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Background: Posttraumatic growth is the concept that following a traumatic experience and
the resulting struggle with significant adversity some people may start to view their
experiences as a springboard for growth (Silva, Ownsworth, Shields, & Fleming, 2011).
However, there is currently limited understanding of the process of how posttraumatic

growth (PTG) develops following acquired brain injury (ABI).

Method: This research explored the process of developing PTG following ABI. Semi-
structured interviews with 10 participants about their experience were transcribed and
analysed according to a grounded theory method. Participants were recruited from a brain

injury charity with the aim of involving them at every step of the research process.

Results: The findings suggest a dynamic and fluid process in the development of PTG.
Four themes were constructed from the data and comprise the model. These themes are

inter-connected and are: “living with a life changing injury”, “trying to ‘beat it’ and

acceptance”, “identifying with a new you and others” and “meaningful positive change”.

Conclusion: PTG was described by the participants as a process of acceptance, identifying
with others and developing new views of themselves and a changed perspective, leading to a
belief that there is “life after brain injury”. The theoretical model suggests that identity and
relationships are a key process in the development of PTG. Whilst this is consistent with
existing literature it also suggests the importance of shared experience which needs to be

explored in more detail. Future directions and implications for rehabilitation are discussed.
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Summary of Portfolio

Section A: Section A is a systematic review of qualitative data using the narrative synthesis
method. This synthesis aimed to review the existing literature describing the role social
support may play in the development of posttraumatic growth following spinal cord injury.
It had two main aims: firstly, to critique the included studies using a structured appraisal
tool, in order to be able to make comments about the quality of the existing evidence base.
Secondly, following this, a synthesis of the results from the included studies aims to
determine similar themes across the studies, focusing on the role of social support in the

development of posttraumatic growth.

Section B: In order to draw similarities between the synthesis and the research paper
(Section C), this bridging chapter explores the similarities between spinal cord injury and

acquired brain injury.

Section C: This section presents the main research paper. This followed a grounded theory
method, exploring the process of posttraumatic growth for adults with acquired brain injury.
The results are described in terms of the key themes in the process of posttraumatic growth,
and a theoretical model constructed from the data is presented. The findings are integrated

with existing theory and research, and clinical and research implications are presented.

Section D: This chapter outlines the methodology and design used for both the synthesis
and research paper. In addition, quality markers are discussed in relation to carrying out

qualitative research with a reflective section to demonstrate the rigour of the study.

Section E: This chapter summarises the main findings, with a discussion and critical
evaluation of the strengths and limitations of the studies, in addition to the clinical

implications and areas of future research.
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Systematic Review

Does the experience of social support promote the development of posttraumatic growth
following spinal cord injury? A narrative synthesis of qualitative research
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Does the experience of social support promote the development of
posttraumatic growth following spinal cord injury? A narrative synthesis

of qualitative research

Abstract

Purpose: This narrative synthesis aims to appraise the existing literature and explore
subjective experiences of social support in the development of posttraumatic growth (PTG)
following spinal cord injury (SCI). Method — data sources: Peer-reviewed journals were
identified, using Psychinfo, MEDLINE, CINAHL and PlubMed search engines. Study
selection: The search criteria included key words for PTG, SCI and social support. After
duplicates were removed 600 abstracts were screened, applying inclusion and exclusion
criteria. Data extraction: The 10 selected studies were reviewed in detail, critically
appraised, with key themes identified. Results: Using the Critical Appraisal Skills
Programme (CASP) qualitative checklist, the quality of the 10 studies varied, with the
studies meeting between five and eight of the ten criteria. In addition, the narrative
synthesis identified five interrelated themes: the self in social relationships, re-connecting
with the social world, meeting others with SCI, building closer relationships with family,
and social support from others. Conclusions: The quality of the studies varied,
demonstrating the difficulty with using the CASP to evaluate qualitative research. The
synthesis suggests that the experience of social support, social identity, and comparison with
others can facilitate the development of PTG. Further research into the relationship between
social support and PTG is needed.

Keywords: Posttraumatic growth, social support, peer support, identity, spinal cord injury

Implications for Rehabilitation
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Social support from others with SCI may foster the process of PTG. Specialist
rehabilitation and community services may be able to facilitate group membership,
how this can be assessed and incorporated into interventions should be considered.
Health professionals can enhance a person’s opportunity to develop social
relationships by increasing meaningful activities with others who have experienced
SCI.

Appropriate support from family and friends can facilitate the person incorporating
new views of self, of others and of the world following the impact of SCI. The role
that educating family and friends has on facilitating successful recovery for the
person with SCI needs further consideration.

Increasing opportunity for upward or downward social comparison via community
and/or sporting groups as well as the use of technology such as online forums and/or

community groups for survivors of SCI - needs further exploration.

Introduction

Spinal cord injury (SCI) can be considered to be one of the most debilitating injuries which

may confront a person [1]. The consequences of such an injury will impact on social

relationships and participation, reintegration into the community, and employment [2] as

well as mobility [3]. Thus, affecting a person’s quality of life and presenting a stressful

process for family members, resulting in their own poor physical health [4]. Being

confronted with a lifelong process of adapting to a physical disability increases the risk of

poor mental health, poor adjustment and poor coping skills such as substance abuse, and risk

of suicide [5]. However, research has suggested that people appear to adapt better following

SCI when they have sought social support [6] and social participation [7].

Identity and social support
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Learning to live with a disability and the physical changes following an injury such as SCI,
may require a person to adapt to how they navigate social circumstances and engage in
activities [8]. Being able to adapt and develop new opportunities to participate with social
activities has been suggested to increase the feeling of being a part of society [9]. Some
authors have explored how coping is linked to social comparison through relating one’s own
characteristics to those of other people [10-12]. The downward comparison theory [13]
suggests that when a person facing serious disease compares themselves to others who they
perceive as worse off, this may have an adaptive function [14]. In addition, upward self-
identification can foster positive feelings and provide opportunities to learn from others who
are coping better [14, 15]. The beneficial effects of various forms of social connectedness
within relationships and group membership have been shown to buffer a person’s ability to

overcome adversity [16, 17].

Furthermore, social support has long been recognized as important in adjusting to the
physical and psychosocial challenges following SCI [18]. High levels of social support
among people with SCI are associated with higher life satisfaction, higher levels of well-
being, and improved employment rates [19] when compared to those receiving less social
support. Relationships with others who have shared experiences can be considered the most
effective type of support for people experiencing stress [20]. This idea of support via
similarities stems from the social comparison theory, which suggests that people prefer to
associate with others who have faced a similar crisis so that they can compare and learn
effective coping abilities [21]. The impact of SCI, and the challenges this places on a
person’s self-identity and identity within relationships, may share similarities with the
meaning-making process of PTG, whereby, a person understands and makes sense of
traumatic experiences. It has been suggested, that following injury people can view

themselves as stronger as a result of the active nature of defining self and social
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relationships [17]. Therefore, understanding the value of social support following SCI may

add to our understanding of the development of PTG.

Posttraumatic growth

Research has started to focus on why some individuals report positive changes following
SCI. The phrase posttraumatic growth (PTG) was coined py Tedeschi and Calhoun [22] to
explain the phenomenon of positive psychological growth following trauma [22-24]. This
model of PTG suggests that the struggle with trauma can not only produce psychological
distress but can also provide the opportunity for the experience of PTG. The experience of
trauma has been assumed to challenge a person’s core beliefs that define their assumptions
about the world and the self, or their assumptive world [25, 26]. Following trauma these
prior assumptions are often shattered and can influence a person’s interpretation of the past,
and expectations of the future [27], with PTG emerging from the process of coming to terms
with the event and rebuilding the assumptive world. This rebuilding of a persons’
assumptions may result in re-examining many aspects of their life, with PTG often reported
in five key areas: relating to others, new possibilities, personal strength, spiritual change,
and appreciation of life [24, 25, 28]. This phenomenon is different from coping or adjusting
to changes following a trauma. This is thought to be because a key element of PTG is that
individuals experience and report growth and improvement rather than returning to how they
were before [23]. In addition, the organismic valuing process theory [29] suggests that a
person moves through a process of assimilation, negative accommodation and positive
accommodation of new-trauma information via their motivation to rebuild and re-evaluate

their experiences.

Furthermore, theories of PTG do not suggest that PTG is a direct consequence of the
traumatic experience, but rather that the focus is on the process whereby a person changes

their world view following trauma [28]. PTG is often considered to be both an outcome and
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a process, and as such has been suggested that it differs from the concepts of both coping
and resilience [30]. Resilience is often understood as a person adapting to distressing life
circumstances, with resilience encompassing the ability to cope with trauma and the
resulting aftermath [31]. Resilience may be required to cope with the initial distress
following trauma but this does not necessarily ensure that PTG will emerge [23]. As such,
PTG is viewed to be distinct from the concept of resilience or coping as it requires a person
to engage actively in a meaning-making process in which their beliefs about themselves, the
world and the future change [32]. This process of re-evaluation may be a key influencing

factor through which transformation and growth can be developed [22, 25, 33].

Whilst PTG may not be reported by everybody following a traumatic experience, a
growing body of literature has indicated that individuals who have sustained an SCI can
experience PTG, with “Personal Strength” and “Spiritual Change” being identified as key
areas of growth [34]. Further research identified that between 54% and 79% of a sample of
people with SCI reported at least some positive change after injury, with the greatest change
being people discovering they were stronger than they thought they were [35]. Recent
research found that people who experienced PTG following SCI reported more meaningful
family relationships, a greater recognition of strengths, and a greater appreciation of life
[36]. Family relationships and engagement in and appreciation of life appeared to be

predictors of PTG [37].

Posttraumatic growth and social support

One factor that has been identified as important in the development of PTG is the
availability of, and satisfaction with, social support [38]. This suggests that the process of
PTG requires the development of a social network which provides opportunity for empathy,
and the development of new cognitions around the traumatic event [39]. A changed sense

within one’s relationships can involve an experience of deepening relationships, increased
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compassion and sympathy for others, and greater ease at expressing emotions. Being visibly
disabled is a qualitatively unique experience because of the direct impact that a visible
disability has on social relations, body image and identity [40]. Research on the integration
necessary for positive adjustment to physical disability shows that people must integrate into
society, integrate with the disability community, internally integrate sameness and

differentness, and integrate feelings and self-presentation [39].

Considering previous studies on the role that social support and social identity
comparison can play in learning to live with SCI, it is important to further explore the notion
that social support can facilitate PTG. Understanding the role social support has for
facilitating PTG will have clinical implications. Strong social support is suggested as
fundamental in facilitating people with SCI being able to reconnect with the community and
reconstructing their lives [41], and that close families and friends need to be involved in the
rehabilitation process [42]. Yet it is still unclear how these factors may influence the
development of PTG. It would be conductive to consider the quality of the current literature

and consider what areas of future research may be most applicable.

Previous reviews have been applied more broadly to the area of severe physical
injury and the concept of PTG [43] or were limited to increased spirituality, following SCI
with studies where PTG was a key concept [44]. The aim of this review, therefore is to
expand on the current understanding of how social support may play a role in the process of
PTG following SCI. Evaluating the findings from previous studies for the role of social
support in the process of developing PTG will be important in considering future directions

and potential interventions for rehabilitation services.

In order to address these aims, the systematic review will use the techniques of a

narrative synthesis in order to review and evaluate the descriptive accounts of a person’s
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experience of social support, and the role that this may play in developing PTG following

SCI.

Method

The narrative synthesis was chosen because it is well suited for synthesising findings from
multiple studies where the results are qualitative [45]. This review has followed the
guidance by Popay [46] for carrying out a narrative synthesis which suggests four elements
that reviewers can move along in an iterative manner during the synthesis (Figure 1). These
four elements suggested were considered throughout, initially by developing a tightly
focused review question in order to identify the study selection criteria in advance, and to
limit and focus on the amount of evidence required to address the review question [47].
This was to ensure that a clear, coherent and systematic approach could be followed during
the synthesis [48]. The systematic review was undertaken during December 2016. Other
interpretative qualitative systematic review methods [49] were considered, namely meta-
synthesis. The main difference between the narrative synthesis and meta-synthesis is that
this current review was unable to develop a new theory from the research [45]. However,
due to the extent of the available research it was decided that a systematic review may
provide further understanding for future research. Furthermore, a pragmatic decision to
utilise a narrative synthesis method was taken due to the clear and systematic guidelines that
could be followed, and which has been recommended for novice researchers and those
working without a team of researchers due to the complexity of carrying out a qualitative

meta-synthesis [50].
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Figure 1. Method of narrative synthesis carried out in this review

Developing the review
guestion — considering
the Population, Interest
and Context (PICo)

}

Explicit inclusion and
exclusion criteria

!

Search of literature =
following PRISMA

}

Critical appraisal of
included studies- using
CASP criteria for
qualitative research

!

Synthesis of results from
included studies -using
thematic analysis

}

Assessing the robustness
of the current synthesis
using reflexivity and
discussion chapter

Identifying relevant studies

A number of search terms were used to identify studies on the topic of PTG and the role
social support may have in the development in the field of SCI. These search terms were
drawn from previous reviews in this area [43, 44]. The search terms “posttraumatic
growth”, “post traumatic growth”, “post-traumatic growth”, “positive growth”, “stress-
related growth”, “benefit finding”, “perceived benefits”, “positive changes”, “psychological
growth”, “growth from adversity”, and “thriving” were used to identify studies on the topic
of PTG. These were then combined with “spinal cord injury” or “spinal cord injuries” and
were entered into the following databases: Psychinfo, Medline, CINAHLPIlus, and PubMed.

To address the question of the role social support plays in the development of PTG the
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search terms “family”, “marital interactions”, “relationships”, “friends”, “social support”,
“support system”, “peer support”, “families”, “relatives”, “parents” or “siblings” were added

to narrow the initial results.

Papers were restricted to studies reporting qualitative data, and as the concept of
PTG was first described in 1995 by Tedeschi and Calhoun [25], to those published between
1995 and 2016. Studies were written in English, and editorials and commentaries were

excluded.

Study selection

The study limited the search to SCI injury only and excluded studies if they focused on
other diagnoses (e.g. head injury), or if they were interested in one specific aspect following
SCI (e.g. pain management, sexuality, goal outcomes). This is similar to a recent scoping
review [44] and meta-synthesis [43]. To ensure that sufficient descriptive detail was

provided, mixed methods and quantitative studies were excluded.

This review included studies where the main focus was PTG and excluded studies that
focused on other theoretical ideas or consequence of SCI, e.g. coping or pain. This was to
ensure that the studies included in the review would contain the unique features of PTG
[51]. The extensive search items for PTG were to ensure that even articles that did not have
PTG in the title would be included, in order to ensure that key articles are found [52]. After
duplicates were removed, 600 search results required further screening (Figure 2). This
initial screening focused on removing obvious studies that did not meet criteria e.g. theses,

book chapters, or non-human studies.

Figure 2. PRISMA flow chart
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The titles and abstracts were then screened to identify articles that met the eligibility
criteria, yielding 39 articles fitting the initial search strategy. The articles were read in full
to ensure their quality. All studies were interviews with adults, and studies were excluded
where participants had sustained their injury as a child. This was because the degree to
which the growth process in children corresponds to the process observed among adults is as

yet unclear [53].

Description of the studies
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The articles were all published between 2005 and 2015 and were reporting from a variety of
countries, all of which were in the developed world. All studies reported a range of
contextual information, with two studies reporting relationship status (Table 1). The studies
used mixed-gender samples, with the exception of two which used male-only participants
[54, 55] and one study that did not state the number of males or females within their sample

[56].

The age at which participants sustained their injury varied, with the range being
between 18 and 77 years. Time since injury also varied from less than one year to 18 years.
The cause and severity of SCI also varied across studies, as well as the level of description
reported within the studies. The majority of the studies recruited participants through
purposeful sampling for PTG [36, 54, 55, 57, 58, 59, 06], or did not state how participants
were recruited [56, 61, 62]. For the studies that used purposeful sampling the criteria were
specific for each study but included reported good life satisfaction and evidence of
achievements, and demonstrated positive psychological outcomes [36, 57, 58], low level
distress, growth and resilience [60, 58], participation in a sport [55, 59] and having prior
employment [54]. Inclusion criteria varied across the studies, although all participants had
experienced SCI and were being interviewed as an adult. Exclusion criteria included having

a head injury [62], or not being physically unwell [61].

20



*Ainfu

aouls shep /9
in2000191d ~ 8T usamiaq
Suimoj|e 3oue3dande sIy Yum 3j1| S, [ENPIAPUL UB 0u] paleISaIuI "a19)dwodul paniday 's9 ymosd
34 0 22uauadxa 3uljqeua snyl padiawa Jey) away) e osje Apmys ‘uoneNjIqgeya) gpueayaidwod  pue gT udamiag =]}
3I3M PlIOM DY) pue 35 Jo suondaasad ul saBuey) ‘sdiysuoneas sishjeue MAIA paouswwWwod L YUM Jequin| pade uawom  SojoydAsd (19]
pue s3j0; ‘a8els 3Jl| ‘IXaju0) J1BY1 0} OS[e I [eNPIAPUI [eaidojouawouayd |euondas aouls shep 1 2pesoy T pue usw pue AN ‘TT0Z
33 01 Ajuo Jou Aefas pue xa|dwod 3se S Suimoj|oy sjesiesddy amaidiau) -5501) 26-01) wanedu| 31815 J0u pig ¥ |eansd § 8 ‘sjuaied o1 Suiauyy  adod 03 Ay ‘Jasiey
dunigey Buinuy [vs]
ymoi8 jeuossad Supueyua sanianoe uuouad “Aanfuy -02 § ‘paruew pue wni8jag
03 AY|IGe BY3 Yaim SANJeA JO 135 © Se PamalA 31am uoljedpied smawdul  ojJoud pakojdwa g ‘adieydsip jo 's1eah gg ymossd ‘0107
‘uoijedidiued jeuonednaoo-010s pue [enos ‘jeuonednido painangs ‘awoy 03 jeydsoy 3w je sauped (e183jdesed) -Gz 38e ui aBuey palejas uonedpiued ‘aplen
:uonedpnued Jo sadAj uasayip 3a:y) paouauadxa s Jueddiueq Asoay) papunoig -was woj uopisues] yum Buian DS |3A3] Mo sjuaned ajew TT -S53nS panadagd ap uep
'sieak £'0T
Asnfug acuis awn
40 (a8ud) afesane
“ues3Wy ‘85-Lz 2B u} o1d
ASojopoyiaw Asoay uedyy z pue padues ‘ajeway § 10 duauadxe
914 8unuauadxa Joy papuncid uo paseq  smaaul uedLIBWY AYYM idajdesed OT pue  3jew QT ‘DS yam uansid] (5] epeued
s3yARIe Ul 3wWBeBua nySulueaw Jo 3101 |e)A & punoy Apms siy| sishjeue Jnewayy yidap-u| €1 "Aunwwo) )els Jou pig a8adupenp s sjuednued 51 91d jo3jo1ayL  ‘010Z 'uny)
‘Sjuapiae
“Hiom Jou »om pue s1eal £'0T
pip sases aajedau ‘siies yoysund  Aunfu 3duis awn
T 's1a3unjon ‘sjuapioe  Jo yi8ua| adesane
Aunwwos Je3 A pasned ‘85-£z 3%e
3j)| Jo uonepaidde pue Juawadedua Adojopoyaw Asoayy £ ‘(dwn ped 7 pue uaipjiwp ‘a33ydesed  palues ‘sjeway §
Inj8uiueaw Jo saouauadxa ‘sdiysuonejas Ajiwey jnjduueaw jo papunoid uo paseq  Juimainajul awn |in} 9) sgof Yum pausew 0T pue 3w QT ‘(DS YUm 9ldjo [9g] epeue)
9)U3IAAXD PAYNUAP! AI3M D1 d JO SAWAY) JUBIIES 1SOW DY} Y] sishjeue Jnewayy yidep-up  pRy g ‘Aunwwo) 9 ‘auoje Suiny 5 218ajdupeny § sjuedniyed 51 Old  nsusesey) ‘g0z ‘uny)
‘painful
Yo Aj13jdwoout
sJoyine uj T ‘awoy 9 ‘aSewep pi10d Asnfu
payduua Ajjeuosiad UMO Ul pamalnaul |euids 333jdwod & 150d seak auo [os]
Suiwodaq st BuyBnas jo Padse uepodw ue Ym ‘awayl-gns poylaw SMIIAIY 6 'BNu3d ‘sajanful |lewaxa ‘ade Jo s1edA £/ Suueaw Aemuon
ese Sumo.3 pue ‘Buyd3nins ‘Buidoy, yum “Juawdojaasp euossad [ex18ojouawoudyd painpnns uonelIgeyds g ‘a8ewep Pue £Z ‘vawom Suipuy pue adoy ‘S002
pue ssa.80.d sayuny Joj Asessadau asam adoy Jo saduauadxy -onNauaWIRY was woj paynnay JeISIoUPIq  JenIseAsduulz  p pue AW 9 ‘Or WRusg  Jo saduduadxz ‘auyo)
EENEYETEY]
Suuayied Wiy ‘Anunos
sishjeue elep Apiuyia pue smels sansusReIRY) yaJess 15a183u1 O ‘1eaA
SynsaJ ulepy BIEPJOSPOYIAIN  Jospoyialy  Sumias Ayunwwo) diysuonejay Ainluj ajdwes A3y uouswouayd ‘Joyine isiy

