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Thesis portfolio abstract:

The purpose of this thesis is to explarbat meaningful outcomes are to young
people withAcquiredBrain Injury (ABI)by exploring their perspectives and experiendgs.
qualitative systematic review and thematic synthesis was conducted which synthesésdis
from 28 papers of data available relating to adolescents and young adults WEh&ABIOK | Y I A Y -
experiences following their brain injurffive major themes werielentified: social connections;
importance of familyslowly adapting and adjusting; new and continued struggles; and support
in different settings. The results highlightdtht the passing of time can bring about further
risks for this group, includingpcial disconnectionar Y LK aA &4 2y K2g ARATFTS
their peers An empirical paper explored what meaningful outcomes are to young people with
ABIlusingsemistructuredinterviews and photo elicitation with sparticipants. The results
suggest that focusing aine more immediateconsequenceand managing ongoing impact of
ABI remains a very importapnutcome there are outcomes beyond these that may be
experienced as meaningful. The findings suggest that meanings arise for a young person whilst
doing a task or activity across four domains: motivation and gaining hope; having self
worth/self-belief, participaiton in things that bring a sense of identapd experiencinga sense
of progressFindings from both the systematic review and empirical paper are disciussed

relation toimplications for theory and practicanddirections for future research.
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Introduction

Acquired brain injuryin adolescenceand young adulthood

An AcquiredBrain Injury (ABl)is defined as injury to the brain after birth after a period
of typicaldevelopment, sustained through traumatic or ntmaumatic causes, such as stroke,
infection, or brain tumours (McCarron et al., 2019). More than 400 children are diagnosed with
strokes in the Ukearly(Stroke Association, 2021). The second most common type of
OKAf RNBYy Qa Biunolr§ afidcting thelbraif and aentral nervous syst@ancer
Research UK, 2022). The prevalence of a probable severe ABI requiring rehahiitation
suggested to be of a similar magnitude to that of cerebral palsy (Hayes et al., 20178.1.4
million people who attend Accident and Emergency with a head injury annually in England and
Wales 3050%are young people under 15 years (National Institute for Health and Care
Excellence, 2014TraumaticBrain Injury (TBhhas been identified as the leading cause of

death and disability in young people worldwide (World Health Omgdioin (WHO), 2006).

Experiencin@ paediatricABI(pABI)can lead to multiple difficultiegcludingfatigue,
which can limit participation and quality of life (van Markdsornbosch et al2019), and
cognitivechallenges includingttention, information processing speed, and executive

Fdzy O A2y Ay 3 0 h GanBySiembers Sdialsd dffebtEd by Ainentingba child

with ABlcan induceS E LISNA Sy 0Sa 2F RA&a02yySOiAz2y FyR LI

al., 2017), and siblings affected with themes including family functioning and aolds,
psychological distress (Vallee et al., 20B&nnett & Costello (202%ummarisehe broad
areas of needor a young persofollowing ABI: communication and interactionsgaoition
and learning; sociagmotionaland mental health difficulties; and sensory and/or physical
needs There are indications diigh prevalence rates of TBI in 30% of young offenders

(Parsonage, 2016) and 46% of young offenders ramgpfBI with loss of consciousnesu(v

N
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Williams et al., 2010). Adolescence can be a complex time for young peoplenavith
changes, transitions, and life events. Duramtplescencédentity is formed (Spano, 2004) and

can be impacted by experiencing a TBI (Kakonge et al., 2022).

The definition of what age constitutes being @idolescentbr Youngadulttzan vary.
Typically, adolescence and young adulthood is described as the agdsytars of age (WHO,
2024). However, research looking at this age group can go up to 25 (Beecham et al., 2009) and
start from an older ageghe American Psychological Association (APA) (20if)est

adolescence begins at 12 years old

This is an important age range, as the brain continues to develop into young adulthood
(Gogtay et al., 2004; Lebel & Beaulieu, 20AMleepereffectQls present whereby thé&BI
impact may not become apparent until later in life due to the brain still develofihgrefore,
the literature guiding neuropsychologiaahabilitationemphasises the importance tfe
individual and contextual impact of ABI (Watson & Gra2ep(, including the developmental

trajectory of theYoungPerson(YP)

Support following ABI in childhood

There is growing literature on interventions for the consequences of ABI in childhood
and adolescencdreviewshighlightthe importance of involwg the familyin psychological
interventions that alleviate psychosocial difficulties in {Hiss et al., 203&ndinvolving the
,t Qa4 SRdzOFGA2y Ay O23ayAGADS KobhitSe\3BHayoiral2 y & 06 {
Therapy (CBT) targeting emotional control for those with TBI and fénadgd problerrsolving

therapy for older adolescents is recommended (Laatsch et al., 20@@hodological

limitations across the literaturanclude small sample sizes, lack of information on intensity of
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interventions, variation in frequency, focus on TBI, and the degree of benefit being unclear.
Overall, much of the literature focuses on &Bd/or has limitations of qualitywith results of
efficacy variedHowever, thesignificantrole2 ¥ G KS |t Q&4 FIl YAfis8 YR SRo

consistently emphasised.

It is important for neurorehabilitation to be developmentally tailored to the specific
developmental needs and abilities of a young person. This has been set out in multiple models,
such Limond et al. (2014) who emphasise the role of cognitive maturatidrevelopment in
rehabilitation planning. Perkins et al. (2022gsent the {FORM model, which also attends to

psychosocial development in the rehabilitation context.

Measuringoutcomesfollowing ABI

Broadly speaking, afutcomeD |y 6S RSFAYSR Fa | WNBadz
NBLEZ2NISR Fa WSG@ARS yw&Hersanges arg fravibing gaaiNdpicodes 6fS | v
care (Gosling, 201%p. 131/132. AnWutcomelmay be perceived differently bgveryoneand
influenced by their contexfThis thesigi I { S& WYSFyAy3FdzAd 2dzio02YSQ

effect that is important and/or useful to the YP with ABI.

An international guidelines group developed recommendations based on evidence and
coverage of the key domains impacted by childhood WBich include global outcomes,
family and environment, language and communication, physicadtioning,and social

cognition (McCauley et al., 2012).

PatientReported QutcomeMeasurefPROMS) are widely implemented within
NationalHealth Services NHJ to enable progresgacking ongoing feedback, and

improvements in provision and patient experience (Turpin et al., 2008). PROMS have been
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linked to patient progress (Milleat al, 2005 Whipple et al., 2003). However, barriers have
been identified in interviewsegarding experiences of PROM®%oung peoplédentified worries
about answers affecting patierdinician relationship, while clinicians reported feeling they
empower patients and allow for tailoring treatment (Wolpert et al., 80Most PROMS
availablehave not beerevaluated sufficiently across measurement propertiesyfming

peoplewith neurodisabilityand AB(Janssens et al., 201Bull et al., 201p

Goal setting is commonly uséa organise rehabilitation and evaluate persoentred
outcomesfor young people with ABIs (Tucker, 201Gzl attainment scaling (GAS) is used as
standard in practice in rehabilitation (Hurn et al., 2006) to measure achievement collectively
from goals setinterpretations of defining or achieving a goal can differ dependent on social,
cultural, contextual,and family processe8arriersidentified to goal settingnclude
communication and poor patient understanding for adwiiso experienced a stroke (Plant et
al., 2016, with experienceof goal settingtendingto relateto survival needs such as
independence with walking or toiletinggrown et al., 2014)ndividualswith ABlin a
neurorehabilitation unithave reduced participation in the process of goal setting (Bsial,
2010), but it has been suggested that patients were satisfied with this, and assumed staff
would lead them (Conneeley, 200Goals from young people with ABI have been found to be
distributed across domains of activities and participation, body functions, environmental
factors,and a small number related to body structures (McCarron et al., 2688young
people with ABI, there are varying experiences of goal setting, such as the way they are viewed

and perceived and their role due to age and underdiag (Collins et al., 2023).

z

D2afAy3 ouwnmpI LI mMoyO adriasSa GKIG WwWE 2y

i

FdadzyAy3d (GKFEG GKSNB A& +y SyR LI Ayguig pgokl& NB G K
with ABI due to the difficulties arising over time during developmige]y impacing their

perceptions of outcomes and experiencParticipationand ongoing rehabilitationeeds can
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be more evident years after discharge from hospital alongside environmental barriers (Baric et

al., 2025)Neuropsychological challenges can remain a year after injury including inhibitory
O2yiNRf YR @SNBIf FtdzSyoOe | oAt AGASE dayDl Y6 SN
to-day life. Taken together, gathering insight into the changing experiences of a YP with ABI

can help those working within neurorehabilitation and the system around them better

understand and support these changing needs.

WaSlIyAy3aFdzZ Q Aa RSTAYSR o0& GKS 1 NLISNJ 2¢ €
&Y WaSNR2dza>S AYLRNIOIYGS 2N dzaSTdA Ay a2Y$S 5
WYSEFYyAYyITFdAd 2dzi02YSQ Ay y S dzNVBPKaskr ebad 2014) G A 2y
LINRLI2AS Wa9! bLbDQ 6aSIyAy3aT 9 y-#hplenSrifation gap)K 2 NJT
as an acronym to support goal setting and striyangd a key term in neurorehabilitation to
underpin actions and goalExisting research (McCarroha., 20191 S@ RSy NA&@al.niYA 11 S
2023) has mapped goals and outcomesh® International Classification of Functioning,

Disability and Health (ICF), a framework for information on functioning and disability (World

| SFftGK hNBFYATFGA2Y 06021 hoZ wnnamOod® wSFSNNAyY3
that it comes fromthe person who is accessing support. Whilst there is guidance evake
domains, and some indication of what goals may be important to young people, outcome
measurement domais and methods are very much reliant on existing models such as ICF and
gathering information from proxies such as parents or teachers. Therefore, there are gaps
concerning the perspectives and experiences of young people about their outcomes and

challengs regarding collection of such information.

LYLR2NIFYyOS 2F (KS 282dzy3 LISNE2yQa LISNELISOGAGS
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Research ofteigathersinformation via questionnaires d#ROMge.g.,van Markus
Doornbosch etal., 2039 O/ | dzf S& S&G | f Qa dangalyfects oltBeQf Y Sy R
rating scalesUsing questionnairesan rely on parents/carers as the informants, and even
wherethe YPisincluded, the others responss not always corroborated by the(Keetley et
al., 2020) Whilst qualitative research via interviews to understand needs has been conducted
with this population, they are vastly outnumbered by those that use parents/cacgces for
perspective (e.g.,Keetley et al., 2019 S & RSy NR & 4l.7e028. {The&Md& providing
opportunitiesin research where the YP is the informant is vital to develop our understanding
of which outcome domains may be most relevant to the young person and whether these align

with existing guidance and evidence.

Consequences of ABI may create barriers for gathering information from tiiafe.
are adaptations that exist that would allow themgtll participate Boylan et al. (2009) outline
ways to address potential difficulties, includinge of visual aid§here are still risks to
inequity in the voices heard within research, withwer participation difficulties associated
with better socioeconomic factors and availability of specialist programmes (de Kloet et al.,
2015).Using qualitative data collection methods such as s&mictured interviews would
allow for individual needs to be adapted to ahead and/or as they present, enabling full
participation for the YP. However, qualitative data from such methvatisthe YP as the
participantseem to be lackingn the pABI literaturgMah et al., 2019)beyond those using
pre-existing data such as goals and mapping these onto ICF frame{@arkkelly et al., 2019;
McCarronetal.,2009RS & S+ NOK f 221 Ay 3 | WY-Beteyningdd F dzf 2 dzi
information to be ranked by participan{gaot all of whom had ABI) and mapped to the ICF
frameworkd | SERSYNA 2] nYAT{SNI S IfdZ HAHOODP ¢ KSN

burden on participants,esearch does not appear to have given the freedomdieng people
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with ABI to speak for themselves openly regarding their perceptions of meaningful outcomes

and experiences.

What does this thesis hope to achieve?

Thereis a gap in the evidence and guidance on outcome measurement summarised
602@S gAGK NBIFNRaA (G2 (KS | toltéomdsISfitedABISaOdI A S 2
developmental changes over time in the context ofABI Especiallywithin pABIwhere

parentdcarersare often providing the information.

Giventhe literature summarised abovéhe main aim of thishesisis toaddress the
AL AY (y2¢6ftSR3IAS | o02dzi &2dzy3 LIS2LI SQa 26y LIS
outcomes after an ABI in the developmental contéxt,investigating Wwat meaningful
outcomes are important to young people treated within neuropsychological services, to
support improvements in existing service provision, and help clinicians work towards more

personcentred outcomes with patients.

The systematic review seeks to conduct a thematic synthesis of the changing
experiences for adolescents and young adults viBlover time after theirinjury. The
empirical researclprojectseeks to understand what types of outcomes young people with ABI
experience as meaningful, and what they view as being helpful in moving towards these
outcomes. It uses sersiructured interviews and photo elicitation to explore this, and
reflexive themaic analysis and polytextutiiematicanalysis to interpret the rests. The thesis
will conclude with a discussion and critical evaluation chapter, which will consider the overall

findings of the thesis, and its clinical implications.
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Chapter 2¢ Systematic review

What are the changing experiences for adolescents and young adultaggsired brain
injury over time? A qualitative systematic review and thematic synthesis.

Formatted for submission to Neuropsychological Rehabilitation

See Appendig for author guidelines
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Abstract:

BackgroundOften research focuses on the changes-pogpostacquired brain injury
(ABI), rather than how experiences and outcomes may change as time progresses. This
qualitative systematic review and thematic synthesis sought to answer the question: what are
the changing experiences for adolescents and young adults with ABI over time, after their
injury?Methods: PsycINFO, Scopus, CINAHL, and Open Dissertation Databases were
systematically searched in August 2024 and July 2025. Qualitative data avitabl
participants with ABI aged 125 years old that related to experience of change over time-post
ABI that were not related to intervention feedback were extracted from studies and
thematically synthesisedResultsTwenty-eight papers were identified for inclusion with
relevant data extracted. Five major themes were constructed: social connections; importance
of family; new and continued struggles; slowly adapting and adjusting; and support in different
settings.DiscussionLimitations of contextual fiermation available and lack of longitudinal
research available are acknowledged. Findings suggested that each journey following ABI is
unigue, and changes over time will look different for everyone and affected by factors
including their context. Passimd time was suggested to bring a higher risk of social
disconnection, isolation, and social adjustment difficulties for this group, with indication that
GKA& 3INRdzLI) YI & FSStf Y2NB GRAFTFSNByGéE Fa GAYS

emphasised.
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1. Introduction

Experiencing aAcquired Brain Injury (ABiB childhood differs from ABI in adulthood
due to the impact on the developing braifaediatric brain injury incidence rates spike
between 34 yeardan males andduring adolescencea time of heightened risk taking
(Arambula et al., 2019Major regions of the brain develop durind@escencdGieed et al.,
1999 andisa critical time for brain development and identity formation (Spano, 2004¢.
impact of anABImay not present itself immediately, leadinglto Waf SSLISNJ STFFSO
adolescent brain is still developinGdgtay et al., 2004; Lebel & Beaulieu, 20Therefore,
experiencing an ABI in adolescence can have profound effetitson the developing brain

and how they make sense of themselves as they transition into adulthood

ABIduringadolescencémpactsoutcomesin complex and muliayered waysver
time, including those related to cognitive and mental health difficultResearch looking at
longitudinal outcomesfter paediatricTraumaticBrain Injury (pTBIhas identifiedhow
difficultiescanemerge later in life, such as social cognitive impairment (Ryan et al., 2015),
cognitive impairment (Anderson et al., 2005), and kbegn impact on functional abilities

(Anderson et al., 2012fonsideing how the impact of an ABInoa Young Person (YP) will

aQ

presentin education settingss importanE ¢ KSNX o6& (GKS f SI NYySNDRa LINB

over timeduringbraindevelopment (Bennett & Costello, 20254 longitudinalstudy with

follow up 16years post pTBI indicated that, following transition to young adulthood, this
group hadhigher risk of developing psychological problems, particularly with internalizing
symptoms including depression and anxiety (Rosetra., 2014)Considering the impact of
paediatricABI(pABI)on a developing brain and how difficulties can emerge over time means
0KS AYRAGARdAZ f Qa4 ySSRAa raturgandcSverf fadey dfdiiffeiehty 3

domains.

Iy
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Conceptualising and evaluating presenting problems and outcomegoiang people
with ABltypically uses biopsychosocial frameworkThecourse following @ABImay vary
depending on individual and environmental variables for theSt&K et al., 2020Anderson
& Catroppa (2006) and Anderson et al. (2011) summdmiseontributions of dynamic
interactions between the individual, nature of injury, and environmental factors to functional
outcomes from pABIThe International Classification of Functionidgsability and Health (ICF)
(World Health Organization MO~ HAnAnmMU X @AS6a Fdzy QuA2yAy3d | a
I LISNER2YQa KSIFHfGK O2yRAGAZ2YI SY@ANRYYSyGlrt 7
The ICRvasexpanded taa version fotChildren andYouth (ICFCY) (WHO, 2007), with
SYLKIaAa 2y GKS AyiSNLIX e 0SisSSy oAz2ft23A0!
environment(Ellingsen, 2024 hese approaches have beadoptedand integratednto
paediatric neurorehabilitatioifWatson & Gracey2020, Fig. 3.1 andused in formulations to
guide paediatric neurorehabilitatiosymmarised by Jim & Liddiard, 2020Jhen considering
the trajectory for a YP with ABI, it is important to accountdngoing biologically driven social,
cognitive and psychological development, which is shaped by the environment and

experiences

Quantitative research concerning the consequences of ABI over timemost for a
YP are typically based on questionnaires completed by proxies such as gargnt¥hompson
et al., 2016; Limond et al., 20pand neglects the view of the YWhilst this can be helpful
particularly in cases where there may be cognitive barriers to the YP completing outcome
measures, there can difficulties capturing responsiveness to change over time (Bull et al.,
2019)and a lack of clarity regarding the levels of concordance between the parent/carer and
Lt aQ NB LR Xdated qafity &€ I8elnfeasiites (Cunitz et al., 20I3)ere can be
differences in ratings of child behaviour after TBI between mother and fathgm(iHet al.,

2022).0utcome measures recommendeg McCauley et al. (201&)r TBI research are

primarily quantitative, limitingconsideration toqualitative data directly from tb YRor
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considering how outcomes may relate to experieneesl in turnthe process towards

outcomes, that can be shaped by the dynamic interactions of factors afbeeguidance and
FNIYSs2Nyl a GeLIAOrffe NBFSNNBR (2 Ay 3FdzZARAyYy3
perspective into account. Concurrently, there is a growing bodyuafitativeresearch that

R2S& F¥20dza 2y @2dz/3 LIS2 LI} S QagesIreludbgdidiegcdrBal |
There is significantly less focusing on young adulthood. Therefsynthesis of this

qualitative research to identify the major themes and issues for a YP moving through
adolescencénto adulthood is needed to help ensureat neurorehabilitation guidelines and

FNIYSH2NLl & FNB FLIINPLINARFG®fe FfAIYSR 6A0GK (K

Therefore whilst research indicates the importance of cognitive and psychosocial
development shaping the presenting issues and outcomes following childhood ABI, and the ICF
framework is helpful for guiding assessment, there is a significant gap in understandirgg youn
LIS2LX $Qa LISNELISOGAGSE 2y GKSA NITOsKnclydaskhg 3 vy S SR
challenges of adolescence and navigating this important developmental phase aftér ABI.
providing agqualitativereview of the processes and experiesa# this group posinjury, it is
hoped to provide further evidenc® understand the specific needs of young people with ABI
moving throughadolescencénto adulthood. This not only addresses the evidence gaps
highlightedabove butmight help to inform clinical practicéhis systematic review seeks to
address the following question using qualitative data: what are the changing experiences for

adolescents and young adults with ABlover time, after their injur®

2. Methods

This study protocol was registered with PROSPERO (international prospective register

of systematic reviews) in August 2024 (Registration number: CRD42024574897). The reporting
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of this study was guided by the Enhancing transparency in reporting the synthesis of

qualitative research (ENTREQ) statemdiaing et al., 2012(Appendix2).

2.1. Search strategies and paper identification

The SPIDER tool (Cooke et al., 2012) was used to organize and structure the review
question and preplanned search term@ppendix3). Sample search terms related to head
injury or brain injury of various types, along with terms relating to adolescence and young
adulthood. Design search terms related specifically to qualitative designs. Wild card letters
were used for spelling variatisrand US and UK variants. The full electronic search terms can
be found inAppendix4. Comprehensive searches were condudcire PsycINFO, Scopus,
CINAHL, and Open Dissertation Databases in August 2024 and refreshed using an identical

process in July 2025

Title and abstract screening were completed bl Mith 10% checked by F&d

reached agreement. Full text screening was conducted By M
2.2. Eligibility criteria
2.2.1. Inclusion

Mixed methods studies were included if qualitative data was reporethlescence
and young adulthoodvere defined as being aged between ¢25 years old inclusive.
Inclusion criteria:
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2.3. Quality assessment

The Critical Appraisal Skills Programme (CASP) qualitative checklist was used to
evaluate methodological strengths and limitations of qualitative studies (Noyes et al., 2024).
All CASP ratings were given independently by FG &ftd khe 28 papers. Any disagreements

were then discussed and agreement reached. No papers were excluded based on these

ratings.

The CASP scoring system by Duggleby et al. (2@Hdsedin whichitems on the

CASP are assigned a score of one (weak) for papers that had little to no justification on a

specific item, two (moderate) for papers that addressed the item but do not fully elaborate, or

RARASBDESYya2y@ TSSRol Of
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three (strong) for papers that gave extensive justification and explanation to the item. The

scores weresummed to give amaximumscoreof 24.

To prioritise the contribution of studies to the analytic process, the combined
approach developed by Whiffin et al. (2021) was used for the quality assessment. This centred

on three criteria: relevance, resonance, and rigour.

Relevance of papers considered: how much the research study aims and questions
Ff A3ySR 6A0GK GKS a2aidSYFLGAO NBOASEQa ljdzSaidAz
all fell within the target age range of this review and if there was a good spresgksj; and
how many participants were within the target age range and ABI, {Esgverity of TBI
specified and was mixed, and how many were not mild TBI). Resonance of papers considered
the content, richness, and meaningful communicative power of @ugep findings. NF
assigned a score of one (weak), two (moderate), or three (strong) to the resonance and
relevance of each paper. Rigour used the CASP ratings as Alsalefined by Whiffin et al.
OHAHMZI LJA® nO SFEOK LI LISN gl & Of | dbaSeRothéd W/ 2 N

above ratings

Tablel: Classification of papers as core, central, peripheral (as per Whiffin et al., 2021, pg 4)
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For the overall classification of papéfrghe relevance or resonance was scored a
three, the paper would be classed as at least central. Papers were considered core if there was
a high resonance score (3) and higher CASP score (i.e. 18+) or relevance score (2+). More
emphasis was placed on thesanance score due to most papers not scoring highly on
relevance due to the nature of the research question. Papers were also considered core if both

relevance and resonance scored a thrEgeeAppendix5.)

2.4. Data extraction

Data extractiorwas completed by Mand checked by FG to characterize the included
studies The information extracted from each study where availatdze: title; year; author;
country; publication type; research aim; methodology/research design; qualitative data
collection method; study sample; qualitative data analysis method; and main findings of
qualitative methods. All relevant data was extracted elecirtaity and entered into a

Microsoft Excel spreadsheet.

MFreviewed the results of each included paper several times and then extracted any
available quotes (and context/author interpretations that were relevant) electronically within

each paper that alluded to any change pédI. The age, nature of injury anengler of the
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participant were extracted for each quote where this was available. The extracted quotes were

then imported to NVivo software.

2.5. Thematic synthesis methodology

Ly fAYS 6AGK + ONARGAOFE NBFfAAG | LILINEIF OK
OHNIKYSOY LU A O & ey i KSaA aMl refulklfrofeigbl partidpands wded S R
extracted from the papers and analysed rather than all results, and during the analysis process

only data that was relevant to the research question was coded.

Quotes were entered into the NVivo software for analysis. Each line of text was
inductively coded according to its meaning and content, which then developed a bank of
O2RSad W/ 2NBQ LI LISNAR 6SNB FTANRUG O2RSRyng2 LINEP
6KSaS yR SELIYRAY3I dzaAy3d WOSYGdNIfQ LI LISNEEZ

possible using existing codes.

2.5.1. Generating analytical themes

MFand FG discussed descriptive themes generated from the codes and
interpretations inferring what the changing experiences over time were from the descriptive
themes, and then considering the implications of these. This was a circular process, where
discussions were continually had as the themes emerging were developed and revised. An
example of the process of grouping codes into themes and revising these can be found in

Appendix6.

2.6. Trustworthiness

Lincoln & Guba (1%} outline four key criteria for establishing trustworthiness:
credibility; transferability; dependability; and confirmability. Credibility was enabled with

checking extracted data withG regular supervision betweenand FG, andnmersion in
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the data Transferability of findings is possible with rich detailed quotes presented, and where
available, contextual information about the gender, age, and nature of injury is presented with
each quote. Dependability was established in relation to systematiciseappraisal and

analysis by following a clear, repeatable and robust approach, which two authors followed.
Confirmability was implemented by discussing identified findings with GC (an experienced
clinician who has worked with young people witBIpand FG. In addition, during supervision
with FG, Mrreflected on their own assumptions, and perspectives and how these may

influence theanalysis

3. Results

3.1. Search and study selection

The electronic search strategy yieldg@@91citations(seefigure 1 for PRISMA
flowchart). Where there was a journal article available that resulted from a thesis or
dissertation that was also available, the journal article was kept for inclifsimth met

inclusioncriteria

FG independently screened 10% of those inclualedl excludedor full text screening
by MF, selected randomly of an even migreement was reached on 18 out of the 20
selected for review, and agreement reached on the remaining two through discu§sierall,

28 studies were included in the final review.



Identification of studies via databases and registers

Records identified from:
CINAHL (n = 755)
PsychINFO (n = 974)
Scopus (n = 1932)

Open Dissertation (n = 130)
Total (n = 3791)

!

Records removed before screening:
Duplicate records removed from within
each database:

CINAHL (n=8)
PsychINFO {n=1)
Scopus (n=4)

Open Dissertation (n = 0}

Identification

Records combined from all
databases after initial
duplicates removed:
(n=23778)

h 4

Records removed before screening:
Duplicate records using EndNote function to
detect, then manually checked: (n =1093)
Duplicate records using Rayyan to detect,
then manually screened: (n = 107)

Records screened

(n = 2578)
}

Records excluded
(n=2323)

Reports sought for retrieval

Reports not retrieved
(n=5)

30

(n = 255)
'

Screening

Reports assessed for eligibility
(n=250)

[

Studies included in review
(n=28)

Included

Figure 1: PRISMA flaWart

Reports excluded:
Full text not in English (n = 8)
Mo adolescents with ABI included (n = 13)
Mo participants within age range for
inclusion (n= 40)
Unable to determine age of participants in
relation to quotes available (n = 42)
Qualitative data unavailable for target
population (n= 30)
Quotes did not specify if participant had ABI
(n=5)
Quotes related to feedback on primary
intervention received (effectiveness of
intervention was focus of paper) (n = 5)
Quotes not relevant to research question (n
= 64)
Wrong publication type, thesis version of
published paper, wrong study design (n =
15)

3.2. Study characteristics and quality assessment

Selected articles were published betwethe years 200&nd 2024 SeeTable2 for an

overview ofthe participant information foincluded studiesOverall, éght papers were core,
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ten central, and ten peripheral. S@able3 for details andsummaryrelating to the research

findings.

All methodology used in included studies were just qualitative (NeR2ddantitative
and qualitative (N=7)Qualitative data collection methodsere semistructured or structured

or openendedinterviews; focus groups; and feedback forms with comment boxes.



Table2: Overview of participant informatiofor included studies
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3.3. Thematic synthesis results

Five major themes where change occurs over time it were identified: Social
connections; importance of family; new and continued struggles; slowly adapting and
adjusting; and support idifferent settings. Within these, there wesaibthemes that will be
elaborated on within each sectioBeeTable4 in Appendix7 for a summary of all papers
included and number of quotes within each theme. Educatiasa contextual theme that ran

throughoutextracted data.

1. Social connections

Within the extracted data, friendships and connections with others were frequently
mentioned as a theme. The overall picture of this theme speaks of ongoing dynamic challenges
and changes to friendships, trying to fit back in, renegotiating friendshipgcesly at school,
and for some, despite stigma and difference, finding new friends who stick with them.

However, into adulthood work, university or lotgrm relationshipsare a further threat with

42YS LIS2LX S FTSStAy3d Wi Sshgisomtdikavef@. 2 NJ SELISNA S

1.a. Being different to others

Within a social context, there was a narrative within extracted data that as time

progressed, they felt they werghore differentQo their peers:

W didn't feel much at first, but as I've grown up I've felt more and more different than
those around m£XP2,male, 13 nontraumatic brain injury resulting in enduring impacts on

their cognitive and psychosocial functioning) (Ettey, 2018, p. 56)
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One participant spoke of special adaptations and support, and negative treatment

from others due to them being treatedifferently@

G6Sadaz |

R2Ay3 322R Ay Yeé
YS | yR

w

gl ayQia NBLFtfe
alddzFfz a

P
G§SIF OKSNE dzaSR G2 6S yAOSN G2
AG 0S0OlFdAaS GKSe& ¢ SNB ywadiASE (ildbkayi BmduNGaskill &R F I A N
al.,2014,p. 56)

AnotherYPspoke about the treatment from others when they know they have an ABI:
wa LIS2LX S 3ISG G2 1y26 YS:I GKSe OFry asSsS g1
IANRdzyRa GKFGXLYY RAFFSNBYylGod b2id ySOSaal NAt @
the time to find out who's the face behind the mask. And, and part ofittéat G KSe& 323 f A
Fty2ad Ldzia d + gl

she'sbraith Yy 2dzNBRX ¢ fA1S GKI

(Female, 14,evereTBI(sTBI) (Roscigno et al., 2011, p. 9)
The feeling of difference appeared to remain over time, possibly linked to the unseen

nature of ABI andthow this canlead to judgement from otherandimpact onforming

friendships:
HWOSN] 6KS &8SINAR LQ@S G2fR LIS2LX S tSaa | yR
jdZA0S | o0AG 2F LINB2dzZRAOS I NRdzyR ftA1SZ KI@Ay3

stuff, and people are less likely to want to be friends witidRyan, 24moderateTBI)

(Mulligan et al., 2022, p. 287)
Whilst age was only available for nine out of the ten quotes (six undgeassold;
three 24yearolds) and time posinjury available for eight ¢ghonths to severyears and

sevenrmonths, with five being over-fear), contrasting experiences of youngadalder
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adolescents indicates a sense in which people might feel more different over time, with an

ARSYGAGRE 2y dBMNEREE ¢DNISNY I 6AGK G(KSYO

1.b. Others growing upvithout me

For participants who were older, as they aged and naturally transitioning to new life
stagesthey experienced others S| Ay 3 GKSY 0SKAYR Fa GKS& 4SSN

friendshipsbecamemore challenging:

Weah seeing all the people that used to knowgmetting jobs and partners and god
knows what else and just not seeming to care abouXjust yeah growing up and forgetting

about meQQS7, 24, childhood brain tumour) (Nicklin, 2021, p. 159)

Well most of them have gone off to uni and then other friends have sort of gone from
meeting up with their boyfriends and that sort of things and then go out and it is not no fault of
their own, it is they need to grow up as well but they do not know dodbt regret that but

because it is sad because you miss your m@isth, 21, TBI) (Schrover,12) p. 68)

1.c. Friendships withineducational/school settings

Given the ages of the target population, friendships were spoken about in the context
of an education setting. For example, when returning to school following the ABI and finding

their place within friendships:

YiQa 0SSYydddKINR I2Ay3AX tA1S WOl dzAS & 2 dzNJ
YA&dad &2 YdzOK (GAYS 2FF a0OK22tx lyR @2dz 32 o6l O
GAGK @2dzNJ FNASYRAKALI INE dzLIBarah A6, drairStumod)a & 2 ¥

(Gaskill, 2014, p. 53)
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Another spoke of the process of appearinddmerto making new friends:

Whad a lot of trouble, with actually coping with, like walking to school and not having,
friends to sit with and looking like a loner. | went through that, that phase quite, quite a bit.
Erm, but then, |, | started sitting with these gthther people, ad, they, they were lovelp

(Hazel, 16, brain tumour) (Gaskill, 2014, p. 55)

1.d. Loss of friends / isolation from others

Over half of the included studies included extracted data that spolexperiences of
loss of friendships, a sense of loneliness and isolation over time following their ABI, and/or

experiences of bullying:

Whave only got three friends because all the friends | seem to make keep on dropping

me and being horribl€Beth, adolescentlB) (Ankrett et al.2022, p. 1101)

For another, their isolation was a result of not feeling others understood what they

were going through:

¥ in what | am going through, have the impression that it is getting worse and | have
the impression that | am locking myself in, because others do not understand. I'm starting to
isolate myself a bit because every time | say something, everyone tetisanézii y 2> A (4 a
0S FTAYSXéd hiKSNI LIS 2aMas, 1& méningiti§ (SEahfgrls & al.p202) y 2

p. 10)

Interestingly, there was a lack of data regarding romantic relationships. Nonetheless,

there was indication of the loss of these relationships too:
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PATS I FGSNI GKS Ay2daNEX Y& IANI FNASYR SyR:

me at all. She saw me and &ffired, 20, TBI) (Cechanowicz, 2015, p. 91)

For an oldelYR they acknowledged the loss of friendships, but through the passing of

time had changed their perspective on the loss as somethindgmth keepin@

WKS 3I22R FNASYRaA aidle&SR FyR ¢S adAatt Gl f-
G2NIK 1SSLIAYy3Id LG o1 & | 0 AES4 RSITBI) (Luddiner 19 G F A

p. 29)

1.e. Behaviour changes and interactions with others
Whilst it is known that behaviour changes can occur from an ABI, it was indicated that

a few had tried to overcome these challenges, including the social impact, and appeared to

have moved to a better place:

WKSe R2y Q0O dzy RSNEGFYR GKFdG ¢S OKFy3aSs |yl
injury, | was kind of standoffish and not really wanting to do anything with my friends, but now
L GNB G2 AYAGAFGS aiddzFT | yR Ahowht yo @exiBhe RA FF A O

2yS K2 RARY QU.QEeendgér wihaZTBIK(Beded et al.d20%7, p. 4)

It also applied to learning to manage behaviour over time:

Wused to hit people, smash people but | am not doing that shit anytasa, 13 TB)

(Schrover, 2015, p. 62)
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1.f. Good friends and new friendships

Ten studies included quotes speaking to friendships in a positive way. Whilst the loss
of friends was a common theme for many, there was also an indication for five young people

that with loss came making new friends too over time:

Wnd | have lost a friend, a couple of friends because of this, but, it doesn't really bug
me that much because I've made new friends nowC{é@male, 13, sTBI) (Roscigno et al.,

2011, p. 8)

For three participants, there appeared to be friends that had stayed after their injury:

~ z

WKS® 1y26 L KFIR F O6NIAY GGdzy2daNJ FyR GKIFG
LIS2LX § GKF{iQa 2060A2dza odzi L YSIy L R2yQi as$s$s

end of the dayJTom, 18, brain tumour) (Buckeridge et @019, p. 103)

The good friends who stayed also were suggested to be understanding eABbst

difficulties:

Wwee FNASYRE 62yQi 3ISG F3IANI O GGR® AFHLSTH IR

13-25, brain tumour) (Raj et al., 2018, p. 191)

2. Gonsistency and strengtheningf family support

Family was referenced throughout the extracted data in various weighit of thelO
guotes included were from an age range26fto 25yearolds, with a similar majority in the
subtheme. It seemed despite the other changes an individual experiences following an ABI,

family is a continuous source of support:
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®WiQa adNBy3IGKSYSR Y& NBflFOA2yaKALI 6AGK Y
FYR L FLIIINBOAFGS (KS adzZlll2NI (KSeQ@S IABSYy Y

FEgled KFg@S G Kabivamize,Stnake) (Feahy)200E X 69)

2.a. Appreciation and strengthening family bonds over time

The bond with family grew over time pe&Bl, and this was spoken about in a positive

tone:

Wnd | feel like, more like attached to my life, my mom, my dad and my sisters and
brothers because I've been spending more time with them and gotten to know a little bit more

Fo2dzi GKSY® !'yR> + fAGGES o0AG Y2NRaligéddy L yS

actuallyCYMale, 13, severe TBI) (Roscigno et al., 2011, p. 7)

Another spoke about perspective changes over time on their relationship with family

members:

Weah my mother is a real fusspot and | hate that and she was always all oueKrge
but looking back now she was always there for me kind of and | kind of took her for granted a

little bitQ{Alison, 23, stroke) (Leahy, 2010, p. 69)

Two young people referenced siblings, with one noting the change in their role from

sibling to carer:

Bhe had to grow up at 17 and all of her friends were going out and stuff. And then she
had to change and not do any of that.X{6K S Q& @& 2dzy3SNJ GKIy YS3I &KSQ
my carer. A lot of people at 21 are not carers for their sisters you®(ideronica, 24, brain

tumour) (Seeto, 2018, p. 70)
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3. New and continued struggles

This theme illustrated the ongoing nature of difficulties that can also emerge as time
progresses. For example, the ongoing consequeat#wir ABI which impacted them socially
over time as well as physicallyith detrimental difficulties at the onset of their ABI that

continued as time progressed

WAfter the period at the rehabilitation centre, | remained on morphine for more than a
€SINJ 6SOlIdzaS L KIFIR O2yadlyd KSFRIFOKSa GKI G R
nothing, trying to figure out what | could do to compensate for a cardiac @mpbivhile

everyone was at work or at school. As a result, there was no social interaction; you are alone

GAGK &2dNAE ST FIquiliet, g3menihgits)(Scainferlaletal, 260045)

For otherstheir difficulties continued frontheir ABlbut could also present in new or
different ways Particularly for those who experienced brain tumours, who likely required

additional medical treatment that impacted therimere werelonger term effects:

WILAY FYR F3IFAY 32YSGKAy3 S$tas 02vS8a |f 2,

988y o0tS (2 AFENES, 19, braireddur) {Gulinfetaly X016, p. 681)

WKSNBQa atAaftf GKAy3a GKFG FNB KIFLWSyAy3 |

if you know what | mear{¥S8, 25, childhood brain tumour) (Nicklin, 2021, p. 161)

Natural physical changegere also disruptechecause otheir AB| causingisible

repercussions that affected them psychologically:
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Wiy stroke messed with my hormones, so my body is still basically like it was when |
61 & Mo | YR A i QaéastednirgaRo@® éah, L6dziroke) BGled@nnfetfal., 2022, p.

