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This programme of research critically explored the lived experiences of children and young people with limb difference and their families, with a specific focus on how these experiences influence life, well-being, and participation in physical activity. The purpose of this thesis was threefold: First, I aimed to examine and understand the diverse and complex stories of families navigating life with limb difference using a qualitative, longitudinal and rigorous methodology that was framed and guided by narrative inquiry. Data was collected through various methods (e.g., semi-structured interviews, observations, drawings and photographs taken by families) and analysed using narrative analysis. The use of multiple methods and the type of analysis generated rich, qualitative narratives that captured the emotional and practical dimensions of families’ lives with children and young people with limb difference and amputation (LDA). The analysis of these narratives revealed four key narrative typologies: stigmatisation, quest, advocacy, and integration. These typologies traced the evolving experiences of families over time. They highlighted critical issues such as societal stigma, the emotional toll of navigating life with LDA, resource accessibility, physical activity exclusion, and the central role of advocacy in fostering inclusion. Second, this thesis sought to bridge the gap between traditional academic dissemination and narrative-based inquiry by communicating the findings in an engaging manner, through storytelling. Shifting from story analyst to storyteller, I constructed four creative non-fiction stories based on the narrative typologies to ‘show’ rather than ‘tell’ the reader: Why Can’t I be Normal? (stigmatisation), From Last to First (quest), Equal Play (advocacy), and Accept. Adapt. Move On. (integration). These stories were carefully written to ensure they authentically reflected the lived experiences of children and young people with LDA and their families. In doing so, this thesis extends the boundaries of conventional qualitative reporting and contributes to the field of narrative inquiry and the broader discourse on effective and meaningful knowledge mobilisation. Third, this thesis aimed to develop a practical and impactful resource through a co-design process with participants. Following various collaborative working group meetings, the final outcome was a book (accessible at https://www.paperturn-view.com/?pid=ODg8853226), which centred and amplified the voices of children and their families. This resource was intended to raise awareness and promote understanding among educators, healthcare professionals, and the wider public about the realities of living with LDA. Families, charities, educators, health professionals, and lay audiences who accessed and read the finalised resource reported of its authenticity, accessibility, and potential transformative impact. Notably, its impact has extended to receiving an official endorsement from a National Disability Support Organisation (NDSO), thus affirming its value as a meaningful advocacy tool. This thesis contributes to the academic understanding of LDA and physical activity through a social-cultural lens, framed by narrative inquiry and the social model of disability. It also underscores the importance of co-design in resource development and storytelling as a means of cultivating empathy, challenging stigma, promoting inclusivity and giving power back to those who have been marginalised and historically ignored (i.e., “Nothing about us without us”). Ultimately, this thesis seeks to advance a narrative of empowerment and community while advocating for systems that better support children with LDA and their families in building a more inclusive society. The thesis concludes by presenting prospective research directions and applied considerations.
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[bookmark: _Toc197684213]Chapter 1:
Introduction

1.0 [bookmark: _Toc197684214][bookmark: _Toc185863392][bookmark: _Toc185863498][bookmark: _Toc185863604][bookmark: _Toc185863710][bookmark: _Toc185863816]What is this PhD about?
Childhood represents a time of exploration, connection, and boundlessness. It is also a period where physical activity fosters growth, joy, and inclusion. Yet for children and young people with limb difference, these ideals are often not reality. Despite growing recognition of the importance of inclusion, there are systemic, societal and emotional barriers, and at the heart of these aforementioned barriers are children and young people with limb difference, and their families, whose voices have gone unheard and whose lived realities remain largely overlooked (Sapiets, 2021). It was this gap in the literature that prompted a registered charity (i.e., LimbPower) working with children and families affected by limb differences and amputations (LDA) to express the need for research that provides a greater depth of understanding into their lived experiences. Children and young people with LDA continue to face barriers that limit their opportunities to participate fully in physical activity. In UK schools for example, just one in four disabled children participate in physical education (P.E.) (ParalympicsGB, 2024), and children with limb difference are frequently sidelined or excluded from P.E. altogether. These moments of exclusion are not isolated—they are part of a broader societal narrative that sees environments and opportunities being designed for a "non-disabled norm", thus sidelining and consequently marginalising those who do not conform to these standards. In response to these challenges, ParalympicsGB launched the "Equal Play" campaign in 2024, advocating for equal access to physical education and sports for disabled children. The goal is to ensure that all children benefit from the physical, social, and emotional advantages of school sports. Newspapers (e.g., Mirror, 2024) and national media coverage, including documentaries on the challenges disabled children face (i.e., Channel 4 Programmes-Equal Play, 2024), has raised public awareness and underscored the need for more inclusive policies. This growing focus on sports inclusion makes research into the physical activity experiences of young people with disabilities, like those with LDA, highly relevant and timely. It offers the chance to support initiatives like "Equal Play" and helps shape strategies to address these inequalities. Although, to create a society that truly embodies understanding and inclusion, we must first listen to the voices of those on the margins.
Framed and guided by narrative inquiry, this PhD programme of research employs a longitudinal approach to capture the temporal and evolving nuanced realities of children and young people with LDA and their families. Then, through the art of creative non-fiction storytelling, these narrative experiences are transformed into authentic stories that offer a window into the participants' realities. Centred on the voices of children and young people with LDA and their families, this thesis engages with broader theoretical and practical considerations. By integrating insights from disability studies, narrative inquiry, and co-design, it bridges the gap between research and real-world application. The creative non-fiction stories capture the richness of participants’ experiences and serve as a tool for advocacy and education as they both enlighten and challenge prevailing narratives about LDA and inclusion. Thus, this research aims to exemplify how research can translate into actionable outcomes, thus providing families, communities, educators, peers and policymakers with a tangible means of cultivating understanding and inclusivity through a meaningfully co-designed resource.
1.1 [bookmark: _Toc197684215]Background
In England and Wales, an estimated 10 per 10,000 babies are born yearly with limb reduction, and over 9300 children on average present to emergency services with injuries resulting in an amputation (BINOCAR, 2014; Khan, 2016). Having a limb difference or amputation has been identified to impact children and young people physically, psychologically, emotionally and socially (Kashani et al., 2018; Limbless Statistics, 2013). The loss of limb(s) in children can occur as a result of one of two main reasons: congenital limb difference or acquired amputation (Smith, 2006). Congenital limb difference is present at birth and in rare circumstances can affect multiple limbs, whereas acquired amputations in children are often the result of cancer, trauma or a severe infection such as meningococcal septicaemia (Sims et al., 2017). Although the prevalence of childhood amputations in England remains underexplored, research suggests that these cases disproportionately contribute to injury-related morbidity (Khan, 2016). 
Children and young people with LDA frequently face exclusion in physical and social activities, which can lead to feelings of depression and internalised oppression (Reeve et al., 2004). For instance, Jones (2004) found that children with disabilities participating in physical activity often feel “left out” by their peers. Studies have shown that these children may perceive their inability to participate as a personal failure, compounding their emotional challenges (Jones, 2003; Reeve et al., 2004). This is a sentiment echoed in the findings of Hodge and Runswick-Cole (2013), who noted that social isolation in these settings denies children opportunities to learn from peers. Participation in physical activity is one strategy that has shown promise in addressing these challenges and improving well-being, yet it has received limited research attention (Dunn, 2008). 
For families supporting children and young people with LDA, the challenges are several and multifaceted (Piskur et al., 2012). These challenges include exclusion from services (e.g., school sports events, inclusive sport programmes and recreational activities), inadequate resources (e.g., insufficient provision of adaptive equipment and support staff), and withdrawal from mainstream community life (e.g., due to stigmatisation and social isolation) (Home, 2002; Hodge & Runswick-Cole, 2013). These issues are compounded by the deprivation and loss of carefree, self-motivated play, which parents view as a vital part of childhood (Goodley & Runswick-Cole, 2010). Additionally, caregiving dynamics often become characterised by heightened anxiety, overprotection, and disruptions to daily routines (Lardieri et al., 2000). While these adjustments are necessary to care for the child, they can strain family relationships and household dynamics (Heiman, 2002; Turnbull & Turnbull, 1990). Despite these well-documented issues, the prevalence and experiences of these challenges remain poorly understood (Piskur et al., 2012). A deeper understanding of these lived experiences is crucial for providing effective support. 
Person-centred care and family-centred care frameworks provide literature models for tailoring services to the unique needs of children and their families (Entwistle & Watt, 2013). Family-centred care emphasises addressing the needs of the entire family unit, while acknowledging parents’ critical roles as caregivers and advocates (Kuo, 2012). To practice family-centred care effectively, it is critical to explore the lived experiences of children and young people with LDA and their families, identify their specific needs, and determine the extent to which they need to be supported (Kuo, 2012). However, current practices often fail to align with family-centred care principles (Barbour et al., 2010; Visser-Meily & Ketelaar, 2010). This misalignment leaves families without meaningful or impactful collaboration and support (Nijhuis et al., 2008; Pickering & Busse, 2010). This disconnect stresses the urgent need to align care practices with the lived realities of families supporting children with LDA.
Barriers to participation in education, recreation, and physical activity further complicate the experiences of children with LDA and their families. These barriers often include physical obstacles, such as inaccessible spaces and inadequate adaptive equipment, as well as programmatic challenges like insufficient staff training and limited awareness of how to modify activities (Rimmer & Rowland, 2007; Schreiber et al., 2004). Social isolation in these settings can exacerbate the challenges, depriving children of opportunities to learn from peers and reinforcing exclusionary behaviours (Hodge & Runswick-Cole, 2013). Although assistive technologies such as wheelchairs and prosthetics are critical to enabling participation, their availability and integration remain inconsistent across settings. The Department for Children, Schools and Families (2008) highlights the importance of these tools in facilitating participation in school, leisure, and extracurricular activities, yet significant barriers persist and the extent to which this affects children with LDA, is unknown.
Historically, the voices of children with LDA and their families have been overlooked in research and decision-making. Their experiences offer valuable insights into the challenges they face and the opportunities for inclusive solutions. Yet, existing research has predominantly focused on medical, rehabilitative, or educational aspects, leaving the personal stories of these children and their families unheard. This marginalisation prevents the creation of inclusive and effective solutions, as it overlooks the barriers they face in a world that is often not designed to accommodate them (Finlay, 2024; Sims-Schouten, 2025). Ignoring their perspectives also undermines their identities and unique contributions (Solnit, 2017). By bringing these voices to the forefront, this research seeks to address the gap and create a meaningful, responsive resource that amplifies their lived experiences.
Research that centres on the perspectives of children and their families is essential for understanding their experiences and improving outcomes. While previous studies have examined parents’ actions, challenges, and needs in enabling children with physical disabilities to participate in physical activity (Piskur, 2015), much of this work has treated disability as a broad category. There remains a significant gap in research focusing specifically on the unique needs of children and young people with LDA in England and their wider social support networks. Furthermore, there is a lack of studies exploring their integration into physical activity and the role their families play in facilitating and/or hindering this process. Families have long been positioned as pivotal to the rehabilitation and integration of children with limb loss (Faber et al., 2010), thus once more reiterating how crucial it is to understand their perspectives and needs.
This PhD programme of research aims to make a significant contribution to the field of disability studies and, specifically, to the understanding of LDA. It aims to address these gaps by providing new insights into the experiences of children and young people with limb difference and their families, while advancing theoretical frameworks and practical applications. The findings have the potential to inform local councils, educators, charities, and policymakers, supporting the development of more inclusive practices. By listening directly to children and their families, this research also highlights how inclusive and impactful studies can be conducted to meet the needs of those with LDA.


1.2 [bookmark: _Toc185863396][bookmark: _Toc185863502][bookmark: _Toc185863608][bookmark: _Toc185863714][bookmark: _Toc185863820][bookmark: _Toc197684216]Overview of the Thesis
This thesis is organised into six chapters, each contributing to the overall research objectives by exploring the longitudinal and temporal experiences of families and children dealing with LDA. The chapters are structured to provide a clear and comprehensive examination of the research question, from the conceptual foundations to the analysis of the lived experiences of the participants, the storytelling process, and finally, co-designing a meaningful resource. Each chapter builds on the previous one, ensuring a coherent and logical progression of ideas and findings. This section outlines the structure of the thesis and provides an overview of the key content of each chapter.
The introductory chapter provides a broad overview of the research topic and its significance. Chapter two looks deeply into the existing body of knowledge related to this research context. It provides a review of literature, beginning with an exploration of the relevant theoretical frameworks and models of disability, including the medical, social, conceptual and inclusion models, policy impact, and the disability framework. This chapter then provides an overview of the existing knowledge of limb difference in children, its prevalence in England, the psychological and social difficulties experienced, and the existing modes of support. The chapter also explores physical activity among children with a physical disability for context. It provides a discussion on the recommendations, policies, barriers and facilitators all pertaining to physical activity. It also looks at the literature on family systems’ influence on physical activity in children with disabilities. The chapter explains the rationale for the research and the potential contributions it can make to academic knowledge and practical applications, especially in the areas of physical activity participation, social inclusion, and well-being. Furthermore, it situates the study within the existing literature and highlights the gap this research seeks to address. The chapter closes by outlining the research aims and objectives.
Chapter three presents the narratives of children and young people with LDA and their families, highlighting their lived experiences. The chapter begins with an overview and introduction to the key themes explored through the data. The chapter also outlines the methodological and practical framework of study 1. It discusses the research philosophy, narrative inquiry approach, participant selection criteria, procedures for recruitment and data collection. Furthermore, ethical considerations are detailed. The chapter also explains the use of dialogical narrative analysis to interpret participants’ stories and reflects on my position and its influence on data interpretation. Strategies to ensure rigour are also highlighted. The results section introduces four narrative typologies that emerged: stigmatisation, quest, advocacy, and integration. This is followed by a discussion which interprets these findings in the context of broader societal and theoretical frameworks, and a conclusion synthesising key insights.
Chapter four explores the transition from lived experience to narrative through the process of re-storying, employing creative non-fiction storytelling as a method to convey participants' realities. It begins with an overview and introduction and addresses my researcher role in crafting these stories. The chapter then moves to the methods containing the research philosophy, procedures and ethical considerations. Insights gained through researcher reflexivity and rigour further enrich the chapter. This chapter also explores the significance of creative non-fiction in blending factual accuracy with narrative storytelling to authentically convey lived experiences. The chapter details how participant stories were constructed whilst emphasising the principles of fidelity, the use of narrative devices, and the balance between objectivity and subjectivity. Ethical and methodological considerations, including maintaining participant voices and authenticity, are addressed alongside the challenges and benefits encountered in this storytelling approach. The resulting creative non-fiction stories—'Why Can’t I Be Normal?’, ‘From Last to First’, ‘Equal Play’, and ‘Accept. Adapt. Move On.’—are presented and the chapter concludes by reflecting on the significance of this storytelling approach within the research context.
Chapter five outlines the development of a resource created through a collaborative co-design process with participants. The chapter begins with an overview, introduction and an outline of the methods in study 3. The methods section outlines the research philosophy, the participants involved, the ethical considerations, data collection and the study’s procedures. The methods section ends with a reflexive piece and details of rigour. This chapter explains the purpose and theoretical foundations of the resource, detailing the inclusive and structured approach taken. This chapter also highlights the different aspects of the final product—a book. It details feedback and reflections on the co-design process. The chapter addresses challenges, benefits, and limitations while evaluating the impact and potential for future research. It then concludes with the resource's role in promoting awareness, inclusion, and meaningful change. 
Chapter six synthesises the research findings whilst highlighting key outcomes and their implications for various stakeholders. It examines the methodological considerations and contributions to empirical evidence, offering insights into the theoretical and practical implications of the study. The chapter reflects on the researcher's role and positionality whilst also addressing the strengths and limitations of the study. It outlines directions for future research and emphasises the potential for ongoing impact and further exploration in supporting children and families with LDA. The chapter then concludes by providing final reflections and concluding thoughts. 


[bookmark: _Toc185863397][bookmark: _Toc185863503][bookmark: _Toc185863609][bookmark: _Toc185863715][bookmark: _Toc185863821]
[bookmark: _Toc197684217]Chapter 2:
Literature Review

2.0 [bookmark: _Toc185863398][bookmark: _Toc185863504][bookmark: _Toc185863610][bookmark: _Toc185863716][bookmark: _Toc185863822][bookmark: _Toc197684218]Introduction
Evidence consistently shows that physical activity is essential for children’s physiological and psychological well-being (Abu-Omar et al., 2013). Despite this, global reports indicate that 83% of children fail to meet the World Health Organisation’s (WHO) recommended guidelines for physical activity (Department of Health, 2001; Department of Health, 2012; WHO, 2015). This issue is particularly pronounced among children with disabilities and those from less affluent families, who are the least likely to engage in regular physical activity due to environmental, social, and economic barriers (Williams, 2017). These disparities are concerning because evidence suggests that physical activity patterns established during childhood (ages 2–17) often persist into adulthood, with long-term health consequences for those who remain inactive (Tarp et al., 2018).
The health implications of inactivity are profound. In the UK, physical inactivity is the fourth most significant risk factor for premature death from any cause and contributes to 10% of major chronic non-communicable diseases (WHO, 2010; World Heart Federation, 2021). Given these risks, childhood represents a critical window for establishing healthy physical activity habits. The World Health Organisation previously recommended that children engage in an average of 60 minutes of moderate-to-vigorous intensity aerobic physical activity daily, including activities that develop movement skills, muscular fitness, and bone strength (WHO, 2020). This guideline also suggested incorporating vigorous-intensity aerobic activities three days a week to promote overall physical health. In recognition of the unique needs of disabled children and young people, these guidelines were updated. In 2022, the UK Chief Medical Officers released new recommendations. The updated guidelines advise that disabled children and young people engage in 120 to 180 minutes of aerobic physical activity per week, with a focus on moderate-to-vigorous intensity. This can be achieved in various ways, such as 20 minutes per day or 40 minutes three times a week. In addition to aerobic activity, the new guidelines stress the importance of incorporating strength and balance exercises three times per week, (e.g., indoor wall climbing, yoga, or modified sports) to enhance muscle strength and motor skills (Department of Health and Social Care, 2022). However, many children remain sedentary for extended periods, and 80% of adolescents are not meeting physical activity recommendations (World Health Organisation, 2024; Department of Health, 2020). Addressing this gap is crucial to reducing long-term health risks and promoting lifelong well-being.
[bookmark: _Toc185863399][bookmark: _Toc185863505][bookmark: _Toc185863611][bookmark: _Toc185863717][bookmark: _Toc185863823]This review will critically examine the literature that forms the foundation of this PhD, focusing on key areas of relevance. It will begin by exploring models of disability, which are often employed to conceptualise issues relating to children with disabilities. Particular attention will be paid to how these models have shaped understanding and influenced policy development. The review will then shift focus to LDA in children and young people, covering prevalence in the United Kingdom (UK), underlying causes, associated psychosocial challenges, and the types of support available. While physical activity is widely recognised as vital for maintaining a healthy lifestyle, there is limited understanding of how children with LDA engage in physical activity, how it impacts their physical, social, and emotional well-being, and the factors that either enable and/or hinder their participation. To address this gap, the subsequent section will explore the experiences of children with disabilities in engaging in physical activity, including engagement in physical education (P.E.), current recommendations, facilitators and barriers to participation, and the influence of family dynamics. This chapter will provide a rationale for the research programme, offer a summary of key insights, and outline the specific research questions guiding the study.
2.1 [bookmark: _Toc197684219]Models of Disability
[bookmark: _Toc185863400][bookmark: _Toc185863506][bookmark: _Toc185863612][bookmark: _Toc185863718][bookmark: _Toc185863824]In 2001, the International Classification of Functioning (ICF) for Disability and Health defined disability as an umbrella term encompassing the co-existence of physical or mental impairments that significantly limit an individual’s functionality and participation in activities. This limitation arises from both personal or environmental factors, such as restricted mobility, sensory impairments, or limited social support (BINOCAR, 2014; Francis, 2016). Disability is also shaped by societal barriers that hinder equality, as it reflects the inadequate attention and accommodation provided to meet the needs and demands of individuals with impairments (Department of Health, 2016).
A physical disability typically involves impairments in dexterity, mobility, or physical functioning, which may affect movement, coordination, muscle control, or sensation (Falvo & Holland, 2017). The causes of physical disabilities are diverse, ranging from physiological, metabolic, and neurological conditions (e.g., cerebral palsy, achondroplasia) to degenerative disorders (e.g., Duchenne muscular dystrophy) and severe trauma resulting from accidents, amputations, or illness. Additional causes include chromosomal anomalies (e.g., Turner syndrome, TUBB4A, Ehlers-Danlos syndrome), acquired brain injuries, spina bifida, musculoskeletal conditions, birth-related trauma, complications associated with prematurity, and ageing. Limb differences, whether affecting the upper limbs (e.g., fine motor skills and hand function) or lower limbs (e.g., mobility), also fall under this category (Liu & Luan, 2008; Kohler et al., 2005).
It is important to note that chronic conditions impacting mobility or physical functioning are often included in the definition of physical disability, even in the absence of a definitive diagnosis (Gulley et al., 2018). The severity of physical disabilities varies widely, from mild limitations to complete loss of mobility or function (Manini, 2011). The following section will examine models and frameworks of disability to provide a deeper understanding of these concepts.
2.1.1 [bookmark: _Toc197684220]Medical Model
The medical model in today’s literature is considered outdated, as it depicts the bodies of people with disabilities as defective and pathological (Anastasiou & Kauffman, 2013). It ignores the social structures that contribute to living with disability as it focuses on the individual's physical impairments and the medical intervention required to manage those impairments (Hogan, 2019). This model sees the child with a disability as being in need of medical treatment to correct or manage their physical condition, as its primary goal is to ‘return’ the child to a state of ‘normal’ function or physical ability as much as possible (Bunbury, 2019). This approach would involve providing the child with prosthetics, referring and engaging the child in physical therapy, and utilising other medical interventions to help them overcome the limitations imposed by their limb difference. As the focus here would be to improve the child's physical function (i.e., regaining walking ability, running, or engaging in PA), the psychosocial impact of their condition is not addressed (Bidzan-Bluma & Lipowska, 2018). 
The medical model states that individuals are deemed disabled as a result of their differences or impairments (Terzi, 2004), and that such differences or impairments should be ‘fixed’ or rehabilitated through medical treatment (Hogan, 2019). This is irrespective of whether the difference or impairment causes pain or results in illness (Shah & Mountain, 2007). Barnes (2019) deemed this to be discriminatory and prejudiced by the standards of the social model, as attempts to ‘fix’ or ‘cure’ can harm the confidence of those subjected to it. Anastasiou and Kauffman (2013) support this by suggesting the medical model emphasises what it believes to be ‘wrong’ as opposed to identifying the individual’s needs, thus leading to loss of confidence, loss of control of self-health-promotion, and low expectations. Emphasising what is ‘wrong’ with an individual can lead to such difficulties as it suggests an impairment is the most significant aspect of the person, as well as suggesting that the person is dependent, helpless and unable to do anything about this themselves (Hogan, 2019). This can particularly impact the way disabled children and young people view themselves, as such negative messages may convey that all the issues associated with living with a disability stem from not having what is deemed to be a ‘normal’ body (Babik & Gardner, 2021; Goering, 2015).  
Outside the UK, the medical model of disability influences laws and policies relating to individuals living with a disability on a national level (Bunbury, 2019). For instance, the United States of America's Supreme Court has applied a ‘goldilocks’ style approach to the Americans with Disabilities Act. It uses the medical model to assess whether an individual is ‘too disabled’ or ‘not disabled enough’, with very few being assessed as ‘disabled just right’ in order to access services such as appointments, rehabilitation and physiotherapy (Areheart, 2008). Whilst the medical model has been useful in providing medical support and interventions for children with disabilities, it has also been criticised for being narrow in its focus and not fully addressing the broader impact of disability on an individual's life (Kafer, 2013). Consequently, in the UK, a more conscious effort is being made by government bodies to develop laws based on disability theories which challenge disability discrimination and prejudice (Bunbury, 2019). 
2.1.2 [bookmark: _Toc185863401][bookmark: _Toc185863507][bookmark: _Toc185863613][bookmark: _Toc185863719][bookmark: _Toc185863825][bookmark: _Toc197684221]The Social Model
In 1980, the Disabled Peoples Movement developed the social model (Anastasiou & Kauffman, 2013). It recognises the difference between impairment and disability and highlights disability as a social issue, which has much less to do with physiology, anatomy and psychology. The model states individuals are disabled as a result of the construct of society ignoring the needs of people with long-term or chronic physical conditions, and not due to their impairment or differences (Goering, 2015). It views impairment as a physical, sensory or cognitive difference and juxtaposes the term disability as a name for the social consequence of having an impairment (Cigman, 2010). Applying this knowledge, the social model would recognise LDA as just one aspect of the identity of children and young people with LDA. It instead frames that the limitations they face are largely due to societal attitudes and physical barriers in the environment (Buder & Perry, 2021). It would advocate for changes to the built environment (e.g., installing ramps) to aid accessibility for children with disabilities, as well as to promote the importance of inclusive education, where children with disabilities are fully integrated into mainstream classrooms. Consequently, the social model applies a more holistic approach (Hunt, 2022). Rather than solely focusing on their physical impairments, it aims to address the social and environmental barriers that limit the opportunities and experiences of children and young people with LDA by identifying intentional and inadvertent social exclusions, systemic barriers and derogatory attitudes (e.g., stigmatisation) that can limit opportunities and experiences for disabled people (Barnes, 2019; Cigman, 2010). This is supported by Crow’s (2010) study, which found the social model of disability identified methods of eliminating restrictions and barriers that limited life choices for people with disability, and in doing so, it promoted independence, control and equality.
2.1.3 [bookmark: _Toc185863402][bookmark: _Toc185863508][bookmark: _Toc185863614][bookmark: _Toc185863720][bookmark: _Toc185863826][bookmark: _Toc197684222]Impact of Disability Legislation on Policy
In the UK, the Disability Discrimination Act (1995) characterises disability using the medical model (Terzi, 2004).  Disabled people are identified as individuals with specified conditions, or people with particular limitations on their ability to carry out “normal daily activities” (Finkelstein, 2007).  Despite this, service providers such as schools and centres are required to make “reasonable” adjustments to their working policies, practices, settings, and premises layout based on the social model (Department for Work and Pensions, 2009). The Disability Discrimination Act (1995) states that complying would ensure that service providers are eradicating the barriers that disable, and in doing so, as per the theoretical foundations of the social model, service providers would be removing an individual’s disability (Anastasiou, Kauffman, 2013). The Act was amended in 2006 as the medical model of disability was deemed limited as it did not seek to understand the personal and social experiences of disability. It, therefore, prohibited the development of a more inclusive way of living (Crow, 2010; Terzi, 2004). This, therefore called for local authorities, government bodies, arm-length bodies, schools and charities to take an active stance in promoting disability equality. This was enforced in December 2006 and is named the Disability Equality Duty.  Following this, in 2010, the Disability Discrimination Act (1995) was incorporated into the Equality Act (2010) alongside relevant discrimination regulations.
2.1.4 [bookmark: _Toc185863403][bookmark: _Toc185863509][bookmark: _Toc185863615][bookmark: _Toc185863721][bookmark: _Toc185863827][bookmark: _Toc197684223]Conceptual Model
The Conceptual models of disability describe disability as an expression of a physical or psychological limitation within a social context and a chasm between an individual’s abilities and the demands of the environments they find themselves (World Health Organisation, 2010; Nagi, 1965; Nagi, 1976). This is supported by WHO’s (2010) definition, which states that disability is a varied and dynamic process as opposed to an attribute of an individual or a static one. It is, therefore, seen as a biopsychosocial model which conceptualises the phenomenon of disability as a system. This is a system comprising of interconnected and related conceptual factors (Forstner, 2022) as it merges elements of both the social and medical models of disability (Olkin, 2022). The conceptual models provide a common language of rehabilitation that is often applied when defining rehabilitation strategies (Masala, 2008). This has been adopted by governing bodies in the UK and Europe (Forstner, 2022). The conceptual model takes concepts from different disability models and places them into four groups. Namely, 1. Models considering functional limitations as a characteristic of an individual and a consequence of pathology; 2. Models investigating pathology and its role in disablement; 3. Models emphasising environment and societal constructs and their role in disablement; 4. Models describing relationships between an individual’s characteristics and the environment (Crow, 2010; Terzi, 2004). Overlap between the different concepts in models can arise, as well as a single model sharing features from two or more groups. 
The impairment model places emphasis on anatomy and organs. It illustrates impairment as a ‘loss’ of this (Bradley, 1993). The model states that any abnormality in the psychological, physiological, anatomical or functional ability of the body is an impairment and thus a disability (WHO, 1980). Whilst Nagi focused on organs and systems in his impairment model, WHO focuses on function and structure (Haegele, 2016).
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[bookmark: _Toc197686549]Figure 1: The International Classification of Functioning Model (WHO, 2007)
The International Classification of Functioning (ICF) model focuses on core components which underpin internal and external factors pertaining to a person’s health status (see Figure 1) (Rauch et al., 2008). These are, bodily functions (i.e., the physiological functionality of the body); structures (i.e., anatomical parts of the body such as organs and limbs); activities (i.e., the ability to perform a task and the difficulties an individual may encounter when executing tasks); participation (i.e., involvement in life situations, such as carrying out activities of daily living, involvement in recreation and leisure) and environmental and personal factors (i.e., the barriers and facilitators in environments and settings of a disabled person) (Haegele, 2016; Bradley, 1993). To assess disability, the model contextualises the setting in which the individual lives, and where they may conduct day-to-day activities (Rimmer, 2006). Martins (2015) suggests that this is especially important as internal or personal factors (i.e., age, gender, race, health conditions, lifestyle habits, social background, profession, family history, past and current experiences, aptitudes and educational background (WHO, 1997)), and external environments impact an individual with a disability or impairment differently from someone without a disability or impairment. These factors would influence impairment due to activity limitation, and participation restrictions. This was concluded by grouping ‘environmental’ and ‘personal’ factors when assessing disability (WHO, 1997). 
The ICF concept of participation is scoped further than performance in activities. It seeks to tackle the larger issues of the consequences of barriers (i.e., not meeting recommended daily physical activity levels, low self-esteem, exclusion and isolation), and the facilitators of participation in society and cultures (Haegele, 2016). In children and young people with disabilities such as LDA, the barriers and facilitators include elements such as stigma, discrimination, lack of opportunities to participate, and lack of legislation around participation specifically for children living with disability (Retief & Letsosa, 2016). For instance, playgrounds that cannot be accessed by wheelchair users in turn systematically prohibit and restrict participation in physical activity, irrespective of recommendations for physical activity levels in children (Engelen et al., 2021).
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A framework is typically a structure containing a particular set of rules, guides or ideas that provide a foundation to strengthen knowledge and gain understanding (DFID Disability Framework, 2014). The Disability Framework identifies that an impairment develops into a disability when a person is prohibited from participating completely in society due to social, political, economic, environmental or cultural factors (DFID, 2015; Department of Health, 2012). It consequently applies a theoretical approach that seeks to understand the experiences and needs of children, young people and adults from a disability rights perspective (Health Education England, 2019). It views disability as a social construct and recognises that disabled people may face various barriers and challenges due to societal attitudes and lack of accessibility (Cigmam, 2010). It consequently contains legislation protecting prospective and current employees, volunteers and work experience students, contract workers and clients from discrimination and exclusion due to disability (DFID, 2014). Through an emphasis on the importance of promoting inclusion, it identifies that individuals with disabilities should have equal rights and should be afforded the same opportunities as others in order to participate in their respective community life, including educational, recreation and employment settings (Brennan et al., 2014). 
To summarise, children and young people living with disability are often implicitly denied access to facilities, playground-play opportunities, afterschool activities and out of school play opportunities due to discriminatory behaviours of teachers, fellow pupils, other children outside of the school setting and parents (Dudley et al., 2011). Deans and Burns (2012) expand further to suggest the lack of opportunity to participate in their communities is also often due to inaccessible infrastructure, facilities and safe play materials. Implementing the disability framework ensures children with disabilities such as LDA have access to the necessary resources, and meaningful support to enable their participation in daily activities, as inclusive practices contribute to the reduction of social isolation and improve the overall well-being and quality of life for children and young people with LDA.
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Disability rights advocates define inclusion as the active engagement and participation of individuals with disabilities in activities and opportunities, rather than mere encouragement to be present (Pickering & Busse, 2010). Inclusion involves integrating children with disabilities, such as those with LDA, into daily activities and ensuring equal access to resources and opportunities on par with non-disabled children (Trost et al., 2010). Schools, facilities, and environments are considered inclusive if children with LDA encounter no barriers to participation and have unrestricted, equitable access to resources and opportunities (Williams, 2017). Inclusion models emphasise the value of individuals with physiological, psychological, intellectual, or sensory impairments as they are, positing that such recognition leads to more favourable outcomes in society (Grol et al., 2005). Advocates for inclusion often draw on principles from the social model of disability, which incorporates many inclusive dimensions and is adaptable across various cultural and social contexts (Pickering & Busse, 2010). This further underscores its relevance in promoting inclusive practices.
In 2018, the Department for International Development (DFID) outlined the 2013–2018 Campaign for Diversity and Inclusion (DFID, 2018). This initiative aimed to address the neglect of individuals with disabilities and proposed four critical transformations to foster inclusion within communities. First, the human rights of individuals with a disability are acknowledged, respected, implemented and satisfied. Second, there should be representation and participation of all individuals with disabilities within their close-knit and broader societies, in their communities, and within policies and programmes. Third, people with disabilities should be able to access opportunities equally. Ensuring equal access to opportunities is essential, particularly in environments where children typically engage, such as schools (e.g., during P.E. and playtime), educational settings, communities, and recreational facilities (Fredricks & Eccles, 2005). This is fundamental in achieving a shift from isolation to inclusion (Frizell, 2019). Fourth, there should be evidence-based awareness and knowledge pertaining to the extent and nature of disability-related exclusion, and what is necessary to eradicate this, thus improving outcomes (DFID, 2018). 
Throughout this 5-year plan, priority was placed on these four pillars for action (DFID, 2018), with the key goal of the DFID initiative being to double the availability of disability-inclusive opportunities and services by 2023. However, the current progress and exact number of such initiatives remain unclear (DFID, 2018). Hammersley and Atkinson (2007) argue that high-quality, reliable, and comparable research is essential in understanding the lived experiences and challenges faced by individuals with disabilities. Such research can provide valuable insights to inform education and policy efforts aimed at advancing inclusion.
2.2 [bookmark: _Toc185863406][bookmark: _Toc185863512][bookmark: _Toc185863618][bookmark: _Toc185863724][bookmark: _Toc185863830][bookmark: _Toc197684226]Limb Difference and Amputation in Children and Young People
2.2.1 [bookmark: _Toc185863407][bookmark: _Toc185863513][bookmark: _Toc185863619][bookmark: _Toc185863725][bookmark: _Toc185863831][bookmark: _Toc197684227]Causes of LDA 
The loss of a limb in children can occur due to two primary causes: congenital limb difference or acquired amputation (Smith, 2006) (see Figure 2). In rare cases, LDA may involve multiple limbs (Pasquina et al., 2014). Congenital limb difference occurs during foetal development and is present at birth (Sims et al., 2017). This condition is characterised by limb loss or malformation, leading to discrepancies in limb length or structure. Congenital limb differences can arise from genetic mutations, exposure to teratogens (e.g., substances causing birth defects), or amniotic band syndrome, where strands of the amniotic sac wrap around a developing limb, thus restricting blood flow and causing abnormal limb development (Shi et al., 2018).
Acquired amputation in children involves the surgical removal of a limb or part of a limb (Hillebrand & Collier, 2021). This is typically necessitated by medical conditions such as certain childhood cancers (e.g., osteosarcoma or Ewing's sarcoma) or, in rare cases, severe infections that require amputation to prevent the infection from spreading (Le & Scott-Wyard, 2015). Additionally, vascular diseases like peripheral arterial disease or thromboangitis obliterans can impair blood flow to the limbs, resulting in tissue damage and necessitating amputation (Molina & Faulk, 2021). In some instances, the cause of LDA remains unknown, even when risk factors such as exposure to teratogens or specific health conditions are present (Shores, 2023). Traumatic amputations can result from accidents or injuries, including car accidents, crush injuries, or burns, as well as abuse or intentional harm (Sims et al., 2017). In certain cases, amputation is performed as a last resort to manage chronic pain that cannot be alleviated by other means (Shores, 2023).
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[bookmark: _Toc197686550]Figure 2: Causes of Amputation (Healthline, 2022)
Amputation of the lower limbs can occur in eight distinct areas. This includes through the pelvis (hemipelvectomy), through the hip (hip disarticulation), above the knee (transfemoral), through the knee (knee disarticulation), below the knee (transtibial), and foot amputations (Symes) which includes partial foot amputations, and toe amputations (Shores, 2023; NHS Choices, 2019; Dunkin, 2020). Amputation of the upper limbs can occur in seven distinct areas. This includes forequarter amputations, through the shoulder (shoulder disarticulation), above the elbow (transhumeral), through the elbow (elbow disarticulation), below the elbow (transradial), hand and wrist disarticulation, and partial hand amputations (transcarpal): this includes amputation of a finger or a portion of the hand (Shores, 2023; NHS Choices, 2019; Dunkin, 2020). There is currently no data on how many amputations have been performed on children at the different amputation levels. 
2.2.2 [bookmark: _Toc185863408][bookmark: _Toc185863514][bookmark: _Toc185863620][bookmark: _Toc185863726][bookmark: _Toc185863832][bookmark: _Toc197684228]Prevalence in England
The exact prevalence of child amputees in the United Kingdom is difficult to determine, as there is no single comprehensive database that tracks this information. However, there are several sources of information that provide some insights into the prevalence of children with LDA in the UK. In England and Wales, an estimated 10 per 10,000 babies are born yearly with limb reduction, and over 9,300 children on average present to emergency services with an amputation (BINOCAR, 2014; Khan, 2016). One source of information is the National Health Service (NHS) England's Limb Reconstruction Unit (LRU) at Great Ormond Street Hospital. This is a tertiary service specialising in severe and difficult cases of LDA, as well as providing care to children with LDA. 
According to a 2017 report by the LRU, there were 697 children and young people under the age of 18 who were registered with their service, of which 129 had undergone amputation (Limb Reconstruction Unit, 2017). However, this only represents a subset of children with amputations in the UK, as not all children with LDA may be referred to the LRU. The British Association of Chartered Physiotherapists in Amputee Rehabilitation (BACPAR) provides information on the number of child amputee patients seen by physiotherapists in the UK (BACPAR, 2020). According to the 2020 report, 69 children under the age of 16 were seen by physiotherapists in 2019-2020, representing 7.5% of all amputee patients seen by BACPAR professionals and practitioners. This represents a subset of the population and does not capture all cases of children with LDA (BACPAR, 2020). Although this provides insight into the prevalence of children with LDA in the UK, more research and data collection into the prevalence of children with LDA in the UK is needed.
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There are numerous psychological and social difficulties that children and young people with LDA may face (Kashani et al., 2018; Limbless Statistics, 2013). Psychological difficulties can include negative feelings towards their body image, as well as feelings of self-consciousness or embarrassment about their appearance (Taleporos & McCabe, 2002). These feelings arise as the growing child navigates puberty, and experiences feelings of not wanting to stand out or appear as different from their peers (Babik, 2021). The 2021 updated UK Health Security Agency report ‘Everybody Active, Every Day: An Evidence-Based Approach to Physical Activity’ found that whilst 23% of girls aged 5-7 years old meet recommended levels of daily physical activity, by age 13 – 15 years old, this decreased to 8% (UK Health Security Agency, 2021). With age comes heightened consciousness and self-awareness, which may in turn affect self-esteem and confidence (Jung, 2022). This can cause negative emotions leading to difficulties when forming and maintaining relationships with peers, participating in social and physical activities, and feeling included in their communities (Babik, 2021). 
Furthermore, there are limited opportunities for social interactions such as recreational activities that are all-inclusive and have been tailored specifically for both non-disabled children and disabled children (Smith et al., 2021). A lack of such interactions regularly can also further feelings of isolation, exclusion, heightened stigmatisation and discrimination (Jung, 2022). For some, physical limitations such as difficulty with mobility, or difficulty with specific movements can limit their ability to participate in social activities and form relationships with peers (Rosso, 2013). Despite this, participation in physical activity is still viewed as a mechanism to inadvertently help improve a child's body image, cultivate feelings of positive self-image, and help with confidence (Babik, 2021). When children with disabilities are provided with supportive environments where they are accepted and encouraged to participate, and when they feel understood, they are more likely to engage in physical activity and experience its many benefits (Department of Health and Social Care, 2022). 
2.2.3.1 Adolescence
[bookmark: _Toc185863410][bookmark: _Toc185863516][bookmark: _Toc185863622][bookmark: _Toc185863728][bookmark: _Toc185863834]Children between the age of 10-19 years old (typically referred to as adolescents or young people; Michielsen et al., 2010), undergo significant physical, psychological, and social transformations during this time period. Concerns about body image, peer perceptions, relationships, and physical appearance intensify and profoundly influence self-esteem, identity formation, and social integration (Seabra et al., 2013; Kaiser, 1988). Young people with limb difference face additional challenges as they navigate societal pressures to conform while managing the visibility and implications of their physical condition (Toovey et al., 2024). For example, a child who once relied on parental assistance for personal care may, as a teenager, seek greater autonomy, creating situations that require sensitivity and adaptive strategies to support their growing independence (Smith, 2016). Therefore, effective integration into social environments, whether at school or in broader social circles, necessitates empathy and tailored approaches to meet their needs (Sjoberg et al., 2022). Moreover, research highlights a heightened vulnerability among adolescents with LDA to mental health challenges, with Ghouse (2015) reporting that 30% of amputees experience depression. Anxiety, social isolation, and diminished self-worth are also common (Jung, 2022).
Despite these challenges, many adolescents with LDA demonstrate resilience, bolstered by strong family and peer support systems and engagement in physical activities, which play a pivotal role in fostering positive coping mechanisms (Helm et al., 2022). However, research on adolescents with amputations remains limited despite the unique complexities of this developmental stage. Further studies are needed to deepen understanding of their multifaceted experiences, including the interplay of family dynamics, social integration, and psychosocial well-being. Such research could inform interventions aimed at enhancing quality of life and supporting participation in physical activity. This is a critical avenue for building confidence, community connections, and overall health during adolescence.
2.2.4 [bookmark: _Toc197684230]Modes of Support 
Parents and families caring for children with LDA experience unease and worry (Michielsen & Ketelaar, 2010), as a result, Melsom and Danjoux (2011) suggested that education consisting of explanations, reassurance and assistance is necessary for these families and should be provided by clinicians, and experts in the field. Furthermore, detailed advice regarding the nature of the limb difference as well as counselling should also be provided (Strnadova et al., 2022). There are several modes of support which will now be discussed within this section.
2.2.4.1 Current modes of support: Referrals, charities and limb centres
Recent UK Government legislation and Department of Health (DoH) directives mandate adherence to established standards for individuals undergoing amputation, ensuring the provision of evidence-based and holistic care (Department of Health, 2011). Developed through professional consensus, these standards require rehabilitation services to be patient-centred and multidisciplinary, including provisions such as timely prosthetic fitting, psychological support, and individualised rehabilitation plans (Department of Health, 2011). The emphasis is placed on continuity of care and equitable access to resources, aiming to enhance the quality of life for individuals with limb loss.
The Health and Social Care Act (1998) and the Amputee Medical Rehabilitation Society (1992; 1997) further highlight the necessity of specialised rehabilitation services within community settings. These guidelines advocate for dedicated centres that can address the complex needs of individuals with limb differences, extending care beyond acute medical management. Despite these recommendations, the distribution of tertiary rehabilitation centres remains a challenge, particularly for children with amputations or congenital limb differences, as existing facilities are often overwhelmed by disproportionate patient loads (Stewart & Trimmings, 2009). The Amputee Medical Rehabilitation Society (1997) recommended the establishment of eight to ten geographically distributed centres across England, yet formal NHS plans have yet to materialise. Conducting audits of current referral patterns and patient needs could inform decisions on expanding access to these specialised services, ensuring more equitable care across the country.
For children with LDA, it is expected that they can live typical lives in the absence of co-morbidities (McGrath et al., 2009). However, Entwistle and Watt (2013) suggest that management care from relevant health professionals should begin from birth and continue throughout life. Known as enablement centres, this care is provided by local authorities, NHS Trusts, Clinical Commissioning Groups (CCGs), and some charities and private sector providers. Current recommendations advocate for transitioning care from supporting ‘parents only’ to supporting both ‘parents and child’ as the child progresses through different life stages (Entwistle & Watt, 2013).
While routine ultrasound scans, such as the NHS 20-week anomaly scan, are standard, differences can still be missed (McGrath et al., 2009). If an abnormality is identified during pregnancy, parents should be referred to a limb centre by the antenatal team (Michielsen & Ketelaar, 2010). Following birth, infants with congenital limb differences should be seen by a paediatrician in the neonatal setting to assess the condition, exclude other congenital health issues, and provide parents with relevant information (Clelland et al., 2024). It is also essential that the local paediatrician closely monitors the child’s care during the early years (Grol et al., 2005). Once a consultant paediatrician is appointed, a referral to a limb difference clinic should occur within four weeks unless contraindicated (Cosgrove et al., 2002). This referral ensures that parents receive comprehensive, specialist advice, even if no immediate treatment is needed.
Melsom and Danjoux (2011) emphasise the importance of clear communication between paediatric services, limb difference clinics, and orthopaedic surgeons. For limb differences involving major joints, timely assessment by a paediatric orthopaedic surgeon is critical, with recommendations for long-term monitoring (Cosgrove et al., 2002). Surgical intervention is typically deferred until after two years of life for most congenital limb differences, allowing for observation of the child’s development and giving parents time to make informed decisions (Dunn & Brody, 2008). During this period, families should receive early support, counselling, and guidance on benefits and entitlements from appointed health visitors, social workers, or therapists (Grol et al., 2005).
For children with upper limb differences, prosthetic fitting is recommended around six months of age when the child can independently sit and balance (Campbell & Hesketh, 2007). Body-powered or electronically motorised prosthetics can be introduced around 18 months, when the child can walk proficiently and manage more complex body controls (Cale & Harris, 2007). Occupational and physiotherapists at prosthetic clinics play a vital role in supervising the child’s adjustment to the fitted limbs (Campbell & Hesketh, 2007). For lower limb differences, prosthetic fitting is advised when the child shows readiness for independent walking, typically between 9 and 12 months for unilateral or bilateral lower limb differences below the knee (Campbell & Hesketh, 2007; Hall et al., 2020). The Department of Health (2001) highlights the importance of continuity of care from the same multidisciplinary team of doctors, nurses, therapists, and prosthetists, ensuring consistent, evidence-based treatment and fostering expertise in managing limb differences (Dobbins et al., 2013).
The timely delivery of prostheses is a key recommendation, with guidelines stating prosthetic devices should be delivered within two weeks of ordering (Department of Health, 2001). However, delays due to manufacturing and production issues are common (Hamel et al., 2011). As children grow, their anatomical changes necessitate regular re-fitting of prostheses to ensure functionality, comfort, and usability, which are essential for supporting their participation in physical activities (Dyson et al., 2020). To meet these evolving needs, prosthetic clinics must maintain a supply of stock and collaborate closely with prosthetists and rehabilitation specialists (Dyson et al., 2020).
When inpatient care is required, clinics should provide facilities that allow for the child and their parent or guardian to stay close to home (Department of Health, 2001). Consistent communication with both the child and their parents is crucial for understanding the child's experience and tailoring interventions. The Department of Health (2001) recommends follow-up care for children with prosthetic limbs at three-month intervals, with rehabilitation doctors providing further follow-up every 4 to 6 months. Regular monitoring ensures that the prosthesis remains effective as the child develops, with necessary adjustments or replacements made in a timely manner. Despite the lack of sensation in prosthetic limbs, it is vital for children to have the opportunity to use them (James et al., 2006). Lower limb prostheses are generally well tolerated and effectively used by children, except in cases of high bilateral limb differences.
Charities
In the UK, several dedicated charities provide vital support to children and young people with limb differences and amputations, and their families. Among these are REACH, STEPS, and LimbPower UK, each focusing on specific aspects of limb difference. REACH is a UK-based charity dedicated to supporting individuals with upper limb differences and their families. It offers a peer support network, providing opportunities to connect with others who share similar experiences. The organisation also provides information, advice, and social opportunities, fostering a sense of community and belonging. STEPS focuses on children with lower limb deficiencies and is the organisation behind the Child Amputee (CHAMP) Network. CHAMP is specifically tailored to meet the needs of children, offering support and guidance for a range of childhood limb conditions. Through education, resources, and networking opportunities, STEPS helps families navigate the challenges associated with limb difference.
LimbPower supports individuals with both upper and lower limb differences. As a national charity, it provides a wide array of services, including sports and fitness programmes, peer support groups, rehabilitation assistance, and social and recreational events. These programmes promote physical activity and serve as opportunities for social engagement and emotional well-being. Additionally, the Limb Reconstruction Unit (LRU) offers comprehensive care to children and young people with LDA. This care encompasses surgical interventions, prosthetics, rehabilitation, and psychosocial support, aiming to address the holistic needs of those affected (LRU, 2022). These organisations collectively play a crucial role in enhancing the quality of life for children and young people with LDA and their families as they each offer practical resources, emotional support, and community connections.
Organisations
The WHO recognised the importance of addressing the needs of children and young people with LDA. Specifically, they highlighted the importance of providing comprehensive rehabilitation services that include prosthetics and assistive devices, physical therapy, and psychosocial support (WHO, 2014). In its Global Disability Action Plan 2014 - 2021, the WHO (2014) called for increased access to rehabilitation services for children with disabilities, including those with LDA. The action plan recognised that rehabilitation is a crucial component of healthcare for children with disabilities. It highlights the need to promote access to rehabilitation services as part of universal health coverage. Consequently, they developed a set of guidelines for the provision of prosthetics and orthotics services, which included recommendations for the provision of these services to children with LDA. The guidelines emphasised the importance of providing individualised care that takes into account the child's needs, preferences, and abilities, as well as the importance of involving families in the rehabilitation process. 
Similarly, the Department for Work and Pensions (DWP) in the UK has several policies and programmes in place to support children with disabilities and their families. One such programme is the Disability Living Allowance (DLA) or more recently known as Personal Independent Payments (PIP), which provides financial support to families who have children with disabilities, including those with LDA (DWP, 2023). PIP is intended to help families cover the extra costs of caring for a child with a disability, including costs associated with prosthetics and other assistive devices.
The UK Health Security Agency, previously known as Public Health England is a national UK-based public health agency that works to improve the health and well-being of the general population. They have produced a number of reports and resources that highlight the importance of physical activity for children with disabilities. For instance, the UK Health Security Agency’s (2014) report ‘Everybody Active, Every Day: An Evidence-Based Approach to Physical Activity’, which was last updated in 2021, emphasises the importance of physical activity; for all individuals, including those with disabilities. It highlights the need to address barriers to participation in physical activity for individuals with disabilities. The report emphasises that physical activity should be fun, easy, affordable and available to people of all communities (UK Health Security Agency, 2014). To do this, they proposed supporting individuals by connecting charities with their residents and community leaders, especially in communities where physical activity is at the lowest due to disability and poor health. Consequently, the UK Health Security Agency has developed the Change4Life ’10 Minute Shake Up’ campaign with Disney and local partners (UK Health Security Agency, 2014). They aimed to promote healthy lifestyle choices, including regular physical activity, among children and families. Although not specific to children and young people with LDA, the campaign does support families of children with disabilities in general with resources and advice (Sport England, 2017). In addition, UK Health Security Agency (2021) developed guidance on healthy weight for children with disabilities. It recognises that children with disabilities may face additional barriers to achieving and maintaining a healthy weight and provides families with accessible advice and recommendations for addressing these barriers (UK Health Security Agency, 2014; UK Health Security Agency, 2021). 
Established in 1998 as the English Federation of Disability Sport, Activity Alliance is a UK-based charity focused on increasing the participation of disabled individuals in physical activity and sport (Activity Alliance, 2019). The organisation conducted a comprehensive study to explore the barriers, motivations, and experiences of children and adolescents with disabilities, aiming to ensure equal opportunities for all children to engage in physical activity and sport. The study examined children aged 5–17 years, capturing their experiences both within school settings (e.g., physical education and sports clubs) and outside of school (e.g., family activities). Using a mixed-methods approach, the research involved quantitative data collection through an online survey completed by 760 parents of disabled children and 923 parents of non-disabled children. This was complemented by qualitative methods, including interviews, stakeholder workshops with sector organisations, and focus groups with children and their parents. 
The findings offered valuable insights into the key factors influencing participation in physical activity and informed guidance for local organisations and Activity Alliance itself (Activity Alliance, 2019). Disabled children were found to be less active than their non-disabled peers, with activity levels decreasing as they aged. A significant factor was discomfort or anxiety about participating in sports and physical activity, often tied to concerns about physical appearance and how their disability might be perceived by others (Bunbury, 2019). Moreover, satisfaction with physical activity among disabled children diminished with age (Activity Alliance, 2019). Parents and siblings sometimes underestimated the capabilities of children with disabilities, fearing that certain activities might exacerbate injuries or pose risks due to a lack of prior experience. These concerns are often transferred to the child, thus creating an overly cautious approach to physical activity. This finding aligns with Pickering and Busse’s (2010) study, which identified injury-related concerns as a significant barrier. Additionally, the limited availability of adaptive equipment and accessible facilities, such as playgrounds, further constrained participation (Activity Alliance, 2019).
Activity Alliance (2019) study also found that children with disabilities were less likely to enjoy sports and physical activity than non-disabled children. This correlates with the Children and Young People (CYP) (2019) report stating that children are often worried about how they look, or they don’t feel comfortable when playing sport. Children with disabilities often want to take part in an activity that is tailored to their needs, as well as wanting to be in a more predictable and unpressured environment (Sallis et al., 2012). Children with disabilities often prefer to play with other children with disabilities because they feel a sense of understanding, shared experiences, and mutual support. As they face exclusion elsewhere, more predictable environments nurture a sense of belonging and reduce feelings of isolation, as they engage in activities with others who can relate to their challenges and experiences (Babik, 2021). The report also highlights parents felt they knew their children’s abilities and impairments best, and as a result, they were heavily involved in decisions about their children’s participation in sports and activities (Piskur, 2015).  The final key finding related to safety concerns and a lack of support for parents. This aspect influenced how much parents encouraged their children to stay active (Piskur et al., 2012). Factors such as these, are likely to impact and influence the decision on whether to participate in physical activity or not, as well as, who to participate in physical activity with despite research from Smith et al. (2022) stating there is no evidence to show physical activity is unsafe for disabled children and young people. 
[bookmark: bbib0031]Activity Alliance (2019) suggested possible solutions and recommendations. These were first, to harness a comfortable environment, and second, to consider the effect of time. They suggested this be done through the designing of interventions that re-engage older children with disabilities to be more active and increase their enjoyment level. It was also suggested that further research be conducted with older disabled children to gain a more in-depth understanding of their perceptions of being active and doing sports. Third, Activity Alliance (2019) suggested creating support mechanisms and inclusive solutions to address the barriers faced by disabled children, as it is also important to provide information to parents about sports, physical activity and their child’s health to reassure them about their child’s well-being. This would encourage parents to support their children to participate (Piskur et al., 2012).
[bookmark: _Hlk188352794][bookmark: bbib0037]Despite frequent reviews and updated versions of the Activity Alliance’s (2019) physical activity guidelines, there is still inadequate information specific to children with LDA and their engagement in physical activity in other literature. Activity Alliance’s communication strategy seeks to educate the public, professionals and governing bodies. Despite this, only 20% of healthcare professionals claim that they are aware of physical activity guidelines for children, specifically those with disabilities (Chatterjee & Chapman, 2019). As a result, the Department of Health and Social Care (DHSC) (2017) ordered the construction of readily accessible infographics. The infographics (published in 2017) embodied guidelines specifically for children under the age of 5, children and adolescents aged 5–18 years old, and adults aged 19 years and older. After the Activity Alliance (2019) review, updates were made to the infographics and guidelines. Yet, aspects pertaining to the dissemination and usage amongst children with disabilities have not been evaluated.
The organisation also developed the Inclusive Fitness Initiative (IFI), which provides training and accreditation for fitness and leisure facilities to make them more accessible and welcoming to people with disabilities, including children with LDA (Activity Alliance, 2017). The IFI’s aim is to promote access to physical activity and sport for people with disabilities and to ensure that they have the same opportunities to participate as their non-disabled peers. The ‘Talk to Me’ resource provides guidance and tips for coaches and instructors to help them communicate effectively with children with disabilities. In addition, Activity Alliance (2023) has developed a number of partnerships with other organisations and sports bodies to promote the inclusion of disabled people in physical activity and sports. 
Educational Environments
Most children with limb differences attend school as required (Department of Health, 2001). To ensure that their needs are met, a specialist occupational therapist (OT) can inspect the school before the child starts, putting safeguarding measures in place to support the child (Jones, 2003). A follow-up with the OT is typically arranged to confirm that these measures have been implemented effectively (Knox et al., 2013). This follow-up also ensures that teaching and school staff understand the child's specific needs, whether or not the child uses a prosthesis, and are prepared to assist them accordingly (Department of Health, 2001; Department for Children, Schools and Families, 2008). For children with multiple limb differences, additional physical assistance may be required for activities such as climbing stairs or personal hygiene tasks (Borras, 2012). It is important that such assistance is kept to a minimum and is unobtrusive, although in cases where a child uses a wheelchair, an Education, Health and Care Plan (EHCP) should be created to address any access-related challenges (Borras, 2012). This care plan replaces the older Statement of Educational Needs (SEN) (Department of Health, 2001; Department for Children, Schools and Families, 2008).
2.3 [bookmark: _Toc185863411][bookmark: _Toc185863517][bookmark: _Toc185863623][bookmark: _Toc185863729][bookmark: _Toc185863835][bookmark: _Toc197684231]Physical Activity Among Children and Young People with Disabilities
[bookmark: _Toc185863412][bookmark: _Toc185863518][bookmark: _Toc185863624][bookmark: _Toc185863730][bookmark: _Toc185863836]Children with LDA face unique challenges in engaging with physical activity. While physical activity is widely recognised as an essential strategy for improving well-being and helping children adjust to life with disability, and despite a broader body of contemporary research on disabilities in general, research on this topic remains underexplored specifically within the context of LDA (Dunn, 2008). Activities such as play, recreation, free play, exercise, and sport are integral to a fulfilling childhood experience as it offers opportunities for growth, enjoyment, and connection (King et al., 2003). However, for children with LDA, participation in physical activity can often be stressful and even unpleasant. This is not only due to the physical and social challenges they encounter but also because their support networks, including family members, may face increased anxieties stemming from the limited availability of tailored resources and support (Smith, 2006; Khan et al., 2016; Home, 2002).
Play for instance, as a fundamental component of children’s lives, fits within the broader umbrella of physical activity (Rubuliak & Spencer, 2021). While physical activity encompasses a wide range of structured and unstructured movement-based activities aimed at improving physical health and overall well-being, play is often distinguished by its spontaneous, voluntary, and intrinsically rewarding nature (Pellegrini, 2013; Gray, 2011). As a subset of physical activity, play uniquely contributes to children’s development by reducing stress (Lester & Russell, 2010), enhancing cognitive and motor skills (Whitebread et al., 2017), and promoting critical social skills such as cooperation and communication (Ginsburg, 2007). Additionally, play strengthens family relationships by facilitating shared experiences and nurturing deeper connections (Milteer et al., 2012). Its role within physical activity highlights the wide-ranging benefits physical engagement provides for childhood development and well-being (Goodley & Runswick-Cole, 2010).
[bookmark: _Hlk188352765]However, despite its critical importance, access to play opportunities is not equitable (Trafford et al., 2024). Children with disabilities face significant barriers to participation, which restrict their ability to engage meaningfully in play and form social connections (King et al., 2013; World Health Organization, 2012). Such exclusion deprives them of the developmental and psychosocial benefits that play offers and can lead to feelings of loneliness and isolation (Trafford et al., 2024). These experiences of social exclusion from physical activity are strongly linked to adverse mental health outcomes, such as heightened risks of anxiety and depression (Qualter et al., 2015; Lim et al., 2020). To fully understand the experiences of physical activity among children with physical disabilities, it is essential to recognise both its benefits and the current recommendations for children with disabilities such as LDA. Addressing the barriers that limit access to physical activity and play is crucial for reducing disparities in quality of life and supporting the holistic development of children with disabilities (Shields & Synnot, 2016). 
Much of the existing literature on disability and family experiences—particularly in the context of limb difference, healthcare, and physical activity—tends to foreground exclusion, stigmatisation, and systemic barriers (Oliver, 1990; Goodley, 2011). This emphasis does not represent an imbalance in the evidence base but rather reflects the prevailing realities that many families continue to face. Accounts of meaningful inclusion or examples where children with limb differences are fully embraced within mainstream environments remain comparatively scarce. Where such examples do appear, they are often anecdotal, localised, or treated as exceptional rather than routine (Fitzgerald, 2005; Allan, 2010). This scarcity points to the continued challenges in achieving widespread, systemic inclusion.
2.3.1 [bookmark: _Toc197684232]Physical Education in Schools and Children with LDA
Physical education (P.E.) is an essential component of school curricula as it aims to promote physical, social, and emotional development in children within the school setting. For children and young people with disabilities however, P.E. presents distinct challenges that require thoughtful adaptation and inclusion. While the importance of P.E. for all children is well-established (Bailey & Dismore, 2004), children with LDA often face physical and social barriers that prevent them from fully participating (Cunningham & Hodge, 2011). Inclusion in P.E. is not solely about adjusting activities to meet the physical capabilities of children with disabilities; it involves promoting a culture of acceptance and understanding. Research by Block (2015) emphasises that P.E. teachers must understand the specific needs of children with disabilities and be trained to provide inclusive learning experiences. Despite the importance of inclusivity, however, many schools still fail to provide adequate accommodations, often assuming that children with physical disabilities are incapable of participating in standard P.E. activities (Cousins & Hodge, 2012). This assumption may prevent these children from engaging in beneficial physical activity in school settings, thus hindering both their physical and emotional development. This supports findings published by ParalympicsGB (2024) as part of the Equal Play campaign, stating only 1 in 4 disabled children participate in P.E.
Barriers to participation in P.E. extend beyond physical differences to include psychological and social challenges. Children experience feelings of exclusion or anxiety about participating in P.E. activities due to perceived or actual limitations (Anderson & Kress, 2010). The social dynamics of P.E. classes—where team sports and competitive games often dominate—can reinforce feelings of marginalisation. Research by Hutzler (2011) suggests that these social challenges, including peer rejection and stigma, can be just as damaging as physical barriers, affecting children’s willingness to engage in P.E. and their overall self-esteem.
Adaptations in P.E. are essential to creating an inclusive environment for children with LDA. According to Hodge et al. (2004), modifications such as adapted sports equipment, adjusted game rules, and specialised support are vital for allowing children with disabilities to participate in physical activity. For instance, a child with a limb difference may benefit from the use of prosthetic limbs or adaptive sports tools that allow for participation in activities such as basketball or swimming (Baker & Condon, 2011). The importance of making these adaptations is supported by research indicating that providing such adjustments leads to increased participation and enjoyment of physical activity among children with disabilities (Cousins, 2014). Furthermore, training for P.E. teachers plays a critical role in cultivating inclusive education for children and young people with LDA. Teachers must understand the physical adaptations needed as well as the social dynamics of inclusive education. Research by McConkey (2004) stresses that teacher education should include strategies for reducing stigma and promoting a positive, supportive environment. Furthermore, schools should promote a whole-school approach to inclusion, where children with LDA are integrated into the social culture of the school, ensuring that their participation in P.E. is seen as an opportunity rather than an exception (Hughes & Evans, 2013). Despite these efforts, barriers to inclusive P.E. persist. Limited resources, lack of school funding, and insufficient teacher training are ongoing challenges in creating inclusive P.E. environments (Cousins & Hodge, 2012). These factors can lead to inconsistent implementation of inclusive practices, with some children with disabilities such as LDA still excluded from P.E. activities. For example, Hutzler et al. (2016) found that teachers often felt ill-prepared to address the diverse needs of children with disabilities in their P.E. lessons, leading to a reliance on traditional methods that may not be suitable for all students.
The benefits of inclusive P.E. for children with LDA extend beyond physical health. Physical activity has been shown to improve mental health, social skills, and academic performance (Pitetti & Mays, 2009). For children with LDA, participation in inclusive P.E. can offer opportunities to build friendships with peers, develop confidence, and feel part of the school community. However, to fully realise these benefits, schools must be committed to advancing an inclusive culture and ensuring that P.E. is accessible to all children, regardless of their physical abilities (Sherrill, 2004). In conclusion, physical education in schools must evolve to accommodate the diverse needs of all students. By implementing appropriate adaptations, providing teacher training, and cultivating a culture of inclusion, schools can ensure that children with LDA benefit from the physical, social, and emotional advantages that P.E. provides.
2.3.2 [bookmark: _Toc197684233]Benefits of Physical Activity for Children with Disabilities 
[bookmark: _Toc185863413][bookmark: _Toc185863519][bookmark: _Toc185863625][bookmark: _Toc185863731][bookmark: _Toc185863837]While children with disabilities often face significant barriers to engaging in physical activity and sport (Rutten & Pfeifer, 2016), substantial evidence underscores the wide-ranging physical, psychosocial, and social benefits that physical activity can provide for this population. These benefits are particularly crucial considering the unique challenges faced by children with disabilities, as physical activity serves as a transformative tool for their holistic development. For instance, Eime et al. (2023) found that children with physical disabilities who regularly participated in physical activity exhibited improved overall physical health, higher self-esteem, and enhanced social competence compared to their less active peers. Similarly, Suarez-Valadat et al. (2021) identified strong correlations between physical activity, physical fitness, and muscle strength. This emphasises the central role of regular physical activity in cultivating overall well-being and physical development in children with disabilities. This evidence positions physical activity not just as an optional activity but as an essential component of health and development for children with disabilities.
Psychosocially, physical activity has a particularly profound impact on self-esteem and confidence for children with disabilities (Trafford et al., 2024). Engaging in physical activity allows these children to achieve personal milestones which in-turn, fosters a sense of accomplishment and pride in their abilities (Ross et al., 2016). For children who often encounter perceived limitations (e.g., internalised societal stereotypes, negative past experiences, a lack of exposure to opportunities, or overprotection by caregivers or peers underestimating their abilities) or tangible limitations (e.g., physical factors, structural and environmental barriers, resource-based barriers, and health-related limitations) due to their condition, such experiences can be empowering. Physical activity serves as a platform for skill development, enabling children to both discover and demonstrate their physical capabilities (Allen, 2021). This internal growth through involvement can help them redefine their self-concept in positive ways. Additionally, participation in physical activity has been linked to reduced symptoms of depression and anxiety, which are common among children with disabilities (Wolf et al., 2021). These emotional benefits may stem from the release of endorphins during exercise, as well as the sense of connection and purpose that often accompanies group-based or structured physical activity (Blumenthal, 2023).
From a social perspective, physical activity creates valuable opportunities for children with disabilities to connect with their peers, integrate into their communities, and develop meaningful relationships (Trafford et al., 2024). By participating in physical activity, children can reduce feelings of isolation and loneliness, replacing them with a sense of belonging and inclusion (McCarty & Light, 2022). Structured activities such as team sports or group games offer a context in which children with disabilities can develop essential social skills, such as communication, cooperation, and conflict resolution (Allen, 2021). For example, working together toward a shared goal in a team environment can help children with disabilities build mutual trust and foster relationships based on shared experiences (Roldan, 2021). These social interactions are critical for promoting a sense of community and acceptance, both of which can significantly enhance a child’s sense of identity and integration within their social world (Trafford et al., 2024).
The physiological benefits of physical activity for children with disabilities, including those with LDA, are equally compelling. Regular physical activity improves cardiovascular and pulmonary health, enhances blood circulation, and reduces the risk of heart disease, blood clots, and swelling (Wilby, 2019). Furthermore, engaging in weight-bearing activities and resistance training contributes to improved bone density, thereby decreasing the likelihood of osteoporosis in later life (Benedetti, 2018). physical activity also strengthens muscles and increases endurance, particularly in unaffected or compensatory limbs, which enhances overall functionality and mobility. This can prevent secondary complications such as contractures, muscle wasting, and joint stiffness (Hanna, 2023). In addition, physical activity is integral to improving balance, coordination, and proprioception, thereby minimising the risk of falls and injuries—an important consideration for children with physical disabilities (Wilby, 2019). These physiological improvements collectively enable greater physical independence and functionality, which are essential for daily activities and overall well-being.
Crucially, the benefits of physical activity extend beyond the physical realm to enhance the overall quality of life for children with disabilities. Regular physical activity has been shown to improve energy levels, foster better sleep patterns, and increase independence in daily tasks, contributing to a more active and fulfilling lifestyle (McCarty & Light, 2022). By enabling children to experience success and joy in a physical domain, physical activity also positively influences their outlook on life, and reinforces adaptability (Eime et al., 2023). As such, it is imperative to address the barriers that prevent children with disabilities from participating in physical activity and to create inclusive, tailored programmes that empower them to engage meaningfully. These programmes facilitate the physical rewards of physical activity and ensure children with disabilities can enjoy the profound psychosocial and social benefits that are vital for their growth and happiness. Whether in structured school-based programmes (i.e., P.E.), community sports initiatives, or family-based activities at home, these settings offer essential opportunities for children to connect, engage, and thrive, as physical activity cultivates inclusivity and a sense of belonging in multiple domains of children’s lives.
2.3.3 [bookmark: _Toc197684234]Recommendations for Physical Activity
In the UK, recommended physical activity guidelines for children with disabilities are largely based on non-disabled children. However, in recognition of the unique needs of disabled children and young people, in 2022, the UK Chief Medical Officers released recommendations stating disabled children and young people engage in 120 to 180 minutes of aerobic activity per week at a moderate-to-vigorous intensity (Department of Health and Social Care, 2024). This can be achieved through various approaches, such as 20 minutes daily or 40 minutes three times a week, with activities like walking or cycling. Additionally, they should participate in strength and balance exercises three times a week, focusing on activities that improve muscle strength and motor skills, such as indoor wall climbing, yoga, and adapted sports like basketball or football. This would in turn develop movement skills, muscular fitness, and bone strength (White et al., 2023). Furthermore, the NHS (2023) recommends that physical activity should include a variety of activities that promote physical development, including moderate-intensity activities (i.e., swimming, riding a bicycle, or playing games), as well as muscle-strengthening activities (i.e., climbing or playing on playground equipment). To prevent injury, the Department for Health and Social Care (2024) guidelines recommend that those new to exercise should gradually increase their activity levels. It is also recommended that physical activity be divided into smaller, manageable sessions throughout the day to make it more achievable.
Despite the long-standing and well-documented and wide-ranging benefits of physical activity, the Department of Health and Social Care (2024) found that globally, 83% of children aged 5-11, and 81% of adolescents aged 11-17 are either not engaging in sufficient amounts of physical activity or spending considerable periods of time sedentary. Lack of physical activity or longer sedentary periods is often accompanied by activity that is considered light intensity (Department of Health, 2001; Department of Health, 2012; World Health Organisation, 2015; Department of Health and Social Care, 2024). In England particularly, 52.2% of children are insufficiently active (Breda et al., 2018). They are therefore considered to be failing to meet the full recommended guidelines (Guthold et al., 2020). A report published by Activity Alliance (2019) found that 30% of children with disabilities are classed as ‘less active’. They engage in less than 30 minutes of physical activity daily, compared to 21% of non-disabled children. Children with disabilities and children in less affluent families are the least likely to meet the full recommended guidelines for physical activity (Williams, 2017). This is further illustrated by the 2021 updated UK Health Security Agency report ‘Everybody Active, Every Day: An Evidence-Based Approach to Physical Activity’ which found that 21% of boys and 16% of girls aged 5 – 15 years old achieve recommended levels of physical activity. This is a decline from data collected in 2008 that found that 28% and 19% of boys and girls, respectively were meeting recommended physical activity levels. 47% of boys and 49% of girls in the lowest economic group are inactive, compared to 26% and 35% in the highest. 
Reports by World Health Organisation (2010) have estimated that a lack of physical activity is the fourth most significant risk factor in the UK for premature death from any cause in adults. It is also responsible for 10% of major chronic non-communicable diseases (World Health Organisation, 2016). Childhood therefore represents an important stage in life for the establishment of healthy physical activity habits, as Tarp et al. (2018) suggest that physical activity levels follow on from childhood (2-17 years) into adulthood. This conclusion was drawn following an analysis of 30,000 children. Physical activity has consequently become an important topic in health promotion and research. In support of this finding, reports suggest that the benefits of physical activity attained during childhood are likely to carry forward into adulthood (Telama et al., 2014). As children with physical disabilities get older, the gap in activity levels between them and their peers without disability widens significantly (Activity Alliance, 2019). 85% of Children aged 5-11 years with a physical disability are less likely to be fairly active and meet recommended guidelines, compared to 77% of non-disabled children within the same age bracket. This gap widens with 72% of children aged 11-16 years with a physical disability being less likely to meet physical activity guidelines, compared to 52% of their non-disabled peers (Activity Alliance, 2020). 
The childhood of children with disabilities and LDA represents an important stage in life for the establishment of healthy physical activity habits (Steene-Johannessen et al., 2020). As physical activity regresses with age, health promotion and the formation of evidence-based physical activity guidelines for children and young people is vital (Lounassalo & Salin, 2019). Physical activity recommendations for children with disabilities may vary depending on the specific disability and its severity. For instance, a child with a lower limb amputation may benefit from activities such as swimming, cycling, or wheelchair sports, while a child with an upper limb amputation may benefit from activities such as ball games or horseback riding. Additionally, the guidelines suggest that parents and carers should work with healthcare professionals, physical activity specialists, and rehabilitation specialists to create an individualised physical activity plan that takes into account the child's abilities and needs. The plan should also consider any medical conditions, as well as the child's age, growth, and development.
2.3.4 [bookmark: _Toc185863414][bookmark: _Toc185863520][bookmark: _Toc185863626][bookmark: _Toc185863732][bookmark: _Toc185863838][bookmark: _Toc197684235]Policies Relating to Physical Activity
As a result of the statistical data highlighting the levels of physical activity amongst children and adolescents, the World Health Organisation (2020) devised the Global Action Plan on physical activity. This highlighted the significance of increasing policy actions and national government strategies for physical activity (World Health Organisation, 2020). This plan identified that a detailed policy framework for physical activity would be vital in establishing partnerships and collaborations across different bodies. It would also be essential to gain political commitment to physical activity policies targeting children with disabilities (Bull et al., 2020). Guidelines and policies on physical activity represent evidence-based guidance on the amount and form needed to benefit an individual’s health. This includes important information, national goals, policy development and recommendations (WHO, 2020). They consequently serve as the benchmark for physical activity monitoring. 
Previous research has examined policies and guidelines relating to adult physical activity. This included factors essential for policy, namely, national guidelines identifying clear objectives and targets, thus ensuring information pertaining to physical activity trends, and prevalence in populations is reliable and readily available. There has also been an exploration of how information and key messages on physical activity is communicated.  Currently, the Department of Health bears the responsibility for physical activity policy in England (Department of Health, 2001; Department for Children, Schools and Families, 2008). However, policies influencing physical activity in children with disabilities have also been produced by other departments, including the Department of Health (DOH), National Health Service (NHS), and Activity Alliance (see Table 1). 
The first known physical activity review for children was commissioned in 1997 by the Health Education Authority. This drew on fundamental factors relating to physical activity and children, including health benefits and implications (McGoey et al., 2016). This review was later developed into the first guideline on physical activity for children by 50 UK-based and international experts in the field of children’s physical activity. The Chief Medical Officer’s (CMO) later endorsed the physical activity guidelines and published ‘At Least Five a Week’; in 2004 (Department of Health, 2004). This was updated following a review in 2008 due to the United States and Canada updating their national guidelines on the subject. This document ‘Start Active, Stay Active: A Report on physical activity from the four home countries’ Chief Medical Officers’ was published in 2011 (Department of Health, 2011). The updated guidelines published by the CMO placed greater emphasis on the physiological benefits of vigorous physical activity, and the implications of sedentary behaviour. 
[bookmark: bbib0015][bookmark: bbib0018]In 2014, the UK Health Security Agency collaborated with over 1000 professionals and organisations to develop the national physical activity framework for England (Department of Health, 2014). This drew on aspects of physical activity pertaining to both adults and children. The document highlighted the implications of physical inactivity, as well as impact and implementation strategies needed. It then concluded with the Chief Medical Officer’s (CMO) guidelines which ultimately informed the policy framework on children's physical activity (Department of Health, 2019; Department for Children, Schools and Families, 2019). The most recent guidelines published built on epidemiological evidence from 2011 (Department of Health, 2019). The updates however demonstrated no new knowledge in the understanding of the relationship between physical activity and health - specifically for disabled children, as recommendations were made for children in general (i.e., children with disabilities and non-disabled children), as opposed to tailored recommendations for children with different forms of physical disabilities. The recommendations remain generalised and did not consider the unique barriers that may prevent children with disabilities such as LDA from meeting recommendations. Consequently, organisations such as Activity Alliance identified that 40% of disabled children feel their condition prevents them from being active and taking part in sports (Activity Alliance, 2018). Following this identification, they sought to understand why and have published recommendations designed specifically for children with different disabilities in order to combat this and increase participation. Recommendations of physical activity guidelines from the England’s Chief Medical Officer, and other major physical activity promoting organisations and bodies are summarised in Table 1.

