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ABSTRACT 

Previous research has shown that parent carers, despite their vital role in securing 

their children’s rights and wellbeing, often encounter systemic barriers that undermine 

their agency and advocacy. This study addresses the gap in understanding parent carer 

agency by exploring the impacts of care provision, examining barriers to seeking help, 

and identifying factors that could improve the advocacy experience. It employs an 

innovative approach by combining interpretative phenomenological analysis (IPA) 

with visual elicitation and a social justice lens to explore the lived experience of a 

parent carer advocating for a disabled child. The findings reveal that parent carer 

agency is a complex phenomenon, deeply rooted in the interconnected relationship 

between parent and child and intensified by disability. Four main themes emerged, each 

centred around this relationship: the specialness of the bond between a parent carer 

and child; the advocacy journey as a battle for voice and knowing; the particular 

importance of justice as recognition and rebalancing; and how time affects agency and 

recovery. The essence of parent carer agency is thus defined by the complex interplay 

of fragility and strength within this unique relationship. Enhancing parent carer agency 

is therefore important for dismantling systemic barriers to advocacy and ensuring the 

wellbeing of both the parent carer and their child. Supporting parent carers means 

listening to their stories and letting their lived experience and knowledge guide 

professional and institutional engagement. The study’s insights offer valuable 

contributions to pave the way for further research aimed at shaping policy and 

encouraging more reflexive and sensitive approaches to working with parent carers. 

Recommendations include mandatory lived experience training for professionals 

throughout the UK and the prioritisation of collaboration between universities, 

policymakers, and practitioners to promote anti-oppressive practices. These measures 

can help build a more empathetic system that genuinely supports parent carers in 

effectively advocating for their children, improves their advocacy experience, and 

recognises the importance of parent carer agency in advocacy partnerships. 
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1. INTRODUCTION 

This study explores the lived experience of agency for a parent carer advocating for a 

disabled child while engaging with professionals and institutions. Prompted by the 

researcher’s own lived experience as a parent carer, the study employs interpretative 

phenomenological analysis (IPA), chosen for its focus on meaning-making and lived 

experience (Smith, Flowers & Larkin, 2009, pp. 1–2; 2022, pp. 26–27). This approach 

is complemented by the innovative use of visual elicitation techniques (VETs), 

including a child’s artwork and a toy, to deepen understanding. By incorporating a 

social justice lens, the research highlights how structural aspects influence agency, 

demonstrating its relevance for research, policy, and practice. The aim (see Appendix 

2, p. 1) is to generate insights that empower parent carers to strengthen their agency and 

support professionals in adopting reflexive and anti-oppressive practices (Dalrymple & 

Burke, 2006) within a social justice framework. The hope is to move beyond the often 

negative advocacy experiences of many parent carers, offering solutions that recognise 

lived experience as a valuable source of knowledge for practitioners working with 

parent carer advocacy. 

The paradoxical issue at the heart of parent carers’ experiences is that they are 

simultaneously central to their child’s welfare yet marginalised by external support 

systems (Lam & Kwong, 2014). Caring for a disabled child is a complex and 

challenging experience, requiring parents to negotiate myriad systems and interactions 

with professionals and institutions across social care, health, and education sectors 

(Disabled Children’s Partnership, 2022). Research has demonstrated that parent carers 

fulfil multiple roles, including advocating for their children, and a significant part of 

this unpaid advocacy involves voicing concerns about their children’s care (Wright & 
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Taylor, 2014, p. 591). The ambiguous position of parent carers as advocates – on the 

periphery of the decision-making process, despite being key providers of the children’s 

needs (Johnson, 2023d, p. 3; Page et al., 2020, pp. 1144–1154) – creates a social context 

that promotes stress for the parent. Additional systemic, personal, cultural, and 

economic barriers to parent carer advocacy exacerbate tensions, impacting parental 

health (O’Dwyer et al., 2024, pp. 1–2; Walmsley et al., 2017, p. 1366). Therefore, as 

discussed in the literature review (Chapter 2), parent carers’ complex roles and duties 

are a source of, and subject to, internal and external conflicts that can erode parental 

agency and advocacy. 

The Need to Explore Parent Carer Agency 

As noted previously, there is a clear need to explore parent carer agency in advocacy 

relationships, especially as inadequate support can hinder their ability to effectively 

advocate for their children (Rossetti et al., 2021, p. 438). While parental support is vital 

for a child’s psycho-emotional wellbeing, research on disabled children remains limited 

with an academic focus (Dyches et al., 2012, pp. 2213–2215; Kagan, 1999, p. 164). In 

the broader social context of an increasing prevalence of disability among children in 

the UK and around the world (Kirk-Wade, Stiebahl & Wong, 2024, pp. 5, 8; Olusanya 

et al., 2022, pp. 1–2), there is a pressing need for more research on the lived experience 

of parent carer agency in the parent-to-professional advocacy relationship. This study 

uses IPA, an approach that foregrounds lived experience, to provide valuable insights 

into the body of previous work in this area, with a social justice perspective to 

illuminate the structural inequalities that impede parent carer agency. 
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Although the importance of the parental role is known, parent carers continue to 

experience systemic barriers that prevent their voices from being heard. Addressing this 

issue, Boughey and McSherry (2019, pp. 23–28) emphasise the need for policymakers 

to acknowledge the perspectives of parent carers. However, a subsequent critical report 

by Clements and Aiello (2021, pp. 6–7) raises concerns about the continuing 

inequitable treatment of one of the UK’s most disadvantaged groups by social care 

practitioners. Despite the exposure of ‘institutionalised parent carer blame’ (BBC, 

2021; Clements & Aiello, 2021, p. 2) – a form of discrimination not explicitly protected 

under the UK’s primary disability legislation, the Equality Act 2010 – the requisite 

changes in professional practice have yet to take place. Indeed, discriminatory practices 

persist in all primary services, as confirmed by a recent report by the Association of 

Directors of Adult Social Services (ADASS, 2024). 

While policymakers appear to be increasingly aware of the issues that parent carers 

experience, this has not translated into increased financial support (Lefton & Fleming, 

2024; The Scottish Government, 2022; Williams, K., 2024). Even though parent carers 

face significant costs in raising their children, the government-funded Carer’s 

Allowance is ‘the lowest benefit of its kind’ (Carers UK, 2025; Department for Work 

and Pensions, 2012), failing to reflect how much society gains from the care services 

that they provide (Carers Week, 2019). Parent carers, therefore, face various barriers 

that hinder their ability to advocate for their children, with this limited support 

weakening their capacity to act. The findings of these authors underscore the tangible 

reality of the reduced agency experienced by this marginalised group of health and 

social care users. These various role-related challenges and responsibilities are 

discussed – along with parent carers’ lived experience of agency, voice, and choice – 
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in the literature review. The following section introduces the approach chosen to 

explore a parent carer’s lived experience of agency. 

Understanding Parent Carer Agency: Study Aim and Objectives 

The study’s aim of understanding the lived experience of parent carer agency within 

the advocacy relationship has directed each phase of the research design (Ridley, 2012, 

p. 106), from identifying the research gap in the literature review to the choice of IPA. 

For clarity, the study’s objectives, which support and align with the aim, are reiterated 

below (see Appendix 2, pp. 1–2) and are to: 

● Understand the impacts on a parent carer of providing primary care for their 

disabled child. 

● Examine the barriers that a parent carer faces when seeking help for or raising 

concerns about their child’s care. 

● Identify factors that would improve a parent carer’s experience when 

advocating for their child’s care. 

● Gain insights from in-depth, rich single-participant data gathered for the 

doctoral dissertation. 

● Harness insights into a parent carer’s lived experience of agency to inform 

policy and professional practice. 

Exploring the impacts of caring and the barriers to effective advocacy – as part of the 

dual role of parent carers – is expected to reveal the factors that enhance the experiences 

of parent carers. Knowledge of these factors could then lead to meaningful changes in 

professional practice. Although the original proposal addressed parent carers broadly 
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(see Appendix 2, p. 1), this study focuses on rich, single-participant data to provide in-

depth insights that meet these objectives, all of which are designed to answer the 

unifying central research question: What is the lived experience of agency for a parent 

carer advocating for a disabled child while engaging with professionals and 

institutions? 

This introduction has laid the foundation for exploring a parent carer’s lived experience 

of agency while advocating for a disabled child. Chapter 2 reviews the existing 

literature, highlighting the tensions and contradictions in parent carers’ advocacy role 

when seeking support for their child while facing systemic barriers. Chapter 3 outlines 

the methodological approach, explaining how IPA – when combined with additional 

theory – provides a flexible and nuanced means of capturing individual experiences and 

broader social factors. The findings and analysis in Chapter 4 draw on IPA’s rich data, 

complemented by a social justice perspective, to reveal the personal and structural 

dimensions of parent carer agency. Finally, Chapter 5 brings together these insights to 

provide theoretical and practical recommendations and suggest directions for future 

research. 
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2. LITERATURE REVIEW 

2.1. Introduction 

This literature review critically evaluates the body of research on parent carer 

experiences in advocacy contexts. By doing so, this chapter identifies potential gaps in 

the literature on parent carer agency and helps fulfil the study’s aim of understanding 

the lived experience of a parent carer of a disabled child while engaging with 

professionals and their respective institutions. The critical synthesis of current and past 

literature should reveal the complexities of parent carer agency, providing a substantive 

rationale for the research question and design as outlined in the proposal (see Appendix 

2). The complexity of definitions is discussed in section 2.2, with an additional glossary 

(see Appendix 11) that contextualises parent carer agency in current research terms. 

The foundational theory of parent carers’ lived experience, based on IPA’s 

philosophical phenomenological origins, as detailed by Smith, Flowers and Larkin 

(2009, pp. 11–39; 2022, pp. 7–33), is discussed in detail in the methodology review 

(Chapter 3). The choice of IPA as an approach aligns with the empirical findings 

discussed in the present chapter (Chapter 2). As will be shown, the need for critical 

reflection on parent carers’ lived experience is particularly pertinent considering the 

uneven landscape of research for this group. 

An overview of the current literature reveals significant gaps in understanding parent 

carers’ lived experience of agency. While there has been a substantial amount of global 

research on parent carers, the focus has primarily been on the mental and emotional 

impacts of care, with parents occupying a peripheral position relative to their children 

(Cameron, 2014, pp. 21–23; Scherer, Verhey & Kuper, 2019; Tebar-Yébana et al., 

2024). This marginalisation is compounded by incomplete demographic data, as shown 

11 



 

      

       

           

         

     

     

      

     

   

 

        

       

   

       

       

      

             

              

      

      

    

    

      

         

by the ONS (2023) census disability figures for England and Wales, which reveal a 

statistical blind spot regarding the precise number of parent carers. The modest number 

of advocacy studies has tended to focus on mothers, overlooking fathers and minority 

groups (Choe et al., 2023; Ryan & Runswick-Cole, 2008; Todd & Jones, 2003). Here, 

agency and powerlessness are underlying rather than overt themes, yet they play a vital 

part in parent carers’ experiences of autonomy and choice when negotiating with 

professionals (Johnson, 2023d, p. 7; Todd & Higgins, 1998, p. 227). More research is 

therefore needed to fill this research gap, which becomes increasingly evident when 

examining the methodological approaches used in previous studies. 

Current methodological approaches for parent carers have both strengths and 

limitations, leaving a research gap around questions concerning this group’s lived 

experience of agency. For instance, Clements and Aiello (2021) conducted a mixed-

methods study, employing both quantitative and qualitative data, that exemplifies this 

broader yet less in-depth approach to exploring parent carers’ lives (Creswell & 

Creswell, 2023, pp. 250–254). While this research design can help identify patterns and 

the scale of an issue – and indeed, Clements’ (2024) study on parent carer blame served 

as a touchstone for this research – it cannot enable the in-depth analysis of IPA found 

in studies such as the Hunt and Smith (2004) nuanced study of carers of stroke 

survivors. Therefore, this literature review addresses both epistemological and 

methodological shortcomings by critically examining parent carers’ experiences, 

particularly focusing on experiences of agency, voice, and choice in professional and 

institutional interactions. To fully address these gaps and ensure comprehensive 

coverage of all stages of the research, the following section describes how the review 
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was conducted, including the search strategy, inclusion criteria, and analytical approach 

used to identify the research gap that informed the original research question. 

Literature Review Methodology 

The literature review employed a systematic and comprehensive methodology to 

identify the research gap and justify IPA as a suitable approach for the investigation. 

The first research strategy began with keyword searches of multiple academic 

databases, including the university library; Google Scholar; the BSA (2025), to which 

the researcher belongs; and ResearchGate (2025). A Boolean operator search (Ryan, 

2022) followed to further refine and pinpoint the research gap and the research question. 

The funnelling technique (Ridley, 2012, p. 102) was used to identify broader issues, 

such as parent carer health impacts related to the care role, which were then narrowed 

down to the advocacy role and its significance. In addition to searches of peer-reviewed 

journals, analogue research-note techniques were used (see Appendix 3), guided by the 

proposals of Ridley (2012) and Hart (2018). Ridley (2012, pp. 27–29) provides 

guidance on the importance of including the historical and contemporary context of 

research, and this was incorporated into the current literature review, taking a long-term 

perspective on the issues faced by this group. The following section, on disability 

definitions and legislation, clarifies parent carers’ position in this social, legal, and 

research landscape. 

2.2. Disability: Definitions and Legislation 

The complexity of legal definitions and changing sociological concepts adds to the 

social care minefield that parent carers must traverse. Key concepts in this study of 

agency, voice, and lived experience are subject to ongoing academic debate and 
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discussion (see Appendix 11). Additionally, the language used to describe disabilities 

continues to evolve. This study uses identity-first language, rather than person-first 

language as originally proposed (see Appendix 2), to reflect the empowering social 

model of disability, the research aims, and the researcher’s view that disability is a 

social construct (Oliver, 2013). While the social model may represent a forward step in 

understanding disability, parent carers still occupy a precarious position. Such 

precariousness is exemplified in current UK legislation, which protects children’s rights 

but leaves parents in a marginal position (Children Act 1989; Children and Families 

Act 2014; Social Services and Well-being [Wales] Act 2014). While parent carers are 

responsible for care, as stated in section 97(2) of the Children and Families Act 2014a, 

they do not have protected status under section 4 of the Equality Act 2010a. This 

legislative gap can significantly impact their agency and advocacy efforts when 

navigating systems as experts by experience (EbE). A glossary of terms (see Appendix 

11) at the end of the study provides an easily accessible list of contextual definitions 

used throughout this study. These definitions further elucidate the position of parent 

carers in the social and research landscape, as well as the researcher’s positionality as 

a parent carer, which is an integral aspect of IPA. 

2.3. Parent Carer of a Disabled Child: Challenges and Responsibilities 

Historical Relationship Between Parent Carers and Professionals 

Historically, the relationship between parent carers and social, educational, and 

healthcare professionals has been complicated. In a national survey by the University 

of York (Beresford, B., 1995, pp. 2–5), only 50% of parent carers reported having had 

positive experiences with professionals, a figure showing no improvement since the 

1970s. This report suggested that these negative interactions were likely due to the 
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dualistic care system, which is grounded in the medical model of disability. Here, 

professionals, not parents, are the experts who provide essential services and control 

access to them. This power dynamic can force a parent to reduce or leave employment 

to care for their child. This in turn can contribute to widespread poverty, as evidenced 

by a follow-up study by Sloper and Beresford (2006), which found that over half of UK 

families with a disabled family member were living in poverty. These persistent 

difficulties testify to the failings of the medical model’s expert-centred approach, 

encouraging a growing recognition that professionals must work in partnership with 

parents and families to provide support for both the parent and the child (Chambers & 

Chambers, 2015). The tensions embedded in the parent–professional relationship 

become especially clear when considering the competing models of disability that 

parent carers must work within as they care for their children and seek support. 

The Medical and Social Models of Disability 

The historical dominance of the medical model of disability has led to tensions between 

parents and professionals. It has contributed to a divide between how disability is 

discussed and treated: while professionals increasingly adopt language from the social 

model of disability, their actions often remain entrenched in harmful medical model 

perspectives (Zaks, 2024, p. 3233). As Lalvani and Polvere (2013) have argued, the 

medical model views disabled children as a burden to parents, neglecting the broader 

sociocultural factors shaping society’s understanding of disability and reducing the 

complexity of lived experience to a medical diagnosis. Although the medical field 

appears to have shifted towards the social model, which sees disability as created by 

societal barriers and attitudes (Oliver, 2009, pp. 15–18; Sense, 2021), discriminatory 

practices by social care professionals persist (Clements, 2023). This contradiction 
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between theoretical attitudes and practices is evident in advocacy interactions with 

parent carers, especially mothers, who embrace a social model of disability when 

advocating for their children’s rights (Ryan & Runswick-Cole, 2008, p. 50). Yet parents 

continue to face resistance from professionals familiar with more progressive models 

of disability, perhaps due in part to what Olkin (2022) calls a lack of consistent, 

measurable data from disabled people on the impacts of the different models. This 

model dissonance, evident in the persistent gap between professional rhetoric and 

action, creates additional challenges and responsibilities that impact parent carer 

advocacy and agency. 

Interconnectivity of Challenges and Responsibilities 

The challenges and responsibilities of being a parent carer are closely intertwined, 

making the role especially demanding. Increased care duties can lead to feelings of 

isolation and difficulties participating in social, civic, and employment activities 

(Carers Trust, 2022; Sellmaier, Stewart & Brennan, 2020). Financial strain from 

unemployment can add to the anxiety of caring for a disabled child. Such constant stress 

can impact parent carers’ mental health, heightening the risk of anxiety and depression. 

The stress burden is further compounded by societal stigma. As Ryan and Runswick-

Cole (2008, p. 47) observe, parents experience greater strain when witnessing their 

child being stigmatised. Similarly, Lipkin and Crepeau‐Hobson (2022, p. 1546) discuss 

how ongoing advocacy to challenge harmful stereotypes increases parental stress. 

Such stressors and challenges can, in turn, shape parent carers’ responsibilities, 

particularly regarding the quality of care they can provide. Studies show that factors 

such as location, poverty, and levels of responsibility can create a cycle of declining 
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parental health and inadequate care for a child (Geere et al., 2012, p. 381; Raina et al., 

2004). When caring becomes overwhelming, parent carers may struggle to maintain 

healthy family relationships (Chambers & Chambers, 2015) and find it hard to advocate 

for their children’s needs (Clements & Aiello, 2021). Taken together, these studies 

provide evidence of how the interconnectedness of challenges and responsibilities 

creates systemic and personal barriers for parent carers, limiting their advocacy efforts 

and their sense of agency. Recognising these links is therefore vital for supporting 

parent carers in their involuntary advocacy role, as discussed below. 

Advocacy: An Unsought and Unprotected Role 

Parent carer advocacy is often an unsought role, and the expectation to fulfil it can be 

burdensome (Rossetti et al., 2021, p. 451; Todd & Jones, 2003, pp. 230–239). Unlike 

independent advocacy (Bateman, 2000, p. 18; Johnson, 2023a, b, c), parent carer 

advocacy is typically informal and unpaid and requires parents to work with healthcare, 

social services, and schools. UK law gives parent carers limited protection from 

discrimination (Working Families, 2025). While disabled parent carers are protected 

under sections 4 and 13 of the Equality Act 2010a, c, non-disabled parent carers are 

only protected by association with their disabled child (The Ministry of Justice, 2012). 

