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Abstract

AcquiredBrain Injury (ABI) in children and young people (CYP) can lead to
complex, longterm challenges across emotional, cognitive, physical, and social domains.
These changes often have a profound impact on family life paitbnts/carersking on
extensive caregiving and advocacy roles. Despite their central involvgmant,e nt s 6/ car e
perspectives are frequently underrepresented in the design of interventions aimed at
supporting CYP with ABI and their families.

This thesis portfolio explores how creative, participatory approaches can support
parents/carer®llowing ABI. It comprises a systematic review and an empirical study,
designed and conducted in parallel, alongside a bridging chapter and extended reflections.
The portfolio is grounded in a commitment to farilntred care;ollaborative approaches
and engaging meaningfully with lived experience.

The systematic review uses thematic synthesis to examine qualitative and mixed
methods studies exploringa r e n t se&perereces effinte@entions following paediatric
ABI. It identifies key featureparents/carergaluei such as timely support, emotional
connection, and practical strategieand highlights the need for more inclusivesproduced
approaches.

The empirical study investigates how parents experienced engagingonétiae
materialsbased storytelling approach. Using reflexive thematic analysis, it explores how
parents related to the process, including what supported or constrained their participation.
The analysis highlights emotional, relational, and idemétsited aspects of engagement,
offering insight into what made the approach feel safe, meaningful, or challenging to parents.

Taken as a wholehe portfolio contributes to the growing evidence base for
participatory and emotionally responsive approaches in paediatric neurorehabilitation. It
offers practical and theoretical insights into how support for families can be made more

inclusive, flexible, and grounded in what matterpaoents/carerthemselves.
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Introduction to the Thesis Portfolio

AcquiredBrain Injury (ABI) describes any brain injury sustained after birth and
includes injuries arising from both traumatic events (e.g., falls or accidents) and non
traumatic causes (e.g., infections or brain tumours). Determining the exact number of
children and young people (CYP) affected by ABI annually in the UK is challenging due to
variations in data collection and reporting. However, the UK incidenpaetdiatricABI is
estimated to be just undé@,000 per year. This includes 35,000 CYP admitted to hospital for
TraumaticBrain Injury (TBI) annually as well as hospital admissions for encephalopathy
(approx. 4000),paediatridorain tumour PBT; approx. 525), and stroKapprox. 300; United
Kingdom Acquired Brain Injury Forum, 2018)

ABI in CYP can have profound and lasting effects, often reshaping family life in
compl ex ways. Parents take on critical roles
perspectives are frequently underrepresented in the development of interventions. This thesis
portfolio explores how c@roduced, creative, emotionally attuned approaahegrpinned
by the values of cproductioncan support parents following ABIwith a particular focus on
interventions addressing both rehabilitation
adapting to life posinjury, including opportunities to reflect on and share their stories.

The portfolio comprises two main components: a systematic review and an empirical
study, designed and conductegarallel. Both components were shaped by shared aims and
values, including éocusomr el ati onal wor king, engaging mealil
experiencesandbeing informed by principles of garoduction.

The systematic review uses thematic synthesis to examine qualitative and mixed
methods research gna r e n t se&périeraces efringeientions following paediatric ABI.

It identifies key features thaarents/carergaluei such as timely support, emotional
connection, and interventions tailored to th
highlights gaps in the literature, including the limited inclusion of diverse voices and a lack of
participatory approaches. Thisviewwas prepared for submission@asability and

Rehabilitation

The empirical paper explores how parents engaged withadive materiatbased
storytelling intervention. It examines both the stories they shared and the process of
storytelling itselfi including what helped or hindered participation, and how parents used the
opportunity to reflect, communicate, and make sense of their experiences. Reflexive thematic
analysis was used to explore patterns of mea

paper was prepared for submission toxbernal of Health Psychology
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A short bridging chapter outlines how the two papers are conceptually and
methodologically linked. The portfolio also includes extended methods and discussion
chapters to provide a more-@epth account of design decisions, critical reflections, and
implications for practice and research.

Together, the portfolio contributes to growing evidence for participatory and
emotionally responsive approaches in paediat
perspectives and exploring both what support is offered and how it is experienced, the thesis
offers practical and theoretical insights into designing more inclusive and meaningful

interventions for families living with ABI.
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Chapter Two: SystematicReview
Prepared for submissida Disability and Rehabilitation
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Abstract
Purpose Thisthematic synthesie x pl or es parentso6é/ carersod6 pers
and content ofo-producednterventions aimed at supporting children and young people
(CYP) with AcquiredBrain Injury (ABI) and their families. Understandinigeir perspectives
can inform the design of famigentred interventions that addréss mi practea and
emotional needs.
Materials and methods A systematic review of qualitative and mixetethods studies was
conducted. SearchesMEDLINE, PsycINFO, CINAHL, OpenDissertations, AMED, and
Scopuddentifieds t udi es reporting parentsoé/ carersod pe
Thematic synthesis was used to analyse findings, and study quality was assessed using the
Critical Appraisal Skills Programme (CASP) tool.
Results Thirteen studies were included. Two overarching themes were identified: 1) Feeling
supported, highlighting the importance of emotional reassurance, peer connections, and
sustained access to support; and 2) Equipping parents/carers and others, underscoring the
need for accessible, structured, and culturally responsieeentiongo help families
navigate ABI recovery. Parents/carers valued flexible, inclusive, and tailored interventions
that adapted to their evolving needs.
Conclusions Findings underscore the importance of interventions that provide both
emotional and practical support while remaining accessible and responsive to diverse family
circumstances. These insights contribute to the development of feenityed rehabilitation

programmes that enhance parent/carertvedli ng and engagement in CY

Keywords: Acquired brain injury (ABI) systematic reviepthematic synthesijs
interventionschildren and young peoplparents and carergualitative researghamily-

centred support
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Implications for Rehabilitation

T Parents/carers of children and young people (CYP) with acquired brain injury (ABI)
couldbenefit from interventions that provide both emotional and practical support,
with flexibility to engage at different points according to individual readiness and
evolving needs

T Incorporating peer support and ensuring sustained acciegsrigentionoptions could
help parents/carers femlorevalidated, equipped, and prepared for lbegn
caregiving challenges.

9 Of fering a f Itreciuredbehgaging interventiGoongpdners
developedn collaboration withexperienced professionatouldassist parents/carers
in acquiring the knowledge and skills nee
independence, and navigate complex systems such as education and healthcare.

1 Greater communication and collaboration between rehabilitation services,
parents/carers, educators, and healthcare providatdenhance shared

understanding of ABI 0s hi dd e-centrechsappdrte nges
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Introduction

AcquiredBrain Injury (ABI) describes any brain injury sustained after birth and
includes injuries arising from both traumatic events (e.g., falls or accidents) and non
traumatic causes (e.g., infections or brain tumours). Determining the exact number of
children and young people (CYP) affected by ABI annually in the UK is challenging due to
variations in data collection and reporting. However, the UK incidenpaetdiatricABI is
estimated to be just undé@,000 per year. This includes 35,000 CYP admitted to hospital for
TraumaticBrain Injury (TBI) annually as well as hospital admissions for encephalopathy
(approx. 4000),paediatridorain tumour PBT; approx. 525), and stroKapprox. 300; United
Kingdom Acquired Brain Injury Forum, 2018)

Paediatric ABI profoundly affects families, disrupting their emotional vaeling,
family dynamics, and social and financial stability. Parents/carers often struggle with grief for
their CYRGs fipre-injuryo self as well as uncertainty about their recovery, and this can lead to
mental health problems such as anxiety, depression, and b(@raaty et al., 2009;
Tyerman et al., 2017 hese emotional challenges are compounded by significant disruptions
to family roles, with one parelicareroften becoming the primary caregiver to the injured
CYP, a situation that can strain thea r e n t srélationship. Siblings of CYP with ABI
may feel neglected or be required to take on caregiving responsibilities, both ofcaiidh
negatively impact otheiremotional welbeing and developme(ifyerman et al., 2017;
Yeates et al., 2007)

Social isolation is a common experience ampagents/carers of CYP with AB&s
caregiving responsibilitiegftenlimit opportunities formaking connectionandfinding
support. Stigma and misunderstanding surroundimgsibled injuries, such as cognitive or
emotional impairmentganfurtherexacerbate feelings afolation(Andersson et al., 2016;
Roscigno & Swanson, 20115inancial burdens also weigh heavilymarents/carersThe
high costs of medical care, therapy, and rehabilitation, combined with reduced work capacity
due to caregivingesponsibilitiesoften lead to significant economic stréitickey et al.,
2016; Miley et al., 2022)Practical challenges such as managing therapies, coordinating
school accommodations, and navigating healthcare systems further incresisabe
parents/carer@Andersson et al., 2016; Cole et al., 2009)

The development of interventions aimed at supporting CYP with ABtyipasally
been undertaken without the involvemenpafents/carerdHowever parents/carerare
central toa CYPGs recoverylf the aim isto developnterventionghat effectivéy address the

needs of botlCYP andfamilies it is essential thgiarent§carer®perspectives are
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understood and integrated into theervention developmemirocess. By emphassig
parent§carervoices, interventions can be designed to reflect the priorities of those most

directly involved in the injured CY@8 care, making them more practical, relevant, and
effective.Through a process of distillingarent§carer® per specti ves i nto a
recommendations, this review aims to provide clear guidance to healthcare professionals,

schools, and policymakers for developing effective interventions aimed at supporting CYP

with ABI and their familiesTo this endthis review addresses the question: What are

parentso/ carerso6 perspectives regarding the

supporting children and young people with acquired brain injury and their families?

Materials and M ethods

Methodology

A thematic synthesis of qualitative research, as described by Thomas and Harden
(2008), was undertaken following systematic searches and eligibility checks. Thomas and
Harder@s approach involves coding primary study findings line by line, grouping the codes
into descriptive themes, and then generating analytical themes that move beyond the original
findings to provide new interpretive insights. Their method balances staying close to the data
with broader interpretation, making it particularly useful for addressing questions about
peopldés experiences and perspectives regarding intervention need, appropriateness, and
acceptability. The review process was situated in a critical realist perspective, with a main
aim of understanding, rather than simply describing, pa¥eatsréperspectives. The
protocol for this review was registered with the International Prospective Register of
Systematic Reviews (PROSPERO) in October 2023 (registration number:
CRD42023468023).

Paper identification and search strategy

Sources of papers for the synthesis included bibliographic and other databases
(MEDLINE, APA PsycINFO, CINAHL, OpenDissertations, AMED, Scopus), reference lists
of eligible studies and review articles, key journals (e.g., Disability and Rehabilitation,
Neuropsychological Rehabilitation, Brain Injury, Archives of Physical Medicine and
Rehabilitation, International Journal of Nursing Studies), conference proceedings, and contact

with study investigators. Unpublished studies (e.g., doctoral theses) werewadbb. Ihere
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were no restrictions (e.g., language, date range) on the searches; however, the review only
included studies that were written in English.

The SPIDER (Sample, Phenomenon of Interest, Design, Evaluation, Research type)
framework (Cooke et al., 2012) was used to define the key components of the review
guestion and inform and standardise the search strategy. Search terms combined
words/ phrases that represent Afamilyo, AfAc
and Aqualitative or mixed methodsod. The i
(appendixC) and then adapted for the other searches. MeSH terms or their equivalent, where

supported, were included. The final searches were completed in October 2024.

Eligibility criteria

The review included peeeviewed primary research that employed qualitative or
mixed methods, including feasibility and acceptability studies. Mixed methods studies were
included only if the study reported qualitative data. Study aims had to include developing an
intervention aimed at supporting CYP with ABI and/or their families post injury. In achieving
this aim, the study had to recruit parents/carers of CYP with ABI as participants and involve
them in the development of the content of an intervention. Eligible studies had to produce
gualitative data that reflected family memlganigws of the intervention or of how the
intervention should be. In this review, CYP with ABI were defined as individuals aged
between 2 and 18 years at the time they sustained a clinically significant ABI as tgfined
TurnerStokes (2003). Guided by this definition, studies were included if the CYP cahtinue
to experience persistent difficulties secondary to the ABI.

The review excluded secondary research (e.g., reviews;ayietaeses) and primary
research without a qualitative element (e.g., quantitative researchanayaes). Also
excluded were studies where the focuparent§carerdinvolvement was predominantly on
gathering feedback on the outcome of an intervention or within a routine service context
(e.g., for purposes of fine tuning service delive8tudies that involved developing
interventions that did not specifically focus on managing the consequences of clinically
significant ABI were also excluded, as wetedses involving CYP with post traumatic
amnesia or disorders of consciouspessvho were still in criticabr intensive care.

Ambiguous cases were discussed Wi and CW until consensus was reached
Twentypercent of the unique records returigdhe searchesereindependently screened

by two researchers undertaking doctoral training in clinical psychology asthieved 92

hi

ni

|
t
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percent agreemerases for which there was disagreement were discussedgaddo

clarify the eligibility criteria.

Quality assessment

Following Whiffin et al. (2021), the studies included in the current synthesis were
classed afcored, ficentrab, or fiperipherab based on their relevance, resonamee] rigour
(table 1). Relevanoeas evaluated based on how closely aligned a &udgearch question
and study participants were to those of the current synthesis; resonance was evaluated based
on the richness and complexity of a sttedfindings and the extent to which the findings
contribute to the evidence base; and rigoue., a studg§s methodological congruence and
the appropriateness with which qualitative methods wereiuses evaluated using the
Critical Appraisal Skills Programme tool (CASP; Noyes et al., 2019; The CASP Team,
2018). With the CASP tool, studies are evaluated using responses to ten questions designed to
help the appraiser think systatically about issues relating to the rigour with which the data
were collected, analysed,nd r eported, as well as the valic
(table 1landappendixE). One of the included studi¢Raj et al., 2018)seda mixed-method
design In this casethe CASP tool was applied only to the qualitative components of the

paper, consistent with guidance &ynthesising qualitativéata Noyes et al., 2019
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Table 1 Criteria for classifying studies as core, central, or peripheral based on their relevance, resonance, and rigour

Relevance Resonance Rigour

Core Research question and participant Findings are rich, complex, and Methodologically congruent; qualitative methods are
are explicitly aligned to the review evocative; they make a meaningful appropriately applied. Responses to CASP tool question
guestion and participants. and insightful contribution to predominantly fAYeso, with

advancing the evidence base.

Central  As above, but may fail to meet one As above, but may fail to meet one
or more of the criteria in its fullest more of the criteria in its fullest
sense. sense.

As above, but may fail to meet one or more of the criterie
its fullest sense. Responses to CASP tool questions are
predominantly AYeso; one

Peripheral Research findings and participants Findings are superficial, thin, or
are relevant but the research expected and do not advance the

There may be questions about the methodological
congruence of the study and whether qualitative method:

question is not completely aligned evidence base in a meaningful way were appropriately applied. Responses to CASP tool

to the review question.

guestions are predominant

Note Adapted from Whiffin et al. (2021, p. 4, Table 2).
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Data extraction

NVivo Release 3.0.0 was used to extract, manage, and analyse thelxtafor
characterising the studies and assessing their quality were extracted from the Abstract,
Methods, and Results sections of each papatafr the thematic synthesvgere extracted
from the Results section(s) and comprised lines of text, information presented in tables, and
information presented in figures. Data in Results sections that did not address the review

guestion were not extracted.

Thematic synthesis
Adopting Thomas and Hardén(2008) approach, the thematic synthesis was
comprised of three stages:

Stages 1 and 2: Coding text and developing descriptive themes

Initial codes were created to represent each theme identified in a given paper. These
codes were then assigned to phrases, sentences, or groups of sémiticoeseyed the idea
or meaning encapsulated by the theme to which they had been assigned. This process was
repeated for each paper included in the synthesis.

Each phrase, sentence, or group of senteamasghen assigned one or more new
codes to encapsulate its meaniBgpers classed @sored were coded first, followed by the
ficentrab papersandfinally the fiperipherab papersThe majority ohewcodeswverederived
from the core papers and foedithe basisof the codebookThecentral papersontributed
additionalcodesbut addedewer new codegrelative to the core papefsewnew additions or
changes to the codebooamefrom the peripheral papenrshich primarily served toonfirm
existing themegCodes were assigned on a Hogline basis using NVivo Releasé.q.0,
with thefimemo® feature being used to record reflections whilst codlitng codebook was
constantly under reflection and being updated throughout these first two stages of the

analysis.

Stage 3: Generating analytical themes

During the final stage of the analysis, patterns in the coding were used to merge codes
which shared largely similar meanings into a number of analytical thi@ppesndixF). In so
doing, the synthesis moved beyond the findings of the included studies to develop an
understanding of pareritsarer®perspectives regarding the development and content of

interventions aimed at supporting CYP with ABI andrtfi@milies
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Trustworthiness

Trustworthiness in the research was attained by proactively incorporating processes to
ensure its credibility, dependability, transferability, and confirmability (Lincoln & Guba,
1985). Credibility was attained through immersion in the analysis whilst remaining critically
reflexivei e.g., maintaining an awareness of how researcher positionality could bias
interpretation of the data. This process was facilitated by keeping a reflexive journal and
routinely discussing the research within the research team. Dependability was attained by
developing, documenting, and using systematic and transparent processes for searching,
appraising the quality of papers, analysing the data, and reporting the findings. The
transferability of the findings was attained through the use of thick descriptien
providing the reader with detailed quotes that are rich with meaning, and situating these
guotes within the context in which they occurred. Confirmability was attained through the
transparent reporting of all decisionsheoretical, methodological, and analytitaklated to

the research.

Results

Search outcome

The database searches identified a tot&l D16 records. After removal of duplicates,
1,786records remained for screening. Of thds@b3were excluded based on title and
abstract, an@3 full-text articles were assessed for eligibility. A furtB®mwere excluded,
leaving 13 studies that met the inclusion criteria and were included in the synthesis.
screening and selection process is summarised in figure 1 and appendix
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Figure 1. PRISMA flow diagram depicting the screening and selection process

Z Records identified via database Records identified via manual
= searches: n = 3111 searches: n =35
=
b=
=
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Quality assessment

Most studies were evaluated as having moderate to high relevance and resonance.
However, one stud¢GauvinlLepage et al., 201%yas rated as having low resonance due to
the superficial presentation of its findingdetails of the CASP tool assessment, which
evaluated rigour, are provided in table 2. The primary reasons for rating some studies as less
rigorous were: 1) insufficient consideration of the relationship between researchers and
participants (n = 8), and 2) a lack of evidence demonstrating that ethical issues were
adequately considered (n = 7). Four studies were assessed as core, six as central, and three as

peripheral.
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Table 2 Critical Appraisal Skills Programme (CASP) tool responses for included studies grouped by quality assessment classifications

Core Central Peripheral
Al- Drake Gilmore Svendser| Bedell Bennett Brown Jacobs Rajet Shore | Aitken Gan, Gauvin
Hakeem etal. etal. et al. etal. etal. etal. Nzuzi al. etal. |etal. Gargaro, Lepage
et al. (2024) (2023) (2023) (2017) (2023) (2013) Khuabi (2018) (2022)| (2004) Kreutzer, et al.
(2024) et al. et al. (2015)
(2019) (2010)

Section A: Are the results of the study valid?

1. Was there g Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes

clear

statement of

the aims of

the research?

2.l1sa Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes

gualitative

methodology

appropriate?

3. Was the Yes Yes Yes Yes CanYes Yes Yes Yes Yes Yes Yes Yes

research tell

design

appropriate to

address the

aims of the

research?

4. Was the Yes Yes Yes Yes Yes Cano Yes Yes Yes No CaniCano6tNo

recruitment
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strategy
appropriate to
the aims of
the research?

tell

tell

5. Was the
data collected
in a way that
addressed the
research
issue?

Yes Yes Yes Yes

Yes Yes Yes Yes Yes Yes

CaniiYes Yes

tell

6. Has the
relationship
between
researcher an
participants
been
adequately
considered?

Yes Yes Yes Yes

No Cand6CaniCanodiCanitYes
tell tell tell tell

CaniCanb6tCanbd
tell tell

Section B: What are the results?

7. Have
ethical issues
been taken
into
consideration?

Cano Yes Yes Yes

tell

CaniCano Yes Yes CaniYes
tell tell tell

CaniCanéb6tCanbd
tell tell

8. Was the
data analysis

sufficiently

Yes Yes Yes Yes

Yes Yes Yes Yes Yes Yes

No No Yes
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rigorous?

9. Isthere a
clear
statement of
findings?

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Section C: Will the results help locally?

10. How
valuable is the
research: Will
the results
help locally?

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes
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Characteristics of included studies

Interest in this research area is relatively new, as reflected by the publication dates of
the studies included in the synthesis (table 3). All but(éitken et al., 2004yvere
published within the last 15 years and six of the 13 were published within the last two years.
Thepapers originatethainly from Australia (n = 3), Canada (n = 4), and the USA (n = 3),
with one paper each originating from Norway, South Africa, and the UK.

Nine of the 13 included studies investigated the characteristics or features that
impacted the acceptability or feasibility of a particular intervention. The other four studies
investigated the needs of parents/carers and/or CYP in relation to services or interventions.

Although one study collected qualitative responses to-epded questions on an
online surveyBennett et al., 2023yualitative data were largely collected via semi
structured interviews with individual participants () focus groups using sessiructured
interviews (n = 2), or a combination of the two (n = 4). Of these, two additionally collected
gualitative responses to opended questions on a sur@edell et al., 20179r
guestionnairéGan, Gargaro, Kreutzer, et al., 201Qualitative data were largely analysed
using some form of thematic analysis (n = 6) or content analysi§)raithough one study
used a hybrid of the two (Svendsen et al., 2023) and another used inductive comparative
analysigJacobsNzuzi Khuabi et al., 2019)

The number of parents/carers who participated in the studies ranged froifStioes
et al., 2022Jo 31(Bennett et al., 2023; Gilmore et al., 2028)th most studies recruiting
between five and ten parents/carers, most of whom were mothers. Most studies recruited
parents/carers of CYP with any type of ABI (ib)~or who had sustained a TBI (n = 5). Two
studies recruited parents/carers of CYP with persistent symptoms related to a sustained
concussiorfAl-Hakeem et al., 2024; Shore et al., 2022) one recruited parents/carers of
CYPwho had survivea paediatric brain tumoyRaj et al., 2018)The CYP ranged between

2 and 18 years at time of injury.
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Paper Publication Country Study focus

type

Method(s) Qualitative  Parent/carer Parent/carer
used to collect approaches participants: participants:
qualitative used in the Description Sample size
data

Age of
injured
CYP at
time of
injury

(years)

Findings/themes

The themes of the following papers relate to needs of parents/carers and/or CYP in relation to services or interventions.

Aitken et Peer USA Identify needs of Focus groups Mothers of children N =10 5-18 Communication
al. (2004) reviewed CYP and with semi with moderate to mothers with professionals;
journal families post structured severe TBI Accessing and
article injury interviews understanding
systems of care;
Parental burden;
Need for social
support
Bennett Peer UK Understand Service Parents of CYP with N =31 2-17 Parental mindset
et al. reviewed par ent s ¢ evaluation with analysis ABI parents and growth;
(2023) journal perspectives online survey (concussion/mild Specialist support
article around CYP TBI, moderate/severt and information;
returning to TBI, What do the CYP
education post strokeérteriovenous need now; Talk and
ABI malformation share; Challenges o
(AVM), brain new and hidden
tumour, infection, needs; Do
hypoxia, or not the CYP
specified)
Brown et Peer Australia Explore Focus groups Parents/carers of N=7 2-9 TBI has a wide
al. (2013) reviewed experiences, or interviews children with mothers, 1 ranging impact on a

journal

challenges, and

moderate to severe father, 1

chil d; P a
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article needs of parents TBI stepfather, 1 emotional
of children with grandmother experience is
TBI to inform intense,
intervention overwhelming and
research ongoing; Effective
parenting becomes
more challenging;
Burden of care;
Relationships with
family and friends;
Perceptions of
support; Connection
and empowerment;
Parentso
for coping
Jacobs  Peer South Identify where  Semi Inductive Primary caregiverso N= 5 14-17 Change in former
Nzuzi reviewed Africa occupational structured comparative YP with mild to mothers, 1 sense of self; The
Khuabi et journal t her api ¢ interviews analysis severe TBI grandmother, meaning and value
al. (2019) article efforts visa-vis 2 not of participating in
young people specified school; Strategies

(YP) returning
to education
post TBI are
needed

used to adapt and
resume participatior
in school; Journey
of personal growth
and perseverance;
Support needs for
re-entrance and
participation in
school post TBI

The themes of the following papers relate to characteristics or features that impact the acceptability or feasibittigreéation.

Al - Peer
Hakeem reviewed

Canada Explore Semi

feasibility ofa  structured

Content
analysis

Caregivers of YP

with PPCS

N=9 8-18
mothers

Caregiver
background,;
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et al. journal virtual group interviews Intervention
(2024) article based structure;
intervention for Intervention
parents/carers o engagement; Key
YP with takeaways
persistent post
concussion
symptoms
(PPCS)
Bedell et Peer USA Inform design of Interviews or  Content Parents of teenagers N =5 12-16 Social participation
al. (2017) reviewed interventionto  focus groups, analysis with mild to severe  mothers, 2 barriers, supports,
journal promote social  surveys TBI fathers and strategies;
article participation in Interacting with
YP with TBI coaches; Using and
interacting with
smartphones and
apps; Use of chat
rooms; Parent
involvement
Drake et Peer Australia Explore Questionnaires. Descriptive Parents/caregiverso N =9 4-16 Feeling satisfied
al. (2024) reviewed par ent s ¢semistructured statistics, CYP with ABI (TBI, mothers, 1 with HOPE
journal perspectives interviews inductive hypoxia, or stroke)  father (Appreciating the
article regarding content family centredness
usability, analysis of HOPE;
acceptability, Eval uatin
and online delivery;

implementation
of intervention
for families of
CYP with ABI

Getting something
out of HOPE);
Optimising HOPE
(Increasing
storyteller diversity;
Expanding
content; Suggesting
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further support);
Guiding
implementation
(Thinking about
how HOPE should
be introduced to
families;
Considering how
HOPE could be
used by families;
Seeing HO
potential to educate
others)

Gan, Peer Canada Evaluate and Questionnaires. Content Family members of Stage 1: N= 1318 at  Structure of
Gargaro, reviewed adapt an semistructured analysis YP with ABI (TBI, 5 parents; time of intervention; Format
Kreutzer, journal intervention for  interviews aneurysm, stroke, or .n — Study (.5 of intervention;
: : L Stage 2: N = -
et al. article YP with ABI encephalitis) to 14 Timing of
. 7 mothers, 1 : )
(2010) and their years post intervention
o father, 1 male 7 . )
families , injury) delivery; Value of
partner; )
family system
Stage 3: N = approach;
upto5 Validation of
parents participa
experiences; Sibling
perspectives;
Clinician
perspectives
Gauvin  Peer Canada Identify, Semi Inductive Parents of teenagers N =6 14-17 at  Family
Lepage et reviewed prioritise, and structured thematic with moderate to mothers, 1 time of characteristics and
al. (2015) journal validate building interviews, analysis severe TBI father study (1 itsinfluences;
article blocks of focus groups to 18 Positive family
intervention to months strategies; Family
support post and social support;
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resilience in injury) Management of
families post occupational
TBI aspects;
Contribution of the
community and
health professionals
Gilmore Peer Australia Explore YP with Focus groups Thematic Parents of YP with N =25 11-17 at  Challenging
et al. reviewed ABI or cerebral  with semi analysis ABI (injury type not mothers, 6 time of families and
(2023) journal palsy and structured specified) fathers study meeting
article car egi v einterviews (12+ expectations; Learn
experiences of a months new skills;
social skills post ABI) Connecting,
group belonging and
intervention understanding
Aithatds o
Confidence in
knowing and doing;
Where to from here’
Rajetal. Peer USA To develop a Focus groups, Directed Parents of AYAPBT N=4 1623 at  Concerns include
(2018) reviewed web-based interviews content survivors mothers, 2 time of fatigue, memory
journal intervention to analysis fathers study (2+ deficits, poor mood,
article improve years post health, challenging
psychosocial treatment) peer relationships;

functioning in
adolescent and
young adult
(AYA) survivors
of paediatric
brain tumours
(PBT)

Interventions need
to be customisable;
Want interventions
that target
psychosocial
functioning and late
effects; Webbased
interventions
preferred
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Shore et Peer Canada Explore YP with Semi Thematic Parents of YP with N =3 1417 at  Enabling access to
al. (2022) reviewed concussion and structured analysis concussion mothers time of active rehabilitation;
journal t hei r peinterviews study (5  Focusing on
article experiences of a to 24 individual needs;
remotely weeks Learning to take
delivered post responsibility for
rehabilitation injury) recovery;
intervention Convenience and
comfort of engaging
in rehabilitation
from home
Svendsen Peer Norway Explore Semi A hybrid of Parents of YP with N =5 11-15at  Expectations and
et al. reviewed experiences of  structured content ABI (TBI, anoxia, mothers, 6 time of experiences with
(2023) journal participation in, interviews analysis and brain haemorrhage) fathers study (1.5 participation in the
article and acceptability thematic to 13 intervention;
and adaptability analysis years post Usefulness, benefits
of, a home injury) and concerns relate
based tele to the strategies
rehabilitation developed in
intervention intervention;

Experience with the
digital solution and
user involvement
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The themes and subthemes presehtzdreflect parent§carer®perspectives on the

development and content of interventions aimed at supporting CYP with ABI and their

families. These findings are organised into two overarchiradyticalthemes: 1}eeling
supportedand 2)Equipping parents/carers and others to navigate the complexities of ABI
recovery Eachanalyticaltheme comprises three interconnected subthefmssmmary
diagram of these themes and subthemes is preserfigdrie 2.To enhance clarity and

accessibility, tables are used throughout this section to summarise key findings, highlight

illustrative quotes, aridr present practical recommendations.