[bookmark: _Toc197686543]Table 1
Summary of the Physical Activity Policy Guidelines for all Children and Young People in England, UK.
	Document
	Aerobic Recommendations
	Muscle and Bone Strengthening 
	Sedentary behaviour

	Department of Health - UK Chief Medical Officers’ physical activity guidelines (2011)
	All young people should participate in physical activity of at least moderate intensity for 1 h per day. For those who currently do-little activity at least moderate intensity for 30 min per day.
	At least twice a week, young people should engage in some activities that help enhance muscular strength, flexibility, and bone health.
	NA

	Department of Health and Social Care - UK Chief Medical Officers’ physical activity guidelines (2019) 
	Children and young people should engage in moderate-to-vigorous physical activity for an average of at least 60 min per day across the week. This can include all forms of activity, after-school activities, play, and sports.
	Children and young people should engage in various types and intensities of physical activity across the week to develop movement skills, muscular fitness, and bone strength.
	Children and young people should aim to minimize the amount of time spent being sedentary and, when physically possible, should break up long periods of not moving with at least light physical activity.

	National Health Service (NHS) Live-well, physical activity Guidelines (2019) 
	Children with disability should aim for an average of at least 150 minutes of activity a week. This may include walking to school and cycling on level ground or ground with few hills.
	Children and young people should take part in a variety of types and intensities of for two or more days in the week to develop movement skills, muscles and bones.
	Children and young people should spread activity throughout the day, reduce the time spent sitting or lying down and break up long periods of not moving.

	Activity Alliance – Being Active: An every-day guide
(2020)
	150 minutes weekly or roughly 20 minutes a day of moderate-intensity aerobic activity (vigorous enough to raise heartrate and cause sweating). 
	NA
	NA

	World Health Organisation (2020)
	60 minutes of moderate-to-vigorous intensity daily and vigorous-intensity aerobic activities three days a week
	Physical activities that develop movement skills, muscular fitness, and bone strength. 
	

	Department of Health and Social Care - UK (2024)
	120 to 180 minutes of aerobic physical activity per week or 20 minutes per day or 40 minutes three times a week, with a focus on moderate-to-vigorous intensity. 
	Guidelines recommend incorporating strength and balance exercises three times per week.
	



When identifying and establishing physical activity targets and goals for adults and children, emphasis has been placed on the proportion of the population meeting recommended physical activity levels (Pate et al., 2011). When focussing specifically on children with disability, policy makers have given more attention to the provision of physical activity opportunities. The ‘Physical Education, School Sport and Club Links’ strategy developed the first national target for children’s participation in physical education (P.E.) and sport (Department for Education and Skill, 2002). This included children with disability. The objective of these criteria was to ensure that a target of 75% of children participated in up to 2 hours a week of moderate-to-vigorous physical activity in the school setting by 2006 (UK Health Security Agency, 2015). This goal was then updated to 85% participation by 2008. In 2006, 25% of children aged 5-7 years, 40% of children aged 7-11 and 33.3% of children aged 11-16 years; met this target (Department for Education and Skill, 2008; Department of Health, 2011; Department for Children, Schools and Families, 2018; UK Health Security Agency, 2015). It is unknown what percentage of disabled children specifically met this target. 
[bookmark: bbib0024][bookmark: bbib0025][bookmark: btbl0002]Subsequent strategies developed as part of the Physical Education, School Sport and Young People Strategy included a success measure, known as the ‘Five-Hour Offer’ (Department for Education and Skill, 2002).  Schools catering to children with and without disability aged 5–16 years old, were expected to provide physical education sessions 2 hours a week. This follows guidelines which advise a minimum of 1 hour a week of exercise, sport and physical activity should be provided for all children outside of the school setting (UK Health Security Agency, 2015). This strategy would commit community and youth club facilitators to providing physical activity opportunities an additional 2 hours a week (Department for Education and Skill, 2006).  Prior to the development of these targets, 10% of children aged 5–16 years old and 17% of young people aged 16–19 years old participated in the total 5 hours of physical activity engagements weekly (Department of Digital, Culture, Media & Sport, 2012), with disabled children spending less time engaging in physical activity. According to the 2019 report published by Activity Alliance (2019), 20% of physically disabled children expressed that they do not enjoy P.E. lessons and games in school, which is significantly higher than their non-disabled peers (9%). 25% of disabled children say they can take part in sports and activity all the time at school. Among non-disabled children, 41% say they can take part all the time (Activity Alliance, 2019).  Despite this, notably, no target or goal has ever been established for increasing the proportion of children with disability meeting the CMO physical activity guidelines. A summary of the UK goals and targets relating to children's physical activity is presented in Table 2.
[bookmark: _Toc197686544]Table 2
Summary of Goals and Targets Relating to Children's Physical Activity in England.
	Strategy
	Key factors

	Physical education, school sport and club links
(Department for Education and Skill, 2002)
	Objective:  Increase young people’s participation in sporting opportunities.
Target: Ensure 75% of children spend a minimum of 2 hours weekly participating in PE and school sport within and outside the curriculum / school setting by 2006 and 85% by 2008.

	Sustainable schools for pupils, communities and the environment—An action plan for the DfES (Department for Education and Skill, 2006)
	Objective:  A collaboration between the Department for Children, Schools and Families and the Department for Transport.
Target: All schools should develop a plan addressing sustainability, health and fitness by March 2010.

	Physical education school sport for young people - Sport England, London (2008) 
	Objective:  Develop a world-class system for PE and sport for all children. Enhance the quality and quantity of P.E. and sport undertaken by children with and without disability.
Target: Deliver a successful Olympic and Paralympic Games. Engage more children in sport and physical activity. This strategy is to be known as the “five-hour offer”.
Target: Schools should provide children aged 5–16 years old with 2 hours of high-quality PE weekly within the curriculum and 1 hour per week outside the curriculum. Community and youth club providers should seek to provide and additional 2 hour a week of physical activity opportunities.

	Creating a sporting habit for life (Department of Digital, Culture, Media & Sport, 2012).
	Objective: Support the increase in the proportion of children with disabilities in playing regular sport.  
Target: Collaborate with schools and sports clubs within the local communities to engager young people in positive sporting habits beyond the age of 25 years.


