic synthesis encompasses service users’
experiences of how power was abused, both within their individual care settings, and within the
wider mental health system. The abuse of power was deemed extremely non-therapeutic for
servicer users. Thistheme links aso with previous themes relating to being involved in care and
having a ‘secure base’. Whilst valuing a security, and acknowledging that on occasion, “The

goal, of course, is to prevent worsening...to prevent ending up on a slippery slope” (Helleman et
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a., 2014, p.446), service users were aware of a spectrum of abuse of power. This spectrum
ranged from subtle infringements and disregarding actions, such as, “You’re just getting letters,
but no actual person really telling you why this is changing or anything” (Rogers & Dunne, 2013,
p.43), and “They’d never ever brought medication up unless they’re changing them, and | never
got a say in it” (Rogers & Acton, 2012, p.345) to deeply traumatic and damaging abuses of
consent and privacy, and in some cases psychological and physical violence, with one participant
recounting, “I had to do whatever they [nurses]were doing. | didn’t even have any privacy to put
atampon in. | was followed to the toilet with someone holding the door open all the time
watching” (Bonnington & Rose, 2014, p.14).

This abuse of power was felt acutely within the wider system, with issues of consent and
sectioning being frequently cited by participants, such as, “She said, ‘you either swallow it, or
we give you an injection’, so no choice” (Rogers & Acton, 2012, p.345), and “I had a
conversation with the psychiatrist, who said | could either stay voluntarily, or he’d put me under
section” (Bertha Rogers & Dunne, 2011, p.229). Similarly, reductions in harmful behaviours,
motivated and preceded by fear of reprisal, such as, “being so terrified of being sent back
stopped me from doing a hell of a lot of things” (Straker & Waks, 1997, p.194), not only took
place at an individual level, but in relation to the wider socia system, illustrated by quotes such
as, “I’ve been told that if I do self-harm in the form of cutting that my Community Psychiatric
Nurse will report me to social services, because 1’m the sole carer of my children” (Walker, 2009,
p.125).

Some of the papers referred explicitly and implicitly to the process of ‘othering’, whereby
belonging to a particular group is considered the ‘right” way to be human (Walker, 2009; Wright,

Haigh, & McKeown, 2007). Within this context, clients with aBPD diagnosis were grouped as
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‘other’, producing a dynamic of dominance and subordination between ‘non-BPD’ services and
staff members, and clients with aBPD diagnosis at every level of interaction. This abuse of
power left participants feeling “...like | was being abused all over again” (\Veysey, 2014, p.26).
Thus, abuse of power, as it ran throughout individual actions and throughout the wider mental

health and social system was deeply non-therapeutic for service users.

Discussion and Conclusions

The main aim of the thematic synthesis was to provide arich and detailed account of
what elements of mental health services individuals with a BPD diagnosis find therapeutically
helpful and unhelpful. A thematic synthesis of 15 studies revealed seven analytical themes.

The results of the thematic synthesis build on previous research relating to organisational
structure, diagnosis, staff attitudes and understanding of the difficulties associated with the BPD
diagnosis. The thematic synthesis found that in keeping with the review completed by K oekkoek
et a. (2010), it was therapeutically unhelpful for service users when services were lacking in a
clear structure and when services failed to communicate with service users. Papers which
focused on specific approaches, for instance case management or the Care Programme A pproach
(Nehls, 2001; Rogers & Dunne, 2013), reported increased understanding around the need for
clear structure, and more specialist knowledge, however, even these services still reported issues
related to diagnosis and staff attitudes. The results of the thematic synthesis echo previous
research which suggests that there is a fundamental misunderstanding on the part of services and
staff about the nature of the difficulties associated with the BPD diagnosis and resulting staff
attitudes (Bodner, Cohen-Fridel, & lancu, 2011; Markham, 2003; Westwood & Baker, 2010).

Similarly, in keeping with previous research around the BPD diagnosis, the findings of this
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thematic synthesis indicate that whilst a degree of basic understanding can be gained from
receiving the diagnosis, the process of being diagnosed and feeling labelled is associated with
hopelessness and a feeling of being “‘done to’, and does not accord with the concept of recovery
(Castillo, Ramon, & Morant, 2013; Gunderson, 2009; Horn et a., 2007; Nehls, 1999; Stalker,
Ferguson, & Barclay, 2005; Shedler & Westen, 2014). Cumulatively, these issues result in many
therapeutic opportunities being lost for service users, and as such, services are experienced as
unhelpful, and potentially causing damage. It was of concern to the author that despite previous
research, such long standing and repeatedly reported issues should continue to be found, and
really raises the question how far services have really come for individuals with a BPD
diagnosis?

Despite some negative findings, the results also show that services can potentially be
therapeutically valuable, and thus the recommendations from this thematic synthesis focus on
building on the positive findings. Such positive outcomes are dependent on service provision,
but most importantly on the reciprocal roles adopted by staff members and manifested in staff
and service user relationships (Ryle, 1997a). Thisindicates that mental health services can pave
the way for real therapeutic alliance and recovery, even outside of the therapy room.

The results from the thematic synthesis which centred on devel oping understanding and
creating security, akin to Bowlby’s ‘secure base’ show that participants found great therapeutic
value in structured, consistent and boundaried environments. Some of these findings are
reminiscent of the work already being undertaken within therapeutic communities, Enabling
Environments and the implementation of PIPES standards (Harrison, 2013; Johnson & Haigh,
2010), as part of the Offender Personality Disorder Pathway, in prison and community forensic

projects across the United Kingdom. The findings support Morris et al.’s suggestion (2014) that
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an application of the principles utilised within specialist services across the forensic estate would
be advantageous for community services, in creating services that are consistent, and formed
around proven attachment based psychological theory. This model not only seeks to provide a
secure base for its service users, and one that fosters hope and recovery, but also invests time and
resources in providing adequate training and support for staff members. Research has
consistently suggested that providing additional training for staff working with this client group
can improve negative attitudes (Krawitz, 2004; Westwood & Baker, 2010). The acknowledgment
that the opportunity for reflection and support for staff is needed is cited in the recent publication
“Meeting the challenge, making a difference: Working effectively to support people with
personality disorder in the community” (Bolton, Wood, Lovell, & Morgan, 2014).

Building on the recommendation of increasing understanding and providing staff with a
more holistic conceptualisation of the difficulties associated with the BPD diagnosis, that moves
away from amedically dominant narrative, this thesis proposes that having a psychological
formulation of difficulties provides a shared language for everyone working with the service user,
including the service user themselves (Kirkland & Baron, 2014). Psychologica formulation
provides the opportunity to cite and develop protective factors and thus hope, one of the themes
derived from the thematic synthesis. As a collaborative process, this would allow for staff to
move away from the ‘doing to’ approach cited so frequently in the results of the thematic
synthesis (Steffen, 2013; Wright et al., 2007). Fundamentally, the aim of these recommendations
isto place the relationship between the service user and staff member () at the heart of services.

The thematic synthesis had several strengths. Notably, the CASP quality analysis showed
that the studies utilised in the synthesis were al of ahigh standard, with none scoring below

seven out of ten. Thisresulted in a synthesis with an abundance of high quality datato draw on.
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What particularly impressed the author was the balanced presentation of data within the studies
which incorporated both positive and negative service user experiences, regardless of the
‘standpoint’ of the articles. For instance, Rogers and Dunne (2013) presented a varied set of
experiences in relation to the Care Programme Approach, and were not swayed in attempting to
promote a similar agenda.

A further strength of the thematic synthesis was that it drew on articles from a number of
countries, thus providing an international perspective on what elements of services are
therapeuticaly helpful. Similarly, the fact that the included articles focused on dlightly different
areas of service provision for individuals with a BPD diagnosis means that as an overall
synthesis, we are presented with a more complete picture. The range of dates of publication of
the included studies also meant that the results appeared to be stable over time, despite the
reported changesin services for individuals with a BPD diagnosis. Finally, utilising thematic
synthesis as a synthesis approach meant that studies could be included which used arange of
gualitative research methods, thus making the synthesis more inclusive. Thiswas crucia in what
Thomas and Harden refer to as ‘going beyond’ the scope of the individual studies, to answer the
research question (Thomas and Harden, 2008), thus providing a clear set of guidance for services,
whilst also providing further evidence for the psychological theories around individuals with a
BPD diagnosis, such as attachment theory (Bowlby, 2005) and the paramount importance of the
therapeutic relationship.

With regards to future research, it is recommended that it would be beneficia to study
the outcomes for individuals with a BPD diagnosis in services where the principles derived from

the thematic synthesis are followed, to ascertain the extent to which they make a difference.



HELPFUL SERVICES FOR INDIVIDUALSWITH A BPD DIAGNOSIS 1-29

Similarly, it would be helpful to further the evidence base around staff wellbeing in relation to

working with this service user group when enhanced understanding and training is provided.
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Table 1. Featuresof included papers
Paper  Author and Country  Sample Qualitative Primary Aim
No. Year of Approach
Publication
1 Miller (1994) USA n =10 (8 women) with a Grounded Theory To understand the lived experience of having
BPD diagnosis aBPD diagnosis and how it istreated.
Agerange = 21-50 years
2 Straker & Waks  South n =5 women with BPD Thematic Analysis To explore the phenomenol ogical experiences
(2997) Africa diagnosis of limit setting regarding self-damaging acts
Agerange = 22-25 years
3 Nehls (1999) USA n = 30 women who met the  Interpretive To understand the lived experience of BPD
criteriafor BPD Phenomenol ogy
Age range not specified
4 Nehls (2001) USA n =18 (17 women) who Interpretive To explore the experiences of case
met the criteriafor BPD Phenomenol ogy management services for individuals with a
Agerange = 33-57 years BPD diagnosis
5 Fallon (2003) UK n =7 (4 women) Grounded Theory To gain an understanding of how participants
Age range = 25-45 years experience mental health services
6 Walker (2009) UK n =4 women with a A performance and To explore the experiences of self-harmin
diagnosisof BPD and a thematic approach women with aBPD diagnosis
history of self-harm
Age range not specified
7 Koekkoek et al.  Holland n = 8 women with aBPD Thematic Analysis To determine the impact of short-term
(2010) diagnosis psychiatric admission on individuals with a
Agerange = 24-61 years BPD diagnosis
8 Holm & Norway n=13womenwithaBPD  Thematic Anaysis To understand how the recovery model affects
Severinsson diagnosis suicidal behaviour inindividuals with aBPD
(2011) Agerange = 21-43 years diagnosis
9 Rogers & Dunne UK n=7 (5women) with a Thematic Analysis To explore the inpatient experiences of
(2011) BPD diagnosis individuals with adiagnosis of BPD
Agerange = 21-61 years
10 Rogers & Acton UK n=7 (6 women) with a Thematic Analysis To explore the perspectives of individuals

(2012)

BPD diagnosis

with a BPD diagnosis, who are treated with
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Agerange 21-43 years medi cation
11 Rogers & Dunne UK n=7 (5women) with a Thematic Analysis To explore the experiences of individuals with
(2013) BPD diagnosis aBPD diagnosis, in relation to the CPA
Agerange=21-61 approach
12 Bonnington & UK n =22 (17 women) plus Thematic Analysis To explore the experiences of stigma and
Rose (2014) focus groups of individuals discrimination amongst individuals with a
with a BPD diagnosis BPD and Bi-Polar Disorder Diagnosis
Age range not specified
13 Helleman et a. Holland  n=17 (16 women) Thematic Analysis To explore the experiences of a brief
(2014) Age range = 28-59 years admission as a crisis intervention for
individuals with a BPD diagnosis
14 Veysey (2014) New n =8 (7 women) with a Interpretive To explore the self-identified discriminatory
Zedland BPD diagnosis Phenomenol ogical experiences of individuals with aBPD
Age range = 25-65 Analysis diagnosis.
15 Morris, Smith& UK n =9 (7 women) with a Thematic Analysis To understand the experiences of adults with a

Alwin (2014)

BPD diagnosis
Agerange = 31-47 years

BPD diagnosisin accessing mental health
services
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Appendix B
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CASP Holm & Rogers & Rogers & Rogers & Bonnington & Helleman et Veysey Morriset
Q Severinsson Dunne (2011) Acton (2012) Dunne (2013) Rose(2014) al. (2014) (2014) al. 2014
(2011)

1 Y Y Y Y Y Y Y Y

2 Y Y Y Y Y Y Y Y

3 Y N N N Y Y Y Y

4 Y Y Y Y Y Y Y Y

5 Y Y Y Y Y Y Y Y

6 Y Y Y Y N N Y N

7 Y N Y N Y Y Y Y

8 Y Y Y Y Y Y Y Y

9 Y Y Y Y Y Y Y Y

10 Y Y Y Y Y Y Y Y

Total 10 8 9 8 10 9 10 9
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Photographsto Illustrate Sages 1 and 2 of the Thematic Synthesis
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Appendix D

Process of Thematic Synthesis

1-48

Initial Code

Descriptive Theme

Analytical Theme

Feelings of abandonment

Emotional difficulties associated
with BPD diagnosis

Understand Me

Feelings of suicidality

Feelings of inadequacy

Feelings of hopel essness

Feelings of estrangement

Dissociation as coping

My pain is overwhelming

Paranoid ideation

Interpersonal relationships
characterised by violence or abuse

Service user understanding

of BPD different from clinical
description

Self-harm rel eases tension

The function of self-harm

Self-harm to feel pain

Self-harm improves mood

Self-harm works when language fails
— there and then experience

Sdlf-harm does need to be limited

Sense of failure if medication doesn’t
fix difficulties

The role of medication

Over-reliance on medication

Self-harm scores determine treatment

The impact of self-harm

Sdf-harm affects how I’m treated

Sdlf-harm linked to self-destruction
and rejection

Too much pressure increases desire
to self-harm

Self-harm scars affect my identity

Needing to enhance self-
devel opment

How | seek help

Struggling to assume responsibility

| seek help whenin crisis

| am poor at recognising my own
needs and when things are going
wrong




HELPFUL SERVICES FOR INDIVIDUALSWITH A BPD DIAGNOSIS

1-49

Difficulties beginning in adolescence

Origins of difficulties

Formulation improves client
experience by linking to abusive past
events

Services can provide understanding

CPA system helpful

CPA as improving communication

Evidence based practice

Specialist services most helpful

Lack of understanding of client need

Staff’s lack of understanding

Staff misunderstanding of BPD -
discipline problem not a
psychological problem

Lack of shared understanding

Notoriety of clients with BPD
diagnosis goes before them

Staff stigma and stereotyping

Manipulation viewed as core
component of BPD diagnosis for
staff

Behaviours with misunderstood
meaning exacerbate stereotyping by
staff

Withdrawal during crisis—
contradiction

Misunderstanding of risk issues

More interest in reducing risk than
the real cause?

Risk management

Judgement is internalised

Impact of service response on
service users

Amplified emptiness

Clients learn to predict negativity

Avoidance of self-disclosurein
therapy setting

Clients feel undeserving of care

Clients made to feel stupid

Ambivalence around containment

If they see strength, | see strength

Diagnosis as meaningless

Service user view of BPD diagnosis

If you have to diagnose,
don’t label

Knowledge around diagnosis
increases power

Diagnosis only provides superficial
explanation of difficulties

Diagnosis can provide light and hope

Diagnosisis damning
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Diagnosis equalsisolation

Diagnosis has the potential to help
plan care

Usefulness of diagnosis

Diagnosis criteria “fits” client
difficulties

Homogeneity of client experience

Timeliness of diagnosis affects
feelings about it

Optimism about diagnosis affects
feelings about it

Reluctance of professionalsto share
diagnosis with service user

BPD as alabelling process

Labelling perpetuates being
marginalised and mistreated

BPD not as worth of care as ‘other’
diagnosis

Labelled not diagnosed

Ramifications of the label, not the
diagnosis itself

Pathol ogisation as discrimination

When all elsefails diagnosis

Containment related to having ateam

Making a connection

Connect with me

Respond from inside

Quality of relationship makes
seeking care more likely

More than just a member of staff

Sticking with me through difficult
times

Lifeline and connection to the world

True therapeutic relationships take
time and effort

Good staff are central to daily living

Contact based on trust can increase
disclosure

First experience of a meaningful
relationship

Treating service users like people

No judgement and genuine interest

Small gestures can equal huge
human meaning

Being interested

Treated like an individual worth of
respect and companionship
solidifying identity

Sometimes just listening is enough

Therapeutic relationship increases
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desire to recover

Client has no voice

| have no voice

Clients not listened to

Clients treated as objects

Making decisions without service
user involvement (CPA)

Client experience not valued

Voice of carers and families|ost

Contact with other BPD service users
increases self-awareness of
difficulties

Service users as a therapeutic tool

Contact with other BPD service users
increases emotional support

Unlimited accessibility

Accessibility of services

Provide me with a secure
base

Approachability equals accessibility

Flexibility increases accessibility

Limitations to services — time and
dialogue

Inconsistent services

Named person increases trust and
accessibility

Hospital is a safe haven

Services can provide safety

Limitsincrease safety

Ambivalence towards A& E

Admission as a ‘time out’

Planned admission can reduce crisis

Brief admission can reduce negative
outcomes — prevent the slippery
slope

The quality of the relationship equals
safety

Safety associated with the
relationship, not just the setting

Contact with nurse can prevent crisis

Limits create structure

Services can provide containment
and structure

Consistency as crucial

Proximity not as vital as perceived
accessibility

Limit setting does contain symptoms
when feelings not intense

Limits can increase internal control

Structure and occupation helpful
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Lack of contact leads to feelings of
rejection and abandonment
increasing

Abandonment

Lack of follow up — reinforces
abandonment

Lack of rational e for medication

Lack of information from services

Involve Mein My Care

Guinea pig approach to medication

Lack of information about
medication side effects

Lack of explanation regarding
diagnosis

Aetiology of difficulties unknown by
clients

Lack of treatment options

Lack of information about services

Prevent crisis without loss of control

Communication and involvement

Collaboration

Partnersin care

Contact crucia in preventative
admissions

Individualised service

Brief admissions plan crucial in
planning stay

No clarity regarding expectations of
clients

Being included in decision making
process

Consultation before ‘treatment’
action

Worries over confidentiality

No copy of care plan

Recovery means letting me take
responsibility for myself — being
involved in decisions

What recovery means

Bdievein me

Being understood as who | am — with
all my limitations

Recovery can mean medication

Recovery means refusing to be
violated

Increasing acceptance decreasing
self-loathing

Service context affects notion of
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recovery

Moving on from services

Lack of understanding about what
recover is

Recovery is personal to each
individual

| seerecovery as a permanently
ongoing thing

Recovery in ajourney — travelling
through the system

Movement through the system

Navigation of the system

Recovery isafull timejob

Recovery includes relapse

Recovery means searching for inner
strength

Recovery by feeling safe and trusted

BPD as permanent — there’s no cure

Staff hopel essness

Practitioners re-enact and embody
past experiences

Over vs under involvement

Diagnosis breeds hopelessness in
staff

Staff avoid meaningful contact due
to difficult emotions

Staff views of BPD

BPD is merely an attitude problem —
“pull yourself together”

Blaming attitude of staff when
seeking care

Over-pathologising of behaviour
“typical BPD”

Service users haveto fight
misconceptions

Limit setting equal fear of reprisal as
deterrent

Limit setting

Don’t Abuse Power

Limitsimpact on identity

Limits remove control and is
stigmatising

Limit setting feels shaming

Limits increase rebelliousness

Subjective experience of limit setting
is negative and punishing

Humane and appropriate imposition
of limitsis challenging

Practical difficulties around work

Stigma of BPD in the wider system
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and benefits — constructive dismissal

Cultural imperialism

M edia stereotypes

BPD diagnosis represents amoral
judgement

Societal expectation around gender
and BPD — anger not allowed

Being treated differently within other
healthcare services as aresult of
BPD diagnosis

Lack of avenues for questioning
diagnosis

Power in the wider system

Power of sectioning and coercion

Paternalistic care

Progression versus consistency

The process of othering — dominance
and subordination

Lack of real consent

Mental health funding marginalised

Staff work within a medical model

No place for BPD within service
structure — admissions mixed with
other service users

Challenges in making complaints

Services repeat cycles of abuse

Abuse by services

Punitive and regjecting use of
contracts

Physical and psychological violence
towards service users




RECOVERY AND SENSE OF SELF FOR INDIVIDUALSWITH A BPD DIAGNOSIS  2-1

What does the concept of recovery mean for the sense of self of individuals with aBorderline
Personality Disorder Diagnosis?
Sarah Elizabeth Davidson

Lancaster University
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Abstract

The concept and diagnosis of Borderline Personality Disorder (BPD) is contentious, has
previously led to many service users seemingly being denied support and care, and is
experienced by many as labelling and stigmatising. One of the diagnostic criteriafor BPD isan
unstable and unclear sense of self. The current research seeks to expand on the evidence base by
developing an understanding of how the concept of recovery impacts on service users’ sense of
self. Interpretive Phenomenological Analysis (IPA) was used to develop four Master Themes: |
see my life with BPD as a jagged edge; BPD: The dialectical diagnosis; I’m lost inside; and It’ll
never be better: The rocky road to recovery. The participants described ongoing difficulties
associated with the BPD diagnosis, ambivalence over their diagnosis, and a complex relationship
with identity and recovery. Recommendations from the research include a further emphasis on
sense of self within the therapy setting, and the adoption of principles utilised by Therapeutic
Communities.

Key words. Borderline Personality Disorder, Recovery, Sense of self, identity,

Interpretive Phenomenological Analysis.
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Within amedical model of understanding, Borderline Personality Disorder (BPD) is
considered to be a serious condition associated with a pervasive pattern of instability in
emotional regulation, interpersonal relationships, and identity (Lieb, Zanarini, Schmahl, Linehan,
& Bohus, 2004). This diagnosisiswidely regarded as contentious (Alwin et a., 2006) in regard
toitsreliability and validity asaclinical construct, (Castillo, 2003), in its explicit suggestion of
permanence in terms of recoverability, attributions around complexity, (Barnicot, Katsakou,
Marougka, & Treatment, 2011), and in relation to how service users are denied services and
stigmatised as a result (Markham & Trower, 2003; Rivera-Segarra, Crespo-Ramos, & Marqués-
Reyes, 2014; Stalker, Ferguson, & Barclay, 2005; \eysey, 2014).

Thefocus of thisresearch is sense of self asit relatesto a BPD diagnosis. For the
purposes of this research, sense of self is defined as “the experience of oneself as unique, and as
having a clear distinction between oneself and others” (Bateman & Krawitz, 2013), though there
are many other philosophically driven definitions. Solberger (2013) provides arich and detailed
history of the concept and relates the work of many authors on the subject to the BPD diagnosis,
highlighting alack of sense of self as a core difficulty (Clarkin, Yeomans, & Kernberg, 2006;
Jargensen et al., 2013; Jargensen, 2006; Kernberg, 2006; Sollberger, 2013).

Despite the theoretical literature on lack of sense of self, research directly investigating
the construct, and how it affects this service user group remains sparse. Jargensen (2009), found
that, in comparison to a group of psychology students, individuals with a BPD diagnosis showed
evidence of amore “diffuse identity”, meaning their sense of self was |ess stable (Jargensen,
2009). Wilkinson-Ryan and Westen (2000) concluded that identity disturbance is a multifaceted
construct that differentiates clients with a BPD diagnosis from other mental health service users,

following research which identified four identity disturbance factors, cited by the authors as:
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“role absorption”, “painful incoherence”, “inconsistency” and “lack of commitment” (Wilkinson-
Ryan & Westen, 2000). Similarly, Adler et al (2012) applied alife story interview approach to
understand the sense of self in individuals with a BPD diagnosis, and discovered that in
comparison to a control group, themes of alack of agency, alack of fulfillment with attachments
and relationships, known as ‘communion fulfilment’ and a lack of narrative coherence were more
prominent in the narratives of individuals with BPD “features” (Adler, Chin, Kolsetty, &
Oltmanns, 2012).