SaIpN)s papnjoul jo Arewrwng ‘| AqeL

21



“ainsodxa

1equoy €88t
SMATUBIUI T "Wapoe I TERTH
sishjeue auoyd 1009 T e} T U} ugaL ‘g 9id pue (9]
126 Buuinbze Jaye wodsesed Ul Lane [euoElIdIBINl  pRANYINILS suasd Judeds bz woyadew uonedined BPEUE)
Loy suied |e0os paduauadie syuedied “fjeaynads o14 ug Buisn -|was fwapoie  paBuel s yum vods jo ‘prOT
jo suandadiad aauanyul ued Ausioe (eaishyd v vonediey sishieue Juajuo)  pue Aanng Apunwwo) 21€)5 Jou pig s sjuediped 71 old  SousuRdxy  ‘puojmes)
SMAIUBYU saunful sieah Ty
pRINIANE aadwoow -7 pale ‘siadeyd vonedioiyed [45]
Aanfu ay) Jaye suonejss (ejaos 1By -lWas pue aydwod  Agdns JeyaEsym yods jo  ueder ‘€10z
Ul S3EUBYD 3MYISO §O SWS) Ul ssa00ud 20ualisal By wioy SUIEY  uonanpul ik jeuy yidap-u| Aunwwoy B1EJS 10U pIg eifajdupenp B[EW 2T Bulpuy msvag saouRLadng ‘PR
suea
79 eah siead 7 o) Syoam
T 'syaam Runwwod g sem Aunfur aous
71 'Sfaam o) pauima | sIe3h by
g :s3ujod sjuedpiped 0197 a8uel ade
udisap awn. 1 Apnys ayy "B|eway 5T BjEW
' [3ued ayeannL 4 suoisanD JLERLLEETY 1£ 05 ‘wiod 1eak
[euipnyiEue) uanum Jano Je3jun 7 1B ‘HET ‘eam saWoNNG [z9]
sdiysuoieil vl syyausq anysod Swpuy Buipnpul 135 Buimojoy aneyenb papua  'syun Jsienads 7Te ‘DEam g e Swpuy  endojoyphsd ¥ ETOE
ajqissod ase saw021no |endojoudhsd anysod jo aBues prosqy - sishjeue aeway| vadpy  woly pauniy 29815 10U pIg 15 Suedoiped 77 Jyausqpue 9id anRIsod ‘“Apauuay
. LT sem
Adnluraouss awn
a5eIane Beway
Kdojopoyiaw G DUE FjEW
hioay) papunosd JGadesed QT ‘g5-gTedew
anjsod se saouauada 3y BwBua)|eys asieidde o) spoya UOpaEq  MAE orpue  padues ‘5 yim aji| Aeplians (8] wsn
Jayl woy palyauaq sjuediopued 1ey) patensuowap sBuipuy syl Sishjeue aewayy yidap-uj Aunwwoy) BElsouplg  Ndsdupeni g sjuedped 5T safueyd ansog U apmieiYy IO ‘uny)
sieah 09-07
s38ues ae Anfu)
“eifia|dena) J500 S1ERA TT
sighjeue  smaE) apPdwer  puez udamiag ywmosd sawone [o9]
awoxnno jeaiojoyadsd auysod e o3 Juepodwi Suisq  enSopuzwouayd  painpnigs "3|BW § 'HEWRY |eaBojoyshsd  enSojouadisd %N 70T
se saninae nyBuiueaw pue yoddns |eos paynuam siuedonied LI RUTEIS Ayunwwo) 21€1S Jou pig majdwooy] 7 'siuedjprued g PUE 91d BRS04 SyIL0
EAITETETEN
‘Aayungs
Suuayed Az “Ueak
sishjeue Elep 40 pue Suias SMIB)S  SONSURORIEYD 1sadzul jo ‘loyne
SYnsas uiep EBIED JO SPOYIRI SPOYIRN Aunwwo?) diysuonejay 1] aduwes WJBl yuess Ay UOUBWOUBYY E T

(ponunuo)) [ 2fqe],

22



Critical Appraisal

After identifying and selecting the relevant articles, the included studies were appraised
using the Critical Appraisal Skills Programme (CASP) for qualitative studies [63]. This
appraisal tool was chosen as it has been used widely and recommended [64]. The CASP is
an appraisal tool that requires consideration of three broad issues which aim to address the

principals and assumptions underpinning qualitative research, these are:

1. Are the results of the study valid
2. What are the results

3. Will the results help locally

Appraising the articles was carried out in three steps; firstly, by familiarisation to the CASP
questions (outlined below); secondly, by reading the studies with these CASP questions in
mind, and jotting down any initial thoughts; thirdly, by re-reading the studies in detail and
scoring the studies on each individual quality question of the CASP and considering whether
the study had achieved each criterion. CASP was used to critique the selected qualitative
studies by asking 10 questions. The first two questions are used to screen the studies and
consider whether it is worth proceeding, these were “was there a clear statement of the aims
of the research?” and “is a qualitative methodology appropriate?”. The following eight
questions appraise the studies following the three issues above, such as “was the research
design appropriate to address the aims of the research?”, “has the relationship between
researcher and participants been adequately considered?”” and “was the data analysis

sufficiently rigorous?”.

Whilst, previous reviews looking at mixed-methods have excluded studies based on
relevant CASP appraisal tools deeming that good quality papers need to score over 60%

[65]. This review included all papers that met the two screening questions, following
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previous reviews that have decided on a minimum criteria studies need to achieve [66], and
included a low threshold for excluding studies in order to include a wide contribution of

studies [67,68].

Method of synthesis

In addition to the CASP scores a thematic analysis was used to explore relationships across
the studies. This approach is well suited to comparing themes from multiple studies and
when results are presented textually, is in keeping with the third element suggested by
Popay [46]. This synthesis and analysing process was completed with all the studies in
order to search for reoccurring and broad themes to be identified as well as novel findings.
Initial detailed reading of the papers was carried out to help organise and note thoughts
throughout, with the results from the previous studies being examined for the description of
PTG and social support. An example of this is outlined in Table 2. Following on from this,
initial codes were identified by comparing and contrasting the key relationships between the
studies. This encouraged identifying recurring themes that could explain the phenomena
being described within the studies, and which could answer the review question. The
process of defining and reviewing the codes into sub-themes led to the identification of five
main overarching themes (for this process please see appendix B) occurring across the

results from the included studies.

Reflexivity

Throughout the synthesis process, thought was given to the robustness of this review via
textual descriptions, thematic analysis and evidence tables, in the form of frequencies.
Thus, consideration of the fourth element suggested by Popay [46], for conducting a more

systematic and transparent narrative synthesis, was followed.
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Table 2. Example of the process used to carry out the qualitative synthesis in this review,

depicting the included studies authorial interpretation (1 to 3) and current understanding of

the textual data to answer this review question (4 to 5)

First 1.Actual quote  2.How did the 3.What were 4.How isthis  5.Overarching 6.How
author, used in original author the original understood in  theme for this  does this
year, original study  understand this  authors theme  terms of PTG  review link to
country, quote and social current
reference support (this ideas
review) and/or
theories

Lohne, ‘Ambassador Experiences of Hoping, Others view The self in Social
2005, in struggling and struggling and  of them and social identity
Norway Improvements’  growth growing their role in relationships
[56] following relationships.

accident were

important and

felt that others

gradually

looked at him as

a symbol or

possibilities

(hope)

Results

The descriptive characteristics of the studies included are presented in Table 1. Table 3

shows the overall CASP scores for each study, whether the criteria was met for each

question and the percentage for each criterion across the studies. This was to ensure that

each study was appraised on its own merit but also so the quality of all the studies included

in this review could be considered. Table 4 presents the themes generated from this

narrative synthesis and the studies overall CASP score. This was to compare the quality of

the study with the themes generated from each study.

Critical appraisal

The CASP tool was used to consider the quality of each study with scores varying

considerably, achieving between five and eight of the 10 criterion markers (Table 3).

However, some criteria on the CASP were met by all the studies. For example, of the 10

included studies, all had a clear statement of aims, outlining the relevance of the research

and the goal of the study, with a qualitative methodology being viewed as appropriate for all
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included studies. These are the first two questions on the CASP, and not meeting these
suggests that further guality assessment of the studies should not be carried out [63]. All
studies met these criteria and as such no studies were excluded from the review on the basis
of the CASP score. In addition, all 10 included studies achieved the criterion for having a
clear statement of findings (question nine). Despite this, there was variable quality for the

other criteria on the CASP, with limited or inconsistent information provided across studies.

When considering the three broad areas outlined by the CASP, what the results are
(issue 2), and whether they will help locally (issue 3), appeared to be the most consistently
reported on and the criteria achieved most frequently across the studies. However, whether
the results are valued (issue 1) appeared to be more open to interpretation, with considerable
variation in how this criterion was reported on. The quality that varied between the studies
was recruitment (question four). Here there was often limited description or information on
the process or description of participants, demonstrating, that a context for generalisability

was difficult to deduce.

In addition, consideration of the relationship between participants and researcher
(question six) was often not considered or written about sufficiently. This question was also
considered in assessing the process of data analysis (question eight) and was a quality
marker that only four of the studies achieved. It was therefore, difficult to understand the
audit trial or transparency of the research process for these studies. Finally, consideration of
ethics was another criterion that was only achieved by half of the studies (question seven),
with the studies not presenting details of ethical approval or providing limited consideration
of ethical issues. Despite the varying reporting, eight out of 10 studies scored six or above,
thus achieving 60% or over which has previously been suggested to be an indicator of good

quality research [65].

Synthesis of qualitative findings
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This narrative synthesis identified five interrelated themes that appeared to support PTG
within the context of a person’s experience of social support (Table 4). Taken together, the
studies included in this synthesis reported that individuals developed strengthened
relationships, re-connecting with others through shared experiences and meaningful

participation, alongside a changed sense of self [36, 55, 57, 61 62].

Table 4. Frequency of themes and overall CASP score

Theme Selfin Re- Meeting Building Social Overall  Overall
social connecting  otherswith  closer support number CASP
relationships ~ with the SCI relationships  from of score

social world with family  others themes

Frequency 110f11 8 of 11 8 of 11 9o0f11 8of 11 /5 /10

Primary studies:

Lohne, 2005, Norway [56] Yes No No No No 1 8

Chun, 2008, Canada [36] Yes Yes Yes Yes Yes 5 6

Chun, 2010, Canada [57] Yes Yes Yes Yes No 4 5

Van de Velde, 2010, Yes Yes No Yes No 3 7

Belgium [54]

Kaiser, 2011, UK [61] Yes No Yes Yes Yes 4 6

Griffiths, 2012, UK [60] Yes No Yes Yes Yes 4 6

Chun, 2013, USA [58] Yes Yes Yes Yes Yes 5 8

Kennedy, 2013, UK [62] Yes Yes No Yes Yes 4 5

Machida, 2013, Japan [55] Yes Yes Yes Yes Yes 5 8

Crawford, 2014, Canada Yes Yes Yes Yes Yes 5 8

[59]

The self in social relationships

The theme of ‘self in social relationships’ highlighted that participants often emphasised
how they could understand themselves following SCI, for example in terms of developing
independence following injury, supporting others and viewing themselves as a better person
as a result of their injury. The self in social relationships was a strong theme across all the
studies, with participants placing emphasis on how they were viewed by others and their
own role within social relationships. One individual described themselves as an
“Ambassador in Improvements” [56, p.320], and a common theme across the studies was a

desire for other people to view them as being able to add something to society [54, 55, 58].
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One aspect of PTG that seemed to be common across the included studies was the
belief that they had become better people in terms of their social relationships, following
their SCI, by being more caring, open minded and compassionate [36, 57, 58, 59]. This
purposeful rumination, and assimilating their trauma into who they are now while
considering what is the same and what is different, is key for meaning making and

developing PTG:

In a lot of aspects, I think I'm the same—not too much different in a lot of
aspects. It's just directed in different ways, directed in different endeavours. |
did calm down, I'm nicer. I'm not quite as sarcastic. | am thankful that I learned
sensitivity. That's what it was. Not that | was mean, but | wasn't sensitive at all
and now I've gotten a little bit more. | watch what | say more often, I try not to
hurt people's feelings as much. In that aspect people say that I've become a

better person in that aspect. | am very thankful for the change [58, p.16].

Being able to help and provide knowledge to other people in a similar situation, by
contributing their own experiences of common difficulties, helped establish an equal identity
with others post SCI [54, 58, 59, 62]. For the participants in the studies, being a positive
influence and social support for others with SCI provided new opportunities that they felt
would not have been available to them prior to their injuries and promoted changes to their

view of themselves, a key aspect of PTG:
Able to help others, permanent fundraiser [62, p. 206].
Letting them know that there is life after SCI [58, p.15].

It was important for the participants in the studies to view themselves as being a social
support to others with SCI. This was important in order to recognise positive qualities and
to share their own story of positive changes, in order to find new meaning in their life

following SCI [36, 54, 58, 59, 62]. It was crucial that they felt they could gain recognition
30



from their peers and impress them with their abilities, e.g. through sport or awards for social
services [36, 54, 58, 62], which in turned increased their confidence, social enjoyment and

sense of finding purpose leading to the development of PTG.

Re-connecting with the social world

The theme of ‘re=connecting with the social world® was understood to be different to the self
in social relationships. Re-connecting with others resonated with participants’ descriptions
of having relationships with others following their SCI and getting involved with different
activities and community groups. In addition, across the studies there was a common theme
of having experienced strong emotions as a result of sustaining SCI, yet over time this was a
necessary phase to move through in order to develop PTG. Feelings of loneliness and fear
of rejection from others, and not knowing initially how to interact with friends, subsided
over time [36, 55, 57, 62], with the loss of identity and place in the previous ‘world’ and the

ensuing struggle emerging from this:

| felt out of place. I didn't feel like I should be there. I felt like everybody was
staring at me. | didn't know how to act. I didn't know how to interact with
people. I didn't even know how to interact with my friends that have been my
friends my whole life. They didn't know what to say to me, and | kind of didn't

know what to say to them. So it's kind of very uneasy for a while. [55, p. 1059].

This feeling of being different to their previous peers made the process of developing PTG
more difficult. However, being able to connect to a community e.g. via sport [55, 59] or
feeling validated, secure and safe in their relationships with family and friends were helpful

at this time:
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I wanted to know if my wife would take care of me, | wanted to know if the
next-door neighbours could come over once in a while and see if | am alright,

otherwise | would not feel safe [54, p.352].

Being able to achieve things such as getting a driving licence, promoted the experience of
connecting with the social world [36, 58]. Time spent participating in social activities
allowed the person to have a sense of success and achievement [36, 54, 58] and facilitated

appreciation of relationships with others and the wider society [36, 54, 62]:

Law School is something that | was always going to do. But prior to my injury,
it was going to be like corporate law — let's see how far | can take this, and |
would pull the 80-hour weeks and see how long it would take me to get to
500,000 dollars. My priorities have drastically changed. My family and my
friends and the relationships that | have with my community and giving back
things like that. I used to be quite anxious. Stressed all the time about nothing.
I always laugh and say then | broke my back and have real things to worry

about [59, p.402].

Some participants spoke of losing friends following SCI [36, 57, 58] , but also of re-building
social relationships with friends without SCI and developing meaningful relationships whilst
discovering who their real and true friends were [57, 62]. The importance of expanding
their social networks and of making new friends and sharing similar activities with friends,

or helping their friends, led to feelings of happiness and being respected [36, 54, 62].

I got to know new and nice people. | have a strong company and alliance that

I didn't know before. [62, p. 206].

I got involved with rugby, being with other people with similar disabilities and
becoming friends, a new base of friends. ... | built a larger base of friends now.

You know, as a person with disability, | have got so many friends. It's
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unbelievable, you know. So it's like I've added a new family in my life. [55,

p. 1061].

Two studies mentioned the role that God played for individuals who were Christian. The
individuals felt that God had blessed them to receive strong social support from their
families and friends. Being part of a Christian community and actively attending church
was also another way for people to re-connect and participate in social activities and social
relationships [36, 58]. While the non-Christian participants expressed their appreciative

feelings to luck [58].

These developing relationships and changed priorities in terms of their social

relationships are an important aspect of developing PTG.

Meeting others with SCI

Following on from the theme of ‘re-connecting with the social world’, participants spoke of
the value of ‘meeting others with SCI’. Across the studies there was a common theme that
highlighted the benefits of meeting people with similar injuries and who enjoyed similar
activities [36, 54, 55, 58, 62]. These experiences provided a platform for making new and
strengthened relationships through a shared understand of living with SCI and through using

each other’s shared knowledge as a resource to cope better with their disability [36, 59, 60]:

It's nice to get out and hang around with the guys, you know, in chairs, and
talk about different stuff. You know, problems and how to get over things.
So it has been a real out and open opportunity. I think, you know, besides

the physical aspect of getting in better shape, and just mentally, you know,
talking with all other guys and their problems and how they deal with stuff

helped me to adapt to disability. [55, p. 1061].
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Experiencing being with others who have suffered SCI, and participating in group activities
as part of SCI support groups, allowed some of the participants to feel part of a wider
community and fostered a sense of belonging and acceptance from their friends [36, 54, 55,
58, 62]. The importance of shared experiences and being able to share stories, knowledge,
thoughts and feelings with people who have similar injuries [36, 55, 57, 58, 59, 60] was also

a common theme:

I'm meeting and re-meeting people who have similar injuries. I've met a lot of

good people with whom | could share my thoughts and feelings. [36, p.883].

Being with others with SCI also allowed individuals to make social comparisons between
themselves and others, feeling grateful for what they could do or finding inspiration in how
things could be different in the future. Meeting people who were functioning well allowed

them to look towards the future and how things could change for the better [36, 55, 57, 61]:

Meeting people who had been injured. It was a nice way to see that life goes

on. [60, p. 247].
Some participants across the studies also spoke of comparing themselves to others which
may have encouraged a focus on, and appreciation of what they could still do [36, 55, 57-

59]:

Oh, you don’t have it so bad. You’re only a para. Look at those quads - aren’t
you glad you can do [something by yourself]? At the tennis clinic they have to
strap the tennis racquet to their hand, wrap it up with tape so that they could
move their arm a little bit, but wow, | can hold on to that thing. That’s what
just really gets you. | feel a lot luckier. I’'m very blessed in so many ways. [36,

p. 885].

