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Abstract 

Acquired Brain Injury (ABI) in children and young people (CYP) can lead to 

complex, long-term challenges across emotional, cognitive, physical, and social domains. 

These changes often have a profound impact on family life, with parents/carers taking on 

extensive caregiving and advocacy roles. Despite their central involvement, parentsô/carersô 

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/carers following 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 family-centred care, collaborative approaches, 

and engaging meaningfully with lived experience. 

The systematic review uses thematic synthesis to examine qualitative and mixed-

methods studies exploring parentsô/carersô experiences of interventions following paediatric 

ABI. It identifies key features parents/carers value ï such as timely support, emotional 

connection, and practical strategies ï and highlights the need for more inclusive, co-produced 

approaches. 

The empirical study investigates how parents experienced engaging with a creative 

materials-based 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 identity-related aspects of engagement, 

offering insight into what made the approach feel safe, meaningful, or challenging to parents. 

Taken as a whole, the 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 matters to parents/carers themselves. 
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Introduction to the Thesis Portfolio 

Acquired Brain 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 incidence of paediatric ABI is 

estimated to be just under 40,000 per year. This includes 35,000 CYP admitted to hospital for 

Traumatic Brain Injury (TBI) annually as well as hospital admissions for encephalopathy 

(approx. 4,000), paediatric brain tumour (PBT; approx. 525), and stroke (approx. 300; United 

Kingdom Acquired Brain Injury Forum, 2018). 

ABI in CYP can have profound and lasting effects, often reshaping family life in 

complex ways. Parents take on critical roles in supporting their childôs recovery, yet their 

perspectives are frequently underrepresented in the development of interventions. This thesis 

portfolio explores how co-produced, creative, emotionally attuned approaches underpinned 

by the values of co-production can support parents following ABI ï with a particular focus on 

interventions addressing both rehabilitation for the injured CYP and parentsô own needs in 

adapting to life post-injury, including opportunities to reflect on and share their stories. 

The portfolio comprises two main components: a systematic review and an empirical 

study, designed and conducted in parallel. Both components were shaped by shared aims and 

values, including a focus on relational working, engaging meaningfully with familiesô lived 

experiences, and being informed by principles of co-production. 

The systematic review uses thematic synthesis to examine qualitative and mixed-

methods research on parentsô/carersô experiences of interventions following paediatric ABI. 

It identifies key features that parents/carers value ï such as timely support, emotional 

connection, and interventions tailored to their childôs and familyôs needs. The review also 

highlights gaps in the literature, including the limited inclusion of diverse voices and a lack of 

participatory approaches. This review was prepared for submission to Disability and 

Rehabilitation. 

The empirical paper explores how parents engaged with a creative materials-based 

storytelling intervention. It examines both the stories they shared and the process of 

storytelling itself ï 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 meaning within and across parentsô accounts. This 

paper was prepared for submission to the Journal 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 in-depth 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 paediatric neurorehabilitation. By centring parentsô 

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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Abstract 

Purpose: This thematic synthesis explores parentsô/carersô perspectives on the development 

and content of co-produced interventions aimed at supporting children and young people 

(CYP) with Acquired Brain Injury (ABI) and their families. Understanding their perspectives 

can inform the design of family-centred interventions that address familiesô practical and 

emotional needs. 

Materials and methods: A systematic review of qualitative and mixed-methods studies was 

conducted. Searches in MEDLINE, PsycINFO, CINAHL, OpenDissertations, AMED, and 

Scopus identified studies reporting parentsô/carersô perspectives on ABI interventions. 

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 responsive interventions to 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 family-centred rehabilitation 

programmes that enhance parent/carer well-being and engagement in CYPôs recovery. 

 

Keywords: Acquired brain injury (ABI); systematic review; thematic synthesis; 

interventions; children and young people; parents and carers; qualitative research; family-

centred support 
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Implications for Rehabilitation  

¶ Parents/carers of children and young people (CYP) with acquired brain injury (ABI) 

could benefit from interventions that provide both emotional and practical support, 

with flexibility to engage at different points according to individual readiness and 

evolving needs. 

¶ Incorporating peer support and ensuring sustained access to intervention options could 

help parents/carers feel more validated, equipped, and prepared for long-term 

caregiving challenges. 

¶ Offering a flexible ómenuô of structured, engaging intervention components, 

developed in collaboration with experienced professionals, could assist parents/carers 

in acquiring the knowledge and skills needed to support CYPôs recovery, promote 

independence, and navigate complex systems such as education and healthcare. 

¶ Greater communication and collaboration between rehabilitation services, 

parents/carers, educators, and healthcare providers could enhance shared 

understanding of ABIôs hidden challenges and facilitate more family-centred support. 
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Introduction  

Acquired Brain 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 incidence of paediatric ABI is 

estimated to be just under 40,000 per year. This includes 35,000 CYP admitted to hospital for 

Traumatic Brain Injury (TBI) annually as well as hospital admissions for encephalopathy 

(approx. 4,000), paediatric brain tumour (PBT; approx. 525), and stroke (approx. 300; United 

Kingdom Acquired Brain Injury Forum, 2018). 

Paediatric ABI profoundly affects families, disrupting their emotional well-being, 

family dynamics, and social and financial stability. Parents/carers often struggle with grief for 

their CYPôs ñpre-injuryò self as well as uncertainty about their recovery, and this can lead to 

mental health problems such as anxiety, depression, and burnout (Gracey et al., 2009; 

Tyerman et al., 2017). These emotional challenges are compounded by significant disruptions 

to family roles, with one parent/carer often becoming the primary caregiver to the injured 

CYP, a situation that can strain the parentsô/carersô relationship. Siblings of CYP with ABI 

may feel neglected or be required to take on caregiving responsibilities, both of which could 

negatively impact on their emotional well-being and development (Tyerman et al., 2017; 

Yeates et al., 2007). 

Social isolation is a common experience among parents/carers of CYP with ABI, as 

caregiving responsibilities often limit opportunities for making connections and finding 

support. Stigma and misunderstanding surrounding ñinvisibleò injuries, such as cognitive or 

emotional impairments, can further exacerbate feelings of isolation (Andersson et al., 2016; 

Roscigno & Swanson, 2011). Financial burdens also weigh heavily on parents/carers. The 

high costs of medical care, therapy, and rehabilitation, combined with reduced work capacity 

due to caregiving responsibilities, often lead to significant economic strain (Hickey et al., 

2016; Miley et al., 2022). Practical challenges such as managing therapies, coordinating 

school accommodations, and navigating healthcare systems further increase the strain on 

parents/carers (Andersson et al., 2016; Cole et al., 2009). 

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 CYPôs recovery. If the aim is to develop interventions that effectively address the 

needs of both CYP and families, it is essential that parentsô/carersô perspectives are 
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understood and integrated into the intervention development process. By emphasising 

parentsô/carersô voices, interventions can be designed to reflect the priorities of those most 

directly involved in the injured CYPôs care, making them more practical, relevant, and 

effective. Through a process of distilling parentsô/carersô 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. To this end, this review addresses the question: What are 

parentsô/carersô perspectives regarding the development and content of interventions aimed at 

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

Materials and Methods 

Methodology 

A thematic synthesis of qualitative research, as described by Thomas and Harden 

(2008), was undertaken following systematic searches and eligibility checks. Thomas and 

Hardenôs 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 

peopleôs 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, parentsô/carersô perspectives. 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) were also sought. There 
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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 

question and inform and standardise the search strategy. Search terms combined 

words/phrases that represent ñfamilyò, ñchildò, ñbrain injuryò, ñinterventionò, ñperspectivesò, 

and ñqualitative or mixed methodsò. The initial search strategy was developed for MEDLINE 

(appendix C) 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 peer-reviewed 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 

qualitative data that reflected family membersô views 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 defined by 

Turner-Stokes (2003). Guided by this definition, studies were included if the CYP continued 

to experience persistent difficulties secondary to the ABI. 

The review excluded secondary research (e.g., reviews, meta-syntheses) and primary 

research without a qualitative element (e.g., quantitative research, meta-analyses). Also 

excluded were studies where the focus of parentsô/carersô involvement 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 delivery). Studies that involved developing 

interventions that did not specifically focus on managing the consequences of clinically 

significant ABI were also excluded, as were studies involving CYP with post traumatic 

amnesia or disorders of consciousness, or who were still in critical or intensive care. 

Ambiguous cases were discussed with FG and CW until consensus was reached. 

Twenty percent of the unique records returned by the searches were independently screened 

by two researchers undertaking doctoral training in clinical psychology, who achieved 99.2 
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percent agreement. Cases for which there was disagreement were discussed and used to 

clarify the eligibility criteria. 

Quality assessment 

Following Whiffin et al. (2021), the studies included in the current synthesis were 

classed as ñcoreò, ñcentralò, or ñperipheralò based on their relevance, resonance, and rigour 

(table 1). Relevance was evaluated based on how closely aligned a studyôs research question 

and study participants were to those of the current synthesis; resonance was evaluated based 

on the richness and complexity of a studyôs findings and the extent to which the findings 

contribute to the evidence base; and rigour ï i.e., a studyôs methodological congruence and 

the appropriateness with which qualitative methods were used ï was 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 systematically about issues relating to the rigour with which the data 

were collected, analysed, and reported, as well as the validity and value of a studyôs results 

(table 1 and appendix E). One of the included studies (Raj et al., 2018) used a mixed-methods 

design. In this case, the CASP tool was applied only to the qualitative components of the 

paper, consistent with guidance for synthesising qualitative data (Noyes et al., 2019). 

 



Parent/Carer Perspectives on Co-produced ABI Interventions 21 

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 participants 

are explicitly aligned to the review 

question and participants. 

Findings are rich, complex, and 

evocative; they make a meaningful 

and insightful contribution to 

advancing the evidence base. 

Methodologically congruent; qualitative methods are 

appropriately applied. Responses to CASP tool questions are 

predominantly ñYesò, with no ñNoò responses. 

Central As above, but may fail to meet one 

or more of the criteria in its fullest 

sense. 

As above, but may fail to meet one or 

more of the criteria in its fullest 

sense. 

As above, but may fail to meet one or more of the criteria in 

its fullest sense. Responses to CASP tool questions are 

predominantly ñYesò; one ñNoò response permitted. 

Peripheral Research findings and participants 

are relevant but the research 

question is not completely aligned 

to the review question. 

Findings are superficial, thin, or 

expected and do not advance the 

evidence base in a meaningful way. 

There may be questions about the methodological 

congruence of the study and whether qualitative methods 

were appropriately applied. Responses to CASP tool 

questions are predominantly ñCanôt tellò or ñNoò. 

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

NVivo Release 15.0.0 was used to extract, manage, and analyse the data. Data for 

characterising the studies and assessing their quality were extracted from the Abstract, 

Methods, and Results sections of each paper. Data for the thematic synthesis were 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 

question were not extracted.  

Thematic synthesis 

Adopting Thomas and Hardenôs (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 sentences that conveyed 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 sentences was then assigned one or more new 

codes to encapsulate its meaning. Papers classed as ñcoreò were coded first, followed by the 

ñcentralò papers, and finally the ñperipheralò papers. The majority of new codes were derived 

from the core papers and formed the basis of the codebook. The central papers contributed 

additional codes but added fewer new codes relative to the core papers. Few new additions or 

changes to the codebook came from the peripheral papers, which primarily served to confirm 

existing themes. Codes were assigned on a line-by-line basis using NVivo Release 15.0.0, 

with the ñmemosò feature being used to record reflections whilst coding. The 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 themes (appendix F). In so 

doing, the synthesis moved beyond the findings of the included studies to develop an 

understanding of parentsô/carersô perspectives regarding the development and content of 

interventions aimed at supporting CYP with ABI and their families. 
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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 

reflexive ï 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 description ï i.e., 

providing the reader with detailed quotes that are rich with meaning, and situating these 

quotes within the context in which they occurred. Confirmability was attained through the 

transparent reporting of all decisions ï theoretical, methodological, and analytical ï related to 

the research. 

Results 

Search outcome 

The database searches identified a total of 3,116 records. After removal of duplicates, 

1,786 records remained for screening. Of these, 1,753 were excluded based on title and 

abstract, and 33 full -text articles were assessed for eligibility. A further 20 were excluded, 

leaving 13 studies that met the inclusion criteria and were included in the synthesis. The 

screening and selection process is summarised in figure 1 and appendix D. 
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Figure 1. PRISMA flow diagram depicting the screening and selection process 

 

Quality assessment 

Most studies were evaluated as having moderate to high relevance and resonance. 

However, one study (Gauvin-Lepage et al., 2015) was rated as having low resonance due to 

the superficial presentation of its findings. Details 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 -

Hakeem 

et al. 

(2024) 

Drake 

et al. 

(2024) 

Gilmore 

et al. 

(2023) 

Svendsen 

et al. 

(2023) 

Bedell 

et al. 

(2017) 

Bennett 

et al. 

(2023) 

Brown 

et al. 

(2013) 

Jacobs-

Nzuzi 

Khuabi 

et al. 

(2019) 

Raj et 

al. 

(2018) 

Shore 

et al. 

(2022) 

Aitken 

et al. 

(2004) 

Gan, 

Gargaro, 

Kreutzer, 

et al. 

(2010) 

Gauvin-

Lepage 

et al. 

(2015) 

 Section A: Are the results of the study valid? 

1. Was there a 

clear 

statement of 

the aims of 

the research? 

Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 

2. Is a 

qualitative 

methodology 

appropriate? 

Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 

3. Was the 

research 

design 

appropriate to 

address the 

aims of the 

research? 

Yes Yes Yes Yes Canôt 

tell 

Yes Yes Yes Yes Yes Yes Yes Yes 

4. Was the 

recruitment 

Yes Yes Yes Yes Yes Canôt Yes Yes Yes No Canôt Canôt tell No 
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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 Canôt 

tell 

Yes Yes 

6. Has the 

relationship 

between 

researcher and 

participants 

been 

adequately 

considered? 

Yes Yes Yes Yes No Canôt 

tell 

Canôt 

tell 

Canôt 

tell 

Canôt 

tell 

Yes Canôt 

tell 

Canôt tell Canôt 

tell 

 Section B: What are the results? 

7. Have 

ethical issues 

been taken 

into 

consideration? 

Canôt 

tell 

Yes Yes Yes Canôt 

tell 

Canôt 

tell 

Yes Yes Canôt 

tell 

Yes Canôt 

tell 

Canôt tell Canôt 

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. Is there 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 one (Aitken et al., 2004) were 

published within the last 15 years and six of the 13 were published within the last two years. 

The papers originated mainly 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 open-ended questions on an 

online survey (Bennett et al., 2023), qualitative data were largely collected via semi-

structured interviews with individual participants (n = 6), focus groups using semi-structured 

interviews (n = 2), or a combination of the two (n = 4). Of these, two additionally collected 

qualitative responses to open-ended questions on a survey (Bedell et al., 2017) or 

questionnaire (Gan, Gargaro, Kreutzer, et al., 2010). Qualitative data were largely analysed 

using some form of thematic analysis (n = 6) or content analysis (n = 5), although one study 

used a hybrid of the two (Svendsen et al., 2023) and another used inductive comparative 

analysis (Jacobs-Nzuzi Khuabi et al., 2019).  

The number of parents/carers who participated in the studies ranged from three (Shore 

et al., 2022) to 31 (Bennett et al., 2023; Gilmore et al., 2023), with 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 (n = 5) or who had sustained a TBI (n = 5). Two 

studies recruited parents/carers of CYP with persistent symptoms related to a sustained 

concussion (Al -Hakeem et al., 2024; Shore et al., 2022) and one recruited parents/carers of 

CYP who had survived a paediatric brain tumour (Raj et al., 2018). The CYP ranged between 

2 and 18 years at time of injury. 
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Table 3. Characteristics of included studies 

Paper Publication 

type 

Country Study focus Method(s) 

used to collect 

qualitative 

data 

Qualitative 

approaches 

used in the 

analyses 

Parent/carer 

participants: 

Description 

Parent/carer 

participants:  

Sample size 

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 

al. (2004) 

Peer-

reviewed 

journal 

article 

USA Identify needs of 

CYP and 

families post 

injury 

Focus groups 

with semi-

structured 

interviews 

Thematic 

analysis 

Mothers of children 

with moderate to 

severe TBI 

N = 10 

mothers 

5-18 Communication 

with professionals; 

Accessing and 

understanding 

systems of care; 

Parental burden; 

Need for social 

support 

Bennett 

et al. 