Whilst some of these concepts reported in the literature can appear to be somewhat
abstract, the problems associated with an undeveloped, or fractured sense of self are
multitudinous. (Gunderson, 2009; Lieb et al., 2004). This means that the real life impact of this
psychologica phenomenon may include a constantly changing view of what someone wants to
achievein life, an inability to maintain relationships due to not knowing what kind of person
they would like to have a relationship with and rapidly shifting values, a difficulty in maintaining
different ‘selves’, and in extreme cases even a difficulty knowing that one exists. As such, alack
of sense of self can be seen to be a core difficulty for service users with aBPD diagnosis asit can
infiltrate all areas of functioning, and should be an important focus of psychological approaches.
However, the lack of research into these real life effects suggests that further research relating to
sense of self and the BPD diagnosisis required.

Castillo and colleagues have conducted extensive research into the experience of being
diagnosed with a personality disorder (Ramon, Castillo, & Morant, 2001; Castillo, 2003). This
work raises important issues around the impact of a BPD diagnosis both at an individual and
societal level (Battle et al., 2004; Briere, Hodges, & Godbout, 2010; Macintosh, Godbout, &

Dubash, 2015; Martin-Blanco et al., 2014; Van Dijke, Ford, van Son, Frank, & van der Hart,
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2012), and suggests that a reframing of the difficulties associated with this diagnosisis required,
with amore helpful understanding arguably being found in attachment theory (Castillo 2003).

Attachment theory and the concept of a “secure base’ (Bowlby, 2005) posits that in order
to survive, an infant will attach to their main caregiver, for physical, emotiona and psychological
support. The theory continues that internalised early experiences continue into adult life, on both
an emotiona and neurobiological level (Fonagy, Luyten, & Strathearn, 2011). The theory has
been developed (Fonagy & Target, 1997; Fonagy, 2000) to argue that an individual’s *sense of
self’ is developed by repeatedly internalising the representation that their main caregiver gives
them through their interactions. Several psychological interventions designed to aid with the
difficulties associated with the diagnosis base their understanding of the difficulties as a disorder
of early attachment (Agrawal, Gunderson, Holmes, & Lyons-Ruth, 2004; Clarkin, Lenzenweger,
Yeomans, Levy, & Kernberg, 2007; Fonagy, Target, Gergely, Allen, & Bateman, 2003; Fonagy,
2000; Ryle, 1997a).

A modest but increasing amount of research has begun to challenge the view that
improvements are not possible for this population (Paris & Zweig-Frank, 2001). It has been
demonstrated that core features of BPD, such as relational instability, and emotional
dysregulation can decrease over time (Perry, Banon, & lanni, 1999; Verheul & Herbrink, 2007,
Zanarini et al., 2014; Zanarini, Frankenburg, Reich, & Fitzmaurice, 2010), and that
psychological interventions for the BPD diagnosis can be relatively successful (Bateman &
Fonagy, 2009; Bateman, Ryle, Fonagy, & Kerr, 2007; Clarke, Thomas, & James, 2013; Clarkin,
Levy, Lenzenweger, & Kernberg, 2007; Jgrgensen et al., 2013; Montgomery-Graham, 2015;
Ryle, 2004). Psychological intervention in the United Kingdom is now favoured over

medication within National Institute of Health and Care Excellence Guidelines (NICE, 2009;
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DoH, 2009), however, there remains atendency in the psychiatric literature towards reporting
‘symptom remission’, as opposed to more personal constructs of change (Zanarini et al., 2014),
which may suggest that the concept of recovery for this client group is complex and under
researched. Furthermore, a specific focus on improved sense of self as a possible outcome of
therapy is notably lacking (Brazier et al., 2006; Sollberger et al., 2014).

The concept of recovery in mental health has been prominent for some time, initially asa
protest by service users against the “iliness’ conceptualisation of mental health (Onken, Craig,
Ridgway, Ralph, & Cook, 2007). Inthe UK, policy makers recognised this concept with the
paper “The Journey to Recovery” (DoH, 2001), which stated that recovery should be central to
service delivery, and subsequently “Making Recovery a Reality” (Shepherd, Boardman, &

Slade, 2008). However, there are different perspectives with regard to the concept of recovery
and thus alack of unanimity regarding how recovery is understood and defined (Slade, 2009).
Thereis an established distinction between the more traditional notion of “clinical recovery’, and
‘personal recovery’. The latter isviewed as a more personal, holistic concept, defined initially
by the survivor movement, and most recognisably by Anthony (1993) as "a deeply personal,
unigue process of changing one's attitudes, values, feelings, goals, skillsand roles. It isaway of
living a satisfying, hopeful, and contributing life even with limitations caused by theillness.”
(Anthony, 1993).

A recent systematic review identified five core recovery processes as identified by service
users: Connectedness; hope and optimism about the future; identity; meaning in life; and
empowerment (Leamy, Bird, Le Boutillier, Williams, & Slade, 2011). Thus, thereis particular
pertinence in applying the concept of personal recovery to individuals with a BPD diagnosis,

based on the af orementioned tensions around diagnosis and stigma. However, the application of
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recovery informed processes to personality disorder, particularly because of these issues, is not
without its complexities.

Turner, Lovell and Brooker (2011) argue against prescribing atoo generic notion of
recovery when devel oping personality disorder services and that the complex attachment related
difficulties experienced by those with the diagnosis mean that a focus on personal recovery is all
the more necessary. In services which remain focused on the reduction of the harmful behaviours
often associated with the BPD diagnosis, such as deliberate self-harm, and where diagnosisis
used to indicate that service users’ patterns of relating to the world are at odds with cultural
norms (Jergensen, 2006), there is considerable potential for tension between meaningful notions
of recovery for service users and service providers.

In an effort to avoid these problems, by involving service usersin developing a
framework for understanding the concept of persona recovery, Castillo and The Haven Project
aim towards what they have termed ‘Transitional Recovery’, ahierarchy of progressin the
journey of recovery for people with a personality disorder diagnosis, which is represented by a
pyramid (Castillo et al., 2013).

Further qualitative research in this area has echoed the need for trust and a secure
attachment, recovery as dynamic, sometimes elusive process, a sense of coming to terms with
perpetual difficulties, and most notably for this research, an emphasis on aless fractured sense of
self and increased autonomy (Holm & Severinsson, 2011; Jones, 2014; Katsakou et al., 2012;
Lariviére et al., 2015; Shepherd et al., 2015).

The previoudly cited research shows that both attachment difficulties, and the resulting
undeveloped sense of self, are key issues for individuals with a BPD diagnosis, which can either

be exacerbated or aided by the approach of services. Thus, qualitative research that links the
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inherently persona concept of recovery for individuals with a BPD diagnosis to how the core
issue of sense of self features, or is affected by this concept is valuable in developing an
understanding of the relationship between these two experiences, and in determining how
services can best shape their practicesto foster recovery. The current research seeks to develop
the evidence base by drawing on participants’ personal narratives to devel op an understanding of
what the concept of recovery means for the sense of self for individuals with a BPD diagnosis.
Method

Design

The study utilised a qualitative research design, using Interpretative Phenomenological
Analysis (IPA), as this method focuses on the individual’s experience and perception of a
particular phenomenon (Biggerstaff & Thompson, 2008) and allows exploration of how the
meanings of experiences are constructed by individuals, making it particularly useful for
developing an understanding of how people understand their sense of self and how this may or
may not relate to their individual construct of recovery. IPA’s theoretical roots arein
phenomenology, which is the study of being and experience; hermeneutics, which refers to the
theory of how information is interpreted and understood (Smith, Flowers & Larkin, 2009); and
ideography, which focuses on the specific meaning for an individual, as opposed to establishing a
collective understanding (Smith, Jarman & Osborn, 1999). The approach also acknowledges the
interpretive role of the researcher.

Procedure

Sample: size, strategy and characteristics

As Smith, Flowers and Larkin (2009) suggest recruiting between four and ten participants

for adoctoral level study, in order to gain arich understanding of each individual’s experiences,
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Six participants were interviewed. As referred to above, the goal of IPA isto describe and
interpret, at arich level of detail, the experiences and understanding of a specific group of
people, rather than to represent a global perspective (Smith, Jarman & Osborn, 1999). Therefore,
a purposive sampling method was used. There has been a move towards personal recovery as an
aim for mental health services. Thus services which harnessed recovery principles were chosen
in order to gauge whether such an approach had an impact on how or if participants
conceptualise recovery, and to ascertain what impact they felt this had on, or what relationship it
had, with their sense of self. It was concluded that a group with a shared diagnosis, within one
NHS Trust, would alow for arange of recovery experiences to be gleaned, whilst remaining
homogenous to the degree required to remain true to the principles of IPA. Such arationadeis
supported by Smith et al. (2009).

Participant demographics can be found in Table 1.

INSERT TABLE ONE HERE

All participants were Caucasian, with an age range of 30-59 years. Participants were
eligible for the study if they met the following inclusion criteria: Adults aged over 18 years;
having received a diagnosis of BPD; currently using NHS services through the teams identified,
having English as afirst language or being fluent; and currently being deemed by themselves and
amember of their recovery team to have alevel of psychological wellbeing consistent with being
ableto take part, without increasing risk.

The participants were all involved currently with the Recovery Team, and whilst several

of the participants had been involved in mental health services for 16-20 years, only two had had
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their BPD diagnosis for that time. Four of the participants had had their diagnosis for less than
fiveyears.

Recruitment

Participants were recruited through Recovery Teamsin a NHS Trust in North West
England. Theresearcher initially liaised with the Consultant Clinical Psychologist at each of the
teams, to discuss the project and initiate recruitment. Professionals were informed about the
study and asked to approach appropriate potentia participants with an initial contact letter and an
Information Sheet. Individuals who wished to participate were asked to either contact the
researcher or to communicate their interest to their clinician, who would relay the information to
the researcher.

Data collection

The study utilised semi-structured interviews, chosen as they allow the researcher to have
a broad structure of topicsto follow, ensuring that there is some consistency in the focus of the
interviews, but also allow for flexibility (Biggerstaff & Thompson, 2008).

Interviews were conducted at the Recovery Team premises. The researcher informed
participants about the research, revisited the information sheet, and invited questions before
obtaining their informed written consent. Some brief, demographic information was aso
collected before beginning the interview. Interviews were audio-recorded and subsequently
transcribed by the researcher.

Ethical Considerations

Ethical approval was sought and obtained from a NHS Research Ethics Committee and
the Research and Development Department at the Trust. A support plan was designed in the case

of any participants becoming distressed, which included up to two debrief sessions with the field
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supervisor, a consultant clinical psychologist. Each of the participants chose a pseudonym,
which was used across the transcripts and throughout the analysis to ensure anonymity.

To enhance quality and validity, two of the transcripts, with initial notations and emergent
themes, and the resulting superordinate themes were read by the Academic Supervisor, and
constructively checked and questioned, engaging with the reflexive nature of an IPA supervision
process. Feedback on the themes was incorporated in the resulting amendments of interpretation
and themes. Care was taken to ensure that the resulting themes remained close to the data and
that they could be traced back to the original transcripts. An example of this can be seenin
Appendix B.

Analysis

The guidance provided by Smith et al. (2009) was followed whilst conducting the
analysis. Each transcript was anaysed according to these stages, before the data set was analysed
asawhole: Initially, the researcher read the transcript several times to become familiar with the
participant’s account. The researcher then moved on to making initial linguistic, conceptual and
descriptive comments on the transcript. The transcript and initial notes were then used to actively
develop emergent themes which were given titles and placed in a separate Word document.
Emergent themes were then clustered together, by interpreting their conceptual similarities and
commonalities, to develop a set of superordinate themes for the participant, which were tabulated
by the researcher, asis recommended by Smith et a for sample sizes up to six (Smith et a,
2009). The researcher then compared across the whole sample, until afull representation of the
data set was complete, and superordinate themes clustered into master themes, to reflect an
overall interpretation and understanding across the data set. Clustering of the subthemesinto

master themes, in addition to participants’ emergent and superordinate themes can be seenin
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Table 2. Although the analysis resulted in four discrete themes, and their subthemes, there were
inevitably instances where themes shared commonalities.
Analysis
Overview of Themes
The am of this study was to explore what the concept of recovery means for the sense of
self for individuals with a BPD diagnosis. Following analysis, four master themes were created,

each of which contained between two and four subthemes.

INSERT TABLE 2 HERE

1. “I see life with BPD as a jagged edge; like a 50p piece”: Living with BPD

Thefirst master theme refers to the participants’ historical and present experiences of
daily living with difficulties associated with the BPD diagnosis. These difficulties were
comprised of their internal experience, their relationships, and the pervasive nature of their
experiences, to form awhole world view of life with a BPD diagnosis.

1.1.“l am broken”: Theinternal experience

All six participants spoke openly about the difficulties they experienced, both historically
and presently, frequently beginning with an awareness of an inner experience that felt different
from others’. The participants were able to relate thisto their development, using phrases such
as, “I’ve dways had this from when | waslittle...” (Claire), “And | was always, you know, like
the black sheep...” (Sandra), and “And, I’ve dwaysfelt like that” (Ol).

All six of the participants reported that their negative internal experiences had led them to
extreme ways of coping, such as dissociation, acts of deliberate self-harm, and suicide attempts.

Poe describes, “The overdosing and the self-harming...I slit my throat in front of the staff...1’ve
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got scars on my stomach, scars on the tops of my legs”. Although the participants were able to
describe these difficulties, their detached and slightly clinical tone indicate that they may be
maintai ning some emotional distance between themselves and their experiences, perhaps to
protect themselves from the impact of such experiences.

1.2. Unequal Relationships

All of the participants discussed intense difficulties in relationships, which extended into
the present day. One participant, Adam, referred directly to hisinterpersonal history in the
context of trauma, using phrases such as “my abuser”, and describing his previous experiences as
directly relating to his current difficulties:

That person has won, because they’ve made you ill, they’ve made you go down to the

bottom of the barrel that you’ll never be ableto get up... You might be able to get

halfway up but you’ll never be able to get to the top... They’ve basicaly molded you into
that one person that is that much of amess, they’ve still got control.

Adam uses the metaphor of being trapped in abarrel to illustrate the arduousness of the
challenges he’sfaced. He also usesthe medical term “ill” to denote an end point; a level of
function not associated with being ‘well’, and views the deterioration in his mental health and the
need to access mental health services asavirtua continuation of the control and abuse he
experienced. Other participants were aware of the impact of their early attachment experiences
on their development, with Ol stating, “My dad was an old-fashioned dad. And it was quite
brutal at times....And very condescending and mentally cruel”.

These early experiences now manifested themselves for many of the participantsin
extreme difficultiesin forming and maintaining pro-social and secure relationships with others,

with Poe commenting, “I’m terrible with relationships. | can’t trust anyone...my ex, was with
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him two and a half years. He killed himself”’, and James explaining, “I always think people
think the worst of me... That thereis some ulterior motive to everything”.

1.3. Pushing On - life as existing not living

The final subtheme in the first master theme is concerned with the way in which
participants felt their experiences associated with the BPD diagnosis had created alife that
seemed to be focused on existing rather than living. Participants shared reflections that their
lives had been profoundly altered by their experiences and resulting difficulties, and that “I
didn’t want my life to turn out thisway” (James). The participants all felt exhausted by their
difficulties, commenting, “And | think, how long can | keep the front on for? | can’t do it for
ever, because it drains me” (Sandra), “I’ve fought for that many years or thought | was fighting
for that many years, so I’ve got nothing in me...”” (Adam). Adversarial words such as “fighting”
were used frequently by the participants throughout the transcripts, to indicate that they had
come to make sense of their lives as a battle. This subtheme was summarised most eloquently by
James, who reflected,

| don’t see things like smoothly and circular...My life doesn’t revolve and just move

smoothly...I see my life with borderline as ajagged edge...Like a50p piece... | don’t

move from one, like, in acircle like a smooth...(gesticulates to indicate the shape of a

circle)...| see mine as a (gesticulates to indicate an edge)...And then another (gesticulates

to indicate another edge)

The author interpreted that the unrelenting nature of the participants’ difficulties impacted
adversely on how meaningful aterm the participants felt recovery was for them, which was more
evident in Master Theme Four.

2. BPD: Thedialectical diagnosis
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This master theme was concerned with the extremely mixed and at times contradictory
views and understandings the participants held regarding both the process of diagnosis and their
BPD diagnosisitself. The theme incorporated the experiences of feeling both validated and
simultaneously labelled, and out of the data came suggestions of stigmaat both an individual and
societal level. Inthisrespect the diagnosis had a dialectical quality, in that there were elements
of both positives and negativesto it.

2.1.1 Had aTitle— Diagnosis as validation?

All of the participants reported that their diagnosis had been given following crisis, most
commonly referred to as a “breakdown”, and for some, it was interpreted that the diagnosis
provided the beginnings of developing arationae for why this had happened. Perhaps more
importantly, the diagnosis served to validate and confirm their experiences. As Sandra
comments, “I felt in some ways like | had atitle...| have got something now wrong with me, I’'m
not just losing the plot™, and Ol further illustrates, “It’s not entirely my fault...it’s something that
people with this disorder do””. The diagnosis provides perhaps not only validation, but the
opportunity to distance and dissolve some responsibility for difficult emotions and behaviours,
and increase self-compassion, which appeared from the data to be one of the first steps necessary
to engage with the idea of recovery as aconcept. However, at other points in the interviews
these participants also stated that diagnosis meant “nothing really”” (Claire), and “I still feel
worthless, not wanted” (Sandra), demonstrating both the dialectical nature of the diagnosis, and
the continuation of difficulties following the diagnosis being given.

2.2. Labeling — diagnosis as meaningless

Whilst some of the participants had experienced some benefit to their diagnosis, Adam

and James felt vehemently that their diagnosis had not been of any value to them whatsoever,
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with Adam commenting, “It’sjust alabel. That’sall itis, it’sjust alabel. It’sjust alabel that can
excuse your actsfor, for doing...” Of note here, is that Adam seems to be suggesting his distaste
at the opportunity to absolve himself of responsibility, whereas Claire and Ol valued this. Other
participants highlighted that the diagnosis was lacking in true meaning for them, with James
contemplating,

And the word borderline personality what does that even mean? Are you borderline

normal or borderline not? Have you got a personality disorder? It doesn’t really self-

describe does it? You say borderline personality disorder, but borderlineislike...Are you,
or aren’t you? It’s hard to understand what it is.

Here, James is acknowledging not only the difficulties with the actual language
pertaining to the diagnosis, but that the label lacks any real description and is open to a number
of interpretations. Similarly, Poe noted ambivalence towards her diagnosis, stating, “I ended up
accepting it about five years ago, if not less...| still sometimes think it now...l haven’t got a
personality disorder””. There was a suggestion here that meaning making in diagnosis may
involve acquiescence, being ‘done to’, to “slap alabel on me” (Adam), which is arguably the
very opposite of validation. Starting to emerge here, are deeper issues around mental health and
personal and societal stigmawhich lead into subtheme 2.3.

2.3. 1I’mtoo busy trying to benormal: denial and fear of stigma

Subtheme 2.3 describes how, in almost al of the participants’ accounts, alevel of fear
and stigma was associated both with mental health issues in general, and specifically with the
BPD diagnosis. For some participants, such as Poe, her rationale for initially rejecting her
diagnosis was linked quite explicitly to beliefs around mental health in general, as she

commented, “I thought there was nothing wrong with me...menta health wasn’t known about in
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our family, it was never talked about”. However, she later commented, “I’ve just had depression,
to me, | just had a big nervous breakdown”. These repeated statements of ambivalence suggest
that there is something about the BPD diagnosis specifically which caused distress for Poe.

James described receiving his diagnosis and recounted, “And | was just gutted. Really
disappointed”. Linking back to the previous theme, James also made connections between the
stigma he had internalized, and his early experiences, stating, “My dad used to say that (mental
health) wasn’t real and people like that were just moaning’”. The concept of ‘not normal’ was a
repetitive theme throughout James’ account, and he applied it also at awider, societal level,
reflecting,

...And | don’t want people to know even less...Because | fedl...You see things on

television, high-profile killers, Fred West or Myra Hindley, and you always hear

personality disorder...Or you know...So it makes me feel | couldn’t tell anybody at all,
because they might think, you just get blanket, don’t you, blanketed stigma of you’re the
same.

The theme of stigma also ran through Adam’s account, though perhaps in a more subtle
manner. He made references to societal stigma, commenting that people judged him as a
“scrounger” for being currently unable to work.

Overadl, the overriding sense of this master theme was that “diagnosis has |left me with
more questions than it hasn’t left me with” (James).

3. “I’'mLost Inside”

The third master theme to emerge from the research was participants’ difficulties with

their sense of self and identity. Participants were aware that they had difficulties describing
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themselves or making sense of their identity, and this impacted on how they related to others and
how they viewed the concept of recovery.

3.1.Am | real? Lifelong struggleswith identity

Subtheme 3.1 captured the participants’ severe difficulties associated with not having a
clear sense of who they were and these were issues shared amongst all the participants. Claire
stated, “I’ve always had this since | was little, but I’m not actualy, | can’t explainit, like, not
actually, here...Like I’m some kind of experiment”. “Some kind of experiment” suggests that
not only is Claire unsure of her physical presence in the world, but almost feels as though sheis
not human. James also used language with reference to being almost alien like, when he
commented that he refers to other people as “humans”, as though suggesting heis not. Here,
Adam seems to be struggling to make sense of all his experiences, is questioning his various
identities and is unable to synthesise them into one coherent self when he says:

Wasthat life alie? When | was in school | was ajoker, | was aways, | always put myself

in the middle because | didn’t wanna put myself at the top boys and obviously | didn’t

wanna be down low...And not knowing who | was...| was still ajoker and that, but was
that me?

Participants described cognitive difficulties with identity, such as, “I don’t have thoughts
and feelings” (Poe), and three of the participants described issues which centered around
guestioning their sexuality. Moreover, there were also occasions where they questioned their
physical presence, with Claire commenting, “I mean, | know my name’s Claire and | know my
age...|l get panicky...l don’t know, it affects everything”. Here, Claireisreliant on factual
information to convince herself of her existence. Similarly, Adam describes his experiences of

dissociation when he comments:
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...Sitting in the room, | know there’s lights and know you’re here, but | don’t feel real,
my arms don’t feel real, my legs don’t, my voice doesn’t even sound like my own...And
then | look in the mirror, and | go isthat me, am | seeing what I’m seeing?

3.2. ldentity and Others

Subtheme 3.2 captures the relational dimension of identity; how the sense of self of
participants is understood through their relationships with others. This theme incorporated both
the mental and physical manifestations of this experience. Inthefirst instance, the participants
viewed themselves through the eyes of others, and this often meant their views were negative.
Poe commented, “Just think 1’m this divvy person...I’m just thisthick person...even the kids
think 1I’'m thick... They’ll say, Oh Mom, you’re thick (laughs shyly)”. Here Poe repeats the
words used by her children, having internalised them, which appears to played arolein low self-
esteem.

In the second instance, participants relayed accounts of taking on the characteristics and
viewpoints of others, both as away of piecing together a sense of self, but additionally to
maximize the likelihood of being accepted and minimizing rejection, a state that had become
familiar and feared. For James contact with others and adopting arole, servesto create an
identity:

...I wanted to join the army when | was about 22...Anyway | used to like, assume, well |

still do, assume arole, and be that role (laughs)...So when | came out | came out

marching, well | felt like | was marching, and felt that, proud of me self, marching
everywhere then.....Because I’ve just been in there | felt like people will recognise me

and I’ll kind of be asoldier...
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Notably, in this example, the role he adopted was a stereotypically masculine, ‘strong’
character, which contrasted with James’ own perception of himself as, “I’ve got thisimpression
of bigness, but inside I’'m little”.