Developing social relationships and networks with others who had sustained SCI allowed

the participants in these studies to find enjoyment in things and discover what is achievable
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in the future. These positive changes in terms of how they viewed themselves, others and
the world resonated with the idea that trauma challenges a person’s belief about the world

and that an active meaning-making process is a key process for developing PTG.

Building closer relationships with family

The theme of ‘building closer relationships with family® highlighted that participants’
valued and found meaning from building closer relationships with family following their
SCI. Another strong theme across the included studies was of the participants strengthening
relationships with their families [36, 57, 58, 59, 62] and appreciating [36, 57, 58, 62] and
prioritising their families more [36, 57, 58, 59, 62]. Participants across the studies described
the experience of building more loving and intimate relationships with their family, and

being more open about issues and difficulties with one another:

My dad never once told me he loved me until I broke my neck. We never
showed any affection. He came from Germany, and he was just a toughened
person. However, after the injury he told me he loved me and shared his life

story as a man with one eye. [36, p. 881].

Participants also spoke of changing their attitudes towards their family following SCI, and
re-evaluating the importance family had within their lives [36, 58, 59]. They spoke of
relying on support from their family but also being able to help their family too, and

appreciating and becoming more family orientated than before:
I have more appreciation for my everyday life with my husband. [58, p. 14].

These strengthened relationships appeared to be a critical part of the PTG experience as they
allowed participants to experience a sense of trust [36, 54], and a belief that their family
would provide unconditional support [54] and relying on them more, as well as a reason to

live well and to have a more positive outlook on life [55, 58].
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Social support from others

The last theme, ‘social support from others’, highlighted the importance of social support in
participants increasing understanding of their own injuries, and accepting and promoting
coping, which may all be factors in the process of PTG. Across the studies there was a
theme of being able to use others around them as a source of motivation [36, 55, 61, 62].
There was a sense that the people around them were able to provide support in a way that
influenced positive outcomes and encouraged belief in themselves [55, 61, 60]. This came
through others considering their feelings, privacy and independence while providing social

support:

My husband doesn’t overdo it. He doesn’t try like my dad ““oh you cannot open
the refrigerator, here let me get it for you”. My husband just lets me do it. He’s

a good husband [58, p. 15].

The role of professional staff to normalise the participants’ experiences was viewed as

important, and promoted independence [55, 61, 62].

Discussion

This narrative synthesis aimed to critique and summarise the existing qualitative literature
looking at PTG following SCI, with particular focus on looking for commonalities within
the context of social support. The synthesis of the 10 included studies highlighted the
possibility for people to engage in meaning-making and a process of re-evaluation of
themselves, of others and of their place within a wider community. Social support seemed
able to facilitate this process via developing shared identities, learning from others’
knowledge and providing opportunities for comparisons with others in relation to their self.

Belonging to a group identity and the support from family and friends allowed a person to
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build upon their autonomy and abilities to do things, and to find purpose in how they are

now, thus leading to the development of PTG.

Social Support and Posttraumatic Growth

The synthesis supports the idea that a person’s experience of their social environment and
social support can facilitate PTG. The benefit of sharing stories and knowledge with others
who have experienced the same life changing event and may have some of the same
difficulties resonated across the studies within this synthesis. The challenges to a person’s
identity following SCI, and their place in society post injury, suggest that the process of
PTG emerges from struggling with the consequences of SCI, with the emotional distress
likely to occur concurrently with growth. Thus, through a process of accepting their
difficulties, discovering what they can still do, and what can be viewed differently, a person
can develop PTG within the context of positive social support from peers, family and
friends. These ideas resonate with existing models of PTG, namely Tedeschi and Calhoun’s

model of PTG [32, 69].

Shared experiences

In addition, this synthesis highlights the possible benefit of being part of a community,
either where participants lived, through faith, or by connecting with others with SCI. These
experiences allowed people to develop confidence, discover abilities and find purpose in
helping others. This supports the important role that peer support workers or mentors may
play in assisting people to be able to visualise a positive future [70, 71]. Following SClI,
individuals may be struggling with its consequences, and being able to learn about
themselves, their abilities and new possibilities through social activities, or meeting others
with SCI, may provide the individual with opportunities to see themselves differently,
leading to PTG. This idea of learning and having to rebuild [26] their perceptions of

themselves, the world and others remains one of the key aspects in the process of PTG [32].
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Calhoun and Tedeschi [33] have discussed three aspects of a person’s immediate social
environment that may influence the experience of PTG following a traumatic event,
including the response from significant others, ruminations about their experience with
significant others, and PTG behaviour modelled in others with similar experiences. In this
way, group membership and peer-support programmes can play a significant role in a
person’s socio-cultural environment, normalizing their experience and providing role
models not replicated by other relationships [69]. People’s sense of self can be established
through the stories they tell themselves and that relevant others tell them [72]. Importantly,
if this self-narrative is challenged by a traumatic event then there is a process of revision,
repair and alternative assumptions via validation of one’s experience; with warm

relationships with others playing a role in this process [32].

Sociocultural considerations

Furthermore, the ability to offer tips and knowledge of their experience to others, and to
learn from others via upward or downward social comparison, demonstrates the important
role that community context can have, via meeting practical needs in adjusting to physical
changes as well as providing credible hope for the future [13, 15]. Sociocultural
considerations are important for understanding the development of PTG, with the disruption
to one’s beliefs initiating the process of growth and a variety of cultural influences possibly

playing a significant role in shaping the ways in which a traumatic event is perceived [69].

The role that social comparison can play in the process of PTG can be thought of
within the context of rumination, which may involve cognitive processes that revise or re-
establish beliefs [26]. This synthesis suggests that meeting people who have experienced
similar situations may support the participants’ ability to be discuss and make sense of their
experiences, possibly facilitating the development of PTG. In addition, this includes being

able to try things on their own and not be to ‘protected’, being able to do things well and
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connect with others, be it within the wider community or with family and friends. The
organismic valuing theory of growth suggests that the social environment is needed to
support the positive accommodation process following trauma, with autonomy, competence

and relatedness being key [29].

Robustness of the Critical Appraisal

This narrative synthesis followed published guidelines [46], in addition to utilising a
recommended and widely used appraisal tool, to determine the quality of the articles [63],
thus ensuring a systematic and transparent approach. The potential value of using the CASP
type approach is that these guidelines encourage transparency in reporting qualitative

research included in systematic reviews [73].

Perhaps an unexpected outcome of this review was the consideration of how best to
use the CASP when reviewing qualitative research, especially when considering how to
decide what studies to include or exclude. Despite some studies using the CASP as a
measure to exclude studies, there is as yet no consensus on how to appraise qualitative
papers for inclusion, using such tools [68, 74]. This review suggest that the varied reporting
of information may make evaluating qualitative research, using a yes or no criterion, more
difficult to interpret when authors be able to describe in detail due to other constraints e.g.
word length of articles. As such, excluding qualitatively methodologically ‘weak’ papers
may not be possible as researchers’ judgments as to what is flawed vary according to their
own disciplines, methodological training and preferences [74]. Therefore, using the CASP
as a way of excluding studies rather than as a reflective tool to comment on the quality of
studies included may risk discounting important studies [65, 75]. Indeed, the perceived
quality of studies by the CASP did not appear to influence the number of themes the studies
contributed to, and the richness of data may be an important criteria rather than
methodology used.
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Therefore, it has been suggested that a yes, no or partial presence may be used for
the criteria in future research [76], and in considering how the quality of the studies as
measured on the CASP also relate to the relevance of the studies to the question in the

synthesis [77].

Robustness of the Synthesis

The issue of generalisability is also a potential limitation of qualitative research. However,
there were several themes that were common across the studies, suggesting the robustness of
the studies for describing the experience of PTG following SCI in ways that might be more
broadly applicable. Similarly, considering and reporting the context of the findings across
the studies, the validity of the studies can be enhanced and allow the original studies to be
more transparent in the synthesis [68]. Thus, a strength of this narrative synthesis was that
commonality of themes was found across all the studies, with the themes emerging
resonating with current literature on the process of PTG. In addition, the studies came from
varying countries/cultures and consideration needs to be given to the different views of
relationships and disability within these societies, although it has been suggested that the

concept of PTG appears cross-culturally [78].

Clinical implications and future research

Social support and identifying with others can allow the person to share their experience,
facilitating meaning making and finding purpose though their shared narratives, knowledge
and learning. Following SCI, the impact for the individuals can often affect their mobility
and participation in recreation or interpersonal relationships [7]. The implications of this
narrative synthesis may share commonality with other research in this area which suggests
that when people with SCI participate fully in society they are able to develop more positive

psychological outcomes [10].
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This synthesis supports previous research that suggests people with SCI may benefit
from interventions that are focused on peer involvement and support groups for people with
similar injuries. However, from the existing research, it is not clear when or how best to
introduce peer support and some people may not feel comfortable doing this straightway. A
part of rehabilitation may be to approach this topic first and consider the range of issues -
giving consideration to this during the assessment and intervention process may promote the
incorporation of a person’s goals and their social needs. Research has highlighted the
preference of people with a new SCI to have mentors who are matched in terms of gender,
personality, interest and injury severity [79]. Future research, focusing on how people can
access the relevant social support and exploring people’s experience of social
connectedness, will develop our understanding of how PTG develops following SCI and

where best to focus social support following injury.

Conclusion

In this synthesis two main conclusions can be drawn. Firstly, from a methodological
perspective, when appraising articles further consideration needs to be given to how
researchers consider ambiguous or insufficient detail of information even though aspects of
quality may have been considered by the researchers. Thus, making the distinction between
what is not reported and what information is reported but of “weak” quality. Excluding
qualitative studies from reviews on the basis of a quality assessment may limit our
understanding of the human experience by discounting research that is rich in detail but does
not achieve prescriptive criterion. This is a contentious issue and more consensus is needed
about how this can be addressed within reporting and appraising qualitative research.
Secondly, in terms of the topic area social support plays a role in facilitating a person’s
sense of self through personal accomplishments and comparisons with others. Relating to

others with shared experiences provides opportunities for re-evaluation of traumatic
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experiences. As such, social support is a key facilitating factor in the development of PTG

following SCI and further research is needed in this area.
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Bridging Chapter

This bridging chapter sets out to link the systematic review and the research paper.
Firstly, an overview of posttraumatic growth (PTG) will be presented, followed by a
description of spinal cord injury (SCI) and acquired brain injury (ABI). Lastly, there is a

discussion on the similarities for these two types of injuries that a person can sustain.

Review of Posttraumatic Growth Literature

The idea of growth following trauma or adversity is not a new concept and has roots
in many religions, philosophy and literature, with Nietsche (1889) stating “that which does
not kill us, makes us stronger”. In fact, trauma can be defined as an experience which
creates a discrepancy between threatening factors in a situation and individual coping
abilities’ (Sar & Ozturk, 2006). Traumatic events threaten a persons’ belief that the world is
a comprehensible place (Taylor, 1983), and what separates traumatic experiences from
stressful ones is the unpredictability and uncontrollability in the nature of trauma (Allen,

Huntoon, Fultz, Stein, Fonagy, & Evans, 2001).

However, it was not until the late 1980s and early 1990s that scientific interest in
positive change following trauma appeared (Kalpakjian, McCullumsmith, Fann, Richards,
Stoelb, Heinemann, & Bombardier, 2014), with the term of PTG being coined in 1996
(Tedeschi & Calhoun, 1996). PTG has been researched in hugely diverse areas of traumatic
events - for example, rape survivors, medical problems (male cardiac patients, SCI, ABI,
HIV/AIDS, cancer), natural disasters, combat veterans, and other life experiences
(relationship breakdown, bereavement; see Joseph & Butler, 2010 for a review). Overall,
30-70% of survivors will say they have experienced positive changes in some form
following trauma (Linley & Joseph, 2004). The literature on PTG shows that even though
the causes of trauma may be different, the growth reported often falls into three common

categories:
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1) Feeling stronger and finding hidden abilities, with people changing how they view
themselves and the concept that they are stronger as a result to face new challenges

(Calhoun, Cann, Tedeschi, & McMillan, 2000).

2) Relationships are strengthened, with people changing how they appreciate and
view others, often describing finding out who their ‘true’ friends are (Tedeschi & Calhoun,

2004).

3) Priorities and philosophies are altered, with people having a sense of living for the
moment or being able to put things into perspective (Joseph & Linley, 2005; Joseph,

Murphy, & Regel, 2012).

Furthermore, this growth occurs through a person’s struggle with the new reality in
the aftermath of trauma, with two main theories in this area being the functional descriptive
model of PTG (Tedeschi & Calhoun, 1995, 2004) and the organismic valuing process theory
of growth (Joseph & Linley, 2005). Both theories suggest that trauma challenges a person’s
assumptive world, thus creating incongruity between pre-and post-trauma worldviews,
causing significant psychological distress (Splevins, Cohen, Bowley & Joseph, 2010).
Therefore, it is through the attempt to adjust to changes, people are able to re-construct their
view of themselves and that a new assumptive world view begins to emerge (Joseph, &
Linley, 2008), in a meaningful way, enabling a person to experience growth (Tedeschi &

Calhoun, 2004).

Systematic Review

This synthesis highlighted that following a SCI a person’s assumptive world was
shattered such that their view of themselves and others changed. The main finding from this
synthesis was the importance of shared identity and reconstruction of a person’s view

through learning from others and personal accomplishments. Being able to re-connect with
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the wider community and having supportive family and friends also facilitated the

development of PTG.

Spinal Cord Injury

There are an estimated 50,000 people in the UK and Ireland who are paralysed due
to SCI (Spinal-Research, 2017). Compared with many other traumatic injuries, SCI affects
a relatively small number of people. Yet research has focused on it due to the profound and
overwhelming consequences sustaining a SCI has in virtually all physical and functional
abilities (Crewe & Krause, 2009), and in areas such as social relationships and employment

(Anderson, Dumont, Azzaria, Bourdais, & Noreau, 2007).

It has been hypothesised that people with SCI change their expectations and values
following injury (Duggan & Dijkers, 2001). Being able to make meaningful connections
through maintaining close relationships (Dunn & Brody, 2008) and participation in activities
outside the home is now recognised as an important outcome for people with an SCI
(Carpenter, Forwell, Jongbloed, & Backman, 2007). Research has typically focused on
quality of life following SCI, and despite growing literature, the process of PTG following

SCl is still not fully understood (Hill, Noonan, Sakakibara, & Miller, 2010).

Research Paper

The research paper focused on exploring people’s experiences of the process of PTG
following ABI: this was for a number of both theoretical (PTG following trauma) and
pragmatic reasons. The research paper focused on ABI as this is a research area of interest
for the researcher and supervisors with established links to Headway, the brain injury charity
where the study was carried out. An overview of ABI will be described here followed by

the rationale for linking ABI and SCI.
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Acquired Brain Injury

The lowest estimate of people living in the UK with an ABI is over one million
(Fryer, Thomas, & Barnes, 2017), with the consequences of ABI leading to changes in
aspects of cognitive, physical, emotional and independent functioning (Langlois, Rutland-

Brown, & Wald, 2006).

Sustaining an ABI is one of the most common causes of disability, with the effects
often resulting in poor employment, social isolation, and relationship breakdown (Hofgren,
Esbjornsson & Sunnerhagen, 2010; Hart, Seignourel, & Sherer, 2009), with the emotional
impact being a threat to a person’s very existence (Ben-Yishay, & Daniels-Zide, 2000).
Research has found that people who, following an ABI, describe negative themes of loss are
less able to adapt successfully to a new way of life (Wolters, Stapert, Brands & van

Heugten, 2010).

Research into PTG following ABI is relatively recent, as a previously held belief was
that the cognitive changes people experienced, particularly if severe, would preclude or limit
the amount of PTG a person could experience (Collicutt McGrath & Linley, 2006). This
scepticism about the capacity for people with ABI to develop PTG, was due to the cognitive

aspects involved in PTG, such as rumination and meaning making (Calhoun et al., 2000).

Despite this, over the past 10 years researchers have begun to report that PTG can
develop following an ABI, even when the ABI is severe (McGrath, 2011; Collicutt & Linley
2006; Powell, Ekin-Wood & Collin, 2006; Silva, Ownsworth, Shields & Fleming, 2011;
Turner & Cox, 2004), and is a relatively stable phenomenon once established (Powell,

Gilson, & Collin, 2012; see research paper for further discussion).
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Comparison of ABI and SCI Populations

The most common causes of SCI in the UK are falls (41.7%), road traffic accidents
(36.8%), and sporting and recreational activities (11.6%). Males are most at risk in their
young adulthood (20-29 years) and are twice as likely to be injured as females (Spinal-
Research, 2017). This is similar to findings from the USA where men account for
approximately 80% of new SCI cases (National SCI Statistical Centre, 2016). Similarly, the
common causes for ABI in the UK are road traffic accidents (50%; UKABIF, 2017), and in
the USA falls were the commonest cause of ABI (35.2%) followed by road traffic accidents
(17.3%) and assault (10%; Faul, Xu, Wald, Coronado, & Dellinger, 2010). The highest rate
of injury occurred between the ages of 15-24 years (UKABIF, 2017), with men almost twice
as likely as women to sustain an ABI (Peeters, van de Brande, Polinder, Brazinove,

Steyerberg, Lingsma, & Maas, 2015).

There are also similarities in the nature of the consequences following SCI and ABI.
Both SCI and ABI result in changes to a person’s previous way of life (e.g., Crewe &
Krause, 2009; Hofgren et al., 2010) and the consequences have an impact for social
relationships, roles and employment opportunities (e.g., Anderson et al., 2007; Hart et al.,
2009). A person’s mood is also often impacted on, and following SCI, 27% of individuals
will experience significant levels of depression (North, 1999). The rate of suicide following
SCl is between two and six times higher than that for the able-bodied population (Beedie &
Kennedy, 2002). There are similar findings in samples of people with ABI, with the
prevalence of depression estimated to being 40% (Seel, Kreutzer, Rosenthal, Hammond,
Corrigan, & Black, 2003) and suicide risk estimated to be three to four times greater than in

healthy individuals (Teasdale & Engberg, 2001).

As can be seen there are some similarities between SCI and ABI in the context of

injury and the emotional consequences following these injuries. In addition, the nature of
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the injury for both SCI and ABI is traumatic due to the suddenness of the person’s injury
(Lennon, Bramham, Carroll, McElligott, Carton, Waldron, . . . Benson, 2014). This
unpredictability of sustaining both SCI and ABI leads to the person questioning the
assumptive nature of their world view and therefore the potential to develop PTG. Whilst a
person can sustain both an SCI and ABI following injury, the focus of the systematic review
and empirical paper is on SCI and ABI individually. Although the nature of the injuries is
different, there are often mobility difficulties associated with ABI and SCI, with both
requiring adapting to a new way of doing things, with pre-and-post injury comparisons
being made (e.g., Gracey, Evans, & Malley, 2009; Yoshida, 1993). PTG may be
particularly pertinent as it indicates a persons’ ability to develop in a way that is not simply
returning to baseline. This may be an important concept in ABI and SCI where due to the
consequences of injury it may not be possible to return to a previous baseline of functioning

(Levine, Laufer, Stein, Hamama-Raz & Solomon, 2009).

Rationale for Considering ABI and SCI

The research paper focused on ABI due to research interest in this area and potential
participants to recruit from. Consideration was given to carrying out a systematic review
within ABI literature, however due to the limited amount of research in this area another, yet
similar, population was used. This was due to the amount of published data needed for a
meaningful review and also due to interest in the similarities and differences between PTG

for two traumatic injures (ABI and SCI) that share many features, as described above.