Advocacy support, which helps counter discriminatory practices towards marginalised 

groups, varies widely across the UK (Mercer & Petty, 2023, p. 26). Statutory advocacy 

(The Advocacy People, 2024) exists for disabled adult carers who experience 

substantial difficulty in making decisions, and non-statutory advocacy may be available 

through charitable organisations (VoiceAbility, 2025). However, eligibility rules for 

independent advocacy are strict, as per section 67 of the Care Act 2014b. 
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These legal complexities reveal an unfair system that may make it more difficult for 

parent carers to access support. Furthermore, inequalities are found not only between 

different groups but also between countries – for instance, Wales and England have 

different legal frameworks. In Wales, carers have the same rights as those they care for, 

under sections 19 and 24 of the Social Services and Well-being [Wales] Act 2014b, c. 

As Clements (2018, pp. 32–33) notes, sections 181–183 of the same Act (Social 

Services and Well-being [Wales] Act 2014d, e, f) diverge from English rules by offering 

a right to statutory advocacy, although this provision has not yet been fully 

implemented. Nevertheless, Welsh social care policy emphasises ‘voice, wellbeing, and 

co-production’ (Social Care Wales 2014, pp. 1–2, 13) as its key principles. This 

suggests a more inclusive approach to supporting parent carers than in England and 

may empower parent carers in their advocacy roles. However, as discussed next, the 

impacts of advocacy can be mixed. 

Impact of Advocacy on Parent Carers 

Parent carer advocacy, while potentially empowering, can have both positive and 

negative effects on parental wellbeing. Studies show that parents, particularly mothers, 

adopt varied advocacy roles – from educating professionals to driving social change 

through activism (Carers First, 2024; Eley & John, 2023, p. 2; Ryan & Runswick-Cole, 

2008, pp. 43–50). Wang et al. (2004, pp. 148–149) argue that parent carer advocacy 

has a dual effect, fostering resilience while also generating stress. Parents must learn 

coping strategies and expand their peer-advocacy support while also engaging in a 

struggle for services in a confrontational relationship with professionals. However, 

these findings contrast with those of other studies (Rios, Aleman-Tovar & Burke, 2021; 

Scherer, Verhey & Kuper, 2019) that suggest parental advocacy is primarily stressful 
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and adversely impacts health. Despite these challenges, authors agree that parent carers’ 

firsthand experiential knowledge can make a valuable contribution to professional 

partnerships. These studies demonstrate a complex interplay between advocacy, 

resilience, and agency, in which positive experiences of advocacy can empower parent 

carers to tackle future challenges. However, as noted earlier, there is a need for 

recognition of the potential for advocacy-related stress amongst parent carers, as 

discussed next. 

Parent Carer Advocacy as a Site of Conflict and Resolution 

Parent carer advocacy can be a site of conflict or resolution for parents and 

professionals, who are both working towards ensuring that the rights and needs of a 

disabled child are met. Various motivations can shape individual views on what is best 

for a child. While Ryan and Runswick-Cole (2008, p. 48) and Wright and Taylor (2014, 

p. 592) observe that parents’ and families’ primary aims are to secure their children’s 

needs, the routes to achieving these aims can be challenging. Parent carers can face 

barriers to advocacy, including cultural and linguistic obstacles, systemic bias, and 

intersectional identities (Choe et al., 2023, pp. 133–134), which may lead to 

misunderstandings and conflicts. Unequal power relations between parents and 

professionals, as noted by Todd and Higgins (1998, pp. 227–235) and Lipkin and 

Crepeau-Hobson (2022, p. 1550), are among the primary threats to parent carer 

advocacy and voice. Parental and family advocacy is particularly important for its 

protective role against institutional abuse, as demonstrated in cases such as 

Winterbourne and Whorton Hall (Department of Health, 2012; Murphy, 2020; 

Walmsley et al., 2017, p. 1367). This research, therefore, emphasises the need to 

address the power dynamics between parents and professionals, strengthening parent 
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carer agency to benefit parents and safeguard children’s rights, ensuring their needs are 

met within care systems and society. 

2.4. Parent Carers’ Lived Experience of Agency, Voice, and Choice when 

Engaging with Professionals and Institutions 

Agency and Advocacy: Voice and Choice 

Like parent carer responsibilities and challenges, the concepts of agency, advocacy, and 

voice are deeply interconnected and form the basis of effective parental engagement 

with disability support systems. A sense of agency, expressed through parent carers’ 

exercise of voice and choice (see Appendix 11), can help to support them and their 

child’s needs (Coram, 2024; Mentally Healthy Schools, 2025). Understanding how 

these elements connect within parent carers’ lived experience of advocacy is essential 

to overcoming barriers to agency and creating successful partnerships with 

professionals. However, although the need for parent and professional collaboration is 

theoretically recognised, professionals often overlook parent carers’ experiences and 

expertise and, thereby, reduce their agency (Reeder & Morris, 2021, pp. 110–118; 

Walmsley et al., 2017, p. 1374). 

Seen from both structural and personal perspectives, a failure to support the necessary 

elements of parent carer advocacy can significantly impact this group’s lived 

experience of advocating for services. For instance, when professionals enable parent 

carer agency by hearing and acting upon a parent carer’s voice, as in the case of 

‘Renata’ in Tirraoro (2014), this leads to meaningful choices and improved outcomes 

for families. Conversely, undermining parent carer agency by professional bullying and 

silencing – as illustrated by the case of Renata caring for a child with complex needs 
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(Tirraoro, 2014) – profoundly impacts parental mental wellbeing and a child’s 

development, as evidenced by Clements and Aiello (2021, p. 32). Recent research has 

underscored the importance of these interconnected elements, emphasising that voice 

in parent carer agency is as much about a parent carer being listened to as it is about 

them speaking out for their child (Clements, 2025; Shropshire Parent and Carer 

Council, 2025). These findings show that integrating agency, advocacy, voice, and 

choice can empower parent carers to advocate effectively – while the valued voice of 

lived experience, as discussed next, is also necessary. 

The Voice of Lived Experience 

The devaluation of parent carer expertise in education, healthcare, and social care 

creates a barrier to effective advocacy. This is evident in early intervention when parent 

carers become ‘a voice for children’ with SEND who need an EHCP for mainstream or 

special education (Department for Education, 2012; Guralnick, 2011; Schraml-Block 

& Ostrosky, 2021, p. 157). Parent carers, as EbEs (see Appendix 11), provide vital 

firsthand knowledge, especially in healthcare, which theory cannot replicate (Tirraoro, 

2014). Institutions undermine this expertise by privileging formal qualifications over 

lived experience, creating a power imbalance within the ‘exosystem’ of parental 

ecological systems (Bronfenbrenner, 1979, p. 25; Guy-Evans, 2024; Todd & Higgins, 

1998). When professional judgement overrides parental knowledge, it weakens parent 

carers’ agency and their ability to advocate for their children. Addressing these systemic 

power imbalances by ensuring parent carers have a voice in their children’s care and an 

understanding of relevant policy that can improve their lived experience is therefore 

integral to effective advocacy, as discussed in the next section. 

21 



 

 

     

         

      

          

     

          

       

     

      

     

       

      

        

     

  

 

  

     

        

       

        

       

      

       

The Importance of Lived Experience in Policy and Research 

Lived experience has become increasingly valued in influencing policy and research. 

Researchers argue that incorporating firsthand perspectives creates more responsive 

and equitable policies (Beresford, P., 2013; McIntosh & Wright, 2018, p. 463). 

Similarly, Given (2008) notes that lived experience not only informs knowledge but 

also strengthens individual agency, which is important for parents negotiating complex 

systems. This study’s specific focus on the lived experience of agency is especially 

relevant to parent carers of disabled children, whose experiences are often invisible 

within policy frameworks. By centring parent carers’ voices – beginning with this 

single participant study – research can better illuminate how agency, knowledge, and 

power intersect within lived experience, especially as parent carers advocate for 

essential services for their child (Ryan & Runswick-Cole, 2008). The scarcity of in-

depth research in this area influenced the choice of IPA for this study, an approach well-

suited to generating rich data on the lived experience of the complex dynamics of parent 

carer agency. This research gap is compounded by the statistical invisibility of parent 

carers, a subject discussed in the next section. 

Statistical Invisibility in Research and Policy 

Despite growing recognition of the importance of understanding the lived experience 

of parent carers, this group remains statistically invisible in government records (ONS, 

2023). Yet, the number of disabled children is rising across the UK. In England alone, 

over 1.6 million pupils have SEN, many of whom have disabilities (Department for 

Education, 2024). In Wales, a recent study revealed that nearly half of children have 

additional learning needs (ALN; Knight et al., 2022). In Scotland, the number of 

children with additional special needs (ASN) has reached a record high, with a 
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disproportionate number from low-income areas (Scottish Children’s Services 

Coalition, 2025). Beyond children themselves, recent figures show there are a total of 

5.8 million carers in the UK (Carers UK, 2023). However, the absence of disaggregated 

data specifically for parent carers highlights the need for further data collection to 

identify and address their distinct needs, enabling greater voice and choice in their 

children’s care. Past and present governments have appeared to recognise the 

contribution of unpaid carers, with a recent announcement of £22.6 million pledged in 

technical-innovation support (Department of Health and Social Care, 2024; HM 

Government, 2008, p. 9). Nevertheless, without specific recognition and targeted 

support, families may be left struggling to cope (The Challenging Behaviour 

Foundation, 2022), and parent carers’ inability to care for their children could present 

a broader social problem (Leon-Guerrero, 2019, p. 4). The persistent void of specific 

data on parent carers not only limits effective policy and practice (Behrend, 2023), but 

is also mirrored in the research gap, as discussed next. 

A Gap in Research 

During research for this dissertation, it has become apparent that the statistical oversight 

and lack of parent carer data are evident in both quantitative research and qualitative 

studies. Studies on the lived experiences of parent carers are considerably fewer than 

on parental advocacy, with most focusing solely on the caring aspect. For example, a 

recent phenomenological study by Cook, Tovin and Kenyon (2022, p. 1) examined the 

lived experience of caring for a child with cerebral palsy. Similarly, research exploring 

the lived experience of agency is limited, with the Bergström et al. (2014) study of 

stroke survivors being one of the few examples. Notably, no studies appear to have 

focused specifically on the agency of parent carers. Yet, the interrelated concepts of 
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agency, voice, and choice are intrinsic to parent carer advocacy because they influence 

both a parent’s sense of control and overall wellbeing. Although agency is a well-

established sociological concept (see Appendix 11), it is often only referenced 

implicitly in studies of parent carers and typically framed within the parent-to-

professional power dynamic (Clements, 2018; Szlamka et al., 2022). The scarcity of 

qualitative research on the lived experience of parent carers, especially concerning 

agency in advocacy contexts, underlines the need for this study. To meet that need, IPA 

is used to best explore how parent carers experience their lack of agency within the 

parent–professional relationship. The enactment of agency within those authority-

influenced relations will be discussed in Chapter 4 from a social justice perspective. 

2.5. Conclusion 

This chapter highlights significant changes in parent carer advocacy. Once seen as a 

barrier to children’s agency (Walmsley et al., 2017, p. 1371), parent carer advocacy is 

now recognised as essential for the welfare of both the child and their family and has 

transformed systemic advocacy (Rossetti et al., 2021, p. 432; Wright & Taylor, 2014, 

p. 594). However, parent carers still face challenges when advocating with 

professionals. Their lack of agency is tied to their dual role, which involves meeting 

their children’s needs while trying to maintain influence in decision-making. Despite 

being one of the most economically disadvantaged groups in the UK (Clements & 

Aiello, 2021), parent carers remain statistically invisible. Like their children, parent 

carers are part of a disability community described by Behrend (2023) as an ‘invisible 

minority’ that receives insufficient research attention or meaningful input in policy 

discussions. 
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The invisibility of parent carers is further complicated by the intricate connection 

between responsibilities, challenges, agency, voice, and choice in their lived 

experience. The study of lived experience offers significant insights for effective 

advocacy and collaborative practice involving parental carers and professionals 

(Bebbington, 2024). Therefore, this study aims to address this research gap using an 

IPA approach that concretises a parent carer’s lived experience as an inescapable, 

socially shaping ‘being-in-the-world’ (Heidegger, 2010, pp. 52–62). The addition of a 

voice and choice empowerment-focused social justice lens for the IPA analysis is 

motivated by the researcher’s lived experience and desire to rectify societal inequalities 

(Dorling, 2010; 2015). The next chapter demonstrates the suitability of IPA for 

exploring the lived experience of agency for a parent carer when advocating for their 

child. 
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3. METHODOLOGY REVIEW 

3.1. Introduction 

Using IPA and visual elicitation, this study aims to explore a parent carer’s lived 

experience of agency when advocating for their disabled child while engaging with 

institutions and professionals (Pink, 2021; Smith, Flowers & Larkin, 2009; 2022). The 

research question and objectives were defined by identifying the problem of parent 

carers lacking agency in their advocacy role and the absence of research in this area, as 

highlighted in the literature review (Chapter 2). IPA is a qualitative research method 

best suited to understanding the lived experience of a phenomenon and is, therefore, 

ideal for the context of this study, as discussed in section 3.2. Section 3.3 justifies IPA 

by showing how it aligns with the researcher’s interpretivist paradigmatic stance and 

lived experience, valuing firsthand knowledge from both the researcher and the 

participant. The methods used, including an in-person interview combined with visual 

elicitation, are discussed in section 3.4. The use of a research diary for reflexivity is 

explained in section 3.5. Additionally, the importance of ethical considerations is 

highlighted in sections 3.6 and 3.7, serving as indicators of trustworthiness and quality. 

The analysis of the data is detailed in section 3.8. The concluding section, 3.9, 

emphasises IPA’s research alignment (Ridley, 2012, p. 106), explaining how each 

phase is designed to answer the research question. 

3.2. Context of Study 

The choice of IPA as an approach stems from the social-contextual difficulties 

encountered by parent carers as they navigate complex systems while advocating for 

their children’s wellbeing and rights (Reeder & Morris, 2021). The suppression of 

parent carers’ voice and choice, critically examined in the literature review, is most 
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evident in the pervasive experiences of systemic blame directed at parent carers – a 

form of discrimination underscored by the work of Cerebra (2024) and Clements 

(2024). While parliament has acknowledged the urgent need to address this systemic 

discrimination (Clements & Aiello, 2021, p. 2), an NHS England-commissioned report 

(ADASS, 2024) highlights ongoing communication hurdles between parent carers and 

health and social care professionals. These contextual factors underscore the need for a 

flexible IPA approach to articulate the complex and nuanced nature of a parent carer’s 

interactions with professionals and institutions, while simultaneously amplifying the 

parent’s voice, allowing for choice in the co-productive design, and fostering effective 

communication within the research framework. 

The macro-level view of parent carer challenges and their impacts is also manifest at 

the micro-level. Research discussed in the literature review has shown that advocacy 

can be both positive and negative, with Wang et al. (2004, p. 152) calling parental 

advocacy ‘a two-edged sword’ that can both strengthen and weaken coping skills. 

Similarly, Wright and Taylor (2014, p. 594) note the adversarial aspect as a potential 

stressor, while the fear of blame, as highlighted by Clements and Aiello (2021), can 

reduce the capacity for effective advocacy. Rossetti et al. (2021, pp. 438–439) observe 

that advocacy as an obligation can disadvantage some parents, and this becomes 

overwhelming when advocacy turns into a battlefield. These findings underscore the 

need to understand the nuanced agential aspects of a parent carer’s lived experience of 

advocacy within the parent–professional relationship. 
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3.3. Justification for Methodology 

IPA was selected as the methodology because it aligned with the researcher’s 

interpretivist-constructivist ‘worldview’, a term coined by Guba and Lincoln (1994, p. 

107) to describe the ontological, epistemological, and axiological researcher beliefs that 

form a research paradigm. An interpretivist paradigm acknowledges that multiple 

realities exist and are shaped by individual experiences. This worldview positions 

reality as subjective and co-constructed, reflecting the researcher’s ontological outlook. 

Epistemologically, IPA views knowledge as emerging through the interpretation of 

lived experience, with a constructivist element in the co-production of meaning by the 

researcher and the participant. Axiologically, this stance recognises that research is 

never value-free. The researcher approaches the process with integrity and compassion, 

valuing the knowledge participants bring through their lived experience. 

The aforementioned philosophical worldview not only shaped the study’s methodology 

but also connects with the researcher’s position as both an academic and a parent carer, 

as stated in the research diary (see Appendix 4). The impetus for this study, to explore 

the lives of other parent carers and close the research gap on agency, arose directly from 

this dual perspective. Lived experience is not only foundational to parent carer 

advocacy (Bebbington, 2024), but when recognised as a valuable form of insight, it can 

increase understanding of agency within the advocacy relationship. As noted in section 

2.4 of the literature review, a lack of agency is a barrier to effective advocacy, which is 

further complicated by the parent carer role. Therefore, to understand the complexity 

of this experience, IPA, with its core concept of the ‘double hermeneutic’ (Smith & 

Nizza, 2022, p. 8), can be extended to include the ‘intersubjectivity’ (Beyer, 2022; 

Husserl, 1982, p. 30; Smith, Flowers & Larkin, 2009, pp. 35–36, 80; 2022, p. 29) within 
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the parent and child relationship. By exploring the lived experience of parent carer 

agency using IPA with an additional social justice lens, this study enables a deeper 

understanding of how advocacy is experienced in real life, thus helping to identify 

factors that can improve it, in line with the study’s objectives. The philosophical 

foundation of IPA and its influence on the research design are further discussed in the 

next section. 

IPA’s Philosophical Context 

As previously stated, IPA is situated within an interpretivist research framework with 

constructivist elements, which focus on subjective human experiences, meaning-

making, and social phenomena (Lincoln, Lynham & Guba, 2024, p. 81). Grounded in 

phenomenological, hermeneutical, and idiographic principles, IPA examines the 

detailed meaning-making of lived experience (Pietkiewicz & Smith, 2014, pp. 361– 

363; Smith & Nizza, 2022, pp. 6–10). In stark contrast to other perspectives, such as 

the structural Marxism of Althusser (2006; Johnson, 2024), which views individual 

choices as constrained by socioeconomic factors, phenomenology recognises a parent 

carer’s ability to choose within their context, extending beyond mere freedom (Coole, 

2005). This distinction highlights that parent carers can actively interpret their 

experiences rather than merely react to structural constraints. 

In IPA, therefore, both the researcher and participant are empowered, active agents that 

contribute to knowledge co-production (Flick, 2023, p. 29; Smith, Flowers & Larkin, 

2022, pp. 119–120). The co-production of knowledge embeds the notion of praxis 

(Freire, 2017, p. 52) in the research design, as reflected upon in the research diary in 

section 3.5. IPA more effectively exemplifies and promotes collaborative and anti-
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oppressive practice (Dalrymple & Burke, 2006) than extensive, quantitative, and 

positivist-focused research. The systemic structure and agency aspects of a parent 

carer’s lived experience are accommodated by the addition of a social justice lens, a 

diverse area (Capeheart & Milovanovic, 2007, p. 1) that works well with IPA while 

allowing for emergent themes. Thus, the philosophical basis of IPA, with its reflexive 

and flexible approach addressing agency and structure within parent carers’ lived 

experience, guided the choice of design and methods, discussed below. 