2.3.5 [bookmark: _Toc185863415][bookmark: _Toc185863521][bookmark: _Toc185863627][bookmark: _Toc185863733][bookmark: _Toc185863839][bookmark: _Toc197684236]Barriers and Facilitators 
[bookmark: _Toc185863416][bookmark: _Toc185863522][bookmark: _Toc185863628][bookmark: _Toc185863734][bookmark: _Toc185863840]Participation in physical activity is widely recognised for its positive psychosocial benefits, but significant challenges arise when supporting children with LDA (Piskur et al., 2012). These challenges can be both physiological and social in nature. Physiologically, children with disabilities often experience pain, fatigue, and mobility issues, which create barriers to active participation in physical activity (McDermott, 2022). Socially, they may face exclusion stemming from negative attitudes or stigma from peers, teachers, or the wider community, further impacting their psychosocial well-being and creating additional barriers to engagement (Home, 2002).
Structural barriers, such as the absence of inclusive sports programmes and restricted access to facilities or adaptive equipment, also exacerbate these challenges (McDermott, 2022). The exclusionary nature of many organised sports deprives children with disabilities of opportunities to participate in activities tailored to their abilities (Home, 2002). This further reinforces social isolation and leads to higher instances of disengagement. For instance, Goodley and Runswick-Cole (2010) highlight the inaccessibility of facilities—such as uneven flooring, lack of ramps, and non-adaptive changing rooms—as profound obstacles. Trafford et al. (2024) add that children with disabilities are less likely to access parks and recreational spaces compared to their non-disabled peers, depriving them of opportunities for self-directed, carefree play that fosters physical and emotional growth (Goodley & Runswick-Cole, 2010). Although understanding the intrapersonal, social, and environmental factors influencing physical activity in children is crucial for developing effective interventions, most research has focused primarily on individual-level factors, such as self-efficacy (Demetriou & Bachner, 2019; Sallis et al., 2000).
In addition to these barriers, the lack of adaptive equipment (i.e., wheelchair-accessible ramps or prosthetics) further limits participation and raises significant safety concerns, leading to parental anxiety and overprotection (Lardieri et al., 2000). This hesitancy often results in parents restricting their children’s involvement in physical activity, compounding issues related to self-esteem and confidence (Ornnelas, 2007; Turnbull & Turnbull, 1990). Moreover, the high cost of adaptive equipment, such as running blades designed to meet the unique needs of children with LDA, exacerbates financial strain on families (Mensah-Gourmel, 2023). The need for regular updates to accommodate a child’s growth further amplifies these financial burdens (Pasquina, 2014; Reeve et al., 2004).
Social and attitudinal challenges also play a significant role in hindering participation in physical activity for children and young people with LDA (Trafford et al., 2024). Negative attitudes and stigma from peers, teachers, and often even family members can undermine children’s confidence and sense of belonging in physical activity settings (Rajo-Ramos et al., 2023). The Activity Alliance’s (2020) My Active Future research project highlights how a lack of understanding and societal misconceptions about disability further limit opportunities for inclusion. Children with disabilities often report feelings of being “left out” during physical activity, leading to internalised oppression and the belief that their inability to participate is a personal failure (Woodgate et al., 2020; Jones, 2004). Hodge and Runswick-Cole (2013) similarly found that social isolation in physical activity settings limits opportunities to interact with peers, perpetuating exclusionary behaviours. This observation aligns with findings from Jones (2003), who emphasised that disengagement from physical activity deprives children with disabilities of the broader developmental benefits that group-based activities offer. Dixon et al. (2021) further highlighted that social exclusion by peers significantly impacts the well-being, development, and motivation of children with disabilities to engage in physical activity. 
Government departments, such as the Department for Children, Schools and Families (2008), have acknowledged the importance of assistive technologies—such as wheelchairs and communication aids—in enhancing access to school, leisure, and extracurricular activities. However, systemic gaps persist. Rimmer and Rowland (2007) identified additional barriers, such as inaccessible sports grounds, grass surfaces unsuitable for wheelchairs, and climbing structures without ramps, which limit participation. Alongside these physical barriers, programmatic challenges also exist, including insufficient knowledge among facilitators about how to adapt activities to accommodate children with physical differences (Schreiber et al., 2004).
Although previous studies have explored the actions, challenges, and needs of parents in enabling participation for children with physical disabilities (Piskur, 2015), much of this work addresses disability broadly and does not delve into the specific experiences of children with LDA. A significant gap exists in research focusing on the lived experiences of children with LDA in England, particularly regarding their re-integration into physical activity and the role of their social networks (e.g., family, friends, and peers) in facilitating or hindering participation. Studies such as those by Shields et al. (2012) and Jaarsma et al. (2014) emphasise the importance of community and family support in promoting physical activity participation for children with disabilities. However, these findings often generalise across different types of disabilities, neglecting the unique needs of children with limb loss. Families are central to the rehabilitation and integration process for children with LDA, yet little attention has been paid to their specific experiences, strategies, and challenges in supporting physical activity participation (Fitzgerald et al., 2020).
Addressing these barriers requires a comprehensive and multi-faceted approach. Maher (2022) advocates for tackling physical, social, and attitudinal barriers simultaneously to create a more inclusive society. This approach includes increasing funding for adaptive equipment, implementing educational programmes to challenge stigma, and designing accessible physical activity environments. Community-based research that explores the unique needs of families and identifies local barriers is essential to developing tailored solutions that ensure children with disabilities, such as LDA, can fully benefit from physical activity.
2.3.6 [bookmark: _Toc197684237]Family Systems Influence
[bookmark: _Toc185863393][bookmark: _Toc185863499][bookmark: _Toc185863605][bookmark: _Toc185863711][bookmark: _Toc185863817]Person-centred care focuses on tailoring services to meet the unique needs of individuals (Entwistle & Watt, 2013). For children, particularly those requiring support from clinical practitioners, therapists, and their families, this approach must incorporate family-centred care (Chow et al., 2024). Family-centred care prioritises identifying family needs to determine the extent to which they wish to be supported in enabling their child’s participation in physical activity (Gafni-Lachter, 2022). However, despite its recognised importance, the implementation of family-centred care often falls short, leaving families without adequate collaboration and support (Barbour et al., 2010; Visser-Meily & Ketelaar, 2010). This gap limits the meaningful impact of such approaches on children’s participation in physical activity (Nijhuis et al., 2008; Pickering & Busse, 2010).
Understanding the multifaceted factors influencing children’s PA—spanning intrapersonal, social, and environmental domains—is crucial for developing effective interventions. Research has often disproportionately focused on individual-level factors, such as improving self-efficacy (Demetriou & Bachner, 2019; Sallis et al., 2000; Trost et al., 1999), while overlooking the broader family context. However, this is problematic, as parenting practices play a pivotal role in shaping children’s physical activity behaviours, as parents act as key facilitators, providing the resources, encouragement, and opportunities necessary for engagement (Jago et al., 2024; Hutchens, 2018; Arrendodo, 2006; Hennessy, 2010; Solomon-Moore, 2018).
Parental behaviours such as offering positive reinforcement, identifying suitable activities that align with their child’s abilities and interests, and addressing barriers are crucial for fostering physical activity participation. For instance, a study by Ku et al. (2020) found that tangible and intangible parental supports were positively associated with physical activity behaviours in young children with disabilities. Similarly, a study by Alghamdi and Alsaigh (2021) highlighted that parental support, including encouragement and logistical assistance, plays a vital role in enabling children with disabilities to engage in physical activities. The combination of these efforts promotes skill development, social engagement, and a sense of challenge, creating positive physical activity experiences that help establish lifelong habits (Jago et al., 2024; Demetriou & Bachner, 2019). 
One key factor is parental modelling of physical activity, where children mimic their parents’ behaviours. Parents who portray physical activity as enjoyable and beneficial foster positive attitudes, whereas framing physical activity as a chore or burden can evoke negative feelings and disengagement (Maccoby, 2020). The importance of parental encouragement and support is well-documented. Trost et al. (1999) identified a strong correlation between parental encouragement and physical activity participation among children with disabilities. Conversely, parents who lack time or deprioritise physical activity may inadvertently hinder their child’s ability to access suitable activities or necessary resources, thereby limiting participation (Zecevic et al., 2010). Michaelson et al. (2021) explored how family dynamics influence physical activity engagement, highlighting that parental support fosters positive emotions and sustained involvement. Parents who emphasise the physical and mental health benefits of physical activity while providing encouragement and motivation create environments conducive to active participation, thus enabling their children to develop a sustained appreciation for physical activity (Hutchens, 2018).
[bookmark: _Hlk188359307]Furthermore, family structure, including sibling involvement, influences children’s physical activity (Haug, 2024). Siblings serve as motivators and provide support, encouragement, and companionship, enhancing opportunities for bonding and social interaction (Michaelson et al., 2021; Laird, Fawkner & Niven, 2018; Kracht & Sisson, 2018). Research has shown that siblings contribute significantly to family dynamics through expressions of sibling-to-sibling companionship, competitive play, and shared enjoyment (Haug et al., 2024). This dynamic can foster intrinsic motivation and positively impact children’s perception of physical activity as a meaningful and enjoyable activity. However, sibling relationships can also introduce challenges, such as comparisons or rivalry, which may hinder participation if not managed constructively (Laird et al., 2018).
Parental ideologies regarding gender, shaped by societal norms, also influence physical activity behaviours (Williams et al., 2013). These ideologies often lead to boys being encouraged to engage in physical activity more than girls, a phenomenon known as "gender typing" (Beets, 2010). To address this, it is recommended that parents receive education on the concept of gender typing and its detrimental effects on children’s physical activity participation (Van Sluijs et al., 2007). Additionally, Bois (2005) found that children’s self-confidence and perceived physical competence were influenced by their parents’ perceptions. A mother’s view of her child’s physical competence significantly shaped the child’s self-confidence, while a father’s sense of his own competence directly affected the child’s physical activity engagement levels.
Parents of children with disabilities also face the added responsibility of ensuring their child’s safety while assessing potential risks or barriers to participation (Xu et al., 2015). Their decisions regarding whether and where their child can play are often shaped by their own experiences with the environment and prevailing social constructs (Williams et al., 2013). Parents’ emotional responses to their child’s experiences—both positive and negative—further influence their attitudes and behaviours. Positive experiences, such as achieving goals, receiving praise, or simply having fun, evoke feelings of pride, joy, and happiness in parents (Michaelson et al., 2021). Conversely, negative experiences, including failure or frustration, can lead to emotions such as sadness, worry, or anger (Asbury, 2021; Maccoby, 2020). Despite the wealth of evidence supporting parental influence, other intersecting factors warrant consideration. Socioeconomic status, including income and education levels, affects parents’ ability to facilitate physical activity (Trost et al., 1999). As more recent studies by Music-Milanovic et al. (2022) and Yang-Huang et al. (2020) suggest, families of a higher socioeconomic status would have the financial resources, and knowledge on the benefits of physical activity and the detrimental implications of a lack of it. 
Other factors also hold influence. For instance, literature by Welk, Wood, and Morss (2003) highlights that personal, familial, and environmental influences bear on how parents render support and manage physical activity, as well as the sedentary behaviours of their children. Research into the influence of marital status is yet to be explored. Parents, often custodians of daily schedules, occupy a position of authority to restrict sedentary behaviours (Zecevic et al., 2010). To better support children’s physical activity, interventions should adopt a holistic perspective that incorporates the family unit, addresses environmental and social barriers, and accounts for individual preferences and abilities. Programs should aim to educate parents on the significance of role modelling and providing supportive environments. Addressing structural inequities, such as access to resources and safe play spaces, is essential to ensure all families can facilitate their children’s physical activity engagement (Xu et al., 2015). Finally, fostering collaboration between families and professionals in designing and implementing interventions can enhance the relevance and sustainability of such initiatives, aligning with the principles of family-centred care and broader person-centred care frameworks.
2.4 [bookmark: _Toc197684238]Rationale for the Study
The study of LDA in children and young people, particularly in the context of physical activity engagement and its effects on their well-being and that of their families, is an underexplored area in academic literature. The existing research on disability, physical activity, and well-being largely fails to capture the specific experiences of children and young people with LDA in England. While there has been a growing body of research on disability and physical activity more generally (Murphy & Carbone, 2008; Rimmer & Rowland, 2008), the focus has often been on broader categories of disability, which, although important, overlook the nuanced and specific experiences of children and young people with limb differences, particularly in the context of those living in England. Children with LDA face particular challenges in navigating their physical environments (e.g., during P.E.), and their experiences of physical activity are likely to be distinct from those of children with other types of disabilities, such as those with cognitive impairments (Hughes & Evans, 2013). For example, during P.E., children with cognitive impairments may struggle with coordination or the understanding of game rules, whereas children and young people with LDA may face physical challenges such as balance, mobility, and the adaptation or use of prosthetics (Greaux et al., 2023). These differences necessitate a more focused exploration of experiences during P.E., particularly in terms of how they participate in physical activities, interact socially, and develop their identities over time.
One of the central reasons for conducting more specific research is the need to engage directly with children and young people with LDA. Research in disability often focuses on the perspectives of adults—be they researchers, healthcare professionals, or caregivers—who may assume they understand the needs or desires of children (Shahali et al., 2024). However, children and young people's voices are frequently overlooked, and their unique experiences may be misunderstood or misrepresented. It is essential to ask children themselves about their experiences, as their perspectives can highlight challenges and solutions that may not be immediately apparent to adults (Karpa, 2019). This approach ensures that the research findings are grounded in the lived experiences of children and young people with LDA, and it empowers them to shape the direction of a resource that directly affects their lives (Nordin et al., 2023). Furthermore, research that includes children’s voices can create a sense of agency, thus helping children feel seen, heard, and valued (Frank, 2013).
In addition to the need to focus on children’s perspectives, it is equally important to consider the whole family. Families play a significant role in the lives of children and young people with LDA. Families are pivotal in providing emotional, social, and practical support (Butler, 2022). Yet much of the existing literature focuses on the individual child whilst neglecting the broader context in which the child operates. The experiences of siblings, parents, and caregivers are integral to understanding how families cope with the challenges posed by LDA, and how family dynamics influence the child’s development and well-being (Lefebvre, 2021). By considering the family as a whole, we gain a more comprehensive understanding of the social, emotional, and logistical factors that shape the lives of children with LDA. Research by Hodge and Runswick-Cole (2013) further supports the idea that family dynamics and the interaction between family members significantly affect the children’s ability to engage in physical activities, highlighting the importance of viewing the family as a unit in studies of disability and physical activity.
Context-specific research is also crucial. While research on disability and physical activity is abundant, much of it lacks regional specificity, particularly in relation to the UK. England has its own educational and healthcare systems, as well as unique cultural attitudes toward disability, all of which shape the experiences of children with LDA. As McLeod (2024) highlights, the socio-cultural context of disability plays a crucial role in determining how children with disabilities experience the world. For instance, attitudes towards disability in schools, the availability of adaptive physical education programs, and the accessibility of public spaces all differ widely across countries and regions. Therefore, it is essential to conduct research that is specifically tailored to the cultural, social, and institutional context of England. This ensures that the findings are relevant as well as actionable in the local context, thus influencing policies and practices that directly impact children and families in the UK (Greaux et al., 2023).
In addition to focusing on the individual and family, there is a significant gap in research when it comes to the socio-cultural narratives that influence the lived experiences of children with LDA. Research on disability often focuses on the personal, individual aspects of the experience, such as physical limitations or medical treatment, but fails to adequately explore the broader societal and cultural narratives about disability (Book et al., 2024). These social narratives shape how children with LDA view themselves, how they are treated by others, and how they navigate social spaces, including schools, sports, and public life. Narrative inquiry provides a valuable tool for exploring these socio-cultural influences by allowing participants to tell their stories in their own words, highlighting the ways in which they negotiate and contest dominant cultural perceptions of disability (Shahali et al., 2024). By examining how societal attitudes and cultural norms intersect with individual experiences, researchers can gain a richer understanding of how disability is understood and lived within specific cultural contexts (McLeod, 2024).
Another gap in the literature is the lack of longitudinal research that captures the evolving experiences of children with LDA over time. Much of the current research provides snapshot views of disability and physical activity, offering limited insights into how experiences change as children grow and develop. Longitudinal research is essential for understanding how children’s identities, coping mechanisms, and engagement with physical activity evolve as they encounter new challenges, changes in their physical and social environments, and transitions through different stages of life (Lima, 2023). For example, the transition to different key-stages at school may bring new opportunities for inclusion but also risks of exclusion, while participation in sports may help children form identities but also expose them to new challenges and barriers (Smith et al., 2015). Longitudinal research can provide a more dynamic and comprehensive view of how these processes unfold over time.
Finally, bridging the gap between research and practice is another important rationale for focusing on this research. While academic studies contribute to our understanding of disability and physical activity, there is often a disconnect between research findings and the actual practices in schools, healthcare settings, and other community spaces. The goal of this research is to contribute to academic knowledge and to create practical resources that can help families, healthcare professionals, and educators better support children with LDA. As McConkey (2004) suggests, research must be directly applicable to real-world practices to have a meaningful impact. In summary, this thesis aims to address several research gaps in the literature. It aims to provide a disability-specific (i.e., limb difference), context-specific (i.e., England), and social-cultural examination of life and physical activity over time (i.e., longitudinal) that centralises and amplifies the voices of children and young people and their families. 
In addition to the research gap in the literature, a registered charity working with children and families affected by limb differences and amputations expressed the need for research that inquires more deeply into the lived experiences of these children and their families. Their encouragement for this study highlights a shared recognition of the limited understanding surrounding how children with LDA navigate physical activity and broader social contexts. This encouragement complements the academic imperative to address gaps in the literature while also emphasising the practical need for research-based, evidence-informed practice. Evidence-based practice has long been regarded as essential for developing effective interventions and understanding the needs of children with disabilities (Sackett et al., 1996; Nutley et al., 2007). Without such research, the creation of targeted, meaningful interventions, resources, or policies risks being driven by assumptions rather than grounded in the realities of lived experiences. This study directly responds to this dual call—from both the literature and the charity—to prioritise evidence-based approaches in understanding and supporting children with LDA. By centring the voices of children and their families, this research aims to provide a robust foundation for understanding and interventions that are inclusive and reflective of the unique challenges and strengths that define their experiences.
2.5 [bookmark: _Toc185863394][bookmark: _Toc185863500][bookmark: _Toc185863606][bookmark: _Toc185863712][bookmark: _Toc185863818][bookmark: _Toc197684239]Research Aims
[bookmark: _Toc185863395][bookmark: _Toc185863501][bookmark: _Toc185863607][bookmark: _Toc185863713][bookmark: _Toc185863819]Given the aforementioned gaps in the literature and the user-driven need for this project, the purpose of this PhD programme of research was to explore the life and physical activity experiences of children and young people with limb difference and their families in England. Specifically, there were three aims: (a) Explore the lives of families with children and young people with LDA over time, with a specific interest in their stories of physical activity. Given that LDA is a lifelong condition, that previous researchers have not previously taken a lifespan perspective, and that children and young people’s experiences of physical activity changes over time, understanding experiences over time is central to this research. This aim is achieved through a longitudinal examination of children and young people with LDA, their families, and their lived experiences of life and physical activity. The programme is original in its focus on the unique experiences of children with LDA and their family members and physical activity; (b) Bridge the research-practice divide by shifting from a story analyst to storyteller by crafting creative non-fiction stories based on participants' experiences. This phase involves re-storying—restructuring participant life experiences into cohesive, meaningful stories. The aim is to present narratives that both reflect and embody the participants' lived realities; and (c) Co-design a practical resource with children and young people with LDA, and their families. The resource is to contain creative non-fiction stories crafted earlier. Therefore, the final phase of this research centres on a co-design process with participating families. Through collaborative workshops, the research will explore how the stories could be presented as a meaningful resource. This approach leverages participant insights to shape the design, format, and intended use of the resource. By involving families directly, the study aims to create a resource that aligns with the unique needs of children with LDA and their families and make a transformative impact.
I believe these three aims are a timely addition to research and practice. Indeed, recent media coverage has spotlighted the "Equal Play" campaign launched by ParalympicsGB (2024). It advocates for equal access to physical education (P.E.) and school sports for disabled children. The campaign addresses a significant disparity, highlighting that only one in four of the UK's 1.5 million disabled schoolchildren regularly participate in PE. This disparity stresses the systemic barriers that disabled children face in accessing inclusive sporting opportunities, particularly within educational settings. The "Equal Play" campaign aims to ensure that no child is excluded from the physical, social, and emotional benefits of participating in school sports (ParalympicsGB, 2024). This increased focus on the need for inclusion in sports has been further amplified through national television coverage, including documentaries that have explored the challenges faced by disabled children in accessing P.E. and sport. These efforts have brought the issue into the public consciousness and emphasises the importance of creating more inclusive policies and practices. The increased attention to such disparities in sports participation among disabled children, as well as the timeliness of the broader cultural and policy movement, makes research into the physical activity experiences of children with disabilities, such as those with LDA, especially timely and relevant. It provides an opportunity to contribute evidence-based insights to support campaigns like "Equal Play" and influence the development of strategies to address these inequities.
[bookmark: _Toc185863419][bookmark: _Toc185863525][bookmark: _Toc185863631][bookmark: _Toc185863737][bookmark: _Toc185863843]
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Listening to Lived Experiences:
Narratives of Children and Young People with LDA and Their Families
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This study critically explores the longitudinal experiences of families with children and young people living with limb differences/amputations (LDA), focusing on their engagement with physical activity. The purpose of this research was threefold. First, it aimed to address significant gaps in the existing literature, which has largely overlooked the voices of children with LDA in research that shapes policies and interventions affecting their lives. By adopting a narrative approach, this study prioritises the lived experiences of children and their families, offering a platform for their voices to be heard in the context of both personal and societal challenges. Second, the study employed a longitudinal design to examine how the experiences of children with LDA evolve over time, with particular attention to their changing relationships with physical activity. Through semi-structured interviews, observations, and creative outputs (i.e., photographs and drawings) data were collected capturing the various stages of participants' lives and the dynamic interplay between individual, familial, and systemic factors. The dialogical narrative analysis identified four distinct narrative trajectories: stigmatisation, quest, advocacy, and integration, providing a deeper understanding of how children and families navigate these experiences. Finally, this research aimed to bridge the gap between theory and practice by applying a temporal perspective to physical activity participation in children and young people with LDA. This is an area that has been previously underexplored. The study’s findings contribute to a more nuanced understanding of the intersection of disability, life transitions, and physical activity, offering valuable insights for policymakers, healthcare providers, and educators.
3.1 [bookmark: _Toc197684242]Introduction
This chapter is grounded in the need to address longstanding gaps in the literature regarding the experiences of children with LDA and their families. Past research has repeatedly emphasised the importance of listening to the voices of marginalised groups, particularly within the context of healthcare and social research (Coyne, 2010; Lansdown, 2001). However, the voices of children with LDA have often been overlooked, with research predominantly focusing on the perspectives of adults or relying on clinical outcomes as proxies for lived experiences (Kirby, 2020). Children with disabilities, including those with LDA, face unique challenges that extend beyond clinical or functional outcomes. They encompass social, emotional, and psychological dimensions. Yet, their voices remain underrepresented in research that aims to shape policies and interventions affecting their lives. The United Nations Convention on the Rights of the Child (UNCRC) underscores the importance of children’s participation in matters that affect them as they advocate for methodologies that empower children. This would allow them to share their perspectives in meaningful ways (UNICEF, 2022). Similarly, a registered charity, LimbPower, expressed a need for research such as this – one that prioritises understanding the lived experiences of children and young people with LDA, through their voices. This chapter responds to these calls by adopting a narrative approach that prioritises the voices of children and their families, recognising their agency in recounting their lived experiences.
By employing a longitudinal perspective, this chapter builds on recommendations in the literature to move beyond isolated or momentary accounts of experience. Studies have highlighted the value of examining experiences over time to capture the dynamic interplay between individual, familial, and systemic factors (Kiser, 2010; Bronfenbrenner, 1979). This approach allows for a more nuanced understanding of how critical events, transitions, and interactions shape the well-being and experiences of children and their families. Moreover, this chapter addresses an identified gap in research concerning the intersection of disability, time, and life transitions. It reflects a commitment to ensuring that the stories of children with LDA are both heard and understood in the context of broader societal structures and evolving personal journeys. Exploring experience of children and young people with LDA challenges the prevailing deficit-oriented narratives surrounding disability and LDA. Ultimately, this chapter represents a critical step toward amplifying the voices of children and families whose experiences have been overlooked or unheard. This chapter explores the longitudinal experiences of families and children dealing with LDA. It employs the temporal concept of 'time' to examine their journeys from birth to the present day. Listening to experiences that have occurred over time and taking account of changes provides a more comprehensive understanding of children with LDA and their families, as it encompasses a wide range of events, transitions, and encounters that ultimately shape well-being (Kiser, 2010). These experiences range from disability-specific events, such as parents receiving a diagnosis, prosthetic experiences, and therapy sessions, to general life events, such as education, participation in physical activity, and social interactions. This chapter adopts a comprehensive view of these life experiences. It recognises their intricate interplay and potential impact on the lives of the children with LDA and their families. 
The aim of this study is to explore the lives of families with children and young people with LDA over time, with a specific focus on their stories of physical activity. Given that LDA is a lifelong condition and acknowledging that previous research has not fully taken a lifespan perspective, this study seeks to fill that gap. As the experiences of children and young people with LDA in relation to physical activity change over time, understanding these changes is central to this research. This aim is achieved through a longitudinal examination of children and young people with LDA, their families, and their lived experiences of life and physical activity.
3.2 [bookmark: _Toc197684243]Methods
3.2.1 [bookmark: _Toc197684244][bookmark: _Toc143240496][bookmark: _Toc185863434][bookmark: _Toc185863540][bookmark: _Toc185863646][bookmark: _Toc185863752][bookmark: _Toc185863858]Research Philosophy
Aligned with the aims of this programme of research, this entire programme of research is rooted in an interpretivist paradigm, shaped by a relativist ontology and a constructionist epistemology. A relativist ontology asserts that reality is not singular but consists of multiple, created, and mind-dependent realities (Sparkes & Smith, 2014). Complementing this, a constructionist epistemology emphasises that knowledge is both constructed and inherently subjective (Sparkes & Smith, 2014). Moreover, it highlights that knowledge is collaboratively created through social interactions and is shaped by cultural, historical, and contextual factors (Smith & McGannon, 2017).
Epistemology serves as a foundation for researchers to articulate how knowledge is constructed and provides criteria for validating it as knowledge (Petty et al., 2012). Within this framework, constructionism focuses on the creation of meaning, which emerges through the dynamic interaction between subjects and objects (Crotty, 2003). Social constructionism extends this idea, placing greater emphasis on the social and contextual influences on meaning-making. As Crotty (2003) explains, social constructionism views all meaningful realities as socially created, with meaning arising through interactions within specific social contexts. This perspective contrasts with constructivism, which prioritises cognitive processes in explaining individual meaning-making (Raskin, 2002). Constructionism, on the other hand, bridges the divide between objective and subjective perspectives by asserting that the world is simultaneously present and shaped through interaction (Heidegger, 1927; Merleau-Ponty, 1945). Consequently, meaning is co-created through engagement with the world and is shaped by social, cultural, and contextual dynamics (Crotty, 2003).
In the context of this study, a constructionist lens offers a valuable framework for examining the lived experiences of children and young people with LDA and their families. This perspective recognises that the narratives shared by participants are influenced by both their personal experiences and the broader social environments they navigate. By positioning this research within a constructionist paradigm, the study highlights the importance of collaborative meaning-making and the interplay between personal and social dimensions in constructing knowledge. Rather than striving to uncover a single, objective truth, this study embraces the multiplicity of truths that emerge from participants’ perspectives. 
3.2.2 [bookmark: _Toc197684245]Participant Selection and Participants  
[bookmark: _Toc185863422][bookmark: _Toc185863528][bookmark: _Toc185863634][bookmark: _Toc185863740][bookmark: _Toc185863846]Ethical approval was sought from and granted by the St Mary’s University Research Ethics Committee (the ethical consideration of this research is explored more in section 3.2.4). Participants for this research were recruited with the invaluable support of LimbPower, a registered charity dedicated to supporting individuals with limb differences. The recruitment process utilised both criterion-based sampling and maximum variation sampling strategies (Sparkes & Smith, 2014), both of which were key to ensuring that the research captured a broad spectrum of experiences. Criterion-based sampling was used to select participants who met specific criteria: children and young people with upper and/or lower limb amputations, excluding those with finger or toe amputations. This decision was based on the understanding that children with toe or finger amputations generally maintain a high level of function and thus might not face the same degree of physical activity limitations as those with more substantial limb loss (Marshall & Stansby, 2013). For instance, losing a toe or foot may affect balance and walking, but the loss of a whole leg or arm results in more significant challenges to mobility (Dillingham et al., 2002). The criteria ensured that only relevant participants who could contribute meaningfully to the research focus were selected.
Maximum variation sampling was then employed to enrich the research by capturing a wide array of experiences. The charity LimbPower wanted a range of participants from different geographical regions. This was to enhance the scope of the study. Families were recruited from different geographical regions across England, with participants of varying ages, genders, family structures, and limb loss types. This sampling strategy ensured the research reflected diverse experiences related to LDA, including variations in amputation types (e.g., unilateral, bilateral, transfemoral, transtibial), causes of limb loss (e.g., congenital vs. acquired), and family configurations (e.g., single-parent vs. two-parent households).
First, LimbPower played a pivotal role by providing a diverse sample of potential participants, with representation across different genders, ages, and both upper and lower limb differences. This diverse list from LimbPower enabled me to reach out directly to families who might be interested in participating. I then called 10 prospective participant families to explain the research and answer any questions they had. Of these, 4 families expressed interest in taking part, while 6 others indicated that they would like to know more at the upcoming annual event hosted by the charity. The charity invited me to their annual event, which provided an excellent opportunity to engage with families in a more interactive and personal way. I set up a vibrant stand featuring superhero images, informative banners, children and adult masks, balloons and colourful leaflets designed to spark curiosity and draw attention. The appealing design naturally attracted parents and children, who approached me to learn more about the research. This informal approach resulted in engaging conversations, and I was able to recruit the 4 participants who had agreed to take place initially, and a further 6 participants whom I had previously spoken to over the phone, but wanted more information.
Additionally, I engaged in play with the children from these families throughout the day, which helped break the ice and create a relaxed environment where parents felt more at ease to speak with me. Once the families had expressed interest, I provided them with a link to an online questionnaire. This questionnaire gathered essential background information, including demographic details (e.g., location), personal data (e.g., age and gender), disability-specific information (e.g., type of limb difference), and initial physical activity information (e.g., current levels of activity). This allowed me to understand the participants’ individual circumstances before diving into deeper forms of engagement.
A total of 10 families across nine geographical regions in England participated, providing written consent and assent. These regions included the Northeast, Yorkshire and Humber, Northwest, East Midlands, West Midlands, East England, London, Southeast, and Southwest. The children in the study ranged in age from 4 to 17 years, with a mean age of 10.5 years. The group included 8 boys and 2 girls with diverse limb differences, such as tibial aplasia, Poland syndrome, fibula hemimelia, and fibular hemimelia with double Syme's amputation. These varied experiences of limb loss resulted in differing activity limitations and engagement in physical activity. In addition to the children and young people, 18 parents (10 mothers, 8 fathers) and 11 siblings (6 brothers, 5 sisters) participated in the study, offering invaluable perspectives on how LDA impacts family dynamics and the social and emotional development of the children. 
The inclusion of a diverse range of participants—across varying ages, geographical locations, and family dynamics—ensured that the research captured the multifaceted experiences of families living with LDA. Families with different family structures and from varied regions provided a more comprehensive view of how LDA affects not just the children but the entire family unit. Ultimately, this recruitment strategy allowed the research to draw on a rich diversity of experiences, ensuring the findings would be applicable to a wide range of families and children living with LDA. It also highlighted the importance of including both children and their families in the research process, as it recognised that the impact of LDA extends beyond the individual and to the family unit as a whole.
3.2.3 [bookmark: _Toc197684246]Narrative Inquiry
Aligned with the aims of this thesis, narrative inquiry was chosen to frame and inform this programme of research. Narrative inquiry is both a qualitative research methodology and a way to gain insights into human experience (Clandinin & Caine, 2013). Narrative inquiry is grounded in the belief that experience is a social process, evolving through the telling and re-telling of stories (Finlay, 2023). Adopting a narrative perspective often involves questioning the dominant narratives surrounding a group of people—those widely accepted stories that shape how individuals understand and interpret particular experiences (Clandinin, 2007; Clandinin & Connelly, 2000). It does so by focusing on understanding how individuals make sense of their lived experiences by examining the stories they tell about their lives (Frank, 2000; Frank, 2002; Frank, 2013). Rooted in the belief that meaning is constructed through narratives, narrative inquiry also provides deep insight into how people interpret their identities and experiences (Lima, 2023). This allows for a rich exploration of how individuals navigate various aspects of life, and how personal, social, and cultural factors intersect to shape these experiences (Finlay, 2023; Riessman, 2008). 
There are at least three central tenets of narrative inquiry: temporality/continuity (i.e., past, present, and future), sociality/interaction (i.e., the consideration of personal and social aspects), and place (i.e., context or situation) (Clandinin & Connelly, 2000; Clandinin et al., 2007; Connelly & Clandinin, 2006). To expand, first narrative inquiry focuses on temporality, or the way in which experiences unfold across time. Temporality emphasises that life is not solely experienced in the “here and now” but is also shaped by the past and the possibilities of the future (Clandinin & Connelly, 2000). This builds on Dewey’s philosophical framework which argues that life experiences are not isolated events, but interconnected moments shaped by the past, influenced by the present, and carrying forward into the future (Clandinin & Connelly, 2000). As Lima (2023) suggests, this continuity of experience is essential for gaining a more holistic understanding of how individuals experience the world and make sense of their lives over time. Unlike some research methodologies that may focus solely on observable facts, the advantage of narrative inquiry lies in its capacity to unveil overt (i.e., the explicit and readily apparent) details and also unearth covert (i.e., the implicit and underlying meanings) connotations rooted within narratives over time (Wang, 2015). Narrative inquiry, therefore, allows participants to reflect on past experiences, engage with their present realities, and imagine future possibilities, thus offering a dynamic view of how stories develop and evolve (Riessman, 2008).
The second tenet of narrative inquiry is sociality, which refers to the personal and social dimensions of experience. In narrative inquiry, it is posited that both life, and experience exist as interconnected and inseparable entities (Clandinin & Connelly, 2000). As Clandinin and Rosiek (2007) state, time is not just a linear construct but an ontological one, asserting that "experiences do not simply appear to be connected through time; they are continuous”. This continuity is crucial when exploring life experiences, as it involves examining both personal experiences and the interactions between individuals and others. This dynamic interaction highlights the role of sociality in shaping personal narratives and emphasises the importance of understanding how experiences evolve through personal relationships and broader societal influences (Wang, 2015). The narrative process provides a rich context for investigating the fluid nature of storytelling as it traverses across past, present, and future events.
The third tenet of narrative inquiry is place, which refers to the context or situation in which experiences occur. In narrative inquiry, the narrative itself is shaped by the historical and situational context in which it unfolds. As Riessman (2008) notes, storytelling allows individuals to "look back and recount lives" thereby offering a reflection on how experiences are embedded in and influenced by particular contexts. This longitudinal approach provides an opportunity to identify patterns in how people narrate their experiences over time. For instance, the language and tenses families use—such as references to the past, present, and future—help shape their storytelling and the context in which events occurred into a structured narrative with a clear beginning, middle, and end (Smith & Sparkes, 2009). Narratives thus provide insight into how personal experiences change and evolve within specific socio-cultural contexts, personal identities, and social interactions, helping to capture developmental trajectories over time (Clandinin & Rosiek, 2007; Smith & Sparkes, 2009).
By engaging with participants through their personal stories, narrative inquiry was decided upon because it gives voice to families and children with LDA, particularly those who are often underrepresented or marginalised in traditional research settings (Gergen et al., 2001). The methodology facilitates a deeper connection to the subjective realities of these families, as it provides valuable insights that quantitative methods might overlook. For instance, traditional quantitative methodologies, while valuable for measuring specific outcomes, fail to capture the complexities of lived experiences (Wallwey, 2023). For example, while surveys might measure specific outcomes (i.e., the frequency of physical activity, assessments of the use of adaptive equipment, or mobility), they do not address the deeper, broader and more nuanced emotional, social, and psychological aspects of lived experience (Abuhamda et al., 2021; Olmos-Vega et al., 2022).  They focus on "what" is measurable, rather than delving into "why" or "how" these experiences occur and matter in context (Abuhamda et al., 2021). Narrative inquiry, in contrast, allows for a more comprehensive exploration by focusing not just on what happens but also on why and how these experiences unfold (Finlay, 2023). Narrative inquiry allows individuals to articulate their realities in their own terms as well as capturing the meanings they ascribe to their challenges, achievements, and everyday lives (Clandinin & Rosiek, 2019). This shift in focus—from measuring outcomes to understanding lived experiences—enables a more comprehensive exploration of how children with LDA and their families navigate their worlds. In essence, by applying narrative inquiry, researchers do not aim to find a definitive answer, or draw fixed conclusions, as they understand that the research puzzle evolves as the inquiry progresses.
Narrative inquiry is particularly well-suited to this study because it acknowledges and honours the evolving nature of participants' experiences (Lima, 2023). It is well documented that children with disabilities and their families do not live in isolation; their experiences are shaped by cultural narratives about disability, inclusion, and normalcy (McLeod, 2024). For families with children who have LDA, societal attitudes towards disability and the accessibility of healthcare and educational services profoundly impact their daily lives (Greaux et al., 2023; Shahali et al., 2024). By giving participants an opportunity to tell their stories in their own words, narrative inquiry enables the researcher to explore how these broader societal narratives intersect with and influence personal experiences. It highlights how systemic structures, such as healthcare access or societal attitudes toward disability, shape individuals’ lives in subtle and often unnoticed ways (Book et al., 2024).
The lives of children and families with LDA are marked by transitions, adaptations, and fluctuations in their physical, emotional, and social realities. Understanding these experiences requires a methodology that prioritises temporality. These diverse aspects require a flexible and inclusive research approach that narrative inquiry inherently provides. In other methodologies such as traditional ethnography, fieldwork is ongoing and conducted over a long period. Furthermore, extended fieldwork may be required, and extensive travel with immersion in specific settings.  Consequently, narrative inquiry is more feasible and financially practical for self-funded research, as methods can be conducted through relatively manageable methods. For instance, narratives collected through interviews provide a unique vantage point for dissecting the intricate interplay among these elements and their collective influence on the experiences of families and children dealing with LDA (Sutton, 2015). Narrative inquiry does so without the need for deep immersion for a prolonged period of time (Khan, 2022). Interviews can take place in a variety of accessible settings, such as participants' homes or via online platforms, reducing costs associated with travel, accommodation, and extensive time commitments (Khan, 2022). This flexibility makes narrative inquiry especially valuable for self-funded researchers who may face budget constraints as it eliminates the need for large-scale logistical planning or substantial financial resources. 
Narrative inquiry also empowers participants by allowing them to control the telling of their own stories. Traditional research methodologies often impose predefined categories or interpretations on participants, which can limit the depth and authenticity of the narratives being told (Karpa, 2019). In contrast, narrative inquiry gives participants the agency to express their experiences in their own terms, respecting their voices and perspectives (Clandinin & Huber, 2005). For children with LDA and their families—groups that are often marginalised in research—this methodology ensures that their voices are central to the study, allowing for authentic self-expression and recognition (Karpa, 2021). The ability to tell their stories in their own words creates a sense of agency and validation, which is particularly important in empowering children and families who may feel voiceless in traditional healthcare or research settings.
[bookmark: _Toc185863424][bookmark: _Toc185863530][bookmark: _Toc185863636][bookmark: _Toc185863742][bookmark: _Toc185863848]Narrative inquiry is not just an academic exercise; it also has practical implications for improving the lives of children with LDA and their families. By offering a platform for participants to share their experiences, narrative inquiry can inform more inclusive and effective interventions, policies, and support systems. This methodology provides valuable insights into how families with LDA navigate everyday challenges and how support systems can be better tailored to their needs. As such, the findings from this study can influence both academic and practical development of services, thus ensuring that they are more inclusive, responsive, and reflective of the lived experiences of children and families with LDA (Clandinin & Huber, 2005).
3.2.4 [bookmark: _Toc197684247]Ethics 
This entire programme of research adhered to three key ethical dimensions (i.e., procedural ethics, situational ethics, and relational ethics) to ensure that the research process remained respectful, transparent, and methodologically sound. The first dimension is procedural ethics, which involves following the ethics guidelines and approval processes required by higher education institution (i.e., university) review boards to ensure the protection of participants (Child Ethics, 2024). First, ethical approval for this study was granted by St Mary’s University Research Ethics Committee (see Appendix A). As part of the ethical process, all participants were required to provide written informed consent before participation. They were fully briefed about the nature of the study through written information sheets (see Appendix G), which ensured they understood that their participation was voluntary and that they could withdraw at any time without needing to provide a reason. This was crucial to respecting their autonomy and ensuring informed consent throughout the research process. For ethical reasons, I also ensured that all children and young people who were under 18 years of age also understood the research through their own dedicated consent sheets. Although the children (see Appendix D), and young people (see Appendix E), also had consent forms, this would not be accepted without a consent form from their parents to accompany it (see Appendix F). These procedural ethical practices are critical to maintaining the integrity and ethical rigour of any research project (Armond, 2024).
The second dimension is ethics in practice. This is often referred to as situational ethics (Child Ethics, 2024). Situational ethics encompasses the unpredictable, subtle, and ethically important moments that emerge during the research process. These moments require the researcher to adapt, reflect, and respond thoughtfully to the specific needs and context of the participants (Ellis, 2007). Throughout this research, I maintained an ongoing reflective practice through researcher reflexivity and regular discussions with my supervisors (Sparkes & Smith, 2014). This allowed me to consider how my role, perspectives, and actions impacted the research process, especially when engaging with vulnerable participants. Given the sensitive nature of the topic, including potential emotional distress for participants, I ensured that all participants had control over their involvement at all times. They could choose to participate in specific aspects of the study (e.g., an interview) while opting out of others (e.g., observation) and were free to withdraw from the study without consequence at any point.
The third dimension is relational ethics, which focuses on maintaining ethical conduct through mutual respect, responsibility, and consideration for the impact of the researcher’s actions on participants (Slattery & Rapp, 2003). Central to relational ethics is the ongoing reflection on the dynamic relationship between researcher and participant, recognising that this relationship evolves over time and must remain respectful and compassionate (Ellis, 2007). I was mindful of my positionality as a researcher and the potential power dynamics at play, particularly because I am a non-disabled researcher working with families of children with limb differences. I made a conscious effort to approach all interactions with empathy, maintaining a non-judgmental and caring stance. Reflexivity was essential in ensuring that I remained non-exploitative and sensitive to the challenges faced by participants. This approach allowed me to foster a space where participants felt respected and heard, which was vital when exploring their lived experiences.
Given the sensitive nature of the research, particularly involving families with children experiencing limb differences, I took particular care to manage the emotional impact of the research process. There were instances where participants could discuss distressing topics, such as the challenges of coping with limb loss. To address this, I ensured that participants knew they could pause or stop the interview at any time should they find any topic uncomfortable (Charmaz, 2006). This provided participants with autonomy over their involvement in the study, allowing them to navigate the interview in a way that suited their emotional comfort. Alderson and Morrow (2011) emphasise the importance of allowing participants the flexibility to manage their participation, particularly when sensitive issues are being discussed. Similarly, Wiles et al. (2005) suggest that participants must be given the power to withdraw at any time, thus ensuring their emotional well-being during distressing discussions. Ellis (2007) highlights the relational ethics of research by emphasising that researchers must remain attuned to participants' needs and offer them control over their involvement in order to maintain ethical integrity. This approach allowed me to respect participants' boundaries and maintain their comfort throughout the interview process, aligning with ethical best practices in qualitative research. Similarly, for the observational part of the research, participants gave verbal consent before observations and importantly, they were made aware when I would be observing them and making notes in my diary.
Confidentiality and anonymity were also central to this study. To protect participants' privacy, all identifiable information was removed from the data, and pseudonyms were used throughout the write-up. In small communities like those involved in this research, there is always a risk of identity disclosure through deductive identification, particularly if detailed demographic information is included (Kaiser, 2009). To mitigate this risk, I limited the amount of detailed information shared in the study and included only the necessary context to understand participants’ experiences without compromising anonymity. This approach ensured that participants’ identities were protected while still allowing for a rich understanding of their experiences.
Overall, the ethical considerations of this study were maintained through careful attention to procedural, situational, and relational ethics. This ensured the well-being of participants and the integrity of the research process. The balance between respecting participants' autonomy and ensuring a meaningful engagement with their lived experiences was central to the conduct of the study. This allowed the research to be both ethically rigorous and sensitive to the complexities of working with vulnerable populations (Bailey, 2025; Ellis, 2007).
3.2.5 [bookmark: _Toc197684248]Data Collection and Procedure
The first time I met the participating families was when I had the opportunity to observe and interact with these families during a sporting event organised by LimbPower. The events during this sporting event included activities such as wheelchair basketball, running, tennis, and swimming, which provided a natural and dynamic setting to witness how the children with LDA engaged in physical activity. The children were given the freedom to select the activities they wanted to participate in. This gave me insight into their interests and preferences and allowed me to observe their interactions with other participants, including their siblings and parents. I was able to join in some of these activities, which helped me connect with the children on a more personal level, thus creating a space for rapport-building and trust (Bland, 2018).
Then, following this event, families invited me into their homes to take part in further observations and rapport building (N=10). At this point, I discussed with participants a ‘toolbox’ of methods of data collection. This toolbox included methods designed to provide participants with flexibility in how they could express themselves. The toolbox included the use of different types of interviews, photography, and visual methods, which were discussed with each family and selected by the family to suit their individual needs and preferences. The families (N=10) primarily chose focus groups as the preferred method due to their collaborative nature. The flexibility of participants being able to choose how they would engage, allowed families to express themselves in the data collection process in ways that felt most comfortable for them (Budworth, 2023). This enhanced the richness of the data gathered. 
Meeting with the families in their homes to understand their lives and to see rather than hear what life was like offered an even deeper understanding of their lives outside the structured environment of the sports activities. Being in their homes allowed me to observe their daily routines, how they interacted with each other, and the personal spaces they cherished. It was during these home visits that I could see the children’s interests more clearly—whether they were playing games in the garden, engaging in casual games, kicking a ball around or participating in household activities. These observations provided a more complete picture of their lived experiences in a more informal setting. It complemented the insights I had gained from the sports event as I also had the opportunity to play sports with the families in their gardens. I also spent time watching sports together with the families on TV, which further enriched my understanding of their shared interests, and the role physical activity played in their family lives. After each observation, I recorded field notes from a non-participant perspective, adopting the stance of an ‘outsider looking in’. These notes were documented in the form of written memos on my phone. They captured details of interactions, communication between children and their siblings or parents, levels of engagement in physical activity, and any visible family influence. I avoided adding interpretive inferences in the moment. Instead, I focused on documenting the events as they occurred. For instance, I wrote observations such as ‘child is frustrated that mum is not playing with him’. These initial notes were later developed into more coherent narratives and logged in a research journal. This process of refining the notes aligns with best practices in narrative inquiry, where the researcher engages in a reflective process to ensure that raw data is meaningfully transformed into a narrative that captures the depth of participants' experiences (Creswell, 2013). This process allowed me to make sense of the observations in relation to the research questions, thus ensuring the data was accurately represented while maintaining the integrity of the participants' voices. Through this combination of observations in both structured and informal settings, I was able to capture a more holistic view of the families' lives and the ways in which they navigated their daily experiences (Busetto, Wick & Gumbinger, 2020).
What followed next was focus groups. I conducted an initial 10 focus groups with families. Focus groups were held either in the families' homes (N=8) although for two families these were held online due to personal reasons. Over time, depending on the family’s availability and preferences, each family engaged in 2 to 3 focus groups (N=25) in total. Ethical guidelines were maintained throughout the interviews, ensuring that participants were informed of their right to withdraw at any time (Bryman, 2016). The focus groups evolved over time to capture different aspects of the families' experiences. Initial focus groups focused on exploring the past, where families reflected on their early experiences with limb difference, while subsequent interviews shifted to examine their present circumstances and thoughts of the future. These focus groups provided a collaborative forum for open dialogue, where they could share experiences and offer insights into their collective journey. The focus groups were facilitated by either the disabled young person, a sibling, a parent, or myself. This ensured that all voices could interact, and differing views were respected. To set the tone for each focus group, I highlighted the importance of valuing each family member’s contributions. From the beginning, it was agreed that participants should be able to express themselves in a variety of ways. Consistent with previous studies (e.g., Clish et al., 2022; Fitzgerald et al., 2020), it was evident that adults and young people were more inclined to verbally share their experiences, whilst the children preferred to express themselves through acting, playing, or taking and sharing photos. To enable children to express themselves creatively and to also help build rapport, I continued to engage with them through moments of laughter and play (i.e., playing with footballs and toys indoors and in their gardens). This cultivated trust for deeper conversations later (Bland, 2018; Pyle, 2013). This was valuable for cultivating a sense of comfort and familiarity, especially for the parents (Bland, 2018). For them, observing how I interacted with the children, the parents could see how I engaged with their child before any individual interviews took place. Ultimately, the use of focus groups allowed families to reflect on their shared experiences, which deepened the connection between participants and the researcher (Sheppard, 2024).
During the focus groups, I asked participants to draw or take photographs of objects that best represented who they were or who they were not. My request also included sharing pre-existing images, such as family photos or meaningful symbols. This combination of self-created and pre-existing images was to encourage participants to reflect on their identity, encourage self-expression, deepen their engagement, and ultimately spark meaningful discussions. I asked participants to share their photos, images and drawings with me through email prior to the follow-up dyadic and individual interviews. Visual methods are particularly effective in studies involving marginalised groups, where traditional verbal methods may not fully capture the depth of participants' experiences and meaningful insights might not emerge through verbal communication alone (Nind, 2016; Lyon, 2017; Clish et al., 2022). As Rose (2016) states, "Images are powerful tools for revealing experiences and emotions that words alone may not capture". The approach of combining visual and verbal expression, therefore, reflects the findings of Fitzgerald et al. (2020), who found that visual methods enhance participant-led storytelling to promote dynamic and open-ended conversations. 
Following the focus groups, I maintained active communication, rapport and trust (i.e., through 3 informal check-in phone calls) with each family. I then arranged to speak with each family again. This included 20 semi-structured interviews, conducted in a mix of: 3 group interviews (i.e., family) of which 2 were held online and 1 face-to-face, 7 dyadic interviews (e.g., husband-wife, mum-son) of which 6 were held online and 1 face-to-face, and 10 individual formats (e.g., father, sibling or child) of which 8 were held online, and 2 were face to face. Interviews were typically done after school times, and whether interviews were held online or face-to-face was dependent on the preferences of the participants (Ellis, 2004). Conducting the interviews in familiar environments, such as their homes and through online videocall as opposed to a faceless phone call helped establish a relaxed atmosphere, particularly for the children (Gratton & Jones, 2004). 
The semi-structured dyadic and individual interviews were audio-recorded using Apple recording software on secure hardware and typically lasted 60 to 80 minutes. Moreover, these interviews were characterised by topic guides containing open-ended questions, which were specifically developed to incorporate both the observations from earlier interactions and the visual stimuli provided by the families. These topic guides were not static; they evolved throughout the research process and were influenced by the information gathered during earlier phases of data collection. For example, during initial meetings, I observed non-verbal cues, emotional responses, and the way the family interacted with each other, which provided valuable insights into their experiences. Additionally, the interview questions were intentionally designed to engage with the visual materials (i.e., photographs, drawings, and mementos) that represented significant moments or emotions. For example, when participants shared photos of significant moments in their journeys, questions were tailored to further explore those images, asking questions like, “Can you tell me about the moment captured in this photo and how it reflects your experiences at the time?” or “What does this image represent about your child’s experience growing up with LDA?”. The photos shared served as anchors for reflection by prompting the participants to articulate their thoughts, memories, and emotions in ways that words alone might not have captured (Pain, 2012). 
Furthermore, during the interviews, I had asked for more stories of the past, present, and future. For example, I asked parents to tell me a story about when they had come back from the hospital with their new baby, which provided insights into the early days of adjusting to life with a child who has limb difference. Similarly, I asked children and young people to tell me a story about their first experiences of school, which allowed them to reflect on key milestones and challenges in their journey. This narrative approach enabled participants to share richer, more detailed accounts of their past, present, and future experiences. This also gave family members the opportunity to reflect on their individual roles, challenges, and experiences, whilst giving me the flexibility to explore broad themes and specific insights that were emerging during the individual and dyadic interviews. This ultimately allowed for deeper exploration of complex or sensitive topics, providing richer insights (Patton, 2002).
To ensure that the data collection captured the experiences of all family members, including mothers, fathers, and siblings, the semi-structured interviews were designed to elicit a wide range of perspectives. For the parents, the questions were aimed at exploring their personal experiences and the emotional impact of raising a child with limb difference. I asked open-ended questions like, “Can you tell me about your experience as a parent in supporting your child with a limb difference?” and “How has this journey affected you and your family, both emotionally and practically?” These questions encouraged parents to reflect on their roles, the challenges they faced, and the personal growth or changes they experienced as caregivers.
For siblings, the questions were similarly broad to ensure their voices were heard and valued. I asked questions like, “What has it been like for you growing up with a sibling who has a limb difference?” and “How do you feel about your sibling's experiences and how your family supports them?” These questions provided siblings with an opportunity to share their own unique perspectives—whether about their emotional responses, how they relate to their sibling with limb difference, or the impact on their role within the family. This approach ensured that siblings could freely express their feelings, whether they had experienced challenges, moments of pride, or any changes in their own lives due to the family dynamic. By framing the interviews with these broader, more inclusive questions, I created space for all family members to reflect on their life stories, thus fostering an environment where everyone felt empowered to share. This method ensured that the interviews were not limited to the child with limb difference but truly reflected the entire family’s journey.Top of Form
Over the months following the interviews, there were 30 informal and spontaneous phone calls between myself and participants, with 3 per family. These informal conversations were unstructured and ranged between 10 to 30 minutes each. The catchups provided further insights into the families’ lived realities and complemented the formal interviews by capturing more casual expressions of their present experiences. Whenever gaps were identified in the participants’ life stories, I revisited families to ask for clarifications or to explore missing elements in depth. This was to ensure a comprehensive narrative of their lived experiences. This iterative process allowed me to revisit previous discussions and refine my understanding, which further enhanced the richness and accuracy of the data (Sparkes & Smith, 2014). The informal interviews also helped maintain a consistent connection with the families throughout the process. 
Throughout the study, I maintained a research journal where I documented my observations, reflections, and thoughts on the data collection process. The journal served as a reflexive tool, enabling me to track how my understanding of the research evolved and adjust my methods accordingly (Olmos-Vega, 2023). This holistic approach (i.e., combining observations, focus groups, semi-structured interviews, and the utilisation of visual methods) allowed me to capture a multi-dimensional view of the families' experiences and enhanced the overall depth and richness of the data collected. The research journal also provided a detailed account of the research setting and interactions while also enabling me to reflect on my thoughts, feelings, and interpretations of what I observed. Reflexive journaling has long been recognised as an important practice for researchers, as it encourages self-awareness and critical reflection, enabling researchers to examine how their personal experiences and biases shape the research process (Finlay, 2002). This ongoing internal dialogue was vital for understanding the meaning behind the behaviours and interactions I encountered and helped refine my interpretations and approach. 
To summarise, data collection resulted in a total of 20 observations, 25 focus groups, 20 semi-structured interviews and 60 informal phone calls. Observations in both structured (sports events) and informal settings (family homes) were critical, offering a real-time understanding of interactions and behaviours within natural environments (Busetto, Wick, & Gumbinger, 2020). Meanwhile, the use of focus groups further complemented the data collection as it provided insights into family dynamics, emotional responses, and support systems (Bryman, 2016). Stories were brought to life through the use of visual methods and semi-structured dyadic and individual interviews (Hennink et al., 2017). This multifaceted combination of methods ensured a more holistic approach to data collection, as each method enriched the other, enhanced the authenticity, and allowed for a deeper exploration of the lived experiences of families navigating life with LDA. 
3.2.6 [bookmark: _Toc197684249]Dialogical Narrative Analysis
A dialogical narrative analysis was used to analyse the qualitative dataset. Dialogical narrative analysis, according to Gubrium and Holstein (2009), focuses on balancing both the ‘what’ and the ‘how’ of stories. Sparkes (2014) furthers this by emphasising Frank's (2012) argument that storytelling is a dialogue of imaginations, thus influencing how individuals behave. This process significantly impacts how people view and interact with their own bodies and those of others, with actions sometimes reflecting harsh realities or, alternatively, acts of resilience, depending on the changing contexts people face. By examining the intent and language spoken, dialogical narrative analysis also incorporates the ‘why’ behind these behaviours as an integral component of the larger narrative (Klop, 2011). Individuals at times process experiences through narrative communication (Bruner, 1990; Cronon, 1992). This approach enables them to construct life stories by representing their past events and actions in personal narratives (Karpa et al., 2020). Given that the primary goal was to understand the lives and experiences of families and children with LDA, narrative analysis was especially fitting, as unlike other methods of data analysis, narrative analysis provides a unique opportunity to focus on language use, and social contexts (Karpa et al., 2020). There is no definite and explicit method way to undergo dialogical narrative analysis (Sparkes & Smith, 2014) as it allows for improvisation of thought (Frank, 2013), and is therefore fluid and recursive, rather than rigid and structured (Williams, 2015). 
The process of doing the narrative analysis involved six phases. The first phase – data familiarisation through the process of immersion in the data, entailed the prompt transcription of recorded interviews, either immediately or shortly after the interviews. This would be followed by the listening and re-listening to the interviews, as well as reading and re-reading the interview transcripts and field notes. The transcribed interviews were then subjected to multiple readings. During the initial reading, I made note of any preliminary thoughts in the margins of the transcripts as I formed ideas about patterns and emerging themes. However, these observations were deliberately kept as general thoughts to preserve the integrity of the stories. In the second phase, codes (i.e. segments of data that appear interesting to the authors) were constructed from the dataset that were interpreted as meaningful and relevant to the study. This manual coding process involved a re-reading of the transcripts alongside my supervisors, and separately identifying recurring words, phrases, ideas, or patterns that emerged from the data. 
Within each narrative, I carefully highlighted prominent ideas, recurring words, and messages, with a keen focus on timelines and events occurring at significant moments. In the third phase - interpreting narratives, I translated each participant's stories into a singular image that charted the trajectory of their well-being over time (Smith, 2013), both before and after the birth of a child with LDA. This approach was chosen because participants often related their stories to their emotional states and well-being. It facilitated a deeper exploration of the narratives by shedding light on when well-being fluctuated and why. The charts (see Figure 3, Figure 4, Figure 5 and Figure 6) representing the stories, were subsequently discussed with my supervisors to discuss the narratives in comparison to the charts, and to explore the impact of the narratives and the potential emerging stories. In the fourth phase – reviewing and refining the typologies – a collaborative and reflexive approach was taken between myself and my supervisors to develop a richer, more nuanced reading of the explanations of the typologies.  In the fifth phase, stories were defined to ‘capture’ the essence of each narrative typology (e.g., to show each narrative typology’s scope and what it entails) and to clarify how each theme fits into the overall ‘story’ of the research, in relation to the purpose of the research. Finally, the sixth phase involved writing up the report (see Chapter 4). As I wrote, I continued to develop and refine the typologies. Throughout this process, I maintained an ongoing dialogue with my supervisors, who served as critical friends, encouraging reflection, critique, and exploration of possible insights, interpretations, and explanations arising from the data.
During narrative analysis, co-assessors had knowledge of the methods used and relevant information (Busetto et al., 2020). My supervisors were not privy to information pertaining to which category the different interviews fell in. As co-assessors, they could, therefore, visualise the narratives and the interpretation of the interviews and where they would be placed. Thus, the co-assessor confirmed whether the typologies aligned with the conceptions included in the interviews. Throughout the analysis phase, it was important to maintain rigour and reflexivity, as well as to have an awareness of my own biases to ensure the credibility of the narrative analysis results.
3.2.7 [bookmark: _Toc197684250]Reflexivity
Prior to this study, I had years of clinical experience as both a health researcher and a hospital-based nurse, where I cared for individuals with a wide range of health conditions, including amputees. This provided me with insider familiarity with some of the challenges faced by families of children with LDA. However, my lack of personal experience with limb loss positioned me as an outsider. This dual positionality—insider and outsider—shaped my approach to the research process. My initial awareness of LimbPower’s national presence stemmed from my nursing role, but it was my supervisor (RW) who provided me with deeper insights into the organisation’s community impact and connected me with its founder (KR). 
Then, through this introduction, I was able to establish a meaningful relationship with the charity, which was integral in helping me understand the challenges faced by families with children who have limb differences. I also sought to develop a strong rapport with the amputee community from the outset of this PhD. My background as a non-disabled adult was central to this relationship. While I do not share the lived experience of having a limb difference or amputation, I could relate to the participants through shared human experiences, such as overcoming challenges as an individual from a marginalised background, forming relationships, parenting and the anxieties that come with this responsibility, and navigating social expectations. However, I was also keenly aware that my non-disabled privilege influenced the way I understood and interpreted their experiences.
My involvement in an organised one-day national physical activity event was a key part of the effort of deepening my relationship with the LDA community. It allowed me to engage with families directly and gain a deeper understanding of the role physical activity plays in their lives. Further spending time with the families in their homes allowed me to develop rapport by playing with the children and young people (e.g., joining in, making jokes) and spectating with the parents. My positionality required critical self-examination of how my assumptions, biases, and societal privileges influenced the research process. Disability is often framed through a deficit-based lens, focusing on what individuals cannot do, rather than their strengths and agency (Anastasiou & Kauffman, 2013; Bunbury, 2019). While I rejected this perspective, I recognised that my views, which were shaped by societal narratives and personal experiences, could unconsciously influence my interpretations. For example, my assumptions about the challenges faced by children with limb differences were informed by broader discourses about disability and stigma, which often emphasise limitations rather than possibilities. To mitigate these potential biases, I engaged in continuous reflexivity throughout the research process. I actively questioned my interpretations and remained open to having my preconceptions challenged (Bailey, 2025; Yip, 2024).