Figure 2. Summary of overarching themes and subthemes

Theme 1: Feeling supported

them after the first few weeks.”

Safe spaces and emotional Timely interventions and Communication and
support resources understanding
“I didn t feel like I had to hold back any “It’s important that you know it s there, “Take note and implement
information, 1 felt comfortable sharing and whether people use it or not is up to recommendations from the [Brain Injury
whatever it is that I wanted to share.” them.” Specialist] and parents, and... maintain

these over the long term... [don 1] forget

Theme 2: Equipping parents/carers and others to navigate the complexities of ABI recovery

What is learned, who is Making learning effective Designing interventions that

learning “f think it’s important to have... the work

theory and then try to apply it... briefly
in the moment and then... [during] the
week, I think that s a good model to use.”

“Our biggest problem has been getting
people to take my child s challenges
seriously, because she does not look

disabled.”

“There was an obvious beginning,
middle, and an end o ir... it didn’t
change, which I liked....”

Feeling supported

Parents/carers emphasised the importance of feeling supported throughout their

CYP6s recovery. This included access

t o

saf e

parents/carersould share experiences, receive psychological support, and feel validated by

peers and professionals. Feeling supported also raeagssingimely support and

resources, ensuring that interventions wavailablewhen neededwith opportunities
between sessions to apply new knowledge and skills. Finally, parents/carers highlighted th
role of proactive communication and sustained understanding from key professionals and

systems, including tailored educational support, {argh adjustments, and increased
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awareness of ABI 6s hidden chal |l aspegizof. The f o
feeling supporteth greater detalil.
Safe spaces and emotional suppdParents/carers emphasised the need for
psychological support, safe spaces for sharing, and opportunities for peer connection.
Parents/carers wanted ongoing psychological support to address the emotional and
systemicchallenges ur r oundi ng t hei r QON®$nged wasevident y and r
across studies conducted in diverse geographic and cultural contexts, inélusirajia
(Brown et al., 2013; Drake et al., 202@pnadgGan, Gargaro, Kreutzer, et al., 201a)d
South Africa(JacobsNzuzi Khuabi et al., 2019)eflecting a range dfealthcare systenasd
rehabilitation service model$he studiesecruitedparents/carers of CYWith moderate to
severe ABI olPPCS ranging in ageom early childhood to late adolescend&houghmost
studies included predominantly mothers, there was some variation in caregiver roles,
highlighting the universal nature parent§carer®emotional support needs across different
family dynamics and cultural setting2arents/carensighlighted the emotional burden of
navigating ABI recovery, likening,iin more severe injury contexts, bereavementfilts
nearly like going through death, watching somebody itepfather of 17yearold girl with
TBI; Brown et al., 2013, p. 1574parents/caremdescribed the journey of adapting to life
postABI as emotionally complex, involving grief and uncertajragd found themselves
mourningtheir preinjury expectationgor their CYPwhilst simultaneously navigatingpeir
new reality:fiEvery year around the... anniversary of when it happenedsthlvays a bit of
a drama because wae sort of always thinking, how it codle been so differemfmother of
10-yearold girl with severe TBI; Brown et al., 2013, p. 15753ilored emotional support
was essential to help families reframe expectations and build resilience over time.
Parents/carers valued safe, odgmental spaces to process emotions and connect
withothersHer e, fisafe spaceso refers not to physi
enabled parents to feel emotionally safe, validated, and able to shareiopanl|ythrough
nonjudgmental listening, flexibility, and peer and professional validafitis finding was
evident across studies frofiustralia(Drake et al., 2024 CanadgAl-Hakeem et al., 2024;
Gan, Gargaro, Kreutzer, et al., 2018)d the USAAitken et al., 2004)reflecting healthcare
systems with structured rehabilitation services. These studies focused on parents/carers of
CYP with moderate to severe TBI or PPCS, with participants primarily being mothers caring
for children and adolescents. Despite differences in study foelgs, online peer support
(Drake et al., 2024)ersusin-person group interventiorfal-Hakeem et al., 2024)and

participant demographidse.g., inclusion of both mothers and fath@sn, Gargaro,
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Kreutzer, et al., 2010)ersuspredominantly mother@itken et al., 2004) parents/carers
consistently highlighted the importance of spaces where they could process emotions and
connect with others without fear of judgme@neattendee of a group intervention for
parents/carensoted,iil didnd feel like | had to hold back any informatjdrielt comfortable
sharing whatever it is that | wanted to shafenother of 15yearold girl with PPCS; Al
Hakeem et al., 2024, p. 223)

Connecting with peers enabled parents/carers to exchange strategies and feel
validated. Thisvas evident across studies fréwstralia(Drake et al., 2024 CanadgGan,
Gargaro, Kreutzer, et al., 201@nd the USAAitken et al., 2004)reflecting healthcare
systems with established rehabilitation services. Parents/carers of CYP with moderate to
severe TBI or PPCS, primarily mothers, described how peer connections provided emotional
relief, practical insights, and a sense of validation through shared experiences. Despite
differences in study focuse.g., online peer educatigDrake et al., 2024)ersusinformal
hospitatbased suppoffAitken et al., 2004} and participant demographit<.g., inclusion
of both mothers and fathefGan, Gargaro, Kreutzer, et al., 201@)ysuspredominantly
motherg(Aitken et al., 2004) the benefits of peer support were consistently valued.
Parents/caremappreciated diverse perspectives within peer groups, finding comfort in shared
experiencedilt was good to see other families, how tiveynavigated it... | could definitely
related (mother of 14yearold stroke survivor; Drake et al., 2024, p. ®pe parent reflected
that nformal peer visitation interventions during hospital stayght provide more
immediate emotional support and relatabilfiytaybe if | had somebody to talk to that had a
child with a similar injury... it might have been helgf¢parent of CYP with TBI; Aitken et
al., 2004, p. 570)

Timely interventions and resource®arents/carers emphasised the importance of
accessing support at the right time, having opportunities between sessions of an intervention
to apply new knowledge and skills, and utilising independent resources.

Studies fromAustralia(Drake et al., 2024 CanadgBrown et al., 2013; Gan,

Gargaro, Kreutzer, et al., 201®orway(Svendsen et al., 2023nd the USARaj et al.,

2018)i1 all countrieswith structured rehabilitation servicésighlighted how timing shaped
parent§carer®experiencesvith interventions. Parents of CYP with moderate to severe TBI
or PPCS, primarily mothers, valued flexible support tailored to different stages of recovery.
Despite differences in study focu®.g., flexible online resoces(Drake et al., 2024)ersus

the challenges of accessing support when ne@igcet al., 2018) and participant

demographic$ e.g., inclusion of both parenSvendsen et al., 2028grsuspredominantly
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motherg(Brown et al., 2013) the importance of adaptable, timely interventions was
consistently emphasiseflarly resources were valued even if not immediately u$&H:
important that you know@ there, and whether people use it or not is up to d{emother of
5-yearold stroke survivor; Drake et al., 2024, p. @pnversely, some parents/carers
preferred staggered information delivery to avoid feeling overwhe(Biexvn et al., 2013)
Flexibility wasessentiglas some parents/carers found interventions beneficial years post
injury, particularly during key transitions suchamangingschools or transitioning out of
educationGan, Gargaro, Kreutzer, et al., 2010; Raj et al., 2018)

Interventions primarily designed to support the rehabilitation of T¥fluding
studiesfrom Canada, the USA, and other higlcome countrie§Al-Hakeem et al., 2024;
Bedell et al., 2017; Gan, Gargaro, Kreutzer, et al., 2010; Gilmore et al., 2023; Raj et al.,
2018; Shore et al., 2022; Svendsen et al., 202B8ohighlighted how parents/carers valued
opportunities to applintervention content in their daily lives. Interventioasging from
structured programmé&ilmore et al., 2023andweb-based resourcéRaj et al., 2018)o
appbased coachin(Bedell et al., 2017¢ncouraged realorld practice with gructured
homework tasks and gesétting between sessionigwedas motivating and effectiv®©ne
parent refl ect eatoftghtgou thinking aboutathe theooy ard krying to
apply it, which I think is helpfal(mother of 13yearold girl with PPCS; AlHakeem et al.,
2024, p. 223)Despite differences in intervention delivére.g., telerehabilitation(Shore et
al., 2022)versusin-person family system thera§an, Gargaro, Kreutzer, et al., 201(3nd
participant demographidse.g., diverse family structuréSvendsen et al., 202@8¢rsus
primarily motherqAl-Hakeem et al., 2024) parents/carersonsistently valued the
opportunityto reinforce learning through everyday activities.

Studies fromAustralia(Drake et al., 2024 CanadgGan, Gargaro, Kreutzer, et al.,
2010) Norway(Svendsen et al., 2023)nd the USAAitken et al., 2004; Bedell et al., 2017;
Raj et al., 2018highlighted how parents/carers consistently valued curated resources and
peer supponnechanismdnterventions such as onlipeogramms (Drake et al., 2024app
based coachin@Bedell et al., 2017)and structured family sessiofdan, Gargaro, Kreutzer,
et al., 2010provided practical tools like takeome hadouts, online forums, and resource
directoriesfilt was good to see other families, how tiveynavigated it... | could definitely
related (mother of 14yearold stroke survivor; Drake et al., 2024, p. Byllow-up
interventions, including resouraharing call{Raj et al., 2018and apgbased checkns
(Bedell et al., 201 7)offeredvaluablelong-term support, helping to reduce feelings of

isolation and overwhelnDespite differences in intervention delivérg.g., online resources
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(Raj et al., 2018yersusin-person family therapgSvendsen et al., 202B)and participant
demographic$ e.g., diverse family structur¢Svendsen et al., 2028¢rsuspredominantly
motherg(Aitken et al., 2004) parents/carersonsistently valued access to resources and
ongoing support mechanisms.

Communication and understandingParents/carers highlighted the importance of
proactive and responsive communication with educators and healthcare providers, tailored
educational support, sustaining adjustments
and investing in training and awareness for fostering understanding, communication, and
support for families of CYP with ABIA summary othesekey strategiess provided in
appendixG, tableA3.

Studies fromAustralia(Drake et al., 2024 Norway (Svendsen et al., 2023 outh
Africa (JacobsNzuzi Khuabi et al., 2019jhe UK (Bennett et al., 2023and the USA
(Aitken et al., 2004highlighted the importance of proactive and responsive communication
with educators and healthcgrmviders througholt Y P6 s r ecover ywlear,Par ent s
ongoing dialogue, particularly during key transitions such as returning to {&8®wiett et
al., 2023; JacobBlzuzi Khuabi et al., 2019nd navigating healthcare folleup (Aitken et
al., 2004; Drake et al., 2024 s one parent explainedlhere should have been some direct
communication between hospital and school. School knew nothing about what had happened
or what should be in placdparent of CYP with ABI; Bennett et al., 2023, p. 633@spite
differences in healthcare and education systemg., multidisciplinary collaboration in
Norway (Svendsen et al., 2028¢rsusresourcdimited contexts in South Africlacobs
Nzuzi Khuabi et al., 2019) and participant demographit®.g., inclusion of both parents
(Svendsen et al., 2028¢rsuspredominantly mother@itken et al., 2004) parents/carers
consistently emphasised the need for sustained, proactimeunicatiorto reduce feelings
of uncertainty during recovery.

Parents/caremmlsowanted schools to actively address their Gihique needs by
implementing tailored educationslipport. Parents acrossidies from Norway, South
Africa, and the UK highlighted the importance of adjustments such as flexible timetables,
reducedwvorkloads, and mental health support, alongside the need for educators to understand
the less visiblémpacts of ABI(Bennett et al., 2023; Jacebizuzi Khuabi et al., 2019;

Svendsen et al., 2023s one parent shared, wouldove liked teachers to follow the advice

of the clinical psychologist report, by giving [CYP] time to process the subject matter... and
understand how fatigued he wouldlfparent of CYP with ABI; Bennett et al., 2023, p.

631)
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Parents/carerfsirthermorestressed the importance of educators sustaining tailored
adjustments ovdr i mEake ndte and implement recommendations from the [Brain Injury
Specialist] and parents, andé maintain these
the first few weeks (parent of CYP with ABI; Bennett et al., 2023, p. 62%arents/carers
described how systemic barriers, such as limited teacher training and resource constraints in
South Africa(JacobsNzuzi Khuabi et al., 2019pften left them feeling unsupported, while
in the UK(Bennett et al., 2023nd Norway(Svendsen et al., 2023ore formal
reintegration processes and teddabilitation models were seen as helpful in addressing
CYPG& needs.

In addition, @rents/carers across studies from Norway, South Africa, the UK and
consistentlyhighlighted the need for schools to recognise the hidden challenges of ABI
(Bennett et al., 2023; Jacebizuzi Khuabi et al., 2019; Svendsen et al., 2028y
describd their frustration when schools dismissed their GYieeds because symptoms
were not physically visible. One parent explain@he tumor was just the tip of the
icebergé [l ate effects were] a | ot harder to
invisibled (parent of PBT survivor; Raj et al., 2018, p. 191)

And finally, parents/carers stressed the importance of teacher awareness and training,
notingthat without suclkaninvestmentschoolsvere often unable to provide appropriate
support(Bennett et al., 2023) As o0 n e pUsntd thenbtain mjory spatialist vent
into school, they were clueless think itts easy for them to forget that because he looks ok
doesiit mean the ABI igihthered (parent of CYP with ABI; Bennett et al., 2023, p. 634)

While barriers such as limited teacher training were a significant concern in South Africa
(JacobsNzuzi Khuabi et al., 2019)nore structured support systems in the (BEnnett et
al., 2023)and innovative approaches like tehabilitation in NorwaySvendsen et al.,

2023)were seen as effective in addressing these challenges.

Equipping parents/carers and others t@mvigate the complexities of ABI recovery

Parents/carers wanted interventions that provided them, their CYP, and key people in
their CYP6s |ife with the knowledge, skill s,
They emphasised both what is learingte knowledge and skills to support their CYP and
strengthen family functioninggand who is learning, including parents/carers, their CYP, and
key figures such as family membeeslucatorsand healthcare professional$iey also
highlighted the conditions that make learning successful, imgudowledgeable

professionals, flexible and engaging content, and opportunities for active involvement.
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Finally, they stressed the importance of wikigned interventions, valuing clear session
structures, appropriate pacing, flexible delivery formats, and inclusive content. The following
sections explore these aspects in greater detalil.

What is learned, who is learning?arents/carers wadinterventions that equed
them and others with the knowledge and skills needed to support their CYP post ABI. Their
learning priorities focusdon threeinterconnected goalacquiring the knowledge and skills
to directy support their CYPacquiring the knowledge and skills¢ceate and sustam
supportivee nvi r onment by strengthening family fun.
well-being; and equipping key figures such as family members, educators, and healthcare
professionals to effectivelsupporttheir CYP and family

Knowledge and skills to support CYParents/caremsmphasised the importance of
acquiring knowledge and skills to address their &Y$pecific needgostABI. This finding
is reflected irstudies conducted across diverse geographic and cultural cantdutsng
Australia(Brown et al., 2013; Drake et al., 2024; Gilmore et al., 202a8phaddGan,
Gargaro, Kreutzer, et al., 2010; Gauwliepage et al., 2015; Shore et al., 202&)rway
(Svendsen et al., 2023Fouth Africa(JacobaNzuzi Khuabi et al., 2019)he UK (Bennett et
al., 2023) andthe USA(Aitken et al., 2004)These studies reflect a range of healthcare
systems and societal influences, highlightingetielentimportanceacross contextsf
understanding ABI, managir@ Y P énsotional and cognitive challenges, promotty P 6 s
independencpost ABI, and supportin@ Y P phgsical andsocial recovery (tablé). The
studies focused on various injury types, primarily moderate to sever@ntBther forms of
ABI, in CYP aged between 2 and 18 years. Parent/carer participants were predominantly
mothers, though some studies included fathers;egnts, and grandparents, highlighting
the diversity of family roles and caregiving experiences. Parents/vataesl clear and
actionable guidance on navigating ABI recovery, particularly during key transitions, such as
returning home oto school(Aitken et al., 2004; Bennett et al., 2023; Shore et al., 2@22¢
parent reflected on the structure of a helpful intervenfiblmved how it was broken down
into the areas of life in hospital, coming home, looking after yourself, finding the right
resources, those ke@ethaareastbat yweward help pithtbecaused t h e
theydre definitely the areas at the time that we were looking for supp(parent of 15

yearold stroke survivor; Drake et al., 2024, p. 8)
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Table 4. Knowledge and skills parents/carers seek to support CYP post ABI

Key domain

Knowledge and/or skills sought

lllustrative quotes

Understanding ABI

Symptoms, recovery stages, and lon
term consequences; managing
transitions (e.g., hospital to home,
return to school)

fWe now have a clearer understanding about the brain injury and are more
capable of delineating between the problems connected to sequela after the
or problems separate from tligfmother of teenage girl with ABI; Svendsen et
al., 2023, p. 7)

Emotional welt
being

Strategies to address stress, anxiety
mood swings; tools for emotion
regulation and resilience

filt is not only about physical effects but also the trgn recovery of
personality (parent of CYP with ABI; Bennett et al., 2023, p. 634)

iHed6l |l just | ash out for no appare
the time because you dodmrddtherlofifearoldwy |
boy with severe TBI; Brown et al., 2013, p. 1573)

Learning/cognition

Strategies for memory, attention, anc
academidasls; strategies for comple»
tasks, skills reinforcement, and
progress tracking

AiThe fatigue and memory loss has been very difficult. He struggles to retain
i nformation in al |l o§ardnjoECYP with ABH Benhet
et al., 2023, p. 634)

fiThe SMART goals helped to break down the problem into manageable par
course, we did see all the overarching challenges but having to start with th:
minor things that contribute to making it better, was impodéfather of YP
with ABI; Svendsen et al., 2023, p.. 7)

Independence

Promotingself-advocacy, self
monitoring, and autonomyupporting
transitions (e.g., school, independen
living)

AWeve gotta take the cotton wool @fmother of Zyearold boy with moderate
TBI; Brown et al., 2013, p. 1576)

f[She is learning] to selmonitor her health as she goes along to know when,
know, sheds hit that | imiteéeo but
runo (mother of 1#yearold girl with PPCS; Shore et al., 2022, p. 1144)

Physical challenge:

Managing fatigue, pain, sleep, and
balance andoordination issues

fiFatigue, anxiety in particular in relation to keeping up with the workload an
percei ved t eac h e risldrniegtopramatedatigaodparent
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of CYP with ABI; Bennett et al., 2023, p. 634)

Social skills

Building friendshipsandmanaging
conflicts navigating sociahnd
romantic relationships

AiShe | ost all her friends¢é an(hotsehot
19-yearold girl with severe TBI; Jacokdzuzi Khuabi et al., 2019, p. 10)

fiHaving one close friend who accep
even if [she] said upsetting thinpgarent of CYP with ABI; Bennett et al.,
2023, p. 635)

fiNow | can honestly say he has his tribe at school, he has his group of frien
they are stable, solid, they have
outings and the conversations and chats, catghs wi t h t he m.
transformative (female caregiver of Xgearold boy with ABI; Gilmore et al.,
2023, p. 5)
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Knowledge and skills to create a supportive environmédtdrents/carers emphasised
the importance of acquiring the knowledge and skills to create and sustain a supportive
environment by strengthening family functioning and prioritising their own-egtig. A
summay of thekey focus areas provided in appendix H, table A4.

Support for family functioning was viewed as essential, particularly for parents/carers
of CYP who had sustainedore severe injurie®.g., Aitken et al., 2004; Brown et al., 2013;
Gan, Gargaro, Kreutzer, et al., 2010; Gadvapage et al., 2015; JaceNzuzi Khuabi et al.,
2019) Studies conducted in AustraliBrown et al., 2013)CanadgGan, Gargaro, Kreutzer,
et al., 2010; Gauvihepage et al., 2015and South AfricgJacobsNzuzi Khuabi et al.,
2019)highlighted the importance of practidabls to support family functioning including
strategies for managing conflict, navigating shifting family dynamics, improving
communication, and addressing gr BreMhetalr traun
(2013)andJacobsNzuzi Khuabi et al. (2019pcusedtheir researclon understanding
parental challenge§an, Gargaro, Kreutzer, et al. (20H0)dGauvinLepage et al. (2015)
evaluatd structured interventions aimed at strengthening family functioning. Despite
differences in injury severityGYP age and context, all four studies emphadides need for
family-centred support to help parents/carers navigate the emotional and practical
complexities of ABI recoveryAs oneparentexplainedfins a fami ly we had ze
we all were traumatised with it, but there was no one that came to us. We had to go and pay
people to assist us §&] family, because it made an impact on our lives asowelbther of
teenage boy with TBI; Jacoizuzi Khuabi et al., 2019, p. .9)

Irrespective obtudy focus which rangedfrom coping strategie@Brown et al., 2013,
GauvinLepage et al., 201%p family interventiongGan, Gargaro, Kreutzer, et al., 202D
school reentry suppor{JacobsNzuzi Khuabi et al., 2019) positive parenting techniques,
self-care strategiesnd advocacgkills werehighly valued, with parents/carers seeking
guidance to sustain their own wéking over time and to navigate confidently and advocate
effectively within complex systems such as healthcare and education.

Educating and equipping important other®arents/carers wanted service providers
to equip key figures such as family members, educators, and healthcare professionals to
effectively support their CYP and family. Parents/carers from di\ggegraphic and cultural
contexts’ including AustraliagBrown et al., 2013; Drake et al., 202&puth Africa(Jacobs
Nzuzi Khuabi et al., 2019jhe UK (Bennett et al., 2023and theJSA (Aitken et al., 2004,

Bedell et al., 2017; Raj et al., 20183tressed the importance of educating teachers, peers,

and exended family to promote understanding and reduce stigma around ABI. Across
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studiesparents/carers highlighted the need for greater awareness in schools, healthcare, and
communities, particularly regarding A8lhidden challenges. Some emphasised structured
training for teachers and education professiotats, Bennett et al., 2023; Jacatbzauzi

Khuabi et al., 2019)while others noted frustration with family and peers who struggled to
recognise the ongoing impact of AR.g., Brown et al., 2013; Drake et al., 2024; Raj et al.,
2018) One parent described the frustration of their @viieeds being dismissed because

their disability wasd visible: filOur biggest problem has been getting people to take my

childé challenges seriously, because she does not look disédpbrent of PBT survivor;

Raj et al., 2018, p. 191)

Making learning effective Parents/carefislentifiedthe conditions necessary for
effective learning and engagement in interventions for CYP with ABI and their families.
Theyemphasised the importance of knowledgeable and empathetic professionals, active
parenttarer involvement in intervention planning and implementation, flexible delivery
models, engaging and practical content, and the active participation of CYP in interventions.
A summary of these key components is provided in appendix I, tabl[En&Se elements
were valuedor makinginterventionamorerelevant, accessible, and impactful for families
navigating ABI recovery.

Across diverse geographic and clinical contexts, parents/carers valued interventions
designed and delivered by experienced health professionals who could tailor content to
CYPO6s age, injury type, and f a(@ikKegtalci rcumst a
2024) CanaddAl-Hakeem et al., 2024; Gauvirepage et al., 2015; Shore et al., 2022)
Norway (Svendsen et al., 2023nd the USARaj et al., 2018highlighted the need for
professionals who provided both clinical expertise and individualised support. The ability of
health professionals to tailor interventions was particularly valued imebbilitation and
web-based interventiondRaj et al., 2018; Shore et al., 2022; Svendsen et al., 2023n
family-based approaches where professionals facilitated navigation of complex systems and
incorporated parent/carer perspectif@sake et al., 2024; Gauwvibepage et al., 2015;
Svendsen et al., 20238 mpathetic and knowledgeable clinicians who could build trust were
particul alr Ityhivnakl,u eadf:t eir war ds, youél | have a |
to be able to ask those questions o(notheand gi v
of 16-yearold stroke survivor; Drake et al., 2024, p..1Dhis need spanned the full spectrum
of injury severity.

Involving parents/carers in intervention planning and development was also seen as

key toensuringnterventioncontent aligned with family needs and experiences.
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Collaborative approaches allowed parents/carers to share their insights and feel empowered
in shaping the support they received On e p a r Idonrd it extitiag tebe a pafi of it.

And when w&e mentioned somethingisitbeen taken care of, sésitworked out wedl

(father of teenage girl with ABI; Svendsen et al., 2023, [Skidies from diverse geographic
and clinical contexts, including AustraliRrake et al., 2024 CanadqGauvinLepage et al.,
2015) Norway(Svendsen et al., 2023)nd the USABedell et al., 2017; Raj et al., 2018)
highlighted the importance of parent/carer involvement in making interventions more
relevant and effective. While some interventions activelgesigned content with parents
(Drake et al., 2024; Gauvibepage et al., 2015pthers sought their feedback to refine
implementationBedell et al., 2017; Svendsen et al., 20d3)is involvement was

particularly valued in welbased and teleshabilitation interventions, where parents played a
key role in ensuring content met their GFRvolving need@Raj et al., 2018; Shore et al.,

2022) Across intervention formats angury severities, these studies reinforced that

tailoring interventions through parent/carer input helped make them more accessible, family
centred, and reflective of realorld challenges.

Flexibility in delivery was another priority, allowing families to engage at their own
pace.One parent described a sphced intervention asfgentle step into this world of brain
injuries, support, and familie®ecause @& up to you how far you ggmother of 6yearold
child with TBI; Drake et al., 2024, p. 103nother highlighted he i nt enodularnt i on 6 s
design:fiYou could have as much or as little... you can pick up where you left off. So you can
consume it all at once in large chunks, or you can consume it in small ol{orikber of 16
yearold with TBI; Drake et al., 2024, p. 8tudies across different healthcare and
intervention models reinforced the importance of flexible delivery. Inpedéd digital
interventiongDrake et al., 2024; Raj et al., 201Barents/carergalued the ability to engage
at their convenience. Telehabilitationprogramms (Shore et al., 2022; Svendsen et al.,
2023)blended structured sessions with individualised pacing to accommodate fluctuating
recovery needs. Structured yet adaptable viguagramme (Al-Hakeem et al., 2024)
offered groupbased learning with space for tailored participation. Across formats, flexibility
enabledoarents/carers and CY® engage in ways that suited their circumstances,
highlighting the need for adaptable interventipnstABI.

Engaging and practical content was also valued. For example, parents/carers
completing aronline group intervention in a Canadian staghpreciated visual aids, such as
annotated slides, which made information clearer and more engélgioe a slideshow,

haha, especially with the annotating in it &
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more engageal(Al-Hakeem et al., 2024, p. 22Z)ombining theory with realvorld

application, such as through rgdays and interactive activities, wakso viewedy these
parents/careras effectivefi think ités important to hawe the theory and then try to apply
ité briefly i n ({dorieg threowsekn thinkahéid gdodneodeéto uge
(mother of 13yearold girl with PPCS; AlHakeem et al., 2024, p. 223tudies across
different intervention formats reinforced the value of interactive and applied learning. In
digital interventions, structured tools such as-bpped coachin(Bedell et al., 2017and
visually guided online moduldfaj et al., 2018helped make content engaging and
accessible. Groupasedorogrammes, including social skills trainin@Gilmore et al., 2023)

and structured family interventio&an, Gargaro, Kreutzer, et al., 20lidcorporated role
plays and realvorld scenarios to enhance practical learning. Across these models,
interventions that combined structured information with opportunities for active participation
were preferred, underscoring the need for content that is both engaging and applicable to
daily life.