Parent Carer Research Methods 

The studies outlined in the literature review, including the mixed-methods report by 

Clements and Aiello (2021, pp. 23–24) and the systematic review by ADASS (2024), 

reflect common themes on the experiences of parent carers. These studies employ 

medium-to-large-scale research designs and may use either qualitative or quantitative 

methods. ‘Mixed-methods’ research (Creswell & Creswell, 2023, pp. 18; 231) 

integrates both types of data and can assess the scale and complexity of a social issue. 

Quantitative research frequently combines numerical data with statistical analysis to 

measure objective truths (Newby, 2014, pp. 47–48). Systematic reviews, for example, 

use quantitative methods and are considered reliable by researchers, providing, as 

Peričić and Tanveer (2019) and Ridley (2012, pp. 188–190) concur, a helpful overview 

of the topic that can identify gaps in understanding and inform policy. Similarly, a meta-

analysis (Ridley, 2012, pp. 102–194) can be valuable for synthesising multiple studies 

as part of a systematic review, but these types of large-scale studies require a significant 

input of resources beyond the scope of this study. 
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Although quantitative and qualitative research have their place, they serve different 

purposes. Quantitative research tends to focus on numerical data and statistical analysis, 

while qualitative studies, such as IPA, generate rich descriptions and individual 

experiences. Mixed-methods research attempts to bridge these two approaches. 

However, as Teddlie and Tashakkori (2011, p. 295) point out, researchers must be 

competent in both methodologies to apply this type of design effectively. Therefore, a 

single-participant pilot IPA study was chosen, allowing for both practical and 

theoretical considerations while laying the groundwork for a broader analysis. 

Although Newby (2014, p. 56) notes the limitations of a single case study for 

transferability, setting clear boundaries in purpose and scope at the proposal stage (see 

Appendix 2) helped to address these concerns. As IPA authors Smith and Nizza (2022, 

p. 15) argue, this approach, even with a single case, can still provide valuable and in-

depth insights into the chosen subject matter. These points qualify the use of IPA for 

this study. The next section will explore its strengths and limitations in more detail. 

Strengths and Limitations of IPA 

IPA enables a concrete exploration of agency as a lived experience for parent carers. 

While phenomenology emphasises the value of lived experience, its meaning and 

suitability for research have been questioned by some critics. For example, Paley (2017, 

p. 121) has challenged IPA founders Smith, Flowers and Larkin (2009; 2022) for 

claiming that the approach can derive meaning from text without a priori knowledge 

or theoretical preconceptions. As Finlay (2009, p. 13) argues, all researchers bring some 

subjectivity into their studies. However, this subjectivity can be constructively applied, 

particularly through the interpretative role of the researcher in IPA. Husserl (1982, p. 

10; 2023, p. 63) proposes the concepts of ‘bracketing’ and ‘epoché’, which can help the 
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researcher to suspend their own preconceptions (Moran & Cohen, 2012, p. 52), without 

denying their existence. Nevertheless, the critique shared by Paley (2017) provides a 

helpful benchmark for assessing trustworthiness, and his work has influenced the 

design of this study, as discussed in the next section. 

Several approaches were considered for this study, including narrative analysis, which 

offers potential for understanding life experiences, and thematic analysis, which, like 

IPA, identifies patterns and records themes in participants’ responses (Newby, 2014, p. 

484). Various methods under the heading of IPA were also examined, as IPA can be 

part of mixed-methods research. However, the scope of this pilot study (In, 2017) meant 

that IPA would be the most appropriate approach, focused on the particular and the 

whole, with the experiential themes forming the basis for ‘cross-case analysis’ (Smith, 

Flowers & Larkin, 2022, pp. 76, 100–104) for the doctoral dissertation. While the 

method of Van Manen (2014; 2016) can seem vague (Paley, 2017, p. 66; Peoples, 2021, 

pp. 118–119), his use of metaphor is valuable in sense-making for this study, as 

demonstrated in the data-analysis section (3.8). Although IPA’s specificity and 

subjectivity may limit the generalisability of the research findings to other contexts or 

populations (Flick, 2023, p. 548), its main strength lies in what Peoples (2021, p. 117) 

terms its ‘hybridity’, making it uniquely suited to uncovering the sense-making 

processes of parent carer agency in everyday lived experience. 

3.4. Interviewing/IPA 

Methodological, ethical, and practical concerns informed the interview, which was 

supplemented by visual elicitation. The choice of location was informed by the ethical 

guidance of Clark et al. (2021, p. 117) on minimising harm to both the participant and 
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researcher. Hence, both parties agreed on the interview venue – a civic building meeting 

room – as a safe and convenient space (see Appendices 1, p. 16; 2, p. 11). Reflecting 

the co-productive principles of this research (Smith, Flowers & Larkin, 2022, p. 130), 

the participant chose her pseudonym (‘Charlotte’), and she is referred to in this way in 

the results and discussion (Chapter 4). She was given an informed consent and right of 

withdrawal form and the interview guide (see Appendices 5 and 6) beforehand, as 

recommended by Clark et al. (2021, p. 428) for semi-structured interviews and novice 

IPA researchers. A semi-structured interview lasting 2–3 hours (Smith, Flowers & 

Larkin, 2009, pp. 56–78; 2022, pp. 53–73) was the primary data method. The interview 

questions were open and progressed from general to specific, as recommended by 

Smith, Flowers and Larkin (2009, pp. 79–107; 2022, pp. 75–108). However, in line 

with the Paley (2017, p. 128) critique of IPA interviews, the questions were kept clear 

and specific to avoid causing the participant anxiety. 

To supplement the interview, a fresh adaptation of the ‘photo-elicitation’ method 

proposed by Collier (1957; Pink, 2021, p. 109) was used as a visual elicitation technique 

(VET), inspired by the researcher’s background in art as an expression of human 

experience. The participant was asked to bring their child’s artwork to the interview, 

thereby extending the ‘double hermeneutic’ (Smith, Flowers & Larkin, 2022, p. 29) of 

sense-making between researcher and participant to also include the parent-child 

relationship. The researcher interpreted the participant’s experiences through the world 

shared with their child, expressed through the creative medium of art. In an exercise of 

parental agency, the participant also brought their child’s soft toy, which yielded richer 

insights than would have been gained through an interview alone. Although Pink (2021, 

p. 110) has raised concerns that the use of the word ‘elicitation’ is not in the spirit of 
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co-production, the participant was given the option to change it, but declined, thus 

affirming her agency. These combined data-collection methods formed part of the 

interview and were guided by the study’s aim to uncover rich details of a parent carer’s 

lived experience when advocating for their child. 

3.5. Research Diary 

A research diary is an essential component of IPA analysis (Smith, Flowers & Larkin, 

2009, p. 57; 2022, p. 54), serving both methodological and practical purposes. This 

aligns with the researcher’s interpretivist view, exemplified by Lincoln, Lynham and 

Guba (2011, p. 103), of researchers co-constructing knowledge through their lived 

experience. It also facilitates IPA’s ‘double hermeneutic’ (Smith, Flowers & Larkin, 

2009, pp. 35–36; 2022, p. 29), a central component of this approach’s interpretive 

process, which occurs between the researcher and participant during interpretation – 

with the researcher focusing on the participant, who concentrates on making sense of 

their own experience. The researcher maintained a diary of thoughts and feelings that 

contributed to the analysis and results. However, care was taken not to focus overly on 

the self to the detriment of the participant’s voice, as per the guidance from Gubrium 

(2025) on the pitfalls of diary-keeping. Instead, the diary was used for ‘enhancing 

ethical and methodological rigour’ (Smith, 1999, p. 359) through reflexivity and 

transparency, while uncovering facets of lived experience. 

The research diary also added practical research insights. These included notes from 

the member check (see Appendix 4), particularly the participant’s feedback about 

needing more breaks during the interview, which will be incorporated into the doctoral 

study design. This approach therefore may not only enhance the wellbeing of both 
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participants and researchers but also yield richer data through stronger rapport. The 

research diary thus formed a useful practical and theoretical tool, its reflexive nature 

assisting ethical considerations, as discussed next. 

3.6. Ethics 

The study adhered to strict ethical guidelines throughout, guided by the ethical policies 

of the university (University of Wales Trinity Saint David, 2022) and the BSA (2025), 

of which the researcher is a member. Ethical approval (see Appendix 1) was granted 

before data collection commenced, as described in section 3.4. Informed consent 

(Kumar, 2014, p. 285; Smith, Flowers & Larkin, 2009, pp. 53–54; 2022, pp. 48–50) 

was obtained from the participant before the interview began, and the study’s purpose, 

risks, and benefits were explained, as well as their right to withdraw from the study (see 

Appendix 5). The methods employed, such as keeping a research diary, promoted 

reflection and care. The researcher recognises the responsibility that feminist authors 

Kitzinger and Wilkinson (1996, pp. 1–32) refer to as ‘representing the other’. 

Maintaining participant confidentiality was therefore an ethical priority throughout the 

research process. Responsible information handling was ensured, with an emphasis on 

secure data handling and data anonymisation, including the removal of locations and 

third-party identification (Clark et al., 2021, p. 124). The participant understood how 

their data would be used and stored, in accordance with Chapter 29 of the Act (Data 

Protection Act 2018) and ICO (2022) guidelines. As mentioned in section 3.4, 

‘Charlotte’ is a pseudonym used to protect the participant’s identity. After the analysis 

was completed, work samples were sent to the supervisor for comments as a ‘mini 
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audit’ (Smith, Flowers & Larkin, 2022, p. 153). IPA’s qualitative and co-productive 

design is exemplified in the sampling technique detailed below. 

Sampling, Ethics, and Academic Rigour 

Sampling is essential to academic design and rigour (Omona, 2013), forming a bridge 

between ethics and trustworthiness, and it differs in quantitative and qualitative 

research. This study used non-probability purposive sampling (Creswell & Creswell, 

2023, p. 198), reflecting the research aims and approach. Although the initial proposal 

(see Appendix 2) suggested multiple participants, the pilot study uses a single 

participant in line with its pilot nature and IPA’s idiographic focus. Accordingly, a 

parent carer of a disabled child who regularly engages with professionals and 

institutions as part of their role, was identified through a local charity, the West Sussex 

Parent Carer Forum (WSPCF, 2024). The ethical considerations of the sampling 

technique were addressed in the proposal form and further elaborated upon in the ethics 

form (see Appendices 1 and 2). The primary ethical principle of avoiding harm 

informed this study (Smith, Flowers and Larkin, 2022, pp. 47–50), including 

consideration of both personal and systemic risks to the university’s reputation (see 

Appendix 1, p. 12). Ethics are integral to trustworthiness, a relationship implicitly 

reflected in the next section’s focus on integrity and rigour. 

3.7. Trustworthiness 

Trustworthiness in research pertains to the integrity and quality of the design, its 

process, and its findings. As an overall criterion, trust reflects how credible, reliable, 

and transparent the research methods are, as well as how the issue of bias has been 

addressed, depending on the research framework (Flick, 2023, p. 497). In quantitative 
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research, trustworthiness is directly derived from validity, which involves the accurate 

measurement and reporting of findings. In contrast, reliability pertains to the 

consistency and repeatability of the study, ensuring that similar results are obtained 

under the same conditions (Flick, 2023, p. 552). Qualitative research authors (Denzin 

& Lincoln, 2000, p. 22; Lincoln & Guba, 1985, p. 43; Lincoln, Lynham & Guba, 2011, 

p. 108) have long suggested that ‘credibility, transferability, dependability, and 

confirmability’ should be employed as quality indicators of trustworthiness within an 

interpretivist paradigm. The appropriate criteria for trustworthiness are contingent upon 

the research paradigm and study objectives (Newby, 2014, p. 96; Pietkiewicz & Smith, 

2014). Consequently, for an IPA study of lived experience, qualitative criteria were 

used as indicators of quality. To demonstrate the trustworthiness of this study, the 

similarities between qualitative and quantitative criteria are compared below. 

Credibility, which in qualitative research is similar to internal validity in quantitative 

research (Flick, 2023, p. 546), asks whether the findings accurately represent the 

participants’ experiences. In this study, credibility was achieved through multiple data-

point-triangulation techniques of visual elicitation (described in section 3.4), co-

participatory member checking of the results with the participant, supervisory checks 

in place of ‘peer debriefing’ (Delve & Limpaecher, 2023a; Smith, Flowers & Larkin, 

2022, p. 153), and thick description in the data analysis (section 3.8). Transferability, 

like external validity, refers to the applicability of findings to other contexts and is 

achieved through detailed descriptions of how the research design addresses the 

research question. 
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Dependability, akin to quantitative reliability, was demonstrated by maintaining an 

audit trail with one-to-one university supervision (Flick, 2023, p. 552). Confirmability, 

which parallels quantitative objectivity, was addressed using a research diary (see 

Appendix 4), which helped to mitigate bias by facilitating documented reflexivity 

(Kumar, 2014, p. 287). Although a research diary does not constitute triangulation as 

visual elicitation does, it is essential for reflexivity (Delve & Limpaecher, 2023b; Nadin 

& Cassell, 2006; Smith, Flowers & Larkin, 2009, p. 57; 2022, p. 54). Thus, the 

researcher’s lived experience positionality was articulated early in the research phase 

in the diary and proposal (see Appendices 2 and 4), thereby enhancing validity 

according to Creswell and Creswell (2023, pp. 213–214). While the terminology for 

trustworthiness differs between quantitative and qualitative research, the goal of 

integrity and rigour remains the same and informs every stage of a study, including data 

analysis, discussed next. 

3.8. Thematic Analysis 

There is no single right way to do IPA, but – as authors Smith, Flowers and Larkin 

(2009, pp. 57–9, 60, 181; 2022, p. 119) emphasise – it is an inductive rather than 

deductive process that should be ‘iterative, idiographic, interpretative and in-depth’. It 

should also be noted that key IPA terms have changed (Smith, Flowers & Larkin, 2009; 

2022, p. 76), and that the most recent terminology will be used in the results section of 

Chapter 4. Two copies of the verbatim audio transcription were printed (University 

Transcription Services, 2020) and anonymised, as per sections 3.6 and 3.7, to ensure 

that the qualitative findings were ethical and trustworthy. Although the recording was 

not hand-transcribed, familiarity with the data was gained through repeated listening to 

the interview and by noting hesitations and non-verbal cues. Following a range of IPA 
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guidance, colour-coded, exploratory first-impression notes – categorised as 

‘descriptive, linguistic and conceptual’ (Smith, Flowers & Larkin, 2009, p. 84; 2022, 

pp. 79–81; Wilde, 2021) – were made on the right side of the margins by the researcher 

before moving to the next stage. 

During the next step of analysis, experiential statements with a deeper level of 

interpretation were noted in the left-hand margins (see Appendix 7). On the second 

copy of the transcript, the experiential statements were cut out, separated, and laid out 

to identify conceptual connections (Smith, Flowers & Larkin, 2022, pp. 88–93). Once 

the themes were clustered and analysed again, with the researcher repeatedly listening 

to the audio throughout this process, PETS were placed on a table (see Appendix 8). 

Data analysis of the interview text was strengthened by triangulation using the VETs 

of the participant’s child’s artwork and soft toy (see Appendix 9; Clark et al., 2021, p. 

364; Delve & Limpaecher, 2023a; Pink, 2021). Simple numeration (see Appendix 10; 

Databasic.io, 2025), noting the frequency of words that the participant attached 

significance to in the interview, was added to the table’s final column (see Appendix 

8). To enhance the quality of analysis, extracts of the anonymised data were sent to the 

study supervisor, as recommended by Smith, Flowers and Larkin (2022, p. 75) for an 

audit. This ensured that each of the analysis steps was clearly documented for 

transparency and trustworthiness. 

Following the previously described quality-assurance measures, the researcher adopted 

a reflexive stance towards the study. This reflexivity was achieved by ‘bracketing’ 

assumptions, as advised by Smith, Flowers and Larkin (2009, p. 99) and Van Manen 

(2014, p. 27; 2016, p. 175). In practice, this approach involved writing down thoughts 
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and feelings about the analysis and findings in a research diary, some extracts of which 

were shared with the supervisor (see Appendix 4). The write-up of the findings in the 

results and discussion (Chapter 4) follows the guidelines set by Smith, Flowers and 

Larkin (2022, pp. 109–118), while also seeking to advance this approach through the 

innovative application of the VETs. According to Smith, Flowers and Larkin (2009, p. 

196; 2022, pp. 140–141), IPA’s flexibility enables it to effectively incorporate 

additional perspectives. Therefore, a social justice perspective was applied to the data 

in the discussion (section 4.8) to better achieve the study’s aim of a broader 

understanding of a parent carer’s lived experience of agency. 

3.9. Conclusion 

This chapter detailed and analysed the IPA approach combined with visual elicitation 

to explore the lived experience of a parent carer advocating for their child while 

engaging with professionals and institutions. The research aims and questions were 

reiterated in the introduction (section 3.1). Section 3.2 then discussed the study context, 

emphasising the importance of a parent carer’s multidimensional role for their children 

and the problem of their lacking agency. A literature methodology was included in this 

section to demonstrate how the issue was identified. The choice of a qualitative, 

subjective, and nuanced agentic approach, as outlined in IPA, was justified in section 

3.3. (Larkin, Watts & Clifton, 2006). IPA’s strengths and limitations were analysed, 

and the criticisms set forth by Paley (2017) were acknowledged and incorporated to 

ensure transparency and rigour. The integration of VETs (see Appendix 11) into the 

IPA framework, as discussed in section 3.4, provided a richer understanding of the lived 

experience under study. Furthermore, as will be seen in the following section, the 

participant’s introduction of an unsolicited object yielded a more nuanced and 

meaningful response. 

40 



 

 

      

      

       

     

     

           

 

   

   

      

       

           

       

    

           

  

 

 

 

 

 

 

 

 

The use of a research diary enhanced reflexivity and addressed possible bias, as 

discussed in section 3.5. Similarly, the ethical considerations discussed in section 3.6, 

concerned the importance of informed consent and data management and ensured the 

integrity of the research. Trustworthiness, as emphasised in section 3.7, is vital for 

academic integrity and, with well-considered and transparent research practices, 

qualitative research can be just as rigorous as quantitative research. The significance of 

integrous practices embedded in the research design was discussed in the data analysis 

section 3.8, particularly concerning member checking post-interview and a supervisory 

audit. The member check was necessary for maintaining the co-production of 

knowledge and ensuring the participant’s wellbeing. Finally, section 3.8 described the 

process of IPA data analysis and the identification of emerging themes (Smith, Flowers 

& Larkin, 2009, p. 99; 2022, p. 116). The following chapter uses IPA to analyse the 

data and apply an appropriate social justice lens to the results, thereby deepening 

understanding of the lived experience of parent carer agency when advocating for a 

disabled child. This critical perspective helps this study reach its goal of changing 

policy and improving professional practice. 
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4. RESULTS AND DISCUSSION 

4.1. Introduction 

Following the data analysis process set out in the previous chapter, this chapter presents 

the results. A profile of the participant is outlined in section 4.2, giving context to the 

analysis. From sections 4.3 to 4.6, the findings of the IPA are organised into four main 

personal experiential themes (PETS), with additional subthemes. The present tense is 

used here to convey immediacy and the ongoing relevance of the participant’s words, 

following IPA conventions (Smith, Flowers & Larkin, 2022, pp. 109–118), while the 

past tense describes specific actions or moments in the interview. This approach strikes 

a balance between analytical interpretation and narrative context. An IPA summary is 

completed for each PET and included in section 4.6. This chapter uses phenomenology 

to explore the participant’s lived experience and promotes a social justice perspective 

by integrating multiple viewpoints for nuanced insights. The essence of the results is 

illustrated in a visual representation of the participant’s lived experience in the 

concluding section 4.7. Because this is a single-case study, it does not include group 

experiential themes (GETs). Nonetheless, the case remains valuable both independently 

and for subsequent research (Smith, Flowers & Larkin, 2022, pp. 25–26, 99). 