(2023) 

Peer-

reviewed 

journal 

article 

UK Understand 

parentsô 

perspectives 

around CYP 

returning to 

education post 

ABI  

Service 

evaluation with 

online survey 

Thematic 

analysis 

Parents of CYP with 

ABI 

(concussion/mild 

TBI, moderate/severe 

TBI, 

stroke/arteriovenous 

malformation 

(AVM ), brain 

tumour, infection, 

hypoxia, or not 

specified) 

N = 31 

parents 

2-17 Parental mindset 

and growth; 

Specialist support 

and information; 

What do the CYP 

need now; Talk and 

share; Challenges of 

new and hidden 

needs; Donôt forget 

the CYP 

Brown et 

al. (2013) 

Peer-

reviewed 

journal 

Australia Explore 

experiences, 

challenges, and 

Focus groups 

or interviews 

Inductive 

thematic 

analysis 

Parents/carers of 

children with 

moderate to severe 

N = 7 

mothers, 1 

father, 1 

2-9 TBI has a wide-

ranging impact on a 

child; Parentsô 
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article needs of parents 

of children with 

TBI to inform 

intervention 

research 

TBI stepfather, 1 

grandmother 

emotional 

experience is 

intense, 

overwhelming and 

ongoing; Effective 

parenting becomes 

more challenging; 

Burden of care; 

Relationships with 

family and friends; 

Perceptions of 

support; Connection 

and empowerment; 

Parentsô strategies 

for coping 

Jacobs-

Nzuzi 

Khuabi et 

al. (2019) 

Peer-

reviewed 

journal 

article 

South 

Africa 

Identify where 

occupational 

therapistsô 

efforts vis-à-vis 

young people 

(YP) returning 

to education 

post TBI are 

needed 

Semi-

structured 

interviews 

Inductive 

comparative 

analysis 

Primary caregivers of 

YP with mild to 

severe TBI 

N =  5 

mothers, 1 

grandmother, 

2 not 

specified 

14-17 Change in former 

sense of self; The 

meaning and value 

of participating in 

school; Strategies 

used to adapt and 

resume participation 

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 feasibility of an intervention. 

Al -

Hakeem 

Peer-

reviewed 
Canada Explore 

feasibility of a 

Semi-

structured 

Content 

analysis 

Caregivers of YP 

with PPCS 

N = 9 

mothers 

8-18 Caregiver 

background; 
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et al. 

(2024) 

journal 

article 

virtual group-

based 

intervention for 

parents/carers of 

YP with 

persistent post-

concussion 

symptoms 

(PPCS) 

interviews Intervention 

structure; 

Intervention 

engagement; Key 

takeaways 

Bedell et 

al. (2017) 

Peer-

reviewed 

journal 

article 

USA Inform design of 

intervention to 

promote social 

participation in 

YP with TBI 

Interviews or 

focus groups, 

surveys 

Content 

analysis 

Parents of teenagers 

with mild to severe 

TBI 

N = 5 

mothers, 2 

fathers 

12-16 Social participation 

barriers, supports, 

and strategies; 

Interacting with 

coaches; Using and 

interacting with 

smartphones and 

apps; Use of chat 

rooms; Parent 

involvement 

Drake et 

al. (2024) 

Peer-

reviewed 

journal 

article 

Australia Explore 

parentsô/carersô 

perspectives 

regarding 

usability, 

acceptability, 

and 

implementation 

of intervention 

for families of 

CYP with ABI 

Questionnaires, 

semi-structured 

interviews 

Descriptive 

statistics, 

inductive 

content 

analysis 

Parents/caregivers of 

CYP with ABI (TBI, 

hypoxia, or stroke) 

N = 9 

mothers, 1 

father 

4-16 Feeling satisfied 

with HOPE 

(Appreciating the 

family centredness 

of HOPE; 

Evaluating HOPEôs 

online delivery; 

Getting something 

out of HOPE); 

Optimising HOPE 

(Increasing 

storyteller diversity; 

Expanding HOPEôs 

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 HOPEôs 

potential to educate 

others) 

Gan, 

Gargaro, 

Kreutzer, 

et al. 

(2010) 

Peer-

reviewed 

journal 

article 

Canada Evaluate and 

adapt an 

intervention for 

YP with ABI 

and their 

families 

Questionnaires, 

semi-structured 

interviews 

Content 

analysis 

Family members of 

YP with ABI (TBI, 

aneurysm, stroke, or 

encephalitis) 

Stage 1: N = 

5 parents; 

Stage 2: N = 

7 mothers, 1 

father, 1 male 

partner; 

Stage 3: N = 

up to 5 

parents 

13-18 at 

time of 

study (.5 

to 14 

years post 

injury) 

Structure of 

intervention; Format 

of intervention; 

Timing of 

intervention 

delivery; Value of 

family system 

approach; 

Validation of 

participantsô 

experiences; Sibling 

perspectives; 

Clinician 

perspectives 

Gauvin-

Lepage et 

al. (2015) 

Peer-

reviewed 

journal 

article 

Canada Identify, 

prioritise, and 

validate building 

blocks of 

intervention to 

support 

Semi-

structured 

interviews, 

focus groups 

Inductive 

thematic 

analysis 

Parents of teenagers 

with moderate to 

severe TBI 

N = 6 

mothers, 1 

father 

14-17 at 

time of 

study (1 

to 18 

months 

post 

Family 

characteristics and 

its influences; 

Positive family 

strategies; Family 

and social support; 
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resilience in 

families post 

TBI 

injury) Management of 

occupational 

aspects; 

Contribution of the 

community and 

health professionals 

Gilmore 

et al. 

(2023) 

Peer-

reviewed 

journal 

article 

Australia Explore YP with 

ABI or cerebral 

palsy and 

caregiversô 

experiences of a 

social skills 

group 

intervention 

Focus groups 

with semi-

structured 

interviews 

Thematic 

analysis 

Parents of YP with 

ABI (injury type not 

specified) 

N = 25 

mothers, 6 

fathers 

11-17 at 

time of 

study 

(12+ 

months 

post ABI) 

Challenging 

families and 

meeting 

expectations; Learnt 

new skills; 

Connecting, 

belonging and 

understanding 

ñthatôs our normalò; 

Confidence in 

knowing and doing; 

Where to from here? 

Raj et al. 

(2018) 

Peer-

reviewed 

journal 

article 

USA To develop a 

web-based 

intervention to 

improve 

psychosocial 

functioning in 

adolescent and 

young adult 

(AYA) survivors 

of paediatric 

brain tumours 

(PBT) 

Focus groups, 

interviews 

Directed 

content 

analysis 

Parents of AYA PBT 

survivors 

N = 4 

mothers, 2 

fathers 

16-23 at 

time of 

study (2+ 

years post 

treatment) 

Concerns include 

fatigue, memory 

deficits, poor mood, 

health, challenging 

peer relationships; 

Interventions need 

to be customisable; 

Want interventions 

that target 

psychosocial 

functioning and late 

effects; Web-based 

interventions 

preferred 
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Shore et 

al. (2022) 

Peer-

reviewed 

journal 

article 

Canada Explore YP with 

concussion and 

their parentsô 

experiences of a 

remotely-

delivered 

rehabilitation 

intervention 

Semi-

structured 

interviews 

Thematic 

analysis 

Parents of YP with 

concussion 

N = 3 

mothers 

14-17 at 

time of 

study (5 

to 24 

weeks 

post 

injury) 

Enabling access to 

active rehabilitation; 

Focusing on 

individual needs; 

Learning to take 

responsibility for 

recovery; 

Convenience and 

comfort of engaging 

in rehabilitation 

from home 

Svendsen 

et al. 

(2023) 

Peer-

reviewed 

journal 

article 

Norway Explore 

experiences of 

participation in, 

and acceptability 

and adaptability 

of, a home-

based tele-

rehabilitation 

intervention 

 

Semi-

structured 

interviews 

A hybrid of 

content 

analysis and 

thematic 

analysis 

Parents of YP with 

ABI (TBI, anoxia, 

brain haemorrhage) 

N = 5 

mothers, 6 

fathers 

11-15 at 

time of 

study (1.5 

to 13 

years post 

injury) 

Expectations and 

experiences with 

participation in the 

intervention; 

Usefulness, benefits 

and concerns related 

to the strategies 

developed in 

intervention; 

Experience with the 

digital solution and 

user involvement 
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Themes drawn from analysis 

The themes and subthemes presented here reflect parentsô/carersô perspectives on the 

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

families. These findings are organised into two overarching analytical themes: 1) Feeling 

supported, and 2) Equipping parents/carers and others to navigate the complexities of ABI 

recovery. Each analytical theme comprises three interconnected subthemes. A summary 

diagram of these themes and subthemes is presented in figure 2. To enhance clarity and 

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

illustrative quotes, and/or present practical recommendations.  

 

Figure 2. Summary of overarching themes and subthemes 

 

Feeling supported 

Parents/carers emphasised the importance of feeling supported throughout their 

CYPôs recovery. This included access to safe spaces for emotional support, where 

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

peers and professionals. Feeling supported also meant accessing timely support and 

resources, ensuring that interventions were available when needed, with opportunities 

between sessions to apply new knowledge and skills. Finally, parents/carers highlighted the 

role of proactive communication and sustained understanding from key professionals and 

systems, including tailored educational support, long-term adjustments, and increased 
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awareness of ABIôs hidden challenges. The following sections explore these aspects of 

feeling supported in greater detail. 

Safe spaces and emotional support. Parents/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 

systemic challenges surrounding their CYPôs injury and recovery. This need was evident 

across studies conducted in diverse geographic and cultural contexts, including Australia 

(Brown et al., 2013; Drake et al., 2024), Canada (Gan, Gargaro, Kreutzer, et al., 2010), and 

South Africa (Jacobs-Nzuzi Khuabi et al., 2019), reflecting a range of healthcare systems and 

rehabilitation service models. The studies recruited parents/carers of CYP with moderate to 

severe ABI or PPCS ranging in age from early childhood to late adolescence. Although most 

studies included predominantly mothers, there was some variation in caregiver roles, 

highlighting the universal nature of parentsô/carersô emotional support needs across different 

family dynamics and cultural settings. Parents/carers highlighted the emotional burden of 

navigating ABI recovery, likening it, in more severe injury contexts, to bereavement: ñItôs 

nearly like going through death, watching somebody dieò (step-father of 17-year-old girl with 

TBI; Brown et al., 2013, p. 1574). Parents/carers described the journey of adapting to life 

post ABI as emotionally complex, involving grief and uncertainty, and found themselves 

mourning their pre-injury expectations for their CYP whilst simultaneously navigating their 

new reality: ñEvery year around the... anniversary of when it happened, thatôs always a bit of 

a drama, because weôre sort of always thinking, how it couldôve been so differentò (mother of 

10-year-old girl with severe TBI; Brown et al., 2013, p. 1575). Tailored emotional support 

was essential to help families reframe expectations and build resilience over time. 

Parents/carers valued safe, non-judgmental spaces to process emotions and connect 

with others. Here, ñsafe spacesò refers not to physical settings but to relational conditions that 

enabled parents to feel emotionally safe, validated, and able to share openly ï e.g., through 

non-judgmental listening, flexibility, and peer and professional validation. This finding was 

evident across studies from Australia (Drake et al., 2024), Canada (Al -Hakeem et al., 2024; 

Gan, Gargaro, Kreutzer, et al., 2010), and the USA (Aitken 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 focus ï e.g., online peer support 

(Drake et al., 2024) versus in-person group interventions (Al -Hakeem et al., 2024) ï and 

participant demographics ï e.g., inclusion of both mothers and fathers (Gan, Gargaro, 
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Kreutzer, et al., 2010) versus predominantly mothers (Aitken et al., 2004) ï parents/carers 

consistently highlighted the importance of spaces where they could process emotions and 

connect with others without fear of judgment. One attendee of a group intervention for 

parents/carers noted, ñI didnôt feel like I had to hold back any information, I felt comfortable 

sharing whatever it is that I wanted to shareò (mother of 15-year-old girl with PPCS; Al-

Hakeem et al., 2024, p. 223).  

Connecting with peers enabled parents/carers to exchange strategies and feel 

validated. This was evident across studies from Australia (Drake et al., 2024), Canada (Gan, 

Gargaro, Kreutzer, et al., 2010), and the USA (Aitken 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 focus ï e.g., online peer education (Drake et al., 2024) versus informal 

hospital-based support (Aitken et al., 2004) ï and participant demographics ï e.g., inclusion 

of both mothers and fathers (Gan, Gargaro, Kreutzer, et al., 2010) versus predominantly 

mothers (Aitken et al., 2004) ï the benefits of peer support were consistently valued. 

Parents/carers appreciated diverse perspectives within peer groups, finding comfort in shared 

experiences: ñIt was good to see other families, how theyôve navigated it... I could definitely 

relateò (mother of 14-year-old stroke survivor; Drake et al., 2024, p. 8). One parent reflected 

that informal peer visitation interventions during hospital stays might provide more 

immediate emotional support and relatability: ñMaybe if I had somebody to talk to that had a 

child with a similar injury... it might have been helpfulò (parent of CYP with TBI; Aitken et 

al., 2004, p. 570). 

Timely interventions and resources. Parents/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 from Australia (Drake et al., 2024), Canada (Brown et al., 2013; Gan, 

Gargaro, Kreutzer, et al., 2010), Norway (Svendsen et al., 2023), and the USA (Raj et al., 

2018) ï all countries with structured rehabilitation services ï highlighted how timing shaped 

parentsô/carersô experiences with 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 focus ï e.g., flexible online resources (Drake et al., 2024) versus 

the challenges of accessing support when needed (Raj et al., 2018) ï and participant 

demographics ï e.g., inclusion of both parents (Svendsen et al., 2023) versus predominantly 



Parent/Carer Perspectives on Co-produced ABI Interventions 38 

mothers (Brown et al., 2013) ï the importance of adaptable, timely interventions was 

consistently emphasised. Early resources were valued even if not immediately used: ñItôs 

important that you know itôs there, and whether people use it or not is up to themò (mother of 

5-year-old stroke survivor; Drake et al., 2024, p. 9). Conversely, some parents/carers 

preferred staggered information delivery to avoid feeling overwhelmed (Brown et al., 2013). 

Flexibility was essential, as some parents/carers found interventions beneficial years post 

injury, particularly during key transitions such as changing schools or transitioning out of 

education (Gan, Gargaro, Kreutzer, et al., 2010; Raj et al., 2018). 

Interventions primarily designed to support the rehabilitation of CYP ï including 

studies from Canada, the USA, and other high-income countries (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., 2023) ï also highlighted how parents/carers valued 

opportunities to apply intervention content in their daily lives. Interventions ranging from 

structured programmes (Gilmore et al., 2023) and web-based resources (Raj et al., 2018) to 

app-based coaching (Bedell et al., 2017) encouraged real-world practice, with structured 

homework tasks and goal-setting between sessions viewed as motivating and effective. One 

parent reflected that this approach ñsort of got you thinking about the theory and trying to 

apply it, which I think is helpfulò (mother of 13-year-old girl with PPCS; Al-Hakeem et al., 

2024, p. 223). Despite differences in intervention delivery ï e.g., tele-rehabilitation (Shore et 

al., 2022) versus in-person family system therapy (Gan, Gargaro, Kreutzer, et al., 2010) ï and 

participant demographics ï e.g., diverse family structures (Svendsen et al., 2023) versus 

primarily mothers (Al -Hakeem et al., 2024) ï parents/carers consistently valued the 

opportunity to reinforce learning through everyday activities. 

Studies from Australia (Drake et al., 2024), Canada (Gan, Gargaro, Kreutzer, et al., 

2010), Norway (Svendsen et al., 2023), and the USA (Aitken et al., 2004; Bedell et al., 2017; 

Raj et al., 2018) highlighted how parents/carers consistently valued curated resources and 

peer support mechanisms. Interventions such as online programmes (Drake et al., 2024), app-

based coaching (Bedell et al., 2017), and structured family sessions (Gan, Gargaro, Kreutzer, 

et al., 2010) provided practical tools like take-home handouts, online forums, and resource 

directories: ñIt was good to see other families, how theyôve navigated it... I could definitely 

relateò (mother of 14-year-old stroke survivor; Drake et al., 2024, p. 8). Follow-up 

interventions, including resource-sharing calls (Raj et al., 2018) and app-based check-ins 

(Bedell et al., 2017), offered valuable long-term support, helping to reduce feelings of 

isolation and overwhelm. Despite differences in intervention delivery ï e.g., online resources 
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(Raj et al., 2018) versus in-person family therapy (Svendsen et al., 2023) ï and participant 

demographics ï e.g., diverse family structures (Svendsen et al., 2023) versus predominantly 

mothers (Aitken et al., 2004) ï parents/carers consistently valued access to resources and 

ongoing support mechanisms. 