Finally, parents/carers stressed the importance of actively involving CYP in
interventionsparticularly in planning and goaktting. This approach was seen as essential
for promotingC Y P éngagement and ensuring interventions were meaningful. One parent
explainedfi t was very i mporQyBnti nt d hupgasd immpoadi ndl ude
to focus on somethiggimportant to hind (father of teenage boy with ABI; Svendsen et al.,
2023, p. 7)Across different intervention models, actively involving CYP helped tailor
support to their needs aedcourag®wnership of their recovery. In digital interventions
(Bedell et al., 2017; Raj et al., 201&YP set and tracked their own goals, while gmesed
programms (Gilmore et al., 2023)ised goaketting to enhance motivation. Famihclusive
approaches, such as hofmesed rehabilitatio(Svendsen et al., 2028hd cedesigned online
programms (Drake et al., 2024)ensured CYP had a voice in shaping their experience.
Regardless of format, CY# participation was key to making interventions relevant and
engaging.

Designinginterventionsthat work Parents/carers emphasised the importance of
well-designed interventions that considered their needs and provided pragpigatt (table
5). Theyvalued clear session structures, appropriate session lengths, flexible delivery
formats, and inclusive content. These features were seen as essential for maintaining

engagement, promoting learning, and addressing diverse family circumstances.
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Table 5. Key features of effective intervention delivery and design

Key Description Examples of preferences

component

Session Clear and consistent format to maintain Defined introductions, activities, and conclusions
structure focus and engagement

Session length

Optimal length to balance engagement ¢ 45/ 60 minutes per session
avoid fatigue

Intervention Regularly schedulegrogramms over Weekly or biweekly sessions delivered over several months to sustain learn
duration weeks or months to allow for gradual ski while accommodating recovery timelines
development
Delivery Flexible modes of delivery to suit diverse Online sessions for convenience and reduced logistical byridemsrson
format needs and preferences sessions for stronger peer/provider connecfibyisrid models combining online
convenience with kperson opportunities
Inclusivity Content and formats reflecting diverse  Tailored interventions to ensure relatability and representation

family structures, cultural backgrounds,
and experiences

Peer support

Opportunities for interaction and shared Group sessions, mentoring, and forums to build trust and relatability among
experiences among participants families
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Parents/carers highlighted the importance of structured sessions with clear beginnings,
activities, and conclusions to help maintain focus and engagement. One parerit Tiutegl,
was an obvious beginning, middle, and an end to it... itdlidnc hange, whi ch |
(mother of 1eyearold girl with PPCS; AlHakeem et al., 2024, p. 228omepreferred
session lengths of 460 minutes, which were seen as long enough to explore topics without
causing fatiguéBedell et al., 2017; Gan, Gargaro, Kreutzer, et al., 20R&yularly
schedulegprogrammes, delivered over weeks or months, allowed families to gradually
develop skills and adapt strategies over time while accommodating recovery timelines.
Across different intervention models, structured session formats were valued for providing
clarity and consistency. In digital interventioi@d-Hakeem et al., 2024; Drake et al., 2024)
parents/carerappreciated predictable content flow, while in manualised fabaked
programme (Gan, Gargaro, Kreutzer, et al., 2010; Gathapage et al., 2015%tructured
discussions and activitiéacilitatedengagement. Appased intervention®Bedell et al.,
2017)benefited from stepy-step session guides, helping CYP aadents/carersack
progress.

Flexibility in delivery formats was also important. Online sessions were appreciated
for their convenience and ability to reduce logistical burdens, such as travéAtiidakeem
et al., 2024; Drake et al., 2024; Raj et al., 2018; Shore et al., 2022; Svendsen et al., 2023)
However, somgarents/carergalued inperson sessions for the stronger peer and provider
connections they facilitatg@\l-Hakeem et al., 2024; Svendsen et al., 2088brid modes,
combining online convenience with occasionapersorsessionsweresuggested a&
compromisgAl-Hakeem et al., 2024; Svendsen et al., 20&8)oss different intervention
types, flexibility in format ensured that families could engage in ways that suited their needs.
Seltpaced digital intervention®rake et al., 2024; Raj et al., 20E8lowed participants to
access content at their own rhythm, while4eabilitation model§Shore et al., 2022;
Svendsen et al., 202Bjovided structured support with the adaptability to accommodate
individual schedules. Grotipased virtual interventior(@l-Hakeem et al., 2024jalanced
structured content with opportunities for séifected engagement. Regardless of format,
ensuring flexibility helpedamiliesintegrate interventions into their daily lives and recovery
journeys.

Inclusivity was highlighted agn importantomponent of effective intervention
design, with parents/carers advocating for content and formats that reflected diverse family
structures, cultural backgrounds, and lived experier@teslies reinforced this need across

different contexts. In Norway, a tetehabilitation model acknowledged how cultural and
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family structures shape intervention feasibi(iBvendsen et al., 2023) South African study
emphasised economic and systemic barriers to school reintegrastrBl, highlighting the

need for culturally attuned suppddacobsNzuzi Khuabi et al., 2019)n Canada, family
resilience research underscored the role of spirituality, financial stability, and social networks
in shaping recoverfGauvinLepage et al., 20150 USA-based web intervention f&BT

survivors prioritised cultural sensitivity and accessibilRgj et al., 2018)In Australia,

parents stressed the importance of diverse representation-iegeeieo interventions to

ensure relevance across families and injury seve(Diexke et al., 2024 )Across these

studies, parents/carers also valued peer support, such as group sessions and forums, as
practical ways to enhance engagement and shared learning. These elements were seen as

essential for making interventions relatable and accessible to familie&Blost

Discussion

This review aimed to explore parentsoé/ car

content of interventions designed to support children and young people (CYP) with acquired
brain injury (ABI) and their families. By synthesising findings from 13 qualitative and
mixed-methods studies, two overarching analytical themes emerged: first, the importance of
feeling supported, and second, the need to equip parents/carers and others with the
knowledge and tools to navigate the complexities of ABI recovery. These findings provide
insights into how interventions can be more responsive to the lived experiences of
parents/carers, ensuring that they addpeasr e n t setétional angl practical needs in a

way that is meaningful and sustainable.

Feeling supported

The findings of this review suggest that feeling supported can create conditions that
make it easier for parents/carers to engage with intervenBaysnd simply receiving help,
feeling supported involves psychological reassurance, validation from professionals and
peers, and structured guidance through the uncertainties of ABI recovery. These findings
align with prior research demonstrating that families of CYP with ABI experience emotional
di stress, i ncl udi nigurygelfj uackainty about origermmr CY PO s
outcomes, and social isolation due to caregiving dem@n@sman et al., 2017; Yeates et
al., 2007) Interventions that prioritise emotional support, particularly through peer
connections, have been linked to increased parental confidence and(&poey 2009;

Wade et al., 2009%5iven these complexities, ensuring that parents/carers feel adequately
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supported may playnaimportantrole in facilitating their engagement with interventions,
ultimately shaping their ability to access and benefit from the resources available to them.

The findings of this review further emphasise the importance of peer interactions in
promoting a sense of feeling supported. By sharing experiences with others who understand
the complexities of ABI, parents/carers are able to normalise their emotions, reduce feelings
of isolation, and feel empowered in the face of uncertainty. Structured interventions that
incorporate peer support have been shown to enhance parental confidence, improve coping,
and provide reassurance that parents are not @Bvaga, 2009; Braga et al., 2005; Wade et
al., 2009) Online and communitbased programmes, in particular, offer accessible
opportunities for parents/carers to exchange experiences and receive emotional validation
from those in similar situatior(®1cKinlay et al., 2016; Svendsen et al., 2023; Ylvisaker et
al., 2005)

Beyond peer connections, parents/carers emphasised the importance of knowing that
support will be available when it is needed. This assurance is particularly important in the
context of ABI, where unpredictable and invisible challenges often leave parents/carers
feeling isolated and overwhelmed. Accessible support alleviates this emotional burden,
offering validation and reassurance during moments of crisis or tran@tgnAndersson et
al., 2016) An important contribution of this review is the emphasis on-tengp access to
support. Many parents/carers described frustration with-séont interventions that did not
provide continuity as their CYPO0s needs evol
rehabilitation research suggesting that recovery does not follow a linear trajectory and that
new challenges such as school transitions, emerging adolescence, and emerging adulthood
T can introduce fresh demands on families yearsipgsty (Braga et al., 2005; Gan,

Gargaro, Brandys, et al., 2010; McKinlay et al., 2016; Tyerman et al.,.28d3tgined
access to support, whether through structured fellpg; online peer networks, or periodic
checkins, may assist families in managing these ongoing changes.

Another important consideration highlighted by this review is the need for
interventions to be sensitive to family circumstances. While most parents/carers appreciated
the core elements of feeling supported and being equipped with knowledge, different
preferences emerged based on individual family situations. For instance, some parents/carers
valued structured, Hperson interventions, while others found online andsatied formats
more accessible. Future interventions may benefit from balancing customisation to individual
family needs with the provision of universally beneficial core elements that ensure all

families feel supported regardless of their circumstances.
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Equipping parents/carers and othergo navigate ABI recovery

Alongside feeling supported, parents/carers underscored the importance of acquiring
the knowledge and skills to support their CY
complex systems. This review highlights a gap in accessible, structured, and practical
education for parents/carers, reinforcing prior research that has identified a lack of guidance
during critical transitions such as hospital discharge and school reintedratidersson et
al., 2016; Moore et al., 2015Jhe findings suggest that interventions could offer staggered
learning opportunities that allow parents/carers to absorb information at their own pace,
addressing concerns that families can feel overwhelmed when provided with extensive
resources too soon after injuigrown et al., 2013)

Parents/carers also highlighted the need for services to educate others, particularly
teachers and healthcare providers, about thetiermg and often invisible effects of ABI.

This finding is consistent with studies indicating that misunderstandings about ABI,

particularly in educational settings, can lead to inadequate accommodations and additional

stress for familiegBennett et al., 2023; Jacebizuzi Khuabi et al., 2019)ailored training

for professionals, alongside tools to help p
enhance awareness and responsiveness within these key support systems.

Similar to otherge.g., Moore et al., 2015; Roscigno & Swanson, 204dy) findings
highlight the i mportance of culturally respo
lived experiences. For parents/carers of CYP with ABI, this is especially important because
the challenges of ABI recovery intersect with cultural values, beliefs, and norms in unique
ways. ABI recovery often requires navigating complex healthcare and educational systems,
which may not always align with(Rdseigmé& i esd cu
Swanson, 2011)This misalignment can exacerbate feelings of marginalisation or
misunderstanding, particularly for families from culturally and linguistically diverse
backgrounds. Culturally responsive interventions not only enhance accessibility but also
ensure that families feel respected and undergtdodre et al., 2015)For example,
recognising the importance of family roles in caregiving or incorporating culturally
appropriate communication styles can build trust and engagéR@sttigno & Swanson,

2011) By addressing these dimensions, interventions are better positioned to meet the unique

needs of families while promoting equity in recovery outcomes.
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Limitations

This review has some limitations that could affect how its findings are understood and
applied. Including only Englistanguage studies may have excluded important perspectives
from families who speak other languages, limiting diversity in the findings. The reviewed
studies also predominantly represented mothe
perspectives of fathers and Rparent carers. The parents/carers in the reviewed studies may
also have had a relatively higher level of functioning compared to many parents/carers of
CYP with ABI, suggesting a potential bias towards recruiting parents/carers who have the
capacity or support to engage in research.

I n addition, many studies didndét include
severe the CYPOs ABI was or what stage of re
difficult to determine how specific factors might shape preferences for structured versus
flexible interventions. The inherent variability of ABI presentations, including differences in
severity and recovery trajectories, further complicates the generalisability of findings.

Finally, although the CASP tool was used to assess quality, relying on reported data
might have introduced some bias, as the studies may not fully reflect all aspects of
parentsdé/ carersod6 experiences. These | imitatdi

of the reviewds findings and highlight areas

Clinical implications

This review directly informaclinical practice, offang insights into what
parents/carers want from future interventions and what they found valuable about existing
ones. These findings can guide the development of interventions that are subsequently
evaluated, with the results of these evaluations informing clinical practice. This iterative
process ensures that interventions align with thewedld needs and preferences of families
while also contributing to the evidence base for effective interventions.

The findings from this review indicate that interventions embedding emotional and
peer support could help parents/carers connect with others who share their experiences. These
connections, whether through structured mentorship, online forums, or hybrid support groups,
provide reassurance and validation. Sustained engagement may also be valuable; rather than
offering oneoff or timelimited interventions, support that remains accessible over time and
adapts to the evolving needs of CYP and their familiefddoe@i more beneficial.

Accessibility and flexibility are also key considerations, as digital and hybrid models may

allow families to engage with support at their own pace, reducing logistical barriers while
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maintaining opportunities for direct interaction with professionals and peasn together,

these findings suggest the potential value o
options, which parents/carers can draw on at different points according to individual

readiness and circumstanéelditionally, embedding advocacy and education components

into interventions may empower parents/carers with the knowledge and confidence to

navigate healthcare and education settings, ultimately improving outcomes for CYP with

ABI. Cultural responsiveness and inclusivity could also enhance accessibility, ensuring
interventions are representative of the diverse backgrounds of families affected by ABI.

While certain elements of intervention design are broadly benefibigice and readiness

based timingppear to be important features for supporting engagement across different

family contexts

Future research

Several gaps in the current evidence base remain. The studies included in this review
predominantly reflected the perspectives of mothers, highlighting the need for research that
explores the experiences of fathers,pamnent carers (e.g., grandparents, foster carers), and
families from culturally diverse backgrounds. Beyond general diversity considerations, future
research may benefit from exploring how social, cultural, and psychological factors interact
to shape familiesd access to and engagement
readiness for particular interventions, how families interpret and utilise resources, and the
psychological and structural barriers that influence uptake. ®ocinomic disparities also
play a role in shaping intervention accessibility. Liaising with schools and engaging with
healthcare providers may vary significantly depending on families'-eacioomic status and
the availability of resources in their community. Future research could examine how
interventions are tailored to support families in uAdsourced settings where standard
approaches may not be feasible. Additionally, there is limited evidence comparing different
intervention formats (e.g., online versuspierson; structured versus spHced), and research
examining the effectiveness of these models across different family needs and recovery
stages would be valuable. Longitudinal studies may provide further insight into how
parentsodé/ carersod6 needs evolve over time. Und
acute recovery to lonterm adaptation could inform more responsive interventions. Finally,
given the expressed preference for flexible engagement, future studies may investigate how

modular and hybrid intervention designs influence engagement, satisfaction, and outcomes.
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Conclusion

This review highlights the pivotal role of parents/carers in supporting CYP with ABI
and underscores the importance of interventions that emphasise emotional support, practical
skill-building, and inclusivity. By addressing the unique and evolving challenges
parents/carers face, including the unpredictable nature of ABI and the emotional toll it
i mposes, interventions can better align with
review has directly addressed the aim of exp
synthesising findings from studiésat utilisedprinciples of ceproductionto identify what
parents/carers value in intervention design. In doing so, it contributes actionable
recommendations regarding how interventions can be adapted to promote resilience, sustain

support, and equip parents/carers with essential tools and knowledge.

Acknowledgments
We would like to acknowledge the contributionlaiuren Davies.

Declaration of interest statement

The authorseportno conflicts of interest.

Declaration of funding

No funding was received.



ParentCarerPerspectives on Gproduced ABI Interventions 56

References

Aitken, M. E., Mele, N., & Barrett, K. W. (2004). Recovery of injured children: Parent
perspectives on family needsichives of Physical Medicine and Rehabilitation
85(4), 56#573. https://doi.org/10.1016/j.apmr.2003.06.018

Al-Hakeem, H., Hickling, A., Mallory, K. D., Lovell, A., Bardikoff, T., Provvidenza, C.,
Lam, B., Knapp, B., Miller, C., & Scratch, S. E. (2024). Move&Conteategivers:
A virtual group intervention for caregivers of youth experiencing persisting symptoms
after concussiorDevelopmental neurorehabilitatio87(7), 217227.
https://doi.org/10.1080/17518423.2024.2398161

Ander sson, K., Bel |l on, M., & Wal ker, R. (201
to school following acquired brain injury (ABI): A systematic review of qualitative
studiesBrain Injury, 30(7), 829838.
https://doi.org/10.3109/02699052.2016.1146963

Bedell, G. M., Wade, S. L., Turkstra, L. S., Haarbakerpa, J., & King, J. A. (2017).
Informing design of an appased coaching intervention to promote social
participation of teenagers with traumatic brain injudgvelopmental
neurorehabilitation 20(7), 408417. https://doi.org/10.1080/17518423.2016.1237584

Bennett, E., Fletcher, A., Talbot, E., & Robinson, L. (2023). Returning to education after
childhood acquired brain injury: Learning from lived parental experience.
NeuroRehabilitation52(4), 625640. https://doi.org/10.3233/NRE20205

Braga, L. W. (2009). Should we empower the famiDg¥elopmental neurorehabilitatipn
12(4), 179180. https://doi.org/10.1080/17518420903102001

Braga, L. W., da Paz Junior, A. C., & Ylvisaker, M. (2005). Direct cliniclativered versus
indirect family-supported rehabilitation of children with traumatic brain injury: A
randomized controlled triaBrain Injury, 19(10), 819831.
https://doi.org/10.1080/02699050500110165

Brown, F. L., Whittingham, K., Sofronoff, K., & Boyd, R. N. (2013). Parenting a child with a
traumatic brain injury: Experiences of parents and health professiBnais.Injury,
27(13), 15701582. https://doi.org/10.3109/02699052.2013.841996

Cole, W. R., Paulos, S. K., Cole, C. A., & Tankard, C. (2009). A review of family
intervention guidelines for pediatric acquired brain injurizsvelopmental
disabilities research review5(2), 159166.



ParentCarerPerspectives on Gproduced ABI Interventions 57

Cooke, A., Smith, D., & Booth, A. (2012). Beyond PICO: The SPIDER tool for qualitative
evidence synthesiQualitative Health Researci2(10), 14351443.
https://doi.org/10.1177/1049732312452938

Drake, M., Jenkin, T., Heine, K., Analytis, P., Kendall, M., Scheinberg, A., & Knight, S.
(2024). Heads Together Online Peer Education (HOPEJes@gn of a familyled,
video-based resource for families affected by paediatric acquired brain iBpaiy.
impairment : a multidisciplinary journal of the Australian Society for the Study of
Brain Impairment25. https://doi.org/10.1071/IB23101

Gan, C., Gargaro, J., Brandys, C., Gerber, G., & Boschen, K. (2010). Family caregivers'
support needs after brain injury: A synthesis of perspectives from caregivers,
programs, and researchexkguroRehabilitation27, 5-18.
https://doi.org/10.3233/NRE010-0577

Gan, C., Gargaro, J., Kreutzer, J. S., Boschen, K. A., & Wright, F. V. (2010). Development
and preliminary evaluation of a structured family system intervention for adolescents
with brain injury and their familieBrain Injury, 24(4), 651663.
https://doi.org/10.3109/02699051003692142

GauvinLepage, J., Lefebvre, H., & Malo, D. (2015). Resilience in families with adolescents
suffering from traumatic brain injurieRehabilitation Nursing JournaftQ(6).
https://journals.lww.com/rehabnursingjournal/fulltext/2015/11000/resilience_in_famil
ies_with_adolescents_suffering.5.aspx

Gilmore, R., Ziviani, J., Mcintyre, S., Goodman, S., Tyack, Z., & Sakzewski, L. (2023).
Exploring caregiver and participant experiences of the Program for the Education and
Enrichment of Relational Skills (PEERS) for youth with acquired brain injury and
cerebral palsyDisability and Rehabilitation1-9.
https://doi.org/10.1080/09638288.2023.2167008

Gracey, F., Evans, J. J., & Malley, D. (2009). Capturing process and outcome in complex
rehabilitationshapeddNeunopsyadhogical rehabiiitation
19(6), 86#890. https://doi.org/10.1080/09602010903027763

Hickey, L., Anderson, V., & Jordan, B. (2016). Family Forward: Promoting family
adaptation following pediatric acquired brain injudgpurnal of Social Work in
Disability & Rehabilitation 15(3-4), 179200.
https://doi.org/10.1080/1536710X.2016.1220884

JacobsaNzuzi Khuabi, L:A., Swart, E., & Soeker, M. S. (2019). A service user perspective

informing the role of occupational therapy in school transition practice for high school



ParentCarerPerspectives on Gproduced ABI Interventions 58

learners with TBI: An African perspectiv®ccupational therapy internationg2019
1201689. https://doi.org/10.1155/2019/1201689

Lincoln, Y. S., & Guba, E. G. (1989)aturalistic inquiry Sage Publications, Inc.

McKinlay, A., Linden, M., DePompei, R., Aaro Jonsson, C., Anderson, V., Braga, L.,
Castelli, E., de Koning, P., Hawley, C. A., Hermans, E., Kristiansen, |., Madden, A.,
Rumney, P., Savage, R., & Wicks, B. (2016). Service provision for children and
young people with acquired brain injury: Practice recommendat&yas Injury,
30(13-14), 16561664. https://doi.org/10.1080/02699052.2016.1201592

Miley, A. E., Fisher, A. P., Moscato, E. L., Culp, A., Mitchell, M. J., Hindert, K. C.,
Makoroff, K. L., Rhine, T. D., & Wade, S. L. (2022). A mixetethods analysis
examining child and family needs following early brain injudysability and
Rehabilitation 44(14), 35663576. https://doi.org/10.1080/09638288.2020.1870757

Moore, M., Robinson, G., Mink, R., Hudson, K., Dotolo, D., Gooding, T., Ramirez, A.,
Zatzick, D., Giordano, J., Crawley, D., & Vavilala, M. S. (2015). Developing a
family-centered care model for critical care after pediatric traumatic brain injury.
Pediatric critical care medicine: A journal of the Society of Critical Care Medicine
and the World Federation of Pediatric Intensive and Critical Care Socjdii8),
758765. https://doi.org/10.1097/PCC.0000000000000494

Noyes, J., Booth, A., Cargo, M., Flemming, K., Harden, A., Harris, J., Garside, R., Hannes,
K., Pantoja, T., & Thomas, J. (2019). Chapter 21: Qualitative Evidence. In J. P. T.
Higgins, J. Thomas, J. Chandler, M. Cumpston, T. Li, M. J. Page, & V. A. Welch
(Eds.),Cochrane Handbook for Systematic Reviews of Interventions, version 6.0
(updated July 2019pp. 525545). The Cochrane Collaboration.
http://www.training.cochrane.org/handbook

Raj, S. P., Narad, M. E., Salloum, R., Platt, A., Thompson, A., Baum, K. T., & Wade, S. L.
(2018). Development of a wdimsed psychosocial intervention for adolescent and
young adult survivors of pediatric brain tumaournal of adolescent and young adult
oncology 7(2), 187195.

Roscigno, C. I., & Swanson, K. M. (2011). Parents' experiences following children's
moderate to severe traumatic brain injury: a clash of cultQnesl Health Res
21(10), 14131426. https://doi.org/10.1177/1049732311410988

Shore, J., Bernick, A., Nalder, E., Hutchison, M., Reed, N., & Hunt, A. (2022). Adolescent

and parent experiences with T-éetive Rehabilitation for concussion: An



ParentCarerPerspectives on Gproduced ABI Interventions 59

exploratory qualitative studyrain Injury, 36(9), 11401148.
https://doi.org/10.1080/02699052.2022.2114610

Svendsen, E. J., Killi, E. M., Rohr&aumgartner, N., Holthe, I. L., Sandhaug, M., Borgen, .
M. H., Wade, S. L., Hauger, S. L., LBvsta
parentsd, and teachersdéd experiences of th
intervention for children with acquired brain injury in the chronic plia&ge
gualitative study of acceptability and participation in the Child In Context
Intervention (CICI)BMC Health Services Resear@3(1), 603.
https://doi.org/10.1186/s1294823-09589z

The CASP Team. (2018LASP Qualitative Studies Checkli€ritical Appraisal Skills
Programme (CASP). Retrieved 7 January 2024 from https:/(daspt/

Thomas, J., & Harden, A. (2008). Methods for the thematic synthesis of qualitative research
in systematic review8MC Medical Research Methodolqo@(1), 45.
https://doi.org/10.1186/14722888-45

TurnerStokes, L. (2003)Rehabilitation following acquired brain injury: National Clinical
Guidelines Royal College of Physicians, British Society of Rehabilitation Medicine.

Tyerman, E., Eccles, F. J. R., & Gray, V. (2017). The experiences of parenting a child with
an acquired brain injury: A metynthesis of the qualitative literatuixain Injury,

31(12), 15531563. https://doi.org/10.1080/02699052.2017.1341999

United Kingdom Acquired Brain Injury Forum. (2018)I-Party Parliamentary Group on
Acquired Brain Injury Reportwww.ukabif.org.uk

Wade, S. L., Walz, N. C., Carey, J. C., & Williams, K. M. (2009). Brief report: Description
of feasibility and satisfaction findings from an innovative online family problem
solving intervention for adolescents following traumatic brain injdoyrnal of
Pediatric Psychology84(5), 517%522. https://doi.org/10.1093/jpepsy/jsn081

Whiffin, C. J., Gracey, F., & Elligill, C. (2021). The experience of families following
traumatic brain injury in adult populations: A metgnthesis of narrative structures.
International Journal of Nursing Studies23 104043.
https://doi.org/https://doi.org/10.1016/}.ijnurstu.2021.104043

Yeates, K. O., Bigler, E. D., Dennis, M., Gerhardt, C. A., Rubin, K. H., Stancin, T., Taylor,
H. G., & Vannatta, K. (2007). Social outcomes in childhood brain disorder: a heuristic
integration of social neuroscience and developmental psychdtsgghol Bull
1333), 535556. https://doi.org/10.1037/002%09.133.3.535



ParentCarerPerspectives on Gproduced ABI Interventions 60

Ylvisaker, M., Adelson, P. D., Braga, L. W., Burnett, S. M., Glang, A., Feeney, T., Moore,
W., Rumney, P., & Todis, B. (2005). Rehabilitation and ongoing support after
pediatric TBI: Twenty years of progre3$e Journal of Head Trauma Rehabilitatjon
20(1).
https://journals.lww.com/headtraumarehab/fulltext/2005/01000/rehabilitation_and_on

going_support_after_pediatric.9.aspx



ParentCarerPerspectives on Gproduced ABI Interventions

Chapter Three: Bridging Chapter

61



ParentCarerPerspectives on Gproduced ABI Interventions 62

Bridging Chapter

The empirical study that follows was developed alongside the systematic review as
part of a wider programme of research exploring how families can be more effectively
supported after childhood ABI. Although the two studies were designed concurrently, they
addressed related but distinct aspects of support. The systematic review examined what
parents/carersay they want and need from interventiorspanning both rehabilitation for
the injured child and support fpra r e n t so@r adjastmerni Isighlighting the value of
flexible, emotionally safe approaches grounded in lived experience.

The empirical study, by contrast.,anexpl ore
earlier researchtudy, in which parents usedcaeative materiatbased storytelling approach
T theWool and Stonestos har e and refl ect on theThe exper.i
empirical study presented hexeamined hovparentsexperienced sharing their stories in this
way, the kinds of stories told, and their views on the potential for the approach to be adapted
for therapeutic use in the future.

This work was conducted in parallel with a related programme of resgdhth the
sameteam whichis exploringthe use of physical materials to support therapeutic storytelling
with family members of adults with ABWhiffin et al., 2025; Whiffin et al., 2034
Together, these projects reflect a wider movement towards devetypatiye materiats
based approaches that enable famdiéscted by ABIto share and make sense of their

experiences.
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Abstract

Parents of children witAcquiredBrain Injury (ABI) often face challenges in
processing their experiences and constructing coherent narr@lreesive materialbased
approaches have been proposed to support reflection, expression, and nekimgg This
study explored how parents experienced a storytelling task using wool and stones. Semi
structured interviews with seven parents were analysed using reflexive thematic analysis
within a critical realist framework. Two themes were developeégecing together the story
described how materials supported sequencing, seakmg, and narrative ownership;
Engaging with the processptured emotional safety, ambivalence, and connection. While
some parents found the task helpful and meaningful, others described discomfort or
disconnection. Findings suggest that creative matesaded approaches may support
narrative development for some parents following ABI, particularly when emotional safety,
flexibility, and choice are prioritised. Further research is needed to explore their impact and

broader applicability.