In fact, due to the shared experiences of suffering a sudden onset injury with life
changing consequences, a recent study compared people with ABI and SCI and found that,
when looking at identity reconstruction, the trauma of an injury impacts more than the type
of injury sustained (Lennon et al., 2014). Furthermore, Silva et al., (2011) suggested that

there is a current lack of research on the subjective experience of ABI in the process and
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development of PTG. Given that the areas of PTG are often similar across types of trauma,
and that there is limited research on ABI and PTG, it was decided that SCI would be the

focus of the systematic review.
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‘Putting a new perspective on life’: A qualitative grounded theory of

posttraumatic growth following acquired brain injury

Abstract

Purpose: This research sought to interpret the development of positive psychological growth
amid acquired brain injury (ABI). Exploring how participants perceive their ABI allowed
for emergent ideas of the influencing factors in the process of developing posttraumatic
growth (PTG) to be constructed. Method: A qualitative study was carried out using the
grounded theory method. Semi-structured interviews were carried out with 10 adults with
ABI who self-reported having PTG. Interviews were analysed using the constant
comparative method. Results: An understanding of how people with ABI develop PTG
suggested four themes people move through in an iterative process: ‘living with a life
changing injury’, ‘trying to beat it and acceptance’, ‘identifying with a new you and others’,
and ‘meaningful positive change’. Conclusions: Experiencing an ABI is a life changing and
often catastrophic event in a person’s life, yet people are able to experience PTG and realise
a new purpose and appreciation for life. This study adds to the understanding of the process
of PTG following ABI, and highlights a need to explore the role that shared experiences and
community engagement play as influencing factors in developing PTG.

Keywords: posttraumatic growth, acquired brain injury, shared experiences, rehabilitation.

Implications for rehabilitation

e The findings suggest that participants go through a fluid process of loss, acceptance
and shared experiences in the development of posttraumatic growth. This ongoing
process means that rehabilitation services may need to consider the timeliness of

intervention.
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e Health professionals can enable a person to process and manage feelings of loss by
providing a safe, supportive space and by demonstrating warmth, understanding and
patience.

e Facilitating opportunities for connection with others promotes posttraumatic growth,
and social relationships need to be considered during assessment and intervention.

e Posttraumatic growth was associated with developing new purpose and meaning in
life through social relationships and group membership. Holistic and social

approaches to rehabilitation need to be considered further.

Introduction

Many previous studies have focused on the losses experienced following acquired brain
injury (ABI), with long term implications for cognitive, emotional and physical abilities and
relationships with family and friends [1]. Having a life changing event such as an ABI can
be viewed as an interruption to a person’s way of life that can lead to a period of life
transition [2]. Adjustment to a loss of prior identity [3], and a person’s ability to accept
changes following their ABI, have implications for recovery, with people who describe
more negative experiences and loss being less able to adapt successfully to a new way of life
[4]. Individuals who have experienced ABI will go through changes in personal identity and
social relationships [5]. Following ABI the process of re-evaluating priorities and values in
life may be associated with emotional distress during the early stages of community
reintegration [6]. How a person manages this may depend in part on the support the person
has. A person will need to adapt to their new way of life, with changed cognitive abilities,
possible increased dependency on others, loss of roles, and a need for accessing external
support becoming factors that will need considering [7]. These changes are associated with
the emotional experiences of grief and depression following injury and can foster a

perceived change in self-identity [3]. One of the challenges of adjustment following ABI is
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that the person is faced with a threat to their sense of self and of belonging to society [8].
Over the last 10 years a small number of studies have started to focus on the idea that a
person’s struggle with the new reality following ABI can result in developing positive
psychological change [e.g., 1, 9]. This idea suggests that, following trauma, people are
capable not only of learning how to cope with and adjust to their negative experiences but
also that they can start to view their experiences as a springboard for growth [6].

The term “posttraumatic growth’ (PTG) describes the phenomenon of positive
psychological growth following a traumatic life event [10], with the suggestion that people
can achieve a higher level of functioning than existed prior to the event. The construct of
PTG provides an appealing notion of hope following trauma and incorporates a growing
trend in positive psychology [11]. Despite this, critics of PTG have questioned whether this
can represent genuine positive change, or if it explains a coping process [12]. Furthermore,
it has been questioned whether self-reported PTG reflects life changes, or retrospective
understanding of the trauma experienced as a way to self-protect themselves by unrealistic
and optimistic beliefs from the trauma they have experienced [13]. Additionally, it is
important to bear in mind that not everyone who experiences a traumatic event will report
PTG. Despite this, the notion of PTG does not discount a person’s struggle with the
emotional aftermath of a traumatic event rather, it is through the struggle and re-evaluation
of who they are and the world around them following a traumatic experience that PTG
emerges [14]. Although these concerns with PTG may appear intuitive, studies have
consistently demonstrated that people report similar aspects of positive change such as a
greater appreciation of life, strengthened relationships, a belief that they are stronger
because of their experience, changed priorities and deepening spiritual belief [15].
Furthermore, the idea that a person has the ability to learn from surviving a serious trauma,
which can shape their identity and lead to growth [16], appears to be an important concept
for ABI where people’s sense of identity and cognitive abilities are often shattered.
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It has been found that people with ABI reported substantial PTG such as improved
life quality, enhanced personal satisfaction and increased spirituality [17]. A further study,
interviewing 103 people via telephone, suggest that positive psychological growth was
found in half of the sample. It has been suggested that PTG takes time to develop and is
often reported five or more years post injury [18], mirroring the long recovery process
following ABI [19]. Despite this, one study which sampled people six months post
discharge reported modest levels of PTG ranging between no change, a very small degree of
change (spirituality), and a small to moderate degree of change (a greater appreciation of
life) [6], suggesting that PTG can develop relatively soon following ABI. Given this, it may
therefore not be the length of time since injury that needs to be further understood, but the
process of development.

Previous research has described how clinicians can focus their effort into supporting
development of PTG [1], highlighting the benefits and context of social support, activity and
new relationships as key factors in the development of PTG following ABI [1, 16, 20]. A
person’s social identity is constructed through social relationships, and is influenced by
identification with social groups which are often disrupted or threatened following ABI [21].
Research has highlighted the significance of shared experiences as a protective factor in
maintaining positive social identity following a stroke [22], and positive meaning can be
derived through the reconstruction of sense of self following ABI [7]. The consequences of
ABI can fundamentally change a person’s way of life and their sense of who they are, and
this influences how they see themselves in the future [23, 24]. Despite these changes to the
sense of self following ABI, rehabilitation often focuses on how to support people with
functional outcomes and psychological distress, rather than on how trauma has changed
their self-understanding [25]. Therefore, understanding the role that social support may
have in the development of PTG is important when considering the impact ABI has on a
person’s self-concept and changes to social roles and loss of friends.
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This positive psychological perspective highlights the need to explore both loss and
potential for growth following ABI [26]. As such, the concept of PTG may be understood
as different to resilience and coping, as these may exist without a person experiencing
trauma [20]. Furthermore, resilience can be defined as the positive adaptation in the face of
a traumatic event [27], with perhaps the important distinction with PTG being that growth
represents a change for the better following adversity [15]. As yet, it is unclear how the
process of PTG develops following ABI and there is currently a lack of research on the
subjective experience for understanding the process and development of PTG [6].
Therefore, this current study aims to take initial steps towards the development of a
theoretical model, and to understand the process whereby PTG emerges following ABI.
Furthermore, understanding how PTG develops will provide insight into how rehabilitation

services can support the development of PTG following ABI.

Methodology

Study design

This study was approached from a social constructionist perspective, i.e. that understandings
of the world are actively constructed in co-ordination with other people [28]. Grounded
Theory (GT) was used as a way of analysing multiple socially constructed realities whilst
enabling the development of a model from the data [29]. This study adhered to the
guidelines set out by Charmaz’s social constructionist approach to GT that is concerned with
the psychological processes within a social setting, and the influencing factors that construct
a particular phenomenon [30]. This study used GT-lite [31] which completes the earlier
stages of GT (initial coding and concept development), thus providing an indication of the
relationships between concepts being studied, but it might not lead to generation of a full
theory. It has been suggested that very few studies carry out full GT as it is only achievable

in a large research project [32].
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Participants

Participants were adults (six men and four females) who had acquired their ABI after the
age of 18, and who self-identified with developing PTG since injury (Tablel). The average
age of participants was 49.9 years, with the range of ages being between 32 and 77 years.
The average time since injury was 15.6 years, ranging from two to 58 years. All participants

were currently living in the community and none of them had returned to paid employment.

Table 1. Participant characteristics

Participant * Age Type of injury  Years since Marital status Children

pseudo name injury and living

and number environment

indicating

which

Headway

centre

John (2) 48 TBI 16 Married, living at Yes
home

Pete (2) 38 TBI 14 Married, living at No
home

Mary (2) 41 Infection causing 6 Married, living at No

abscess home

Helen (1) 32 TBI 6 Married, living at Yes
home

Kathy (1) 51 Hematoma 2 Separated, living Yes
at home with
support

Harriet (1) 46 TBI 14 Divorced prior to Yes
ABI, living at
home

Nate (1) 38 TBI 16 Single, living at No

home with parents
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Colin (3) 77 TBI 58 Married, livingon  No

own

Elliot (3) 59 Haemorrhage 5 Living with No
partner
Wayne (3) 39 Haemorrhage 19 Single, living at No

home with support

Participants were recruited from one of three Headway centres. Headway is a UK-
wide registered charity, which works to improve life after brain injury. The charity works to
raise awareness of brain injury and the effects it can have. It also helps survivors of brain
injury and their families and carers regain some quality of life through a wide range of
services, including rehabilitation programmes, carer support, social re-integration,

community outreach and respite care.

Participants had to have sufficient language and communication abilities to
participate in interviews. Informal information sessions were held at the three Headway
centres and participants who expressed an interest made contact with a member of Headway
staff who contacted the researcher. Written informed consent was gained from all
participants, with an opportunity to discuss any concerns with staff, family and the
researcher prior to the study. Particular consideration was given to ensuring the anonymity
of participants and managing any distressing emotions during the interview. Ethical
approval was sought and gained from the Research Ethics Committee of the Faculty of

Medicine and Health Sciences at the University of East Anglia (Appendix C).

Data Collection

Face-to-face semi-structured interviews (SSIs) were carried out with participants at the three
Headway centres. Audiotaped interviews ranged from 45 minutes to 70 minutes. An

interview schedule (Appendix D) was developed by considering open and curious questions
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which addressed the process of PTG and followed GT guidelines [30]. This schedule was
broadly followed, as this allowed the interview to remain an active process, using the
participant’s language, in a way that resembled a conversation and promoted a co-

construction of the interview between participant and researcher [33].

Initially, questions asked people to describe their experiences following their ABI,
with the aim of allowing the participant to reflect on the development of PTG. In keeping
with GT, the questions in subsequent interviews became more focused, based on provisional
analysis. The iterative process of data collection, analysis, theoretical sampling and focused
coding was continued until ‘theoretical sufficiency’ [34] was judged to be achieved.
Achieving ‘theoretical sufficiency’ is the point at which the categories have good
explanatory power, and does not necessarily mean exhaustion of data sources [35]. Ten
participants were interviewed in total, with 6-10 participants being viewed as sufficient for
GT-lite [31]. In discussion with the project supervisors it was decided that theoretical
sufficiency was reached following the 10 participants. This was due to the depth of analyses
reached so far, and that later interviews were providing no new information in relation to the
research question, such that the analysis was not indicating any new themes or ways of

understanding the process of PTG.

Sensitivity to context

The researcher (I.L.) aimed to experience the social setting as the participants did— from the
inside - and this meant spending considerable time mixing with members of Headway at
their local Headway centre. It was acknowledged that the researcher was not able to
replicate participants’ views or to reproduce their experiences, but it was still necessary to
enter their settings in order to avoid being separate from their experiences. Being present in

the participants’ everyday surroundings gave the researcher otherwise unobtainable views,
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and allowed for discovery of what was significant from the viewpoints and actions of the

participants within their social milieu [34].

Reflexivity and Rigour

By entering the participants’ social setting, the experiences and views of the researcher (I.L.)
might influence the direction of the study and interpretation of the data. Therefore, during
the course of the study, numerous steps were taken to ensure reflectivity and transparency.
A reflective journal was completed throughout the study. This is recognised as good

practice [36] in order to think through emerging ideas and make any influences explicit.

Reflection was also given to pre-existing conceptualisations that might influence
‘theoretical sensitivity’. By not confusing an ‘open mind with an empty head’ [34, p. 176]
the research could be approached with the pragmatic view that prior knowledge can be used
to inform analysis but not direct it. As well as taking part in discussion with supervisors, the
researcher attended an ABI research supervision and qualitative forum with other trainee

clinical psychologists. This was utilised to ensure trustworthiness of the data and analysis.

Analysis

Data collection and analysis followed GT guidelines [30], ensuring that a constant
comparative method was used by adopting simultaneous collection of data and analysis

(Figure 1).

Figure 1. Flow chart of the recruitment, interviewing and analysis process following

grounded theory method

67



M. Writing up/dissemination

!

L. Diagrammatic representation = categoriesand
relationships between them

T

K. RepeatF, G, H
For participants 8-10

J. Refine questions and theoretical
sampling to develop theoretical

categories

I Repeat F, G, H Constant
For participants 2.7 comparative method

T

H. Facused coding and categorization
including linking codes to other codes

!

G. Initial line by line coding

|

F. Data collection

Memo

writing
Participant 1

T D. Continued engagement at
E. Recruitment and sampling of participants — Headway — ongoing through
T / process E to M
C. Ethical approval
B. Engagement at Headway to help shape focus of the study

A. Research Questionand an
open mind

The interviews were analysed, firstly using line-by-line coding to allow the researcher (I.L.)
to study the data closely and to begin conceptualising ideas. Following this, focused coding
was used as a way to start to separate, sort and synthesize the data into codes that had
analytical significance for this study. These initial codes were sorted and reduced to
establish theoretical categories, with the emerging categories being formed in an iterative
process. Initially, purposive sampling was used to select the sample based on self-reported
PTG. Following the process of analysis and developing categories from the data, the
participants who self-reported PTG were then chosen by theoretical sampling, thus ensuring
that subsequent data was collected by selecting participants, in order to develop a theory as
it emerged so as to further refine and clarify concepts. Theoretical sampling was introduced

after interviewing the first seven participants, and focused on time since injury. In keeping
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with a grounded theory approach, later interviews were influenced by the analysis to date,
with more specific questions being asked in the later interviews. This process ensured that
the theory being developed fitted with the data, and that ‘theoretical sufficiency’ was

achieved.

Throughout this process, a journal was kept and memos were written in order to
reflect on and keep track of developing ideas and how categories had been arrived at, to
ensure rigour of the study. Member checking was not used in this study, as social
constructionist grounded theory arises from the interaction between the researcher and
participant, with the researcher’s perspective being part of the process. Rather,
demonstrating the process by which the researcher arrived at the themes was used in order to

ensure trustworthiness.

Where necessary, participant quotations have been slightly edited to enhance

understanding and ensure anonymity.

Results

Data from this study suggested that the process of developing PTG moves through four
phases, but that these are fluid and a person may move back and forth between these
different phases in such a way that PTG is an ongoing process. The four key themes that

were constructed from the data in the process and development of PTG were:

e Living with a life changing injury
e Trying to “beat it” and acceptance
e Identifying with a new you and others

e Meaningful positive change

Figure 2 displays, in diagrammatic form, the conceptualised connections between the
themes. Each box represents one theme, with the large arrows representing how one theme
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leads to the next and the smaller arrows showing how the themes influence one another.
Participants described active engagement with the process rather than something that
happens to them. Therefore, the model that emerged from the data placed the person at the

centre of the process, with their experience being key in the process of developing PTG.

Figure 2. Model of posttraumatic growth following acquired brain injury
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Living with a life changing injury

The participants needed to go through a process of loss and managing their emotional
difficulties following their injury. The theme of ‘living with a life changing injury’ shows
that the person experiences loss in relation to what they used to be able to do, here described

by Harriet.

I had a bit of a breakdown, ‘cos I was the one in control of me and my life
but when I got home I felt like I couldn’t cope. I used to cry a lot and I was
angry, agitated and upset and frustrated because I couldn’t do what I used to

be able to. So I didn’t want to get out of bed. (Harriet)

The participants described not understanding what they were experiencing leading to

feelings of isolation, as described by Elliot.

I felt bewildered [before specialist rehabilitation]. I’d got some leaflets about
the effects of brain injury but I was still struggling to come to terms with all
the different feelings, which were going on in my head without the
knowledge of how to control those emotions. | just felt pretty lonely pretty

desperate. (Elliot)

Changes following their injury were not only felt in relation to themselves but also,

as John describes here, in terms of relationships.

It messed my life up completely, from that point those roles [between his
wife and him] have had to change. I suppose our social life has been
destroyed to some extent because having a brain injury is allied to leprosy.

(John)

The change to social relationships was often due to cognitive changes associated with the

ABI and not being able to do what they could previously, as described by Mary
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| used to have one very close friend and she used to come round regularly
when | first had the brain injury, she was hugely supportive, but over time |
hardly ever see her and that is a shame. It is because | used to be the
instigator, | used to do all the arranging and since [the ABI] I’ve not been
able to do all that, I hardly ever see her now and I feel that is because I'm

not able to do all those things any more. (Mary)

Participants needed to experience feelings of loss, and as the model shows, the

process of acceptance emerges from gaining knowledge and adjusting to losses.

Trying to “beat it” and acceptance

As this model shows, the process of loss and not being able to deal with things that
they used to leads to participants trying to “beat” their ABI and the subsequent
acceptance that it is not something that can be beaten. At first it was difficult for
participants to live with the consequences of their ABI and to understand how it had

changed their way of life, as described by Elliot.

| tried to go back to work because | thought | was ready, but | was nowhere

near and after a couple of months I was made redundant. (Elliot)

The process of adjusting to and accepting the changes following their ABI was
influenced by others’ understanding, as described by Helen, who is talking about the

community support she received from a health professional.

A lot of people don’t see that your brain process has changed, but when they
do realise that, your life changes because you feel finally someone believes
me. They know that something is wrong with me and they’re going to help

me find out how to get rid of it, you can’t but they did teach you how to deal
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with it. I think it was their kindness, the fact that they went out of their way

to help in areas where | really needed help. (Helen)

Participants also spoke about comparing themselves to their old selves, and the
importance of doing things in the process of acceptance. This comparison to the old
self can be connected to the effects of their ABI, as described in the first theme; as

described by Mary.

In the early years, I used to compare but over the years I kind of don’t make
that comparison. I just live my life now and I’'m lucky because I’m active
throughout the week and occupied and I’m not sitting at home, thinking and
pondering. Maybe that makes quite a difference, being active and not on

your own, that has helped with my acceptance as well. (Mary)

The process of acceptance was influenced, as described by John, by a realisation that it was
not possible to go back to how he was and that he would have to start viewing things

differently.

For years, I thought I could beat it, and then you start to learn it isn’t
something you can beat, it’s always there. You are always remembering,
trying to hope that you were the person before the accident. It helps when
people are accepting more, and more importantly, me accepting it more. It’s
like you are locked inside this room, you become a prisoner and in the
beginning you are banging on the door asking someone to let you out. You
finally discover you can’t get out of there. So you start to think I’ve got to
live in here, so you start to move the furniture around so in a more
acceptable position, you get those bits and make a little cooker, you start to
use the wall as a calendar the whole thing starts to change. | have to make

the best of this, let’s work on this from here. (John)

73



A process of acceptance leads to being able to identify with a new you and others

through understanding and shared experiences, leading to the next theme.

Identifying with a new you and others

Participants in this theme described being able to still enjoy the things they had prior to their
injury but also that comparing themselves to others influenced how they viewed themselves
following their ABI. Being able to do things that they had enjoyed before was important for

developing a coherent understanding, as described by Colin.

| think mainly just being interested in things. | was still fascinated by

reading and to try and cope with what I’d been left with. (Colin)

Mary describes how being in a safe environment where she was able to share her

experiences with people who had similar experiences helped her re-connect with others.

When | first came to Headway | was very embarrassed that | might answer a
question with a silly answer, and you know, that never ever happened - not
one person ever giggled or laughed. For me, being amongst other people that
also have had a brain injury and have a little bit of understanding of what
struggles you have, for me it’s a huge comfort - | feel relaxed in the

environment. (Mary)

Being with others who have shared experiences encouraged rumination and reflection, as

Wayne explains.