1913)

There were difficulties from their ABI that were problematic, but not visible, which

meant others may not setey are struggling:

Y RARYQG 221 fA1S I aA0]1 1AR lFy@Y2NB |yl
struggle to understand that | had a brain tumor at 7 that still affectsne.d I 25 R Mo

paediatric brain tumour) (Raj et al., 2018, p. 191)

Others spoke about the psychological impact of their ABI, which emerged over time,

even where there was progress:
WKAYy3Ia KIFE@gS 320G 60SUGGSNI YR o60SGGSNI 20SNJI (1
different ways. And there are many psychological changes that are very, very unpifasant

age 1422, TBI) (Ragdset, 2008, p. 93)

OneYPwith ABI indicated that they still want suppddr challengeseven with time

passing since:

Y KIR O2dzyaStftAy3da 6KSy L o6Fa 1 o@B5 L aidAail

25, brain tumour) (Nicklin, 2021, p. 161)

Overall, the results indicate that there is still a need for ongoing support following ABI,

NE3IFNRfS&da 2F | LISNE2YyQa |38 6KSy (KS& SELISN
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3.a. Participation barriers

For three young peopléhey seemedinable to return to activities and participate as
they once did, and that this is something that takes time to realise-p&3t One extract spoke

about sadness due to not being able to return to activities with their friends:

WL KIFIR G2 adlyR FYR 61 GO0OK Y& FNASYR& LX I

0S0IdzaS F2NI YS AG 461 a arR 0SOl dzasS IQ (Aslileg, 8 a d:

18, TBI) (Jacobs Nzitiuabi, et al., 2028 p. 39)

Another spoke of how, despite learning how to do something again, it ditéetthe

samed

Wused to do a lot of art and drawing before my strak®l &arned how to draw and
everything, but it didn't feel the sanfdage 21 years, pediatric stroke) (Champigny et al., 2023,

p.1360)

4. Slowly adapting and adjusting

There was an array of quotes thaiggestedarticipantsfelt that they were slowly
adjusting or adapting from the ABI. This vamegbendingon life stage and age, and the typical
milestones that they would be expected to achieve at that point. Progmasseen when
individuals could do and decide more things for themselves, rather than relying on others,
have a sense of achievement in things that they have done, and be able to participate in

meaningful activities.
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There appeared to be a focus on being kind and patient with oneself in the adjustment
process, looking back to see progress, and that adjustment takesEmghasis was placed on

the Uittle step<Df things improving:

WY really has been a process, like little steps along theXeeagry day | would maybe
make a new realization about little things, or | would think about things diffen€jutst this
process has brought me to this point of the journey where | am just so much more comfortable
with myself than | was and just, | mean everything's not perfect, of course, but it's just so, so, so

much better than it was§iFemale, 19, sTBI) (Roscigno et al., 2011, p. 8)

Three studies spoke to whilst they were not back to theiripjary selves, they had

adjusted to the impact of the brain injury on themselves as a person:

WiQa dzy F2Nldzyl 6S odzi GKS y2NX¥If YS y2463
NBIffe e2dd@gS 2dzad 3IF2G G2 (1SSLI I2Ay3 gAGK A

there.(JLouise, 24encephalitis and unspecified ABI) (Seeto, 2018, p. 98)

There seemed to be an importance placed on having perspective and showing

themselves empathy and patience:

Wshould give myself more credit sometimes actually cause you are still going through it
YR @2dz NB adAff GNRBAY3I YR &2 dONS, 220 a o

encephalitis and unspecified ABI) (Seeto, 2018, p. 106)

Six studies highlighted understanding that it takes time to adjust and adapt is a slow

process:

~ z Py

Wwdza i GF 1S @2dz2NJ GAYSe LG G1F1Sa GAYS G2 NB«

there(In.s, 1325, pediatric stroke) (Champigny et al., 2022, p. 1363)
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4.a. Doing more for myself

Being able to make decisions for oneself and regain independence seemed an
AYLRNIF Yy G LI NI 2 FABLIDIE thdimé ibd m@tapphidhSagnangst dddar i
participants youngest age reported was dearsold), a reflection otheir developmental
trajectory. This is likely reflective of the independence that is developed later in adolescence

YR ySIENAY3I alF RdzZ §K22Ré @

Family would often step into a caring role for t¥€following the brain injury.
Particularly for those that were young adults, as things improved over time, there was a sense

of progress when they could support their family:

Wdo things like that, and | feel like | am able to provide now, instead of being provided

for.(QTed, 20, TBI) (Cechanowicz, 2015, p. 94)

And things improving by being able to gain some independence in making decisions for

themselves:
YWKS® 6SNB YI1Ay3a RSOAaA2ya F2NI YS Fff (K
more for myselflLiam, 23, unspecified ABI) (Seeto, 2018, p. 66)

For another, being able to achieve important life milestones such as getting a job was

difficult, but once achieved was suggested to lead to positive emotions:

WOY ljdAGS KFLILR ¢AdGK YaasStT d GKS Y2YSy
SK Fo2dzi y2i KIFEGAy3a I 226 FyR LQ@S 3F2y S 2 dz

about getting myself a jd{Kevin, 17, moderate brain injury) (Wales, 2016, p. 251/252)
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4.b. Functioning over time

This subtheme encompasses the ways in which participants were able to engage in

activities postABI over time.

Fora YRhis included adapting their interests to find new things that they enjoyed:

WU@gs LI IeSR arGdAyd @g2ttSeoltt X FyR GKS)
things to love and keep yourself entertaingd.s, 1325, pediatric stroke) (Champigny et al.,

2022, p. 1363)

And for anotherYPadjustment was related to physical functioning:

WKSY L ¢lf1 6AGK Y& aiAa0Ol Ay Y& KIFIyRI fA°
gl t1 dzLJ GKS &dGFANR f A1S .gEhowddd, I83TBIY(FageMshizii Qa 3 2

Khuabi, 2028, p. 473/474)

5. Support in different settings

An overarching themwas the changing naturef supportneedsover time This
initially would focus on the return to schoahdeducation support, as well as
neurorehabilitationtransitions and wider supporiVhilst this is not as clearly pertinent to the
review questionthere is a sense of discontinuity at times and uncertainty, with the context for
the YP affecting available suppoFfhere are natural transitional processes that occur such as
moving from hospital to home, from one school to another, or to university, or moving into
adulthood. These bring challenges of moving out of more structured and supportive

environments and facing lack of support or not knowing where to turn for help.
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5.a. Support and coping at school/education

Support in the context of attending an education setting was referenced, the way in
which support was received, or not received for some, was spoken about. Where transitions
happened for example changing school setting, an extract in a study in the Netter

highlighted that support had to be asked for:

Womprehensive school went just alright, because | got so much suNpaertthat |
went to a vocational schoglA i KIF ay Qi 0SSy 20@A2dzglhavel G 2y S
needed to ask and insist on havinQRemale, 19 years, childhood brain tumour) (Gunn et al.,

2016, p. 681)

Whereas this quote was from a study in the United Kingdom:

W 2dzald 1y2¢ GKIFG AddQa | Kjastthebaydhe eadhersy Y &

do stuff | suppos€Will, 13, brain tumour) (Buckeridge et &Q19, p. 105)

Another extract highlighted the role of teachers in support paBi:

W GKS (SHFOKSNAER IINB |faz2 GNBAy3 G2 KSt L dz
flrad @SIENJIOGAY LINAYINE aOKz22fo0o (KSe& g2z Ry Qi

(Coffee, 13, TBI) (Jacobs Nzgizuabi, et al., 2022 p. 40/41)

Having support in education settings was important for young people to be able to

participate in school and progress academically over time.

Wike | used to write down stuff. Like yeah, it was stupid stuff like, but it helped me get
through and with my exams and all of tig@P1, 15, noriraumatic brain injury resulting in

enduring impacts on their cognitive and psychosocial functioning) (Ettey, 2018, p. 64)

However, thidook time for adaptations to be put into place:
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Y RARYQO R2 Fyeée ¢2N]ZX IyR (GKSy adzRRSyf e
thrown like into the deep end. It was really hard but then it got easier cos they sorted me out
GAGK | SNY fFLIW2L O2a 2F Y& osoNbwnihtagdwa f A1 S

was a lot easier for mgLaura, 14, benign brain tumour) (Gaskill, 2014, p. 59/60)

These quotes highlight the importance of adaptations for those who experienced an
ABI in returning to school as being an important factor to help adjustment, particularly given

the psychological impact of the injury.

5.b. Early transitions posABI

Transitions that occur in the earlier stages p&&l were referenced as context for

some extracted data.

Some referenced the experience of expectations versus reality of returning home:

Wthought going home would get me back to my old life, but it di@2notg rffotdetate or

severe TBI) (Roscigno et al., 2011, p. 9)

Others were more explicit in their changing experiences in relation to the

transferability of gains from rehabilitation to the realities of life in the outside world:

W is like being released from a fishbowl into the big sea, you know? Everything feels
comfortable in the rehabilitation center, you know everyone and there is a lot of support. And
then suddenly you have to do your own things and you have to go to sdhddlhad once

learned how to roll a sidewalk in therapy, but when | drive down my own street, my arms are
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already tired so | can no longer roll. It really stops with independefrey@éarofa boy,

moderate to severe ABI) (GmeNgyling et al., 2024, p. 4424)

Overall, the importance of rehabilitation centres was highlighted in experiencing

progress over time:

W GKAY]l QOFdzadS L ySOSNINBrHtfte YIRS oge LINERIN

(William, 25, TBI) (Schrover, 2015, p.68)

5.c. Support from others

Whilst the setting of where support is received is mentioned, there is also
acknowledgement of the professionals who are helping therviPentions, despite their

frustrations at the time, they realised how helpful the rehabilitation had been:

Especially if, for example, friends came and visited. | just wanted to do things with
GKSYZ IyR y2¢ L &aSS 0KIFd (dKz2aS GKAay3a KI@gS Yy
O2YS 2y3s tSGQa R2 GKA&AZ fSGQa R25yéakoldbop Ly K

moderate to severe AB(Gmelig Meyling et al., 2024, p. 4423)

Severalextracts from UK research spoke about help stopping, despite them still
wanting support, with the ages indicating that it may be as they move out of education
settings and/or reachfldulthoodat 18. For one participant, this was reflected in attending a

community support group for young people with loteym conditions:

(@p))
D’

Wdzi GKSYy L F2dzyR GKIG 6KSy L gla my (K

to go.(YS7, 24, childhood brain tumour) (Nicklin, 2021, p. 172)
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WFGEGSNI ' yvA L 2dzad FStd fSFTaaXL aggesi GKFG L

childhood brain tumour) (Nicklin, 2021, p. 168)

These highlight the importance of support for this age group, and the difficulties faced

when they reach the age of transition within National Health Services (NHS) in the UK.

5.d. Learning along the way

It was suggested within extracts that a few young people had to learn as they went

along about their limits posfBI over time and information about what would happen:

YSIK L €£SFEFNYyid Fa L ¢6Syld GKNRdAdzZAK® L ySGHSNJ
You had to pick it up as you.§fP1, nortraumatic brain injury resulting in enduring impacts

on their cognitive and psychosocial functioning) (Ettey, 2018, p.54)

Yt took a while for me to really realize that | would never do the stuff | used to do, you

know at the level | used to do it.6§S4, 22, pediatric TBI) (Lundine et al., 2019, p. 29)
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4. Discussion

4.1. Main findings

The aim of thisreviewwas to identify key themes in existing quative research about
@ 2 dzy 3 44%p2rielic& Qf change over time after an ABI, in the context of the important
developmental phase of adolescenmed early adulthoodThe main themes identified
changing experiences regarding: (1) social connections, including feeling different to others
and left behind, friendship losses and gains, and behaviour cha(®ebeconsisteng and
strengthening of family bonds; (3) new and continued struggles, including thaageto
participation; (4) adjusting to the consequences of ABI, including gaining independence; and
(5) support across different settingshigh linked to experiences of support in education and
transitions from neurorehabilitation, support from others and learning howntmageas time
progressesEducation was an importambntextin supporting needs and friendships over
time. During later periods of adolescence there were experiences of feeling moreeshitfer
others, with a feeling that they were b® left behind by their peers, which is a particularly
novel finding of this review. Across all of these changes, family seemed to be the main

constant the YP had.

There werenotable patterns of age differences within some themes. The subtheme of
being different to others had six quotes from underyl€arsold, three from 24year-olds, and
one with no age specified. The importance of family was mostly represented fre2b-2€ar-
olds. Whilst there were other themes with similar patterns, these were from far fewer quotes,
e.g., others growing up without me was represented by?18/ear-olds in three out of four
quotes.However, caution should be given to any patteras there is a lack of consistency
between studies in terms of the primary question of this SR and what the focus of the study
included in the synthesis was. Further research is needed that includes people of a range of

ages acrosthis periodin one study, asking them the same types of questions.
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4.2. Key findings in relation to existing literature

This review highlights the importance to young people of consistency of family support
and relationshipsWhilst there is no specific evidence regarding the positive effects of family
consistency on psychosocial outcomes for young people with ABI, previous research has
highlighted the importance of family mental health and functioning in longitudinal social
outcomes (Ryan et al., 2019)he ages represented within this therage oftenwhenyoung
people are in further education or early stages of thwireers andtarting to build full
independence from caregiverget manywith ABllive at home (Young et al., 260Lindsay et
al. (2016) highlight support difficulties in school and work transitiaith this being a key

theme identified in this review.

Research has highlighted that young people with ABI feel different to others, such as
feeling like an outsider (Buckeridge et al., 2019) and that others do not understand (Mulligan
et al., 202). This review emphasises a deepening of the sense of difference over time,
particularly into young adulthoodVhether that was in schoglosing friendshipsor just

generally compared to others.

Research of typical child development highligje influence of social comparison on
seltconcept in earlier stages of adolescen€egne et al., 2022)This reviewadds by
summarisinghe impact of social comparison emphasising experiences of fedifiiegent to
othersthat is especially pertinent to young people with an ABdsearch on typical adolescent
development has identified social support, school connectedness, and personality and internal
resources (Cunsolo, 2017) as key factors relevant édeadent wellbeing. Whilst this review
did not look at predictors of emotional outcomes, thealitative themesighlight the

challenges experienced by young people witBlof these social processes and the
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importance.This feeling of difference will feed into the complex interactions and feedback
f221La GKIG OFry O2yNROGdziS G2 | @&2dzy3 I RdzZ GQa
adversities, althouglpoung adults areinderrepresented in literature (Rod et al., 2025).

Psychological outcomes for young adults with sTBI include perception of significantly more
difficulties in areas of withdrawal and attention and being more likely to report internalizing
problems (Doser et al., 201 Mhe feeling of diffeenceandisolation from othersas highlighted

in this review are consistent with these highlighted factors that increase vulnerability, in

addition to impacton perceived ability to participate and functias perthe Fwords for child
development (Rosenbaum & Gorter, 201G)ennonetaRd O6HAHHO 3INRdzy RSR |
change following ABI illustrates the YP comparing themselves to others and thaijusse

self. These comparisons are supported by this review, with the gradual nature of loss of
friendships and isolatioreinforcing the narrative that it was rated to their ABI and no longer

0 S Anbak¥ d@ffddert® ( 2 ThidSc8uNiElse be linked for those who were slightly

older; there was a theme of being left behind as time progressed-fBs$in comparison to
peers.Overall, with social comparisons influence on-selficept in earlier stages of

adolescence, those with ABI are particularly vulnerable to negative experiences of this.

Whilst research has evidenced changes over time, such as functional recovery
outcomes (Catroppa et al., 2012), this current review highlights the subjective experiences that
young people have of struggleslated to their ABthat changes ovetime create for them
both mentally and physicallfFor examplereturning to hobbies not f&lingthe same as it did
pre-injury, or not possibleRarticularly for those who were older, being able to participate in
meaningful activities was importantpnsistentwith evidence suggesting return to physical
leisure activitiexanhelp develop new friendships and contribute to sense of belonging (Kelly

et al., 2023).
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Changes over time can depend on support provided by education and family;
navigating how to reintegrate into friendships whilst potentially experiencing loss and
rejection from old friends or bullying; being able to make new friendships or Vgaos
friend<Sthat stayed; and whether they can participate in meaningful activities, all whilst
adjusting toan ABIConsistent with findings that across qualitative studies problems with
behaviourand social interactionare encountered,Catroppa et al. (2017%pund young people
with mild-moderateTBlhave higher rates of externalized behaviours and social problems. Loss
of friendships is consistent with literature evidencing experiences of isolation for those with
ABI (Ankrett et al., 2@, and higher likelihood aflevated psychological distress and being
victimised through bullying and school or onliioe students with TB(llie et al., 2013
Support of school was also highlightedth Bennett et al. (2023) indicating an average return
to school period of ningveeksfollowing ABI. The challenges spoken about in the theme of
school support was consistent with Bennett & Costello (2025) highlightees of challenge

includingdifficulties in timely provision for acquired needs in schools

Therewas a sense of hope and optimism that things can get better expressed by
participants, as captured in the slowly adapting and adjusting théthogever, participation
barriers may prevent or disrupt this procestigningg A G K 2 | £t Sa SiG Ff ®Q& O H.
highlighting the nodinear and fluctuating naturef re-establishingparticipation outcomes
following ABIPart of the adjustment seemed to relate &sense of identitywith ABI
becoming part of theikHlormakXelf. This could arise from succesibfuachieving tasks and
becoming independentpositively updating their sense of self in line with tHeoRMmodel

(Perkins et al2022).

There was a lack of data relating to romantic relationships, eigninclusion of
young adultslt is possible thaincludedstudies did not pursue questions about intimate

relationships or sexuality, despite significant sexual changes suggested to be experienced by
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over 50% of those with moderate to severe TBI, within the sample of which consisted of 42%
of the target population of this study (Ponsford, 20083.one quote referenced, there can be
hormonal changes due to the ABI which can impact puberty, which indicates the relevance and
significance of this topidt would be helpful for this to be incorporated into longitudinal future

research.

4 3. Limitations

First, as per the CASP scoring systPoggleby et al., 2010pnly seven studies scored
above 15 out of a possible 30, with a large majority of papers included that were felt to have
not considered the relationship between the researcher and the particip&#sond, this
review is limited due to a lack of information regarding specific ages of participadthe
severity of TBI, and studies largely did not have change over time as their primary focus. This
meant that the sense of changing experiences over time had to be derived through the
analytic processThirdy, there was a lack of contextual information reported within the
studies included, such as time since injury, which impacted the ability to bring this important

aspect of context into the analysis.

To enhance rigour, quality appraisal was applied through applying both the CASP
scoring system to consider the methodological quality of studies, and the combined approach
developed by Whiffin et al. (2022hich was undertaken by two of the authorsKlsihd FG)
Together these were used to prioritise the weighting of studies in the analytic process.
Althoughonly a small percentage of the papers were independently checked for inciasion
analysis To ensure interpretative rigour and transparensgyeralmeasures were taken,
including reflexive supervisiofaiven the potential for mTBI being unintentionally included,

transparency in reporting the ABI types as per the information available in the study is given in
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this review. A strength of this review is that it included dissertations, minimising potential

publication bias of this review.

This review onlgxtracted one quote that referenced religion (Jacobs Nz(izuabi et
al., 2022b, p. 473/474), which took place in South Africa. Spirituality has been closely related
to positive outcomes for adults with TBI (Jones et al., 2018) and incorporated into
biopsychosocidibrmulation models for paediatric neurorehabilitation (Jim & Liddiard, 2019).
How this may have linked to or been part of change over time was not captured within this
review, and theravasa lack of cultural and religious divéysin included studies. This limits
the conclusions of the review to the populations studidere this is available, which is

limited with over 50% of included papers not specifying the ethnicity of the sample

Whilst the results of this synthesis have much overlap with existing literature, the
more novel ideas presented, such as feeling more different over time and feeling left behind
for the young adult age groyghould be interpreted cautiously until further, more specific

research caexplorethese themes.

4.4. Implications for future research

Researclypically uses cut offs to separate child (up teyHarsold) from adult (18
yearst) populations.The current synthesis of éting research on experiencesyaiung people
over adolescence and young adulthood after ABI, alongsisiearch highlighting brain and
neurocognitive developmental process being active throtightime, present astrong
argument for research specifically focusing on changes dthisgntire complex and
important developmental periodrom the young persots perspectiveExperiences offanges
in supports, friendships and being left behind are significant, although further research is

needed Thisreview presentsimportance of researching across tbentextual differences
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typically seen when comparing adult ABrsus® 2 dzy’ 3  LASIZels#arSi@wiork compared

to education

To build upon the tentative findings presented, it would be helpful to conduct further
research setting the primary focus as the experience of ABI in the developmental context of
adolescence into early adulthood. This would benefit from uderajitudinal qualitative
approachesand ensuring inclusion of contextual information to help make sense of the

experiences

4.5. Clinical implications

The findingghat young peoplavith ABImayexperience feeling left behind arade at
risk ofdeepeningsocial disconnectionver timeleaves this group vulnerable to developing
further difficultiesand is important to consider in clinical practiddnis could be done in earlier
stages, such ansidering school reintegration interventions which could help to improve
20KSNBRQ (y2¢ftSR3IS 2F ! . L o[AyRare Si It oz
others having a more positive attitude towards a young person with ABI (Hills & Dunsmuir,
2026).Ankrett et al. (2022) explored factors to include in a potential intervention to support
difficulties with peer relationships, which would be helpful to pursue in pracHeer support
interventions hold some promise but current eviderisémited and focused on those aged 16

and over (Levy et al., 2019), so would benefit from further exploration.

Consistent witHormulation models inneurorehabilitationsuch as the
Neuropsychological Integrated Formulation profile (Jim & Lidd20@(), this review confirms
the importance of working with family, ensuring consistency of supamily tend to be the
YFEAYy O2yadlyd Ay (G§KS @& aeydihg thifanshichyhetiveed A TS >

education and tovork.

H N
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The findings of this review align to the SPECS model (liad&ard,2020) that is used
to guide clinical practiceThe social element is encapsulated within social connections, physical
within participation subthemeand emotional thread throughout. Cognitive is not
encapsulated within the themes but coutdntributeto aspects of adjustment such as support
and coping at school/educatiopiritual as a factor was neglected, with only one quote
relating to religionlt may be that countries and culture®trepresented within the research
may place more importancandor emphasis on religion thus it not being captured within this

review.

Whilst this review presents hopeful and positive experiences of changes such as in
family bonds and friendships, there is risk of social disconnedsolation and adjustment
difficulties; peersaappearingto yrow ugwithout the person with ABI, and further emphasising
how ifferentQhey are to their peers, potentially leaving them vulnerable to further
difficulties.Having difficulties as a young person with ABI can lead to difficulterscaEsmg
appropriateservice provisions within the NHS in th& with separation of services according
02 WOKAfRQ YR WIRdzZ 6Q | 3S NIy3ISaod .rachiNA SNE
disparities in accessing care and health outcomes for young people withiA@day et a).
2024);child and adolescent mental health services typically excluding this population as it is
considered a health adjustment difficulty; and the socioeconomic status of individuals (Jim et

al., 2022).

4 .6. Conclusions

This study reviewed and synthesised the changing experiences over time for young

people who experienced ABI. Social connectigasticularly in feeling different to otherand
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the importance of family provided an overarching narrative of these experiences for young
people and intertwined with the other themes of the experiences of support in different
settings, being able to adapt and adjust to the ABI, and with the passiigehbw new
struggles can present themselves and existing ones have continued. The findings align with
existing biopsychosocial models of paediatric neurorehabilitation and highlight the
vulnerabilities this population can face with the passing of timbighlights the need for

further research to represerthis group understand the experiences and challenges that may
ariseastime progresses posABlacross the full span of adolescence into adulthood
experiences of romantic relationships, and the importance of support being available in

community settings.
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Chapter 3: Bridging chapter

TheSystematicReview (SRhighlightedthe nature of changes as experienced by the
YoungPerson(YP)with an AcquiredBrain Injury (ABI). These can be changes that continue
from the time of the injury, as well as managing new challenges that arise over the course of
time as new situations and contexts are experienced. It highlights the vulnerability this
population can face over timas perceivednd actuabaps with peers can increase as they get
older and may wish to move to new life stages such as living independently or finding work.
Whilst the findings of the systematic review may link to what are meaningful or important
outcomesfor this population, it has not been able to address this directly. What we know less
about is the lived experience of young people with &Bing adolescence and young

adulthoodas to what they feel are meaningful outcomes and what is important to them.

¢CKSNBE A& | 3AFLI AYy GKS ftAGSNI GdzZNB O2y aA RSN

meaningful outcomes following ABI. WhiletSR provides insight as to how the
developmental trajectories that have been interrupted by ABI may impact the experiences of
this group this does not necessarily mean that these are their perceptions of what constitute
meaningful outcomes. The SR also highlights the lack of research that attends to the full age
range of adolescence and young adulthood. The Empirical Reseamhdeeags to address

these gaps in research by asking young people with ABI what they experience as meaningful
outcomes, to add to the very limited literature using the voice of this group in the hope that
we can better understand what is important to theand apply this in practice, including in the

guidance to assessment of outcomes.
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Chapter 4: Empiricgbaper

What are meaningful outcomes for young people with an acquired brain injury in adolescence

and young adulthood?
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Abstract:

BackgroundOutcomes are measudethrough patient reported outcome measures
and setting goalsThere are recommended outcome domains and measures for paediatric
neurorehabilitation researghas well asesearch investigating the goals of young people with
ABE o0dzi GKSNB Aa +y FoaSyOS 27 .ehidnddsougtdLI S Q2
explore what young people withcquiredBrain Injury (ABI) experience as meaningful
outcomes.Methods: Six young people with ABI (age range2} took part ina sem
structured interview and photo elicitatioaf what they perceived to be important or
meaningful outcomedata was analysed usingfiexivethematic analysis and polytextual
thematicanalysisResults:Three overarchinthemeswere identified Meaningful outcomes
were conceptualised as internal experienc@git is more tharwhat | am doingit is the
meaning thatt brings me..To help reach outcomeg§?) experiening supportive bonds with
othersand having3) the right adjustmentto live withthe consequences afy injurywere
important. Conclusionsin line with existing literature, the importance of having adjustments
to manage difficultiesvasidentified. Literature is extendedith highlightingthe valueof
supportiverelationshipsto achieve outcomed-indings indicate measurement of the internal
experience and meaning of activity shd alsobe considered as a meaningful outconitese
areas are considereid outcome measurement and neurorehabilitation, of where they are
already captured, where they can be extended in line with findings, and wheter
research is neededruture research should capture the experiences of this group using diverse
populations, and explore whether the meaningful outcomes captured as internal experiences

resonate with this population and how existing measures may be able to assess this.
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1. Introduction

AnAcquiredBrain Injury (ABI) can be defined as injury to the brain after birth after a
period oftypicaldevelopment, which has been sustained through traumatic or-manmatic
causes, such as stroke, infection, or brain tumours (McCarron et al.). 2@ oximately 30
50% of the 1.4 million people who attend Accident and Emergeiittya head injury annually
in England and Wales are young people under 15 years (National Institute for Health and Care
Excellence, 20140BI includeJraumaticBrain Injury (TBI), caused by external force, resulting
in an alteration in brain function or other brain patholodygnon et al., 2010). TBI was
identified as the leading cause of death and disabilityoungPeople (YP) worldwide (World

Health Orgarmation (WHO), 2006).

Experiencing an ABI in childhood can lead to multiple difficulitiretudingphysical
and cognitive impairmentéiddleton, 2008 andfatigue, which can limit participation and
quality of life (van Marku®oornbosch et al., 2020\BI hasssociation with lower academic
performance in adolescents (llie et al., 2020); personality changes including affective
instability, aggression, and disinhibition (Max et al., 2001); attention deficit hyperactivity
disorder, posttraumatic stress disordeand personalitichange(Max et al., 2013)and poorer

emotion perception (Ryan et al., 2014

Adolescence can be a complex time for YP, with lots of changes, transitions, life events
and a time whendentity is formed (Spano, 20p#hichcan be impacted by experiencing a TBI
(Kakonge et al., 2022yPwith ABI require multidisciplinary rehabilitation in keeping with what
is offered for adults with ABI, however f¥R, attention to the development and family is also
paramount(Watson & Grace)y2020. ForYR it is important to track changes over time as the

OKAfR YAIKG WINRG Ayid2Q LINRGESY INBFI&AZ 6AGK
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the young persof [rain develops across childhood and adolescence (Bennett & Costello,

2025).

To capture outcomes,aurorehabilitation services typically use a combination of
collaborative goals and outcome measu(Byard and Goslin@020) An outcome can be
WNRIFRfe& RSTAYSR | BGOHING 2015f pii 13 BRecdnithended méaSure§ T T S O (
for paediatric TBtehabilitation outcomesn research span several outcome domains, such as
global outcomes, family and environment, language and communication, physical functioning
and social cognition (McCauley et al., 2012). Goal setting is coiymsed within
neuropsychological rehabilitation for YP with ABIs (Tucker, 2015), supporting success in
rehabilitation by focusing attention, energizing, clarifying strategies and knowledge, and
encouraging persistence (Locke & Latham, 2082l Attainment Scalin@AS)s appliedin

brain injury rehabilitation (KrasAyacini et al., 2013).

There are challenges cleadgfiningoutcomes withinpaediatric neurorehabilitation
and ensuring that thgoung perso@ & @2 A O SthishByard<asd-Qediing £2¢200tline
the complexities in capturing outcomes, includemgsuring that theyare meaningful to the
young personThey highlight that there can be differences of perspectives as to how to
measure outcome and conflicting opinions as to what is importanyéeing personand
difficulties relating to power dynamics and prejudices within systevels.The stage at which
the young person is at following the ABI contextually (e.g., inpatient or community) can also
add complexityOutcomesarét f Saa Sl aife RSTAYSR 6KSy (KS K
OKNRYAO:E LRGSYOGAlIffte RAAFOEAYI AYy YdAf GALI S ¢
(Gosling, 2015, p. 132). Barriers in using outcome meastitesYPincludenot capturing
complexity of experiences and data not being person centngidused forservice
development(Wolpert et al., §16).Experiences of clinicians from goal setting with this group

includeddistinguishing between and balancing needs and wants oythumg personand the
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change of this over tim@lenkin et a].2022).The importance of hearing thgoung perso a
voice was emphasised and that participation in goal setting increases axthiglual
matures.YP and their parenteported varying experiences of goal setting (Collins et al.,
2023), including the way in which goals were viewed and perceived, and the roleyafithg
personin setting goals differing due to age and understandirtgese, together, can make
outcomes difficult to define in neurorehabilitation aedisuring that theyoung persorhas

their input to them to make them meaningful to them as an individual.

Theyoung perso & 2dzi O2YSa |yR SELISNASYyOSa | NB 2°
perspectives of those close to them, such as parents/carers, which makes it difficult to know
what is important to theyoung persorwith the ABIWhilst this reliance on proxy or informant
responses is understandable given cognitive, communication or developmental level,
representation of ts @ews is still important and undeepresented McCarron et al. (2019)
looked at the gals of YP with ABI, which were determined from dialoguh thie young
person their family and professionals in a specialist community neuropsychological
rehabilitation service during assessment. HoweeeglysiRA R y 2 i SELX 2NB |t Q2
directly, but rather goals were coded against theernational Classification of Functioning,
Disability and Health: Children and Youth VersionQ€F(WHO, 200 cCarron et al. (2019)
identified the highest frequency of goal codes against theG&lomain of activities and
participation, followed by body functi@ environmental factors, then body structures. The
most common goal code was school education, followed by emotional functions, then support
and relationships. Whilst not significant, there was an association of an increase in age with
increasing emphas@n environmental factors, such as support and relationships, as the young
person moved througladolescence. Environmental factors included support and relationships
and attitudes.There was a nossignificant association of nemaumatic ABI having a highe

percentage of environmental factor goal codes than thagth TBI.The importance of
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environmental factors to YP was also highlighted b§ @ R Sy NA& & 4l. (2023, WhoS NJi
mapped®Y S I y A y 3 T dith thea@RDYGranye@aikand then asked the young person and
their carers to rank their importancédiowever, this sample had a small number of YP with ABI
and relied mostly on carer respons€3ualitative research has explored this populations
experienceshowever,does notlook at their experiences of outcomes directly (e.g.,
Buckeridge et al., 2019gnkin et al., 202 Gmelig Meyling et al., 2024eviews looking at
psychosocial outcomes for YP with ABI highlight the reliance of parent/cgperted

measues to determine outcome (Ross et al., 2Q1Terefore, here is a gap in the literature
regarding understanding what the meaningful outcomes are to YP with ABI from their own

perspectives that are ndhfluenced or restricted by others or frameworks

The main aim of this research project is to investigate what meaningful outcomes are
important to YPwith ABI It seeks to ensure that thgoung perso@da @2 A OS A& KSI NR
constraintsof2 1 K S NA Q I, amdrapX dthierifatgrd The primary research question is:

A A N v_ A

W2 KI§ (8Li84 WHFABHAIO2YSEERENASYOS 4 YSIHyAy3¥
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2. Method

2.1. Methodology and design

Qualitativesemistructured interviews andReflexiveThematicAnalysiS(RTA) (Braun &
Clarke, 2006)vere used RTA is an approach that allows for the identification and reporting of
themes or patterns of meaning across a data set (Braun & Clarke,. Z@Dajidress
potential barriers to gathering meaningful and rich data from this group due to cognitive and

communication challengeghoto elicitation was used to help provide insights and support
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participation.PolytextualThematicAnalysisfor VisualData (PTAVD{Gleeson, 2012, 2020) was
used to analyse the photographs by identifying themes and seeing how these link to the
reflexive thematic analysi# critical realist approach was taken, in which the lead researcher
believes that there is one reality, but the way in which it is experienced is shaped by social

influences such as culture and language (Braun & Clarke, 2013).

¢KS {dFyRIFINRa F2NJ wSLE2NIAYy3a vdzZ fAGEFOABS

followed in producing this paper.

2.2.Researcher characteristics and reflexivity

The lead researcher (Blwas a white British female who was undertaking a Doctorate
in Clinical Psychology at the time of the research. She was led to pursuing this study following
her own experiences working with outcome measures in previous clinical settings and an
interest inadolescent mental health and neuropsychologythe time of recruitment and data
collection, the lead researcher (MF) had no prior relationship with recruiting services or
participants. The primary supervisor (FG) had a clinical role in one of the services and retained
an honorary role relating to search within that service but had no relationship with other

recruiting services or with any participants

2.3.Participants

The focus was to encapsulate an adolescent population who had experienced an ABI
during critical stages in their development and transitions experienced within this age range,
such as exams, university, and transitioning to adulthéaat.a medium project, it is suggested
to have a sample size of between-20 participants for an interview (Braun & Clarké13, pg
48). Braun & Clarke, (2021b) suggest that data saturation is not useful jaiicdncepts

such as information power (Malterud et al., 2016¢ anore helpful approaches to consider
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sample sizes. As a result, a pragmatic approach to determining sample size for this research

was used, and time restrictions meant a smaller sample was recruited.