Communication and understanding. Parents/carers highlighted the importance of 

proactive and responsive communication with educators and healthcare providers, tailored 

educational support, sustaining adjustments over time, recognising ABIôs hidden challenges, 

and investing in training and awareness for fostering understanding, communication, and 

support for families of CYP with ABI. A summary of these key strategies is provided in 

appendix G, table A3. 

Studies from Australia (Drake et al., 2024), Norway (Svendsen et al., 2023), South 

Africa (Jacobs-Nzuzi Khuabi et al., 2019), the UK (Bennett et al., 2023), and the USA 

(Aitken et al., 2004) highlighted the importance of proactive and responsive communication 

with educators and healthcare providers throughout CYPôs recovery. Parents wanted clear, 

ongoing dialogue, particularly during key transitions such as returning to school (Bennett et 

al., 2023; Jacobs-Nzuzi Khuabi et al., 2019) and navigating healthcare follow-up (Aitken et 

al., 2004; Drake et al., 2024). As one parent explained, ñThere should have been some direct 

communication between hospital and school. School knew nothing about what had happened 

or what should be in placeò (parent of CYP with ABI; Bennett et al., 2023, p. 633). Despite 

differences in healthcare and education systems ï e.g., multidisciplinary collaboration in 

Norway (Svendsen et al., 2023) versus resource-limited contexts in South Africa (Jacobs-

Nzuzi Khuabi et al., 2019) ï and participant demographics ï e.g., inclusion of both parents 

(Svendsen et al., 2023) versus predominantly mothers (Aitken et al., 2004) ï parents/carers 

consistently emphasised the need for sustained, proactive communication to reduce feelings 

of uncertainty during recovery. 

Parents/carers also wanted schools to actively address their CYPôs unique needs by 

implementing tailored educational support. Parents across studies from Norway, South 

Africa, and the UK highlighted the importance of adjustments such as flexible timetables, 

reduced workloads, and mental health support, alongside the need for educators to understand 

the less visible impacts of ABI (Bennett et al., 2023; Jacobs-Nzuzi Khuabi et al., 2019; 

Svendsen et al., 2023). As one parent shared, ñI wouldôve 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 would beò (parent of CYP with ABI; Bennett et al., 2023, p. 

631).  
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Parents/carers furthermore stressed the importance of educators sustaining tailored 

adjustments over time: ñTake note and implement recommendations from the [Brain Injury 

Specialist] and parents, andé maintain these over the long termé [donôt] forget them after 

the first few weeksò (parent of CYP with ABI; Bennett et al., 2023, p. 629). Parents/carers 

described how systemic barriers, such as limited teacher training and resource constraints in 

South Africa (Jacobs-Nzuzi Khuabi et al., 2019), often left them feeling unsupported, while 

in the UK (Bennett et al., 2023) and Norway (Svendsen et al., 2023), more formal 

reintegration processes and tele-rehabilitation models were seen as helpful in addressing 

CYPôs needs. 

In addition, parents/carers across studies from Norway, South Africa, the UK and 

consistently highlighted the need for schools to recognise the hidden challenges of ABI 

(Bennett et al., 2023; Jacobs-Nzuzi Khuabi et al., 2019; Svendsen et al., 2023). They 

described their frustration when schools dismissed their CYPôs needs because symptoms 

were not physically visible. One parent explained, ñThe tumor was just the tip of the 

icebergé [late effects were] a lot harder to deal with as youôre fighting something thatôs 

invisibleò (parent of PBT survivor; Raj et al., 2018, p. 191).  

And finally, parents/carers stressed the importance of teacher awareness and training, 

noting that without such an investment, schools were often unable to provide appropriate 

support (Bennett et al., 2023). As one parent noted, ñUntil the brain injury specialist went 

into school, they were clueless... I think itôs easy for them to forget that because he looks ok 

doesnôt mean the ABI isnôt thereò (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 

(Jacobs-Nzuzi Khuabi et al., 2019), more structured support systems in the UK (Bennett et 

al., 2023) and innovative approaches like tele-rehabilitation in Norway (Svendsen et al., 

2023) were seen as effective in addressing these challenges. 

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

Parents/carers wanted interventions that provided them, their CYP, and key people in 

their CYPôs life with the knowledge, skills, and strategies needed to navigate ABI recovery. 

They emphasised both what is learned ï the knowledge and skills to support their CYP and 

strengthen family functioning ï and who is learning, including parents/carers, their CYP, and 

key figures such as family members, educators, and healthcare professionals. They also 

highlighted the conditions that make learning successful, including knowledgeable 

professionals, flexible and engaging content, and opportunities for active involvement. 
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Finally, they stressed the importance of well-designed interventions, valuing clear session 

structures, appropriate pacing, flexible delivery formats, and inclusive content. The following 

sections explore these aspects in greater detail. 

What is learned, who is learning. Parents/carers wanted interventions that equipped 

them and others with the knowledge and skills needed to support their CYP post ABI. Their 

learning priorities focused on three interconnected goals: acquiring the knowledge and skills 

to directly support their CYP; acquiring the knowledge and skills to create and sustain a 

supportive environment by strengthening family functioning and prioritising parentsô/carersô 

well-being; and equipping key figures such as family members, educators, and healthcare 

professionals to effectively support their CYP and family. 

Knowledge and skills to support CYP. Parents/carers emphasised the importance of 

acquiring knowledge and skills to address their CYPôs specific needs post ABI. This finding 

is reflected in studies conducted across diverse geographic and cultural contexts including 

Australia (Brown et al., 2013; Drake et al., 2024; Gilmore et al., 2023), Canada (Gan, 

Gargaro, Kreutzer, et al., 2010; Gauvin-Lepage et al., 2015; Shore et al., 2022), Norway 

(Svendsen et al., 2023), South Africa (Jacobs-Nzuzi Khuabi et al., 2019), the UK (Bennett et 

al., 2023), and the USA (Aitken et al., 2004). These studies reflect a range of healthcare 

systems and societal influences, highlighting the evident importance across contexts of 

understanding ABI, managing CYPôs emotional and cognitive challenges, promoting CYPôs 

independence post ABI, and supporting CYPôs physical and social recovery (table 4). The 

studies focused on various injury types, primarily moderate to severe TBI and other forms of 

ABI, in CYP aged between 2 and 18 years. Parent/carer participants were predominantly 

mothers, though some studies included fathers, step-parents, and grandparents, highlighting 

the diversity of family roles and caregiving experiences. Parents/carers valued clear and 

actionable guidance on navigating ABI recovery, particularly during key transitions, such as 

returning home or to school (Aitken et al., 2004; Bennett et al., 2023; Shore et al., 2022). One 

parent reflected on the structure of a helpful intervention: ñI loved how it was broken down 

into the areas of life in hospital, coming home, looking after yourself, finding the right 

resources, those key areas were spot oné theyôre the areas that you want help with, because 

theyôre definitely the areas at the time that we were looking for support inò (parent of 15-

year-old 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 Illustrative quotes 

Understanding ABI Symptoms, recovery stages, and long-

term consequences; managing 

transitions (e.g., hospital to home, 

return to school) 

ñWe now have a clearer understanding about the brain injury and are more 

capable of delineating between the problems connected to sequela after the ABI, 

or problems separate from thatò (mother of teenage girl with ABI; Svendsen et 

al., 2023, p. 7). 

Emotional well-

being 

Strategies to address stress, anxiety, 

mood swings; tools for emotion 

regulation and resilience 

ñIt is not only about physical effects but also the long-term recovery of 

personalityò (parent of CYP with ABI; Bennett et al., 2023, p. 634). 

ñHeôll just lash out for no apparent reason, and... youôre just on your guard all 

the time because you donôt know whatôs going to happenò (mother of 7-year-old 

boy with severe TBI; Brown et al., 2013, p. 1573). 

Learning/cognition Strategies for memory, attention, and 

academic tasks; strategies for complex 

tasks, skills reinforcement, and 

progress tracking 

ñThe fatigue and memory loss has been very difficult. He struggles to retain 

information in all subjectsé maths especiallyò (parent of CYP with ABI; Bennett 

et al., 2023, p. 634). 

ñThe SMART goals helped to break down the problem into manageable parts. Of 

course, we did see all the overarching challenges but having to start with the 

minor things that contribute to making it better, was importantò (father of YP 

with ABI; Svendsen et al., 2023, p. 7). 

Independence Promoting self-advocacy, self-

monitoring, and autonomy; supporting 

transitions (e.g., school, independent 

living) 

ñWeôve gotta take the cotton wool offò (mother of 7-year-old boy with moderate 

TBI; Brown et al., 2013, p. 1576). 

ñ[She is learning] to self-monitor her health as she goes along to know when, you 

know, sheôs hit that limitéò but also ñto kind of do these thingsé for the long 

runò (mother of 17-year-old girl with PPCS; Shore et al., 2022, p. 1144). 

Physical challenges Managing fatigue, pain, sleep, and 

balance and coordination issues 

ñFatigue, anxiety ï in particular in relation to keeping up with the workload and 

perceived teachersô expectations. Pacing ï learning to manage fatigueò (parent 
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of CYP with ABI; Bennett et al., 2023, p. 634). 

Social skills Building friendships and managing 

conflicts; navigating social and 

romantic relationships 

ñShe lost all her friendsé and she did not know how to make friendsò (mother of 

19-year-old girl with severe TBI; Jacobs-Nzuzi Khuabi et al., 2019, p. 10). 

ñHaving one close friend who accepted [CYP] just as she was, and didnôt judge 

even if [she] said upsetting thingsò (parent of CYP with ABI; Bennett et al., 

2023, p. 635). 

ñNow I can honestly say he has his tribe at school, he has his group of friends, 

they are stable, solid, they have common interests. Heôs having, you know, 

outings and the conversations and chats, catch-ups with them. Itôs been 

transformativeò (female caregiver of 14-year-old boy with ABI; Gilmore et al., 

2023, p. 5). 
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Knowledge and skills to create a supportive environment. Parents/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 well-being. A 

summary of the key focus areas is provided in appendix H, table A4.  

Support for family functioning was viewed as essential, particularly for parents/carers 

of CYP who had sustained more severe injuries (e.g., Aitken et al., 2004; Brown et al., 2013; 

Gan, Gargaro, Kreutzer, et al., 2010; Gauvin-Lepage et al., 2015; Jacobs-Nzuzi Khuabi et al., 

2019). Studies conducted in Australia (Brown et al., 2013), Canada (Gan, Gargaro, Kreutzer, 

et al., 2010; Gauvin-Lepage et al., 2015), and South Africa (Jacobs-Nzuzi Khuabi et al., 

2019) highlighted the importance of practical tools to support family functioning including 

strategies for managing conflict, navigating shifting family dynamics, improving 

communication, and addressing grief or trauma following a CYPôs ABI. While Brown et al. 

(2013) and Jacobs-Nzuzi Khuabi et al. (2019) focused their research on understanding 

parental challenges, Gan, Gargaro, Kreutzer, et al. (2010) and Gauvin-Lepage et al. (2015) 

evaluated structured interventions aimed at strengthening family functioning. Despite 

differences in injury severity, CYP age, and context, all four studies emphasised the need for 

family-centred support to help parents/carers navigate the emotional and practical 

complexities of ABI recovery. As one parent explained, ñAs a family we had zero supporté 

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 as [a]  family, because it made an impact on our lives as wellò (mother of 

teenage boy with TBI; Jacobs-Nzuzi Khuabi et al., 2019, p. 9).  

Irrespective of study focus ï which ranged from coping strategies (Brown et al., 2013; 

Gauvin-Lepage et al., 2015) to family interventions (Gan, Gargaro, Kreutzer, et al., 2010) and 

school re-entry support (Jacobs-Nzuzi Khuabi et al., 2019) ï positive parenting techniques, 

self-care strategies, and advocacy skills were highly valued, with parents/carers seeking 

guidance to sustain their own well-being over time and to navigate confidently and advocate 

effectively within complex systems such as healthcare and education. 

Educating and equipping important others. Parents/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 diverse geographic and cultural 

contexts ï including Australia (Brown et al., 2013; Drake et al., 2024), South Africa (Jacobs-

Nzuzi Khuabi et al., 2019), the UK (Bennett et al., 2023), and the USA (Aitken et al., 2004; 

Bedell et al., 2017; Raj et al., 2018) ï stressed the importance of educating teachers, peers, 

and extended family to promote understanding and reduce stigma around ABI. Across 
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studies, parents/carers highlighted the need for greater awareness in schools, healthcare, and 

communities, particularly regarding ABIôs hidden challenges. Some emphasised structured 

training for teachers and education professionals (e.g., Bennett et al., 2023; Jacobs-Nzuzi 

Khuabi et al., 2019), while others noted frustration with family and peers who struggled to 

recognise the ongoing impact of ABI (e.g., Brown et al., 2013; Drake et al., 2024; Raj et al., 

2018). One parent described the frustration of their CYPôs needs being dismissed because 

their disability wasnôt visible: ñOur biggest problem has been getting people to take my 

childôs challenges seriously, because she does not look disabledò (parent of PBT survivor; 

Raj et al., 2018, p. 191).  

Making learning effective. Parents/carers identified the conditions necessary for 

effective learning and engagement in interventions for CYP with ABI and their families. 

They emphasised the importance of knowledgeable and empathetic professionals, active 

parent/carer 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, table A5. These elements 

were valued for making interventions more relevant, 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 

CYPôs age, injury type, and family circumstances. Studies from Australia (Drake et al., 

2024), Canada (Al -Hakeem et al., 2024; Gauvin-Lepage et al., 2015; Shore et al., 2022), 

Norway (Svendsen et al., 2023), and the USA (Raj et al., 2018) highlighted the need for 

professionals who provided both clinical expertise and individualised support. The ability of 

health professionals to tailor interventions was particularly valued in tele-rehabilitation and 

web-based interventions (Raj et al., 2018; Shore et al., 2022; Svendsen et al., 2023) and in 

family-based approaches where professionals facilitated navigation of complex systems and 

incorporated parent/carer perspectives (Drake et al., 2024; Gauvin-Lepage et al., 2015; 

Svendsen et al., 2023). Empathetic and knowledgeable clinicians who could build trust were 

particularly valued: ñI think, afterwards, youôll have a lot of questions, and having somebody 

to be able to ask those questions to and give you the comfort that there is supportéò (mother 

of 16-year-old stroke survivor; Drake et al., 2024, p. 10). This need spanned the full spectrum 

of injury severity. 

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

key to ensuring intervention content 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. One parent shared, ñI found it exciting to be a part of it. 

And when weôve mentioned something, itôs been taken care of, so itôs worked out wellò 

(father of teenage girl with ABI; Svendsen et al., 2023, p. 6). Studies from diverse geographic 

and clinical contexts, including Australia (Drake et al., 2024), Canada (Gauvin-Lepage et al., 

2015), Norway (Svendsen et al., 2023), and the USA (Bedell et al., 2017; Raj et al., 2018), 

highlighted the importance of parent/carer involvement in making interventions more 

relevant and effective. While some interventions actively co-designed content with parents 

(Drake et al., 2024; Gauvin-Lepage et al., 2015), others sought their feedback to refine 

implementation (Bedell et al., 2017; Svendsen et al., 2023). This involvement was 

particularly valued in web-based and tele-rehabilitation interventions, where parents played a 

key role in ensuring content met their CYPôs evolving needs (Raj et al., 2018; Shore et al., 

2022). Across intervention formats and injury severities, these studies reinforced that 

tailoring interventions through parent/carer input helped make them more accessible, family-

centred, and reflective of real-world challenges. 