Headway has helped me a lot with my having a bit of a chip on my shoulder
and helping in my life. I’ve always wanted to do things and I’ve never at the
time realised that I couldn’t actually do it, and Headway has been a good

anchor to try and explain it. The activities | do and even socialising with the
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people at Headway help because everyone else is in the same boat and it’s

like a family situation - you’ve got more understanding. (Wayne)

Being with others allowed the participants to try new things and develop a changed
role in social relationships. Being with others and doing things in a different way
influenced how participants viewed themselves following their ABI, connecting the

themes of identifying with a new you and meaningful positive change; as described

by Pete.

One thing that has changed in me - because I do try and make people smile,
| try and make them laugh - and that’s one thing I like about myself since
my accident. Now don’t get me wrong, for quite a long time I was very
reserved, if I was in a new situation it was very difficult, but one of the
things that’s happened here at Headway is that its allowed me to flourish in
a way that [ hadn’t done before and its allowed me to do things that I

couldn’t do. (Pete)

Participants also compared themselves to other people around them who they felt

they had a shared identity with, as described by John.

| look round and I feel that | am lucky and | see there are people worse off
than I am and that’s another thing Headway has shown me. I mean, I am
very lucky I still have the same wife, | mean lots of compatriots here, their

marriages have been destroyed by the brain injury. (John)

Below, Nate describes the process of PTG- connecting how comparing himself to
other people who have an ABI influenced his knowledge of living with a life
changing injury. It also shows that acceptance of the person he is now leads to

identifying with others who he may not have identified with before, thus leading to

meaningful positive change.
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More caring about other people in my situation.... I just think caring for
other people, whereas some people, | mean, not being funny, the people |
grew up with, they’ve just turned out right ruffians and they haven’t got a
care in the world - like people who come here, they probably come here and
take the mick out of them for how they are but I’'m not like that because I
know I’ve been through it. That’s why I care about people more, if you

know what | mean. (Nate)

Being able to practise cognitive strategies was facilitated by being with others, as

explained by Helen.

[Before Headway] my ability to stop, look and listen wasn’t there. I didn’t
know how to do any of that. It’s a very important day for me because I’'m
here with people who are just like me. When you go outside you feel like the
minority ‘cos it is a very big world. When you come here you feel at home
because people praise you they don’t degrade you - people outside do that a

lot. (Helen)

As the model shows, this process of identifying with a new you and others provides a
process whereby participants can accept their ABI and the consequences of this. By
making comparisons to others and developing a new identity, participants were able

to look at things in a new way, which led to the next theme in the process of PTG.

Experiencing meaningful positive change

After a process of acceptance, identifying with others and developing a change of identity,
participants were able to achieve meaningful positive change. John spoke about being able

to strengthen relationships with his family through shared experiences following his ABI.
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I’ve become a lot closer to my sister than I ever was before- things became
more bonded from speaking once a year to everyday, not straight from brain
injury, it’s something that has sort of grown. My sister’s husband has been
unwell and my experience is not to dissimilar to that I think it helped her in

a way. (John)

Pete describes the dynamic process of acceptance, finding the positive experiences and

opportunities because of his ABI, whilst acknowledging the negative aspects too.

Life is too short, there’s never enough chocolate and never enough sex and
there’s so little time. What [ mean is if you’ve got a brain injury for heaven’s
sake look at it as an opportunity. There is negativity about brain injury not
just for the person but for the people around them, and a lot of things wrong.
There are a lot of things you don’t recover from, there are a lot of things you
can’t do anymore but at the same time I’ve found in my experience there are
an awful lot of things you can do. A lot of things that you can look at anew
and you can actually turn some aspects of the brain injury into a positive
thing, you know, which I have done successfully and I think everybody has

these little triumphs. (Pete)

Participants spoke about the process of viewing themselves in a much more positive way

following their ABI, as described by Colin.

I’ve learnt to tolerate a lot of things that I wouldn’t have tolerated before,
other people. I used to - just before the accident I think | was flying high and
| was very full of it I think. Tolerance has increased because of the head

injury. | recognise my own failings more than | use to. (Colin)

The importance of appreciating being alive, whilst acknowledging the traumatic

experiences, allowed the process of viewing things more positively, as described by Harriet,
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Don’t be a grouchy person ‘cos things have happened to you that weren’t
very pleasant, you’re alive you’ve got another day, you breath the fresh air
in your lungs and you sort yourself out and say ‘oh I’ve got so and so today’,
‘I’'m going to do this’, meet new people and get the memory stimulating. I
think more positive now and | have to keep trying to be more adventurous

and progress every day. (Harriet)
Helen speaks about discovering new talents and being able to listen more over time.

It’s amazing, I found different talents that I didn’t think I had and things that
I thought I wasn’t good at before. As time was progressing and I was calmer

- you see when you’re not angry and you’re calm you can listen a little more.

(Helen)

The process of growth and being able to develop a life for themselves and their

family, as well as being able to feel more fortunate is described by Mary.

You don’t have a choice, there is no magic cure to bring your old self back.
I’m not saying it’s easy and I’'m not saying I 100% accept it but I feel that I
am better. I just feel fortunate to be able to do what I can do now I'm
making the best of what I can do. | used to bump into things and be clumsy
and my husband had to learn because everything has got to stay in the same
place, so it’s been a learning curve for my husband. I feel I’'m lucky because

we’ve got a different life now but we still do have a lifestyle. (Mary)

As described by Mary above, the process of PTG conceptualised in this model
involves gaining knowledge of how to manage the things they can’t do now which
leads to acceptance. This process of acceptance leads to identifying with a new you
and a new lifestyle appreciating the things that can still be done and leading to

meaningful positive change.
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Participants spoke of enjoying the same things but in a different way. Kathy
describes the process of PTG and being able to re-evaluate her life through her

experiences

| would have enjoyed the sun but not in the same way [before injury]. | was
sitting the other morning and thinking, isn’t this wonderful isn’t this good to
be sitting here and watching the sun rise, realising there’s a purpose to it. |
think prior to the head injury you kind of think life just ticks away and you
lose the concept of what really life is about. The simple things like the sun
coming up, stupid simple things, being able to do things now, being able to
move on and read again and enjoying a book, seeing things come on and
move on and not stand still. There is a life after brain injury you have to put

a new perspective on life. (Kathy)

As the model shows, the themes of living with a life changing injury lead to trying to beat it,
and acceptance which leads to identifying with a new you and others. After the process of
acceptance participants were able to look at things in new ways which led to PTG and
meaningful positive change. This meaningful positive change and a new perspective on life
influence the person living with a life changing injury and how they accept it and how they
view themselves and others, thus identifying with and experiencing PTG. Therefore, the

themes are linked in a dynamic and fluid process.

Discussion

In this study, the development of PTG was conceptualised as a dynamic process whereby
people moved iteratively through phases of loss, acceptance and re-connecting with others.
'The process of PTG was conceptualised in this study to emerge from the changes the
participants experienced and struggled with following their ABI. Through a process of

acceptance and meeting others in a similar situation the participants reported developing
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PTG. This enabled the participants to change not only how they viewed themselves and
relationships but also their priorities in life. Following their ABI, the initial process was of
engaging with and managing the emotional consequences, experiencing changes to roles,
loss of friendship and the ability to do things, as described in the first theme ‘living with a
life changing injury’. The findings from this study echo previous conceptualizations of PTG
as the result of a struggle with highly challenging events which represent a significant
challenge to the person and their ways of understanding the world and their place within it
[37]. Thus, the current findings may support previous research that also suggest that PTG

can emerge following ABI.

Attempting to return to previous roles and to maintain previous friendships was
described in this study as an initial response, before the participants learnt to accept, and
gain understanding as described in the second theme ‘trying to “beat it” and acceptance’. AS
described in the third theme ‘identifying with a new you and others’ the process of
understanding their experiences and meeting others in a similar situation, led to the
emergence of a changed view of themselves and their priorities, as described in the final
theme ‘experiencing meaningful positive change’. These findings support previous research
that suggests the initial negative emotions following a traumatic event signal to the person
that a significant part of the self has been lost or damaged, and that this negative emotion
must first be acknowledged and examined in order to create the potential for new aspects of

the self to emerge [38].

As described by the participants in the final theme being able to focus on what they
can do and feeling fortunate for this may have supported the process of PTG. This may
resonate with previous studies that have found, following ABI, learning to accept oneself
and developing pride in one’s achievements were important steps in viewing oneself in a

positive way [10]. Further consideration may be needed to be given to previous research
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that effortful cognitive processes (e.g. reinterpretation of the event and its meaning) are
important for people to redefine their beliefs about themselves and the world [37]. In time
these processes restore one’s sense of meaning in life and lead to fundamental changes in

values and directions in life, self-identity and relationships [39].

This study conceptualized the development of PTG as a dynamic process within
which the participants spoke of the benefits of being with others who shared similar injuries,
difficulties, strengths and experiences. This resonates with recent research which describes
the value of relating to others with a similar experience [40]. The participants in this study
described learning and broadening their opportunities and developing as people who were
less ‘set in their ways’ and more willing to try new and different things than they would
have been previously. As previous research has suggested people may positively redefine
themselves in a dynamic and multi-faceted process by forming new priorities and interests
(e.g. joining support groups) which can restore self-esteem and enhance satisfaction with life
[41]. The participants in this study spoke of the benefits of understanding their own ABI
and the consequences in relation to themselves and other people with an ABI. This idea of
comparison to others may resonate with previous research that suggests that it is through the
social context that people can gain meaning in life and a sense of identity [42]. People often

come to know who they are, partly by knowing who they are as group members [43].

The participants in this study described the benefits of being able to talk with others
who understood them and the importance of not feeling embarrassed or judged by others.
However, previous research have suggested that cognitive ability, communication and other
sequels of the injury can lead to disruption to social opportunities, facing negative
judgments and resulting in exclusion from groups [41]. These negative instances post-injury
are experienced as a threat to self and may lead to attempts to cope via avoidance and,

withdrawal from social and activity contexts [7]. This finding resonates with the ideas of
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the “Y-shaped model’ [44] which proposed that coming to awareness, and understanding,
and resolving discrepancies with the self before and self now, involves the process of
adaptation and leads to reintegration into society. In particular, this relates to the
conceptualisation of the process of change and the reduction of self-discrepancy for the
psychological (meaning, identity, understanding, expectations) and the social (roles,
activities, contexts, relationships), which can occur through engagement in activities [7].
Being able to engage with others has been suggested to support the re-creation of a
narrative, which is essential in giving a person’s life a sense of meaning and purpose [21]. It
has been suggested that PTG should not be viewed as ‘one piece of the complex puzzle, but
rather as the fundamental frame that holds the entire puzzle together’ [45, p. 65]. Therefore,
the importance of opportunities for people to narrate their experiences and story of recovery

after ABI could be part of the process for PTG to emerge.

Clinical implications and recommendations

This study may be of clinical relevance for those working with ABI as it may suggest that
PTG can be experienced by people following ABI, and that the process may be a fluid and
iterative process that people progress through. Therefore, clinicians may need to consider
the timeliness of interventions which may support a person along this process. Previous
research suggests that identification with others can provide a positive means to redefine the
self after ABI [46]. This study may in some way suggest that feedback from others who
have shared experiences may provide a positive environment where people are able to
attempt new things. The benefits of being with others who have shared experiences
following ABI may need to be considered when working within this setting and how best
this can be facilitated within a safe trusting and cooperative environment, as suggested by

the holistic rehabilitation approach [47].
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Furthermore, the idea of ‘social neuropsychology’ [22], which can promote personal
identities and increased social participation as a desired outcome, may be an important
factor when considering a person’s progress following ABI. Thus, the clinical implications
may be to consider and gvaluate how rehabilitation is currently promoting social
participation and psychological adaptation, whilst considering the social context and
resources within the community [7], as well as the influence this may have on the process

and development of PTG.

Limitations of the study and future directions

Due to the social constructionist position of the researcher, the results were co-constructed
between participants from Headway and the researcher, and this study makes no attempt to
claim that the findings are objective or are generalizable, in the statistical sense, to other
populations. In particular, all the participants were members of Headway and other settings
may have different processes and result in different experiences. Despite this, the three
centres were very different in terms of space, geographical location and staffing. When
considering the findings of this study, it is also important to consider the social milieu of
Headway. The participants were all passionate advocates of Headway and this may have
emphasised the role and importance of social support. Despite this, the participants all
spoke about the emotional struggle following ABI and this was conceptualised to be an
important aspect in the process of PTG. As detailed in the methodology (for a more detailed
account please see methodology chapter), numerous steps were taken to make the role of the

researcher as transparent as possible.

Future areas of interest would be the role that social relationships and belonging to a
group have in the idea and development of PTG, as well as exploring the concept of a
recovery narrative following ABI. The role of comparisons to others is an interesting idea in
PTG - whilst the literature suggests that social relationships and re-connecting with
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community and people, following trauma, are important, this idea of comparing oneself to
others has not been widely addressed. Further research is needed to explore the role that
both upward and downward social comparison has for people, following ABI, and the part

this may play in the process of PTG.

Conclusions

The ongoing development of PTG evolved through a dynamic process of managing loss,
acceptance and establishing a changed perspective on life. The social and interpersonal
context for the participants within this study could be viewed as the foundation for an active
process of viewing things differently and experiencing PTG. The re-engagement with
meaningful social groups, roles and activities leads to looking at things in a new way and a
realisation of meaningful positive change as a result of participants’ ABI. These meaningful
positive changes grew as a result of a person’s experiences throughout this process, leading

to a new perspective on life and a view that, although changed, there is life after ABI.
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Methodology and Design

This methodology section will briefly outline the rationale for both the systematic
review and the research paper. Furthermore, in order to ensure that the criteria were met for
quality qualitative research (e.g. Tracy, 2010) additional headings will include ‘Ontology

and Epistemology’, ‘Researcher Position” and ‘Rigour’.

Design

The systematic review and the research paper both use qualitative research methods,
focusing on the rich data that can be understood through participants’ subjective accounts of
their own experiences (Yardley, 2000). Qualitative research is often concerned with
understanding the experiences of people as they ‘encounter, engage and live through

situations’ (Elliot, Fischer, & Rennie, 1999 p., 216).

It was decided to focus on qualitative research for the narrative synthesis because, in
order to fully understand the role of social support in posttraumatic growth (PTG), it was
necessary to understand the participants’ perspectives. The aim of this synthesis was the
critical appraisal and the aggregation of qualitative findings, using systematic methods
(please see Section A for more detail). It is common for thematic analysis to be used
(Popay, Roberts, Sowden, Petticrew, Arai, Rodgers, . . . & Duffy, 2006) to identify the
main, recurrent and most important themes in the literature, allowing the findings from the

selected articles to be summarised and grouped.

It is convention to conduct quantitative systematic reviews focusing on the study
quality being in terms of methodological quality, e.g. minimizing bias and systematic error
(Gates, 2002). However, there has been considerable debate about the quality assessment in

qualitative research: whether or not there is a plausible rationale for undertaking such
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assessments, if such a rationale exists, and what criteria should be used to inform judgments
about quality (Murphy, Dingwall, Greatbatch, Parker, & Watson, 1998; Schwandt, Lincoln,
& Guba, 2007). The two main arguments are appraising the methodology (Dixon-Woods,
Shaw, Agarwal & Smith, 2004) or focusing on the rigour of interpreting the results (Lincoln,
Lynham & Guba, 2011). Despite this, it has been argued that the same criteria can be used
to assess qualitative and quantitative research (Cook & Campbell, 1979; Kirk & Miller,
1986), or the adaptation of the methods used for assessing (Hammersley, 1992).
Considering these debates, the Critical Appraisal Skills Programme (2017) was used
because this quality checklist has been developed and tested over time, and is widely
recommended for use within health care research (e.g., McEwan, Espie, Metcalfe, Brodie, &

Wilson, 2004).

Ontology and Epistemology

For most qualitative researchers, there is an assumption that the researcher cannot be
objective. As such, the researchers ontological, epistemological and methodological beliefs
are vital in ensuring a robust and appropriate research design (Denzin & Lincoln, 2005), and
the paradigm must be congruent with their own beliefs in relation to the phenomenon being

studied (Mills, Bonner & Francis, 2006).

Epistemologically, this thesis was approached from a social constructionism view of
knowledge which emphasis the subjective interrelationship between the researcher and the
participant, and the co-construction of meaning (Hayes & Oppenheim, 1997). The
ontological position is relativist (Mills et al., 2006), suggesting that relations between
concepts exists in relation to culture, society or historical context, denying the existence of
an objective reality. Instead, realities are socially constructed from an individual’s meaning

and understanding of experiences (Guba & Lincoln, 1989).

Research Context
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It is acknowledged that the researcher’s own theoretical and socio-cultural
perspectives will become part of the study, with a co-construction of meaning between the
researcher and participants (Hayes & Oppenheim, 1997). As Yardley (2008; p.237)
suggests, attempting to minimize the influence of the researcher ‘would make it very
difficult to retain the benefits of qualitative research’ for example, researchers’ active
engagement with the participants (McLeod & Balamoutsou, 2006). Therefore, the context

within which the research is carried out is important.

The project was undertaken during the second and third years of the researcher’s
doctorate in Clinical Psychology. The research was carried out at Headway, a brain injury
charity. As such, the social milieu and context of the participant’s engagement and
involvement in Headway was an important consideration. A persons knowledge of the
world around them comes from their experiences which are produced in particular contexts.
Therefore, in contrast to the positivist and quantitative ideal of being able to obtain objective
knowledge qualitative research acknowledges that biases exist for both the participants
within the specific context and the researcher entering this context during the research

process, and incorporates them into the analysis (Braun & Clarke, 2014).

Furthermore, it is considered good practice to involve service users! throughout the
research process (Department of Health, 2005). Consideration was given to the rationale for
involving service users of Headway: how they would be involved and to what extent.
Discussion took place with supervisors and the gatekeeper for the project at Headway as to
how best involvement could be facilitated and be inclusive for all service users even those
who did not participate in the study. Attention was given to ensuring that the involvement
of those at Headway was not a ‘tokenism’ approach (Wright, Foster, Amir, Elliott, & Wilson

2010) which may inadvertently undermine the real value of including service user

! The term service user is used here to include members of Headway
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involvement in research. This involved, the committee members of Headway, including
staff and service users, reading, discussing and approving the study proposal, commenting
on participant information sheets and led to a discussion around key ethical issues such as

confidentiality, and potential risks to participants.

Following on from this idea are the reported benefits of involving communities
throughout the research process as a way of creating connections through the use of shared
knowledge and valuable experiences (Butterfoss, Goodman & Wandersman, 1993). In this
case, the research explored participants’ experiences of PTG and required participants to
self-identity and express an interest in the study. Emerging from this collaboration is a
deeper understanding of a community’s unique circumstances (Hall, 1992), and also keeping

close to the context of Headway and the process of PTG.

In order to fit closely to the methodology and epistemological approach taken, the
researcher aimed, throughout the process of research, to embed themselves within the
context of Headway. The researcher dedicated considerable time to experiencing the
environment from which participants would be recruited by participating in groups run at
the centres, conversing at break times, making tea and coffee, eating lunch with Headway
members and keeping close links with staff through updates during the research. The aim
was to allow this process to be meaningful and the researcher was invited to present at a
Headway event prior to the recruitment stage. The aim of being embedded within the
research context not only ties into the methodology followed but can also establish a mutual
trust that enhances both the quality and quantity of data collected (Israel, Schulz, Parker, &

Becker, 2001).