Inclusion criteria were:

z 7 1%

f .t 3SR o0SEASBYWIMNE 2fR K2 Kb RI P& LISAR G OR&
OKAf RK22R

§ .SSy K2 YA ®QRIANIHS FTNRY K2aLAMREYIiKaAAYLIl oSyl
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Whilst it was acknowledged that people may feel understandably distressed when talking
about difficult situations, there was no presence of severe or enduring mental or physical
health issues where there is possible risk for them to participate in theysind/or

preventing meaningful contribution to the interview.

SixYPwith ABlparticipated Tableb outlinesparticipantcharacteristics and

descriptions of photographs/objects brought to the interview.
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Pseudonym| Age at Identified | Age at | Time Timein the Type of Interview Descriptions of photographs/objects
interview | gender at | brain unconscious | hospital fom | brain Location brought to the interview
time of injury | at time of time of injury | injury
interview injury (if to returning
known) home * Indicates they were retained for visual
analysis
Martin 23-25 Male 20-22 | Unknown 5 weeks in Other Online Photograph 1: Spending time at
hospital, 3 exhibition, with Mum, travelling to city
months in Back of Mum at exhibition*
rehabilitation Photograph 2: Cooking and making fapd
totally independently made plate of food
Photograph 3: Working and saving mong
to travel with friend for first time without
family since injury participant standing in
front of statue in another country*
Photograph 4: Travelling abroad and bei
able to see family and be outdoors,
relearning mother tongue beach from
FILYAfe@ YSYOSNDa K2
and the sea*
Aurora 14-16 Female |9-11 | Unknown Unknown Traumatic| t I NJi A O| Photographl: She looks so cute, having
Brain home dog sets routine when struggling with thi

and fatigue and means | have a
companion. Also feeling connected to he




100

Injury
(TBI)

and sharingxperiences dog sat on the
floor upright with a Christmas tree and a
R23 aidt201Ay3 Ay (K
name on*

Photograph2: Represents both sides of
her ¢ calm and full of energy, reminds m¢
2T YSI ¢S QNBame@oj K

YIE1AYy3 | Fdzyye Tl O
Photograph3: Same dog appearing to be
at SSLAyYy3a 2y | ofly

Photograph4: Sister and Mum as suppor|
most comfortable around sister

t F NIAOALN yiQa adzy
LIK23G§23INF LK 2y K2f A

Jack

17-19

Male

14-16

12 daysin a
coma

15 weeks

Traumatic
Brain
Injury
(TBI)

t I NIAO
home

Object 1: Meeting music artist they
admire. They supported throughout
accident with comfort music and spoken
about mental health Photo frame with
two different pictures of participant with
public figure (music artist) that they
admire from two differenti A Y S LJ2

Object 2: Connection with artists music
and them as a person, can listen to their
music when struggling and it helpscarf
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(merchandise) of public figure (music
artist) they admire*

Object 3:%hese are the stitches that
came out of my hea@Wmade it througl®
- Small jar containing their stitches from
0KSANI KSI RF

Object 4: Supporting thgharity] as they
saved my life. Gratitude towards them
and doing everything | can to support
them and show how vital they aresmall
leaflet/booklet from[charity]*

Alice

14-16

Female

6
month
s old or
younge
r

N/A

Infection and
hospital for
several weeks,
repeat

hospital
admissions for
surgeries
when injury
realised

lllness or
infection

Online

Photographl: Wnever not have thi@feels
needs to always have access to water tg
make sure stays well hydrated as result
ABI-g GSNJ 6200Gf SF

Photograpi2: ¥ QY I £ gl €& N
myself when | can achieve something or
6KSYy LQY | a1 SR arifag
of pieces of papers which had details of
LI NI AOALI yiQa I OKA
bronze D of E; school trip, choir. Also
itineraries for trips

Object 3:\Family plays a really big role in
my life2 a photo frame containing 2
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family photographs with Mum and sibling
05FR GF1Ay3 LK20G§213

Photograph4: School gives a lot of
opportunities and is a place that | feel
really comfortable photograph of

LI NI AOALI yiQa aoOKz

Ben 20-22 Male 17-19 | N/A, only From surgery, | Brain t I NI A O| No photographs or objects brought, but
during around 4to 5 | tumour home did gesture to parts of the room:
surger weeks A .
gery Moz £t sKSNB Lk ad
HOCAf AYy3a | NBF $KSNJ
Freya 14-16 Female 14-16 | Seconds Overnight (24 | Traumatic| Online Object 1: Support of family and friends ig
hours Brain really important- a photograph of family
approximately | Injury from a trip
) (TBI)

Photograph 2: Time, importance of
managing expectationsblank calendar
month on physical calendar with norther
lights image in woodland*

Photograph 3: Importance of resting and
focusing on getting better, prioritising

getting your body backa dzy Qa S &
mask*
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3. Ethical issues

Ethical approval was granted from the Health Research Authority and NHS Research
Ethics Committee (Project ID: 337538ppendix8). There were o changes to the
methodology during the study. The General Data Protection Regulation (2018) and Data
Protection Act (2018) legislation were followd#doughout It was ensured participants were

aware that their participation would not affect the services that they were or may receive.

Participants were informed regarding safeguarding and duty of care procedures the
researcher was required to follow should any concerns arise during the study, and their right
to withdraw. The participant knew how they could communicate their wish to stop, pause, or
withdraw from the research with the researcher prior to the interview starting. Debrief forms
included relevant helplines and websites and contact information for their NHS feam i
recruited via this methodA £10 love2shop shopping voucheasgivenat the end of the

interview as a token of gratitude for participation.

4.Procedure

Participantsvho met the inclusion criteriavere recruited by purposive sampling
through an NHS service supporting young people and their families following ABI, and a brain
injury charity.TheNHS service and clinical team identified potential participants meeting
inclusion criteria from their active caseloads to seek consent to be contacted about the study
from the researcher. An email was sent to anyone who had expressed interest in takity par
future research that had previously accessed the service. Branches of a charity advertised the
research on their social medimvitingprospective participants to contact the research&he

researcher then sent informatiorelating to the study to grticipants and provided
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opportunity to speak on a video call and/or correspond via email bgfarécipants agreed to
take part.Informed consent (or assent if the participant was under 16) was gained from the six

participants and their parent/carer if under 16.

5. Data collection

Demographic and contextual information regarding thiglwas collected (Appendix
9).Semid U NHzOU dzNBR AYyiSNWASga ¢gSNBE O2yRdzOGSR i
researcher (M) and recorded using Microsoft Teams anBietaphoneor conducted online
and recorded by Microsoft TeamBhe transcription feature wassedon Microsoft Teams
during the recordingThe questiongnd topics covered within the topic guidappendix10)
varied and had flexibility depending on the emerging content of the interviews during the
study (Jamshed, 2014An alternative schedule with prompts using stock images relating to
GKS 21 hQa LYGSNyrdazylrt /f1Fraarax¥TAo0lrIdAaz2y 27F Cd
(WHO, 2001) and th¢-word<(dn childhood disability (Rosenbaum & Gorter, 2pWvas

preparedto address possible cognition or communicative barriers to participation, and/or

need of prompts in absence of photograpbbjects butwas not equired

Photo elicitation has been used in studies looking at experiences of young children
with developmental disabilities and perceptions on participation (Coussens et al., 2080)
explore wellbeing and health during the COXHBDpandemic (Hanson et al., 2023). Participants
were able to bring an object/item instead or in addition to photographs. The interview
primarily used the photographs/objects to guide discussion alonghiglénterview guide and
asked participants more about the photographs/objectsl démow they related to the research

question. Where any photographs were identifiable of others other than the participant, they
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were not retained as visual data as they were unable to provide consent. The lead researcher

(MP) instead wrote a brief description of the photograph.

Bermand WliceYequested for their own mothers to be present to support their
communication all other participants were interviewed alore 2 . K S N& Q wbi&rotLJ2 y &4 S &
included in any data analysis but may have been used to provide context to answers where
appropriate in the transcription process. Interviews typically lasted around 60 minutes, with
breaks encouraged. The lead researcheF(Mmovedany potentially identifiable information

about participantdrom transcriptions

6. Data analysis

Interviews were analysed using RTA, and photographs/objects were analysed using
PTAVOGleeson, 202, 2020). The six steps of RTA, as described by Braun & Clarke (2022) were
used, however, as is typical of RTA, the researcher moved between each step, going back and
forth. (1) The researcher started with familiarisation of the data iset, throughout
transcription and analysifuring the transcription process, the researcher had photographs to
begin polytextual thematic analysis. They then moved to (2) coding the interviews at semantic
and latent levels, going back and forth between coding and fais#ition of the data set
throughout this process, referring to pictures where able to keep in context. (3) Initial themes
were developed following initial codinthen coding was revised, and themesvised in line
with this, again involving data familiarisation. (4) Developing and reviewing themes was
completed,andthe researcher went back to the original data as part of this to ensure context
was captured in their understanding asgdoketo others who worked with this client group
about potential themes(5) Themes were refined, defined, and namé&be researcher

iteratively moved between (5) and (&jiting up, further refining hemes and codes, making
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use of supervision with FG and & their reflexive diaryFollowing further review, the
researcher moved back to (2) and followth& sameprocessas outlined above (expanded
upon in Chapter 5)The reflexive diary wagept throughout the process of the project to store
thoughts, consider where these arose from, and how these may have mattered for the
research projectBraun & Clarke2022).In the final iterative stages, the themes derived from
PTAVD and RTA were reviewed together and aligned to prabdadaal themesPlease refer

to Chapter 5 for elaboratian

7. Trustworthiness

Yardley (2000) outlines four characteristics of good qualitative research: sensitivity to
context; commitment and rigour; transparency and coherence; and impact and importance.
The researchefMP is aware of their own characteristics in sensitivity to context (female,
working in a mental health setting whilst completing a doctorate) and how this may tip a
power imbalance in favour of the researcher whilst undertaking the intenadea potentially
FFFSOGAYI GKS NB &SI NOKS NEg thiliBevied. ykisSvasi 2 6 K I
reflected upon throughout the process, in supervis@om theirreflexive diary. The researcher
immersed themselves in the data ensure familiaritypefore analysibegan The methods
adopted in this study demonstrate coherence, giving a voice to young people who have
experienced an ABReflexivity of the researcher regarding what has led them to tibjgc and
being clear and explicit about all methods concerned at all stdga®nstrates transparency.
The sample reflecting the research question and having applicability to the current NHS
context of measuring outcomentributes to the impact and importance of the researGhe
results are intended to be shared and ugedsupport staff working with YP with ABI and

consider if existing methods oapturing outcomes are incorporating whiattruly important
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to this population. The research provides a rich description of participant context (Lincoln &
Guba, 1986) to aid this, such as specific contexts and informakiont participants (Braun &

Clarke, 2013).

8. Results

This section presents the integrated findings between PTAVD and®RilrAe up for
the standalone results of PTAW®Bhich resulted in four themes)nd where they were
integratedcan be found in AppendixLl1Figurel presentsa visual thematic map of the
integrated resultsSeeTable 5 above for more detail on photographs/objedise primary
research question regarding what types of outcomes YP with ABI experience as meaningful led
to the conceptualisation of the overarching theme: (1) It is more tlvAat | am doingit is the
meaning thath & 06 NAYHEBK YHEKO 6 KSYS A OKI Nhstelatthdth 3 A y 3 (1 K¢
motivations, seHbelief, sense of themselves, and opportunities to gauge how far that they
have comeThe secondary research question of what YP view as being helpful in moving
towards outcomes links to the overarching themes of (2) | need to experience supportive
bonds with others to help me reach outcomes; and (3) To get to these outcomes, theeed

right adjustments to live with the consequences of imjyry.
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1.a. The motivations that | need to 1.c. A sense of myself and

move forwards 1. It is more than enjoyment

what | am doing; it is

the meaning that it

1.b. Recognising that | have
brings me... 1.d. Opportunities to

something to give and self-belief

gauge how far | have come

2. | need to experience supportive bonds with others to help me reach outcomes

3.a. Having practical ways to 3.To get to these outcomes, | 3.b. Psychologically
manage and minimise the impact [_ need the right adjustments to j adjusting to my injury
of my injury live with the consequences of my
injury

Figurel: Visual thematic map

(1) It is more thanwhat | am doing it is the meaning thath i o NA:y 3a Y SX

The themes constructed herapture the aspects of outcomes that young people with
ABI considered meaningful. Tloigginated fromoutcomes often being depicted as a
functional or activitybased outcome (e.g., to be able to return to playing sport), whereas it
was conceptualised that it was what this brought the young person that was meaningful (e.g.,

being able to return to sport lmgs me a sense of myself and enjoyment).

(1.a.) Themotivations that | need to movdorwards

Although this could be considered important to help achieve outcontés theme
showed that having motivation dayp-day and for the future, regardless of what this relates
to, seemed to be an outcome in its own rigBikperiences participants had within activities
and contexts contributed to forming future aspirations and goals. Alice spoke about her future
aspirations to be a teacher, and what she would like to do differently filenmown

experience¥ I'd $peak to them ahead, I'd speak to them befomyttvere in my class and I'd
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GNE FYR YIF1S &dzNB . Kdtin Spoké &8ud futifeSabpiratignsinf Jiddingli S R Q
(i zbe aH occupational therapi@BYy having future aspirations, it helped participants to see
that there were things to look forward to in tature andprovidedmotivationto work

towards these.

Having role models with qualities that they aspired to have personally helped to
provide motivation and aspiration for Aurora and Jack. Aurora spoke highly of her sister being
8o free, so free spirit€l | Y RK 6 BRA & & y>W LISANEI2 yNB dimdzh ife® stalbe P W Q &
TNES YR yR (¢ NSIZXTE eWIOOINBxQQ 202S0Ga NBtFGSR G2
O2YyaARSNBR | NPt S hyehBiEd me tiidaghGNg dodideytt Be's ek W
like my comfort music and he he taught he's quiteat@bout his mental health, and he's such
Iy A OS. Atsfieblin2of/ite primary researcher Bwas that the musician helped them
02 THAhBoheQWAY GKSANI RAFFAOMzZ GASEA YR GKSNBT2NB
Y2PAYy3 F2NBI NRAP ¢KAA ¢ Ahe tediyinhspikdnte B juit eepVl O Q

goingQ &

In contrast, whilst Ben spoke about wishing to work in the future, there was a sense of
K2L)JSt SaaySaa Fo2dzi 60SAy3a FotS G2 RRBhaltKA & A
job, how can I trust my memory? Mum wouldn't be there, | wouldn't have all the things that I'd
dothathelpmeQ LG 61 a4 AYGSNILINBGSR KSNB GKFG K2LS F
important outcome for Ben to see a way forwardackspoke of hope for the future after
fSIGAYy3T K2ALWAGF T = | abuthtBasiNBitgSod i thRlly kndw thtath & a G A G

GKSNBE ¢6Fa fA1ST a2NIl 2F | LI GK 2dziQ

(1.b.) Recognising that | have something to give aself-belief
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Jack and Alicstood out to theresearcher in this themeavho spokeabout ther
incredible achievements and were felt to emit a sense that they knew their worth. Jack spoke
| 6 2 whét I'Pdoing now and advocating and whatnot is incredible considering you know,
what I've been through and where lamm@& | yR (GKIF &G o0& o6SAy3a |ofS
Yhy all into it to try and make a differer@ed WI O] h&Ba@e2AyWASS A2 0 | f 20

potentialand alott@ A S Q | Yy R ProudS NIBS RhakkEe iRdBehigved.

Confidence was an undertone for this theme, as this was felt to be paging able
to recognisaheir own valueandincluded being able to recognise that they are more than
their injury. For both Alice and Aurora, their value of themselves was influenced by not being
defined bytheir injury® | dzNE2 NJ does Kok kivnith d defing yo#2 gafid similarly for
£ AOST KSNJ I OKAS@SYSyia NBLINEG bosoninBeeople thiad K A
just because I've got a brain injury doesn't mean 'manirtalidR o NI R¥ S & y @ dzNF¥ S W

LQY AyOFLIo6fS @F FyedKAy3I fFGSNI 2y

Thisthemeincludes experiencingsense ofichievementAchievemenprovided
confidence andalue, which camé&om differentactivities and may not ban obvious
achievementi 2 a2 YS® al NI Ay fdlafeCadd halldoNiwdap NS LINS & 8 F G B |
sense of achievemerfibr him as this was the first plate of fodlkat he had been able to make
Wdz £ & A ysRE hiSigjuryGipthivalvedhim managingphysical difficultiesAlso for
Martin this meant being able to travel with a friend, as reflecie’ 2y S 2 F Kkst LIK2 (
just about sort of enjoy it angeah sort of the whole achievement, essentially, yeah
achievement of getting on getting on this like booking this flight and this and so on sort of the
wholeplanningo ® ¢ NI @St £ a2 Ol YS dzL) Todtdnlagii® NI = 4 K
& | abigiste®@ @ WI O pridaiirkspairy Bheharitybooklet and his achievement in his

work as he spoke pagmately aboutadvocating fothem and supporting thenilhese tied to
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them allexperiencingconfidence from theachievements and helpetd continue pursuing

similar activities going forward.

School was an important context for the achievement that contributed towetth.
I £ A0S Qa fedusedcariidhted Jtogrammes, itinerarieand an appreciative note
from a teacherwere interpreted with a great sense of pride and achievement from Alice.
lf A0SQa I OKAS@GSYSyila 6SNB NR2GSR Ay GKS O2yi
IAGST a ¢Sttt a (KS |@itréagProudl & Siysdlfdhatid was able S NI (
be a [role]. But not only that, | was able to be a [role] in the ways that were useful to the
teacher, but also were things that | was actually godd @t { dzOK | OKAS@SYSy i a
important role in pushing her to continue, even if the aityiwas harder for her than it would
0S T2 N gtigut&aNdt of engburagement both for myself and for the, to show people
that | can do things from achieving things, even if I've had to work 10 times as hard as most
people and still don't achieve particularly highly { OK22f gl a | faz2 NBEFSNI
areally, really, reallyproed 2 F LI aaAy3a |ff 2F KhdproDdofhovwa =z | Y
FTIN e2d0@dS 02YS FyR LINRdzR 2F gKFG @& Bc®gS 088
having an important role to scaffold achievements which contribute to a sense afieeah

also highlights the importance of their understanding of ABI, but that it does not need to

define the individual.

Underlyingall ofthese were the opportunities being present in the first place for
participants to have these experiences (eAurora speaking about her Mum booking trips)
and scaffolding of the important people in their lives (glgf A DRIILIZANI Ainghér life R dzf § & ¢

of teachers and family).

(1.c.)Asense of myselénd enjoyment
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There was a connection between pirgury activities and a sense of identity; that
returning to these gave participants a sense of themselves frorinjuey. Some participants
spoke about being able to return to things that they had enjoyed prior to their injury. For
Freya, returning to her sport was an important outcome for her, which was conveyed as being
LI NI 2F KSNJ A RS tidighlsiBasichllyi all AosPoitE O K ¥ Rf (IKE ®28& &K
NB G dzNJ/ Amy First [§port] inatcH, | Was jusike, so happy and grateful to be like bectd
However, this was difficult for her as it took longer than she anticipated, so found ways to
O2yySOUG G2 20KSNJ 0KAYy3Ia aKS r&gvaese SR INKG-all Alyt3a
NBLINBASYGSR Ay KSNI LIKIRS@EE, Nde hdig studf. T reriieiBer IGke f Sy R I
because | like that kind of thing. | think doing stuff like that like, while relaxing kind of thing, |
0KAY 1 O ®%hid Déws B BeiRg able to connect watther thingsthat she valuedtan

still bring a sense of self.

hyS 2F al NIAYQ&a LK2(G23INF LKA KStR aA3IYyATFAC
2 F rothértoNgu® A AY OS KAA Aye2dzNED | 246S@OSNIcam, i o1 &
peace and consistenr@ I YR Sy I 0 ffénilies Knkl ¥elative® andl &&ly really ricE
|y Being’able to do that just like massive massive l@dst KA 3Kt AIKIGAYy I K2g Y
important value family held for him, as well as his culture, especially when he became
emotional in not knowing when he would be ableto gaiaga NI A y Q4 RS a ONXR LI A 2
photograph was emotionally evocative during the intervigvhich really highlighted to the
researcher how there was so much beyond the photograph itself for Martin, and how much of
a connection this conveyedhe significance for Martin of being able to connect to these

important values brought him a sense of himself since his injury.

For Jack, Alice, and Freya, education appearduwkbsignificant value to their sense
2F aSt¥o WFEO] NBFSNNBR (2 G KSridifelivi@aKofmalgl & Gl

teenager. Uh, which was which was quite relieving to be héhedkwas st#essed about
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something that wasn't about my brain injury, which was really, reallhibe C2 NJ ! f A OS X
ONRdzZAKG F LIK2G23INIF LK 2F KSNkhadDgveste alttdf G KS Ay
2 LILJ2 NI dzy Rlowah foQchieve things® | 2 6 SOGSNE F2NJ . Sy Al a
education may have once beefivalue and his achievements something to be incredibly

LINPdzR FRAYAWKSR 2FF gKIFIG L &Ad0FNISR wX6 L gSy
through on every assignmedtv > G A YS LI & & A BuHgoiRgtb&KtOK I Yy ISR G KA
O2f t SASXUKI GUa vy 2.it seerded Inkedda tNdialge/ofitheparticiyaat NI

the level of value education held and therefore linked to sense of feelthose who were

younger, it seemed more important

For Ben and Martin, the oldest of the participants, independence played an important
part in their sense of selbeinga key time of moving into adulthoaaligred with the social
expectations of theirage C2 NJ a I NIi A y Ztotall\2parg B MINBaACGDHER Abjed W
G2 0221 ¥F2NJ KA Yealgénmpowrredh&ausehit’y noFobgsrisort ¥f sitting there
waitingQ I Yy R  allfabodt regainiag céntrol and regain sense of sense of sense of self as
welQd . Sy &aLR1S LI aarazyl adSt & Abkoplodimy éaragiti©Ql NI |y
0dzi GKS OFNHA Y2NB (GKFy 2dzad | OFNY LGYAE GKS
yearsold and not able to drive or stuff at home. Imagine that for a year, at 19, not doing
nothing. Sitting all day with my mu@Being able to engage in driving and cooking gave them

that independence.

.Sy Qa LI aaArzy Fo2dzi KA&a OFNJFftaz FfAadya ¢
enjoyment of participants in speaking about activities. Such enjoyment was interpretatbas
of the things that participants felt when engaging in sdffrming activities, that often
involved connections with otherg-or example, for Martin being able to cook was also about
aLISYRAY 3 (A B&ialedoking asvélldd A vaking part with you know putting

together quite often cooking togeth@T ¥ 2 NJ ! dzhi®eMdth hér H3§ WeRddyh& to
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O2yy 80l 6AGK ljdd t AGiASBYANRaaNE 2F KSNWOL 82 Sy

Fdzf t 2F SySNHeé IyR L ¢yl (2 R2 a2YSOKAy3a |y

me and her very insyncwithlge®® C2 NJ WF 01 Al ¢ & GKS 41 @&

YSSGAY 3 KAA TFIlt@ taikeling. EVedziinie Osort of rémetbieit imakes

KS a

me feel sort of happy to still be here, you know, it makes me want to keep going because it is,

well, one of the best, I've lik#'s the probably the best feeling I've ever had. And | never

experienced that before my injury and I just, like I | was so like incredibly grateful that I'm I'm

I'm there and | had that experier@&he levels of enjoyment and enthusiasm displayed by
participants showed how important these weretttem andhelped them to connect with

their sense of self

(1.d.)Opportunities to gauge how fal have come

For most participants having the opportunity to recognise how far they have egmse

important. There was a tone of being able to have an opportunity for perspective that they are

moving forwards and how far they have progressed since their injury.

Participants referred to the importance of being able to have this perspective. Martin

aLJ2 1 S ntindsetadiuhmivhere not what we can't do, but instead of focusing on what you

can do and uhm sort of, and how to impréve YR A G& NBfFGA2y G2

YSIy

W's like, yeah, like, can't swim very far, or very fast ((laughs)) and quite cold. Can still go for a

swimQ WIF O] alLk1S lo2dzi GKS RAFTFAOdzZ GASa GKFG (

LIS NA SItnSiiByhg te learn that, buthere is there will always be this point where
you've succeeded in even if it's a little, it's like little wins, you gotta gotta understand that it
won't always be sunshine and rainbowsXitdvill get better and you will make a difference

S§¢pSyildd ttes dzK & YdzOK & Al F88ta fAQ S

e 2 dzy
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(@]

WEO]l Ffa2 NBFSNNBR (G2 KAa aidaidOK&eécorekaloig K S
way. It's it's sort of symbolic of me how far I've come from, well looking like an egg t&now
Being able to focus on progress rather than what they cannot do was important to maintain

this perspective, even if hard at times.

Both Aurora and Freya referred to the gradual nature of change after ABI, and that you
may not always realise that change has happened. For Aurora, who spoke about now
a20ArfAakyRYaMwWe Ad Aaz AG KFa 0SSy || OKFIy3aSo
stepbyste2 {2YSOAYSazr Al ¢62dzZ R GF1S 20KSNAR (2 yI
YSYo6 SNJ LAY (A Yy Sothats th&fiiskshe/said [Rudaia]¥actidlly looks so happy
@ X @&ctually thought like that's the first time I"aetually kind of smiled doing something. So it
took quite a long time to get to that point, but | think now | got to that point | can't stop talking
aboutitbQ CNB &l NBFSNNBR (2 | 0G§SyRA yoFealisehér2 & LIA G | €
LINE 3 NB a&ranemhieKikeiwheW | was talking to them like, | kind of realised like, how
much better | actuallya®@> | YR ¢gKAf ald (0KS KSIRIFIOKSa | OSSR
RA F T A WitzthémiaSking thodé questions, like oh yeah, actually like my-intiltéd { A y 3 Q& |
lot better andw Xl &ind of overlooked those thin@¥hisshows that sometimes change needs
to be highlighted to participants, as they may not realise progress nidueefore,
opportunities for comparison, such as hospital appointments where long periods of time are

tfSTix OFly o068 Sldzftfte AYLR2NILFIyG & Fy FNBF 27

However, for Ben, where there are still more prominent difficulties that they were
struggling to manage, there was a sense that it was harder to remember that they have still
made progress from where they were. When looking to the future of working elseyBen
& K | i Fhingithat does worry me is, once | take that one step further, is it going to throw
me back again@his suggests needing to work on the more apparent difficulties, such as

cognitive difficulties, before being able to feel they aregmessing.
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(2) 1 need to experience supportive bonds with others to help me reach outcomes

All participants spoke about important people that were in their lives that had
supported them in some way. Some also alluded to negative experiences and the loss of
friendships, as well as others not understanding ABé& photographs and objecitscluded in
this theme from the PTAVD analyp@rtrayeda deeper emotional connection for participants,
and one that provides feelings of safety and supprtaddition to helping participants move
forwards with participatory outcomeg.he positive bonds participants experienced seemed to
play a vital role in scaffoldingpportunities to engage in activities that provided a sense of

motivation, achievement, selfelief, and progress, as summarised in the previous themes.

Bonds tended to be with family. For Alice, she attributed her family as helping her to
I O K AA®S evéitything. | get a huge amount of support at home partic@adly ! £ A OS
recognised that her family were understanding and were able to be supportive when she knew
aKS g1 a JahiNpEyad réaly Biy roléin my life because | appreciate that I'm not
necessarily the easiest person to have as a family member. A lot of things have to be done my
way. | always need kind of like a plan to stick to, #rele are times when I'm like yeah I'm
done, Iwanttogohon®® ¢KAa gl a ta2 NBTFTFESOGSR y2ydSND
looked at her Mum when talking about her relationship with Femily andi  { A y 3 K SNJ a dz
hand. Ben spoke about his family being an important source of support, particularly his Mum
AY LINRe@ssuraho®3d TR NJ KAda YSY2NE RATTAOgbvidinga @ ¢ KA
safecontextob SAy 3 | 6t S (2 draendcurily dfder&beiag noprobdidrysiara Y W
there's an error. It's mum and dad's business, it's, mum's thed8an't, | can't mess ug\nd

that's the security of allowing me to explore what is right and how | can overcome these

problems I'm havingBen spoke about hidadbeing the one to push him to drive again, which
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0SOIYS AYLERNIIYG FT2N . SyQal RISYyEGa 2K A G2 INI MR
of) hismum at the museum was important in that isum had been acting as his main carer

(as referenced in his description of the photograph). Having this bondheithlso meant he

could share this meaningful activity with her, and she was able to support him to get there.
{AYAE I NI & F2N al Niithgdsignificid fo2hiinNd chdkecthigh with  LJ

KA a Tnhotér forgi® W y R | cafa\Ggyiag3neahifg tékbonds at a deeper level.

Bonds with familythat conveyed a strong sense of safetgemed to serve an underlying

importance of helping participants push themselves in various ways to participate in personally

meaningful activities.

{2YS NBEFSNBEYOSR FTNASYRAKALIA | & mydadsNI I y (3
have been really nice aboufitt I Y RluckS Sd R Y IKIWR (G KA & & dzLJLJ32 NI @
speak at any length about it, his friend being with him on holiday (as represented in his
photograph) was a source of support but also allowed him to develop independence in going
with someone other than his M Yfriedd, you know, very considerate and like same sort of
same mindset as well. So yeah. So like on Monday do thigjesday do th&\whilst
friendships served a supportive role for participants, friendships were overall lacking in
mention during interviews, with some patrticipants alluding to difficult experiences in this area.
For example, Aurora speaking about not telling her friends about her ifjity: 2 yf & G Sf f
what | choose to say and I think that's fair of me, only because | kind of know how people have
been with me in the past, | didn't wangeeate the same mistake agaiiBonds with others
wereimportant, but generally people spoke more about family than frieunigspite the

importance of friendships during this period of life.

Underlyingpositivebonds was a sense thathershad an understanding on some
level, or at leastmopenness and curiosity2 f S Ny | 62dzi GKS LI NI A OAL

ABI, which helpeth supporingthe participant to progress towards outcomes, or feel they are
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moving forwards. For Aurora, her Mum giving her gentle encouragement helped to push

I dzZN2 N} 2 dzi 2 T like® Kini® ginctiog Witk myl M. &, iy Mum will be
GNBAY3 (2 O2y@AyO0OS YS (2 02YS3 o6dzi L R2y Qi ¢
come. Like me and her have a very good, a very strong conr@ctienK A f a4 't a2 | O
0KIFG K®&NdehazmyWwntin® | yR O2dzZ R NBEO23yAasS gKSy |
K S NEI $hinkfh¥r jusif saying I'm so proud of you for wanting to kiicbone out. And | feel

like for her to be able to acknowledge and see that, it means a lot to me, because not a lot of
people have been able to kind of realise t@br Alice, this was feeling that some teachers
understood her difficulties, shown by ways they supported Mdome of the teachers at school

are amazing at really taking the time to, uhm. So | went on a trip abroad with school and uhm,

one of the teachers spent | think about 20 minutes talking through the trip with me, and exactly
how the plan was going to go, and so teachers can be really really supportive and that's really
helpfuQd® . & KI@Ay3a GSIFOKSNABR GKIFIG ¢SNBE adzLllR2 NI A QD
achieve her goals and accomplish things that were important to her, such as being able to go

on a trip.

Bonds did not just have to be with other peopledzNB NI Q& R23 66K2 KI R
g @0 LINPOARSR Fy AYLRZNIIFY(d SY2dohpnyof B2y Yy SO
Wl yoi ®DWRIBBEAHA |y dzyal AR yl GdzNB G2 | dz2NB NI ¢
dZA GS 2y St @& o Sate MBinjukyl Bd e bukuBnNUthRI2natirallyfor you
1Y26 SY20A2yFf &dzZLR2 NI FyR AG az2dzyRa aArftte o
something. dzi aKSUa OSNE QRN Sogabdhsbed to hfpNEAIDIABE A Sy
Kl @Anpdine® APy THisfcarity$ahd between them helped Aurora in doing things she

would not have otherwise done, such as leaving the house.
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(3) To get to these outcomesneed the right adjustments to live with the consequences of

my injury

Toaccess the outcomes outlined above under (1) and (2), it was conceptualised that
participants needed to be able to manage the more immediate consequences of their injury
as reflected under (3.a.Yhis included physical rehabilitation for being able to walk and
learning how to manage cognitive and behavioural challengesofhiee subtheme (3.b.)
regards psychological adjustment to their injury; for example, being able to talk about their

injury where they had been unable to before, and understandingteire of their injury.

(3.a.) Havingpractical ways to manage and minimise the impact of my injury

All participants spoke about the difficulties they experienced after their injury. This
included strategies that they had and support they had experienced or knew they needed to
be able to progress. For example, ways to manage cognitive challenges sugipag of

family in packing for travelling, or itineraries to ensure preparedness.

This theme felt particularly prominent for Ben, wheemed to convey a desire to help
others, whilst also feeling stuck/hilst Ben had found ways to manage his memory difficulties
& dzO Kpost[-& (i 8V SfepdbBadd® > | YR dzaAy3a 2 KIF Ga! L) G2 YSaa
completed a task, he shared worries about being able to carry these forwards into future goals

of work.

Alice spoke about adapting to ensure she was able to drink enough water (as reflected
in her water bottle as an object for the interview), even when completing tasks to work
G261 NRa 2 0KS Nwva3deairyingia lgt ¢ Sostééd aRdya lotbf bluetack, carrying my
big water bottle around with me is a bit of a pain, so | had the little one in my gocket C 2 NJ

CNBels ¢gK2 all21S lo2dzi GKS AYLRNII yO&Hfarz ¥ NBa



120

amount of acupunctu®@ X ¢ KA OK &aKS | GGNAROdzi SR BydeingSAy3d K.
able to manage these difficulties, it helped participants feel they could move fosmétil

more participatory goals.

Both Martin and Aurora spoke about themdzY Q&4 KSf LAYy 3 GKSY 6AGK
GAGK GNY @SttAy3a (2 SIFAS GKSANI O23yAMMmZS f 21 R
really help uhm packiry ¥ 2 NJ a | NEnAInGEZP I {yARY Mfyl NE & F2 NJ ! dzNB NI
to hermum helping by LI O1 Ay 3 Y& &adzA G0l 4 2 U §tRhebikd ké WK S NJ
packing cubegp Xs8 it's easy for me to, okay, my stuff's in here, my stuff's in there. Uhm, kind
2F SFaAaASNI F2N YS (e@@ing suRporifom thasd clbse ¥olthenShelpedl S y &
them to manage these difficulties where extra pressure may have been felt, supporting them

in achieving their goals of travelling.

The objects linked to this theme weadso symbolic in their meaningsor Freya, part
of adjusting to her injury was understanding that things would take time to change, as well as
0KS AYLRZNIFYyOS 27F 0SANKO2 @S$&Bc@Rin hidsaleddafora LI NJi
Alice, her water bottle being linked to adjustment is an implicit interpretation but was
reflected in her citing this as something she always carries with her due to being vital for
looking after herselivith the consequences of hémjury. This showed that thebjectswere
more than their physical properties and held meaning in their context and emotional weight of
what they represented for participant8y being able to manage their difficulties in this way, it

helped them feel they could move forwards.

(3.b.) Psychologically adjustingp my injury:
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This theme addresses the psychological adjustment the participants had gone through
2NJ 6SNB J2Ay3 GKNRdAdAK Ay NBftFGA2y (G2 GKSANI!
themselves, whether that was directly related to their ABI, or more gelyetfadmselves as a
person (as is common in adolescence). There is some overlap with that captured irr(1.d.)
that the opportunities presented may also help with this process of being able to adjust to
their injury. It was felt that there needed to be ste level of psychological adjustment to their
injury (and strategies to manage the consequences of the ABI), to be able to achieve the
previous themes. However, the outcomes of motivation,-belief, sense of self, and sense of

progression all helped tfurther add to achieving this outcome of adjustment.

A sense of acceptance was conveyed by participants as being part of their journey
postA Yy 2dzNEZ ¢gAGK al NIAY NBET{&0UyYgd Oyyeakl OKOY H
the brain uh as much as you want to instead of having to adapt and overcome uh@@ §eah
{AYAfFINI& FT2NJ WFHO1Z 6K2 NBO2ayve so8 & matkefia A Y LI O
bit and brain injuries sort of alleviated, | guess, and it's still there, but you know, I've learned to
cope with iABjusting to their injuryseemed toihk with (3.a.), in feeling that they have ways

they know they can manage the consequences.