Flexibility in delivery was another priority, allowing families to engage at their own 

pace. One parent described a self-paced intervention as a ñgentle step into this world of brain 

injuries, support, and families. Because itôs up to you how far you goò (mother of 6-year-old 

child with TBI; Drake et al., 2024, p. 10). Another highlighted the interventionôs modular 

design: ñYou 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 chunksò (mother of 16-

year-old with TBI; Drake et al., 2024, p. 8). Studies across different healthcare and 

intervention models reinforced the importance of flexible delivery. In self-paced digital 

interventions (Drake et al., 2024; Raj et al., 2018), parents/carers valued the ability to engage 

at their convenience. Tele-rehabilitation programmes (Shore et al., 2022; Svendsen et al., 

2023) blended structured sessions with individualised pacing to accommodate fluctuating 

recovery needs. Structured yet adaptable virtual programmes (Al -Hakeem et al., 2024) 

offered group-based learning with space for tailored participation. Across formats, flexibility 

enabled parents/carers and CYP to engage in ways that suited their circumstances, 

highlighting the need for adaptable interventions post ABI. 

Engaging and practical content was also valued. For example, parents/carers 

completing an online group intervention in a Canadian study appreciated visual aids, such as 

annotated slides, which made information clearer and more engaging: ñI love a slideshow, 

haha, especially with the annotating in it é when you see your ideas written down you feel 
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more engagedò (Al -Hakeem et al., 2024, p. 222). Combining theory with real-world 

application, such as through role-plays and interactive activities, was also viewed by these 

parents/carers as effective: ñI think itôs important to haveé the theory and then try to apply 

ité briefly in the moment and thené [during]  the week, I think thatôs a good model to useò 

(mother of 13-year-old girl with PPCS; Al-Hakeem et al., 2024, p. 223). Studies across 

different intervention formats reinforced the value of interactive and applied learning. In 

digital interventions, structured tools such as app-based coaching (Bedell et al., 2017) and 

visually guided online modules (Raj et al., 2018) helped make content engaging and 

accessible. Group-based programmes, including social skills training (Gilmore et al., 2023) 

and structured family interventions (Gan, Gargaro, Kreutzer, et al., 2010), incorporated role-

plays and real-world 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 

interventions, particularly in planning and goal-setting. This approach was seen as essential 

for promoting CYPôs engagement and ensuring interventions were meaningful. One parent 

explained, ñIt was very important to usé to include [CYP] in the teamé it [was] important 

to focus on somethingé important to himò (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 and encourage ownership of their recovery. In digital interventions 

(Bedell et al., 2017; Raj et al., 2018), CYP set and tracked their own goals, while peer-based 

programmes (Gilmore et al., 2023) used goal-setting to enhance motivation. Family-inclusive 

approaches, such as home-based rehabilitation (Svendsen et al., 2023) and co-designed online 

programmes (Drake et al., 2024), ensured CYP had a voice in shaping their experience. 

Regardless of format, CYPôs participation was key to making interventions relevant and 

engaging. 

Designing interventions that work. Parents/carers emphasised the importance of 

well-designed interventions that considered their needs and provided practical support (table 

5). They valued 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 

component 

Description Examples of preferences  

Session 

structure 

Clear and consistent format to maintain 

focus and engagement 

Defined introductions, activities, and conclusions 

Session length Optimal length to balance engagement and 

avoid fatigue 

45ï60 minutes per session 

Intervention 

duration 

Regularly scheduled programmes over 

weeks or months to allow for gradual skill 

development 

Weekly or biweekly sessions delivered over several months to sustain learning 

while accommodating recovery timelines 

Delivery 

format 

Flexible modes of delivery to suit diverse 

needs and preferences 

Online sessions for convenience and reduced logistical burdens; in-person 

sessions for stronger peer/provider connections; hybrid models combining online 

convenience with in-person opportunities 

Inclusivity Content and formats reflecting diverse 

family structures, cultural backgrounds, 

and experiences 

Tailored interventions to ensure relatability and representation 

Peer support Opportunities for interaction and shared 

experiences among participants 

Group sessions, mentoring, and forums to build trust and relatability among 

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 parent noted, ñThere 

was an obvious beginning, middle, and an end to it... it didnôt change, which I likedéò 

(mother of 16-year-old girl with PPCS; Al-Hakeem et al., 2024, p. 222). Some preferred 

session lengths of 45ï60 minutes, which were seen as long enough to explore topics without 

causing fatigue (Bedell et al., 2017; Gan, Gargaro, Kreutzer, et al., 2010). Regularly 

scheduled programmes, 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 interventions (Al -Hakeem et al., 2024; Drake et al., 2024), 

parents/carers appreciated predictable content flow, while in manualised family-based 

programmes (Gan, Gargaro, Kreutzer, et al., 2010; Gauvin-Lepage et al., 2015), structured 

discussions and activities facilitated engagement. App-based interventions (Bedell et al., 

2017) benefited from step-by-step session guides, helping CYP and parents/carers track 

progress. 

Flexibility in delivery formats was also important. Online sessions were appreciated 

for their convenience and ability to reduce logistical burdens, such as travel time (Al -Hakeem 

et al., 2024; Drake et al., 2024; Raj et al., 2018; Shore et al., 2022; Svendsen et al., 2023). 

However, some parents/carers valued in-person sessions for the stronger peer and provider 

connections they facilitated (Al -Hakeem et al., 2024; Svendsen et al., 2023). Hybrid models, 

combining online convenience with occasional in-person sessions, were suggested as a 

compromise (Al -Hakeem et al., 2024; Svendsen et al., 2023). Across different intervention 

types, flexibility in format ensured that families could engage in ways that suited their needs. 

Self-paced digital interventions (Drake et al., 2024; Raj et al., 2018) allowed participants to 

access content at their own rhythm, while tele-rehabilitation models (Shore et al., 2022; 

Svendsen et al., 2023) provided structured support with the adaptability to accommodate 

individual schedules. Group-based virtual interventions (Al -Hakeem et al., 2024) balanced 

structured content with opportunities for self-directed engagement. Regardless of format, 

ensuring flexibility helped families integrate interventions into their daily lives and recovery 

journeys. 

Inclusivity was highlighted as an important component of effective intervention 

design, with parents/carers advocating for content and formats that reflected diverse family 

structures, cultural backgrounds, and lived experiences. Studies reinforced this need across 

different contexts. In Norway, a tele-rehabilitation model acknowledged how cultural and 
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family structures shape intervention feasibility (Svendsen et al., 2023). A South African study 

emphasised economic and systemic barriers to school reintegration post TBI, highlighting the 

need for culturally attuned support (Jacobs-Nzuzi Khuabi et al., 2019). In Canada, family 

resilience research underscored the role of spirituality, financial stability, and social networks 

in shaping recovery (Gauvin-Lepage et al., 2015). A USA-based web intervention for PBT 

survivors prioritised cultural sensitivity and accessibility (Raj et al., 2018). In Australia, 

parents stressed the importance of diverse representation in peer-led video interventions to 

ensure relevance across families and injury severities (Drake 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 families post ABI.  

Discussion 

This review aimed to explore parentsô/carersô perspectives on the development and 

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 address parentsô/carersô emotional and 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 interventions. Beyond 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 

distress, including grief for their CYPôs pre-injury self, uncertainty about long-term 

outcomes, and social isolation due to caregiving demands (Tyerman et al., 2017; Yeates et 

al., 2007). Interventions that prioritise emotional support, particularly through peer 

connections, have been linked to increased parental confidence and coping (Braga, 2009; 

Wade et al., 2009). Given these complexities, ensuring that parents/carers feel adequately 
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supported may play an important role 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 alone (Braga, 2009; Braga et al., 2005; Wade et 

al., 2009). Online and community-based programmes, in particular, offer accessible 

opportunities for parents/carers to exchange experiences and receive emotional validation 

from those in similar situations (McKinlay 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 transition (e.g., Andersson et 

al., 2016). An important contribution of this review is the emphasis on long-term access to 

support. Many parents/carers described frustration with short-term interventions that did not 

provide continuity as their CYPôs needs evolved. This aligns with evidence from ABI 

rehabilitation research suggesting that recovery does not follow a linear trajectory and that 

new challenges ï such as school transitions, emerging adolescence, and emerging adulthood 

ï can introduce fresh demands on families years post-injury (Braga et al., 2005; Gan, 

Gargaro, Brandys, et al., 2010; McKinlay et al., 2016; Tyerman et al., 2017). Sustained 

access to support, whether through structured follow-ups, online peer networks, or periodic 

check-ins, 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, in-person interventions, while others found online and self-paced 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. 



Parent/Carer Perspectives on Co-produced ABI Interventions 52 

Equipping parents/carers and others to navigate ABI recovery 

Alongside feeling supported, parents/carers underscored the importance of acquiring 

the knowledge and skills to support their CYPôs recovery and advocate effectively within 

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 reintegration (Andersson et 

al., 2016; Moore et al., 2015). The 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 injury (Brown et al., 2013). 

Parents/carers also highlighted the need for services to educate others, particularly 

teachers and healthcare providers, about the long-term 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 families (Bennett et al., 2023; Jacobs-Nzuzi Khuabi et al., 2019). Tailored training 

for professionals, alongside tools to help parents/carers advocate for their CYPôs needs, may 

enhance awareness and responsiveness within these key support systems. 

Similar to others (e.g., Moore et al., 2015; Roscigno & Swanson, 2011), our findings 

highlight the importance of culturally responsive interventions that consider familiesô diverse 

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 familiesô cultural expectations or practices (Roscigno & 

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 understood (Moore et al., 2015). For example, 

recognising the importance of family roles in caregiving or incorporating culturally 

appropriate communication styles can build trust and engagement (Roscigno & 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 English-language studies may have excluded important perspectives 

from families who speak other languages, limiting diversity in the findings. The reviewed 

studies also predominantly represented mothersô experiences, offering limited insight into the 

perspectives of fathers and non-parent 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. 

In addition, many studies didnôt include enough detail about participants, such as how 

severe the CYPôs ABI was or what stage of recovery the CYP was in. This omission makes it 

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 

parentsô/carersô experiences. These limitations underscore the need for cautious application 

of the reviewôs findings and highlight areas requiring further investigation. 

Clinical implications 

This review directly informs clinical practice, offering 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 the real-world 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 one-off or time-limited interventions, support that remains accessible over time and 

adapts to the evolving needs of CYP and their families could be 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 peers. Taken together, 

these findings suggest the potential value of offering a flexible ómenuô of intervention 

options, which parents/carers can draw on at different points according to individual 

readiness and circumstance. Additionally, 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 beneficial, choice and readiness-

based timing appear 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, non-parent 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 familiesô access to and engagement with support. This includes differences in 

readiness for particular interventions, how families interpret and utilise resources, and the 

psychological and structural barriers that influence uptake. Socio-economic disparities also 

play a role in shaping intervention accessibility. Liaising with schools and engaging with 

healthcare providers may vary significantly depending on families' socio-economic status and 

the availability of resources in their community. Future research could examine how 

interventions are tailored to support families in under-resourced settings where standard 

approaches may not be feasible. Additionally, there is limited evidence comparing different 

intervention formats (e.g., online versus in-person; structured versus self-paced), 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 

parentsô/carersô needs evolve over time. Understanding how support preferences shift from 

acute recovery to long-term 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 

imposes, interventions can better align with parentsô/carersô needs and preferences. This 

review has directly addressed the aim of exploring parentsô/carersô perspectives by 

synthesising findings from studies that utilised principles of co-production to 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. 
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Chapter Three: Bridging Chapter 
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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/carers say they want and need from interventions ï spanning both rehabilitation for 

the injured child and support for parentsô/carersô own adjustment ï highlighting the value of 

flexible, emotionally safe approaches grounded in lived experience.  

The empirical study, by contrast, explored parentsô experiences of taking part in an 

earlier research study, in which parents used a creative materials-based storytelling approach 

ï the Wool and Stones ï to share and reflect on their experiences of their childôs ABI. The 

empirical study presented here examined how parents experienced 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 research within the 

same team, which is exploring the use of physical materials to support therapeutic storytelling 

with family members of adults with ABI (Whiffin et al., 2025; Whiffin et al., 2024). 

Together, these projects reflect a wider movement towards developing creative materials-

based approaches that enable families affected by ABI to share and make sense of their 

experiences. 
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ñWool and stonesò: A qualitative study of how parents of children with acquired brain 

injury experience a creative materials-based storytelling approach 
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Abstract 

Parents of children with Acquired Brain Injury (ABI) often face challenges in 

processing their experiences and constructing coherent narratives. Creative materials-based 

approaches have been proposed to support reflection, expression, and meaning-making. 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 developed: Piecing together the story 

described how materials supported sequencing, sense-making, and narrative ownership; 

Engaging with the process captured emotional safety, ambivalence, and connection. While 

some parents found the task helpful and meaningful, others described discomfort or 

disconnection. Findings suggest that creative materials-based 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 injury, Parents, Storytelling, Creative methods, Reflexive 

thematic analysis, Qualitative research 
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Introduction  

When a child sustains an Acquired Brain Injury (ABI), the psychological and social 

consequences often extend far beyond the child themselves ï deeply affecting parents, carers, 

and family life. In England, it is estimated that over 40,000 children and young people (CYP) 

experience an ABI each year (NHS England, 2018). These injuries, whether sustained 

through trauma, infection, or other causes, can lead to long-term cognitive, 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 the future (Tyerman et al., 2017). 

Quantitative studies have highlighted the prevalence of emotional distress in families 

following child ABI. For example, Yehene et al. (2021) found that parents of CYP with more 

pronounced behavioural changes reported more distressing emotions. However, most existing 

studies are limited by small samples or cross-sectional designs, which constrain insight into 

evolving experiences over time. Qualitative research offers deeper understanding, revealing 

how parents experience shifts in identity, connection, and family dynamics (Roscigno and 

Swanson, 2011; Tyerman et al., 2017). These findings echo themes identified in research 

with families of adults with ABI, including feelings of isolation, disorientation, and the 

challenge of adjusting to a ónew normalô (Whiffin et al., 2021; Couchman et al., 2014). 

Narrative-based approaches have been proposed as a means of supporting emotional 

adaptation following life-altering injuries. The Life Threads Model (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 methods ï such as the ówool and stonesô 

approach ï which were initially implemented as participatory research tools to help 

participants represent and make sense of their experiences (Ellis-Hill 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., Ellis-Hill et al., 2019), and may offer accessible ways to support meaning-

making and emotional processing. A growing body of evidence supports the value of such 

approaches: for example, a World Health Organisation scoping review highlighted how arts-

based interventions can help people express emotion, process complex experiences, and make 

meaning following neurological or long-term health conditions (Fancourt and Finn, 2019). 

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

materials-based methods draw on phenomenological understandings of lived experience as 
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both bodily and situated (e.g., Husserl, 1931; Merleau-Ponty, 1962), and have shown early 

promise in eliciting rich, metaphorical narratives and supporting adaptive reframing in 

contexts such as stroke recovery and rehabilitation (Galvin et al., 2020; Ellis-Hill et al., 

2021). It is within this phenomenological and humanising tradition that the present study is 

situated. Accordingly, the ówool and stonesô approach is positioned primarily within a 

lifeworld-led phenomenological and humanising framework, which prioritises embodied, 

relational, and temporal aspects of experience (Galvin et al., 2020; Ellis-Hill et al., 2021). 

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, materials-based invitation to 

share lived experience. 

Such methods also align with calls for greater co-production in psychological and 

health services. Co-production is understood as ña relationship where professionals and 

citizens share power to plan and deliver support together, recognising that both partners have 

vital contributions to make in order to improve quality of life for people and communitiesò 

(Slay and Stephens, 2013: 3). Involving 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 levels (Needham and Carr, 2009; Smith 

et al., 2022). Creative materials-based approaches may provide one potential avenue for 

accessible, collaborative involvement in meaning-making and reflection, and could be 

explored further in the context of co-producing future psychological support with families. 

Despite the promise of such approaches, we are aware of no previous research that 

has explored how parents/carers of CYP with ABI experience using creative materials to 

share and shape their narratives. Given the embodied, relational, and emotional dimensions of 

parenting after ABI ï and the need for interventions that support narrative identity and 

recovery ï this gap represents an important opportunity for innovation. The present study 

aimed to explore how parents/carers of CYP with ABI experience and engage with a creative 

materials-based storytelling approach. Specifically, it asked: How do parents/carers of CYP 

with ABI experience and make use of a creative materials-based approach when sharing their 

story? 
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Methods 

Design 

This qualitative study was underpinned by a critical realist epistemology, which 

recognises that participantsô accounts are socially and linguistically constructed, yet shaped 

by underlying material realities (Bhaskar, 1975; Maxwell, 2012; Pilgrim, 2014; Sims-

Schouten et al., 2007). We used Reflexive Thematic Analysis (RTA; Braun and Clarke, 2006; 

Braun and Clarke, 2013; Braun and Clarke, 2022) to explore how parents/carers experienced 

and made use of a creative materials-based approach following their childôs ABI. RTA was 

selected for its flexibility and emphasis on researcher subjectivity as a resource in meaning-

making. 