3.2.8 [bookmark: _Toc197684251]Rigour 
The concept of rigour in qualitative research is essential for ensuring that the research process is transparent, reflective, and methodologically sound. Tracy (2010) emphasises that rigour should be seen as a marker of excellence, achieved through the application of methodologically sound techniques. Rigour is not just about applying the correct methods but also about ensuring those methods align with the study's context (Smith & McGannon, 2017). This is particularly important when engaging with underrepresented groups, such as families of children with LDA. Rigorous research involves more than adhering to best practices in methodology—it also requires a deep engagement with the participants' experiences to ensure their lived realities are authentically represented through the appropriate techniques. 
Using a relativist framework to assess the rigour of qualitative research (Sparkes & Smith, 2014), I invite readers to evaluate the study across four indicators: (1) Timeliness: Does the research address an underexplored or underrepresented topic, reflecting a current need or demand within the field and relevance to the communities it represents? (2) Rich rigour: Is the researcher transparent and reflective throughout the process? (3) Credibility: Does the research accurately reflect participants' lived experiences? (4) Significant contribution: Does the research make a clear and original contribution to the field? These indicators provide a basis for readers to assess the study's quality. Four practical strategies were implemented to ensure the study's rigour, in accordance with these indicators outlined (Smith, 2018). 
First, this study demonstrates its timeliness and position as a worthy topic through its focus on an underexplored area in the literature—specifically the experiences of families with children and young people with limb differences, especially regarding physical activity. The research aimed to fill a gap by exploring how families navigate physical activity challenges over time, making it timely and important in the context of inclusion and accessibility in physical activity (Thomson et al., 2025). This exploration of families’ lived experiences contributes new insights into the difficulties they face, ensuring that the research has practical implications for policy and practice.
The second strategy was to ensure rich rigour by using a combination of methods, including participant observations, focus groups, semi-structured interviews, and the use of visual methods (Creswell & Poth, 2018). This multi-method approach allowed for an in-depth exploration of participants’ experiences and ensured that data were captured in ways that reflected the diversity and complexity of their lived realities (Fitzpatrick, 2020). According to Tracy (2010), "rich rigour" requires the use of appropriate, thorough methods to align with the research questions, and this study’s approach adhered to that by integrating diverse data collection techniques. Visual methods, such as photography and drawing, allowed participants to express their experiences creatively and in ways that verbal interactions alone could not capture. This offered a more nuanced and comprehensive view of their experiences (McGannon et al., 2019; Kimbell, 2011).
Third, credibility was enhanced through the longitudinal design, which allowed for a more comprehensive understanding of how participants’ engagement with physical activity changed over time (Flick, 2018). The research process involved repeated engagement with the participants, which fostered a relationship that allowed for deeper insights. Furthermore, the iterative nature of data collection, where each phase of data collection informed the next, ensured that the findings were reflective of participants' evolving realities. According to Pretorius (2024), credibility in qualitative research is not about achieving objectivity but about accurately capturing participants’ subjective, context-dependent experiences. The use of a diverse sample, with families from varying geographical locations, age ranges, and limb differences, further strengthened the credibility of the findings by ensuring that they were representative of the broader population of families living with LDA (Smith & McGannon, 2017).
Fourth, the research also made a significant contribution by addressing a crucial gap in the existing literature on the experiences of families with children and young people living with limb differences, particularly in the context of physical activity. As noted by Hennink et al. (2017), qualitative research has the potential to provide new perspectives on complex issues that have often been overlooked. By exploring the challenges faced by these families and their adaptive strategies and engagement with physical activity over time, this study contributes to a broader understanding of inclusion, and the emotional and social dimensions of disability (McGannon & Smith, 2015) and more specifically LDA. By aligning the methods and analysis with the research questions, the study achieved a high level of meaningful coherence (Tracy, 2010), ensuring the findings resonated deeply with the lived realities of the participants.
3.3 [bookmark: _Toc197684252]Results: The Narratives
A dialogical narrative analysis was conducted on the dataset (e.g., semi-structured interviews, observations, drawings and photographs taken by families) to identify emerging stories. Four narrative trajectories were constructed: 1) stigmatisation, 2) quest, 3) advocacy, and 4) integration. Throughout this chapter, discussions are interwoven to illustrate how these narrative stories align with existing research. Each narrative typology will be explored in turn and will be told using participant quotations to best understand the stories being told as a whole. Identifiable participant information has been withheld to protect participants’ identities and pseudonyms have been used in place. Information on the type of amputation, and details leading to amputation have been included. 
3.3.1 [bookmark: _Toc185863435][bookmark: _Toc185863541][bookmark: _Toc185863647][bookmark: _Toc185863753][bookmark: _Toc185863859][bookmark: _Toc197684253]Stigmatisation
The trajectory for the narrative of stigmatisation is downward (i.e., good to bad) and follows a decline in well-being over time for families and children with LDA with an eventual stability that reflected an acceptance of them being stigmatised and ‘this is how things are’.  Figure 3. This trajectory reflects a decline in well-being, shaped by the increasing and ever-expanding emotional and psychological impacts of stigmatisation. While families might try and fight against the stigmatisation, the families described a deep and pervasive exhaustion over time. Their lives become defined by an ongoing struggle—a unremitting effort to simply ‘get by’. In the early years, this struggle encompasses various challenges, including advocating for their child’s inclusion in society, accessing necessary services, and maintaining active engagement within their communities. Even in moments of respite from the immediate demands of caregiving, another form of exhaustion remains: a sense of not fully belonging. This enduring weight of feeling different or disconnected persists as their child grows, transitions into primary school, and attempts to integrate into educational and social settings.
The struggle to belong intensifies in environments where the child is surrounded by non-disabled peers, amplifying the family’s sense of being outsiders. 
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[bookmark: _Toc197686551]Figure 3: Illustration of the Narrative of Stigmatisation
Prior to giving birth, some parents were told about a potential disability during their 20-week pregnancy anomaly scan, but most parents were informed of a deformity (e.g., congenital limb difference that eventually led to amputation) immediately after giving birth. At this point in time participants conveyed their disappointment towards the adeptness of medical professionals. Unfortunately, here begins the onslaught of disappointing moments as detailed by Janet (parent of Richard, 11 years old with left knee disarticulation):
The consultant came to see me the next morning to apologise because they told me at my 37-week pregnancy scan that both legs were at the correct size, but actually, they weren't. They said to me, and I will never forget the words, they said to me ‘Well, we don't routinely check for all the fingers, legs and bones’. I thought that was the whole point of a scan. So, she said to me, ‘Lesson learned’. It’s my lesson learned. I’m sure there would have been an enquiry afterwards about how they could have missed something. All the medical professionals we saw afterwards had said to us, ‘Did you not find out at the 20-week scan?’
Participants described that at this point in time, well-being progressively declined as they navigated trying to gain understanding in the midst of the uncertainty that surrounded the nature and severity of their child's disability. Sherlyn (parent of Daniel, an 11-year-old with Poland Syndrome affecting the right arm), after spending 10 days in hospital after giving birth describes her experience:
Sherlyn: We didn't find out in a very nice way. Well, after we’d seen various consultants, one registrar came in and said, ‘I think you've got this’ and that ‘I'm just going to speak to somebody’. He went off and they suggested he's got Poland syndrome. First, we've ever heard of that. It was when he was born. 
I: And how did you handle that?
Sherlyn:  We just basically had to get on with it. We've never been offered any counselling or anything. We've had nothing from the NHS. So, Daniel had some surgery but nothing else had been offered. We were not offered anything. Literally, I have had to be the one that has had to search the internet, speak to people, find out things, find out different charities that can help us. We just basically had to get on with it. My husband came home, looked on the internet about it and we just got on with it from there. We just basically get on with life in general because you can't change it. I only found out a few weeks ago that we should have been referred to a limb centre at birth.
The unexpected news shatters expectations, leaving parents like Sherlyn mourning the image of the child they had anticipated meeting—a vision that does not align with the reality she had to face. Anxieties about their new baby's future, triggered an immediate need for clear information, reassurance, access to specialised support, emotional assistance, and advocacy. Unfortunately, the majority of parents found themselves without these essential resources, leaving them to independently scour the internet for information. This process somewhat informed their decision to proceed with amputation. The burden of making this choice for their child, compounded by the absence of specialised assistance, bore consequences for these parents as described by Rochelle (parent of Kayla, 14-year-old with transtibial amputation resulting from fibula hemimelia):
Rochelle: Oh, it was just awful. I just didn't understand. It was like being in a whirlwind. And that was where I feel there should have been some specialist counselling. That was what was missing from that particular time because you know you can talk to family, but nobody tells you what the best thing to do for your child is. And even psychologists or counselling wouldn't be able to do that either. But what they can do is make you make sense of your feelings. We weren't offered any counselling or emotional support. It was tough. And that is what's missing. For me, it gets to crisis point before I will put my hand up and say I need help. So, I will just kind of think well this is life. This is just our life. This is what we have to deal with. This is what Kayla has to deal with, you know. I'm very much like; I have to put on a brave face until I crumble. 
I:	What was the crisis point?
Rochelle: So, crisis point for me was when the psychologist asked Kayla, like, why? All those feelings came out about the decision that we'd gone through.  I just thought, I just can't. I can't. I can't bottle this up any longer. It's got to come out. Whereas I feel if we'd had somebody talk to us from the very beginning about it you know, if we were given the facts at the hospital and then sent away to think about it. If we'd had psychologists to go through it. If we had something to guide us through that, then I think that would have been really helpful. I've bottled everything up and bottled everything up, and thought no I'm fine. I can do this, and then it explodes. And maybe that’s the straw that breaks the camel's back. I just felt like I'd been hit by a bus. How can you amputate a child and then have a life?
Prior to the amputation procedure, these families and children were already struggling with the magnitude of the decision to go ahead with amputation surgery. Nevertheless, like Rochelle, they described their perseverance, carrying on with life. Over the next 2 years, they would fulfil the responsibilities that accompanied being parents of a baby with a congenital limb difference, thus giving them some sense of purpose. However, the lowest points in the overall well-being of these families and children with LDA occurred after the surgery. Feelings of parental guilt kept them ensnared in a state of diminished well-being, and for some, it eventually took a toll on their quality of life. Phyllis (parent of Wesley, 14-year-old double transtibial amputee) experienced details how this state led to her diagnosis of a mental illness 5 years after giving birth:
Phyllis: It didn't have a mental health toll on me until later on. I just kept going and going and going.
I: So that caught up with you later on and not immediately?
Phyllis: Yeah, it caught up with me in 2016. I had quite a severe mental health episode. I was diagnosed with an adjustive disorder. I didn't grieve for the perfect baby that I didn't have. I just carried on and on and on until Wesley was like 5 years old. Then it just all hit me. So, it was a huge delay. There are still days you'll find me a heap on the floor crying because sometimes it's just overwhelming, you know.
Disabled Children Partnership (2023) found that 54% of parents with a disabled child have been diagnosed and treated for depression, anxiety, suicidal thoughts or stress. Parents experiencing parental guilt may constantly worry about their child's well-being, giving rise to intrusive thoughts related to their child's experiences, as well as internal struggles with feelings of guilt or inadequacy (Gupta, 2023; Morin, 2020). In essence, there is a tiredness that comes from the constant fight for the child with LDA to belong, to be able to participate and to have access to the services that they need as Phyllis also states, “having to fight for the services for your child is harder than actually looking after them”. This struggle, framed by the medical model, positions the responsibility on the family to "fix" or accommodate the child’s needs within systems that remain rigid and exclusionary. In contrast, a social model perspective would suggest that these challenges arise from a lack of societal support and structural accommodations, rather than the child’s condition itself. Those involved in this struggle often find themselves in a state of perpetual survival mode, whereby, they endure their circumstances rather than feeling empowered to enact change. I had observed this whilst at an organised charity event. As I settled into the café after the event, I wrote the following in my journal:
The event was buzzing with activity. There is a mix of families, children, and facilitators. They’re creating an atmosphere of excitement, and I feel a nervous energy. As I worked my way through the crowd, when I arrived, I noticed a mother standing off to the side, holding her daughter’s hand. The mother appeared visibly overwhelmed. Her shoulders were slumped slightly. Her eyes looked to be darting around the room until she met mine. I smiled. She smiled faintly back. When I approached to speak with her, she seemed exhausted. I wasn’t sure if it was because we were in the midst of so many children or if there was another reason. I wanted to know more, so I greeted her, introducing myself as a researcher helping out for the day. Her daughter looked no older than 10 and stood beside her. She was clutching the edge of her mother’s coat. Her gaze was fixed on the wheelchair basketball game happening nearby. But she seemed hesitant. I saw my supervisor going to the court and asked if she would like to go over. She said nothing. She didn’t move toward the court, instead, she stood rooted in place. Her mum explained that she had not played basketball before, because in school, she’s usually left out. It wasn’t until one of the event facilitators spotted her from across the room that the scene shifted. The facilitator, appearing energetic, approached with an open smile and crouched down to the child’s level, gently encouraging her to give the game a try. After some quiet coaxing, she nodded and allowed herself to be led toward the court. Her mother watched from a distance; her expression softened but only slightly.
This small moment captured so much of the broader experience described by parents and children with LDA. Parents appeared weighed down, and children navigate the tension between curiosity and hesitation in spaces. It was a poignant reminder of how critical inclusive, supportive environments and proactive encouragement are in helping these families. Furthermore, while some parents within this narrative may hope for a more inclusive future in the broader society, as Rochelle expresses, ‘I want her to have opportunities, like swimming’, the overarching sentiment tends to be one of reluctant acceptance as Rochelle goes on to further state, ‘but it's not always feasible’. Consequently, this narrative places its primary focus on a tiredness that extends over time as finding inclusive physical activity opportunities is challenging (Goodwin, 2018). Therefore, in this narrative, families and children with LDA come to terms with the idea that their circumstances may remain largely unchangeable as Phyllis states: 
There was no lolling around at home, you know, recovering. Literally, life did just go on, which was kind of terrifying sometimes. You know, it just has to be what it is, doesn't it? You don't have a choice. 
Phyllis illustrates a lack of respite due to a persistent fight. There is a lack of progress toward improved well-being as this struggle is merely about navigating daily challenges and more about living through it all, as a way of life. It highlights the fact that even when parents within this narrative are not fighting, and their struggles momentarily cease, a different tiredness persists – the weariness, of not feeling like they belong, even 8 years after giving birth, Rochelle details an experience involving her daughter, Kayla:
In year four, there was a family that moved to the school. They wanted to know what happened. They wanted to know all about her leg, and they asked Kayla if she'd take it off. Then when she took it off, they were like, uh that's really disgusting. And that kind of really upset her, I think. She also had another year-reception child that joined last year. So again, when she was in year four, he was just really angry and said to her, ‘You don't deserve to be alive with a leg like that’. He said, ‘You deserve to be dead’. I mean, I've asked that the charity Steel Bones go into the school and do a talk on amputee life. But the school haven't taken me up on it. I've mentioned it twice now. They've just not taken me up on the offer and I'm a bit cross about it really. Because I felt that would have been really helpful.
Stigmatisation keeps this subgroup below the threshold of happiness and societal inclusion. This perpetuates a sense of exclusion that aligns with the social model of disability. This model highlights how societal barriers, rather than impairments, are the primary sources of disadvantage. At every juncture where integration should be straightforward, families encounter hurdles that often lead to disappointment. For instance, Rochelle’s experience exemplifies this sense of letdown when she found an activity her daughter Kayla enjoyed. Despite her enthusiasm, Kayla was unable to join the amputee football team because it was only open to adults. As Kayla shared, she "prefers playing with amputees, and it was disappointing when I couldn't”. This persistent exclusion exemplifies the societal barriers that amplify the burden of feeling different and not fully integrated into the broader social community. This distinction does not cease as the years go on, instead, it persists. What is particularly poignant is the seemingly futile nature of this fight. For many families, the struggle for inclusion becomes an unending effort, with progress often feeling out of reach. As a result, rather than thriving, families and children find themselves merely enduring the challenges of each day.
3.3.2 [bookmark: _Toc197684254]Quest 
The narrative of quest is a progressive narrative (i.e., bad to good) that portrays a journey marked by a rapid decline in well-being immediately after the birth of a child with a limb difference followed by an incline in well-being over time. This decline is sustained over the years and triggered by the challenges of limb difference, amputation, physical hurdles, bullying, loneliness, and societal stigmatisation. However, it also then illustrates a turnaround, with well-being surging upwards as the child is propelled beyond regular achievements later on, thus becoming a high performer. As Frank (1995) poignantly states, quest narratives are about finding insight, where illness serves as a catalyst for the individual to undergo a transformation and become someone new. Such is represented in Figure 4.
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[bookmark: _Toc197686552]Figure 4: Illustration of the Narrative of Quest
The narrative begins in a place of uncertainty and vulnerability, with the parents feeling lost and isolated as realisation sets in that their child will have a disability. This leaves them with physical and emotional challenges, which are then compounded by societal stigmatisation. This state of diminished well-being is further exacerbated by the pressures and expectations placed upon the new parents despite the situation they are facing as Arnette (parent of Asher, 15-year-old with left knee disarticulation stemming from tibia aplasia) describes:
They [hospital] just didn't know what to do with me and I felt very lonely and isolated. I felt I had become quite institutionalised, and I had lost a lot of confidence in my own ability to look after my own baby.  I almost didn't want to go home. I felt going home would make it real, and how was I going to cope by myself. I felt I had so much stress with this unexpected disability and having to have all of these different tests. Then they put an outrageous amount of pressure on me to breastfeed! And there was no milk! Obviously, most mums want to breastfeed, and I was desperate to try and make it work, but there was no milk there. My milk just never came through. But they refused to accept that situation. There were other nurses there and they wouldn't let me give him a bottle, they wanted me to give him a little cup! How can a baby that's two-and-a-half week’s premature sip on the cup? He didn't know how to suck formula from a cup. And I said, ‘Can I please give him a bottle, he's underweight’. And they said ‘no, he'll never go back to the breast’. And I said, ‘But there is no milk in my breasts!’.
Amidst these challenges, Arnette is left with feelings of inadequacy, loss of confidence, and the presence of an unexpected disability. The unknown territory parents like Arnette navigate leaves them questioning their ability to meet their child's unique needs. As these feelings of inadequacy take root, they contribute to a significant decline in well-being, as described Green (2007). This also contributes to the emotional tax she already feels. Arnette further expresses her anxiety about returning home and the daunting prospect of caring for her baby independently: 
My experience was terrible really. I felt that at the hospital, I had excellent prenatal care. Postnatally, they didn't know what to do with me because they didn't sort of know how to cope with a mother whose baby had an unexpected disability. They were sending bereavement counsellors to speak with me, and they were making it a much worse situation by creating this very grave light on it. I was crying all day, sitting in my bed. I know that I was distressing the other mothers around me. It was upsetting me to see other mothers with their babies with no issues. And seeing other children, thinking, my baby is never going to be able to do that. 
Arnette’s emotional state is evident, and her emotional distress affects not only her but also the other mothers on the ward who are experiencing the joy and excitement of childbirth without any issues. This stark contrast intensifies her feelings of isolation and despair. Moreover, she expresses the anguish of witnessing other babies and children in the hospital, who are healthy and not facing any challenges. This comparison amplifies her grief and anxiety, as she is faced with the realisation that her child faces significant hurdles and limitations due to his disability. The ongoing nature of caregiving responsibilities for a child with LDA (i.e. daily care, medical care and appointments, prosthetic fittings, rehabilitation process, arranging care in and ensuring safety), can lead to a cumulative emotional burden on parents, consequently impacting their psychological well-being (Kiser, 2008; Snyder, 2012). As the years progress, some children with LDA encounter instances of bullying and exclusion. This also results in a persistent state of diminished well-being for the child, and for the parents, feelings of anger and helplessness (Song, 2018). Janet (parent of Richard, 15-year-old with left knee disarticulation stemming from tibia aplasia) shares her son’s experience of oppression:
He was only turning 5 at that point. And the thing is, well this wasn't necessarily about his leg, but there seemed to be a pattern leading up to it. The teaching assistant had said that she had seen two boys take Richard, they took him to the other side of the field where they could not be seen so well. They were repeatedly picking him up and dropping him. I think that they just felt that maybe there was a weakness. That was the beginning of things. And another time in year two, when boys had said things to him. Two different boys told him that he couldn't go to a party because of his prosthetic leg. They actually said it was because of his leg! I think Armon questioned it at the time and said, ‘Why not?’. And they said, ‘Because it's a sports party, you're too slow, you'll make our team lose’. He's also had comments in PE where he hasn't been wanted on the team because of his leg. And another time when it was sports day, the boy said to him, ‘You are going to be slow because have a prosthetic leg and you are going to make my team lose’.
Armon’s journey with LDA highlights the harsh realities that children with disabilities often face. They are often targeted and more vulnerable to being bullied and subjected to mistreatment and peer exclusion due to their physical differences (National Children’s Bureau, 2007). The Office for Children’s Commissioner (2006) compounds this in findings highlighting that visibly disabled children are twice as likely as their peers to be subjected to bullying. Even within this context of diminished well-being, oppression persists, and it extends to interactions with teachers. The lack of understanding and awareness from educators regarding how to cultivate an inclusive environment for children with LDA ultimately further results in their isolation. Instances of P.E. exclusion highlight the need for improved support to ensure they can participate in physical activity when in an educational environment. This is particularly important as children spend a large portion of their days in school. However, children and young people with disabilities experience increased school absences due to negative experiences, receiving special treatments or exclusive lessons (i.e., having to stay on the sidelines during P.E.), which can impact their social relationships and peer connections (Graetz & Shute, 1995; Storch et al., 2004). Richard, whilst in early years of education experienced adversity in the form of exclusion, stigmatisation and bullying. His mum, Janet details this experience:
He even had a teacher that made him feel very different in that there was a sponsored bouncy castle thing. It was a sponsored inflatable obstacle course, and now, Armon felt that he could do it better without his prosthetic leg on, but she felt that from a health and safety perspective, she was worried that he was going to be trodden on by the other children if he was crawling around. This was when he was probably about eight, so it wasn't like he was a toddler. He was old enough to say, I know that I can do this without my prosthetic leg on, and I want to be able to climb up the inflatable slide steps without my leg on. And actually, for the sake of the other children too, he wouldn't want it to be swirling around and obviously hurt them. The headteacher actually apologised and said, ‘I'm sorry that we didn't handle this correctly’. What she made Armon do in the end so that he could do it without his leg on was, she said ‘you can't do it with the class, but instead you can sit separately and watch the rest of your class on the bouncy castle’. He felt very different.
Quest possesses the capacity to profoundly and meaningfully reshape one's life experiences in the wake of adversity. In the case of Richard, who endured bullying in school due to LDA, this transformative process unfolded. A determination to move beyond a state of despair is evident, as described by Janet: “Years afterwards, we had gone through the very dark tunnel and come out into the light”. Their child's journey and sought out opportunities from them as parental figures opened doors to a range of opportunities and encounters that might have remained beyond their grasp under different circumstances. For instance, the chance for Armon to run alongside Paralympians in TV promotions became available, amongst other opportunities that are usually unattainable:
Janet: he got involved with a charity and that was a very life-changing experience for Richard. Like going to the Paralympics at London 2012. We took him to see powerlifting and the table tennis centre. But the most impactful event was the last night of the athletics. We went to see a Paralympian that had an amputation and actually got the tickets through his agent. That’s when Armon decided he wanted a special blade.
Richard: A special leg!
Janet: When he saw, as he called them at the time, ‘the people with special legs’ running, I remember at the time thinking, it's great that London 2012 was happening, but I wish it was London 2016 because he's only 4. How can he benefit from seeing this at the age of 4? But he did. It boosted his confidence. It was a huge honour when went to the Paralympics, it was amazing. And now, Armon has been nominated for and won awards. 
Armon demonstrates the capacity of children with LDA to recover from traumatic experiences and to evolve significantly on a personal level due to their encounters with adversity. There is an overwhelming notion here that if the child is to be perceived as different because of their amputation, then it's better for them to be pushed to be seen as different because they are exceptionally accomplished far beyond the average child, due to their amputation, than to be seen as negatively different, solely because of their amputation. By channelling their experiences into personal development, the child has surmounted their physical and emotional challenges and has also experienced a notable enhancement in the quality of their life. This enhancement gives rise to better well-being, heightened self-esteem, and a deepened sense of purpose. Janet describes some of Armon’s accomplishments over the years:
He plays in the amputee football squad for England. He's very proud. It is amazing to see what he's been able to achieve. Also, we were very, very proud that Armon has been on Good Morning Britain three times now and on the London news. They call him a friend of the show when he goes back. Also, he’s has been filming for a few months for a programme. So, he is telling his story in one of the series. And the reason why I wanted to share his story is that he was invited by Otto Bock… And the good thing is that hopefully it will destigmatise or demystify it, so that other children, when they see a child with a prosthetic, won't go ‘what is that’, but they will say ‘that's cool!’. So, it's just good to share and to get as much coverage as we can get on National TV and just to get more acceptance. Some more inclusion. 
The parents here are seen as the driving force, propelling their children beyond typical physical achievements. The child's exceptional achievements, largely driven by their amputation and the aspiration to transcend societal stereotypes, have the inadvertent effect of perpetuating an ideology. This ideology posits that individuals with disabilities validate their worth through extraordinary accomplishments. Here, the notion of growth amidst adversity takes on an impactful significance. On one hand, this concept can be seen as a force for good, as it drives positive changes in the quality of life and life experiences of this child. However, it also bears the potential to fuel negative outcomes, perpetuating an ideology that the child must now live up to. It can further harmful and adverse actions rooted in the belief that the child can simply overcome adversity without considering their unique circumstances. The pressure to continuously excel and surpass conventional achievements may create an environment where failure or rest becomes exceedingly rare, potentially resulting in heightened stress and burnout for both parent and child. The risk here is that the concept of post-traumatic growth, when overly emphasised, may obscure the unique circumstances and obstacles faced by children with LDA. 
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The narrative of advocacy centres around the journey of adaptation to challenge and change the status quo that depicts an initial modest decline in well-being followed by a gradual improvement over time that reflects a new normality. It begins with the recognition of the changes brought about by the child's LDA. This is initially marked by a modest decline in well-being (following the birth of a child with a limb difference), rather than a steep decline in well-being due to despair. It is then followed by a steady and gradual process of enhancing the well-being of the child and the family as a whole over time and a new sense of normality. However, this normality does not mean that struggles are no longer. As such, the improvement in well-being increases only steadily and slowly. In this narrative, families are not seeking to become high-performers, or to “become someone new” as put by Frank (1995). Here, families endure a fight and battle to change the status quo. This is depicted in Figure 5.
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[bookmark: _Toc197686553]Figure 5: Illustration of the Narrative of Advocacy
In the immediate aftermath of giving birth to a child with a disability that would eventually result in amputation, these families experience a temporary dip in their overall well-being. This initial phase is marked by emotional turmoil as they come to terms with the profound impact of their new reality. However, over time, these families, instead of dwelling on the past or what could have been, embark on a collective journey toward their ‘new normal’ and toward challenging the status quo. Here also, this is not a straightforward process; it's a delicate balance between advocacy and care that profoundly shapes the parent-child relationship.
This balance encompasses advocacy. It is a constant fight. It feels like a relentless battle. Here, like that of the narrative typology ‘stigmatisation’, advocating for services and support for a child with LDA can be an even more difficult task than caring for the child itself. For parents of children with LDA, this ongoing fight for services is emotionally and physically draining. It places an additional burden on already exhausted parents, leading to stress, further exhaustion, and a constant state of worry about their child's future (Asbury, 2021). This relentless advocacy effort is the price parents pay to ensure their child's access to the resources they need. The journey toward self-acceptance within these families often begins with the initial recognition of the unique circumstances they face. It's a realisation that their lives have taken a different path, and this acknowledgement brings with it a sense of loss for what once was, consequently bringing them below the average threshold measuring well-being. 
Olivia (parent of Chase, an 11-year-old with hip disarticulation) is persistent in her aim to provide Chase with opportunities for enhanced well-being. This exemplifies a shift from a focus on the challenges associated with amputation to the adoption of a solutions-oriented mindset and changing a system that is set up for them to fail. Her resolve leads to her assertion:
I've always been one of those mums that try to come up with the goods, you know. So that's when I started fighting. And that's when I realised that you couldn't get it on the NHS. I didn't realise that until then. The funding wasn't in place then either. So, I really, really fought for it and eventually got it.
 This transition allows children and families in this narrative to maintain a consistent sense of cautious optimism whilst encapsulating a slow but sure and deliberate ascent of their well-being as time progresses. They conquer hurdles whilst also attaining self-fulfilment as they embrace their new sense of normality. As such, families in this narrative typology challenge the status quo through persistent advocacy. As families navigate P.E. exclusion, systemic barriers and societal attitudes that often overlook or marginalise children with LDA, the process of advocacy is depicted as a continuous, deliberate fight against established norms and a system (e.g., education and healthcare) that is not designed to accommodate their needs. Families such as Olivia's, who fought for the necessary prosthetics and services for their child, challenge the status quo by questioning existing limitations and actively working to change them. Olivia’s resolve to fight for a prosthetic blade that was not readily available on the NHS. The fight continues in other areas also. For instance, in school. I recount from my notes my first encounter with Olivia during an organised charity event, where she expressed to me how she was challenging her child’s school to effect change:
At the charity event, I quickly bonded with Olivia, who shared her frustrations regarding her son's P.E. experience. She explained how, after her child was repeatedly sidelined during P.E., she complained to the school, and they assured her it wouldn’t happen again. However, the next time her son came home, he told her he was given the role of handing out cones instead of participating. Olivia immediately called the school, demanding to speak with the head and offered solutions to make P.E. more inclusive. The school was reluctant to change, but Olivia persisted. She continued calling and even stood outside the school gates until she was satisfied with the school’s efforts to ensure all physically disabled children, including her son, were being given equal opportunities to participate in P.E.
This represents a significant shift from accepting limitations to demanding change. By doing so, she and others like her reject the notion that their child’s potential should be confined by societal or institutional norms. The families within this narrative typology engage in an ongoing process of transformation, for both their own lives and for the broader community, as they work to make these services and supports accessible to others in similar situations. This continuous push to alter what is considered ‘normal’ in society forms the backbone of the advocacy journey, which slowly but steadily shifts the well-being of families toward a new sense of normality, one that has been co-created through their relentless fight for change.
For the child, witnessing their parents' relentlessness can instil a strong sense of love and support, but it can also create feelings of guilt or inadequacy if they perceive their condition as a source of stress for their parents. This delicate balance between advocating for their child's needs and providing care is a constant struggle that shapes the parent-child relationship. Early-on in the first few years of the child, the parents experience different emotions in relation to having a child with LDA and adapt communication as Rochelle describes:
You know what was okay? When he was three or four. Saying, it's okay, we're all different. We're fine because we're all different. Actually, suddenly you look, and you think, actually, it's not the same at all. You know, the fact that I've got brown eyes, and he's got blue eyes, that's not the same as the fact that I've got two arms, and he's got one. It's not the same. And that's an area where I feel I struggle more than anything to make sure that he grows up okay with it. We have lost a lot of friends through having a disabled child because people don't understand.
Nonetheless, this narrative doesn't solely revolve around challenges and advocacy. It is also marked by hope that comes along with this fight. Still, within the first few years of giving birth, the families find strength in their collective effort and the support of their community. They come to understand that their journey is not solely about triumphing over adversity but also about finding strength in adaptation by forging a new sense of normality, which they gradually define for themselves. This further underscores the importance of this intricate relationship between advocacy, care, and the will to keep going, to change the status quo.  They are also able to embrace a new normal through the support of their community, but in embracing a new normal, they also will for their wider communities to do the same. They actively explore solutions to issues (e.g., exclusion) and engage with supportive communities that include other children with similar disabilities and parents encountering comparable challenges. In doing so, they are able to indirectly improve their well-being through the support and sharing of experiences that a support group would offer. Carol (parent of Otis, 13-year-old with knee disarticulation) explains: 
Quite a few of us mums chat on Facebook and things like that. So, as much as it's very hard for me, I'm one of them. They're my support group. I'm supported by them. 
Carol emphasises that, despite the challenges, she finds solace and strength in her fellow mothers, who share similar experiences and serve as her support network. As she states "I'm one of them. They're my support group. I'm supported by them" she indicates a reciprocal nature to this support. It's not a one-way relationship; as she both receives and offers support within this community. Here, well-being is gradually and steadily increasing, as parents in this narrative establish a profound sense of belonging within this group through a mutually beneficial exchange of assistance. The families adapt to their situation, recognising the changes in the journey over time, and over time, the anxieties and worries of the parents change. The impact of parenting a disabled child is complex, and parents feel a range of emotions, often all in one day or in one moment.  Rochelle refers to parenting a child with LDA as a ‘rollercoaster’. This sums up Myres (2009) quote: ‘My greatest joy, and my greatest heartache’. Whilst being the primary advocate for their child, in this narrative, parents do still experience an impact on their wellbeing, as their constant fight still has its challenges. For this reason, the incline on well-being remains a slow and gentle ascent. On one hand, this journey has a personal cost on their well-being (e.g., physical exhaustion), but there’s a broader relational strength to their well-being (a collective well-being - that is, positive relationships with others). This illustrates the importance of considering multiple aspects of well-being—where one may go up, another may go down, creating a paradoxical dynamic.
In this narrative, as the child gets older, anxieties shift from being about the medical support and more clinical aspects pertaining to amputation and prosthetics, to becoming more about inclusion, societal and community support, acceptance and integration.  For instance, Chase describes his experience of bullying and exclusion from activities while in primary school, and how he and his mother, Olivia, handled these challenges in a way that encouraged a shift in focus.
Chase: I couldn’t really take part in many things. I couldn’t take part in the big things that everyone does like cross country and things like that. I tried to take part one year, but I… 
Olivia: You ended up in tears a lot of the time, didn’t you? His blades were too heavy
Chase: I went to Father Christmas, and I didn’t tell Mum what I was going to ask for. I asked for a blade.
Olivia: We did lots of fundraising. We also went to the Wales NHS and I nagged them to death. So, in the end they just said yes because they got so tired of me. 
Chase: I remember on my first day of school going with a blade, and I remember running the halls with one of my friends. 
I: How did that feel? 
Chase: It just felt really good because I had never been able to do that before. Blades are much lighter than normal prosthetics. So, like, even walking around school, like, not even, like walking to outside and stuff was quite tiring. Once I got my blade, that change quite a lot. I could play tag. I would be running up and down the hill. I could go dance with my friends and I was never left out
The gradual improvement in well-being at that point could be attributed to Chase's experience with his new blade, which effectively addressed the limitations of his previous prosthetic, enabled him to participate more fully, and be more inclusive with others. However, as time progressed, Chase entered into a new educational setting, secondary school, where he was met with different experiences of exclusion as he describes:
Chase: I feel left out sometimes. Like I can't play normal rugby at school because it is too much contact. If someone goes to tackle me and they run into my blade they can hurt themselves. So, I have to sit out on that sometimes.
Mum: And sometimes children say horrible things, don’t they? 
Chase: Well, I give them three chances. Like with trials, like people who say things, but, like, sometimes people will say something, and it will just be like a little joke, like some people take it wrong. So, I try and like, I try and give them as many chances as I can before I feel like just being straight with them.
While Chase's ability to navigate these challenging situations doesn't seem to significantly impact his overall well-being, it does tend to keep children like Chase slightly below the typical threshold of happiness and well-being. At the core of this narrative's success is the ability to engage in cherished activities, roles, and supportive communities. Through the lens of the social model of disability, this shift underscores the reality that while medical needs may stabilise over time, the barriers imposed by societal attitudes and inaccessible environments remain persistent challenges (Shakespear, 2013; Goodley, 2014). These roles and activities, although often functional, cultivate a profound sense of value and contentment. Families and children reconstruct their lives, centring them around these roles and activities. Unlike conventional narratives, the narrative of embracing a new normal for families and children with LDA takes a distinct path. It signifies a journey of advocacy by challenging normality and the status quo to create a 'new normal'.
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The narrative of integration is a stable plotline with moderate highs and modest lows that unfolds in the lives of families and children whose well-being is largely not altered by LDA. The trajectories of these families' well-being are characterised by a series of moments that do not swing to the extremes of either exceptional highs or overwhelming lows, but they consistently maintain what Sanders (2019) describes in her muddling along narrative that depicts moments of moderate highs and managed lows, as represented in Figure 6. Parents told of how their child would coast through days without being perceived as any different from their peers within the community and society. To their peers, teachers, and neighbours, they blend into their surroundings and contribute to the nuances of diversity that make up the community. 
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[bookmark: _Toc197686554]Figure 6: Illustration of the Narrative of Integration
No specific expectations are placed upon the child, and dissimilar to some families who experience difficulties with limitations, societal expectations, or biases tailored to amputees, Elwin (parent of Raymond, 9-year-old with neurofibromatosis) explains how they are free from such constraints:
The leg is actually giving him character and his personality. And he's just so known for his leg. He loves to have people coming up and talking to him because he's just doing all of these tricks, spinning around on his crutches and galloping. He doesn't have a stop button, so he just keeps going. It's almost like I forget, oh he's disabled. So, we get out of the house, he's out in the high street, in the coffee shop. You know, I just realised the other day that everybody is getting to know him. He is talking to people, and he has got his Costa card and his Starbucks card. So, he's been very, very, very independent. He just makes friends. He talks to people. He's really growing in independence. 
This subgroup of parents of children with LDA experienced a profound sense of relief and lightness from their child's ability to engage in various activities. For Elwin, he acknowledges his child's disability and the difficulties that it can present, as he says, “I was waiting for him to say that he was having concerns”, but he also refuses to let it hinder his life, as he appreciates his child's creativity as a coping mechanism. This enables him to adapt to circumstances and find joy in unconventional ways. On the train returning from my visit to a participant’s home, I wrote the following in my journal:
He eagerly led me to the garden. He was so excited to show me his football tricks. He took off his prosthetic leg, and he confidently dribbled the ball, using crutches. He was so enthusiastic. It was infectious. For a short while, we just played together.
The result of Raymond’s adaptability is confidence, inexhaustible enthusiasm and energy. There is also the idea that, due to his energetic nature, and integration, his disability almost becomes forgettable to those around children with LDA. However, the same elements that bring the greatest joy and purpose to these families at certain times may also pose challenges to others. The experiences of children with LDA, akin to Raymond's journey, represent the complex interplay between family dynamics and the ability of a disabled child to push boundaries. This capacity allows them to maintain consistent levels of happiness, ultimately shaping their overall well-being. At school, teachers diligently fulfil obligatory safety measures, which include conducting risk assessments. However, it is apparent that they do not single out the child as Elwin suggests when he states:
We had a risk assessment when he went back to school. But they haven't updated it since. Because there's nothing to update. I've pretty much said to them, you know, you can judge for yourself what he's capable of and what he's not. So that's how we've left it.
In this narrative, the child with LDA engages in play, extracurricular activities, and P.E. classes with enthusiasm. They seamlessly participate alongside their peers. There is no sense of being singled out or treated differently—no lowered expectations, no special accommodations—only a shared camaraderie within the group. This absence of distinction allows the child to feel fully included, as integration is already the norm rather than a goal to be achieved. Through the lens of the social model of disability, this narrative reflects an environment where societal and structural barriers have been removed, therefore enabling the child to thrive without the need to “fit in” (Barnes & Mercer, 2010). What sets this narrative apart is the absence of the child feeling that there is a distinction. Louise (parent of Harry, 4-year-old with right knee disarticulation as a result of tibia aplasia) explains this dynamic:
I don’t think we have treated him any differently really. He still goes to the adventure playground, and he goes to soft play all the time. For us, I think the only time we do have to talk about it, is like when his leg is sore. And he can't wear his prosthetic, because his stump in his socket makes him sore. I think then we have to kind of try to find other ways for him to be able to do things. But it doesn't stop him. He still does everything. 
Rather than focusing on the child’s impairment, the focus is placed on creating an environment that naturally accommodates all participants, aligning with the principles of equity and community inclusion outlined in frameworks of inclusive education (Shakespeare, 2013; Goodley, 2014). Whilst most parents within this subgroup naturally worry about school, friendships, and the future, these concerns are not amplified by their child's LDA, rather the by-product or consequences of LDA that may affect the child's ability to participate in different activities is dealt with. This seemingly still does not deter the child from participating, and they are still able to do so without differentiation. This also is in part down to the school's approach - described by Elwin: 
The school's been brilliant in keeping the questions away from him, so the other children, they can ask the questions, and then they will speak to his mum, or pass messages to me. 
The absence of differentiation allows the child to feel the freedom of integrated play and allows the parents to focus on the essential aspects of parenting – love, support, and encouragement. Their experiences are defined not by their LDA but by the joys, challenges, and friendships that are encountered during their formative years, even during moments that would be deemed challenging. Elwin explains:
It's not hard. He just makes it so easy, the way Raymond is. It's like, there's no difficulty with him. You can't change what happens in life, but I can see a big positive picture as well, as he just accepts it. It doesn't stop him. He'd be doing all kinds of tricks on his crutches. He would be swinging around on his crutches and galloping, probably doing about eight gallops going forward and swinging. And he's so full of creativity that he makes stuff up with his situation. It's like when he came out of the theatre, I think it was probably the second day, was it the second or the third day, they put the crutches in his room. Then when he woke up in the morning, he kept asking, ‘Oh, there's something there, oh, can I go on, can I go on?’. They hadn't shown him what to do. He just wants to do do do. He got home, I think it was two or three days afterwards. On the fourth day, he was out in the park. He was out in the park! And the garden, he can go through the garden, you know. And of course, he doesn't have a stop button. He could take a knock. He would be going up the stairs, and just be doing what he's doing, and then it's like blam! And he's crying. It happened a few times, but at the same time, as soon as the tears are finished, that is it. He is gone again. It's just been amazing just watching him. That is his journey, you know. And when he did fall down in the park, he had probably about seven children crowded around him, just looking after him. And that is just such a beautiful picture. just to see how they kind of responded and he was out there, day-after-day-after-day that year.
Although there is profound comfort and contentment in knowing that their child is accepted just as they are, the parents experience the usual parental anxieties and ups and downs, emphasising that some days are good, some days are challenging, but they make the best of their circumstances, thus enabling the families to maintain a healthy level of well-being overall. 
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This discussion highlights how the narrative typologies of stigmatisation, quest, advocacy, and integration offer a nuanced framework for understanding the evolving journeys of families and children living with LDA. These typologies offer a nuanced understanding into how individuals navigate the emotional, social, and physical challenges of disability, while also illustrating how their perspectives evolve over time. Crucially, they expand the narrative repertoire; they show that there are multiple ways to tell the story of a family’s life. This flexibility provides families with the option and opportunity to shift between typologies, especially if one no longer resonates with their family anymore. Importantly, these narratives help to illustrate the complex and often difficult adjustments that families undergo as they move through various stages of their journey with LDA. 
This section explores key questions and implications for caring for a child with LDA, emphasising the importance of fostering family well-being and providing support at critical junctures. In particular, the narratives (i.e., stigmatisation, quest, advocacy, and integration) highlight how evolving family dynamics and parent-child relationships are shaped by these journeys. This underlines the importance of addressing both practical and emotional challenges as they evolve. The trajectories within the four narrative typologies also provide critical insight into the broader issues of emotional well-being, stigma, and access to resources for families navigating life with LDA. However, an important aspect of this framework is the recognition of the value in offering a broad range of stories, as these typologies are not static but dynamic, changing with family needs, experiences, and the stage of their journey (Hensley, 2023). The addition of multiple typologies deepens our understanding of the diverse experiences’ families go through and creates an essential space for families to find a narrative that resonates with their current reality (Krauss et al., 2022). 
The evolving nature of these narratives highlights the necessity of offering a "menu" of possible stories, where families can move between different typologies depending on how their circumstances shift (Shalaby & Agyapong, 2020). As seen in the stigmatisation typology, some families initially face profound turmoil and emotional trauma, which often leads to the internalisation of societal prejudice (Link & Phelan, 2001). This narrative allows families to express their struggles and offers an outlet for the grief, anger, and helplessness that can accompany the experience of stigmatisation (Goffman, 1963). Similarly, the quest typology reveals that, despite these challenges, many families experience growth and transformation through adversity. This aligns with previous research on quest, which highlights how hardship can lead to empowerment and resilience (Frank, 1995; Helgeson, 2017). Furthermore, the advocacy narrative underscores the critical role of families in actively pursuing access to resources and support. As parents and caregivers take on the role of advocates, they work to dismantle the societal barriers that perpetuate exclusion and marginalisation. These efforts are often rooted in persistence and resilience as families fight for the inclusion of their children in social, educational, and healthcare settings. These advocacy narratives also resonate with previous work on advocacy and disability (Shapiro, 2003; Thomas, 2019), demonstrating how systemic change is achieved through the sustained efforts of families challenging societal norms. These typologies offer a comprehensive understanding of how families adapt to, resist, and transform the challenges posed by LDA. Having access to a diverse range of stories provides families with the flexibility to reflect their current state of being, whether that be frustration, hope, or determination (Serchuk, 2021).
By extending the narrative typologies beyond a singular, fixed framework, families are empowered to reflect their experiences more accurately (Barnes & Mercer, 2003). This shift avoids the "dangers of a single story" (i.e., limiting individuals to one singular narrative and removing agency to evolve into others (Adichie, 2009). Engaging with a range of possible narratives enables individuals to critically reconsider dominant understandings of disability, challenging the notion that there is a single, definitive way to experience disability or a uniform path that all families must follow (Adichie, 2009; Oliver, 1990). The ability to choose, adapt, and evolve one’s narrative fosters a sense of agency and autonomy, enabling families to see their experiences not as isolated or fixed, but as part of a broader, more inclusive and evolving story (Shakespeare, 2006). Moreover, this diversity in storytelling allows families to resist the often narrow, stereotypical narratives imposed by societal norms (Shalaby & Agyapong, 2020). By embracing multiple typologies, families are able to cope with their unique challenges and actively contribute to reshaping the discourse on disability and inclusion (Goodley, 2014). This expanded narrative repertoire holds significant potential for addressing the varied needs of families with children who have disabilities (Thomas, 2019). It provides them with a way to frame their challenges and triumphs in ways that highlights their journeys and facilitates emotional expression (Sutton & Austin, 2015). As each typology presents a different perspective on navigating the complexities of life with LDA, it allows families to continually adapt and reshape their narratives, ensuring that their stories remain authentic and empowering over time (Rosenbaum & Gorter, 2012). 
Peer and community support play an indispensable role in navigating these obstacles. Such support helps families tackle practical challenges while also providing them with vital emotional sustenance (An et al., 2024). This dual function of peer and community networks is crucial for empowering families and ensuring they have the resources and encouragement needed to manage the complexities of raising a child with LDA (Shalaby & Agyapong, 2020). Linking this discussion to the social model of disability, it becomes clear that the issues of resource access, advocacy, and societal acceptance highlight barriers created by societal structures and attitudes, rather than the child’s limb difference itself (Lawson, 2021). The social model reframes disability as a problem stemming from an unaccommodating society, emphasising that the lack of access to adequate support and inclusion disables individuals, not their physical condition (Oliver, 1990; Shakespeare, 2006). When families advocate for resources or inclusion, they are challenging these societal barriers and pushing against systems that often perpetuate marginalisation (Davies, 2023). By contrast, the medical model of disability focuses on the impairment itself, framing the limb difference as the primary issue to be fixed or mitigated (Hogan, 2019). This approach frequently leaves families feeling unsupported within a system that prioritises individual pathology over societal change (Barnes, 1991).
Several critical issues pertain to the needs and support requirements of families and children. The journey often begins with a stigmatisation narrative. It is marked by profound emotional upheaval as families face the reality of LDA. Parents often grapple with grief and parental guilt, which are compounded when they witness their child experiencing stigmatisation and discrimination due to their disability (Serchuk, 2021). Such experiences also evoke feelings of anger and helplessness (Song, 2018). While parents may develop coping mechanisms to manage these emotions, the availability and effectiveness of these mechanisms significantly influence their vulnerability to vicarious trauma (Matheson, 2019; Serchuk, 2021). Vicarious trauma refers to the psychological, emotional, and physical effects experienced by individuals indirectly exposed to traumatic events through close relationships with trauma survivors (Mendez-Fernandez, 2022; Rauvola et al., 2019; Sabin-Farrell & Turpin, 2003). For parents of children with LDA, this trauma is often intensified by the empathetic internalisation of their child’s experiences, owing to the deep emotional connections inherent in the parent-child relationship (Howard et al., 2021; Nichols, 2009). Over time, these intense emotions take a significant toll on individual well-being, as parents are continually exposed to their child’s challenges and the demands of caregiving (Serchuk, 2021). The ongoing nature of caregiving responsibilities—including daily care, medical appointments, prosthetic fittings, rehabilitation, arranging educational accommodations, and ensuring safety—adds a cumulative emotional burden. This impacts parents’ psychological well-being and strains family dynamics (Kiser, 2008; Snyder, 2012). 
The need for comprehensive support systems becomes increasingly apparent in light of these challenges. Without adequate support, the emotional and psychological strain on families poses a significant risk to their overall well-being. Effective interventions within the advocacy narrative must address both the immediate and long-term needs of families, ensuring they have access to resources and emotional support. This support is crucial to mitigate the profound impact of caregiving and to challenge and overcome societal barriers. In this context, advocacy becomes an essential tool for families as they strive to create lasting change and ensure equal opportunities for their children with LDA. Through their persistent efforts, families can secure necessary resources and work to reshape societal norms. This promotes an environment where their children can fully participate and thrive.
The Disabled Children Partnership (2023) highlights the critical importance of effective coping mechanisms and support in reducing the impact of vicarious trauma on families. Despite the presence of numerous support organisations, a recent study by the Disabled Children Partnership revealed that only 4% of parents with disabled children feel they have adequate access to the support services necessary to care for their child. Additionally, research by Parliament UK (2006) found that many parents of disabled children do not engage consistently with services to which they are entitled. This lack of engagement may be driven by various factors, but the widespread nature of stigmatisation appears to play a key role, with anxiety and attachment avoidance identified as significant contributors (Kim, 2019; Hong, 2012).
Narrative typologies, such as stigmatisation, quest, advocacy, and integration, offer valuable insights into how families can address these barriers and alleviate isolation. These typologies present stories that families can identify with, helping them feel understood and supported. The typology of advocacy, for instance, shows how families can confront societal norms and push for systemic change, such as advocating for inclusive practices within schools and healthcare systems (Shapiro, 2003; Thomas, 2019). By hearing these stories, parents may recognise the importance of advocating for their children and gain confidence in navigating systems that often exclude them. Advocacy narratives show that families are not alone in their efforts to challenge the status quo, and this can inspire others to take action.
The quest typology, aligned with post-traumatic growth, further demonstrates how families can experience transformative change in response to adversity (Frank, 1995). Furthermore, the integration narrative gives hope to families experiencing difficulties that inclusive and accepting communities do exist. As families hear stories of others who have overcome challenges, they may find hope and see their struggles as opportunities for growth, fostering resilience and a sense of empowerment (Helgeson, 2017). Such stories illustrate that navigating the complexities of disability can lead to significant personal growth for children, young people, and families.
Moreover, these typologies provide a means of building community and connection. Previous research has shown that social support is a critical factor in coping with caregiving stress and improving the well-being of parents of children with disabilities (Olsson & Hwang, 2008). By sharing experiences, families can create a network of mutual support, reducing feelings of isolation and combating stigma. Support groups, whether in-person or online, have been shown to offer a space for parents to exchange advice, share coping strategies, and strengthen their sense of belonging (Kaufman & Pomeranz, 2015). The stories shared within these networks help dismantle stigma by normalising the experience of caregiving and promoting the value of inclusive practices in both community and institutional settings.
In essence, storytelling and the sharing of experiences within the context of these narrative typologies serve as powerful tools for parents of children with disabilities. Not only do they offer emotional validation and support, they also provide practical insights and inspire action. As parents see the transformative potential of their advocacy, they may feel more empowered to engage with support services and challenge societal attitudes, ultimately contributing to more inclusive environments for their children (Goodley, 2014). These shared stories can help to combat stigma, reduce isolation, and encourage greater participation in the support services that families are entitled to but often feel disconnected from.
The quest narrative emerges as families transform adversity into an opportunity for personal development. According to Frank (1995), quest narratives are centred around the finding of insight, where illness becomes a transformative force, allowing the individual to evolve into a new version of themselves. To achieve this, parents often engage in impression management, focusing on their child's exceptional accomplishments. Impression management, in the context of parents of children with LDA, refers to the deliberate efforts made to shape how others perceive their child's condition and their own caregiving abilities (Voysey, 1972). This process involves three core strategies to control and influence perceptions. The first strategy is mitigating stigma. Parents strive to present themselves and their child in a positive light, challenging negative stereotypes and societal misconceptions (Collett, 2005). Drent et al. (2022) found that parents who aim to reduce stigma often focus on showcasing positive aspects of their child’s life. However, Kimble (2014) argues that the constant need to manage impressions can lead to hyper-vigilance and heightened anxiety.
The second strategy involves addressing societal perceptions by projecting competence and confidence. Parents adopt a resilient and capable image to assure others of their ability to overcome adversity (Leary, 2001). This projection helps to counter societal biases and reinforce a narrative of strength and capability. The third strategy is presenting a positive image to shield the child from potential discrimination or exclusion (Collett, 2005). Parents collaborate with schools, centres, charities, and services to foster inclusive and supportive environments (Smart & Cottrell, 2005). While the primary goal of such collaboration is to support the child’s development, it also inadvertently influences the impressions others form about the family and the child (Drent et al., 2022).
These strategies align closely with the cultural model of disability, which explores how societal narratives, norms, and cultural representations shape the lived experiences of disabled individuals (Brocco, 2024; Goodley, 2018). This model underscores how disability is not merely a biological phenomenon but is also constructed through societal attitudes and cultural portrayals (Garland-Thomson, 2002; Shakespeare, 2006). By challenging pervasive stereotypes and reframing disability narratives, parents aim to shift societal perceptions from deficit-based views to those that celebrate resilience, diversity, and achievement (Clogston, 1994; Reeve, 2002). Such reframing seeks to empower families by fostering a sense of agency and pride (Shakespeare, 2014). However, this empowerment is not without challenges, as families often navigate the tension between resisting stigmatisation and conforming to societal expectations of an idealised narrative of overcoming adversity (Landsman, 2009; Ryan & Runswick-Cole, 2008).
The pursuit of managing societal impressions can create substantial pressure for both parents and children. Parents often feel compelled to project an image of competence and strength, both to counteract societal stigma and to validate their own parenting efforts (Reynolds, 2022; Thomas, 1999). This pressure is exacerbated by cultural ideals that equate success with overcoming adversity, leading to feelings of inadequacy when lived experiences fail to align with these ideals (Yamamoto, 2010; Shakespeare, 2006). Over time, this drive to meet high expectations can create environments where failure is rarely tolerated, resulting in heightened stress and burnout for both parents and children (Landsman, 2009; Murray, 2009). This is supported by Wadey and Day (2017) who suggests, individuals who see themselves as role models may also be susceptible to burnout. While resilience is often celebrated, it is critical to recognise that such a narrative can obscure the need for balance, self-compassion, and the acceptance of vulnerability (Keenan et al., 2010; Ryan, 2020).
The narrative of advocacy, by contrast, centres on adaptation and the active challenge of societal barriers. Unlike narratives characterised by despair or resignation, advocacy often begins with a period of emotional upheaval following the birth or diagnosis of a child with a limb difference (Frank, 1995; Murray, 2009). Families may initially experience grief, confusion, and fear as they adjust to their child’s diagnosis, but many transition toward advocacy as they recognise their capacity to influence change (Clandinin, 2007; Runswick-Cole, 2008). This shift reflects a rejection of deficit-based views and an embrace of a more empowering trajectory, where families actively challenge societal norms and push for inclusion and equity (Barnes & Mercer, 2003; Oliver, 1990).
Central to this advocacy narrative is the process of adaptation, which is framed not merely as acceptance but as an active transformation. Adaptation often involves questioning and dismantling the structural and attitudinal barriers that disable individuals more than their physical impairments do (Shakespeare, 2006; Thomas, 1999). This approach aligns with the social model of disability, which reframes disability as a societal construct and emphasises that inaccessible environments, discriminatory practices, and inadequate support systems are the primary sources of disabling experiences (Oliver, 1990; Goodley, 2011). By advocating for their children, families resist these barriers and work toward a society that values diversity and inclusion (Barnes & Mercer, 2003; Runswick-Cole & Hodge, 2009).
The advocacy narrative is further driven by a growing sense of purpose and the realisation of the family’s potential to effect meaningful change. Advocacy involves proactive efforts to secure access to resources, challenge discriminatory practices, and promote societal acceptance (Smart & Cottrell, 2005; Ryan, 2020). It is not a passive process of adjustment but rather an active redefinition of norms and expectations (Clandinin, 2007; Shakespeare, 2014). Within this context, the parent-child relationship evolves into a partnership aimed at navigating and reshaping the systems and environments that influence their lives (Keenan et al., 2010; Murray, 2009). Parents often collaborate with schools, healthcare providers, and community organisations to secure their child’s inclusion and equitable treatment, reinforcing the idea that advocacy is both a personal and collective endeavour (Goodley, 2018; Ryan & Runswick-Cole, 2008).
This narrative highlights the resilience and agency of families as well as the systemic inequities they must confront. By advocating for change, families challenge societal norms and create pathways for inclusion, demonstrating the transformative power of collective action (Shakespeare, 2006; Thomas, 1999). In this, the advocacy narrative underscores the importance of recognising disability as a shared societal responsibility, urging a shift from individualised efforts to broader systemic reform (Oliver, 1990; Barnes & Mercer, 2003).
A defining feature of this narrative is the resilience exhibited by families as they confront and challenge the stigma surrounding disability. Stigmatisation manifests in various ways, ranging from overt discrimination to subtle microaggressions, all of which serve to reinforce societal exclusion and marginalisation (Goffman, 1963; Link & Phelan, 2001). These societal attitudes contribute to the "othering" of disabled individuals, perpetuating deficit-based stereotypes that frame disability as a limitation rather than a facet of diversity (Shakespeare, 2006; Reeve, 2002). Within the advocacy narrative, families actively resist these forces by reshaping perceptions of their children, focusing on their abilities and potential rather than perceived limitations. This reframing is not merely a coping mechanism but an act of resistance that aligns with the cultural model of disability, which emphasises the role of societal narratives and cultural representations in shaping the experiences of disabled individuals (Garland-Thomson, 2002; Shakespeare, 2014).
Central to this narrative is the emotional labour undertaken by families, though it diverges from traditional notions of emotional labour as described by Hochschild (1983), where individuals manage their feelings to align with societal or cultural expectations. Instead, the emotional labour in this context involves sustained efforts to confront systemic barriers, educate others, and maintain hope despite the exhaustion often associated with advocacy (Forquereau et al., 2018; Murray, 2009). This ongoing emotional work reflects the feminist disability model, which critiques the undervaluation of caregiving and emotional management within societal structures (Morris, 1991; Thomas, 1999). The feminist disability model advocates for a paradigm shift, framing caregiving as a shared societal responsibility rather than an individual or familial burden (Garland-Thomson, 2005). Advocacy becomes a collective effort to redistribute the emotional and physical burdens placed disproportionately on families. This perspective seeks to highlight both systemic changes to reduce these burdens, while also highlighting families’ contributions to societal well-being (Goodley, 2018; Ryan & Runswick-Cole, 2008).
Both parents and children engage in acts of defiance against exclusionary societal norms by asserting their rights and challenging ableist ideologies. These acts of defiance are empowering as they create a sense of solidarity and purpose within families (Reeve, 2002; Landsman, 2009). Advocacy literature underscores the transformative potential of such narratives, as they shift the focus from individual struggles to collective action aimed at dismantling disabling barriers (Goodley, 2014; Oliver, 1990). Advocacy work addresses both immediate needs and systemic inequalities, emphasising that efforts to support one child can contribute to broader social transformations. Through advocacy, families address structural inequities and promote cultural shifts that benefit both their own children and other families and communities (Barnes & Mercer, 2003; Shakespeare, 2006). A study from Thomas (1999) supports this in highlighting that the empowerment derived from advocacy often transcends individual families. Furthermore, families here actively contribute to the creation of a society that values diversity and inclusion (Ryan, 2020; Goodley, 2018). These efforts align with the social model of disability, which situates the challenges faced by disabled individuals within societal structures and attitudes rather than their impairments (Oliver, 1990; Shakespeare, 2014). By redefining societal expectations and asserting the value of disabled lives, families participating in advocacy narratives champion the need for systemic change and a reimagining of inclusive practices.
Bronfenbrenner’s ecological systems theory offers a valuable framework for understanding the advocacy undertaken by families of children with limb differences. It explores how interconnected environmental systems—the microsystem, mesosystem, exosystem, macrosystem, and chronosystem—shape individual development and experiences (Bronfenbrenner, 1979; Bronfenbrenner & Morris, 2006; Guy-Evans, 2024). At the core is the microsystem, where the immediate family and close support networks directly influence the child’s daily life and development (Guy-Evans, 2024). Families in this context act as the primary advocates, actively fostering inclusive environments for their child. Studies emphasise that a strong microsystem, enriched by emotional and practical support from family members, significantly improves the well-being and adjustment of children with disabilities (Turnbull et al., 2011). Advocacy within the microsystem often involves countering ableist assumptions and highlighting the child’s abilities in intimate social spaces such as the home, school, or peer groups (Goodley, 2014). Building on the microsystem, the mesosystem represents the interactions between different systems that influence the child’s life, such as family engagement with schools, healthcare providers, and community organisations (Guy-Evans, 2024). Families frequently advocate for their child within educational settings by collaborating with teachers and administrators to ensure inclusive practices and accommodations are in place (Baglieri & Shapiro, 2017). This advocacy extends to healthcare, where families work to secure necessary interventions, including prosthetics, mental health services, or rehabilitation support (Reichman et al., 2008). These collaborative efforts demonstrate the interconnected nature of advocacy at this level, as families navigate multiple systems to bridge gaps in resources and ensure their child’s inclusion.
The exosystem encompasses broader societal structures such as governmental policies, healthcare frameworks, and workplace regulations that indirectly shape the child’s and family’s experiences (Guy-Evans, 2024). While policies like the Equality Act 2010 in the UK provide legal protections against discrimination, families often bear the responsibility of ensuring these rights are upheld in practice, requiring persistent advocacy to overcome systemic barriers (Roulstone & Prideaux, 2012). Societal attitudes embedded within the exosystem further influence the success of advocacy efforts. Discriminatory norms and stereotypes can hinder inclusion, whereas cultural shifts toward equity and acceptance can facilitate access to resources and opportunities (Barnes & Mercer, 2010). This duality underscores the necessity of both advocating for systemic reforms, and challenging deeply ingrained societal attitudes. At the macrosystem level, advocacy takes on a broader scope, addressing overarching cultural values, societal norms, and dominant narratives about disability (Guy-Evans, 2024). Families and individuals with LDA frequently work to challenge deficit-based perspectives that view disability as a limitation. Instead, they promote narratives that celebrate diversity, resilience, and the strengths of their children (Shakespeare, 2013). This type of advocacy often leverages public campaigns and social media platforms, amplifying their voices to dismantle ableist stereotypes and encourage cultural shifts toward inclusion (Ellis & Kent, 2017). These efforts highlight the collective impact of advocacy, as families contribute to reshaping societal views while simultaneously improving their own experiences and those of their children.
The chronosystem introduces a temporal dimension, examining how advocacy and family experiences evolve over time (Guy-Evans, 2024). The advocacy journey often begins with the initial shock and emotional adjustment following a diagnosis or birth, a period marked by uncertainty and adaptation. Over time, families move from reacting to their circumstances to proactively engaging in advocacy, striving to create better outcomes for their child and themselves (Thompson et al., 2014). As children grow and transition through different life stages, such as entering school or adolescence, the focus and strategies of advocacy evolve, reflecting the dynamic and ongoing nature of this process (Ryan & Runswick-Cole, 2008). At every level of Bronfenbrenner’s framework, families of children with LDA actively challenge systemic barriers, promote inclusion, and strive for equity. Their efforts improve their own circumstances slowly over time. Furthermore, they contribute to a broader cultural shift toward diversity and acceptance. By refusing to conform to deficit-based stereotypes, these families act as catalysts for societal change, demonstrating the transformative power of advocacy in creating inclusive environments and reshaping norms.
Lastly, in the integration narrative, children with LDA seamlessly blend into their communities, experiencing life without significant alterations due to their limb difference. Over time, family dynamics here become characterised by a sense of acceptance and evolving ecology of normalcy in which difference was neither erased nor emphasised. These children lead lives where the absence of differentiation allows both parents and children to focus on essential aspects of parenting and life. Within the microsystem, family routines, peer relationships, and school engagement become structured around typical developmental milestones, rather than disability-related concerns. Furthermore, family dynamics in this narrative are characterised by a deep sense of acceptance and a recalibration of expectations, thus allowing parenting to be less focused on advocacy or protection, and more on general nurturance, autonomy, and identity development. This shift aligned with principles of positive parenting theory, which emphasises warmth, structure, and support as key mechanisms for resilience and psychological wellbeing (Sanders & Mazzucchelli, 2008).
At the mesosystem level, the smooth interactions between settings—such as schools, sports clubs, and healthcare services—reinforced a sense of integration. This coherence across contexts suggested that the institutions surrounding these children had either adapted to their needs without fanfare, or that the children’s needs had been accommodated in such a way that no continual navigation or advocacy was required. For instance, educators and coaches might have internalised inclusive practices as routine, rather than exception, which reflects a maturing of inclusive education and sport cultures (Slee, 2011). This fluidity between systems indicated a low-friction meso-level environment, which supports children’s positive social identity and enables them to participate fully without overt labelling or segregation (Allan, 2010). Crucially, this integration narrative also raised questions about the macrosystem. While it appeared that structural and cultural norms had facilitated inclusion, it also risked masking persistent systemic inequities if the apparent ease of integration was interpreted as evidence of sufficient support. As scholars such as Shakespeare (2006) and Goodley (2017) have argued, narratives of normalcy can obscure ongoing struggles by positioning certain children as ‘coping well’, while ignoring those whose integration is less seamless. Therefore, from a macrosystemic standpoint, it is vital to ensure that policy development does not rely solely on visible success stories but remains attentive to the structural conditions that enable or inhibit these outcomes. 
This research, by capturing the lived experience of integration, contributed to a more nuanced understanding of inclusion—not as a destination, but as a dynamic process that requires ongoing attunement between the ecological layers. The narrative reinforced the importance of policies being meaningfully connected to microsystem level and mesosystem level practices, so that the conditions for seamless integration can be attainted and sustained across different contexts. It also echoed social capital theory (Coutts et al., 2025), where the embeddedness of these children in community networks cultivates reciprocal trust, belonging, and support. Yet, this embeddedness must not lead to complacency at the macro level, as literature cautions that visible success in inclusive practices may mask deeper systemic exclusions, reducing urgency for structural change (Slee, 2011). Slee (2011) further warned that when schools or communities appear inclusive—particularly for those who are most visibly ‘coping’ or ‘well-adapted’—it can generate a false sense of achievement. This, in turn, can stall critical reflection or policy reform at the macro level, creating complacency and obscuring the structural inequalities that persist beneath the surface. Instead, the integration narrative should serve as a reminder that systemic inclusion is achievable, but only when policy frameworks remain sensitive to local realities, and when integration is actively maintained through equitable structures, not assumed through silence or invisibility.
It is important to recognise that families may move fluidly between the four narrative typologies. For instance, a family might initially engage with a stigmatisation narrative at the beginning of their journey but later come to identify more closely with an advocacy narrative. Such movement reflects the dynamic nature of narrative identity and aligns with narrative theory, which acknowledges that individuals and families may shift between narrative forms over time as they shape, reshape, and interpret their experiences in response to changing contexts and evolving understandings (Frank, 1995; Goodley, 2011). Furthermore, the narratives raise two pertinent questions. First, how can we identify families likely to face challenges in their journey of raising a child with LDA? Second, how can we provide the necessary support to facilitate their well-being and adjustment over time? To address the first question, families and children with LDA facing the greatest difficulties with managing their well-being tended to adhere closely to narratives of stigmatisation and quest. These were the families whose stories revolved around the child with LDA achieving remarkable triumphs in the face of adversity, but prior to their achievement, they had experienced a significantly lowered state of well-being from birth.  They were also families who conveyed a sense of hopelessness with no expectation of improvement (stigmatisation); also, being from birth. In contrast, families whose narratives exhibited more promising expectations, focusing on advocacy and integration, displayed the ability to either maintain their current level of well-being or experienced a gradual, progressive increase in their well-being over the years. Therefore, paying careful attention to the narratives that parents tell in the post-birth period may provide valuable insights for professionals to be able to anticipate the likely trajectory of these families in the years to come.
The narratives align with the social-relational model of disability, which emphasises the interplay between individuals and their social environments in shaping experiences of disability (Sang, 2022). This relational model underscores that identity is not static but is continually shaped through interactions with others and societal structures (Bucholitz, 2005). Essentially, in all four narrative typologies, identity and placement within society is a factor, thus linking also to the identity-based motivation model, which states that identity is important as it provides the foundations for meaning-making and action (Oyserman, 2010). In the narrative typologies’ ‘quest’ and ‘advocacy’ for instance, this process of redefining identity can be seen within the critical disability theory. This theory critiques traditional power dynamics and challenges the dominant medical and social models of disability (Hall, 2019). Critical disability theory advocates for a more nuanced understanding of disability that accounts for the lived experiences and diverse identities of disabled individuals (Brocco, 2024). By embracing their child’s unique identity and resisting societal pressures to conform to normative standards, families contribute to a broader discourse that challenges ableism and promotes inclusivity.
The emotional and psychological journeys of families navigating these narratives are also deeply tied to resilience theory. Resilience theory focuses on the capacity to adapt and thrive in the face of adversity as it is not the nature of adversity that is important, but rather, how it is dealt with (Moore, 2019; Southwick et al., 2014). It emphasises the importance of protective factors such as social support, positive relationships, and access to resources (Zimmerman, 2013). Families within these narratives demonstrate resilience by finding strength in their relationships, advocating for systemic change, and redefining their identities in ways that empower themselves and their children.
4.4 [bookmark: _Toc197684258]Conclusion
In conclusion, the longitudinal exploration of the experiences of families and children dealing with LDA and the narratives detailing their life experiences offers a comprehensive understanding of their journeys over time. Families navigate a complex journey, and many have adapted to the evolving challenges and transformations brought about by these narratives which encompass a wide range of events, transitions, and encounters that showcase the challenges and triumphs that shape the lives of children and young people with LDA and their families. Understanding these narratives in a temporal context allows us to appreciate the dynamic interplay of stigmatisation, quest, advocacy, and integration in the lives of these families. They illuminate the experiences of children with LDA and their families while also providing valuable insights for further research. The question of how to provide essential and sustained support to enhance the well-being and adjustment of children and young people with LDA over time is a significant one. Tentative answers may lie in identifying families and children who appear to be closely aligned with high-risk narratives post-birth, such as narratives of stigmatisation or the initial phases of quest. By recognising these early indicators, targeted interventions can be designed to redirect their narratives towards more constructive and healthier pathways, such as narratives of advocacy or integration. Another approach would be to simply have an awareness of what children with LDA encounter. With such awareness, intervention that is meaningful can be developed. 
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From Experience to Story: 
Re-storying Narratives Through Creative Non-Fiction Storytelling