Methodology

This research used grounded theory (GT) methodology, developed in the 1960s to

analyse and explain social and psychological processes (Glaser & Strauss, 1967). The
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different approaches to grounded theory reflect that it was one of the first methods to
attempt to develop a systematic method for analysing qualitative data (Glaser & Strauss,
1965, 1967). Grounded theory is also a methodology, not just a method, and as such each
particular version of grounded theory has an inbuilt theoretical framework (e.g. Charmaz,
2014). Consideration was given to other qualitative methods, such as thematic analysis
which was discounted because, although it aims to produce conceptually informed
interpretations of the data, it does not attempt to develop a theory of a phenomenon or
explicitly seek to understand a process (Braun & Clarke, p50. 2014). In contrast, GT
techniques can be used for the development of categories and an understanding of the
relationships between the various themes (Pidgeon & Henwood, 1997). Over the past four
decades, GT has evolved in a complex fashion resulting in a wide variation of methods and

perspectives (Tan, 2010).

Grounded theory is based on the theoretical framework of symbolic interactionism
(Heath & Cowley, 2004), which views the self, situation and society as products of social
constructions that people create through their actions and interactions. This supports the
idea that behaviour or actions are best understood on the basis of meanings derived from
social interactions with others (Wertz, Charmaz, McMullen, Josselson, Anderson, &
McSpadden, 2011). Grounded theory interrogates the meaning created in these social
relationships, attempting to discover how groups of people define their realities on the basis
of their understandings of interpersonal interactions (Cutcliffe, 2000). The aim of the GT
approach is to produce innovative theory that is “grounded” in data collected from
participants, on the basis of the complexities of their lived experiences in a social context

(Fassinger, 2005).

Grounded theory methodology views the researcher’s own perspectives as integral to

the study process (Charmaz, 2008). This is partly due to the assumption that researchers
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construct categories of the data via an interpretative understanding of the studied
phenomenon within that context (Cho and Lee, 2014). As this research was concerned with
the process of development of PTG within a specific social context, a social constructionist

perspective was followed (Burr, 2003).

Rigour and Validity

Commitment to the researcher’s ontological, epistemological and methodological
beliefs is important in ensuring a robust and appropriate research design (Denzin & Lincoln,
2005). Within the literature there have been various suggestions for how to demonstrate the
rigour of qualitative research, with the guidelines for carrying out qualitative research

continually evolving.

Guba and Lincoln (1989) highlighted the criteria of credibility, transferability and
dependability in ensuring trustworthiness of research and resonating with readers are
important quality markers. It is important to reveal the researcher’s orientation and personal
involvement in the research (Stiles, 1993). By providing descriptions of values and
assumptions, descriptions of the participants and their life circumstances allows for the data

to demonstrate credibility and coherence (Elliot et al, 1999).

Furthermore, describing the original context adequately allows for a judgment of
transferability to be made by readers, to ensure findings can ‘fit” into contexts outside the
original study situation (Sandelowski, 1986). Other researchers suggest that sufficient
contextual information should be provided to make similar judgments by others (Reinharz,
1983). Dependability is the ability for the process to be audited, and in order to show the
way in which interpretations have been arrived at to ensure credibility and transferability

(Koch, 2006).

Overlapping principles have been drawn together with sensitivity to contexts,

commitment and rigour, transparency and coherence and impact being important principles
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(ardley, 2000). More recently, eight criteria have been suggested which are: worthy topic,
rich rigour, sincerity, credibility, resonance, significant contribution, ethics, and meaningful
coherence (Tracy, 2010). These are suggested criteria and are not rigid rules to adhere to.
Instead they are open to flexible interpretation, and the way in which a particular
investigation will fulfil these criteria will vary depending on the methodological approach
(Secker, Wimbush, Watson, & Milburn, 1995). Consideration was given to these quality
criteria throughout the research process by providing context of the participants and
consideration of the researcher and participants’ co-construction of the data. In addition, to
following a consistent and systematic approach to ensure transparency and trustworthiness
of the data (please see the discussion Chapter for a review of rigour and validity).
Considering the methodological approach is also important and this research, in addition to
those quality criterion described above, approached the study guided by specific principles

for social constructionist GT (Charmaz, 2008). These are:
1) Treat the research process as a social construction
2) Reflect on research decisions and directions
3) Be analytical in your approach
4) Collect sufficient data

The first principle refers to the researcher responding to emergent questions and new
insights while simultaneously carrying out the analysis, and the importance of the researcher
embedding themselves within the process. Charmaz, (2004) describes entering the
phenomenon that is being studied in order to discover what is significant from the
viewpoints and actions of the people who experienced it, without assuming what is
significant. The researcher’s engagement with Headway and the process of embedding
themselves within the context (described above) ensured that this principle was achieved,

and provided credibility and transferability for the emergent results. In addition, the
96



researcher ensured that they were fully present during the interview and immersing the self
in the data afterwards. This active involvement with the data shapes the analysis (Goffman,
1989) and involved the researcher carrying out initial line-by-line coding by hand, on paper,

to feel less removed from the data.

The second principle relates to the researchers own reflectivity on this process and
the importance of a transparent audit trail of the thoughts and thinking throughout the
research about the decisions they are taking and how these are operationalized, often
through the use of a reflective journal, memos and supervision. As with transparency, there
needs to be a clear process from transcription, to line-by-line initial coding. This was done
on paper and then the initial themes, with reference to line, quote, and theme, were put in a
spreadsheet to ensure that the theme was staying close to the data and that transparency and

a clear process were being followed (for an example please see Appendix E and F).

This is related to the third principle, in that researchers need to be enquiring
throughout this process, and analytical in their approach. Supervision was used as a time to
discuss this process and how the researcher was able to account for what they did. The
reflective diary was also used as a way to keep an audit trail as a way to record how critical
moments throughout the study were made, observed and reflected on. Therefore, during the
course of the study a reflective journal was kept to document ideas and understanding of
PTG. Keeping a reflective journal is recognised as good practice for making explicit any
influences (Yardley, 2000), and this is a part of GT. It is not viewed as being possible for
the researcher to maintain a neutral stance rather the role of the researcher is to take an
active stance (Charmaz, 2014), and the data is co-constructed with the participant and
researcher. Given this, the reflectivity of the researcher is a critical component when
carrying out GT. The use of memo writing and a reflective journal makes explicit any

experiences or pre-existing knowledge that will shape the research process. In order to learn
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about participants’ meanings, the researcher needs to be reflective about their own views of
reality (please see except of reflective journal figure 1), and through the process of research
to learn the reality of the participant being studied and not impose their own reality on it
(Charmaz 2004). Hence, the importance of the researcher position which is described in

more detail in the next section.

The fourth principle highlights the importance of obtaining rich data in order to
facilitate understanding meanings and actions to construct useful GT, whereby immersing
the self in the research context, as described above. Rigour also refers to the resulting
completeness of the data collection and analysis. This depends partly on the adequacy of the
sample and its ability to supply all the information needed for a comprehensive analysis — in
GT this is known as ‘saturated data’. The researcher ensures this was reached by following
an iterative process and reviewing previous interviews and emerging codes and themes
continually through the analysis and interviewing stage. This back and forth process allows
for the completeness of data and to ensure that links between the themes can be revised and
developed from what the participants are saying. This process was stopped following
discussion with the supervisor, it was felt that no new data would provide any more depth of

detail to the constructed themes. In addition, to the time restraints placed on the study.

Researcher Position

Researcher Experience and Interest

The idea that we are all influenced by our history and cultural context, which shapes
how we view the world, and make sense of the world, suggests that the researcher’s own
experiences and perspectives will influence their interaction with the data, and thus the

analysis (Mills et al., 2006).
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12 am a 34 year old white British trainee clinical psychologist with experience of
working as an assistant psychologist with adults with an acquired brain injury, both in the
community and in inpatient rehabilitation settings, for two and half years. This experience
of working in both these settings shaped my views about the importance of community
rehabilitation for providing opportunities for people to do all that they can, and for
developing and sustaining relationships. When working within brain injury services the
focus was often on a person’s journey from the moment they sustained an ABI, and | often
observed how some people spoke of their experience as providing new opportunities,
direction and meaning. Despite this, the focus in acute inpatient settings was often one of
reaching functional goals, often at the expense of the person’s preferences, interests or
qualities as a person. This focus on what the person has lost often jarred with positive
experiences of other people, especially within the community, and | was left wondering
about a person’s journey following ABI and the process of the positive psychological
changes that can occur. This experience also influenced my interest in qualitative research
which was able to provide a richer understanding of people’s lives rather than a measure of a
particular aspect but that may not explain the complexity and often subtle experiences which
have meaning for a person. Working in the community, | also had experience of visiting the
acute wards in hospital where people were recovering from their acquired brain injury, often
still in induced comas and with the medical use of machines, and the constant presence of
staff. Experiencing the journey of people with brain injury may have also influenced how I

interpreted the process of the development of PTG.

My interest in identity and social constructs stemmed from experiences growing up.
Growing up in London but with parents from the North of England highlighted the

importance of shared social identity in relation to not only geographically identified values

2 Due to the reflective nature of this section | am writing in first person.
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and identities but also social and cultural contexts. Having parents who came from a
working class and a middle class background highlighted the juxtaposition of these
experiences, and how social identities can influence a person’s view of the world and how

they interpret and understand their experiences.

Both personally and via my clinical experience, these influences were reflected on
during the course of the project, for example in the excerpt below from my reflective

journal.

Figure 1 example of reflective diary

| arrived at Headway just as everyone was arriving for the start of the morning session. The members
were very welcoming and friendly and were chatting to one another. | was aware of the art work and |
wondered how this might influence my interpretation of growth and positive changes. | thought of the
common and shared experience of seeing the art work and what it is communicating to people at
Headway and those who visit.

During the interview, the participant became tearful and angry when speaking about the loss they had
experienced. After the interview, | felt bewildered and reflected on the different feelings | had feltin a
very short space of time, going from inspiration to anger. This reminded me of the importance to listen
to what the participants are saying and to use their words. Even if the feeling of Headway and the
context feels different. | am now thinking that loss and emotions may have a part to play and that | can
not only focus on the positive (however much | may want to).

It reminded me of people who | have worked with who felt very angry following their injury and how a
loss of role and friendship must feel completely bewildering for the person to as they try and muddle
through the best they can and make sense of it.

Following this interview | felt bewildered, but staying close to the methodology |
embraced this bewilderment and contradiction, as Charmaz (2004) advocates: ‘treat
bewilderment as a sign that you are entering the phenomenon’ (p., 981). Through this
struggle with the bewilderment following the interview, the contradiction between the
experiences reported and emotions expressed during the interview, and context of the setting
| felt that | was able to gain a deeper understanding of the phenomenon and of the processes

involved in PTG.
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Using my own understanding of the participants’ reports of their inner experiences
(thoughts, feelings, beliefs, perceptions, intentions) as data may make inferences about
participants’ experiences based on interaction and interpretation (Stiles, 1993). Empathic
understanding draws on the researcher’s own experiences and self-knowledge (Stolorow &

Atwood, 1984).

I had no previous experience of using grounded theory and approached the task with
both openness and uncertainty. Before commencing the project considerable effort was
made to gain an adequate level of competence in the methodology, through supervision,
training courses, reading texts, discussion in a qualitative forum and ABI research group
with other trainee clinical psychologists, and lectures with an interest in qualitative and ABI
research. It has been suggested that novice researchers should conform to the tenets of a
specific GT tradition (Creswell, 2013) in order to understand fully the philosophical
assumptions and procedural steps (Achora & Matua, 2016), and the researcher followed the

steps outlined by Charmaz (Charmaz, 2014).

Reflections on the Research Process

| found carrying out the research a process in itself, where | developed skills and knowledge,
and learning from the participants interviewed. The interviews often left me considering the
process of PTG and feeling humbled and appreciative of the participants’ enthusiasm and
openness during the data collection process. | was left reflecting on being more grateful for
my own health and friends and was often left considering the fragility of how life can

change in an instant.

Writing the Thesis

In writing up the thesis | was mindful of the strategy within social constructionist GT
that advocates a writing style that is more literary than scientific in intent, and that is

suggestive of the participants’ experiences and is analytical in approach (Charmaz, 2004). |
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often found a dilemma between developing a conceptual analysis and account of the
participants’ stories, and creating a presence in the final text. I found this to be a balancing
act and wanted to include all the quotes from all the participants, finding it hard to select
which quotes to use. I aimed to keep participants’ words intact in the process of analysis in
order to maintain their presence throughout (Charmaz & Belgrave, 2002), as well as
including participants words in the final model (Please see research paper). This process

often felt iterative, going back and forth and resonated with the analysis process of GT.

In the process of writing the research paper | reflected on the CASP (2017) and what
to include within the restrictions of the journal, and also on the quality markers and whether
I had achieved them. Including enough detail within a word count was a fine balancing act
between providing enough detail on the methodology (e.g. recruitment strategy, data
collection, ethical issues and reflectivity) and providing enough data to ensure the results
were transparent and clear in the construction of the themes. Given the word restrictions of
the research paper, it felt difficult to elaborate on some of the criteria, such as ethical issues,
as although they were considered throughout, these of course would have been considered as
a part of the ethical approval process. It may also be that my view of this was influenced by
my epistemological perspective, and the reluctance to carry out qualitative research in what |
might perceive as a tick box exercise that does not mirror the open and flexible approach of

qualitative guidelines.

Dissemination and Sculpture

The co-construction of the research, and the enthusiasm that the participants and Headway
more generally had for this research, can be seen in the collaborative idea between Headway
and participants to develop and exhibit a sculpture based on the experience and process of
PTG. This idea was initially discussed between myself, supervisors and Headway at the
proposal stage as a form of dissemination. Following the findings, key themes and ideas

were disseminated back to headway, and Headway, as a response to the research, designed a
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sculpture (please see Appendix G for the model plan). This development of the sculpture
highlights how the function of qualitative research is not to describe but to construct a

version of reality (Bruner, 1991; Freeman, 2006).
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SECTION E

Discussion and Critical Appraisal Chapter

Word count (3014 excluding references)
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Summary of Results

Both the systematic review and the research paper suggest that the process of
posttraumatic growth (PTG) can develop following acquired brain injury (ABI) and spinal
cord injury (SCI), with one of the shared foundations for growth being social support. The
role that social support plays in the development of PTG can be seen from the synthesis of
the systematic review and from the themes of the research paper. Importantly, the shared
experiences with others, and opportunities created by being with others to learn and develop

a new sense of self.

Social identity was defined by Tajfel (1982) as an individual’s knowledge that they
belong to certain social groups, and that membership of these group has emotional and
meaningful significance for them. Belonging to a group with others who have sustained
similar injuries emerged as key themes in this thesis. Thus, supporting the notion that, when
understanding social identity, it is important to first consider how the group influences the

individual (Reicher, Spears, & Haslam, 2010).

Studies have often focused on the change in self-identity as an important aspect of
life after ABI, with loss and reconstruction of self-identity and personhood being recurring
themes in the narratives of people talking about their experiences of surviving ABI (Levack,
Boland, Taylor, Siegert, Kayes, Fadyl, & McPherson, 2014). Loss of identity is understood
to be of major importance following ABI (Nochi, 1998), and it has been suggested that the
consequences of injury on prior identities - such as occupation, gender or family identities -
are crucial to how individuals see themselves and cope in the aftermath of their injury
(Walsh, Fortune, Gallagher & Muldoon, 2014). The importance of social identity has been
suggested to buffer against the negative consequences of a person’s circumstance (Haslam,
Jetten, Postmes, & Haslam, 2009). Thus, identity is an emergent resource that people can

adapt too, and identities can be built upon beyond coming to terms with impairment, and
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extending even to the notion of growth (Silva, Ownsworth, Shields & Fleming, 2011).
Therefore, social support is an important foundation for growth: it allows the person with
SCI or ABI to reconsider their post-injury identity through accepting what has been lost, and

seeking what they can still do and what is new, all of which are vital in the process of PTG.

The experience of positive psychological change, experienced as a result of a
struggle with highly challenging events, represents a significant challenge to the person and
their ways of understanding the world and their place within it (Janoff-Bulman &
McPherson Frantz, 1997). This study supported the idea that, following initial challenges
and experiencing distressing emotions, participants were able to develop new and different
ways of understanding themselves and to begin to view the changes in their life as positive.
Furthermore, involvement in meaningful activities such as sport, following SCI, results in
psychosocial benefits that can facilitate positive psychological growth (Day, 2013). The
narrative synthesise adds to the existing literature on peer support (Sweet, Noreau, Leblond,
& Martin Ginis, 2016) and the importance of family and friends following SCI (Beauregard
& Noreau, 2009). The findings also support recent research into the importance of relating

to other people with similar injuries (Salas, Casassus, Rowlands, Pimm, & Flanagan, 2016).

Aspects of PTG that may be strengthened via social support are strengthening of
social relationships, allowing a person to demonstrate personal strengths and experience
positive emotions (Chun & Lee, 2008), with identity being enhanced following SCI by
joining sporting groups (McDonough, Sabiston, & Ullrich-French, 2011). Re-establishing
self-identity via physical activity challenges existing assumptions and fosters a new sense of
self (Day, 2013). The strengthening or establishment of supportive relationships following
SCI enhanced people’s abilities to realise the supportiveness of family and friends, to meet
people they would not have met otherwise and to learn from others (Crawford, Gayman, &

Tracey, 2014).
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The findings from this current study mirror previous findings that people with ABI
do not just accept their injuries but that they revise their self-narratives and can shift this
self-narrative from ‘in spite of ABI” to ‘because of ABI” (Nochi, 2000). This study
suggested that the process of developing PTG is a fluid and dynamic process, and this has
similarities with identity models for both SCI and ABI. Yoshida (1993) has suggested a
model of identity-reconstruction following SCI, based on a pendulum swinging back and
forth between a person’s previous identity and that which is defined by disability. This is a
continuously evolving, fluid, and dual-directional process. Similarly, Muenchberger,
Kendall, and Neal (2008) propose a non-linear model of self-reconstruction following ABI
which is a dynamic process between a person experiencing a diminished sense of self and a

broader sense of self.

Rigour and Quality Markers

The primary reason for adopting qualitative methodology is a recognition that our
knowledge and experiences of the world cannot consist of an objective appraisal of some
external reality, but are profoundly shaped by our subjective and cultural perspective, and by
our conversations and activities (Yardley, 1997). If this is the case then there can be no
fixed criteria for establishing knowledge from qualitative research since, to be rigid in
limiting the criteria for understanding and making meaning would mean restricting the
possibilities for knowledge (Yardley, 2000). Consequently, while qualitative researchers
recognise the need to establish tentative agreement as to the validity of a piece of research
for a certain purpose, in a particular situation and for a specific community of people most
reject the idea that there ever could or should be a universal code of practice for the use of
qualitative research (Feldman, 1995; Greenhalgh & Taylor, 1997). Furthermore, in

qualitative research the commitment to the methodological approach and ontological and
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epistemological perspectives is important for the trustworthiness and credibility of the data

produced (Koch, 2006).

Quality of Research Paper

In order to evaluate the quality of research the principles of quality and rigour are
followed in qualitative research (see method chapter for further description). This section
will therefore critique the strengths and limitations of the research paper according to the

guiding principles for grounded theory (GT) outlined by Charmaz (Charmaz, 2008).

Treat the research process as a social construction. Involving participants in the
research process is not a new concept. Lewin (1946) pioneered an approach whereby the
researcher acted in the social system with theory generation. A particular strength of this
study was the meaningful engagement the researcher made with Headway. This resulted in
a sculpture emerging as a response to the research and the findings that were disseminated
back. This resonates with the social constructionists’ stance taken by the researcher, and the
aim to give priority to the participants’ experiences, rather than the views of the researcher,
as integral to the analysis (Charmaz, 2008). The process of the researcher immersing
themselves with the context allowed for credibility and transferability of the findings by
ensuring the researcher was able to consider what is significant for the participants and not

for the researcher.

Despite the above strengths, a consideration of the limitations also needs to be
considered. A limitation of this study may be the generalisability of the findings. The
participants in this study had mostly maintained marriages and close family ties, which may
be unrepresentative of people with ABI. Despite this, the study drew participants from three
geographically different centres. In addition to this is the impact of context that may limit
this research. There may also be common narratives that are specific to Headway that

influence the development of PTG for these particular participants.