4.2. Profile of Participant 

Charlotte is a parent carer of a physically impaired child with a condition defined as a 

disability under section 6 of the Act (Equality Act 2010b). The child is under seven 

years old and has an EHCP in place. Charlotte is married, and her partner lives with 

her. They have other children living at home, including non-disabled children. 
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4.3. Personal Experiential Theme 1 

THE SPECIALNESS OF THE BOND BETWEEN A PARENT CARER AND 

CHILD 

a. Parent carer and child’s interconnectedness 

The bond between parent carer and child – and the specialness and strength of this bond 

– are clear in Charlotte’s descriptions. The interconnectedness – that is, the mutual 

shaping of their experience – is articulated in several ways. First, this is demonstrated 

through the VET method of using Charlotte’s child’s artwork (see Appendix 9) to 

uncover meaning. Charlotte said that the ‘Family of Pixies’ in her child’s paintings 

represented their family and seemed pleased that the researcher picked up on it: 

The drawings show me when she’s upset, the drawings and the paintings that 

she does are a reflection of how she’s feeling on that day… Sometimes we talk 

about certain different topics… Then I’ll pick up on that with the colours that 

she uses. If they’re bright colours, that means she’s happy. If it’s dull or dark 

colours, that indicates she’s sad. Or she will draw emoji faces with teardrops 

or sad faces (p. 2, lines 18–25). 

As part of VETs, Charlotte also brought in her child’s unicorn toy, which she held and 

stroked throughout the interview as if it were her child, saying, ‘But the teddy bear, it 

represents comfort… when I touch it… I think of her’ (p. 64, lines 1829–1830). The toy 

has become a shared world of safety to Charlotte, a ‘high-level safe space, but within a 

teddy bear, if that makes sense’ (p. 64, lines 1839–1840). Charlotte closely identifies 

with her child’s world and her suffering and uses metaphor to try to understand her own 

childlike need to escape her everyday world. 
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The specialness of the relationship between a parent carer and their child is expressed 

in the interconnectedness of their relationship, as highlighted by Charlotte’s allegorical 

descriptions of a nightmarish world that she and her child entered through ‘the door’ of 

disability and advocacy. In this new and unfamiliar world, Charlotte feels her child’s 

pain in the hospital and uses the idiomatic phrase for suffocation to describe it: ‘I could 

see my child cry… it’s like taking a fish out of water… it’s going to gasp for air’ (p. 7, 

lines 155–157). Charlotte and her child’s emotions become one in their shared 

powerlessness, as shown in her admission that ‘I do feel helpless at times, powerless… 

like I’m not in control… of my child’s wellbeing’ (p. 16, lines 417–419). 

Throughout the interview journey, aided by the VET items, Charlotte reflects on her 

position of shared agony as a parent carer in relation to her child. She does this using 

metaphor to make sense of what she and her child have experienced. Her lived 

experience of parenting as a dualistic role, providing care and advocacy, is 

characterised by her need to escape the emotional and psychological pain of dealing 

with professionals. She also feels a need for control over her everyday life, heightened 

by the vulnerability of having a disabled child. 

b. Parent carer and child's experiences: Us against the world 

Charlotte views the interconnected challenges facing her and her child as leading to a 

nightmare world, which she describes as being led ‘through a dark passage and you 

want someone to hold your hand and take you through, you’re scared’ (p. 35, lines 

994–996). Charlotte’s childlike vulnerability contrasts with her view of herself as an 

adult parent and heroic protector in the nightmare, which she sees as specific to her role 

and gender: ‘To protect… like a mother would… protect her child, from these monsters’ 
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(p. 19, lines 520–521). However, Charlotte’s view of professionals varies at times, with 

one professional described in reverential terms when Charlotte said the family ‘were 

blessed with her’ (p. 34, line 948). Nevertheless, Charlotte’s overriding perception of 

institutions and professionals when advocating is that they are a single threatening 

entity, as shown by her explanation of their behaviour: ‘They did all that because they 

had the backing of another professional body’ (p. 14, lines 381–382). 

c. Self is part of the whole: Mutual dependency 

Charlotte’s enmeshed identity with her child amplifies her need to protect her child 

from external and hostile forces by becoming her child’s comfort blanket: ‘When I wrap 

my arms around… I know I can protect her. I keep her safe’ (p. 40, lines 1147–1148). 

The weight of this parental responsibility is shown in Charlotte’s repeated use of the 

word ‘toll’, as in, ‘It took a toll on my own marriage. It took a toll on the rest of the 

kids’ (p. 37, lines 1052–1053). Charlotte’s sense of herself is intertwined with that of 

her children and her efforts to protect them. She repeatedly uses the word ‘fear’ while 

holding the unicorn toy and says, ‘It’s that fear, the fear of… losing your kids, losing 

yourself even, in this process’ (p. 13, lines 329–330). Charlotte’s fearful language thus 

reveals how her encounter with professional views of disability through her bond with 

her child poses an existential threat to her sense of self. 

IPA Summary: 

For Charlotte, the close bond between parent and child (Popov & Ilesanmi, 2015) 

defines their relationship. Husserl’s (1982, p. 30; 2001, p. 107; Smith, 2024) concepts 

of ‘intentionality’ – the idea that consciousness is always about something – and 

‘intersubjectivity’ or shared meaning-making are reflected in Charlotte’s interpretation 
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of her child’s artwork: bright yellow symbolises happiness, while dark blue represents 

sadness (see Appendix 9). Charlotte’s parenting journey soon becomes a nightmare, 

leaving her feeling lost in the woods. Sharing her child’s perspective, she uses 

universally understood fairytale symbolism, in the way described by Tatar (2015, pp. 

5–7), to make sense of emotional conflict. From the Merleau-Pontian (1962, p. 213) 

perspective, Charlotte feels her child’s pain as her own, and her child perceives the 

family’s pain, with both being ‘fishes out of water’ in this unfamiliar world. To 

Charlotte, the toy represents her child and their shared magical world of escape. Her 

repeated phrase ‘bodies/professional body’ (see Appendix 8, cell 10G) implies a 

broader personification of the institution, contrasting with its depersonalised 

professional members, whom Charlotte perceives as either monsters or angels in her 

and her child’s shared lifeworld. 

4.4. Personal Experiential Theme 2 

THE ADVOCACY JOURNEY: BATTLING FOR VOICE AND KNOWING 

a. Advocacy as a battle: For voice, knowing and self 

Charlotte views her parent carer advocacy as transforming from a nightmarish journey 

through a forest into a battlefield. For her, the advocacy battle is ‘scarring… because 

it’s so vivid, it’s like you’ve been raped… it’s that severe’ (p. 63, lines 1795–1796). 

Charlotte’s sense of her and her family being attacked by professionals is shown in this 

simile of violation and in her repeated use of the word ‘horrific’ when referring to her 

experiences (see Appendix 8, cell 16G). Charlotte feels compelled to be the voice of 

her child, who ‘doesn’t have a voice’ (p. 8, line 197). However, fear of blame is always 

present when using her voice to raise concerns, with Charlotte insisting that ‘speaking 

up… causes problems as well. They [professionals] do not like awkward parents’ (p. 
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15, lines 395–396). Charlotte’s fear of professionals is heightened by a greater fear that 

society will see her as a bad parent for speaking out. This fear is expressed in words: 

‘It’s how society looks at you’ (p. 63, line 1804). Closely linked to voice as an 

experience of being heard is ‘knowing’ as knowledge and understanding, with 

Charlotte’s view that ‘Professionals don’t listen because they think they know more’ (p. 

6, lines 141–142). Charlotte mimics the knowing professional voice as an assertion of 

power at times: ‘They said, “We know better, because we are the professionals”’ (p. 6, 

lines 141–142). She challenges this ‘knowledge to power’ by asserting her EbE parent 

carer status: ‘I may not have the qualifications, but I do know my child’ (p. 6, lines 145– 

146). 

b. Advocacy, knowledge and empowerment 

Charlotte experiences advocacy not only as a battlefield but also as a series of 

necessary, though often painful, phases of becoming knowledgeable and gaining 

power. She describes her feeling of being ‘disempowered’ (p. 41, lines 1169–1170) 

when at the hospital with her child as a necessary part of the advocacy journey’s 

‘phases… this is why it’s called lived experience’ (p. 41, lines 1172–1174). The word 

‘knowing’ is mentioned frequently throughout the interview (see Appendix 10), and it 

is used in terms of enabling both voice, as discussed in the previous section, and self-

growth through the acquisition of knowledge. Charlotte recognises the value of 

exchanging knowledge with other parent carers to learn and grow, as shown when she 

says: ‘I learned most of my stuff through the other people, really, through their lived 

experiences’ (p. 51, lines 1467–1468). 
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c. Advocacy as a transformative journey 

Charlotte perceives herself as changing in a way that mirrors the phases of human 

development (McMahon, 2016), beginning as a newborn baby, exemplified in her 

admission: ‘And it’s like coming out in the world’ (p. 6, line 130). This sense of innocent 

wonderment is compounded by the way she refers to her development as an advocate, 

saying, ‘I was very naïve to all of this’ (p. 44, line 1247). Charlotte extends the newborn 

baby simile to incorporate that of a toddler when she says, ‘And you know the first time 

the training wheels come off [when] you’re on your bike’ (p. 6, lines 130–131). 

Charlotte’s awareness of gaining advocacy knowledge brings about a sense of 

resilience, shown by her affirmation that ‘Going forth… it’s made me a stronger 

person’ (p. 59, line 1677). Moreover, Charlotte is aware that her advocacy journey has 

transformed her and her family’s sense of self from ordinary to extraordinary: at the 

start, she says, they ‘didn’t know anything… like a regular Joe Bloggs’ (p. 50, lines 

1436–1438). This awakening of knowledge and self-awareness brings a personal cost, 

leaving Charlotte feeling disillusioned with the professionals and institutions that she 

once thought of as ‘superheroes’ (p. 50, line 441), of whom she long had ‘high hopes’ 

(p. 4, lines 58–59; p. 10, line 246). Charlotte’s bittersweet comment, ‘We are all human’ 

(p. 54, lines 1558–1559), reflects her sadness and her deeper understanding of the 

humanness of those, at times, ‘monstrous’ individuals who act as barriers to advocacy. 

IPA Summary: 

Charlotte makes sense of advocacy as a battle and a journey in which she is the wounded 

warrior with invisible scars who must win the fight to protect her child’s person and 

rights. She perceives advocacy as necessary to shield her family from emotional harm 

but also to enable her child to have the voice which has been denied, as shown in the 
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black, open, silent mouths of the ‘Family of Pixies’ (see Appendix 9). Charlotte’s 

advocacy and life journey are closely entwined with her personal growth and 

understanding of lived experience. Seen from the perspective of Van Manen (2014, p. 

213), Charlotte’s reflexive narration of her lived experience highlights a transformation 

of self through reflective engagement with professionals. A contrasting Heideggerian 

(2010, p. 42) view of personal growth as authenticity or ‘eigentlichkeit’ is also relevant 

here, with Charlotte overcoming doubt to become her authentic self. 

4.5. Personal Experiential Theme 3 

PARTICULAR IMPORTANCE OF JUSTICE AS RECOGNITION AND 

REBALANCING 

a. Justice lies in the balance of knowing and power 

The theme of advocacy as transformation, developed in the previous section, is further 

explored through Charlotte’s evolving self-perception. Here, in her advocacy role, she 

embodies justice, understood as fairness, voice, and recognition. The newly 

knowledgeable Charlotte can confidently state, ‘I do a lot of research now… it’s given 

me a good balance’ (p. 53, lines 1518–1519). When Charlotte speaks about these 

balancing effects of advocacy, her tone is calmer, and she observes that they enable her 

‘to see where that person’s coming from’ (p. 53, line 1514) – again humanising 

professionals and moving away from the demon-angel binary comparisons in PET 1. 

b. Justice as recognition: Destigmatises and restores value and voice 

Charlotte expresses how advocacy – speaking out and being listened to – has boosted 

her self-esteem, making her ‘more confident’ by amplifying her voice as she becomes 

‘more vocal’ (p. 52, line 1502). Recognition as a good parent is important to Charlotte, 
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and she relays her pleasure at one professional calling her ‘a very good mum’ who is 

doing ‘a very good job’ (p. 44, line 1261). However, advocacy makes her feel even 

better about herself than being a good parent, and she describes herself as ‘on top of the 

world’ (p. 58, line 1667) when her views are taken seriously by professionals. This 

feeling of being raised-up contrasts with Charlotte’s view of her pre-advocacy self, 

when she felt she ‘was absolutely nothing’ (p. 58, line 1668). Charlotte’s advocacy, 

therefore, gives her the sense that her voice is valued and provides a feeling of personal 

justice through a restored and destigmatised self with a high-level position in the 

advocacy relationship with professionals. 

c. Justice in empowering others to uncover what is hidden. 

Charlotte feels satisfaction about uncovering injustices which the ‘professionals have 

kept… hidden… from the parents’ (p. 59, 1684). From her perspective, justice lies in 

sharing knowledge because, as she explains, ‘collectively, you know… you’ll also be 

heard a lot more’ (p. 57, lines 1646–1647). Personal justice can lead to group 

empowerment by revealing hidden sources of professional knowledge and the systems 

that enable them. 

IPA Summary: 

Justice, for Charlotte, restores the self, leaving her with a sense of being valued and 

whole, bringing balance and calm. Her perception of justice as encompassing physical, 

emotional, and psychological restoration aligns with the Merleau-Pontian (1962) notion 

of the lived body or mind–body unity, which unifies experience as aspects of being-in-

the-world – that is, the situatedness of a person in their everyday context. Charlotte’s 

personal renewal is reflected by her view of herself changing from nothing to something 

through advocacy. This transformation echoes Sartre’s (2018) idea in Being and 
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Nothingness – of the need to confront and overcome the negated self so that the being 

becomes something and someone of value. In addition, Charlotte’s emphasis on 

uncovering what is concealed corresponds with Heidegger’s (2010, p. 33–34; 

Dahlstrom, 2013, pp. 10–11) notion of ‘aletheia’, or bringing the hidden into awareness, 

as a prerequisite for authenticity. 

4.6. Personal Experiential Theme 4 

HOW TIME AFFECTS AGENCY AND RECOVERY 

a. Parent carer understands the rules of the game 

Charlotte’s advocacy experience increases her understanding of how professionals use 

language to undermine her status and knowledge. She expresses this by revealing her 

strategy for teaching herself to understand the professional ‘dialects’ (p. 13, line 325) 

– the hidden code of professional language used with parents – and her confident 

assertion of her newfound understanding: ‘How they used to use it [language] against 

me, now I’ve learned [to use] it against them’ (p. 52, lines 1488–1490). Understanding 

how professionals use language is part of knowing the rules of the game, which includes 

Charlotte adopting a positive persona in meetings, where she will ‘always go in with a 

positive foot’ (p. 54, line 1565). 

b. Experiences can affect a parent carer’s wellbeing and ability to advocate 

Charlotte perceives interactions with professionals as mainly negative. The effect of 

these encounters is reflected in her description of them as something that ‘does haunt 

you’ (p. 40, line 1137), like a returning ghost that threatens her sense of wellbeing and 

her ability to care for herself and her child. Her feeling of ‘trying to keep it together… 

and you’re broken yourself’ (p. 40, line 1143) echoes in her interpretation of the Family 
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of Pixies artwork (see Appendix 9). Charlotte sees the grey, ghost-like figures as a 

reflection of her child’s unhappiness, with a subtle recognition of her own. The figures 

are interpreted by Charlotte as symbolising her child’s unhappiness, which she closely 

identifies with. Conversely, positive experiences leave Charlotte feeling empowered: 

‘I’ve got more things… under control. I have more power over everything’ (p. 60, lines 

1714–1715). Here, her empowered language, alongside the artwork, signifies a sense 

of agency – not only in her own life but also in the world she shares with her child. 

c. Agency and recovery: The future is uncertain 

Charlotte believes that institutions should change the way they treat families with 

disabled children but remains doubtful that they will. She says, ‘That does need to 

change… but I don’t really think that ever would’ (p. 12, lines 319–321). The closeness 

between Charlotte and her child, as highlighted in PET 1, means that her recovery is 

inextricably linked to her child’s wellbeing. However, Charlotte does not place her hope 

in systems changing but instead in her faith in God and a better world. Despite her self-

growth and greater sense of agency, uncertainty about the future for her and her child 

remains: ‘I just hope to God that it does get better and… that I can actually help her to 

get over this’ (p. 66, lines 1891–1892). Charlotte’s wish for change but fear of 

uncertainty is further elucidated by her treatment of the soft unicorn toy (see Appendix 

9), which she was holding and stroking for comfort throughout the interview, 

identifying it as her child and their safe world. 

IPA Summary: 

For Charlotte, the passage of time leads to an existential doubt over her sense of stability 

connected to her role as a parent carer. While time brought systemic knowledge and, 
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with it, confidence and resilience, Charlotte’s fears remain embodied – in Merleau-

Pontian (1962) terms – in the lived mind–body and disembodied in the haunting ghost 

of her fears from her initial darkening fairytale journey. Her sense of disorientation, 

like a child learning, echoes the Heidegger (2010, p. 133) notion of being thrown into 

the world unprepared in a situation not chosen, further demonstrated by her childlike 

need to retreat into the magical world of the toy unicorn (see Appendix 9). 
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Summary Overview of PETS and Phenomenological Perspectives 

The table below relates each of the PETs to the relevant phenomenological theories that 

underpin IPA, providing clarity and theoretical context to the results. 

Table: Summary of PETS and Phenomenological Concepts Relating to the 

Participant’s Lived Experience of Agency 

Personal 

Experiential 

Themes (PET) 

Charlotte’s lived 

experience sense-

making 

Concepts related to 

themes 

Phenomenologists 

1. THE 

SPECIALNESS 

OF THE BOND 

BETWEEN A 

PARENT 

CARER AND 

CHILD 

Parent and Child 

Shared pain 

Nightmare fairytale 

Unpreparedness 

Lifeworld 

Intersubjectivity/ 

Embodiment 

Metaphor 

Thrown/Thrownness 

Husserl 

Husserl 

Merleau-Ponty 

Van Manen 

Heidegger 

2. THE 

ADVOCACY 

JOURNEY: 

BATTLING FOR 

VOICE AND 

KNOWING 

Advocacy as a 

journey/battle 

Wounded warrior self 

Self-discovery in voice 

Metaphor 

Embodiment 

Authentic self 

Van Manen 

Merleau-Ponty 

Heidegger 

3. PARTICULAR 

IMPORTANCE 

OF JUSTICE AS 

RECOGNITION 

AND 

REBALANCING 

Justice in: 

Recognition/ 

rebalancing self 

Restored self as healing 

Uncovering what is 

Authentic self 

Embodiment 

Uncovering/ 

Heidegger 

Merleau-Ponty 

Heidegger 

hidden Discovery 

4. HOW TIME 

AFFECTS 

AGENCY AND 

RECOVERY 

Embodied perceptions/ 

disembodied fears 

Agency fluctuates with 

experiences over time 

Embodiment 

Time 

Merleau-Ponty 

Heidegger 

Source: Author’s own 
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The contextual table shows how Charlotte’s journey as a parent carer has unfolded 

through shifting experiences that reveal her agency as both her capacity for intentional 

action and her vulnerability, with these tensions often putting her wellbeing at risk. 