Freya and Ben spoke about the importance of being able to speak about their injury,
which they had not been able to previously. For Freya, it was being able to talk to her family
I YR T NFRedlikaraking about it has helped me a lot because | feel like maybe at first |
kind of like, didn't say much about it, and then it just kind of like, holds your emotions in, you
know.So | think it's really important to like, talk about né®en spoke highly of support he
received from a professional of havihg a LJ- OS (2 alLJSIF {1 Il o2dziit KAy 3
2dza i GdaNYySR Ayid2sz fSdUa 2dzad K @S I OKIFIGd X
| find it hard, | always cried at everythibaving the space to speak about their injury seemed

to help them to adjustandfeelingthat there are safe spaces for them to do so.
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Il dZNBP N> &aL)21S GKNRAAK?2dzi  (ukderstang miySeRIIA B g R & ¢
seemed that she was making progress towards this goal, even though at times it was unclear if
aKS fAY1SR (KA &Ivéknddf EoBe th erersiANGBow RHaNBedditd dd o W
support myself and, kind of what makes me feel better about certain things and so on or what
could trigger off, yeat Q { KS Ff a2 F0ly2¢6tftSRIASR (KIG &aKS Y
KSNESE T (G2 KSNJ LISS NREe | dedrinelyiain vy hapfyAinamy owna 2 { | &
space, | just enjoy my own peace and my own preselfibeay be the age of the injury

contributed to this, as identity development will occur during adolescence and will be

disrupted by experiencing an ABI.
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9. Discussion

9.1. Summary of the results

The study aimed to explore what types of outconYdawith ABI experience as
meaningful, and what they view as being helpful in moving towards those outcdime¥.P
identified the following outcomes as meaningf(d:a.) motivation; (1.b.) recognising that they
have something to give and selbnfidence; (1.c.) a sense of themselves and enjoyment; and
(1.d.) opportunity to see how far they have come since their injNeedingto experience
supportive bonds (2) also emerged as an importauttome, as well asontributing to other
outcomes both practically and emotionallhe following themes capture what helgB move
towards their meaningful outcome§3) adapt to life after brain injuryncluding (3.a.) having
practicalways to manage the consequences of their injanyd (3.b.) being able to
psychologicalladijust to their injury Those under (1) are meanings that can adsggng or
after something but (2) and (3) are meanings/processes that arise in advance and can help
achieve future goals. As per Gagl (2015), outcomes are not easily defined, with the outcome
itself andfactors relevant to achievinigjare not as clearlgeparate and different as one may
think.

Kakonge et al. (2022 apped existing literature regarding adolescent TBI to the Y
shapedmodel (Gracet al., 2009, providingunderstanding regarding identity formation for
this population. The results of this study established that adoles@eta distinctly unique
population compared to adults, with a critical need for socialisation and participation after TBI
and are in a pivotal point of developing their sense of §&lé importance of supportive bonds
(2) in playing a role in identity formatiomd adaptation can be seen in tleeirrent study, for
SEFYLX S | dzNB N} Q& Y 2spekidxinéd vhyfatnydaNtlriighttye Aeedkf& NJ (i 2
socialisation, or for Alice, theupport from teachers helped with participation in a meaningful

context of educationThis aligned with the focus often being on parents/carers and significant
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people in their environment, however there was a notalslek of data relating tpeers in the
currentstudy. Recognition for the young person that they have something to give (1.b.)
supports development of awareness as to how they can relate to the world and engage in
society,anddeveloping a sense of who they are in relation to otherg,,Jackalking about
advocacyMuch of these had a social contekotivations arising from having role models
(1.a.) is likely more prominent in this age gromph development oimetacognition to link
attributes to aspired identity, andouldf A y1{ (2 GKS GARSFfé¢ &St TFTI 0oc
discrepancies of how they can achieve thisense of themselves (1.c.) can be seen to link to
the key developmental phase of adolescence, where opportunities relating to socialisation and
participation help to contribute to an integrated identity. Opportunities to peegression
(1.d.) can help to contribute to updating se#fpresentation.

Domainswithin the ICFCY (WHO, 2007) aligned withving practical ways to manage
and adjust (3.a.)andwith the impact of ABI on body function and activities (Kelly et al., 2019).
Being able to adjust ttheir injury (3.b.)from a psychological perspectiadigred with the
second most common goal of body functions identifiedMpyCarron et al. (2019) for this
population as it included emotional functioning (part of the {C¥ framework) as a
contributor.¢ KS & KAF(d 27F LI NI A O Neftcysingiowhai®mekdni8cO i A @S >
rather than cannotandthe understanding that it is a gradual procegsadaptationlink to the
findings of Mulligan et al. (2023), in learning to accept limits as part of the recovery process
following adolescent TBI and tisérengthsbased approach of theFoRM model (Perkins et
al., 2022)However, what this research brings is the idea that there is a higher level of
outcomes that are experienced agernallymeaningfulfor this group beyond tbse that may
only be reackd once they start to feel thegre adjusting to the more immediate
consequences of their injury.

This current study supports and expands thatNbcCarron et al. (2019First, the

theme of supportive bonds (2llign with the increased emphasis on support and relationships
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as part of environmental factors found during this periocadblescence bualso highlight its
consistency during young adulthodelsychological adjustment (3.myerlapswith emotional
functions, the second most common goal cadel provides further ideas as to what

constitutes this The themes under (1) are not as closely aligned with McCarror(eéal

research angbrovide insight as to why particular domains may have been more prominent
than others. For exampl@roviding ideas as to what individuals may hgeenedfrom the

goals coded against the domain of activities and participation, and why these had the highest
frequency, such as motivation (1.a.) or a sense of themselves (1.c.).

In the context of the challenges of ABI, there can be a log®tifation andfuture
goals.Motivation, aspiration, and hopean be elicitedhrough having positive role models,
who can be someone close or public figyralsowing that it can be the presence of others that
can elicit motivation, as well as an activi§onsidering who the person admires or looks up to
has been used imetaphoric identity mapping used wittoungadults with TBI (Ylvisaker et al.,
2008).This theme highlights that it is natgt an activityor functionbut having hope and
motivations for the futurghat couldbe a meaningful outcome.

The age range included in thisudyencompasses the time whereany key
developmental processes aummdergone but will be disrupted by experiencing an @Brker
et al., 2021Weil & Karelina, 2009Age of injuryisimportant in understanding h@ much of a
sense of self is established versus continuing to be developitldits role in identity being
particularly unique in adolescence, as outlined by Kakonge et al. (Z0#&)was reflected in
what encompassed a sense of gélic.)for participants with Jack, Alice and Freya all
referencing school within this theme, but Martin seemed to express this on a deepebofevel
connecting to his cultural identity ineing able to travelseeinghis familyand connedngwith
the locationitself. Measures such as the Valued Living Questiong@ioenprehension Support
version (VLELCS) (WIng et al., 2024), for use with adults with ABI, considers domains and

values that could be part of a sense of self (1.c.), including spiritualtity has been used to
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evaluate valued living in a group intervention aiming to promote meaningful participation,
psychological wellbeing, and adjustment after ABI (Sathananthan et al., 2025). This could be a
useful avenue to explore within paediatric ABI to capture what codnibS a G2 'y AYRA
sense of self (1.c.).

The outcome oéxperiening opportunities to gauge how far they have come (1.d.)
may be particularly sensitive to the developmental staggeand injury ofthe participantdue
to the cognitive processes involvedinsight The gradual nature of change after ABI is
important, and consideration of ways that this can be captured at all stages to provide
participants with opportunities to see progress that they may otherwise miss. This is where
existing ways to measure outcoméhrough goabased outcomes cape helpful, as this will
often require breaking a goal down into much smaller st&psuring that family, friends, and
others (e.g.professionals and teachers) who have contact and relationships with the
participant were seen as important in also being part of thogportunities, whether that was
supporting them to access it, or being the ones to point out progrEsisaligns with existing
research of the important role of parent support (Savage et al., 200&8)ds and the wider
community (Thompsoet al., 2016) supportive relationships (McCarron et al., 2019), and
others scaffolding opportunities (Perkins et al., 20ZB)jis is less about the outcome, but
more about the importance adhese bonds as a requirement or condition for moving forward
with their participatory goalsThislinksto another principle of the actions and reactions of
othersinfluencingthe young perso@@{L S {agp@r the-FoRM modelyvhichmonitorsand
interpretsthe OK A £ RQ& S E LIS NR SoyitfibSting ta seHecoderd ahBl sensa o gelb.

The current study also extends the domains identifiedMmyCauley et af2 @012)
guidance orrecommenckd outcome measures in paediatric TBI reseakithilstMcCauley et
al. (2012highlightedmeasures relating to family/environment and social role
participation/social competencehe currentfindings emphasise that for theoung persorthe

meaningful outcomesay bewhat is taken from these activities and participation (i.e.
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outcomes under (1) of motivation, sddtlief, sense of self, and ability to see how far they
have come)in addition to the potential role the participation or activity has in supporting
other meaningful outcomes such as supportive relationshipar@)that this can be a
reciprocal process into (IJhis suggests that meaningful outcomes to yloeing persorwith

ABI may be beyond what is currently recommended to be measured in research.

9.2. Strengthsand limitations

The qualitative methodology used was appropriate for addressing the aims of this
NE&SIENDODK Ay SELX2NAY3 YSEyAy3aod we! FEAIYySR ¢
realist, with the reflexive element providing context to how their own experiemsag shape
the research. The additional use of visual data gemticipants another way to communicate
(given possible cognitive and communication challenges) and exprasse¢has providing

more richness to the interviews.

¢CKS FylIfe@dAO LINRPOS&aa gt a Ay RoBaWwihSR o068 (K
with ABI and their perspectives and understanding gained from this. For example, the
researcheimay have notrrived at the theme (1.b.) of recognition that these individuals have
something to give as a meaningful outcome, aod gone beyondhe more immediate, more
G200A2dzaé¢ 02y aSl dzSy OSa Having workeéd Wwithlthése @roupdiitlieNsS R d;

bring their own understanding into the way outcomes have been experienced.

The research question itself is broawaking it challenging tceacha core or more
focused interpretative meaning from the analysis where there is a diversity of outcomes that
may be meaningful to thparticipants.The sample was smaller than would be typical in RTA,
which adds further challenge to identifying core, common meanings that are clearly

transferable Notably, this was a greater sample size of YP with ABI than thaSot RSy NRA 2 | m
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Kikkertet al. (2023 and only gathered data from the YRidresearch has identified some
common and meaningful themes, which are still relevant to considering how outcomes can be

thought of and captured in this population.

The diversity of participants is a limitatiofilice wasunder6-months-old at the time
of her injurymaking considering injury severity via the Glasgow Outcome Scale (GCS)
(Teasdale, 1974) with the information availadifficult anddetermining the impact on her
development. She has grown up with the consequences of ABI, rather than these suddenly
appearing after a longer period of development like the other participants. However, the
overall diversity of participants can contribuie transferability and, whilst this could have
presented a challenge to reach a coherent analysis, is reinforced by teenme of at least
one code from every participant in each theme conceptualisation, with a clear audit trail
presented by the researcher (see Chapter 5) a{pgry O2 f y | y@Rkepaitérinfara o mdy
trustworthiness in qualitative researaklating to dependabilityFour out of the six
participants had an ABI that was not TBI, which is a strength given the focus on TBI within the

literature.

There were additional characteristics not captured, such as ethnicity, socioeconomic
status, and religion that may have provided important contextual information and influenced
LI NHAOALI yG&AQ LISNDSLIIAZYE 2F oKlTheraisk $& LISNDS
potential transferability of these findings to the wider population of young pewopte ABI,
YR FGdGSYLWia YIFERS G2 0S5 waGyfismabiity @SpetiinoinO02 y i SE
and Gubal986) g & F RKSNBR (2 {KNRxisdaryihit ®askdpta S+ NOKSN

throughout the process, and regular discussions with FG and GC.

Results shoulde taken tentatively, especially given the more complex themes within

(1), with further research in this area warrantélthere werepotential power dynamics
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experienced by participants as interacting with a Trainee Clinical Psychologist, who some
perceived as working within the service (which was inaccurate at the time of interviews),
whichmay have influenced their responses and what they brougbtvever, by asking
participants to bring objects/photographs, it was hoped participants felt they had more say in
leading the interviews and were able to bring their experiences of meaningful outcomes. Using
photo elicitation as part of research with tipspulationwould be helpful to include in future

research.

9.3. Clinical implications

This research provides challenges to existing literature regarding outcomes in
paediatric neurorehabilitation settings. It suggests that, whilst often professionals turn to
objective activity or functiorbased goals (e.goeing able to walk again), whabme YP with
ABI may experiencas meaningfubutcomes areon a deeper, higher level than this,
particularly after time has passed from managing the more immediate consequences of the
ABIl.Some of the themes could, psychologically speaking, be consideredfplae process to
reach outcomes, such as motivation. However, this research suggests that, from the young
LISNE2Y Q& LJ2 Ay doul@ ean @utcBnge>Thdiefote (in cankidedng outcomes and
helpingto get there, we should think of this less lineaiyhilst focusing on the more
immediate consequences and managing ongoing impact of ABI remains a very important
outcome (as identified under (3)), there are outcomes beyond these that may be experienced
as meaningfulln addition to commonly appl@ICFCY areas of outcome measurement, the
findings suggest thaheanings arise for a young person whilst doing a task or activity across
four domainsmotivationand gaining hopél.a.) having selfworth/seltbelief(1.b.)

participation in things that bring a senseidéntity (1.c.) andexperiencing a sense of progress



130

(1.d.)are important in clinical practic&o, it is important to not only measure what the young
person is doing differently or more of in an objective sense, but to also capture the
experience/meaning of this.

Needing to experience supportive bonds with oth&¥highlights the importance in
rehabilitation services to support the whole family, and others involved in supporting the
young personOne might therefore argue that in neurorehabilitation we should be measuring
0KS Wo2yRaQ &2dz/3 LIS2 LY S DrawisgSipoiEeolodical KyStdémis) G 2 Y
theory (Bronfenbrenner, 197%9yould be useful to consider areas where bonds may exist or
couldbe developed.

Motivation for the future (1.a.) being identified as an outcome can be linked with
concepts within Cognitive Behavioural Therapproaches to depressioBrief Behavioural
Activation (BBA) has been developed for use with adolescents with depreBsiss &

Reynolds, 2021 which includes the YP rating achievement, closeness, enjoyment, and
importance; all of these being concepts suggested by the present study to be meaningful
outcomes for YP with ABI, with importance linking to a sense of self (1.c.haBBidicated

positive results fodepression iradolescents wittABIo h Q. NA Sy MdiivatiofisdoBild H 1 H p 0
be arguably captured within existing meassr(e.g., those relating to Depressiamywever

these measures often measure the loss of motivation and link this to a depressive episode. For
YP with ABI it may be more abaxperiencing a gain of motivation as an internal experience

as a responst somethingwhich will likely incorporatéopefulnesssenseof progression
andsources of inspiratioritherefore,measuring when an increase in motivation is noticed, or
activities that help someone feel more motivated would be more helpful in neuroreretinlit
contexts.

For the individual tdecognise that they haveelfworth/self-belief (1.b.)can be linked
to modelsof selfesteem (Fennelll997) as well as identitynodelsused within

neurorehabilitation(Perkins et al., 2022This area would likely overlap with the other
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outcome ofprogression(1.d.), as it could contribute to their sditlief. It may be helpful to
consider usef measures of selésteemin paediatricneurorehabilitation and measuring
experiences of feeling valued by others

Given that YP in this study identified the importance of positive emotional states, it
may be fruitful toconsider the applicability of positive psychology frameworks for
understanding and measuring outcomes. For exampleearchfor positive psychotherapy for
adults with ABI has found feasibility for those also with emotional distress (Cullen et al., 2015),
and a qualitativeserviceevaluationsuggess positive wellbeing outcome@ ulip et al., 2020
Thereare someoverlaps irthemes of this studyvith aspects of wellbeinm{ St A 3Yl y Q& 6 H
PERMA modeboth emphasising the importance of positive relationships, positive emotions,
meaning, and accomplishmeriiowever, this research provides elaboration on these areas,
such as wht positive emotions may be (e.g., motivation, dadlief, enjoyment)This may be a
usefulavenue to explore in community neurorehabilitation settings with this paediatric
population.

The current study indicates the usefulness of visual methods to help identify what
might be meaningful to a young personneurorehabilitation setting3//hilst only one
participant did not submit any photographs or objects, they showed the interviewer parts of
the room that would have represented visual dafdl. otherparticipantswere able tobring
objects/photographghat providedopportunities for them to share what theexperience®f

a meaningful outcome was

9.4. Future research

Researchshouldcontinue to seek the voices of Yilsemore diverse populations,
gather more information to characterise social contart impact of passing of tinte aid

transferability, and use samples from settings that reflect more diverse service access options.
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This research shows that, despite potential communication difficulties, research can still be
conducted, andi KA & eW® atrildQperiences can still be capturiédvould be helpful to
explore whether the meaningful outcomes captured under (1) resonate with this popujation
and methods for how those working within neurorehabilitation settings can capture these.
Further exploration should explore what existing measw@aesutlined byMcCauley et al.
(2012)may be valid and reliable for assessing theaarglentified from the research and if
these do not exist, then research could be undertaken to develop new measures. Concepts

from positive psychology may be helpful as a theoretical framework to undertake this.
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Chapter 5: Extended methodology f@mpirical paper

Additional information ordesign researcher positiomnd reflexivity participants, procedurge
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Extended methodology

Design:

A gualitative design was employed due to the research question looking at meaning
andthe researcher viemwgwhat is meaningful to young people as something that is socially
02y aiNHzOGSR YR RSLISYyRSyid 2y O2yGSEGzT |f2y3a
changes to the functioning of the body. Therefore, a realist ontology was appropriate for
consicering the concrete consequencesAdquired Brain InjurfAB) on functioning and the
concrete behaviours that might be achieved as the outcomelodbilitation. The meaning
making and what is important to young people is socially constructed. Together, these
warranted a critical realist approach blending realist ontology emttextualistepistemology.
The researcher considered themselves, as defined by Braun & Clarke (2013), a critical realist in

terms of their ontology, and contextualist for their epistemology

ReflexiveThematicAnalysis(RTA) was applied through a contextualist I&BA was
chosen for several reasor8rstly, it is recommended for those new to qualitative research
(Braun & Clark, 2021a) which the researcher.v#&sondy, the general time constraints to
conduct the researchrhirdly,it was felt to be the most appropriate method to ensure that
LI NOHAOALI yiaQ @2A0Sa ¢2dd R 6S KSIFENR FyR O2ya
discourse analysis may haleen helpfu) given the focus is often on the use of language
practice (Braun & Clarke, 201 8)is can focus on whether people are empowered or
disempoweed by thar narrativesor discoursesather than on experiencesr views of a
phenomenaThis wouldalsonot align with the population that were being used in the
research as, for example, they may have communication difficulties that would affect use of
language, in addition the research questions are not orientated to the effects of language
(Braun & Clarke2021a)lInterpretative Phenomenologicafnalysis(IPA) was considered due to

the research question around meaning makaumtextsfor the group,however,was excluded
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partly due to the suggestion around focusing on language use (Smith et al.,&0D9)ssible
communication difficulties or deficits. As a contextualist, the researcher felt that some truth
could be accessed through themes that RTA would generate across the dataset and be applied
clinically to research and clinigadactice butnot looking in so much depth on the individual
basis that IPAvould isolate individuad and potentially make this harder to evidence
transferability. Using RTA enabld#thared meamig-based theme§Braun & Clarke, 2021a, pg
42) to be generated and thus contribute to its transferability. Also, as a critical realist, the
stance that our socigultural contexts shape our experiences and by using RTA this enables
higher recruitment numbers and it wasped to reflect more diversity; whereas IPA is
typicallyusedwith small sample(Brocki & Wearden, 20Q0&nd would be more time

consuming within the realistic time constraints of the project. Grounded Theory was excluded
as the researcherid not intend to develop a grounded theory from the reseaartu

considering the time limitations of the project.

Given the possible cognitive and communication barriers to collecting interview data
with this group, photo elicitation was usedhoto elicitation has been referred to as
WHutodrivingRand theYoung PersonYP or carer uses a camera to take pictures relevant to the
.t 04 SELISNASYOS: IyR (GKS&S GKSYy F2NX | o6l ara
(Epstein et al., 2006Rudies looking at experiences of chronically ill children (Clark, 1999)
used this methodParticipants were able to bring an eloj/item instead or in addition to
photographs as these may hold more significance or importance to tféerefore this
research was able to include those who may have communication barriers that would

otherwise prevent them from partaking nesearch and offexd a way to capturevarious

aspectf meaning.

Researcher Position and Reflexivity
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The researcher chose this topic primarily from their clinical experiences in using
outcome measures and goal setting, as well as a passion for working with young people. The
researcher previously worked &Talking Therapieservice whereby outcome measures were
heavily relied upon, but often not reflective of what a patient felt was a positive outcome or

capturing their difficulties accurately and was felt by the researcher to be quite reductionist.

In application to this research, the researcher viewed there being a common reality
shared in the biological and neurological impact of an ABI and related symptoms. However, the
meaning of these to the YP and related meanings of what they may strive tewattbpe for
in terms of outcomes will vary according to various aspects of social and cultural contexts. The
researcher felt that the existing questionnaires that aim to capture outcomes are reflecting a
single truth; one that has been generated by wttet questionnaire measures but not
necessarily shared by all that use them as we all have different contexts from which we may
GASG 2dzi02YSd 2KAfad (GKS dzasS 2F 32rKfta Yl &
FILOG2NAR GKIF G Y lhasnotfBlly seflecteéSg, clinic@rainflulentHzir that goals

are not realised at the time they are set.

Participants:

Inclusion criteriavere chosen to allow time for support to be offered to the YP and
their family and ensure there likbeen time for adjustment to their injuryBeing able to take a
retrospective accountvas hoped to lead to richer data and minimise distr&dimicians within
the NHS servicavere aware otriteriabefore passing on information regarding the research,
and the lead researcher [®monitored forany indicators o€oncernduring initial

conversations before participaticend duringthe interview itself
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Ly G4KS NBaSIHNOKSNDa LRardgrazy Fa I ONRGAOL
would unlikely ever be reached regardless of the sample ¥ihdlst the project aimed to
recruit up to between 812 participantsdue to difficulties with recruitmentsixparticipants

were recruitedoverall.

Recruitment was challenging for this studie process of applying and receiving
approval from the NHS Research Ethics Committee (REC) was very time consuming and difficult
to meet all their requirements, including for Patient and Public Involvement (PPI). This resulted
in delays in being able tstart recruitment.Due to the specifications of inclusion criteria for
participants, this meant that the primary sources to recruit from were a community NHS
service and charities for ABI. Recruiting from NHSaEs\presented its own challenges in
relation to the requirements of NHS REC; esitd had to have Principal Investigator (PI)
which could not be the researcher B FurtherNHSsitesand other avenues (e.g., social
media groupsyvere considered, but due to the major amendments that would need to be
submitted and requirements for a P, this was agreed betweé&mail FG to be too time
consuming to action and wait for outcome within the timeframe available for the thesis, and
that proactive efforts woulde better spent with the existing teams that were involved and
approved with the NHS RB®hilst capturing the voice gfoung peoplevith ABI is important,
it may be that due to this being a niche population within the N&#§,future research with
this group within the context of a DClinPsy time frame should ensure there are well
establishedexisting links to multiple teams that can support further reseachhatany NHS

REC approval is able to be sought in a timely manner.

Despite initial enthusiasm and agreement to support the stutigrities were also
challenging to obtain responses froeyen when only enquiring as to whether they could
support with recruitment and/or PPI. This resulted in only two branches of charities being able

to support recruitmentEachindividual branctsite of a charityhad to sign a Participant
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Identification Centre (PIC) agreement (14 pages long), which, despite many attempts with all
to follow up, would receive no responsEhis may have been for many reasansjuding that
some charitieglid not have staff in post at the time who could review and facilitate support
with recruitment It may be that pursuing the ethics to undertake this research via NHS REC
resulted in too much demand and/or paperwork for charities to be able to support. This could
alsoreflectthe current context of the high ats to runcharities;therefore, they have less staff
available tomeet existing demand ange able to support with external endeavours.

Implications of thisare reflected upon further in Chapter 6.

Procedure

Recruitmentand debrief

Please refer to Appendi? for further informationregarding recruitment and the
interview processRecruitment primarily took place within NHS services and charities. Upon
ethical approval, Mshared an infographic and poster (Appendig8snd 14, respectively)
about the study with both NHS and charity sites. Consent to share contact details with the

researcher can be found in Append&x

Different information sheets were available for participants, see Appet@ifgar
young person, Appendik7 for easy read, and Appendl8 for carer. Further information was
provided regarding photo elicitation to participants, see Apperd@ifor easy read photo
elicitation and object information sheet, Append@ for photo elicitation and object
information sheet, and AppendBd for an example from Hanson et al. (2023). Consent forms
were sent ahead of the interview (Append for assent form for under 16, Appendi8 for
easy read, Appendi24 for 16 and over, and Append26 for the carer giving consent on behalf

of the YP (under 16)Participants were givea copy of the debrief sheet at the end of the
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interview (Appendix6) and sent via email where consent was provided. This included
AYVF2NXYIFGA2Y NBIFNRAYI SYSNHSyOeé ydzYoSNAR | yR
where applicable. The researcher had a point of contact such as the participants €are co
ordinator orclinician (if recruited via NHS services) to report any concerns to, and any

O2yOSNYya ¢6SNBE NBLRZNISR (G2 U0UKS NBaSkNODKSNRa

QX

was taken immediately.

Informing participants of the study results:

Upon completion of the analysis and write up of the study, participants received
feedback regarding the results of the study. As part of the consent form, there was an option
for participants to opt in to receiving a summary of the results via email. Grafgons

involved in recruitment were also provided with the results of the study.

Patient and Publidnvolvement(PP):

¢KS NBaSIFNOK G2LAO AdasSt¥ KIR INARaSy oSOl
LIS2 L)X SQa O2YYdzyAdGe ySdINBPNBKFIoAfAGFEGAZ2Y aSNDA
proactively pursued for this research. Clinicians who worked in services with the @articip

group reviewed the patient facing documents and provided input

Young people thafell into the age range of the participant group reviewed the
participant facing documents, as well as a parent/carer who reviewed the parent/carer
documents. Although these young people did not have a brain injuryY&head a diagnosis of
5848fSEALF YR FYy2GKSNI 2F 526y Q8 {&8yRNRYS® hyS
keep one participant information sheet for all ages rather than separating them into an under

16 and over 16 version. Much of the suggested changeslved aroundhe language used on
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the forms being accessible to young people and presenting the procedure in steps to make it

clearer and more concise

Ethical Issues

Informed consent and right to withdraw:

If the YP was under 16 years old, they were involved with the information provided
and stillprovidedassent. Any questiorfsom the individual(s) providing conséRtssentwere
answered prior to providing informed consent/assent, and they were made aware of the right
to withdraw and how to communicate this to the researcher if neededias ensured that
participants were aware that their participation would not affect the services that they were or

may receive.

Benefits to taking part:

People may have felt that taking parowld have an indirect benefit in that the person

might value contributing to research that might in turn lead to improvements in practice

All participants that took part in the interview received a £10 love2shop voucher at the
end of the interview. It was plannddr this tostill be givenf the participant withdrewduring
the interview itself to ensure they did not feel coerced into continuing if they felt

uncomfortable.

Duty of careand safeguarding the participant

It was possible that talking about important or meaningful outcomes following an ABI
may have evoked distress for participants. The interview was monitored in casenbeze

any nonverbal indications that the YP was not comfortable with the situation, such as
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withdrawal, loss of eye contact, or fidgeting. The researchdd (Mas an experienced mental
health professional with both adults and children. If any distress arose through verbal-or non
verbal indications, the researcher used their skills to respond appropriately. They consulted
the participant as to how they wish faroceed. The choice was offered whether to continue,
take a break, or stop. If at the end of the interview, there were still concerns regarding the
wellbeing of the participant, then the reaecher signposted them to relevant helplines
(included on debrieform, AppendiX26), and informed theNHSservice they were recruited
from if applicable Participants were informed regarding this duty of care and situations in
which confidentiality would need to be breached prior to providing consent. Any concerns
were shared with the participant and wherever possible kept them involved in any decision
making. This occurred with two individuals during the interview process, and with theQ &
consent, the esearcher contacted theNHSserviceandreceived confirmation thathis would

be followedup. Theresearchemlso consulted their primary supervisor (F@ith whom

regular supervision took place. F&d over twenty years of experience with both adult and

child ABI and doing research on emotive topics with these groups

Safeguarding the researcher:

To address risks related to lone working if interviews were conducted in someone's
home, the university lone working policy was followed, with another member of the research
team informed of appointmendetailsand exchanging messages once the appointment was
O2YLX SGS® ¢KS NBaSFNOKSNI RAR y2i SydiSNI (GKS
unsafe, or if the participant was not home. The researcher would leave the situation
immediately if they felt unconairtable or unsafe and communicate this sengty with

participants. The researcher also asked for any pets to be placed in another room.
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To address the possible emotional impact of the interviews, regular reflection took

place within thér reflexive diary and research supervision

Anonymisation and confidentiality:

Participants were informed about the way in which their data would be used prior to
gaining consent. Direct quotes from interviews will be used in dissemination of research
findings (journal articles, conference presentations) with no link to person fikdvig
information to retain anonymityand confidentiality Within the process of taking part in the
research, participants were informed that confidentiality of their information would be
breached if there are any concerns that required action regardafegsiarding and/or their

wellbeing, and wherever possible they were involved in any decision making.

Participantpseudonymswvere assigned as soon as possible to ensure anonymisation of
data. Real names were omitted from any transcriptions and replaced with their pseudonym in

the write up.

All efforts were made to keep the information confidential to the research team. All
information was stored electronically on a secure, password protected encrypted UEA
OneDrive where it was accessible only to the members of the research team. Identifiable
participant contact information, consent forms, and audio recordings of interviews prior to
transcription were stored separately to anonymised research data. The audio recorded
interviews were transcribed and anonymised using participant IDs and bynglspecific

potentially identifying information.

Data governance:

Personal information that was accessed and collected about participaagas

minimal as possibledll information was stored electronically on secure, password protected



151

encrypteduniversityOneDrive where it was accessible only to members of the research team.
Personal data that was collected with consent from participants for participants were: Name,
telephone number(s), email address(es), and home address of any participants. Identifiable
participant contact information, consent forms, and audio recordings of interviews prior to
transcription were stored separately to anonymised research data. Once the interviews were
transcribed and anonymised, recordings were deletédrd copies of any forms were

transported in a sealed envelope and at the researcher’s earliest convenience taken to UEA
where they were stored in a locked filing cabinet at UEA, and scanned and uploaded to the
secure UEA system, and once completed thelltapies were destroyed within confidential
waste. The complete electronic record of the project, consent forms and anonymized data are
stored for a minimum of 10 years following publication in keeping with UEA data management

policy.These were given tde university supervisor who will become the gated custodian.

Data analysis

The data being analysed comprised of the anonymised interview transcripts alongside
retainedphotographsrom the participantsfor reference or additional context to the
interview content. It was planned for if there were participants wiaal communication
difficulties andrequired use othe prompts on thesemistructuredscheduleand/or did not
bring photographs/objectghe data would be initially analysed separately due to the
differences in intervievand thenpooled together once analysed into them@his was not
required the only participant who did not directly bring objects/photograpgesturedto

things in the room and did not require prompts from the alternative schedule.

PolytextualThematicAnalysisfor VisualData (PTAVD{Gleeson, 202, 2020) has been

dza SR Ay NBaSINDK Ay 6KAOK LIK2G23INF LKA I NB

LJI
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behavioural changes during weight loss maintenance (LoZafi@tegui et al., 2020) and use

of social media when living with and beyond breast cancer (Ure et al., 2020).

Thefirst PTAVQvas concluded following the completion of tReflexiveThematic
Analysis RTA, but efforts were made to analyse photographs availatdecurrently with the
RTAWhenthe datawasre-analysed, analysid the retainedphotographsandobjectswas
started prior to revisiting theRTAAs per Gleeson (2020}is involved looking at the images
repeatedly and in different orders, making notes of reflections along the esyats in
Appendix27), and generating proto themes. This was undertaken alongside extracts from the
AYOGSNIBASG (GKIFIG NBEFTGSR RANBOGE @ (2 LI NIOAOALN
themes were explored with FG, with reviews of enailablephotographs and descriptions
revised. RTA was thaindertaken, with themes reviewed and finalised for PTAVD as reported
in the empirical paper. It was felt helpful to have undertaken most of the PTAVD prior to RTA

on this occasion, ttegrate the findings more closely

As per the empirical paper, interviews were analysed using the six steps of RTA, as
described by Braun & Clarke (2022), moving backwards and forwards between steps
throughout the analytic procesaductively Elaboration is provided here of the second round

of analysis that was undertaken, with reflections of the researché) i(MAppendix 3.

Sep (1)wasundertakenby rereading (with photographs where available alongside)
and noting reflections for each transcript. Theeturningto step (2), reviewing the previous
codes and adding new codes where appropri&e@m this point onwards, Microsoft Word
was used to code the transcripts using the comment function, and Excel used when this was
felt to be completed. This was felt to be the most efficient methodtier researchergnsuing
there wasa reliable way to track progress and provide transpare@ogdes were gemally

generated in a semantic way, althoutjtere was aconscious effort talsocode latently. This
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involved moving to stage (3) and back to (2) repeatedly. The researcher then gernszateal
organising concept ideas for the codésmoving towards step (4¥entral organising concept
ideas weregrouped together into potential themes. In moving between steps (4) andh@e
were multiple visual thematic mapdrawn. After further discussion with FG and GC, the
researcher moved to (6), with some brief movement back to (5) in refining the names of the
themes and what they encompasse&tlparticular leening point forthe researchein the

theme generation was that it is okay to let goooides andot needing to include every code

in the analysis.

The reflective diary was added to throughout, including through the analytic process.
For example, within a later reflective entry, given Ben was a later participant interviéieed,
researcherconceptualised it may be having to address these consequences first are needed to
address barriers that may be preventing him from fully accessing the outcthreggientified
above.Theresearcher f 82 y23G SR (KS Qlesing injirgdeds reglly OG 2 NJ (i F
importanther€@d> | & . Sy KI R &ehktl§ ouhoftRedritEipant& & wllzasial an NS
older age. For Ben, he knew he wanted supportwWith @ YSY2NE FyR Y& ¢SA3l
things that since the surgery has scored me on the most at the minute. Everything else I've

overcom® YR &KFINBR RAFTFAOdAA 6ASa KS KIR gAGK |

SeeAppendix29for an example of a transcript with codiagd process imagdsom

the first RTA, and examples from each stage of the second RTA as described above
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Chapter 6: Discussion and critical evaluation
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Introduction

This chapter will summarissnd bring togethethe findingsfrom the Systematic
Review (SR) and Empirical Research Paper, {ERM)ations for theory and practiceandthe
strengthsand limitationsof the thesis It will then move tosuggestions for future researcand

end withreflections from the researchemnd an overall conclusion

Overall, this thesis aimed to explore whétungPeople (YP)experience and perceive
to be meaningful and important following atquiredBrain Injury (ABI)during the challenging
phase of adolescent development into early adultho®dtle SR sought to produce a thematic
synthesis on what the changing experiences are for adolescents and young adults with an ABI
over time postinjury. TheERP sought to explore what types of outcomes young people with
ABI experience as meaningful, and what they view as being helpful in moving towards these

outcomes by using semrstructured interviews and photo elicitation.

The rationale for these two pieces of work arose due to gaps within the literature.
There is a concerning absence of research with the perspectivg®with ABI, with there
often being a focus on the parerdsNJ LINP TS @AY E6aQ2F (G(KS @2dz/ 3
experiences when considering decisions regarding outcome measures, use of goal setting, and
general neurorehabilitation outcomes. For the $Rilst there is a growing body of research
using qualitative methods to explore the experienceaddlescentandyoungadults with an
ABI, this work has not been systematically identified, critically reviewed and synthesised to
help us understand what the cumulative evidence base@ éhdzy 3 Lderiedices @is
us about their developmental changes in the context of, A8they move into adulthoodThe
ERP aimed taskthis population directly as to what they perceive to be meaningful and

important outcomes following ABI.
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Within the SR, five major themes where change is experiencéaehyoung person

over time postABI were identified, outlined below in Tal@ie

Table6: Summary of themes and subthemes identified within 8
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In exploring what'Pwith ABI experience as meaningful outcomes, and what helps to

move towards them, serstructuredinterviewsand photo elicitationwas conducted wittsix

YPwith ABI. Three main themes weidentified, assummarisedn Table7:

Table7: Summary oERRonstructed themes fomeaningful outcomes
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690%d 3IASG (2 090ldl @NOY I LINY Os
2dz6 02 YSEXSL YIFIYl3IS YR YAYA
NAIKG | R2dzA 2F YT Ay SadzNB PO
GAGK GKS O2taelOKz2ft23A0Iffe
2F Y& AyadzN.AyadNE

Overlap can be seen both the SR and ERWith the ERP expanding ideas of
meaningful outcomes foyP with ABlimportance of relationships with others was highlighted,
and a significant source of consistency in the context of challenges and ch@ing&RP
directly looks at these as supporting progression towards meaningful outcomes, whereas the
SR considers tise as bonds that grow over time with family. The SR also considevanyiag
dimensions of experiences with friendshignsd peers, feeling more different to others, as well
as positive and negative experiences of friendships. Both the ERP and SR caljisstiereat
to ABI a continuous processith themes relating to adapting to life after ABI (E3) both in
relation to direct consequences (E3.a.) and psychological adjustment (E3.b.) in the ERP. The SR
identified a theme relating to experiences of adapting and adjusting in relation to
independene (S4.a.) and general functioning over time (S4.b.). Independence also arose as
part of the ERP, as an area that helped bring participants a sense of themselves (E1.c.). The SR
findings have more emphasis erperience ofpeers and friendships, whereas the ERP
emphasises the importance of internal experiences for YP with ABI as part of meaningful
outcomes Whilst the SR considers changing experiences over time, which may tie into
outcomes for participants, the ERIRectly addresses what YP with ABI perceive to be
meaningful outcomes, expanding upon and adding new ideas to th©®&HRall, both highlight
the importance of relationships in supporting adjustment and a sense of healing after ABI, as

well as providing praatal support against a backdrop of changes and challenges.