This paper reports the second part of a two-stage project. Part 1 (P1; Davies, 2024) 

involved interviews with parents who used a selection of wool and stones ï varying in colour, 

texture, size, and shape ï to share their experience of their childôs ABI (appendix K). The 

present study (P2) draws on interviews conducted approximately one week later, which 

explored parentsô reflections on their experience of engaging with the creative materials-

based approach, including its emotional impact, ongoing relevance, and any change in 

perspective. This analysis was conducted independently by DS, who was not involved in P1 

data collection or analysis, using RTA. 

Participants 

Eligible participants were parents/carers aged 18 or older who shared a living space 

with, and held caregiving responsibilities for, a child or young person with ABI. Eligible 

CYP had sustained their injury between the ages of 2 and 19 years, reflecting a wide range of 

neurodevelopmental stages and mirroring common referral patterns within National Health 

Service (NHS) services. To support emotional readiness and ensure parents/carers had 

sufficient time to begin making sense of life post-injury, only those whose child had 

sustained their ABI at least 12 months prior to recruitment were eligible to take part. This 

time frame also avoided involving families during the acute and often most distressing stage 

of post-ABI adjustment. 

Participants were recruited through an NHS-based community neuropsychology 

service for CYP with ABI in the UK (appendix L). Recruitment aimed to reflect diversity in 

injury circumstances, age of injured child, and family socioeconomic and demographic 

background. One parent/carer per family was invited to participate in both parts of the study. 

Seven parents (six mothers, one father), all of whom had completed a P1 interview, took part 



Parent/Carer Perspectives on Co-produced ABI Interventions 71 

in the P2 interviews. All participants identified as White British. Additional participant 

information can be found in Table 1. 

 

Table 1. Overview of participating parents and details of their childôs ABI. 

Participant  Relationship 

to injured 

child 

Gender of 

injured 

child 

ABI type and 

description 

Age at 

injury 

(years) 

Time 

since 

injury  

P1 Mother Male TBI, fall while 

participating in 

recreational activity 

14 2 years, 3 

months 

P2 Mother Female ABI, brain 

haemorrhage 

11 2 years, 5 

months 

P3 Father Female ABI, brain 

haemorrhage 

10 2 years, 1 

month 

P4 Mother Female TBI, assault while 

participating in 

recreational activity 

15 1 year, 9 

months 

P5 Mother Female TBI, fall while 

participating in 

recreational activity 

7 1 year, 8 

months 

P6 Mother Male TBI, car accident 17 1 year, 2 

months 

P7 Mother Male TBI, cycling accident 10 4 years, 6 

months 

 

Procedure 

Ethical approval for this research was granted by the South Central ï Berkshire 

Research Ethics Committee (REC reference: 23/SC/0068) on 27th March 2023, followed by 

approval from the NHS Health Research Authority on 17th April 2023, in accordance with 

national legislation (appendix M). All participants gave written informed consent to take part 

in the study and to allow publication of anonymised data (appendix N). No identifiable 

information or images are included. 

As described by Davies (2024), P1 involved a one-to-one, semi-structured 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 their experience of their childôs ABI. Parents 
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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, either in a clinic room at the neuropsychology service or in participantsô homes, 

depending on preference. A topic guide was used to explore parentsô reflections on using the 

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 approachôs relevance or adaptability (appendix O). Interviews lasted between 34 

and 63 minutes (mean = 48 minutes), were audio-recorded with consent (appendix N), and 

transcribed verbatim by DS. One 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 using RTA, following Braun and Clarkeôs six-phase framework 

(Braun and Clarke, 2006; Braun and Clarke, 2019; Braun and Clarke, 2022). A primarily 

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 participantsô accounts and to reflect their perspectives on how the 

creative materials-based 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 15.0.0) was used to organise and analyse the data. Attention was paid 

to both patterns and variation across the dataset. Interpretation 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 participantsô accounts. 
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Researcher reflexivity 

The analysis was conducted by DS, a British citizen originally from the USA who has 

lived in the UK for over 25 years and raised a family there. Prior to clinical psychology 

training, she spent more than a decade as an academic researcher in gender development, 

including work with individuals and families affected by rare genetic conditions. This 

experience shaped her broader interest in how families make sense of life-altering 

experiences. 

Although she had no prior clinical experience with families affected by ABI, she 

approached the study with openness and a commitment to privileging participantsô 

perspectives. Reflective journalling supported awareness of how her assumptions and 

emotional responses influenced the research process ï including the questions asked, the way 

she listened, and the lens through which meaning was constructed. 

Results 

Sixteen codes were developed and clustered into themes through an iterative, 

reflexive process. Two themes were developed: Piecing together the story and Engaging with 

the process. Together, they explore how parents of CYP with ABI experienced and made use 

of the wool and stones. The analysis highlights both what the approach enabled ï such as 

emotional expression, narrative structuring, and personal reflection ï and how parents 

engaged with the process itself.  

Each theme is supported by illustrative quotes that reflect the diversity of parental 

experience, including both strong moments of resonance and more tentative or limited 

engagement. The themes are not mutually exclusive but offer complementary insights into 

how parents made meaning, navigated emotion, and responded to an unfamiliar reflective 

task. Additional quotes that further illustrate each theme and subtheme are provided in Table 

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 

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

childôs ABI. The storytelling process often enabled them to externalise difficult emotions, 

organise events, and begin constructing a coherent narrative. Two subthemes are presented: 

Mapping the journey and Owning 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 

their childôs ABI. Several parents used the wool and stones to represent emotional shifts and 

changes over time following their childôs ABI. Some laid out a clear chronological path from 

ñbeforeò to ñafterò the injury, segmenting the journey into phases of disruption, adjustment, 

and current coping. 

 

ñSo mine was more the journey é this bit was the start, when it first happened. Itôs 

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

much worse. And then as we kind of found [support] here é and then the stones were 

é us now é plodding along.ò (P6) 

 

Others focused 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 materials ï such as colour, texture, size, or shape ï allowing 

emotional content to emerge in embodied or intuitive ways. 

 

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

because you do feel angry in some ways about it.ò (P2) 

 

ñThis one reminded me of when é when my daughter was suicidal and I was terrified 

she was going to é I think it was just the texture that brought that to my mind.ò (P4) 

 

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. 

 

ñI was able to kind of tie it up. Thatôs what happened. It happened. We survived. 

Thatôs where I am now.ò (P1) 

 

Not all parents engaged with the materials in this way. Some struggled to relate to the 

task or participated more tentatively. Several 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 emerge. Even so, brief interactions could still prompt reflection or spark 

new lines of thought. 

 

ñOnce I started moving things around, I realised I was actually telling a story.ò (P4) 

 

This subtheme illustrates the varied ways in which parents engaged in sense-making. 

For some, the wool and stones offered structure and clarity; for others, they enabled 

expression of emotions that were difficult to articulate in words. Across 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 understood. Alongside mapping the journey, parents also described a strong 

sense of authorship and personal ownership over what they created with the wool and stones. 

The open-ended nature of the task meant there were no rules or expectations, allowing 

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

 

ñThereôs no right or wrong to it. Thatôs my interpretation.ò (P2) 

 

This creative freedom was often contrasted with other aspects of parenting after ABI, 

where professional input and the childôs needs tended to dominate. In this space, the story 

was theirs to tell ï or not tell. Several parents chose to keep their creation private or partially 

unexplained, valuing the ability to decide how much to reveal. 

 

ñI kept it really quite private. But that was really nice.ò (P1) 

 

For some, this sense of control extended to the emotional content of the session. The 

task enabled them to choose when and how difficult feelings surfaced. One parent reflected 

that it was their decision to engage with these feelings at that moment: 

 

ñIt would have come to surface sometime. And I think it was my choice that it come to 

surface last week. So Iôm in control of it.ò (P7) 

 

Another described how being able to visualise the experience and then ñmove it 

awayò gave them a sense of containment: 

 

ñIt was in perspective, and then move it away. Itôs control. Iôm a control freak.ò (P1) 

 

This subtheme highlights how creative expression enabled parents to reclaim agency 

in telling their story ï on their own terms, and in a space where their emotional experiences 

were not secondary to their caregiving role. Across 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 engaged more cautiously or held back. These varied responses reflected differences in 

emotional readiness, perceived safety, and length of time post ABI. Two subthemes are 

presented: Feeling safe enough to share and Leaning 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 

parentsô willingness to engage with the creative task and to disclose aspects of their 

experience that were otherwise rarely shared. A few parents described the P1 interview as 

one of the few spaces where they felt able to speak openly about their experiences. A 

combination of skilled facilitation, a private setting, and the non-judgemental nature of the 

task created a sense of emotional safety. 

 

ñIt was really nice to talk about the journey with someone that doesnôt know me é 

thereôs no judgement.ò (P4) 

 

ñSo yeah, itôs been hard to talk about things and unpick everything ï but positive as 

well. I donôt regret it in the slightest.ò (P2) 

 

This sense of safety enabled some parents to access and express feelings they had 

previously kept buried. The creative task was experienced not only as expressive but also as 

containing ï something they could engage with and then ñput away.ò 

 

ñIt was the right time to do it. I was too afraid before. I was concentrating on how we 

were going to manage.ò (P7) 

 

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

Really draining. I was exhausted.ò (P2) 

 

For others, it was the first time they had been asked about their own experience ï 

rather than their childôs ï in a health-related context. Simply being listened to was described 

as powerful and validating. 
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ñItôs the first time Iôve done something like that, where I havenôt talked about 

everyone else. It was about me.ò (P1) 

 

ñNot being asked, óHow are you?ô Thatôs a big thing.ò (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 experiences. Parents 

described varied levels of engagement with the wool and stones. Some immersed themselves 

in the task, while others approached it more cautiously. For several, the process became 

absorbing once they got started ï a tactile and symbolic way of making sense of their 

experience. 

 

ñI didnôt look at the time. I could have sat there for six and a half hours. It was veryé 

free.ò (P7) 

 

ñYou donôt realise how much comes out until you start talking through what each bit 

means.ò (P2) 

 

Physical interaction with the materials often supported emotional release or insight. 

Even those who didnôt initially identify as creative sometimes found the task unlocked 

unexpected feelings or memories. 

 

ñYouôre using your brain as well as the materialsé youôve got that sensitivity on 

your fingersé and I think it just flew.ò (P7) 
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ñI felt like I was wrapping it upé even in my messy, scrappy world in my head, I still 

liked things completed.ò (P1) 

 

Not all parents found the approach helpful. A few struggled to connect with the 

materials or preferred more verbal approaches. Their participation was shaped by factors such 

as emotional readiness, comfort, expectations, or previous processing. Some parents, for 

example, felt they had already done the emotional work needed prior to study participation 

and therefore gained no new insights. 

 

ñIt didnôt really bring up anything new, I donôt think.ò (P6) 

 

Post-session engagement also varied. Some continued to reflect on the materials ï 

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

described how they and their injured child interacted with the wool and stones between 

sessions: 

 

ñShe got all the stuff out é and started explaining to me how she felt after her 

injury.ò (P5) 

 

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

the bag once it was home: 

 

ñI did keep looking at the bag, but in my head, I was like, I donôt know what to do 

with it.ò (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 for several parents, it was meaningful in subtle or lasting ways ï offering 

a rare opportunity to reflect on personal experience in a supportive context. Taken 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 materials-based 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 materials-based approach offered a distinctive way 

of sharing their story following their childôs ABI. For many, the process supported emotional 

expression, containment, and narrative agency. Parents used the wool and stones to 

communicate their experience in symbolic and embodied ways ï sometimes externalising 

feelings they had previously kept private or unspoken. The opportunity to ómap outô their 

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 materials that gave shape to difficult emotions. 

These findings align with research on arts-based methods in health contexts, which 

suggest that creative approaches can help individuals integrate complex or traumatic 

experiences. For example, the World Health Organisation scoping review by Fancourt and 

Finn (2019) highlights how arts-based interventions can support emotional expression and 

meaning-making across a range of clinical populations, including those with neurological 

conditions. Similarly, Galvin et al. (2020) found that an arts-based intervention following 

stroke helped participants reconnect with identity and reframe their experience in personally 

meaningful ways. Regan et al. (2022), writing from an integrative arts psychotherapy 

perspective, also emphasise the role of symbolic and embodied expression in processing 

overwhelming experiences ï particularly when supported by a safe therapeutic framework. 

In addition to research on arts-based interventions more broadly, our findings also 

resonate with work on storytelling and identity reconstruction following ABI. Daisley et al. 

(2014) describe how narrative approaches can help individuals reassemble fragmented 

experiences and reclaim authorship over their story. Galvin et al. (2020) similarly note that 

storytelling within a group setting can promote reflection, shared understanding, and new 

perspectives. Although many existing approaches focus on verbal reflection, our study 

contributes to a smaller but growing literature suggesting that tactile, symbolic tools can offer 

alternative ways to meaning-making ï particularly when supported by skilled facilitation and 
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emotional safety (Daisley et al., 2014; Ellis-Hill et al., 2019; Galvin et al., 2020; Regan et al., 

2022). 

Emotional readiness, safety, and individual fit 

Parentsô engagement with the wool and stones varied depending on emotional 

readiness, perceived safety, and length of time post ABI. For some, this was the first time 

they had been invited to reflect on their own experience ï rather than their childôs ï in a 

healthcare context. Having a private, non-judgemental space was described as powerful and 

validating, echoing previous findings that story-sharing can surface unspoken emotions and 

provide a meaningful space for self-expression (Butera Prinzi et al., 2014; Haselhurst et al., 

2021).  

Others valued the opportunity to do something creative and contained, especially if 

they had felt overwhelmed in the past. The process helped some access óburiedô emotions, 

while also managing their intensity through structured engagement and the ability to step 

away. These reflections align with Daisley et al. (2014), who caution that creative materials 

can evoke strong emotional responses and must be offered in ways attuned to an individualôs 

stage of processing and readiness.  

This emphasis on individual readiness is echoed in wider evidence that story-sharing 

interventions must be attuned to peopleôs emotional state and broader life context (Daisley et 

al., 2014; Ellis-Hill et al., 2021; Haselhurst et al., 2021; Drake et al., 2024). Ellis-Hill et al. 

(2021) emphasise that emotional availability can shift depending on broader life context. 

Similarly, Daisley et al. (2014) highlight the need to match creative methods to each personôs 

capacity and readiness. Haselhurst et al. (2021), in their evaluation of the Tree of Life 

intervention, found that some parents engaged cautiously or minimally ï reinforcing the need 

for flexible delivery and respect for pacing. Drake et al. (2024) found that parents valued the 

ability to control how and when they engaged with a video-based intervention, describing it 

as a ñsoft entryò into stories that were often emotionally difficult. Our findings similarly 

suggest that creative approaches can support engagement by offering gentle, flexible ways to 

begin sharing experiences that may otherwise feel overwhelming. 

A key strength of our study was its reflexive attention to variation: not all parents 

found the materials resonant, and a few engaged only tentatively or briefly. While the 

approach invited reflection, it also required emotional readiness and alignment with 

individual preference ï highlighting the value of flexible, choice-based methods in both 

clinical and research contexts. 
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Clinical and research implications 

Our findings suggest that creative materials-based approaches may hold particular 

value within services supporting families of CYP with ABI. While verbal interventions 

remain essential, some parents/carers may benefit from non-verbal or multimodal alternatives 

for expression and reflection. Symbolic and tactile methods may support narrative agency 

and meaning-making, especially when paired with careful pacing and emotional containment. 

This aligns with findings from arts therapies and narrative interventions, which show that 

structured creative processes ï such as songwriting (Roddy et al., 2020; Tamplin et al., 2016), 

visual arts (Laird and Mulvihill, 2022), and music therapy (Pfeiffer and Sabe, 2015) ï can 

help individuals explore and externalise difficult emotions while preserving a sense of 

control. 