A lack of clear identity, and a sense of needing to fit in appeared to be linked to
participants devel oping a strong sense of empathy, ““I’m a caring person, and 1’d do anything for
anybody” (Sandra). However, thisled to difficultiesin assertiveness, “Because | don’t like
conflict, and because | can’t put my point of view across” (Ol).

4. 1t’ll never be better: The Rocky Road to Recovery

The final master theme captures participants’ complex relationships with recovery, with
particular emphasis on their sense of self. The theme has a number of dimensionsto it: how
participants view recovery, how their sense of self isimpacted on by their construct of personal
recovery, and how diagnosis features within the construct of personal recovery.

4.1 Building bricks— Recovery as a process

Common to all the participants was the idea that recovery was a process, combining
elements of what could be described as *symptom reduction’ with changes in sense of self-worth,
and attempting to build a meaningful existence. Far from being alinear, chronological process,
recovery was often challenging, with Adam commenting:

But self-harming wise, cutting, I’ve still haven’t cut, but the suicidal thoughts are still

there...Everything still there...And it still, so wouldn’t say it’s had a huge...It’s hel ped

dlightly but | wouldn’t say a massive amount.

Here Adam highlights the complex nature of the difficulties associated with the BPD
diagnosis, and the perceived need to reach a further stage in his recovery. The participants

associated specific changes, in building a therapeutic alliance, and behavioural and cognitive
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changes, with what they felt were the first stages of recovery. For example, “I get out more
places and that now” (Poe), “And it’s only the last 12 months, but | haven’t self-harmed”
(Sandra). Equally, participants had some sense of where they wanted to make further
improvements, with Claire stating, “Well, it’s probably impossible, but trying to get those
thoughts out of my head...”, and, “I shouldn’t, | shouldn’t, but I’ve kind of got my hopes up that
| might be able to get ajob helping people with mental health problems. But | don’t know if I’ll
be allowed to have that, paid employment” (James). Although superficially aspirational, the
caveats within these phrases suggest that such goals may be unachievable, and that “full
recovery’, as an end point, may not be possible.

Regardless of where participants saw themselvesin terms of recovery, they al had a
personal construct of what recovery meant to them, which encompassed elements of both clinical
and personal recovery, with conceptualisations such as, “That | don’t haveto...stay in the same
place” (Ol), “My life would be totally different...just easier to cope with” (Claire), “Recovery is
getting better, isn’t it? And that’s my aim, to get better” (Poe). In this sense, although the
participants saw their recovery as a process, they all had some idea of an eventual end point they
would like to reach, regardless of whether they thought this would be possible.

4.2. TheFirst Step — Recovery as acceptance

Following on from conceptualizing recovery, participants had developed understandings
of what was required to bring about recovery, in itsinitial stages, namely gaining a sense of
validation, acceptance, and starting to build some self-compassion. Linked with subtheme 2.1, it
was felt that these processes were essential in establishing a sense of hope, before any further

progress could be made. As Ol illustrates, “I am entitled to certain emotions, and anger”, and
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Poe states, “I’ve been punished enough by my abusers, and | was just punishing myself...But it
wasn’t my fault”.

Aiding in building acceptance and compassion was increased understanding, which for
the mgjority of the participants came from psychological understanding. It was felt that this
provided an additional layer of understanding which was not gleaned from diagnosis alone.
Comments such as this rather poignant quote from Adam, encapsul ate the understanding and
acceptance gained from this:

But, for someone to say that to you or notice something that 1’ve gotten through, they can

see, for example that | was the middle child...So for somebody to sit there and believe

me and say that...I’m like (indicates fist pump) so it’s not just me....that’s much more
helpful than somebody saying oh, you’ve got this.

Interestingly he also compares this process with diagnosis “you’ve got this”, which feels
reductionist and lacking in the qualities he describes here. He associates this process with a
degree of recovery, whereas he did not with diagnosis.

4.3. Recovery through Relationships

Perhaps not surprisingly, given the relational elements that have run throughout the
themes thus far, a central theme for participants in moving towards recovery was the importance
of building positive relationships. Participants cited their relationships with key staff membersin
terms of making human connections that were safe, healthy and allowed for trust and disclosure,
as James recounts, “the psychologist people...who were more on a personal level, so | felt more
comfortable...I disclosed something that was really, really bad...”, and Sandra confirms, whilst
acknowledging that trusting is challenging “I can talk to (CPN) about it, but sometimes, I, | don’t

tell her, and | don’t know why, because | know sheisthere to help me...And then there’s other
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times where | phone because I’m desperate for help”. Here Sandra emphasizes not only that the
relationship itself isimportant, but that it is synonymous with gaining support, which is crucial in
terms of beginning the process of recovery.

4.4 Recovery — “Right term, wrong meaning”

This final subtheme describes the rel ationship between the participants’ constructs of
recovery, and their ambivalence about aterm that did not appear to fully reflect their
experiences. Participants were able to acknowledge very small improvements relating to
confidence, being “empathic now” (James), and “a better person” (Claire), but they reported that
these improvements had not (at this stage of recovery) enabled the devel opment of a sense of
self. Concerningly, this appeared to create a sense of hopel essness around difficulties that
participants felt were unlikely to abate. Adam was left with the view:

I’d say there’s arecovery to a set point...Knowing how to deal with things, knowing
how to soften the blow as such...1’d say...Because you’ll never be better... (Long pause)
you’ll never be what you was, because if you have a mental breakdown, it’s happened
through reason...

This view seemed to be shared across the data set, with participants commenting, “I can’t
see myself going forward. Because| still fedl, like | shouldn’t be here” (Sandra), and “I sort of
know who | am, when I’m doing something busy...But when I’m not, the feelings sort of ...”
(Claire).

Moreover, most of the participants felt that, due to their BPD diagnosis, ‘full’ or “clinical’
recovery was not possible. Thus, it wasinterpreted that, even in cases where some initial
validation had been experienced, recovery, as the participants personally constructed it, was not

possible, with comments such as “And how could someone with that possibly recover and be
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norma?’ (James). It seems as though in developing and envisaging their personal constructs,
participants had perhaps not begun to explicitly widen their conceptualisations to encompass
elements of personal recovery, leaving them with a sense of pessimism.

A lack of knowing who they were remained the most difficult to cope with core
difficulty, with Adam stating, “Like with the dissociativeness, being dissociative, you don’t
know, who you are as a person that’s the worst one”, and James poignantly reflecting:

...l wouldn’t be able to cope with this borderline personality... That makes me feel this

way. It makes me see things, makes mereally feel things...things, maybe they’re real

maybe they’re not...Makes me assuming...assumeroles...
Discussion and Conclusions

The master themes that emerged from the data, following IPA analysis show that service
users engaged with a service adopting personal recovery principles have personal understanding
of the difficulties associated with their diagnosis, have made mixed meanings of the diagnosis
itself and stigma, have complex difficulties associated with their sense of self, and have personal
concepts of recovery which relate to their sense of self. The results suggest that the concept of
recovery has not, at this stage, impacted on their sense of self and that issues with identity
remain.

The participants all described significant difficulties with sense of self, at a physical,
mental, and metaphysical level, reporting dissociative experiences, questioning their physical
existence, issues with sexuality, forming and maintaining belief systems and developing a sense
of agency (Lieb et al., 2004), aswas illustrated by Adam’s quote, “I don’t feel real, my arms
don’t feel real, my legs don’t, my voice doesn’t even sound like my own”. The results from this

study echo previous findings relating to issues with sense of self for this service user group asa
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core difficulty both theoretically and clinically (Adler et a.. 2012: Clarkin, Yeomans, &
Kernberg, 2006; Jgrgensen et al., 2013; Jgrgensen, 2006; Kernberg, 2006; Sollberger, 2013).
Some of the narratives were more developed than others, with ahigher level of agency, where
others felt chaotic, in that they were not consistent with their use of tense, they did not follow a
chronological template, and there was a sense of events happening around the participants, with
very little autonomy.

The findings from this study echo previous research (Horn, Johnstone, & Brooke, 2007)
that suggest that whilst providing someinitial validation and aframework of understanding, and
certainly a pathway into services, service users found receiving a “dialectical” diagnosis of BPD
to be challenging. Participants had issues with its meaning, its relation to recovery, stating, “I
still don’t know what it means” (Claire), and there was evidence that participants perceived
themselves to be stigmatised at a societal level. This strongly suggests the role of social context
requires further consideration when applying a diagnostic framework, as does the potential for
re-enacting abusive and powerful reciprocal roles (Castillo, 2003; Horn et al., 2007; Jargensen,
2006; Markham & Trower, 2003; Pilgrim, 2001; Shepherd et al., 2015; Stalker et al., 2005).

The results from this study share similarities with previous research in the area, in terms
of what recovery means to individuals with a BPD diagnosis. The results suggest that personal
recovery is exactly that; an individualised and bespoke journey, perhaps without an endpoint,
which has to account for ongoing difficulties (Katsakou et al., 2012; Lariviére et al., 2015). In
this respect the findings echo that of Turner et a (Turner, Lovell, & Brooker, 2011), in the need
to be cautious in applying too generic attributions about recovery. Participants cited constructs of
recovery that arguably encompassed both clinical and personal recovery, though this distinction

was not explicitly cited, and their feelings of hopel essness seemed to be linked to being unable,
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asthey perceived it, to reach “full” recovery. Ongoing difficulties related to a fractured sense of
self, including dissociation, doubting one’s existence, and adopting roles appeared to be strongly
connected to this sense of hopelessness. The pivotal finding from the research indicates that
recovery and sense of self have a complex correlating, almost symbiotic relationship, with one
unable to fully occur without the other. Thus, the findings suggest the importance of services
working more closely with service users in developing an individualised recovery construct that
focuses on the importance of personal recovery, in order to alleviate feelings of hopel essness,
and foster positivity for the future, which may aid in developing a more stable sense of self.
However, the findings also mirror previous qualitative studies which have shown some
similarities in personal recovery constructs and what is necessary to achieve recovery (Leamy et
al., 2011). Although the participants described recovery as “being better”, they also described
thelr constructs as a process, which built on initial changesto form larger ones, reflecting
previous research (Katsakou et al., 2012; Lariviere et al., 2015; Shepherd, Sanders, Doyle, &
Shaw, 2015). In this respect the research provides further evidence for Castillo et a’s,
transitional recovery model (Castillo et al., 2013).

The study was the first, to the author’s knowledge, to seek the experiences of sense of
self, specifically asit relates to personal recovery for service users with aBPD diagnosis. The
findings suggest that although participants recognised sense of self as a core difficulty, and stated
that they would like to see improvementsin this area, mirroring other research (Holm &
Severinsson, 2011; Jones, 2014; Katsakou et al., 2012; Lariviere et al., 2015; Shepherd et al.,
2015), they did not feel that their sense of self had been affected by their recovery journey thus
far, commenting “I still don’t know who | am” (Claire). There are several possible reasons as to

why this may be the case. Castillo, Gregory and Maslow (Castillo et al., 2013; Gregory, 1994;
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Maslow, 1943) al hypothesise recovery to be ahierarchical process that encompasses a number
of stages, with each stage being met before the next one can begin. For instance, Castillo et a’s
model includes changesin sense of self within the “highest’ level of the pyramid, following the
completion of thefirst six stages. Similarly Maslow refersto ‘self-actualisation’ as the highest
level of human need, and Gregory refersto a more stable sense of self emerging in hisfinal
therapeutic stage ‘Am | ready to leave?’ Each participant in this study was at their own stagein
their recovery journey. However, more generadly, it could be that although they were building a
sense of safety and building trust, feeling cared for, starting to develop a sense of belonging and
community, learning the boundaries and even containing experiences and devel oping skills,
stages of Castillo’s model (Castillo et al., 2013), they had not yet reached the stage of building
hopes and dreams, or achievements.

Another possibility is related to the aforementioned goals of the therapeutic modalities
accessed by the service users. Therapeutic communities also have at their heart core principles
of attachment, containment, communication, inclusion and agency (Haigh, 2013) and are
recommended in recent documentation as an appropriate intervention for individuals with
complex persondlity difficulties (Bolton, Wood, Lovell, & Morgan, 2014; Haigh, 2013). Inthis
respect, not only do they offer the factors that lead to initial basic hierarchical stages of recovery
but they include elements that foster the latter stages of recovery, which may perhaps have been
missing for this participant group. It isproposed that services consider such an approach in the
future. Similarly, co-production of services (Slay & Stephens, 2013), could provide an outlet for
development for service users with a BPD diagnosis, that may help to build a more coherent
sense of self (Cooke, Daiches & Hickey, 2015), as such a venture may also connect with the

latter ‘stages’ of recovery proposed, particularly ‘agency’ or Castillo’s ‘achievements’. An



RECOVERY AND SENSE OF SELF FOR INDIVIDUALSWITH A BPD DIAGNOSIS  2-28

avenue for further research may be to assess the impact of such therapies and approaches on
service users’ conceptualizations of recovery, and itsimpact on their sense of self, paying
particular attention to the seemingly dialectic nature of recovery and diagnosis, aswasraised in
the current research. Similarly, it may be advantageous to ascertain the degree to which issues of
diagnosis affect the concepts of recovery and the subsequent effect on sense of self, in services
that reject adiagnosis led approach.
Strengths and Limitations

Although not the first study to explore the experiences of recovery described by
individuals diagnosed with BPD (Heather Castillo et al., 2013; Katsakou et al., 2012; Lariviere et
al., 2015; Shepherd et a., 2015) thisisthefirst study to date which focuses specifically on how
the concept of recovery affects the sense of self for this client group. Whilst other studies have
made reference to sense of self asit relatesto recovery, thisisthe first study which places this
core difficulty related to the BPD diagnosis at its forefront, allowing adetailed and rich
exploration of identity and its relationship to both the BPD diagnosis and recovery. A further
major strength of the study is the involvement of Experts by Experience throughout the study
process, not only as this constitutes an example of clinical and research staff, and service users,
working together collaboratively, but aso asthe EBEs were able to help shape the research in
such away that it is current, necessary and relatable for service users as well as researchers.

There were a number of limitations to the study. One potential limitation is that
recruitment took place from a single North West England NHS recovery team. Although
recruitment was open to three recovery teams from within that Trust, eventually all the
participants that took part came from within one team. Whilst IPA studies place emphasis on

understanding and interpreting individual experiences and those of a small, homogenous group,
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thus the findings remain valid, it would be useful for future research, to explore the views of

service users using different contexts and populations.
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Table 1. Participant Demographic Information
Participant Sandra Claire Poe Ol James Adam
Gender Female Female Female Female Male Male
Age 51 35 43 59 45 30
Ethnicity White British White British White British White British White British White British
Employment Unemployed Unemployed DLA DLA & ESA Unemployed PIP
Diagnosis BPD (16years) BPD (5years) BPD (16years) BPD (1 year) BPD (18 BPD (<1 year)
Depression Depression Post-natal Depression (18  months)
(18years) (6years) Depression years) Depression (20
years)
Length of timein 18 years 6 years 16 years 20 years 20 years 18 months
Services
Previous or current  SCM SCM SCM SCM SCM SCM
psychological Art Therapy MBT CBT MBT MBT Individual
therapy/intervention Just starting Individual DBT Individual Psychotherapy
MBT Psychotherapy  Individua Psychotherapy
Psychological

intervention
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Par ticipant

Emergent Theme

Superordinate Theme

Sandra

Difficulties with BPD go on and on

Difficult thoughts lead to difficult feelings

| feel worthless and unwanted — | was a mistake
Relationships continue in the same way
Lifeissurviving and existing, not living

I’ve always been the black sheep

| just didn’t want to be here

| cut off to protect myself

Lifeisdraining

Medical approach to diagnosis

“l had a title” — diagnosis as validation

Diagnosis— I’m still not a hundred percent sure what it means
Diagnosis came from crisis

| put afront on
Other people are the reason for my progress
| only exist through others
I’m just another person
If others don’t need me, there’s no point me being here
Staff using recovery termsis helpful

Lifewith BPD

BPD — The Dialectical Diagnosis

My sense of self is understood through
others

The Road to Recovery? | can’t see myself
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Claire

I’ve made a connection with my worker moving
Recovery is forward and I’m stuck

Progress feels hollow

I’m only at the first stage of recovery

| see my progress through others

Unsure of the helpfulness of Recovery

I still feel like 1 don’t know what’s wrong with me Lifewith BPD
Higher and Lower order difficulties

I have “extra” mental health needs

That was my own fault

| want a better life for my children than | had

My diagnosis doesn’t mean anything to me BPD — The Dialectical Diagnosis
My diagnosis provides some explanation

Diagnosis has helped me see it’s not my fault

Crisisled to diagnosis

Am | real? Lifelong struggle with identity Am | real? Struggles with self-image
I don’t know who | am except through facts

| understand my identity through others

My identity is lost when I’m inactive

Recovery has helped me contain my difficult feelings The road to recovery
Recovery has increased empathy towards myself

Recovery aslife changing

Recovery as an ongoing process

Recovery isincreasing my self worth

Recovery and diagnosis are separate

Recovery as providing a framework of understanding that diagnosis could

not

Recovery has helped me to perspective take

Strong sense of future aspiration

I’m starting to think differently about things

I’m utterly confused at life Life with ‘BPD’
Difficulties with BPD go on and on and round and round

My illness had a clear trigger
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ol

| suddenly got in touch with my anger

| don’t deserve to be loved

| harmed myself to gain control and punish myself

I haven’t got any relationships — I’m terrible at them

| denied my problems and my diagnosis

Fear of mental health issues

Other diagnosis were more acceptable

My diagnosis came from crisis

My diagnosis was punishing and shameful

I’m still ambivalent

I’m lost inside — don’t know who | am

| hate my physical image

I have no thoughts or feelings

Understanding of myself through others

Understanding of my improvement through others
Conflict between my progress and my ongoing problems
Recovery is thinking differently

Medication plays arole

My relationship with my key worker is key

I’ve gradually started to accept my difficulties

Recovery is removing the |abel

Recovery is aprocess with an end point — I’ve got the basics
Recovery is blaming myself less and understanding past events
Recovery is being less scared

Previous Experiences of being ignored

I don’t want them to view me as having a mental disorder
My adult relationships are like my early experiences
Distanced from myself

I’ve formed an understanding of my difficulties
Diagnosis = | fed justified. These ARE my feelings
Diagnosis as aframework of understanding - validating
Diagnosis as permission to seek help

Fear of stigma

BPD — I denied my diagnosis and I’m still
unsure

I’m lost inside

Rocky road to Recovery

Lifewith BPD

Diagnosis— Permission to....
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James

My sense of self isvoiceless and powerless

Self-devel opment has been kept childlike

I’ve been living a lie

| still struggle to establish an identity

Recovery means | can do something about it

Recovery is going forward

You don’t feel quite as alone

Recovery = | am entitled to feel emotions

Recovery as a step by step process

Recovery as an additional framework of understanding difficulties
Recovery as a thinking/change process

It’s still early days for me

Better at managing emotions

Self-forgiveness in starting recovery

I didn’t want my life to turn out this way

There is some ulterior move to everything

| don’t see life past my kids

Relationships remind me too much of past experiences

“I’ve got the impression of bigness, but inside I’m little”

| see my fearsin aphysical form

| see my life with borderline as ajagged edge — like a 50p piece

| am broken

Previous abusive care

Diagnosis came from |ooking deeper

Diagnosis as process of elimination

My diagnosis was gutting

| struggle to connect with my diagnosis— I’m trying to be normal
BPD label is permanent

| reject the medical model

100% recovery is unattainable

Diagnosis means I’m pigeon holed as that weird guy — it’s like half a
person

Diagnosis has left me with more questions than it’s not left me with

| see myself asachild

On my way towards recovery

| seelife with borderline as ajagged edge

BPD - A damaging diagnosis
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Adam

Blanketed stigma

Stigma through my family’s eyes

Stigma |leads me to harmful acts

| only exist through adopting the roles of others
My imagined selves are strong

| see improvement in others

| can see myself AS others

Maybe | come from a different race

Recovery asfeeling normal — ‘losing all the...’
Does recovery exist? Understanding breeds doubt
Recovery has made me talk about it

I’m more rational now

Recovery has helped me be stronger

1st level of recovery

| feel empathy now

Trauma caused my difficulties

Needing mental health services as a sign of weakness
Mental health difficulties are a continuation of abuse/trauma
“Nobody ever did believe me”

Relationships have continued to be abusive

I can’t connect

| just dways felt horrible

| question my value and judgement

I can’t make sense of nothing

I haven’t got it in me anymore

My responsibility to my children isareason for living — trying not to
repeat mistakes

Diagnosis came from crisis

Diagnosis is making excuses

Diagnosis is the opposite to recovery — static

It’s just a label — diagnosis is meaningless

Was my life beforehand really me?

The problems were in growing up — where do | go?

Stigma

Adopting aRole

Does Recovery exist? A Road to
nowhere?

The profound scars of trauma

Life as a battle with BPD

It’s just a label - diagnosis

Who am I?
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| questioned my sexuality

I couldn’t put my identities together

| exist through others

Dissociation makes me question everything

Not knowing who you are is the most difficult thing

Now I’m being believed and validated but also raw and exposed — they’ve  Recovery — right term, wrong meaning
opened a door

Day to day coping but you’ll never be better

Recovery - right term, wrong meaning

Therole of medication

CPN’s don’t have the specialist knowledge

Psychology has added alayer of understanding — individual and validating
Having a positive relationship has been powerful

The power of being believed
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Table 3: Clustering of Superordinate Themesinto Master Themes

Cluster of Superordinate Themes Master Theme Subtheme

Lifewith BPD 1. 1 seemy lifewith BPD as ajagged edge — like a 50p 1.1 1 am Broken - the
Lifewith BPD piece internal experience
Lifewith BPD 1.2 Unequal

| see my life with BPD like ajagged edge Relationships

Life as a battle with BPD 1.3 Pushing On - life
The profound scars of trauma as existing not living
BPD - The dialectical Diagnosis 2. BPD: The Dialectical Diagnosis 211 HadaTitle—
BPD — The Diaectica Diagnosis Diagnosis as

BPD - | denied my diagnosis and I’m still validation
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unsure 2.2 Labelling -
Diagnosis — Permission to.... diagnosis as

BPD — A damaging diagnosis meaningless

Stigma 2.3 I’m too busy trying
It’s just a label - diagnosis to be normal — Denial

and fear of stigma

My sense of sdlf is understood through others 3. I’m Lost Inside 3.1AmI rea?

Am | real? - Struggles with self-image Lifelong struggles

I’m lost inside with identity

| see myself asachild 3.2 Identity and Others
Adopting aRole

Who am 1?

The Road to Recovery? | can’t see myself 4. I’ll never be better: The Rocky Road to Recovery 4.1 Building bricks -
moving Recovery as a process
Theroad to recovery 4.2 The First Step —
Rocky road to Recovery Recovery as

On my way towards recovery acceptance

Does Recovery exist? A Road to nowhere? 4.3 Recovery Through
Recovery: Right term, wrong meaning Relationships

4.4 Recovery - Right
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term, wrong meaning
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Manuscript Submission Guidelines: Qualitative Health Research (QHR)
4. Preparing your manuscript
4.1 Word processing formats

Preferred formats for the text and tables of your manuscript are Word DOC, RTF, XLS. LaTeX
files are also accepted. The text should be double-spaced throughout and with a minimum or 3cm
for left and right hand margins and 5¢cm at head and foot. Text should be standard 10 or 12 point.
Word and LaTex templates are available on the Manuscript Submission Guidelines page of our

Author Gateway.

4.2 Artwork, figures and other graphics

For guidance on the preparation of illustrations, pictures and graphs in electronic format, please
visit SAGE’s Manuscript Submission Guidelines. Please refer to clause 4.5 for information on

SAGE Language Services.

Figures supplied in colour will appear in colour online regardless of whether or not these
illustrations are reproduced in colour in the printed version. For specifically requested colour
reproduction in print, you will receive information regarding the costs from SAGE after receipt

of your accepted article.
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Thisjournal is able to host additional materials online (e.g. datasets, podcasts, videos, images

etc) alongside the full-text of the article. These will be subjected to peer-review aongside the
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article. For more information please refer to our guidelines on submitting supplementary files,

which can be found within our Manuscript Submission Guidelines page.