Relationship to existing research
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I y2@St FAYRAYy3I 2F GKS {w ¢la GKIG AYRAG]
over time,highlighting how YP may be vulnerable to later negative psychosocial outcomes
over time.lt has been suggested thahe in four YP with TBkperience social impairments
that can persist for at least two yeangichalso related to risk factors of pfi@jury social
difficulties and family, such as parental mental health and fund@#orderson et al., 203,
with postinjury family environment being a determingof longterm social outcomes (Ryan
et al., 2015)This is important to consider in models of adjustment paBl, particularly given
the influence of social suppofincluding the role of positive relationships, reflective of
supportive bonds (E2) selfconcept (Kakonge et al., 202Zhere is also the crucial context
that education has in this trajectory fotPwith ABI that intertwines with other factors such as
friendships, as well as the important scaffolding role adults can play. Overall, thegBraf
the SR highlight the importance of monitoring social participation and psychosocial outcomes

given the potential vulnerabilities over time

The results of the ERP both support and extend existing literature. The need for
supportive bonds (E2) as part of the mechanism to achieve meaningful outésoagsured in
existing models such as th&bRM (Perkins et al., 2022) in referencing adults as scaffolding,
however, extends this by addressing other outcomes beyond identity development and
including friendships with others (including pets) as part @jpsutive bondsMotivated
participation to enter theadaptationcyclein the FFoRMprecedes the activity, whereas in the
ERP the experience of motivation (El.a.) comes from a meaning that can arise during an
activity or other sourceslhis presents a novel idéi@m the ERPwith motivations (El.a.) as a
meaningful outcometself, includingthroughrole models, career aspirations, and hopéis
adds to the work of Ylvisaker et al. (2008), whereby considé¢nioge who help bring
Y2UAQLGA2Y (G2 Y208 T2NBF NRa O2dzZ R O2y dNAO6dzi §
aSt @SaQ umyhis prdiddsd iy Bontribute to a meaningful outcome for gnup

andwould be useful to explore in future research. Opportunities to gauge how far they have
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come from the time of their ABI (E1.d.) is also a novel idea of a potentially meaningful
outcome, withsome resemblance to findings by Smith et al. (2019), finding that adult stroke
survivors could move between positive and negative trajectories of emotional adjustment
throughout time. The ERP also adlds idea that meaningful outcomes can be accessed from
the internal experiencebecauseof an activity or participatioprather than an externalised

functional or behavioural outcome

The findings align, and extend, previous research focused on the goals of children with
ABI. McCarron et al. (2019) sought to understand the goals of YP with ABI in a community
setting by mapping them onto thimternational Classification of Functioning, Disability, and
Health: Children & Youth Versial€FCY (World Health Organization, 200¥Yhilst this
indicated which domains were most important to participants, this thesis highlights that it is
what is experienced because of these that may make thexanimgful. McCarron et al. (2019)
found the most common goal domaimasactivities and participationwhichincludedgoals
coded undeischool educatiorand recreation and leisure. School veasommon context for
participants to experience supportive bond®), a sense of achievement contributing to self
belief EL.b.) and support and coping (S5.Recreation and leisure could beinging
participants a sense of themselves and enjoymé&itd.) opportunities to see how far they
have comell.d.)and for social connections (SThe importance of supportive bonds (E2)
also aligned with the increasing emphasis on environmental factor goals which included
support and relationships as participants progressed through adolescveeall, this
provides a deeper insight into the different meaningful outcomes that may intécamake

the goals identified by McCarron et al. (2019) meaningful.

Strengths and limitations of this thesis
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The limitations of the SR only including papers available in English, alongside a
tendency for certain demographics to be more represented in research, and the small and not
especially diverse sample in the ERP mean that the conclusions of the thesisstrained to
certain groups, limiting transferabilit{zor example mportant data relating to culture,
spirituality, and/or ethnicitymay have beemissedResearclkK & AY RAOF GSR |y Ay
subjective feeling of connectedness to a higher power mtedi functional outcome and
subjective experience of distress following TBI in adults (WalBemine et al., 2011) and that
spirituality may help individuals form health pesjury identities following TBI (Versace et al.,
2023).Therefore, whilst this thesis provides insight into the potential experiences over time
and of meaningful outcomes for some of this population, caution should be taken in applying
this more widely, with further research with more diverse groups to exptloese ideas

needed.

A limitation of this thesis is that there is a degree of uncertainty regarding the nature
or severity of the ABI, fazxample the presence of ABI very early in development and possible
mild TBI (mTBI) of another participant in the ERP, and the lack of specificity regarding severity
of TBI in some included studies of the BRerefore, we should be cautious about the findings,
particularly those that are tied more closely to specific ages, such as the more novel ideas
presented of feeling different to othemas time progresses for those who are older (S1.a), and
the themes highlighted under (E1) which are less explicitly present in the liter&taveever,
there are indications that those with mTBI still have difficulti®geriencing a concussi@s a
teenagerislinked to being more vulnerable to having persistent symptoms (lverson et al.,
2017) and mTBI accounting for 90% of TBI (Bielanin et al., 2824ably,concussions and
mTBlare often used interchangeably within ABI literatufEhus the findings are still of value
in providing new insights to potential meaningful outcomes and changing experiences over

time. Though here is extensive research regarding concussion and mTBI that warrants
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research within its own right and could be a future area for research to consider what

meaningful outcomes arspecificallyto this group.

The novel use of photo elicitation in combination with sestmiictured interviews
within the ERP is strength Whilst a disadvantage posed is that photographs participants
brought may not have adequately represented the phenomenon being reseaf@ikd2024)
AAPSY GKS NBaSINOKSNRa LRaAiAdAazy Fa I ONRGAO!I
brought the photographs is important and grounded within their own context. Use of
photographs provided rich data use alongside verbal data andlped provide a starting
point which hopefully helped participants feel more comfortable and jpeessured
particularlygiven commorcognitive and speech difficultiésllowing ABI Because the
photographs were chosen by the participants themselves, these likely represented their own
values (Church & Quilter, 2021)sing a combination of photo elicitation and sestriuctured
interviews is undeuwtilised, with limited recent research at present using such methods (e.g.,
Dean et al., 2025; Guest et al., H)ZThe ERP provides some feasibility of this approach within

paediatric ABI research.

This thesis had a critical realist orientation which helped the researcher to orientate to
context. The context was important to thgoungperson but also to the researcher, as they
were relying on their own contextncluding over ten years working in the NKtSjnake sense
of theirs and theyoung persod SELISNA Sy O0S&a Ay GKS NB&aSIH NOKO®
researcher to be aware of their own personal motivations for undertaking this research
alongside ensuring they were reflexive and not ewemisinterpretingthe findings.
Particularly in the ERP, the reflexive aspect of the methodology was helped with achieving a
degree of transparency and selivareness of what was brought to the analytic progess
contributing to confirmability if A y 02 f y | y@RfraDelzork Thé use afl RTA

combined with photo elicitation provided an alternative way for participants to communicate
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that did not purely rely on language. There is limitation to the extent and diversity of contexts
covered within this research, and therefore there is need for wider research with less well
represented and more diverse groups to extend the currentundgi®ah y 3 2 F G KS WTFS

of change andneaningfuloutcomes in ABI foYR

Theoretical and clinical implications

Adolescence is seen as a pivotal time for identity formatimich will be interrupted
after experiencing an ABI (Kakonge, 2022).J y 2 Q& 0 stages of Wenfith y S NJ
development specifically spans the ages o10years, with emphasis on the role of peer
relationships and a stable sense of identity and independence forming aroud $&ars.
Peer interactionsare importantin adolescence (Dykas et al., 2008ith YP tendingo turn
towards peer relationships to make sense of identity changes (Gteahal., 2022)The SR
highlighted experiences that will likely contribute to this from experiences of peer
relationships, both positive and negativa.addition, experiences in relation to peer
relationships were identified deeling more different to others over time (S1.arjd feeling
left behind (S1.b.which could contribute to a negative sense of self antkptially disrupt
the time up to and during a stable sense of identity developm&here were also positive
experiences and outcomes idefidid of good friends and new friendships (S1.f.), positive
supportive bonds with family and others (S2; E2), and opportunities to experience a sense of
themselves (El.c.) and to gauge how far they have come (E1.d.), which could all contribute to
more positve identity narratives.In typically developing adolescentsctal relationshipsre
indicated to havea longitudinal impact on sefisteem (Harris & Orth, 2020)ith
bidirectionally predictive interactions between individual vulnerabilities, includingestdfem,
YR LISSNJI NBflFiA2yaKALIAY gA0GK LISSNI NBfFliA2yak
health issues (Lin & Guo, 2024). The experiences highligihted SR and ERP indicate that

this group are likely more vulnerable, both in developing their identity and risk of developing
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mental health difficulties. Thereford,would be helpful to measure the levels of positive
bonds the young person has, and whether there are opportunities to experience and nurture
their sense of self and positive narratives regarding their progidss.to be mindful of when
this group reach young adulthood, where the gap may widen in comparisons to their péers.
of these can contribute to their seffsteem, which would be another area helpful to measure

in services.

Participation is highlighted in holistic neurorehabilitation modelbuilding a positive
seltconcept and sense of seFhis include$inking in with theyoung pesonQ&a RS @St 2 LIYSy
K SWIFQY gKAOK Y2YAG2NE FyR AYGISNILINBiGa (GKS (
in child neurorehabilitation {FORM model, Perkins et al., 2022). Hi®RM model
emphasises the importance of participatory opportunitieselfconcept development,

AY T2 NYAMyS RIEKS AWLOE dzR A v Binfarda§ poditRef s&ifepeFentadtion® OS 4 & .
This is particularly emphasised for those agedl&lears, where there is a focus on

restorative processes to rebuild their sense of self when faced with frequent adaptation cycles.
This wageflected in the outcome for participants of recognising that they have something to
give and selbelief to move forwards (1.h.providing a specific idea as to how part of their
positive seHrepresentation may presenihe focus on participatory success that generates
postive emotions can be tietb recognising that they have something to give and-kelfef

(E1l.b.); bring a sense of themge$ and enjoyment (E1.c.); and opportunities to gauge how far
they have come (E1.dJhe context or type of experience was important to tffeung person

such as achievement in a school context for the younger participants, despite the barriers in
education for this groupincluding timelyprovision for acquired needs (Bennett & Costello,

2025. This also appeared within vocation coxiteand leisure time such as being able to

travel. Whilst this could tie into the previous section regarding-sesteem, a more focused

measurement of selbelief and feeling able to contribute societally would be helpful for this
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group, with a focus on opportunities within their educational, vocational, and/or leisure

contexts.

Given the indications of how change can occur even some time after injtimg SR
access to appropriate interventions for this population is import&atticularly as evidence
indicates importance of assessment at regular intervals to monitor developmental trajectories
(Limond et al., 2014 his is also highlighted in the ERP with being able to adjust to their injury
both with practical (E3.a.) and psychologistahtegies (E3.b.), with the idea that these need to
be built upon first for more meaningful outcomes to be reached, such abslkdf and
reinforcing a sense of themselv@dere is limited support available f#Pin community
National Health Service (NHS) settings, with large variations in provision and access across the
country, as outlined in the United Kingdom Acquired BrathdaNE C2 NHzYQa o6 Y! . L
Change Report (2018). Considering the age range being targeted, there is an overlap with
WOKAEfRQ YR WIRdA 6Q aSNWAOSa 2F0Sy o0SAy3 RST
without additional neurorehabilitation neds, they are likely to be signposted to NHS Talking
Therapies. Whilst there is additional training for letegm health conditions, tis does not
include ABI; both in specialist CBT models @ghitive adaptationsThere is limited research
onadaptatod F2NJ ! . LY GgAGK a2YS NBLER2NI&a 2F al RI LI
included in any CBT interventiotespitethis, an overview of modifications from existing
research from adults with ABI was identified (Gallagher et al., 2609xhose who fall under
Whildservices, if they are experiencing mental health difficulties, this becomes difficult to
access appropriate suppoaisChild and Adolescent Mental Health Services (CAMHS) will often
exclude those with ABI from their service provisiimay be that improving confidence and
awareness of ABI within mental health services could help improve confidence in clinicians and
improve access for YP to mental health suppdne findings of this thesisould extend

5882yR SKIG Yhye OtAYAOAlIya O2yaARSNI WiaL®h O
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work with, and so careful consideration needs to be given when working¥#tith ABI.The
meaningful outcomes of the ERRe not captured within existing measurdsectly andmay

only be captured partly in setting a goal due to this often being functional and/or behavioural
in nature, losing the internal experiences captured in this resed&etdence regarding
adolescent identity change has been mapped agalmsiishaped model (Gracey et al., 2009)
by Kakonge et al2022) The Yshaped model suggesthree key areas of discrepantyat can

be problematic to adaptation following an ARBL) social; (2) interpersonal; and (3) personal.
However, Kakonge et al. (2022) highlight for adolescents that social and personal identity are
not independent from each other, but rather personal discrepancies were typically described
in a social context.his thesis providsideas that can be linked and extended in thehéped
model Socialdiscrepancies can be particularly linked to social connec(i®h¥being different

to others (S1.a); loss of friends and isolation (S1.e.). Interpersonal discrepancies could be
linked to appreciation and strengthening of family bonds over time (S2.a.); new and continued
struggles (S3); slowly adapting and adjusting; (&%) support in different settings (S5).
Personal discrepancies may link to all of those under social connectionpd®it)larly

feeling different to others (S1.a.) and others growing up without them (S1.b.); and being able
to slowly adapt and adjust in doing more for themselves (S4.a). As a result, the rehabilitation
process as developed initially for work with adultsild be viable to guide neurorehabilitation
with adolescents, providing potential target areas in application of this model in practice. The
themes highlighted by the ERP may provide ideas for opportunities to resolve these
discrepancies and build an eégrated identity, contributing to addressing the gaghow to

support identity formation and reconstruction for adolescents with fiiBhlighted by Kakonge

et al. (2022) For examplefocusing on meaning in activity, suchasportunities to buildself

belief (E1.b.Jwhich could be elicited through achieving goals set in neurorehabilitato),
opportunities to gauge how far they have come (E3Mdédveloping safety is a pivotal part of

this process, which can be linkedarperiencing supportive bondg&?2) (which could reduce
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perceived interpersonal threat and foster positive affeanid could be achieved through
providing scaffolding and feedbackhese ideas could help young people with ABI notice and

consolidate positive/adaptive changes or ideas into their sense of identity.

I aSyasS 2F FSStAy3d WRATTSNDyideity¥sr @8 6S SYc
something that fluctuates across time and context, particularly with the vulnerabilities posed
at the age of adolescence and young adulthood across contexts and societalst. dbtmie
consideration of time passing and its impact is acknowledged, this is quite limited to
rehabilitation contexts. It is important to consider in the age group of adolescents and young
adults that changes and outcomes can change and depend on costexal support, and the
emergent nature of challenges from the ABI over a much longer period than appears to be
currently considered, and therefore it is important that neurorehabilitation continues to be

considered holisticallydevelopmentally and longitudinaltather than domairspecific.

D A @& yocusof neurorehabilitationactivity and outcomes in practicand guidelines
often emphasiséehaviouralandfunctional outcomeswhereas what this thesis adds is the
importance to the young person of the subjective element of meaningful outcomes. From the
findings of the ERP, goal setting with young people should incorporate goals relating to the
consistentpresence of people they feel are supportive in their relevant contd&sand
considering those that help tmotivate (E1.a.); empower them and encourage feelingsetf
worth (E1.b.); support to bring a sense of themselves and enjoyment (E&hd.provide
opportunities tosee how far they have come (E1.dhe goals that relate to th&€Padapting
to life after ABIE3) are those more commonly incorporated within neurorehabilitation, but
consideration should be given to the importance of titker areas ofmeaningful outcomes

such as the role of peers afamily (E2), and those encompassed in (E1).
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Futureresearch

There are many potential areas that could be suggested for future research from both
pieces of work. There was a notable lack of data within the SR from those within a young adult
population, i.e, aged 1825. Similarly, the ER#ghlighted themes that seemed patrticular to
the late adolescence/early adulthood phaseR S @St 2 LIYSy (02 &4 dzOK | & 3L Ay
identity fromwork and independencd-urther research that captures this population within
the young adult range is of particular importance giviea setup of NHS services in the UK
whereby difficulties with transitions t&hildo ¥dultCservices can arise and therefore change
in expectations on the young adult and servizevision In adult services there may be less
focus on the wider systems around the individual, particularly where they are signposted to

non-neurorehabilitation specific services such as Talking Therapies.

How changes over time may correlate with time since the injury would be helpful to
explore, as it is anticipated that change trajectories may be affected in some capacity by this,
as we know already that age at time of injury already has an impact whesidesimg the
typical developmental architecture of the brain (Thompson & Nelson, 2001). This would be
helpful to neurorehabilitation settings, as it could give both staff,tbang persorand their
family ideas of what may be helpful to focus on at thmdithey enter services for support.

This would also be helpful to explore in application to the ERP, ofheaningful outcomeQ

may be affected by time since injury, age of injury, and/or type of injury.

From the systematic review, the concept of feelingredifferent from others over
time would be helpful to investigate and surrounding factors that may affect this to see if
consistent results are uncovered. This would be an important concept to consider in
neurorehabilitation settings, as well as ensuringtthaychoeducation could be provided to

the young persorwith the ABI and those around them that this is a common experience to
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reduce the feeling of beinglifferentQ Similarly, the concept of sense of achievement as a
meaningful outcome would be helpful to explore further in future research, as again, this could
be helpful to direct goals and interventions in neurorehabilitation settings. Further research is
needed b explore how we can understand these meaningful outcomes and capture the felt

sense of them.

Whilst the ERP was able to capture voices of YP who had'Bbthis is still generally
lacking in research with this population. There is more awareness of TBI generally, for example
with sporting bodies driving the need for guidelines for spetated concussion (UKABIF,

2018), however given other types of ndiBlcan vary greatly, and are not as common as TBI,
there ismore need forresearchthat represents experiences and outcomes of other-non
traumatic types of ABAs above, mTBI wat includedin this thesis portfolio, so it would be

helpful to apply the same research questions posed in both the SR and ERP to this population.

It would be helpful to understantesearch participatiomarriers for this group of YP
with ABI. Recruitment for the ERP was difficd#spite exploringnanysourcesHypothesised
reasons includedesearch fatigudérom this groupfrom a lot of research projects being
recently advertisedreflected bya charity approached forecruitment support andthe
current context of living with ABI including barriers to access appropriate practical and
financial supportas well as rising costs of living, meaning that research isfnoterestat this
time. The researcher reflected tharospective participants may havelt the research itself
wasquite ambiguous andound information sheets very longnd cognitively demandingue
to the NHSResearch Ethics Committee (RE€)essities of information to inclugdeven wih
the easy read version# possible alternativen the future could be using videq including
communicationaidssuch as visual$o support interested YP to make an informed decision

with a more accessible formah focus group would be helpful to understand potential
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participation barriers, and what types of questions they feel would be helpful for future

research to explore with clear input to the resources used for this.

wSaSkNOKSNDRa NBFfSOUA2ya

My first, and biggest learning has been conducting research within the NHS,
particularly with this population. Experiencing this first hand has shown me the processes
involved are a major potential reason as to why there is not more research capturing the
voices of young people with ABI. In addition, on a more personal level, the challenges with
recruiting within the time for a doctoral thesis. This is a group that the individuals and their
families face so many challenges and barriers, that | can appedbiaiack of those wishing to
participate in research, especially that which may be more ambiguous in its aims. A research
implication of this could be to edevelop ways to make it easier for these groups to
participate in research, including how to mabarticipation more engaging and rewarding for

the YR and in cedesigning the research questions and facus

| have been incredibly fortunate to hatad the opportunity to work with this
population, which coincided with the ERP analysis and most of the major writing up for the
thesis. It has allowed me to reflect on how | have seen elements of my research in the young
people and their families that | am working with, and, | feel, has hlietpestreamline and
focus my analysis. | am incredibly grateful for the timing of this and it helping to reignite my
passion for my research, as well as the opportunity to learn moreHast about this area

from colleagues and those who access the sesvi

The analytical process was also one of developing insight for me. Whilst | used a

thematic analysis in both pieces of work, | found myself drawn into making sense of processes
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and narratives, where family and connecting in some sense has taken the core position. | think
this has been reflective of the final placement and point in time of my research that | am in

and feeling nurtured to develop and grow as a future Clinical Péygist.

| feel that my views and experiences with outcome measures may have initially
clouded my ability talearly seghe intention and purpose of the research. The limitations of
using outcome measures and questionnaires as an approach to outcome measurement is what
drew me to the research, and a conceptual interestieaningfulbutcomes and theYR2 &
voice. However, it is only through doing the research and time progressing in completing
placements on my training, that | feel | have really understood myiritms and questions.
This research has led me to something much bigger than outcome measures, and that is
startingto have an insight into what is actuaftyeaningful and importamvhen it comes to
outcomes in ways that | would have never considered before starting this research, as well as
having a real appreciation for the journey that young people and their families go on following

ABI, and a passion to continue advocating fatt anpporting this group.

Overall conclusions

Overall, the ERP provides further support for the importanceoafimunityclinical
servicesfocusing on adapting and adjusting to ABI, #melimportance of consistent support
from othersincluding family and teachershe ERP provides insight into a higher level of
meaningful outcomeghat arise as an internal experience fr@n event or activityncluding
motivations, sense of self, sditlief and perspective of progresand are not currently
captured in existing outcome approachd@$e SR highlights the vulnerability thé@with ABI
face over time, and how one can move fluidly between progressing forward but then not being

able to progress to the next developmental and societally expected trajectory and no longer
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feeling that they are moving forward. This thesis brings hopeful understanding in terms of
what contexts are helpful from the SR, and outcomes that are important to adjustment from
the ERPIt also highlights the vulnerability for the challenges they face and the ongoing need

for support that is attuned to their development and identity.



172

Additional reference list;

American Psychological Association (APA) (2018). Dictionary: childhood. Available at:

https://dictionary.apa.org/childhooqAccessed 12/03/25).

Anderson, V.Hearps, SJ.C.,Catroppa, CBeauchamp, M. H., & Ryan, R(2022). What predicts
persisting social impairment following pediatttaumatic brain injury contributionof a

biopsychosocial approacRsychological Medicing3(8), 35683579

Baird, T., Tempest, S., &Warland ! ® ounamno® { SNBPBAOS ! aSNEQ t SNOSL
Theory and Practice in an Inpatient Neurorehabilitation UBritish Journal of Occupational

Therapy73(8), 37378.

Baric, V., Yngve, M., Hoglund, A., Ahlsten, G., Lidstrom, H., & Kristiansen, |. (202&ynLaogcome
and rehabilitation needs after acquired brain injury in children and adolesceamsevaluation

in a Swedish cohorDisability and Rehabilitatiqd7(17), 44674475.

Beecham, J., Perkins, M., Snell, T., & Knapp, M. (2009). Treatment paths and costs for young adults

with acquired brain injury in the United KingdoBrain Injury23(1), 3@;38.

Bennett, E., & Costello, G. (2025). Hidden in plain sight: Best practice for supporting learners with
acquired brain injury (ABI). Including Learners with Medical Needs in Sctmml 92109).

Routledge.

Bielanin, J. P., Metwally, S. A., Paruchuri, S. S., & Sun, D. (2024). An overview of mild traumatic brain

injuries and emerging therapeutic targetéeurochemistry International 72, 105655.

Boylan, AM., Linden, M., & Alderdice, F. (2009). interviewing children with Acquired Brain Injury (ABI).

Journal of Early Childhood ReseaiB), 264282.


https://dictionary.apa.org/childhood

173

Braun, V., & Clarke, V. (2013). Successful qualitative research: A practical guide for beginners. SAGE.

Braun, V., & Clarke, V. (2021a). Can | use TA? Should | use TA? 18Hage TA? Comparing reflexive
thematic analysis and other pattetmased qualitative analytic approach&xounselling and

Psychotherapy Resear@1i(1), 347.

Braun, V., & Clarke, V. (2022Zhematic analysis: A practical gui®AGE.

Brocki, J. M., & Wearden, A. J. (2006). A critical evaluation of the use of interpretative

phenomenological analysis (IPA) in health psychoBgychology and HealtB1(1), 87108.

Brown, M., Levack, W., McPherson, K. M., Dean, S. G., Reed, K., Weatherall, M., & Taylor, W. J. (2014).
{ dzZNBA Gt > Y2YSyiddzys FyR GKAy3a GKFG YF1S YS

after stroke.Disability and Rehabilitatior36(12), 102@1026.

Bull, K. SHornsey S. Kennedy C R, Darlington, AS E., Grootenhuis, M. A., Hargrave, lDossj C,
Shepherd, J..PWalker, DA., & Morris, C. (2019). Systematic review: measurement properties
of patientreported outcome measures evaluated withildhood brairtumor survivors or

other acquired brain injuryNeuraOncology Practic&(3), 277287

Cancer Research UK. (2022, DecemberBr@jn tumours in children.

https://www.cancerresearchuk.org/abottancer/childrenscancer/brairtumours

Church, S., & Quilter, J. (2021). Consideration of methodological issues when usingljgitatton in

gualitative researchNurse Researchg29(2).

JfTFENLE /@ 50 O6MPpPppoPd ¢KS ! dzi2RNAPSYy AYGiSNBASHY

Visual Sociology14(1), 3%50.


https://www.cancerresearchuk.org/about-cancer/childrens-cancer/brain-tumours

174

/| 2ftAyaz ! ©X 5Q/ NHZd £ Yo WHOlYlysS ! &2 | yRSNEZ2Y S
(2023). Engaging children and adolescents with acquired brain injury and their families in goal
setting: The family perspectivbleuropsychological Rehabilitatiad3(1), i23.

https://doi.org/10.1080/09602011.2021.1977154

Conneeley, A. L. (2004). Interdisciplinary Collaborative Goal Planning irAcBtesiNeurological

Setting: A Qualitative Stud@ritish Journal of Occupational Theray(6), 24&255.

de Kloet, A. J., Gijzen, R., Braga, L. W., Meesters, J. J. L., SchdanésV/liet Viieland, T. P. M.
(2015). Determinants of participation of youth with acquired brain injury: A systematic review.

Brain Injury29(10), 11351145.

5SSy wd [ ®X hNOKINRI CohPIX tAfST +dX g [SaGSNE Y
I YR Rdz f-elickatidn studKeXploing mental images of the self in young people with

depressionBMC Psychiatr25(1).

Dykas, M. J., Ziv, Y., & Cassidy, J. (2008). Attachment and peer relations in adolésamreent &

human developmentl((2), 123141.

Epstein, I., Stevens, B., McKeever, P., & Baruchel, S. (2006). Photo Elicitation Interview (PEI): Using
t K2d2a G2 9f A OA ( Infeikatidn&t MryakpaQualibtiNEMaBEER) B S a ¢

11.

Gallagher, M., McLeod, H. J., & McMillan, T. M. (2016). A systematic review of recommended
modifications of CBT for people with cognitive impairments following brain injury.

Neuropsychological Rehabilitatid?9(1), 1-21.



175

DF YOSNRAYAZ Do {RB&dothli, D.PErettaPQTofcked A, IViftdRiN, IR Zanatta,
M., Martinuzzi, A., Vitiello, B., & Ricci, F. (2026). Early neuropsychological outcomes following
pediatric acquired brain injury: rospective longitudinal pilot studwpplied

Neuropsychology: Chjld-19.

Gill, S. L. (2024). About reseaqimlitative data collection: Photo elicitatiodournal of Human

Lactation 40(4), 503505.

Gleeson, K. (2012). Polytextual thematic analysis for visuatpiat@ing down the analytic. Idisual

methods in psycholodyp. 346361). Routledge.

Gleeson, K. (2020). Polytextual thematic analysis for visual data: Analysing visual images. In

handbook of visual methods in psychol¢py. 536554). Routledge.

Glennon, C., Watson, S., Fisher, P., & Gracey, F. (2022). The process of identity change following ABI
from the perspectives of adolescents and their mothers: A relational grounded theory

approach Neuropsychological Rehabilitatiod2(8), 19041927.

Gogtay, N., Giedd, J. N., Lusk, L., Hayashi, K. M., Greenstein, D., Vaituzis, A. C., Nugent, T. F., Herman,
D. H., Clasen, L. S., Toga, A. W., Rapoport, J. L., & Thompson, P. M. (2004). Dynamic mapping of
human cortical development during childhood througgrly adulthoodProceedings of the

National Academy of Scienc&91(21), 81748179.

Gosling, S. (2015). Measuring outcomes for children with brain injury: Challenges and solutions.
In Neuropsychological rehabilitation of childhood brain injury: A practical dpuel31150).

London: Palgrave Macmillan UK.

Gracey, F., Evans, J. J., & Malley, D. (2009). Capturing process and outcome in complex rehabilitation

Ay G SNIS y-a KR WS R éNetdsyhdlagical Rehabilitatiohd(6), 867890.



176

Guest,E.,Robes A f f 42X 2 ®dX W% NRfI X ! X 9 -SRHSBNIEG2ZRRO&M n+
exploring the social medieelated experiences of adults with visible differences using photo

elicitation interviewsPLOS One0(5), e0324938.

Hanson, S., Belderson, P., Ward, E., Naughton, F., & Notley, C. (2023). Lest we forget. llluminating lived

experience of the COWID pandemic and lockdowSocial Science & Medicjig32, 116080.

HarperCollins. (2026Meaningful InCollins English Dictionary

https://www.collinsdictionary.com/dictionary/english/meaningful

Harris, M. A., & Orth, U. (2020). The link betweenasiéem and social relationships: A metaalysis

of longitudinal studieslournal of Personality and Social Psychology(6),194521477.

Harter, S. (2015 he construction of the self: Developmental and sociocultural foundations (2nd ed.).

The Guildford Press.

Hayes, L., Shaw, S., Pearce, M. S., & Forsyth, R. J. (2017). Requirements for and current provision of
rehabilitation services for children after severe acquired brain injury in the UK: A population

based studyArchives of Disease in Childhpdd2(9), 81%,820.

Heydenrijk Kikkert, M. A., Schmidt, A. K. K., Pangalila, RyiDé\. Y., van Haren, N. E. M.,
VanVeelen, M. C., & Roebroeck, M. E. (2023). Meaningful outcomes for children and their
caregivers attending a paediatric brain centDevelopmental Medicine & Child Neurolpgy

65(11), 14931500.

Hurn, J., Kneebone, 1., & Cropley, M. (2006). Goal setting as an outcome measure: A systematic review.

Clinical Rehabilitatiar0(9), 75&,772.


https://www.collinsdictionary.com/dictionary/english/meaningful

177

Huw Williams, W., Cordan, G., Mewse, A. J., Tonks, J., & Burgess, C. N. (20&ppreelftraumatic
brain injury in male young offenders: a risk factor fooféending, poor mental health and

violence? Neuropsychological Rehabilitatid?0(6), 801812.

Iverson, G. L., Gardner, A. J., Terry, D. P., Ponsford, J. L., Sills, A. K., Broshek, D. K., & Solomon, G. S.
(2017). Predictors of clinical recovery from concussion: a systematic re®igish Journal of

Sports Medicings1(12), 941948.

Janssens, A., Rogers, M., Gumm, R., Jenkinson, C., Tennant, A., Logan, S., & Morris, C. (2015).
aSlkadNBYSyild LINPLISNIASAE 2F YdzZ GARAYSyaarzylt L
neurodisability: a systematic review of evaluation studi2evelopmental Medicine & Child

Neurology 58(5), 437451.

Kakonge, L., Charron, V. P., Vedder, J., Wormald, K., & Turkstra, L. S. (2022). A mapping review of
adolescent identity after TBI: What clinicians need to knideuropsychological Rehabilitation

32(8), 18681903.

Keetley, R., Radford, K., & Manning, J. C. (2019). A scoping review of the needs of children and young

people with acquired brain injuries and their famili8sain Injury33(9), 11171128.

Keetley, R., WestwataiNood, S., & Manning, J. C. (2020). Exploring participation after paediatric

acquired brain injuryJournal of Child Health Cag5(1), 8192.

Kely, G5dzy T2NRI / &Y C2NREHY[EXYAIOKEt RINIBEYBIFE AT @ 1O!
outcome measure in residential rehabilitation fdnildren andyouth with acquired brain
injuries The challenge of predicting expected levalachievementChild: Care, Healtiind

Development45(2), 286291.



178

Laatsch, L., Dodd, J., Brown, T., Ciccia, A., Connor, F., Davis, K., Doherty, M., Linden, M., Locascio, G.,
Lundine, J., Murphy, S., Nagele, D., Niemeier, J., Politis, A., Rode, C., Slomine, B., Smetana, R.,
& Yaeger, L. (2020). Evidermased systematiceview of cognitive rehabilitation, emotional,
and family treatment studies for children with acquired brain injury literature: From 2006 to

2017.Neuropsychological RehabilitatioB0(1), 130161.

Lebel, C., & Beaulieu, C. (2011). Longitudinal development of human brain wiring continues from

childhood into adulthoodJournal of Neurosciencgl(30), 1093710947.

Limond, J., Adlam, A. R., & Cormack, M. (2014). A model for pediatric neurocognitive interventions:
considering the role of development and maturation in rehabilitation planritmg Clinical

Neuropsychologis8(2), 181198.

Lin, J., & Guo, W2024).¢ KS wS &SI NDK 2y wAial CI Ol Batdviordl2 NJ ! R2 €

Sciencesl4(4), 263.

Lincoln, Y. S., & Guba, E. G. (1986). But is it rigorous? Trustworthiness and authenticity in naturalistic

evaluation.New Directions for Program Evaluatjd®8630), 7384.

Lozane{ dzZF NI 1 SAdzA X [ @ t NAy3IfS> ! & /I NI S&aaszs 53 g
behavioural changes during weight loss maintenaRearspectives in Public Healll40(6),

317-326.

Mah, K., Gladstonds.,King, G., Reed, N., & HartmanRL. (2019)Researchingxperienceof
childhoodbrain injury co-constructing knowledge with children through atiased research

methods.Disability andRehabilitation 42(20), 29672976

McCarron, R. H., Watson, S., & Gracey, F. (2019). What do kids with Acquired Brain Injury want?

Mapping Neuropsychological Rehabilitation goals to the International Classification of



179

Functioning, Disability and Healthournal of the International Neuropsychological Society

25(04), 403412.

McCauley, S. R., Wilde, E. A., Anderson, V. A., Bedell, G., Beers, S. R., Campbell, T. F., Chapman, S. B.,
EwingCobbs, L., Gerring, J. P., Gioia, G. A, Levin, H. S., Michaud, L. J., Prasad, M. R., Swaine, B.
R., Turkstra, L. S., Wade, S. L., & Yeat€x, (R012). Recommendations for the Use of
Common Outcome Measures in Pediatric Traumatic Brain Injury Reséanchal of

Neurotrauma 29(4), 67&705.

McPherson, K. M., Kayes, N. M., & Kerston, P. (20RgHabilitation goal setting: Theory, practice

and evidencépp.105120). Taylor & Francis Group.

Miller, S. D., Duncan, B. L., Sorrell, R., & Brown, G. S. (2005). The partners for change outcome

management systendlournal of Clinical Psycholo@y(2), 192208.

National Institute for Health and Care Excellence. Health and social care directorate. Q@dliy.
standards and indicators briefing paper

https://www.nice.org.uk/quidance/qs74/documents/heaidjury-briefing

paper2#:~:text=Head%20injury%20is%20the%20commonest,children%20aged%20under%201

5%20years

hQYSSTFTSSE COPS adNLKEX hos DFySalys +d3 YAy3dsS Wo

following childhood stroke a review.Brain Injury31(12), 157%1589.