Creative approaches may also offer therapeutic value within research settings, 

blurring the boundaries between data collection and emotional support. For example, DôCruz 

et al. (2020) and Chan et al. (2012) demonstrate how story-based or visual-narrative methods 

can facilitate personal insight and reconnection with identity after ABI and/or trauma. In our 

study, several parents described the storytelling process as emotionally meaningful in its own 

right ï a finding echoed by Hunter (2019), whose work with military veterans highlights the 

role of symbolic creative acts in processing trauma. 

However, our findings also caution against assuming universal fit. Parentsô readiness 

to engage was shaped by timing, emotional state, and personal preference ï echoing 

theoretical models of acceptability, which emphasise factors such as affective attitude, ethical 

alignment, and perceived burden (Sekhon et al., 2017). Flexibility, choice, and containment 

appear central to making such approaches safe and accessible. Ellis-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 journey. This 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, 2022). Adaptability 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, group-based creative approaches allow for shared 

reflection, mutual support, and collective meaning-making. Offering parents the choice 

between these modes may enhance accessibility and ensure the approach meets diverse 

needs. 



Parent/Carer Perspectives on Co-produced ABI Interventions 83 

Recruitment to this study was conducted through a single NHS-based community 

neuropsychology service for CYP with ABI, which 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 materials-based approaches are evaluated and developed in future research. Wider 

recruitment across community settings, third-sector 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 small-scale 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 part. This highlights an important consideration for 

future research: who engages with creative approaches, and why? Similar questions have 

been raised in wider discussions on intervention acceptability and emotional readiness 

(Daisley et al., 2014; Ellis-Hill 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 socio-contextual differences in how parents/carers experience and 

make sense of creative materials-based storytelling following child ABI. Cultural values 

around help-seeking, 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 diverse parent/carer groups, 

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 open-ended conversation, alternative metaphors, or different forms 

of reflection. This reinforces the importance of offering creative approaches with flexibility 
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and choice so that they 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 longer-term 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 health services, further research will be needed to 

ensure they are inclusive, sustainable, and grounded in co-produced principles. 
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Extended Method 

Epistemological stance and methodological rationale 

The empirical 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 interpretation (Bhaskar, 1975; Braun & Clarke, 2022). 

This was important given the dual focus on participantsô meaning-making and the broader 

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 themes. While the study was not co-produced, its design was informed by 

principles of participatory, person-centred inquiry. The Wool & Stones approach has 

previously been used within participatory action research (e.g., Ellis-Hill et al., 2021), and 

this history of application helped shape its use here as a method that could support participant 

agency, openness, and reflective meaning-making. 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 emotional pacing ï especially 

important when working with parents reflecting on challenging life events. 

Sample size and rationale 

Rather than seeking broad generalisability, the focus of the empirical study was on 

generating rich, situated insights into parentsô engagement with a novel, creative method. 

Consistent with qualitative principles, the aim was to explore meaning and experience in 

depth rather than to reach saturation in a conventional sense (Braun & 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 context, the sample size attained allowed for detailed, reflexive analysis and 

close attention to nuance, supporting the integrity of the interpretive process (Braun & 

Clarke, 2022). 

Reflexive practice and supervision 

Reflexivity is a core element of reflexive thematic analysis (Braun & Clarke, 2019, 

2022) and is particularly relevant within a critical realist approach, where knowledge is 

understood as shaped by both participantsô accounts and the researcherôs interpretative lens. 

In the empirical study, 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 I 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, I 

reflected on my discomfort with how the Wool & Stones approach was introduced during 

initial study visits. Watching the videos back, I noted: ñ[Researcher] gives them minimal 

guidance, and then expects them to do something with the wool and stones while she sits 

there watching. It's seems like too personal an ask to expect someone to do this honestly on 

such short notice.ò I wondered whether participants had been given enough support to 

engage with the materials meaningfully, or whether the awkwardness of the task might inhibit 

honest expression. 

As I familiarised myself with the data, however, I 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 entirely after creating an 

initial arrangement. Reflecting on this, I wrote: ñParents respond to [Researcher]. If 

[Researcher] asks or  refocuses them, then the parent reattendsé Otherwise tend to focus on 

talking.ò 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 used or not used. 

Supervision offered a space to think critically about these dynamics and how my 

clinical lens might shape the way I interpreted participantsô stories and silences. My journal 

became a tool for working through interpretative uncertainties. In one entry, I wrote: ñSheôs 

clearly telling a story about grief and disconnection, but she keeps swerving away from it. Is 

this a subtheme about avoidance? Or emotional pacing? Or maybe something about whatôs 

unsayable?ò These reflections helped me stay open to ambiguity and contributed to the 

development of the theme Leaning in or holding back. 

Later, when reviewing the dataset as a whole, I noticed that even minimal or hesitant 

engagement with the materials sometimes seemed to coincide with emotional intensity: ñThe 

emotion of the CYPôs ABI gets transferred onto the materials. To point where the materials 
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are avoided in some cases and wholeheartedly embraced in others.ò This helped me 

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

timing, and emotional readiness rather than willingness alone. These kinds of reflexive 

insights helped ensure that the analysis remained transparent, critically informed, and 

attentive to the relational and emotional contexts shaping parentsô storytelling, thereby 

strengthening the credibility and depth of the studyôs findings. 
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Extended discussion and critical evaluation 

Overview 

This chapter integrates the systematic review and empirical paper presented in this 

portfolio. It considers their contributions to research and practice, examines methodological 

strengths and limitations, and explores how they extend current understandings of family-

centred psychological support following paediatric Acquired Brain Injury (ABI). The chapter 

concludes with 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 

parentsô/carersô perspectives on a range of interventions, identifying what families found 

helpful, accessible, or burdensome during recovery. The empirical paper explored a creative 

materials-based 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 provided a lived experience-

based illustration of several key features identified as important in the review ï 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 models towards the 

relational, psychological, and developmental dimensions of neurorehabilitation. This 

combined contribution supports the development of person- and family-centred approaches 

within health psychology and paediatric neuropsychology. 

Co-production and lived experience: shaping family-centred research 

This portfolio was shaped by values aligned with co-production ï including 

collaboration, relationality, and power sharing. These values informed both the choice of 

research focus and the design of the two studies. Co-production has gained increasing 

recognition as an ethical and methodological imperative in healthcare research, particularly in 

the context of long-term, life-altering conditions such as ABI (Whiffin & Ellis -Hill, 2021; 

Whiffin et al., 2021). This is especially salient when working with individuals and families 

whose lives have been disrupted by ABI, where traditional service models have often 

prioritised the injured individual while overlooking the relational, narrative, and emotional 

dimensions of recovery (Drake et al., 2024; Rixon, 2022; Tyerman et al., 2017). Involving 
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families in shaping interventions not only supports ethical engagement but also increases the 

relevance, accessibility, and emotional resonance of support (Hickey 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 of co-production, they shared a commitment 

to eliciting familiesô views on what support should look like (e.g., Bennett et al., 2023; 

Svendsen et al., 2023). Parent/carer participants in these studies were asked to help identify 

priority content areas, shape the structure and tone of sessions, or give feedback on materials 

prior to delivery (Drake et al., 2024; Gan et al., 2010). For example, in the development of 

the HOPE video-based resource, families co-led the design process and shared their own 

stories to ensure the material felt relatable and supportive to other families (Drake et al., 

2024). In another study, parents worked collaboratively with clinicians to adapt intervention 

goals to their childôs needs and preferences, helping to avoid a ódone to themô approach 

(Svendsen et al., 2023). Through this focus, the 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 of family-centred 

interventions post ABI, improving their relevance, accessibility, and emotional impact (Drake 

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

Although the empirical paper was not co-produced, it was shaped by closely-aligned 

values, including participant autonomy, openness, and reflexivity. The creative materials-

based approach used in Davies (2024) invited participants to share stories on their own terms, 

with no expectation that they use the materials in any particular way. The aim of Davies 

(2024) was to elicit different/richer narratives, while the empirical study in this portfolio 

engaged participants in reflecting on and feeding back on the process of using the Wool & 

Stones approach ï i.e., gathering their perspectives on the use of the materials and their 

potential to be used supportively outside of a research setting. This ósoft-entryô design 

supported emotional pacing and autonomy, enabling participants to feel safe and in control of 

the storytelling process (Drake et al., 2024). These design choices were informed by a 

relational ethics that prioritises respect, responsiveness, and shared ownership of the research 

encounter, consistent with approaches that centre the lived experiences and preferences of 

families affected by ABI (Tyerman et al., 2017; Whiffin & Ellis-Hill, 2021). As Rixon (2022) 

argues, embedding opportunities for meaningful connection and story sharing 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 toward co-creation and power 

sharing in research aimed at developing or improving interventions/support. (Drake 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, lifeworld-led, and context-sensitive research practices 

(Ellis-Hill et al., 2021; Holloway & Ellis-Hill, 2022). The systematic review highlighted how 

participatory approaches, such as those described in Svendsen et al. (2023) and Drake et al. 

(2024), can enhance the relevance and emotional resonance of family-centred interventions. 

In parallel, the empirical paper illustrated how creative, participant-led methods can make 

space for individual meaning-making and emotional pacing, in line with lifeworld-led 

principles. 

Methodological reflections on creative and narrative approaches 

This section reflects on two interconnected aspects of the empirical paper: first, the 

use of creative and narrative tools to support participant engagement and meaning-making; 

and second, the balance between structure and openness in storytelling-based approaches. 

Using creative and narrative tools 

Part 1 of the Wool & Stones study adopted a creative materials-based approach to 

storytelling to elicit richer or different narratives from parents (Davies, 2024). Part 2 ï the 

empirical study in this portfolio ï explored parentsô experiences of using the method and its 

potential applications beyond a research setting. This approach offered participants flexible 

and open-ended ways to engage with their experiences and was influenced by broader 

movements in health psychology and rehabilitation research towards narrative, creative, 

relational, and phenomenological approaches (Drake et al., 2024; Galvin & Todres, 2013; 

Whiffin & Ellis -Hill, 2021). Galvin and Todresô lifeworld-led framework emphasises the 

importance of recognising individualsô embodied, emotional, and temporal experiences in 

healthcare encounters, advocating for approaches that honour peopleôs own ways of making 

sense of their lives. This was evident in parentsô use of the materials to explore shifting 

identities, map temporal transitions, and re-establish a sense of belonging ï for example, 



Parent/Carer Perspectives on Co-produced ABI Interventions 98 

through reflecting on ñbefore and afterò their childôs injury, or asserting ownership over how 

their story was told (Tyerman et al., 2017). By inviting parents to select and use materials in 

whatever way felt meaningful, the study aimed to support personal agency, emotional safety, 

and reflective meaning-making (Drake et al., 2024; Rixon, 2022). 

The creative materials used in the study ï a selection of wool and stones varying in 

colour, texture, size, and shape ï were chosen for their symbolic, tactile, and interpretive 

possibilities. Participants were not instructed how to use them, but were instead invited to 

engage ñin whatever way feels right for you.ò This open-ended invitation supported a ósoft-

entryô approach, 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 common (Drake et al., 2024; Tyerman et al., 2017). The 

materials offered a non-verbal, metaphor-rich medium through which participants could 

express layered and sometimes difficult experiences, while retaining ownership over how and 

when to share. 

The Wool & Stones approach is underpinned by lifeworld-led and humanising care 

principles (Ellis-Hill et al., 2021; Holloway & Ellis-Hill, 2022), aligning with practices that 

centre the embodied, relational, and temporal dimensions of meaning-making. By 

recognising the participant as expert in their own experience, this approach supported 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 participantsô storytelling ï an approach consistent with the 

phenomenological, lifeworld-led and humanising frameworks developed by Ellis-Hill and 

colleagues (Ellis-Hill et al., 2008; Ellis-Hill et al., 2021; Galvin et al., 2020; Holloway & 

Ellis-Hill, 2022), as well as with relational ethics and trauma-informed research practice 

(Drake et al., 2024; Tyerman et al., 2017). Participants appeared to value this flexibility, with 

several commenting on how the open format made it easier to share difficult or unexpected 

aspects of their story ï a process captured in the subtheme Feeling 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 subtheme Leaning 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 enhance accessibility, 
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resonance, and emotional safety for families affected by ABI (Bedell et al., 2017; Drake et 

al., 2024). 

Structure versus openness in storytelling-based approaches 

The empirical paper formed part of a broader programme of research exploring 

creative, narrative-based approaches to supporting families following ABI, providing an 

opportunity to reflect on the distinct models emerging across different strands of inquiry. 

Among these, the Life Threads approach (Ellis-Hill et al., 2008; Whiffin et al., 2025; Whiffin 

et al., 2024) represents a more structured method of supporting identity reconstruction 

following ABI. Although the Life Threads and Wool & Stones approaches were developed 

independently and with different populations in mind, both are grounded in lifeworld-led care 

and embodied meaning-making (Ellis-Hill et al., 2021; Galvin & Todres, 2013). 

The Life Threads approach uses themed prompts, symbolic materials, and curated 

creative media to support people in making sense of their lives after ABI. The approach is 

paced to build relational safety, explore key life experiences (e.g., family, achievements, 

adversity), and integrate these into a coherent personal narrative. It was developed as a 

potentially therapeutic tool, rooted in narrative sense-making, for use with adult family 

members of people who have sustained a traumatic brain injury. While guided, the approach 

retains flexibility ï for example, in the Life Threads study, participants were given the 

materials to use as and when they chose over a four-week period, with no restrictions on 

whether they used the materials alone or involved friends or other family members, including 

the injured relative (Whiffin et al., 2025). The approach shares lifeworld-led 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 structure ï when sensitively 

delivered ï can also support agency and containment. 

By contrast, the Wool & Stones approach was originally developed and used as a 

participatory research method rooted in phenomenological and embodied principles, rather 

than as a therapeutic tool. In the current study, it was used to explore parentsô experiences of 

the method and its potential value as a supportive tool beyond research. The materials were 

introduced in a single interview, offering less flexibility, compared to the Life Threads 

approach, in when or with whom they might be used. The approach has no fixed structure or 

expectation that participants use the materials at all ï they are offered as symbolic resources, 

with stories invited entirely on the participantôs terms. This openness may better support 
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agency, emotional pacing, and autonomy, particularly in contexts where power, trust, and 

vulnerability are particularly relevant (Ellis-Hill et al., 2021; Whiffin & Ellis-Hill, 2021). 

This ósoft-entryô design aligns with key themes from the empirical paper, such as Feeling 

safe enough to share and Leaning in or holding back, and reflects the flexible, non-

prescriptive ethos of Drake et al.ôs (2024) video-based resource for parents of children with 

ABI. 

From a lifeworld-led perspective, both the Life Threads and the Wool & Stones 

approaches aim to humanise healthcare by reconnecting people with their values, 

relationships, and sense of self (Galvin & Todres, 2013; Holloway & Ellis-Hill, 2022). 

However, they take different routes ï one more structured and explicitly therapeutic, the 

other more emergent and participatory in origin. The Life Threads approach offers a defined 

narrative process and a longer engagement period, potentially supporting coherence, 

emotional containment, and therapeutic focus. The Wool & Stones approach offers 

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 meaning-making 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 needs. At present, both the Wool & Stones and 

Life Threads approaches represent initial explorations of this potential, with findings centred 

on participantsô feedback and experiences. In this sense, they can be viewed as a óphase oneô 

in the development of family-centred creative approaches, providing foundations for future 

refinement and adaptation in line with co-production principles. 

Methodological strengths and limitations 

Both the systematic review and empirical paper were underpinned by qualitative 

methodologies that prioritise lived experience, participant voice, and in-depth 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 paper (Thomas & Harden, 2008). By including 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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quality was assessed using the CASP checklist, supporting critical engagement and ensuring 

transparency and rigour. 