4.0 [bookmark: _Toc197684260]Abstract
This thesis sought to bridge the gap between traditional academic dissemination and narrative-based inquiry by presenting findings in an engaging and accessible manner through creative non-fiction storytelling. Moving from the role of story analyst to storyteller, four creative non-fiction stories based on narrative typologies: Why Can’t I Be Normal? (stigmatisation), From Last to First (quest), Equal Play (advocacy), and Accept. Adapt. Move On. (integration) were created. To do this, I used an iterative, reflective process that involved transforming raw data gathered from my toolbox of methods, and the narrative typologies that emerged into structured, compelling narratives. The stories were carefully written to ensure they authentically reflected the lived experiences of children and young people with limb difference and their families. By incorporating detailed descriptions, emotional nuance, and character-driven storytelling, I sought to provide a rich, immersive representation of their journeys. The research allowed for the voices of the participants to be amplified through this approach, thus ensuring that their experiences were conveyed in a relatable and impactful way. This study extends the boundaries of conventional qualitative reporting and contributes to the field of narrative inquiry. It does so by offering a new avenue for meaningful knowledge mobilisation that promotes emotional engagement, empathy, and understanding. In doing so, it highlights the potential of narrative-based methods such as creative non-fiction, to communicate research findings effectively and advance discussions on inclusive practices for children with LDA.
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[bookmark: _Toc185863443][bookmark: _Toc185863549][bookmark: _Toc185863655][bookmark: _Toc185863761][bookmark: _Toc185863867]This study employed creative non-fiction to authentically represent the lived experiences of children and young people with LDA alongside their families. Creative non-fiction uniquely captures human experiences by combining factual accuracy with emotional resonance (Gutkind, 2012; Cheney, 2001). By bridging traditional qualitative research and storytelling, it crafts narratives that invite readers into a deeper emotional and intellectual engagement (Smith, 2016). While traditional qualitative methods provide valuable insights, they often prioritise extracting themes and patterns, which can potentially strip participants’ stories of their emotional depth and contextual richness (Riessman, 2008).  In contrast, this approach diverged from traditional forms of qualitative research in its emphasis on storytelling as a means of knowledge production. This study placed participants’ voices at the forefront by using creative non-fiction to preserve the complexity and individuality of their lived experiences, thus ensuring these voices were both heard and felt. 
The transition from data analysis to storytelling marks a significant shift in narrative inquiry. Narrative analysis involves identifying emergent themes from raw data, such as participant interviews and field notes, to understand experiences. However, moving beyond this analytical phase to re-storying requires a fundamental change in approach. Instead of reducing experiences to abstract themes or categories, storytelling reconstructs them into creative non-fiction narratives that preserve the lived realities of the participants. This approach allows for a more nuanced understanding of how families with children who have limb differences navigate the complexities of life and physical activity participation. Storytelling gives participants the opportunity to share their experiences in personally significant ways while presenting these narratives in engaging and accessible formats (Krauss, 2022). The shift from analysis to storytelling demands creativity and sensitivity, ensuring that participants’ voices are amplified rather than overshadowed by the researcher’s academic perspective. While narrative analysis focuses on breaking down information into manageable parts, storytelling reassembles these fragments into something meaningful and coherent (Riessman, 2009).
A key strength of creative non-fiction is its utility as a tool for knowledge translation (Sakalys, 2000). Life experiences are inherently shaped by personal histories, relationships, and social contexts, and creative non-fiction provides a powerful medium to express these multifaceted realities (Ellis, 2004). Moving beyond purely descriptive or analytical reporting, creative non-fiction ensures that participants’ experiences are heard and felt to build deeper connections and insights. The stories are thoughtfully constructed narratives that reflect the emotional truths of participants’ lives, inviting readers to step into their worlds and connect with their stories on a deeply emotional level (Frank, 2013). This emotional resonance makes the findings particularly impactful for stakeholders such as educators, healthcare providers, and policymakers, who benefit from a deeper understanding of lived experiences (Bochner & Ellis, 2016). By making research findings accessible to diverse audiences, the impact of the work extends beyond academic circles, broadening its reach and influence (Greenhalgh & Wieringa, 2011).
Beyond enhancing empathy and understanding, the stories created through storytelling aim to inspire social change (Krauss, 2022). By highlighting the realities faced by families and children with LDA, this research challenges entrenched stereotypes, raises awareness, and advocates for more inclusive practices and support systems. The emotional power of storytelling has the potential to drive action, encouraging readers to reflect on their own roles in fostering a more equitable and supportive society (Leavy, 2015). This transformative potential illustrates the importance of using creative non-fiction to bridge the gap between academic research and real-world impact. The narratives facilitate understanding and moreover, they serve as powerful tools for advocacy, awareness, and social transformation.
The significance of re-storying is also tied to its potential impact on the field of disability studies and physical activity research. By centring the personal stories of families dealing with LDA, this research challenges traditional, medicalised perspectives that often frame disability as a deficit or abnormality to be corrected (Bury, 2001; Shakespeare, 2014). Instead, these narratives align with the principles of the social model of disability, which shifts the focus from the individual to the barriers created by societal structures and attitudes (Oliver, 1990). Through storytelling, the research bridges the divide between research findings and lived realities, fostering a dialogue that is inclusive, empathetic, and impactful. 
The aim of this study is to bridge the gap between traditional academic dissemination and narrative-based inquiry by presenting the research findings through storytelling. Using creative non-fiction storytelling, this study seeks to authentically represent the lived experiences of children and young people with LDA and their families, thus providing a platform for their voices. In this chapter, I also reflect on my journey through this process and the significance of re-storying in the context of research on LDA and physical activity. Lastly, in this chapter, I implore readers to enter into the world of children, young people and families navigating life with limb difference as I introduce the four creative non-fiction stories crafted from participants’ experiences.
4.2 [bookmark: _Toc197684262]Methods
4.2.1 [bookmark: _Toc197684263]Research Philosophy
This study is situated within an interpretivist paradigm, underpinned by a relativist ontology and a constructionist epistemology. A relativist ontology acknowledges that reality is not singular but consists of multiple, mind-dependent realities (Sparkes & Smith, 2014). Complementing this, constructionism asserts that knowledge is socially constructed and subjective, emerging through interactions influenced by cultural, historical, and contextual factors (Smith & McGannon, 2017). This perspective is crucial for understanding how meaning is generated collaboratively, particularly through storytelling. In the context of this study, a constructionist lens offers a valuable framework for storytelling. This perspective recognises that the narratives shared by participants are influenced by both their personal experiences and the broader social environments they navigate. By positioning this research within a constructionist paradigm, the study highlights the importance of collaborative meaning-making and the interplay between personal and social dimensions in constructing knowledge. Rather than striving to convey a single, objective truth, this study embraces the multiplicity of truths and portrays this through creative non-fiction storytelling. The aim is to generate stories that authentically represent participants’ lived experiences while cultivating empathy and insight among a broader audience. 
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Maintaining participant voice and authenticity is central to ethical storytelling in creative non-fiction (Thomson et al., 2025). This principle underscores the importance of accurately representing participants’ experiences, emotions, and perspectives while navigating the inherent interpretive nature of storytelling (Krauss et al., 2022). The ethical commitment to authenticity ensures that participants remain empowered rather than becoming passive subjects whose voices are manipulated or overshadowed. To uphold participant voice, the research process began with an emphasis on accurate and detailed data collection. It was imperative that interviews and other qualitative methods captured the content of participants’ words as well as their tone, rhythm, and emotional inflexions. As Riessman (2008) highlights, narratives are not merely vehicles for conveying factual information but are deeply rooted in cultural and personal contexts. Recognising this, I aimed to preserve the subtleties of participants' storytelling styles to ensure their narratives remain intact when transformed into creative non-fiction.
Confidentiality was of utmost importance in this study. Pseudonyms were used for all participants to protect their privacy and ensure anonymity. To avoid deductive disclosure, I was cautious with the level of detail shared, ensuring that any identifiable information was excluded from the research findings (Kaiser, 2009). This approach safeguarded the participants’ confidentiality while still enabling a rich understanding of their experiences.
4.2.3 [bookmark: _Toc197684265]Procedure 
Drawing on previous studies that have transformed traditional empirical studies into creative non-fiction (for a review, see Cavallerio, 2022), the process of transforming the previous dataset (i.e., Study 1) began with a clear commitment to ensuring that the participants' lived experiences remained central to the storytelling process. The goal was to represent the families’ stories authentically and to create creative non-fiction stories that would resonate emotionally while being grounded in the data (Ellis & Bochner, 2000; Zavitsanos, 2023). As noted by Ellis and Bochner (2000), using narrative devices (i.e., characterisation, plot development, and descriptive imagery) is crucial to crafting compelling creative non-fiction that remains faithful to the research while engaging the reader.
First, I used a structured approach, referred to as ‘ingredient lists’ for each of the four narrative typologies. These lists served as a blueprint for each typology’s narrative, ensuring that critical details (e.g., plot elements, character development, and settings) were systematically considered and included. The concept of these 'ingredient lists' was adapted from narrative construction strategies, which provide a framework to guide the storytelling process while preserving the richness of lived experience (Greenhalgh & Wieringa, 2011). This literary tool helps to translate raw data into vivid, emotive, and accessible stories that convey the depth and complexity of the participants’ lived experiences. As Frank (2013) highlights, these methods allow researchers to maintain authenticity in character portrayal and emotional resonance.
Next, I mapped out each typology: stigmatisation, quest, advocacy, and integration. For instance, for the stigmatisation typology, the ingredients list included key emotional moments such as confrontation with societal rejection, feelings of exclusion during P.E., and moments of emotional struggle. Similarly, for the quest typology, the focus was on plot points highlighting an ascent in well-being following deep struggles stemming from P.E. exclusion, moments of being inspired to change their circumstances, and the path toward empowerment. The ingredient lists provided a systematic guide that ensured the creative stories were vivid, nuanced, and capable of capturing the complexities of the families’ lived experiences.
Following this, I began the creative writing process. The aim was to engage deeply with the transcripts and notes from the interviews, reading and rereading the material to extract direct quotes, moments of emotional depth, and detailed descriptions that would bring the stories to life. In total, over 40 readings of the material took place, which helped me to distil key moments of raw emotion and significant life events. However, while the data provided the raw material, the storytelling process also involved interpretation and imagination. This phase was guided by the principle of ensuring that the participants’ voices were maintained, as their experiences were portrayed through characters within the stories, which were not fictional but rather reflected their personalities, emotions, and struggles (Baldwin, 2012). 
It is important to note, no one participant or family reflected one particular story, and no one participant’s family mirrored one family’s story. Instead, each story was carefully crafted and blended the experiences of multiple participants to allow readers to identify with a range of characters. Characterisation is key in developing relatable protagonists (Maslej, Oatley & Mar, 2017). It involves paying close attention to the details that participants share about themselves—such as their expressions, mannerisms, or the ways in which they describe their lives. Baldwin (2012) also asserts that good characterisation reflects the essence of an individual or group in a way that feels authentic and multidimensional, rather than creating caricatures. For instance, I analysed the emotional journeys of participants following the birth of a child with a limb difference and conveyed this through descriptions of tone, pauses, and words emphasised by the participants, helping readers connect with the emotional undertones of the stories.
In line with Cavallerio’s (2022) notion of "showing rather than telling" the writing process involved more than just recounting events. Instead, the aim was to immerse the reader in the participants’ lived experiences through evocative and sensory details. This approach allowed the emotional landscape of the families’ stories to unfold naturally. Doing so would enable readers to witness struggles, triumphs, and transformations rather than just being told about them. By focusing on "showing," the stories were able to provide a richer, more engaging experience, where the emotional depth and significance of the events were conveyed through vivid descriptions, body language, and dialogue (Cavallerio, 2022). For example, describing a participant’s home environment, the school where they experienced bullying, or the look on a child’s face as they achieved a milestone helped to ground the narrative in tangible, relatable context.
Furthermore, the use of descriptive imagery further enhanced the narratives by creating vivid scenes that immersed readers in the participants’ experiences. As Koliada and Kalynovska (2023) state, imagery involves using sensory details (e.g., sights, sounds, smells, textures) to deepen emotional resonance. Furthermore, the plot development played a critical role in structuring the stories to highlight significant moments of the past, present, future and the turning points within the participants’ narratives. While creative non-fiction does not fabricate events, it organises real experiences into a coherent and engaging structure that follows a narrative arc (Heath, 2024). According to Smith (2013), narrative arcs can help identify how participants' well-being and perspectives evolve over time. This allowed me to map key events and moments of transformation. By identifying a clear trajectory, the stories unfolded with movement, drawing readers into the participants' journeys and adding emotional resonance (Priddy, 2019).
Throughout the creative process, I remained committed to maintaining an ethical responsibility to the participants. This was especially important to me as I had been entrusted with accounts of lived experiences. It was essential that their experiences were represented with respect and sensitivity. This required ongoing reflection on how to present their narratives without altering their core meanings. Additionally, it necessitated careful decisions about which details to emphasise or omit, based on their significance to the typologies. The process involved over 15 revisions of each story to ensure that the narratives were coherent, respectful, and compelling.
Through these methods, the creative non-fiction stories became a vehicle for translating the participants' complex lived experiences into narratives that could be shared and understood by a wider audience. This approach preserved the emotional depth of their experiences while providing a platform for their voices to be heard in meaningful ways. Ultimately, I was able to develop four creative non-fiction stories ‘Why Can’t I be Normal?’, ‘From Last to First’, ‘Equal Play’, and ‘Accept. Adapt. Move On’. These stories were both academically rigorous and emotionally resonant, thus ensuring that the families’ experiences were seen and felt by others.
Balancing my voice as a researcher with the authentic voices of the participants posed a central challenge (Elliot, 2005). To maintain rigour, collaboration with supervisors was integral to the process. Acting as co-assessors, they acted as critical friends for over 10 drafts for each story. This collaborative approach, combined with the reflexive process, allowed me to identify and address biases (Bochner & Ellis, 2016), ensuring that the stories remained true to the data while effectively conveying meaningful, impactful narratives (Ellis, 2004).
4.2.4 [bookmark: _Toc185863458][bookmark: _Toc185863564][bookmark: _Toc185863670][bookmark: _Toc185863776][bookmark: _Toc185863882][bookmark: _Toc197684266]Reflexivity
Throughout the creative non-fiction storytelling phase, I continually engaged in reflexivity, which required me to ask myself critical questions and carefully consider my answers. First, I asked myself, what perspectives do I bring to this storytelling process? As both a parent and a nurse, I recognised that my positionality heavily influenced how I engaged with participants and interpreted their stories. I reflected on whether my empathy for the parents I interviewed, which was rooted in shared caregiving roles, impacted the storytelling process. While I valued how this connection allowed me to better understand their emotions, I remained cautious to ensure my role was not to project my own narrative onto theirs. Reflexive journaling became an invaluable tool in identifying moments where my perspectives might overshadow theirs, allowing me to recalibrate and refocus on amplifying their voices.
Next, I asked, how can I balance creativity with fidelity to participants’ experiences? This question arose often as I worked to portray emotions and events with the depth required in creative non-fiction. I grappled with whether certain metaphors or descriptions reflected participants' lived experiences. For instance, one participant described their advocacy journey as “light at the end of a dark tunnel”. I debated whether to expand on this metaphor but ultimately decided to preserve their phrasing as I recognise the authenticity and strength of their own words. In moments of uncertainty, I revisited raw data and participant feedback, which helped ensure the stories were firmly rooted in their realities. I also questioned, am I honouring the participants’ stories in a way that feels meaningful to them? This reflection prompted me to seek their feedback on the stories. Sharing the draft stories with participants allowed them to identify moments where their emotions or experiences had been misrepresented or oversimplified. One parent remarked, “You captured our feelings completely. The good and bad”. This feedback reminded me of the importance of capturing the full spectrum of their lived realities, including the resilience that often accompanied their challenges. I then turned to ethical considerations, asking myself, what ethical priorities must guide my storytelling? This question often centred on privacy and sensitivity. I worried, am I revealing too much of a participant’s personal life? To address this, I carefully evaluated which details were essential to the story and which could compromise participants’ comfort or anonymity. Reflexivity guided me in erring on the side of caution, ensuring that the storytelling honoured participants’ trust while maintaining the authenticity of their experiences.
Throughout the process, I also reflected on my personal growth, asking, what has this process taught me about myself? Writing participants' stories illuminated parallels to my own parenting, and particularly, in always wanting the best for my children, and being willing to do absolutely whatever it takes to ensure this. This recognition deepened my empathy for participants but also underscored the need to maintain boundaries. Reflexivity helped me acknowledge my emotions without letting them cloud the narratives I was crafting. This ensured that the focus remained on participants' journeys. Finally, I asked, what impact does this storytelling have on participants? One participant shared, “Seeing my story written down gave me a new perspective on everything I’ve been through”. This feedback underscored the transformative potential of creative non-fiction storytelling. It certified the importance, the significance, and the worthiness of this work, as a means of representation and as a tool for reflection, healing, and empowerment. Knowing that these narratives provided participants with a sense of validation affirmed the value of my approach and highlighted the mutual growth this process facilitated.
4.2.5 [bookmark: _Toc197684267]Rigour 
This study was guided by Tracy’s (2010) approach to judging rigour. I invite the reader to consider the rigour and quality of the study across 4 of Tracy’s (2010) markers of rigour: (a) Worthy topic: Is the research addressing a topic that is currently underexplored or underrepresented? (b) Sincerity: Does the methodology match the research aims and objectives? Has the researcher been transparent and reflective? (c) Credibility: How well do the results (i.e., the resource) represent the voices and ideas of the participants? (d) Resonance: Is the resource both relatable and impactful for a broader audience? Does the resource, as indicated by participant feedback, resonate with its intended audiences? These four markers contribute to a framework for evaluating qualitative research practices, quality, and soundness (Burke, 2016; Tracy, 2010). To strengthen the study's rigour and align with these indicators (Tracy, 2010), four practical strategies were employed. 
First, this study explores the underrepresented experiences of families with children who have limb differences, focusing specifically on physical activity and inclusion. The scarcity of literature on this topic highlights its value as a worthy topic (Thomson et al., 2025). Furthermore, the use of creative non-fiction storytelling offers a compelling way to represent these families' lived experiences, making their voices visible in a field where they are often overlooked (Barton, 2019; Ellis, 2004). Creative non-fiction as a narrative form plays a crucial role in how this study explores and communicates the "worthy topic". Rather than presenting the families' experiences through a purely academic lens, creative non-fiction allows for a more nuanced and humanised portrayal as it presents personal stories with emotional depth and vivid detail (Harry, 2023). By blending factual research with narrative storytelling, the study invites readers into the emotional and lived realities of the families, highlighting the complexity of their experiences in a way that traditional academic writing might not (Bochner & Ellis, 2016; Goodall, 2000). Creative non-fiction storytelling makes the topic more accessible and relatable as it gives a voice to participants in ways that go beyond statistical analysis or theoretical discussion (Grindell, 2022; Tyndale et al., 2020). Doing so captures not just a social issue but the lived experience of the families, ensuring that the topic is not only worthy of exploration but that the exploration itself is engaging and impactful for the reader (Bates, 2010; McKee, 2016). Through creative non-fiction, this research contributes to a broader understanding of inclusion and accessibility by presenting a rich, multifaceted view of the families' experiences. It emphasises the importance of centring the voices of those who are marginalised while offering a valuable narrative that bridges the gap between academic discourse and lived experience (Ellis, 2004; Sparkes, 2002).
Second, in this study, I maintained a reflexive stance throughout the data collection and analysis process to ensure sincerity. According to Tracy (2010), this involves the researcher's transparency and reflective engagement with the research process. This was achieved by documenting my thoughts, feelings, and interpretations in a research journal, which allowed me to engage critically with my positionality and how it might influence the research (Olmos-Vega, 2023). By reflecting on my evolving understanding, I ensured that the storytelling process and the creative non-fiction stories remained true to participants' experiences, as I considered how my presence as a researcher shaped my interpretations during the study. 
Furthermore, to maintain sincerity, Gutkind (2012) cautions against inventing dialogue or attributing sentiments that were not explicitly expressed by participants, as this undermines the narrative’s credibility. Ellis (2004) argues that creative storytelling should aim to “reveal the essence” of participants’ experiences without embellishing or fictionalising the facts. Sincerity therefore extended to the representation of participants’ emotions and inner worlds. To achieve this, creative elements were used to enhance, rather than alter, the participants’ narratives. While creative non-fiction allows for the use of narrative devices such as descriptive imagery and reconstructed dialogue, I had to employ this with care. In support, Goodall (2008) emphasises the importance of “emotional authenticity” in creative storytelling. This is where the narrative evokes genuine resonance without straying from the lived realities of participants. To achieve this, I carefully constructed scenes based on detailed field notes, the collection of data, and the ‘ingredients list’ of what the narrative should achieve or portray. This was done to ensure that the sensory and emotional dimensions align with the participant’s perspective. Furthermore, reconstructed dialogue was carefully crafted to align with participants’ verbal and non-verbal cues. This captured the essence of their interactions without compromising accuracy.
Maintaining sincerity and negotiating boundaries between myself and the re-storying process also involved addressing the expectations of different audiences. One strategy for balancing creativity and rigour is the use of thick description. This is a methodological approach that captures the rich, contextual details of participants’ experiences. As Wadey and Day (2018) highlight, thick description allows readers to engage with the details of the research, encouraging them to reflect on their own experiences or those of others. Furthermore, thick description also has the potential to improve naturalistic generalisability and transferability (Smith, 2017) as well as allowing researchers to create vivid and immersive narratives while staying true to the data (Younas et al., 2023). For example, describing the environment of a home or the sensory details of a significant moment can bring the story to life without deviating from the factual basis of the narrative. This approach enhances the aesthetic quality of the story and moreover, it provides deeper insights into the participant’s world, contributing to the research’s analytical depth.
Third, I ensured the study was truly reflective of the participant’s lived experiences to maintain credibility (Tracy, 2010). Flick (2018) suggests that by continuously revisiting data throughout a process (i.e., storytelling), qualitative researchers can identify discrepancies, and additional layers of meaning. Doing so allowed me to refine interpretations and ensure the stories accurately mirrored participants' lived experiences, thus enhancing depth and credibility. This aligns with my philosophical beliefs, as credibility in this context is not about validation or objectivity, but about reflecting the subjective, context-dependent realities of the participants (Pretorius, 2024). In line with my interpretivist paradigm and relativist ontology, credibility is the process of ensuring that the research accurately conveys multiple, co-constructed truths, rather than aiming for a singular, objective "truth" or validation of findings (Junjie & Yingxin, 2022) This was achieved through the creation of four creative non-fiction stories, as opposed to just one. I consequently avoided the ‘dangers of a single story’ (Adichie, 2009).
Fourth, in this study, resonance was achieved first, through revisiting participants’ stories (study 1). The previous study provided the opportunity for a group that have historically gone unheard to express their experiences in emotionally resonant ways. Providing such opportunities is crucial in research that aims to bring forward the experiences of underrepresented groups (Smith & McGannon, 2017). I then built on this through a rich, storytelling approach (study 2). Through creative non-fiction, the study crafted stories that reflected participants' emotional and lived experiences with depth and authenticity. This approach ensured that the findings were factual and emotionally evocative. As Chase (2011) suggests, storytelling has the power to evoke stronger emotional connections between the researcher, the participants, and the audience. This enables the research to have relevance and emotional depth beyond the immediate context of the study (Tracy, 2010; McGannon & Smith, 2015). By conveying participants’ experiences in a compelling narrative form, the study deepened its emotional resonance. This enabled readers to connect with the stories. For instance, when feedback was sought from participants to ensure its resonance, one participant stated:
When I first read the stories, I was overwhelmed with emotion. It felt like someone had taken all the unspoken parts of our lives and written it up. I finally felt like someone understood the weight of what we carry daily.
For many, the stories provided recognition and a sense of relief that their emotions had been understood and articulated. One participant shared:
I was honestly moved when I read through the stories. I’ve always known that raising a child with an amputation comes with its challenges, but reading these narratives reminded me that we are part of a larger community. I felt proud to see it written.
This technique transformed participants' experiences into powerful, evocative stories that would resonate with individuals who may not have direct experience with limb differences but could relate to the emotional and physical challenges faced by the families. For instance, health professionals who reviewed the stories described it as a “powerful reminder of the human side of medical care”, whilst a lay person (e.g., no previous interaction or understanding of children and young people with LDA) stated: “I had no idea what these families go through. This opened my eyes”. The narratives provided them with a deeper understanding of the emotional and social dimensions of living with LDA. This demonstrated the broader social relevance and impact of the research outcomes (Barton & O’Connor, 2019).  More reflections on the impact of these stories are shared in section 5.3.2.
4.3 [bookmark: _Toc185863447][bookmark: _Toc185863553][bookmark: _Toc185863659][bookmark: _Toc185863765][bookmark: _Toc185863871][bookmark: _Toc197684268]Results: The Stories
I now present the collection of creative non-fiction stories. This collection has been named A Collection of Stories of Children and Young People with Limb Difference and their Families: Stories of Life and Physical Activity. Each narrative in this section is presented as a standalone story. The stories are designed to maintain the participants’ voices and authenticity while also adhering to a narrative structure that brings out the emotional and psychological depth of their experiences. In these stories, the reader will find a combination of context, emotional highs and lows, and experiences of physical activity. The narratives reflect the participants' engagement with physical activity and the complex interplay between physical and emotional well-being. The re-storied narratives do not shy away from the harsh realities faced by these families. By presenting their stories in this way, I aim to share their experiences while also highlighting the broader implications for how we understand disability, family dynamics, and the importance of physical activity in promoting well-being for individuals with LDA.
The stories that follow are the product of an in-depth interview process, with each participant playing an integral role in the development of the collection of narratives. In short, it is important to remember that no one narrative is reflective or is an identifier of any particular family. In this sense, these stories belong to both the participants and to the broader community of families and children/young people living with LDA. By sharing these creative non-fiction stories, I hope to give voice to the participants’ journeys in a way that is both accessible and engaging while also contributing to the ongoing conversation about how best to support the families of children with LDA in their pursuit of physical activity and overall well-being.
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4.3.1 [bookmark: _Toc197684269][bookmark: OLE_LINK1][bookmark: OLE_LINK2]Why Can’t I be Normal?
Amy let’s go of the sofa and takes her first step. She looks up at me and beams with pride. I open my arms; she walks straight into them. As we embrace, tears well up in my eyes; I know this is a moment I will cherish forever. Suddenly, I wake in a pool of sweat. As I look up to see where I am, the intoxicating and artificial smell reminds me. My curtains in the postnatal ward remain closed as I lay here next to Amy in her crib. She’s so peaceful, precious, and blissfully unaware of the cruel world she has just entered. I try to fall back to sleep but my doctor’s voice resounds in my head: “Your daughter has fibula hemimelia. Sorry but surgery won’t help. Her left leg isn’t normal and can’t be fixed. We will need to amputate in a few years”. A wave of nausea engulfs me and my body tremors. The thought of someone putting a knife near Amy, let alone cutting her soft delicate skin, is all too much. As Amy lies there with her legs covered, I wonder what her future holds. I struggle to focus my thoughts. I want to scream. I want someone to fix this. I want to wake up from this nightmare. I want to go back to my dream.
We finally arrive home from the hospital. Chris walks in ahead of us. What I thought would be a precious moment between us, feels cold, distant, and detached. As I struggle to walk into our home with Amy still asleep in her car seat, I shut the door behind me and feel another wave of nausea. I sit down to rest my body and enjoy the quiet while Amy sleeps, but my phone keeps vibrating with an endless stream of messages. I read the first message from my best friend Susan: “Are you all home, yet? Can’t wait to visit. Hope you and baby are both healthy. Let me know when it’s best to come xxx”. I don’t know how to reply. Suddenly, the doorbell rings which wakes up Amy. I find myself walking to the door and opening it. “Congratulations! We saw your car in the driveway and thought we’d come round to see your new bundle of joy. How are you both?”. The screams from Amy echo throughout the house. Chris is nowhere to be seen. “Duty calls” I try to joke. I pick Amy up and realise from the smell why she’s crying so loudly. As I turn around, I see our next-door neighbours have already taken off their shoes and are in the kitchen putting the kettle on. I quickly try to change Amy’s nappy before they enter the lounge, but they both suddenly walk in and see Amy lying there on the changing mat. Her deformed leg was exposed for all to see. “Aw, what a beautiful baby. Do you have a name yet?”. “Amy”, I reply. Then it all goes quiet. I see their gaze fixated on her leg. They look at each other. They say nothing. I say nothing. Silence. “Look, we can see you’ve got your hands full here. Please do let us know if we can be of any help. Congratulations again”. Before I knew it, they had left, with the tea still brewing in the pot. “Chris!” I shout. “Where are you?”.
Fast forward four years, Amy’s first day at school. Until today, Amy has had little interaction with other children. I stopped working to care for her, and we have been in our own little bubble ever since. Although I insisted Amy wore her new school trousers on her first day, she ignored me and put on her shorts because the trousers kept catching her prosthesis. We then drove to school, where I knew my deepest fears would be realised. I tried to ignore them to avoid spoiling another precious family moment. I turned to see Amy in the back of the car smiling as she gazed out of the window. She was beyond excited to start school and to meet the other children. We park the car and walk to school, with Chris two steps behind us both. As we wait by the gates to be let in, I can already see the other parents gazing at Amy’s prosthesis. I instinctively pull Amy closer to me. A child then runs up to Amy, “Wow! Cool leg!” Amy smiles. I smile. “Where did you get your leg from?” Amy looks at me. The child’s mother shouts at him “Alex, come back here. Don’t be so nosey. Leave that child alone” and then apologises to us. The gate opens; Amy walks in and doesn’t look back. I stand there, feeling utterly powerless. Tears well up in my eyes. I turn to Chris, but he’s already started walking back to the car. For the whole day, I can’t focus on anything else. I rang the school receptionist 3 times, but apparently everything was ‘fine’. I arrived at the school gates 30 minutes before pickup. I saw Amy queuing up to leave and breathed a sigh of relief. But the beaming smile I left her with had now gone. She walked up to me and looked dejected. I gave her the biggest cuddle, but she didn’t reciprocate. The walk to the car was silent. As we sit in the car, I ask, “So, how was your first day?” “Fine”, she replies. For the rest of that evening, Amy remained unusually distant and quiet. The next morning, she got dressed by herself. We drove to school and waited by the gates. The gates opened and Amy walked in. It was only then that I realised Amy was wearing her school trousers.
As the first year of school comes to an end, sports day beckons. Chris and I arrive early to get a good position to watch. The smell of the freshly cut grass brought back memories of Chris’s own sports days when he’d won all his running races. Amy is in the blue team; the same team Chris used to be in. All the other parents arrived soon after. They appeared to know each other. The children then arrived; some with smiles on their faces, others with fear for the day ahead. We struggled to locate Amy. She wasn’t with the blue team. We then noticed she was walking out with the P.E. teacher and was helping to put the cones out for the running races. I looked at Chris. We said nothing. With the cones now laid out and the running races about to start, Amy helped hold one end of the finishing ribbon. We tried to make eye contact with Amy, but she avoided our gaze. The P.E. teacher then walked past. “Why’s Amy not participating?”, I asked. He looks somewhat taken aback. “So sorry, I thought we said. We wanted to ensure everyone’s safety today for health and safety reasons. Anyway, Amy’s been such a good help with setting everything up”. Not wanting to cause a fuss, I said nothing. As sports day comes to an end, we walk back to the car with Amy. As she sits in the back of the car, she says, “Mum?” “Yes, Amy. Are you okay?”. “Why can’t I be like the other kids?”.


4.3.2 [bookmark: _Toc185863449][bookmark: _Toc185863555][bookmark: _Toc185863661][bookmark: _Toc185863767][bookmark: _Toc185863873][bookmark: _Toc197684270]From Last to First
I’ve been to the coolest places ever, and I’ve seen my favourite athletes win in the biggest, most awesome stadiums. I’ve even found myself on the most magical running tracks, speaking with and running alongside my sprinting heroes. I’ve had my photo taken with Paralympians, and the coolest sports pundits have asked to be my friend. Every experience shimmers like stars in a galaxy, and is made even sweeter by all the new attention I receive when I walk through the school gates. “Benji! Tell us what happened at the race again!” the other kids shout, and everyone crowds around. They all want to know about my adventures! No longer am I Benji, the boy who is slow. No longer am I Benji, the boy who is ignored, laughed at, and pushed around the playground. No longer am I Benji, the boy who doesn’t get invited to playdates or parties. No longer am I Benji, the boy who is always picked last. I’m still Benji the boy who is different, but this time I’m different in a cool way! It was last year, during the summer holidays, when everything changed. So let me take you back.
 Ever since my leg was amputated, I always had this feeling that I didn’t belong. There was always this nagging feeling deep down inside me that I was different from the other kids at school. As I got older, I noticed it more and more. There wasn’t a big moment when I realised, I was different; it was just lots of little things over time. One of my legs is a prosthetic leg, and it used to be heavy, clunky, and super ugly. I was always slower, and I got tired really fast. The other kids at school used to stare at me and call me names all the time. I hated that. My Mum was so cautious too. She always kept a close eye on me and didn’t let me wander too far from her side. So, I would stay inside as much as possible. I’d often find myself just sitting and watching TV or playing computer games, although I would have preferred to be outside. And primary school, well, it was just not fun for me. I had been so excited about it, but it didn’t turn out like I’d hoped. When I first started, I would try and join in games during playtime. I tried and tried, but I just couldn’t keep up. Eventually, no one wanted to play with me. They would laugh at me and shove me around the playground instead. Other kids that I wanted to be friends with didn’t want to hang out with me. They never picked me for their teams. I felt like I was always disappointing everyone.
I remember the day I got invited to a soft play party. I thought it would be fun—15 kids, all jumping around. But guess what? No one noticed me. It was like I wasn’t even there. When it was time to play a game, everyone got picked for teams. Everyone except me. I just stood there until one of the mums put me on a team because she felt sorry for me. But during the game, the other kids ignored me. I was there, but it was like I was invisible. And then, I heard it. The words that really hurt. “Why did he even come? Who invited Benji anyway?” The giggles afterwards made it worse. I tried to pretend I didn’t care, but I did. A lot. Weeks went by, and I saw kids talking about other parties I wasn’t invited to. “Benji’s too slow”, they’d say. I heard it so many times that I started to believe it. I didn’t like being me. I didn’t want to be around me. I didn’t want to be me anymore. I wanted to be normal. I wanted to be like the other kids. I just wanted to fit in.
Then one day, I remember, I was looking out of my window watching all the other kids playing together in the park, and my Mum shouted up to me “Quick, Benji, come downstairs. Look, it’s starting!”. I rushed into the living room and there it was. My turning point. I stared, frozen. I couldn’t believe my eyes. There were runners—really fast runners—on the TV, but they looked, well, like me! I had never seen so many people in one place who looked like me. But they looked different too. I mean, they all had prosthetic legs, but their prosthetic legs were awesome! They were so colourful, smooth and shiny, and looked so cool. They all looked so strong and powerful too. And they were so fast. I just couldn’t believe my eyes. Everyone who was watching them looked so excited. The people in the stands, the crowd on the tall benches, and the happy faces on the sidelines were all cheering and clapping. That’s a world I wanted to be part of, I thought. I watched them running on this bright red surface that wound around like a magical path. They looked like superheroes. The hairs on the back of my neck stood up, and my heart began to race. I couldn’t believe what I was seeing. I turned to my Mum who was staring at me rather than the TV. I could see she had a tear in her eye. “Mum, this is… this is amazing! Who is he, Mum? Who’s that man?” I blurted out. “That’s Jonnie Peacock”, she replied, smiling at me. “Can I be like him one day?” I asked excitedly. “Can I? Can I? Can I have his leg? Please, Mum? Can I?”. I felt this feeling I had never felt before. I couldn’t describe it or understand it, but it felt so good. “He’s a Paralympian, that’s why he’s got a special prosthetic leg”. “What’s a Paralympian?” I replied.
Fast forward 12 months … And here I am now. At the school gates, all the kids gather around me in excitement. “Benji’s leg is so shiny and cool Mum, can I have one too please… please!” I’d overhear my new friend, Emma say. Others would stare and smile in the hallway, offering me their sweets in exchange for some sort of assurance that I’d remember them when I became famous at the Paralympics. “Come around to the community sports hall this weekend Benji; we’re having a sports party. We need you on our team,” my new friend Lucas pleaded with me. That weekend, I went. I wore shorts to show off my new sports leg. This wasn't just any prosthetic. It was a marvel! It was beautiful. Its finish shimmered like the light of distant stars. I felt like a superhero. I was chosen first to be on the football team at Lucas’ sports party. I felt amazing. I fitted in. I felt proud of my leg. Of myself. I looked over at Mum standing with the other parents in the crowd. I could finally see her smiling too. And I smiled back because I knew—I was still different, but now, being different was the best thing ever.
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Priya had always hated confrontation. Her husband, Jay, described her as a people pleaser, especially when it came to their daughter, Maya. Priya would often apologise for Maya. She’d apologise if she felt Maya was an inconvenience, for the extra hassle, and for any awkwardness caused because of Maya’s disability. But, one day, this all changed. Priya changed. She decided enough was enough. She’d become tired of a world that did not accommodate her daughter. She’d become tired of not speaking up for her. While she knew change wouldn’t be easy, what she had learned over the years was that change would only happen if she did something about it. Priya’s fight for change began when, one day, Maya ran through the school gates and into her arms. Her bottom lip was trembling. Not wanting to cause a scene, Priya pulled her aside. “What’s wrong, Maya?” she asked gently. "They didn’t even let me play, Mum! They wouldn’t let me play" Maya sobbed. Priya could see in her daughter’s eyes that she needed help, and she was looking for that help from her Mum. "I just had to stand there and hand out cones and balls while everyone else got to have fun”. Priya felt a knot in her stomach and realised that she couldn’t sit on the fence anymore. On the one hand, she didn’t want any confrontation, especially as this was Maya’s first P.E. class in her new secondary school. But on the other, she realised that she had to do something for her daughter. After all, this wasn’t the first time Maya had felt excluded from P.E. It had happened in Primary school too, but she dismissed it and encouraged Maya to try and fit in. But these experiences were becoming too common to ignore now. This was one experience too many. It was the straw that broke the camel’s back. Change was needed. That day, a switch flipped inside Priya.
Once they had arrived home, Maya went to her room to be alone. Priya sat down and stared out of the window at the quiet street with the houses lined neatly, giving the appearance that everything was easy here. But she knew better. She thought of all the times Maya lacked the right equipment, felt isolated, or cried because she was left out. Priya opened her laptop and searched for an online support forum that had been recommended to her a few years earlier. Although she had joined the group, she had never really engaged with it. The forum was a space where parents of children with limb differences and amputations could seek advice from one another. That evening, she was accepted into the private forum and decided to ask for guidance. She was amazed at how many parents could relate to her experiences. This not only made her feel less alone but also gave her the confidence to take action and help Maya. Lots of ideas on how to bring about change flooded the forum. Having sat back for years, Priya found herself compelled to take action. 
The next morning, Priya dialled the school. As ever she got the answerphone and began to leave a voicemail “Hi Miss Ada, it’s Priya. Maya’s mum" she began, her voice steady but determined. “I wondered if you could call me back as Maya has been really upset. She wants to get involved in P.E. but she’s being sidelined and not given the option to take part. She has a right to participate just like all the other children”. 
The next day, just before midday, Priya’s heart jumped when she saw Maya’s secondary school calling on her mobile. "Hello, this is Maya’s headteacher, Miss Ada. I received your voicemail. This is Priya, right?" Priya braced herself. “Yes, I am Priya. Maya’s Mum” she replied. "I just want to start by saying how sorry I am that Maya felt left out at P.E.,” said Miss Ada. "I have spoken with Mr. King the P.E. teacher, and he assures me he is doing the best he can. Please try and understand he’s trying to accommodate 30 active young children. It’s not easy for him. But thank you so much for bringing it to our attention. Is there anything else I can help with today?". Priya’s stomach tightened. She took a breath. A moment’s silence and then with a firm voice she said, "Miss Ada, let me be clear here. That’s not good enough”. She repeats, “That’s not good enough”. Silence. Priya took a deep breath and after what felt like a minute, she then said: “I have an idea which I think will help”. Priya could feel her heart racing and her palms sweating. But she had never felt this alive before.   
Miss Ada reluctantly replied: “Go on”. "I’ve spoken to Maya to find out what she wants, what she needs. I’ve also been speaking on a forum with other Mums who are experiencing similar issues in their schools. One Mum told me she invited a Paralympian, called Leona, into the school. She specialises in helping students understand disability, and she works with teachers to create inclusive P.E. lessons by rethinking how P.E. can be inclusive for all students. I think we must do the same, and I’m happy to arrange this on your behalf”. There was another long pause. Priya felt strong and couldn’t believe how assertive she was. She didn’t recognise herself. But she liked this new side of her. Finally, Miss Ada replied with a softer tone. "I’ll be honest with you, Priya. This is all new territory for us. But we’re willing to try. I’ll speak with Mr King and get back to you”. After the call ended, Priya stood still for a moment, feeling proud of herself. She felt a wave of relief wash over her. She had stood in the gap for Maya. She had spoken up for her, but she had also discovered a new strength within herself. She looked in the mirror and she couldn’t stop smiling.
The day finally arrived. Priya could tell Maya felt nervous. When Leona walked in with Miss Ada, the room fell silent. All the children looked at Leona in awe. Her clothes were bright. Her smile was so wide. She immediately captured everyone’s attention. Her prosthetic legs were visible, shiny and bold as she moved with ease and grace. "Hiya, everyone! I’m Leona” she began. Leona spoke to the class about life as an amputee and ended by allowing the pupils to answer any questions. “There’s no question too silly, so ask away!" Leona bellowed confidently. They asked about everything from how her legs worked to how she felt about them. Leona answered each question with humour and honesty. Maya listened intently, nodding along as Leona spoke about the challenges she faced and how she overcame them. When a girl asked if she had ever felt different or left out, Leona’s answer resonated deeply with Maya. "Yeah, I did because other people made me feel that way. But then I realised something important. We’re all different in our own ways, and that’s what makes us unique. My legs don’t define who I am; they’re just a part of my story. And you know what? I wouldn’t change a thing”. Maya’s eyes met Leonas, and she gave her a reassuring nod. At that moment, Maya felt a surge of confidence. 
Later in the day, Leona chatted with Mr King. "Leona, I really appreciate you coming here today" Mr King began. "I’ll be honest—I’ve been at a bit of a loss with how to include Maya in our P.E. sessions. I didn’t want to do anything that might make her feel uncomfortable, so I figured letting her help out on the sidelines was the best option”. Leona smiled, but there was a softness in her eyes that showed she understood Mr King’s dilemma. "It’s not your fault”, she said. “We need to change how teachers teach P.E. Currently; teachers aren’t taught how to make their sessions more inclusive. It’s not an exact science, but I hope I can help a little today. For now, I’ll provide some tips from other schools I’ve been to, but moving forward, my main advice for you would be to let Maya be your guide. Talk with her and other disabled children and engage with them. Find out what they want. Give them a voice. It’s about creating a space where every student feels included, regardless of their abilities. So why not let Maya help to design parts of the class and share ownership of the activities. It’s not easy but try and re-imagine what P.E might look like together. Not just for her but for all children. The key is to keep asking questions, stay flexible, and be creative”.
Maya had never been asked to work with a teacher before, and it made Priya smile with pride to hear Maya return home from school, full of conversations about the changes she and her friends were making not just in P.E., but across the school. The fight was worth it, she thought to herself. Still, beneath the pride, there was a feeling of regret. Priya wondered to herself, whether she should have done things sooner, and how much Maya’s world would have opened up if she did. Nonetheless, what mattered the most now, was that they could all see light at the end of the tunnel.
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Our daughter Ezzy has a congenital amputation. She was born without a right hand. Her arm stops just after her elbow. I can’t really remember why to be honest. It was a while ago. There was some medical term for it. I mean, it was upsetting for a moment, but then right from when Ezzy entered our life, the moment we laid eyes on her, held her, kissed and cuddled our baby, it’s just never been a big deal for us. I remember how the doctor and midwife dreaded telling us about her ‘missing’ arm when she was born. But we just couldn’t stop looking at her beautiful eyes. We were just so grateful to have our daughter. We really didn’t care about her ‘missing’ arm, because we had her. We had had a series of miscarriages, so perhaps that might explain our mindset at the time. We were just so, I don’t know, relieved and happy to have Ezzy in our lives. 
Looking back, I think a lot of other people were more worried than us about her arm. I remember some family and friends would look at Ezzy a certain way or ask about it, but I think because they could tell that we weren’t bothered by it, they soon realised that they shouldn’t be bothered either. After a while, like us, they just saw Ezzy; a wonderful, humorous, intelligent, and caring girl. Not a girl with one arm ‘missing’. I do remember one friend who continued to find Ezzy’s arm strange, but in the end, we stopped seeing them. My mantra in life has always been to ‘accept, adapt, and move on’ and that’s something my wife (Ada) and I (Ugo) now embrace together. It’s also what we want to instil in our daughter. I mean, in life you will always come up against challenges. But, as a family, we’ve learned to accept that life can be difficult. We think about what we can adapt, and then we try to move on.
Just like all families do, we’ve had our fair share of ups and downs. When Ezzy started school, we faced some challenges. Like lots of kids, she had a tough time making friends at first. We’ve always wanted to encourage her to be active, but some things didn’t come easily. Riding a bike was tricky, swimming was difficult, and catching with one hand took a lot of practice. We even tried music, but playing the piano wasn’t quite her thing either. Whenever we hit a bump though, we’d sit down and talk as a family. Over time, we found our own way to approach things. We’d accept, that something was hard, adapt by thinking about how we could make it work, and then move on.
We’ve met a few parents of children with an amputation. Everyone just copes the best way they know how. Some feel it’s best to be more protective, and I can completely understand why. And of course, some make life changes or allowances to suit their child’s needs. But, I guess for us, what has worked has been just getting on with things and trying to fit in with what’s available in our community. I mean, we often forget about Ezzy’s arm, to be honest. We don’t feel we need to tell teachers, coaches, or other parents about her arm. We just like to give her the chance to try things out and see how she does. For example, Ezzy went to ‘clip ‘n climb’ the other day. It was tough, but she figured out a way to make it work. There’s always a way with Ezzy. That’s one of the many reasons why we are so proud of her. She just adapts, and we really hope she carries it with her. We won’t be around forever, and we won’t always be there to guide her. But we know whatever comes her way, she’ll be fine. She’ll know how to accept, adapt, and move on.
I think one of the best things that has helped to provide so many learning experiences for Ezzy is sport. She absolutely loves P.E.—it’s her favourite subject—and she’s joined pretty much every after-school club going. What’s helped us a lot is her P.E. teacher. He’s amazing. What we appreciate most is that he doesn’t treat her any differently because of her arm. He doesn’t make special adjustments for her, or try to make things easy, and that’s helped Ezzy figure out how to adapt on her own. He just loves her attitude in P.E., and we are so thankful for how he has helped her to become even more resilient. We often hear about adapted sports or activities for children with disabilities, and they sound like wonderful opportunities. But for us, we’ve chosen to stick with what’s available in the community. It’s not that we want to make things harder for Ezzy—or easier for anyone else—we just want her to have the chance to figure things out in the same setting as her peers. More than anything, we want Ezzy to be known for who she is, not as ‘the girl with the missing arm’. For us, it’s all about accepting, adapting, and moving on—that’s the approach we try to live by.
4.4 [bookmark: _Toc197684273]Discussion 
Creative non-fiction bridges the gap between academic inquiry and broader societal engagement (Crewe, 2021). By situating the narratives within the principles of creative non-fiction storytelling, the research navigated the delicate interplay between objectivity and subjectivity. This was done whilst still ensuring that the stories remained authentic while resonating with diverse audiences. This methodological approach brought to light the emotional and relational dimensions of living with LDA. It captured experiences of stigmatisation, growth, advocacy, and integration in ways that transcend traditional qualitative reporting. The crafting of participant stories—'Why Can’t I Be Normal?’, ‘From Last to First’, ‘Equal Play’, and ‘Accept. Adapt. Move On.’—served as a vital conduit for illustrating the narrative typologies of stigmatisation, quest, advocacy, and integration. Each story, rooted in the unique experiences of participants, was shaped through an iterative process that prioritised participant voices while incorporating narrative devices to enhance relatability and impact. This approach validated participants’ lived experiences and offered them a platform to challenge societal norms, inspire change, and foster understanding. 
Balancing Objectivity and Subjectivity in Storytelling
Balancing objectivity and subjectivity is one of the central challenges in creative non-fiction storytelling, particularly within the context of qualitative research. Creative non-fiction demands a delicate equilibrium where the researcher remains faithful to participants' narratives (objective) while acknowledging the role of interpretation and storytelling techniques (subjective) (Goodall, 2008). In this research, both objectivity and subjectivity were carefully considered to ensure the final stories captured the essence of participants' experiences while maintaining credibility and trustworthiness. Objectivity in creative non-fiction involves grounding the narrative in factual accuracy. Participants' words, timelines, and significant life events are preserved as faithfully as possible to ensure the integrity of the data is not compromised. This was achieved through rigorous transcription reading, cross-checking of information, and member checking. Ellis (2004) argues that objectivity in storytelling is not about detaching from the data but rather about ensuring that the story remains anchored in the truth of participants’ lived experiences. For example, while reconstructing dialogue or describing events, I was especially conscious of avoiding exaggerating details or introducing elements that did not exist in the original accounts.
On the other hand, subjectivity is an inevitable and valuable part of qualitative research and creative non-fiction storytelling (Lemire, 2023). It is through my lens as the researcher, that raw data was shaped into a cohesive narrative. Subjectivity here allowed for interpretation, empathy, and creativity in presenting participants’ stories (Lundberg, 2023). Yip (2023) highlights that researchers bring their own positionality, biases, and interpretations to the storytelling process, which can enrich the narrative if handled reflexively. Subjectivity does not mean inventing elements but rather reflecting the researcher’s choices in how stories are told—what details to include, what moments to emphasise, and how to convey participants’ emotional truths (Swanson, 2017; Gunzenhauser, 2013). While facts and timelines anchor the narrative in objectivity, subjective elements—such as the choice of language or focus on particular moments—help convey the depth and richness of participants’ lived experiences (Lemire, 2023). As Denzin (2014) highlights, the emotional and subjective dimensions of storytelling are vital in helping readers connect with the stories on a personal and empathetic level. 
The balance between objectivity and subjectivity is maintained through reflexivity, which involves critical self-awareness of the researcher’s role in shaping the narrative (Dodgson, 2019). Reflexivity allows the researcher to acknowledge their influence while remaining committed to ethical storytelling (Olmos-Vega et al., 2023). For example, throughout this research, reflexive journals were kept to document decisions made during the storytelling process, ensuring transparency and accountability. This practice aligns with Tracy’s (2010) concept of “sincerity” in qualitative research, which emphasises honesty and reflexive consideration of the researcher’s subjectivity. Additionally, the interplay of objectivity and subjectivity is evident in how narratives are structured. The objective details form the backbone of the story (i.e., factual events, quotes, and timelines), while subjective elements add texture and meaning (Lemire, 2023). For example, a participant’s description of their advocacy journey might be objectively described through specific actions they took, while subjective elements such as their feelings of empowerment or frustration add emotional depth to the narrative (Sparkes, 2002). By balancing these two elements, creative non-fiction storytelling in this research achieves a dual purpose: it provides an accurate account of participants’ lived experiences while offering readers an emotionally engaging and interpretively rich narrative. This balance ensures that the stories inform and inspire, thus helping to bridge the gap between academic rigour and creative expression.
[bookmark: _Toc185863456][bookmark: _Toc185863562][bookmark: _Toc185863668][bookmark: _Toc185863774][bookmark: _Toc185863880]In conclusion, creative non-fiction storytelling thrives on the interplay between objectivity and subjectivity. While objectivity ensures the integrity and authenticity of the narratives, subjectivity allows for interpretive depth and emotional resonance (Lemire, 2023). Through reflexive practices, participant feedback, and ethical storytelling principles, this thesis navigates the complexities of balancing these elements and produces narratives that are both truthful and profoundly human. By achieving this balance, the stories fulfil their purpose of amplifying the voices of participants while engaging audiences in meaningful and impactful ways.
Benefits and challenges of storytelling
One of the main benefits of re-storying my participants’ narratives, was its ability to humanise participants’ experiences, making them relatable to a broader audience. Through techniques such as descriptive imagery and characterisation, I could bring their stories to life. For instance, when portraying a mother’s journey of advocating for her child with a limb difference, I used vivid descriptions of her tone, body language, and the settings she navigated to create a powerful and immersive account. This approach ensured that readers could empathise with her struggles and triumphs whilst also fostering a deeper connection with her narrative. Another benefit was the capacity of creative non-fiction to capture the emotional truth of participants’ experiences. Academic language often feels too clinical or detached to convey the nuances of human emotions, but creative storytelling allowed me to delve into the heart of participants’ joys, fears, and frustrations. For example, one participant described the moment they first saw their newborn baby, and through creative non-fiction, I was able to portray both the external events and the internal emotions—the mix of relief, mourning expectations, and uncertainty. This level of emotional engagement made the narratives more compelling and meaningful.
[bookmark: _Toc185863457][bookmark: _Toc185863563][bookmark: _Toc185863669][bookmark: _Toc185863775][bookmark: _Toc185863881]Finally, creative non-fiction bridged the gap between research and advocacy. By crafting narratives that were both accessible and engaging, I was able to share participants’ experiences with audiences who may not typically engage with academic work, such as policymakers, and community members. I was also able to share the stories with people who had no knowledge of the plights of children and young people with LDA. The stories evoked empathy, a willingness to challenge stereotypes and promote positive change, and ultimately, an understanding of life and physical activity experiences of children and young people with LDA, as well as their families. This was a core aim of the research.
While creative non-fiction brought many benefits, it also presented several challenges that I had to navigate carefully. One of the most significant challenges I faced was deciding how much creative interpretation to apply without compromising the integrity of participants’ experiences. For example, reconstructing dialogue or imagining sensory details to enhance a scene felt necessary to create vivid and engaging narratives. However, I was mindful not to stray too far from what participants had shared. I often found myself revisiting the original transcripts to ensure that my interpretations were grounded in reality and did not inadvertently misrepresent their stories.
Another challenge was managing the ethical complexities of storytelling. As the primary author of these narratives, I held significant power over how participants’ experiences were framed and interpreted. This responsibility weighed heavily on me, particularly when writing about sensitive topics such as stigma, bullying, or personal struggles. I frequently questioned whether my choices in structuring or wording a story might unintentionally perpetuate stereotypes or overshadow participants’ agency. To address this, I sought feedback from supervisors at multiple stages. I also engaged with participants, giving them the opportunity to read the stories and feedback, thus enhancing the rigour of the research. 
One parent reflected deeply on the way the stories captured their family's journey, saying:
I read the stories several times. You know, I must say, each time it felt like you were speaking directly to us. It's rare to find something that truly reflects the complexities of our experience. It’s a story yes, but it’s our life written down with so much care and accuracy! I honestly think this will help future families understand that they are not alone. 
For many, the stories provided recognition and a sense of relief that their emotions had been understood and articulated. One participant shared:
After reading the first story, I had this overwhelming feeling like a weight had been lifted off my chest. I can’t really explain. It’s like someone followed us around for years. Every step. And then finally put into words everything we’ve been through. It felt like a long-overdue acknowledgment.
Another participant expressed how the stories allowed her to reflect on emotions she had long struggled to articulate, noting:
When I read through the stories. I didn’t even realise how much I needed to hear these things. Reading about other parents going through the same thing, it made me feel less isolated. My emotions were valid even though I really struggled with it all. There’s words there that I couldn’t find myself.
The inclusion of multiple voices and experiences within the resource was particularly meaningful, as it helped participants connect with the broader context of limb difference while also seeing themselves reflected in different aspects. One participant remarked:
The power of these stories is incredible. I found myself in every single one but in different ways. Some parts made me cry. I think because I knew that what I was reading was real and not just some fiction novel. 
This approach reflects the ethical commitment to participant empowerment, ensuring that their experiences are not merely co-opted for academic purposes but are respected and honoured in their entirety (Thomson et al., 2025). There were still opportunities for refinement that were recognised through the feedback. One participant raised an important issue regarding the language used in a creative non-fiction story titled From Last to First. Specifically, they expressed discomfort with the story's initial framing, which used the term "Olympians" as a source of inspiration rather than "Paralympians". This terminology, they explained, failed to adequately reflect their identity and the broader experiences of individuals with LDA. Through open dialogue, this concern was collaboratively addressed, leading to a revision of ‘Olympian’ to ‘Paralympian’. Other participants echoed the sentiment, agreeing that this change was necessary to maintain the narrative's integrity and alignment with their lived experiences. This adjustment improved the specific story in question while also emphasising the importance of linguistic precision in conveying the authenticity of the participants’ realities.
In this study, time constraints posed a challenge, particularly given the iterative nature of creative non-fiction storytelling. Crafting narratives that were both authentic and engaging required multiple drafts. While this process was essential for maintaining fidelity to participants’ voices, it was also time-consuming and required careful project management. I often found myself balancing the desire for perfection with the disappointment of how long crafting stories was taking. However, I understood that regardless how long the process took, it was more pertinent that the stories were authentic and powerfully accurate.
Finally, translating participants’ complex experiences into coherent and accessible narratives was no small task. Some stories were nonlinear, with participants recalling events in fragmented ways or focusing on seemingly unrelated details. As the storyteller, I had to piece these fragments together into a cohesive narrative while respecting the way participants chose to share their experiences. This required creativity, patience, and a deep commitment to honouring their perspectives.
4.5 [bookmark: _Toc197684274]Conclusion and Final Reflections
This chapter has explored the intricate and transformative process of re-storying participants’ narratives. It offers a comprehensive account of how their lived experiences were translated into creative non-fiction stories 'Why Can’t I Be Normal?’, ‘From Last to First’, ‘Equal Play’, and ‘Accept. Adapt. Move On.’. The study illuminated the critical role I played in this endeavour, emphasising the balance between preserving factual accuracy and employing narrative techniques to convey the richness and complexity of participants' lives. Through a blend of artistry and fidelity, the narratives reflect the participants’ realities whilst providing a compelling medium for understanding and disseminating their experiences.
Throughout the re-storying journey, the chapter addressed ethical and methodological considerations, reflecting on the complexities of representing participants' narratives with integrity and sensitivity. It also highlighted the dual responsibilities of the researcher as both an interpreter and a custodian of these stories. Researcher reflexivity was integral to this process, offering insights into the emotional and intellectual challenges of re-storying while acknowledging the power dynamics inherent in storytelling. The benefits and challenges of storytelling were critically examined, underscoring its potential to amplify marginalised voices and evoke empathy, alongside the tensions of navigating authorship and representation. Ultimately, the narratives created in this chapter exemplify the transformative potential of storytelling in research, providing an avenue for meaningful engagement with complex phenomena.
Reflecting on the process of re-storying, I recognise that this work was deeply personal for me. As a parent and a nurse, I felt a deep sense of responsibility to represent the experiences of these families in a meaningful and respectful way. My background in nursing, where empathy and understanding are central to patient care, influenced how I navigated this process. I had a desire to ensure that participants voices were not only heard but were shown in a way that honoured their realities.
While I have not lived the experiences these families have faced, my responsibility as a researcher felt heightened. I constantly reflected on my role in the research—both as an outsider to the lived experience of limb difference but also as someone who, as a parent, could relate to the universal desire for support, understanding, and advocacy for my children. This dual perspective shaped how I engaged with the stories as I was mindful to approach each narrative with sensitivity. Moreover, I recognised both my place in the research and the importance of giving these families a platform to share their experiences.
As a nurse, I was attuned to the emotional and relational dimensions of the participants' lives, which often go overlooked in clinical and medical settings. This informed my approach to storytelling honestly, as I understood the complexities of healthcare and family dynamics. I knew that the challenges these families face extend far beyond physical care. It impacted their emotional, social, and psychological well-being. In creating these stories, I hoped to capture and convey that depth of experience and ensure that the emotional resonance of their journeys was not lost in the process.
The emotional labour of engaging deeply with participants’ narratives was another challenge I encountered. Hearing accounts of discrimination, grief, or moments of difficulty during the birth and early phases of the children’s lives often evoked strong emotional reactions in me as a researcher and as a parent. I remember feeling a deep sense of anger when a participant recounted the significant number of bullying encounters he faced in Primary school, and a parent’s descriptions of having to fight just for accessibility to services, opportunities to participate, and inclusive education. At times, these emotions were difficult to process, but they also motivated me to ensure that the participants’ voices were heard. Writing reflexive journal entries helped me process these emotions and maintain a professional yet empathetic stance throughout the storytelling process.
The responsibility I felt as a parent and as a nurse guided my work and motivated me throughout this research. For me, this study was not just an academic endeavour—it was a deeply human one. It was grounded in empathy, understanding, and the deep desire to impact through the recognition that every family’s story has the power to inspire change.
In conclusion, this chapter demonstrates how creative non-fiction can be leveraged to humanise research findings, foster connection, and provoke critical reflection. The stories presented contribute to academic discourse on LDA and hold the power to resonate with broader audiences, inspiring action and advocacy. By combining methodological rigour with creative expression, this chapter exemplifies how storytelling can serve as both a research tool and a catalyst for social change.