Keywords: Acquired brain injuryParents, Storytelling, Creative methods, Reflexive

thematic analysis, Qualitative research
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Introduction

When a child sustains acquiredBrain Injury (ABI), the psychological and social
consequences often extend far beyond the child them3etieeply affecting parents, carers,
and family life.In England, it is estimated that over 40,000 children and young pgoyk)
experience an ABI each ye@HS England, 2018)hese injuries, whether sustained
through trauma, infection, or other causes, can lead teteyngcognitive, emotional, social,
and physical challenges. As a result, families must navigate an unfamiliar landscape of
rehabilitation, education, and social reintegration while coping with grief, uncertainty, and
disrupted expectations of tfigure (Tyerman et al., 2017)

Quantitative studies have highlighted the prevalence of emotional distress in families
following child ABI. For exampleYehene et al. (202Ipund that parents of CYP with more
pronounced behavioural changes reported more distressing embiboves/er, most existing
studies are limited by small samples or cresstional designs, which constrain insight into
evolving experiences over tim@ualitative research offers deeper understanding, revealing
how parents experience shifts in identity, connection, and faipiigmics(Roscigno and
Swanson, 2011; Tyerman et al., 2QIMese findings echo themes itdéead in research
with families of adults with ABIlincluding feelings of isolation, disorientation, and the
chall enge of adj uWhifinetal., 2081; Goucbnmae eval.n2614)ma | 6

Narrativebased approaches have been proposed as a means of supporting emotional
adaptation following lifealtering injuries. The Life Threadodel (Ellis-Hill et al., 2008)
conceptualises recovery as a process of narrative reconstruction, wherein people seek to
reconnect disrupted threads of identity, future expectation, and meaning. This model has
informed the development of creative and embodied metheds c h as t he &éwool
approach which were initially implemented as participatory resedocits to help
participants represent and make sense of their experi@gitiesHill et al., 2021; Galvin et
al., 2020) While not designed as a therapeutic intervention per se, this approach shares
features with other creative methods used in health settings, such as Arts and Health
initiatives (e.g., EllisHill et al., 2019) and may offer accessible ways to support meaning
making and emotiongdrocessingA growing body of evidence supports the value of such
approaches: for example, a World Health Orgaiiion scoping review highlighted how arts
based interventions can help people express emotion, process complex experiences, and make
meaning following neurological or lorigrm health condition§~ancourt and Finn, 2019)

By enabling embodied forms of expression that complement verbal narration, creative

materialsbased methods draw on phenomenological understandings of lived experience as
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both bodily and situateg.g., Husserl, 1931; Merledonty, 1962)and have shown early
promise in eliciting rich, metaphorical narratives and supporting adaptive reframing in
contexts such as stroke recovery and rehabilitg§@aivin et al., 2020; Elli¢ill et al.,
2021) It is within this phenomenological and humanising tradition that the present study is
situated Accordingly, theé wo o |  a rapproach ie posit®ried primarily within a
lifeworld-led phenomenological and humanising framework, which prioritises embodied,
relational, and temporal aspects of experie@a\in et al., 2020; Elli¢Hill et al., 202).
Although the method supports narrative expression, narrative is understood as one way in
which embodied, situated experience becomes articulated rather than as the dominant
theoretical frame; the approach is first and foremost a sensory, mabaseld invitation to
share lived experience.

Such methods also align with calls for greatepoaduction in psychological and
health services. Cpr oducti on i s understood as fAa rel at
citizens share power to plan and deliver support together, recognising that both partners have
vtalcontri butions to make in order to I mprove
(Slay and Stephens, 2013: Bjvolving people in shaping interventions has been associated
with valuing lived experience and promoting more responsive forms of support, with some
evidence suggesting it may reduce stigma, enhance social connectedness, and contribute to
improved outcomes at both individual and systemic lefd¢edham and Carr, 2009; Smith
et al., 2022)Creative materialbased approaches may provide one potential avenue for
accessible, collaborative involvement in mearimaking and reflection, and could be
explored further in the context of -qwoducing future psychological support with families.

Despite the promise of such approaches, we are aware of no previous research that
has explored howarents/carersf CYP with ABI experience using creative materials to
share and shape their narratives. Given the embodied, relational, and emotional dimensions of
parenting after ABT and the need for interventions that support narrative identity and
recoveryi this gap represents an important opportunity for innovalibe.present study
aimed to explore how parents/carers of CYP with ABI experience and engagecvéttiae
materialsbased storytelling approach. Specifically, it asked: How do parents/caf@ydof
with ABI experience and make use of a creative matdveded approach when sharing their

story?
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Methods

Design

This qualitative study was underpinned by a critical realist epistemology, which
recognises that participants6 accounts are s
by underlyingmaterial realitie§Bhaskar, 1975; Maxwell, 2012; Pilgrim, 2014; Sims
Schouten et al., 200/AVe usedReflexive ThematicAnalysis(RTA; Braun and Clarke, 2006;
Braun and Clarke, 2013; Braun and Clarke, 2@@2xplorehow parents/carersexperienced
and made use of a creativaterialsbasedapproach following their chifd ABI. RTA was
selectedor its flexibility and emphasis oresearcher subjectivity as a resource in meaning
making

This paper reports the second part of a-stage projectPart 1(P1; Davies, 2024)
involved interviews with parentgho used a selection of wool and stohesrying in colour,
texture, size, and shapdo shardaheir experience df h e i r ABRI fappendixKy The
present study (P2) draws omerviews conductedpproximatelyone week later, which
explored parentgeflections ortheir experiencef engaging withlthe creativematerials
basedapproachincluding its emotional impaacbngoingrelevance, andny change in
perspectiveThisanalysis was conducted independently by DS, who was not involved in P1

data collection or analysis, using RTA

Participants

Eligible participants wergarents/careraged 18 or older who shared a living space
with, and held caregiving responsibilities foiGhald or young persowith ABI. Eligible
CYP had sustained their injury between the ages of 2 ay@di$ reflecting a wide range of
neurodevelopmental stages and mirroring common referral pattéhis National Health
Service NHS) services. To support emotional readiness and epsuents/carersad
sufficient time to begin making sense of life pogtiry, only thosewhosechild had
sustained their ABI at least 12 months prior to recruitment were eligible to tak&part.
time frame also avoided involving families during the acute and often most distressing stage
of postABI adjustment.

Participants were recruited through ldHSbasedcommunity neuropsychology
service forCYP with ABI in the UK (appendix.). Recruitment aimed to reflect diversity in
injury circumstancesage of injured childand family socioeconomic and demographic
background. One pardaarerper family was invited to participate in both parts of the study.

Seven parents (six mothers, one fathalt)of whomhad completea Plinterview,took part
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in the P2interviews.All participants identified as White British. Additiongérticipant

information can be found ifable 1

TableLOverview of participatingABparents and de

Participant Relationship Gender of  ABI type and Ageat Time
to injured injured description injury since
child child (years) injury
P1 Mother Male TBI, fall while 14 2 years, 3
participating in months

recreational activity

P2 Mother Female ABI, brain 11 2years, 5
haemorrhage months

P3 Father Female ABI, brain 10 2 years, 1
haemorrhage month

P4 Mother Female TBI, assault while 15 1 year, 9
participating in months

recreational activity

P5 Mother Female TBI, fall while 7 1 year, 8
participating in months
recreational activity

P6 Mother Male TBI, car accident 17 1 year, 2
months
P7 Mother Male TBI, cycling accident 10 4 years, 6
months
Procedure

Ethical approvafor this researclwvas granted by th8outh Central Berkshire
Research Ethics Committ@REC reference23/SC/0063on 27thMarch 2023 followed by
approval from the NHS Health Research Authooityl7th April 2023in accordance with
national legislatiorfappendixM). All participants gave written informed consent to take part
in the study and to allow publication of anonymised dapgpendixN). No identifiable
information or images are included.

As described by Davies (2024), P1 involved a-tsaene, semsstructured interview
in which parents were invited to use a selection of wool and stones of varying colours, sizes,

weights, and textures to represent and share
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were introduced to the materials and given time to explore them freely before being invited to
arrange the wool and stones in any way that felt meaningful to them. They were encouraged
to talk through their arrangement as they worked, with prompts used only to support
reflection, elaboration, or clarification. The materials were used flexibly, with no prescribed
meanings attached, allowing parents to generate their own metaphors and representations of
relationships, events, emotions, and change over time (Davies, 2024).

P2 interviews took place approximately one week after P1. All were conducted by
DS, ei ther in a clinic room at the neuropsyc
depending on preference. A topic guide was u
wool and stones. Questions covered perceived meaning and emotional impact, any changes in
perspective since P1, how the materials had been used or thought about in the interim, and
views on the appr oac KkappendixOp Intervieave lasted betiveema3fla pt a b
and 63 minutes (mean = 48 minutes), were auelborded with conserfappendixN), and
transcribed verbatim by D®ne interview was not recorded due to technical failure; this
interview was conducted with the only male participant in the sample. Detailed written notes
were taken at the time and were included in the analysis, with his contribution incorporated

through paraphrased extracts in order to preserve anonymity.

Data analysis

Data were analysed usiRfA, f ol | owi ng Br phase frameworkCl ar k e
(Braun and Clarke, 2006; Braun and Clarke, 2019; Braun and Clarke, 20@&narily
inductive, semantic approach was used, attending to the explicit meanings conveyed by
participants rather than searching for underlying assumptions. This approach was selected to
remain grounded in participantsd accounts an
creative materialpased process supported their storytelling. At the same time, the analysis
acknowledged the active role of the researcher in interpreting and shaping the data, in line
with the subjective and reflexive principles of RTA.

NVivo (release 15.0)0vas used torganiseand analyse the datattention was paid
to both patterns and variation across the datde&rpretation was conducted at the semantic
level during coding, with further meaning developed during theme generation. Reflexivity
was supported through reflective journalling, peer discussion, and supervision. The final
thematic structure reflected both converging and divergent experiences and aimed to

prioritise clarity and resonance with partic
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Researcher reflexivity

The analysis was conducted D, a British citizen originally from th&#SA who has
lived in the UK for over 25 years and raisefhamily there.Prior to clinical psychology
training, she spemhore tham decade as an academic researcher in gender development,
including work with individualsand families affected bsare genetic condition3 his
experience shaped her broader interest in how families make sensealiéfifeg
experiences.

Although she had no prior clinical experience with families affected by ABI, she
approached the study with openness and a commitment to privileging partigipants
perspectives. Refidive journalling supported awareness of how her assumptions and
emotional responseasfluencedthe research processncludingthe questions asked, the way

she listened, anithe lens through which meaning was constructed

Results

Sixteen codes were developed and clustered into thimmegghan iterative,
reflexive processTwo themesveredevelopedPiecing together the stogndEngaging with
the processTogetherthey exploréhow parents o€YP with ABI experienced and made use
of the wool and stones. The analysis highlights both what the approach énabétdas
emotional expression, narrative structuring, and personal reflécind how parents
engaged with thprocesstself.

Each theme is supported by illustrative quotes that reflect the diversity of parental
experience, including bostrongmoments of resonance and more tentative or limited
engagement. The themes are not mutually exclusive but offer complemasighysinto
how parents made meaning, navigated emotion, and responded to an unfamiliar reflective
task.Additional quotesthat further illustrate each theme and subtheme are provideabia
A6 (appendix Q. Figure 1 provides an overview of the two themes and their associated

subthemes.
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Figure 1. Overview of themes and subthemes developed through reflexive thematic analysis.

Theme 1: Piecing together the story

Mapping the journey

Using creative materials to reflect on
timeline, emotional shifts, and

Owning the narrative

Asserting personal perspective and
authorship through materials-based
meaning-making storytelling

Theme 2: Engaging with the process

Feeling safe enough to share

Psychological safety and trust
enabling emotional expression

Leaning in or holding back

Varied levels of participation shaped
by comfort and readiness

Theme 1: Piecing together the story

This theme explores how parents made sense of their experiences following their

chil dés ABlI. The storytel

l ing

process

of ten

organise events, and begin constructing a coherent narfatieesubthemes are presented:

Mapping the journegndOwning the narrative

Subtheme 1.1: Mapping the journey

This subtheme captures how parents used the wool and stones to impose structure on

experiences that had often felt chaotic, fragmented, or emotionally overwhelming following

t hei r c Iseverd pasentsfuBed thveol and stonetd represent emotional shifts and

changes over timllowing their childs ABI. Some laid out a clear chronological path from

fbefored to fafterd the injury, segmenting the journey into phases of disruption, adjustment,

and current coping.

fiSo mine was more ¢t he

journey

é

t ldsi

s bit

all kind of chaotic. And then, you know, we came out of hospital. And it kind of got

much wor se. And then as we

€ uUs now €& pd@®eddi ng al

ong

ki

n d

of

f ound

Othesfocused less on linear time and more on the emotional or relational meanings

of particular moments. These meanings were often conveyed through the sensory and
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symbolic properties of the materidlsuch as colour, texture, size, or shagdowing

emotional content to emerge in embodied or intuivas's.

fiFor me, like the red was the anger. And the frustrations of what had happened,

because you do feel angry in some ways abautHR)

AThi s one reminded me of when é when my d

she was going to € | think it wagqP4 ust th

For some, creating a physical layout helped them reflect on experiences they had not
previously processed or articulated. The act of arranging and narrating the materials created a

sense of emotional distance or containment.

fil was able to kind of tie it up. THatwhat happened. It happened. We survived.

Thatts where | am now.(P1)

Not all parents engaged with the materials in this way. Some struggled to relate to the
task or participated more tentative§everal parents described initially feeling uncertain
about how to use the materials, but reported that once they began moving or arranging them,
a story started to emerdgeven so, brief interactions could still prompt reflection or spark

new lines of thought

fiOnce | started moving things around, | realised | was actually telling a &t{fPy)

This subtheme illustrates the varied ways in which parents engaged imsakiag.
For some, the wool and stones offered structure and clarity; for others, they enabled
expression of emotions that were difficult to articulate in wokdsoss accounts, translating
experience into a physical, spatial arrangement appeared to support both emotional
containment and cognitive organisation, allowing parents to hold together past events, present

coping, and future uncertainty within a single symbolic space.

Subtheme 1.2: Owning the narrative
This subtheme highlights how parents used the creative task not only to reflect on

their experience, but also to reclaim authorship and personal control over how their story was
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represented and understoddbngside mapping the journey, parents also described a strong
sense of authorship and personal ownership over what they ongtitekde wool and stones
The operended nature of thiaskmeant there were no rules or expectations, allowing

parents to shape their story in a way that felt meaningful and manageable.

ATherds no right or wrong to it. Th& my interpretatior (P2)

This creative freedom was often contrasted with other aspects of parenting after ABI,
where professional i nput an ththis bpace,¢hk stdryd 6 s nee
was theirs to tell or not tell. Several parents chose to keep their creation private or partially

unexplained, valuing the ability to decide how much to reveal

Al kept it really quite private. But that was really nic¢P 1)

For some, this sense of control extended to the emotional content of the session. The
task enabled them to choose when and how difficult feengaced One parent reflected

that it was theidecision to engage with these feelimgshat moment

Alt would have come to surface sometime. And | think it was my choice that it come to

surface last week. Sé in control of ito (P7)

Another described how being able to visualise the experience anihtbes it

awayo gavethema sense of containment:

Alt was in perspective, and then move it awag. dbntrol. &m a control frealo (P1)

This subtheme highlights how creative expression enabled parents to reclaim agency
in telling their storyi on their own terms, and inspacewhere their emotional experiences
were not secondary to their caregiving réleross accounts, ownership of the materials and
the narrative appeared to function as a way of restoring control in a context where many

aspects of family life had become dominated by injury, uncertainty, and external demands.
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Theme 2: Engaging with the process

This theme explores how parents experienced and responded to the invitation to share
their story using the wool and stones. While some found the process immediately resonant,
others engagechorecautiouslyor held back. These varied responses reflected differences in
emotional readiness, perceived safety, lendth of time post ABITwo subthemes are

presentedieeling safe enough to shaaadLeaning in or holding back

Subtheme 2.1: Feeling safe enough to share

This subtheme captures how emotional safety and trust in the interview space shaped
parentsod willingness to engage with the crea
experience that were otherwise rarely shafefitw parents describetie P1 interviewas
one of the few spaces where they felt able to speak openly about their experiences. A
combination of skilled facilitatiora private settingand the nojudgemental nature of the

task created sensef emotional safety.

Alt was really nice to talk about the journey with someone that doestk n ow me é

there® no judgemera.(P4)

AiSo yeah, @ been hard to talk about things and unpick everythibgt positive as
well. | dorit regret it in the slightesi. (P2)

This sense of safegnabledsome parents to access and express fedheyhad
previouslykept buried The creative task wascperiencechot only as expressive but also as

containingi somethingheycould engage with and théput awayo

filt was the right time to do it. | was too afraid before. | was concentrating on how we

were going to manage(P7)

Alt makes you address those emotions that are quite buried, and that was really hard.

Really draining. | was exhaustédP2)

For others, it was the first time they had been asked about their own expérience
rather than their chif@ i in a healthrelated contextSimply being listened to was described

as powerful and validating.
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Altés the first timedve done something like that, where | havésiked about
everyone else. It was about méP1)

fiNot being askedHow are you®Thais a big thingd (P2)

Across accounts, feeling emotionally safe appeared to be a key condition for
accessing difficult material, with the combination of relational trust and the containment
offered by the task enabling parents to approach experiences that had previously felt too risky

or overwhelming to revisit.

Subtheme 2.2: Leaning in or holding back

This subtheme reflects how parents varied in the extent to which they were able or
willing to engage with the creative task, with responses shaped by emotional readiness,
comfort with symbolic expression, and prior processing of their experigPasnts
described varied levels of engagement with the wool and stones.iiBomesedhemselves
in the task, while others approached it more cautiously. For severptotesdecame
absorbing once they got starfied tactile and symbolic way of making sense of their

experience.

il didn& | ook at the ti me. I could have sat t
freeo (P7)

AYou doid realise how much comes out until you start talking through what each bit

meansd (P2)

Physical interaction with the materials often supported emotional release or insight.
Eventhosewho didri initially identify as creative sometimésund the taskinlocked

unexpected feelings or memories.

AYolr e using your brain é&sgonmhatisénsiteityont he mat

your fingersé ao@7?Il think it just fl ew.
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Al felt |ike |I was wrapping it upé even i
liked things completed.(P1)

Not all parents found the approach helpful. A fvwggledo connect with the
materials or prefeedmore verbal approaches. Their participation was shapéatctyrs such
asemotional readiness, comfort, expectations, or previous proceSsimgparens, for
example, felt they had already done the emotiamak neededrior to studyparticipation

and thereforgained no new insights.
Alt didn& really bring up anything new, | dérthinko (P6)
Postsessiorengagement also varieome continued to reflect on the materials

keeping them visible, revisiting them mentally, or sharing them with others. One parent

described how they and their injured child interacted witiwtbel and stonebetween

sessions:
AShe got all the stuff out €é and started
injury.o (P5)

Others left thanaterials unused. One parent described feeling unsure what to do with

the bag once it was home:

Al did keep looking at the bag, but in my head, | was like, @domow what to do
with it.0 (P4)

These varied patterns of engagement show that the approach invited reflection, but
also required emotional readiness and individual fit. The process was not universally
transformative, but foseveral parentst was meaningful in subtle or lasting waysffering
a rare opportunity to reflect on personal experience in a supportive cdrgkeh together,
these accounts suggest that the creative task functioned less as a uniform intervention and
more as an invitation that parents could either enter into, adapt, or decline depending on their

emotional position and personal preference at that point in time.
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Discussion
This study aimed to explore how a creative matebalksed approach was experienced
by parents of children with ABI. In this section, we consider the findings in relation to
existing literature, highlight implications for clinical practice and future research, and reflect

on the strengths and limitations of the study.

Constructing meaning through expression, containment, and agency

Parents described how the creative matebaked approach offered a distinctive way
of sharing their st oFo manythd pooeessrsyppotted emotionat hi | d
expression, containment, and narrative agency. Parents used the wool and stones to
communicate their experience in symbolic and embodied ivagmetimes externalising
feelings they had previously kept private or
journey was particularly valuable, helping some to sequence events, make meaning of what
had happened, and regain a sense of perspective and control. For others, it was the act of
arranging and handling materidhat gave shape to difficult emotions.

These findings align with research on drésed methods in health contexthjch
suggest that creative approachestoapindividualsintegratecomplex or traumatic
experiences. For example, theokld HealthOrganisatiorscoping review byrancourt and
Finn (2019)highlights how artdased interventions can support emotiangdression and
meaningmakingacross a range of clinical populations, including those with neurological
conditions. SimilarlyGalvin et al. (2020joundthat an artdbased interventiofollowing
stroke helped participantsconnect with identity and reframe their experience in personally
meaningful waysRegan et al. (2022)vriting from an integrative arts psychotherapy
perspective, also emphasise the role of symbolic and embodied expression in processing
overwhelming experiensé particularly when supported by a safe therapeutic fraone

In addition to research on attssed interventions more broadly, our findings also
resonate with work on storytelling and identity reconstruction following BRisley et al.
(2014)describehow narrative approaches can help individuals reassemble fragmented
experiences and reclaim authorship over their stéavin et al. (2020%imilarly note that
storytelling within a grouettingcan promote reflection, shared understanding, and new
perspectives. Although many existing approadbesson verbal reflectionour study
contributes ta smaller but growing literature suggesting that tactile, symbolic tools can offer

alternative ways to meaningakingi particularly when supported by skilléakilitation and
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emotionalsafety(Daisley et al., 201;ZEllis-Hill et al., 2019; Galvin et al., 202®Regan et al.,
2022)

Emotional readiness, safety, and individual fit

Parentéengagement with theool and stonesgaried depending on emotional
readiness, perceived safety, dmadgth of time post ABIFor some, this was the first time
they had been invited to reflect on their own experiéneher than their chi@i in a
healthcare context. Having a private, fodgemental space was described as powerful and
validating, echoing previous findings ttsbry-sharingcan surface unspoken emotions and
providea meaningful space for sedkpressiof But era Prinzi et al ., 20
2021)

Others valued the opportunity to do something creative and contained, especially if
they had felt overwhelmed in the past. The probefgedsome access b u remetidné
while also managing theintensity through structured engagement and the ability to step
away.These reflections aligwith Daisley et al. (2014)who cautiorthat creative materials
can evoke strong emotional responses and must be offeraysattuned taanindividualds
stageof processing and readiness.

This emphasis on individual readiness is echoed in wider evidence thassaoiryg
interventions must be attuned to (@Dasepdteds en
al., 2014; EllisHill et al., 2021; Haselhurst et al., 2021; Drake et al., 2@#3$-Hill et al.
(2021)emphasise that emotional availability can shift depending on broader life context.

Similarly, Daisley etal. (2014 i ghl i ght the need to match <cre
capacity and readineddaselhurst et al. (2021in their evaluation of the Tree of Life

intervention, found that some parents engaged cautiously or miniimaigforcing the need

for flexible delivery and respect for pacirigrake et al. (2024fpund that parents valued the

ability to control how and when they engaged with a widased intervention, describing it

as a Asoft entryo into stories that were oft
suggest that creative approaches can support engagement by offering gentle, flexible ways to
begin sharing experiences that may otherwise feel overwhelming.

A key strength obur study was its reflexive attention to variation: not all parents
found the materials resonant, amtewengaged only tentatively or briefly. While the
approach invited reflection, it also required emotional readiness and alignment with
individual preferencé highlightingthevalueof flexible, choicebased methods in both

clinical and research contexts.
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Clinical and research implications

Our findings suggest that creative materlzdsed approaches may hold particular
value within services supporting familieECYP with ABI. While verbal interventions
remain essential, sonparents/caremnay benefit from noiverbal or multimodadlternatives
for expression and reflection. Symbolic and tactile metmoagsupportnarrativeagency
and meaningnaking,especiallywhen paired with careful pacing and emotional containment.
This alignswith findings from arts therapies and narrative interventions, which show that
structured creative procesgesuch as songwritingRoddy et al., 2020; Tamplin et al., 20,16)
visual artgLaird and Mulvihill, 2022) and music therapfPfeiffer and Sabe, 2015)can
help individuals explore and externalise difficult emotions while preserving a sense of
control.

Creativeapproaches may also offer therapeutituewithin research settings
blurring the boundaries betwedata collectiorandemotionalsupport. FoexampleD 6 Cr u z
et al. (2020pndChan et al. (2012)emonstrate how stofyased or visuaharrative methods
can facilitate personal insight and reconnection with identity after ABbatrduma. In our
study, several parents described the storytelling process as emotionally meaningful in its own
right a finding echoedby Hunter (2019)whose worlwith military veterans highlights the
role of symbolic creative acts in processing trauma.

However, our findings also caution against assuming universal fit. Ramesdeess
to engage was shaped by timing, emotional state, and personal prefeeehoeng
theoretical models of acceptability, which emphasise factors such as affective attitude, ethical
alignment, and perceivdairden(Sekhon et al., 2017Flexibility, choice, and containment
appear central to making such approaches safa@messibleEllis-Hill et al. (2021)
similarly note that emotional availability fluctuates depending on context, and that story
sharing must align with where people are in their psychological joufimy suggests a need
for adaptable delivery, as supported by research across stroke, trauma, and arts psychotherapy
contexts(Ellis-Hill et al., 2019; Galvin et al., 2020; Laird and Mulvihill, 2022; Regan et al.,
2022; Vaculik and Nash, 2022Adaptability may involve not only timing and format, but
also opportunities for both individual and group engagement. While individual storytelling
can provide privacy and emotional safety, grixased creative approaches allow for shared
reflection, mutual support, and collective meanmagking. Offering parents the choice
between these modes may enhance accessibility and ensure the approach meets diverse

needs.
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Recruitment to this study was conducted through a sMilg-based community
neuropsychology service for CYP with ABihich supported the identification of parents
who were known to services and judged to be emotionally ready to engage in reflective
research. While this was ethically appropriate, it may also have shaped the breadth of the
sample and limited participation from families who were less engaged with services, more
socially isolated, or from culturally minoritised backgrounds. This has implications for how
creative materialbased approaches are evaluated and developed in future research. Wider
recruitment across community settings, tkeattor organisations, and culturally specific
networks may be necessary to better understand the accessibility, acceptability, and relevance

of such approaches across diverse parent and family groups.

Limitations and future directions

This was a smalcale qualitative study involving a single encounter with each
parent, which limits the generalisability of the findings. The sample may reflect a self
selecting group of parents already inclined toward reflection, creativity, or emotional
processing. Others who might have found the task uncomfortable, irrelevant, or too
confronting may not have chosen to take péts highlights an important consideration for
future research: who engages with creative approaches, affdBimhyar questions have
been raised iwider discussion®n intervention acceptability and emotional readiness
(Daisley et al., 2014; Ellislill et al., 2021; Sekhon et al., 2017)

A further limitation concerns the demographic composition of the sample. The
majority of participants were mothers, with only one father represented, and all participants
identified as White British. This limits the extent to which the findings can speak to
gendered, cultural, and soatontextual differences in hoparents/carerexperience and
make sense of creative materibised storytelling following child ABI. Cultural values
around helpseeking, privacy, and trust in services may shape engagement with both research
and intervention approaches and may not be adequately captured here. Future research would
benefit from purposive recruitment strategies that engage more diverséqamezgtoups,
including fathers and families from minoritised ethnic backgrounds, through community
based and culturally responsive recruitment pathways.

While many parents appeared to gain meaning and connection through interacting
with the wool and stones, the structured nature of the task may have constrained others. Some
may have preferred more opended conversation, alternative metaphors, or different forms

of reflection.This reinforces the importance aifffering creative approaches with flexibility
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and choiceso thatthey can be tailored to individual preferences and ways of meaning
making.

Future research could explore how creative approaches are experienced by CYP and
other family members, and examine their loatgem impact on coping and family
adjustment. There is also scope to investigate how such methods might be embedded into
ongoing support or adapted across developmental stages and family contexts. As creative
approaches become more integrated into healtvices further research will be needed to
ensure they are inclusive, sustainable, and groundedprodaiced principles.
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Extended Method

Epistemologicalstance and methodological rationale

Theempirical study was situated within a critical realist framework, which
acknowledges the existence of a real world while recognising that our understanding of it is
shaped by context, perspective, and interpretdBtiaskar, 1975; Braun & Clarke, 2022)
This was i mportant gi ven t hneakirdjarmthedroadeus on p
structural conditions shaping their stories. The use of reflexive thematic analysis was well
aligned with this stance, offering both flexibility and rigour in exploring experiential,
interpretive themedWVhile thestudywas not ceproducedits desigrwas informed by
principles of participatory, persezentred inquiryTheWool & Stonespproach has
previously been used within participatory action rese@rah,Ellis-Hill et al., 2023}, and
this history of application helped shape its use here as a method that could support participant
agency, openness, and reflective meamnaking.Participants were invited to tell their
stories in their own way, using creative materials as they saw fit. This open, exploratory
approach was chosen to support narrative agency and emotionalipasperially

importantwhen working with parents reflecting on challenging life events.