The empirical paper drew on Reflexive Thematic Analysis (RTA), which allowed for 

flexible interpretation while attending to the co-constructed nature of meaning-making 

(Braun & Clarke, 2019, 2022). The decision to combine RTA with a creative materials-based 

storytelling method was partly informed by the systematic reviewôs emphasis 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 iterative re-reading of transcripts and materials, 

reflective supervision, and ongoing dialogue between researchers to consider the influence of 

power, positionality, and emotional resonance (Nowell 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 high-income backgrounds. This reflects broader access and equity issues within 

paediatric neurorehabilitation research (Miley et al., 2022; Tyerman et al., 2017) and limits 

the transferability of findings. In the empirical paper, the single-site design constrains 

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 participantsô use of materials varied and sometimes resisted thematic categorisation. These 

ambiguities were embraced as part of working with open-ended, lifeworld-led 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, 

the relevance of co-production principles, emotional safety, and meaning-making emerged 

consistently. These findings support the continued development of creative and narrative 

approaches that enable families to reflect, connect, and make sense of their experiences 

(Galvin & Todres, 2013; Holloway & Ellis-Hill, 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 recovery (Drake et al., 2024; Whiffin & Ellis-Hill, 2021). This continuum 

would also benefit from considering delivery format. While the systematic review highlighted 

the value families placed on group- and peer-based interventions, the Wool & Stones 

approach was delivered in an individual format, with parents engaging one-to-one with the 

researcher. In contrast, the Life Threads approach provided opportunities for collective 

engagement, allowing materials to be used with friends, relatives, or peers. This suggests that 

peer connection can provide an important complement to individual reflection, and that 

different delivery formats 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 

distinctive features of structured versus open-ended models ï such as the Life Threads and 

Wool & Stones approaches, respectively ï and how these influence engagement, emotional 

safety, and therapeutic impact. A future conceptual paper could build on this thesis portfolio 

to examine how varying levels of structure and openness align with different contexts and 

aims, thereby strengthening psychologically informed and person-centred care following 

ABI. Further attention to cultural and linguistic relevance, emotional pacing, and researcher-

clinician positionality will also be important for 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 familiesô emotional needs, 

contextualising support within everyday life, and attending to the relational and 

developmental aspects of recovery (Miley et al., 2022; Tyerman et al., 2017). Findings also 

support the use of methods that create space for emotional expression, shared reflection, and 

narrative meaning-making ï particularly in contexts where families feel unheard, 

overwhelmed, or disconnected (Galvin & Todres, 2013). 

System-level changes will be needed to integrate creative, narrative, and co-produced 

approaches into routine support for families ï whether within clinical services or less formal 

contexts such as social care and the voluntary sector. This may involve training practitioners 

in participatory methods, resourcing protected time for relational work, and embedding 

humanising principles into service design (Ellis-Hill et al., 2021; Holloway & Ellis-Hill, 
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2022). While these approaches are not new, they often remain marginalised within dominant 

biomedical systems. Alternatively, they may be better situated outside clinical settings, 

forming part of community-focused provision ï for example, within asset-based community 

development or community psychology approaches ï or aligning more closely with public 

health and social care frameworks that emphasise health promotion and prevention rather 

than treatment and rehabilitation. This portfolio contributes to the growing evidence base for 

humanising, psychologically-informed, and co-developed 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 I approached this work. I came to both the systematic review and the 

empirical paper with a strong commitment to emotional safety, inclusion, and co-production 

ï values that informed how I 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 co-researchers, participants, and supervisors 

offered space for reflection, challenge, and growth. I 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 psychologically-informed, 

humanising, and family-centred approaches within paediatric neuropsychology and health 

psychology. 

The systematic review synthesised parentsô/carersô views across studies that either 

actively involved families in shaping interventions or explicitly sought their input to guide 

future support. Across this body of work, families highlighted the importance of principles 

associated with co-production, relational attunement, contextual relevance, and the need for 

flexible, emotionally safe interventions. The empirical paper built on these priorities by 

exploring a creative materials-based storytelling approach grounded in openness, emotional 
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pacing, and meaning-making. 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 post-ABI care, this 

portfolio advocates for a more humane, inclusive, and responsive model of support ï one that 

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 psychologically-informed, co-developed, 

and lifeworld-led 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 more closely with familiesô lived experiences. In 

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. 

  



Parent/Carer Perspectives on Co-produced ABI Interventions 105 

References 

Bedell, G. M., Wade, S. L., Turkstra, L. S., Haarbauer-Krupa, J., & King, J. A. (2017). 

Informing design of an app-based coaching intervention to promote social 

participation of teenagers with traumatic brain injury. Developmental 

Neurorehabilitation, 20(7), 408-417. 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. 

NeuroRehabilitation, 52(4), 625-640. https://doi.org/10.3233/NRE-220205  

Braun, V., & Clarke, V. (2019). Reflecting on reflexive thematic analysis. Qualitative 

Research in Sport, Exercise and Health, 11(4), 589-597. 

https://doi.org/10.1080/2159676X.2019.1628806  

Braun, V., & Clarke, V. (2022). Thematic analysis: A practical guide. SAGE Publications 

Ltd.  

Davies, L. (2024). Qualitative investigations into the experiences of family members affected 

by childhood acquired brain injury University 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 (HOPE): co-design of a family-led, 

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

impairment : a multidisciplinary journal of the Australian Society for the Study of 

Brain Impairment, 25. 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 Rehabilitation, 30(2), 150-159. 

https://doi.org/10.1080/09638280701195462  

Ellis-Hill, C., Pound, C., & Galvin, K. (2021). Making the invisible more visible: Reflections 

on practice-based humanising lifeworld-led research ï existential opportunities for 

supporting dignity, compassion and wellbeing. Scandinavian Journal of Caring 

Sciences, 36(4), 1037-1045. https://doi.org/https://doi.org/10.1111/scs.13013  

Galvin, K., & Todres, L. (2013). Caring and Well-being: A Lifeworld Approach. Routledge. 

https://doi.org/https://doi.org/10.4324/9780203082898  

Galvin, K. T., Pound, C., Cowdell, F., Ellis-Hill, C., Sloan, C., Brooks, S., & Ersser, S. J. 

(2020). A lifeworld theory-led action research process for humanizing services: 

improving ñwhat mattersò to older people to enhance humanly sensitive care. 



Parent/Carer Perspectives on Co-produced ABI Interventions 106 

International Journal of Qualitative Studies on Health and Well-being, 15(1), 

1817275. https://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 families. Brain Injury, 24(4), 651-663. 

https://doi.org/10.3109/02699051003692142  

Hickey, L., Anderson, V., & Jordan, B. (2016). Family Forward: Promoting family 

adaptation following pediatric acquired brain injury. Journal of Social Work in 

Disability & Rehabilitation, 15(3-4), 179-200. 

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 Impairment, 23(1), 134-142. 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 mixed-methods analysis 

examining child and family needs following early brain injury. Disability and 

Rehabilitation, 44(14), 3566-3576. 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 criteria. International Journal of Qualitative 

Methods, 16(1), 1609406917733847. https://doi.org/10.1177/1609406917733847  

Rixon, C. (2022). Connection: stories not statistics. Brain Impairment, 23(1), 4-8. 

https://doi.org/10.1017/BrImp.2021.37  

Svendsen, E. J., Killi, E. M., Rohrer-Baumgartner, N., Holthe, I. L., Sandhaug, M., Borgen, I. 

M. H., Wade, S. L., Hauger, S. L., Lßvstad, M., & Bragstad, L. K. (2023). Childrenôs, 

parentsô, and teachersô experiences of the feasibility of a telerehabilitation 

intervention for children with acquired brain injury in the chronic phase ï A 

qualitative study of acceptability and participation in the Child In Context 

Intervention (CICI). BMC Health Services Research, 23(1), 603. 

https://doi.org/10.1186/s12913-023-09589-z  

Thomas, J., & Harden, A. (2008). Methods for the thematic synthesis of qualitative research 

in systematic reviews. BMC Medical Research Methodology, 8(1), 45. 

https://doi.org/10.1186/1471-2288-8-45  



Parent/Carer Perspectives on Co-produced ABI Interventions 107 

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

an acquired brain injury: A meta-synthesis of the qualitative literature. Brain Injury, 

31(12), 1553-1563. https://doi.org/10.1080/02699052.2017.1341999  

Whiffin, C. J., & Ellis-Hill, C. (2021). How does a narrative understanding of change in 

families post brain injury help us to humanise our professional practice? Brain 

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

Whiffin, C. J., Ellis-Hill, C., Norman, A., Lee, M., Singh, P., Clark-Wilson, J., Felles, N. Y., 

Holloway, M., Rose, S., Sheffield, D., & Gracey, F. (2025, 28 February 2025). Life 

Threads Traumatic Brain Injury Research Seminar, University of Derby.  

Whiffin, C. J., Ellis-Hill, C., Norman, A., Lee, M., Singh, P. K., Clark-Wilson, J., Daisley, 

A., Felles, N. Y., Holloway, M., Rose, S., & Gracey, F. (2024). Developing the óLife 

Threadsô approach to support families after traumatic brain injury in UK community 

settings: Protocol for a qualitative prefeasibility study. BMJ Open, 14(10), e084204. 

https://doi.org/10.1136/bmjopen-2024-084204  

Whiffin, C. J., Gracey, F., & Ellis-Hill, C. (2021). The experience of families following 

traumatic brain injury in adult populations: A meta-synthesis of narrative structures. 

International Journal of Nursing Studies, 123, 104043. 

https://doi.org/https://doi.org/10.1016/j.ijnurstu.2021.104043  

  



Parent/Carer Perspectives on Co-produced ABI Interventions 108 

Full List of References 

Aitken, M. E., Mele, N., & Barrett, K. W. (2004). Recovery of injured children: Parent 

perspectives on family needs. Archives of Physical Medicine and Rehabilitation, 

85(4), 567-573. 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&Connect-Caregivers: 

A virtual group intervention for caregivers of youth experiencing persisting symptoms 

after concussion. Developmental Neurorehabilitation, 27(7), 217-227. 

https://doi.org/10.1080/17518423.2024.2398161  

Andersson, K., Bellon, M., & Walker, R. (2016). Parentsô experiences of their childôs return 

to school following acquired brain injury (ABI): A systematic review of qualitative 

studies. Brain Injury, 30(7), 829-838. 

https://doi.org/10.3109/02699052.2016.1146963  

Bedell, G. M., Wade, S. L., Turkstra, L. S., Haarbauer-Krupa, J., & King, J. A. (2017). 

Informing design of an app-based coaching intervention to promote social 

participation of teenagers with traumatic brain injury. Developmental 

Neurorehabilitation, 20(7), 408-417. 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. 

NeuroRehabilitation, 52(4), 625-640. https://doi.org/10.3233/NRE-220205  

Bhaskar, R. (1975). A realist theory of science. Leeds Books.  

Braga, L. W. (2009). Should we empower the family? Developmental Neurorehabilitation, 

12(4), 179-180. https://doi.org/10.1080/17518420903102001  

Braga, L. W., da Paz Júnior, A. C., & Ylvisaker, M. (2005). Direct clinician-delivered versus 

indirect family-supported rehabilitation of children with traumatic brain injury: A 

randomized controlled trial. Brain Injury, 19(10), 819-831. 

https://doi.org/10.1080/02699050500110165  

Braun, V., & Clarke, V. (2006). Using thematic analysis in psychology. Qualitative Research 

in Psychology, 3(2), 77-101. https://doi.org/10.1191/1478088706qp063oa  

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

beginners. SAGE Publications Ltd.  

Braun, V., & Clarke, V. (2019). Reflecting on reflexive thematic analysis. Qualitative 

Research in Sport, Exercise and Health, 11(4), 589-597. 

https://doi.org/10.1080/2159676X.2019.1628806  



Parent/Carer Perspectives on Co-produced ABI Interventions 109 

Braun, V., & Clarke, V. (2022). Thematic analysis: A practical guide. SAGE 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 professionals. Brain Injury, 

27(13-14), 1570-1582. https://doi.org/10.3109/02699052.2013.841996  

Butera Prinzi, F., Charles, N., & Story, K. (2014). Narrative family therapy and group work 

for families living with acquired brain injury [Article]. Australian & New Zealand 

Journal of Family Therapy, 35(1), 81-99. https://doi.org/10.1002/anzf.1046  

Chan, C., Ngai, K.-h., & Wong, C.-k. (2012). Using photographs in narrative therapy to 

externalize the problem: A substance abuse case. Journal of Systemic Therapies, 

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 injuries. Developmental 

disabilities research reviews, 15(2), 159-166.  

Cooke, A., Smith, D., & Booth, A. (2012). Beyond PICO: The SPIDER Tool for Qualitative 

Evidence Synthesis. Qualitative Health Research, 22(10), 1435-1443. 

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 Rehabilitation, 24(6), 809-832. 

https://doi.org/10.1080/09602011.2014.912957  

DôCruz, K., Douglas, J., & Serry, T. (2020). Narrative storytelling as both an advocacy tool 

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 

parentôs brain injury. In D. Todd & S. Weatherhead (Eds.), Narrative Approaches to 

Brain Injury (pp. 143-164). Karnac Books Ltd. 

https://search.ebscohost.com/login.aspx?direct=true&db=e000xww&AN=663061&sit

e=ehost-live  

Davies, L. (2024). Qualitative investigations into the experiences of family members affected 

by childhood acquired brain injury University 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 (HOPE): co-design of a family-led, 

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



Parent/Carer Perspectives on Co-produced ABI Interventions 110 

impairment : a multidisciplinary journal of the Australian Society for the Study of 

Brain Impairment, 25. 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 Rehabilitation, 30(2), 150-159. 

https://doi.org/10.1080/09638280701195462  

Ellis-Hill, C., Pound, C., & Galvin, K. (2021). Making the invisible more visible: Reflections 

on practice-based humanising lifeworld-led research ï existential opportunities for 

supporting dignity, compassion and wellbeing. Scandinavian Journal of Caring 

Sciences, 36(4), 1037-1045. https://doi.org/https://doi.org/10.1111/scs.13013  

Ellis-Hill, C., Thomas, S., Gracey, F., Lamont-Robinson, 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, 

parallel-arm, feasibility study of a community-based arts and health intervention plus 

usual care compared with usual care to increase psychological well-being in people 

following a stroke. BMJ Open, 9(3), e021098. https://doi.org/10.1136/bmjopen-2017-

021098  

Fancourt, D., & Finn, S. (2019). What is the evidence on the role of the arts in improving 

health and well-being? A scoping review (Health Evidence Network synthesis report 

67). https://apps.who.int/iris/handle/10665/329834 

Galvin, K., & Todres, L. (2013). Caring and Well-being: A Lifeworld Approach. Routledge. 

https://doi.org/https://doi.org/10.4324/9780203082898  

Galvin, K. T., Pound, C., Cowdell, F., Ellis-Hill, C., Sloan, C., Brooks, S., & Ersser, S. J. 

(2020). A lifeworld theory-led action research process for humanizing services: 

improving ñwhat mattersò to older people to enhance humanly sensitive care. 

International Journal of Qualitative Studies on Health and Well-being, 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 researchers. NeuroRehabilitation, 27, 5-18. 

https://doi.org/10.3233/NRE-2010-0577  

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 



Parent/Carer Perspectives on Co-produced ABI Interventions 111 

with brain injury and their families. Brain Injury, 24(4), 651-663. 

https://doi.org/10.3109/02699051003692142  

Gauvin-Lepage, J., Lefebvre, H., & Malo, D. (2015). Resilience in families with adolescents 

suffering from traumatic brain injuries. Rehabilitation Nursing Journal, 40(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 palsy. Disability and Rehabilitation, 1-9. 

https://doi.org/10.1080/09638288.2023.2167008  

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

rehabilitation interventions: A ñY-shapedò model. Neuropsychological Rehabilitation, 

19(6), 867-890. 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 narrative-informed evaluation of Tree of Life for parents 

of children with physical health conditions. Clinical 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 injury. Journal of Social Work in 

Disability & Rehabilitation, 15(3-4), 179-200. 

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 Impairment, 23(1), 134-142. https://doi.org/10.1017/BrImp.2021.36  

Hunter, S. R. (2019). Drawing soldiers out of post-traumatic stress disorder. Military Medical 

Research, 6(1), 5. https://doi.org/10.1186/s40779-019-0195-8  

Husserl, E. (1931). Ideas: General Introduction to Pure Phenomenology (W. R. B. Gibson, 

Trans.). Macmillan.  

Jacobs-Nzuzi 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 perspective. Occupational Therapy International, 

2019, 1201689. https://doi.org/10.1155/2019/1201689  



Parent/Carer Perspectives on Co-produced 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 studies. Journal 

of Child Sexual Abuse, 31(1), 105-126. 

https://doi.org/10.1080/10538712.2021.1918308  

Lincoln, Y. S., & Guba, E. G. (1985). Naturalistic inquiry. Sage Publications, Inc.  