[bookmark: _Toc185863459][bookmark: _Toc185863565][bookmark: _Toc185863671][bookmark: _Toc185863777][bookmark: _Toc185863883]
[bookmark: _Toc197684275]Chapter 5 (Study 3):
From Story to Resource: 
Co-Designing a Resource on The Collection of Stories of Life and Physical Activity
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This study aimed to address the challenges faced by children and young people with limb differences and their families by developing a practical and impactful resource through a co-design process. The focus was on creating a resource that would resonate with its end-users (i.e., children and young people with LDA, their families, educators, health professionals, charities and lay-people) by engaging them directly in every stage of the design process. This was done through a series of collaborative focus group workshops and working group meetings with participants (i.e., children and young people with LDA, their parents and siblings). The co-design process ensured that the resource was authentic, accessible, and aligned with the needs of its intended audience. Families provided continuous feedback on the resource, structure, and design, which led the resource design. This collaborative approach resulted in a book designed to raise awareness and promote understanding among educators, healthcare professionals, and the wider public about the realities of living with LDA. The resource also received an official endorsement from a National Disability Support Organisation (NDSO). This further affirmed its value as a meaningful advocacy tool. The feedback from a diverse range of readers underscored the potential for this resource to drive social change by raising awareness. Ultimately, this study highlights the transformative potential of co-design in creating resources that are both practical and deeply resonant.




5.1 [bookmark: _Toc197684277]Introduction
Co-design is a participatory approach that engages participants directly in the creation process of resources (Singh, 2023). It ensures that their experiences, perspectives, and insights are embedded in the final product (Benz, 2024). This method contrasts with traditional design models, where professionals or researchers typically make decisions without active input from the intended users (Sanders & Stappers, 2008). In co-design, participants are recognised as experts in their own lived experiences, and their involvement is essential to crafting solutions that are both relevant but also meaningful (Fylan, 2021). This approach is grounded in the belief that user collaboration leads to more effective, contextually appropriate, and innovative outcomes (Benz, 2024). Co-design, therefore, is particularly valuable in contexts where the users' needs are complex and diverse, or where there is a risk of misunderstanding these needs from an external perspective (Murray, 2007). Research shows that when end-users are involved in the design process, the resulting solutions are more likely to be adopted and have lasting impact (Hensley, 2023). By involving participants as co-creators, co-design cultivates a sense of ownership and empowerment, thus increasing the likelihood of a resource being relevant, accepted, and sustainable in the long term (Benz, 2024; Hensley, 2023). This participatory approach also enhances social inclusion and promotes a deeper understanding of users' needs, as participants are not merely informants but active collaborators (Vargas et al., 2022).
The application of co-design is particularly important when designing resources or interventions for vulnerable populations who may have experienced exclusion or marginalisation in traditional research processes (Benz, 2024). In the context of this study, co-design was employed to develop a resource for children and young people with limb differences, and their families. Children and young people with LDA and their families face a range of challenges, including stigma, exclusion from social and educational activities (i.e., P.E.), and limited access to appropriate support services (Shakespeare, 2014; Oliver, 1990). These challenges are compounded by societal misconceptions about disability, which often lead to marginalisation and inequitable access to resources (Goodley, 2014). Co-design was, therefore, an ideal methodology for this study, as it allowed for the active involvement of families in the designing of a resource that accurately reflects their lived experiences and addresses the complex realities of life with LDA.
One of the key strengths of co-design is its ability to ensure that the resource developed is both practical and emotionally resonant. By engaging families as co-designers, the study ensured that the resource would meet the practical needs of families living with LDA whilst also being grounded in the emotional experiences of those who navigate these challenges daily (Benz, 2024). This collaborative process facilitated the incorporation of diverse perspectives, allowing the resource to be reflective of way in which participants wanted their stories to be told (Murray, 2007). As co-design encourages iterative collaboration, it also ensured that families had the opportunity to provide continuous feedback on the resource, thus refining the product in a way that aligned with their expectations and being led by them (Hoddinott et al., 2018).
To conclude, the third aim of this study was to develop a practical and impactful resource through a co-design process with participants. This phase marked a shift from earlier narrative exploration and storytelling to the practical application of these insights. The goal of Aim 3 was to create a resource that would be an informative and empowering tool that addresses the social, emotional, and practical challenges commonly faced by families of children with LDA. The co-design process allowed families to be contributors of data and active partners in the creation of the resource, thus ensuring that it is both practically useful and emotionally engaging.
This chapter will explore the co-design process in detail, documenting the steps taken from conception to implementation. It will introduce the resource that was developed and highlight the contributions made by participants throughout the design process. By focusing on the co-design approach, this chapter will provide a deeper understanding of how families shaped the resource and the ways in which their input enhanced its relevance, emotional engagement, and practical application. Additionally, the chapter will reflect on the strengths and challenges of the co-design process. It will do so by providing a critical evaluation of how this approach contributed to the development of a resource that is both practical and emotionally engaging. Feedback from participants, external stakeholders, and the wider community will be shared, along with an exploration of the broader implications of this co-design process for future research.
5.2 [bookmark: _Toc197684278]Methods
5.2.1 [bookmark: _Toc197684279]Contextual and Theoretical Foundations
The decision to adopt a co-design approach was deeply rooted in the contextual and theoretical underpinnings of this research. Co-design, as a participatory and collaborative method, is able to sit within the methodology of narrative inquiry. In support of this, Bradbury (2015) explores participatory approaches in research, including co-design, and highlights their ability to integrate seamlessly with methodologies like narrative inquiry that value lived experiences and shared meaning-making. Similarly, Sanders and Stappers (2008) illustrate how co-design can enhance storytelling by engaging participants as co-designers. Chilton and Leavy (2014) emphasise this further in stating that co-design approaches enrich the storytelling process within narrative inquiry. Through co-design, participants transitioned from subjects of study to collaborators, contributing their insights, preferences, and expertise at every stage of the process (Benz, 2024). This iterative engagement ensured that the resulting resource was both reflective of their experiences and adaptable to their needs. Unlike traditional methods, where participant feedback is often sought near the end of the research cycle (Morse, 2002), co-design integrates participant input and contributions and allows resources to be led by them. This consequently fosters a sense of ownership and empowerment (Lim, 2024). In this research, co-design was particularly relevant for addressing the unique challenges faced by families of children with LDA. Conventional research methods provide an external understanding of these challenges, but co-design allowed families to bring their insider knowledge directly into the design process (Grindell, 2022). This was especially valuable for identifying effective strategies, and narratives that resonated with the community.
The co-design process served as a bridge between the narrative inquiry and creative non-fiction methods used earlier in the study. Four narrative typologies—Stigmatisation, Quest, Advocacy, and Integration—were translated into creative non-fiction stories, which provided a foundation for co-design discussions. Families reflected on these stories, considering how their lived experiences and insights could be represented as a resource. At this point, neither I nor the participant knew what the resource would be. Participants also suggested adaptations, such as including alternative endings to each story to reflect the diversity of experiences within the limb difference community. These elements will be explored in greater detail later in this chapter. By combining narrative inquiry and co-design, this research demonstrated a holistic approach to understanding and addressing the needs of families with LDA. While narrative inquiry facilitated the collection and representation of lived experiences, co-design translated these insights into practical applications. This ensured the resource was both theoretically grounded and practically impactful (Tyndale et al., 2020). This continuum—from storytelling to resource creation—underscored the study’s commitment to both academic rigour and real-world relevance. The collaborative co-design process embodied the principle of “nothing for us, without us” (Benz, 2024), which ensured that families not only contributed but led the process, shaping the content and focus of the resource.
5.2.2 [bookmark: _Toc197684280]Research Philosophy
 This study is underpinned by a constructionist epistemology, which provides a meaningful framework for understanding how the co-designed resource was developed in collaboration with its intended users. A constructionist approach recognises that knowledge is not fixed but is co-created through social interactions and shaped by the cultural, historical, and contextual factors influencing participants’ perspectives (Crotty, 2003). By positioning the research within this paradigm, the study emphasises the importance of collaborative meaning-making, where the knowledge generated is shaped by the interactions between children and young people with LDA, and their families.
A key principle of constructionism is the acknowledgment of multiple, diverse truths (McLeod, 2024). Rather than aiming to uncover a singular objective reality, this research embraced the multiplicity of truths that emerged through the collaboration between participants and the researcher (Bates, 2010). The design process was shaped by the input of the participants, and it was influenced by the broader social and contextual factors that impacted their lives. As a result, the final resource authentically reflects the diverse needs and realities of its end-users, ensuring that the product was not only relevant but also meaningful to the families it was designed to support (Smith & McGannon, 2017).
Through this collaborative approach, the research foregrounds the idea that meaning and knowledge are co-created (Jolles, 2022). The participants were not passive recipients of information, but active contributors whose lived experiences shaped the resource’s development (Ellis, 2004; Sparkes, 2002). This approach to meaning-making ensures that the resource resonates with the participants' realities and reflects the diverse perspectives of families navigating inclusion and accessibility. In this way, the research does not solely focus on theoretical knowledge but highlights the dynamic, socially situated nature of knowledge creation, where multiple truths are valued and integrated into the final product (Lim, 2024).
5.2.3 [bookmark: _Toc197684281]Participants 
10 families who had participated in the previous studies (Study 1 and Study 2) were invited to join the co-design process (Study 3). This was to ensure continuity and deeper engagement with those who had already shared their stories. Law et al. (2021) suggest that ensuring continuity with existing participants can cultivate deeper engagement. Two family groups were not participants of this study as one was unreachable, and another declined due to personal matters. A total of 8 families across eight geographical regions in England participated. These regions included the Northeast, Northwest, East Midlands, West Midlands, East England, London, Southeast, and Southwest. The children in the study ranged in age from 4 to 17 years, with a mean age of 10.5 years. The group included 7 boys and 1 girl with diverse limb differences, such as tibial aplasia, Poland syndrome, fibula hemimelia, and fibular hemimelia with double Syme's amputation. In addition to the children and young people, 12 parents (8 mothers, 4 fathers) and 8 siblings (6 brothers, 2 sisters) participated in this study. 
In this study, the co-design focus group workshops were held on 2 separate days virtually through videoconference. The focus group workshops each ranged from 60 to 90 minutes in duration. These families represented a range of social backgrounds and adaptive strategies, ensuring that the resource would be reflective of the varied experiences within the LDA community. Then, following the focus group workshops, there were up to 30 informal phone and video calls (approximately 3-4 for each family) with participants as part of the iterative co-design process. This was done to ensure at each stage of the iterations in the co-design process, participants had an opportunity to share their thoughts. As Fraser-Barbour (2023) suggests, opportunities to share feedback as part of an iterative process is crucial in shifting power to people with disabilities during a co-design process. Adding to this notion, doing so ensures the power dynamic is not just shifted but that it is actually maintained. I conceptualised this as not simply nudging the power in the right direction (i.e., shifted) but ensuring it remains firmly strapped in throughout the entire journey (i.e., maintained), with no backpedalling. Farr (2018) supports this in his noting of the importance of sustaining equitable power relations from start to finish. 
5.2.4 [bookmark: _Toc197684282]Ethics
This study adhered to three critical ethical dimensions to ensure the research was conducted with integrity, respect, and transparency. Procedural ethics was strictly followed through the acquisition of ethical approval from the St Mary’s University Research Ethics Committee. Before engaging in the research, all participants were provided with detailed information about the purpose of co-design and its voluntary nature. They were also required to provide written informed consent, confirming their understanding of the research process from the onset of this programme of research. For participants under the age of 18, both parental consent and assent were obtained. This ensured that both children and their guardians were fully aware of the research scope and comfortable with their involvement (Tracy, 2010).
Situational ethics, which deals with the ethical challenges that arise in the field, were also pivotal throughout the study (Ellis, 2007). The study focused on co-designing a resource containing sensitive issues, including the emotional and physical struggles of children and young people with limb differences. Given the nature of the topics explored, I remained vigilant to the emotional well-being of participants. Reflexivity played a significant role, enabling me to critically examine how my non-disabled status and research position influenced interactions with participants. This process was supported by ongoing reflective discussions with my supervisors, ensuring that I remained adaptable and responsive to participants' needs while maintaining the ethical integrity of the research (Sparkes & Smith, 2014).
Relational ethics, which focus on cultivating a respectful, empathetic, and non-exploitative relationship with participants, were foundational to the study (Slattery & Rapp, 2003). I made a deliberate effort to cultivate trust with the families by recognising and respecting their expertise in their lived experiences. My reflexive practice ensured I was mindful of power dynamics and the ethical implications of my role as a researcher. By approaching each interaction with sensitivity and respect, I ensured that participants felt valued and supported throughout the co-design process, thus empowering them to contribute meaningfully to the development of the resource.
5.2.5 [bookmark: _Toc197684283]Data Collection and Procedure 
The co-design process was structured around several key objectives, with the primary goal being to ensure that families had genuine influence over the design of the resource, making the process both authentic and relevant to their needs. It was crucial to consider power dynamics carefully, with a focus on inclusivity and accessibility throughout. As Fraser-Barbour (2023) suggests, families should be encouraged to actively participate by contributing their ideas, reflections, and feedback, which helps to ensure that their lived experiences shape the resource. The co-design process in this study was therefore inspired by research that emphasises collaboration and shared decision-making between researchers and participants (Cooper and Tsekleves, 2017). 
To structure the co-design process, I adhered to the Design Council’s (2020) Double Diamond model, which offers a clear framework for co-design thinking.  The Design Council’s (2020) Double Diamond model of co-design divides the design process into four key stages (see Figure 7). These are discover (i.e., initial story-sharing), define (i.e., the workshop series), develop (i.e., resource development), and deliver (i.e., delivering the resource, final follow-up and refinement). 
The approach used draws from the principles of inclusive co-design, as proposed by the Design Council (2020). This includes active collaboration with end-users, ensuring solutions reflect their lived experiences, fostering accessibility and flexibility, promoting iterative development based on feedback, and empowering participants through mutual learning (Benz, 2024; Tyndale et al., 2020; Ku & Lupton, 2022; Sanders & Stappers, 2008). The Design Council’s (2020) co-design approach has been widely used in healthcare and community settings to ensure that end-users, such as families of children with limb differences, have an active role in shaping the tools and resources that impact their lives. As Williams (2024) suggests, adhering to these principles helps families and professionals alike to make informed, inclusive decisions.
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[bookmark: _Toc197686555]Figure 7: Design Council’s Double Diamond design process

The four stages of the Design Council’s (2020) co-design process guided the study from start to finish and ensured a structured approach that allowed the development of the resource to be iterative, inclusive, and responsive to participant feedback at every stage. This was especially important for external organisations and current affairs calling for this research. For example, the registered charity, LimbPower had expressed the need for research that would directly involve these families in developing resources that reflected their experiences. Furthermore, statistics show that only one in four disabled children participates in physical education (ParalympicsGB, 2024). This underscored the need for an inclusive, practical, and insightful resource. This study sought to answer the call to the charities’ needs and current affairs by producing a resource with participants that ensured the families had an active role in the leading and shaping of a tool that would be of practical use to them. In developing the resource, the families’ contributions were key. For example, they identified the most pressing challenges they faced in accessing resources and provided insights into what type of resource would have been most beneficial to them. These discussions were central to the co-design process to ensure that the resource would be grounded in real experiences rather than abstract theories (Thorburn, 2024). 
[bookmark: _Toc185863466][bookmark: _Toc185863572][bookmark: _Toc185863678][bookmark: _Toc185863784][bookmark: _Toc185863890]Co-Design Process
First, the ‘discover’ phase began with closely collaborating with the families to ensure their perspectives were central to the development of the resource. Before formal workshops began, an initial feedback session was held to introduce families to the process and to re-share the creative non-fiction stories developed during earlier research phases (e.g., narrative inquiry). These initial feedback sessions were vital for laying the foundations, establishing trust and collaboration, ensuring participants' engagement and aligning the project with their needs and expectations (Sanders et al., 2022; Stappers, 2008). During this period, families revisited the narrative stories. This provided them with the opportunity to reflect on how their experiences had been translated into narrative form and how these narratives could be shaped into a practical resource (Kimbell, 2011). I wanted the families to explore the problem space, and I wanted to gain a better understanding of their needs when accessing resources. This was also a moment where families could reflect on their experiences with past resources and, for some, the lack of resources. As Bate and Robert (2006) state, doing such provides a strong foundation for the co-design work in the subsequent stages. 
I made two requests to participants through email. First, for the families to write down their reactions to the creative non-fiction stories I had shared. Second, to note preferences and ideas regarding the format of a proposed resource. To help prompt them and guide their thinking, I listed a series of guiding questions for participants to consider in their own time in preparation for the upcoming workshop. The key questions asked were:
Which format do you feel would best present the stories you have just read? Why do you think this format would be most meaningful for your family or others? What aspects of the story resonated with you most, and which areas do you feel could be developed further as a resource for other families? How would you envision using this resource in your daily life? Are there specific situations where it would be helpful?
Then, the families were instructed to respond with feedback through email before the scheduled workshops (Bate, 2014). These responses were then compiled to guide the co-design workshops, ensuring the resource development remained aligned with families' preferences (Benz, 2024). The feedback collected in the initial emails provided general direction for the co-design process. One participant noted:
The stories are so real. I think it would be helpful for the resource to be a simple format—something that feels familiar, like a book we can keep. But maybe there should also be something online that we can access easily.
Another participant commented:
I like the idea of a resource that is really clear, something I can show other family members or friends if they don’t understand what we’re going through. Because, well, the stories would give them all insight. Something simple and easy to use would be helpful.
 These initial insights provided direction for the format and content to be presented during the workshops. One participant added: 
We’ve never had an opportunity to have a resource, so it would be new ideas for us—I’m not sure. It would be good to have different formats when we attend the workshop, so we can choose what works for us. 
While the responses were not definitive, they indicated a preference for a format that was accessible and visually engaging.
Then, in the ‘define’ phase, following the story-sharing, I facilitated two focus group workshops to create an interactive and collaborative environment (Schneidewind, 2021). These workshops, held on different dates to accommodate varying schedules, offered both weekend and weekday options, each lasting 60-90 minutes. Offering flexible scheduling options, such as these, enhances participant engagement and ensures inclusivity (Arias et al., 2020; Tynan et al., 2020). The workshops were crucial for building deeper reflections and creative input from families. They provided a structured yet flexible space for participants to share perspectives, explore options, and contribute to co-creating the resource (Vines et al., 2013). The design of each session was intentional as they were aimed at gathering diverse insights, eliciting preferences, and creating a platform for meaningful dialogue. This ensured that the resource aligned with the lived experiences and priorities of the families (Bommert, 2010; Ku & Lupton, 2022).
The scheduled workshop began with four families present for each (i.e., the weekday workshop and the weekend workshop). I started with a fun introduction rather than opening the workshops with a discussion of the study. I decided to first build and nurture a comfortable environment with the families. I began with a 10-minute ice breaker, where I asked the families to introduce themselves, then asked more informal questions (i.e., what is your favourite sport and why; if you were to invent a game, what would it be; what famous person would be on your team). I then explained the purpose of the workshop and the core aims of the study. Following this, I moved into seeking to understand them—what resources they had accessed before, what they hoped for, and what challenges they faced. One participant stated:
We’ve never done anything like this before. Wow. Nothing like this. Nothing has been given to us, and nothing has been designed by us. This is a first.
Another participant stated:
So, in the past, we’ve not been given anything. But you know when you go somewhere, and you pick up a leaflet in a waiting area; we’ve had those a few times. But they’ve been no good. They’re boring. And it’s usually a two-page leaflet. It didn’t even make it to 10 pages. It’s a shame, really. They’re never engaging. It's almost like it was made without asking for the opinion of the people it is made for. This is different. This is good.
These early conversations allowed us to build rapport and created a safe space where families felt valued and heard. Over the course of the workshop, this initial trust blossomed as participants were interactive, and able to engage with each other without me having to lead much. Discussions were guided by a few open-ended prompts to invite families to reflect deeply on how the resource could best serve the LDA community. Doing this ensured that all voices are considered as suggested by Koivisto and Hamari (2019). This laid the groundwork for what would become a meaningful and impactful co-design process. 
Once the foundation was solid, together, we began exploring how to translate their lived experiences into something tangible and something that could truly make a difference for other families facing similar challenges. As Coston (2024) states, every stage of the process should be marked by collaborative decision-making to ensure that the final product resonates deeply with its intended audience. 
I was aware that different opinions could arise in the workshops. To manage and reconcile differing opinions and reach a consensus, I used the Participatory Decision-Making Framework developed by Kaner (2014). I explained this process to the participants, and asked if they would be happy for me to take this approach should conflicting ideas arise. This framework prioritises inclusivity, ongoing engagement, and a structured process of deliberation, providing a methodical approach to navigating diverse perspectives. It unfolds in three key phases. Foremost, ‘divergence’ (i.e., the phase where a variety of ideas, perspectives, and solutions are generated without judgment or the immediate need for agreement). In this phase, participants are encouraged to share their thoughts freely. Thorburn (2014) states that doing so allows for the exploration of a wide range of viewpoints and creative ideas. Then, ‘exploration’ (i.e., the phase in which participants critically examine the ideas presented in the divergence phase, discussing their strengths and weaknesses) (Kaner, 2024). During exploration, group members collaboratively considered the feasibility and implications of each idea, deepening their understanding of the various options. Last, ‘convergence’ (i.e., the phase where the group narrows down the ideas to find common ground and make decisions) (Kaner, 2014). In this phase, the group worked toward building consensus by agreeing on the most viable solutions that align with the collective goals. This ensured a comprehensive and collaborative decision-making process during the workshops.
Next, in line with the develop phase of the Design Council’s (2020) co-design process, I ensured the workshops addressed the practical needs of participants. The sessions were structured to introduce families to different potential formats and functions of the resource (Tyndale et al., 2020). This was informed by the initial discourses with participants, where they had suggested having a resource that would be ‘clear, simple, and feels familiar’. Research supports exploring multiple format options during co-design, as it allows participants to reflect on past resources and consider how to improve accessibility and engagement (Goffin & Mitchell, 2010). I provided families with mock-ups of various options (i.e., digital guides, booklets, story boards, book images, and animations). While these were proposed formats, families were encouraged to offer fresh suggestions and ideas. This was to ensure the co-design process remained open to innovation (Macdonald et al., 2020). Participants were able to assess and develop ideas on what they felt would be most beneficial for their specific needs. This further ensured that the final resource would be both usable and engaging (Tyndale et al., 2020), as families sought both practicality and engagement through multimodal formats. One participant stated: 
A book format is just easier for us; it’s something we can keep around and refer to anytime. But I think adding a digital version, maybe an online platform or an app, would make it even more accessible. 
Another participant explained: 
I think a digital option would work too. Especially if it’s something we can share on social media or access online. Having a QR code that connects to an Instagram page would be great. It would be great to see stories from other families and share our own experiences.
The workshops also focused on narrative content. As the families discussed their preferences, they expressed the importance of having alternative endings in the stories, as it recognises that each family’s journey is unique. One participant reflected: “It’s not all the same. Some families will face different challenges, and we don’t want the stories to be one-size-fits-all”. Families wanted endings that reflected the diverse lived experiences of children with LDA, with alternative paths grounded in real-life experiences shared during the research process (Vines et al., 2013). Together, the families and I worked to develop these alternative endings, ensuring the stories could accommodate the complexity of their experiences (Macdonald et al., 2020). The alternative endings are readable in the results (section 5.3.1) of this chapter.
Then, to close the workshop, I asked participants how they would like to share their feedback on the prototype and gave them the option of a follow-up group workshop or sharing of thoughts through virtual methods (i.e., video call, email, or a private chat forum). Participants requested that they share thoughts through video call.
Following the workshops, and in line with the develop stage of the Design Councils (2020) co-design process, I first reviewed all notes and materials from the sessions to ensure the resource captured and reflected the themes, preferences, and priorities that families had unanimously agreed upon. Then, I synthesised the feedback into a cohesive prototype (Bate & Robert, 2006). The prototype was structured to include key components such as the creative non-fiction stories and alternative endings. 
The prototype was then shared with participants through an email link. As co-design is an iterative process, I then followed up with families (N=8) for feedback on the prototype. As Koivisto and Hamari (2019) suggest, this ensures the prototype remains aligned with expectations. Each participant received 3 to 4 videocalls (total N=30). This was also to ensure that each family was aware of any preferences of other families, thus giving the opportunity to challenge if they did not like the idea. No challenges occurred, and participants were all in agreement and excited about each others’ ideas. The feedback received was essential to the refinement of the resource. One participant stated: 
I think it would be helpful to have sections where we can write our own reflections in the resource—sometimes just jotting down thoughts helps process things better. It could also be a way to track how we’re feeling.
A participant also suggested:
Could the front-page colour have a purple undertone? Purple is sometimes associated with disability awareness, a bit like how red is linked with love. It would be nice if the resource visually reflected that connection from the start.
 Another participant recommended:
Rather than having pages with just writing, maybe include one image next to the title. Something sports related. I think it would keep the resource feeling adult-ish but still appealing to the younger audience. It could be a simple image, like something sporty.
Fourth, in the ‘deliver’ stage, the resource was sent digitally to participants. Families provided positive feedback and expressed that the final resource met and exceeded their expectations, whilst incorporating all of their feedback in the previous stage. As one participant said, “It’s exactly what we needed, something we can use, share with others, and feel understood in the process”. The ‘final touches’ (i.e., refinement), guided by my supervisors’ feedback, focused on adjusting the content (i.e., final grammatical and spell checks) and presentation (i.e., alignments, aesthetic justification, and inclusion of endorsement logos). This also included the addition of sections explaining the purpose of alternative endings and the journey behind the resource’s creation (Benz, 2024).
5.2.6 [bookmark: _Toc197684284]Reflexivity
During the initial phase of this study, I often found myself caught between my instinct as a parent—where the protective urge to make decisions for my children seems natural—and the need to step back and let the children take the lead. As a parent, I know how easy it is to feel as though I have a clearer understanding of what my children need or want. I often think I know what’s best for them, and my natural inclination is to guide and lead. However, through the co-design workshops I had to completely challenge this perspective and actively let go of control. It wasn’t about me telling them what was best, or how they should contribute. It was about creating an environment where their voices were heard and where they had the freedom to engage with the process in ways that were meaningful to them. 
In this process, I learned that empowerment doesn’t always mean taking charge or providing solutions. Sometimes, it’s about creating a space where children have the freedom to lead and make decisions for themselves. Watching them take the reins and be proud of their contributions deepened my respect for autonomy irrespective of age. It also made me realise how much power there is in letting go. In addition, the iterative nature of co-design—where feedback was continuously sought and integrated into the design—ensured that the resource was not static but adaptable to the evolving ideas and preferences of its participants (i.e., the children, young people and their families) (Lindström et al., 2021). This approach further created a sense of ownership among the families. Their provision of member feedback empowered them to feel that the resource was something that was created for and with them, thus reinforcing their agency in the research process.
5.2.7 [bookmark: _Toc197684285]Rigour
[bookmark: _Toc185863467][bookmark: _Toc185863573][bookmark: _Toc185863679][bookmark: _Toc185863785][bookmark: _Toc185863891]In qualitative research, the concept of rigour is vital to ensuring that the research process is clear, thoughtful, and methodologically solid. As Tracy (2010) points out, rigour serves as an indicator of research quality, achieved by applying well-grounded and appropriate methods. I invite the reader to consider the rigour and quality of the study across two indicators highlighted by Tracy (2010). First, significant contribution: Does the study empower participants? Can the findings be transferred to other populations or contexts? Do the results of the study fill a gap in the existing literature, particularly with regard to underrepresented populations (i.e., children and young people with LDA, and their families)? Second, credibility: Does the research accurately reflect participants' lived experiences? Were participants actively engaged in the design process, and was their feedback meaningfully incorporated? Was the research process transparent and did it ensure participants' autonomy and respect? Two practical strategies were implemented to ensure the study's rigour, in accordance with these indicators outlined (Tracy, 2010).
This study makes a significant contribution to the fields of qualitative research, co-design, and disability studies. Specifically, it contributes to the understanding of how families with children living with limb difference navigate challenges related to physical activity and inclusion. This population has been largely underrepresented in prior studies, and through the co-design process, this research provides valuable insights into their unique experiences through a resource that is unprecedented in its kind. Nothing of this sort has ever been produced concerning children and young people with LDA, and their families. By involving families directly in the co-design of a resource, this study highlights their voices whilst also empowering them as active co-constructors of the resource. Doing so makes this study a practical and impactful contribution to the field (Tyndale et al., 2020). This contribution is particularly valuable given the lack of meaningful resources tailored to the needs of children with LDA and their families (Barton & O’Connor, 2019). Additionally, the study offers guidance for other researchers and practitioners on how to engage children, families, and individuals with disabilities in co-design processes, thereby demonstrating how collaborative design can produce meaningful, relevant resources. The findings further contribute to discussions and future interventions aimed at enhancing accessibility and inclusion for children with LDA in physical activity contexts (i.e., P.E.), ultimately informing best practices for creating more inclusive environments.
Credibility in this study was reinforced through the participatory approach of the co-design process, where families were actively engaged in every phase, from initial brainstorming to final reflections on the prototype (Vines et al., 2013; Ku & Lupton, 2022). The iterative process enabled the provision of continuous feedback, which ensured the resource was relevant and reflective of families' needs. Moreover, this helped build trust and validity in the final product. Rigour was also maintained here through the use of member feedback and peer debriefing (i.e., conversations with supervisors). I revisited the data after each workshop and participant interaction to ensure interpretations remained aligned with the participants' voices and directions. Ethical considerations were central to this process, with families kept informed and given control over how their feedback was incorporated, ensuring their contributions were respected and meaningfully integrated (Sparkes & Smith, 2014).
The iterative nature of the co-design workshops allowed for new insights and adjustments with each round, ensuring that the final resource closely aligned with participants' experiences and priorities. As Flick (2018) notes, revisiting data at various stages strengthens the accuracy and depth of the findings, which in this study resulted in a resource that genuinely reflected the participants’ voices. This aligns with my interpretivist and relativist approach, where credibility is about capturing co-constructed truths that reflect diverse perspectives rather than seeking an objective truth (Tracy, 2010; Pretorius, 2024; Junjie & Yingxin, 2022). Ultimately, the collaborative meaning-making process ensured the research was a true representation of participants' lived experiences, enhancing the credibility of the study.
5.3 [bookmark: _Toc197684286]Results: The Resource
I sought to create a resource that addressed the real-world needs of children and young people with LDA and their families, while also ensuring that their voices, preferences, and insights were central in its development. This resource was intended to go beyond being just a tool. It was designed to be a reflection of the lived experiences of these families, crafted by them through an inclusive and collaborative process described by Baumann and Johnson (2019) as ‘for us, by us’.
The participant input gathered throughout the co-design process highlighted several needs that were central to the families’ designing the resource. These included making accessibility, relatability, and practicality a priority. This ultimately provided a foundation for the resource’s final form. Furthermore, the resource incorporated multiple elements intended to resonate with its intended audience while addressing the study’s broader goals of inclusivity, reflection, and advocacy. Central to this resource was its presentation as a book, a format chosen based on participants’ feedback during the co-design workshops. Participants emphasised the importance of a resource that felt accessible yet mature, something that children, young people, their parents and siblings, medical staff and educators could engage with without feeling patronised. This feedback directly influenced the aesthetic and structural choices made during the resource’s development.
5.3.1 [bookmark: _Toc197684287]Participant Contributions to the Resource Design
The inclusion of four creative non-fiction stories, titled ‘Why Can’t I Be Normal?’, ‘From Last to First’, ‘Equal Play’, and ‘Accept. Adapt. Move On.’, served as the heart of the resource (see Figure 9, Figure 10, Figure 11 and Figure 12). These stories were directly derived from the narrative typologies identified during the study, representing themes of stigmatisation, quest, advocacy, and integration. The collection of stories was presented in a way that balanced relatability and universality whilst also allowing readers to see their own experiences reflected. The collection of stories and ultimately, the title of the book resource was ‘A Collection of Stories of Children and Young People with Limb Difference and their Families: Stories of Life and Physical Activity’ (see Figure 8). The book can be accessed via the following: 
https://www.paperturn-view.com/?pid=ODg8853226&v=2.1
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[bookmark: _Toc197686556]Figure 8: A Collection of Stories of Children and Young People with Limb Difference and their Families: Stories of Life and Physical Activity
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[bookmark: _Toc197686557]Figure 9: Why Can’t I Be Normal?
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[bookmark: _Toc197686558]Figure 10: From Last to First 
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[bookmark: _Toc197686559]Figure 11: Equal Play 
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[bookmark: _Toc197686560]Figure 12: Accept. Adapt. Move On