108



Reflect on research decisions and directions. Another particular area of strength
in this study was the researcher’s attempt to document decisions made, and to demonstrate
an audit trail of the analysis to establish transparency of the findings. The researcher
attempted to do this by following clear steps throughout the analysis stage, as well as by
keeping quotes and themes close together so that data remained close to the participant’s
words. In addition, the researcher retuned to the data throughout the analysis process to
pursue these ideas further and ground the theory in the data. Furthermore, the researcher
returned to the data throughout the analysis, and by keeping memos it allowed them to
continually ‘test out’ additions and aspects of how the themes linked. The researcher also
attempted to demonstrate credibility by detailing the process of how they got to the
categories, and being transparent in the iterative process between data and emerging
analysis. This was done during discussions in supervision about how the links were made,
and demonstrating through discussions, how the emerging themes fitted closely to the data.
The final interview questions changed as the iteration between data and emerging analysis

progressed and to helped demonstrate interaction between the themes.

Be analytical in your approach. The importance of revealing the researcher’s
orientation and personal involvement in the research is a quality marker of qualitative
research (Stiles, 1993). The researcher attempted to carry out this research with a
commitment to their position, and this may also be considered to be a particular strength and
to ensure coherence and trustworthiness. Self-awareness in the researcher is essential,
interpreting their experiences and processes of interactions throughout the research process
(Guba & Lincoln, 1989). The researcher aimed to ensure reflectivity during supervision and
by keeping a journal throughout the process as this enables the researcher to approach the
data generated with ‘open mindedness’ (Starks & Trinidad, 2007), resulting in greater
theoretical transparency (Tan, 2010). This could be suggested to be a strength of this

research. A further strength of this study was the researcher’s attempt at transparency. This
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was done by discussion of the transcripts of the interviews in supervision and attempting to

look for exceptions during the interview process.

Despite these strengths, a limitation of this study may be that the method of
triangulation was not used, whereby multiple sources of information are considered.
Despite not utilising member checking of the themes, the results were fed back to Headway
and discussion of the process resonated with people who had and hadn’t participated in the
study. Another key factor that needs to be considered is the limited prior qualitative
experience of the researcher: good qualitative research analysis relies on the vision and
integrity of the researcher which often comes with experience and training (Pope, Ziebland

& Mays, 2000).

Collect sufficient data. Rigour refers to the resulting completeness of the data
collection and analysis. This depends partly on the adequacy of the sample and its ability to
supply all the information needed for a comprehensive analysis — in grounded theory this is
referred to as ‘saturated data’. This study attempted to collect rich and detailed quotes of the
phenomenon being studied. This being a particular strength of the study. It has been
suggested that when researchers actively engage communities in their research, as this study
has attempted to, it can establish a mutual trust that enhances both the quantity and the
quality of data collected (Schulz, Parker, Israel, Becker, Maciak, & Hollis, 1998). It also
allows a deeper understanding of a community’s unique circumstances and a more accurate
picture of the its social and psychological processes (Altman, 1995), in terms of PTG. The
researcher also attempted to ask open and curious questions during the interviews, and
refrained from defining constructs or providing participants with words, in order for the data

to be emergent from the participants’ experiences.

Despite these strengths, a limitation of this study may be due to the purposeful

sampling used. The participants who were recruited for this study identified with
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experiencing PTG, and so the generalisations of the findings are specific to people who self-
identify as having grown as a result of their ABI. For example, whilst acceptance was
important for the participants to develop PTG, it cannot be inferred that acceptance will
inevitably lead to PTG. Rather, for those who identify as having experienced PTG, acceptance
was a necessary stage. Furthermore, although 10 participants were interviewed there were
more potential participants who expressed an interest but it was not possible to interview
them. Not being able to interview all potential participants who self-reported PTG may

have limited the theoretical sensitivity of the data.

Quality of Systematic Review

Although a systematic and structured approach to quality assessment was taken, as
yet there is no consensus in relation to the systematic review, on the criteria that might
constitute quality standards (Khan, Ter Riet, Glanville, Sowden, & Kleijnen, 2001), or on
how to exclude studies based on the quality standards used (Dixon-Woods, Bonas, Booth,
Jones, Miller, Sutton, . . . Young, 2006). Without specific guidance on how to exclude
studies based on quality it was appropriate to include all relevant studies in the synthesis
(Day, Jones, Langner, & Bluebond-Langner, 2016; Dixon-Woods et al., 2006). A common
sense argument could be that papers of ‘poor quality’ do not offer richness of data and so do
not contribute to a large component of the themes within this narrative synthesis (Thomas &
Harden, 2008). However, in this synthesis the perceived quality of studies as rated using the
CASP, did not appear to influence the number of themes the studies contributed to. Thus,
there may be a more conceptual discussion needed as to whether it is appropriate to appraise
qualitative research with similar methods used for assessing quantitative studies, although
accurate and detailed reporting on the methods used in a study can certainly be of assistance
to critical appraisal (Attree & Milton, 2006). Consideration needs to be given to whether the

current criteria used for quality appraisal can identify the choices and rationale the
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researchers have made in contrast to the descriptive and interpretive accounts of the research

(Hannes, Lockwood, & Pearson, 2010).

A potential limitation of this narrative synthesis may be that concepts identified in
one setting are not applicable to others, impacting on the generalisability of the findings to
other settings. Some have suggested that the studies that are synthesised should share a
similar methodology, and caution should be taken when identifying similar themes across

studies if there are differences in the epistemological underpinnings (Jensen & Allen, 1996).

Clinical Implications

Taking a much more holistic view of ABI and SCI, and incorporating social support
into rehabilitation, could have implications for recovery and living a good quality of life that
provides meaning and purpose. Rehabilitation, can foster this meaning making process by
taking into consideration the social context and relationships that are important in the
process of PTG for ABI and SCI. The identities people hold are a product of the groups
they belong to, and individual behaviour is a function of their identity (Reicher et al., 2010).
A social identity approach suggests that identities are generated in contexts and emerge from
social interaction (Levine, 1999). It has been suggested that rehabilitation following ABI is
about enabling people to be all that they be can in terms of their psychological, social,
leisure, vocational and everyday functioning (Wilson, Gracey, Malley, Bateman, & Evans,

2009).

Additional implications for rehabilitation are that providing a supportive group
atmosphere that facilitates emotional expression may inadvertently promote PTG (Calhoun,
& Tedeschi, 1999). To date, however, interventions have not explicitly been aimed at
increasing perceptions of growth, and it has been suggested that there needs to be more

understanding about the explicit conditions under which growth occurs for growth based-
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interventions to occur (Park & Helgeson, 2006). McGrath (2004) highlighted the need for
placing emphasis on positive change within rehabilitation. Clinicians may be able to play a
part in the development of PTG by: considering the worth of each person; focusing on the
persons promise and potential; actively celebrating changes to each persons’ sense of self;
and involving patients in their own care trajectory (Turner & Cox, 2004). Moving the focus
away from deficits to one that promotes people finding meaning and growth from the
experiences of stress would be an important aspect to develop in clinical interventions, for
both SCI and ABI. However, more needs to be known about the process of PTG and what

can facilitate its development.

Research into SCI is being increasingly focused on the importance of social support
in quality of life following injury. The importance of clinical interventions, focusing on
enabling engagement in meaningful activities in the community, has been identified in
improving the quality of life for people with SCI who are living in the community (Barclay,

McDonald, Lentin, & Bourke-Taylor, 2016).

The implications for rehabilitation for both ABI and SCI are the consideration of
interpersonal processes (Zerubavel, & Smith, 2010) throughout the rehabilitation process,
and how these can integrate the biological with the social, in an attempt to not only fix
what’s wrong, but also to build what’s strong’ (Duckworth, Steen, & Seligman, 2005 p.,

631)

Future Work and Ideas

Future work may need to consider the use of peer support, but also to explore the
appropriateness and timeliness of this support. Furthermore, there needs to be an increasing
awareness that ABI is not a one-off event, and could perhaps be reframed as a chronic

health condition or as a disease process (Corrigan & Hammond, 2013; Masel & DeWitt,
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2010). Neuropsychology must look outwards to relationships and context, and also, at the

influences of PTG and social identify for the individual and group memberships.

Future research could explore the importance of timeliness of support and the role
that group membership has on PTG, and involving participants may also provide new

insights.

Conclusion

This thesis explored the phenomenon of PTG following SCI and ABI. The systematic
review and the research paper highlight important related ideas about the role of social
identity and group membership following injury, and the process of developing PTG. These
findings will be important to consider in future interventions following ABI, including a
focus on how making connections with others in similar situations can be incorporated into
rehabilitation strategies. Importantly, positive changes and a new perspective of the self and
one’s place in the world is possible, and it is hoped that, whilst recognising the emotional
consequences of these injuries, these findings will go some way to promote the idea that

there 1s “life after brain injury”.
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Your paper should be compiled in the following order: title page; abstract; keywords; main
text, introduction, materials and methods, results, discussion; acknowledgments; declaration
of interest statement; references; appendices (as appropriate); table(s) with caption(s);

figures; figure captions (as a list).

In the main text, an introductory section should state the purpose of the paper and give a
brief account of previous work. New technigques and modifications should be described
concisely but in sufficient detail to permit their evaluation. Standard methods should simply
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Word count
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this journal, but succinct and well-constructed papers are preferred.

Style guidelines

Please refer to these style guidelines when preparing your paper, rather than any published

articles or a sample copy.Please use any spelling consistently throughout your manuscript.
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Please use double quotation marks, except where "a quotation is ‘within' a quotation”. Please

note that long quotations should be indented without quotation marks.

For tables and figures, the usual statistical conventions should be used.

Drugs should be referred to by generic names. Trade names of substances, their sources, and
details of manufacturers of scientific instruments should be given only if the information is

important to the evaluation of the experimental data.

Formatting and templates

Papers may be submitted in any standard format, including Word and LaTeX. Figures
should be saved separately from the text. To assist you in preparing your paper, we provide

formatting template(s).

Word templates are available for this journal. Please save the template to your hard drive,

ready for use.

A LaTeX template is available for this journal. Please save the template to your hard drive,

ready for use.

If you are not able to use the templates via the links (or if you have any other template

queries) please contact authortemplate@tandf.co.uk

References

Please use this reference guide when preparing your paper. An EndNote output style is also

available to assist you.
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1. Author details. Please ensure everyone meeting the International Committee of

Medical Journal Editors (ICJME) requirements for authorship is included as an
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author of your paper. Please include all authors’ full names, affiliations, postal
addresses, telephone numbers and email addresses on the cover page. Where
available, please also include ORCiDs and social media handles (Facebook, Twitter
or LinkedIn). One author will need to be identified as the corresponding author, with
their email address normally displayed in the article PDF (depending on the journal)
and the online article. Authors’ affiliations are the affiliations where the research was
conducted. If any of the named co-authors moves affiliation during the peer-review
process, the new affiliation can be given as a footnote. Please note that no changes to

affiliation can be made after your paper is accepted. Read more on authorship.

2. A structured abstract of no more than 200 words. A structured abstract should cover
(in the following order): the purpose of the article, its materials and methods (the
design and methodological procedures used), the results and conclusions (including

their relevance to the study of disability and rehabilitation). Read tips on writing

your abstract.

3. You can opt to include a video abstract with your article. Find out how these can

help yvour work reach a wider audience, and what to think about when filming.

4. 5-8 keywords. Read making your article more discoverable, including information

on choosing a title and search engine optimization.

5. A feature of this journal is a boxed insert on Implications for Rehabilitation. This
should include between two to four main bullet points drawing out the implications
for rehabilitation for your paper. This should be uploaded as a separate document.
Below are examples:

Example 1: Leprosy
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o Leprosy is a disabling disease which not only impacts physically but restricts

quality of life often through stigmatisation.

o Reconstructive surgery is a technique available to this group

o Inarelatively small sample this study shows participation and social

functioning improved after surgery.

Example 2: Multiple Sclerosis

o Exercise is an effective means of improving health and well-being

experienced by people with multiple sclerosis (MS).

o People with MS have complex reasons for choosing to exercise or not.

o Individual structured programmes are most likely to be successful in

encouraging exercise in this cohort.
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the under Grant . For multiple agency grants: This work was supported by the under

Grant ; under Grant ; and under Grant .

7. Declaration of Interest. This is to acknowledge any financial interest or benefit that

has arisen from the direct applications of your research. Further guidance on what is

a declaration of interest and how to disclose it.

8. Supplemental online material. Supplemental material can be a video, dataset,
fileset, sound file or anything which supports (and is pertinent to) your paper. We
publish supplemental material online via Figshare. Find out more about

supplemental material and how to submit it with your article.
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9. Figures. Figures should be high quality (1200 dpi for line art, 600 dpi for grayscale

and 300 dpi for colour). Figures should be saved as TIFF, PostScript or EPS files.

10. Tables. Tables should present new information rather than duplicating what is in the
text. Readers should be able to interpret the table without reference to the text. Please

supply editable files.

11. Equations. If you are submitting your manuscript as a Word document, please

ensure that equations are editable. More information about mathematical symbols

and equations.

12. Units. Please use Sl units (non-italicized).
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frequently used reference types. Please note that Taylor & Francis does not require the inclusion of
all optional elements, so you should match the samples below.

If you are using this reference style the EndNote oufput style can be found at
http://endnote.com/downloads/style/tf-standard-nim

Date of issue: 14 May 2013 Date of version: 10 August 2016

Updates in this version: placement of text citations; updated link for ISO 4 information; guidance on
online books; multiple volumes; series; issue number; conference; thesis; online articles not yet
placed in an issue; clarity about inclusion of DOI references; more example references provided.

Contenits

LT S R = 2
Tables and fIQUINES e eeeeaeeaeeeeeeeeaaiaaaaaaaaas 3
Reference list........ ... . ... B P E e RF P n s nse e aan o e n NN e s ee e n s m e meR A e AnamEtsaamemsennansensn 3
o T = L 3
=7 o 1 S
L T ) = =T = 7
B 1 1= e 8
LT o ] LR 1= BTV T o 8
Online sources ........oooiiiiiiiiiiin. e e eeeieeeeaaaas 8
[N TA V=T o T=T o 1=t o Tl g F= Yo = b T o T 9
= o T T Y 9
Personal comMmMUNICatiON ...ttt eeieeaeaeaeaaeaaaa 10
L =T = = =T LT =T Y 1= = 10
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In the_tex_t

Placement

‘mentioned in the text. Identify references in text, tables, and captions by

References are numbered consecutively in the order in which they are first

bracketed numbers [1], and provide a list of references at the end of the
article in nu_merical order with square brackets around t_he_ numbers. Reuse
the original number _a_ssign_ed to the reference eac_h time_ areference is
repeated in the text.

Insert the citation numbers at the relevant place in the text, inside any
adjacent punctuation mark. Examples:

Myopathy typically occurs in fewer than one in 10,000 patients on standard
doses [1].

This approach was successfully implemented by Benders et al. [30] and
Zhao [31] for modular NN.

For this purpose, the NNs were widely used in structural inverse problems

[24], damage identification [14,25], or parameters estimation [26], among
many applications.

| Multipls references

' e.g.[2,3,4,5,7,10] would be abbreviated to [2-5,7,10]. Examples:

When citing multiple references, use commas (without spaces) to separate
them. Use an unspaced en dash to join inclusive first and last numbers,

Compared to the initial shape, the optimized surface shape can
substantially improve the structural characteristics [12,13].

Most of the optimization methods proposed in previous studies are
parametric methods [3-7].

See, for example, [1,3,10-13,15-20,22-25,27,28].

For some work along these lines, see [3,13,17,18,27].

The crack boundary was discretized using 10 discontinuous quadratic

elements, where the crack-tip elements are discontinuous quarter-point
[see 17,28].

Reference citing
author name{s} in
the fext

Give a number even if the author is named in the text:
Jones [10] has argued that ...

Jones and Smith [12] have argued that ...

If you want to name more than two authors in the text, use:
Jones et al. [3] have argued that ...

Repeat mentions in
the same paragraph

Other efforts are including the perturbation method described in
[8,11,12,16] and the perturbation method described in [11,15].

Page number

Jones [10,p.23-27] states that ...

Note that page numbers in the text are different from those in the reference
list, with no space before or after the page number. Do not elide page
number ranges. Use an unspaced en dash between page numbers.
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In the text and in the reference list NLM uses p. rather than pp.

With a quotation

Author maintains that “This is author's quoted text” [1,p.3].

Personal
cemmunication

References to personal communications are cited only in the text.

... and most of these proved to be fatal (2003 letter from RS Grant {o. me;
unreferenced, see “Notes”) ...

Tables and figures

Table and figure
captions

References cited only in tables or figure captions should be numbered in
accordance with the sequence established by the first identification in the
text of the particular table or figure.

Order

Referencelist

Numerical order based on first appearance in the text.

Form of author
name

- Journal titles

-de Wolf or DeWolf.

Surname and initials.

Capitalize surnames and enter spaces within surnames as they appear in
the document you are citing, e.g. Van Der Horn or van der Horn; De Wolf or

Initials follow surname without punctuation, without spaces or full points
between initials, e.g. Author AA.

Place family designations of rank after the initials, without punctuation, e.g.
Author AA Jr.

See http://iwww.ncbi.nlm.nih.gov/books/NBK7282/ for further guidance.

Journal titles are abbreviated according to 1SO 4. See
http://www.issn.org/services/online-services/access-to-the-ltwa/

Journal title abbreviations should not include full points, except at the end
of the title; see examples below. Do not abbreviate journal titles consisting
of a single word.

Issue numbers

The month is omitted if the journal is continuously paginated throughout the
volume. The issue number can be omitted if the journal is paginated
consecutively through the volume, but it is not incorrect to include it.

There is no need to include the DOI numbers for published articles; they
will be added as links in any online version of the article during the
production process.

Basic format {with

ong author)

Author AA. Title of article. Abbreviated Journal Title.
Date;volume(number):pages.

MacGregor RJ. A functional view of consciousness and its relations in

Wlnwainnm | Rlad anndealland A mwinéasd
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brain. J Integr Neurosci. 2004;3(3):253-266.

Two authors

Prokai-Tatrai K, Prokai L. Modifying peptide properties by prodrug design
for enhanced transport into the CNS. Prog Drug Res. 2003;61:155-188.

Three authors

Veronesi U, Maisonneuve P, Decensi A. Tamoxifen: an enduring star. J
Natl Cancer Inst. 2007;99(4):258-260.

More than thres
authors

Meneton P, Jeunemaitre X, de Wardener HE, et al. Links between dietary

 salt intake, renal salt handling, blood pressure, and cardiovascular

diseases. Physiol Rev. 2005;85:679-715.

Organization as

American Diabetes Association. Diabetes update. Nursing. 2003

author Nov;Suppl:19-20, 24.

No author Pelvic floor exercise can reduce stress incontinence. Health News.
2_005;11(4):11. _

Not in English Translate non-English titles into English where poséible; place the

translation in square brackets. Place the original language title or
romanized title before the translation. Capitalize only the first word of the
title, proper nouns, proper adjectives, acronyms, and initialisms unless the
conventions of a particular language require other capitalization. Indicate
the language after the pagination:

Berrino F, Gatta G, Crosignani P. [Case-control evaluation of screening
efficacy]. Epidemiol Prev. 2004;28:354—359. Italian.

Wilkniss SM, Hunter RH, Silverstein SM. Traitement multimodal de
I'agressivité et de la violence chez des personnes souffrant de psychose

[Multimodal treatment of aggression and violence in individuals with
psychosis]. Santé Ment Que. 2004 Autumn;29(2):143-174. French.

Article published
online only or online
ahead of placement -
in an issue

Include any date of update or revision and a date of citation in square
brackets following the date of publication. Use the dates for the individual
journal article being cited.

If the location (pagination) of the article is not provided, provide the DOI or

"URL of the article. Do not include a full point at the end of DOI or URL

addresses.