4.4 Journal layout
In general, QHR adheres to the guidelines contained in the Publication Manual of the American

Psychological Association [“APA”], 6th edition (ISBN 10:1-4338-0561-8, softcover; ISBN 10:1-
4338-0559-6, hardcover; 10:1-4338-0562, spiral bound), with regard to manuscript preparation
and formatting. These guidelines are referred to as the APA Publication Manual, or just APA.
Additional help may be found online at http://www.apa.org/, or search the Internet for “APA

format.”

4.5 Reference style
QHR adheres to the APA reference style. Click here to review the guidelines on APA to ensure

your manuscript conforms to this reference style.
4.6 English language editing services

Authors seeking assistance with English language editing, translation, or figure and
manuscript formatting to fit the journal’s specifications should consider using SAGE Language
Services. Visit SAGE Language Services on our Journal Author Gateway for further

information.
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Behavioural and affective components of
the difficulties associated with a BPD
diagnosis

Lack of clarity around the diagnostic
process - did this happen for Ol without
her knowing or being involved in the
process? Similarly it sounds as though
Poe feels her mental health issuesare
external and out of her control. Shelists
her difficulties as though reading case
notesin very clinical terms.

Does this pause indicate mor e than what
Ol actually goes on to say? Or maybe
highlight her uncertainty when asked for
her own opinion on her difficulties

Self-loathing — a part of a self Ol seeksto
destroy?

Factual, taleological account of referral —
slightly detached tone

How has this under standing come about
— is this a clinican’s account of OI’s
difficulties. It sounds like a for mulation.

1’ve always classed myself as a child — is
this OI’s representation of herself, as seen
and mirrored by her early care givers?
Has remaining in this child state become
anecessary survival strategy for her? A
re-enacted reciprocal role which meets
her needs, but prevents her from
asserting or developing an adult self? Poe
sounds like she has no voice or has been
told her voiceiswrong

under standing of difficulties— people
pleaser — feelsunimportant

Feelsignored, unimportant

Thisisquitean indirect response though
itisreally relevant -is Ol avoiding
engaging in thereal question here?

Vivid descriptions of past experiences,
and rich language used - does this
suggest that Ol has developed insight into
how her difficulties have developed and
as such isableto give quite a mentalised
and coherent narrative? Or hasthis
account come from clincian’s?

Has formulated difficulties outside of the
diagnostic/medical framework —

Is this “normally” in reference to the fact
that Ol agreed totake part in the
research?

Again, shows under standing of history
although the accounts are a little
contrary — being kept childlike versus
having to set herself independently to
everything

Participant: I’ve had a history of attempted suicides, a history of
depression. And don’t really know how | became with the diagnosis of
borderline personality disorder. (Pause). So it’s difficult for me to say,
when | was diagnosed, really.

Researcher: okay, okay. So you said about history of suicide attempts
and depression. What other kinds of difficulties would you describe
yourself as having that might have led to that diagnosis?

Participant: a feeling of... | felt very insecure... And self-loathing...
And... (Pause) and... Thought | wasn’t a very nice person.

Researcher: okay and how did you come to be referred to the recovery
team?

Participant: when | took my first overdose. It was quite serious. | was
admitted to the (inpatient mental health ward)... for a while.
Researcher: okay. So you said alittle bit about the kind of difficulties,
and how you thought about yourself. How did those difficulties affect
kind of, your sense of identity, or how you know who you are, do you
think?

Participant: one of my problems is... Is that I’ve always classed myself
as achild. And I don’t think of myself as an adult... I have problems
with asserting myself, putting my views across... Because | don’t feel
I’ve got the right... Because I’m a child. (Pause) so... I’'m a people
pleaser... Because | don’t like the conflict and because | can’t put my
point of view across... And then | then | tend to see myself as
ineffectual, as | say like a child... And I’ve always felt like that.
Researcher: so you say you associate as being a child. Does that affect
how you see your identity. Kind of difficult to establish an identity?
Participant: yeah. Yeah. Because, | don’t talk about myself. | don’t talk
about what my views are... And | feel... Ignored... And I’'m not
important.

Researcher: when you say you don’t talk about your views, do you feel
you know what your views are and what you believe in?

Participant: no not really, because when | was younger my dad was an
old-fashioned dad. And it was quite brutal at times. And not very
supportive. And very condescending and mentally cruel (Pause.) And,
| was always trying to appease him so he didn’t get angry, and it didn’t
get violent, and as a family, we were there to be the old-fashioned
thing, to be seen and not heard. And as far as | can remember, my
parents never had any friends round, so | was never... | was never in
the company of adults. So | have never learned how to speak as an
adult (Pause). | have had quite abit of problems regarding that.
Researcher: so it sounds like establishing an identity for yourself
wasn’t particularly encourage, ... (tails off)

what | do, but it’s helpful,... It’s not entirely my fault... It’s
something that people with this disorder do... I mean I’m not making
excuses as to the reasons, but it’s nice to know, well not nice to know,
but helpful to know that... | can do something about it. With
impulsivity, because you do it as | say, on impulse, you feel like
you’ve got no control over it, and that’s what | used to feel... But since
coming to the group and that, I’m learning how to control my
impulsivity... You know... by thinking... Yes, | can do something
about it... rather than just letting the situation develop.

Distanced from self
and
diagnosig/difficulti
es

Sense of self asa
child — voiceless
and powerless

Understanding of
early experiences
in keeping her self-
devel opment
childlike

Formulation of
difficulties—
through treatment
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- . - 52 | Researcher: okay, so it sounds like been given the diagnosis was the

s something that people with this A N N ) )
disorder do” - diagnosis has provided 53 | first part of that. The first step of that. Okay, so having the diagnosis,
odivtirerbosibolbileiibiveal 54 | did it change how you view yourself? Y ou identity? _ Diagnosis as
being able to distance her self from her 55 | Participant: it’s difficult to say because, | don’t, I don’t question, what | providing an
behaiout and experiences, Her dadis 56 | 1 do... But, in a way | feel its helpful... To have the diagnosis... (Long | explanatory
g}:;:odi?eger}ols'ksethggng pginr:ootf: 5253.0 o 57 | pause)... Because... What | used to do, I’ve always felt that, | should | framework of
e YOes i 58 | be able to deal with this on my own... Shouldn’t need, need all the | understanding —
Recovery hasincr eased setf-efficacy and 59 | help that I’'m getting you know, because it’s in your head, you think, | validating

reduced impulsivity

“I don’t question what I do” — Ol is
removed from her experiences?

Diagnosis as helpful in giving per mission
toask for help

These sound morelike OI’s own words. Is
that why the pauses punctuate them to
indicate uncertainty?

“You don’t have to think, suffer” —is Ol
giving areason for her detachment here?
Toavoid suffering?

Does this view come from Ol’s early
experiences?

“I1 don’t have to stay in the same place” -
Recovery equates with movement
Recovery equates with self-efficacy

“Its how you view what you think” —is Ol
starting to take a slightly different

per spective?

Recovery equates with connection and
shared experience — does hearing other
people’s stories help Ol with her own
forgiveness and distancing a little?
You don’t feel quite as alone

Ol doesn’t answer, she just keeps going —
has the previous question resonated with
her?

“It say that”, not “I say”

I wonder if realising sheis entitled to
certain emotions has come from initially
distancing herself, and using the
diagnosisto do this

“And gosh, it was terrible” - sounds like
St Trinian’s — British and girly
Increased per spective taking

Recovery has given Ol permission to feel

“To be told that | have a right...” This is
Ol till listening to an authority figure
and not quite developing her own
opinion?

60
[0:05] 61
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well you don’t have to think, suffer. Should be able to deal with it by
myself...

Researcher: and has having the diagnosis change that?

Participant: it has a bit yeah... Because | am now getting the help...
Which is good.

Researcher: okay. So when we think about the term recovery... What
does that term mean to you? What doesit individually mean to you?
Participant: that | don’t have to do to... Stay in the same place... | can
work towards doing something about it myself... And that there is help
out there, that, I’m not on my own... And then when we going to the
group and people... It’s how you view what you think... Things I
think of as petty, you know, that other people, deal with this, why can’t
| deal with it? And then talking with people in group, they are on the
same wavelength. So,... You don’t feel quite as alone.

Researcher: so there’s a sense of unity there are almost the sense of
belonging to something?

Participant: and then the thing that it says is that, | am entitled to
certain emotions, and anger, and all that, because I’m not an angry
person, and at one stage | was in the centre, and | don’t know where it
came from, but this anger just... Erupted... And gosh, it was terrible...
Because before, | was never dlowed to be angry. And even now, |
hold it al back.

Researcher: so difficult emotions to allow yourself to feel?

Parti cipant: yeah.

Researcher: so when you think about recovery has that changed how
you feel about these things?

Participant: yeah it has. To be told that | have a right to be angry...
Okay... 1 go from one extreme to the other, I go from being really
placid, to absolutely manic... But I’m now trying... To learn how to
control my anger. Not stop it, but to be able to put across, why I’'m
feeling angry, without... Doing something stupid, like drinking, or
jumping off a bridge (laughs)... You know...

Researcher: so how does it apply to you in terms of things like
relationships, and feelings and self-harm and things like that, how does
recovery affect how you see those things?

Participant: it’s difficult with regards to things like the family, because
even now, | don’t want them to view me as having a mental disorder.
(Pause) and | must admit I’'m very, very lucky that I’ve got a husband
and a son that, look after me (Pause). And I don’t know if my son is....

Self-forgivenessin
hel ping recovery?

Recovery means |
can do something
about it

Diagnosis as
providing
permission to ask
for help

Recovery as
movement

You don’t feel
quite asaone

Recovery =1 am
entitled to fee
certain emotions
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The completed thesis contains three papers. Thefirst, aliterature review using a qualitative
synthesis methodology known as Thematic Synthesis seeks to understand what elements of
services service users with a Borderline Personality Disorder (BPD) diagnosis find
therapeutically helpful and unhelpful. The second, empirical paper utilises Interpretive
Phenomenological Analysis (IPA) to understand what the concept of recovery means for the
sense of self for individuals with a BPD diagnosis. Cumulatively, the thesis contributes to the
literature around the BPD diagnosis, by furthering understanding relating to how service users
experience their diagnosis, how they interact with and value services, what their persond
constructs of recovery are, and how their sense of self isimpacted on by the concept of recovery.

This third paper seeks to provide some reflections by myself on the research process,
giving particular consideration to the relational dimension of the research. This perspective has
been taken due to the overarching theme of relationships that permeated both the content and the
process of the literature review and the empirical paper, and caused meto reflect frequently on
this phenomenon. Whilst | had, perhaps, anticipated the papers to contain a relational aspect,
given the types of difficulties associated with a BPD diagnosis, | was surprised to discover how
prominent patterns of relating appeared to be across the entire research process. Additionally, |
became aware of how personal and involved a process the thesis became, and reflected on how
this phenomenon fit within arelational framework.

Across the two previous papers, Attachment Theory has featured heavily, which posits
that babies are born with abiological drive to seek proximity to their main caregiver for survival
(Bowlby, 2005). The response from their caregiver in terms of providing both physical and
emotional safety provides a ‘blue print’ from which children learn about the world, themselves,

and others, and their attachment is believed to direct their subconscious needs, beliefs and
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behavioursinto adult life. Thus, regardless of the quality of early experiences, everyone has an
attachment style.

The basis of Cognitive Analytic Therapy (CAT) (Ryle, 1997) builds on attachment theory
by observing that early relationa patterns are dyadic, and states that these internalised dyadic
relationship patterns are repeated over and over within an individual’s life time, on a
subconscious level, often without awareness. Thus, an individual builds a subconscious
repertoire of relating towards others, and towards one’s self, ensuring survival by finding ways to
elicit care. In CAT these relational patterns are known as Reciprocal Roles. Inindividuals with a
healthy, secure attachment, frequently these reciprocal roles are helpful, as the early experiences
of the child will hopefully have taught them a repertoire of eliciting and showing care to others
and the self that is based on being loved, cared for and accepted. In children with traumatic
histories, however, the child is more likely to develop patterns of relating that are self-defeating
and damaging (Ryle, 2004). The notion of Reciproca Roles has been important throughout this
research on several levels, and for varying reasons. Firstly, the relational patterns of individuals
with a BPD diagnosis are thought to be associated with trauma and profoundly negative early
experiences (Agrawal, Gunderson, Holmes, & Lyons-Ruth, 2004; Clarkin, Yeomans, & Kernberg,
2006; Fonagy, Target, Gergely, Allen, & Bateman, 2003) and can go some way to explaining
both the inter and intrapersonal difficulties they experience. This has huge implications for the
way services are delivered, and the need for arelational approach has been evidenced frequently
in thisresearch. Secondly, because everyone has an attachment style, and their own reciprocal
roles, any one interacting with any other individua will always have an intra and interpersonal
response to them based on their own patterns of relating. Individuals with a BPD diagnosis, may

elicit unusually strong emotional reactions, dependent on the other individual’s own reciprocal
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roles. Hamilton (2010) describes the responses that individuals may have to individuals with a
personality disorder diagnosis, and how these responses may represent shifts or transgressionsin
appropriate and healthy boundaries, using the Boundary See-Saw Model. The model suggests
that to adopt either an overly punitive/withholding approach or an overly involved and rescuing
position isin fact, abusive, and that atruly therapeutic and appropriately boundaried relationship
is found by staying within the ‘middle’ of the see-saw, as an open care giver with explicit limits.
These ‘ends’ of the see-saw can also be understood in terms of reciprocal roles. These points are
relevant in considering within this research, the way service users with a BPD diagnosis have
interpreted, responded to, and been responded to within services. It isalso relevant when
considering my own responses to the research, the participants, and my feelings surrounding
diagnosis. Thirdly, Ryle (2010) and Ahmadi (2011) observe that reciprocal roles also occur at a
wider collective, service, and societal/political level. As such, the narrative and discourse around
individuals with aBPD diagnosis, and diagnosis as a political issue, can become entrenched,
with little conscious awareness, making the likelihood of re-enacting previously abusive
experiences, and moving too far down one ‘end’ of the Boundary See-saw model all the more
likely.

Thefirst time | began to develop a sense of potential patterns of relating in relation to
individuals with a BPD diagnosis, was during the literature search procedure for the literature
review. On the Lancaster University Doctorate in Clinical Psychology, the thesisis explicitly
designed to encompass a literature review, an empirical paper, and this critical appraisal.
Although deciding on an appropriate literature topic is an accepted challenge for any thesis, |
found this process particularly difficult for one specific reason: It seemed that there was either a

profusion of literature within an appropriately narrow and relevant topic field, to the extent that
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several qualitative reviews had already been completed, or, there was such scarcity of literature
within atopic field that there was insufficient data to complete a qualitative synthesis. | began to
reflect that this could potentially mirror approaches to working with individuals with a BPD
diagnosis, and echoed the approaches exemplified in the Boundary See-Saw Model. For
example, | was ableto identify aglut of literature pertaining to Recovery, which may indicate an
arguably dlightly over-involved approach of researchers and practitioners seeking to, quite
understandably, improve outcomes for service users with this diagnosis. | would admittedly
place myself towards this end of the ‘see-saw’, which was partly the motivation for the research.
In contrast, when interested in considering the literature on the experiences of carers and families
around service users with a BPD diagnosis, | was dismayed to find only a select few articles, and
certainly not sufficient literature to complete a qualitative review. It occurred to me that whilst
of course researchers naturally have interests and expertise in specific areas, this may represent a
more withholding, detached approach to this area of research, and, given the relationship
between attachment theory and BPD, was perhaps linked to stigmatizing or negative attributions
about the parents or family members of those with aBPD diagnosis. In this respect, by either
under or over researching particular aspects of the experiences of service users with aBPD
diagnosis, | reflected that researchers are at risk of potentially re-enacting reciprocal roles present
not only at an interpersonal level, but at service level also.

Within the empirical paper, there was a clear emphasis on relationships, and in
supervision | actually created a CAT formulation from the data gleaned from the IPA analysis.
I ssues such as diagnosis, interpersonal relationships, sense of self and concepts of recovery were

all heavily influenced by attachment and relationships, and each of these issues could have been
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mapped out, for each participant, using Reciprocal Roles as a method of understanding the
dynamics which took place at both an individual and systemic level.

Havercamp (2005), in aseminal article on ethical perspectivesin qualitative research,
notes that for psychologists, the “expansion permitted in one’s role as a researcher may be
experienced as a heady and bewildering freedom” (Havercamp, 2005, pg.146), and | was
certainly mindful of number of relationally based ethical issues that arose throughout the thesis.
It was of particular interest to me that Havercamp’s general perspective on ethicsis guided so
heavily by relationships, asthisisin keeping with my position, and | felt such an approach
integrated beneficially with the relational and CAT informed way of considering the thesisas a
whole. | fedl that many of the points raised by Havercamp could be reframed using a relational
model such as CAT, particularly with regard to Reciprocal Roles, and thisis evidenced
throughout this paper.

Aware of my tendency to sit along the slightly over involved end of the boundary see-saw,
or indeed, re-enact reciprocal roles, | reflected constantly throughout the recruitment and
interviewing process on the relational procedures occurring perhaps subconsciously, using a
reflective diary as an aid (Malacrida, 2015). When considering accessing this service user group,
with regard to recruitment, | reflected that participants consent to research for many different
reasons. Indeed Dew (2007) noted that consenting to take part in research, for individuals with a
BPD diagnosis, can be part of procedures either associated with forming connection and rapport,
and therefore, attachment and care with a researcher, or with procedures associated with being
abused or dominated by an authority figure (Dew, 2007). Furthermore, Havercamp (2005)
recognises that there is an inherent power imbal ance between researcher and participant that

requires careful negotiation (Haverkamp, 2005), despite best intentions to recruit participants as
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“co-researchers” (Haverkamp, 2005; pg 146), in the sense that the participants’ contributions are
as valuable as the researcher’s. Given the early experiences of service users with a BPD
diagnosis, and the issues raised by Dew (2007), it was of paramount importance that potential
participants did not feel in any way coerced into taking part in the research. Such an experience
for potential participants may not only have been re-enacting individual reciprocal roles, but may
also have been reminiscent of their experiences of mental health services; a “‘done to’ procedure.
One such example of these considerations was that, on discussion with the recruitment teams, it
was deemed appropriate, following a group discussion within a Mentalisation Based Therapy
Group that | could attend at the end of the group, to answer any questions potential participants
may have about the research. In this circumstance it was vital that the decision whether or not to
take part in the research lay with individuals, and that my role was simply to answer questions,
not to ‘seek’ recruitment from the group. However, given that recruitment took place in services,
despite assurances that not taking part in the research would not affect clinical care, it is difficult
to determine how truly ‘consensual’ agreeing to participate can ever be. Equally, it was crucial
that the opportunity to take part in research was not proffered as anything other than that, and
that participants did not misinterpret the research as therapy.

Qualitative research seeks to reduce the power imbalance inherently created in Quantitative
research (Karnieli-Miller, Strier, & Pessach, 2009). As many individuals with a BPD diagnosis
have experienced powerful service led dynamics previously, and may have had abusive
experiences in the past, this makes it ideal for developing an understanding of the experiences of
service users with a BPD diagnosisin aless threatening environment. It attempts to do this by
giving participants a space to share their experiences, based on the information that they feel is

most valuable and important, rather than have a narrow set of questions, dictated by the
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researcher, imposed on them. Havercamp (2005) notes that qualitative research can be
particularly useful for participants whose experiences have been historically overlooked by
traditional research, and | believe this of great pertinence for individuals with aBPD diagnosis,
given the absence of qualitative research in this area, and the absence of service user perspectives
within services. Once again, this can beillustrated by a dominant-dominated or ignoring-ignored
reciprocal role. Furthermore, there is no set hypothesis to test, reporting instead a degree of
phenomenological experience, which again places the judgment of value with the participant, not
the researcher. This approach was particularly important to be, as| felt, both as aresearcher and
a clinician, that it was vital that the research data was “co-created through the lens of each one’s
experience” (Havercamp, 2005, p.147). | would acknowledge a critical realist epistemological
stance across the whole of the thesis, and | believe that arelational approach suits this wholly.
Whilst it has been accepted through this research that some shared language with regard to the
BPD diagnosis, and a degree of shared experience has been identified, there is also a strong focus
on individual meaning making, both in terms of sense of self, and in relation to the concept of
recovery and therapeutic need from services. Assuch, thereisargjection of traditional notions
of absolute truths within ontology (Havercamp, 2005), and a move towards a more post modern
gualitative paradigm, which has particular pertinence when considering issues such as diagnostic
categories and the BPD diagnosis. It could be argued that this demonstrates a sharing-shared or
curious-listened to Reciprocal Role.

Nonetheless, qualitative research brings with it its own set of complex dynamics,
specifically around appropriate boundaries and the role of the researcher, and thus, it was crucia
that | be mindful of both the issues of power and boundaries (Havercamp, 2005) throughout the

data collection process. During thistime | listened to and transcribed the accounts of the
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participants, an experience that | considered to be something of a privilege, but that was
nonetheless, often an emotive and challenging experience. During the interviews themselves, |
would frequently feel pulled into wanting to respond therapeutically, as would be more natural,
given my clinical background, and yet ethically, of course, this was not suitable, thus, in being
mindful of this pull and reflecting on it, | was able to respond and act appropriately. Thisissue
was particularly prominent towards the end of the interviews, whereby | felt a strong desire to
end the interview positively, acutely aware of the difficulties the participants had discussed at
interview, and the potential impact of this on their mood on leaving. Again, the process of
reflexive journaling throughout this time was extremely useful, as was utilising supervision with
the academic and field supervisors. Listening to the interviews multiple times, in order to
complete the transcription process was subjectively the most emotively impactful period of the
research, and it was important that the author utilised self-care during this time, such as taking
regular breaks, during which | would undertake mindful walking or spending timein the garden
(Lalor, Begley, & Devane, 2006).

Similarly, in locating appropriate data to illustrate the themes gleaned from the Thematic
Synthesis, | became aware of the emotional impact of reading accounts which frequently
revealed that service users with a BPD diagnosis had been disenfranchised, alienated and at
times, re-traumatised by services and the staff within them. Again, perhaps due to my own
Reciproca Roles and tendency to adopt arescuing role, or perhaps, ssimply asaclinician, | felt
intense sorrow and regret, and a passionate desire to bring about change for this service user
group. Not only do | feel that research with this client group can be used to strengthen and
advance clinical practice (Silverstein, Auerbach, & Levant, 2006), but that, given the political

and societal issues around diagnosis, and the BPD diagnosis in particular, research such as this
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can be utilised to effect social and service level change in the wider climate for service users with
aBPD diagnosis (Skodol et a., 2007).

A further relational dimension to this particular research process was the invol vement of
Experts by Experience (EBESs), (Raptopoul os, 2010a) who added an additional layer of richness
to the research, by sharing their own experiences in relation to thinking about the interview
process, diagnosis and recruitment. Thereis an absence of service users with personality
disorder diagnoses being actively involved in research (Montgomery & Donnelley, 2014), and |
very much wanted to take steps to remedy this, by paralleling some of the progress made in the
co-production of services for personality disorder (Cooke, Daiches & Hickey, 2015; Slay &
Stephens, 2013). Whilst | would argue that having EBE involvement in the research process had
overwhelming advantages, there were some relational dilemmas that required clear thought and
management. It was crucial that the EBE’s were afforded the same respect, openness and
professionalism as other professionalsinvolved in the research, whilst still taking into account
the difficulties openly discussed as being experienced by the EBE’s related to their own
diagnoses, and the author frequently utilised supervision around this (Read & Maslin-Prothero,
2011). For example, despite their involvement as service users within the services used for
recruitment, it was decided that EBE’s should not take part in the research as participants. The
EBE’s were included in all group correspondence, as were other professionals, and their input
into interview materials such as consent forms was equal to that of others. | was mindful that,
whilst I would not expect a supervisor to respond to emails over aweekend or outside of office
hours, an EBE may do, and it was essentia that | set appropriate boundariesto maintain a
healthy and professional working environment. The author regularly reflected on her boundaries

with the EBE’s and worked hard to manage the balance been service user and professional
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relationship, for example, collaboratively agreeing to and sticking to deadlines for feedback. In
this sense, | hope | managed to maintain a respecting-respected and val uing-valued Reciprocal
Role.