Managing conflicting ideas 
Managing conflicting ideas among participants was an aspect of the co-design process that needed to be done tactfully to keep participants engaged, to ensure that they still felt valued, and for their voices and opinions to remain respected. The nature of co-design inevitably brings together diverse perspectives as participants contribute insights shaped by their unique lived experiences (Cullingham, 2024). While this diversity enriched the research, it also presented challenges when participants expressed contrasting views. To address contrasting views, and come to a consensus, I adapted the Participatory Decision-Making Framework by Kaner (2014). Kaner’s (2014) framework emphasises inclusivity, iterative engagement, and structured deliberation to navigate differing perspectives. It operates through three primary phases: divergence, exploration, and convergence. 
Divergence involves actively gathering diverse perspectives, thus ensuring the breadth of participant input is captured. Exploration employs tools such as prototypes or visual models to help participants engage with abstract concepts in a tangible way. Finally, convergence seeks to identify common ground through collaborative deliberation. This enables participants to reach a consensus on the most impactful or feasible solutions (Kaner, 2014). While this framework provides a robust structure, it presents limitations when deeply contrasting priorities emerge, or when practical constraints necessitate timely decisions. For this reason, I added a ‘grounding’ stage, to inform participants of the process, should conflict arise). Furthermore, prototypes would not be developed as a mechanism to compare conflicting viewpoints, but rather as a way for participants to visualise how their contributions were incorporated. Whilst still retaining the principles underpinning Kaner’s (2014) framework (i.e., inclusivity and iteration), prototypes would therefore be created after consensus had been reached in earlier stages, thus allowing participants to see how their input, along with others’, shape the final resource. This approach ensures that participants felt valued and understood, with a sense of collective ownership (see Figure 13).
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[bookmark: _Toc197686561]Figure 13: Co-design Workshop Decision-Making Framework
In the framework, the first phase was called ‘grounding’. Here, a decision-making criterion was established at the outset of the process. It involved me explaining to participants that differences in opinion or like may arise. However, inclusivity, feasibility, and alignment with lived experiences will inform how we reach a consensus. I explained that there were no right or wrong ideas or suggestions. Rather, every idea would be considered, explored through conversation and respected. Consensus would always be sought, and in the instance that any particular individual did not agree with an idea, we would seek to move forward with a blend of ideas. This would ensure that there would always be an element of each participants’ creativity present within the resource. As Reason and Bradbury (2008) frame this, consensus-building techniques are used to move forward without erasing the richness of the differing views. Explaining the process of decision-making, ensured transparency and shared understanding. 
The second stage, the ‘divergence’ phase focused on gathering a breadth of perspectives from participants, ensuring inclusivity. In the third stage, the ‘deliberation’ (i.e., exploration) phase, participants engaged in structured discussions to share the motivations and values underlying their contributions. This cultivated mutual understanding and enabled collaborative problem-solving. For instance, one participant wanted the resource to be in the form of a series of social media posts, whilst all remaining participants wanted the resource to take the form of a book. To navigate differences during workshops, I facilitated open dialogues that encouraged participants to explore and articulate their perspectives while fostering a shared understanding of others’ viewpoints. Active listening played a crucial role here, as I ensured each voice was heard without judgment or dismissal. This process aligns with principles of dialogic engagement, where collaboration is built through iterative and respectful exchanges (Freire, 1970). In turn, participants agreed that there would be value in having a linked social media page, and the resource could still take the form of a book.
In cases where consensus was unattainable, the pre-established criteria guided the fourth stage, the ‘decision-making’ (i.e., convergence) stage goals. The final stage was ‘prototyping’. This distinguished my framework from others and involved presenting participants with prototypes that reflected the collective input and decisions made during earlier phases. The prototype would have gone through iterations at this stage and would serve as a tangible representation of participants’ contributions showing how each perspective had been woven into the resource. This stage allowed participants to see the culmination of their efforts and reinforced their sense of ownership. Furthermore, it ensured that the resource was perceived as meaningful and representative of their shared experiences. The iterative nature of the framework ensured that decisions were not final. Feedback loops allowed participants to revisit and reassess earlier decisions, thus maintaining the participatory ethos of the research and integrating perspectives into the design process. This framework proved effective in addressing the unique demands of this research. Participants reported feeling “valued and heard”, with a young participant stating:
It was nice to know that my thoughts were heard and being put into the book. It felt like a partnership. Not just research. It was our voices shaping the resource. That made me feel really good. 
This quote highlights the participant's sense of empowerment and validation from the co-design process. It emphasises that they felt their contributions were valued and actively integrated into the research process. It also underscores the collaborative, participatory nature of the project, which bolstered a strong sense of ownership and pride in the final resource.
Participants’ views informing the resource design and format
One of the primary themes emerging from participant feedback was the importance of accessibility and versatility in format. Families expressed a preference specifically for a book that would allow them to interact with the resource digitally. The preferred format did span a mix of physical and digital options. This reflected the range of contexts in which families envisioned using the resource. For instance, the children and young people predominantly highlighted the value of a printed book they could bring to appointments, share with others, or simply go for a walk with. A participant (aged 15) stated: 
I would like to be able to go for a long walk in the fields with the book and 
have it on my phone to read. Or, if I want to print it out, I would like to be able to do that also. 
This consequently led to the dual-format approach that was unanimously agreed upon by all the participants. The pages of the book were created using an online design platform (see Figure 14). Then, an interactive flip book with a turning page effect was created.
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[bookmark: _Toc197686562]Figure 14: Digital eBook with PDF Print Option
The flip book gave readers and those accessing the book the ability to print as a PDF version, as well as the option to share via email, embed into websites, or simply access the book using the secure platform.  
The visual aspect of the book also emerged as a hot topic of discussion of the prototype. Participants wanted the stories to be accompanied by images, however, they were also specific that this should be minimal. Participant (aged 13) stated: 
I want it to have an adult feel. I don’t want it to look baby-ish. We aren’t babies.
This notion was supported by all participants. 
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[bookmark: _Toc197686563]Figure 15: Resource Title Page – A Collection of Stories of Children and Young People with Limb Difference and Their Families: Stories of Life and Physical Activity
The book’s front page features a vibrant, colourful page that features illustrations of a community of teenage-like characters with limb difference, some of which are characters in the stories themselves (see Figure 15). Participants suggested:
Could the front-page colour have a purple undertone? Purple is often associated with disability awareness, much like how red is linked with love. It would be nice if the resource visually reflected that connection from the start. 
This was reflected in the choice of colour of the front page. Participants also decided that illustrations in the resource should depict children and families from diverse backgrounds to ensure inclusivity and reinforcing a message of belonging. One participant stated “they should look like older kids or teenagers from all walks of life. And they should stand together”. All participants agreed with this. As a result, characters on the front page were designed to intentionally show different limb differences, races, faiths, genders and characteristics. The illustrations were also a deliberate departure from the childlike cartoon imagery often found in resources aimed at younger audiences. This decision stemmed from participants’ expressed desire for a resource that felt “adult-ish” rather than “baby-ish”. By incorporating imagery that reflected older, relatable characters, the book sought to create a sense of respect and acknowledgement of the maturity of its readers whilst still being engaging for younger audiences. Furthermore, parents could still read the stories to the younger children if they deemed them appropriate for them. This visual approach also aimed to challenge stereotypes about children with disabilities by presenting them as dynamic and multifaceted individuals. 
The inclusion of the introductory page in the book serves a dual purpose of informing readers of the journey and contributions to the resource and also, to set the pace for the book. The visual layout, featuring a pathway design, was intentional to symbolically represent a journey through time (see Figure 16). The imagery [image: An open book with text and a path
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[bookmark: _Toc197686564]Figure 16: Resource: Introduction Page
The introduction page (see Figure 16) underscores the central objectives of the research with an excerpt from my journal. It reads:
For a long time now, children and young people with limb difference have not had their voice heard. I wanted to change this. For my PhD, I wanted to listen, amplify, and share their voice with you, the reader. Why? Because they want their voice to be heard, and they want change in our society. Change for the better!
Furthermore, the image conveys gratitude towards the children, young people, and families who participated, as evidenced by the statement:
My deepest gratitude goes to the children and young people, along with their families. Thank you for sharing your stories with me. I am so thankful for the joyful moments of playing together, watching you play, listening to your stories, being warmly welcomed into your homes and communities, and ultimately having fun!
This sentiment aligns with the methodological underpinnings of this thesis, which prioritise relational and collaborative research methods (Clandinin & Connelly, 2000). 
Each story featured a character with limb difference. At the end of each story, the character was introduced on a separate page alongside the alternative endings. One of the most innovative elements of the resource was the inclusion of alternative endings for each story. This feature emerged directly from participant feedback, as families expressed a desire for stories that reflected the multifaceted and non-linear nature of real-life experiences. Participants unanimously agreed with a parent who expressed the following: 
Our journeys may start one way, and whilst the stories are incredibly accurate, the journey doesn’t end and may take different turns for different families.
 The alternative endings were to remain authentic and were to draw directly from the real-life accounts provided during the research process rather than being fictionalised. Collaboratively, we worked to conceptualise these alternative conclusions, whilst ensuring they captured the complexities and variations of participants' experiences. I then took on the task of refining and shaping these ideas into creative non-fiction narratives. I carefully integrated them into the book’s framework of the four existing stories (see Figure 18). This approach allowed the stories to transcend singular interpretations, acknowledging that each reader might connect with a different aspect of the narrative. By offering multiple endings, the resource aimed to cultivate a sense of agency and inclusivity. It encourages readers to reflect on their own journeys and consider the possibilities that lay ahead. 
The alternative endings were as follows:
Why Can’t I Be Normal? - Alternative Ending 1:
Amy’s words hung in the air. I took a moment to gather myself, trying to find an answer that might soothe her. “I don’t know why things aren’t always fair, Amy,” I replied softly, “but what I do know is that you’re not alone. We’re all here for you, even when it feels hard”. I looked in the rear-view mirror, and our eyes met, both of us now searching for something in each other’s gaze. Chris opened the car door and sat in the passenger seat. As we sat in silence, we knew that there would be many more moments of pain in the journey ahead. I glanced over at Amy, and as I watched her, I knew that despite the pain, I’d walk with her, step by step, no matter what.
Why Can’t I be Normal? - Alternative Ending 2:
As we drove home, Amy’s question played over and over in my mind. I couldn’t find the words to answer her. I’d hoped, in time, things would feel easier—that maybe the world around us would shift to make room for her differences. But each year brought new reminders of just how far we still had to go. That night, after Amy went to bed, I lay awake. I thought of the battles I could not fight for Amy. I felt an ache from the powerlessness.
From Last to First - Alternative Ending 1:
As I sat in the sports hall, surrounded by cheering kids, a familiar ache settled in. I was finally part of the crowd, but deep down, I still felt the weight of every harsh word and every lonely playground moment. My new friends were great, but sometimes, I couldn’t shake the feeling that I was just different. As we headed home, Mum smiled at me, but I could see worry in her eyes. I could tell she wanted everything to be perfect for me, just as much as I did. For now, though, I’d try to enjoy the small moments, knowing that my journey would have many highs.
From Last to First - Alternative Ending 2:
As the weeks went by, I continued achieving amazing things. I trained hard, and my speed and skill grew. People noticed me because I was meeting famous athletes and achieving in sports, and whenever I’d return from an event, there would be crowds of kids at the school gate, hanging on my every word. But slowly, I began to realise that this excitement wasn’t about me—it was about the thrill of the famous names and the medals I brought back. Some kids even started whispering behind my back again, saying I was “still that slow kid with the weird leg.” The bullying returned, not quite as obvious but there, lingering in jokes and side glances.
Equal Play. - Alternative Ending 1:
Priya and Maya's efforts slowly transformed the school environment. With Leona’s guidance, Mr King started working with Maya to redesign activities, making P.E. more inclusive for everyone. Soon, Maya wasn’t just a participant in P.E.—she was a leader. She helped her classmates learn how to adapt and play together.
Equal Play. - Alternative Ending 2:
Despite the initial support, Priya soon found the changes were harder to sustain than she had hoped. Some teachers found it challenging to adapt their classes, and so they didn’t bother. Mr King tried his best but struggled to make every class as inclusive as it could be. Sometimes, Maya still sat on the sidelines, and Priya felt a pang of disappointment each time.
Equal Play. - Alternative Ending 3:
The day after Leona’s visit, Priya was hopeful that the school’s attitude would shift. But change came slowly, and not everyone was as receptive. Priya had to keep fighting. However, knowing how Maya would benefit from the fight, gave Priya strength. Each time Maya returned from P.E., whether she’d participated fully or not, she shared stories of small victories—teachers listening more, classmates understanding her needs, and her own confidence growing.
Accept. Adapt. Move on. - Alternative Ending 1:
As the years passed, Ugo and Ada remained proud of Ezzy’s independence. However, they occasionally wondered if they should have done more to connect her with resources specifically designed for children with limb differences. Perhaps the adaptive sports and inclusive communities they’d chosen not to pursue would have offered Ezzy another layer of support and belonging.
Accept. Adapt. Move on. - Alternative Ending 2:
By secondary school, Ezzy faced new challenges. Her classmates were maturing, and so was she. Differences became more noticeable in sports and other activities. Ugo and Ada began to worry about how this might affect their daughter’s self-esteem. Yet, Ezzy faced it all and adapted. Seeing her strength and perseverance gave Ugo and Ada faith that she would thrive, but they also acknowledged that support systems might be essential as she got older.
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[bookmark: _Toc197686565]Figure 17: Resource: Alternative Endings for Narrative Stories ‘Why Can’t I be Normal?’, ‘From Last to First’, ‘Equal Play’, and ‘Accept. Adapt. Move on.’
The book included an explanatory page introducing the concept of alternative endings. This page was strategically placed at the start of the book to set the tone for readers. It aimed to guide them on how to approach the stories and their various conclusions. Written in an inviting and conversational style, the page read:
At the end of each story, you’ll find a few different endings called ‘alternative endings’. These alternative endings were imagined by a group of children and young people with limb differences and their families. We included these alternative endings to show that stories can mean different things to different people and every journey is different. Some people may relate more to an ending that reflects an ongoing struggle, while others might find a more hopeful and happy ending feels right. By offering a variety of endings, we hope the stories will speak to everyone in their own way.
This introduction served multiple purposes. It contextualised the alternative endings, ensuring that readers understood their significance and origins. It also invited reflection and active engagement, thus encouraging readers to think critically about the narratives and their own interpretations. The text further emphasised the resource’s core message: that the lived experiences of children and young people with limb differences are diverse, valid, and deserving of nuanced representation.
Beyond its narrative content, the resource was designed to be interactive, inviting readers to contribute their own perspectives. Following the alternative endings for each story, space was provided for readers to write their own alternative endings. This feature reflected the co-design ethos of the project, extending the collaborative process to include the audience. By encouraging readers to create their own endings, the book aimed to empower them as active participants in the narrative process. It encouraged creativity, self-expression, and a sense of ownership over the stories (see Figure 18).
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The inclusion of this reflective element was particularly significant given the study’s focus on narrative inquiry and its use of co-design. It underscored the transformative potential of storytelling, inviting readers to move beyond passive consumption to active engagement (Lenhart et al., 2020). The design of the resource also took into account accessibility and readability. The font and layout were chosen to ensure clarity, and the language used throughout the book was inclusive and age appropriate. While the content was grounded in complex themes, it was presented in a way that was approachable to a wide audience, from young readers to parents, educators, and healthcare providers. This balance was achieved through insight from participants, who provided insights on what felt engaging, meaningful, and accessible. Another key aspect of the resource was its emphasis on reflection and action. The explanatory page continued with the following invitation to readers:
Now, dear reader, I invite you to step into their world. Read the stories with an open mind, and then revisit them with a reflective lens. What’s happening in the story? What’s left unsaid? What lessons can we draw from it? How might this story inspire change, and what could that change look like? Explore the stories and feel free to have a go at writing your own alternative ending at the end of each one. 
This call to action positioned the resource as a collection of stories and as a catalyst for dialogue and change. It encouraged readers to consider the broader implications of the narratives, to think critically about issues of stigma, advocacy, and inclusion, and to envision ways to address these challenges in their own lives and communities.
Furthermore, many participants mentioned feeling isolated in their experiences and expressed that they were confident that the resource could connect children and young people with LDA, and their families to a larger community whether through references to local support groups or through charities. This feedback was essential in shaping the resource’s support section, which included information on relevant organisations, charities, and information sites that could offer ongoing support and opportunities for social interaction.
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[bookmark: _Toc197686567]Figure 19: Resource: Support page
The inclusion of supportive statements and resource links in the back of the book was a deliberate and necessary choice (see Figure 19). It was grounded in both ethical considerations and the broader objectives of the project. These statements, which direct readers to various sites for support, serve multiple important functions. It ensures that the resource informs and engages, while also providing a pathway to practical and emotional support for its audience. Literature on supportive resources for marginalised communities emphasises the importance of embedding actionable links within educational and narrative tools to enhance their effectiveness and reach (Thompson et al., 2020). By incorporating these links, the resource adhered to evidence-based strategies for promoting accessibility within its audience. The decision to highlight Limbformation, the registered charities, LimbPower and Steps, and the registered mental health charity, Mind was also informed by their reputability and relevance. The organisations were carefully selected to ensure that they met the needs of the book’s audience firstly. Limbformation was chosen as it offers comprehensive support as a one-stop-resource that provides information, advice, useful links and resources. Mind was included due to its wide recognition as a leading mental health organisation in the United Kingdom, and the registered charities were listed as they support and provide a community to children, young people and families with limb difference. 
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[bookmark: _Toc197686568]Figure 20: Resource: Social Media Page
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Description automatically generated]The creation of an Instagram page as a complementary social media platform was a direct response to participant suggestions. Participants stated that they would like the book to have a code, linking it to a social media platform (see Figure 20). Specifically, Instagram. Instagram was identified as a platform with significant reach and resonance among the demographic groups most likely to engage with the resource, including young people, families, and educators. As a result, I created an Instagram social media page, where a link to the stories was embedded, and people are prompted to click on the link to view the stories.
[bookmark: _Toc197686569]Figure 21: Social Media Page

By using Instagram to highlight the stories and provide a direct link to the virtual book, the project leveraged a familiar and widely used platform to enhance accessibility and visibility (see Figure 21). This approach also reflected the participatory ethos of the research by ensuring that the dissemination strategy aligned with the preferences and digital habits of the participants. The aim of deploying the approach was as one participant described: “To spark interest and encourage discussions”. Additionally, the platform provided an opportunity to reach a broader audience beyond those directly involved in the study.
These iterative conversations were essential in managing the evolving and often complex dimensions of the narratives. As Reason and Bradbury (2008) highlight, iterative engagement allows for the dynamic co-creation of knowledge, ensuring that all voices are respected and included in participatory research. Participants were encouraged to engage at their own pace, a practice in line with Wallerstein and Duran's (2010) emphasis on creating equitable research relationships that empower participants rather than adhering to rigid timelines. This approach created a feedback loop that allowed the research to remain responsive and adaptive. Treating participant engagement as an evolving process rather than a one-time check was instrumental in ensuring the resource's credibility and authenticity. Bate and Robert (2007) argue that such iterative co-design processes deepen the relevance and applicability of outcomes by embedding participant input into all stages of development. Importantly, this approach also promoted a sense of ownership among participants who saw their contributions reflected in the final product. Sanders and Stappers (2008) similarly note that involving participants throughout the design cycle fosters a shared sense of authorship, enhancing both the legitimacy and acceptance of the final outcomes.
5.3.2 [bookmark: _Toc185863470][bookmark: _Toc185863576][bookmark: _Toc185863682][bookmark: _Toc185863788][bookmark: _Toc185863894][bookmark: _Toc197684288]Reflections and Evaluation of the Co-Design Process and Output
[bookmark: _Toc185863471][bookmark: _Toc185863577][bookmark: _Toc185863683][bookmark: _Toc185863789][bookmark: _Toc185863895]The following section focuses on stakeholder reflections. It offers insights into how the book ‘A Collection of Stories of Children and Young People with Limb Difference and their Families: Stories of Life and Physical Activity’ was received by families, professionals, an educator, a registered charity, and broader community members. These reflections provide a deeper understanding of the stories’ resonance, their perceived authenticity, and their potential to drive meaningful change in perceptions and practices related to children and young people with LDA, and their families. By integrating these perspectives, this section highlights the stories' impact beyond the research process.
Stakeholder Reflections 
The resource developed as part of this PhD project was designed to amplify the voices of children and young people with LDA, and their families by highlighting their lived experiences. Upon completion, the finalised version of the book was disseminated to approximately 50 individuals, including research participants (children with LDA and their families), the founder of a registered charity, the operational lead for a leading upper limb registered charity, an educator, health professionals, and laypeople with no prior knowledge or understanding of LDA experiences. Across all groups, the feedback was overwhelmingly positive and underscored the value and impact of the resource.
The feedback received from a diverse range of stakeholders highlighted several key themes that underscore the impact and significance of the resource developed as part of this PhD project. First and foremost, validation and empowerment emerged as a central theme, with many participants expressing how the narratives reflected their lived experiences, thus offering them a sense of recognition and validation. The narratives resonated deeply with participants, allowing them to feel that their stories were seen and heard. Many parents noted how the narratives accurately reflected their lived experiences. One parent remarked: 
I have just had another read through the book, and I think it is absolutely wonderful. I think you have captured all our stories so well, and it will really go some way in helping future families with limb difference.
Participants shared that the resource helped them feel seen and heard. For example, one participant stated, “It felt like someone finally understood our journey and done something meaningful with it”. Another participant conveyed her feelings on how the stories capture her voice, whilst serving as a tool that allowed her to articulate and understand her emotions. She states:
The moment I read the first page, I felt like I had been holding my breath for years. It gave voice to everything I have been feeling but never knew how to say. Finally, there is the raw truth. No sugar-coating, just real people, real lives.
The second theme that emerged from the feedback was emotional resonance and reflection. The resource enabled families to process their experiences and reflect on their journeys in new and meaningful ways. For some, reading the stories allowed them to process their own experiences in new ways that facilitated reflection. The inclusion of multiple stories in the resource resonated strongly, as families appreciated the nuanced representation of diverse journeys and outcomes. For instance, a participant stated “The stories were powerful. I saw myself in each one. I cried”.
This emotional connection highlights the resource’s ability to facilitate reflection and deeper personal understanding of the challenges and experiences shared within the community. The third key theme was the practical insights provided for professionals in healthcare, education, and charities. The resource offered actionable strategies and a deeper understanding of the emotional and social dimensions of living with LDA, which are often overlooked in traditional professional settings. A registered charity supporting children and adults with LDA praised the resource for its ability to inform their work. The founder of a registered charity, LimbPower commented:
This is one of the most powerful pieces of research I have seen in this space.  You will need a tissue or two. It has been a privilege being involved and watching this transpire. 
The following quote from a healthcare provider also illustrates how the resource serves as a tool to enhance the emotional competence of healthcare professionals and shift their understanding beyond just the clinical aspects. He states:
As a healthcare provider, I’ve always seen the medical side of disability, but this book made me realise just how much I’ve been missing—the emotional and social dimensions are just as vital. It’s expanded my understanding on how to be inclusive. It will change the way I approach my work from now on.
A layperson who had no prior contact with children and young people with LDA and their families stated:
I’m a manager trying to support equality, diversity and inclusion initiatives. Yet, I never understood the weight these families carried. The book opened my eyes to the everyday battles that don’t show up in my stats or reports.
Several charities indicated plans to incorporate the book into their training materials and outreach efforts. The Operations Lead for one of the leading UK charities supporting those with upper limb difference stated: 
Your work most definitely has synergy/aligns with themes we are interested in as a charity now as we listen to our members.
An educator who read the resource found it to be an eye-opening account of the challenges and triumphs faced by children with LDA in educational settings. Teachers appreciated the actionable insights on fostering inclusivity within classrooms and schools. One early years educator stated:
Reading these stories made me realise how small adjustments in the classroom can make a world of difference for children with disabilities. We can and should do better.
The resource also inspired some educators to reevaluate their teaching practices and to advocate for more inclusive policies within their schools.
Health professionals who reviewed the book described it as a “powerful reminder of the human side of medical care”. The narratives provided them with a deeper understanding of the emotional and social dimensions of living with LDA, which are often overlooked in clinical settings. A paediatric nurse noted:
This resource has given me a new perspective on the families I work with. It’s a reminder to always consider the broader context of their lives.
The fourth theme of empathy and understanding, highlighted how the resource played a crucial role in cultivating this, particularly among healthcare providers and laypeople, by providing a window into the human side of disability that goes beyond clinical or academic frameworks.
For laypeople with no prior knowledge or inclination of the experiences of children with LDA and their families, the resource served as a powerful introduction to a world they had not previously considered. Many remarked on how the narratives challenged their assumptions about disability and inspired them to think more critically about societal inclusion. One reader shared:
I had no idea what these families go through. This book opened my eyes and made me want to be a better ally. 
In summation, this feedback illustrates the resource’s capacity to shift perspectives, challenging societal assumptions and encouraging readers to become more inclusive and thoughtful in their views on disability. The resource’s accessible language and engaging storytelling were frequently cited as factors that made it relatable and impactful. Many readers highlighted the importance of amplifying the voices of children with LDA and their families, with one health professional summarising:
This book gives a voice to those who are often overlooked, and that’s incredibly powerful.
This feedback highlights the importance of ensuring that underrepresented voices are heard and valued and how such representation can help challenge and dismantle stereotypes about disability. The overwhelmingly positive reflections from those who accessed and read the resource underscore its significance and potential impact. By bringing to light the diverse experiences of children with LDA and their families, the book empowers those directly. Moreover, it educates and inspires a broader audience. The feedback affirms the value of narrative-based approaches in advancing understanding, empathy, and change. The feedback suggests that the resource has succeeded in amplifying voices, challenging stereotypes, and inspiring others to rethink disability and inclusion.
Endorsement from a recognised charity
The overwhelmingly positive reception of the resource culminated in its official endorsement by one of the UK’s leading National Disability Support Organisations (NDSO), a charity dedicated to supporting children with limb differences and amputations (LDA) and their families (LimbPower). This endorsement represents a significant milestone, reflecting the resource's quality, relevance, and potential for meaningful impact within the LDA community. The NDSO’s endorsement affirms the resource's alignment with the charity’s mission to foster greater understanding and support for children with LDA. It also highlights its credibility as a resource. The charity’s decision to endorse the book followed an internal meeting conducted by the charity, who commended the resource. This partnership has also opened avenues for the resource to be disseminated more widely, as confirmed by the registered charity.  By providing a platform for families’ voices and lived realities, the resource resonates with individuals directly connected to LDA. Moreover, it bridges the gap between the general public and the often-overlooked experiences of this community.
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Evaluation of the co-design process and output
The co-design process undertaken in this project provided an invaluable opportunity to create a resource that was shaped by research insights and enriched by the lived experiences of participants. This collaborative and iterative approach aligns with the principles of co-design, which emphasise the value of participant engagement in producing contextually relevant and meaningful outcomes (Bradbury, 2015; Sanders & Stappers, 2008). By bridging academic research and community-driven resource co-design, the project produced a resource that is both theoretically grounded and practically applicable. This discussion synthesises the main findings from the co-design process. It will also highlight the final goals of the resource and its potential future applications as it continues to evolve in response to the community it was designed to support. The co-design process revealed several critical insights that shaped the resource’s final content, format, and presentation. These insights align with findings by Slattery et al. (2020), who demonstrated the importance of iterative feedback loops in co-design processes to ensure relevance and engagement.
Specifically, this process underscored the need to tailor the resource to accommodate the diverse wants and needs of families with children managing LDA. As reported by Steen et al. (2011), co-design frameworks allow for the integration of diverse perspectives, ensuring the outputs resonate with end users. Participants in this project shared preferences for specific formats, narrative content, and visual design elements, echoing previous research on the role of design aesthetics in enhancing user experience and accessibility (Hartikainen et al., 2019; Day & Humphrey, 2020). These considerations collectively informed the resource’s development, ensuring it met the expectations and practical needs of both the participants that contributed to the co-design, and its intended audience.
A primary insight gained from participant feedback was the need for a resource that prioritised accessible, practical guidance. The framework of user-centred design for instance, highlights the necessity of tailoring resources to meet the specific needs and preferences of users as it enhances relevance and usability (Norman, 2013). Participants’ feedback led to a user-friendly layout, and visually engaging elements. This ensured the resource would be accessible to a broad audience, regardless of background or educational level. Another significant insight was the value participants placed on authenticity and representation of different journeys. Participants emphasised that each journey is unique and expressed that they did not want stories to conclude in a singular, definitive way. Collaboratively, we worked to conceptualise different endings to each story's conclusions. The emphasis on multiple, non-definitive endings aligns with narrative inquiry frameworks which recognise that lived experiences are inherently complex and non-linear (Clandinin & Connelly, 2000). 
This approach acknowledges that stories evolve over time and are influenced by various social, cultural, and emotional contexts (Bochner & Ellis, 2016). Including alternative endings reflects the principle of pluralism, as advocated in interpretive phenomenological research, which values the multiplicity of meanings and trajectories within individual experiences (Smith et al., 2009). Additionally, Frank’s (2013) concept of the "wounded storyteller" highlights how life narratives often contain branching pathways, reflecting resilience, adaptation, or uncertainty. Storytelling the alternative endings allowed participants to co-design narratives that avoid imposing singular conclusions and instead represent the diversity of lived realities (Riessman, 2008). By grounding these alternative endings in real-life accounts, the process ensured authenticity and adhered to the participants’ preferences while furthering an ethically sound representation of participants’ experiences.
The project’s commitment to authentic storytelling elevates the resource beyond a purely informational resource. It creates a platform for connection. Andrews et al. (2013) work on narrative ethics underscores how authentic stories provide a platform for understanding complex human experiences, enabling both storytellers and listeners to forge deeper connections. Similarly, Clandinin and Connelly (2000) argue that narrative inquiry allows for the co-construction of meaning, where stories transcend informational boundaries and become relational tools. Participants’ contributions also underscored the importance of representing a diversity of perspectives within the LDA community. The families offered varied viewpoints and a wealth of insights regarding the design and aesthetic aspects of the resource. Families indicated preferences for a visually engaging layout, emphasising the need for clear headings, colourful but minimal illustrations, and easily navigable sections. The participants led the final design choices, which resulted in a resource that was inviting, non-childlike, progressive in its intractability, in a printable yet digital form and functional. Families provided detailed feedback on the physical format of the resource, suggesting both digital and printed options for accessibility and convenience. This led to the decision to create a flexible resource that could be distributed in multiple formats, catering to varying needs and preferences. By responding to participant feedback on these design elements, the final product achieved a balance between aesthetic appeal and usability. 
Visual appeal was especially important, as participants were of varying ages. Hartikainen et al. (2019) emphasise that appealing and age-appropriate visuals enhance understanding, accessibility, and emotional connection, particularly in diverse populations. Developing a resource that caters to diverse audiences is crucial for fostering inclusivity and broadening accessibility, as such resources enable individuals from different backgrounds and ages to relate to and benefit from the content (Stone et al., 2017). Inclusive design principles emphasise the importance of considering cultural, social, and experiential diversity to ensure relevance and usability across communities (Clarkson et al., 2013). Illustrations as a result, were inclusive of child and teenage-like characters that appear to be of different protected characteristics (i.e., race, religion, and limb difference). Moreover, creating resources that resonate with diverse audiences promotes equity by addressing systemic barriers to information access (Burgstahler, 2015).
[bookmark: _Toc185863468][bookmark: _Toc185863574][bookmark: _Toc185863680][bookmark: _Toc185863786][bookmark: _Toc185863892]As the book features a QR scannable code allowing readers to access the dedicated social media page promoting the book, future applications can involve creating supplementary materials, such as interactive social media modules and Instagram polls and posts to further enhance the resource’s reach and utility. Additionally, periodic social media (i.e., Instagram) posts will allow the resource to stay relevant in response to advancements, changes in educational policies, or shifts in societal attitudes toward LDA. This is especially relevant as the ParalympicsGB (2024) promotes their ‘Equal Play’ campaign calling for disabled children to have equal access to P.E.  Furthermore, the adoption of diverse creative approaches, such as poetry, creative non-fiction, and infographics, to present research findings has been on the rise in the fields of sport, exercise, and health research (Day & Humphrey, 2020). This could also foster additional engagement. In the future, researchers may choose to investigate how sustained engagement with the resource over time influences families’ well-being. Such studies could offer further evidence for the importance of co-design in healthcare and educational resource development, particularly for populations with unique needs and experiences.
Addressing Challenges and Balancing Perspectives
While participant contributions were invaluable, the co-design process also encountered several challenges, particularly in managing diverse preferences, addressing logistical constraints, and balancing detail with accessibility. One of the main challenges in the co-design process was accommodating the diverse preferences and needs of participants. For instance, the diversity of age groups among children meant that the resource needed to be accessible to both younger and older audiences. Meeting these needs required careful thought in the level of accessibility complexity, visuals, and interactivity. It was necessary to ensure that the resource remained relevant and engaging across developmental stages.
Benefits of Co-Design 
One of the most significant benefits of the co-design approach was the creation of a resource deeply grounded in the lived experiences of those it intended to serve. By actively engaging families throughout the design process, the final product was shaped in response to real, articulated needs rather than perceived ones. This resulted in a resource that was both theoretically sound and practically applicable to the daily lives of families managing life with LDA. For instance, participants’ feedback guided the format by which the resource took form and how it was shared. This feedback ensured the resource included content that was authentic and accessible and that it directly responded to the situations families face, such as needing support but being unsure of where to go. 
The co-design approach also empowered participants by affirming the value of their knowledge and experience. For many families, the opportunity to contribute their insights, ideas, and suggestions to a resource intended for wider community use was a validating experience as their voices had often gone unheard. Participants reported feeling that their voices ‘were heard and respected throughout the process’, which in turn strengthened their engagement and investment in the resource’s success. This sense of empowerment is particularly relevant in healthcare-related projects, where individuals often feel like passive recipients of resources and information (Jiang, 2022). Through co-design, however, participants assumed an active role in shaping a resource that acknowledged and amplified their voices (Busciantella-Ricci, 2024). The workshops provided an opportunity for participants to share their personal stories, challenges, and insights in a collaborative space. The benefit of this was the fostering of a sense of community and solidarity among families, as some had never met each other before. These shared experiences reinforced the belief that they were part of a larger movement advocating for improved resources and support. This collective empowerment was further evident in the final stages of the project, where participants enthusiastically reviewed and provided feedback on the resource draft, recognising it as a co-designed tool that reflected their shared knowledge and vision. The process thus became as much about hearing those who have typically gone unheard, and mutual support as about creating a resource.
A further benefit of co-design was the authenticity it brought to the resource. Whilst traditional top-down resource development may overlook certain nuances or practical realities that only those with lived experience can convey (Sandhu, 2017), co-design allowed the resource to include perspectives that a solely researcher-driven process would have missed (e.g., language, tone, and content relevance). By involving families directly, the resource was imbued with a level of authenticity that resonated deeply with its intended audience. The collaborative process also reinforced the importance of considering varied perspectives within the LDA community. For instance, parents who had accessed general disability resources in the past were able to share insights that enriched the resource. Their contributions highlighted what they would have found beneficial in the past, and what they did not find helpful (i.e., dull resources that were limited to paper versions, small fonts, non-engaging content, and content written without actually speaking to the people it sought to serve). 
Limitations and Areas for Improvement
The co-design process also faced logistical challenges, particularly in coordinating feedback sessions and implementing changes within a tight timeline. Some participants were only able to attend a workshop on weekends due to scheduling conflicts. This required me to create an additional weekend workshop and synthesise feedback from the weekday session. I had to carefully address workshop questions, suggestions and ideas in the same manner in both workshops, to ensure uniformity. For example, Sanders and Stappers (2008) highlight the importance of adapting co-design processes to accommodate diverse participant needs and emphasise the role of consistency in ensuring meaningful and equitable participation.
Additionally, producing a digital resource posed significant logistical hurdles, particularly as it was my first experience with producing and self-publishing a digital book. I needed to balance the timely finalisation of design elements with maintaining high standards of quality. This aligns with findings by Carliner (2000), who highlights that the creation of digital resources requires careful coordination of content, design, and production processes to meet user expectations. Similarly, Bozarth (2010) emphasises that first-time creators often face a steep learning curve, particularly when managing multiple responsibilities such as layout, usability, and technical formatting, all of which are critical to ensuring the resource's effectiveness and accessibility. Another consideration was the need to balance detailed information with ease of accessibility. Participants expressed a desire for a user-friendly design, which sometimes led to competing priorities in terms of content density. 
Implications for Future Co-Design Research
The insights gained from this co-design process carry significant implications for future research, particularly in healthcare and educational contexts where participant-driven resources can make a substantial difference in relevance and usability (Aiyegbusi, 2020). One of the key implications of this project is the potential for co-design to be applied in developing healthcare and educational resources for various populations, especially for children and young people with LDA. In contexts where resource users have unique needs or face societal marginalisation, co-design can ensure that their voices shape the tools created to support them (Ryan, 2024; Singh, 2023). Co-design’s emphasis on authenticity, engagement, and inclusivity makes it an especially valuable method for research focused on education, social support, or community-building (Benz, 2024). Additionally, future projects could explore the feasibility of integrating ongoing feedback mechanisms within co-designed resources. This could involve gathering feedback using online platforms or feedback forms that allow users to contribute insights after the resource is finalised. As McDavitt (2016) affirms, doing so would allow resources to evolve with the community’s needs. This would also enable the incorporation of new insights and adaptation to changing circumstances or advancements in healthcare.
The ongoing use of digital tools in future co-design research will help ensure the resource reaches a broad, geographically diverse audience (NHS Confederation, 2023). As McDavitt et al. (2016) suggest, digital engagement has the potential to foster greater diversity by enabling input from individuals across different regions, cultures, and backgrounds. Similarly, Fitzpatrick (2023) emphasises that adopting a comprehensive, digitally supported approach can create resources that are both inclusive and scalable. This project’s co-design methodology also highlights opportunities for longitudinal research. As noted by the Centre for Early Childhood (2022), a longitudinal approach could provide valuable insights into the resource’s long-term impact by examining how it supports children with LDA and their families over time. This continuity would enhance the resource’s relevance whilst reinforcing a sense of community.
5.5 [bookmark: _Toc197684290]Conclusion
This thesis’ co-design process emphasised the transformative potential of participant-driven resource development, particularly in fields where individuals and families experience challenges that may not be fully understood by external stakeholders. Storytelling is a powerful method capable of enthralling audiences and establishing lasting connections (Garcia, 2024). By centring the voices and experiences of families with children with LDA in creative non-fiction storytelling, I was able to co-design a resource with participants that was both practical and accessible, and moreover, it was meaningful and affirming. The final resource embodies a commitment to authenticity, community, and inclusivity. As this resource begins to reach families, healthcare providers, educators, and community members, its impact will extend beyond its pages. NHS England (2022) has adopted the saying ‘Nothing about us, without us’. This widely used phrase advocates for equal participation amongst individuals with a disability. It speaks to the strength of collaborative research and reminds readers that the most effective resources are those shaped by the communities they are intended to serve (Pinto, 2009). This thesis paves the way for future co-design initiatives by encouraging researchers, practitioners, and communities to embrace the approaches outlined in this thesis. This would create a more inclusive and empathetic landscape for all families navigating life with LDA and beyond.