Parsonage, M. (2016)raumatic brain injury and offendinGentre for Mental health.

https://www.researchqgate.net/profile/Michael

Parsonage/publication/308083942 Traumatic _brain_injury and offending_an_economic_ana

lysis/links/57d96aca08ae6399a39ad3db/Traumdtiain-injury-and-offendingan-economic

analysis.pdf


https://www.nice.org.uk/guidance/qs74/documents/head-injury-briefing-paper2#:~:text=Head%20injury%20is%20the%20commonest,children%20aged%20under%2015%20years
https://www.nice.org.uk/guidance/qs74/documents/head-injury-briefing-paper2#:~:text=Head%20injury%20is%20the%20commonest,children%20aged%20under%2015%20years
https://www.nice.org.uk/guidance/qs74/documents/head-injury-briefing-paper2#:~:text=Head%20injury%20is%20the%20commonest,children%20aged%20under%2015%20years
https://www.researchgate.net/profile/Michael-Parsonage/publication/308083942_Traumatic_brain_injury_and_offending_an_economic_analysis/links/57d96aca08ae6399a39ad3db/Traumatic-brain-injury-and-offending-an-economic-analysis.pdf
https://www.researchgate.net/profile/Michael-Parsonage/publication/308083942_Traumatic_brain_injury_and_offending_an_economic_analysis/links/57d96aca08ae6399a39ad3db/Traumatic-brain-injury-and-offending-an-economic-analysis.pdf
https://www.researchgate.net/profile/Michael-Parsonage/publication/308083942_Traumatic_brain_injury_and_offending_an_economic_analysis/links/57d96aca08ae6399a39ad3db/Traumatic-brain-injury-and-offending-an-economic-analysis.pdf
https://www.researchgate.net/profile/Michael-Parsonage/publication/308083942_Traumatic_brain_injury_and_offending_an_economic_analysis/links/57d96aca08ae6399a39ad3db/Traumatic-brain-injury-and-offending-an-economic-analysis.pdf

180

Perkins, A., Gracey, F., Kelly, G., & Jim, J. (2022). A new model to guidefioeunditygl
multidisciplinary rehabilitation for children and young people following acquired brain injury: |

FoRMNeuropsychological Rehabilitatids2(8), 19281969.

Plant, S. E., Tyson, S. F., Kirk, S., & Parsons, J. (2016). What are the barriers and facilitators to goal
setting during rehabilitation for stroke and other acquired brain injuries? A systematic review

and metasynthesisClinical Rehabilitatigr80(9), 92%930.

Ross, K. A, Dorris, L., & McMillan, T. O. M. (2011). A systematic review of psychological interventions
to alleviate cognitive and psychosocial problems in children with acquired brain

injury. Developmental Medicine & Child Neurolp§$(8), 692701.

Ryan, N. Pyan Bijnen, L., Catroppa,, Beauchamp, MH.,Crossley, LHearps, $ & Anderson, V.
(2015). Longitudinal outcome and recoverf socialproblems after pediatri¢raumatic brain
injury (TBI): Contributiomf braininsult and family environmentnternational Journal of
5SSt 2LISyidltf bSdNRBAOASYOS Y ¢KS hFFAOALFE W2

Developmental Neuroscienetd, 23;30.

Slomine B., & Locascio, G. (2009). Cognitive rehabilitation for children with acquired brain

injury. Developmental Disabilities Research Revji@d(@), 133143.

Smith,J. A.FlowersP., &Larkin,M. (2009).Interpretive phenomenological analydi®s Angeles,

CA:SAGE.

Spano, S. (2004%tages of Adolescent Development. Research Facts and Fiddifig®r Youth

Center of Excellencéttps://www.actforyouth.net/resources/rf/rf stages 0504.pdf



https://www.actforyouth.net/resources/rf/rf_stages_0504.pdf

181

Stroke Association. (2021, Decembéildhood stroke (large print).

https://www.stroke.org.uk/sites/default/files/publications/f34 childhood_stroke v3 large pr

int.docx

Thompson, R. A., & Nelson, C. A. (2001). Developmental science and the media: Early brain

development American Psychologisi6(1), 5.

Tucker, P. (2015). Goal Setting and Goal Attainment Scaling in Child Neuropsychological Rehabilitation.
In J. Reed, K. Byard, & H. Fine (ENsegropsychological Rehabilitation of Childhood Brain

Injury (pp. 15%170). Palgrave Macmillan UK.

Turpin, G., Richards, D., Hope, R., & Duffy, R. (2008). Delivering the IAPT prodtanitheare

Counselling and Psychotherapy Jour&@).

Tyerman, E., Eccles, F. J. R., & Gray, V. (2017). The experiences of parenting a child with an acquired

brain injury: A metasynthesis of the qualitative literatur&rain Injury31(12), 15581563.

United Kingdom Acquired Brain Injury Forum (UKABIF). (2At-®arty Parliamentary Group on
Acquired Brain InjuryAcquired brain injury & neurorehabilitation: Time for change

https://cdn.ymaws.com/ukabif.org.uk/resource/resmgr/campaigns/agadgy report timefor-

cha.pdf

Ure, C., CoopeRyan, A. M., Condie, J., & Galpin, A. (2020). Exploring strategies for using social media
to selfmanage health care when living with and beyond breast canceleth qualitative

study.Journal of Medical Internet Reseay2B(5), €16902.

Vallee, M., Chevignard, M., & Boissel, A. (2023). The impact of childhood acquired brain injury on

siblings: A scoping revieBrain Injury 37(6), 50%516.


https://www.stroke.org.uk/sites/default/files/publications/f34_childhood_stroke_v3_large_print.docx
https://www.stroke.org.uk/sites/default/files/publications/f34_childhood_stroke_v3_large_print.docx
https://cdn.ymaws.com/ukabif.org.uk/resource/resmgr/campaigns/appg-abi_report_time-for-cha.pdf
https://cdn.ymaws.com/ukabif.org.uk/resource/resmgr/campaigns/appg-abi_report_time-for-cha.pdf

182

van MarkusDoornbosch, F., Van Der Holst, M., De Kloet, A. J., Vliet Vlieland, T. P. M., & Meesters, J. J.
L. @019). Fatigue, Participation and Quality of Life in Adolescents and Young Adults with
Acquired Brain Injury in an Outpatient Rehabilitation Cohdevelopmental

Neurorehabilitation23(5), 32&335.

+SNARFOST WoPZ ¢TI NAYZ {dI hQ/ 2y hNR Yy EXRinkbkd|SH6 o=
K. (2023). The role of spirituality and identity formation in personal recovery from traumatic
brain injury: A qualitative analysis through the personal experiences of

survivors Neuropsychological Rehabilitatiodv(8), 111@1140.

WaldronPerrine, B., Rapport, L. J., Hanks, R. A., Lumley, M., Meaclier& $Slubbarth, P. (2011).
Religion and spirituality in rehabilitation outcomes among individuals with traumatic brain

injury. Rehabilitation Psychology, &, 10¢116.

Watson, S., & Gracey, B0R0). Assessment in paediatric acquired brain injurfPdgchological

Therapy for Paediatric Acquired Brain Inj(pp. 4369). Routledge.

Whipple, J. L., Lambert, M. J., Vermeersch, D. A., Smart, D. W., Nielsen, S. L., & Hawkins, E. J. (2003).
Improving the effects of psychotherapy: The use of early identification of treatment and

problemsolving strategies in routine practicgournal of Counseling Psycholds(1), 5%;68.

Wolpert, M., CurtisTyler, K., & Edbrook€hilds, J. (2016). A Qualitative Exploration of Patient and
Clinician Views on Patient Reported Outcome Measures in Child Mental Health and Diabetes
ServicesAdministration and Policy in Mental Health and Mental Health Services Research

43(3), 30¢,315.

World Health Organization (WHO). (20Qh}ernational Classification of Functioning, Disability and
Health (ICEF)World Health Organization.

https://iris.who.int/bitstream/handle/10665/42407/9241545429.pdf?sequence=1



https://iris.who.int/bitstream/handle/10665/42407/9241545429.pdf?sequence=1

183

World Health Organization (WHO). (200€&urological disorders: Public health challeng&sneva:

World Health Organizatiomttps://www.who.int/publications/i/item/9789241563369

World Health Organization (WHO). (200nernational Classification of Functioning, Disability, and
Health: Children & Youth Version: C¥FWorld Health Organization.

https://iris.who.int/bitstream/handle/10665/43737/9789241547321 eng.pdf

World Health Organization (WHO). (202%)lolescent and young adult mental hedlfact sheet]

https://www.who.int/news-room/fact-sheets/detail/adolescenthealth-risksand-solutions

Ylvisaker, M., Mcpherson, K., Kayes, N., & Pellett, E. (2008). Metaphoric identity mapping: Facilitating
goal setting and engagement in rehabilitation after traumatic brain injNguropsychological

Rehabilitation 18(5-6), 713741.


https://www.who.int/publications/i/item/9789241563369
https://iris.who.int/bitstream/handle/10665/43737/9789241547321_eng.pdf
https://www.who.int/news-room/fact-sheets/detail/adolescents-health-risks-and-solutions

184

Appendicescontents list

Chapter 2: Systematic review
Appendix 1: Journal Neuropsychological Rehabilitation author guidelines

Appendix 2: Enhancing transparency in reporting the synthesis of qualitative research
(ENTREQ) statement (Tong et al., 2012)

Appendix 3: SPIDER tool in application to systematic review
Appendix 4: Full electronic search terms
Appendix 5: Paper classifications and ratings

Appendix 6: An example of the process of grouping codes into themes and revising these for
systematic review

Appendix 7: Table 4: Overview of studies included in each theme for systematic review

Chapter 4: Empirical paper
Appendix8: NHS HRA Ethical approval

Appendix9: Demographic and contextual information regarding the acquired brain injury
collected

Appendix D: Topieguide

Chapter 5: Extended methodology

Appendix 1: Polytextual thematic analysis for visual data results and integration with reflexive
thematic analysis

Appendix 2: Further information regarding recruitment and interview process from empirical
research

Appendix B: Infographic
Appendix #: Poster

Appendix 5: Consent to share contact details for the researcher to contact them via their
chosen method

Appendix B: Information sheet: Young person
Appendix Z: Information sheet: Easy read

Appendix B: Information sheet: Parent/carer



185

Appendix19: Information sheet: Easy read photo elicitation and object

Appendix20: Information sheet: Photo elicitation and object

Appendix 24: Information sheet: Example of photo elicitation from Hanson et al. (2023)
Appendix 2: Assent form: Under 16

Appendix 3: Consent form: Easy read

Appendix 2: Consent form: Over 16

Appendix B: Consent form: Carer/parent on behalf of YP

Appendix B: Debrief form

Appendix Z: Extracts from reflective log as part of Polytextual Thematic Analysis for Visual
Data (Gleeson, 2020)

Appendix 3: Reflections from the researcher during the second roahR®TA

Appendix29: Examples of stages of Reflexive Thematic Analysis processes



186

Appendix 1: Journal Neuropsychological Rehabilitatiaathor guidelines

(from: https://www -tandfonline
com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=phrh20

Instructions for authors

Thank you for choosing to submit your paper to us. These instructions will ensure we have
everything required so your paper can move through peer review, production and publication
smoothly. Please take the time to read and follow them as closely as [gsssidoing so will
ensure your paper matches the journal's requirements.

We offer a range ofditing, manuscript preparation and post publication servitoeassist you

in preparing your manuscript for submission, increase your chance of acceptance, or broaden
the readership of your article. General guidance on every stage of the publication process is

I @1 Af I 0AuBor Beivice® deMdite

\RONE MAN
This journal uses ScholarOne Manuscripts (previously Manuscript Central) to peer review
manuscript submissions. Please read ¢hide for ScholarOne authobefore making a
submission. Complete guidelines for preparing and submitting your manuscript to this journal
are provided below.

This title utilises formafree submission. Authors may submit their paper in any scholarly
format or layout. References can be in any style or format, so long as a consistent scholarly
citation format is applied. For more detail sée formatfree submission section below

Contents
1 62dzi GKS W2 dzNy I f
1 hLJS I 00Saa
T tSSNI wS@PASSG YR 90GKAOA
9 t NBLINAYI , 2dzNJ t I LISNJ
1

o { 0 NXHzO{ dzNB

o 22NR [AYAGA

o C2ZNXINBES {dzoYAaairzya

o 9RAaYy3I { SNBAOSa

o | KSO1ftAadl
9 'aAy3dn kKAANRalF G§SNRAIf
9 5Aa80f2&dNB {iGF{iSYSyi
9 [ EAYAOLE ¢NRAFfa wS3IAaldNE
9 /2YLX @AY 2A0GK 9GKAO&E 2F 9ELISNRAYSyYylGlazy
1

[ 2YyaSyl
o I SIfTGK FYR {IFSae



https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20
https://www.tandfeditingservices.com/
http://authorservices.taylorandfrancis.com.uea.idm.oclc.org/
https://authorservices-taylorandfrancis-com.uea.idm.oclc.org/using-scholarone-manuscripts/
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#ffs
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#about
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#oa
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#peers
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#prep
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#structure
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#words
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#ffs
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#editing
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#checklist
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#3p
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#disclosure
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#trials
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#ethics
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#consent
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#hns

187

{dzo YAKkY 3  2dzNJ t | LISNJ
50l {KFENAYy3a t2fA0e
t dzof AOF a2y [/ KI NHSa
[ 2 LB NRAIKG hlLl2Yya

a® 1 dziK2NBR 22NJ &
WS LINR y i &

= =4 =4 —a —a -8

About the Journal

Neuropsychological Rehabilitatissan international, peereviewed journal publishing high
quality, original research. Please see the journal'ss & Scopfor information about its focus
and peerreview policy.

Please note that this journal only publishes manuscripts in English.

Neuropsychological Rehabilitatiaecepts the following types of article: original articles,
scholarly reviews, book reviews.

Open Access

You have the option to publish open access in this journal via our Open Select publishing
program. Publishing open access means that your article will be free to access online
immediately on publication, increasing the visibility, readership and impaabafresearch.
Articles published Open Select with Taylor & Francis typically receive 35% more citations* and
over 5 times as many downloads** compared to those that are not published Open Select.

Your research funder or your institution may require you to publish your article open access.
Visit ourAuthor Servicewebsite to find out more about open access policies and how you can
comply with these.

You will be asked to pay an article publishing charge (APC) to make your article open access
and this cost can often be covered by your institution or funder. Use\8@ findeto view the
APC for this journal. Please note that only the corresponding author is eligible to request
funding from their institution, and it is not possible to change the corresponding author to
achieve eligibility after submission. For further inforroati please see detailsere.

Please visit ouAuthor Services websiiéyou would like more information about our Open
Select Program.

*Citations received up to 7th August 2024 for articles published in -220P3. Data obtained
on 7th August 2024, from Digital Science's Dimensions platform, available at
https://app.dimensions.ai

**Usage in 20212023 for articles published in 202923.
Peer Review and Ethics

Taylor & Francis is committed to peeview integrity and upholding the highest standards of
review. Once your paper has been assessed for suitability by the editor, it will then be single
anonymous peer reviewed by independent, anonymous expert refeféad.out more
aboutwhat to expect during peer revieand read our guidance gmublishing ethics



https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#subs
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#dsp
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#pubCharge
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#copyright
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#authors
https://www-tandfonline-com.uea.idm.oclc.org/action/authorSubmission?show=instructions&journalCode=pnrh20#reprints
https://www-tandfonline-com.uea.idm.oclc.org/action/journalInformation?show=aimsScope&journalCode=PNRH
https://authorservices-taylorandfrancis-com.uea.idm.oclc.org/publishing-open-access/funder-open-access-policies/
https://authorservices-taylorandfrancis-com.uea.idm.oclc.org/publishing-open-access/open-access-cost-finder/
https://authorservices-taylorandfrancis-com.uea.idm.oclc.org/publishing-open-access/oa-agreements/?utm_source=CPB&utm_medium=cms&utm_campaign=JPG15497
https://authorservices-taylorandfrancis-com.uea.idm.oclc.org/publishing-open-access/funder-open-access-policies/
http://authorservices.taylorandfrancis.com.uea.idm.oclc.org/what-to-expect-during-peer-review/
http://authorservices.taylorandfrancis.com.uea.idm.oclc.org/ethics-for-authors/

188

Preparing Your Paper

All authors submitting to medicine, biomedicine, health sciences, allied and public health
journals should conform to thelniform Requirements for Manuscripts Submitted to
Biomedical Journa)prepared by the International Committee of Medical Journal Editors
(ICMJE).

Clinical trials:must conform to the Consort guidelinegp://www.consort-statement.org
Submitted papers should include a checklist confirming that all of the Consort requirements
have been met, together with the corresponding page number of the manuscript where the
information is located. In addition, trials must be pegistered on a sit such as

clinicaltrials.gov or equivalent, and the manuscript should include the reference number to the
relevant preregistration.

Systematic reviewssubmitted papers should follow PRISM#p://www.prisma-
statement.org/guidelines and submission should also be accompanied by a completed
PRISMA checkilist, together with the corresponding page number of the manuscript where the
information is located.

Singlecase studiessubmitted papers should follow SCRIBE guidelines
(http://psycnet.apa.org.uea.idm.oclc.org/fulltext/20167384001.html) and include a
completedSCRIBE checkliegether with the corresponding page number of the manuscript
where the information is located.

Observational studiessubmitted papers should follow the STROBE guidelines

( https://www.strobe-statement.org/index.php?id=strobBome) and also include a completed
checklist of compliance, together with the corresponding page number of the manuscript
where the information is located.

Qualitative studies:should follow the COREQ guidelingstp://www.equator -
network.org/reportingguidelines/coreg) and be accompanied by a completeREQ
checklistof compliance, together with the corresponding page number of the manuscript
where the information is located.

TheEQUATOR Netwo(Enhancing the Quality and Transparency of Health Research) website
provides further information on available guidelines.

Structure

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); tablg{h)caption(s) (on

individual pages); figures; figure captions (as a list).

Word Limits
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Please refer to theseuick style guidelinewhen preparing your paper, rather than any
published articles or a sample copy.

Please use American spelling style consistently throughout your manuscript. Please use single
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guotations should be indented without quotation marks.
Alt Text

This journal is now including Alt Text (alternative text), a short piece of text that can be
attached to your figure to convey to readers the nature or contents of the image. It is typically
used by systems such as pronouncing screen readers to make jéet abcessible to people

that cannot read or see the object, due to a visual impairment or print disability. Alt text will
also be displayed in place of an image, if said image file cannot be loaded. Alt Text can also
provide better image context/descrifins to search engine crawlers, helping them to index an
image properly. To include Alt Text in your article, please followCagelines

FormatFree Submission

Authors may submit their paper in any scholarly format or layout. Manuscripts may be
supplied as single or multiple files. These can be Word, rich text format (rtf), open document
format (odt), or PDF files. Figures and tables can be placed within therteMbmitted as
separate documents. Figures should be of sufficient resolution to enable refereeing.
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Note that, regardless of the file format of the original submission, an editable version of the
article must be supplied at the revision stage.

Taylor & Francis Editing Services

To help you improve your manuscript and prepare it for submission, Taylor & Francis provides
a range of editing services. Choose from options such as English Language Editing, which will
ensure that your article is free of spelling and grammar errors,Slagion, and Artwork
Preparation. For more information, including pricingsit this website
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Using ThirdParty Material in your Paper

You must obtain the necessary permission to reuse tpady material in your article. The use
of short extracts of text and some other types of material is usually permitted, on a limited
basis, for the purposes of criticism and review without secur@ngnél permission. If you wish
to include any material in your paper for which you do not hold copyright, and which is not
covered by this informal agreement, you will need to obtain written permission from the
copyright owner prior to submission. More imfoation onrequesting permission to reproduce
work(s) under copyright

Disclosure Statement
tftSFaS AyOfdzRS I RA&Of2adz2NBE adl G4SYSyidz dzaAy3
have no interests to declare, please state this (suggested wordligauthors report no

conflict of interest. For all NIH/Wellcom&unded papers, the grant number(s) must be
included in the declaration of interest statemeitead more on declaring conflicts of interest

Clinical Trials Registry

In order to be published in a Taylor & Francis journal, all clinical trials must have been
registered in a public repository at the beginning of the research process (prior to patient
enrolment). Trial registration numbers should be included in the abistvath full details in

the methods section. The registry should be publicly accessible (at no charge), open to all
prospective registrants, and managed by a-fwtprofit organization. For a list of registries

that meet these requirements, please vidiet\WHO International Clinical Trials Reqistry
Platform(ICTRP). The registration of all clinical trials facilitates the sharing of information
among clinicians, researchers, and patients, enhances public confidence in research, and is in
accordance with theCMJE guidelines

Complying With Ethics of Experimentation

Please ensure that all research reported in submitted papers has been conducted in an ethical
and responsible manner, and is in full compliance with all relevant codes of experimentation
and legislation. All papers which report in vivo experiments orcdlirtiials on humans or

animals must include a written statement in the Methods section. This should explain that all
work was conducted with the formal approval of the local human subject or animal care
committees (institutional and national), and thairnital trials have been registered as

legislation requires. Authors who do not have formal ethics review committees should include
a statement that their study follows the principles of theclaration of Helsinki

Consent
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All authors are required to follow theCMJE requiremenan privacy and informed consent

from patients and study participants. Please confirm that any patient, service user, or
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trial described in your paper has givemitten consent to the inclusion of material pertaining

to themselves, that they acknowledge that they cannot be identified via the paper; and that

you have fully anonymized them. Where someone is deceased, please ensure you have written
consent from thefamily or estate. Authors may use thisitient Consent Forpwhich should

be completed, saved, and sent to the journal if requested.

Health and Safety

Please confirm that all mandatory laboratory health and safety procedures have been
complied with in the course of conducting any experimental work reported in your paper.
Please ensure your paper contains all appropriate warnings on any hazards that may b
involved in carrying out the experiments or procedures you have described, or that may be
involved in instructions, materials, or formulae.

Please include all relevant safety precautions; and cite any accepted standard or code of

practice. Authors working in animal science may find it useful to consultithenational
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Welfareand Guidelines for the Treatment of Animals in Behavioural Research and Teaching

When a product has not yet been approved by an appropriate regulatory body for the use
described in your paper, please specify this, or that the product is still investigational.

Submitting Your Paper

This journal uses ScholarOne Manuscripts to manage thenpg@mw process. If you haven't
submitted a paper to this journal before, you will need to create an account in ScholarOne.
Please read the guidelines above and then submit your pagéeirelevant Author Centre
where you will find user guides and a helpdesk.

Please note thaNeuropsychological RehabilitatioisesCrossreft to screen papers for
unoriginal material. By submitting your paperN@uropsychological Rehabilitatigou are
agreeing to originality checks during the p&eview and production processes.

On acceptance, we recommend that you keep a copy of your Accepted Manuscript. Find out
more aboutsharing your work

Data Sharing Policy

This journal applies the Taylor & Frargissic Data Sharing Polié&uthors are encouraged to

share or make open the data supporting the results or analyses presented in their paper where
this does not violate the protection of human subjects or other valid privacy or security
concerns.

Authors are encouraged to deposit the dataset(s) in a recognized data repository that can mint
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Appendix 2: Enhancing transparency in reporting the synthesis of qualitative research (ENTREQ) statement (Tong et al., 2012)

Table 1Enhancing transparency in reporting the synthesis of qualitative research: the ENTREQ statement

CNEMYKF VOAY I GNIyalLI NByOe Ay NBLRNbY3I GKS aeyikKSara 2F ljdad tAlGroa @S

Tong, A., Flemming, K., Mclnnes, E., Oliver, S., & Craig, J. (2012). Enhancing transparency in reporting the syntitati® otgqearch:
ENTRE@MC medical research methodologf, 1-8.

No | Item Guide and description How met
1 | Aim State the research question the synthesis addresses. Stated in title and at end of introduction section.
2 | Synthesis Identify the synthesis methodology or theoretical framewo/Method section under thematic synthesis methodology.

methodology | which underpins the synthesis, and describe the rationale
choice of methodologye.g. metaethnography, thematic
synthesis, critical interpretive synthesis, grounded theory
synthesis, realist synthesis, metggregation, metastudy,
framework synthesis).

3 | Approach to | Indicate whether the search was ppéanned Yesc under Methods search strategies and paper identifica
searching (comprehensive search strategies to seek all available
studies)or iterative (to seek all available concepts until the
theoretical saturation is achieved).
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No | Item Guide and description How met
4 | Inclusion Specify the inclusion/exclusion critefie.g. in terms of Yes, specific section on inclusion and exclusion criteria.
criteria population, language, year limits, type of publication, stud
type).
5 | Data sources | Describe the information sources used (elgctronic Yes, data sources and dates of searches specified under s

databases (MEDLINE, EMBASE, CINAHL, psycINFO, Ec(strategies and paper identification.
grey literature databases (digital thesis, policy reports),

relevant organisational websites, experts, information

specialists, generic web sehas (Google Scholar) hand

searching, reference listand when the searches conductec

provide the rationale for using the data sources.

6 | Electronic Describe the literature seardle.g. provide electronic searchYesc in appendix in more detail
Search strategies with population terms, clinical or health topic
strategy terms, experiential or social phenomena related terms, filt

for qualitative research, and search limits).

7 | Study Describe the process of study screening and sifing. title, |Yesgin method and results section.
screening abstract and full text review, number of independent
methods reviewers who screened studies).

8 | Study Present the characteristics of the included studieg. year Yesin summary Table

characteristics| of publication, country, population, number of participants,
data collection, methodology, analysis, research questions



No

10

11

12

Iltem

Study
selection
results

Rationale for
appraisal

Appraisal
items

Appraisal
process

Guide and description How met

Identify the number of studies screened and provide reascYesg in PRISMA
for study exclusioife,g, for comprehensive searching,

provide numbers of studies screened and reasons for

exclusion indicated in a figure/flowchart; for iterative

searching describe reasons faudy exclusion and inclusion

based on modifications t the research question and/or

contribution to theory development).

Describe the rationale and approach used to appraise the Yesc CASP ratings
included studies or selected findinfgsg. assessment of

conduct (validity and robustness), assessment of reporting

(transparency), assessment of content and utility of the

findings).

State the tools, frameworks and criteria used to appraise tYesg CASP and classification method
studies or selected findinde.g. Existing tools: CASP, QAR|

COREQ), Mays and Pdfe]; reviewer developed tools;

describe the domains assessed: research team, study des

data analysis and interpretations, reporting).

Indicate whether the appraisal was conducted independerYes specified under quality assessment
by more than one reviewer and if consensus was required
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No

13

14

15

16

17

18

Iltem

Appraisal
results

Data
extraction

Software

Number of
reviewers

Coding

Study
comparison
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Guide and description How met

Present results of the quality assessment and indicate whiYes specified under quality assessment and in results sect
articles, if any, were weighted/excluded based on the
assessment and give the rationale.

Indicate which sections of the primary studies were analysYesg under data extraction and synthesis methodology
and how were the data extracted from the primary sections

studies2 S®3d | £t GSEG dzy RSNJ i

kO2y Of dzaAz2yaé 6SNB SEGNI O

a computer software).

State the computer software used, if any. Yesc Nvivo and Excel specified

Identify who was involved in coding and analysis. Yesc under relevant sections

Describe the process for coding of dégag. line by line Yesc under synthesis methodology
coding to search for concepts).

Describe how were comparisons made within and across Yesc under thematic synthesis methodology when explainii
studies(e.g. subsequent studies were coded into4epasting |coding.

concepts, and new concepts were created when deemed

necessary).



No

19

20

21

Iltem

Derivation of
themes

Quotations

Synthesis
output

Guide and description How met

Explain whether the process of deriving the themes or  |Yesc under thematic synthesis methodology
constructs was inductive or deductive.

Provide quotations from the primary studies to illustrate Yesc throughout results section
themes/constructs, and identify whether the quotations we
LI NOAOALN yiG ljd2il dA2ya 27

Present rich, compelling and useful results that go beyondYes- within discussion expanded upon.
summary of the primary studies (ermpw interpretation,

models of evidence, conceptual models, analytical

framework, development of a new theory or construct).
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Appendix 3: SPIDBRol in application to systematic review

Sample:Adolescents: Young adult*; child*; adolescen*; youth; teen*; pediatric*; paediatric*

ABI: head injur*; traumatic brain injur*; brain infyrcraniocerebral trauma; brain laceration*;
brain hemorrhage; brain haemorrhage; stroke; TBI; ABI; brain aneurysm; brain tumour; brain
tumor; encephalitis; meningitis; subarachnoid haemorrhage; brain hypoxia

Phenomenon of interestChanges in experience over time following the acquired brain injury
narrative*

Design:Questionnaire, survey, interview, focus group, case study, or observational study case
stud*; ethnography; focus group*; constant comparison*;

Evaluation:Experiences (Same as phenomenon key words); narrative?;

Resarch typeQualitative or mixed methods Qualitative*; grounded theory; phenomenology;
phenomenological; discourse analysis; content analysis; thematic analysis; interpretative;
interpretive; hermeneutic*



Appendix 4: Full electronic search terms

PsycINFO

Search Line #

Search Terms

S1 Tl "head injur*" OR AB "head injur*"

S2 TI "traumatic brain injur*" OR AB "traumatic brain injur*"

S3 TI "brain injur*" OR AB "brain injur*"

S4 TI "craniocerebral trauma" OR AB "craniocerebral trauma”

S5 TI "brain laceration*" OR AB "brain laceration*"

S6 Tl "brain hemorrhage*" OR AB "brain hemorrhage*"

S7 Tl "brain haemorrhage*' OR AB "brain haemorrhage*"

S8 Tl stroke OR AB stroke

S9 TI TBI OR AB TBI

S10 Tl ABI OR AB ABI

S11 Tl "brain aneurysm*" OR AB "brain aneurysm*"

S12 TI "brain tumor*" OR AB "brain tumor*"

S13 TI "brain tumour** OR AB "brain tumour*"

S14 Tl encephalitis OR AB encephalitis

S15 TI meningitis OR AB meningitis

S16 Tl "subarachnoid hemorrhage*" OR AB "subarachnoid hemorrha
Tl "subarachnoid haemorrhage*" OR AB "subarachnoid

S17 haemorrhage*"

S18 TI "brain hypoxia*' OR AB "brain hypoxia*"

S19 MM "Brain Injuries” OR MM "Head Injuries"
MM "Traumatic Brain Injury” OR MM "Brain Concussion" OR MM
"Chronic TraumaticEncephalopathR MM "Brain Concussion™ OF
MM "PostConcussive Symptoms" OR MM"Brain Damage" OR M

S20 "Periventricular Leukomalacia”

S21

S10OR S2 OR S30OR S4 0OR S50R S6 OR S7OR S8 OR S9 O
S11 OR S12 ORS13 OR S14 OR S15 OR S16 OR S17 OR S18
S20
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S22 Tl "young adult** OR AB "young adult*"

S23 TI child* OR AB child*

S24 Tl adolescen* OR AB adolescen*

S25 Tl youth OR AB youth

S26 Tl teen* OR AB teen*

S27 Tl pediatric* OR AB pediatric*

S28 Tl paediatric* OR AB paediatric*

S29 S22 OR S23 OR S24 OR S25 OR S26 OR S27 OR S28

S30 Tl "casestud*" OR AB "casstud*"

S31 Tl "case stud*" OR AB "case stud*"

S32 Tl qualitative* OR AB qualitative*

S33 Tl "grounded theory" OR AB "grounded theory"

S34 Tl phenomenology OR AB phenomenology

S35 Tl phenomenological OR AB phenomenological

S36 Tl "lived experience*" OR AB "lived experience*"

S37 Tl "discourse analysis" OR AB "discourse analysis"

S38 Tl ethnography OR AB ethnography

S39 Tl narrative* OR AB narrative*

S40 Tl "content analysis" OR AB "content analysis"

S41 TI "thematic analysis" OR AB "thematic analysis"

S42 Tl "focus group*' OR AB "focus group*"

S43 Tl "constant comparison*"' OR AB "constant comparison*"

S44 Tl interpretative OR AB interpretative

S45 Tl interpretive OR AB interpretive

S46 TI hermeneutic* OR AB hermeneutic*
MM "Qualitative Methods" OR MM "Focus Group" OR MM
"Grounded Theory" OR MM"Interpretative Phenomenological
Analysis" OR MM "Narrative Analysis" OR MM "S@mmictured

S47 Interview" OR MM "Thematic Analysis"
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S30 OR S31 OR S32 OR S33 OR S34 OR S35 OR S36 OR S37

S48 S39 OR S400R S41 OR S42 OR S43 OR S44 OR S45 OR S46

S49 S21 AND S29 AND S48
MM "Late Adolescence" OR MM "Early Adolescence” OR MM "C|
Health" OR MM"Adolescent Development” OR MM "Adolescent
Behavior" OR MM "Adolescent Characteristics"OR MM "Adolescg
Health" OR MM "Early Adolescence" OR MM "Late Adolescence

S50 MM"Adolescent galth” OR MM "Adolescent Attitudes"

S51 S29 OR S50

S52 S21 AND S48 AND S51

Open Dissertations Database

Search
Line# | Search Terms
S46 S19 AND S27 AND S45
S28 OR S29 OR S30 OR S31 OR S32 OR S33 OR S34 OR S35 OR S36 O
S45 OR S39 OR S40 OR S41 OR S42 OR S43 OR S44
S44 TI hermeneutic* OR AB hermeneutic*
S43 Tl interpretive OR AB interpretive
S42 Tl interpretative OR AB interpretative
S41 Tl "constant comparison*" OR AB "constant comparison*"
S40 Tl "focus group*' OR AB "focus group*"
S39 Tl "thematic analysis" OR AB "thematic analysis"
S38 Tl "content analysis" OR AB "content analysis"
S37 Tl narrative* OR AB narrative*
S36 Tl ethnography OR AB ethnography
S35 Tl "discourse analysis” OR AB "discourse analysis"
S34 Tl "lived experience*" OR AB "lived experience*"
S33 Tl phenomenological OR AB phenomenological
S32 Tl phenomenology OR AB phenomenology
S31 Tl "grounded theory" OR AB "grounded theory"
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S30 Tl qualitative* OR AB qualitative*
S29 Tl "case stud*" OR AB "case stud*"
S28 Tl "casestud*" OR AB "casstud*"
S27 S20 OR S21 OR S22 OR S23 OR S24 OR S25 OR S26
S26 Tl paediatric* OR AB paediatric*
S25 Tl pediatric* OR AB pediatric*
S24 Tl teen* OR AB teen*
S23 Tl youth OR AB youth
S22 Tl adolescen* OR AB adolescen*
S21 TI child* OR AB child*
S20 Tl "young adult*" OR AB "young adult*"
S1 OR S2 OR S3 OR S4 OR S5 OR S6 OR S7 OR S8 OR S9 OR S10 OR
S19 S13 OR S14 OR S15 OR S16 OR S17 OR S18
S18 TI "brain hypoxia*' OR AB "brain hypoxia*"
S17 Tl "subarachnoid hemorrhage*' OR AB "subarachnoid hemorrhage*"
S16 Tl "subarachnoid haemorrhage*" OR AB "subarachnoid haemorrhage*"
S15 Tl meningitis OR AB meningitis
S14 Tl encephalitis OR AB encephalitis
S13 TI "brain tumour*" OR AB "brain tumour*"
S12 TI "brain tumor*" OR AB "brain tumor*"
S11 Tl "brain aneurysm*" OR AB "brain aneurysm*"
S10 Tl ABI OR AB ABI
S9 TI TBI OR AB TBI
S8 Tl stroke OR AB stroke
S7 Tl "brain haemorrhage*" OR AB "brain haemorrhage*"
S6 Tl "brain hemorrhage*' OR AB "brain hemorrhage*"
S5 Tl "brain laceration** OR AB "brain laceration*"
S4 Tl "craniocerebral trauma" OR AB "craniocerebral trauma"
S3 TI "brain injur*" OR AB "brain injur*"
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S2 Tl "traumatic brain injur** OR AB "traumatic brain injur*"
S1 Tl "head injur* OR AB "head injur*"
CINAHL
Search
Line# | Search Terms
S52 S46 AND S49 AND S51
S1 OR S2 OR S3 OR S4 OR S5 0OR S6 OR S7 OR S8 OR S9 OR S10 OR S
S51 S13 OR S14 OR S15 OR S16 OR S17 OR S18 OR S50
S50 (MM "Brain Injuries")
S49 S20 OR S21 OR S22 OR S23 OR S24 OR S25 OR S26 OR S47 OR S48
S48 (MM "Young Adult™)
S47 (MM "Adolescence+")
S28 OR S29 OR S30 OR S31 OR S32 OR S33 OR S34 OR S35 OR S36 OF
S46 OR S39 OR S40 OR S41 OR S42 OR S43 OR S44 OR S45
S45 (MM "Qualitative Studies+")
S44 TI hermeneutic* OR AB hermeneutic*
S43 Tl interpretive OR AB interpretive
S42 Tl interpretative OR AB interpretative
S41 Tl "constant comparison*"' OR AB "constant comparison*"
S40 Tl "focus group*' OR AB "focus group*"
S39 TI "thematic analysis" OR AB "thematic analysis"
S38 Tl "content analysis” OR AB "content analysis"
S37 Tl narrative* OR AB narrative*
S36 Tl ethnography OR AB ethnography
S35 Tl "discourse analysis” OR AB "discourse analysis"
S34 Tl "lived experience*" OR AB "lived experience*"
S33 Tl phenomenological OR AB phenomenological
S32 Tl phenomenology OR AB phenomenology
S31 Tl "grounded theory" OR AB "grounded theory"
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S30 Tl qualitative* OR AB qualitative*