Applying IPA’s phenomenological framework, the table shows how her sense of 

agency develops over time. At the beginning, her everyday ‘lifeworld’ (see Appendix 

11) is sharply altered by her experience of disability through her disabled child. As 

Charlotte’s advocacy journey progresses, she enters what Van Manen (2016, p. 39) 

might interpret as a metaphorical nightmare, with dark fairytale landscapes morphing 

into a battlefield. Frequent interactions with professionals empower Charlotte with a 

sense of agency. While her search for justice leads to a restored authentic self, this is 

continually at risk of being undermined by feelings of powerlessness and situations 

beyond her control. 

Applying IPA’s hermeneutic circle (Smith, Flowers & Larkin, 2022, pp. 22–23) – the 

interpretative process of understanding each part of the narrative in relation to the whole 

– to the thematic elements of Charlotte’s story clarifies how the final theme, Charlotte’s 

uncertainty and vulnerability as a parent carer, connects with the first theme of the bond 

with her child. Tracing the movement from the last point (PET 4) back to the first (PET 

1), the analysis shows that Charlotte’s uncertain agency is rooted in her early negative 

experiences as a parent carer. This circular process underlines how Charlotte’s 

fluctuating sense of agency is continually shaped by her interconnected relationship 

with her child and the challenges she faces. This unpredictable dynamic makes it 

difficult for her to feel secure in her role, responsibilities, and sense of agency, which 

are at the core of the parent–child bond. 
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4.7. Conclusion 

The essence of Charlotte’s lived experience of agency is depicted in Figure 1 (overleaf). 

This model is inspired by the Cook, Tovin and Kenyon (2022, p. 5) visualisation of 

caring for a child with cerebral palsy, as well as a discussion with the study supervisor. 

It illustrates Charlotte’s experience as an active, dynamic process by using the 

continuous verbs ‘loving, knowing, fearing’ and ‘searching’. Her experience 

encompasses not only mental and physical components but also Husserlian (2023, p. 

21) ‘spatio-temporal’ and directional elements operating in a dualistic dialectic. 

Forward movement signifies positive progress, while backward movement indicates a 

negative shift, linked to Charlotte’s fears of being lost and her desire to find herself 

through a sense of personal justice. The model colours reflect Charlotte’s perception of 

the symbolism in her child’s artwork (see Appendix 9 and PET 1) and the researcher’s 

interpretation of its meaning. Charlotte’s lived experience is shown to be a search for 

agency through her advocacy journey and an existential longing for safety and justice 

in a world she has created with her child. This imagined realm of safety and restorative 

justice exists beyond the present and is symbolised by the unicorn toy, highlighting 

systemic inequalities to be explored next through the social justice lens. 
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Figure 1. Model of a Parent Carer’s Lived Experience of Agency: Charlotte 

Key 

Source: Original model, this study. 
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4.8. DISCUSSION: SOCIAL JUSTICE PERSPECTIVE 

These IPA findings reveal the interplay between agency, power, and lived experience 

within parent carer advocacy. As stated in the introduction (Chapter 1), a social justice 

lens (see Appendix 11) was applied to the IPA to illuminate the structural elements of 

parent carer agency. Far from being superficially overlaid, this lens is woven 

throughout the analysis of the PETs, grounding insights equally in the data and the 

researcher’s interpretation. Four themes around agency and advocacy are discussed 

below. 

Agency as Action and Influence: Loving and Fearing 

‘It’s our high-level safe space, but within a teddy bear…’ (p. 64, lines 1839–1840). 

The loving and fearing facets of Charlotte’s lived experience of agency shape her 

actions and influence within advocacy partnerships. Bergström et al. (2014, p. 43) 

define agency as ‘an element of choice, the power to act, and an ability to influence the 

outcomes of one’s actions’, and this resonates with Charlotte’s desire for control over 

the world she creates with her child. In this world, the relationship between Charlotte 

and her child is a sanctuary, symbolised by the unicorn toy (see Appendix 9), which 

shields them from institutional influences. Husserl’s (1973, p. 166; Serban, 2024, p. 

169) emphasis on the interconnected specialness of the parent–child relationship with 

its ‘instinctual care’ (triebhafte Fürsorge) is reflected throughout Charlotte’s story and 

explains how this bond strengthens her capacity to advocate while also creating 

vulnerability. This presents a more nuanced view of agency than is found in the 

literature, showing that the deep bond between parent carer and child can both empower 

the parent and expose them to the external demands of institutional coercion and 

manipulation. 
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Charlotte’s lived experience therefore operates in a micro world of responsibility and a 

macro world of institutional authority, creating a two-fold fear: the anxiety of protecting 

her child and that of what Sennett (1993) would call a historical, human-based fear of 

professional authority. Drawing on Dahl (1957) and Weber (2019), this dual fear is 

shaped by complex relational and socially constructed power dynamics. This confirms 

the research findings in the literature review (Rossetti et al., 2021; Todd & Higgins, 

1998), showing that professionals can dismiss or override the agentic voice of parent 

carers, leaving them feeling powerless. These situational experiences of reduced agency 

underscore the need for professionals to respect a parent carer’s voice as part of anti-

oppressive practice. 

Advocacy as Voice and Choice: Searching and Knowing 

‘She doesn’t have a voice’ (p. 8, line 197). 

Charlotte’s experience of voice and choice has been defined by uncertainty since the 

start of her advocacy journey. As Clear (1999) suggests, advocacy is a vital way for 

parent carers to demonstrate agency. Exercising voice and choice involves articulating 

needs and making decisions – skills central to both agency and advocacy. This allows 

a parent carer to articulate the needs and rights of their child, as well as their own. For 

Charlotte, advocating means being her child’s voice and forging a path through 

uncharted territory. She describes her advocacy role as both mentally and physically 

demanding. Her focus on her child’s wellbeing at the expense of her own is a pattern 

commonly observed among parent carers in the existing literature (Ryan & Runswick-

Cole, 2008; Walmsley et al., 2017; Wright & Taylor, 2014). Yet throughout her 

journey, Charlotte’s uncertainty is shaping her entire lived experience. 
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Charlotte’s uncertainty of agency is exacerbated by what Lam and Kwong (2014, p. 

183) refer to as an ‘empowerment paradox’, in which professionals aim to empower 

parents while retaining their own power. This creates tension between professional 

expertise and parental knowledge, undermining the potential for true partnership and 

agency. Todd and Higgins (1998, p. 235) note that power is not held by one side but 

emerges through these situational moments of tension. For Charlotte, her repeated 

insistence on ‘knowing’ as a way of both understanding and being heard suggests a fear 

of how easily her voice can be minimised. In Charlotte’s lifeworld, advocacy is not a 

straightforward act of agency but an uncertain search for voice and choice, complicated 

by the need to play multiple roles. The structural barriers of stigma and silencing further 

complicate this destabilising experience. 

Barriers to Empowerment and Agency: Stigma and Silencing 

‘It’s how society looks at you’ (p. 63, line 1804). 

Charlotte’s advocacy experience as a parent carer seeking support shows how negative 

judgements by professionals can influence interactions and self-perception. This is 

confirmed by the literature review, which reveals that parents face stigma and blame 

when accessing public-sector services, which harms their wellbeing (Broady, Stoyles 

& Morse, 2015; Clements, 2023). Using Goffman’s (1986) concept of stigma and 

particularly the idea of ‘spoiled identities’, Charlotte’s descriptions of scarring 

demonstrate the damage caused by being unfairly labelled and feeling devalued. 

However, although these experiences were harmful, Charlotte developed resilience 

through her lived experience, presenting her best self in meetings. Seen from the apt 

dramaturgical perspective of Goffman (1961, p. 31), this can be viewed as ‘forced 

deference’ – a survival strategy for coping with and subtly resisting stigma. 
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Goffman’s (1961) idea of institutions as isolating and controlling are evident in 

Charlotte’s story. Furthermore, her experience reveals that an institution’s power 

extends beyond its four walls. Indeed, as has been discussed, the complex role of parent 

carers can lead to a loss of self, as seen in Charlotte’s advocacy experience and her 

search for identity and fairness. When Charlotte steps into the ‘superhero/good parent’ 

persona in meetings, institutions shape her behaviour and self-perception in ways that 

she is unconscious of. Hominh (2022) refers to the changes resulting from these subtle 

systemic limitations as ‘unfreedom’, and this intersects with and affects the 

phenomenological everydayness of Charlotte’s world. More subtle than the Althusser 

(2006) puppet individual, Charlotte’s ‘superhero’ role may internalise a Marxist ‘false 

consciousness’ (Engels, 1893, para. 4). Consequently, her display of strength may 

conceal systemic oppression, turning agency into compliance. This performance 

alienates her from her authentic self, as revealed in her fears of losing her children, who 

are part of her. An examination of the stigma and silence surrounding Charlotte’s 

superhero role reveals that empowerment, agency, and survival are intricately 

intertwined with negotiation and resistance. 

Agency and Advocacy: Resistance and Resilience 

‘It made me feel like… I was on top of the world’ (p. 58, line 1667). 

Charlotte’s advocacy journey shows how resistance and resilience are built through 

social practices. Barnes (2000) makes the argument that social relationships shape 

agency, and this is reflected in how Charlotte’s increased understanding and widening 

circle of connections empower her to resist stigma and adapt strategies to overcome 

systemic barriers to helping her child. Growing more confident in her advocacy role, 

Charlotte finds that her sense of her capacity to change herself and her world grows, 

leaving her feeling on top of the world. Charlotte’s resilience and sense of self-worth 
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are strengthened through knowledge exchange within the parent carer community. In 

turn, an accumulation of experience enables Charlotte to find her voice, allowing her to 

challenge power imbalances and support others. This echoes the call from Reeder and 

Morris (2021, p. 120) for professionals to acknowledge differences in power and the 

value of parent carers as experts and co-partners in their child’s care. Charlotte’s 

experiences demonstrate that the qualities of agency and resilience are not static traits 

but can be developed through social practice. 

Charlotte’s shift from self-advocacy to helping others shows how revealing power 

differences can enable collective action. This confirms the findings of research showing 

that advocacy influences agency (Carers First, 2024; Eley & John, 2023; Ryan & 

Runswick-Cole, 2008, pp. 43–50). This synthesis offers insights into the structure-

agency relationship of parent carers, who build agency through networks and 

knowledge sharing. While institutions can be limiting, they can also create spaces for 

strategic agency, as shown in Charlotte’s changing views of professionals – from seeing 

them as ‘institutional monsters’ to recognising their humanness. However, Charlotte’s 

experiences reveal a complex perspective on agency that challenges the literature’s 

binary view of power and its assumptions about resilience as a positive outcome in a 

parent carer’s advocacy journey. The agency-structure dialectic is far more complex – 

as these theories demonstrate – when viewed from the individual perspective of a parent 

carer. 

Agency and Structure: The Individual and the Institution 

‘Monsters I call them, because… in reality, that’s what they are’ (p. 19, lines 521–522). 
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The complex interplay between agency and structure is conveyed through Charlotte’s 

interactions with institutions. Her story offers a dialectical understanding that 

transcends simple binary distinctions. Weber’s (2019) theory of bureaucratic 

rationalism helps to explain how formal hierarchies can depersonalise interactions, 

which is shown in how Charlotte perceives professionals as part of institutions. In 

contrast to Weber (2019), Lipsky (1980), with his ground-level view, explains how 

these professionals are also shaped by institutional power, wielding discretionary 

authority that can diminish empathy. Charlotte’s views of professionals as monsters 

and humans reveal an internal ambiguity and tension as these individuals become 

frightening embodiments of the institutions. Phenomenological theory further 

illuminates the complexity of institutional humanity. Heidegger’s (2010) concept of 

being shaped by time is reflected in Charlotte’s perception that professionals inhabit a 

different temporal realm, separated by bureaucracy. Her experience of the realities of 

bureaucracy and everyday policy as enforced decisions often leaves her feeling 

marginalised and complicates her role as a parent carer in these institutional systems. 

This interplay undermines parent carer agency, leaving Charlotte occupying an 

uncertain space between empathy and systemic authority, as illustrated in Figure 2 

(overleaf). 
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Figure 2. Parent Carer Agency Within the Lived Experience of Advocacy: 

Charlotte 

Source: Original model, this study. 

Summary Overview 

These findings emphasise the complexity of parent carer agency, which is shaped by 

unequal power dynamics and can be both fragile and strong. Such power disparities 

may affect whether a parent carer’s voice is heard, the choices they can make for their 

child, and the impact on their self-esteem. These results, supported by the VETs and 

the social justice perspective, show that Charlotte’s agency is a strategic and precarious 

space and experience. This suggests that understanding agency in the advocacy context 

requires both a particular view of individual experiences and a broader focus on systems 
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and how parent carers can effectively navigate them. The study’s innovative approach, 

therefore, enables a nuanced account of power, advocacy, and agency, which, through 

praxis (see Appendix 11), can have significant implications for research, policy, and 

professional practice. 
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5. CONCLUSION AND RECOMMENDATIONS 

The purpose of this study was to explore a parent carer’s lived experience of agency 

when advocating for their disabled child while engaging with professionals and 

institutions. The literature review highlighted numerous challenges faced by parent 

carers and identified a gap in the research on their experiences of diminished agency. 

This study adopted an innovative approach by combining an in-depth IPA interview 

with participant-led VETs. This method integrates IPA’s strengths while recognising 

its limitations. Incorporating a critical perspective provided further insights into the 

power dynamics between parent carers and institutions. The findings contribute to the 

literature by shedding light on the challenges and opportunities related to parent carer 

agency. Guided by the central research question – What is the lived experience of 

agency for a parent carer advocating for a disabled child while engaging with 

professionals and institutions? – this concluding chapter revisits the study’s aim and 

context and presents its recommendations accordingly. 

Methodological Innovations and Co-productive Insights 

An innovative multi-method approach provided a deeper understanding of how parent 

carers experience agency in advocacy and how this impacts their voice, choices, and 

lived experience, as well as their responsibilities and challenges. A significant 

participant-led methodological insight arose from the collaborative nature of the 

research. Just before the interview, Charlotte unexpectedly introduced her child’s 

rainbow-coloured unicorn toy as a VET alongside the artwork. This object became 

more than a source of comfort: it came to symbolise her journey as a parent carer and 

her lifeworld shared with her child. 
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Through alignment between each phase of the research, the study successfully met its 

core objectives to: 

● Understand the impacts on a parent carer of providing primary care, revealed 

through a rich narrative account of the physical and emotional toll of caring (Cook, 

Tovin & Kenyon, 2022). 

● Examine the barriers to parent carer advocacy, illustrated through detailed 

descriptions of bureaucratic obstacles and professional resistance (Jones, 2024). 

● Identify factors that would improve a parent carer’s advocacy experiences 

(Walmsley et al., 2017; Wright & Taylor, 2014), achieved through careful analysis of 

both challenging and successful advocacy moments. 

● Gain rich single-participant data for doctoral research development, achieved 

by completing the IPA study (see Appendix 2). 

● Harness insights to inform policy and professional practice, as per the study’s 

recommendations. 

Parent Carer Agency: A Complex Interplay of Fragility and Strength 

This study offers a nuanced response to prior research on parent carer agency and 

advocacy, emphasising the intricate power dynamics between parent carers and 

professionals. Charlotte, like other parent carers, experiences diminished agency and 

voice, often feeling unheard when seeking support for her disabled child. This manifests 

as parent carer blame, exclusion, and silencing (Clements & Aiello, 2021; Lipkin & 

Crepeau-Hobson, 2022). However, the study also revealed a complexity to the issue of 

agency that went beyond the initial finding of a parent carer’s lack of power and 

capacity to influence decisions. Charlotte, for instance, poignantly reflects on her 
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advocacy journey and status, analogising her journey to that of a newborn, which she 

describes as ‘coming out in[to] the world’ (p. 6, line 130). She compares her progress 

to that of a toddler learning to ride, tentative at first, then suddenly ‘the training 

wheels… come off’ (p. 6, lines 130–131). Despite moments of confidence, Charlotte’s 

lived experience of agency has been and remains uncertain. This uncertainty relates to 

her growing understanding, developed through lived experience, of the advocacy and 

agency needed to tackle the inequality between herself and the professionals. These 

recommendations, therefore, acknowledge the inherent power difference between 

parent carers and professionals and institutions. They advance a hearts-and-minds 

perspective to drive holistic, systemic change, as outlined in the third and final 

recommendation. 

Recommendation 1: Mandatory training programmes for professionals 

Being a parent carer is not recognised as a protected characteristic under the UK’s 

primary anti-discrimination legislation, the Equality Act 2010. Professional training on 

anti-oppressive practice incorporating praxis (see Appendix 11) should therefore 

address the unique challenges parent carers face due to their multifaceted role. 

However, an overreliance on formal training risks overlooking the complexity of a 

parent carer’s lived experience, so future training must be informed by in-depth 

research. Professional bodies like BASW (2024) must prioritise and support this 

training so that parent carers receive the help they need to care for their children. 

Recommendation 2: Rebalancing power in advocacy services 

Reform of current advocacy services is necessary to address the ways in which parent 

carers are disadvantaged by a relative lack of power, compared to professionals. 

Professionals benefit from institutional support, policies, and resources, whereas parent 
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carers often navigate complex systems on their own. These unequal power relations 

hinder parent carers from influencing decisions about their child’s care. Their lack of 

agency and the stress of caring, in turn, weaken their ability to advocate effectively. 

Greater access to advocacy services can help redress this power imbalance, ensuring 

that parent carers have the support they need to articulate their child’s needs and protect 

their interests. 

Recommendation 3: A coalition of theory, policy and practice 

Progress for parent carers depends on overcoming systemic barriers to agency and 

advocacy. These challenges persist not merely due to lack of empathy or awareness, 

but because institutions often resist change (Hubbart, 2023). Therefore, to realise the 

social policy revolution predicted by McIntosh and Wright (2018), a coalition that 

unites theory, policy, and practice is essential. By aligning academic research, policy, 

development, and grassroots-level advocacy, such a coalition can dismantle entrenched 

power structures and build public support. Partnerships between universities, local 

organisations, and policymakers should work together to amplify the voices of parent 

carers. The lived experience and knowledge of parent carers must be central to this 

process to bring about change. 

Final Thoughts: Looking Towards the Future 

This study suggests that parent carer agency may be more complex than previously 

thought, warranting further research. The IPA revealed that Charlotte’s lived 

experience is a delicate balance between loving and fearing and searching and knowing. 

The unicorn toy she introduced became emblematic of the intertwined lives of a parent 

carer and child. Its inclusion in the research was an important act of co-production and 

agency, deepening the study’s insights. Thus, while Charlotte feels brave and 
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empowered, the paradoxical tension that comes from the specialness of the relationship 

with her child creates uncertainty and a sense of powerlessness in the face of 

institutional resistance (Lam & Kwong, 2014). Charlotte’s story captures this duality 

and goes beyond it, expressing the fluid and dialectical essence of each element of her 

lived experience. This insight informs analysis of wider dynamics. 