Sample size and rationale
Rather than seeking broad generalisability, the foftise empirical studyvas on
generating rich, situated insights into pare
Consistent with qualitative principles, the aim was to explore meaning and experience in
depth rather than to reach saturation in a conventional €@ree & Clarke, 2022; Tracy,
2010) The sample size aligned with the practical and emotional demands of the method,
which required participants to reflect on potentially sensitive experiences within a single
session. In this contextie samplesize attaine@llowed for detailed, reflexive analysis and
close attention to nuance, supporting the integrity of the interpretive p(@rass &
Clarke, 2022)

Reflexive practice and supervision

Reflexivity is a core element of reflexive thematic analyBraun & Clarke, 2019,
2022)and is particularly relevant within a critical realist approach, where knowledge is
understood as shaped by both participantsd a
In the empiricaktudy, reflexivity was used to examine how my own assumptions, clinical

background, and interactions with participants influenced the research process and the
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meanings | constructed from the data. Engaging in reflexive practice also contributed to the
trustworthiness and rigour of the analysis by making these influences visible and open to
critical scrutiny. Reflexive practice was embedded throughout, supported by a structured
reflexive journal and regular supervision. These provided spaces to interrogate my
interpretations, remain open to alternative explanations, and attend to the interpersonal and
contextual dynamics that shaped the storytelling process.

A structured reflexive journal was kept throughout the research process, providing
space to record observations, uncertainties, and shifts in thinking. Early in the process, |
reflected on my discomfort with how tNgool & Stonespproach was introduced during
initial study visits. Watching the videos back, | notéflResearcherlgives them minimal
guidance, and then expects them to do something with the wool and stones while she sits
there watching. It'seems likéoo personabn askio expect someone to tlas honestly on
such short notice | wonderedvhether participants had been given enough support to
engage with the materials meaningfully, or whether the awkwardness of the task might inhibit
honest expression.

As | familiarised myself with the dathpwever,| became increasingly interested in
how parents responded to the invitation to use the materials. Some engaged straightaway,
building symbolic or structured representations of their journeys. Others interacted more
tentatively or only when prompted, and some avoided the materials entirelgraftfengan
initial arrangement. Reflecting on this, IlwrofeP ar e nt s [Researgherifd t o
[Researcherfasksor refocuseshem t hen t he parent reattendsé
talking.0 This helped me notice how much the process was shaped by interpersonal dynamics
and how important it was to consider not only what was created but how and when materials
were useadr not used.

Supervision offered a space to think critically about these dynamics and how my
clinical l ens might shape the way | interpre
became a tool for working through interpretative uncertainties. In one entry, | wrbtér e 6 s
clearly telling a story about grief and disconnection, but she keeps swerving away from it. Is
this a subtheme about avoidance? Or emoti ona
uns ay arbeseaéfl@ctions helped me stay open to ambiguity and contributed to the
development of the themeeaning in or holding back

Later, when reviewing the dataset as a whole, | noticed that even minimal or hesitant
engagement with the materials sometimes seemed to coincide with emotional infiefishye
emotion of the CYPG6s ABI gets t rhemadefiablsr r ed on
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are avoided in some cases amdoleheartedlyembraced in others This helped me

approach both use and nase of the materials as potentially meaningful, shaped by comfort,

timing, and emotional readiness rather than willingness aldresekinds ofreflexive

insights helped ensure that the analysis remained transparent, critically informed, and
attentive to the relational and emotional <co

strengthening the credibility and depth of t
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Extended discussion and critical evaluation

Overview

This chapteintegrategshe systematic review and empirical paper presented in this
portfolio. It considers their contributions to research and praeb@eminesnethodological
strengths and limitations, amatploreshow they extend current understandings of family
centred psychological support following paedia&uquiredBrain Injury (ABI). The chapter
concludeswith implications and directions for future research, practice, and intervention
development.

The two papers were designed to address key gaps in how families are supported
following ABI in childhood and adolescence. The systematic review synthesised
parent§carer®perspectives on a range of interventions, identifying what families found
helpful, accessible, or burdensome during recovery. The empirical paper expioeatise
materialsbased storytelling approach, focusing on how parents engaged with this process and
the meanings they constructed through it.

Although the studies were developed concurrently, insights from each informed the
interpretation of the other. For instance, the empirical paper providextisexperience
based illustration of several key features identified as impdrtahe review such as
flexibility, family -centredness, and emotional pacing. Taken together, the two papers offer a
more holistic understanding of family recovery and support needs. Both draw on qualitative
methods to centre lived experience and shift focus away from biomedical modelsstiwward
relational, psychological, and developmental dimensions of neurorehabilitation. This
combined contribution supports the development of pemrsat familycentred approaches

within health psychology and paediatric neuropsychology.

Co-production and lived experience: shaping familycentred research

This portfolio was shaped by values aligned witkpoaductioni including
collaboration, relationality, and power sharing. These values informed both the choice of
research focus and the design of the two stu@egroduction has gained increasing
recognition as an ethical and methodological imperative in healthcare research, particularly in
the context of londgerm, life-altering conditions such as ABIVhiffin & Ellis -Hill, 2021;
Whiffin et al., 2021) This is especiallgalientwhen working with indivduals and families
whose lives have been disruptedA®l, where traditional service models have often
prioritisedthe injured individualvhile overlookingthe relational, narrative, and emotional

dimensions of recoverfDrake et al., 2024; Rixon, 2022; Tyerman et al., 20Xplving
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families in shaping interventions not only supports ethical engagement but also increases the
relevance, accessibility, and emotional resonance of sufhfiokey et al., 2016; Miley et al.,
2022)

The systematic review focused on studies in which parents/carers were active
contributors to intervention design, rather than passive recipients or evaluators. Although not
all included studies explicitly used the language eprmuction, they shared a commitment
to eliciting familie®views on what support should look like.g., Bennett et al., 2023;

Svendsen et al., 202F)arent/carer participants in these studies were askedpgadentify
priority content areas, shape the structure and tone of sessiong teeglback on materials
prior todelivery(Drake et al., 2024; Gan et al., 201Bpr example, in the development of

the HOPE videdbased resource, families-tad the design process and shared their own
stories to ensure the material felt relatable and supportive to other faDiigd® et al.,

2024) In another study, parents worked collaboratively with clinicians to adapt intervention
goals to their chil& needs and preferences, helping to avaitbae to theapproach
(Svendsen et al., 2023)hrough this focusthe review advanced methodological alignment
with participatory and humanising values. Synthesising the findings across studies offered
important insights into how collaborative processes can enhance the design ctéartrggd
interventions posABI, improving their relevance, accessibility, and emotional imfacike

et al., 2024; Gan et al., 2010)

Although the empirical paper was notgmduced, it was shaped by closaligned
values, including participant autonomy, openness, and reflexivityciEagive materials
based approaalsed inDavies (2024)nvited participants to share stories on their own terms,
with no expectation that they use the materials in any particulariiagim of Davies
(2024)was to elicitdifferent/richer narrativesyhile the empiricaktudyin this portfolio
engaged participants in reflecting on and feeding back oprtioesof using theWool &
Stonesapproach i.e., gathering their perspectives on the use ohtla¢erialsandtheir
potential to be used supportively outside of a research séfthisysoft-entryddesign
supported emotional pacing and autonomy, enabling participants to feel safe and in control of
the storytelling procegPrake et al., 2024)These design choices were informed by a
relational ethics thatrioritisesrespect, responsiveness, and shared ownership of the research
encounter, consistent with approaches that centre the lived experiengesfarehces of
families affected by AB{Tyerman et al., 2017; Whiffin & Elligill, 2021). As Rixon (2022)
argues, embedding opportunities for meaningful connection andsstarng can help

disrupt isolating clinical narratives and create space for emotional truth. In this sense, the
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empirical paper represented a small but meaningful step towameaton and power
sharing in researciimed at developing or improving interventions/supd@nake et al.,
2024; Tyerman et al., 2017)

Together, the two studies contribute to wider debates in health psychology and
neuropsychology about participatory approaches to knowledge production and the ethics of
working alongside people with lived experience. These questions are particularly salient
when working with families affected by ABI, whose voices are often marginalised in clinical
and academic spaces. By recognising families as experts in their own lives, and by centring
their perspectives in both intervention development and storytelling, this portfolio supports
the move toward more inclusive, lifewotleld, and contexsensitive research practices
(Ellis-Hill et al., 2021; Holloway & EllisHill, 2022). The systematic review highlighted how
participatory approachgesuch as those described3mendsen et al. (2028phdDrake et al.

(2024) can enhance the relevance and emotional resonance of-faanthed interventions.
In parallel, the empirical paper illustrated how creative, particifgghinethods can make
space for individual meaniagaking and emotional pacing, in line with lifewotket
principles.

Methodological reflections on creative and narrative approaches
This section reflects on two interconnected aspects darttparical paperfirst, the
use of creative and narrative tools to support participant engagement and rmeakiimg;

and second, the balance between structure and openness in stosgssdgapproaches.

Using creative and narrative tools

Part 1 oftheWool & Stonestudyadopted &reative materialbased approach to
storytelling to elicit richer or different narratives from pargiiavies, 2024)Part 2i the
empirical study in this portfolibe x pl or ed parentsé experiences
potential applications beyond a research setting. This approach offered participants flexible
and operended ways to engage with their experiences and was influenced by broader
movements in health psychology and rehabilitation research towards narrative, creative,
relational, and phenomenological apperbegDrake et al., 2024; Galvin & Todres, 2013;
Whiffin & Ellis-Hill, 2021).Ga |l v i n a lfavorid-ed framewérk emphasises the
importance of recognising individuélsmbodied, emotional, and temporal experiences in
healthcare encounters, advocating for approaches that honouripenpteways of making
sense of their lives. This was evidenpira r eusetobttie materials to explore shifting

identities, map temporal transitions, aneestablish a sense of belongingpr example,
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through reflecting oifibefore and aftérthe r ¢ ihjury, @ asserting ownership over how
their story was toldTyerman et al., 2017By inviting parentdo select and use materials in
whatever way felt meaningfule study aimed to support personal agency, emotional safety,
and reflective meaninghaking(Drake et al., 2024; Rixon, 2022)

The creative materialssed in the study a selection of wool and stones varying in
colour, texture, size, and shapeere chosen for their symbolic, tactile, and interpretive
possibilities. Participants were not instructed how to use themdyeinstead invited to
engagdin whatever way feels right for youdhis operended invitation supported@oft-
entrydapproach, allowing participants to begin gently, pause or redirect the process, and
engage on their own terms. Such flexibility was particularly important given the emotional
and relational complexity of sharing experiences after paediatric ABI, where vulnerability,
uncertainty, and loss of control are comnibnake et al., 2024; Tyerman et al., 20IMe
materials offered a newerbal, metapherich medium through which participants could
express layered and sometimes difficult experiences, while retaining ownership over how and
when to share.

TheWool & Stonesipproachs underpinned biifeworld-led and humanising care
principles(Ellis-Hill et al., 2021; Holloway & EllisHill, 2022), aligningwith practices that
centre the embodied, relational, and temporal dimensions of meaaikigg. By
recognising the participant as expert in their own experi¢hiseapproacisupported a way
of working that values emotional pacing, presence, and shared understanding. Rather than
following a structured set of prompts, the researcher adopted a responsive stance, seeking to
enable rather than direct participagtorytellingi an approach consistent witte
phenomenological, lifeworked and humanising frameworks developedEtis-Hill and
colleaguegEllis-Hill et al., 2008; EllisHill et al., 2021; Galvin et al., 2020; Holloway &
Ellis-Hill, 2022), as well as withielational ethics and trauriaformed research practice
(Drake et al., 2024; Tyerman et al., 201Farticipants appeared to value this flexibility, with
several commenting on how the open format made it easier to share difficult or unexpected
aspects of their stoiiya process captured in the subthdfeeling safe enough to share

These reflections raise important questions about the balance between structured
guidance and flexible engagement, and about how different creative formats may meet
different therapeutic needs. As highlighted in the subthesaaing in or holding back
participants varied in how actively and emotionally they engaged with the storytelling
process, suggesting that one size may not fit all. Future work could explore how offering a

range of materials, levels of structure, and relational entry points may erataessibility,
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resonance, and emotional safety for families affected by(B&dell et al., 2017; Drake et
al., 2024)

Structureversusopenness in storytellindpasedapproaches

The empirical papefiormed part of a broader programme of research exploring
creative, narrativased approaches to supporting families following ABI, providing an
opportunity to reflect on the distinct models emerging across different strands of inquiry.
Among these, theife ThreadsapproachEllis-Hill et al., 2008; Whiffin et al., 2025; Whiffin
et al., 2024)epresents a more structured method of supporting identity reconstruction
following ABI. AlthoughtheLife ThreadsandWool & Stonespproackswere developed
independently and with different populations in mibdth are grounded in lifeworiéd care
and embodied meaningaking(Ellis-Hill et al., 2021; Galvin & Todres, 2013)

ThelLife Threadsapproactuses themed prompts, symbolic materials, and curated
creative media to support people in making sense of their lives afteiTABapproach is
paced to build relational safety, explore key life experiences (e.g., family, achievements,
adversity), and integrate these into a coherent personal narhatines. developed as a
potentially therapeutic toptooted in narrative senseaking,for use with adultamily
memberof peoplewho have sustainedteaumatic brain injuryWhile guided the approach
retains flexibilityi for example, in th&ife Threadsstudy, participants were given the
materials to use as and when they chose over aMfeek periodwith no restrictions on
whether theysed the materials alone or involve@nds orother family members, including
the injuredrelative (Whiffin et al., 2025) The approaclshares lifeworlded and trauma
informed principles, including emotional pacing, relational attunement, and psychological
safety(Holloway & Ellis-Hill, 2022; Whiffin et al., 2024)This challenges the assumption
that openness alone ensures resonance or readiness, showing that stwintureensitively
deliveredi can also support agency and containment.

By contrasttheWool & Stonespproactwas originally developed and used as a
participatory research method rooted in phenomenological and embodied principles, rather
than as a therapeutictobln t he current study, it was wused
the method and its potential value as a supportive tool beyond research. The materials were
introduced in a single interview, offering less flexibiJippmpared to theife Threads
approachin when or with whom they might be uséthe approachds nofixed structureor
expectation that participangsethe materials at all they are offered as symbolic resources,

with stories invited entirely on the partici
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agency, emotional pacing, and autonopsyrticularly in contexts where power, trust, and
vulnerability areparticularly relevan{Ellis-Hill et al., 2021; Whiffin & EllisHill, 2021).

This Goft-entryddesign aligns with key themes from the empirical paper, suEkealmg

safe enough to shasndLeaning in or holding baclkand reflects the flexible, nen
prescriptive ethosddr a k e (20R4)valéo-badesd resource for parents of children with
ABI.

From a lifeworldled perspective, botte Life ThreadsandtheWool & Stones
approacheaim to humanise healthcare by reconnecting people with their values,
relationships, and sense of ggialvin & Todres, 2013; Holloway & Elliglill, 2022).

However, they take different routéeone more structured and explicitly therapeutic, the

other more emergent and participatory in origineLife Threadsapproactoffers a defined
narrative process and a longer engagement period, potentially supporting coherence,
emotional containment, and therapeutic fodiree Wool & Stonespproacthoffers

immediacy, choice, and minimal direction, which may foster autonomy and exploratory
engagement within the safety of a single encounter. These differences reflect a wider
dilemma in psychological care: how to support meamiadking without constraint, and
emotional safety without overstepping. Importantly, this is not a binary choice. There is value
in offering a continuum of creative and narrative formats, enabling individuals to engage in
ways that suit their readiness, preferences, and n&epgeesent, both th&/ool & Stonesnd

Life Threadsapproaches represent initial explorations of this potential, with findings centred
on participantsé feedback and experiences.
in the development of famigentred creative approaches, providing foundations for future

refinement and adaptation in line with-pooduction principles.

Methodological strengths and limitations

Both the systematic review and empirical paper were underpinned by qualitative
methodologies that prioritise lived experience, participant voice, adégth exploration.
This was appropriate given the relational and emotional complexity of the research topic, and
the exploratory nature of the research aims. The review was strengthened by the use of
thematic synthesis, which enabled findings across studies to be integrated while preserving
the nuance of each individual paj€homas & Harden, 2008By induding only studies in
which parents/carers were actively involved in shaping interventions, the review centred

family knowledge and aligned with participatory and humanising values. Methodological
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guality was assessed using the CASP checklist, supporting critical engagement and ensuring
transparency and rigour.

The empirical paper drew dReflexive ThematicAnalysis (RTA), which allowed for
flexible interpretation while attending to the-constructed nature of meaningaking
(Braun & Clarke, 2019, 2022The decision to combine RTA withcaeative materiatbased
storytelling method wapartly informed by the systematic reviésvemphasis on emotional
safety, agency, and responsiveness to family needs. In keeping with RTA principles, theme
development was guided by deep engagement with the data, critical reflexivity, and
contextual sensitivity. This included iterativereading of transcripts and materials,
reflective supervision, and ongoing dialogue between researchers to consider the influence of
power, positionality, and emotional resona(idewell et al., 2017)

Across both studies, several limitations must be acknowledged. Although attention
was given to heterogeneity, participants were predominantly white, cisgender, and from
relatively highincome backgrounds. This reflects broader access and equity issues within
paediatric neurorehabilitation resea(thiley et al., 2022; Tyerman et al., 201ah)d limits
the transferability of findings. In the empirical paper, the shsgkedesign constrasn
opportunity to capture diversity in demographics and contexts, and limits the scope of
transferability The flexible nature of the creative method also posed interpretive challenges,
as participantduse of materials varied and sometimes resisted thematic categorisation. These
ambiguities were embraced as part of working with egrashed, lifeworldled methods,

though they did increase the complexity of interpretation and presentation.

Exploring implications and future directions
Together, the systematic review and empirical paper offer a richer understanding of
how to support families after ABI in childhood and adolescence. Several implications for

research, practice, and future intervention design can be drawn.

Research and intervention design

The systematic review highlighted the value of involving parents/carers in-the co
design of interventions, while the empirical paper offered deeper insight into how parents
engaged with a flexible, emotionally paced, and participatory approach. Across both studies,
therelevanceof co-productionprinciples emotional safety, and meaningaking emerged
consistently. These findings support the continued development of creative and narrative
approachethat enable families to reflect, connect, and make sdrtbeioexperiences
(Galvin & Todres, 2013; Holloway & Ellislill, 2022). A key recommendation is to offer a
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continuum of approaches that vary in structure, delivery mode, and materials, enabling
families to choose formats that feel manageable, emotionally resonant, and appropriate to
their stage of recoverDrake et al., 2024; Whiffin & ElligHill, 2021). This continuum

would alsobenefit from considerindeliveryformat While thesystematic revieviighlighted

the value families placed on grougnd peetbased interventionsheWool & Stones
approactwasdelivered in an individual format, with parents engagingtorene with the
researchern contrasttheLife Threadsapproactprovidedopportunities for collective
engagemengllowing materials to be used with friends, relatives, or peers. This suggests that
peer connection can provide an important complement to individual reflection, and that
differentdeliveryformats may meet different needs at different stages of recovery.

Future research could explore how to tailor creative and narrative approaches to
different populations, contexts, and preferences. Comparative work might examine the
distinctivefeaturesof structured versus opaended models such as théife Threadsand
Wool & Stonespproaches, respectivalyand how these influence engagement, emotional
safety, and therapeutic impaétfuture conceptual paper could build on tthissisportfolio
to examine how varying levels of structure and openness align with different contexts and
aims, thereby strengthening psychologically informed and paersoined care following
ABI. Further attention to cultural and linguistic relevance, emotional pacing, and researcher
clinician positionality will also bénportantfor enhancing inclusivity and responsiveness
(Miley et al., 2022; Tyerman et al., 2017)

Clinical and systemic practice

Both papers underscore the importance of centring family knowledge in how services
are delivered and evaluated. This includes recognising fatelestional needs,
contextualising support within everyday life, and attending to the relational and
developmental aspects of recov@diley et al., 2022; Tyerman et al., 201Findings also
support the use of methods that create space for emotional expression, shared reflection, and
narrative meaningnakingi particularly in contexts where families feel unheard,
overwhelmed, or disconnecté@alvin & Todres, 2013)

Systemlevel changes will be needed to integrate creative, narrative, godoced
approaches into routirupport for familie§ whetherwithin clinical services or less formal
contexts such as social care and the voluntary s@dt@ may involve training practitioners
in participatory methods, resourcing protected time for relational work, and embedding

humanising principles into service desigilis-Hill et al., 2021; Holloway & EllisHill,
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2022) While these approaches are not new, they often remain marginalised within dominant
biomedical systemglternatively, they may be better situated outside clinical settings,
forming part of communitfocused provisiofi for example, within assdtased community
development or community psychology approadhesaligning more closely with public

health and social care frameworks that emphasise health promotion and prevention rather
than treatment and rehabilitatiorhis portfolio contributes to the growing evidence base for
humanising, psychologicalnformed, and caleveloped models of family support following
paediatric ABI.

Research reflexivity

My role as a trainee clinical psychologist and member of the wider research team
inevitably shaped how | approached this work. | came to both the systematic review and the
empirical paper with a strong commitment to emotional safety, inclusion, gomabdaction
T values that informed how | made decisions about which studies to prioritise, how to engage
with families, and what to attend to in the data. At times, these values aligned easily with the
findings; at other times, they prompted me to question my assumptions and stay open to
discomfort or ambiguity. Working closely with -gesearchers, participants, and supervisors
offered space for reflection, challenge, and growth. | see this thesis not only as a contribution
to the literature, but also as part of my own ongoing process of learning how to listen well, to

stay with complexity, and to approach research in a way that feels both ethical and human.

Conclusion

This thesis portfolio set out to explore how families can be more effectively supported
following childhood ABI. Drawing on two interlinked qualitative studies, it examined the
support families say they want and need (systematic review), and how one creative, narrative
approach may help parents reflect on their experiences and tell their stories (empirical paper).
Together, the two papers contribute to a broader movement toward psycholeagfoathed,
humanising, and famitgentred approaches within paediatric neuropsychology and health
psychology.

The systematic review synthesised parents
actively involved families in shaping interventions or explicitly sought their input to guide
future support. Across this body of work, families highlighted the importangenaiples
associated witleo-production, relational attunement, contextual relevance, and the need for
flexible, emotionally safe interventions. The empirical paper built on these priorities by

exploring acreativematerialsbased storytelling approagnounded in openness, emotional
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pacing, and meaningiaking. These principles were brought into focus through the rich
narratives shared by participants, who engaged with the method in ways that reflected their
agency, values, and individual journeys.

By highlighting the relational and emotional dimensions of pdaitcare, this
portfolio advocates for a more humane, inclusive, and responsive model of Supperthat
elevates and honours the voices, stories, and strengths of families navigating life after brain
injury. In doing so, it adds to the evidence base for psychologicdtiymed, cedeveloped,
and lifeworldled approaches. Future research could build on this foundation by refining and
comparing creative interventions, extending participatory practices with a wider range of
families, and designing supports that align
all of this, the goal remains the same: to create space for stories to be shared, meanings to be

made, and support to feel truly supportive.



ParentCarerPerspectives on Gproduced ABI Interventions 105

References

Bedell, G. M., Wade, S. L., Turkstra, L. S., Haarbakierpa, J., & King, J. A. (2017).
Informing design of an appased coaching intervention to promote social
participation of teenagers with traumatic brain injidgvelopmental
Neurorehabilitation 20(7), 408417.https://doi.org/10.1080/17518423.2016.1237584

Bennett, E., Fletcher, A., Talbot, E., & Robinson, L. (2023). Returning to education after
childhood acquired brain injury: Learning from lived parental experience.
NeuroRehabilitation52(4), 625640. https://doi.org/10.3233/NRE20205

Braun, V., & Clarke, V. (2019). Reflecting on reflexive thematic analgislitative
Research in Sport, Exercise and Healti(4), 589597.
https://doi.org/10.1080/2159676X.2019.1628806

Braun, V., & Clarke, V. (2022)Thematic analysis: A practical guidBAGE Publications
Ltd.

Davies, L. (2024)Qualitative investigations into the experiences of family members affected
by childhood acquired brain injuryniversity of East Anglia]. Norwich, UK.

Drake, M., Jenkin, T., Heine, K., Analytis, P., Kendall, M., Scheinberg, A., & Knight, S.
(2024). Heads Together Online Peer Education (HOPEJes@n of a familyled,
video-based resource for families affected by paediatric acquired brain iBpaiy.
impairment : a multidisciplinary journal of the Australian Society for the Study of
Brain Impairment25. https://doi.org/10.1071/1B23101

Ellis-Hill, C., Payne, S., & Ward, C. (2008). Using stroke to explore the Life Thread Model:
An alternative approach to understanding rehabilitation following an acquired
disability. Disability and Rehabilitation30(2), 150159.
https://doi.org/10.1080/09638280701195462

Ellis-Hill, C., Pound, C., & Galvin, K. (2021). Making the invisible more visible: Reflections
on practicebased humanising lifeworkigd researchh existential opportunities for
supporting dignity, compassion and wellbeiSgandinavian Journal of Caring
Sciences36(4), 10371045.https://doi.org/https://doi.org/10.1111/scs.13013

Galvin, K., & Todres, L. (2013)aring and Welbeing: A Lifeworld ApproachRoutledge.
https://doi.org/https://doi.org/10.4324/9780203082898

Galvin, K. T., Pound, C., Cowdell, F., EHHill, C., Sloan, C., Brooks, S., & Ersser, S. J.
(2020). A lifeworld theoryled action research process for humanizing services:

i mproving fAiwhat matterso to ol der peopl e



ParentCarerPerspectives on Gproduced ABI Interventions 106

International Journal of Qualitative Studies on Health and Welhg 15(1),
1817275https://doi.org/10.1080/17482631.2020.1817275

Gan, C., Gargaro, J., Kreutzer, J. S., Boschen, K. A., & Wright, F. V. (2010). Development
and preliminary evaluation of a structured family system intervention for adolescents
with brain injury and their familieBrain Injury, 24(4), 651663.
https://doi.org/10.3109/02699051003692142

Hickey, L., Anderson, V., & Jordan, B. (2016). Family Forward: Promoting family
adaptation following pediatric acquired brain injudgurnal of Social Work in
Disability & Rehabilitation 15(3-4), 179200.
https://doi.org/10.1080/1536710X.2016.1220884

Holloway, M., & Ellis-Hill, C. (2022). Humanising health and social care: What do family
members of people with a severe acquired brain injury value most in service
provision.Brain Impairment23(1), 134142.https://doi.org/10.1017/Brimp.2021.36

Miley, A. E., Fisher, A. P., Moscato, E. L., Culp, A., Mitchell, M. J., Hindert, K. C.,
Makoroff, K. L., Rhine, T. D., & Wade, S. L. (2022). A mixetethods analysis
examining child and family needs following early brain injupysability and
Rehabilitation 44(14), 35663576.https://doi.org/10.1080/09638288.2020.1870757

Nowell, L. S., Norris, J. M., White, D. E., & Moules, N. J. (2017). Thematic analysis:
Striving to meet the trustworthiness criteti@ernational Journal of Qualitative
Methods 16(1), 160940691773384MHttps://doi.org/10.1177/1609406917733847

Rixon, C. (2022). Connection: stories not statisiarain Impairment23(1), 4-8.
https://doi.org/10.1017/Brimp.2021.37

Svendsen, E. J., Killi, E. M., Rohr&aumgartner, N., Holthe, I. L., Sandhaug, M., Borgen, I.
M. H., Wade, S. L., Hauger, S. L., LRvsta
parentsd6, and teachersdéd experiences of th
intervention for children with acquired brain injury in the chronic plia&e
gualitative study of acceptability and participation in the Child In Context
Intervention (CICI)BMC Health Services Resear@$(1), 603.
https://doi.org/10.1186/s1294®3-09589z

Thomas, J., & Harden, A. (2008). Methods for the thematic synthesis of qualitative research
in systematic review8MC Medical Research Methodolqo@(1), 45.
https://doi.org/10.1186/14722888-45



ParentCarerPerspectives on Gproduced ABI Interventions 107

Tyerman, E., Eccles, F. J. R., & Gray, V. (2017). The experiences of parenting a child with
an acquired brain injury: A metynthesis of the qualitative literatuixain Injury,
31(12), 15531563.https://doi.org/10.1080/02699052.2017.1341999

Whiffin, C. J., & EllisHill, C. (2021). How does a narrative understanding of change in
families post brain injury help us to humanise our professional pra&re@?
Impairment 1-9. https://doi.org/10.1017/Brimp.2021.14

Whiffin, C. J., EllisHill, C., Norman, A., Lee, M., Singh, P., Clawilson, J., Felles, N. Y.,
Holloway, M., Rose, S., Sheffield, D., & Gracey, F. (2025, 28 February 205).
ThreadsTraumaticBrain Injury Research Seminar, University of Derby.