In conclusion, this Critical Appraisal seeks to reflect on the relational elements that have run
throughout this thesis, and which | believe are pertinent in thinking about both the process and
the findings, at atheoretical and clinically applicable level. Cognitive Analytic Therapy has been
presented as away of understanding the relational factors presented, both in terms of the data
and recommendations, and as away of reflecting on my experiences with the thesis.

Furthermore, Havercamp’s 2005 seminal article has been discussed, amongst others, as a method
of evidencing that such issues are relevant in relation to the ontology, epistemol ogy and
methodology of qualitative research. When considering the research with, services for, and
interactions with individuals with a BPD diagnosis, | would argue that it is of paramount
importance to utilise arelational approach and that value can be found in communicating
understanding around this service user group through both qualitative research and arelational

model such as CAT.
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1.1 Aims

The aims of the study are to explore the experiences of service users who have been
given a diagnosis of personality disorder (PD) and to understand how the concept of recovery

has impacted on their sense of self.

1.2 Rationale

The Diagnostic and Statistical Manual (DSM-1V) IV defines PD as: “an enduring pattern
of inner experience and behaviour that deviates markedly from the expectations of the
individual’s culture, is pervasive and inflexible, has an onset in adolescence or early adulthood,

is stable over time, and leads to distress or impairment” (American Psychiatric Association,

2013).

Several high profile criminal cases in the 1990’s brought the concept of personality
disorder into the public domain. This led to an increase in funding in forensic services for
‘Dangerous and Severe Personality Disorder’, and the implementation of The National
Personality Disorder Development Programme, which ran from 2002 to 2011, and extended the
government’s interest to mainstream mental health and preventative work for young people. It
was launched with the publication of “No Longer a Diagnosis of Exclusion” to support service
development (NIMH, 2003). Castillo (Castillo, 2000; Castillo, Ramon, & Morant, 2013) has

written at length about the experience of being diagnosed with a personality disorder, and how
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this impacts on service users’ views of mental health treatment provision in the UK. Haigh
(2006) also utilised this research and incorporated it, along with the input of a service user
advisory group, when consulting on the Policy Implementation Guide Personality Disorder: No
Longer a Diagnosis of Exclusion, with respect to service development for individuals with a
personality disorder. This contentious diagnosis has previously led to many service users
seemingly being denied support and care, and was experienced by many as labelling and
stigmatising (Castillo, 2003; Haigh, 2008). This movement led to specialist services being
deployed to support service users with a PD diagnosis, utilising the evidence base that suggests
that a slightly different approach is required than that for other mental health diagnoses (Castillo
et al., 2013). Despite this, the diagnosis does remain contentious, and views on its efficacy,

utility and meaning vary widely in both service users and professionals (Alwin et al., 2006).

Whilst previously being viewed as an unrecoverable and highly disabling diagnosis, the
development of services such as those set up as part of the National Personality Disorder
Programme pilots, and more recent research around the efficacy of therapy for PD has led to the
concept of Recovery coming to increasing prominence in approaches to personality disorder
(Katsakou et al., 2012; Zanarini, Frankenburg, Reich, & Fitzmaurice, 2010). Conceptual clarity
is necessary when applying the idea of recovery to personality disorder, as to other mental health
diagnoses, as the definition of Recovery for PD differs from the traditional medical notion of
recovery as a cure from an illness (Slade, Amering, & Oades, 2015). The personal definition of
recovery which has emerged from service user narratives emphasises that recovery means more
than simply the absence of illness, and includes building a future, and giving value to life. Itis

also viewed more as a journey than a finite point (Castillo et al., 2013). Castillo and The Haven
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aim towards what they have termed ‘Transitional Recovery’, a hierarchy of progress in the
journey of recovery for personality disorder, which emerged from service user interviews, and is
represented by a pyramid. The recovery concept debate is complex (Turner, Lovell, & Brooker,
2011), and as with many clinical concepts, it is vital that the definition of recovery remains
owned by and meaningful to service users, and is not hijacked by service planners and health

politicians (Castillo et al., 2013).

Identity is “the experience of oneself as unique, and as having a clear distinction between
oneself and others” (Bateman & Krawitz, 2013). A fractured, or unclear sense of self, or identity
disturbance, is one of the diagnostic criteria for Borderline Personality Disorder, and can lead to
difficulties such as accuracy and appraisal of self-esteem, self-direction and sense of self,
understanding the motivations and perspectives of others and fluctuating emotional intensity
with regard to making sense of what is desired in life. This may occur due to emotional intensity
and lack of containment, or as a result of shutting down emotions as a coping strategy, without
which much learning about values and beliefs is lost (Bateman & Krawitz, 2013). Several
treatment modalities for BPD, such as Mentalization Based Therapy, Cognitive Analytic
Therapy and Dialectical Behaviour Therapy understand these difficulties as a disorder of early
attachment, during which time an individual’s sense of self is formed, or not, by the mirroring of
emotion and containment from the attachment figure. Resolving these attachment difficulties
and aiding a client in developing a more coherent and stable sense of self is an important facet of
treatment. Also, as identity disturbance is a diagnostic criteria for BPD, the successful resolution

of such difficulties means that, in thinking about the concept of recovery, progression in this area
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could lead to a reduction in diagnostic symptoms, if not a removal of the diagnostic label

altogether.

Previous qualitative research in this area has focused on the impact of a personality
disorder diagnosis with regard to service exclusion and service provision, and the creation of
services such as the ones the current study seeks to recruit from suggests that the evidence base
has resulted in some progress in the area. The current research seeks to expand on the evidence
base by listening to participants’ personal narratives, and developing an understanding of how
the concept of recovery impacts on service users’ sense of self, the way they relate to others, and

on how they view and relate to the world around them.

As services quite rightly begin to diversify and alter their practice in order to best meet
the needs of this client group, clinical psychologists, both as individual therapists and as
consultants within multi-disciplinary teams (MDTSs) need to a) be more aware of how having a
diagnosis of personality disorder affects service users and how this might impact on their
engagement in therapies and other services, b) develop a better understanding of how concepts
like recovery impact on the world view and sense of self of such individuals; and c) potentially
need to be able to communicate formulations to MDTs through consultation, which may include
facilitating an understanding of interpersonal difficulties. Models of therapy used in the
‘treatment’ of personality disorder, such as Cognitive Analytical Therapy, Dialectical Behaviour
Therapy and Mentalisation Based Therapy make clear reference to individuals with personality
disorder frequently having experienced disordered attachments, invalidating environments, and
trauma, and struggling with issues around an unclear sense of self, dysregulated emotions and

forming relationships. It is important for therapists to be aware of these issues when establishing
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a therapeutic rapport with clients and creating validating and helpful services for them. Equally,
although Recovery as a concept is now used as a service model within some specialist services,
if the conception, as defined by service commissioners, is incompatible with how service users
value and ascribe meaning to the term, then the real worth and significance of such a
development is arguably lost, and better understanding of how service users understand this
term, and what it means for their sense of self, a crucial element of treatment, is necessary in

order to maximise the benefits of such services.

1.2.1 Research Question

What does the concept of recovery mean for the sense of self for people with a Borderline

Personality Disorder Diagnosis?

1.3 Design

This is a qualitative study. The purposive sample will be comprised of individuals who
have been given a personality disorder diagnosis and currently receive support within a
secondary care NHS psychology service that uses a personal recovery-based approach. A
research methodology based on Interpretive Phenomenological Analysis (IPA) (Smith, Flowers
& Larkin, 2009) will be used to address the research question. IPA is an idiographic method that
is suited to research topics where an in-depth understanding of how individuals make sense of
particular experiences is needed, thus it will facilitate the development of a rich understanding of
the meaning of the concept of recovery and its impact on sense of self for participants. Data will
be collected using semi-structured interviews, which will ensure that key areas are covered in all
interviews. Data will subsequently be analysed using the analytic method described by Smith et

al (2009).
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1.4 Participants
8-12 participants will be recruited from any of three Recovery Teams within the chosen
NHS Trust, all of which operate within a ‘Recovery based’ model. Inclusion criteria for the

study are as follows:

e Participants must have received a diagnosis of borderline personality disorder, either
historically, or on entry to the service, in order that their narratives link diagnosis and
recovery with how they view themselves and the world around them;

e Participants must be aware of their personality disorder diagnosis;

e Participants must be engaged with the Recovery Team, either undergoing personal
therapy or accessing support through Structured Clinical Management;

e Participants must have English as their first language, or be fluent in English.

The safety, both physical and psychological of participants is of paramount importance

for the study. Potential participants will be excluded from the study if it is deemed that inclusion

will increase risk.

15 Materials

A number of materials will be required in order to undertake the research, and they can
be found in the Appendices section. They include: 1) A consent form and information sheet for

each participant; 2) the interview schedule for each participant.

1.5.1 Interview Schedule

Using a semi-structured interview facilitates a degree of consistency in terms of topics
covered, whilst also providing scope for unanticipated facets of the topic area to be explored,

enabling us to obtain rich and complex data.

1.6 Procedure

1.6.1 Ethical Considerations
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This research has been submitted to the NRES system, in accordance with governance on
research involving interviewing NHS patients. The research will also be submitted to JJ|j

I\ HS Trust R&D Department.

Individuals diagnosed with a borderline personality disorder diagnosis frequently
experience a level of emotional sensitivity and dysregulation. Thus it is of the upmost
importance that every attempt is made to ensure that the interview process is as reassuring as
possible. Participants will be offered the choice of a service or home visit. They will be offered
a comfortable and confidential interview space, and will be offered refreshments where possible.
It is essential that the study is explained in as much detail as possible to potential participants and
that consent is checked throughout the process. Breaks can be provided as and when they are
required by the researcher, and the researcher will be observing the participants’ levels of
distress at all times throughout the interview process. Despite these measures, however, the
impactful nature of the interviews mean that it is possible that participants may experience
distressing memories, and an increase in uncomfortable emotions. Should a participant
experience distress at any time, they can withdraw from the interview process. Confidentiality
around interview content will be explained clearly before the interview begins. Should a
participant disclose any information which suggests that the participant is at increased risk, such
as a desire to self-harm, the researcher will be obliged to contact a member of the participant’s
care team, in order that they can access the appropriate support. The Consultant Psychologist

attached to the service has also offered to support any participant who may become distressed as
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a result of engaging in the research, with up to two face to face debrief sessions, following

interview.

It is deemed to be unlikely that the researcher faces any risk to themselves in undertaking
the study. However, they will observe service protocol in ensuring their own personal safety
before, during and after interview, and will implement || qqBlifUniversity’s Lone Worker

Policy if undertaking home visits.

1.6.2 Recruitment

Lead Clinicians within each Recovery Team will be asked to send introductory materials
outlining the project to all potential participants who meet the inclusion criteria, and are not
excluded by risk issues, inviting them to take part in the study. This approach will ensure that all
potential participants are given the opportunity to take part, and will reduce the likelihood of
participants with positive experiences of a recovery model being ‘cherry picked’. This contact
will be supplemented by an Information Sheet, detailing the study, and a covering letter
providing the principal investigator’s contact details. The introductory material will invite
potential participants to contact the principal investigator directly in order to find out more about

the project, or to arrange a mutually convenient interview time.

Interviews will be held at team office locations when it is convenient for participants.
Visits at other approved public premises for interviews will be given consideration if it is felt that

such an arrangement would be beneficial for the participant’s emotional wellbeing, in which case

I Uiversity’s Lone Worker Policy will be used.

1.6.3 Interview Process
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An interview room will be booked by the principal investigator at the service, and they

will ensure that the environment is as conducive to the interview process as is possible.

Prior to the interview starting, the participant will be informed that the content of the
interview will remain confidential, under the caveats in the Participant Information Sheet and
Consent Form. The participant will be given an opportunity to read the information sheet again,
and to ask any questions of the principal investigator, prior to giving their written consent to take

part in the study.

When the interview itself begins, the interview schedule will be used to guide the
interview process, ensuring that key issues are covered whilst still allowing exploration of other
issues that emerge as important to participants’ experience and understanding of the topic, and
for the interview to remain relatively informal and reflective. It is of utmost importance to the
researcher that the interview is a safe space for participants to discuss personal experiences. On
completion of the interview, the participants will be thanked for their involvement in the study,
and informed that there will be an opportunity to receive and provide feedback on a summary of
the research findings, should they wish. The participant has the right to withdraw from the
research at any time, up until the point where the data have been anonymised and included in the

overall analysis.

1.6.4 Transcription and Data Storage

All interviews will be digitally recorded using [ ] Jl]l University digital recording

equipment. The recordings will be transcribed by the principal investigator. Pseudonyms will be
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used in all transcripts, chosen by the participants if they wish, in order to maintain confidentiality

and anonymity.

All data, including scanned consent forms, digital recordings, and transcribed interviews,
will be stored on the |l University server, where they can be accessed securely via virtual
private network (VPN). Personal contact details and hard copies of consent forms will be stored
securely in a locked cabinet in the Academic Supervisor’s office, and destroyed at the end of the

study.

Following completion of the project, the data will be stored for 10 years by the| || Gz
University DClin Psychology Administration Team. All data will be saved electronically, and
encrypted. It will then be transferred securely using ZendTo file transfer software to the
Research Coordinator who will save the files in password-protected file space on the university

Server.

1.6.5 Analytic Procedure

The data collected from the semi-structured interviews will be analysed using IPA.

Interpretative Phenomenological Analysis is an approach to psychological qualitative
research with an idiographic focus, which means that it seeks to offer insights into how a given
person makes sense of particular experiences. IPA is phenomenological in that it is interested in
individual perceptions and experiences, rather than making an objective statement (Biggerstaff &
Thompson, 2008; Smith, 2004). However, it also recognises that the research process is a
dynamic one on the part of the researcher, and that in order to access participants’ ‘personal

worlds’, the conceptions of the researcher are required in order to complete an interpretive
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analysis. IPA, therefore seeks to combine both the phenomenological and interpretative, hence

the term IPA (Smith, 2004).

1.7  Time Scale
August 2014 — Submit to NHS Ethics and Research and Development
September 2014 — January 2015 — Collect data
October 2014 — February 2015 — Analyse data
February-April 2015 — Complete write up

June 2015 — Submit Thesis

1.8 Distribution of Results and Recommendations

On completion of the analysis and the research overall the results will be written up as
part of the principal investigator’s Doctoral Thesis in Clinical Psychology, and subsequent
presentations will be given on campus as appropriate. The study will also be submitted to
appropriate journals for publication. A report will also be written and disseminated to the
services involved in data collection, and a presentation at the local PD Hub meeting will also be

offered.
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Introductory Letter

Version 1.2

Faculty of @’Q
Health & Medicine
I
]
]
I

Introductory Letter for potential Participants
Hello,

My name is Sarah Davidson and | am a third year Trainee Clinical Psychologist atjjjj ] University. |
am completing this study for my thesis and am interested in hearing from individuals who have been
given a diagnosis of Borderline Personality Disorder, and are currently using the services of the Recovery

Teams across || NG 'S Trust.

The idea of Recovery is one that is used frequently now in services for people with personality disorder
diagnosis. | am interested in hearing what this term actually means to service users with the diagnosis
and how this may or may not affect how you view yourself or your identity. This research hopes to
better understand how service users view the term recovery, in order to shape and improve services in
the future.

If you decide to take part in the study, you will be asked to talk for about an hour, about your
experiences of Recovery and how this has impacted on how you view yourself. The interview will be
confidential and will take place at your service building. The Information Sheet which comes with this
letter provides more detail about the project.

If you are interested in taking part, please contact me using the details below and | will be happy to
explain more about the project and what taking part would involve. Alternatively, you can ask a
member of your care team to contact me, if you are happy for me to have your contact details. Please
note that contacting me DOES NOT commit you to taking part in the study, it is simply to discuss it
further. You will be given further opportunity to decide whether you would like to take part, before
being asked to sign a consent form.
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Many thanks for taking the time to read this letter.
Kind Regards,

Sarah Davidson Trainee Clinical Psychologist, [l University

4-17
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Information Sheet

Version 1.2

Faculty of @.Q
Health & Medicine
I
I
]
]

Participant Information Sheet Version 1.2

What does the concept of recovery mean for the sense of self of people with a
Borderline Personality Disorder Diagnosis?

My name is Sarah Davidson and | am conducting this research as part of my Clinical Psychology
Doctorate training at |l University, United Kingdom. | am interested in how the concept
of recovery impacts on the sense of self of people with a Borderline Personality Disorder
diagnosis. This may mean their identity, their view of themselves, or how they think of their
diagnosis.

Who is involved in the study?
| am the Principal Investigator for the study, which is part of my Clinical Psychology Doctorate at

I University. An academic supervisor from the university, || GG i
supervise my work. A Consultant Psychologist from ||} 7rvst, Or . s

also involved to help me organize the project and provide extra support to those individuals
who participate if they need it.

What is the study about?

The study aims to look at what the concept of recovery means to individual service users and
their sense of self. Being diagnosed with a personality disorder can be a hugely affecting life
event. Some research has already been undertaken on the experience of actually being
diagnosed with a personality disorder and | would like to extend that by looking at how the
fairly recent recovery approach to treatment of people with this diagnosis has changed or
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affects how they see and feel about themselves, how they relate to others and how they think
and feel about the world. The results will be useful for increasing understanding about how the
way we use and talk about recovery affects service users, and how we can improve services for
this client group. Previous research has suggested that people with a diagnosis of personality
disorder need a different approach from traditional mental health services. However, in this
study | want to listen to the stories of service users, and get a better understanding of how this
diagnosis impacts on them across their lives and how services can better help them manage
that.

Why have | been approached?

You have been approached because the study requires information from people who have
been diagnosed with Borderline Personality Disorder and are involved in services. People with a
diagnosis of personality disorder, who have been referred by or accessed support from the

Recovery Teams within ||| | | | I < being approached to see if they would like
to take part in the study.

Do | have to take part?

Not at all. You have the right to choose whether to participate in the research, it is voluntary. If
you choose not to take part it will in no way affect your treatment, or your journey through
services.

What will | be asked to do if | take part?

) If you decide to take part in the study, | will arrange a date and time to best suit you, to
carry out an interview. You will be asked to sign a consent form to confirm you agree to take
part.

J You will be asked to take part in an interview lasting about 1 hour. This will be carried
out by me and will be audio recorded onto a digital audio recorder. You can stop the recording
at any time, and asked for words to be deleted. This interview is designed to allow you to tell
your story, and to speak freely and openly about your experiences of diagnosis. After the
interview | will type up what you have said on the recording into a transcript. This will be put
together with the transcripts from other participants in the study and the information from all
the transcripts will be analysed so that we can identify common themes. There will be the
opportunity for a further interview if information needs to be checked or clarified.

J You will be able to claim travel expenses of up to £10.
If you decide to take part in the study, a member of your recovery team will be informed. This

is purely to ensure that there are no current concerns about your mental well-being. The
content of the interview is confidential, and will only be listened to by me and my academic
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supervisor. The only exception to this would be if you were to disclose anything in the
interview that might indicate that you or someone else was at risk. If for any reason your
confidentiality needed to be broken, | would try to discuss this with you first.

e You are entitled to withdraw from the study at any time, without giving a reason.

Will my data be Identifiable?
The information you provide is confidential. The data collected for this study will be stored
securely and only my academic supervisor and | will have access to this data:

o Audio recordings will be saved to secure, password protected file space on the ||| | R
University computer server and will be deleted once the project has been examined.

o The files on the computer will be encrypted (that is no-one other than the researcher
will be able to access them) and the computer itself password protected. This
information will be permanently deleted after 10 years.

o The transcript of your interview will be made anonymous by removing any identifying
information including your name. Anonymised direct quotations from your interview
may be used in the reports or publications from the study, so your name will not be
attached to them.

o All your personal data will be confidential and will be kept separately from your
interview transcript.

There are some limits to confidentiality: if what is said in the interview makes me think that
you, or someone else, is at significant risk of harm, | will have to break confidentiality and speak
to a member of staff about this. | will tell you if | have to do this.

What will happen to the results?

The results will be summarised and reported in a thesis and may be submitted for publication in
an academic or professional journal. You will be given the opportunity to receive feedback on
the overall results of the study. If you are still accessing the Recovery Team at that time, this
can be done in person. If you have been discharged you can receive written feedback if you
provide a contact address.

Are there any risks?

The study is not designed in any way to cause any emotional distress to participants. However,
being diagnosed with a personality disorder and the life events that may have led up to this
may have been challenging experiences, and talking about this could bring up some strong
emotions. You will be given the space to talk about this during the interview. If you feel at any
time during the interview that you need a break, or that it is becoming too distressing for you,
the interview will be halted until you feel able to continue, or can be rearranged for another
time. Following the interview, anyone who feels distressed by the experience can be supported
by [N BB Consultant Psychologist by telephone, and in up to 2 face to face support
sessions.
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If you have any questions following the interview, or at any time during the study, you can ask

to speak with [N N frorn [N Recovery Team

Are there any benefits to taking part?
Although you may find participating interesting, there are no direct benefits in taking part.

Who has reviewed the project?

The study has been reviewed for ethical issues by the || [ G - T 2 by

I \'HS Trust’s internal permissions system.

Where can | obtain further information about the study if | need it?
If you have any questions about the study, please contact me:

Sarah Davidson

Complaints
If you wish to make a complaint or raise concerns about any aspect of this study and do not
want to speak to the researcher, you can contact:

— Research Director

If you wish to speak to someone outside of the Doctorate Programme, you may also contact:
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Thank you for taking the time to read this information sheet.
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Consent Form
Version 1.2

Faculty of @.®
Health & Medicine
I
I

PARTICIPANT CONSENT FORM

To accompany Participant Information Sheet.

Short title of study: What does the concept of recovery mean for the sense of self of people
with a Borderline Personality Disorder Diagnosis?

The aim of the research is to better understand how the concept of recovery affects the sense of
self of people with a Borderline Personality Disorder diagnosis.

Researchers: Sarah Davidson, Trainee Clinical Psychologist, | ] University

Supervisors: || NI I U iversity and [ I B F-1trership

Please read this form carefully. Please tick and initial each box.

| have read and understood the Participant Information Sheet Version 1.2 06.04.2015 for the
above study. | have had time to think about the study and ask questions and | agree with the

answers provided.............

| understand that the interview will be audio recorded and then made into an anonymised

written transcript............... D
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| understand that direct quotes may be used in the write up but these will be anonymised and |
will not be identified............

o

| understand that data from the study may be looked at by regulatory authorities or by persons
from the Trust where it is relevant to my taking part in this research. | give permission for these
individuals to have access to this data......

| understand that my participation is voluntary and | can withdraw at any time, without giving a
reason and with no adverse consequences to my treatment, or my journey through services

u

| understand that once my data have been anonymised and incorporated into themes it might
not be possible for it to be withdrawn, though every attempt will be made to extract my data,
up to the point of publication.

B

| consent to |l University keeping written transcriptions of the interview for 10 years
after the study has finished.

B

| understand that any information | give will remain strictly confidential and anonymous unless
it is thought that there is a risk of harm to myself or others, in which case the principal
investigator will/may need to share this information with his/her research supervisor.

o

| agree to take part in the above study D

Name of participant Date Signature
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Name of Person taking consent Date Signature
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Interview Schedule

Version 1.1

EE®

Faculty of w)
Health & Medicine

Clinical Psychology Doctorate Programme,

]
I
I
Interview Schedule

1. Could you start by telling me a little bit about how you came to be given a Borderline
Personality Disorder Diagnosis? How did you come to be referred to the Recovery
Team?