Critical analysis of the data uncovered how interpersonal, systemic and temporal 

dynamics affect parent carer agency. Therefore, interventions should not just build 

advocacy skills but address the causes of powerlessness and find ways to value a parent 

carer’s lived experience. Enhancing agency as a complex lived experience requires 

equal, empathic partnerships between parent carers and professionals. Both parties must 

acknowledge their shared goal: namely, the care of the child. In doing so, they recognise 

their common humanity, which helps resist institutional dehumanisation. While this 

study’s limited scope means further exploration of practical and theoretical aspects is 

needed to improve parent carers’ experiences, these will be addressed in the doctoral 

dissertation. For now, in a study rooted in agency and co-production, the final words 

belong to Charlotte, who reminds us, ‘We are all human at the end of the day.’ 
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institutions? 

Aims and Objectives/Nodau ac Amcanion 

Aim: Understand the lived experiences of parent carers who provide primary care for 
their child – with a specific focus on the experience of agency for parent carers 
advocating for their child with a disability while engaging with professionals and 
institutions. 

Objectives: 

• Understand the impacts parent carers experience when providing primary care for 
their child. 

• Understand the barriers that parent carers face when seeking help for or raising 
concerns about their child’s care. 

• Identifying factors that would improve the parent carer’s experience when 
advocating for their child’s care. 

• Gain insights from an in-depth, rich single participant data for my doctoral dissertation. 
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• Harness insights into a parent carer’s lived experience of agency to inform policy and 
professional practice. 

* NB: In the final dissertation, the researcher changed the disability language from 
person-first to identity-first to align with the social model of disability (see 
Appendix 11). 

Outline of your Dissertation/ Amlinelliad o'ch Traethawd Hir 

Introduction 

Caring for a disabled child can be a complex and challenging experience, requiring 
parents to navigate a myriad of systems and interactions with various professionals and 
institutions across various sectors of social care, health and education. Existing research 
has shown that parent carers fulfil multiple roles, including advocating for their child, and 
that part of this informal advocacy role includes giving voice to concerns about their 
child’s care (Wright & Taylor, 2014, p. 591). As informal advocates tasked with securing 
their children’s care, parent carers experience additional systemic and personal barriers 
to the reduced power dynamic when requesting help. Such obstacles include UK 
neoliberal policies and austerity measures, which Walmsley et al. (2017, p. 1366) have 
noted add to the necessity of understanding the lived experience of carers, which can 
aid ‘family-centred care’. Given the increasing prevalence of children identified with 
disabilities in the UK and throughout the world (Kirk-Wade, Stiebahl & Wong, 2024, pp. 
5, 8; Olusanya et al., pp. 1–2, 2022) and the recognised significance of parental support 
for their child’s psycho-emotional wellbeing and outcomes—albeit with limited research 
on children with disabilities (Kagan, 1999, p. 164; Dyches et al., 2012, pp. 2213–2215)— 
it is vital that more research is conducted on the lives of parent carers as well as their 
children and that it relates to this issue of lack of parental agency in the advocacy 
relationship as it is directly experienced. This research can thereby contribute to the 
broader topic of parent carers’ lived experiences (Johnson, 2023d). 

Whilst the UK Government and government bodies like the NHS have recognised the 
importance of parent carers’ voice as participation on policy making and their socio-
economic contribution of care, as noted in a report by Boughey & McSherry (2019, pp. 
23–28). A subsequent key report by Clement and Aeillo (2021, p. 6–7; Johnson, 2023a, 
p.6; 2023b, p. 1; 2023c, pp, 3,7; 2023d, p. 4; 2024a, p. 8) questioned the effectiveness 
of professionals and government run organisations to engage fairly and effectively with 
one of the most deprived groups in the country. Despite the urgency of the issue of 
parent carer blame its related negation of parent carer agency and voice (Clements & 
Aiello, 2021, p. 2), a more recent report by the Association of Directors of Adult Social 
Services ((ADASS), 2024) has found discriminatory practices continue from 
professionals to parents across all the main services. Past and recent research (Lipkin & 
Crepeau‐Hobson, 2022, p. 1546; Todd & Higgins, 1998, pp. 227–236) confirms Clement 
and Aiello’s (2021) research findings that parent carers feel powerless, lacking agency 
and voice when seeking help and support for their children. These studies highlight the 
tangible nature of lived experience of marginalised groups of health and service care 
users, and which is increasingly recognised by policy makers (The Scottish Government, 
2022; Lefton & Fleming, 2024; Williams, 2024). The need for theoretical research to 
bring about actual change provides the impetus, rationale, and choice of interpretive 
Phenomenological Analysis (IPA) design combined with post data collection 
interpretation through a social justice lens. 
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Rooted in phenomenological philosophy and research, lived experience is therefore well 
suited to this type of study. Although it has various meanings, lived experience can be 
described as a first-hand experience of any experience (Chandlar & Munday, p. 270). 
Similarly, the term agency like its relation ‘power’, is as Gidden and Sutton have stated 
(2021, p. 95), a central debated issue in sociology and the structure-agency debate. The 
nuances of these terms as concepts will be explored later in the paper, however an 
indicative definition of agency can be given according to Payne (2021, pp. 13–14) as the 
power and capacity to influence decisions on behalf of their children. Parent carers’ lack 
of agency, therefore, is reflected in their beliefs that they are not viewed as capable in 
their decision-making, and they are both unseen and unheard by professionals and their 
respective institutions (Johnson, 2023d, p. 7). Agency will be examined as a 
convergence of influence and power within the parent-professional relationship, 
intersecting with the associated ideas of voice and choice. These concepts will be 
enlivened by application to a parent carer’s lived experiences in a normal, everyday 
taken-for-granted situation, which phenomenology is good at showing (Smith, Flowers & 
Larkin, 2022, p. 8). Agency will be examined as a convergence of influence and power 
within the parent-professional relationship, intersecting with the associated ideas of 
voice and choice. These concepts will be enlivened by application to a parent carer’s 
lived experiences in a normal, everyday taken-for-granted situation, which 
phenomenology is good at showing (Smith, Flowers & Larkin, 2022, p. 8). The use of a 
diary also aids reflexivity and is recommended by Smith, Flowers and Larkin (2009, p. 
57; 2022, p. 54; Johnson, 2023d, p. 13). 

After data collection, insights and emergent themes will be further analysed, from which 
insights can be drawn and used in a larger study for the doctoral dissertation. As the 
work of Smith, Flowers and Larkin (2009; 2022) showcases and Delve and Limpaecher 
(2023) concur, IPA has an inherent flexibility compared to other forms of research 
methods that it can be combined with a variety fields and perspectives. For this study, 
the IPA approach will be combined with a social justice perspective, to analyse a parent 
carer’s experience of when advocating for services and support for their child. Possible 
emerging themes will be related to the dissertation aims and objectives and as a pilot for 
a wider study. Emergent themes may be the implications for individual agency, 
autonomy, and voice in the context of parents being required to engage with 
professionals and institutions with varying levels of power when seeking services on 
behalf of their children. 

The initial motivation behind this study is the lived experience of the researcher. Each 
stage of the research design and its interpretivist-constructivist framework or paradigm, 
as originally defined by Guba and Lincoln (1994, p. 7; Johnson, 2023d, p. 14) as based 
on the researcher’s ‘worldview’, will align with the overall aim to understand the lives 
parents who provide primary care for a disabled child or child/children with a disability, 
with a focus on the lived experience of agency and its lack thereof. To achieve this aim, 
the study seeks to fulfil each objective of understanding the impacts (Moody, 2022) in a 
qualitative sense of parent carers experience when providing primary care for their child, 
the barriers that parent carers face when seeking help for or raising concerns about their 
child’s care which should allow the identification of factors that would improve the parent 
carer’s experience when advocating for their child’s care. This study aims not only to 
benefit parent carers, but the rich, in-depth data can help inform professional practice, 
creating what this author has termed an ‘empathetic bridge’ (Johnson, 2023d, p. 14) 
between parents and professionals. From a social justice vantage, research that 
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empowers a disadvantaged group with a known low socioeconomic status (Wyjadlowska 
et al., 2024, p. 3) can also help on a macro level. Authors Picket and Wilkinson (2015) 
and Dorling (2010; 2015) are vocal in noting the impact of inequality on health and well-
being, regardless of a person’s geographical location and social status. This study will 
support the view that there is a need for further, in-depth research into the lives of 
parents caring for a disabled child. 

The following literature review illustrates how the lived experience of parent carers has 
received little and sporadic attention in research despite the growing awareness of 
policymakers mentioned earlier in this section. The barriers and challenges of parenting 
a child with a disability will be discussed and analysed, as will the daily issues this 
marginalised and disadvantaged group faces due to their demanding role. The 
connections between agency and voice and choice will be explored in the context of a 
parent carer’s lived experience and posited as the reason for the choice of IPA which, as 
Smith, Flowers and Larkin (2009, pp. 1–2; 2022, pp. 1–3) relate, can uncover how an 
individuals can make sense of their lived experience. The following review of the current 
deficit of in-depth data on the experiences of parent carers will support the view that 
further research is needed to fulfil the study's aims and objectives. 

Literature Review 

• Introduction 

As has been previously stated, the complexity and importance of parent carers’ role in 
ensuring their children’s wellbeing is known. A central aspect of the parent carer’s 
function is advocating for their children to secure services from professionals and their 
respective organisations or institutions. Yet recent and past literature on the lives of 
parent carers is less than that of disability studies generally (Johnson, 2023, p. 3; 
Cameron, 2014). A search of literature revealed there are a small number of studies of 
lived experience for parent carers focussing mainly on the caring element, for instance in 
a study carried out a study by Cook, Tovin and Kenyan (2022, p.1). There is a 
reasonable though limited amount of research on the advocacy role of parent carers 
(Johnson, 2023b) and also studies of the disempowerment of parents. This 
powerlessness was highlighted in Clement and Aeillo’s (2021) landmark study which 
suggested a lack of agency of parent carers when engaging with professionals. 
However, there are very few studies such as that by Bergström et al., (2014), which 
have studied the lived experience of agency. Research has not yet fully explored this 
phenomena of parent carers experiencing and attempting to make sense of their need 
for and lack of agency when they adopt the advocacy role. This gap in research is the 
impetus for this study powerlessness of parent carers with the importance of lived 
experience in research and social policy which has been raised by the following authors. 

Lived experience in policy and research 
In both theory and methodology, Mcintosh and Wright (2018, p. 463; Johnson, 2023d, p. 
2) stress the importance of understanding lived experience for social policy. Similarly, 
Given (2008) emphasizes the role of lived experience in shaping knowledge. Lived 
experience intersects therefore with a framework that considers the axes of agency, 
knowledge, power and research in a way that is fruitful for understanding parent carer’s 
experiences. The broader aim of this research is, therefore, to explore the experience of 
a parent as primary care giver of a child with disability, focusing on the lack of agency 
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with professionals and institutions, in their role of informal advocate for their children 
when securing services. The scarcity of research in this area, has influenced the choice 
of IPA as a research approach. IPA’s idiographic nature is well suited to rich data lived 
experience studies (Smith, Flowers & Larkin, 2009; p. 29; 2022, p. 3). 

Advocacy by parent carers 
Research shows both positive and negative impact of parents advocating for their 
children which is part of the parent carer role. Authors like Wang et al. (2004, p. 114) 
have stated parent carer advocacy has a dual effect of creating resilience as well as 
stress. Their findings contrast other studies such as Rios, Aleman-Tovar and Burke 
(2021) whose studies have emphasised the stressfulness of parent carer’s unsought 
advocacy role. Nevertheless, these researchers agree that parent carers’ first-hand 
knowledge can make a valuable contribution in partnership with professionals. 

For the purposes of this study, the following definitions will be used in accordance with 
UK law. 

• Disability: Definitions and Legislation 

o Advocacy is defined according to Payne (2021, p. 6) as ‘speaking on 
behalf of or in the interests of a person or group of people’. Parent carers 
informally advocate for their children in contrast to legal or formal advocacy 
that currently exists in the UK (Johnson, 2023b, c). 

o Agency is a widely debated term in sociology but is defined according to 
Payne (2021, pp. 13–14) as parent carers’ power and capacity to influence 
decisions on behalf of their children. 

o Child is defined according to UK law as section 105 and 3 of the Acts 
(Children Act 1989; Social Services and Well-being (Wales) Act 2014a), as 
being anyone under the age of 18. This is also in Article 1 of the 
Convention on the Rights of the Child (1989) which the UK has ratified. 

o Disability is defined in section 6 of the Equality Act 2010 as a person with a 
physical or mental impairment who has ‘as a substantial and long-term 
adverse effect on their ability to carry out normal day-to-day activities.’ 

o Experts by experience (Ebe) is defined as people with lived experience of 
an area of knowledge (Davies, 2024, para. 1) . Parent carers have lived 
experience of advocating for their child or children in cross sector services 
in health, education and social care. 

o Institution has multiple meanings that have changed throughout history 
according to Scott (2008, pp. x, 8–9). In the context of parent carers as 
seeking services for their children, it is defined according to Rojas (2013, 
para. 1) as a ‘formal social structure that governs a field of action’. This 
definition combines the contrasting definitions of Riojas (2013) who defines 
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institutions as the same with that of Giddens and Sutton (2021, pp. 91–94) 
who view them as separate. This allows for the difference of Government 
with governmental departments and organisations such as the Department 
for Health and Social Care and the NHS. It also allows for what Scott 
(2008, p. 50) calls the regulatory and cultural components of institutions 
that emphasises the ‘total’ nature of institutions as emphasised by 
Goffman (1961, p.11; Johnson, 2024a, p. 2) in his work, Asylums. 

o Lived experience refers to a person’s direct engagement with their 
environment and the knowledge and understanding they get from it. 
Chandler and Munday’s (2011, p. 270) first definition notably relates to 
subsequent phenomenological notion of lived experience, which pertains 
to the significance of the quotidian, often overlooked, aspects of an 
individual's life. 

o Parent carer is defined in section 97 of the Children and Families Act 2014 
as ‘a person aged 18 or over who provides or intends to provide care for a 
disabled child for whom the person has parental responsibility’. In section 
97 of the Act (Children and Families Act 2014) and section 24 of Welsh 
legislation (Social Services and Well-being (Wales) Act 2014b) local 
authorities have a duty to assess parent carers’ needs for support if it is 
needed. 

• Parent Carer of a Child with a Disability: Challenges and Responsibilities 

o Parenting a child with a disability involves challenges and responsibilities 
that are beyond that of usual parenting with parent carers having to fulfil 
multiple roles. Parent carers can face systemic and personal barriers to 
securing care for their child. One of the central responsibilities of parent 
carers requires them to take on the systemic role of informal advocates for 
their children, and this is an informal type of advocacy which differs to legal 
and professional advocacy (Bateman, 2000, p. 18; Johnson, 2023a, p. 7; 
Johnson, 2023c, pp. 2, 6, 8, 21). However, one of the main barriers to 
effective advocacy, which has been mentioned, includes parents lack of 
agency with them feeling powerless when seeking help and support for 
their children with disabilities (Lipkin & Crepeau‐Hobson, 2022, p. 1546; 
Todd & Higgins, 1998, pp. 227–236). 

o Whilst being a parent carer can have both positive and negative on 
caregiver’s health according to Phillips et al. (2022, p.1), whose scoping 
review was carried out to address the gap in literature that compared both 
sides of the care experience, recent research shows overall that parent 
carers experience significant stress levels that negatively affect their 
wellbeing (Cheng & Lai, 2023, pp. 1–2; Scheibner et al., 2024, pp. 1–2). 
These challenges include the impact on their health and social well-being 
because of the demanding nature of care. 
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o Although the necessity for effective collaboration between parents and 
professionals is known (Reeder & Morris, 2020, pp. 110–112), it has so far 
been hindered by professionals’ inability to recognise the value of parent 
carers’ knowledge gained from their multifaceted status as advocates of 
their children, the barriers parent carers face when securing care for a 
child with a disability and the personal impact of these processes on health 
and wellbeing. The professional and institutional undervaluing of lived 
experience as knowledge ironically contributes to the lack of agency within 
the parent to professional relationship. The consequent powerlessness of 
parent carers in their capacity as decision makers for their children is 
discussed in relation to agency, voice and choice in the next section. 

• Parent carers’ Lived Experience of Agency, Voice and Choice in Engaging 
with Professionals and Institutions 

o Agency, voice and choice are closely connected as concepts and in lived 
experience of an individual. These will be explored as they relate to parent 
carers when advocating for their children covering the sub components of 
each. 

o Having analysed and clarified the connections between agency, voice and 
choice through the available literature and within the context of a parent 
carer advocating for their child and the necessary engagement with 
professionals and their institutions that entails, this section will emphasise 
the suitability of IPA analysis of exploring the lived experience of a parent 
carers of agency as autonomy and control. 

• Conclusion 

o Lived experience is becoming increasingly important in social policy and 
phenomenological research (Johnson, 2023d, p 14; McIntosh & Wright, 
2018). Although phenomenology may have its detractors (Paley, 2016), 
more recent forms of analysis, such as interpretive phenomenological 
analysis (IPA), provide an innovative means of highlighting the 
perspectives of marginalised and under-represented groups, like parents 
of children with disabilities, giving them a voice and allowing for an in-
depth expression of their experiences. When outcomes are further 
analysed and interpreted from a social justice perspective which 
recognises as Dorling’s (2010; 2015; Johnson, 2024b, pp. 2, 6, 9, 10) 
works have argued that inequality harms the whole of society this strategy 
gains even greater traction and has the potential to influence societal 
change. 

Methodology and Methods 
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• Introduction 

o The choice of IPA Analysis approach with the concomitant methods aligns 
with the purpose of this study which is to explore the lived experiences of 
agency of a parent carer when advocating for their child with a disability 
while engaging with professionals and institutions. The approach also 
aligns with the researcher’s interpretivist ontological stance which views 
the world as fluid and dynamic nature of the world and mean-making within 
that world and the epistemological view that knowledge is not objective as 
positivists believe but constructed. As such, lived experience can be equal 
to that of theoretical knowledge. Thus, this researcher’s views and lived 
experience shaped the choice of a phenomenological approach which in 
its combination of theory and research recognises the value of first-hand 
knowledge as agreed on by Smith, Flowers and Larkin (2009: 2022) and 
Van Manen (2014; 2016). This experience of agency and the lack thereof 
when parent carers engage with professionals and institutions forms a 
significant part of the overall aim of understanding the lived experience of 
this group. The literature review has shown that lived experience of parent 
carer agency has received little attention and that research gap is the 
rationale for this study and the paradigmatic choices that have been made 
from the original research question through to the choice of the IPA 
approach otherwise known as the methodology. 