Author B. Title of article. Abbreviated Journal Title. Year [cited date]; [page
length]. DOI:00.0000

Not the Version of
Record {including
Author Manuscript
Online, Advanced
Author Version,
eic.)

Author AA. Article title. Abbreviated Journal Title. Forthcoming. [cited
Date]:[pages]. [Format] available at [URL or DOI]

Zheng H, Ng F, Liu Y, et al. Spatial and circadian regulation of cry in
Drosophila. J Biol Rhythms. Forthcoming. [cited 2008 Aug 11]:[18 p.].
Author's manuscript available at
http://iwww.pubmedcentral.nih.gov/articlerender.fcgi?tocl=pubmed&pubmed
id=18663236 PubMed Central, PMCID: PMC2504742.

Supplementary

If a journal article has supplemental material accompanying it in the form of
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Piace of publicatio

material a CD-ROM, DVD, or other medium, begin by citing the article. Add the
phrase “Accompanied by:” followed by a description of the medium.
Author AH. Article title. Abbreviated Journal Title.
Date;volume(number):pages. Accompanied by: Video on CD-ROM.

Aricle tyne An article type alerts the user that the reference is to something other than

a full article. Place, e.g., [abstract], [book review] or [letter] after the article
title:

Author K. Article title [book review]. Abbreviated Journal Title.
Date;volume(number):pages.

Always list the town or city, and always include the two-letter state
abbreviation for US and Canadian cities. Include the country name for other
countries only to avoid ambiguity:

Cambridge (MA)

Cambridge (UK)

If more than one place of publication is found, use the first listed place of
publication.

If no place of publication can be found but can be reasonably inferred,

enclose it in square brackets, e.g. [Chicago (IL)]. If no place of publication
can be found or inferred, use [place unknown].

Publishe

maay

Abbreviate well-known publisher names, e.g. John Wiley & Sons, Ltd. may
become simply Wiley. Iif no publisher can be determined, use the words
“publisher unknown” enclosed in square brackets.

Pate numbers

Note that page numbers in the reference list are different from those in the
text, with a space before the page number. Do not elide page number
ranges. Use an unspaced en dash between page numbers.

In the text and in the reference list NLM uses p. rather than pp.

Basic format (with
ang author

Author AA. Book title: and subtitle. Place: Publisher; Year.

Jenkins PF. Making sense of the chest x-ray: a hands-on guide. New York
{NY): Oxford University Press; 2005.

Two authors

Van de Velde R, Degoulet P. Clinical information systems: a component-
based approach. New York (NY): Springer; 2003.

Three suthors

Hamric AB, Spross JA, Hanson CM. Advanced practice nursing: an
integrative approach. 3rd ed. St. Louis (MO): Elsevier Saunders; 2005.

More than three
authors

Wenger NK, Sivarajan Froelicher E, Smith LK, et al. Cardiac rehabilitation.
Rockville (MD): Agency for Health Care Policy and Research (US); 1995.

Oirganization as
author

Advanced Life Support Group. Acute medical emergencies: the practical
approach. London: BMJ Books; 2001.
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Appendix C: University of East Anglia ethical approval for the research paper

EA

University of East Anglia

Faculty of Medicine and Health Sciences Research Ethics Committee

lonie Lyon Research &AEnterprise Seryices
MED West Office (Science Building)
University of East Anglia

Norwich Research Park

Norwich, NR4 7TJ

Telephone: +44 (0) 1603 591720
Email: fmh.ethics@uea.ac.uk
Web: www.uea.ac ukiresearchandenterprise

1.4.18

Dear lonie,

The Development of Post-Traumatic Growth Following Acquired Brain Injury: A Grounded Theory:
20152016 - 62

Thank you for your e-mail dated (23.4.16) notifying us of the amendments you would like to make to your
above proposal. These have been considered and we can now confirm that your amendments have been
approved.

Please can you ensure that any further amendments to either the protocol or documents submitted are
notified to us in advance, and also that any adverse events which occur during your project are reported to
the Committee.

\

Please can you also arrange to send us a report once your project is completed.

Yours sincerely,

Mark Wilkinson
Chair FMH Research Ethics Committee

Cc Paul Fisher
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Appendix D: Interview Schedule for the research paper

Interview guide [ B&

University of East Anglia

Version 2 24/11/2015

Please note: This is an interview guide only.

Participant identifier:

Date:

1. Can you tell me about your brain injury
a. When did it happen?
b. How did it happen?
2. What was life like for you after your brain injury?
a. How did it impact on your identity/sense of self?
b. Your relationships with friends/family/work colleagues?
3. How do you describe the person you are now? The person you were before?
4. Can you tell me if you feel that the experiences you had before your brain injury
affected how you handled changes following your brain injury?
5. What positive changes have happened in your life since your brain injury? And/or
how has your view of positive changes developed since your brain injury?
a. Can you tell me about any strengths discovered following brain injury?
b. Can you tell me about the values you hold about yourself now?
c. Can you tell me what you think others most value about you now?
6. From your point of view, what has contributed to these positive changes you have
spoken about?
a. Can you tell me who has been most helpful to you during this time? How

have they been helpful/unhelpful?
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b. Can you tell me if any organisation has been helpful to you during this time?
What has been helpful/unhelpful?
c. Can you tell me if you feel that the experiences you had before your brain
injury affected how you handled changes following brain injury?
7. If I asked you, what one important lesson you feel that you have learnt through

experiencing a brain injury, what would it be?

151



Appendix E: Example of the process for one participant of the Grounded Theory

method used for analysis in the research paper
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Appendix E: Example of the process for one participant of the Grounded Theory

method used for analysis in the research paper
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Appendix F: Example of the emerging theme ‘trying to “beat it” and acceptance’ from

the data in the research project — Grounded Theory method

Example of theme Summary - Trying to “beat it” and acceptance

Main idea/theme

The idea of having to let go or give up fighting against the changes — of trying to overcome-
and go back to how they were before their brain injury. Being okay and accepting the
changes needs the person to adapt to and understand. It is also for other people to
understand and adapt, not try and do things the same way — or go back to how things were

before.

Example of related material: First 7 interviews (in italics are the main themes/codes

from transcript)

'For years | thought | could beat it and then you start to learn that it isn’t something you can

beat it's always there’ (John 166; 16 years post injury). — Beat it

‘There is a lot of negativity, there is a lot of things wrong, there are a lot of things you don't
recover from, but at the same time. I’ve found in my experience there are an awful lot of
things you can do, that you can look at anew’ (Peter 874; 14 years post injury). — Do things

anew

"To come to terms with it, I’ve struggled. I used to bump into things and my husband had to
learn how things had to go in the home. I can’t pin point acceptance as such, a long time,
and I think time itself and adjusting to the new you’ (Mary 355; 6 years post injury). —
Others learning too and time

‘I knew that something is wrong with me and they’re [services] going to help me find out
how to get rid [brain injury] of it, and you can’t, but they did teach me how to deal with it’
(Helen 88; 7 years post injury). — How to deal with it

“You can’t do what you used to be able to do but you’ve changed in a different way, I’ve

learnt to so different things’ (Harriet 559;14 years post injury) - Re-learn/different

‘I just think coming to terms with it, I never came to terms with it. I never got over it and
that was always biting me but then that was always sort of niggling away at me and | got

depressed about it, and | see doctors and talked to them just help to come to terms if you
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Appendix F: Example of the emerging theme ‘trying to “beat it” and acceptance’ from

the data in the research project — Grounded Theory method

don't it just niggles away at you’ (Nate 435; 16 years post injury). - Niggles away/biting

me/talking to others

‘I get told my son will get a new mother back, he won’t get his old mother back which I'm
coming to terms with. It’s been difficult, the rationalised side of me knows that going back
is not going to happen but the un-rationalised side of me wants to be back at work. | have
learnt to try and accept and focus on the positive aspects — the simple things’ (Kathy 307; 18
months post injury). - Dilemma of acceptance

‘Because I am stubborn and very determined, basically I won’t give in and that’s always

been me like this it is not going to beat me’ (Kathy 105; 18 months post injury). — I/l beat it

Connections between idea/themes

Beat it? — the suddenness no time to prepare and theme of living with a life changing injury.

The emotion — not going to be the same — biting- linked to the theme of living with a life
changing injury.

Others accepting and adapting too — theme of identifying with a new you and others.

Focus on the positives — what have rather than what lost —importance of trying new things.
Linked to the theme identifying with a new you and experiencing meaningful positive

change.

Changed in a different way — walk a new path — can’t beat it but do things in a new way —

perceived growth beyond baseline — PTG and theme of experiencing meaningful change.

Other ways of thinking about idea/theme

e The dilemma — does a person have to surrender to the changes if they cannot beat it.

e Expectations people hold about themselves and what others hold about them. The
importance of experiences and opportunities in ‘discovering’ their brain injury. Is this

linked to emotions — and judgment the expectations others hold about the person.
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Appendix F: Example of the emerging theme ‘trying to “beat it” and acceptance’ from

the data in the research project — Grounded Theory method

Example abstract from memo

The person initially does not surrender to the idea of change, trying to ‘beat it’ and not lose
who they were but retain that sense of self. The emotion as well and the need to talk to
others to express feelings and make sense of it. Through understanding and not being able
to return to who they were before, the person does things different finds new ways so that
they can accept the different ways of doing things. Others support and adapting too can help
show different ways are possible and that a person can re-define the self and develop as a

person in positive ways.
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Appendix G: Response to the findings from Headway — model of the planned sculpture
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Appendix H: Headway approval of the research project

Heaaway

29t July 2015
Research Project
Post Traumatic Growth (PTG) following Acquired Brain Injury (ABI)
To whom it may concern.

The Board of Trustees of | || | I Headway is pleased to inform you that it
unanimously approved collaboration with the above project at the Board Meeting, heid on 12t

May 2015. This followed discussion and information gathering in both this and the preceding
meeting (14" April 2015). Discussion had been held with the University of East Anglia researcher '

and [, staff and members of _ Headway to ensure the project

could be carried out to the benefit of all.

We are happy to provide the necessary support from our organisation and pleased to be involved
in a research project which may significantly improve the involvement of, and outcomes for,
those who live with Acquired Brain Injury.

With kindest regards,

Chair of Trustees

_ Website: www.headway-nw.org.uk -
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Appendix I: Participant Information Sheet for research project

LEA

University of East Anglia

Headway

Participant Information Sheet

“Post-traumatic growth following acquired brain injury: A
grounded theory”.

We would like you to take part in our research study, before you decide, we
would like you to understand why the research is being done, and what it would
involve.

Please ask if there is anything that you do not understand or if you have any
guestions. You can contact us by email, or write to us using the contact details
below.

Who are the researchers?

If you would like to discuss anything in this information sheet, or wish to
discuss taking part in the research, please contact lonie Lyon (Principal
Investigator) at i.lyon@uea.ac.uk, or on [insert study mobile phone number
here] or the Research Supervisor, Paul Fisher, via p.fisher@uea.ac.uk

What'’s involved?

Brain injury can be a traumatic event which may result in changes and
adjustment to new ways of doing things. People often report loss and difficulties
with returning to previous ways of doing things. However, there is increasing
information showing that people can experience positive changes following
brain injury. This may be with their relationships, how they view the world and
themselves, or their spiritual beliefs. Post-traumatic growth is used to describe
positive changes that people may report following a brain injury.

The aim of this study will be to explore, through interviews, how people
describe positive changes since their brain injury, and the processes they believe
are involved in the development of this.

Pagelof6
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Appendix I: Participant Information Sheet for research project

We are interested in talking to you to find out how
your brain injury has resulted in positive changes, and
what has helped or hindered this process. It will involve
being interviewed individually. The interview will be audio
recorded and a word-for-word transcript of what was said
in the interview prepared. The total time for the interview
will be no longer than 60 minutes, and it could be shorter.

There is limited research on how post traumatic
growth develops following a brain injury, and we feel that
this is an important gap in the research.

Do | have to take part?

You do not have to take part in this study. It is up to you to decide if you
want to join the study or not. If you agree to take part, we will ask you to sign
the consent form which is attached to this information sheet.

Will my taking part in the study be kept confidential?

We take your confidentiality very seriously. However, it is important that
you understand that in this type of research it is not possible to promise
complete anonymity. This means that there is a small chance that you may be
identifiable from the information you provide. This is because sometimes
quotes from your interviews are used to support the findings from the study.

At the start of the interview, you will be offered the chance to choose a
different name for the study to protect your real identity, and this pseudonym
will be used for all transcribing of data and when reporting the findings or
guotes. The information within the interview will also be anonymised by either
removing identifiable information or changing it, for example playing football
could be changed to rugby or more generically sport.

We may need to speak with a member of staff at Headway to confirm
any demographic information you provide. This is to ensure that we have the
correct address if we visit you at home and when we send you a copy of the
consent form to your address. We will also discuss if there are any reasons why
participation in the study would be inappropriate for you at this time.

The member of staff at Headway is supporting this research project will
know that you have been approached to take part in the study, and if you
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Appendix I: Participant Information Sheet for research project

choose to participate, who you can speak with about taking part in this
research project. You can speak with other people if you wish.

If, during the research interview, you tell the researcher something
which makes them concerned that you or someone else may be at risk of
harm, this information may have to be shared with the manager at Headway,
staff responsible for your care, or with your GP. You would be told before this
happened, and whenever possible the situation would be discussed openly
with you so that you understand why it was necessary to break confidentiality.
However, if telling you first would jeopardise your safety or the safety of
someone else it may be necessary to break confidentiality without letting a
participant know first.

What will you do with the information from my interview?

After a participant has been interviewed, the audio recording will be
written into a transcript of the conversation. This will be done soon after the
interview, as a result you will have 48 hours after the interview to change your
mind and withdraw from the study without giving a reason why. If you choose
to do this, your data will not be used and will be destroyed.

The tape recording will be immediately
transferred from the recording device to a secure,
encrypted laptop or desktop computer, and the
original recording deleted. If this cannot be done
immediately it will be transferred onto a secure,
encrypted memory stick and then transferred as
... soon a possible to the encrypted computer hard
~— drive.

Any audio files emailed to a professional transcriber will be sent
password protected. The professional transcriber will sign a confidentiality
waiver before they are able to transcribe any of the information.

A hard copy of the interview transcript will be stored in a locked filling
cabinet at a secure location. All data will be stored according to current data
protection legislation and will be destroyed after 10 years.
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Appendix I: Participant Information Sheet for research project

Are there any possible disadvantages of taking part?

It can be tiring talking to someone new, and it is
possible that talking may bring up feelings — some good or
some bad, although care will be taken and your privacy will
be respected. If you do feel upset of just need a break,
please tell the researcher who will be able to provide
reassurance and offer a break. If you want more support |
will put you in touch with your key worker.

The interviews will take up to 60 minutes and you will not be paid for your
time. The interviews will be held on Headway premises and will be held during
your normal hours of attendance. If there is a reason why this is not possible an
interview may be arranged to take place at your home address.

Are there any possible benefits of taking part?

Some people find that having the chance to talk to
someone in detail about an experience very helpful, and
it can feel good to put into words something which you
may not have spoken about before. It may also benefit
other people who have also had a brain injury to hear the
stories of other people stories who have experience
positive changes since their injury.

You will also be taking part in research that is asking a question that has
not been explored before. You will be contributing to improving our general
understanding of how positive changes occur following a brain injury. This new
information may be helpful for rehabilitation services to understand and may
benefit people in the future who have a head injury.

What happens if | start the study and then decide | don’t want to carry on?

You can change your mind and you do not have to explain why. You have
the right to withdraw your participation at any time up to and including the end
of 48 hours after your interview. There is a time limit on this because it is very
difficult to take out data from this type of analysis. You will need to let lonie Lyon
(principal investigator) know that you have changed your mind using the contact
details above.

What will happen with the research findings?
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The findings of the research will be shared with the participants and there
will be dedicated time for you to discuss the findings and to reflect on what it
was like for you to be involved (this is usually called the “debrief”).

It is important to share the findings of the research so that other people
who are interested in this area can learn what the research has found. This could
be verbally or in writing and will involve using quotes and presented to Headway
or to external organisations. Some of the quotes may also be used as part of an
art project taking place at Headway, and with the aim of displaying this at
Headway and external organisations.

The findings will also be written up and it is possible that the write-up could be
published in an academic journal. It is also likely that a summary of the research
will be put into a poster for display at a research conference, where lots of
different research projects will be discussed, or that the researcher will present
a summary of the main findings by doing a presentation.

Who has reviewed the study and how is it funded?

The study has been checked at several stages during planning by service
users, and has been approved by the board of trustees at Headway. It has also
been reviewed by UEA internal review panels, and has full UEA FMH ethical
approval.

This research study is being carried out as part of a training course that
the researcher is doing. There is no research grant or funding associated with
this study, apart from a small budget to cover costs such as photocopying,
postage stamps and professional transcriber services.

What if there is a problem?

If you have any concerns about any aspect of this study, you could speak to the
researchers who will do their best to answer your guestions. If you would like to
discuss anything in this information sheet, please contact lonie Lyon (Principal
Investigator) at i.lyon@uea.ac.uk and research mobile number [to be added], or
the Primary Research Supervisor, Paul Fisher, via Paul.Fisher@uea.ac.uk. Or,
write to lonie and/or Paul at:

Department of Clinical Psychology
The Elizabeth Fry Building
Norwich Research Park

University of East Anglia
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Norwich
Norfolk
NR4 7TJ

Alternatively, you can also contact Professor Ken Laidlaw (Director of the

UEA clinical Psychology Course; 01603 593076)

Further questions?

1.

Who is organising and funding this study? The research study is being
carried out as part of a doctorate in clinical psychology and has been
approved by Headway.

How have patients and the public been involved in this study? The
researchers have involved Headway in the design of the study and the
information sheets have been discussed with them too. The information will
also be fed back to the participants’, Headway and wider audiences.

. What to expect during the consent process? If you would like to be involved

in the study the research team will run groups at Headway. This is an
opportunity to ask more questions and to hear more details about the study.

. Will everyone who is interested be able to take part? Unfortunately, it may

not be possible to interview everyone who is interested. This is due to time
constraints of the research study. It is also not possible to interview p'eopie
who had their brain injury before they turned 18 years old, or who have a
progressive illness.

If you think you would be interested in taking part, please let lonie or

_ (Senior Occupational Therapist) know. _ has agreed to

be the communication link for this study between Headway and the study
researchers.

Thank you for reading!
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Appendix J: Participant Consent form for research project

LEA

University of East Anglia

1) Headway

Appendix G: Participant Consent form

Participant ID: CONSENT FORM

Title of Project: Post-traumatic growth following acquired brain injury: A grounded theory.
Name of Researcher: lonie Lyon [email: i.lyon@uea.ac.uk; Tel: insert study mobile phone here].

Please initial box

1. I confirm that | have read and understood the information sheet, and | have
had the opportunity to ask questions, and these have been answered to my
satisfaction.

2. | confirm that | am signing this consent form at least 48 hours after having
first had the study explained to me.

3. lunderstand that my participation is completely voluntary and that | am
free to withdraw without giving any reason, without my medical or legal
rights being affected. This will not affect my participation at Headway
Norfolk and Waveney.

4. 1can change my mind and withdraw my interview data from the study up
to 48 hours after the interview. It will be my responsibility to contact the
researcher or gatekeeper [insert name] to let them know.

5. tunderstand that the information collected about me may be used to
support other research in the future, and may be shared anonymously with
other researchers.

6. lunderstand that the interview will be audio-recorded and the file securely
stored.

7. lunderstand that data used for publication or dissemination will be
anonymised and all possible identifiable information will be changed and or
removed

8. lunderstand that the information will be disseminated back to Headway
Norfolk and Waveney and wider audiences.

9. 1 agree to take part in the above study.
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9. | agree to take part in the above study.

Name of Participant Date Signature

Name of Researcher Date Signature

When completed: 1 for participant; 1 for researcher site file; 1 (original) to be kept in medical notes.
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