Maxwell, J. A. (2012). A realist approach for qualitative research. SAGE 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, I., Madden, A., 

Rumney, P., Savage, R., & Wicks, B. (2016). Service provision for children and 

young people with acquired brain injury: Practice recommendations. Brain Injury, 

30(13-14), 1656-1664. https://doi.org/10.1080/02699052.2016.1201592  

Merleau-Ponty, M. (1962). Phenomenology of Perception (C. 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 mixed-methods analysis 

examining child and family needs following early brain injury. Disability and 

Rehabilitation, 44(14), 3566-3576. 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 Societies, 16(8), 

758-765. https://doi.org/10.1097/PCC.0000000000000494  

Needham, C., & Carr, S. (2009). SCIE research briefing 31: Co-production: An emerging 

evidence base for adult social care transformation. Social Care Institute for 

Excellence.  

NHS England. (2018). Paediatric neurorehabilitation: Operational delivery network service 

specification. https://www.england.nhs.uk/wp-content/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 criteria. International 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. 



Parent/Carer Perspectives on Co-produced 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 2019) (pp. 525-545). 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., Hróbjartsson, A., Lalu, M. M., Li, T., Loder, E. W., Mayo-Wilson, 

E., McDonald, S., . . . Moher, D. (2021). The PRISMA 2020 statement: An updated 

guideline for reporting systematic reviews. International Journal of Surgery, 88, 

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 stroke. Psychomusicology: 

Music, Mind, and Brain, 25(4), 392-403. https://doi.org/10.1037/pmu0000123  

Pilgrim, D. (2014). Some implications of critical realism for mental health research. Social 

Theory & Health, 12(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 web-based psychosocial intervention for adolescent and 

young adult survivors of pediatric brain tumor. Journal of Adolescent and Young 

Adult Oncology, 7(2), 187-195.  

Regan, D., Vaculik, C. L., & Smit, J. (2022). Collaboration, co-design, and co-production: 

Perspectives on art as therapy and service user involvement in assessment, treatment 

planning, evaluation, and research. In C. L. Vaculik & G. Nash (Eds.), Integrative 

Arts Psychotherapy: Using an Integrative Theoretical Frame and the Arts in 

Psychotherapy (pp. 185-195). Routledge. https://doi.org/10.4324/9781003155676-19  

Rixon, C. (2022). Connection: stories not statistics. Brain Impairment, 23(1), 4-8. 

https://doi.org/10.1017/BrImp.2021.37  

Roddy, C., Nikki, R., Jeanette, T., C., L. Y.-E., & and Baker, F. A. (2020). Exploring self-

concept, wellbeing and distress in therapeutic songwriting participants following 

acquired brain injury: A case series analysis. Neuropsychological Rehabilitation, 

30(2), 166-186. 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 cultures. Qual Health Res, 

21(10), 1413-1426. https://doi.org/10.1177/1049732311410988  



Parent/Carer Perspectives on Co-produced ABI Interventions 114 

Sekhon, M., Cartwright, M., & Francis, J. J. (2017). Acceptability of healthcare interventions: 

an overview of reviews and development of a theoretical framework. BMC Health 

Services Research, 17(1), 88. https://doi.org/10.1186/s12913-017-2031-8  

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

and parent experiences with Tele-Active Rehabilitation for concussion: An 

exploratory qualitative study. Brain Injury, 36(9), 1140-1148. 

https://doi.org/10.1080/02699052.2022.2114610  

Sims-Schouten, 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 example. Theory & Psychology, 

17(1), 101-124. https://doi.org/10.1177/0959354307073153  

Slay, J., & Stephens, L. (2013). Co-production in mental health: A literature review. New 

Economics Foundation.  

Smith, H., Budworth, L., Grindey, C., Hague, I., Hamer, N., Kislov, R., van der Graaf, P., & 

Langley, J. (2022). Co-production practice and future research priorities in United 

Kingdom-funded applied health research: A scoping review. Health Research Policy 

and Systems, 20(1), 36. https://doi.org/10.1186/s12961-022-00838-x  

Svendsen, E. J., Killi, E. M., Rohrer-Baumgartner, N., Holthe, I. L., Sandhaug, M., Borgen, I. 

M. H., Wade, S. L., Hauger, S. L., Lßvstad, M., & Bragstad, L. K. (2023). Childrenôs, 

parentsô, and teachersô experiences of the feasibility of a telerehabilitation 

intervention for children with acquired brain injury in the chronic phase ï A 

qualitative study of acceptability and participation in the Child In Context 

Intervention (CICI). BMC Health Services Research, 23(1), 603. 

https://doi.org/10.1186/s12913-023-09589-z  

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 of self-

concept in people with acquired neurological injuries. Nordic Journal of Music 

Therapy, 25(2), 111-133. https://doi.org/10.1080/08098131.2015.1011208  

The CASP Team. (2018). CASP Qualitative Studies Checklist. Critical Appraisal Skills 

Programme (CASP). Retrieved 7 January 2024 from https://casp-uk.net/ 

Thomas, J., & Harden, A. (2008). Methods for the thematic synthesis of qualitative research 

in systematic reviews. BMC Medical Research Methodology, 8(1), 45. 

https://doi.org/10.1186/1471-2288-8-45  



Parent/Carer Perspectives on Co-produced ABI Interventions 115 

Tracy, S. J. (2010). Qualitative Quality: Eight ñBig-Tentò Criteria for Excellent Qualitative 

Research. Qualitative Inquiry, 16(10), 837-851. 

https://doi.org/10.1177/1077800410383121  

Turner-Stokes, 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). All-Party Parliamentary Group on 

Acquired Brain Injury Report. www.ukabif.org.uk 

Vaculik, C. L., & Nash, G. (2022). Integrative Arts Psychotherapy: Using an Integrative 

Theoretical Frame and the Arts in Psychotherapy (1st 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 injury. Journal of 

Pediatric Psychology, 34(5), 517-522. https://doi.org/10.1093/jpepsy/jsn081  

Whiffin, C. J., & Ellis-Hill, C. (2021). How does a narrative understanding of change in 

families post brain injury help us to humanise our professional practice? Brain 

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

Whiffin, C. J., Ellis-Hill, C., Norman, A., Lee, M., Singh, P., Clark-Wilson, J., Felles, N. Y., 

Holloway, M., Rose, S., Sheffield, D., & Gracey, F. (2025, 28 February 2025). Life 

Threads Traumatic Brain Injury Research Seminar, University of Derby.  

Whiffin, C. J., Ellis-Hill, C., Norman, A., Lee, M., Singh, P. K., Clark-Wilson, J., Daisley, 

A., Felles, N. Y., Holloway, M., Rose, S., & Gracey, F. (2024). Developing the óLife 

Threadsô approach to support families after traumatic brain injury in UK community 

settings: Protocol for a qualitative prefeasibility study. BMJ Open, 14(10), e084204. 

https://doi.org/10.1136/bmjopen-2024-084204  

Whiffin, C. J., Gracey, F., & Ellis-Hill, C. (2021). The experience of families following 

traumatic brain injury in adult populations: A meta-synthesis of narrative structures. 

International Journal of Nursing Studies, 123, 104043. 

https://doi.org/https://doi.org/10.1016/j.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 psychology. Psychol Bull, 

133(3), 535-556. https://doi.org/10.1037/0033-2909.133.3.535  



Parent/Carer Perspectives on Co-produced ABI Interventions 116 

Yehene, E., Brezner, A., Ben-Valid, S., Golan, S., Bar-Nadav, O., & Landa, J. (2021). 

Factors associated with parental grief reaction following paediatric acquired brain 

injury. Neuropsychological Rehabilitation, 31(1), 105-128.  

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 progress. The Journal of Head Trauma Rehabilitation, 

20(1). 

https://journals.lww.com/headtraumarehab/fulltext/2005/01000/rehabilitation_and_on

going_support_after_pediatric.9.aspx 

  



Parent/Carer Perspectives on Co-produced ABI Interventions 117 

 

 

 

 

 

 

 

Appendices 

  



Parent/Carer Perspectives on Co-produced ABI Interventions 118 

Appendix A. Author Guidelines for Disability and Rehabilitation 
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Appendix B. Editorôs Decision and Reviewersô Feedback on Manuscript Submission 
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Appendix C. Search Terms Used for MEDLINE Searches 

 

Table A1. Search Terms Used for MEDLINE Searches 

Search 

ID# 

Search Terms 

S1 TI famil* OR AB famil*  

S2 TI relative OR AB relative 

S3 TI parent OR AB parent 

S4 TI mother OR AB mother 

S5 TI father OR AB father 

S6 TI carer OR AB carer 

S7 TI caregiver OR AB caregiver 

S8 (MM ñFamilyò) OR (MM ñParents+ò) OR (MM ñCaregiversò) 

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

S10 TI child* OR AB child* 

S11 TI adolescent OR AB adolescent 

S12 TI youth OR AB youth 

S13 TI teen OR AB teen 

S14 TI ñyoung personò OR AB ñyoung personò 

S15 TI ñyoung peopleò OR AB ñyoung peopleò 

S16 TI ñyoung adultò OR AB ñyoung adultò 

S17 TI toddler OR AB toddler 

S18 TI infant OR AB infant 

S19 TI preschool* OR AB preschool* 

S20 (MM ñInfant+ò) OR (MM ñChild+ò) OR (MM ñYoung Adultò) OR (MM 

ñAdolescentò) 

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

S19 OR S20 
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S22 TI ñbrain injur*ò OR AB ñbrain injur*ò 

S23 TI ñhead injur*ò OR AB ñhead injur*ò 

S24 (MM ñBrain Injuriesò) OR (MM ñBrain Injuries, Traumaticò) OR (MM ñHead 

Injuries, Penetratingò) OR (MM ñBrain Injuries, Diffuseò) OR (MM ñHead 

Injuries, Closedò) OR (MM ñCraniocerebral Traumaò) 

S25 S22 OR S23 OR S24 

S26 TI feasibility OR AB feasibility 

S27 TI acceptability OR AB acceptability 

S28 TI ñcase stud*ò OR AB ñcase stud*ò 

S29 TI ethnograph* OR AB ethnograph* 

S30 TI phenomenolog* OR AB phenomenolog* 

S31 TI narrative OR AB narrative 

S32 TI ñgrounded theor*ò OR AB ñgrounded theor*ò 

S33 TI ñdiscourse analys*ò OR AB ñdiscourse analys*ò 

S34 TI ñcontent analys*ò OR AB ñcontent analys*ò 

S35 TI ñthematic analys*ò OR AB ñthematic analys*ò 

S36 TI ñlived experienceò OR AB ñlived experienceò 

S37 TI ñfocus groupò OR AB ñfocus groupò 

S38 TI questionnaire OR AB questionnaire 

S39 TI survey OR AB survey 

S40 TI interview OR AB interview 

S41 TI observ* OR AB observ* 

S42 (MM ñGrounded Theoryò) OR (MM ñFocus Groupsò) OR (MM ñFeasibility 

Studiesò) OR (MM ñPatient Acceptance of Health Careò) 

S43 S26 OR S27 OR S28 OR S29 OR S30 OR S31 OR S32 OR S33 OR S34 OR 

S35 OR S36 OR S37 OR S38 OR S39 OR S40 OR S41 OR S42 

S44 TI qualitative OR AB qualitative 

S45 TI mixed method OR AB mixed method 



Parent/Carer Perspectives on Co-produced ABI Interventions 130 

S46 (MM ñQualitative Researchò) OR (MM ñHermeneuticsò) 

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 2020 Checklist 

Table A2. PRISMA 2020 Checklist 
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Appendix E. Quality Assessment Criteria 
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Appendix F. Snapshot of NVivo Codebook during Stage 3 of Analysis 
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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 Illustrative quotes 

Proactive and 

responsive 

communication 

Consistent, open dialogue with healthcare providers 

and educators to address CYPôs evolving needs, 

particularly during transitions such as returning to 

school 

ñThere should have been some direct communication between hospital and 

school. School knew nothing about what had happened or what should be 

in placeò (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 the 

unique academic and emotional needs of CYP with 

ABI  

ñI wouldôve 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 would beò (parent of CYP with ABI; Bennett 

et al., 2023, p. 631). 

Sustained long-term 

adjustments 

Ensuring schools maintain accommodations over time 

rather than reverting to pre-injury expectations 

ñTake note and implement recommendations from the [Brain Injury 

Specialist] and parents, andé maintain these over the long termé [donôt] 

forget them after the first few weeksò (parent of CYP with ABI; Bennett et 

al., 2023, p. 629). 

Recognising hidden 

challenges 

Raising awareness among educators and peers about 

the invisible nature of ABI and its cognitive, 

emotional, and physical impacts 

ñThe tumor was just the tip of the icebergé [late effects were] a lot harder 

to deal with as youôre fighting something thatôs invisibleò (parent of PBT 

survivor; Raj et al., 2018, p. 191). 

Investing in training 

and awareness 

Providing educators with training to better understand 

ABI and its long-term effects on CYP 

ñUntil the brain injury specialist went into school, they were clueless... I 

think itôs easy for them to forget that because he looks ok doesnôt mean the 

ABI isnôt thereò (parent of CYP with 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 Illustrative quotes 

Supporting 

family 

functioning 

Tools for managing conflict and navigating shifting family 

dynamics; strategies to improve communication and address 

trauma or grief 

ñAs a family we had zero supporté 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 as [a] family, because it made an impact on our lives as wellò 

(mother of teenage boy with TBI; Jacobs-Nzuzi Khuabi et al., 2019, p. 

9). 

Empowering 

parents/carers 

Advocacy strategies for navigating systems (e.g., education, 

healthcare); positive parenting techniques that balance 

independence with discipline; self-care strategies to manage 

stress, build resilience, and sustain ability to support CYP 

ñWeôve got [a] common language when we try and talk to her about 

social situationsò (female caregiver of 12-year-old girl with ABI; 

Gilmore et al., 2023, p. 4). 

Educating others 

about ABI 

Raising awareness of ABIôs invisible challenges to reduce 

stigma; providing structured resources for teachers, peers, and 

extended family  

ñOur biggest problem has been getting people to take my childôs 

challenges seriously, because she does not look disabledò (parent of 

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, knowledgeable, 

and skilled at building trust, offering clear 

guidance, and tailoring interventions to family 

needs 

Clinicians skilled at addressing family concerns: ñI think, afterwards, youôll 

have a lot of questions, and having somebody to be able to ask those questions 

to and give you the comfort that there is supportéò (mother of 15-year-old 

stroke survivor; Drake et al., 2024, p. 10). 

Parent/carer 

involvement in 

intervention design 

Opportunities for parents/carers to participate in 

developing and shaping interventions to meet 

family needs 

Collaborative design process: ñI found it exciting to be a part of it. And when 

weôve mentioned something, itôs been taken care of, so itôs worked out wellò 

(father of teenage girl with ABI; Svendsen et al., 2023, p. 6). 

Flexible delivery Interventions that accommodate individual 

family needs, allowing participants to engage at 

their own pace 

Self-paced design enabling flexibility: ñYou 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 chunksò (mother of 16-year-old 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 slides and personalised activities: ñI love a slideshow, haha, 

especially with the annotating in it é when you see your ideas written down you 

feel more engagedò (Al -Hakeem et al., 2024, p. 222). 

Practical learning 

opportunities 

Approaches that combine theory with hands-on 

application during sessions and at home, such as 

role-plays and interactive exercises 

Role-plays to apply theory: ñI think itôs important to have like the theory and 

then try to apply it é briefly in the moment and thené [during] the week, I 

think thatôs a good model to useò (mother of 13-year-old girl with PPCS; Al-

Hakeem et al., 2024, p. 223). 

Active CYP 

involvement 

Including CYP in planning and goal-setting to 

ensure interventions are meaningful and 

encourage participation 

Collaborative planning with CYP: ñIt was very important to usé to include 

[CYP] in the teamé it [was] important to focus on somethingé important to 

himò (father of teenage boy with ABI; Svendsen et al., 2023, p. 7). 
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Appendix J. Author Guidelines for Journal of Health Psychology 
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Appendix K. Participant Information Sheet 
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Appendix L . Recruitment Materials 

Recruitment poster 
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Wording used for recruitment 
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Appendix M. Ethical Approvals for Empirical Study 

NHS REC approval for empirical study 
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NHS HRA approval for empirical study 

 
