S29 Tl "case stud*" OR AB "case stud*"

S28 Tl "casestud*" OR AB "casstud*"

S18 TI "brain hypoxia*' OR AB "brain hypoxia*"

S17 Tl "subarachnoid hemorrhage*' OR AB "subarachnoid hemorrhage*"

S16 Tl "subarachnoid haemorrhage*" OR AB "subarachnoid haemorrhage*"

S15 TI meningitis OR AB meningitis

S14 Tl encephalitis OR AB encephalitis

S13 TI "brain tumour** OR AB "brain tumour*"

S12 TI "brain tumor*" OR AB "brain tumor*"

S11 Tl "brain aneurysm*" OR AB "brain aneurysm*"

S10 TI abi OR AB abi

S9 Tl thi OR AB tbi
S8 Tl stroke OR AB stroke
S7 Tl "brain haemorrhage*" OR AB "brain haemorrhage*"
S6 TI "brain hemorrhage*' OR AB "brain hemorrhage*"
S5 TI "brain laceration*" OR AB "brain laceration*"
S4 TI "craniocerebral trauma" OR AB "craniocerebral trauma”
S3 Tl "brain injur*" OR AB "brain injur*"
S2 TI "traumatic brain injur*" OR AB "traumatic brain injur*"
S1 Tl "head injut* OR AB "head injur*"
Scopus:

(((TITLE(hermeneutic*) OR ABS(hermeneutic*))) OR ((TITLE(interpretive) OR ABS(interpretive)))
OR ((TITLE(interpretative) OR ABS(interpretative))) OR ((TITLE("constant comparison*") OR
ABS("constant comparison*"))) OR ((TITLE("focus group*") OR ABS(Haqus)y) OR
((TITLE("thematic analysis") OR ABS("thematic analysis"))) OR ((TITLE("content analysis") OR
ABS("content analysis"))) OR ((TITLE(narrative*) OR ABS(narrative*))) OR ((TITLE(ethnography)
OR ABS(ethnography))) OR ((TITLE("discourse analyiaB&f"discourse analysis"))) OR
((TITLE("lived experience*") OR ABS("lived experience*"))) OR ((TITLE(phenomenology) OR
ABS(phenomenology))) OR ((TITLE(phenomenological) OR ABS(phenomenological))) OR
((TITLE("grounded theory") OR ABS("grounded theo®@R)(TITLE(qualitative*) OR
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ABS(qualitative*))) OR ((TITLE("case stud*') OR ABS("case stud*"))) OR ((TITdt&d*tnse

OR ABS("casstud*")))) AND (((TITLE(paediatric*) OR ABS(paediatric*))) OR ((TITLE(pediatric*)
OR ABS(pediatric*))) OR ((TITLE(teen*) OR ABS(teen*))) OR ((MALE{FABS(youth))) OR
((TITLE(adolescen*) OR ABS(adolescen*))) OR ((TITLE(child*) OR ABS(child*))) OR
((TITLE("young adult*") OR ABS("young adult*")))) AND (((TITLE("brain hypoxia*") OR
ABS("brain hypoxia*"))) OR ((TITLE("subarachnoid hemorrhage*") 8RsilNBarachnoid
hemorrhage*"))) OR ((TITLE("subarachnoid haemorrhage*") OR ABS("subarachnoid
haemorrhage*"))) OR ((TITLE(meningitis) OR ABS(meningitis))) OR ((TITLE(encephalitis) OR
ABS(encephalitis))) OR ((TITLE("brain tumour*') OR ABS("brain tumoOR"{{Y ITLE("brain
tumor*") OR ABS("brain tumor*"))) OR ((TITLE("brain aneurysm*") OR ABS("brain
aneurysm*"))) OR ((TITLE(ABI) OR ABS(ABI))) OR ((TITLE(TBI) OR ABS(TBI))) OR ((TITLE(stroke
OR ABS(stroke))) OR ((TITLE("brain haemorrhage*') OR ABS("bmaamrhage*"))) OR
((TITLE("brain hemorrhage*") OR ABS("brain hemorrhage*"))) OR ((TITLE("craniocerebral
trauma'") OR ABS("craniocerebral trauma™))) OR ((TITLE("brain laceration*") OR ABS("brain
laceration*"))) OR ((TITLE("brain injur*") OR ABS("brain inQrOR ((TITLE("traumatic brain
injur*") OR ABS("traumatic brain injur*"))) OR ((TITLE("head injur*") OR ABS("head injur*"))))
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Paper Information

Quality rating

Author, Year, Country | Title Relevance | Resonance Rigour | Total | Overall
(primary (Content, style,| (CASP | quality | relevance
research scope and Score | score |to
question + | communicative| agreed) synthesis
participants)| power of study

findings)
Ankrett et al. 2022), Understanding and supporting peer relationships in 2 3 13 18 Core
United Kingdom adolescents with acquired brain injury: A stakeholder
engagement study
Bedell et al. (2017), Informing design of an appased coaching intervention to 1 2 12 15 Peripheral
USA promote social participation of teenagers with traumatic bra
injury

Buckeridge et al. Adolescents' experiences of communication following acqui| 2 2 13 17 Central

(2019), United brain injury

Kingdom

Bull et al. (2024), Experiences of families post treatment for childhood brain | 1 1 12 14 Peripheral

United Kingdom tumours during medical clinic consultations regarding health

related quality of life, unmet needs and communication

barriers: A qualitative exploration
Cechanowicz (2014), | Collaboration for success in young adults with traumatic brg 2 1 13 16 Peripheral
USA injury
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Champigny et al. Adjusting to life after pediatric stroke: A qualitative study 10 15 Core
(2023), Canada
Di Battista et al. (2014) "In my before life": Relationships, coping and ptraumatic 9 13 Central
Australia growth in adolescent survivors of a traumatic brain injury
Ettey (2018), United | "The Lobe Family"collaborative development of a 20 24 Core
Kingdom psychoeducational resource for children who have experien

an acquired brain injury
Gaskill (2014), United | Adolescent girls' experiences of school following treatment 13 17 central
Kingdom a brain tumour : an interpretative phenomenological analysi

approach
Glennon et al. (2022), | The process of identity chand@lowing ABI from the 13 17 central
United Kingdom perspectives of adolescents and their mothers: A relational

grounded theory approach
Gmelig Meyling et al. | "Your brain can't wait": perspectives of children and 10 14 central
(2024), Netherlands adolescents with acquired brain injury and their parents on

physical rehabilitation during the subacute phase
Gunn et al. (2016), Quality of life and lateeffects among childhood brain tumor 9 13 Central
Finland survivors: A mixed method analysis
Hocking et al. (2011), | Neurocognitive and family functioning and quality of life 3 6 Peripheral
USA among young adult survivors of childhood brain tumors
JacobaNzuzi Khuabi et| Primary to secondary school transition of learners with 12 16 Central

al. (2022a), South
Africa

traumatic brain injuries in the Cape metropolitan area: A
learner perspective
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JacobsaNzuzi Khuabi et| Towards occupational resilience: A model to facilitate high 7 10 Peripheral

al. (2022hb), South school participation post traumatic brain injury

Africa

Leahy (2010), Ireland | Stroke in young women: an interpretive phenomenological 14 17 Peripheral
analysis

Lundine et al. (2019), | Putting the person in perseoentered care: Stakeholder 7 11 Peripheral

USA experiences in pediatric traumatic brain injury

Mulligan et al. 2022), | You Only Get One Brain: Adult Reflections on the Tamg 9 12 Peripheral

New Zealand Impacts of Traumatic Brain Injury in Adolescence

Nicklin (2021), United | Living with and beyond a childhood brain tumour diagnosis 16 21 Core

Kingdom the supportive care needs of teenagers and young adults af
their caregivers

Paniccia et al. (2019), | Youth and young adults with acquired brain injury transition 11 17 Core

Canada towards workrelated roles: a qualitative study

Raj et al. (2018), USA | Development of a WelBased Psychosocial Intervention for 7 10 Peripheral
Adolescent and Young Adult Survivors of Pediatric Brain TU

Radset (2008), Norway Adolescents with Traumatic Brain Injury and their School 8 11 Peripheral
Situation: A Qualitative Study

Roscigno et al. (2011), Children's longing for everydayness: Life following traumatig 16 21 Core

USA brain injury in the USA

Scanferla et al. (2020), Subjective experience of meningitis survivors: A transversa 17 21 Central

France

qualitative study using interpretative phenomenological
analysis
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Schrover (2015), An exploration of the experiences of young adults who 17 22 Core
United Kingdom acquired a brain injury

Seeto (2018), United | Young adults' experience of acquired brain injury : implicati 20 25 Core
Kingdom for counselling psychology

Wales (2016), United | Seltawareness following a brain injury in childhood : a 17 21 Central
Kingdom developmental perspective

Wibroe et al. (2021), | Living with the cerebellar mutism syndrome: letegm 9 13 Central

Denmark

challenges of the diagnosis
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Appendix 6: An example of the process of grouping codes into themes and revising these

systematic review
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Appendix7: Table 4: Overview of studies included in each theme for systematic review

Table 4:0Overview of studies included in each theme

al22N) ¢KSYS oO0bl{dbdKSYS obrazi
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Appendix8: NHS HRAthical approval

Ymechwil lechyd
a Gofal Cymru m

Health and Care Health Research
Research Wales Authonty
Miss Melissa Lee
Trainee Clinical Psychologist Email: approvalsifhra.nhs.uk
Cambridgeshire and Peterborough NHS Foundation
Trust (CPFT)

Elizabeth House
Fulboum Hospital
Cambridge

CB21 5EF

13 June 2024

Dear Miss Lee,

HRA and Health and Care
Research Wales (HCRW)

Approval Letter

Study title: What are meaningful outcomes for young people with
an acquired brain injury (ABI) in adolescence and
young adulthood?

IRAS project ID: 337530
REC reference: 24/5CJ/0142
Sponsor University of East Anglia (UEA)

| am pleased to confirm that HRA and Health and Care Research Wales (HCRW) Approval
has been given for the above referenced study, on the basis described in the application form,
protocol, supporting documentation and any clarifications received. You should not expect to
receive anything further relating to this application.

Please now work with participating NHS organisations to confirm capacity and capability, in
line with the instructions provided in the “Information to support study set up” section towards
the end of this letter.

How should | work with participating NHS/HSC organisations in Northern Ireland and
Scotland?

HRA and HCRW Approval does not apply to NHS/HSC organisations within Northern Ireland
and Scotland.

If you indicated in your IRAS form that you do have participating organisations in either of
these devolved administrations, the final document set and the study wide governance report
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(including this letter) have been sent to the coordinating centre of each participating nation.
The relevant national coordinating function/s will contact you as appropriate.

Please see IRAS Help for information on working with NHS/HSC organisations in Northern
Ireland and Scotland.

How should | work with participating non-NHS organisations?
HRA and HCRW Approval does not apply to non-NHS organisations. You should work with
your non-NHS organisations fo obtain local agreement in accordance with their procedures.

What are my notification responsibilities during the study?

The standard conditions document “Affer Ethical Review — guidance for sponsors and
investigators”, issued with your REC favourable opinion, gives detailed guidance on reporting
expectations for studies, including:

+ Registration of research

+ Notifying amendments

+ Notifying the end of the study
The HRA website also provides guidance on these topics, and is updated in the light of
changes in reporting expectations or procedures.

Who should | contact for further information?
Please do not hesitate to contact me for assistance with this application. My contact details
are below.

Your IRAS project ID is 337530. Please quote this on all comespondence.

Yours sincerely,
Chris King

Approvals Specialist

Email: approvals@hra.nhs.uk

Copyto: ~ Ms Tracy Moulton, Sponsor's Representative
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NHS!

Health Research
Authority

South Central - Oxford A Research Ethics Committes
Ground Floor

Temple Quay House
2 The Sguare

Bristol

BE1 6PN

Telephoma: 0207 104 8118

13 June 2024

Miss Melissa Lee
Trainee Clinical Psychologist
Cambridgeshire and Peterborough NHS Foundation Trust (CPFT)

Elizabeth House

Fulbourn Hospital

Cambridge

CB21 5EF

Dear Miss Lee,

Study title: What are meaningful outcomes for young people with an
acquired brain injury (ABI) in adolescence and young
adulthood?

REC reference: 24/SC10142

IRAS project ID: 337530

Thank you for your letter of 127 June 2024, responding to the Research Ethics Committee's
(REC) request for further information on the above research and submitting revised
documentation.

The further information has been considered on behalf of the Committee by the Chair.
Confirmation of ethical opinion

On behalf of the Committes, | am pleased to confirm a favourable ethical opinion for the above
research on the basis described in the application form, protocol and supporting documentation
as revised, subject to the conditions specified below.

Good practice principles and responsibilities

The UK Policy Framework for Health and Social Care Research ssts out principles of

practice in the management and conduct of health and social care research. It also outlines the
responsibilities of individuals and organisations, including those related to the four elements of
research transparency:

1. registering research studies
2. reporting results




3. informing participants
4. shanng study data and tissue

Conditions of the favourable opinion

Confirmation of Capacity and Capability {in England, Northern Ireland and Wales) or NHS
management permission (in Scotland) should be sought from all MNHS organisations involved in
the study in accordance with NHS research govemance amrangements. Each NHS organisation
must confirm through the signing of agreements and/or other documents that it has given
permission for the research to proceed (except where explicitly specified otherwise).

Guidance on applying for HRA and HCRW Approval (England and Wales) NHS permission for
research is available in the Integrated Research Application System.

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

Sponsors are not required to notify the Committee of management pamissions from host
organisations

Registration of Clinical Trials

All research should be registered in a publicly accessible database and we expect all
researchers, research sponsors and others to meet this fundamental best practice standard.

It is a condition of the REC favourable opinion that all clinical trials are registered on a public
registry before the first participant is recruited and no later than six weeks after. For this
purpose, ‘clinical trials’ are defined as:

+ clinical trial of an investigational medicinal product

» clinical investigation or other study of a medical device

+ combined tnal of an investigational medicinal product and an investigational medical
device

» other clinical tnal to study a novel intervention or randomised clinical trial to compare
interventions in clinical practice.

A "public registry’ means any registry on the WHO list of primary registries or the ICMJE list of
registries provided the registry facilitates public access to information about the UK frial.

Failure to register a clinical tnal is a breach of these approval conditions, unless a deferral has
been agreed by the HRA (for more information on registration and requesting a deferal see:
Research registration and research project identifiers).

Where a defemal is agreed we expect the sponsor to publish a minimal record on a publicly
accessible registry. When the deferral period ends, the sponsor should publish the full record on
the same registry, to fulfil the condition of the REC favourable opinion.

If you have not already included registration details in your IRAS application form you should
notify the REC of the registration details as soon as possible.
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Where the study is registered on ClinicalTnals.gov, please inform deferrals@hra.nhs.uk and the
Research Ethics Committee (REC) which issued the final ethical opinion so that cur records can
be updated.

Publication of Your Research Summary

We will publish your research summary for the above study on the research summaries section
of our website, together with your contact details, no earlier than three months from the date of
this favourable opinion letter. Where a deferral is agreed, a minimum research summary will still
be published in the research summaries database. At the end of the deferral penod, we will
publish the full research summary.

Should you wish to provide a substitute contact point, make a request to defer, or require further
information, please visit: Research summanes - Health Research Authonty (hra.nhs uk)

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

After ethical review: Reporting requirements

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

Motifying substantial amendments

Adding new sites and investigators

Natification of senous breaches of the protocol

Progress and safety reports

Matifying the end of the study, including early termination of the study
Final report

Reporting results

The latest guidance on these topics can be found at Managing your approval - Health Research

Authority (hra.nhs uk
Ethical review of research sites
MNHS/HSC sites

The favourable opinion applies to all NHS/HSC sites taking part in the study, subject to
confirmation of Capacity and Capability (in England, Northem Ireland and Wales) or
management permission (in Scotland) being obtained from the NHS/HSC R&D office prior fo the
start of the study (see "Conditions of the favourable opinion™ below).

Mon-NHS/HSC sites
| am pleased to confirm that the favourable opinion applies to any non-NHS/HSC sites listed in

the application, subject to site management permission being obtained prior to the start of the
study at the site.

220



Approved documents

The final list of documents reviewed and approved by the Committee is as follows:
Document Version Date

Copies of materials calling attention of potential participants to the |1.1 04 March 2024
research [Infographic for services V1.1]

Copies of matenals calling attention of potential participants to the |11 04 March 2024
research [Poster for services V1.1]

Evidence of Sponsor insurance or indemnity (non NHS Sponsors 1.0 01 August 2023
only) [JEA EL&amp;PL 2023-24]

Interview schedules or topic guides for participants [Topic Guide 1.1 04 March 2024
V1.1]

IRAS Application Form [IRAS_Form_11042024] 11 April 2024
Letter from sponsor [I&amp;| Cover Letter (ML)] 1.0 10 April 2024
Mon-validated questionnaire [Demaographic Information to be 1.0 23 February 2024
collected from paricipants %'1.0]

Other [Feedback Summary and Changes Implemented from PPI] 1.0 07 June 2024
Other [Further Information Required for Ethical Review] 1.0 10 June 2024
Participant consent form [Consent to Contact Form %1.0] 1.0 23 March 2024
Participant consent form [Assent Form W1.2] 1.2 22 February 2024
Participant consent form [Carer Consent Form 1.2] 1.2 22 February 2024
Participant consent form [Consent Form 16 plus V1.2] 1.2 22 February 2024
Participant consent form [Easy Read Consent Form V1.2] 1.2 22 February 2024
Participant information sheet (PIS) [Younger PIS WV1.4] 1.4 25 March 2024
Participant information sheet (PIS) [Photo Elicitation Information 1.2 23 February 2024
Sheet Easy Read V1.2]

Participant information sheet (PIS) [Photo Elicitation Example V1.2] |1.2 23 February 2024
Participant information sheet (PIS) [Debrief Form Easy Read V1.1] |11 22 February 2024
Participant information sheet (PIS) [PIS Carer V1.8] 1.8 04 June 2024
Participant information sheet (PIS) [PIS V1.8] 1.8 04 June 2024
Participant information sheet (PIS) [P1S Easy Read V1.7] 1.7 04 June 2024
Participant information sheet (PIS) [Photo Elicitation Information 1.3 23 May 2024
V1.3 Sheet]

Research protocol or project proposal [Meaningful Outcomes 6.0 25 March 2024
Protocol VE.0]

Research protocol or project proposal [Meaningful Outcomes 7.0 07 June 2024
Protocol V7.0]

Summary CV for Chief Investigator (CI) [CV Melissa Lee] 1.0 08 December 2023
Summary CV for student [CV Melissa Lee] 1.0 08 December 2023
Summary CV for supervisor (student research) [CV Fergus Gracey] |1.0 04 December 2023
Summary CV for supervisor (student research) [CV Eleanor 1.0 08 December 2023
Chatburn]

Summary of any applicable exclusions to sponsor insurance 1.0 01 August 2023
(non-MHS sponsors only) [UEA Pl 2023-24]

Summary, synopsis or diagram (flowchart) of protocol in mon 1.1 25 February 2024

technical language [Flowchart Summary for study “/1.1]
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Statement of compliance

The Committee is constituted in accordance with the Govemance Arrangements for Research
Ethics Committees and complies fully with the Standard Operating Procedures for Research
Ethics Committees in the UK.

User Feedback

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

HRA Learning

We are pleased to welcome researchers and research staff to our HRA Leamning Events and
online learmning opportunities— see details at: Leamning - Health Research Authority (hra.nhs.uk)

[ IRAS project ID: 337530  Please quote this number on all correspondence

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

Yours sincerely

';.-’-'Ih.r'l'aﬁ: N i\;‘/

Christian King
Approvals Specialist
On behalf of

Dr Hugh Davies
Chair

Email:oxforda.rec@hra.nhs.uk

Enclosures: “After ethical review — guidance for
Researchers”

Copy to: Ms Tracy Moulton, Sponsor's Representative
Lead MNation

approvals@hra.nhs.uk

222



223

Appendix9: Demographic and contextual information regarding the acquired brain injury

collected

How old are you now?

What gender do you identify as?

How old were you when you had your brain injury?
How long were you unconscious for when you had the injury (if known)?

How long were you in the hospital for (from the time you had the injury to when you went
home) (if known)?

What was the type of brain injury you had? (Drop down menu to be given to choose from:)

m ¢NJ dzYF O ON}AY Ly2dzNE
nm LEtftySaa 2N AyFSOezy
m { NRB 1 S

m . N} Ay {dzy 2 dzNJ

m hiKSNJ
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Appendix10: Topicguide

Opening questions

1 a2 Keé R2yQi 6S adGFNI 6A0GK @2dz G6StftAy3a YS 3
€2dz Syeaz2eée R2Ay3AKO

f a/ Ly @&2dz G§Stt YS l062dzi ¢KIG GKAy3Ia &2dz KI
Ot NPYLIIAY LKeaAoOlfttes Syze2ylftexr YSydalftft
GAGK 20KSNADOU

1 a2SNB @e2dz Fo6fS G2 GIF1S &a2YS LK2:G2& 2NJ 0NR

ONRAzZAKGKE Ot NRYLIWY /Iy @&2dz aK2g YSKO

Follow up questions to theseay include:

1 2KIFd KFE@S 0SSy (KS (KAy3Ia GKIG KFE@S 0SSy
LIKeaAOlfttexr Syz2e2ylffer YSyidltfter (KAy3Ia
20KSNAEU

f La GKSNB FyelKAy3a &2dz K2L)S (G2 I OKAS@SS o0
LIKeaAOolftesx Syze2ylffter YSyGlffer (KAy3aA
20 KSNAU

T 2KFEG 6SNB 2NJINB GKS Yz2aid AYLERNIIFYy(d 2N YS
G261 NRa aAyOS e2dz2NJ Ay2dz2NBEK ot NPYLIiay LIKea
2NJ UYR Fdzy> aLISYRAY3 aYS gAGK 20KSNAO

1 126 KFa ¢2NJAy3 2y GKA& FGSOGSR @2dzK ot NP

1 2KAOK 2F (KSaS KI @S YIRSHHRKSE YAFBEKRA DS NRY
KFra 0SSy (KS Y2ad KSf LJFdzZ Ko

For each photo / item:

T tfSras OFry @e2dz GStf YS lo62dzi GKS LK2(G2a &
2 Ké RAR @2dz OK22aS (KAa LK2G2 AdSYoao Ay

1 126 R2 @&2dz GKAY|l GKA& OF LXidz2NBa |y AYLERNII

f 2KFd KFa KSELISR 2NJAa KSfLAy3d &2dz 2 Y208
KSt L) 82dz 2 Y20S (26 NRa (KAa 2dzi02YSKU

After reviewing the pictures and/or items

1 LA OKSNB lFyeidKAy3a StasS e2dz gtyad G2 aGrti1 |
2dz602YS F2NJ 82dz GKIG FNB y2G Ay (KSasS LIK?2

If there is a lot of time left after reviewing the photographs and/or objects:

T FI @S @82dz SELISNASYOSR dzaAy3d ljdzS&dea2yyl ANBS
2NJ g2N] (261 NRa 2dzi02YSaKk

1 52 @2dz KI @S lye (K2dz3KGa 2y |jdS&ds2yyl ANBS
G261 NRa 2dzi02YSaK ot NRYLIWayYy | @S GKS& 0SS

f 6LC &S8S&a (2 F0O 52 @e2dz GKAY|l G(K2a$S ljdSas2yy
I 62dzi G2RI&K
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Endof interviewd L G KAY {1 GKIFGQa SOSNRBUOUKAY3A L KF@S (2
fA1S G2 areéexr 2NJlyeée TFAYylLf (K2dAKGa 2N GKAYy3a&

For those that are unable to take photographs or bring items, or struggle to engage with the
photographs and/or item(s) that they have taken/brought

{201 AYl 3% NERNEREY AlyK OKIAE RK22R RAalFOAf AGE 6w
(Function; family; fitness; fun; and friends) and other images that relate to such activities will

be used as visual prompts during the interview.

The opening questions will be the same.

Then images representingthe-fF2 NRa ¢ ¢gAff 0SS LINBASYiGSR (2 (K:
such as the following may be asked:

N

1 KAOK 2F GKS&S LAOGdz2NBE &aidGlyR 2dzi GKS Y23
f 6LC GKSe& LAO]l I LAOGI:NNBO /Iy é&2dz G64Stt YS
ali22R 2dzi (2 e2dzK 5®2RREKAESIHI (2 R2 YdzOK 2
f 2KIG KIFIa 0SSy Yzaild YSFEYyAy3IFdzZ K AYLRNIFYG |
f 2KFd KFra KSfLISR @&2dz Y20S (261 NRa GKA& aAy

This can be more unstructured if needed, adapting to the presenting needs of the participant.

Other methods can be used if the participant continues to struggle to communicate, such as
asking the participant to draw what has been meaningful (as a saomk task, or drawing
LA OGdzNBa GKI-62 NBad¢ di SHyiR deXBSy & CpleteShetiedzSa i A 2y a

In addition, other questions where participants are having particular difficulty identifying
meaningful outcomes may include:

9 /by @2dz G6Stf YS lo2dzi I UfY k a2vYS2yS gK?2
GKS flrad UfY 2NJ LINPINIYYS e2dz 61 GOKSRK 2K
GKSe @2dzNJ FIF @2dzNRGS OKI NY OGSNK !' NB @&2dz aa

1 126 R2Sa (GKAa NBEFGS (2 6KFG A& AYLRNIIF Y
AAYAT I NARaSa 0SG6SSy GKSY YR 6KIFG Aa AYLE

Endof interviewd L G KAY {1 GKIFGQa S@OSNEBUKAY3A L KIF@S (2
fA1S (2 aleés 2N Fye FAYIE (K2dAKGE 2N GKAy3I&



Appendix 1: Polytextualthematicanalysis forvisualdata resultsand integration with

reflexive thematic analysis

Polytextual Thematic Analysis for

Visual Data (PTAVD)
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The PTAVD of retained photographs and objects were limited in their number, but

nonetheless elicited four themes that link to the research questions that are summarised

below inTable 1.

¢lhovyS! GFofS adzyYFNRaAy3ad GKS GKSYSa yR 2028
FTNRY t¢! 5 Fyltéeaaa

Theme Objects/Photographs included in theme

(1) Experiencing a sense of 'f A0SQa LK20G§23INI LK HT al
achievement W01 Qa 2062S0Ga o FtyYyR no

(2) Meaningful emotional alk NOAYyQa LIK2G23aINF LKA m |
connections, where | feelsafe |F YR HT ! £ A0SQa LIK2 (G2 3INI I

and supported

(3) The bonds thathelpmeto |al NIAYy Q& LIK23G23INF LK ™MT !

move forwards LIK2G23INI LK oT !'fA0SQa LN

(4) Adjusting to what it meansto) CNB & Q& LIK23G23INJF LKA H |

live with an ABI

(1) Experiencing a sense of achievement

This theme illustrates that for participants, experiencing a sense of achievement can

O2YS FTNRY Ylyeé& RAFTFSNBYG FOGUAGAGASAT |yR YL &

photograph she shared featuring certificates, programmes, and itineraries inerpreted
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with a great sense of pride and achievement from Alice, which was supported by what she

shared in the interview about these. For Alice, achievement was important for many reasons,

as expanded upon in tiRTAresul® al NI Ay Qa O FalaeldaiRalumimitap 6 S 2 F
represented a sense of achievement for him as this was the first plate of food he had been

ot S (RdzZYf § SA YWRE hiSinjuRySigdiindolved him overcoming physical

difficulties.

W01 Qa atAGOKSa 6SNBE aeyvYoz2fAl0 F2NI KAY Ay
striking for the researcher (N to see that he had kept, as well as his description of how this
linked to his time of the injury and where he was now, which was felt to be an achievement.
This also linked to the charity booklet that he had, where he spoke passionately about
advocatingor them and supporting them. Mrecognised his pride in sharing the booklet and

his achievement in his work.

(2) Meaningful emotional connections, where | feel safe and supported

The photographs and objects in this theme are felt to portray a deeper emotional
connection for participants, and one that provides feelings of safety and support. What is
included in this theme is more closely rooted to the context within the photograpias

objects.

Martin shared a photograph of a pier, which seemed to elicit mixed, but deep,
emotions for Martin. Whilst he spoke about the significance that this place held for him,
02y ySOGAYT KA VoteAtdhdu®K & ¥ RT IF & & (396 S48 2 Fadnss
expressed in not knowing when he would be able to go back there, reflected in the darkness of
GKS a1ed ¢KS LK2G23INI LK 2F GKS YdzaSdzy 6A0GK a

SY20A2y It Ojgyiidsortiok shefidtima with Whm with uh family as @eh
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l dZNBE N} Q&8 R23 0¢6K2 KIR aiAyOS LI aasSR gl eo
O2yySOGAZ2Y T2 Nlcérpanotd Kb @®l2yIWid SHBSANIzZIA/E G A y I (K
something she had struggled with previously. She also helped to support Aurora by having a

YoutneQ Ay LI F OSo

lf A0SQa aoOKz22t gla O2y@SeSR o0& !fAOS |a |

which was indicated to contrast with previous experiences elsewhere.

(3) The bonds that help me to move forwards

The objects and photographs featured in this theme represent the supportive bonds
LI NOAOALI yia KIFI@S GKIFIG KIFI@S KSfLSR GKSY G2 VY
of) his Mum at the museum was important in that his Mum had been acting as hiscarain
(as referenced in his description of the photograph). Having this bond with his Mum also
meant he could share this meaningful activity with her, and she was able to support him to get
0KSNBE® CNBel Qa S&S Ylail o1 alybebdinptaQad | yR A
advocates and support in encouraging her to rest, and that it was okay to do so. This helped

her to move towards her other outcomes, such as returning to school and sport.

£ A0SQa LIK23G23INI LK 2 fopprdnited OKE 23 A BB ALING & 65y
of importance is what helps the opportunities to be there, her teachers. Alice spoke at length
about teachers that understood what is helpful and unhelpful for her and being able to know
her well enough to give her tasks she woh&lable to achieve, thus giving her a sense of

progression.

l dZNP N} ONRdzZAKG GKNBS LIK2G23INI LKso 2F KSNJI F

A % /4 A x

O2yySOGSR 2 KSNI WOIdzAS L (KAY(Qd KGBKBaE a0 [2NE



229

between them helped Aurora in doing things she would not have otherwise done, such as

leaving the house.

W 01 Qa &aOF NF YSNOKIFIYRAAS fa2 NBLNBaSydSF
being able to relate to his difficulties and see him as a role model. Jack also spoke about having
KAa Ydomiodmusi® WKI (i KeddBtbeKeRY I ¥R Py @AY I0oEKE O

588 GYdAAOAIQMNE YIYS8 F3IFAY

(4) Adjusting to what it means to live with an ABI

The objects linked to this theme were explicit and implicit in their meaning, as
AddzLIL2 NI SR 08 LI NGAOALI yiaQ RSAONALIIAZY A RdzNA
linked to adjustment is an implicit interpretation but was reflected in hangithis as
something she always carries with her due to being vital for looking after herself due to the
O2yaSljdzSy0Sa 2F KSNJAy2daNE® CNBel Qa 202S00a
during the interview as to their meaning for her. Fogya, part of adjusting to her injury was
understanding that things would take time to change, as well as the importance of being able
G2 NBaAG | NSQR MENBSE atkne bilsadness to the calendar being empty,
possibly reflecting that prior to her injury it would be very busy, whereas now she had to focus

on rest.

Integration of PTAVD and RTA:

Please see below for a visual diagram depicting where PTAVD and RTA themes were

integrated together to form the final themes.
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1.a. The motivations that | need to move forwards

1.b. Recognising that | have something to give and self-belief to keep going
(including from PTAVD theme ‘Experiencing a sense of achievement’: Alice’s
photograph (2) of achievements; Martin’s photographs (2) of plate of food
and (3) of him on abroad; Jack’s objects (3) stitches and (4) charity booklet.)

1. Itis more than
what 1 am doing; it is
the meaning that it
brings me...

1.c. A sense of myself and

enjoyment

1.d. Opportunities to

gauge how far | have come

photograph (4) school.

2.1 need to experience supportive bonds with others to help me reach outcomes
(including from PTAVD theme ‘Meaningful emotional connections, where I feel safe and supported’: Martin’s photographs (1) exhibition with
Mum and (4) beach with pier; Aurora’s photographs (1) dog with Christmas tree and (2) dog upside down making a funny face; Alice’s

And PTAVD theme ‘Experiencing bonds that help me to move forwards’: Martin’s photograph (1) exhibition with Mum; Aurora’s photograph
(3) dog sleeping on sofa; Freya’s photograph (3) Mum’s eye mask; Alice’s photograph (4) school; Jack’s object (2) scarf merchandise.)

3.a. Having practical ways to manage and minimise the impact of my injury
(including from PTAVD theme ‘Adjusting to what it means to live with an
ABJ’: Freya’s photographs (2) blank calendar and (3) Mum’s eye mask;
Alice’s photograph (1) water bottle.)

-

3.To get to these
outcomes, | need the right
adjustments to live with
the consequences of my
injury

3.b. Psychologically
adjusting to my injury
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Appendix 2: Further information regarding recruitment and interview process from

empirical research

Recruitment;

Recruitment primarily took place within NHS services and charities. Upon ethical appréval, M
shared an infographic and poster (Appendices 10 and 11, respectively) about the study with
both NHS and charity sites.

Sites shared the information with service users through routine clinical contacts and email
correspondence. Third sector sites publicised the research on their social media pages and
through family support officers. Clinicians in the NHS site were askaastwinformation to

the YP (and their carer if under 16). If the YP expressed interest, consent to share contact
details for the researcher was sought (Appendix 12). With consent, the staff member shared
the person's preferred contact details with the ezgcher. Alternatively, the interested party
could contact the researcher directly via the email on the infographic/poster. The NHS team
could offer the information sheets (Appendix 13 for young person, Appendix 14 for easy read,
and Appendix 15 for caref)r further information if requested. For third sector sites, those
interested were able to contact the researcher directly and arrange to speak to the researcher
through their chosen method.

The researcher contacted the participant (and carer if under 16) to explain the research and
answer any questions. If they confirmed interest, an information sheet including contact
information (Appendix 13 for young person, Appendix 14 for easy readjppendix 15 for
carer) was sent in the post and/or emailed to them, along with the information sheet about
photo elicitation and submitting the photographs (Appendix 16 for easy read photo elicitation
and object information sheet, Appendix 17 for photaiéition and object information sheet),

as well as an example of photo elicitation from another study by Hanson et al. (2023)
(Appendix 18). A second contact was made one to two weeks from the date of sending to
confirm if they wish to take part, and delsiarranged for the interview to take place.

Due to this participant group being more easily fatigued and to minimise demands on them on
the day of the interview, consent forms were sent for participants to review and complete,
separate to and in advance of the interview (Appendix 19 for assentffaromder 16,

Appendix 20 for easy read, Appendix 21 for 16 and over, and Appendix 22 for the carer giving
consent on behalf of the YP (under 16)). This was done on Microsoft Forms, or a hard copy
sent in the post. Participants were encouraged to revieasthwith their carer or trusted

person and invited to contact the researcher with any questions should they arise. They were
asked to submit their photographs and/or photographs of objects to the researcher ahead of
the interview where possible.

Interview process:
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Participants were given the choice as to whether the interview took placettatace or

online via Microsoft Teams. Where interviews are faxdace, they were conducted at the

NHS site from which they were recruited, or at their home. If there werecamyplex needs

(e.g., communication, risk), where possible, the interview was arranged to beddaee and

in collaboration with the NHS service as to how to best meet the needs of the participant. All
methods used Microsoft Teams to record the intetvie F N2 Y (G KS NBaSI NOKSND
account.

The researcher sent a reminder email or message and checked that the participant was happy
to proceed at the arranged time during the week prior to the interview and reminded them to
send the photographs to the researcher. Where there were any difficuitidsing this, the
researcher took a screenshot over Microsoft Teams of pictures/items (using snipping tool). If
any cancellations of the interview from the participant occurred, then the interview would be
re-arranged up to two times maximum atthe p®@th LI y 64 Q NXBIj dzSad o

Before starting the interview, questions were answered and consent forms completed.
Participants were reminded of their right to withdraw at any time and a brief overview of the
research before proceeding with the interview. Where possible the interviewlinated to

one hour, but up to 90 minutes were allocated in total. The participants were asked to pick the
top four pictures and/or objects to talk about first, and the rest spoken about if there was

time. A break was encouraged and decided with theipgrant, and there was opportunity for

the interview to continue at another time.