2. What kind of difficulties were you experiencing?

3. How was your sense of self or your identity affected by your difficulties (use
prompts/examples around identity if needed e.g. how well do you know who you are,
what you believe in etc.)?

4. How did your diagnosis affect your sense of who you are? Did it change, or alter, or
even clarify or explain how you view yourself?

5. What does the term ‘Recovery’ mean to you? How do you feel about the term?
(Prompts: How does the term apply, for you, to things like services, feelings, self-
harm, relationships, coping strategies etc. Dependent on answers already given).

6. How, if at all, has Recovery as a way of thinking about your diagnosis, helped you?
7. How has it impacted on how you view your diagnosis? Services? Therapy?

8. How does Recovery affect how you see yourself now? Has it, or how has it, impacted
on your identity/sense of self?
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Research Ethics Committee Form

NHS REC Form Reference: IRAS Version 3.5

15/NW/0237

The integrated dataset required for your project will be created from the answers you give to the following questions. The
system will generate only those questions and sections which (a) apply to your study type and (b) are required by the bodies
reviewing your study. Please ensure you answer all the questions before proceeding with your applications.

Please enter a short title for this project (maximum 70 characters)
Recovery, Sense of Self and Borderline Personality Disorder

1. Is your project research?

@Yes (”No

2a. Please answer the following question(s):
Yes No L 4]

a) Does the study involve the use of any ionising radiation?
Yes ! No

b) Will you be taking new human tissue samples (or other human biological samples)?
c) Will you be using existing human tissue samples (or other human biological samples)? Yes (! No

3. In which countries of the UK will the research sites be located?(Tick all that apply)

[+ England
[] Scotland
[ Wales

O Northern Ireland
3a. In which country of the UK will the lead NHS R&D office be located:

IRAS Version 3.5

NHS REC Form Reference:
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15/NW/0237

® England

O Scotland

o Wales

o Northern Ireland

O This study does not involve the NHS

4. Which review bodies are you applying to?

[vf NHS/HSC Research and Development offices

[[] Social Care Research Ethics Committee

[+ Research Ethics Committee

] National Information Governance Board for Health and Social Care (NIGB)
] National Offender Management Service (NOMS) (Prisons & Probation)

For NHS/HSC R&D offices, the CI must create Site-Specific Information Forms for each site, in addition to the
study-wide forms, and transfer them to the PIs or local collaborators.

5. Will any research sites in this study be NHS organisations?

®Yes {No

5a. Are all the research costs and infrastructure costs for this study provided by an NIHR Biomedical Research
Centre,

NIHR Biomedical Research Unit, NIHR Collaboration for Leadership in Health Research and Care (CLAHRC) or NIHR
Research Centre for Patient Safety & Service Quality in all study sites?

ivyes  ®No

If yes, NHS permission for your study will be processed through the NIHR Coordinated System for gaining NHS Permission
(NIHR CSP).

5b. Do you wish to make an application for the study to be considered for NIHR Clinical Research Network (CRN)
support and inclusion in the NIHR Clinical Research Network (CRN) Portfolio? Please see information button for
further details. Yes No

O ®

If yes, NHS permission for your study will be processed through the NIHR Coordinated System for gaining NHS Permission
(NIHR CSP) and you must complete a NIHR Clinical Research Network (CRN) Portfolio Application Form immediately after
completing this project filter and before completing and submitting other applications.
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6. Do you plan to include any participants who are children?

Yes  (®No

7. Do you plan at any stage of the project to undertake intrusive research involving adults lacking capacity to consent
for themselves?

ivyes  {®No

Answer Yes if you plan to recruit living participants aged 16 or over who lack capacity, or to retain them in the study following
loss of capacity. Intrusive research means any research with the living requiring consent in law. This includes use of
identifiable tissue samples or personal information, except where application is being made to the NIGB Ethics and
Confidentiality Committee to set aside the common law duty of confidentiality in England and Wales. Please consult the
guidance notes for further information on the legal frameworks for research involving adults lacking capacity in the UK.

8. Do you plan to include any participants who are prisoners or young offenders in the custody of HM Prison Service
or who are offenders supervised by the probation service in England or Wales?

NHS REC Form Reference: IRAS Version 3.5
15/NW/0237

‘ O ®

9. Is the study or any part of it being undertaken as an educational project?

®Yes {No

Please describe briefly the involvement of the student(s):
Research is being undertaken as part of the Chief Investigator's thesis for the Doctorate in Clinical Psychology.

9a. Is the project being undertaken in part fulfilment of a PhD or other doctorate?

Yes (®No

10. Will this research be financially supported by the United States Department of Health and Human Services or any
of its divisions, agencies or programs?

Nes ®No
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11. Will identifiable patient data be accessed outside the care team without prior consent at any stage of the project
(including identification of potential participants)?

Nes {@No

NHS REC FormReference: IRAS Version 3.5

15/NW/0237

Integrated Research Application System

Application Form for Research involving qualitative methods only

NHS

Health Research Authority

Application to NHS/HSC Research Ethics Committee

The student should complete this form on behalf of the Chief Investigator. Guidance on the questions is available wherever

you see this symbol displayed. We recommend reading the guidance first. The complete guidance and a glossary are
available by selecting Help.

Please define any terms or acronyms that might not be familiar to lay reviewers of the application.

Short title and version number: (maximum 70 characters - this will be inserted as header on all forms)  Recovery,
Sense of Self and Borderline Personality Disorder

Please complete these details after you have booked the REC application for review.
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REC Name:

I
REC Reference Number: Submission date:
15/NW/0237 04/03/2015

A1l. Full title of the research:

What does the concept of recovery mean for the sense of self for people with a Borderline Personality Disorder Diagnosis?

A2-1. Educational projects

Name and contact details of student(s):

Name and contact details of academic supervisor(s):

Academic supervis

1
Title Forename/Initials Surname
or

Address

Post Code

E-mail

Telephone ]
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‘ Fax
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Please state which academic supervisor(s) has responsibility for which student(s):
Please click "Save now" before completing this table. This will ensure that all of the student and academic supervisor

details are shown correctly.

Student(s) Academic supervisor(s)

A copy of a current CV for the student and the academic supervisor (maximum 2 pages of A4) must be submitted with the
application.

A2-2. Who will act as Chief Investigator for this study?

® student
O Academic supervisor
O Other

A3-1. Chief Investigator:

Title Forename/Initials Surname

Miss Sarah Davidson
Post Trainee Clinical Psychologist

MSc Forensic Psychology

Quialifications
BSc Honours Psychology

Employer I A University
Work Address |

I University
[
Post Code LAL1 4YG
Work E-mail s.davidson @ ac.uk
* Personal E-mail ]
Work Telephone [
* Personal Telephone/Mobile | EGzGzGzG

Fax

* This information is optional. It will not be placed in the public domain or disclosed to any other third party without prior

consent.
A copy of a current CV (maximum 2 pages of A4) for the Chief Investigator must be submitted with the application.
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A4. Who is the contact on behalf of the sponsor for all correspondence relating to applications for this project?
This contact will receive copies of all correspondence from REC and R&D reviewers that is sent to the CI.

Title Forename/Initials Surname

]
Address |
I
I University, I
Post Code [
E-mail ethics@ I ac.uk
Telephone I
F
ax
NHS REC Form Reference: IRAS Version 3.5
15/NW/0237
|Fax

A5-1. Research reference numbers. Please give any relevant references for your study:

Applicant's/organisation's own reference number, e.g. R & D (if available):
Sponsor's/protocol number:

Protocol Version:

Protocol Date:

Funder's reference number:

Project website:

Additional reference number(s):

Ref.Number Description Reference Number

Registration of research studies is encouraged wherever possible. You may be able to register your study through your
NHS organisation or a register run by a medical research charity, or publish your protocol through an open access
publisher. If you have registered your study please give details in the "Additional reference number(s)" section.

A5-2. Is this application linked to a previous study or another current application?

_NXes {#No

Please give brief details and reference numbers.




ETHICS SECTION 4-34

2. OVERVIEW OF THE RESEARCH

A6-1. Summary of the study. Please provide a brief summary of the research (maximum 300 words) using language
easily understood by lay reviewers and members of the public. Where the research is reviewed by a REC within the UK
Health Departments Research Ethics Service, this summary will be published on the website of the National Research
Ethics Service following the ethical review.

Borderline Personality Disorder is defined as a disorder of personality characterised by unstable self-image, emotional
dysregulation, unstable mood and frequently self-harm. Having previously been seen as a negative and treatment
resistant diagnosis, considerable change in policy since the 1990's and a shift in services for this client group has led to an
increase in research which suggests that BPD is treatable, and as such, a move towards a 'Recovery' model. As a
fractured or unstable 'sense of self' is one of the defining features of the diagnosis, this research seeks to understand
what the concept of recovery means for the sense of self of people with a Borderline Personality Disorder diagnosis.

AB6-2. Summary of main issues. Please summarise the main ethical, legal, or management issues arising from your study and
say how you have addressed them.

Not all studies raise significant issues. Some studies may have straightforward ethical or other issues that can be identified and
managed routinely. Others may present significant issues requiring further consideration by a REC, R&D office or other review
body (as appropriate to the issue). Studies that present a minimal risk to participants may raise complex organisational or legal
issues. You should try to consider all the types of issues that the different reviewers may need to consider.

Purpose & Design
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deviates markedly from the expectations of the individual’s culture, is pervasive and inflexible, has an behaviour that deviates
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markedly from the expectations of the individual’s culture, is pervasive and inflexible, has an onset in adolescence or early
adulthood, is stable over time, and leads to distress or impairment” (American

Psychiatric Association, 1994).

As one of the defining diagnostic criteria of the BPD diagnosis, an unstable sense of self may or may not be altered by
treatment and the recovery process. How the concept of recovery affects how service users view their self-image is of
great interest to service providers as a shift in sense of self may actually render the diagnosis invalid, and the client
'recovered'. Alternatively, regardless of recovery, this key facet of the individual may remain fractured or delicate.
Despite varying approaches across the different health professions, it is likely that all NHS professionals will work within
some remit with clients who have a diagnosis of personality disorder, both within mental health services, and in physical
health settings. As services quite rightly begin to diversify and alter their practice in order to best meet the needs of this
client group, clinical psychologists, both as individual therapists and as consultants within multidisciplinary teams (MDTSs)
need to a) be more aware of how having a diagnosis of personality disorder affects service users and how this might
impact on their engagement in therapies and other services, b) develop a better understanding of how concepts like
recovery impact on the world view and sense of self of such individuals; And c) potentially need to be able to
communicate formulations to MDTs through consultation. It is important for therapists to be aware of these issues when
establishing a therapeutic rapport with clients and creating validating and helpful services for them.

Previous qualitative research in this area has focused on the impact of a personality disorder diagnosis with regard to
service exclusion and service provision, and the creation of services such as the ones the current study seeks to recruit
from shows that the evidence base has resulted in some progress in the area. However, the current research seeks to
expand on the evidence base by listening to participants’ personal narratives, and studying how the concept of recovery
has impacted on service users’ sense of self, the way they relate to others, and how they view and relate to the world
around them. For these reasons it is vital that we develop a better understanding of what this diagnosis means to service
users, and how it influences their views on life.

The transcripts will be analyzed using Interpretive Phenomenological Analysis. This form of analysis was chosen as it was
decided that it would best capture the experiences of this client group. It was also felt that that it best represented the
epistemological position of the researcher.

This research proposal has been developed in conjunction with the academic thesis supervisor at || ] university,
and a Clinical Psychologist from one of the Recovery Teams identified for recruitment. The proposal also received
critique and input from a joint peer and staff group in its early stages. More recently, Experts by Experience within the
main NHS trust recruitment site have been consulted on the idea for the research, the protocol, and the interview
materials.

Recruitment

Introductory materials including an Information Sheet will be sent via key workers to all potential participants who meet the
inclusion criteria, to reduce any selection bias. Willing participants will then be able to contact the Chief

Investigator directly if they wish to take part. It will be made clear to potential participants that taking part in the study is
entirely voluntary, and that consenting/non-consenting will in no way affect the individual's pathway through services or
their treatment. There are no incentives offered to take part, as this would be considered as coercive, however, travel
expenses will be reimbursed. If potential participants contact the researcher, the researcher will then arrange a time for a
face to face semi-structured interview to be completed, either at the chosen service, or at the individual's home, if this is
deemed to be less stressful for the participant. On the date of interview, the researcher will explain the project in detail
once again, and will seek written consent from the participant.

Inclusion/Exclusion
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This is a qualitative study using a purposive sample, comprised of individuals with a Borderline Personality Disorder
diagnosis, who are currently engaged in some form with an NHS community mental health team that adopts a recovery
model for working with this client group (Recovery Teams). Participants must be aware of their diagnosis. As their
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model for working with this client group(Recovery Teams). Participants must be aware of their diagnosis. As their
physical and psychological well-being of is of paramount importance, any potential participant who is currently in crisis, or
is deemed to be at risk by taking part in the study will be excluded.

Consent

Valid consent will be sought from each individual participant, by the researcher. It is important that each participant has
the capacity necessary to give valid consent, and this will be assessed on each occasion consent is sought. If, on the
day of the arranged interview, it is thought that capacity has diminished, advice will be sought from Recovery Team staff,
and another appointment arranged if required.

Risks & Benefit

The potential risks of this project to both participants and the researcher have been discussed in detail with both the
project and field supervisor, the peer and staff feedback group, and with service user representatives.

It is not envisaged that the study will cause any harm to its participants, however, all steps possible to minimise any
adverse emotional effects will be taken. The research team are mindful that this client group are potentially vulnerable
and emotionally labile, and that sharing their experiences of their diagnosis and recovery may be an involved and draining
process. Participants will have the opportunity to speak to the field supervisor for up to two face to face debrief sessions
following the research if they feel they require support.

The issue of risk to the researcher, in relation to interviewing this client group has been discussed. It is not envisaged
that the client group present any unexpected risk to the researcher, however, the researcher will implement the Trust's
Lone Worker Policy should home visits take place.

Confidentiality

Confidentiality will be held in accordance to The Caldicott Principles.

Interviews are to be transcribed and will be stored, along with all other participant data, on a secure server at || NEGczczN
University.

There may be circumstances under which confidentiality may have to be broken, for example, should risk of harm to the
participant or others, or the researcher be disclosed. Under such circumstances, the Trust Confidentiality Policy and
Procedure will be adhered to. Participants will have been made aware of the level of confidentiality available to them
prior to giving consent and this will be referred back to in the eventuality of any kind of disclosure being made.

On completion of the study, a dissemination strategy will be implemented, to share the results of the research.
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A6-3. Proportionate review of REC application The initial project filter has identified that your study may be suitable for
proportionate review by a REC sub-committee. Please consult the current guidance notes from NRES and indicate whether

you wish to apply through the proportionate review service or, taking into account your answer to A6-2, you consider there are
ethical issues that require consideration at a full REC meeting.

O Yes - proportionate review ® No - review by full REC meeting Further
comments (optional):

Note: This question only applies to the REC application.

3. PURPOSE AND DESIGN OF THE RESEARCH

A7. Select the appropriate methodology description for this research. Please tick all that apply:

O Case series/ case note review
O Case control
O Cohort observation
O Controlled trial without randomisation
O Cross-sectional study
O Database analysis
O Epidemiology
[ Feasibility/ pilot study
O Laboratory study
O Metanalysis
M Quialitative research
O Questionnaire, interview or observation study

] Randomised controlled trial

O Other (please specify)

A10. What is the principal research question/objective? Please put this in language comprehensible to a lay person.

What does the concept of recovery mean for the sense of self for people with a Borderline Personality Disorder
Diagnosis?

All. What are the secondary research questions/objectives if applicable? Please put this in language comprehensible to
a lay person.

A12. What is the scientific justification for the research? Please put this in language comprehensible to a lay person.

Zanarini (2003, 2010) has evidenced that a form of recovery is possible for individuals with a diagnosis of personality
disorder. Previous qualitative research in this area has focused on the impact of a personality disorder diagnosis with
regard to service exclusion and service provision, and the creation of services such as the ones the current study seeks
to recruit from shows that the evidence base has resulted in some progress in the area. However, the current research
seeks to expand on the evidence base by listening to participants’ personal narratives, and studying how the concept of

recovery has impacted on service users’ sense of self, the way they relate to others, and how they view and relate to the
world around them.
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A13. Please summarise your design and methodology. It should be clear exactly what will happen to the research
participant, how many times and in what order. Please complete this section in language comprehensible to the lay person.
Do not simply reproduce or refer to the protocol. Further guidance is available in the guidance notes.

The research is qualitative in nature and uses Interpretive Phenomenological Analysis (Smith, 1996) to analyse the data.

Each potential participant will be given an Information Sheet in the first instance by a member of their care team. This will
provide the researcher's contact details, enabling the participant to register their interest.

When the participant contacts the researcher, the researcher will then explain the project in more detail, and if appropriate,
arrange a mutually agreeable date for interview. This will be held either at the offices of the Recovery Team with which the
participant is engaged, or at the participant's home, if this is felt to be more appropriate.

On the date of interview, the researcher will seek verbal and written consent form the participant, after explaining in detail the
consent form and confidentiality. The semi structured interview is expected to take approximately one hour. It is envisaged
that each participant will be interviewed on one occasion only.

Following interview, audio recordings will be transcribed by the researcher and analysed using Smith's IPA analysis.

Al14-1. In which aspects of the research process have you actively involved, or will you involve, patients, service users,
and/or their carers, or members of the public?

M Design of the research

M Management of the research
[l Undertaking the research
[l Analysis of results

M Dissemination of findings

D None of the above

Give details of involvement, or if none please justify the absence of involvement.

The U niversity Public Involvement Network|illnave been involved in the initial design stages of the project,
by way of a proposal review panel of which JJlllmembers were a part. Experts by Experience from the primary NHS trust
recruitment site have been consulted on the research design, interview materials and interview procedures, and it is hoped
they will continue to be involved throughout the research process.

RESEARCH PARTICIPANTS
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A17-1. Please list the principal inclusion criteria (list the most important, max 5000 characters).

* Potential participants must have received a diagnosis of borderline personality disorder, either historically, or on entry to
the service through which they have been recruited, in order that they are able to explicitly link diagnosis and recovery
with how they view themselves and the world around them;

* Participants must be aware of their personality disorder diagnosis;

» Participants must be engaged with the Recovery Team, either undergoing personal therapy or accessing support
through Structured Clinical Management;

« Participants must have English as their first language, or be fluent in English.

A17-2. Please list the principal exclusion criteria (list the most important, max 5000 characters).

Potential participants will be excluded from the study if:
- It is deemed that inclusion will increase risk;
- They are deemed to lack capacity to give informed consent.

RESEARCH PROCEDURES, RISKS AND BENEFITS

A18. Give details of all non-clinical intervention(s) or procedure(s) that will be received by participants as part of
the research protocol. These include seeking consent, interviews, non-clinical observations and use of questionnaires.

Please complete the columns for each intervention/procedure as follows:
1. Total number of interventions/procedures to be received by each participant as part of the research protocol.

2. If this intervention/procedure would be routinely given to participants as part of their care outside the research,
how many of the total would be routine?

3. Average time taken per intervention/procedure (minutes, hours or days)
4. Details of who will conduct the intervention/procedure, and where it will take place.

Intervention or
procedure 12 3 4
Consent process 1 n/a 10 Written consent will be taken by the Chief Investigator at the start of each
mins  interview. Interview to be held either on Recovery Team premises, or participant's
home.
Semi structured 1 n/a60 Interview to be undertaken by Sarah Davidson, Chief Investigator. Interview to be
interview mins  held either on Recovery Team premises, or participant's home.

‘AZl. How long do you expect each participant to be in the study in total?

It is envisaged that each participant will be interviewed on one occasion. The time elapsed between giving consent
It is envisaged that each participant will be interviewed on one occasion. The time elapsed between giving consent and
receiving a dissemination report may total 6 months.

|A22. What are the potential risks and burdens for research participants and how will you minimise them?
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For all studies, describe any potential adverse effects, pain, discomfort, distress, intrusion, inconvenience or
changes to lifestyle. Only describe risks or burdens that could occur as a result of participation in the research. Say what
steps would be taken to minimise risks and burdens as far as possible.

Individuals diagnosed with borderline personality disorder frequently experience a level of emotional sensitivity and
dysregulation. Thus it is of the upmost importance that every attempt is made to ensure that the interview process is as
reassuring as possible. Participants will be offered the choice of being interviewed in the service from which they have
been recruited or at home. Where they are interviewed in an NHS site, the Chief Investigator will ensure that the
interview space is comfortable and confidential, and that refreshments are offered where possible. Itis essential that
the study is explained in as much detail as possible to potential participants and that consent is checked throughout the
process. Breaks can be provided as and when they are required, and the researcher will be observing the participants’
levels of distress at all times throughout the interview process. Despite these measures, however, the impactful nature
of the interviews mean that it is possible that participants may experience distressing memories, and an increase in
uncomfortable emotions. Should a participant experience distress at any time, they can withdraw from the interview
process. Confidentiality around interview content will be explained clearly before the interview begins. Should a
participant disclose any information which suggests that the participant is at increased risk, such as a desire to self-harm,
the researcher will be obliged to contact a member of the participant’s care team, in order that they can access the
appropriate support. The Consultant Psychologist attached to the service has also offered to support any participant
who may become distressed as a result of engaging in the research, with up to two face to face debrief sessions,
following interview.

A23. Will interviews/ questionnaires or group discussions include topics that might be sensitive, embarrassing or
upsetting, or is it possible that criminal or other disclosures requiring action could occur during the study?

®Yes (No
If Yes, please give details of procedures in place to deal with these issues:

The interviews will be asking individuals to reflect on their life experiences and sense of self. It is possible that this will

include interpersonal relationships, identity, sexuality and relationship with the self, all of which could potentially be

sensitive. The interview will not be designed to be deliberately embarrassing or upsetting, but will cover some rather

personal issues. There may be disclosures of historical self-harm, abuse or other criminal involvement. It is unlikely

that new disclosures of these issues would be made in the interview. In the unlikelihood that such disclosures are made,
confidentiality policy would be adhered to, and advice sought from the Field Supervisor.

A24. What is the potential for benefit to research participants?

Although there are no clear direct benefits to taking part for the individual, it is hoped that the data gleaned from the
research will help to further improve services for this client group by increasing understanding about how sense of self is
affected by recovery, and what this means for future treatment and diagnosis.

A26. What are the potential risks for the researchers themselves? (if any)

It is deemed unlikely that there will be any direct risks to the researcher. |} I -oundation Trust Lone Worker
policy will be followed if home visits are arranged. There is the possibility that listening to the detailed, personal accounts
of individuals who may have experienced difficult circumstances could be an emotive experience, and the researcher will

undertake good self-care mechanisms in order to minimise the impact of this, and access support from both the academic
and field supervisor where appropriate.




ETHICS SECTION 4-43

RECRUITMENT AND INFORMED CONSENT

A27-1. How will potential participants, records or samples be identified? Who will carry this out and what
resources will

A27-1. How will potential participants, records or samples be identified? Who will carry this out and what resources will
be used? For example, identification may involve a disease register, computerised search of GP records, or review of medical
records. Indicate whether this will be done by the direct healthcare team or by researchers acting under arrangements with the
responsible care organisation(s).

Lead Clinicians within each Recovery Team will be asked to send introductory materials outlining the project to all
potential participants who meet the inclusion criteria, and are not excluded by risk issues, inviting them to take part in the
study. This approach will ensure that all potential participants are given the opportunity to take part, and will reduce the
likelihood that participants with positive experiences of a recovery model being ‘cherry picked’. This contact will be
supplemented by an Information Sheet, detailing the study, and a covering letter providing the Chief Investigator’s contact
details. The introductory material will invite potential participants to contact the Chief Investigator directly in order to find
out more about the project, or to arrange a mutually convenient interview time. Alternatively the introductory material will
give potential participants the opportunity to inform their clinician that they would like the clinician to make contact with the
Chief Investigator on their behalf. The Chief Investigator will not have access to the names and contact details of anyone
invited to take part in the study until the point at which they contact her.