• Context of Study 

o This study takes place in the context of ongoing issues identified in 
research of the parent carer agency when advocating for services and for 
the entitlements of those services through engagement with professionals 
and institutions. The denial of voice agency and choice previously 
discussed is encapsulated in parent carer blame, a type of discrimination 
highlighted by the ongoing work of Cerebra (2024) Professor of Law, Luke 
Clements (2024). Despite an MP of the government at that time stressing 
the urgency of a response (Clements & Aiello, 2021, p. 2) these issues 
remain unresolved with Clements (2023) highlighting a more recent NHS 
England commissioned report by the Association of Directors of Adult 
Social Services (ADASS), 2024) which shows that parent carers are still 
being treated unfairly across health and social care sectors. 

o Although these reports show that current literature exists on parent carers 
as informal advocates for their children, there is yet the research to 
uncover the deeper meanings and insights into the essence of this 
experience and the lack of agency that ensures from this form of 
engagement. This paucity of in-depth research on the lived experience of 
parent carers of agency within advocacy element of their role has shaped 
the choice of IPA as an approach and the methods used within it, the 
justification of which will be discussed in the next section. 
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The research design is therefore chosen to align with the study’s aims 
which is to understand the lived experiences of parent carers who provide 
primary care for their child – with a specific focus on the experience of 
agency for parent carers advocating for their child while engaging with 
professionals and institutions. The objectives to achieve this aim are 
reiterated as follows and they are to: 

• Understand the impacts parent carers experience when providing primary care for 
their child. 

• Understand the barriers that parent carers face when seeking help for or raising 
concerns about their child’s care. 

• Identifying factors that would improve the parent carer’s experience when 
advocating for their child’s care. 

• Gain insights from an in-depth, rich single participant data for my doctoral 
dissertation. 

• Harness insights into a parent carers’ lived experience of agency to inform 
professional practice. 

• Justification for Methodology 

o As the previous section notes, there is some recent literature that 
highlights the issues of parent carer agency and its urgency to be 
addressed in social policy. Clements and Aiello’s (2021, pp. 23–24) mixed 
methods report and ADASS’s systemic review credible according to 
research standards providing as Peričić and Tanveer (2019, para. 9) have 
stated, a useful topic overview and gaps in understanding. These gaps 
have provided an impetus for this research and can supplement it, but they 
do not give an in-depth analysis on the experience of agency as power 
imbalance within the advocacy relationship between parent carers and 
professionals is scarce. IPA’s main concern in theory, method and practice 
is as Smith, Flowers and Larkin (2022) maintain throughout their work, the 
examination of human lived experience. 

o Although the value of lived experience and, its meaning and suitability for 
research has been questioned by critics such as Paley (2017) exploring 
first-hand experience, concretises the exploration of agency and 
problematic power relations between a marginalised and more powerful 
group in the parent-professional relationship and in doing so, agency as 
concept becomes agency as experience. Paley’s (2017) criticisms 
nevertheless provide a benchmark by which to measure the 
trustworthiness of this approach and in meeting his questions at last part of 
the way, the criteria for what is trustworthy in qualitative research can be 
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met. To reiterate once more, the justification for IPA Analysis is to uncover 
rich in-depth data on parent carer lives. 

o In order to recover this rich data, an interpretivist-constructivist – An 
Interpretivist research philosophy is adopted as per Lincoln, Lynham and 
Guba’s (2024, p. 81) well known and useful paradigmatic categories, 
focussing on the interpretation and understanding of the behaviour of 
human beings and social phenomena whilst recognising the importance of 
experiences. However, IPA also recognises that knowledge is constructed 
between the researcher and the participant (Flick, 2023, p. 29; Smith, 
Flowers & Larkin, 2022, pp. 119–120) with the latter co-producers in the 
research process. 

• IPA Analysis 

o IPA analysis according to Smith, Flowers and Larkin (2022, p. 75) is about 
process and principle with flexibility and a researcher commitment to the 
participant necessary. The authors have provided an up-to-date guide on 
how to carry out the analysis in Chapter 5 of their most recent guide 
(Smith, Flowers & Larkin, 2022, pp. 75–108) which updates their first book, 
Interpretative Phenomenological Analysis (2009, pp. 79–107) describing 
how to carry this type of research. 

• Sampling 

o Purposive sampling (Creswell & Creswell, 2023, p. 198) was used in this 
study and this was based on the research aims, and approach. The 
rationale for the sampling is that a small purposive sample better aligns 
with understanding meanings in qualitative research IPA approach. A 
single participant parent carer of a child with disability who regularly 
engages with professionals and institutions as part of their role was 
therefore sought through a local charity, West Sussex (West Sussex 
Parent Carer Forum (WSPCF), 2024. The participant contacted me by e-
mail shortly afterwards, followed by a telephone conversation in which I 
made sure that the participant understood what the research involved. 
Before agreeing to take part in the study, the participant was verbally 
reassured about the ethical considerations including anonymity, informed 
consent and confidentiality in the handling of data. 

• Interviewing/IPA 

o Initial informal short interview. 

o Main semi-structured interview 2–3 hours including the use of visual media 
(Smith, Flowers & Larkin, 2009, pp. 57–78; Pink, 2013). To take place in 
an agreed area which is safe for both the participant and the interviewer. 

o Smith, Flowers and Larkin (2009, pp. 56–78; 2022, 2022, pp. 53–73) 
recommend the semi-structured interview as a way of collecting rich detail 
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and accounts of personal experiences best relayed in the first rather than 
the third person. 

• Research Diary 

o Reflexivity – A research diary is part of IPA Analysis (Smith, Flowers & 
Larkin, 2009, p. 57; 2022, p. 54). IPA recognises that meaning is co-
constructed and that a ‘double hermeneutic’ (Smith, Flowers & Larkin, 
2009, pp. 35–36, 80; 2022, p. 29) takes place between the researcher and 
participant in the interpretative process in which the researcher focusses 
on the participant who is then focussed on their own experience. 

• Ethics 

o The study will follow university guidelines on ethical practices (University of 
Wales Trinity Saint David, 2022). 

o The methods used like the research diary encourage reflection and the 
research is aware of the responsibility of what feminist authors Kitzinger 
and Wilkinson (1996, pp. 1–32) have called ‘representing the other’. 

o Informed consent (Johnson, 2023a, p. 9; Kumar, 2014, p, 285; Smith, 
Flowers and Larkin, 2009, pp. 53–54; 2022, pp. 48–50) will be sought from 
the participant before research begins and they will understand they have 
the right to withdrawal from the research at any time. 

o The guiding principle of ethical practice which is part of Smith, Flowers and 
Larkins (2022, pp. 47–50) remit is to avoid harm and take care in the 
handling of data so that participants can not only opt out of the research at 
data collection point but also at the point of sharing their data. 

o Data will be handled responsibly, according to the principles in chapter 29 
of the Act (Data Protection Act 2018) and ICO (2022) guidelines which 
explain how personal data should be managed in accordance with this 
legislation. 

• Trustworthiness etc 

o This is a pilot study (In, 2017) to identify what was previously called 
‘emergent themes’ and is now known as ‘experiential statements’ for 
doctoral dissertation with the aim of identifying themes for ‘cross-case 
analysis’ (Smith, Flowers & Larkin, 2022, pp. 76, 100–104). This will allow 
for the researcher to hone skills in the pilot stage that can be used in the 
larger study. 

o IPA analysis values the position of the researcher and incorporates it into 
the methodological approach. It is a key element of reflexivity that ensures 
trustworthiness from the criteria of qualitative rather than quantitative 

116 



 

       
            
      

  
 

        
            

          
          

           
        

         
        

 

   
 

       
          
 

        
        

     
 

           
          

           
      

 
        

           
         

       
           

         
           

       
 
 

 
 

           
         

           
         

        
 
 

   
 

    

research. As Creswell and Creswell (2023, pp. 213–214) posit, validity is 
an asset of qualitative research and the clarification of position which could 
be interpreted as potential bias is strategically necessary at the proposal 
stage. 

o The reflexivity of the researcher mitigates the question of bias (Johnson, 
2023d, p, 13; Kumar, 2014, p. 287). Smith, Flowers and Larkin (2009; p. 
35; 2022, p. 54) recommend using a diary for the researcher to reflect on 
their position which for this study is one of being a parent carer with lived 
experience of the study group. They also advise the use of ‘bracketing’ of 
the researcher’s position as part of this reflective process similar to that of 
hermeneutic phenomenologist, Van Manen (2014, p. 27; 2016, p. 175; 
Smith, Flowers & Larkin, 2009, p. 35; 2020, p. 29). 

• Data Analysis 

IPA Analysis is iterative, idiographic, interpretative and in-depth according to 
Smith, Flowers & Larkin (2009, pp. 57–9, 60, 181; 2022, p. 119). 

o Researcher’s diary will be kept throughout the study. Diary keeping assists 
reflexivity (Nadine & Cassell, 2006; Smith, Flowers & Larkin, 2009; 2022) 
and mitigates the question of bias. 

o It should be noted as per Smith, Flowers and Larkin (2022, p. 76) that key 
terms in IPA have now changed and these will be explained further as part 
of the analysis. A table of the key term changes will be provided in an 
appendix at the end of the study. 

o IPA’s flexibility as an approach means, according to Smith, Flowers and 
Larkin (2009, p. 196; 2022, pp. 1410–141) it can be fruitfully combined 
with a social justice lens including critical theory and Foucauldian power 
analyses as chosen by the researcher according to what themes emerge. 
Since power is integral to agency, and to social justice theories, a critical 
lens can be applied to this experience of agency as a composite of power 
and autonomy in the experience of being denied or having a voice and 
choice within the advocacy relationship of parents and professionals. 

Conclusion 

The conclusion of the data analysis will allow for emergent themes with possible 
convergence and divergence as to the issue of parent carer agency. 
The insights gained from a single case pilot study (In, 2017) will be discussed to 
inform the doctoral dissertation. The positive and negative aspects of using IPA 
analysis will be evaluated regarding how they fulfilled the study aims. 

Conclusion and Recommendations 

• Overview of your Dissertation. 
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• Then link your Research Question to your discussion. 

• Then make Recommendation(s) Further research required. Reiterate this was a 
single case pilot study (Heale & Twycross, 2018, p. 7; In, 2017, p. 601) in which 
insights and themes can be further examined in a larger study for the doctoral 
dissertation (Smith, Flowers & Larkin, 2022, pp. 105–106). 
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* Note in the final dissertation the researcher changed the disability language 
from first-person to identity first. See appendix 10. 

Appendices 

• Appendix 1: Proposal Form 

• Appendix 2: Ethics Form 

• Appendix 3: TBC 

• *‘Impacts’ used in a qualitative sense of how the participant psycho- emotional 
experience of a phenomena. This will be qualified with reference to previous 
studies (Moody, 2022). 
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Llofnod Cyfarwyddwr y rhaglen 

Date:…………………………………………………… 
Dyddiad 

Please return this form to your Programme Director. 
Dychwelwch y ffurflen hon at eich Cyfarwyddwr Rhaglen. 

(Johnson, 2025b) 
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7.3. Appendix 3 Researcher Note System 

Source: Author’s own 

The image above shows sample pages from the researcher’s analogue note system. This 

system was used to categorise themes, concepts, authors and theories in IPA and power 

and institutional theory. This separation of the strands of the research question helped 

to clarify the connections between the key study concepts of agency, advocacy, and 

lived experience within the context of a parent carer engaging with professionals and 

institutions when seeking help for their child. The lightbulb symbol highlights a key 

idea or concept for the researcher to remember. 
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7.4. Appendix 4 Research Diary Extracts 

Extract 1. Being a Parent Carer Researcher: Positionality. 12 December 2025 

I think it’s good to reflect early on about my position as a lived experience researcher. 

As a parent carer, I have experienced discrimination and blame, and this led me to 

research the subject further. It’s important to me that my study’s participant is 

represented accurately and fairly and that this study is focused on them, whilst 

acknowledging that the resulting meaning is co-created. I am prepared and open to the 

results giving fresh insights on the live experience of a parent carer – adopting a 

phenomenological mindset! 

Extract 2. Member Check, 11 April 2025 

I met up with the participant, ‘Charlotte’ [the pseudonym she chose after the interview] 

today for the member check meet-up, and we went through the research findings so far 

to make sure that I am on the right track. 

I was glad to hear that she felt I was ‘spot on’ with my analysis. She seemed pleased 

and surprised I had picked up on as much as I did. I can move on soon to the next stage 

of writing up the findings. 

On a practical front, I asked if more breaks should have been offered as part of the 

meeting, and Charlotte replied that was a good idea. Talking about past upsetting events 

can be tiring. Doing a pilot before a broader study has been helpful on several levels, 

such as learning the research techniques and how best to carry them out in practice. 
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Extract 3. Thematic Table Finished, 18 April 2025 

I finished the tale of themes today. When I printed it off, it didn’t look a lot, but it was 

a huge amount of work. I now have a better understanding of how in-depth this type of 

analysis is and how much work each case study will involve for my doctorate. 

Having carried out this type of analysis, I can confidently say that themes do ‘emerge’ 

from the data as part of the iteration. This contradicts Paley’s (2017) view that 

researchers’ preconceptions taint the interpretation phase with bias. IPA incorporates 

the researcher’s views as a strength and not a weakness. Reflexivity and member 

checking help strengthen academic rigour and validity. 

IPA’s philosophical underpinnings provide a kind of theoretical transparency in that 

they acknowledge people, including researchers, cannot escape their own subjectivity. 

Source: Author’s own 
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7.5. Appendix 5 Informed Consent and Right of Withdrawal Form 

Participant Consent and Right of Withdrawal Form (copy) 

Principal Researcher: Emma-Louise Johnson 

Place of Study: University of Wales Trinity Saint David (UWTSD) 

Course: MA Equity and Diversity in Society 

Department: Humanities 

Contact Telephone Number: 

Before research begins, the participant is advised of the following information, rights 

and safeguards for collecting and storing their personal data. 

• Voluntary Participation by Consent – Participating in this study is voluntary and the 

following information will ensure that you understand your rights before the interview 

takes place. 

• Right of Withdrawal – As a participant in this study, you have the right to withdraw 

your consent at any stage during the research without prejudice. 

• Confidentiality – All the information provided will not be accessed by anyone other 

than myself, the sole researcher, unless you consent to me doing so. 

• Data Security – All data will be stored securely in the researcher’s home in line with 

the principles of the Data Protection Act 2018 and the GDPR (Intersoft Consulting, 

2016), which are adhered to by the university as noted in their policies (University of 

Wales Trinity Saint David, 2022a, b). A guide explaining the data protection principles 

can be found on the ICO (2023) website, listed in the references section at the bottom 

of this form. 

• Data Processing – The university can process the participant’s data under certain 
circumstances. It should be noted that withdrawing from research when data analysis 

has begun can make data removal more difficult, but reasonable efforts will be made 

to withdraw data and remove any identifying information. Further information can be 

found in the UWTSD Research Data Management Policy (2022a), and a printed copy 

can be provided upon request. 

• Research Aim(s) and objectives – Understanding, who, how and why it is conducted 

in this format. 

This information will be in a verbal introduction before the interview takes place and 

is summarised in below: 

I, Emma-Louise Johnson, am the sole researcher of this study for my Masters 

dissertation. I am also a parent carer with lived experience of caring for disabled 

children. 

130 



 

       

       

      

     

      

         

 

 
           

      

       

  

 
         

          

            

     

       

  

 

               

          

  

 
 

  

 

        

 

 

  

 

          

 

 

 

 

 

 

           

           

 

 
 

 

 

  

 

 

 

This study aims to understand a parent carer’s lived experiences when advocating for 

their child’s rights and needs. Advocacy here is a term used to mean the informal rather 

than professional type of seeking help from someone (Bateman, 2000, pp. 16–18). The 

study objectives (Johnson, 2025a, pp. 1–2) include understanding the barriers parents 

face when seeking help for their child or raising concerns about them and identifying 

ways that might improve the parent carer’s experience when doing this. It is hoped that 

this research can thereby improve professional practice. 

• How the research will be used – This research is for an MA dissertation and is required 

to achieve the MA qualification. The completed study will be uploaded to the 

university’s repository. As a pilot study, insights from the analysed data may be used 
in a further doctoral study. 

• Member Check (Peoples, 2021, p. 70) – After the interview has been transcribed, I, the 

researcher, will contact you, the participant, to arrange a suitable date to meet up and 

discuss the findings. You will be able to give your views on what was said and make 

any contributions or amendments about meaning or intended meaning. This reflects the 

interpretative and reflective nature of IPA analysis, and the study aims to help parent 

carers be empowered through co-participation in the design of the study. 

• If there is any part of this form you do not understand, you can ask either before the 

interview begins or at any point afterwards; you can contact me directly at the 

researcher’s contact number in the box at the top of this page. 

Informed and Voluntary Consent 

Please can you confirm that you understand you are taking part in this study voluntarily 

and of your own consent, having been provided with all the necessary information. 

Right of Withdrawal 

Please confirm that you understand that you have the right to withdrawal at any time 

during the research, having been provided with all the necessary information. 

Signatures Required: 

Participant: 

I confirm that I have read the above information and that I give my informed and 

consent to take part voluntarily in this study. I understand that I can withdraw from the 

research at any time, and I do not have to give a reason why I have done so. 

Printed name: ………………………… 

Signed: ………………………… 

Researcher: 
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I confirm that I am the researcher of this study, and I have ensured the participant 

understands all of the above information and that my research complies with the Data 

Protection Act 2018 and the university Guidelines (University of Wales Trinity Saint 

David, 2022a, b). 

Printed name: Emma-Louise Johnson 

Signed: ………………………… 

NB: The researcher and the participant should each have a copy of this form, which has 

been compiled using university and phenomenology research guidelines and policies 

with ethical approval given for this research (Jefferies, 2021; Johnson, 2025b; Peoples, 

2021, pp. 152–157; Smith, Flowers & Larkin, 2009; 2022). 
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7.6. Appendix 6 Interview Guide 

IPA Interview Guide 

Title: Parent Carer Agency: Exploring the Lived Experience of Advocating for a 

Disabled Child While Engaging with Professionals and Institutions 

Research Question: What is the lived experience of agency for a parent carer 

advocating for their disabled child while engaging with professionals and institutions? 

Interview by: Emma-Louise Johnson 

MA Equity and Diversity of Society 

University of Wales Trinity Saint David 

The Aim of the Interview Guide (for my supervisor and me) 

This IPA interview guide is used to help conduct in-depth research to understand the 

lived experience of a parent carer when advocating for a disabled child while engaging 

with professionals and their respective institutions. As part of that, particular attention 

was paid to the following key areas: 

• Design: This interview has been designed using a semi-structured interview to 

help collect detailed, rich data for analysis. 

• Development: As part of its design and development, these questions have 

been revised several times to ensure they align with the aims and objectives of this 

study. Adopting a rigorous process should ensure meaningful data is captured. 

• Ethical considerations were made in the interview design and development 

regarding the rights and well-being of the participant. The first consideration is to 

prevent harm to the participant with the appropriate safeguards in place. 

• Analysis: The data collected from the interview will focus on understanding 

the participant’s lived experience. Meaning making will come from the individual 
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account of that experience and the broader context for which the IPA approach allows 

with the application of a social justice lens. 

• Assessment of the data will also involve looking at the criteria of reliability, validity, 

and generalisability of results within the confines of qualitative research, specifically 

IPA. 

• Further Uses of Data: This is a pilot study and having assessed the validity and 

reliability, the insights gained will be used in a broader study with a larger number of 

participants for my doctorate. 

Introduction: 

Before the interview (to the participant): 

• Thank the participant for agreeing to be part of the research, reinforcing my 

appreciation for discussing important personal topics as part of the study. 

• Introduce myself by name. 