At the end of the interview, 15 minutes was allocated for a debrief where questions were

answered, and a copy of the debrief sheet was given (Appendix 23) and sent via email where
consent was provided. This included information regarding emergency nurabdrsontact
AYVF2NNYIFGAZ2Y F2NJ LI NGAOALI yiaQ aASNBAOSaE s KSNB
such as the participants care-oodinator or clinician (if recruited via NHS services) to report

any concerns to, and any concerns were reportedt§ S NB &4 S+ NOKSNID & & dzLJS NJ
further action required was taken immediately.

The researcher was a skilled mental health professional, so was able to respond sensitively and
empathically to any distress, recognising that it is understandable and normal that the impact
of an ABI can be emotive.
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Appendix13: Infographic

What are meaningful
outcomes for young
people with an acquired
brain injury (ABI) in
adolescence and young
adulthood?

Would you be willing to take
pictures or bring objects of

what has been important to
you since your injury?

And would you be happy to
talk to someone for 1 hour
about these online or in
person?

It is important that you do not

have any severe or enduring

mental or physical health

issues where there is any
possible risk in taking part.

If you are under 16, is your
parent / carer happy for you to
take part?

Interested?

Please contact Melissa Lee
(Trainee Clinical
Psychologist) at University of
East Anglia:
m.lee2@uea.ac.uk




Appendix14: Poster

WHAT ARE MEANINGFUL OUTCOMES

FOR YOUNG PEOPLE WITH AN
ACQUIRED BRAIN INJURY (ABI) IN
ADOLESCENCE AND YOUNG
ADULTHOOD?

Are you?

What will it involve?

Aged between 12 - 25 years old?

Experienced an injury to the brain since birth (e.g.,

stroke, brain tumour, traumatic brain injury)?

At home following the injury for at least 3-months?
Able to comment on important outcomes / goals /
experiences since your injury?

You do not have any severe or enduring mental or

physical health issues where there is any possible

risk in taking part.

Taking pictures of what has been important to you since
your injury and/or

Bringing items that relate to what has been important to
you since your injury.

Talking to someone for around 1 hour about these and
other things about your injury in an interview. This can
be online or in person.

The interview will be recorded.

Why are we doing this?

When people like you are seen in the NHS after a brain injury, we use questionnaires or set goals
when staff are supporting you to help you recover as best you can.

But! You might not know a goal at the time, and the questionnaire might not ask the questions
that fit with your difficulties.

So we want to ask people like you what is actually important to you in your recovery journey!
We hope to use this to guide future research and inform services to help others like you in the

future.

What if | am interested in taking part?

“~

Do my parents/carers need to be involved?

e If you are under 16, your parent / carer must be aware that you are taking part in
the study. They will be asked to fill in some forms too. If they cannot do this, you
will not be able to take part.

¢ Your parent / carer can be there for the interview, but we want to hear from you
and what you have to say.

Please contact Melissa Lee (Trainee Clinical Psychologist) at the University
of East Anglia (UEA) to express interest and to talk more about the study:
m.lee2@uea.ac.uk

234
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Appendix15: Consent to share contact details for the researcher to contact them via their

chosen method

WVersion No. 1.0
Version Date: 23/03/24
IRAS Project ID: 337530

Consent to Contact Form
Research Project Title: What are meaningful outcomes for young people
with an acquired brain injury (ABI) in adolescence and young

adulthood?

Chief Investigator: Melissa Lee of the Norwich Medical School, University of
East Anglia

Please complete this form if you are happy for a member of the research
team at the University of East Anglia to contact you to discuss your
participation in the above research project.

| give permission for the research team for the above study to contact me to
discuss taking part in the above named study.

| understand that my personal contact details below will be stored securely,
in line with the Data Protection Act and General Data Protection Regulations
and shall not be used by the research team for any purpose other than to
discuss my participation in the study.
Participation is voluntary, and | can withdraw my interest at any time._ If |
withdraw my interest, and decide not to take part, the research team will
destroy any copies of my personal details and my clinical care will not be
affected in any way.
Full Name of Participant:
Signature:
Date:
Telephone/Mobile:
Email:
Preferred Method of Contact (please circle):

Telephone  Email

Preferred Time to be contacted (please circle):

Morning Afternoon  Evening



236

Appendix16: Information sheet:Young person

Participant Information Sheet

Study Title: What are meaningful outcomes for young people with an acquired brain injury (ABI}
in adolescence and young adulthood?

Who am 1? My name is Melissa, and | am currently studying a Doctorate in Clinical
Psychology at the University of East Anglia.

| invite you to take part in a research study.

Befora you decide if you want to take part, it is important to understand why the research is
being done and what it will invalve. Please talk about it with other people if you wish.

Do | have to take part?

It is completely up to you whether you take part in this study. You do not have to make up your
mind immediately. If you choose not to take part or decide to take part and change your mind
later, it will not affect any of the care that you are currently receiving from your NHS services.

If you have any questions, or if anything is not clear, please ask.

Background to the study

| 'want to learn more about what is important and meaningful
to people like you since your injury.

After a brain injury, many people have wishes about what they
would like to be different. There might also be things that they
have achieved that are important to them. And thera might be
important things that have not changed since the injury.

| want to understand the things that are important to you in your life since your injury. This is so
we can learn how to make rehabilitation fit better to what people like you want in life. And also,
so we can find better ways to check if you are on track to having the best life you gan after your

imjury.

What happens if | choose to take part?

) 1) I will speak to you and ask for some information about you. This will
e include your gander, age, and the type of brain injury you had.
2) 1 will ask you to take pictures of things that have been important in your
life since your injury. You can also bring in things to show me too.

V1.8 Pl IRAS Project ID: 337530 Diate: 04,/06,/24



3) You will meet with me and we will talk about the pictures/objects you
bring. | will ask you about what things are important to you since your
injury. We can talk about this on a video call or in person.

-

This meeting will be about 1 hour, but we can change this if it feels too
difficult to do in one meeting. You can say no or stop the interview at any time. You can have
your parentfcarer with you during this meeting if you like.

4) The interview will be recorded (video and sound) on Microsoft Teams. This will also write up
what is said in the interview for me o use later. This is called a transcription. | might need to use
a sound-only recording device too.

5) I will take a copy of any photographs you bring (except those with other people in them). | will
take a photo of any items that you have brought too.

After this, you do not need to do anything! When we have finished the interview:

1) 1 will go away and check the recording and transcription of what we spoke about in our
interview. When | have finished this, | will delete the recordings. This will be around two weeks
after the interview.

2) I will make sure to change any information in the transcript to make sure that no
one knows it was you in the interview. This means we will change your name, or
specific information about you.

3) 1 will look at all the pictures and transcriptions from all the Interviews | have done. This Is to
see if lots of people say or bring the same things. My research team will help me with this.

4) Me and my research team will write a report that will be shared with other researchers and
professionals. We also plan to speak about the work at conferences about brain injury.

We might use some of your own words in what we share. We will only use a

very small amount if we do. We will include basic information about you 4
such as your age, gender, and type of injury. This is for when others think J
about how the research can help other people like you. o

Will taking part in this study help me?

. We do not think that taking part will directly help you. However, we
hope to share what we learn from speaking to people like you. This will
] include people who work with peaple like you. We hope that they will
o I & be able to use this to make things better for people like you in the
future.

%]
o

Will taking part in this study be difficult or upsetting?

Sl o .'__'l,-'l
Talking about these things might make you feel different feelings. ——J J -

V1.8 PIS IRAS Project ID: 337530 Date: 04/06/24
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We can stop at any time if you choose to take part.

If you say anything that makes me very worried about your safety, or the safety
of others, then | will have to talk to the right people about this. This can include
if you tell me about any criminal activity.

I will talk to my supervisor, Fergus, to check who | nzed to tell to keep you and/or

others safe. This can include your doctors and specialist nurses/therapists in your
. MHS team if we know them, your local safeguarding team, or the police. This

means | would have to share identifiable information that you have given us.

If I think that this is necessary at any point, | will always try to let you know and talk to you
about it first.

What if | do not want to carry on with the study?
You can stop taking part in the study at any time and do not have to tell me why.

However, if you choose to take part in the interview, you will need to get in touch
with me two weeks after completing the interview to tell me you do not want to
take part anymore, but do not need to tell me why. This is bacause after | have
written up what we find, | cannot take out your information as it would have been
anonymised.

How will we use information about you?
We will need to use information from you for this rasearch project.

* This information will include your: name; contact details; home address, and the
interview recording.

* Pzople will use this information to do the research or to check your records to make sure
that the research is being done properly.

* People who do not need to know who you are will not be able to see your name or
contact details. Your information will have a code number or fake name instead.

* We will keep all information about you safe and secure.

+  Once we have finished the study, we will keep some of the data so we can check the
results. We will write our reports in 3 way that no-one can work out that you took partin
the study.

The University of East Anglia Records Retention Scheme policy

qu—wmm—u archives anonymisad research up to 10 years post study
completion. After this period the data will be destroyed.
WWWWW Confidentiality and protection of your data is in accordance with
WWWWE—H the UK General Data Protection Regulation (The UK GDPR, 2023)
W E "M and the Data Protection Act (DPA, 2018).

V1.8 PIS IRAS Project 1D: 337530 Date: 04/06/24
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What are your choices about how your information is used?

You can stop being part of the study at any time, without giving a reason. But we will keep
information about you that we already have unless you contact us within two weeks of doing
the interview.

We need to manage your records in specific ways for the research to be reliable. This means that
we won't be able to let you see or change the data we hold about you.

Where can you find out more about how your information is used?
You can find out more about how we use your information:

= at www.hra.nhs.uk/information-about-patients/

* by asking one of the research team

Other information for you to know:

0 If you choose to take part, as a thank you for helping us, we will give you a
LOVE?SHop  £10 ‘Love2shop’ (hitps://www.love2shop.co.uk/) woucher.

« E You will be able to ask to hear about the results of the research whenitis
finished.

Wheo is organising and sponsoring this study?

The lead researcher for this study is a Trainee Clinical Psychologist (Melissa), who is studying a
Doctorate in Clinical Psychology at the University of East Anglia (UEA). UEA are the sponsor for
the research study. This means that they oversee running this research. UEA are the data
controller for the study. This means that they help us to understand and follow the rules about
what we can do with the information that you give us.

Who has approved the study?

Q00
All research in the NHS is reviewed by an independent group of people, called a W

Research Ethics Committee in the Health Research Authority which is there to Jﬂ]\ }u} M
protect your safety, rights, wellbeing and dignity.

V1.8 PIS IRAS Project ID: 337530 Date: 04/056/24



Who do | contact if | have any concerns?
If you have any questions, you can contact the research team:

Melissa Lee (Lead Researcher, Doctorate in Clinical Psychology, UEA):

Email: m.lee2@uea.ac.uk

Dr Fergus Gracey (Primary Research Supervisor, Clinical Associate
Professor in Clinical Psychology, UEA): Email: EGracey@uea.ac.uk

If you have any concerns, or complaints about anything to do with this study, then you can
contact:

Professor Niall Broomfield (Head of Department of Clinical Psychology, UEA):

Email: N.Broomfield @uea.ac.uk

I want to take part, what do | do now?

Please read this information sheet carefully. If you want to take part, you can do any of these:

*  Email Melissa directly: m.lee2@usa.ac.uk

s Or, you can let the person who told you about this study know you want to take part and
give them your contact details so we can get in touch with you.

s O, if we already have your contact details from the person who told you about this
study, we will be in touch to find out if you wish to take part and answer any questions
you have,

If you choose to take part, we will send further information about taking the photographs and
arrange a time and location to complete a consent form and conduct the interview.

Remember, you do not have to take part.

You can say no or stop taking part at any time.

Thank you!

V1.8 PIS IRAS Project 1D: 337530 Date: 04/06/24
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Appendix17: Information sheet: Easy read

Information Sheet

There are some tricky words in this leaflet that you may not
know. Do not worry about this. To help you with these we have
explained what they mean on the next page. This is so you can
look them up easily. You can ask your parent or carer to help you
with them too.

Hellol My name is Melissa. T am training fo be a
psychologist and am doing some rejsearch.

; I want to learn more about what

d is important to people like you.

PISER V1.7 IRAS Project ID: 337530 Date: 04/06/24
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Blue words

Someone who helps people with their
thoughts, feelings and behaviours.

Learning about things.

Supervisor

A person who supports the researcher.

Safeguarding

+-A
AT

A group of people that keep people safe
from harm.

Gender

Whether someone feels inside that they
are a:

e Boy/man

* Girl/woman

¢ Or neither or a bit of both

Information

The words we write about something or
somebody.

Data controller

Someone who decides how we use personal
information.

Sponsor A place that is in charge of running the
research.
PISER V1.7 IRAS Project ID: 337530 Date: 04/06/24
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If you choose to take part, you will take
pictures of things that have been
important since your injury. You can bring
things to show me too.

You will then meet with me. We will
talk about the pictures you took and
things you have brought.

We can talk about this on a video call
or in person.

You can say no at any time. If you do meet
with me, and you decide you do not want to
take part anymore, you need to tell me
within 2 weeks after our meeting.

You can stop the meeting at any time if you
choose to meet with me.

PISER V1.7 IRAS Project ID: 337530 Date: 04/06/24
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I will record the meeting.

After the meeting I will write out
what you have said. T will then
destroy the recording. This will be

around 2 weeks after the meeting.

I will take a copy of the pictures and photograph any things
that you bring.

If you say something that makes me very worried
about your safety or the safety of anyone else, then I
® will have to talk to the right people about this.

If I need to do this, I will always try to talk to you about it
first. I will talk to my supervisor, Fergus. This is to check who I
need to tell to keep you and others safe.

If I am worried, I might talk to your doctor, nurses, or
therapists in your NHS team if I know them, your local
safeguarding team, or the police.

l I hope to share what we learn from
{ speaking to people like you.

PISER V1.7 IRAS Project ID: 337530 Date: 04/06/24
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I might include your age, gender, and
information about your injury in what
I share.

But no real names will be used.

So no one knows the person who the
information is about.

I might use a small number of your
own words.

Your information will only be used if
you agree.

PISER V1.7 IRAS Project ID: 337530 Date: 04/06/24
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If you choose to take part, as a thank you

o for helping us, we will give you a £10
LOVE2SHOP Love2shop’ (https://www.love2shop.co.uk/)
voucher.

l You will be able to ask to hear about the
" n results of the research when it is
finished.

Who has said this research is ok?
6000 A group of people called a Research Ethics
m Committee in the Health Research Authority have
looked at this research and said it is ok.

They look at any research in the NHS.

I will need to store some information

W

about you. This would be your name,

email, phone number, and home address. I

=
wh

Only people in my team will be able to see this information. We

WE keep this information safe and secure.

destroy the information about you after the meeting.

PISER V1.7 IRAS Project ID: 337530 Date: 04/06/24
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The University of East Anglia is the sponsor. This means they
are in charge of running this research.

They have a person called the data controller who helps us with
understanding the rules about what we can do with the

information you give us.

There are lots of rules telling us how to look after your
information to keep it safe. We need to tell you what these
rules are. But you do not need to remember them.

Protection Regulation (The UK GDPR, 2023) and the
Data Protection Act (DPA, 2018).
These rules tell us what we should do when keeping your

7 These rules are called the UK General Data

information.

We follow a rule called the University of East Anglia Records
Retention Scheme. This means that we keep what you say for up
to 10 years. People will not know this was you. After 10 years,
this information will be destroyed.

PISER. V1.7 IRAS Project ID: 337530 Date: 04/06/24
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If you have any questions, you can contact the research
team:

Melissa Lee (Student, Doctorate in
Clinical Psychology, UEA): Email:
m.lee2@uea.ac.uk

Dr Fergus Gracey (Clinical Associate
Professor in Clinical Psychology, UEA):
Email: F.Gracey@uea.ac.uk

If you have any worries, or complaints about anything to do
with this research, then you can contact:

Professor Niall Broomfield (Head of Department of Clinical
Psychology, UEA):

Email: N.Broomfield@uea.ac.uk

What now?
If you think you want to take part, there are a few things you
can do.

- You can email me (m.lee2@uea.ac.uk) or

- You can talk to the person who told you about this study

Remember, you do not have to take part.
You can say no or stop taking part at any time.

PISER V1.7 IRAS Project ID: 337530 Date: 04/06/24
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Appendix18: Information sheet: Parent/carer

Parent/Carer Participant Information Sheet

Study Title: What are meaningful outcomes for young people with an acquired brain injury (ABI)
in adolescance and young adulthood?

Who am I? My name is Melissa, and lam currently studying a Doctorate in Clinical
Psychology at the University of East Anglia.

linvite your child to take part in a research study.

Before you and your child decide if they want to take part, it is important to understand why the
research is being done and what it will invalve. Please talk about it with your child and other
people if you wish.

Do they have to take part?

It is completely up to you and your child whether they take part in this study. However, please
talk to your child about this and decide together. You do not have to make up your mind
immediately. If they choose not to take part or decide to take part and change their mind later,
it will not affect any of the care that they/you are currently receiving from your NHS services.

If they/you have any questions, or if anything is not clear, please ask.

Background to the study

| want to learn more about what is important and meaningful
to people like your child since their injury.

After a brain injury, many people have wishes about what they
would like to be different. There might also be things that they
have achieved that are important to them. And there might be
important things that have not changed since the injury.

I'want to understand the things that are important to your child in their lif since the injury. This
is 50 we can learn how to make rehabilitation fit better to what people like them want in life.
And also, so we can find better ways to check if they are on track to having the best life they
can after their injury.

What happens if they choose to take part?

1) 1 will speak to you and your child and ask for some information about them. This will include
their gender, age, and the type of brain injury they had.

V1.8 Parent/Carer PIS IRAS Project 1D: 337530 Date: 04/06/24
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2) 1 will ask them to take pictures of things that have been important in their P
life since their injury. They can also bring in things to show me too. j

3) They will meet with me and we will talk about the pictures/objects they
bring. | will ask you about what things are important to them since their injury. We can talk
about this on a video call or in person.

This meeting will be about 1 hour, but we can change this if it feels too difficult to do in one
meeting. They/you can say no or stop the interview at any time. Your child can have you with
them during this meeting if they like. However, we ask that only your child speaks during the
interview where possible.

D

A 4) The interview will be recorded (video and sound) on Microsoft Teams.
This will also write up what is said in the interview for me to use later. This
is called a transcription. | might need to use a sound-only recording device
too.

5) I will take a copy of any photographs your child brings {except those with other peoplein
them). | will take a photo of any items that they have brought too.

After this, you/your child do not need to do anything! When we have finished the interview:

1) I will go away and check the recording and transcription of what we spoke about in our
interview. When | have finished this, | will delete the recordings. This will be around two weeks
after the interview.

2) 1 will make sure to change any information in the transcript to make sure that no
one knows it was your child in the interview. This will include their name, or
specific information about location.

3) I will look at all the pictures and transcriptions from all the interviews | have done. This is to
see if lots of people say or bring the same things. My research team will help me with this.

4) Me and my research team will write a report that will be shared with other researchers and
professionals. We also plan to speak about the work at conferences about brain injury.

We might use some of your child’s own words in what we share. We will

only use a very small amount if we do. We will include basic information y
about them such as their age, gender, and type of injury. This is for when J
others think about how the research can help other people like you. F

Will taking part in this study help me/my child?

| We do not think that taking part will directly help you/your child.
However, we hope to share what we learn from speaking to people like
] them. This will include people who work with people like your child. We
o ! & hope that they will be able to use this to make things better for people
-2 like them in the future.

% |
o
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Will taking part in this study be difficult or upsetting?

Talking about these things might make your child feel different feelings. __l _’ ____-I

We can stop at any time if they choose to take part.

If you/your child say anything that makes me very worried about your/their
safety, or the safety of others, then I will have to talk to the right people about
this. This can include if you tell me about any criminal activity.

1 will talk to my supervisor, Fergus, to check who | need to tell to keep you/your
child and/or others safe. This can include your child’s doctors and specialist

. nurses/therapists in their NHS t2am if we know them, the local safeguarding
team, or the police. This means | would have to share identifiable information
that you/they have given us.

If | think that this is necessary at any point, | will always try to let you know and talk to you/your
child about it first.

What if they/1 do not want to carry on with the study?
You,/they can stop taking part in the study at any time and do not have to tell me why.

However, if they choose to take part in the interview, they/you will need to get in
touch with me two weeks after completing the interview to tell me they do not
want to take part anymore, but do not need to tell me why. This is because after
| have written up what we find, | cannot take out their information as it would
have been anonymised.

How will we use information about you and your child?
We will need to use information from you/fyour child for this research project.

* This information will include your child's: name; contact details; home address, and the
interview recording.

* People will use this information to do the research or to check their records to make sure
that the research is being done properly.

* People who do not need to know who your child is will not be able to see their name
or contact details. Their information will have a code number or fake name instead.

*  We will keep all information about you and your child safe and secure.

* Once we have finished the study, we will keep some of the data so we can check the
results. We will write our reports in a way that no-one can work out that your child took
partin the study.
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The University of East Anglia Records Retention Scheme
Wwwmm—u policy archives anonymised research up to 10 years post
w m—u‘w study completion. After this period the data will be destroyed.
. mm ‘W Confidentiality and protection of your data is in accordance
Wuwm-uwm with the UK General Data Protection Regulation (The UK
: : ‘W88 GppR, 2023) and the Data Protection Act (DPA, 2018).

What are your and your child's choices about how your child’s information is used?

You/they can stop being part of the study at any time, without giving a reason. But we will
keep information about them that we already have unless you/they contact us within two
weeks of doing the interviaw.

We need to manage your child's records in specific ways for the research to be reliable. This
means that we won't be able to let you or your child see or change the data we hold about
you/your child.

Where can you find out more about how your child’s information is used?
You can find out more about how we use your child’s information:

o at www.hra.nhs.uk/information-about-patients/

s by asking one of the research team

Other information for you and your child to know:

O If they choose to take part, as a thank you for helping us, we will give them
LOVEZ2SHOP @ £10 ‘Love2shop’ (httpsy//www.lovedshop.co.uk/)} voucher.

You/they will be able to ask to hear about the results of the research when it
« u is finished.

Who is organising and sponsoring this study?

The lead researcher for this study is a Trainee Clinical Psychologist (Melissa), who is studying a
Doctorate in Clinical Psychology at the University of East Anglia (UEA). UEA are the sponsor for
the research study. This means that they oversee running this research. UEA are the data
controller for the study. This means that they help us to understand and follow the rules about
what we can do with the information that you give us.
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Who has approved the study?

All research in the NHS is reviewed by an independent group of people, called a Mﬂ]

Research Ethics Committee in the Health Research Authority which is there to
protect your safety, rights, wellbeing and dignity.

Who do | contact if they/I have any concerns?
If they/you have any questions, you can contact the research team:

Melissa Lee (Lead Researcher, Doctorate in Clinical Psychology, UEA):
Email: m.lee2 @uea.ac.uk

Dr Fergus Gracay (Primary Research Supervisor, Clinical Associate
Professor in Clinical Psychology, UEA): Email: EGracey@uea.ac.uk

If they/you have any concerns, or complaints about anything to do with this study, then you can
contact:

Professor Niall Broomfield (Head of Department of Clinical Psychology, UEA):

Email: N.Broomfield @uea.ac.uk

My child wants to take part, what do we do now?

Please read this information sheet carefully. If your child wants to take part, you/they can do any
of these:

*  Email Melissa directly: m.lee2@usa.ac.uk

* Or, you can let the person who told you/your child about this study know they want to
take part and give them your contact details so we can get in touch with you and your
child.

*  Or, if we already have your/your child’s contact details from the person who told you
about this study, we will be in touch to find out if they wish to take part and answer any
questions they/you have.

If they choose to take part, we will send further information about taking the photographs and
arrange a fime and location to complete a consent form and conduct the interview.

Remember, they do not have to take part.

They/you can say no or stop taking part at any time.

Thank you!
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Appendix19: Information sheet: Easy read photo elicitation and object

Photo and Object Information Sheet

Before we speak to you, we would like to ask you
@ to take some photos. This might be on a phone,
tablet, or camera. You can alse bring anything

that is important to you.

A lot of things can change when someone has had a brain
injury.

But people still have hopes for the future and have things
they want to do.

? We want to understand what things have been
most important to you since your brain injury,
and the things you hope to do.

Please could you take photos of what is or has
& been important since your brain injury. You can
bring things too.
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These should not be anything illegal, or sensitive in
I nature.

® If someone else is in your photo, it is important to
ask them for their permission first.

When you have taken your pictures, please pick up to 4
pictures and items in total that are most important to you
to show the interviewer.

We will try to talk about the other pictures and items you
have too. But we want to make sure we talk about the most
important ones first.

We will ask you to tell us about the pictures and
any items.

We will copy any pictures or photograph any
items for the researchers to look at later.

You can print the pictures or bring them on an
E electronic device, whatever is easiest for you, as
long as it is okay for us to look at them together.

'a \ Please bring any of the items too or bring a

picture of the item.
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Appendix20: Information sheet: Photo elicitation and object

Photo and Object Information Sheet

Before we speak to you, we would like to ask you to think of things that are
important to you since your injury. We would like you to take some photos to
help you show these things to us.

You can use anything that works for you to do this, for example a smart phone,
tablet, or camera. As long as you can bring them with you to the interview.

e

A lot of things can change when someone has had a brain injury. o

They may no longer be able to do things that they used to or find
things difficult as they grow up.

We want to understand what is important to you in your life since your brain injury.

Please could you take photos of things that you feel are important to have in your life after your
injury. These might be things that you already have in your life after your injury. Cr they might
show things that you want to be better or different in the future.

If you like, and if it is not too big, you could bring the thing you choose instead of taking a photo
of it.

These should not be anything illegal, or sensitive in nature.

If somecone else is in your photo, it is important to ask them for their
® permission first.

When you have taken your pictures and chosen any items, please pick up to 4
pictures and/or items (in total) that are most important to you to show to the ° ,

interviewer first. We will try to talk about any other pictures and/or items you
bring too but might run out of time. We will ask you to tell us about the
pictures and any items.

We will copy any pictures or photograph any items for the researchers to look
at later.

You can print the pictures or bring them on an electronic device, whatever is
easiest for you, as long as it is okay for us to look at them together.

Please bring any of the objects you choose with you or take a picture of them to bring to the
interview too.
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Appendix21: Information sheet: Example of photo elicitation from Hanson et al. (2023)

An example of what you might bring...

Researchers asked people to take pictures about their wellbeing
during lockdown (COVID-19), good or bad.

These are some examples of what people took pictures of:

“This was day one of lockdown 3 -
everyone trying their best to make
sense of the new schoolwork while
feeling pretty sad.”

‘Seats removed from a children’ swings in
a playground’

& il R =
awilaY | [IEICIL s

A picture to show enjoyment of the outdoors
during lockdown.

Reference:

Hanson, 5., Belderson, P., Ward, E., Naughton, F,, & Notley, C. (2023). Lest we forget.
lluminating lived experience of the Covid-19 pandemic and lockdown. Social Science &
Medicine, 332, 116080.
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Appendix22: Assent form: Under 16

(Form on headed paper)

Study Number:
Participant ID:
ASSENT FORM

Title of Project: What are meaningful outcomes for young people with an acquired brain injury (ABI) in adolescence
and young adulthood?

Name of Researchers: Melissa Lee & Dr Fergus Gracey

Please inihial box

1. | confirm that | have read the information sheetdated ... {version.....___... ) for the
above study. | have had the opportunity to think about the information, ask questions and have
had these answered satisfactonly.

2. | understand that my taking part is voluntary and tha: | am free to withdraw at any time
without giving any reason, without my medical care or legal rights being affected.

3. lunderstand that the interview will be recorded (video and audio) and stored securely until no
longer needed for wnting up.

4. lunderstand that the photographs | take and/or the items | bring {and photographed) will be
collected and stored securely until no longer needed for writing up. The exception to this is
where a photograph includes people other than mysalf which will not be collected and stored.

5. lunderstand that data collected during the study may be looked at by individuals from the
research team from the University of East Anglia. | give permission for these people to
access to my data.

6. | understand that the information collected about me may be shared anonymously with
other researchers in the future to be used, and consent for this to happen. (Optional — | can still
take part without agreeing to this bit.)

7. lunderstand that the information collected about me may be used in journals, books, and
presentations (e.g. conferences), including direct quotes. If direct quotes are used, any
information that might identify me will be changed or removed.

When completed: 1 for participant; 1 {original) for researcher site file
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8. lunderstand that | can withdraw my consent for information collected about me up until the date
aof

9. lunderstand that if | say anything that is very worrying about my safety, or the safety of anyone
else, then the researcher(s) will need to talk to the rght people about this.

10. I would like to receive a summary of the results of the study when the research is complete.

The email | would like this summary sent to is:
{Optional — 1 can still take part without agreeing to this bit.)

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

MName of Participant Date Signature

Name of Person Date Signature

taking consent

Please write the email address you would like the £10 love2shop voucher sent to:

When completed: 1 for participant. 1 {enginal) for researcher site file
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Appendix23: Consent form: Easy read

(to be on headed paper)

Easy Read Consent Form

What are meaningful outcomes for young people with
an acquired brain injury (ABI) in adolescence and
young adulthood?

Please answer - or - to these questions:

Have you been given an information sheet
about the research?

ves / N8

Have we answered all your questions about
OL’T’\ the research?
O

" ves/N@

Can you stop the research whenever you
want?

ves / M@

When completed: 1 for participant; 1 (original) for researcher site file.
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We have to keep you safe.

I will have to tell someone if I am worried about you
or someone else being unsafe.

? If T was worried about you being unsafe
would I tell someone?

ves / N@

ey

Do you understand that what you say in the
interview will be recorded?

We will take photos of your items, is that
\ ok?
S ves /8

People in the research team will see your

0O o o hame, contact information, address, and

rﬁr—-{qﬁ interview. Is that ok?

ves /B

When completed: 1 for participant; 1 (onginal) for researcher site file.
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Do you understand that your real name will
be kept private?

ves /NG

Do you understand that you do not have to

! | take part in this research?

ves / NG

Would you like to know the results of the

1

@ research when it is done?

N eS8

If yes, please write your email:

Are you happy to take part in this
'y research?

ves / NB

When completed: 1 for participant; 1 (original} for researchersite file.
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Please write your name ...

Date.......ooooo

Please put the email address you would like the £10
love2shop voucher sent to:

Staff use only:

Name of person taking consent.. ...

Date......cooivieiei

‘When completed: 1 for participant; 1 (original} for researcher site file.

ERCF V1.2 IRAS Project |D: 337530 Date: 22/02/2024
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Appendix24: Consent form: Over 16

(Form on headed paper)

Study Number:
Participant 1D:
CONSENT FORM

Title of Project: What are meaningful outcomes for young people with an acquired brain injury (ABI) in adolescence
and young adulthood?

Name of Researchers: Melissa Lee & Dr Fergus Gracey

Please initial box

1. I confirm that | have read the information sheetdated.................... (version............ ) for the
above study. | have had the opportunity to think about the information, ask questions and have

had these answered satisfactornly.

2. lunderstand that my participation is voluntary and that | am free to withdraw at any time

without giving any reason, without my medical care or legal rights being affected.

3. lunderstand that my interview will be recorded (video and audio) and stored securely until no

longer required for transcription (writing up) purposes.

4. | understand that the photographs | take and/or the items | bring (and photographed) will be
collected and stored securely until ne longer needed for writing up. The exception to this is
where a photograph includes people other than myself which will not be collected and stored.

5 lunderstand that data collected during the study may be looked at by individuals from the
research team from the University of East Anglia. | give permission for these individuals to

have access to my data.

6. | understand that the information collected about me may be shared anonymously with

other researchers in the future to be used, and consent for this to happen. (Optional — | can still
participate without agreeing to this part.)

7. lunderstand that the information collected about me may be used in published dissemination

(e.g. books, journals, and conferences), including direct quotes. If direct quotes are used, any

information that might identify me will be changed or removed.

When completed: 1 for participant; 1 {original) for researcher site file.
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8. lunderstand that | can withdraw my consent for information collected about me up until the date
of

9. lunderstand that if | say anything that is very worrying about my safety, or the safety of anyone
else, then the researcher(s) will need to talk to the right people about this.

10. | would like to receive a summary of the results of the study when the research is complete.

The email | would like this summary sent to is:

(Optional — | can still take part without agreeing to this bit.)

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

MName of Participant Date Signature

Name of Person Date Signature

taking consent

Please write the email address you would like the £10 love2shop voucher sent to:

When completed: 1 for participant; 1 (original) for researcher site file.
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Appendix25: Consent form: Carer/parent on behalf of YP

(Form on headed paper)

Study Number:
Participant ID:
CONSENT FORM

Title of Project: What are meaningful outcomes for young people with an acquired brain injury (ABI) in adolescence
and young adulthood?

Name of Researchers: Melissa Lee & Dr Fergus Gracey

Please initial box

1. I confirm that | have read the information sheetdated.................. (version........... ) for the

above study. | have had the opportunity to consider the information, ask questions and have

had these answered satisfactorily.

2. lunderstand that my child’s participation is voluntary and that | am / they are free to withdraw

at any time without giving any reason, without their medical care or legal nights being affected.

3. lunderstand that my child’s interview will be recorded (video and audio) and stored securely unfil it

longer required for transcription (writing up) purposes.

4. lunderstand that the photographs my child takes and/or the items my child brings (and
photographed) will be collected and stored securely until no longer needed for writing up. The
exception to this is where a photograph includes people other than my child which will not be

collected and stored.

5. lunderstand that data collected during the study may be looked at by individuals from the

research team from the University of East Anglia. | give permission for these individuals to
have access to my child's data.

6. | understand that the information collected about my child may be shared anonymously with

other researchers in the future to be used, and consent for this to happen. (Optional — they can still

participate without agreeing to this part.)

7. lunderstand that the information collected about my child may be used in published dissemination,

(e.g. books, journals, and conferences), including direct quotes. If direct quotes are used, any

information that might identify them will be changed or removed.

When completed: 1 for participant; 1 (original) for researcher site file.
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8. lunderstand that | / they can withdraw consent for information collected about my child up
until the date of

9. lunderstand that if my child says anything that is very worrying about their safety, or the safety

of anyone else, then the researcher(s) will need to talk to the nght people about this.

10. | have spoken to my child about taking part in the above study, and they have agreed to take
part.

11. We would like to receive a summary of the results of the study when the research is complete.

The email | would like this summary sent to is:

267

{Optional — | can still take part without agreeing to this bit.)

12. 1 agree for my child to take part in the above study.

Name of Participant Date Signature

Name of Person Date Signature

taking consent

Please wrte the email address you would like the £10 love2shop voucher sent to:

When completed: 1 for participant; 1 {original) for researcher site file.
CPCF V1.2 IRAS Project ID: 337530
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Appendix26: Debrief form

Research Debrief Form

What were we hoping to find out?

Our aim was to learn about what outcomes are important to
E people like you with a brain injury.

O.-—-—.] We hope to improve what places do when working with people

[ like you.

We hope to help staff to learn what is important to people like you to help
make goals and what might change.

We wanted to find out:

- What is the nature of cutcomes that young people with an acquired
brain injury (ABI) consider to be meaningful?

Other questions:

- What do they view as being helpful in moving towards those outcomes?
- What do they view as helping them to achieve these outcomes?

What happens now?

We will be writing up what we have spoken about and look at what others like
you say. You chose if you wanted us to tell you a summary of the results. We
will contact you when this is done if you gave us permission.

2 We will also write up our research. It might be

published into an article or books or talk about this
with groups of people.

If you want us to tell you where the research gets
published, please use the contact details below —
we would be happy to share it!

We will email you your £10 love2shop voucher as soon as we can to the email
you gave on the consent form. Please make sure you check your spam folders!
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What if | want to withdraw my consent?

The last date you can tell the researcher if you wish to withdraw your consent

Please use the contact details below for the research team if you wish to do
this.

Who do | contact if | have any concerns?

If you have any questions about the research, you can contact the
research team:

Melissa Lee (Student, Doctorate in Clinical Psychology, UEA):
Email: m.lee2 @uea.ac.uk

Dr Fergus Gracey (Clinical Associate Professor in Clinical Psychology, UEA):
Email: F.Gracey@uea.ac.uk

If you have any concerns, or complaints about anything to do with this
research, then you can contact:

Professor Niall Broomfield (Head of Department of Clinical Psychology, UEA):

Email: N.Broomfield@uea.ac.uk

Useful contact information:
Please contact your care-coordinator or clinician if you need to:

[service specific information to be provided for each individual]

Or speak to your GP.

ER-DB V1.1 IRAS Project ID: 337530 Date: 22/02/24
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