A27-2. Will the identification of potential participants involve reviewing or screening the identifiable personal
information of patients, service users or any other person?

@Yes {No

Please give details below:

Identification of potential participants will be undertaken by the field supervisor and key members of the Recovery Teams,
in that anyone who meets the inclusion criteria will be offered introductory materials. No additional information will be
required by staff members and the researcher will not require information to patient details.

A27-4. Will researchers or individuals other than the direct care team have access to identifiable personal information
of any potential participants?

Nes ®No

A28. Will any participants be recruited by publicity through posters, leaflets, adverts or websites?

Yes (#No
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A29. How and by whom will potential participants first be approached?

Introductory materials will initially be given to all potential participants who meet the inclusion criteria, by key workers
within the Recovery Teams. This material will contain the researcher's contact details, through which participants can
then elect to take part in the study. Alternatively, potential participants can inform their clinician that they would like to
take part, and can give permission for their details to be passed to the Chief Investigator.

A30-1. Will you obtain informed consent from or on behalf of research participants?

®Yes (_No

If you will be obtaining consent from adult participants, please give details of who will take consent and how it will be done,
with details of any steps to provide information (a written information sheet, videos, or interactive material). Arrangements for
adults unable to consent for themselves should be described separately in Part B Section 6, and for children in Part B
Section 7.

If you plan to seek informed consent from vulnerable groups, say how you will ensure that consent is voluntary and fully
informed.

The Chief Investigator will take consent from participants. When potential participants contact the researcher, having
already been given an Information Sheet, initial verbal consent will be taken over the telephone and documented by the
researcher, in order to arrange an interview.

On the date of interview, the researcher will explain the Information Sheet again with the participant, and will then explain
each stage of the Consent Form. Participants will be asked to sign the consent form, thus giving their written consent.

This client group are recognised as vulnerable adults, thus it is vital to ensure that consent is voluntary and that each
participant has full capacity to give informed consent. Consideration will be given at every stage of the interview
process as to the capacity status of the individual and advice will be sought, with the participant's permission, from the
client's care team and field supervisor if it is felt at any time that capacity is not present or has diminished.

If you are not obtaining consent, please explain why not.

Please enclose a copy of the information sheet(s) and consent form(s).

A30-2. Will you record informed consent (or advice from consultees) in writing?

®Yes (_No

A31. How long will you allow potential participants to decide whether or not to take part?

As introductory materials will be handed to all potential participants, with an invitation for them to contact the researcher,
there is a considerable amount of time to decide consent allowed.
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A33-1. What arrangements have been made for persons who might not adequately understand verbal
explanations or written information given in English, or who have special communication needs?(e.g. translation,

use of interpreters)

It is part of the inclusion criteria that participants are fluent in English. Where written communication needs are present,
the researcher will explain all information in a verbal format.

A35. What steps would you take if a participant, who has given informed consent, loses capacity to consent during the
study? Tick one option only.

{® The participant and all identifiable data or tissue collected would be withdrawn from the study. Data or tissue which
is not identifiable to the research team may be retained.
() The participant would be withdrawn from the study. Identifiable data or tissue already collected with consent would
be retained and used in the study. No further data or tissue would be collected or any other research procedures
carried out on or in relation to the participant.

O The participant would continue to be included in the study.

O Not applicable — informed consent will not be sought from any participants in this research.
) Not applicable — it is not practicable for the research team to monitor capacity and continued capacity will be assumed.

Further details:

Because of the high levels of emotional distress often associated with this client group, it is necessary for the researcher to
continue to monitor participants' capacity to consent throughout the research process. The researcher will liaise where
appropriate with staff members around client well-being. If at the time of interview capacity is not present, the researcher
will endeavour to arrange a subsequent meeting. |[f it is felt that the participant has lost capacity to consent following a
subsequent meeting, it will be discussed with the Field Supervisor as to whether the participant should be withdrawn from

the study.

CONFIDENTIALITY

In this section, personal data means any data relating to a participant who could

potentially be identified. It includes

pseudonymised data capable of being linked to a participant through a unique code number.

Storage and use of personal data during the study

A36. Will you be undertaking any of the following activities at any stage (including in the identification of potential
participants)?(Tick as appropriate)
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O Access to medical records by those outside the direct healthcare team

O Electronic transfer by magnetic or optical media, email or computer networks
O Sharing of personal data with other organisations

O Export of personal data outside the EEA

% Use of personal addresses, postcodes, faxes, emails or telephone numbers
M Publication of direct quotations from respondents

O Publication of data that might allow identification of individuals

M Use of audiolvisual recording devices

O Storage of personal data on any of the following:

O Manual files including X-rays

O NHS computers
[] Home or other personal computers

%]

University computers

O Private company computers

O Laptop computers

Further details:

Use of personal addresses will only be necessary if the participant requests a home visit for interview. Personal
telephone numbers will be required to contact participants to arrange interview dates.

A university issued audio recording device will be used to record the interview.

All identifiable ad non-identifiable data will be stored on the researcher's personal password protected file space on the
Secure university server.

4-46

A38. How will you ensure the confidentiality of personal data? Please provide a general statement of the policy and
procedures for ensuring confidentiality, e.g. anonymisation or pseudonymisation of data.

Pseudonyms will be used in all transcripts, chosen by the participants, in order to maintain confidentiality and anonymity.
All data, including scanned consent forms, digital recordings, and transcribed interviews, will be stored on the || N
University server, where it can be accessed securely via VPN. Personal contact details and hard copies of consent forms
will be destroyed as soon as possible after they have been uploaded for long term storage (consent forms) or after the
information is no longer required (participant contact details).

A40. Who will have access to participants' personal data during the study? Where access is by individuals outside
the direct care team, please justify and say whether consent will be sought.

The Chief Investigator will have access to participants' consent forms and anonymized transcripts. The academic
supervisor will have randomised access to a small proportion of the transcripts and sections of the analysis, in order to
provide supervisory support, and ensure analytical rigor.

Storage and use of data after the end of the study
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A43. How long will personal data be stored or accessed after the study has ended?

® Less than 3 months
O 3 - 6 months

O 6 — 12 months

O 12 months — 3 years
O Over 3 years
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NHS REC Form Reference: IRAS Version 3.5

15/NW/0237

INCENTIVES AND PAYMENTS

A46. Will research participants receive any payments, reimbursement of expenses or any other benefits or incentives
for taking part in this research?

@Yes (No

If Yes, please give details. For monetary payments, indicate how much and on what basis this has been determined. Travel
expenses to the interview location can be reimbursed by the |l University Doctorate in Clinical Psychology
Research Budget

A47. Will individual researchers receive any personal payment over and above normal salary, or any other benefits or
incentives, for taking part in this research?

{Yes ®No

A48. Does the Chief Investigator or any other investigator/collaborator have any direct personal involvement (e.g.
financial, share - personal relationship etc.) in the organisations sponsoring or funding the research that may
give rise to a possible conflict of interest?

Yes (#No

NOTIFICATION OF OTHER PROFESSIONALS

A49-1. Will you inform the participants’ General Practitioners (and/or any other health or care professional
responsible for their care) that they are taking part in the study?

{iyes  ®No

If Yes, please enclose a copy of the information sheet/letter for the GP/health professional with a version number and date.

Date: 04/03/2015 48 172053/747944/1/865
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PUBLICATION AND DISSEMINATION

A50. Will the research be registered on a public database?

{Nes  (@No

Please give details, or justify if not registering the research.

The research will be written up as a doctoral thesis and submitted for publication in peer-reviewed academic journals. The
research team are not aware of any other suitable public database.

Registration of research studies is encouraged wherever possible.
You may be able to register your study through your NHS organisation or a register run by a medical research charity, or
publish your protocol through an open access publisher. If you are aware of a suitable register or other method of

publication, please give details. If not, you may indicate that no suitable register exists. Please ensure that you have
entered registry reference number(s) in question A5-1.

A51. How do you intend to report and disseminate the results of the study?Tick as appropriate:

M Peer reviewed scientific journals
% Internal report
[ Conference presentation
[l Publication on website
O Other publication
O Submission to regulatory authorities

O Access to raw data and right to publish freely by all investigators in study or by Independent Steering Committee on
behalf of all investigators

O No plans to report or disseminate the results

L] other (please specify)

A53. Will you inform participants of the results?

®Yes (No

Please give details of how you will inform participants or justify if not doing so.
Written feedback will be provided to participants in the form of a report detailing general themes and findings.

5. Scientific and Statistical Review



ETHICS SECTION 4-50

A54. How has the scientific quality of the research been assessed?Tick as appropriate:

[ Independent external review

[ Review within a company

[l Review within a multi-centre research group

[ Review within the Chief Investigator's institution or host organisation
M Review within the research team

[ Review by educational supervisor

O Other

Justify and describe the review process and outcome. If the review has been undertaken but not seen by the researcher,
give details of the body which has undertaken the review:

This research was reviewed at its early stages by a panel comprised of peer group members, staff team members, and
service user representatives. The proposal was then reviewed by the thesis academic supervisor and course research
supervisor.

For all studies except non-doctoral student research, please enclose a copy of any available scientific critique reports,
together with any related correspondence.

For non-doctoral student research, please enclose a copy of the assessment from your educational supervisor/ institution.

A59. What is the sample size for the research? How many participants/samples/data records do you plan to
study in total? If there is more than one group, please give further details below.

Total UK sample size: 10
Total international sample size (including UK):
Total in European Economic Area:

Further detalils:
As this is a qualitative study using IPA for analysis, an appropriate sample size is 6-10.

A60. How was the sample size decided upon? If a formal sample size calculation was used, indicate how
this was done, giving sufficient information to justify and reproduce the calculation.

This is the sample size cited as appropriate for an IPA study.

A62. Please describe the methods of analysis (statistical or other appropriate methods, e.g. for qualitative
research) by which the data will be evaluated to meet the study objectives.
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The data collected from the semi structured interviews will be analysed using Interpretive Phenomenological
Analysis.

Interpretative Phenomenological Analysis (IPA) is an approach to psychological qualitative research with an
idiographic focus, which means that it seeks to offer insights into how a given person makes sense of particular
experiences. IPA is phenomenological in that it is interested in individual perceptions and experiences, rather
than making an objective statement (Smith, Jarman & Osbourn, 1999). However, it also recognises that the
research process is a dynamic one on the part of the researcher, and that in order to access participants’
‘personal worlds’, the conceptions of the researcher are required in order to complete an interpretive analysis.

IPA, therefore seeks to combine both the phenomenological and interpretation, hence the term IPA (Smith,
1996).

6. MANAGEMENT OF THE RESEARCH
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A63. Other key investigators/collaborators. Please include all grant co—applicants, protocol co—authors and other key
members of the Chief Investigator’s team, including non-doctoral student researchers.

Post

Qualifications

Title Forename/Initials Surname
Dr

Lecturer in Health Research

Employer I University

work Address [
|
I University, I

Post Code [ ]

Telephone I

Fax

Mobile

Work Emal < I o N ac.uk
Title Forename/Initials Surname
Dr

Post Consultant Clinical Psychologist

Quialifications

Employer I -artnership NHS Trust

work Address [N IR
I .
I

Post Code ]

Telephone I

Fax

Mobile

Work Email
1 @ § ]

A64. Details of research sponsor(s)




ETHICS SECTION 4-53

ONCNONONONC)

Contact

Given
Family

To
Post

Telep

Sp

Lead

:O NHS or HSC care organisation Commercial status:

Pharmaceutical industry
Medical device industry

Local Authority
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Other social care provider (including voluntary sector or private

organisation) Other

If Other, please specify:

Name of organisation | University

L

L

]
I I University
.

I
]
ethics@ I ac.uk

Is the sponsor based outside
the UK? No

Under the Research Governance Framework for Health and Social Care, a sponsor outside the UK must
appoint a legal representative established in the UK. Please consult the guidance notes.

4-54

AB65. Has external funding for the research been secured?

O Funding secured from one or more funders
O External funding application to one or more funders in progress

M No application for external funding will be made

What type of research project is this?

® standalone project
O Project that is part of a programme grant

O Project that is part of a Centre grant

O Project that is part of a fellowship/ personal award/ research training award

© other
Other — please state:
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AG67. Has this or a similar application been previously rejected by a Research Ethics Committee in the UK or another
country?

{Yes  (®No

Please provide a copy of the unfavourable opinion letter(s). You should explain in your answer to question A6-2
how the Please provide a copy of the unfavourable opinion letter(s). You should explain in your answer to
question A6-2 how the reasons for the unfavourable opinion have been addressed in this application.

A68-1. Give details of the lead NHS R&D contact for this research:

Title Forename/Initials Surname

Ms Anna Pearson
Organisation I P-tnership NHS Trust

Address —
—
——

Post Code [ ]

Work Email ]
Telephone I

Fax ]

Mobile ]

Details can be obtained from the NHS R&D Forum website: http://www.rdforum.nhs.uk

A69-1. How long do you expect the study to last in the UK?

Planned start date: 01/04/2015 Planned
end date: 01/10/2015

Total duration:
Years: 0 Months: 6 Days: 1
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A71-2. Where will the research take place? (Tick as appropriate)

[ England

O Scotland

O Wales

O Northern Ireland

[ Other countries in European Economic Area

Total UK sites in study

Does this trial involve countries outside the EU?

Yes (#No

IA72. What host organisations (NHS or other) in the UK will be responsible for the research sites? Please indicate the type
of organisation by ticking the box and give approximate numbers of planned research sites:

M NHS organisations in England 3
O NHS organisations in Wales

O NHS organisations in Scotland

O HSC organisations in Northern Ireland

[l GP practices in England

O GP practices in Wales

[l GP practices in Scotland

O GP practices in Northern Ireland
O Social care organisations

O Phase 1 trial units

O Prison establishments

O Probation areas

O Independent hospitals

O Educational establishments
O Independent research units

O Other (give details)

Total UK sites in study: 3

A76. Insurance/ indemnity to meet potential legal liabilities
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A76-1. What arrangements will be made for insurance and/or indemnity to meet the potential legal liability of the
sponsor(s) for harm to participants arising from the management of the research? Please tick box(es) as applicable.

Note: Where a NHS organisation has agreed to act as sponsor or co-sponsor, indemnity is provided through NHS schemes.
Indicate if this applies (there is no need to provide documentary evidence). For all other sponsors, please describe the
arrangements and provide evidence.

O NHS indemnity scheme will apply (NHS sponsors only)

M Other insurance or indemnity arrangements will apply (give details below)

I University legal liability cover will apply.

Please enclose a copy of relevant documents.

A76-2. What arrangements will be made for insurance and/ or indemnity to meet the potential legal liability of the
sponsor(s) or employer(s) for harm to participants arising from the design of the research? Please tick box(es) as
applicable.

Note: Where researchers with substantive NHS employment contracts have designed the research, indemnity is provided

through NHS schemes. Indicate if this applies (there is no need to provide documentary evidence). For other protocol authors
(e.g. company employees, university members), please describe the arrangements and provide evidence.

O NHS indemnity scheme will apply (protocol authors with NHS contracts only)

M Other insurance or indemnity arrangements will apply (give details below)

I University legal liability cover will apply.

Please enclose a copy of relevant documents.
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A76-3. What arrangements will be made for insurance and/ or indemnity to meet the potential legal liability of
investigators/collaborators arising from harm to participants in the conduct of the research?

Note: Where the participants are NHS patients, indemnity is provided through the NHS schemes or through professional
indemnity. Indicate if this applies to the whole study (there is no need to provide documentary evidence). Where non-NHS sites

are to be included in the research, including private practices, please describe the arrangements which will be made at these
sites and provide evidence.

[ NHS indemnity scheme or professional indemnity will apply (participants recruited at NHS sites only)

O Research includes non-NHS sites (give details of insurance/ indemnity arrangements for these sites below)

Please enclose a copy of relevant documents.
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Please enter details of the host organisations (Local Authority, NHS or other) in the UK that will be responsible for the
research sites. For NHS sites, the host organisation is the Trust or Health Board. Where the research site is a primary care
site, e.g. GP practice, please insert the host organisation (PCT or Health Board) in the Institution row and insert the research

site (e.g. GP practice) in the Department row.

Research site

Institution name I - tnership
Department name [l Recovery Team

Street address 2 1 |

Town/city [
Post Code [
Institution name I P-tnership

Department name [l Recovery Team

Street address

I
Town/city [ ]
Post Code [ ]
Institution name I -rinership

Department name [l Recovery Team
Street address .
Town/city [
Post Code I

Investigator/ Collaba
Contact

Title
First name/ Initials py
Surname

Title

First name/ Initials py

Surname .

Title

First name/ Initials py

Surname .
I
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1.

10.

11.

D1. Declaration by Chief Investigator

The information in this form is accurate to the best of my knowledge and belief and | take full responsibility for it.

| undertake to abide by the ethical principles underlying the Declaration of Helsinki and good practice guidelines
on the proper conduct of research.

If the research is approved | undertake to adhere to the study protocol, the terms of the full application as
approved and any conditions set out by review bodies in giving approval.

| undertake to notify review bodies of substantial amendments to the protocol or the terms of the approved
application, and to seek a favourable opinion from the main REC before implementing the amendment.

| undertake to submit annual progress reports setting out the progress of the research, as required by review
bodies.

| am aware of my responsibility to be up to date and comply with the requirements of the law and relevant
guidelines relating to security and confidentiality of patient or other personal data, including the need to register
when necessary with the appropriate Data Protection Officer. | understand that | am not permitted to disclose
identifiable data to third parties unless the disclosure has the consent of the data subject or, in the case of
patient data in England and Wales, the disclosure is covered by the terms of an approval under Section 251 of
the NHS Act 2006.

| understand that research records/data may be subject to inspection by review bodies for audit purposes if
required.

| understand that any personal data in this application will be held by review bodies and their operational
managers and that this will be managed according to the principles established in the Data Protection Act 1998.

| understand that the information contained in this application, any supporting documentation and alll
correspondence with review bodies or their operational managers relating to the application:

o Will be held by the REC (where applicable) until at least 3 years after the end of the study; and by NHS
R&D offices (where the research requires NHS management permission) in accordance with the NHS
Code of Practice on Records Management. ¢ May be disclosed to the operational managers of review

bodies, or the appointing authority for the REC (where applicable), in order to check that the application has

been processed correctly or to investigate any complaint.

e May be seen by auditors appointed to undertake accreditation of RECs (where applicable).

e Will be subject to the provisions of the Freedom of Information Acts and may be disclosed in response to
requests made under the Acts except where statutory exemptions apply.

e May be sent by email to REC members.

| understand that information relating to this research, including the contact details on this application, may be
held on national research information systems, and that this will be managed according to the principles
established in the Data Protection Act 1998.

Where the research is reviewed by a REC within the UK Health Departments Research Ethics Service, |
understand that the summary of this study will be published on the website of the National Research Ethics
Service (NRES), together with the contact point for enquiries named below. Publication will take place no earlier
than 3 months after issue of the ethics committee’s final opinion or the withdrawal of the application.
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Contact point for publication(Not applicable for R&D Forms)

NRES would like to include a contact point with the published summary of the study for those wishing to seek further
information. We would be grateful if you would indicate one of the contact points below.

® Chief Investigator
O Sponsor
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O Study co-ordinator

o Student

O Other — please give details
o None

Access to application for training purposes (Not applicable for R&D Forms) Optional
— please tick as appropriate:

[+ I would be content for members of other RECs to have access to the information in the application in

confidence for training purposes. All personal identifiers and references to sponsors, funders and research units
would be removed.

SIgNAtUIE: e

Print Name: Sarah Davidson

Date: 09/01/2015 (dd/mml/yyyy)
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D2. Declaration by the sponsor's representative

If there is more than one sponsor, this declaration should be signed on behalf of the co—sponsors by a representative of
the lead sponsor named at A64-1.

| confirm that:

1. This research proposal has been discussed with the Chief Investigator and agreement in principle to sponsor the
research is in place.

2. Any necessary indemnity or insurance arrangements, as described in question A76, will be in place before this
research starts. Insurance or indemnity policies will be renewed for the duration of the study where necessary.

3. Arrangements will be in place before the study starts for the research team to access resources and support to
deliver the research as proposed.

4. Arrangements to allocate responsibilities for the management, monitoring and reporting of the research will be in
place before the research starts.

5. The duties of sponsors set out in the Research Governance Framework for Health and Social Care will be
undertaken in relation to this research.

6. Where the research is reviewed by a REC within the UK Health Departments Research Ethics Service, |
understand that the summary of this study will be published on the website of the National Research Ethics
Service (NRES), together with the contact point for enquiries named in this application. Publication will take place
no earlier than 3 months after issue of the ethics committee's final opinion or the withdrawal of the application.

7. Specifically, for submissions to the Research Ethics Committees (RECs) | declare that any and all clinical trials
approved by the HRA since 30th September 2013 (as defined on IRAS categories as clinical trials of medicines,
devices, combination of medicines and devices or other clinical trials) have been registered on a publically
accessible register in compliance with the HRA registration requirements for the UK, or that any deferral granted
by the HRA still applies.

SIGNAtUIE: e

Print Name:

Post:

Organisation:

Date: (dd/mml/yyyy)




ETHICS SECTION 4-65

D3. Declaration for student projects by academic supervisor(s)

1. I have read and approved both the research proposal and this application. | am satisfied that the scientific content of
the research is satisfactory for an educational qualification at this level.

2. I undertake to fulfil the responsibilities of the supervisor for this study as set out in the Research Governance
Framework for Health and Social Care.

3. | take responsibility for ensuring that this study is conducted in accordance with the ethical principles underlying the
Declaration of Helsinki and good practice guidelines on the proper conduct of research, in conjunction with clinical
supervisors as appropriate.

4. | take responsibility for ensuring that the applicant is up to date and complies with the requirements of the law and
relevant guidelines relating to security and confidentiality of patient and other personal data, in conjunction with clinical
supervisors as appropriate.

Academic supervisor 1

ST (o g F= L0 = T PP T PP PP OPPPTRN
Print Name: I

Post: I

Organisation: I University

Date: 19/01/2015 (dd/mml/yyyy)




ETHICS SECTION 4-66

NHS

Health Research Authority

National Research Ethics Service

NRES Committee

07 April 2015

Miss Sarah Davidson
Trainee Clinical Psychologist

e I < ity
N

I University
]

LA1 4YG

Dear Miss Davidson

Study title: What does the concept of recovery mean for the sense
of self for people with a Borderline Personality Disorder
Diagnosis?

REC reference:

IRAS project ID: 172053

The Research Ethics Committee reviewed the above application at the meeting held on
27 March 2015. Thank you for attending to discuss the application.

We plan to publish your research summary wording for the above study on the HRA
website, together with your contact details. Publication will be no earlier than three
months from the date of this favourable opinion letter. The expectation is that this
information will be published for all studies that receive an ethical opinion but should you
wish to provide a substitute contact point, wish to make a request to defer, or require
further information, please contact the REC Manager Mrs Carol Ebenezer,
nrescommittee.northwest-preston@nhs.net. Under very limited circumstances (e.g. for
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student research which has received an unfavourable opinion), it may be possible to grant

an exemption to the publication of the study.

Ethical opinion

The members of the Committee present gave a favourable ethical opinion of the above
research on the basis described in the application form, protocol and supporting
documentation, subject to the conditions specified below.

Conditions of the favourable opinion

The favourable opinion is subject to the following conditions being met prior to the start of

the study.

a.
to

b.

C.