Whiffin, C. J., EllisHill, C., Norman, A., Lee, M., Singh, P. K., Clawilson, J., Daisley,
A. Fell es, N. Y., Hol | oway, M. , Ros e, S.
Threadsd approach to support families aft
settings: Protocol for a qualitative prefeasibility stugliyl] Open14(10), e084204.
https://doi.org/10.1136/bmjope2024084204

Whiffin, C. J., Gracey, F., & Elliill, C. (2021). The experience of families following
traumatic brain injury in adult populations: A metgnthesis of narrative structures.
International Journal of Nursing Studies23, 104043.
https://doi.org/https://doi.org/10.1016/j.ijnurstu.2021.104043



ParentCarerPerspectives on Gproduced ABI Interventions 108

Full List of References

Aitken, M. E., Mele, N., & Barrett, K. W. (2004). Recovery of injured children: Parent
perspectives on family needsichives of Physical Medicine and Rehabilitation
85(4), 56#573. https://doi.org/10.1016/j.apmr.2003.06.018

Al-Hakeem, H., Hickling, A., Mallory, K. D., Lovell, A., Bardikoff, T., Provvidenza, C.,
Lam, B., Knapp, B., Miller, C., & Scratch, S. E. (2024). Move&Conteategivers:
A virtual group intervention for caregivers of youth experiencing persisting symptoms
after concussiorDevelopmental Neurorehabilitatip@7(7), 217227.
https://doi.org/10.1080/17518423.2024.2398161

Ander sson, K., Bel |l on, M., & Wal ker, R. (201
to school following acquired brain injury (ABI): A systematic review of qualitative
studiesBrain Injury, 30(7), 829838.
https://doi.org/10.3109/02699052.2016.1146963

Bedell, G. M., Wade, S. L., Turkstra, L. S., Haarbakerpa, J., & King, J. A. (2017).
Informing design of an appased coaching intervention to promote social
participation of teenagers with traumatic brain injudgvelopmental
Neurorehabilitation 20(7), 408417. https://doi.org/10.1080/17518423.2016.1237584

Bennett, E., Fletcher, A., Talbot, E., & Robinson, L. (2023). Returning to education after
childhood acquired brain injury: Learning from lived parental experience.
NeuroRehabilitation52(4), 625640. https://doi.org/10.3233/NRE20205

Bhaskar, R. (1975A realist theory of sciencéeeds Books.

Braga, L. W. (2009). Should we empower the famiDg¥elopmental Neurorehabilitation
12(4), 179180. https://doi.org/10.1080/17518420903102001

Braga, L. W., da Paz Junior, A. C., & Ylvisaker, M. (2005). Direct cliniclativered versus
indirect family-supported rehabilitation of children with traumatic brain injury: A
randomized controlled triaBrain Injury, 19(10), 819831.
https://doi.org/10.1080/02699050500110165

Braun, V., & Clarke, V. (2006). Using thematic analysis in psycholQulitative Research
in Psychology3(2), 77#101. https://doi.org/10.1191/1478088706gp0630a

Braun, V., & Clarke, V. (20135uccessful qualitative research: A practical guide for
beginners SAGE Publications Ltd.

Braun, V., & Clarke, V. (2019). Reflecting on reflexive thematic anal@islitative
Research in Sport, Exercise and Healti(4), 589597.
https://doi.org/10.1080/2159676X.2019.1628806



ParentCarerPerspectives on Gproduced ABI Interventions 109

Braun, V., & Clarke, V. (2022)hematic analysis: A practical guidBAGE Publications
Ltd.

Brown, F. L., Whittingham, K., Sofronoff, K., & Boyd, R. N. (2013). Parenting a child with a
traumatic brain injury: Experiences of parents and health professiBnais.Injury,
27(13-14), 15701582. https://doi.org/10.3109/02699052.2013.841996

Butera Prinzi, F., Charl es, N., & Story, K.
for families living with acquired brain injury [ArticleAustralian & New Zealand
Journal of Family Therapyd%(1), 81:99. https://doi.org/10.1002/anzf.1046

Chan, C., Ngai, kh., & Wong, C:k. (2012). Using photographs in narrative therapy to
externalize the problem: A substance abuse dasenal of Systemic Therapjes
31(2), 1-20. https://doi.org/10.1521/jsyt.2012.31.2.1

Cole, W. R., Paulos, S. K., Cole, C. A, & Tankard, C. (2009). A review of family
intervention guidelines for pediatric acquired brain injurizsvelopmental
disabilities research review&5(2), 159166.

Cooke, A., Smith, D., & Booth, A. (2012). Beyond PICO: The SPIDER Tool for Qualitative
Evidence SynthesiQualitative Health ResearcR2(10), 14351443.
https://doi.org/10.1177/1049732312452938

Couchman, G., Genevieve, M., Amber, K., & and Ponsford, J. (2014). A new kind of normal:
Qualitative accounts of Multifamily Group Therapy for acquired brain injury.
Neuropsychological Rehabilitatip84(6), 809832.
https://doi.org/10.1080/09602011.2014.912957

D6Cruz, K., Douglas, J., & Serry, T. (2020).
and a therapeutic process: Perspectives of adult storytellers with acquired brain injury.
Neuropsychological Rehabilitation

Daisley, A., Prangnell, S., & Seed, R. (2014). Helping children create positive stories about a
parentds brain injury. | Narrddive Apmackdeste S. We
Brain Injury (pp. 143164). Karnac Books Ltd.
https://search.ebscohost.com/login.aspx?direct=true&db=e000xww&AN=663061&sit
e=ehoslive

Davies, L. (2024)Qualitative investigations into the experiences of family members affected
by childhood acquired brain injuryniversity of East Anglia]. Norwich, UK.

Drake, M., Jenkin, T., Heine, K., Analytis, P., Kendall, M., Scheinberg, A., & Knight, S.
(2024). Heads Together Online Peer Education (HOPEgesgn of a familyled,

video-based resource for families affected by paediatric acquired brain iBpaip.



ParentCarerPerspectives on Gproduced ABI Interventions 110

impairment : a multidisciplinary journal of the Australian Society for the Study of
Brain Impairment25. https://doi.org/10.1071/IB23101

Ellis-Hill, C., Payne, S., & Ward, C. (2008). Using stroke to explore the Life Thread Model:
An alternative approach to understanding rehabilitation following an acquired
disability. Disability and Rehabilitation30(2), 156159.
https://doi.org/10.1080/09638280701195462

Ellis-Hill, C., Pound, C., & Galvin, K. (2021). Making the invisible more visible: Reflections
on practicebased humanising lifeworigd researcih existential opportunities for
supporting dignity, compassion and wellbeiSgandinavian Journal of Caring
Sciences36(4), 10371045. https://doi.org/https://doi.org/10.1111/scs.13013

Ellis-Hill, C., Thomas, S., Gracey, F., LameéRobinson, C., Cant, R., Marques, E. M. R.,
Thomas, P. W., Grant, M., Nunn, S., Paling, T., Thomas, C., Werson, A., Galvin, K.
T., Reynolds, F., & Jenkinson, D. (2019). HeART of Stroke: randomised controlled,
paralletarm, feasibility study of a communityased arts and health intervention plus
usual care compared with usual care to increase psychologicdieil in people
following a strokeBMJ Open9(3), e021098. https://doi.org/10.1136/bmjoi 7
021098

Fancourt, D., & Finn, S. (2019Vhat is the evidence on the role of the arts in improving
health and welbeing? A scoping revie(iHealth Evidence Network synthesis report
67). https://apps.who.int/iris/handle/10665/329834

Galvin, K., & Todres, L. (2013)Caring and Weklbeing: A Lifeworld ApproachRoutledge.
https://doi.org/https://doi.org/10.4324/9780203082898

Galvin, K. T., Pound, C., Cowdell, F., EHHill, C., Sloan, C., Brooks, S., & Ersser, S. J.
(2020). A lifeworld theoryled action research process for humanizing services:
i mproving fAwhat matterso to ol der peopl e
International Journal of Qualitative Studies on Health and Welhg 15(1),
1817275. https://doi.org/10.1080/17482631.2020.1817275

Gan, C., Gargaro, J., Brandys, C., Gerber, G., & Boschen, K. (2010). Family caregivers'
support needs after brain injury: A synthesis of perspectives from caregivers,
programs, and researchexeuroRehabilitation27, 5-18.
https://doi.org/10.3233/NRE010-0577

Gan, C., Gargaro, J., Kreutzer, J. S., Boschen, K. A., & Wright, F. V. (2010). Development

and preliminary evaluation of a structured family system intervention for adolescents



ParentCarerPerspectives on Gproduced ABI Interventions 111

with brain injury and their familieBrain Injury, 24(4), 651663.
https://doi.org/10.3109/02699051003692142

GauvinlLepage, J., Lefebvre, H., & Malo, D. (2015). Resilience in families with adolescents
suffering from traumatic brain injurieRehabilitation Nursing Journa#t((6).
https://journals.lww.com/rehabnursingjournal/fulltext/2015/11000/resilience_in_famil
ies_with_adolescents_suffering.5.aspx

Gilmore, R., Ziviani, J., Mcintyre, S., Goodman, S., Tyack, Z., & Sakzewski, L. (2023).
Exploring caregiver and participant experiences of the Program for the Education and
Enrichment of Relational Skills (PEERS) for youth with acquired brain injury and
cerebral palsyDisability and Rehabilitation1-9.
https://doi.org/10.1080/09638288.2023.2167008

Gracey, F., Evans, J. J., & Malley, D. (2009). Capturing process and outcome in complex
rehabilitationshapeddNeupadyadogical RAhaklilitdtion
19(6), 86#890. https://doi.org/10.1080/09602010903027763

Haselhurst, J., Moss, K., Rust, S., Oliver, J., Hughes, R., McGrath, C., Reed, D., Ferguson,
L., & Murray, J. (2021). A narrativeaformed evaluation of Tree of Life for parents
of children with physical health conditiorSlinical Child Psychology and
Psychiatry 26(1), 51-63. https://doi.org/10.1177/1359104520972457

Hickey, L., Anderson, V., & Jordan, B. (2016). Family Forward: Promoting family
adaptation following pediatric acquired brain injudgurnal of Social Work in
Disability & Rehabilitation 15(3-4), 179200.
https://doi.org/10.1080/1536710X.2016.1220884

Holloway, M., & Ellis-Hill, C. (2022). Humanising health and social care: What do family
members of people with a severe acquired brain injury value most in service
provision.Brain Impairment23(1), 134142. https://doi.org/10.1017/Brimp.2021.36

Hunter, S. R. (2019). Drawing soldiers out of pimatimatic stress disordevlilitary Medical
Research6(1), 5. https://doi.org/10.1186/s407029-01958

Husserl, E. (1931)deas: General Introduction to Pure Phenomenolfgy R. B. Gibson,
Trans.). Macmillan.

JacobsaNzuzi Khuabi, L:A., Swart, E., & Soeker, M. S. (2019). A service user perspective
informing the role of occupational therapy in school transition practice for high school
learners with TBI: An African perspectiv®ccupational Therapy International
2019 1201689. https://doi.org/10.1155/2019/1201689



ParentCarerPerspectives on Gproduced ABI Interventions 112

Laird, L., & Mulvihill, N. (2022). Assessing the extent to which art therapy can be used with
victims of childhood sexual abuse: A thematic analysis of published studigsal
of Child Sexual Abus8&1(1), 105126.
https://doi.org/10.1080/10538712.2021.1918308

Lincoln, Y. S., & Guba, E. G. (19859)aturalistic inquiry Sage Publications, Inc.

Maxwell, J. A. (2012)A realist approach for qualitative researcBAGE Publications.

McKinlay, A., Linden, M., DePompei, R., Aaro Jonsson, C., Anderson, V., Braga, L.,
Castelli, E., de Koning, P., Hawley, C. A., Hermans, E., Kristiansen, |., Madden, A.,
Rumney, P., Savage, R., & Wicks, B. (2016). Service provision for children and
young people with acquired brain injury: Practice recommendat8yag Injury,
30(13-14), 16561664. https://doi.org/10.1080/02699052.2016.1201592

MerleauPonty, M. (1962)Phenomenology of Percepti¢@. Smith, Trans.). Routledge.
https://doi.org/10.4324/9780203981139

Miley, A. E., Fisher, A. P., Moscato, E. L., Culp, A., Mitchell, M. J., Hindert, K. C.,
Makoroff, K. L., Rhine, T. D., & Wade, S. L. (2022). A mixetethods analysis
examining child and family needs following early brain injupysability and
Rehabilitation 44(14), 35663576. https://doi.org/10.1080/09638288.2020.1870757

Moore, M., Robinson, G., Mink, R., Hudson, K., Dotolo, D., Gooding, T., Ramirez, A.,
Zatzick, D., Giordano, J., Crawley, D., & Vavilala, M. S. (2015). Developing a
family-centered care model for critical care after pediatric traumatic brain injury.
Pediatric critical care medicine: A journal of the Society of Critical Care Medicine
and the World Federation of Pediatric Intensive and Critical Care Socjdti8),
758765. https://doi.org/10.1097/PCC.0000000000000494

Needham, C., & Carr, S. (20085CIE research briefing 31: Goroduction: An emerging
evidence base for adult social care transformati®acial Care Institute for
Excellence.

NHS England. (2018Raediatric neurorehabilitation: Operational delivery network service
specification https://www.england.nhs.uk/wgontent/uploads/2018/09/Paediatric
Neurorehabilitation.pdf

Nowell, L. S., Norris, J. M., White, D. E., & Moules, N. J. (2017). Thematic analysis:
Striving to meet the trustworthiness criteti@ernational Journal of Qualitative
Methods 16(1), 1609406917733847. https://doi.org/10.1177/1609406917733847

Noyes, J., Booth, A., Cargo, M., Flemming, K., Harden, A., Harris, J., Garside, R., Hannes,
K., Pantoja, T., & Thomas, J. (2019). Chapter 21: Qualitative Evidence. In J. P. T.



ParentCarerPerspectives on Gproduced ABI Interventions 113

Higgins, J. Thomas, J. Chandler, M. Cumpston, T. Li, M. J. Page, & V. A. Welch
(Eds.),Cochrane Handbook for Systematic Reviews of Interventions, version 6.0
(updated July 2019pp. 525545). The Cochrane Collaboration.
http://www.training.cochrane.org/handbook

Page, M. J., McKenzie, J. E., Bossuyt, P. M., Boutron, I., Hoffmann, T. C., Mulrow, C. D.,
Shamseer, L., Tetzlaff, J. M., Akl, E. A., Brennan, S. E., Chou, R., Glanville, J.,
Grimshaw, J. M., Hrébjartsson, A., Lalu, M. M., Li, T., Loder, E. W., Mayitson,

E., McDonald, S., . .. Moher, D. (2021). The PRISMA 2020 statement: An updated
guideline for reporting systematic revievisternational Journal of Surgergs,
105906. https://doi.org/https://doi.org/10.1016/j.ijsu.2021.105906

Pfeiffer, C. F., & Sabe, L. R. (2015). Music therapy and cognitive rehabilitation: Screening of
music cognition in adult patients with right hemisphere strBkgchomusicology:
Music, Mind, and Brain25(4), 392403. https://doi.org/10.1037/pmu0000123

Pilgrim, D. (2014). Some implications of critical realism for mental health resezwmcral
Theory & Health12(1), 1-21. https://doi.org/10.1057/sth.2013.17

Raj, S. P., Narad, M. E., Salloum, R., Platt, A., Thompson, A., Baum, K. T., & Wade, S. L.
(2018). Development of a wdimsed psychosocial intervention for adolescent and
young adult survivors of pediatric brain tuméournal of Adolescent and Young
Adult Oncology7(2), 187195.

Regan, D., Vaculik, C. L., & Smit, J. (2022). Collaborationdesign, and cproduction:
Perspectives on art as therapy and service user involvement in assessment, treatment
planning, evaluation, and research. In C. L. Vaculik & G. Nash (Hdteprative
Arts Psychotherapy: Using an Integrative Theoretical Frame and the Arts in
Psychotherapypp. 185195). Routledge. https://doi.org/10.4324/97810031558¥ 6

Rixon, C. (2022). Connection: stories not statisigrain Impairment23(1), 4-8.
https://doi.org/10.1017/Brimp.2021.37

Roddy, C., Nikki, R., Jeanette, T., C., L-F¥., & and Baker, F. A. (2020). Exploring self
concept, wellbeing and distress in therapeutic songwriting participants following
acquired brain injury: A case series analylisuropsychological Rehabilitation
30(2), 166186. https://doi.org/10.1080/09602011.2018.1448288

Roscigno, C. I., & Swanson, K. M. (2011). Parents' experiences following children's
moderate to severe traumatic brain injury: a clash of cultQnesl. Health Res
21(10), 14131426. https://doi.org/10.1177/1049732311410988



ParentCarerPerspectives on Gproduced ABI Interventions 114

Sekhon, M., Cartwright, M., & Francis, J. J. (2017). Acceptability of healthcare interventions:
an overview of reviews and development of a theoretical frameBMK Health
Services Research7(1), 88. https://doi.org/10.1186/s129037-2031-8

Shore, J., Bernick, A., Nalder, E., Hutchison, M., Reed, N., & Hunt, A. (2022). Adolescent
and parent experiences with Téetive Rehabilitation for concussion: An
exploratory qualitative studyrain Injury, 36(9), 11401148.
https://doi.org/10.1080/02699052.2022.2114610

SimsSchouten, W., Riley, S. C. E., & Willig, C. (2007). Critical realism in discourse
analysis: A presentation of a systematic method of analysis using women's talk of
motherhood, childcare and female employment as an exaft@ery & Psychology
17(1), 102124. https://doi.org/10.1177/0959354307073153

Slay, J., & Stephens, L. (201&)o-production in mental health: A literature revieiew
Economics Foundation.

Smith, H., Budworth, L., Grindey, C., Hague, I., Hamer, N., Kislov, R., van der Graaf, P., &
Langley, J. (2022). Gproduction practice and future research priorities in United
Kingdom-funded applied health research: A scoping revi¢ealth Research Policy
and System20(1), 36. https://doi.org/10.1186/s129622-00838x

Svendsen, E. J., Killi, E. M., Rohr&aumgartner, N., Holthe, I. L., Sandhaug, M., Borgen, I.
M. H., Wade, S. L., Hauger, S. L., LRvsta
parentsd6, and teachersod experiences of th
intervention for children with acquired brain injury in the chronic plia&e
gualitative study of acceptability and participation in the Child In Context
Intervention (CICI)BMC Health Services Resear@$(1), 603.
https://doi.org/10.1186/s1294® 3095892

Tamplin, J., A., B. F.,, R.,, M. R. A,, Chantal, R., & and Rickard, N. S. (2016). A theoretical
framework and therapeutic songwriting protocol to promote integration ef self
concept in people with acquired neurological injuridstdic Journal of Music
Therapy 25(2), 112133. https://doi.org/10.1080/08098131.2015.1011208

The CASP Team. (2018LASP Qualitative Studies Checkli€ritical Appraisal Skills
Programme (CASP). Retrieved 7 January 2024 from https:/(daspt/

Thomas, J., & Harden, A. (2008). Methods for the thematic synthesis of qualitative research
in systematic review8MC Medical Research Methodolqo@(1), 45.
https://doi.org/10.1186/14722888-45



ParentCarerPerspectives on Gproduced ABI Interventions 115

Tracy, S. J. (2010). -Rematota@rni tver iQa afl ot yEX Ee
ResearchQualitative Inquiry 16(10), 837851.
https://doi.org/10.1177/1077800410383121

TurnerStokes, L. (2003)Rehabilitation following acquired brain injury: National Clinical
Guidelines Royal College of Physicians, British Society of Rehabilitation Medicine.

United Kingdom Acquired Brain Injury Forum. (2018)l-Party Parliamentary Group on
Acquired Brain Injury Reportwww.ukabif.org.uk

Vaculik, C. L., & Nash, G. (2022)ntegrative Arts Psychotherapy: Using an Integrative
Theoretical Frame and the Arts in Psychotherélst ed.). Routledge.
https://doi.org/https://doi.org/10.4324/9781003155676

Wade, S. L., Walz, N. C., Carey, J. C., & Williams, K. M. (2009). Brief report: Description
of feasibility and satisfaction findings from an innovative online family problem
solving intervention for adolescents following traumatic brain injdoyrnal of
Pediatric Psychology84(5), 517522. https://doi.org/10.1093/jpepsy/jsn081

Whiffin, C. J., & EllisHill, C. (2021). How does a narrative understanding of change in
families post brain injury help us to humanise our professional pra&reda?

Impairment 1-9. https://doi.org/10.1017/Brimp.2021.14

Whiffin, C. J., EllisHill, C., Norman, A., Lee, M., Singh, P., Clawilson, J., Felles, N. Y.,
Holloway, M., Rose, S., Sheffield, D., & Gracey, F. (2025, 28 February 20#5).
ThreadsTraumaticBrain Injury Research Seminar, University of Derby.

Whiffin, C. J., EllisHill, C., Norman, A., Lee, M., Singh, P. K., Clawilson, J., Daisley,

A., Fell es, N. Y., Hol |l oway, M. , Rose, S.
Threadsdé approach to support families aft
settings: Protocol for a qualitative prefeasibility stugiylJ Open14(10), e084204.
https://doi.org/10.1136/bmjope2024084204

Whiffin, C. J., Gracey, F., & Elligill, C. (2021). The experience of families following
traumatic brain injury in adult populations: A metgnthesis of narrative structures.
International Journal of Nursing Studies23 104043.
https://doi.org/https://doi.org/10.1016/}.ijnurstu.2021.104043

Yeates, K. O., Bigler, E. D., Dennis, M., Gerhardt, C. A., Rubin, K. H., Stancin, T., Taylor,
H. G., & Vannatta, K. (2007). Social outcomes in childhood brain disorder: a heuristic
integration of social neuroscience and developmental psychdtsgghol Bull
1333), 535556. https://doi.org/10.1037/002%09.133.3.535



ParentCarerPerspectives on Gproduced ABI Interventions 116

Yehene, E., Brezner, A., Beralid, S., Golan, S., Bakadav, O., & Landa, J. (2021).

Factors associated with parental grief reaction following paediatric acquired brain
injury. Neuropsychological RehabilitatipB1(1), 105128.

Ylvisaker, M., Adelson, P. D., Braga, L. W., Burnett, S. M., Glang, A., Feeney, T., Moore,
W., Rumney, P., & Todis, B. (2005). Rehabilitation and ongoing support after
pediatric TBI: Twenty years of progre§die Journal of Head Trauma Rehabilitatjon
20(1).
https://journals.lww.com/headtraumarehab/fulltext/2005/01000/rehabilitation_and_on
going_support_after_pediatric.9.aspx



ParentCarerPerspectives on Gproduced ABI Interventions 117

Appendices



ParentCarerPerspectives on Gproduced ABI Interventions

Appendix A. AuthorGuidelines for Disability and Rehabilitation

Taylor & Francis
Online

Home All Journals Medicine Disability and Rehabilitation

Ready to submit?

Start a new manuscript submission or continue a submission in progress

Submission information

¥ Instructions for authars

¥ Editorlal pelicies &
Editing services

¥ Editing services site

Instructions for authors

Go to submission site [

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 possible, as doing so will ensure your paper

matches the journal's requirernents.

We offer a range of gditing,_ manuscript preparation and post publication services to assist 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 available at our

Servic :

This title utilises format-free submission. Authers may submit their paper in any scholarly format or layout. References can be in any style or format,

solong as a consistent scholarly citation format is applied. For more detail see the format-free submission section bejow.

Contents

+ About the journal
* Open access
*  Peer review
* Preparing your paper
@ Structure
o Word count
@ Format-Free Submission
@ Editing Services
o Checklist
* Using third=party material in your paper
* Declaration of interest statement
o Clinical Trials Registry
+ Complying with ethics of experimentation
+ Consent
« Health and safety
* Submitting your paper
» Data Sharing Policy
+ Publication charges
» Copyright options
+ My Authored Works

About the journal

118



ParentCarerPerspectives on Gproduced ABI Interventions 119

Disability and Rehabilitation is an international, peer reviewed journal, publishing high-guality, original research. Please see the journal's Alms & Scope
for information about its focus and peer-review pollicy.

From 2018, this journal will be online only, and will no longer provide print copies.
Please note that this journal only publishes manuscripts in English.

Disability and Rehabilitation accepts the following types of article: Research Articles, Reviews, Letters to the Editor, Case Reports, and Editorials,
Systematic Reviews induding meta-syntheses of qualitative research should be submitted as Reviews. All other types of Reviews will normally be

considered as Perspectives in Rehabilitation.

Special Issues and specific sections on contemporary themes of interest to the Journal's readership are published. Please contact the Editor for more

information.
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 impact of your research. Articles published Open Select
with Taylor & Francis typically receive 45% more citations* and over 6 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 our Author Services website 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 our APC finder to view the APC for this journal.

Please note that only the corresponding authar is eligible to request funding from their institution, and it is not possibkle to change the corresponding
author to achieve eligibility after submission. For further information, please see details hers,

Please visit our Author Services website if you would like more information abeut our Open Select Program.

*Citations received up to 7th August 2024 for artides published in 2018-2023, Data obtained on 7th August 2024, from Digital Science's Dimensions

platfarm, available at hitpsi/apndimensions ai
**|Jsage in 2021-2023 for articles published in 2019-2023.

Peer review

Taylor & Francis is committed ta peer-review integrity and uphaolding the highest standards of review. For submissions to Disability and Rehabilitation
authors are given the option to remain anonymous during the peer-review process, Authors will be able to indicate whether their paper is

‘Anonymaus’ or ‘Nat Anonymous' during submission, and should pay particular attention to the below:

« Authors who wish to remain anonymous should prepare a complete text with information identifying the author(s) removed. Authors shiould
upload their files using the ‘double anonyrmous peer review’ article types during submission. A separate title page should be induded providing the full
affiliations of all authors, Any acknowledgements and the Declaration of Interest statement must be included but should be worded mindful that these
sections will be made available to referees.

*  Authors who wish to be identified should include the narme(s) and affiliation(s) of author(s) on the first page of the manuscript, Authors should
upload their files using the ‘authors made known to the reviewers' article types during submission.

Once your paper has been assessed for suitability by the editor, it will be peer-reviewed by independent, double anonymous expert referees. If you
have shared an earlier version of your Author's Original Manuscript on a preprint server, please be aware that anonymity cannot be guaranteed.
Further information on our preprints policy and citation requirements can be found on our Preprints Author Services page. Find out more about what
1o expect during peer review and read our guidance on guilishing ethics,

Preparing your paper

All authors submitting to medicine, biomedicine, health sciences, allied and public health journals should conform to the Uniform Requirernents for

Manyscrints Submitted to Blomedical loyrnals, prepared by the International Committee of Medical Journal Editors (ICMJE).
We also refer authors to the community standards explicit in the American Psychological Association's (APA) Ethical Principles of Pswchologists and

Code of Conduct,
We encourage authors to be aware of standardised reporting guidelines below when preparing their manuscripts:

» Case reports - CARE
* Diagnostic accuracy - STARD
s Nhservatinnal studies - STRORE

G5 AskAl Assistant

By using Al Assistant, you agree to Generative Al User Guidelines.



ParentCarerPerspectives on Gproduced ABI Interventions 120

Structure

Your paper should be compiled in the fellowing order: title page; abstract; keywords; main text, introduction, materials and methods, results,
discussion; acknowledgments; declaration of interest statement; references; appendices (as appropriate); table(s) with caption(s); figures; figure
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Format=Free Submission
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Figures should be of sufficient resolution to enable refereeing.

s There are no strict formatting requirements, but all manuscripts must contain the essential elements needed to evaluate a manuscript: abstract,
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3, A structured abstract of no more than 200 words. A structured abstract should cover (in the following order): the purpese of the article, its materials
and methods (the design and methodelegical procedures used), the results and conclusions (including their relevance to the study of disability and

renabilitation}. Read tips on writing your abstract.
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Graphical abstract (optional). This is an image to give readers a dlear idea of the content of your article. It shoulld be a maximurn width of 525 pixels.
If your image is narrower than 525 pixels, please place it on a white background 525 pixels wide to ensure the dimensions are maintained. Save the
graphical abstract as a .jpg, .png, or .gif. Please do not embed it in the manuscript file but save it as a separate file, labelled Graphicalabstract.Taylor &
Francis Editing Services provides a graphical abstract creation service for a fee,

. You can apt to include a video abstract with your article. Find out how these can help your work reach a wider audience, and what to think about
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when filming. Taylor & Francis Editing Services provides a video abstract creation service for a fee,
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more informatien, including pricing, visit this website.
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Waord. For information relating to other file types, please consult our Submission of electrenic artwork.

14, Tables. Tables should present new information rather than duplicating what is in the text, Readers should be able to interpret the table without
reference to the text. Please supply editable files.

15, Equations. If you are submitting your manuscript as a Word document, please ensure that equations are editable. More information about

mathematical symbols and equations.