[bookmark: _Toc185863474][bookmark: _Toc185863580][bookmark: _Toc185863686][bookmark: _Toc185863792][bookmark: _Toc185863898]
[bookmark: _Toc197684291]Chapter 6:
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The narrative inquiry encompassing narrative analysis, creative non-fiction narrative re-storying, and the co-design process undertaken as part of this research provided rich insights into the lived experiences of children and young people with LDA and their families. The findings, which centred on the themes of stigmatisation, quest, advocacy, and integration, were foundational in shaping four creative non-fiction stories: ‘Why Can’t I Be Normal?’, ‘From Last to First’, ‘Equal Play’, and ‘Accept. Adapt. Move On.’. These narratives offered a window into the complexities of navigating life with LDA and physical activity experiences while highlighting the transformative potential of inclusive practices and community engagement. This discussion reflects on the key findings from the analysis, re-storying, and co-design phases. It also demonstrates the implications for research and practice. 
Key Findings and Summary
The theme of ‘stigmatisation’ illuminated societal attitudes that position disability as deviant from an idealised norm. Participants recounted experiences of judgement, exclusion, and misunderstanding, particularly in public spaces and educational settings. For children with LDA, stigmatisation often took the form of unwarranted curiosity, invasive questioning, or outright rejection. These experiences marginalised children, placing them on the periphery and denying them equitable opportunities to participate in physical activity. Such encounters shaped self-perception and interactions with peers. The story Why Can’t I Be Normal? encapsulated these realities, highlighting societal pressures and the internalised ableism that families often grapple with as they reconcile societal expectations with lived experiences (Shakespeare, 2013; Goodley, 2014).
The narrative of quest, explored in From Last to First, depicted a trajectory marked by initial declines in well-being due to challenges like bullying, isolation, and stigma. Over time, however, the narrative showcased significant improvement, as the child surpassed conventional expectations. This aligns with the literature on post-traumatic growth, which emphasises the ability to adapt to and find meaning in adversity (Tedeschi & Calhoun, 2004). It is important to note, however, that growth is neither universal nor linear and varies across families depending on resources, social support, and personal circumstances. Furthermore, despite ‘growth’ and achievement, or the becoming of a role model to others with LDA, Wadey and Day (2017) suggest that those who view themselves as role models are not immune to the risk of experiencing burnout.
Advocacy emerged as another central theme, reflecting families’ efforts to challenge systemic barriers, change the status quo, and create opportunities for inclusion. Rather than a sharp decline in well-being, this trajectory often began with a mild adjustment period before showing steady improvement over time. Parents described their roles as advocates within complex healthcare systems, engaging with educators and pushing for their children’s needs to be met. Advocacy required persistence, particularly against institutional resistance, as depicted in the story Equal Play, which highlighted a parent’s fight to ensure their child’s participation in P.E. Advocacy extended beyond immediate barriers, encompassing efforts to raise awareness and challenge societal misconceptions about disability, aligning with theories of social justice and disability rights (Oliver, 1990; Hehir, 2002).
The theme of integration captured the experiences of families whose well-being remained relatively stable despite LDA. These families avoided extreme highs or lows, instead reflecting what Sanders (2019) describes as moderate highs and managed lows. Parents shared how their children navigated daily life seamlessly, often blending into their surroundings without being perceived as different. The story Accept. Adapt. Move On. illustrated a family’s journey of embracing differences and fostering inclusion within their community. Participants resonated with this narrative, recognising the dual significance of personal acceptance and societal adaptation. This is reflective of Day et al.'s (2022) research, which highlights how individuals find meaning in their experiences and reflect on their significance within the broader social context.
The re-storying process transformed these themes into the creative non-fiction stories that aimed to authentically capture participants’ experiences while engaging a broader audience. This phase of the research was deeply collaborative, with participants contributing to the development. Participants’ feedback highlighted the importance of accurately representing the complexities of their experiences while avoiding reductive or overly idealised portrayals. For example, the inclusion of alternative endings at the end of all stories addressed the variability in life trajectories. This was reflective of participants’ desire for narratives that acknowledged both challenges and possibilities. The co-design workshops followed and played a crucial role in designing the resource. They provided a space for families to engage in dialogue and share their perspectives. Co-design frameworks emphasise participatory approaches that actively involve stakeholders in the design process, thus ensuring that their lived experiences directly inform the development of meaningful resources (Sanders & Stappers, 2008). These workshops created a space for dialogue, where families could share insights and perspectives. This cultivated a sense of ownership over the resource (Chima et al., 2024). Developing a Co-design framework at this stage was particularly effective in addressing differing views, and integrating diverse expertise (Steen et al., 2011). This ultimately allowed participants and I to design a resource that is user-centred, adaptive, and inclusive. Furthermore, participants’ feedback emphasised the importance of authenticity, representation, and relatability in the narratives. The workshops also revealed the importance of accessible and engaging formats, with participants suggesting the incorporation of visual elements and digital media to enhance the resources’ appeal and usability. These insights informed the development of a final resource that is digitally based, with PDF printing options.
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The implication of this research extends across multiple stakeholder groups. This thesis can offer targeted recommendations to families, healthcare providers, educators, and policymakers aimed at enhancing participation in physical activity for children with LDA. These recommendations are designed to address existing barriers while furthering and promoting an environment of inclusion, support, and empowerment. Each stakeholder group has a unique role in ensuring equitable access to physical activity, and a collaborative approach is essential for achieving sustainable progress.
For families, the research underscores the importance of cultivating a supportive home environment that prioritises physical activity as a positive and integral aspect of daily life. Families play a pivotal role in encouraging children with disabilities such as LDA to engage in physical activity (Shields & Synnot, 2016; Trivtte et al., 2010). This is done by modelling active behaviours, exploring adaptive sports opportunities, and addressing psychosocial challenges such as body image concerns or fear of exclusion (Alhumaid, 2024). Furthermore, families are encouraged to establish open communication with educators and coaches to ensure that the needs of their children are recognised and accommodated (Graham-Clay, 2024). Additionally, resources such as the book developed in this research and online platforms providing limb-loss information can empower families by providing practical guidance, support and encouraging connections with others who share similar experiences. As research by Dansu (2024) and Rayland (2023) highlights, peer support groups, whether in person or virtual, are invaluable for sharing strategies and offering children and their families a sense of belonging within a broader community.
Healthcare providers occupy a critical position in promoting physical activity for children with disabilities such as LDA (Shabanian, 2022). The research highlights the need for healthcare professionals to adopt a holistic, family-centred care approach that incorporates discussions about physical activity into routine care (Mestre, 2024). Beyond addressing the physical aspects of limb difference, healthcare providers should consider the psychological and social dimensions of physical activity participation. Recommendations include the provision of tailored advice on physical activity, and ‘other’ activities such as play, referrals to specialist organisations, and guidance on the use of prosthetics in physical activity settings. Research by Bowman and Bernhardsson (2022) highlighted how physiotherapists and occupational therapists, in particular, have a significant role in helping children and their families navigate adaptive techniques and build confidence in engaging in physical activity. To enhance the effectiveness of interventions, healthcare providers must stay informed about the latest advances in adaptive sports and community resources (Saran et al., 2021). This will ensure that their advice is grounded in current best practices. Furthermore, collaborative partnerships between professionals, and families, can further facilitate the integration of physical activity into the lives of children with LDA (Kinnunen, 2023).
Educators, particularly those involved in physical education, are crucial stakeholders in creating inclusive environments where children with LDA can thrive. The findings of this research point to the need for targeted training on disability awareness and adaptive P.E. practices. Educators must develop the skills to identify and mitigate exclusionary practices within their classrooms, ensuring that children with LDA are not marginalised in physical activities. Educators are encouraged to collaborate with families to understand individual needs and preferences, and to tailor activities to promote participation, enjoyment, and most importantly, equal play (Akerman, 2021; ParalympicsGB, 2024). This is especially important as Heah et al. (2007) for instance, describe successful participation as involving social interactions (being with others) and the capability to perform actions autonomously. Moreover, educators should actively celebrate diversity within P.E. settings, using their platforms to challenge stigma and promote positive narratives around disability. The integration of inclusive role models, such as athletes with limb differences, into the curriculum can inspire children and enhance their sense of possibility and self-worth.
For policymakers, the research identifies several systemic barriers to physical activity participation that require urgent attention. Policymakers have long been identified as a stakeholder that places the least or no importance on children and young people’s views (Powell et al., 2011). Therefore, for an intervention that is meaningful, it is especially important that they prioritise listening to the voices and engaging with the narratives and stories of children and young people with LDA. Policy interventions should prioritise funding for inclusive sports programmes, adaptive equipment, and infrastructure that supports equitable access to physical activity. Policymakers must work to establish and enforce standards for disability inclusion across schools, community organisations, and sports associations. This includes mandating accessibility training for educators and coaches and providing financial incentives for programmes that demonstrate a commitment to inclusion. Public awareness campaigns such as the ‘Equal Play’ campaign by ParalympicsGB (2024) can also play a key role in shifting societal attitudes, challenging stereotypes, and creating a culture that values diversity in physical activity settings (Borawska, 2017). As claimed by the Office for Health Improvement and Disparities (2021), by addressing systemic inequities and promoting evidence-based interventions, policymakers can lay the groundwork for meaningful and sustainable change.
In conclusion, the implications of this research extend beyond individual actions to encompass systemic and cultural shifts. Families, healthcare providers, educators, and policymakers all have distinct yet interconnected responsibilities in creating a landscape where children with LDA can fully participate in physical activity. By implementing these recommendations, stakeholders can collectively work toward a future where the status quo is challenged, in that inclusion is the norm, and the benefits of physical activity are accessible and equitable to all. This collaborative effort is essential for dismantling barriers and ensuring that every child, regardless of their physical differences, has the opportunity to participate in physical activity.
6.2 [bookmark: _Toc197684294]Methodological Considerations
Methodological considerations are central to the rigour of any research endeavour (Smith & McGannon, 2017; Johnson et al., 2020). In the context of this PhD, methodological considerations were particularly critically thought out given the nuanced and sensitive subject matter of exploring the experiences of children and young people with LDA and their families. This section will detail the methodological contributions introduced in this thesis and emphasise the innovative and multifaceted approaches that were employed throughout the research. These approaches include narrative inquiry, creative non-fiction storytelling, co-design, the integration of various data collection techniques, and reflexive practices. This research required a thoughtful and multifaceted approach to methodology that prioritised ethical sensitivity, inclusivity, and fidelity to participants' lived experiences. 
The research design was informed by narrative inquiry as a core methodological framework. Narrative inquiry, as articulated by Clandinin and Connelly (2006), prioritises the exploration of lived experiences through stories. It positions narratives as both the method and the phenomenon under study (Gavidia & Adu, 2022). This approach was particularly fitting for this research as it allowed participants to share their journeys in a way that reflected their realities while also enabling an exploration of how their identities and experiences have been shaped over time. The temporal aspect of the research, which tracked families' and children’s experiences from birth to the present day, required a methodological lens that could accommodate complexity and nuance, particularly as participants articulated how disability-specific, physical activity and general life events intersected to shape their lives. By attending to the temporal dimensions of their experiences, the research embraced a longitudinal perspective, which Caruana (2015) has identified as critical for understanding the cumulative and evolving impacts of life events and transitions on well-being.
A key methodological consideration in this study was the decision to use a ‘toolbox’ of various methods. This approach was motivated by the flexibility and depth that applying various methods offer (Ruslin, 2022). The semi-structured format allowed participants to express their thoughts, share their experiences, and convey their emotions in their own words, while also enabling me to explore emerging themes through probing questions. However, I also used additional methods, such as photography, drawing, and observations, which further enriched the data and ensured the inclusion of diverse forms of expression. By combining these methods, I was able to create a more comprehensive understanding of participants’ experiences. This gave participants the opportunity to express themselves in ways that felt comfortable and meaningful to them.
The use of a range of methods allowed the research to adapt to the needs of each participant, ensuring that the process was not restricted to a rigid structure. As Smith and Osborn (2015) highlight, creating an open, dialogic space for participants to share their narratives is essential, and this approach was in line with that philosophy. The flexibility of the interviews, alongside the other various methods, allowed the research to be fluid and responsive to the participants' unique voices. Importantly, this methodology recognised that data collection methods don’t need to follow a fixed formula but should instead adapt to the individual needs and preferences of participants. This flexibility was particularly important when engaging with children, who have historically been marginalised in research. 
By incorporating diverse methods such as drawing and photography, I was able to give children more creative ways to express their experiences, enabling their voices to be heard in a way that felt empowering and comfortable for them. This participatory, child-centred approach answered two significant calls in the literature. First, it responded to the need for more inclusive and participatory research that prioritises the perspectives of young people (James & Prout, 2015), which has been shown to increase youth engagement and improve the effectiveness of interventions (Oeckel et al., 2024). Second, it addressed the call for more collaboration between researchers and participants to create research that is valuable, meaningful, and impactful (Day & Humphrey, 2020). By giving participants the choice of how they wanted to engage and express themselves, the study ensured that the research process was truly collaborative and led by the participants, particularly the children, whose stories were central to the study.
The ethical dimensions of gathering narrative accounts were a central methodological concern, particularly given the potential for participants to feel emotional distress when recounting past experiences that may have been traumatic. This was addressed through a range of ethical safeguards, including informed consent processes that emphasised participants’ rights to withdraw, the provision of emotional support during and after interviews, and the use of pseudonyms to protect participants’ identities (Nixon, 2013). Special attention was given to the inclusion of children in the research, with ethical considerations extending to ensuring their comfort and safety throughout the process. This included providing opportunities for breaks and involving parents or guardians. Applying these measures reflected a commitment to upholding ethical research practices, as outlined by Nixon (2013). Narrative analysis was employed to identify and interpret the themes and patterns that emerged from participants’ stories, with a focus on understanding how their experiences were shaped by broader social, cultural, and institutional contexts. The analysis identified four narrative typologies—stigmatisation, quest, advocacy, and integration—each of which provided a lens for understanding the diverse and dynamic experiences of children with LDA and their families. These typologies were not imposed on the data but emerged inductively through a close reading of the transcripts. This was consistent with the principles of narrative analysis.
Another methodological consideration related to the use of creative non-fiction as both a tool and a mode of representation. Creative non-fiction allowed for the translation of participants' narratives into accessible and evocative stories that could engage a wider audience while maintaining fidelity to their lived experiences. It was guided by the recognition that traditional academic formats often fail to capture the emotional and relational dimensions of lived experiences, particularly in the context of disability (Selking, 2021). Creative non-fiction provided a means of bridging this gap by offering a platform for stories that resonated with both academic and non-academic audiences. However, this approach also required careful negotiation of the balance between factual accuracy and creative expression.
The co-design phase also presented methodological challenges and opportunities. Co-design was employed to collaboratively develop a resource based on the stories crafted during the storytelling phase, with participants then actively contributing to the design process. This approach was grounded in principles of co-design, which emphasises the importance of engaging end-users in the development of interventions and resources (Chammas et al., 2015). However, the implementation of co-design required careful consideration of power dynamics, logistical constraints, and the need to balance participant input with the practicalities of resource development. The iterative nature of the co-design process, which involved workshops, and individual conversations for feedback opportunities, ensured that participants’ voices were central to the resource creation while also allowing for refinement and adaptation as needed. This methodological approach aligns with the literature on participatory methods, which highlights the value of co-design in engaging youth (Oeckel et al., 2024), fostering empowerment, inclusivity, and the co-creation of knowledge (Busciantella-Ricci & Scataglini, 2024; Grindell, 2022).
Researcher reflexivity was another critical methodological consideration, particularly given my threefold role as a parent, an academic and a dual registered nurse. Reflexivity involved ongoing reflection on how personal experiences, assumptions, and biases might influence the research process, from the framing of research questions to the interpretation of findings. This reflexive stance was informed by literature on researcher positionality, which emphasises the importance of transparency and critical self-awareness in qualitative research (Berger, 2015). Reflexivity also extended to the relational dynamics between me and the participants. There was an emphasis on building trust, rapport, and mutual respect. This was particularly important as this research involved sensitive and potentially emotive topics, so psychological safety and creating a safe space through trust were important.
6.3 [bookmark: _Toc197684295]Empirical Evidence
This section addresses the empirical implications of my PhD research. The findings from this research sought to contribute significantly to existing knowledge in the domains of LDA in children and young people, family experiences, and physical activity participation by offering both confirmatory evidence and new insights that expand understanding within these areas. The research aimed to collaboratively co-design an accessible resource that would reflect these diverse experiences, thereby addressing a significant gap in knowledge and practice. 
First, this thesis makes an important contribution as, at the time of writing, this is the only research of its kind that has co-designed a resource with children, young people, and families with LDA. It is the only existing research based directly on their lived experiences. By adopting a narrative inquiry framework and integrating co-design principles, this research has produced a resource that is both context- and population-specific. It highlights how children and families make sense of their experiences over time, their physical activity experiences, and the unique challenges and resources they draw upon to navigate their journeys. This research captured the nuanced realities of living with LDA. Furthermore, it empowered participants by actively involving them in the creation of the resource that was grounded in their perspectives and needs. To do this, I adopted a narrative inquiry methodology to first explore the lived experiences. Narrative inquiry has been widely recognised for its capacity to uncover the complexity of human experiences by offering deep insights into how individuals and families make sense of their realities over time (Clandinin, 2016). Through listening and observing families, I developed narrative typologies that reflected the multidimensional and dynamic trajectories of well-being in families of children with LDA. These typologies provide a framework to understand the diverse ways in which families experience and respond to challenges, thereby offering a rich, context-specific lens on their lives.
Second, the co-design approach adopted for this research provided families with a platform to directly influence resource development. This phase enabled iterative collaboration, thus ensuring that the resource was authentic and practically relevant to the needs of children and young people with LDA, their families, and the wider communities. Co-design frameworks, which prioritise participatory engagement, are increasingly recognised for their ability to produce user-centred and impactful solutions (Sanders & Stappers, 2008; Steen et al., 2011). I was able to adapt the Participatory Decision-Making Framework by Kaner (2014) and develop a more applicable framework for the decision-making process of my co-design stage (p. 216). Moreover, engaging families in workshops allowed for a dialogue that revealed the importance of including narrative pathways when attempting to develop a resource, as multiple narratives reflect the diversity of lived experiences.
Third, the longitudinal nature of this research enabled the identification of turning points and transitions in family experiences. These findings extend existing literature by illustrating how families navigate structural and personal changes over time and highlighting the mechanisms that can work when trying to achieve inclusion, such as ‘Equal Play’. This comprehensive view challenges oversimplified depictions of life with LDA by providing a holistic perspective that incorporates both challenges and positives. 
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[bookmark: _Toc185863478][bookmark: _Toc185863584][bookmark: _Toc185863690][bookmark: _Toc185863796][bookmark: _Toc185863902]This PhD research makes significant theoretical contributions by introducing new dimensions to theories related to disability, narrative identity, family support systems, and physical activity engagement. By centring the lived experiences of children and young people with LDA and their families, this study bridges critical gaps in the literature. It underscores the importance of inclusive, participatory approaches outlined by the Social Policy Institute (2024), in understanding people sharing a particular commonality and cultivating understanding and equity (Tan, 2019). Furthermore, this research extends the social model of disability (Oliver, 1990) by examining the interplay between societal expectations and personal experiences, particularly within the context of childhood and family life. As Owens (2015) states, the Social Model appreciates that individuals with impairments are disabled by material discrimination, but more so by prejudice. This research aligns with this theory as it critiques structural and attitudinal barriers. Furthermore, its findings reveal how these social barriers intersect with emotional experiences and familial relationships. Thomas’s (1999) notion of the psycho-emotional dimensions of disability is extended here to demonstrate how stigma, social comparison, and perceived scrutiny also impact the emotional labour of families. 
The concept of narrative identity explained by McAdams (2001) was central to understanding how participants constructed meaning around their experiences. Children with LDA and their families used personal and collective narratives to frame their recollections and stories. These narratives actively shaped identities and for some participants, it enabled them to make meaning of experiences, discuss societal labels and redefine notions of normalcy and ability. Day and colleagues (2022) emphasise the value of hindsight in qualitative research, noting that it allows participants to reflect on particular events, consider how they experienced them, and explore their significance and meaning. By incorporating creative non-fiction and multiple story endings (alternative endings) for instance, this study also aligns with postmodern theories of identity highlighted by Gergen (1991), as it challenges fixed and singular narratives. The inclusion of multiple endings reflects the diversity of experiences within the LDA community and embraces the complexity of lived experiences, aligning with Frank’s (2010) narrative ethics. The multi-vocal approach where multiple narrative typologies emerged, allowing for four stories to be created, ensured ethical representation and foregrounded participants’ agency in shaping their own stories.
Narrative typologies such as stigmatisation, quest, advocacy, and integration challenge the dichotomy between personal limitation and societal failure. They advocate for a relational perspective that centres family dynamics and contextualises individual experience within broader social frameworks. In this research, families emerged as both crucial sources of support and, at times, sites of secondary stigmatisation, as described by Evans (2023). This relational lens extends existing disability theories by embedding children’s experiences within familial, institutional, and societal spheres. The study also builds on and expands Bronfenbrenner’s (1979) ecological systems theory by showing how children’s lived experiences are shaped by the interactions between microsystem-level (individual and family), mesosystem-level (immediate community and institutional), exosystem-level (wider community and societal) and macrosystem-level (policy) systems. Families in this study acted as key intermediaries between children and external institutions—such as schools, sports clubs, and healthcare services—demonstrating the mesosystem-level in action. They were not passive recipients of policy but active agents of change who worked to alter their children’s environments. Their advocacy frequently extended into the macrosystem, with attempts to influence broader policy and social discourses around inclusion and accessibility.
This research therefore contributes uniquely to theoretical knowledge by illustrating how microsystem and mesosystem level experiences must inform macrosystem level decision-making. Policies—situated at the macrosystem level—often fail to account for the nuanced, day-to-day realities of disabled children and their families. For instance, current UK frameworks such as the SEND Code of Practice (Department for Education and Department of Health, 2015) and the Equality Act (2010) provide broad guidelines for inclusion and non-discrimination. For children and young people with disabilities (i.e., such as limb difference) who have EHC plans, this would form the basis or co-ordination of health with other services (e.g., support in schools) (Council for Disabled Children, 2022). However, this research has highlighted that these policies often fail to capture the challenges and barriers disabled children and their families face daily—particularly in relation to access to sport, peer interaction, and emotional wellbeing. Similarly, despite updated physical activity recommendations by the Department of Health and Social Care (2022), 1 in 4 children with disabilities still do not take part in P.E (ParalympicsGB, 2024). This further highlights the disconnect between microsystem levels (i.e., children with disabilities such as limb difference) and macrosystem levels (policies, guidelines and national recommendations). By amplifying the voices of children with limb differences, this research highlights their often-overlooked needs, aspirations, and emotional realities. It calls attention to the gap between legislative intent and practical application, showing how policies that are disconnected from lived realities can become symbolic rather than transformative. In doing so, it positions policy as an outcome of interdependent systems, rather than an isolated construct, and supports the call for relational, child-centred frameworks that bridge microsystem, mesosystem, exosystem and macrosystem divides. 
Additionally, the theme of quest aligned with theories of post-traumatic growth, revealing how families often experienced transformative growth, assuming roles as advocates, educators, and community leaders (Frank, 2010). As such, this study invites an expansion of family theories to account for advocacy as both an emotional and systemic undertaking, grounded in complex ecological relationships. Importantly, this research also contributes to contemporary understandings of emotional and parental labour in families of disabled children. Parents engaged in complex affective work—such as shielding their children from stigma, managing public encounters, and sustaining positivity—which aligns with Hochschild’s (1983) original conception of emotional labour, and has been further developed in disability and care research (Lynch et al., 2020). This labour, often invisible, is foundational to advocacy and identity work. 
Parental labour was also reconceptualised beyond care and logistics as a continuous effort to manage societal perceptions and navigate institutional spaces (Gillies, 2007; Reay, 2008). In line with Vincent and Maxwell’s (2016) notion of “emotional and reputational labour,” parents actively shaped how their children were perceived to challenge deficit-based assumptions and promote inclusion—pre-empting exclusion, mitigating pity, and reframing disability through strength-based narratives. This became a form of impression management (Goffman, 1959), especially evident in public and institutional settings, where parents served as both advocates and buffers, working to preserve their child’s identity as capable and belonging.
The concept of impression management (Goffman, 1959) emerged as a critical theoretical thread. Children and parents were shown to ‘perform’ competence and resilience as strategic responses to ableist expectations. These performances, echoing Hadley’s (2021) extension of Goffman, were not only adaptations, but were revealed as co-produced, rehearsed, and essential survival strategies in the quest narrative for instance. The research thus contributed to growing knowledge on disability and impression management (Runswick-Cole et al., 2023), showing how families cultivated and deployed public-facing narratives to pre-empt exclusion and assert belonging.
Findings also further contribute to theories of physical activity participation as seen in studies by Thomas (2019), Brand (2019), and Rebar and Gardner (2021). The findings highlight how children with LDA and their families navigate unique structural and attitudinal barriers. The narrative typology ‘Advocacy’ for instance, highlights critical disability studies (Shapiro, 2003), which view sports and physical activity as sites for constructing and contesting identities. Work by Fitzgerald et al. (2020) and Powell et al. (2011) has also emphasised that sport spaces are not neutral and are at times seen as arenas of negotiation where disabled young people prove themselves. This study builds on such work by showing how inclusion was not just gained through opportunity but maintained through ongoing emotional and parental labour. Participation in physical activity enabled children to assert their abilities, and cultivate belonging, while also revealing the emotional labour involved in meeting societal expectations of productivity and ‘normalcy’. These findings call for theories of physical activity to critically examine how cultural narratives of ability and success shape experiences of inclusion and exclusion for children with LDA and their families.
The co-design approach employed in this study holds significant theoretical implications for participatory research methodologies (Benz, 2024; Slattery, 2020; Vaugn, 2020). By involving children and families in shaping creative non-fiction stories, the study extends Sanders and Stappers’ (2008) co-design framework, demonstrating its potential as a vehicle for narrative empowerment. This aligns with Freire’s (1970) concept of praxis, highlighting how participatory processes can foster critical consciousness and challenge oppression (Sachs, 2014). Co-design served as both an approach and a theoretical construct for advancing social justice in that it enabled participants to articulate their lived realities and influence the narratives that represent them. The inclusion of multiple story endings further underscores the potential of co-design to embrace polyvocality and complexity to reflect diverse perspectives within the LDA community. Additionally, this research contributes to evolving understandings of child-led co-design by demonstrating how creative methodologies can dismantle adult-centric frameworks, shifting power and authorship into the hands of children themselves (Burns & Creaney, 2023).
The findings from this research offer substantial theoretical advancements across multiple domains, including disability studies, narrative identity, family support systems, and physical activity engagement. By integrating lived experiences with theoretical constructs, the study enriches our understanding of the intersections between disability, identity, and social inclusion. These theoretical implications provide a foundation for future research and practice aimed at fostering equity, empowerment, and systemic change for children with LDA and their families.
6.5 [bookmark: _Toc197684297]Practical Implications 
[bookmark: _Toc185863479][bookmark: _Toc185863585][bookmark: _Toc185863691][bookmark: _Toc185863797][bookmark: _Toc185863903]The practical implications of this thesis are rooted in its potential to create meaningful change for children and young people with LDA and their families, as well as the broader networks of educators, healthcare providers, and policymakers. This research highlighted the importance of co-designing resources and interventions that reflect the lived experiences of participants. The findings emphasised the critical role of families in fostering advocacy and adaptive strategies to navigate systemic barriers. Practical recommendations include empowering parents, reducing emotional labour, and fostering peer support networks where families can share experiences and resources. Such networks could provide families with strategies to advocate for inclusion effectively and reduce isolation through collective efforts.
Narratives, particularly those co-designed in this research, hold significant practical value. They are not simply stories—they are powerful resources that can influence change, challenge perceptions, and shift societal norms. Narratives allow individuals to see the world through the experiences of others, fostering empathy, understanding, and connection. In this context, these stories can be tools for advocacy, offering families and communities a means to articulate their experiences and push for necessary changes. They can challenge stereotypes, highlight the complexities of disability, and provide a voice to those who are often marginalised. By presenting these lived experiences, narratives have the potential to reshape the way we think about disability, inclusion, and the capacity for all children to thrive. They can provide a platform for advocacy, not just within families, but across communities, empowering those who are often silenced by societal barriers.
For healthcare providers, the research advocates a holistic approach that integrates physical, emotional, and social support. Early, consistent communication with families about available physical activity opportunities and adaptive technologies is essential, as is aligning interventions with the child’s aspirations. Training healthcare professionals to address diverse needs through cultural competence (i.e., the ability of health professionals to effectively deliver services that meet patient needs Nair, 2019) and LDA awareness could enhance their ability to support inclusion in education and community settings. On that note, educators, particularly in physical education (P.E.), are uniquely positioned to influence inclusion (Karamani, 2024). This research calls for training in inclusive physical activity strategies to promote Equal Play, and the use of universal design principles to ensure activities are inherently and completely inclusive. Furthermore, incorporating disability inclusion into anti-bullying programmes and diversity education can further shape peer attitudes and foster a culture of acceptance (Gaffney, 2021). The co-designed creative non-fiction stories from this research offer reflective opportunities to challenge stereotypes and promote empathy among peers, with the ability to instigate real change in attitudes and behaviours, ultimately encouraging inclusion. 
Additionally, policymakers are urged to address structural and attitudinal barriers to physical activity participation through targeted interventions, such as funding inclusive sports programmes, ensuring access to inclusive recreational facilities, and mandating the availability of inclusive equipment (i.e., equipment that is safe and suitable for non-disabled and disabled children) in schools. Furthering this, cross-sector collaboration between healthcare providers, schools, and community organisations is also vital for creating integrated support systems that ease the burden on families. It is also worth noting, that engaging with public awareness campaigns such as the ParalympicsGB (2024) Equal Play campaign, which showcases the diverse capabilities of children with LDA, can shift societal narratives and reduce stigma.
Finally, this thesis underscores the importance of collaborative approaches in creating sustainable change. In the same way I embedded the principles of co-design into this Narrative Inquiry research, embedding the principles of co-design into practice can ensure that interventions remain relevant and empowering for the communities they serve. Furthermore, this research demonstrates how lived experiences can inform a powerful resource to create pathways for children with LDA to achieve their full potential in inclusive and supportive environments. Essentially, the narratives are not just stories; they are the keys to unlocking deeper understanding, cultivating empathy, and creating a more inclusive society for children and young people with LDA.
6.6 [bookmark: _Toc197684298]Reflexivity and the Researcher Role
Although reflexivity across the entire programme of research has been discussed throughout this thesis, it is worth mentioning some of the key reflexive points as I conclude this chapter. The process of reflexivity is a cornerstone of qualitative research, particularly in methodologies rooted in narrative inquiry, as it requires a continuous examination of the researcher’s positionality and its influence on the research process (Clift, 2018). My role in this study, spanning data collection, narrative analysis, and re-storying and co-design, necessitated an acute awareness of how my professional and personal experiences shaped the research outcomes. As a clinician with experience in mental health and general nursing, I brought a perspective informed by patient advocacy and holistic care, which undoubtedly influenced my engagement with participants and the interpretation of their narratives.
While I do not have personal experience as a parent of a child with LDA, my clinical background instilled in me a deep understanding of the medical, emotional and social complexities faced by individuals navigating systems of care. This understanding facilitated the establishment of trust and rapport with participants, as I approached their narratives with empathy and a commitment to understanding their lived experiences. However, my professional background also posed potential risks of bias, as it might have predisposed me to focus on themes of systemic barriers, and the psychosocial dimensions of disability, potentially overlooking other aspects of participants’ experiences.
In engaging with the narrative process, I was mindful of the power dynamics inherent in qualitative research. Participants entrusted me with their stories, and I bore the responsibility of interpreting and representing their experiences accurately and respectfully. The re-storying process, which transformed the themes of stigmatisation, quest, advocacy, and integration into creative non-fiction narratives, required careful consideration of my role as both a researcher and a storyteller. My clinical training in mental health had equipped me with skills to navigate sensitive topics, yet I was aware that these skills also shaped my interpretive lens, influencing how I constructed and framed the narratives.
For instance, in the story “Why can’t I be normal?”, which explored the theme of stigmatisation, I drew on my understanding of how stigma operates within societal and institutional contexts. While this perspective enriched the narrative, it also necessitated reflexive scrutiny to ensure that my interpretation did not overshadow the participant’s voice or inadvertently perpetuate harmful stereotypes. To address this, I engaged in conversations with supervisors and participants during the co-design phase, inviting their feedback to ensure that the story authentically reflected their experiences and perspectives. Reflexive journaling and regular discussions with my academic supervisors helped to mitigate bias. It provided a space to critically examine my interpretive choices and ensure that the research remained grounded in participants’ perspectives. Beyond the narrative process, reflexivity was crucial in the narrative analysis, where I identified and synthesised patterns across the data. The themes of quest and integration, for example, reflect broader theoretical constructs often encountered in clinical practice, such as community inclusion. My familiarity with these constructs enabled me to engage deeply with participants’ accounts, yet it also required a conscious effort to remain open to alternative interpretations and avoid imposing pre-existing frameworks onto the data. 
The co-design process provided an additional layer of reflexive engagement, as it involved collaboration with participants to validate the narratives and co-design the resource. This phase illuminated the interplay between my role as a researcher and the participants’ agency in shaping the research outcomes. This collaborative dynamic emphasised the importance of reflexivity in recognising and addressing the power asymmetries inherent in the research process. Reflecting on my positionality, I recognise that my clinical background conferred both advantages and limitations. 
Furthermore, my position as an academic researcher influenced the way I approached the co-design process and the dissemination of the resource. While I sought to foster collaboration and inclusivity, I was aware that my role as a facilitator carried the risk of shaping the dialogue and prioritising certain perspectives over others. To counteract this, I prioritised transparency and open communication by engaging with participants during the co-design phase and giving them the opportunity to challenge, feedback and critique. Finally, the broader social and cultural context in which this research was conducted also shaped my reflexive engagement. As a researcher operating within the United Kingdom, I was conscious of the societal narratives surrounding disability, inclusion, and physical activity.
In conclusion, reflexivity played a central role in this research. It guided my engagement with participants, the narrative process, the narrative analysis and the co-design process. My clinical background and positionality as a researcher provided valuable insights but also necessitated ongoing scrutiny to ensure that the research remained participant-centred and inclusive. This reflexive engagement enhanced the rigour of the study and also emphasised the ethical imperative of honouring participants’ voices in all aspects of the research process.
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Strengths
Throughout this thesis, various strengths and limitations have been discussed in detail, but several key strengths underscore the significance of this research. At its core, this study exemplifies a unique and inclusive exploration of the lived experiences of children and young people with LDA, as well as their families. By adopting an innovative methodology and prioritising participant-centred approaches, this research contributes new and meaningful knowledge to the field. One of the most notable achievements of this research is its ability to amplify the voices of individuals and families who have often been overlooked in academic and policy discussions. Another major strength lies in the diversity of the participant sample. Families from varied backgrounds and with different experiences of LDA were engaged, ensuring that the findings were broadly relevant and applicable. This diversity allowed the research to encapsulate a wide range of perspectives, thus creating a holistic understanding of the challenges and triumphs faced by these families. Such diversity both enriches the data and strengthens its potential for practical application across different contexts. Additionally, the timeliness of this research aligns with growing societal and institutional recognition of the importance of inclusivity, particularly in education and community settings, as demonstrated by initiatives such as ParalympicsGB’s Equal Play campaign (2024). By focusing on the lived experiences of families with LDA, this study addresses a gap in knowledge and contributes to ongoing conversations about inclusivity, advocacy, and support systems.
By employing a qualitative narrative inquiry approach, the research provided a nuanced and layered understanding of participants’ lived experiences. Narrative inquiry offered a framework to capture personal stories, allowing participants’ voices to take centre stage in a way that quantitative or traditional qualitative methods often fail to achieve. This approach was further enriched by the use of creative non-fiction narratives, which transformed raw data into compelling stories. These stories were engaging and accessible to diverse audiences, including policymakers, educators, and healthcare providers. By humanising the data, the narratives fostered empathy and understanding while simultaneously delivering critical insights. This innovative method bridged the gap between academic research and practical application. It challenged deficit-based narratives by highlighting the strengths, resilience, and agency of children with LDA and their families.
The participant-centred nature of this research further strengthens its contribution. From the initial stages of data collection to the co-design of resources, the study actively involved children with LDA and their families, ensuring their voices were central to every aspect of the research. This approach aligns with the principles of inclusive research (Nind, 2016) and responds to calls for greater collaboration between researchers and participants in producing meaningful and impactful work (Day & Humphrey, 2020). The co-design workshops exemplified this collaboration by creating a space where participants could actively shape the study’s outputs. This participatory process validated the experiences and insights of participants. Moreover, it enhanced the relevance and applicability of the findings. By integrating co-design into narrative inquiry, the study developed a resource that was both theoretically grounded and practically meaningful. This iterative feedback process ensured that the final resource reflected participants’ needs and preferences, increasing its potential for real-world application. By exploring the evolving experiences of children with LDA and their families over time, the research provided a dynamic perspective on their lives. This longitudinal approach allowed for the identification of patterns and trends that may not have been apparent in cross-sectional studies. As a result, it offered a more comprehensive understanding of the long-term impacts of LDA. For instance, the study highlighted how systemic barriers, societal stigma, and limited access to inclusive physical activity opportunities can cumulatively influence participation and well-being over time. Capturing the progression of stigmatisation and its effects on participation emphasised the importance of early interventions and sustained support. These insights are particularly valuable for informing policies and practices aimed at reducing stigma and promoting inclusivity.
The methodological rigour of this research is another critical strength, as it ensured consistency and coherence throughout the research process. Rigour, often regarded as a hallmark of high-quality research, involves ensuring methodological coherence across ontology, epistemology, data collection, analysis, and outputs (Smith & McGannon, 2018). In this study, every decision was made with careful consideration of its foundational assumptions, enhancing the trustworthiness and applicability of the findings. The reflexive and ethical approach adopted further strengthened the research. Efforts to minimise power imbalances, such as involving participants in the co-design process, reflected a commitment to ethical research practices. My background in mental health and general nursing also informed a compassionate and empathetic engagement with participants, ensuring that their dignity and agency were upheld throughout the study. This reflexive approach enhanced the quality of the data while fostering trust and mutual respect between myself as the researcher and the participants.
Perhaps the greatest strength of this research lies in its practical contributions. The participant-informed resource developed through co-design encapsulates the lived experiences and insights of children and young people with LDA and their families. This resource holds significant potential for driving meaningful change by supporting families, educators, and healthcare providers in fostering inclusive and supportive environments. Furthermore, the study’s findings challenge deficit-based narratives and emphasise the strengths and resilience of individuals with LDA. By shifting the focus from limitations to capabilities, the research contributes to a more balanced understanding of LDA and has the potential to influence societal attitudes, reduce stigma, and promote inclusivity. Research focusing on the capabilities and strengths of individuals with disabilities, rather than their limitations, can significantly contribute to reducing stigma and promoting inclusivity. A study by Marini and Stebnicki (2012) discusses how positive psychology approaches, such as hope theory, subjective well-being, resilience, and optimism, can help individuals with disabilities overcome adversity and mitigate the adverse effects of stigma. By emphasising these positive aspects, the research fosters a more balanced understanding of limb differences and has the potential to influence societal attitudes, reduce stigma, and promote inclusivity.
This study represents a significant and timely contribution to understanding the lived experiences of children with LDA and their families. Its methodological innovation, participant-centred approach, and practical outputs highlight the value of inclusive and collaborative research. While limitations exist, the strengths of this study underscore its potential to inform policy, practice, and future research. This ultimately nurtures the development of a more inclusive and equitable society.
Limitations
Every research project, no matter how carefully designed, has limitations that may influence its outcomes and interpretations. While this research achieved its objectives, several limitations warrant discussion, particularly in relation to methodological challenges, data collection, analysis, and broader generalisability. Although perhaps a strength of the study too (i.e., context-specific), one limitation is that the study was based exclusively in England, and did not consider families from other countries. This geographical limitation restricts the generalisability of the findings to broader international contexts, where cultural, societal, and healthcare system differences may shape the experiences of families with children living with LDA. Future research could expand its scope to include families from different countries to explore the impact of these contextual factors on the lived experiences of children with limb differences and their families.
Another limitation is the study's focus on a single disability, namely limb difference. As a result, the findings may not fully represent the experiences of families with children living with other types of physical disabilities in settings such as P.E., whose challenges and needs might differ. While the focus on limb difference provided a deep, nuanced understanding of this specific experience, broader research encompassing multiple disabilities could offer insights into shared and divergent challenges across the disability spectrum.
Additionally, methodological challenges also arose during the co-design process, which, while central to the study, posed logistical and practical difficulties. Engaging families in collaborative workshops required significant coordination, and scheduling constraints meant that the workshops had to be split across two sittings instead of being held as a single session. While these workshops aimed to encourage active participation and shared decision-making, there was a risk that not all families would feel equally comfortable or willing to engage in this format. Some participants may have felt intimidated or constrained in expressing their views within a group setting, while others with more dominant personalities may have found it easier to share their opinions. To address this, I worked to create a safe space for open discussion and also provided opportunities for one-on-one feedback, ensuring that all participants had a chance to share their perspectives.
Recognising these limitations both enhances the transparency and rigour of the study and highlights opportunities for future research to build on and address the gaps identified.
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While this research has significantly contributed to understanding the experiences of children with LDA and their families, there are numerous opportunities for future studies to expand upon these findings and explore unexplored aspects. This section identifies potential directions for future research and offers practical recommendations for advancing this field of inquiry. First and foremost, the resource created as part of this study can be disseminated to ignite conversations and make a transformative impact on the understanding of LDA. One key way to achieve this is through narrative pedagogy, which utilises storytelling as a tool for learning and fostering empathy. By sharing the lived experiences of children with LDA and their families, these narratives can challenge societal perceptions, reduce stigma, and increase awareness of the unique challenges faced by families. Narrative pedagogy allows for the integration of personal stories into educational settings, helping to shift attitudes, enhance inclusion, and provide a deeper understanding of the complexities surrounding disability. Future research could focus on how these narratives are utilised in different educational and community settings, exploring their potential for fostering dialogue, creating awareness, and driving change.
Another area for future research is the exploration of cross-cultural experiences of families with children who have LDA. Given that this study was focused on England, future work could investigate how families from different cultural, geographical, and socio-economic backgrounds navigate similar challenges and opportunities. This could provide a more holistic view of the diverse experiences of children with LDA globally, broadening the understanding of family dynamics, societal perceptions, and access to resources.
Third, while this study centred on the perspectives of families, future research could broaden the scope to include additional voices (i.e., educators, health professionals, prosthetic designers, community leaders, and policymakers) by sharing the resource created in this programme of PhD research. Understanding how these individuals interact with children with LDA and influence their experiences could provide a holistic view of the social and systemic factors shaping inclusion and support. For example, exploring the perspectives of P.E. teachers or prosthetists on barriers to inclusion could uncover actionable insights for improving access to activities and services. Dyadic or group-based research designs could also reveal the dynamics of relationships between families and key stakeholders. This could aid in addressing the multifaceted nature of support systems in diverse settings. Additionally, social network analysis could identify key relationships and resources that facilitate resilience and participation in physical activity or other aspects of life (Thoma, 2020). Such insights could inform the design of interventions aimed at strengthening community networks and promoting well-being among families.
Fourth, further studies could examine the use of the narrative resource in various sectors. This would involve exploring how the resource developed in this research, could be implemented within healthcare, educational, and community systems to promote better support for families with children who have LDA. Exploring how different sectors can incorporate these narratives into training and professional development could provide valuable insights into how best to equip those who interact with families to provide more inclusive and informed support. This could involve assessing the impact of narrative pedagogy on professionals’ attitudes and practices, as well as its potential to inform policy changes that create more inclusive and accessible environments for children with LDA.
Fifth, the use of diverse creative approaches, such as creative non-fiction, and the use of infographics, to present research findings has been on the rise in the fields of sport, exercise, and health research (Day & Humphrey, 2020). To capitalise on this, the creative methodologies used in this research could be diversified and extended to explore new forms of dissemination and engagement. Future researchers could investigate innovative storytelling approaches, such as immersive digital experiences, interactive narratives, or multimedia formats that integrate video, animation, and soundscapes. This approach can effectively create vivid and compelling portrayals of experiences, enabling researchers to “show rather than tell theory in and through story” (Smith, 2013, p.135). It could also enhance the emotional resonance and accessibility of research outputs (Bakhtiary & Behzadi, 2023). It would also enable broader audiences to connect with and understand the lived experiences of children and young people with LDA and their families. Such creative practices should also include collaboration with participants by inviting them to co-design outputs that authentically reflect their experiences and perspectives. As Day and Humphrey (2020) claim, co-production and co-construction with the researcher to develop and shape information and resources, would result in research that is more meaningful and influential.
Furthermore, future research should consider the intersectional influences of factors such as socioeconomic status, ethnicity, and cultural background on the experiences of children with LDA. These aspects may shape access to resources, perceptions of disability, and opportunities for participation in physical activity or P.E. For example, research shows that an ‘extremely low’ proportion of black people with severe disabilities participate in physical activity compared to white peers (Bran et al., 2012), thus exposing them to secondary health conditions at a higher proportion (Rimmer et al., 1999). Therefore, examining how race for instance, influences the visibility and stigma surrounding limb differences could reveal barriers and facilitators to inclusion.  Furthermore, gender-specific experiences need further investigation, as societal expectations may differently impact how boys and girls with LDA engage in physical activity.
Finally, this research emphasised the importance of collaborative co-design but also revealed practical challenges in implementing co-design. Future studies could explore strategies to enhance participation and overcome logistical constraints in co-design processes. For example, researchers could examine the effectiveness of digital tools or asynchronous methods in facilitating engagement for families with limited availability. Longitudinal co-design studies could also evaluate the sustainability and adaptability of resources developed through these processes. This would ensure they continue to meet the evolving needs of families over time. In terms of practical implications, there is a need for further research on the evaluation of the resource. Building on this PhD’s outcomes, future researchers could collaborate with policymakers, educators, and community organisations to trial the resource informed by the study. Longitudinal studies could assess the effectiveness of these interventions in improving inclusion, reducing stigma, and promoting well-being and engagement in physical activity. Engaging stakeholders in these processes would ensure that research remains actionable, impactful, and directly relevant to the communities it seeks to support.
In summary, this research provides a strong foundation for understanding the experiences of children with LDA and their families. Future studies can build on this work by exploring creative methodologies, engaging broader stakeholder groups, investigating intersectionality, and evaluating the resource produced through the co-design process. By addressing these avenues, researchers can deepen the understanding of lived experiences and contribute to the development of inclusive and supportive environments for children with LDA.
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[bookmark: _Toc185863487][bookmark: _Toc185863593][bookmark: _Toc185863699][bookmark: _Toc185863805][bookmark: _Toc185863911]This thesis represents a significant contribution to addressing critical gaps in understanding the lived experiences of children and young people with LDA and their families. This research journey began with a commitment to narrative inquiry as its methodology. There were three principle aims of this thesis. First, to explore the experiences of parents and children with LDA through narrative stories as a narrative analyst. Here, there was a focus on the collection and analysis of stories that captured the richness and complexity of participants’ lived realities. Through this process, key themes and essentially four narrative typologies emerged – stigmatisation, quest, advocacy and integration. They offered valuable insights into the challenges, resilience, and agency of children with LDA and their families. The second aim was to present narratives that are both accurate and evocative of participants' lived realities. 
This aim saw a shift from the role of a narrative analyst to that of a storyteller. Narratives containing stories of lived experiences and stories of physical activity were restructured into four creative non-fiction narratives – ‘Why can’t I be normal?’, ‘From Last to First’, ‘Equal Play’ and ‘Accept. Adapt. Move on.’. These were designed to evoke insight, challenge misconceptions, and promote a deeper understanding of children’s experiences of LDA. The third aim was to co-design a practical resource with children and young people with LDA, and their families, and so finally, the study transitioned into a co-design phase. This aim saw families being engaged in the collaborative design of a practical resource aimed at supporting participation in physical activity. This progression from narrative analysis to narrative storytelling, and ultimately to co-design, reflects the methodological and conceptual depth of this thesis.
Thinking back to the introductory chapter of this thesis, I emphasised the crucial need to adhere to the principles of family-centred care when addressing the needs of children and young people with LDA and their families. Despite its significance, family-centred care is often neglected in current practices, resulting in families being deprived of meaningful and impactful collaboration and support (Barbour et al., 2010; Visser-Meily & Ketelaar, 2010; Nijhuis et al., 2008; Pickering & Busse, 2010). At its core, family-centred care places the family unit at the forefront, calling for a thorough understanding of their lived experiences, unique needs, and the degree of support they wish to receive. This research embraced and operationalised these principles, ensuring that the findings align with the inclusive and holistic ethos central to family-centred care. At its core, this thesis sought to amplify the voices of a marginalised population—children with LDA and their families—by capturing their narratives and transforming them into creative non-fiction stories. 
These stories vividly portray the richness and complexity of their lived experiences while challenging prevailing societal attitudes toward disability. By exploring the narrative typologies discovered in the analysis phase, the study underscores the importance of moving beyond deficit-based models of disability to embrace more empowering perspectives. The resource created, highlights the experiences of children and families and exposes structural barriers that hinder their inclusion and participation in everyday activities. By presenting LDA as a multifaceted experience, the research invites its readers to critically reflect on their assumptions of LDA. This shift in perspective is particularly important in physical activity contexts, where outdated notions of ability often perpetuate exclusion. 
A key strength of this research lies in its methodological approach of narrative inquiry. The co-design framework used within narrative inquiry ensured that the research was deeply rooted in the lived experiences of its participants while exemplifying a commitment to collaborative knowledge production. The co-design process actively engaged children, families, and other stakeholders in the creation of the resource, thus demonstrating the transformative potential of inclusive methods. By centring the voices of those directly affected, this research offers a model for future studies seeking authentic engagement with marginalised communities. It also underscores the value of narrative and participatory approaches in producing meaningful and impactful outputs. Also, through its emphasis on adaptive and inclusive approaches, the research aligns with ongoing efforts to create environments where all children, regardless of their physical differences, can thrive. The findings of this research carry significant implications for practice and policy, particularly in promoting inclusion and participation for children with LDA. By highlighting the systemic and attitudinal barriers to participation in physical activity, the study provides a foundation for advocating for policies and interventions that prioritise accessibility, adaptability, and inclusivity. The implications of this study extend beyond the experiences of children with LDA. It contributes to broader discussions about physical disability, identity, and inclusion. These insights are not only relevant to the field of disability studies, but they also resonate across other areas of social justice and advocacy. 
In conclusion, this thesis offers a robust foundation for future research, practice, and policy. It provides a roadmap for engaging with marginalised populations through inclusive and participatory methodologies while advocating for systemic change that prioritises equity and belonging. By cultivating a deeper understanding of the lived realities of children with LDA and their families, I hope this research and future research continues to give a voice to the children and young people with LDA, and their families who have gone unheard. Lastly, I hope this research inspires meaningful action, challenges societal norms, and contributes to a more inclusive and supportive society — one that brings marginalised individuals from the margins to an equal playing field.
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Invitation Letter 

Dear Invitee, 

My name is Cindy Okonkwo. I am a PhD student at St Mary’s University. I am kindly requesting your participation in a doctoral research study that I am conducting titled: Enabling Families to Support Children with an Amputation or Limb Difference. The intention is to build an understanding of the children and family’s needs to enable participation in physical activity. We want to hear about both your child’s experiences following the loss of a limb, as well as the families experiences, and learn more about your needs and how they may be met. The results of this study will contribute to the development of resources, tools and guidelines that may support you.

If you take part, there are several different research activities you and your child may be involved in, as described below.

1. Your child may be interviewed by the primary researcher. These interviews will cover experiences, and any challenges that may have faced. Their length will depend on how much your child has to say, and it will be up to your to decide which topics are discussed, and how much information he/she would like reveal. With your permission, interviews will be recorded.

2. Your child may also be observed by me whilst engaging in physical activities. The researcher will make this known to you and seek your permission before each period of observation, and you have the right to refuse at any time without affecting your ongoing participation in the study.

3. Your child may also be asked to keep a journal of his/her experiences. You and your child will be provided with guidelines to help with this process, and each entry is expected take short time. 

4. During the course of this study, your child may complete a variety of tasks. They may be asked to watch some short animated clips on a laptop and say what they think is happening in the clips. The researcher will also ask some questions to which your child will respond verbally. Your child’s answers will be audio recorded. Only the researchers will listen to these recordings, and they will be deleted at the end of the study. 

All the information I receive from your child will be treated as strictly confidential. Participation is completely voluntary and you may withdraw from the study at any time. 

If you would like to participate, please respond to the email/message in which this letter was attached. I will then contact you via email/call. If you choose to participate, you will be asked to complete a consent form. You will be given a copy of this, along with an information sheet.

Your participation in the research will be of great importance.

Thank you for your time and I look forward to hearing from you. 

Sincerely, 
Cindy Okonkwo, RN, RMN, PhD Student, 
St Mary’s University, Twickenham
186103@live.stmarys.ac.uk
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Cindy Okonkwo RN RMN | PhD Student
Faculty of Sport Health and Applied Science
St Mary’s University, Twickenham, TW1 4SX
Email: 186103@live.stmarys.ac.uk
186103@live.stmarys.ac.uk
 





Februaury 11th 2019



Dear Cindy,


LimbPower are very excited to work with you and support you with your research project around children with an amputation and or congenital limb difference. We are happy to work with you to introduced you to families and to support you in gaining access to our membership and community. This is such an important topic area impacting on so many young lives and which lacks research and evaluation. 

Best regards, 



Kiera Roche
C.E.O.
LimbPower
Web:www.limbpower.com
Twitter: @limbpower
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Cindy Okonkwo (SHAS): ‘Enabling families to support children with an
amputation to engage in physical activity’

Dear Cindy

University Ethics Sub-Committee

Thank you for re-submitting your ethics application for consideration.
| can confirm that all required amendments have been made and that you

therefore have
ethical approval to undertake your research.

Yours sincerely

Dr Jamie North
Chair, Ethics Sub-Committee

Cc Dr Nicola Brown, Dr Ross Wadey
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CHILD CONSENT FORM

Hi, my name is Cindy Okonkwo
and | am collecting some information to be used in my project.

My project is on a topic about Limb Loss and Physical Activity.

| would like to chat to you about some of the things that you like
doing and maybe even come along and watch you doing them.
This will take a little bit of time,

and if you want to stop then just tell me.

When you meet me | will show you my tape recorder, this records
the things that we have said so that | can remember them. | will
always ask you before | tum this on and you can always tell me if

you don't want me to use this.

It is up to you if you would like to take part. If you would like to, please fill in the form below.

1 would like to talk to Cindy Okonkwo for her project
Title of Project: Enabling Families to Support Children with an Amputation or Limb Difference to
Engage in Physical Activity

0YesV
o No x

Please write your name .

Please write todays date

Please return this form to your parent/guardian/ as soon as possible
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Hi, my name is Cindy Okonkwo, and I am collecting some information to be used in a project. I would
like to ask you some questions about yourself. On a topic about Amputations/ Limb Difference and
Physical Activity. I may ask you questions and observe you. This will take a little bit of time, and if
you want to stop then just tell me. When we chat, you will be recorded. This is so I remember. It is up
to you if you would like to take part.

‘The Title of the project: Enabling Families to Support Children with an Amputation or Limb
Difference

1am the main researcher: Cindy Okonkwo

My contact details: 186103 @livestmarys.acuk
My supervisor is: Dr Ross Wadey Dr Melissa Day
His contact details: toss.wadev@stmarvs.ac.uk mdav@chiac.uk

1. Iwould like to take part in the above research. | have read the Participant Information Sheet
which is attached to this form. | understand what my role will be in this research, and all my
questions have been answered to my satisfaction.

2. understand that | am free to withdraw from the research at any time, for any reason and
without feeling bad.

3. 1 have been informed that the confidentiality of the information I provide wil be safe and
protected.

4. 1am free to ask any questions at any time before and during the study.

5. 1 have been provided with a copy of this form and the Participant Information Sheet.

Data Protection: 1 agre to the University processing personal data which [ have supplied. I agree to the
processing of such data for any purposes connected with the Rescarch Project as outlined to me.

If you wish to Participate in the rescarch, please complete the form below and return to the main researcher
named above.

TWISH TO PARTICIPATE IN THIS STUDY

My Name: Date of Birth:
My Signature: Date:

Name of Parent

Signature of Parent/Guardian: Date:

Please return this form to your parent/guardian/ as soon as possible
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PARENTAL CONSENT FORM
Name of Participant:

Date of Birth of Participant: / /
Title of the project: Enabling Families to Support Children with an Amputation or Limb Difference

Main investigator and contact details: Cindy Okonkwo
186103 @live.stmarys.ac.uk

Supervisor: Dr Ross Wadey Dr Melissa Day
ross wadey@stmarys ac.uk ‘m.day(@chi.ac.uk

1. Tagree tomy child taking part in the above rescarch. I have read the Participant
Information Shect which is attached to this form. I understand what my child’s role will
be in this rescarch, and all my questions have been answered to my satisfaction.

2. Tunderstand that I am free to withdraw my child from the rescarch at any time, for any
reason and without prejudice.

3. Thave been informed that the confidentiality of the information I and my child provide
will be safeguarded.

4. Tam frec to ask any questions at any time beforc and during the study.

5. Thave been provided with a copy of this form and the Participant Information Sheet.

Data Protection: 1 agre to the University processing personal data which [ and my child have

supplied. T agree to the processing of such data for any purposes connected with the Research
Project as outlined to me.

If you wish to Participate in the rescarch, please complete the form below and retum to the main
rescarcher named above.

TWISH TO PARTICIPATE IN THIS STUDY

Name of Participant: Name of Parent

Signature of Parent/Guardian: Date:

If you wish to withdraw from the rescarch, please complete the form below and return to the main
investigator named above.

TWISH TO WITHDRAW FROM THIS STUDY

Name of Participant: Name of Parent

Signature of Parent/Guardian: PDate:
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Title: Enabling Families to Support Children with an Amputation or Limb Difference to Engage in
Physical Activity

Information Sheet for Parents/Guardians
(Please keep this copy)

My name is Cindy Okonkwo. I am a PhD student at St Marys University, London. As part of my PhD,
I'am conducting a research study and I would like to invite you and your child to take part.

Prior to deciding whether or not you would like your child to take part in this study, it is important that
you understand why the research is being done and what it will involve, so please take time to read this
information sheet.

Introduction to the research

In England and Wales, an estimated 10 per 10,000 babies are born yearly with limb reduction, and over
9300 children on average present to emergency services with an amputation. Having an amputation or
being born with limb reduction has been identified to impact the child not only physically, but also
psychologically and socially.

One strategy that has received limited research attention but has been suggested to help children adjust
to challenges following amputation or limb difference and improve their well-being is physical activity.
Engaging in play-time, recreation and sport are arguably indispensable components of a satisfying
childhood. That said, engagement in physical activity can also be an unpleasant and stressful experience
for children born with limb difference or following limb amputation, as well as their support network
(e.g., family members) who experience heightened anxieties due to the lack of readily available support
for children with a disability. Clearly, there is a need to critically explore children’s experiences of
physical activity to provide recommendations that will foster positive experiences and ongoing
engagement in physical activity.

The aim of this research therefore is to build our understanding of the children and family’s needs to
enable participation in physical activity. We want to hear about both your child’s experiences following
the loss of a limb, as well as the families experiences, and learn more about your needs and how they
may be met. The results of this study will contribute to the development of resources, tools and guidelines
that may support you. This may also be published in a scientific journal and/or presented at a conference.
The research is being conducted under St Mary’s University, Twickenham.

‘Why has your child been chosen?
Iam looking to study the lives of young people, under 18 years old whom were born with limb

difference or have experienced an amputation. Your child has been invited to participate in this study
because they are in the age range required for the study.
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As this study is looking at the participation of children in physical activity, as-well as the family’s
needs to facilitate this in typically developing children, we are unable to include any children who may
have atypical development. You will be asked whether your child has been diagnosed with a learning
disorder, or if they have a history or neurological damage or disease. If your child fits any of these
criteria they will unfortunately be unable to take part in the study.

Does your child have to take part?

No. It is entirely up to you and your child whether you would like your child to take part or not. This
information sheet is to give you more information about the research, to help you decide whether you
would like your child to take part.

If you would like your child to take part in this study, you will be asked to sign a consent form. Your
child will also be asked whether they agree to take part in the study. Your child can decide they do not
want to take part, and do not have to give a reason.

Your invitation to participate

You have been invited to participate in this research as a parent/guardian of a child with limb difference
or an amputation(s). If you take part, there are several different research activities you and your child
may be involved in, as described below. You may choose to take part in some or all of these activities:

1.

Your child may be interviewed by the primary researcher. These interviews will cover
experiences, and any challenges that may have faced. Their length will depend on how much
your child has to say, and it will be up to your to decide which topics are discussed, and how
much information he/she would like reveal. With your permission, interviews will be recorded.

Your child may also be observed by the primary researcher whilst engaging in physical
activities. The researcher will make this known to you and seek your permission before each
period of observation, and you have the right to refuse at any time without affecting your legal
rights, or your ongoing participation in the study. The researcher will never observe you
without permission, or without making her presence known to you.

Your child may also be asked to keep a journal of his/her experiences. You and your child will
be provided with guidelines to help with this process, and each entry is expected take short
time.

During the course of this study, your child may complete a variety of tasks. They may be asked
to watch some short animated clips on a laptop and say what they think is happening in the
clips. The researcher will also ask some questions to which your child will respond verbally.
Your child’s answers will be audio recorded. Only the researchers will listen to these
recordings, and they will be deleted at the end of the study.

Participation in this research is voluntary, and you may refuse to take part. If you are willing to take part,
you will be asked to complete a consent form. You will be given a copy of this information sheet and
the consent form to keep. If you agree to take part but wish to withdraw at a later date, you may do so at
any time by contacting the primary researcher using the details below. This would not affect your legal
rights. There are no risks or benefits involved in participating in this research.

Your child will be given a participant information sheet to read, similar to this, which explains what
they will be asked to do. They will have an opportunity to ask any questions they may have. Your child
will then be asked to sign an assent form if they would like to take part.

‘Will my taking part be kept confidential?
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Yes. All the information I receive from your child is treated as strictly confidential. Your child’s
responses to the assessments (including those audio recorded) will only be seen by the research team.

Any data identifying you will be stored securely, and accessible only to the primary researcher. Your
child’s responses will be kept under an ID number rather than their name, so their data will not be
identifiable. Only the researcher, Cindy Okonkwo will have a list that matches the ID numbers to
names.

‘What will happen if I don’t want my child to carry on in the study?

You or your child are free to withdraw from the study at any time. You do not have to give a reason. If
you decided you no longer want to take part, contact the research team or return the withdrawal slip on
the consent form. (Contact details of the research team are detailed below). If you withdraw yourself or
your child from the study, any data we have collected about you or your child will then be destroyed.

Sources of Support / What if there is a problem?

If you have a concern about any aspect of this research you can contact Cindy Okonkwo or her supervisor

Dr Ross Wadey via the details below. Sources of support will be offered if you or your child feel

distressed regarding limb loss. These include Limb Power Advisors who can be contacted via the contact

us section of the limb power website. http:/limbpower.com/index.php/contact

The following organisations can also be contacted if further support in needed.

- Reach: reach@reach.org.uk /
Helpline: 0845 130 6225 or 020 3478 0100

- Scope: https://www.scope.org.uk/advice-and-support/ or email helpline@scope.org.uk /
Helpline: 0808 800 3333

- Council for Disabled Children: https://councilfordisabledchildren.org.uk/resources-and-
help/im-young-person

- Douglas Bader Foundation: https://www.douglasbaderfoundation.com/info/contact-us /
Helpline: 07836 552536

- Limbless Association - http://www.limbless-association.org/index.php/information/amputee /
Helpline: 0800 644 0185

- Whizz Kids - http://www.whizz-kidz.org.uk/contact / info@whizz-kidz.org.uk /
Helpline: 020 7233 6600.

- Action for Children: https://www.actionforchildren.org.uk/contact-us/

‘Who is organising the research?

This study is organised by the St Marys University, Twickenham. The registered charity: Limb Power
is assisting with recruitment for this study.

Primary researcher contact details:
Name: Cindy P Okonkwo
Address: School of Sport, Health, and Applied Science,
St Mary’s University,
Waldegrave Road,
Twickenham,
TW14SX
Email: 186103@live.stmarys.ac.uk
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Lead Supervisor:
Name: Dr Ross Wadey
Address: Faculty of Sport, Health, and Applied Science,
St Mary’s University,
Waldegrave Road,
Twickenham,
TW14SX
Email: ross.wadey@stmarys.ac.uk
Telephone: 020 8240 417

Supervisor:
Name: Dr Melissa Day
Address: University of Chichester
College Lane
Chichester
West Sussex
PO19 6PE
Email: m.day@chi.ac.uk
Telephone: 01243 816322

Supervisor:
Name: Dr Nikki Brown
Address: Faculty of Sport, Health, and Applied Science,
St Mary’s University,
Waldegrave Road,
Twickenham,
TW14SX
Email: Nicola.brown@stmarys.ac.uk
Telephone: 0208 2402321

Thank you for taking the time to read this information sheet.
This is your copy to keep. I would be extremely grateful for your assistance.
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Amy lets go of the sofa and takes her first step. She looks
up at me and beams with pride. I open my arms; she walks
straight into them. As we embrace, tears well up in my
eyes; 1 know this is a moment I will cherish forever.
Suddenly, T wake in a pool of sweat. As I look up to see
where I am, the intoxicating and artificial smell reminds
me. My curtains in the postnatal ward remain closed as I
lay here next to Amy in her crib. She’s so peaceful,
precious, and blissfully unaware of the cruel world she has

just entered.

I try to fall back to sleep but my doctor’s voice resounds in
my head: “Your daughter has fibula hemimelia. Sorry but
surgery won’t help. Her left leg isn’t normal and can’t be
fixed. We will need to amputate in a few years”. A wave of
nausea engulfs me and my body tremors. The thought of
someone putting a knife near Amy, let alone cutting her
soft delicate skin, is all too much. As Amy lies there with

her legs covered, I wonder what her future holds. I struggle

to focus my thoughts. I want to scream. I want
someone to fix this. T want to wake up from this

nightmare. I want to go back to my dream.

We finally arrive home from the hospital. Chris walks in
ahead of us. What I thought would be a precious moment
between us, feels cold, distant, and detached. As I struggle
to walk into our home with Amy still asleep in her car seat,
Ishut the door behind me and feel another wave of nausea.
1 sit down to rest my body and enjoy the quiet while Am*
sleeps, but my phone keeps vibrating with an en”

stream of messages. I read the first message from
friend Susan: “Are you all home, yet? Can’t v

Hope you and baby are both healthy. Let -

i’s best to come xxx”.

1 don’t know how to reply. Su’
which wakes up Amy. I fin”
and opening it. “Congrat’
driveway and thought we'a

bundle of joy. How are you boths
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Priya had always hated confrontation. Her husband,
Jay, described her as a people pleaser, especially when it
came to their daughter, Maya. Priya would often apologise
for Maya. She’d apologise if she felt Maya was an
inconvenience, for the extra hassle, and for any
awkwardness caused because of Maya’s disability. But,
one day, this all changed. Priya changed. She decided
enough was enough. She’d become tired of a world that did
not accommodate her daughter. She’d become tired of not
speaking up for her. While she knew change wouldn’t be
easy, what she had learned over the years was that change

would only happen if she did something about it.

Priya’s fight for change began when, one day, Maya ran
through the school gates and into her arms. Her bottom lip
was trembling. Not wanting to cause a scene, Priya pulled
her aside. “What’s wrong, Maya?” she asked gently. "They
didn’t even let me play, Mum! They wouldn’t let me play"

Maya sobbed. Priya could see in her daughter’s eyes that

21

she needed help, and she was loe”
her Mum. "I just had to stand *

balls while everyone else got to

in her stomach and realised that
fence anymore. On the one hand, s
confrontation, especially as this was Maya
in her new secondary school. But on the other,
that she had to do something for her daughter. .
this wasn’t the first time Maya had felt excluded fron
It had happened in Primary school too, but she dismisse.
it and encouraged Maya to try and fit in. But these
experiences were becoming too common to ignore now.
This was one experience too many. It was the straw that
broke the camel’s back. Change was needed. That day, a

switch flipped inside Priya.

Once they had arrived home, Maya went to her room to be
alone. Priya sat down and stared out of the window at the
quiet street with the houses lined neatly, giving the
appearance that everything was easy here. But she knew
better. She thought of all the times Maya lacked the right

equipment, felt isolated, or cried because she was left out.

22




image14.png
@ From Last to

FIRST

I've been to the coolest places ever, and I've seen my
favourite athletes win in the biggest, most awesome
stadiums. I've even found myself on the most magical
running tracks, speaking with and running alongside my
sprinting heroes. I've had my photo taken with
Paralympians, and the coolest sports pundits have asked
to be my friend. Every experience shimmers like stars in a
galaxy, and is made even sweeter by all the new attention I
receive when I walk through the school gates. “Benji! Tell
us what happened at the race again!” the other kids shout,
and everyone crowds around. They all want to know about

my adventures!

No longer am I Benji, the boy who is slow. No longer am I
Benji, the boy who is ignored, laughed at, and pushed
around the playground. No longer am I Benji, the boy who
doesn’t get invited to playdates or parties. No longer am I
Benji, the boy who is always picked last. P'm still Benji the

boy who is different, but this time I'm different in a cool

13

way! It was last year, during the summer holidays, when

everything changed. So let me take you back.

Ever since my leg was amputated, I always had this feeling
that I didn’t belong. There was always this nagging feeling
deep down inside me that I was different from the other
kids at school. As I got older, I noticed it more and more.
There wasn’t a big moment when I realised I was different;
it was just lots of little things over time. One of my legs is a
prosthetic leg, and it used to be heavy, clunky, and super
ugly. I was always slower, and I got tired really fast. The
other kids at school used to stare at me and call me name*
all the time. I hated that. My Mum was so cautious too
always kept a close eye on me and didn’t let me war.

far from her side. So, I would stay inside =

possible.

I'd often find myself just sitting
playing computer games, althov

to be outside. And primary s*

for me. I had been so exciteu

like I'd hoped. When I first starte.
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Our daughter Ezzy has a congenital amputation.
She was born without a right hand. Her arm stops just
after her elbow. I can’t really remember why to be
honest. It was a while ago. There was some medical term
for it. I mean, it was upsetting for a moment, but then
right from when Ezzy entered our life, the moment we
laid eyes on her, held her, kissed and cuddled our baby,
it’s just never been a big deal for us. I remember how the
doctor and midwife dreaded telling us about her
‘missing’ arm when she was born. But we just couldn’t
stop looking at her beautiful eyes. We were just so
grateful to have our daughter. We really didn’t care
about her ‘missing’ arm, because we had her. We had had
a series of miscarriages, so perhaps that might explain
our mindset at the time. We were just so, I don’t know,

relieved and happy to have Ezzy in our lives.

Looking back, I think a lot of other people were more

worried than us about her arm. I remember some family

31

and friends would look at Ezzy a certain way or «
it, but I think because they could tell that we \
bothered by it, they soon realised that they shouldn
bothered either. After a while, like us, they just saw Ezzy
wonderful, humorous, intelligent, and caring girl. Not a girs
with one arm ‘missing’. I do remember one friend who
continued to find Ezzy’s arm strange, but in the end, we
stopped seeing them. My mantra in life has always been to
‘accept, adapt, and move on’ and that’s something my wife
(Ada) and I (Ugo) now embrace together. It’s also what we
want to instil in our daughter. I mean, in life you will
always come up against challenges. But, as a family, we've
learned to accept that life can be difficult. We think about

what we can adapt, and then we try to move on.

Just like all families do, we’ve had our fair share of ups and
downs. When Ezzy started school, we faced some
challenges. Like lots of kids, she had a tough time making
friends at first. We've always wanted to encourage her to
be active, but some things didn’t come easily—riding a bike
was tricky, swimming was difficult, and catching with one

hand took a lot of practice. We even tried music, but
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Amy lets go of the sofa and takes her first step. She looks
up at me and beams with pride. I open my arms; she walks
straight into them. As we embrace, tears well up in my
eyes; I know this is a moment I will cherish forever.
Suddenly, I wake in a pool of sweat. As I look up to see
where I am, the intoxicating and artificial smell reminds
me. My curtains in the postnatal ward remain closed as I
lay here next to Amy in her crib. She’s so peaceful,
precious, and blissfully unaware of the cruel world she has

just entered.

1 try to fall back to sleep but my doctor’s voice resounds in
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About, Jou

This book belongs to:

Introduction

For a long time now, children and young people

with limb difference have not had their voice heard.

1 wanted to change this. For my PhD, I wanted to
listen, amplify, and share their voice with you, From the start,
the reader. Why? Because they want their 7 Pve had support from
voice to be heard, and they . @ myPhD supervisors. Professor
want change in our - Ross Wadey from St Mary’s University, and
society. Change Dr Melissa Day from the University of Chichester. I've
for the better! also had support from LimbPower who believed in the

\ %, StMarys  project and introduced me to the

Gxiviesiy or  families!

“Twickenham

I C:I_CHESTER
S - ~
Ilistened to the stories of children and young people with limb N, o=t

difference and their families from all over England. I then
drew from a combination of their unique experiences
to write four creative non-fiction stories. Each of
the stories are made up of different family Ve
experiences. No one story represents one family. _, ~
From listening to how the -——-—
families wanted the My deepest gratitude goes to the children
research to be and young people, along with their families. Thank
illustrated, we ‘you for sharing your stories with me. I am so thankful
then worked for the joyful moments of playing together, watching you
together to I play, listening to your stories, being warmly welcomed into
transform your homes and communities, and ultimately having fun! I
thestories | am very grateful. A special thank youalso to everyone who
into this book. |\ collaborated with me in co-designing this book!

\ 2
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Support

If you or someone you know could use some support, Limbformation is there
to help. It offers comprehensive support for children and families living with
limb differences. It is designed as an easy-to-use, one-stop resource, and it
provides information, advice, useful links, and resources for families of
children born with limb difference.
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Limbformation

https:/Awww.limbformation.com/

If you would like to learn more about some amazing charities supporting
children and young people with limb differences and their families, please

visit the following
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Lising
https:/iwww.reach.org.uk/  hitps:/iwww.limbpower.com  hitps://www.stepsworldwide.org!

If any of these stories have been upsetting, and you would like

additional support, please visit:

Find

hitps:/Awww.mind. org.uk/ P
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If you would like any further information, please contact
info@limbpower.com
Additionally, if you would like to gt in touch with me (Cindy) directly,
feel free to message me via our instagram page, or you can email me at:

creativenonfictioncollection@gmail.com
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