The Committee would like to see the Participant Information Sheet revised

Include a further sentence “You can stop the recording at any time,
and ask for words to be deleted or changed” after “onto a digital
audio recorder”

Omit the whole reference to data being destroyed if they withdraw
from the study

Omit the words “if possible” from the paragraph on breaking
confidentiality iv) Under who has reviewed the project add

“and by the NN
I

State that there is potential for a further interview if information
needs to be checked/clarified.

The Committee would like to see the Introductory Letter revised to omit
“and | look forward to hearing from you”

The Committee would like to see the Consent Form revised to include the
version number and date of the Participant Information Sheet they have read

The Committee suggested, although this is not part of the opinion, that it might be better
to have two interviews with each participant so as not to threaten the reliability of the
methodology and to ensure that the interpretation is that of the participant and not the

researcher.

You should notify the REC in writing once all conditions have been met (except for
site approvals from host organisations) and provide copies of any revised
documentation with updated version numbers. The REC will acknowledge receipt
and provide afinal list of the approved documentation for the study, which can be
made available to host organisations to facilitate their permission for the study.

4-67
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Failure to provide the final versions to the REC may cause delay in obtaining
permissions.

Management permission or approval must be obtained from each host organisation prior to
the start of the study at the site concerned.

Management permission (“R&D approval”) should be sought from all NHS organisations
involved in the study in accordance with NHS research governance arrangements.

Guidance on applying for NHS permission for research is available in the Integrated
Research Application System or at http://www.rdforum.nhs.uk.

Where a NHS organisation’s role in the study is limited to identifying and referring
potential participants to research sites (“participant identification centre”), guidance should
be sought from the R&D office on the information it requires to give permission for this
activity.

For non-NHS sites, site management permission should be obtained in accordance with
the procedures of the relevant host organisation.

Sponsors are not required to notify the Committee of approvals from host organisations.

Registration of Clinical Trials

All clinical trials (defined as the first four categories on the IRAS filter page) must be
registered on a publically accessible database. This should be before the first participant
is recruited but no later than 6 weeks after recruitment of the first participant.

There is no requirement to separately notify the REC but you should do so at the earliest
opportunity e.g. when submitting an amendment. We will audit the registration details as
part of the annual progress reporting process.

To ensure transparency in research, we strongly recommend that all research is
registered but for non-clinical trials this is not currently mandatory.

If a sponsor wishes to request a deferral for study registration within the required
timeframe, they should contact hra.studyregistration@nhs.net. The expectation is that all
clinical trials will be registered, however, in exceptional circumstances non registration
may be permissible with prior agreement from NRES. Guidance on where to register is
provided on the HRA website.

The sponsor must ensure that all participants enrolled into the study are registered with
The Over Volunteering Prevention System (TOPS).

It is the responsibility of the sponsor to ensure that all the conditions are complied
with before the start of the study or its initiation at a particular site (as applicable).


http://www.rdforum.nhs.uk/
http://www.rdforum.nhs.uk/
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Ethical review of research sites
NHS Sites

The favourable opinion applies to all NHS sites taking part in the study taking part in the
study, subject to management permission being obtained from the NHS/HSC R&D office
prior to the start of the study (see “Conditions of the favourable opinion” below).

Summary of discussion at the meeting

The Chair welcomed you to the REC and thanked you for attending to discuss the study.
The Committee told you that this was a nice proposal and that the support offered was
good.

Social or scientific value; scientific design and conduct of the study
The Committee noted that there would be only one interview and that it would last for only
an hour and asked how you would include the participant in the interpretation.

You stated that you had thought about whether they would wish to be involved in the
analysis and could take transcripts back to them.

The Committee suggested that it would be easier to say to the participants during the
interview
“this is what | think you have said, is this correct?”, and you agreed to this.

The Committee asked whether it would be possible to do two interviews with each
participant to further confirm you have their interpretation rather than her own.

You told the Committee that you were unlikely to do two interviews and imagined that the
participants would be able to get their stories across in one session, unless there was so
much information that they became tired and wanted another session.

The Committee suggested that during the analysis it might become obvious that
information needs to be further clarified and advised it would be wise to state on the
Participant Information Sheet that there is potential for a second interview.

Care and protection of research participants; respect for potential and enrolled
participants’ welfare and dignity

The Committee noted that this is a vulnerable group and that debrief sessions were
available should they be needed.

The Committee noted that these participants can have a tendency to overvalue the
relationship and asked how this would be handled if the interview were done in the home.

You stated that this had been taken into account, and, as a result, you had decided not to
offer home visits. You told the Committee that you have worked a lot with this patient
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group and were aware of the boundaries and would liaise with the clinical team if
necessary.

Informed consent process and the adequacy and completeness of participant
information The Committee requested changes as described in the decision below.

The Committee suggested that, as there are few participants, there is no need to
withdraw data collected if a participant withdraws from the study.

Other general comments
The Committee pointed out that the reference in A 6 to DSM IV should read DSM V. You
acknowledged this and had already noted it.

Approved documents

The documents reviewed and approved at the meeting were:

Document Version Date

Evidence of Sponsor insurance or indemnity (non NHS Sponsors 04 August 2015
only) [Zurich Municipal]

Interview schedules or topic guides for participants [Sarah Davidson |1.1 09 February 2015
Interview Schedule Version 1.1]

Letter from sponsor [ University] 02 March 2015
REC Application Form [REC_Form_05032015] 35 04 March 2015
Referee's report or other scientific critique report [Thesis feedback

form]

Research protocol or project proposal [Sarah Davidson Thesis 1.1 19 January 2015
Protocol]

Summary CV for Chief Investigator (Cl) [Sarah Davidson Research 01 February 2015
CV]

Summary CV for supervisor (student research) [ Gz TN

Membership of the Committee

The members of the Ethics Committee who were present at the meeting are listed on the
attached sheet.

After ethical review

Reporting requirements
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The attached document “After ethical review — guidance for researchers” gives detailed
guidance on reporting requirements for studies with a favourable opinion, including:

. Notifying substantial amendments

. Adding new sites and investigators

. Notification of serious breaches of the protocol
. Progress and safety reports

. Notifying the end of the study

The NRES website also provides guidance on these topics, which is updated in the light
of changes in reporting requirements or procedures.

User Feedback

The Health Research Authority is continually striving to provide a high quality service to all
applicants and sponsors. You are invited to give your view of the service you have
received and the application procedure. If you wish to make your views known please use
the feedback form available on the HRA website: http://www.hra.nhs.uk/about-the-
hra/governance/qualityassurance/

HRA Training

We are pleased to welcome researchers and R&D staff at our training days — see details
at http://www.hra.nhs.uk/hra-training/

15/NW/0237 Please quote this number on all correspondence

With the Committee’s best wishes for the success of this project.

Yours sincerely

Cw’/mf
#

Dr Patricia Wilkinson Chair

E-mail: nrescommittee.northwest-preston@nhs.net
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Enclosures: List of names and professions of members who were present at the
meeting and those who submitted written comments

“After ethical review — guidance for researchers”

Copy to: I B University
M I B \H'S Trust

Attendance at Committee meeting on 27 March 2015

Committee Members:

Name Profession Present Notes
— Yes I
I [

Yes

—_ Yes
* No
* No
* Yes

Health

Yes

Also in attendance:
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Name Position (or reason for attending)

————————————— —
—
Hi

Many thanks for your correspondence. Please find attached the revised documentation, as requested by
the committee.

Kind Regards,

Sarah Davidson
Trainee Clinical Psychologist

Sent: 07 April 2015 09:27
To: Davidson, Sarah

Cc: Ethics (RSO) Enquiries;
Subject:

Please find the committee’s decision

S8O¥’
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XXXXXX

NEW central booking systems and electronic authorisation and submission from spring — find
out more

The HRA is keen to know your views on the service you received — our short feedback form is
available here

Please find acknowledgement that the conditions of the favourable opinion have been met

NEW central booking systems and electronic authorisation and submission from spring — find
out more

The HRA is keen to know your views on the service you received — our short feedback form is
available here


https://exchange2010.lancs.ac.uk/owa/redir.aspx?SURL=pbPehuybiKLIyT0k8xb2zEXPQu5SNgKfIa_x8xrGifoPqwa0koHSCGgAdAB0AHAAOgAvAC8AdwB3AHcALgBoAHIAYQAuAG4AaABzAC4AdQBrAC8AcgBlAHMAZQBhAHIAYwBoAC0AYwBvAG0AbQB1AG4AaQB0AHkALwBiAG8AbwBrAGkAbgBnAC0AcwB1AGIAbQBpAHMAcwBpAG8AbgAtAGMAaABhAG4AZwBlAHMALQBzAHAAcgBpAG4AZwAtADIAMAAxADQALwA.&URL=http%3a%2f%2fwww.hra.nhs.uk%2fresearch-community%2fbooking-submission-changes-spring-2014%2f
https://exchange2010.lancs.ac.uk/owa/redir.aspx?SURL=pbPehuybiKLIyT0k8xb2zEXPQu5SNgKfIa_x8xrGifoPqwa0koHSCGgAdAB0AHAAOgAvAC8AdwB3AHcALgBoAHIAYQAuAG4AaABzAC4AdQBrAC8AcgBlAHMAZQBhAHIAYwBoAC0AYwBvAG0AbQB1AG4AaQB0AHkALwBiAG8AbwBrAGkAbgBnAC0AcwB1AGIAbQBpAHMAcwBpAG8AbgAtAGMAaABhAG4AZwBlAHMALQBzAHAAcgBpAG4AZwAtADIAMAAxADQALwA.&URL=http%3a%2f%2fwww.hra.nhs.uk%2fresearch-community%2fbooking-submission-changes-spring-2014%2f
https://exchange2010.lancs.ac.uk/owa/redir.aspx?SURL=5098fgPbG5H3emvnmM8zo-X3tV6B8uK_VQ7Mm55GAxgPqwa0koHSCGgAdAB0AHAAOgAvAC8AdwB3AHcALgBoAHIAYQAuAG4AaABzAC4AdQBrAC8AYQBiAG8AdQB0AC0AdABoAGUALQBoAHIAYQAvAGcAbwB2AGUAcgBuAGEAbgBjAGUALwBxAHUAYQBsAGkAdAB5AC0AYQBzAHMAdQByAGEAbgBjAGUALwA.&URL=http%3a%2f%2fwww.hra.nhs.uk%2fabout-the-hra%2fgovernance%2fquality-assurance%2f
https://exchange2010.lancs.ac.uk/owa/redir.aspx?SURL=NwgXb4sTGBSk0OKeyac7NyJe3ZGJvp2krNNDrnB3IbnNnWjgkoHSCGgAdAB0AHAAOgAvAC8AdwB3AHcALgBoAHIAYQAuAG4AaABzAC4AdQBrAC8AcgBlAHMAZQBhAHIAYwBoAC0AYwBvAG0AbQB1AG4AaQB0AHkALwBiAG8AbwBrAGkAbgBnAC0AcwB1AGIAbQBpAHMAcwBpAG8AbgAtAGMAaABhAG4AZwBlAHMALQBzAHAAcgBpAG4AZwAtADIAMAAxADQALwA.&URL=http%3a%2f%2fwww.hra.nhs.uk%2fresearch-community%2fbooking-submission-changes-spring-2014%2f
https://exchange2010.lancs.ac.uk/owa/redir.aspx?SURL=NwgXb4sTGBSk0OKeyac7NyJe3ZGJvp2krNNDrnB3IbnNnWjgkoHSCGgAdAB0AHAAOgAvAC8AdwB3AHcALgBoAHIAYQAuAG4AaABzAC4AdQBrAC8AcgBlAHMAZQBhAHIAYwBoAC0AYwBvAG0AbQB1AG4AaQB0AHkALwBiAG8AbwBrAGkAbgBnAC0AcwB1AGIAbQBpAHMAcwBpAG8AbgAtAGMAaABhAG4AZwBlAHMALQBzAHAAcgBpAG4AZwAtADIAMAAxADQALwA.&URL=http%3a%2f%2fwww.hra.nhs.uk%2fresearch-community%2fbooking-submission-changes-spring-2014%2f
https://exchange2010.lancs.ac.uk/owa/redir.aspx?SURL=nfVwG2L8s4lgeKy9TYhUxaBx7FXMeVZ_G5JWGtmFc4_NnWjgkoHSCGgAdAB0AHAAOgAvAC8AdwB3AHcALgBoAHIAYQAuAG4AaABzAC4AdQBrAC8AYQBiAG8AdQB0AC0AdABoAGUALQBoAHIAYQAvAGcAbwB2AGUAcgBuAGEAbgBjAGUALwBxAHUAYQBsAGkAdAB5AC0AYQBzAHMAdQByAGEAbgBjAGUALwA.&URL=http%3a%2f%2fwww.hra.nhs.uk%2fabout-the-hra%2fgovernance%2fquality-assurance%2f
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Required Documentation for Trust R&D Permission

Information Required in All Cases

Is this project a clinical trial?

(IRAS project filter Q2: Clinical Trial of an Investigational Medicinal Product; Clinical Yes []
investigation/ study of a medical device; Combined trial of IMP/ medical device; Other
clinical trial of novel intervention or RCT comparing interventions in clinical practice) No X

(Please provide Name, Job Title, Address, Email, Tel No)
NB: if the project is student, we may need to contact you in the future for a final report etc, in this instance
please provide contact details other than the University

Day to Day Contact Details
for the project

Please insert here
Sarah Davidson
Trainee Clinical Psychologist
s.davidson

.ac.uk

Your Employer’s Contact Details; this
should usually be your Line Manager

Please insert here

I o .Uk

Proposed Start Date (once ethical* and
trust approval have been given)

once Trust permission is in place

*if ethics approval not required this is the date

01.04.2015

to carry-out your research project

Support from the Services where you want

Email approval from all site managers sent to

Mandatory documentation for all submissions

Documents Required

Further Information Tick

Research Protocol

Include questionnaires or interview schedules, Y
advertisements/flyers, GP/ Consultant letters
and any other documents that are included in
the study (with version numbers)

Research Participant Information Sheet

For all participants in the study (with version Y
number)

Research Participant Consent Form

For all participants in the study (with version Y
number)
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Submit the CV of the researcher who will Y
Summary CV for Cl/Local PI conduct the research locally. Please sign/date

this document

Please read, sign and date to confirm that you Y
Data Protection Statement (attached will adhere to this whilst carrying out your
with the checklist) research project in the Trust
Evidence of sponsorship & indemnity Y
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Documentation required for research requiring REC Approval

4-77

IRAS Site Specific Information Form
(in PDF format)

Documents Required Further Information Tick
www.nres.npsa.nhs.uk/ Y
IRAS R&D Application Form https://www.myresearchproject.org.uk/
(in PDF format) Sections of the form require signatures and must
be submitted either by post or email
The Declaration page should be signed by the Y

Pl and submitted either by emailed or post

REC Letter showing favourable opinion
(if received)

OR

Written confirmation from the REC that
ethical review is not required

Your application may be submitted without this
letter, however, formal approval will not be
granted until it is received

Please also submit all ethics correspondence
letters with your application

In a few cases it is possible that a research
study does not require ethical review. In this
case you must submit written confirmation from
the REC; an email is acceptable

Documentation required for research that does not require REC

approval

Please see guidance for full details of research that does not require REC approval.
Under the harmonised GAfREC (Governance Arrangements for Research Ethics Committees):
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_ 1264

74 certain types of research no longer require REC review, which includes a large proportion of research
that involves NHS Staff only. However, where the Research Governance Framework for Health and

Social Care applies, the research will continue to require management permission from host care

organisations (“R&D approval’).

Documents Required Further Information Tick
Simplified Version of the R&D Application | www.nres.npsa.nhs.uk/
Form (in PDF format) [within the Integrated | https://www.myresearchproject.org.uk/
Research Application System (IRAS) in the
project filter question 4, please select | Sections of the form require signatures and must
NHS/HSC Research and Development offices’ | pe sent in (either electronic, scanned - emailed
only and this produces a simplified version of or post to the address provided below)
the application form]
IRAS Site Specific Information (SSI) Form | The Declaration page should be signed by the
(in PDF format) Pl and sent in (as above form)
Additional documentation for student research only
Documents Required Further Information Tick



http://www.nres.npsa.nhs.uk/
https://www.myresearchproject.org.uk/
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_126474
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_126474
http://www.nres.npsa.nhs.uk/
https://www.myresearchproject.org.uk/
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Summary CV for Research Supervisor(s)

University Ethics Approval Letter

Documentation required for Clinical Trials of Investigational Medicinal

Products (CTIMPS) only

(see http://www.ct-toolkit.ac.uk/)

Documents Required

Further Information

Tick

IRAS R&D Application Form
(in PDF format)

www.nres.npsa.nhs.uk/
https://lwww.myresearchproject.org.uk/

Sections of the form require signatures and must
be sent in (either electronic, scanned - emailed
or post to the address provided below)

IRAS Site Specific Information Form
(in PDF format)

The Declaration page should be signed by the
Pl and sent in (as above form)

REC Letter showing favourable opinion
(if received)

OR

Written confirmation from the REC that
ethical review is not required

Your application may be submitted without this
letter, however, formal approval will not be
granted until it is received.

In a few cases it is possible that a research
study does not require ethical review. In this
case you must submit written confirmation from
the REC; an email is acceptable.

Please also submit all ethics correspondence
letters with your application

Clinical Trial Agreement (CTA):
Including contract/financial agreement,
and statement of indemnity (Individual
CTAs for each participating Trust).

For commercially contracted trials, the model
Clinical Trial Agreement should be used.

MHRA Approval — Clinical Trial
Authorisation

http://www.mhra.gov.uk/index.htm

EudraCT Number

European Clinical Trials Database
https://eudract.emea.europa.eu/

GCP Training Certificates

All members of the research team must have
completed GCP Training and this must be in
date within 2 years

Please note if you are not a ||l Partnership NHS Foundation Trust member of staff you

will need to submit relevant documentation to gain a letter of access or honorary research

contract prior to commencing any research. For existing NHS staff this will be the NHS to NHS
pre-engagement checks form; researchers with no contractual relationship with the NHS may
need to submit via the research passport system.

Please return all required documentation together with this form electronically to:

Please also cc the R&D Manager: _


http://www.ct-toolkit.ac.uk/
http://www.nres.npsa.nhs.uk/
https://www.myresearchproject.org.uk/
http://www.mhra.gov.uk/index.htm
https://eudract.emea.europa.eu/
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(please do not send hard copy originals in the post, except signature forms, if these cannot be scanned in
& emailed)

Address:
Research & Development Department

If you have any questions regarding the approval process, please contact the R&D Department via the
above or call
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Dear Sarah,

Re: NHS Trust Permission to Proceed

Our Ref: S0415
Project Reference: S0415

Date: 16" April 2015

Sarah Davidson

B University
]
I Email:

Project Title: Recovery, Sense of Self and Borderline Personality Disorder

| am pleased to inform you that the above project has received research governance
permission.

Please take the time to read through this letter carefully and contact me if you would like any
further information. You will need this letter as proof of your permission.

Trust R&D permission covers all locations within the Trust; however you will only be allowed
to recruit from the sites/services you have indicated in section 3 of the SSI application form. If
you would like to expand recruitment into other services in the Trust that are not on the original
SSI then you must contact the R&D department immediately to discuss this before doing so.

You also must ensure you have liaised with and obtained the agreement of individual
service/ward managers before commencing recruitment in that service and you must contact
the relevant service/ward managers prior to accessing the service to make an appointment to
visit before you can commence your study in the Trust.

Please make sure that you take your Trust permission letter with you when accessing Trust
premises and please include the Trust reference number on any correspondence/emails so
that the services are assured permission has been granted.




Recruitment

Researchers must recruit the first participant to || il Partnership NHS Foundation Trust
within 30 days of being granted Trust permission and ensure that studies recruit to time and
target.

National guidelines expect Trusts to report the date when the first participant is recruited to the
study, therefore please can you provide this information at that point to the R&D department at

If you have any concerns with recruitment please contact the R&D team immediately for
assistance.

Monitoring

If your study duration is less than one year, you will be required to complete an end of study
feedback report on completion. However if your study duration is more than one year, you will
be required to complete a short electronic progress report annually and an end of study report
on completion. As part of this requirement, please ensure that you are able to supply an
accurate breakdown of research participant numbers for this Trust (recruitment target, actual
numbers recruited). To reduce bureaucracy, progress reporting is kept to a minimum;
however, if you fail to supply the information requested, the Trust may withdraw permission.

Honorary Research contracts (HRC)

All researchers with no contractual relationship with any NHS body, who are to interact with
individuals in a way that directly affects the quality of their care, should hold Honorary Research
NHS contracts. Researchers have a contractual relationship with an NHS body either when
they are employees or when they are contracted to provide NHS services, for example as
independent practitioners or when they are employed by an independent practitioner
(Research Governance Framework for Health and Social Care, 2005). If a researcher does not
require an HRC, they would require a Letter of Access (LoA). For more information on whether
you or any of your research team will require an HRC or LoA please liaise with this office. Itis
your responsibility to inform us if any of your team do not hold Honorary Research NHS
contracts/Letters of Access.

Staff involved in research in NHS organisations may frequently change during the course of a
research project. Any changes to the research team or any changes in the circumstances of
researchers that may have an impact on their suitability to conduct research MUST be notified
to the Trust immediately by the Principal Investigator (or nominated person) so that the
necessary arrangements can be put in place

Research Governance

The Research Governance Sponsor for this study is _ University. Whilst conducting
this study you must fully comply with the Research Governance Framework. This can be
accessed at:
http://www.dh.gov.uk/PublicationsAndStatistics/Publications/PublicationsPolicyAndGuidance/
PublicationsPolicyAndGuidanceArticle/fs/en?CONTENT ID=4108962&chk=WdelTv For
further information or guidance concerning your responsibilities, please contact your research
governance sponsor or your local R&D office.

Risk and Incident Reporting

Much effort goes into designing and planning high quality research which reduces risk;
however untoward incidents or unexpected events (i.e. not noted in the protocol) may occur in
any research project. Where these events take place on Trust premises, or involve Trust
service users, carers or staff, you must report the incident within 48 hours via the Trust incident



http://www.dh.gov.uk/PublicationsAndStatistics/Publications/PublicationsPolicyAndGuidance/PublicationsPolicyAndGuidanceArticle/fs/en?CONTENT_ID=4108962&chk=Wde1Tv
http://www.dh.gov.uk/PublicationsAndStatistics/Publications/PublicationsPolicyAndGuidance/PublicationsPolicyAndGuidanceArticle/fs/en?CONTENT_ID=4108962&chk=Wde1Tv
http://www.dh.gov.uk/PublicationsAndStatistics/Publications/PublicationsPolicyAndGuidance/PublicationsPolicyAndGuidanceArticle/fs/en?CONTENT_ID=4108962&chk=Wde1Tv
http://www.dh.gov.uk/PublicationsAndStatistics/Publications/PublicationsPolicyAndGuidance/PublicationsPolicyAndGuidanceArticle/fs/en?CONTENT_ID=4108962&chk=Wde1Tv

reporting system. If you are in any doubt whatsoever whether an incident should be reported,
please contact us for support and guidance.

Regardless of who your employer is when undertaking the research within || Gz
Partnership NHS Foundation Trust you must adhere to Trust policies and procedures at all
times.

Confidentiality and Information Governance

All personnel working on this project are bound by a duty of confidentiality. All material
accessed in the Trust must be treated in accordance with the Data Protection Act (1998) For
good practice guidance on information governance contact us.

Protocol / Substantial Amendments

You must ensure that the approved protocol is followed at all times. Should you need to amend
the protocol, please follow the Research Ethics Committee procedures and inform all NHS
organisations participating in your research.

Final Reports
At the end of your research study, we will request a final summary report so that your findings
are made available to local NHS staff. The details from this report may be published on the
NHS Trust internet site to ensure findings are disseminated as widely as possible to
stakeholders.

On behalf of this Trust, may | wish you every success with your research. Please do not

hesitate to contact us for further information or guidance.

Yours sincerely,

Dr [

Research & Development Manager

cc:  Dr N NN
N
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