16. Units. Please use Slunits (non-talicized).
Using third=party material in your paper

You must abtain the necessary permission to reuse third-party material in your article. The use of short extracts of text and some other types of
raterial is usually permitted, on a limited basis, for the purposes of criticism and review without securing formal permission. If you wish to include any
material in your paper for which you do not hald 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 information on feguesting permission to reprodyce workis) under copyright,
Declaration of Interest Statement

Please include a declaration of interest statement, using the subheading "Dedaration of interest.” If you have no interests to declare, please state this
(suggested wording: The authors report no conflicts of interest). For all NIH/Wellcome=funded papers, the grant number(s) must be included in the

disclosure of interest statement. Bead more on declaring conflicts of interest.
Clinical Trials Registry

In order to be published in Disability and Rehabilitation , all clinical trials must have been registered in a public repository, ideally at the beginning of
the research process (prior to participant recruitment). Trial registration numbers should be included in the abstract, with full details in the methods
section, Clinical trials should be registered prospectively - i.e. before participant recruitment. The clinical trial registry should be publicly accessible (at

no charge), open to all prospective registrants, and managed by a not-for-profit organization. For a list of registries that meet these requiremens,
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please visit the WHO International Clinical Trials Registry Platform (ICTRP). The registration of all clinical trials facilitates the sharing of information

amaong dinicians, researchers, and patients, enhances public confidence in research, and is in accordance with the JCMJE puidelines.
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 wivo experiments or dinical trials on humans or animals must include a
written statement in the Methods section. This should explain that all work was conducted with the fermal approval of the local human subject or
animal care committees (institutional and national), and that clinical 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 the Declaration of Helsinki.

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 original research papers involving humans, animals, plants, biological material, protected or
non-public datasets, collections or sites, must include a written statement in the Methods section, confirming ethical approval has been obtained from
the appropriate local ethics committee or Institutional Review Board and that where relevant, infermed consent has been obtained. For animal
studies, approval must have been obtained from the local or institutional animal use and care committee, All research studies on humans (individuals,
samples, or data) must have been performed in accordance with the principles stated in the Dedaration of Helsinki, In settings where ethics approval
for norrinterventional studies (e.g. surveys) is not required, authors must include a statement to explain this. In settings where there are no ethics
committees in place to provide ethical approval, authers are advised to contact the Editor to discuss further, Detailed guidance on ethics
considerations and mandatory declarations can be found in our Editarial Policies section on Research Ethics,

Consent

All authors are required to follow the [CMJIE requirements and Taylor & Francis Editorial Policies on privacy and informed consent from patients and
study participants. Authors must include a statement to confirm that any patient, service user, or participant (or that person's parent or legal guardian)
in any type of qualitative or quantitative research, has given informed consent to participate in the research. For submissions where patients or
participants can be potentially identified (e.g. a dlinical case report detailing their medical history, identifiable images or media content, etc), authors
must incdlude a statement to confirm that they have obtained written informed consent to publish the details from the affected individual (or their
parents/guardians if the participant in not an adult or unable to give informed consent; or next of kin if the participant is deceased). The process of
obtaining consent to publish should include sharing the article with the individual (or whoever is consenting on their behalf), so that they are fully
aware of the content of the article before it is published. Authors should familiarise themselves with our golicy en participant/patient privacy and
informed consent, They may also use the Consent to Publish Form, which can be downloaded from the same Author Services page,

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 be involved in carrying out the

experiments or pracedures you have described, or that may be involved in instructions, materials, or formulae.

Please include all relevant Safety precaL. tions; and cite any accepted standard or code of practice. Authors working in animal science may find it useful
to consult the Inte i i ideli j = and Guidelines for the
wmwwm When & product has not yet been appruved byan 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 Taylor & Francis' Submission Portal to manage the submission process, The Submission Portal allows you to see your submissions
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Data Sharing Policy

This journal applies the Taylor & Francis Basic Data Sharing Policy. Authors are encouraged to share or make open the data supporting the results or
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AppendixB.E d i tDecisbrsandRevi ewer s Feedback on Manu:

Debra Spencer (MED - Postgraduate Researcher)

From: Disability and Rehabilitation <onbehalfof@manuscriptcentral.com=

Sent: 14 July 2025 15:41

To: Debra Spencer (MED - Postgraduate Researcher)

Cc: davemuller01@btinternet.com; Debra Spencer (MED - Postgraduate Researcher);
C.Whiffin@derby.ac.uk; cwhiffin@derby.ac.uk; Fergus Gracey (MED - Staff)

Subject: 255398185 (Disability and Rehabilitation) A revise decision has been made on your
submission

Warning: This email is from outside the UEA system. Do not click on links or attachments unless you expect them
from the sender and know the content is safe.

14-Jul-2025

Dear Dr Debra Spencer,
Please find three reviews of your paper. Reviewers 1 and 3 are particularly positive whereas Reviewer 2 has concerns
as regards the length and to some extent the detail included. | am inviting a revision which | will send to Reviewers 1
and 3.

You should however take
into account the comments from Reviewer 2 and in particular the length and accessibility of your paper. Although
the Journal has no word length you need to think about the impact on the reader.

It is very helpful if you can return the revised paper within three months but if you cannot make this deadline please
contact me for further advice.

To submit a revision, go to
https://eur01.safelinks.protection.outlook.com/?url=https%3A%2F%2Frp.tandfonline.com%2Fsubmission%2Fflow%3
Fsubmissionld%3D255398185%26step%3D1&data=05%7C02%7Cdebra.spencer%40uea.ac.uk%7C2213d72b4969439
5653108ddc2e4860a%7Cc65f8795ba3d43518a070865e5d8f090%7C0%7C0%7C638881008954499407%7CUnknown
% 7CTWFpbGZsbh3d8ey)FbXB0eU1hcGkiOnRydW UslIYiOilwLjAuMDAwMCIsIIAiOi)XaW4zMilsIkFOljoiTWFpbClslidUljoy
fQ%3D%3D%7C0%7C%7C%7C&sdata=aHL10]Y9YGIVIGUBNOXA7g00InHP%2FdA3RF8Yy2mHEM0%3D&reserved=0. If
you decide to revise the work, please submit a list of changes or a rebuttal against each point which is being raised
when you submit the revised manuscript.

If you have any questions or technical issues, please contact the journal's editorial office at IDRE-
peerreview@journals.tandf.co.uk.

Sincerely

Professor Dave Muller
Editor in Chief, Disability and Rehabilitation davemuller01@btinternet.com

YOU MUST INCLUDE:
1. ONE copy of the Title Page file {anonymous submissions only - do not include this if you select not-anonymous
(open) peer review}

2. ONE copy of the Implications for Rehabilitation file

3. ONE copy of revised manuscript.
Mark the new text added with either underline or in RED font or YELLOW highlight.
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Removed text should be mentioned in the rebuttal letter, in response to the reviewer queries.
If accepted, this file will be used to make proofs so should only contain the final content - do not show removed text.

Do not use tracked changes or document commenting - these make the new manuscript very difficult to follow and
distort the PDF for review. Submissions with tracked changes/ document commenting will be returned to the author.

The main document file should include these sections:

TITLE,

RUNMNING HEAD,

ARTICLE CATEGORY,

{open submissions only, also: author byline, affiliations, correspondence information}, ABSTRACT, KEYWORDS, MAIN
TEXT - INTRODUCTION, METHODS, RESULTS, DISCUSSION, {open submissions only, also disclosures}, REFERENCES,
FIGURE CAPTIONS AND ALT TEXT (if any), TABLES (if any).

4. Figures (if any) must be separate high-resolution image format files and supplied as you would expect them
published - eg all parts of the figure placed together within a single file.
Refer to the instructions for authors for quality and format requirements.

5. Supplementary material/ consent for publication/ supporting documentation (if any) must be contained within in
a separate PDF file.

Reviewer(s)' Comments to Author:
Reviewer: 1

Comments to the Author

Introduction

Strengths

The last paragraph makes the need for this research very clear Suggestions for improvement Page 4, line 33/34:
“strain the parental relationship” seems to indicate a parent/child relationship becoming strained. Is this what you
mean, or are you referring to the parents’ relationship with each other?

Defining “interventions” and giving a couple of examples could be helpful

Materials & Methods
Strengths
The explanations of your methods, tools, and reasoning were clear Suggestions for improvement N/A

Results

Strengths

It was helpful to see the shared characteristics of the included studies The breakdown of themes into smaller
components was descriptive and clear It was great to note similar themes across different healthcare systems and
rehab service delivery models. You brought this up maore than once, noting instances where the countries listed had
structured rehab service delivery models, for example, and calling that out was very helpful Including descriptions of
who was speaking in the quotes you pulled from different articles provided fantastic context Suggestions for
improvement Page 12, line 14: Define PPCS Page 12, line 37: What did that tailored emotional support look like?
Support groups?

Page 14, line 48: This paragraph focused on “curated resources and peer support mechanisms” is redundant after the
last paragraph. You could add the line (page 15, lines 3-7) about the positive effects of follow-up interventions to the
previous paragraph, but that’s the anly new information there.

The Communication and Understanding paragraph (page 15, line 18) is important. You could expand this to include
the benefits to CYP education when care coordination is done well, there is research to support this.

Page 16, line 48: Define PBT

Discussion
Strengths
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Expanding on the importance of culturally responsive interventions was good Your limitations were well thought
through Suggestions for improvement N/A

Reviewer: 2

Comments to the Author

The topic of this manuscript fits well within the scope of Disability and Rehabilitation. Although thisis a
comprehensive manuscript with an apparently comprehensive methodology, | believe it requires substantial
revisions to improve its readability. At over 12,000 words, the manuscript is overly lengthy, which significantly
compromises clarity.

The introduction could more clearly articulate the knowledge gap. The methods section is mostly clear, and the study
demonstrates a thorough approach. But | believe it is a missed opportunity to include only studies whose aims
focused on developing an intervention aimed at supparting children and young people (CYP) with ABI and/or their
families post-injury. This approach excludes studies that do provide valuable insights into parental perspectives on
service provision for ABI across different phases and settings (e.g., studies by Jenkin et al., Sullivan et al., Gmelig
Meyling et al., Bennet et al.). It is unclear to me why these studies were not included, especially given that the
discussion states the current study “offers insights into what parents/carers want from future interventions and what
they found valuable about existing ones.” The connection between this statement and the eligibility criteria for
included studies is not logically consistent or easy to follow.

Results: It remains unclear how the final results or themes were derived. | would recommend including a schematic
overview of the main themes and how subthemes relate to them to provide insight into the coding process. The
themes are currently described in too much detail and are often already interpreted within the results section. For
instance, reporting in which country each result was found and including quotes both in the text and in tables
contributes to redundancy. To enhance readability, the results section should be presented more concisely.
Including eight tables does not seem feasible from a readability perspective.

| would advise the authors to make a clearer distinction between main and supporting findings and to focus more
directly on answering the research question.

Reviewer: 3

Comments to the Author

This qualitative scoping review makes a valuable contribution to the literature by systematically examining
parent/carer perspectives on the development and content of interventions designed to support children with brain
injury and their families. The paper addresses an important gap in understanding what parents want and need from
such interventions by providing a synthesis of the existing literature that has valued parent perspectives in
intervention development. This paper will provide important insights to inform future intervention design and
implementation. Overall, the manuscript is exceptionally well-written and clear, and the methodological approach is
thorough and clearly described and justified. However, overall, the paper would benefit from improved clarity on the
purpose and focus of the research throughout. | have classified my recommendations as requiring minor revisions as
my suggestions focus on a change to the positioning of the work within the broader research context and greater
clarity on the purpose of the research rather than a major change to the project methodology and results. | am
expecting that this would not be too onerous but would greatly improve the relevance and usability of findings in
both clinical practice and future research. These are the areas where minor revisions would strengthen the work:

1.  Clarity of study aim. The aim of the study could be more precisely articulated in the introduction. Currently, the
authors state that the aim is “Through a process of distilling parents’/carers’ perspectives into actionable

recommendations, this review aims to provide clear guidance to healthcare professionals, schools, and policymakers
for developing effective interventions aimed at supporting CYP with ABI and their families”. This appears to be more
of an intended impact of the study rather than the study’s actual aim. The study’s aim should be more clearly stated
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as something like “to synthesise the existing literature on parent perspectives on the development and context on
interventions...” or similar phrasing that accurately reflects the study’s purpose and methodological approach.

2. The impact of paediatric ABI on families is well-addressed in the introduction, but there is no reference to the
research literature on family involvement in paediatric ABI rehabilitation. The introduction would benefit from
incorporating the theoretical and research literature on family involvement in paediatric acquired brain injury
rehabilitation as well as the conceptualisations of family-centred approaches. Currently, there is only one statement
in the final paragraph of the introduction regarding family involvement in interventions. “The development of
interventions aimed at supporting CYP with ABI has typically been undertaken without the involvement of
parents/carers. However, parents/carers are central to a CYP's recovery.” The authors do not reference any literature
that supports this statement. The paper would benefit from a more thorough summary and critique of the current
literature on family involvement in paediatric brain injury rehabilitation as this would strengthen the rationale for
focusing on parent perspectives and provide additional theoretical context for the findings. Further, it would also be
useful to clarify that this study is focusing on the development and content of evidence-based interventions
published in the research literature rather than clinical interventions in everyday practice that may or may not be
evidence-based.

3. Co-design approaches. The introduction lacks reference to co-design frameworks and methodologies that are
increasingly being used in intervention development, particularly in health settings. This omission is notable given
the paper’s focus on parent perspectives in intervention development and content and its implications for
intervention design. The growing body of literature on co-design in paediatric rehabilitation, provides important
methodological context for this work and would help position the findings within the broader movement towards
participatory intervention development.

Making more explicit connections to the family-centred care and co-design literature would help readers understand
how this study contributes to the specific area of family involvement in paediatric acquired brain injury
interventions, as well as the broader methodological evolution towards more inclusive intervention development
approaches.

Discussion

Clinical implications

The authors begin the Clinical Implications section with the statement that "while this review does not directly
inform clinical practice, it offers insights into what parents/carers want from future interventions and what they
found valuable about existing ones.” This appears to undervalue the clinical significance of their findings. The results
of this review have very important and direct clinical implications. The systematic synthesis of parent perspectives
clearly highlights the preferences and needs of families and what they want from interventions, information that
clinicians working with families can directly consider and apply in their clinical work.

Conclusion

The first sentence in the conclusion states “This review highlights the pivotal role of parents/carers in supporting CYP
with ABI”. Consider changing this to “This review highlights the pivotal role of parents/carers in developing
interventions that support CYP with ABI and their families....”. This would more accurately reflect the focus on the

study on parent perspectives and involvement in intervention development and content.

Overall, | commend the authors for an excellent piece of work and | hope that my recommendations add to the
usefulness of the study findings to guide clinical practice and future research.

Editor's Comments to Author:

Follow us on twitter @DisabilityRehab
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Appendix C. SearchTerms Usedor MEDLINE Searches

Table Al. Search Terms Used for MEDLINE Searches

128

Search Search Terms

ID#

S1 TI famil* OR AB famil*

S2 Tl relative OR AB relative

S3 Tl parent OR AB parent

S4 TI mother OR AB mother

S5 Tl father OR AB father

S6 Tl carer OR AB carer

S7 Tl caregiver OR AB caregiver

S8 (MM fFamilyd) OR (MM fAParents®) OR (MM fiCaregivers)

S9 S1 OR S2 OR S3 0OR S4 OR S5 OR S6 OR S7 OR S8

S10 Tl child* OR AB child*

S11 Tl adolescent OR AB adolescent

S12 Tl youth OR AB youth

S13 Tl teen OR AB teen

S14 TI fiyoung persod OR AB fiyoung person

S15 Tl fiyoung people OR AB fiyoung peoplé

S16 Tl fiyoung aduld OR AB fiyoung adulb

S17 Tl toddler OR AB toddler

S18 Tl infant OR AB infant

S19 Tl preschool* OR AB preschool*

S20 (MM finfant+0) OR (MM AChild+0) OR (MM fAYoung Adult) OR (MM
fAdolescend)

S21 S10 OR S11 OR S12 OR S13 OR S14 OR S15 OR S16 OR S17 OR S18 (

S19 OR S20
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S22 TI Abrain injur*0 OR AB fibrain injur*o

S23 TI fhead injurd OR AB fihead injurd

S24 (MM fBrain Injurie®) OR (MM fiBrain Injuries, Traumati® OR (MM fiHead
Injuries, Penetratingg OR (MM fiBrain Injuries, Diffusé) OR (MM fiHead
Injuries, Closed) OR (MM fCraniocerebral Traunga

S25 S22 OR S23 OR S24

S26 Tl feasibility OR AB feasibility

S27 Tl acceptability OR AB acceptability

S28 Tl ficase studd OR AB ficase studd

S29 Tl ethnograph* OR AB ethnograph*

S30 TI phenomenolog* OR AB phenomenolog*

S31 Tl narrative OR AB narrative

S32 TI Agroundedheor*o OR AB figrounded theoid

S33 TI idiscourse analy$*OR AB fdiscourse analys¥

S34 Tl Acontent analysh OR AB ficontent analysd

S35 TI fithematic analys OR AB fithematic analysy

S36 Tl Alived experience OR AB flived experience

S37 Tl ffocus group OR AB fifocus group

S38 Tl questionnaire OR AB questionnaire

S39 Tl survey OR AB survey

S40 Tl interview OR AB interview

S41 Tl observ* OR AB observ*

S42 (MM fGrounded Theory) OR (MM fiFocus Groupd OR (MM fiFeasibility
Studie®) OR (MM fiPatient Acceptance of Health Care

S43 S26 OR S27 OR S28 OR S29 OR S30 OR S31 OR S32 OR S33 OR S34 (
S35 OR S36 OR S37 OR S38 OR S39 OR S40 OR S41 OR S42

S44 Tl qualitative OR AB qualitative

S45 TI mixed method OR AB mixed method
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S46 (MM fQualitative Research OR (MM fiHermeneutics)
S47 S44 OR S45 OR S46

S48 S9 AND S21 AND S25

S49 S9 AND S21 AND S25 AND S43

S50 S9 AND S21 AND S25 AND S47

Note TI = title; AB = abstract; MM = MeSH term.
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Appendix D. PRISMA 202@hecklist

Table A2. PRISMA 2020 Checklist

PRISMA 2020 Checklist

PRISMA

;f" M Checklist item
TITLE
Title 1 l Identify the report as a systematic review.
ABSTRACT
Abstract 2 l See the PRISMA 2020 for Abstracts checklist.
INTRODUCTION
Rationale 3 | Describe the rationale for the review in the context of existing knowledge.
Objectives 4 | Provide an explicit statement of the objective(s) or question(s) the review addresses.
METHODS
Eligibility criteria 5 | Specify the inclusion and exclusion criteria for the review and how studies were grouped for the syntheses
Information 6 | Specify all databases, registers, websites, organisations, reference lists and other sources searched or consulted to identify studies. Specify the
sources date when each source was last searched or consulted
Search strategy 7 | Present the full search strategies for all databases, registers and websites, including any filters and limits used.
Selection process 8 | Specify the methods used to decide whether a study met the inclusion criteria of the review, including how many reviewers screened each record
and each report retrieved, whether they worked independently, and if applicable, details of automation fools used in the process.
Data collection 9 | Specify the methods used to collect data from reports, including how many reviewers collected data from each report, whether they worked
process independently, any processes for obtaining or confirming data from study investigators, and if applicable, details of automation tools used in the
process.
Data items 10a | List and define all outcomes for which data were sought. Specify whether all results that were compatible with each outcome domain in each
study were sought (e.g. for all measures, time points, analyses), and if not, the methods used to decide which results to collect
10b | List and define all other variables for which data were sought (e.g. participant and intervention characteristics, funding sources). Describe any
assumptions made about any missing or unclear information.
Study risk of bias 11 | Specify the methods used to assess risk of bias in the included studies, including details of the toecl(s) used, how many reviewers assessed each
assessment study and whether they worked independently, and if applicable, details of automation tools used in the process.
Effect measures 12 | Specify for each outcome the effect measure(s) (e.g. risk ratio, mean difference) used in the synthesis or presentation of results.
Synthesis 13a | Describe the processes used fo decide which studies were eligible for each synthesis (e.g. tabulating the study intervention charactenistics and
methods comparing against the planned groups for each synthesis (item #5)).
13b | Describe any methods required to prepare the data for presentation or synthesis, such as handling of missing summary statistics, or data
CONVersions.
13c | Describe any methods used to tabulate or visually display results of individual studies and syntheses.
13d | Describe any methods used to synthesize results and provide a rationale for the choice(s). If meta-analysis was performed, describe the
model(s), method(s) to identify the presence and extent of statistical heterogeneity, and software package(s) used
13e | Describe any methods used to explore possible causes of heterogeneity among study results (e.g. subgroup analysis, meta-regression)
13f | Describe any sensitivity analyses conducted o assess robusiness of the synthesized results.
Reporting bias 14 | Describe any methods used to assess risk of bias due to missing results in a synthesis (arising from reporting biases).
assessment
Certainty 15 | Describe any methods used to assess certainty (or confidence) in the body of evidence for an outcome.

assessment
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&
~m.  PRISMA 2020 Checklist

PRISMA

Section and

Topic Checklist item
RESULTS
Study selection 16a | Describe the results of the search and selection process, from the number of records identified in the search to the number of studies included in
the review, ideally using a flow diagram.
16b | Cite studies that might appear to meet the inclusion criteria, but which were excluded, and explain why they were excluded.
Study 17 | Cite each included study and present its characteristics.
characteristics
Risk of bias in 18 | Present assessments of risk of bias for each included study.
studies
Results of 19 | For all outcomes, present, for each study: (a) summary statistics for each group (where appropriate) and (b) an effect estimate and its precision
individual studies (e.g. confidence/credible interval), ideally using structured tables or plots.
Results of 20a | For each synthesis, briefly summarise the characteristics and risk of bias among confributing studies
syntheses 20b | Present results of all statistical syntheses conducted. If meta-analysis was done, present for each the summary estimate and its precision (e.g
confidence/credible interval) and measures of statistical heterogeneity. If comparing groups, describe the direction of the effect.
20c | Present results of all investigations of possible causes of heterogeneity among study results.
20d | Present results of all sensitivity analyses conducted to assess the robustness of the synthesized results.
Reporting biases 21 | Present assessments of nsk of bias due to missing results (arising from reporting biases) for each synthesis assessed.
Certainty of 22 | Present assessments of certainty (or confidence) in the body of evidence for each outcome assessed.
evidence
DISCUSSION
Discussion 23a | Provide a general interpretation of the results in the context of other evidence.
23b | Discuss any limitations of the evidence included in the review.
23c | Discuss any limitations of the review processes used.
23d | Discuss implications of the results for practice, policy, and future research.

OTHER INFORMATION

Registration and 24a | Provide registration information for the review, including register name and registration number, or state that the review was not registered.
protocol 24b | Indicate where the review protocol can be accessed, or state that a protocol was not prepared.
24c | Describe and explain any amendments to information provided at registration or in the protocol.
Support 25 | Describe sources of financial or non-financial support for the review, and the role of the funders or sponsors in the review.
Competing 26 | Declare any competing interests of review authors.
interests
Availability of 27 | Report which of the following are publicly available and where they can be found: template data collection forms; data extracted from included
data, code and studies; data used for all analyses; analytic code; any other materials used in the review.
other materials
From: Page MJ, McKenzie JE, Bossuyt PM, Boutron |, Hoffmann TC, Mulrow CD, et al. The PRISMA 2020 it an updated ine for reporting systematic reviews. BMJ 2021,372:.n71. doi:

10.1136/bm].n71. This work is licensed under CC BY 4.0. To view a copy of this license, visit hitps-/icreativecommons orag/licenses/by/4.0/
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Appendix E. Quality Assessment Criteria

C hf P ‘, www,casp-uk.net
J info@casp-uk.net
Critical Appraisal

Skills Programme Summertown Pavilion, Middle
Way Oxford OX2 7LG

CASP Checklist: 10 questions to help you make sense of a Qualitative research

How to use this appraisal tool: Three broad issues need to be considered when appraising a
qualitative study:

[\ Are the results of the study valid? (Section A)
l\ What are the results? (Section B)
l\ Will the results help locally? (Section C)

The 10 questions on the following pages are designed to help you think about these issues
systematically. The first two questions are screening questions and can be answered quickly.
If the answer to both is “yes”, it is worth proceeding with the remaining questions. There is
some degree of overlap between the questions, you are asked to record a “yes”, “no” or
“can’t tell” to most of the questions. A number of italicised prompts are given after each
question. These are designed to remind you why the question is important. Record your

reasons for your answers in the spaces provided.

About: These checklists were designed to be used as educational pedagogic tools, as part of a
workshop setting, therefore we do not suggest a scoring system. The core CASP checklists
(randomised controlled trial & systematic review) were based on JAMA 'Users’ guides to the
medical literature 1994 (adapted from Guyatt GH, Sackett DL, and Cook DI}, and piloted with
health care practitioners.

For each new checklist, a group of experts were assembled to develop and pilot the checklist
and the workshop format with which it would be used. Over the years overall adjustments
have been made to the format, but a recent survey of checklist users reiterated that the basic
format continues to be useful and appropriate.

Referencing: we recommend using the Harvard style citation, i.e.: Critical Appraisal Skills

Programme (2018). CASP (insert name of checklist i.e. Qualitative) Checklist. [online] Available
at: URL. Accessed: Date Accessed.

©CASP this work is licensed under the Creative Commons Attribution — Non-Commercial-
Share A like. To view a copy of this license, visit http://creativecommeons.org/licenses/by-nc-
sa/3.0/ www.casp-uk.net

Critical Appraisal Skills Programme (CASP) part of Oxford Centre for Triple Value Healthcare www.casg—uk.net
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CNhSP

Paper for appraisal and reference:

Section A: Are the results valid?

Yes
Can'tTe
Mo
Comments:
2. Yes
Can'tTe
No
Comments:
|s it worth continuing?
3 Yes
Can't Te
Mo

Comments:




ParentCarerPerspectives on Gproduced ABI Interventions 135

CNSP

Critical Appraisa

; Programme

4, Was the recruitment Yes HINT: Consider
strategy appropriate to s [f the researcher has explained how the
the aims of the Can't Tell participants were selected
research?

No ey selec he most

e |f ther y discussions around
recruitment (e.g. why some people
chose not to take part)

Comments:

5. Was the data collected in Yes HINT: Consider
a way that addressed the = If the setting for the data collection was
research issue? Can't Tell justified

e [fitis clear ho
No focus group, s
# |f the researcher has justified the methods
chosen
as made the methods
g. for inten is there
an indication o /
conducted, or did they use a to
Comments:




ParentCarerPerspectives on Gproduced ABI Interventions 136

; the relationship Yes
en researcher and
participants e Can’t Tell
adequately considered?
No
Comments:
Section B: What are the results?
7. Have ethical issues been Yes
taken into consideration?
Can't Tell
No

Comments:
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8. Was the data analysis
sufficiently rigorous?

Yes

Can't Tell

No

HINT: Consider
s [fthere is an in-depth description of the
analysis process

« |f thematic analysis is used.

how the categories/theme

r
a

were der

from the data

original sample to demonstrate the analysis
process

s |f sufficient data are presented to support
the findings

s To what extent contradictory data are
taken into account

s Whether the researcher critically examined
their own role, potential bias and influence
during analysis and selection of data for
presentation

Comments:

9. Is there a clear statement
of findings?

Yes

Can't Tell

Mo

HINT: Consider whether

s [f the findings are explicit

¢ |[fthere is adequate discussion of the
evidence both for and against the

s arguments
e [f the researcher has discussed the
credibility of their findings (e.g.
triangulation, respondent validation, more
than one analyst)

¢ [f the findings are discussed in relation to
the original research question

researcher

Comments:
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Section C: Will the results help locally? |

10. How valuable is the

research?