• State the purpose of this study: To understand the lived experience of a parent carer 

when they are advocating for a disabled child while engaging with professionals and 

institutions. 

• Outline three main ethical concerns and ensure these will be met: 

o Confidentiality – I am the sole researcher of this study. The participant’s 

information will be anonymised so that others cannot identify her and her 

family. 

o Voluntary participation and right of withdrawal at any time during the study. 

o Data protection – All data collected will be stored safely and securely and only 

for as long as is necessary according to UK law. 

• Repeat the sensitive nature of some questions and that verbal consent will be sought 

again before asking those questions. 

• Ask the participant if they have any questions before the interview begins. 

• Depending on the situation, I will be mindful of the participant’s reactions throughout 

the interview and monitor their body language and non-verbal cues to see if they 

become distressed. However, it is Ok for emotions to be expressed so it is balance in 
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reading the situation before deciding on a break so do not be too quick to turn off the 

recording. If the participant says they would like a break turn of the audio device and 

calmly say to the participant: ‘We are pausing the interview at [insert time].’ When the 

participant is ready, the recording should restart as I say, ‘We are resuming the 

interview at [insert time].’ 

• Let the participant know I will use time markers to help convey timeframes during 

analysis. An explanation will make this less interrogative and formal. 

• A member check will take place after the interview at an appropriate time agreed upon 

with the participant. This informal meeting will be arranged at which I will give the 

participant a summary of my findings with reflective notes so that they are involved in 

the research as a co-participant and co-producer of meaning. This will also allow the 

participant to reflect on the findings and add or amend any information, thus feeling 

empowered in the relationship and research process. A human rights approach to 

research will be taken throughout the study. 

Interview Questions: 

The interview recording will start at [insert time]. 

• Mention to the participant their child’s photo or artwork they have been asked to bring 

in. Say something like, ‘I see you brought a picture by your child. Can you tell me 

something about it?’ This visual elicitation technique can open the door to the first 

question and build rapport. 

1. Can you tell me what your experience has been as a parent carer? 

Prompts: a) Can you please tell me more about that? b) What did you do in response 

to that? c) Can you tell me about the emotions you have experienced as a result of these 

experiences? 

2. Tell me about the most memorable example of advocating for your child? 
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Prompts: a) Can you tell me more about what made this particularly memorable? b) 

Was it the quality of the interaction/the timing of it/the outcome, or something else? c) 

What else does advocating for your child involve? d) What barriers did you experience 

in that situation?  

3. Tell me about your interactions with professionals when advocating for your 

child? 

Prompts: a) Do you want to tell me more about that? b) (If the participant only touches 

on one or two areas) What other types of impacts have you experienced? 

4. What were your experiences like of interacting with professionals?  Tell me about any 

that particularly stand out as memorable? 

Prompt: a) Can you tell me more about that feeling? b) Can you tell me what it was 

like to be judged by professionals that way c) How did you respond? 

5. How did these interactions with professionals affect you emotionally? 

Prompts: a) How were you affected physically and/or psychologically? b) Can you tell 

me more about that? 

6. Tell me about those different experiences (this may refer back to answers given in 

questions 3 and 4) when advocating for your child? 

Prompts: a) Can you give me a positive example of this? b) Can you give me a negative 

example? c) What did you experience when feeling valued and/or devalued? d) What 

was your feeling at that moment of having a very different perspective of your child/the 

situation from that of the professional? e) What did it feel like when you were 

empowered/disempowered when advocating for your child? 

7. Tell me about the experience you have had to prepare for advocacy? 

137 



 

  

 

 

        

  

 

        

 

 

 

 

 

  

 

   

 

 

          

  

 

 

           

 

 

           

   

 

  

         

       

         

  

  

 

 

Prompts: a) How did that work for you? b) What will you do the next time you have to 

advocate? 

8. How has this experience of advocating for your child changed you as a parent, 

person and citizen? Can you give me one or two examples? 

Prompts: a) Can you tell me more about that? b) How did that factor into the shaping 

of your life? 

The interview is now over. Recording has stopped at [insert time]. 

Conclusion: 

Post interview (to the participant) 

• Thank the participant for their time and express my appreciation for her willingness to 

discuss sensitive personal topics. 

• Reiterate how the information given will be kept private and confidential and 

emphasise the right to withdraw at any time. 

• Give the participant a list of organisations where assistance is available (as stated in the 

university’s Ethics Approval Form). 

• End the interview with a hopeful message about how the study will help shed light on 

the parent carer experience to reinforce the importance of her contribution. 

• A member check will take place after the interview at an appropriate time agreed with 

the participant. An informal meeting will be arranged at which I will give the 

participant a summary of my findings. This exchange ensures trustworthiness and 

transparency in the research process. It will also allow the participant to reflect on the 

findings and add or amend any information, thus feeling empowered as co-participants 

and co-producers of research. Aligning with a social justice viewpoint, a human rights 

approach will be taken throughout the study. 
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NB: (to self) 

Write some reflective notes about the interview experience in the research diary after 

the interview, including how well the interview went, if there were any surprises in the 

participant’s responses, and what was learnt from the interview experience as a 

researcher and a parent carer. 

Source: Author’s own 
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7.7. Appendix 7 Transcript Analysis Notes Example 

Source: Author’s own 

The image above shows a theme as it emerged from close analysis of the data. The 

researcher followed the guidance of Smith, Flowers and Larkin (2009, pp. 79–107; 

2022, pp. 75–108) but also made full use of IPA’s flexibility by adapting it to the study 

design, its aims and the researcher’s skills. After completing a line-by-line analysis, 

each of the themes were gathered into larger themes that formed cloud-like PETs. These 

PETs were then organised into a table (see Appendix 8), which helped to clarify how 

the themes and subthemes fitted together. The shape of the PETs, exemplified above, 

reflects the nonlinear, creative thought processes of the researcher, which, on reflection, 

appear to be well suited to IPA. 

140 



 

    

 

  

7.8. Appendix 8 Personal Experiential Themes (PETs) Table 

Source: Author’s own (Zoom in to view) 
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7.9. Appendix 9 Visual Elicitation: Artwork and Toy 

Image 1. Artwork by Charlotte’s child (2025a) 

Image 2. Artwork by Charlotte’s child (2025b) 

Image 3. Photograph by Charlotte (2025) of her child’s toy unicorn 
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7.10. Appendix 10 Word Counter Data Cloud 

(Source: Author’s own data, with the image created using Databasic.io, 2025) 

The data cloud generated from Charlotte’s transcript offers some interesting – though 

limited – insights for the study. It introduces a small quantitative aspect to an otherwise 

qualitative framework and signposts certain features of a parent carer’s lived experience 

of agency. For example, the word ‘know’ appeared most often, indicating both 

understanding and knowledge – a nuance that can only be revealed through careful 

reading of the transcript. This emphasis on ‘knowing’ is important to Charlotte and is 

reflected in the lived experience model in section 4.7. 

It is worth noting that ‘verbal filler’ words (Seals & Coppock, 2022), such as ‘um’, 

appear often but do not carry any specific meaning for the analysis. Conversely, some 

powerful words – such as ‘monsters’, which Charlotte used to describe certain 

professionals – are missing from the data cloud, even though the oppressive behaviour 

of professionals and institutions is a significant theme discussed in the results and 

discussion (Chapter 4). Overall, while this exercise was helpful and may be included in 

the doctoral thesis, it highlights the limitations of quantitative methods for capturing 

individual experiences. 
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7.11. Appendix 11 Glossary 

This glossary offers definitions of the key terms used in this pilot study. It reflects the 

study’s size and scope and is not meant to be exhaustive. As a contextual glossary of 

theoretical, legal, and conceptual terms, it is designed to support section 2.2. Alongside 

standard definitions, some entries feature brief reflections, commentary, or 

explanations of how specific terms are understood and applied within the scope of this 

research. Where relevant, the glossary mentions the researcher’s positionality as a 

parent carer with lived experience and acknowledges the evolving nature of language 

in this field. 

o Ableism/disablism: ‘Ableism’ is discrimination in favour of non-disabled 

people, while ‘disablism’ refers to discrimination or prejudice against disabled people 

(Scope, 2025). 

o Advocacy: Broadly means ‘speaking on behalf of or in the interests of a person 

or group of people’ (NHS, 2023; Payne, 2021, p. 6). There are many types of advocacy 

– paid or unpaid, professional or informal (Bateman, 2000, pp. 18–35). Parent carers 

typically act as unpaid, informal advocates for their children, seeking services and 

protecting their rights. 

o Agency: A widely debated concept in sociology, defined as ‘people’s capacity 

to control or influence their activities’ (Payne, 2021, pp. 13–14). See also: autonomy, 

voice (and choice). 
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o Anti-oppressive practice (AOP): A theory and approach to social work that 

often includes praxis (Freire, 2017, p. 52; Freire Institute, 2022). AOP promotes social 

justice by recognising and dismantling systemic barriers that keep people in 

disadvantaged positions (Dalrymple & Burke, 2006). Parent carers, who along with 

their children, are among the most disadvantaged groups in the UK (Clements & Aiello, 

2021, p. 4), can benefit from AOP by professionals because, as Dalrymple and Burke 

(2006, p. 48) emphasise, it acknowledges and values an oppressed group’s experiences 

and perspectives. As a result, AOP may improve parent carer advocacy efforts. See 

also: praxis. 

o Autonomy: The concept that people can – and have a right to – make their own 

choices and act independently, without being influenced or controlled by others (Payne, 

2021, p. 27). For parent carers, autonomy is closely linked to agency and advocacy, as 

parent carers need to make choices and have their voices heard when seeking services 

for their child. Supporting autonomy can empower parent carers to make effective 

choices. See also agency, voice (and choice). 

o Care Act 2014: An Act reforming care and support legislation and the law 

regarding carers. This legislation supports children in need as they transition to adult 

services and, under section 10 of the Act (Care Act 2014a), places a duty on the local 

authority to provide information and support to carers of adults over 18. 

o Child: Defined according to UK law in sections 105 and 3 of the Acts (Children 

Act 1989a; Social Services and Well-being [Wales] Act 2014a) as anyone under the age 
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of 18 years. This is also in Article 1 of the Convention on the Rights of the Child (1989), 

which the UK has ratified. 

o Children Act 1989: The primary legislation governing children’s welfare in 

England and Wales, emphasising the child’s welfare as paramount. 

o Children and Families Act 2014: Legislation that places a duty on local 

authorities to identify all disabled children in their area whilst protecting vulnerable 

children at risk of harm. It also gives parent carers the right to have their own needs 

assessed under section 97(1) of the Act (Children and Families Act 2014a). 

o Co-production: A type of partnership where the researcher and participant work 

together to shape the research. It is a key element of IPA (UK Research and Innovation 

[UKRI], 2024; Smith, Flowers & Larkin, 2022, p. 120). As part of this, the participant 

selected her pseudonym, ‘Charlotte’, and introduced a significant innovative element 

to the VETs used by bringing her child’s unicorn toy. The soft toy became a focal point 

for Charlotte the shared ‘lifeworld’ (Husserl, 1970, p. 127) of both her and her child. 

See also: lifeworld. 

o Disability: A term that covers a wide range of definitions. Here it is defined as 

per section 6(1) of the Equality Act 2010b as a person with ‘a physical or mental 

impairment [which has] a substantial and long-term adverse effect on [their] ability to 

carry out normal day-to-day activities’. However, there are many ways to view and 

therefore define disability. While the legal definition is helpful for this small pilot study, 

the researcher also acknowledges that disability is not merely an impairment but is 

influenced by the barriers that society creates and which prevent individuals from fully 
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participating in various areas of life. It should also be noted that disability is not the 

same as neurodiversity, which refers to variations of brain function (Williams, E., 

2023). However, disability and neurodiversity can overlap, and this will be discussed 

where it is relevant in the doctoral thesis depending on the selection of participants. See 

also: social model. 

o Disability Discrimination Act 1995: Former UK legislation that protected 

individuals with disabilities from discrimination in various areas, including 

employment and education. It was replaced with the Equality Act 2010. 

o Education, Health, and Care Plan (EHCP): A legal document for children and 

young people aged up to 25 years, outlining and providing for additional support needs 

in education. Also referred to as an ‘EHC plan’ (Department for Education, 2012). 

o Equality Act 2010: The primary legislation in the UK that safeguards 

individuals against discrimination. It superseded the Disability Discrimination Act 1995 

and applies to England, Wales, and Scotland. 

o Expert by experience (EbE): Defined as an individual with firsthand experience 

in an area of knowledge (Davies, 2024). Parent carers have lived experience in 

advocating for their child or children across various sectors, including health, 

education, and social care services. See also: lived experience. 
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o Human Rights Act 1998: A UK law that outlines the rights and freedoms to 

which everyone is entitled, as specified in the European Convention on Human Rights 

(ECHR; Council of Europe, 1950). See also: social justice. 

o Identity-first (and person-first) language: Identity-first language (e.g. ‘disabled 

person’) prioritises the disability as part of a person’s identity and aligns with the social 

model of disability (Oliver, 2013). Person-first language (e.g. ‘person with a disability’) 

emphasises the individual over their disability (Best et al., 2022, p. 127) and is more 

commonly used in the United States. This study uses identity-first language, reflecting 

UK perspectives and the empowering aims of the social model, while also recognising 

that language is evolving and both forms are used as appropriate (Adsett, 2025). For 

transparency, as stated in definitions section 2.2, the researcher has shifted from using 

person-first to identity-first language to align with the UK stance and the aims and 

objectives of this study. That said, the aim is to be sensitive to language preferences 

and to recognise that there are times – such as when referring to people with learning 

disabilities – when person-first language is more appropriate. See also: medical model 

and social model. 

o Institution: An evolving term (Scott, 2008, pp. x, 8–9) which can be defined as 

a ‘formal social structure that governs a field of action’ (Rojas, 2013, p.1). This 

definition reconciles Rojas’ (2013) view of institutions as organisations with Giddens 

and Sutton’s (2021, pp. 91–94) perspective of them as separate entities. This 

clarification distinguishes the government from its departments and organisations, such 

as the NHS. Institutions embody regulatory and cultural elements (Scott, 2008, p. 50), 

highlighting their potential ‘total’ nature (Goffman, 1961, p. 11). As discussed in the 
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literature review, parent carers frequently interact with institutions by engaging with 

the professionals when seeking help for their children. See also: professional. 

o Lifeworld: Defined according to Husserl’s (1970, p. 127) conception as the 

taken-for-granted ‘pre-reflective’ – that is, what is lived through before reflection takes 

place – domain of everyday experiences, perceptions, and interactions. The lifeworld 

forms the basis for thought and inquiry, providing meaning before theory or abstraction 

(Brooks, 2015; Moran & Cohen, 2012, p. 191). It is not only individual but also 

intersubjective, shaped through shared social practices and language, as illustrated in 

the participant Charlotte’s interactions with professionals. For Husserl, all scientific 

and theoretical knowledge rests on this lived foundation. 

o Lived experience: Refers to a person’s direct engagement with their 

environment and the knowledge and understanding they gain from this (Chandler & 

Munday, 2011, p. 270). This straightforward definition is linked to the more complex 

phenomenological notion of lived experience, highlighting the significance of an 

individual’s everyday life in how they make sense of the world and the knowledge they 

acquire. Parent carers’ lived experience of caring gives them an understanding of their 

child’s needs that theory alone does not. See also: expert by experience (EbE). 

o Medical model: A theoretical perspective that emphasises disabled people as 

abnormal and biologically inferior to the able people (Payne, 2021, p. 70). See also: 

social model. 
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o Parent carer: Defined under section 97(2) of the Children and Families Act 

2014a as ‘a person aged 18 or over who provides or intends to provide care for a 

disabled child for whom the person has parental responsibility’. 

o Praxis: A combination of theory and practice that is often used in social work. 

According to Freire (2017, p. 52), praxis is ‘the action and reflection of men and women 

upon their world in order to transform it’. Its goal is to empower people and free them 

from oppressive social structures. Praxis is incorporated into this study’s design, which 

is consistent with IPA’s reflexivity (Smith, Flowers & Larkin, 2022, p. 77). It is also 

part of the recommendations for mandatory anti-oppressive practice training for 

professionals, where reflection on the barriers faced by parent carers when advocating 

for their child is key. See also: anti-oppressive practice (AOP). 

o Professional: The definition of a professional person continues to change but 

for the purpose of this study, can be defined as a member of a profession, which is 

characterised by specialist knowledge, training, expertise and autonomy (Hughes & 

Hughes, 2013; Sharma, 1997). Professionals may be employed by institutions, 

particularly those working in the government-owned not-for-profit public sector 

(University of York, 2023), which covers the areas of social care, health and education, 

with which parent carers must engage when seeking services for their child. 

Professionals’ theoretical knowledge contrasts with that of parent carers, which derives 

from their lived experience of caring for a disabled child. See also: institution. 

o Protected characteristic: Refers to a personal quality that is protected from 

discrimination under section 4 of the Equality Act 2010a. This includes disabled people 
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with physical or mental impairments. It does not include non-disabled parents or family 

carers. See also: Equality Act 2010. 

o Social justice: A broad and contested concept, according to Capeheart and 

Milovanovic (2007), which rests on the principle of fair and equal access to resources, 

opportunities, and rights, with a particular connection to human rights (Coburn & 

Gormally, 2015). A social justice lens was applied after the IPA to uncover insights 

into the structural barriers faced by the participant Charlotte as a parent carer. Capeheart 

and Milovanovic (2007, p. 2) insist that social justice should focus not only on the 

individual, and it is noteworthy that Charlotte’s individual experience leads her to think 

about the collective experiences of parent carers and to take part in informal systemic 

advocacy through sharing information. 

o Social model: A theoretical framework that defines disability as socially 

constructed by social and economic barriers (Payne, 2021, p. 71). See also: medical 

model. 

o Social Services and Well-being (Wales) Act 2014: Welsh legislation that aims 

to improve the wellbeing of people needing care whilst recognising the importance of 

providing support for carers. 

o Stigma: ‘A human characteristic that people see as a flaw’ (Payne, 2021, p. 207), 

which may be visible or invisible to the viewer. Unlike stereotyping, which involves 

making generalisations about a whole group which can be positive or negative, stigma 

focuses on a specific characteristic of an individual (Chandler & Munday, 2011, p. 466). 
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o Visual elicitation technique (VET): A type of research method, based on a 

technique developed by Collier (1957), which involves using photos to spark discussion 

during interviews (Pink, 2021, p. 109). In this study, the VETs included pieces of 

artwork and a soft unicorn toy (see Appendix 9), which enabled Charlotte to share more 

profound insights and memories through discussion of these meaningful items related 

to her child. This then strengthened the data from the main IPA interview. See also: co-

production. 

o Voice (and choice): Voice is a debated concept that refers to an individual’s 

ability to express and act upon their perspectives, needs, and wishes (Rocha Menocal 

& Sharma, 2008, p. 5). Choice refers to the opportunity to select options and make 

decisions (Markus & Schwartz, 2010), which parent carers often do for their child. 

Clements and Aiello’s (2021) report shows that when professionals and institutions 

blame parents seeking help for the child, the resultant stigma can stop parent carers 

from asking for help. This silencing of voice takes away parent carers’ capacity to 

participate in the decision-making process with professionals. The suppression of voice, 

and consequently, choice, can therefore diminish the agency of a parent carer, like 

Charlotte, and adversely affect advocacy efforts and outcomes. See also: stigma. 
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