Comments:
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Appendix F. Snapshot of NViv@odeboolduring Stage 3 ofnalysis

® Name

=) To acquire the knowledge and skills to support their family post ABI

=-() 01DT6 What is learned, who is learning

O Intx that inform, educate other key actors in injured CYP's life

(O To gain wide breadth of evidence-based knowledge, theory, skills & stra
02 DT1 How learning happens

(O Accessible and engaging intervention content

(O Direct involvement of CYP in interventions

(O Experienced professionals to develop and deliver interventions
(O Flexibility and adaptation to individual needs

(O Focus on quality over guantity

(O Opportunities to practice and interact
03 DT2 The delivery, design & structure of inbec

(O 01 Session structure, timing & accessibility

(O 02 Parent+carer invelvement & comm in intx

=- () To feel supported

=

DescThm 3 To feel supported; ongoing nature of adjustment = ongoing nee
(O Access, signposting to sources of support that are independent from, or
(O Intx to be available at the ‘right” time in the recovery journey

(O Opportunities for between-session work & reflection
DescThm 4 To feel supported; making connections, having safe spaces

Access to mental health, emotional support
Access to peer support, a support group

Intx to be safe spaces for CYP & their families

©) e} (©) |(a]

Safe spaces in which to share, process their CYP's injury
(O Tocome to terms w the CYP's injury, implications for future, the 'new no

(O To connectw & learn from others like them w similar experiences
DescThm 5 Proactive engagement by impertant others

(O Proactive, responsive communication bn CYP & family & other key acto

(O Schocls to be (proactively) involved in CYP's return to education

(O To be proactive & active participants in their CYP's return to, partici
To maintain strong, open communication w parents, carers

To make adjustments for their CYP for the short & longer term

O OO0

To understand Bl & its consequences

« 2 Files

0

0

References

0

22
22

39

15

23

25
26

Creat
21/1

111

30/1
30/1
11
301
30/1
30/1
30/1
311
30/1
111

22/1
22/1
21/1
1N
301
30/1
30/1
11
301
30/1
311
30/1
301
301
11
311
311
311
311
31/1
311

Creat

Ds

DS

DS
DS

Ds

DS
DS
DS
Ds
DS
DS

DS

DS
Ds

DS

Ds

DS
DS
DS

Ds

DS
DS
DS
DS
DS
DS

Ds

DS

Ds

DS

Ds

DS
DS

Modi
21/1

21/1

311
31/1
211
21/
211
211
211
21/
211
211

22/1
22/1
21/1
14/1
31/
311
311
14/1
31/
311
311
311
311
3N
14/1
311
111
311
311
3N
311
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Modi
DS

DS

DS

DS
DS

DS
DS
DS
Ds
DS

DS
DS

DS

Ds
DS
DS

DS
DS

DS
DS

DS
DS
DS
Ds
DS
DS
Ds
DS
Ds
DS
Ds

DS

DS
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Appendix G. Strategies to improve understanding, communication, and support for families of CYP with ABI

Table A3. Strategies to improve understanding, communication, and support for families of CYP with ABI

Key strategy

Description

lllustrative quotes

Proactive and
responsive
communication

Consistent, open dialogue with healthcare provider:
and educators to addres
particularly during transitions such as returning to
school

fiThere should have been some direct communication between hospits
school. School knew nothing about what had happened or what shoult
in placed (parent of CYP with ABI; Bennett et al., 2023, p. 633)

Tailored educational
support

Adjustments such as reduced hours, regular breaks
counselling, and exam accommodations to meet th
unique academic and emotional needs of CYP with
ABI

il woul dove |iked teachers to fc
report, by giving [CYP] time to process the subject matter... and
understand how fatigued he wouldlfparent of CYP with ABI; Bennett
et al., 2023, p. 631)

Sustained longerm
adjustments

Ensuring schools maintain accommodations over ti
rather than reverting to piejury expectations

fiTake note and implement recommendations from the [Brain Injury
Specialist] and parents, andé m
forget them after the first few weéKparent of CYP with ABI; Bennett et
al., 2023, p. 629)

Recognising hidden
challenges

Raising awareness among educators and peers ab
the invisible nature of ABI and its cognitive,
emotional, and physical impacts

ust the tip of t
youodr e Oofpargrihadf PBT g

irfThe tumor was |
to deal with as
survivor; Raj et al., 2018, p. 191)

Investing in training
and awareness

Providing educators with training to better understa
ABI and its longterm effects on CYP

fiuntil the brain injury specialist went into school, they were clueless...
think itdéds easy for them to for
AB1l i s a(patent of iC¥Prwith ABI; Bennett et al., 2023, p. 634)
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Appendix H. Knowledge and skills parents/carers seek to support family functioning and educate others

Table A4. Knowledge and skills parents/carers seek to support family functioning and educate others

Focus area Key knowledge and skills lllustrative quotes

Supporting Tools for managing conflict and navigating shifting family fAs a family we had zero suppo

family dynamics; strategies to improve communication and addres there was no one that came to us. We had to go and pay people tc

functioning trauma or grief us as [a] family, because it made an impact on our lives a® well
(mother of teenage boy with TBI; JaceWguzi Khuabi et al., 2019, p.
9).

Empowering Advocacy strategies for navigating systems (e.g., educatior iWwe 6 ve got [ a] common | anguage

parents/carers  healthcare); positive parenting technigues that balance social situationé (female caregiver of Xgearold girl with ABI;

independence with discipline; salére strategies to manage Gilmore et al., 2023, p. 4)
stress, build resilience, and sustain ability to support CYP

Educating others Rai si ng awareness of ABI 6s AOur biggest problem has been
about ABI stigma; providing structured resources for teachers, peers, challenges seriously, because she does not look disglpiadent of
extended family PBT survivor; Raj et al., 2018, p. 191)
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Appendix I. Key components of effective learning and engagement in interventions

Table A5. Key components of effective learning and engagement in interventions

Key component

Description

Examples with illustrative quotes

Knowledgeable
professionals

Clinicians who are empathetic, knowledgeabl
and skilled at building trust, offering clear
guidance, and tailoring interventions to family
needs

Clinicians skilled at addn&ssiahge
have a lot of questions, and having somebody to be able to ask those ques
to and give you t he ©@othiepaof I5yedrdida t
stroke survivor; Drake et al., 2024, p. 10)

Parent/carer
involvement in
intervention design

Opportunities for parents/carers to participate
developing and shaping interventions to meet
family needs

Col | abor at i v elfodnd isexaifing togoe apareads is And iihen
webve mentioned somet hing, itose b
(father of teenage girl with ABI; Svendsen et al., 2023, p. 6)

Flexible delivery

Interventions that accommodate individual
family needs, allowing participants to engage
their own pace

Selfpaced desi gn e Nabduld g ad nhuehor ab little. i
you can pick up where you left off. So you can consume it all at once in lar
chunks, or you can consume it in small chorfksother of 16yearold with

TBI; Drake et al., 2024, p. 8)

Engaging and
accessible content

Use of tools such as visual aids, interactive
apps, and personalised activities to ensure
clarity and relevance to CYP and families

Annotated sl i des anlbvepsgideshow laaha s e d
especially with the annotating in
feel more engag@dAl-Hakeem et al., 2024, p. 222)

Practical learning
opportunities

Approaches that combine theory with haiots
application during sessions and at home, suc
role-plays and interactive exercises

Rolepl ays t o dpplhyi ntkh d droys:
then try to apply it ¢é briefly in
think that 6s amaherofd3yeaecld gid with RPCS Al e
Hakeem et al., 2024, p. 223)

ifmport ant

Active CYP
involvement

Including CYP in planning and goaétting to
ensure interventions are meaningful and
encourage participation

Coll aborative dltanwaisngr ewiyt i mpYR:t a
[CYP] in the teamé it [was] i mpor
himo (father of teenage boy with ABI; Svendsen et al., 2023,.p. 7)
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Appendix J. Author Guidelinesfor Journal of Health Psychology

Irntended for healthcare professionals

SageJournals
Journal of Health Psychology

Impact Factor: 2.5

ZYear Impact Factor. 2.9
Submission guidelines

Y N N
(i | Submit manusecript
A

Please read the glliuel'nes in full before submitting your manuscript.
Manuscripts not conforming te these guidelines may be returned.

Visit Submission Site [}

This Journal is a member of the Committee on Publication Ethics,

The Journal recommends that authors follow the Recommendations for the Conduct, Reporting, Editing, and Publication of Scholardy Work in Medical Journals

formulated by the International Committee of Medical Journal Editors (ICM]E).

Sage |s committed to upholding the integrity of the acadernic record. We encourage authors to refer to the Committee on Publication Ethics' International
Standards for Authors and view the author responsibilities section on the Sage Journal Author Gateway.

We also encourage you to familiarize yourself with our Editorial Policles and our Publication Ethics Policies.

sage Publishing disseminates high-guality research and engaged scholarship globally, and we are committed to diversity and inclusion in publishing, We
encourage submissions and peer review from a diverse range of authors and reviewers from across all countries and backgrounds. Bead our diversity, eguity,

and indlusion pledge.
There are no fees payable to submit or publish in this journal. Open access options are available = see below.
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either discounted or free of charge depending on the agreement with Sage. Find out if your institution is participating by visiting Open Access Agreements
at Sage. Open Access agreement eligibility is determined by the corresponding author’s affiliation matching an agreement at acceptance. For more
information on Open Access publishing options at Sage please yisit 53¢ Open Access,

For information on funding body compliance, and depositing your article in repeositories, please yisit Sage’s Author Archiving and Re-Use Guidelines and
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Open access fees do not cover page or color charges and are charged separately.
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wr article must be within the scope of the journal and be of sufficient quality, If not, it will not be reviewed. Please read the journal's Aims and Scope to
see if your article is appropriate.
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Due to the volume of submissions, your submission may be recommended for transfer to other Sage journals rather than be reviewed.

The abstract word limit is 150 words for all article types. Abstracts must be unstructured (i.e., no subheadings are required). The abstract text must be
included in the main manuscript file.

The manuscript must be your original work, you must have the rights to the work, and you must have obtained and be able to supply all necessary
permissions for the reproduction of any copyright works not owned by you, including figures, illustrations, tables, lengthy quotations, or other material
previously published elsewhere.

Article types
(a) Full-length Reports on empirical studies, The word limit including the reference list and tablesffigures for this article type is a maximum of 8,000 words,
(b) Rapid Reports on empirical studies. The word limit including the reference list and tables/figures for this article type is a maximum of 4,000 words.
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Appendix K. Participant Information Sheet

[E University of
East Anglia

Participant Information Sheet

Research title: Wool and stones: Using creative materials to develop family narratives
following child brain injury

You are being invited to take part in a research study. Before you decide whether to take
part, it is important for you to understand why the research is being done and what it will
involve. Please take time to read the following information carefully and discuss it with your
wider family including, if appropriate, your injured child. Please ask us if there is anything
that is not clear or if you would like more information.

What is the purpose of this study?

The purpose of this study is to find out how to support parents/carers of children with brain
injury make sense of their own experiences. This study is important because the needs of
families are not always recognised after brain injury. Furthermore, we do not know what
helps families in their process of adjustment to life after brain injury. In this study, we will
use an approach called ‘wool and stones’. This is a novel creative approach that may help
you to express how brain injury has affected your own life. We will explain more about the
‘wool and stones’ approach later in this information sheet.

Who is conducting the study?
This study is being led by Lauren Davies and Debra Spencer from the University of East
Anglia (UEA) to fulfil the requirements of the Doctorate in Clinical Psychology.

Why have you been invited?

You have been invited to participate in this research because you are the parent or carer of
a child who had a brain injury more than 18 months ago and was between the ages of 2 and
19 years when the injury occurred. To be able to take part in this study, you must be able to
provide informed consent and be willing to take part in the ‘wool and stones’ approach.

What will taking part involve?

After you have provided consent to participate, we will invite you to two meetings, spaced
approximately one week apart, on days and at times that are convenient for you. We can
arrange for you to visit us at ||| | | QRN in Cambridge or a mutually convenient
community space, or we can visit you in your home. We will discuss these options with you
with regards to your preference but also considering the practicalities of the research.

Your first meeting will be with Lauren. This session will be a bit like an interview but also
involves engaging in an activity. You will be invited to use a selection of wool and stones to
help you explain how your child's brain injury has affected your own life and asked some
open-ended questions about your experience of caring for a child with brain injury. The
session will last approximately 45 to 90 minutes and will be audio recorded. We will also ask
you if we can video record the session; however, this is optional. If you agree, we will aim to
record the process of you interacting with the creative materials and will aim to avoid
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recording identifiable features such as your face. At the end of the session Lauren will take a
photograph of your ‘wool and stones’ creation. You are also welcome to take your own
photograph and/or take your creation home with you along with some of the remaining
materials.

The second meeting will be with Debra and will take place approximately one week after the
first. This second meeting will be an interview about how you felt using the ‘wool and
stones’ approach, whether you feel this approach may be helpful for others and what
improvements could be made to make it more helpful. This interview will also take
approximately 45 to 90 minutes and be audio recorded. At the end of the interview, Debra
will invite you to keep the box of ‘wool and stones’ materials if you would like to and give
you a £20 shopping voucher as a token of gratitude.

What is the ‘wool and stones’ approach and what will you be asked to do?

You will be given a selection of wool and stones that vary in colour, texture and size and will
be invited to use them to help you share your experiences. Lauren will support and guide
you through the process of using the wool and stones to tell your story of how life has been
for you following your child’s brain injury. There is no right or wrong way to engage with the
materials. A similar approach has been used with stroke patients and their carers and was
found to be helpful.

Do you have to take part?

No, it is up to you to decide. Your decision will not affect the care you or your child receives
in any way. If you do decide to take part, you will be asked to sign a consent form to show
that you have agreed to take part. However, you are free to withdraw from the study at any
time without giving a reason.

How will we use information about you?

We will need to use information from you for this research project. This information will
include your name, contact details and demographic information such as your gender and
ethnic background. People 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 data will be linked to a code number 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 a way that no one can work out
that you took part in the study.

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.

* 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.

+ If you agree to take part in this study, you will have the option to take part in future
research using your data saved from this study.
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Where can you find out more about how your information is used?

You can find out more about how we use your information:

e At www.hra.nhs.uk/information-about-patients/

® By asking one of the research team

® By sending an email to the sponsor’'s data protection team on dataprotection@uea.ac.uk

Whe will have access to the research data?

The recordings from the study will be stored on a secure server at the University of East
Anglia and will be managed by Lauren and Debra. The recordings will be transcribed by
Lauren and Debra using General Data Protection Regulation (GDPR)-compliant transcription
software and the resulting transcriptions stored on a secure server at the University of East
Anglia. Information that might identify you or your family (e.g., names of people or places)
will be removed from the transcriptions. Research data, including personal information such
as your name and contact details, will be accessed by Lauren and Debra and by their primary
and secondary supervisors, Dr Fergus Gracey and Dr Kiki Mastroyannopoulou, respectively,
both of whom are hased at the University of East Anglia. Anonymised research data will be
shared with the wider research team, including Lauren and Debra’s external supervisor, Dr
Charlie Whiffin, who is based at the University of Derby. Identifiable information about you
will be kept for ten years after the study has finished.

What will you do with the research findings?

The research findings will be reported in two doctoral theses, which will be accessible to the
public through the library at the University of East Anglia. Some of the findings may be
published in peer-reviewed journals or presented at scientific meetings or in talks at
academic institutions. We also will share a summary of our results with you and the other
participants in this study. Anonymised quotations and photos of ‘wool and stones’ creations
will be included in these publications or presentations.

Are there any benefits to taking part?

There is no direct therapeutic benefit to taking part in this study. However, we know from
past research that participating in this type of study and/or having an opportunity to share
one's story can be a positive experience for some people. Also, we hope that this study will
provide us with information about innovative ways to support the needs of parents and
carers after brain injury.

Are there any potential risks in taking part?

We do not anticipate any significant risks in taking part in this study. However, it is possible
that you may find talking about your experiences emotionally difficult. If at any time you
feel upset, we can pause for a few minutes, or you may wish to stop altogether or withdraw
from the study. Lauren and Debra are experienced mental health professionals and
therefore will be able to provide sensitive support as needed. Please note that, if you say
anything that makes us concerned for your safety or the safety of others, we may be
obligated to inform the appropriate authorities and/or fallow local safeguarding procedures.
If this is the case, we will discuss it with you at the time.
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Where can you go for further support?

The organisations listed overleaf provide help, advice and support to individuals in distress.
You can also reach out to your GP and/or self-refer for support with your local wellbeing
service www.wellbeingnands.co.uk/norfolk/get-support/register-with-our-services/.

Child Brain Injury Trust Mind

A charity for families and professionals A mental health charity
supporting children affected by brain injury T: 0200123 33093

T: 0303 303 2248 E: info@mind.org.uk

W: www.childbraininjurytrust.org.uk W: www.mind.org.uk

Headway Samaritans

Supporting people with a brain injury and those Mental wellbeing support help line
who care about them T: 116 123

T:01223 576550 E: jo@samaritans.org

E: info@headway-cambs.org.uk W: www.samaritans.org

W: www.headway-cambs.org.uk

Participation in future, related research

If you are interested in participating in future research on this or related topics, you can
indicate this on the consent form. If you consent to being contacted, we will store your
name and contact details (e.g., mobile number, email address) on a password-protected
spreadsheet. This information will be retained for a maximum of ten years. During this time,
it will be securely stored on an encrypted network drive at UEA. The person responsible for
looking after these data will be Lauren and Debra’s primary supervisor, Dr Fergus Gracey.

Who has reviewed the study?

All research in the NHS is looked at by an independent group of people, in the form of a
Research Ethics Committee, to protect your rights and to ensure your safety, wellbeing, and
dignity. This study was reviewed and given a favourable opinion by the South Central —
Berkshire Research Ethics Committee (reference number 23/5C/0068).

Who is sponsoring this study?
The University of East Anglia is sponsoring this study. The study is being hosted by

What if you have a concern or complaint?

If you have a concern about any aspect of the study, please contact Lauren or Debra in the
first instance. If you do not wish to speak with them, please contact Dr Fergus Gracey using
the details below. If you continue to have concerns or wish to make a formal complaint
about the research team or any aspect of the conduct of this study, please contact the Head
of the Department of Clinical Psychology and Psychological Therapies at UEA, Professor Niall
Broomfield (n.broomfield@uea.ac.uk). If you wish to raise concerns or make a formal
complaint about how your data is stored or used, please contact the Data Protection team
at UEA (dataprotection@uea.ac.uk).
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Thank you for considering taking part in this study. Research depends on the goodwill and
generosity of potential participants such as you. If you require further information, we will
be pleased to help you in any way we can. You can contact us using the details below:

Lauren Davies

Trainee Clinical Psychologist

Department of Clinical
Psychology and
Psychological Therapies

University of East Anglia

Norwich Research Park

Norwich, NR4 7TJ

T:

E: lauren.davies@uea.ac.uk

Wool and stones - PIS

Debra Spencer

Trainee Clinical Psychologist

Department of Clinical
Psychology and
Psychological Therapies

University of East Anglia

Norwich Research Park

Norwich, NR4 7T)

T:

E: debra.spencer@uea.ac.uk
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Dr Fergus Gracey

Clinical Associate Professor
in Clinical Psychology

Department of Clinical
Psychology and
Psychological Therapies

University of East Anglia

Norwich Research Park

Norwich, NR4 7T)

E: f.gracey@uea.ac.uk
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Appendix L. Recruitment Materials

Recruitment poster

Are you the parent/carer of a child with brain injury?
We are exploring a novel creative approach for sharing your experiences

& Would you like to help co-design
a novel creative approach to
understanding parents’/carers’
own experiences following child
brain injury?

& The study involves two parts,
each lasting approximately 45 to
90 minutes

@ If you complete the study, you
will receive a £20 voucher as a
token of gratitude

@ Please contact
lauren.davies@uea.ac.uk or
debra.spencer@uea.ac.uk for
more information

University of , .
”:\ s “ - Wool and stones poster, v1, 27-Jan-23
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Wording used for recruitment

Wording for recruitment materials:

Social media e.g., Twitter, Facebook

Are you a parent/carer of a child aged 2 to 19 years who suffered a #braininjury no less than 18
months ago? Would you like to be involved in co-designing a novel creative approach to help
parents’/carers’ tell their stories about their child’s injury? See image below: [study poster]

*hashtags to be removed for Facebook

Wording for newsletter and website adverts and for email distribution lists

What is the purpose of the research?

We are looking for parents/carers of children with an acquired brain injury (ABI) to help us with co-
designing a novel approach for sharing experiences following brain injury. We know that
parents/carers of children with ABI have unique experiences above and beyond those directly linked
to their injured child and that these experiences can be difficult to make sense of or talk about.

Who can participate?
Parents/carers of a child who sustained a brain injury no less than 18 months ago. Your child will
need to have been aged between 2 and 19 years at the time the injury was sustained.

What does participating in the research involve?

You will be invited to two sessions, spaced approximately one week apart, on days and times that
are convenient for you. During the first session, we will invite you to use a novel creative materials-
based approach, which we are calling ‘wool and stones’, to tell us about your experience of caring
for a child with ABI. Then a week or so after this, we will invite you to attend an interview, during
which we will ask you about what it was like for you to tell us your story in this way. The information
you provide will help us to understand whether a creative materials-based approach such as the
‘wool and stones’ approach could be helpful to families and, if so, how it might best be offered.

Each session will last approximately 45 to 90 minutes and can take place at a location that works for
you and meets the practicalities of the research. We will give each participant who completes the
study a £20 shopping voucher as a token of our thanks — plus you will be able to take away a digital
picture of your ‘wool and stones’ creation and the box of materials that you used to make it.

How can | find out more?
To find out more, please contact one of the researchers. We are Lauren (Lauren.Davies@uea.ac.uk)
and Debra (Debra.Spencer@uea.ac.uk) and we look forward to hearing from you!

Wool and stones — Wording for recruitment materials Version 2, 21-Feb-23
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Appendix M. Ethical Approvals for Empirical Study

NHS REC approval for empirical study

NHS

Health Research
Authority

South Central - Berkshire Research Ethics Committee
Bristol REC Cenfre
Temple Quay House

2 The Square
Temple Quay
Bristol
BS16PN
Please note: This is the
favourable opinion of the
REC only and does not allow
you to start your study at NHS
sites in England until you
receive HRA Approval
27 March 2023
Dr Fergus Gracey
Department of Clinical Psychology and Psychological Therapies
Norwich Medical School, University of East Anglia
Norwich Research Park, Norwich
NR4 7TJ
Dear Dr Gracey
Study title: Wool and Stones: Using creative materials to develop
family narratives following child brain injury
REC reference: 23/8C/0068
Protocol number: To be determined
IRAS project ID: 322225

The Research Ethics Committee (REC) reviewed the above application at the meeting held
on 21 March 2023. Thank you for attending to discuss the application.

Ethical opinion

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

Good practice principles and responsibilities

The UK Policy Framewaork for Health and Social Care Research sets out principles of good
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. reqistering research studies
2. reporting results
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NHS

Health Research
Authority

3. informing participants
4 sharing study data and tissue

Conditions of the favourable opinion

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

Confirmation of Capacity and Capability (in England, Northern Ireland and Wales) or NHS
management permission (in Scotland) should be sought from all NHS organisations involved
in the study in accordance with NHS research governance arrangements. 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 permissions from host
organisations.

Reaqistration 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
publicly accessible database within six weeks of recruiting the first research participant. 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 trial of an investigational medicinal product and an investigational medical
device

« other clinical trial to study a novel intervention or randomised clinical trial to compare
interventions in clinical practice.

Failure to register a clinical trial is a breach of these approval conditions, unless a deferral
has been agreed by the HRA (for more information on registration and requesting a deferral
see: Research registration and research project identifiers).

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.

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.
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NHS

Health Research
Authority
Should you wish to provide a substitute contact point, make a request to defer, or require

further information, please visit: hittps://www_hra.nhs uk/planning-and-improving-
research/application-summaries/research-summaries/

N.B. If your study is related to COVID-19 we will aim to publish your research
summary within 3 days rather than three months.

During this public health emergency, it is vital that everyone can promptly identify all relevant
research related to COVID-19 that is taking place globally. If you haven't already done so,
please register your study on a public registry as soon as possible and provide the REC with
the registration detail, which will be posted alongside other information relating to your
project. We are also asking sponsors not to request deferral of publication of research
summary for any projects relating to COVID-19. In addition, to facilitate finding and extracting
studies related to COVID-19 from public databases, please enter the WHO official acronym
for the coronavirus disease (COVID-19) in the full title of your study. Approved COVID-19
studies can be found at: https:/www_hra.nhs.uk/covid-19-research/approved-covid-19-
research/

).

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:

. Notifying substantial amendments

. Adding new sites and investigators

. MNotification of serious breaches of the protocol

. Progress and safety reports

. MNotifying 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 https://www_hra.nhs uk/approvals-
amendments/manaqging-your-approval/.

Ethical review of research sites
NHS/HSC Sites

The favourable opinion applies to all NHS sites taking part in the study, subject to
confirmation of Capacity and Capability (in England, Northern Ireland and Wales) or NHS
management permission (in Scotland)being obtained from the NHS/HSC R&D office prior to
the start of the study (see “Conditions of the favourable opinion” below).

Non-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.
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NHS

Health Research

Authority
Approved documents
The documents reviewed and approved at the meeting were:
Document Version Date
Copies of materals calling attention of potential participants to the |1 27 January 2023
research [Wool and stones poster - v1, 27Jan23]
Copies of materals calling attention of potential participants to the |1 27 January 2023
research [Wording for recruitment materials - v1, 27Jan23]
Evidence of Sponsor insurance or indemnity (non NHS Sponsors 01 August 2022
only) [UEA Pl 2022-23]
Interview schedules or topic guides for participants [Topic Guide 1 27 January 2023
Part 1 - v1, 27Jan23]
Interview schedules or topic guides for participants [Topic Guide 1 27 January 2023
Part 2 - v1, 27Jan23]
IRAS Application Form [IRAS_Form_10022023] 10 February 2023
Letter from sponsor [I&mp;| Cover Letter (FG)] 06 February 2023
Other [Debriefing sheet - v1, 27¥Jan23] 1 27 January 2023
Other [Permission to share contact details - v1, 27Jan23] 1 27 January 2023
Other [Protocol Deviation Form - v1, 27.Jan23] 1 27 January 2023
Other [Screening call sheet - v1, 27Jan23] 1 27 January 2023
Other [Sources of support card - v1, 27Jan23] 1 27 January 2023
Other [UEA EL PL 2022-23] 01 August 2022
Participant consent form [Informed consent form - v1, 27Jan23] 1 27 January 2023
Participant information sheet (PIS) [Participant Information Sheet- |1 27 January 2023
v1, 27Jan23]
Research protocol or project proposal [Study protocol - v1, 27Jan23]| 1 27 January 2023
Summary CV for Chief Investigator (Cl) [Research CV - Fergus 1 27 January 2023
Gracey - v1, 27Jan23]
Summary CV for student [Research CV - Debra Spencer - v1, 1 27 January 2023
27Jan23]
Summary CV for student [Research CV - Lauren Davies - v1, 1 27 January 2023
27Jan23]
Summary CV for supervisor (student research) [Research CV - Kiki |1 27 January 2023
Mastroyannopoulou - v1, 27Jan23]
Summary CV for supervisor (student research) [Research CV - 1 27 January 2023
Charlie Whiffin - v1, 27Jan23]

Membership of the Committee

The members of the Ethics Committee who were present at the
attached sheet.

There were no declarations of interest made.

meeting are listed on the

The Committee is constituted in accordance with the Governance Arrangements for
Research Ethics Committees and complies fully with the Standard Operating Procedures for

Research Ethics Committees in the UK.

User Feedback
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NHS

Health Research
Authority

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: hitp://www.hra.nhs.uk/about-the-
hra/governance/quality-assurance/

HRA Learning

We are pleased to welcome researchers and research staff to our HRA Learning Events and
online learning opportunities— see details at: https:/www _hra_nhs uk/planning-and-improving-
research/learning/

IRAS project ID: 322225 Please quote this number on all
correspondence

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

Yours sincerely

Pp
Ms Susan Tonks
Chair
E-mail: berkshire.rec@hra.nhs.uk
Enclosures: List of names and professions of members who were present at the
meeting and those who submitted written comments

“After ethical review — guidance for researchers”

After ethical review guidance for sponsors and investigators —
Non CTIMP Standard Conditions of Approval]

Copy to: Ms Tracy Moulton

Lead Nation approvals@hra.nhs.uk
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NHS

Health Research
Authority

South Central - Berkshire Research Ethics Committee

Attendance at Committee meeting on 21 March 2023

Committee Members:

Name Profession Present Notes

Dr Rebecca Aylward Retired Consultant No
Neurologist

Ms Nicola Greenberg Clinical Pharmacist Yes

Mr Martin Hopkinson Director of risk Yes
management services

Mr William Lyse Approvals Administrator | No

Mr Daniel Charles Mace Retired Corporate Yes
Lawyer

Dr Areej Moftah Clinical Research Yes
Physician/Principal
Investigator

Mr Neil Thomas (Tom) O'Kane | Aviation Safety No
Caonsultant

Mrs Monika Rybacka-Brooke Assistant Professor of Yes
Nursing

Dr Deborah Scholey Regulatory Affairs Yes
Cansultant

Mr Dayheem Sedighi Approvals Administrator | No

Dr John Andrew Sutton Medical Director Yes

Ms Susan Tonks Clinical Research Project| Yes
Regulatory & Manager

Mrs Helen Turner Medical Writing Manager | Yes

Also in attendance:

Name

Position (or reason for attending)

Ms Benita Hallewell-Goodwin

Approvals Specialist

Mrs Charlotte Reed

Approvals Officer

Kelly Rowe

Approvals Manager

Mr Patrick Walsh
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NHS HRA approval for empirical study
















































