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ABSTRACT  

Purpose and Objectives: This dissertation assesses the effectiveness of UK support systems in addressing the emotional and social needs of parents who are raising children diagnosed with autism spectrum disorder. This study addresses a significant gap in health and social care, where interventions for autism often prioritise child outcomes while neglecting the psychological well-being of parents, despite its direct influence on family dynamics and the success of services. Four objectives were pursued to systematically investigate the available support systems, analyse their effectiveness, evaluate the provision of psychological and social services, and develop thorough recommendations for family-centred autism support.

Methods: A qualitative methodology was employed, utilising a systematic literature review conducted through Braun and Clarke's six-stage thematic analysis framework. This investigation analysed currently published literature through extensive searches in the PubMed, ScienceDirect, and PsycINFO databases, focusing on UK-specific studies from 2014 to 2024. Stringent inclusion criteria and validation through the CRAAP framework ensured the quality of the review, while thematic analysis uncovered patterns that addressed the effectiveness and accessibility of autism support services.

Principal Findings: Three interconnected themes were identified: 'Fragmented Service Provision and Navigation Challenges' illustrated that parents find navigating the system to be more stressful than the challenges related to autism itself; 'Professional-Family Partnerships and Relationship-Based Practices' indicated that 88% of parents feel blamed by professionals, even though 80% desire collaborative relationships; 'Parental Burden and Resilience' emphasized that 70% of caregivers live with long-term health issues, yet only 7% are recognized by general practitioners. The annual cost of autism support in the UK is approximately £27.7 billion, while unpaid family care amounts to £184 billion, indicating a substantial lack of investment in family support.

Limitations: The analysis of secondary literature limited direct access to parental experiences, and geographic variations in services along with rapid policy changes influenced the consistency of the evidence, which affected the approaches to practice implementation.
Recommendations: Three evidence-based recommendations were proposed: the implementation of integrated care pathways featuring family navigators, the development of mandatory standards for relationship-based practices combined with professional development, and the creation of comprehensive networks for parental well-being that integrate both professional and peer-led support. These changes would shift autism support from a child-focused model to a family-centred approach, ensuring that parental well-being becomes a key component of effective care.
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1.1 [bookmark: _Toc204185148][bookmark: _Toc204197229]Introduction

Autism Spectrum Disorder (ASD) is one of the most challenging neurodevelopmental conditions affecting families in the United Kingdom (UK), and its prevalence has been steadily increasing in recent years (Guy-Evans, 2024).  Parenting a child on the autism spectrum can be rewarding but also highly stressful, as it brings unique and often overwhelming challenges that go beyond typical parenting responsibilities. Child-related factors, such as symptoms, severity and challenging behaviours, significantly affect maternal stress and well-being (Rice, 2021). When a child is diagnosed with autism, caregivers may struggle to find appropriate support due to location, availability of services, or financial constraints (Hayes and Watson, 2013).  
The UK has established support mechanisms for these families, including healthcare services, community resources, counselling, and peer networks. However, research on the impact of external support, such as social, professional, and respite assistance, on parents' well-being is still limited (Galpin et al., 2017). This chapter introduces a study on the adequacy of emotional and social support for UK parents of autistic children. It highlights these parents' unique challenges and stresses the need for strong support frameworks. The dissertation evaluates how current UK support mechanisms meet their emotional and social needs.

Aim of the Dissertation: 
This research project evaluates how well UK support programs meet the emotional and social needs of parents raising children with autism. The study identifies effective practices and gaps in support structures by reviewing existing literature, assesses their impact on parents' mental well-being, and offers practical improvement suggestions. The findings will provide insights to inform policy reforms and enhance resource allocation for this often-overlooked community.
[bookmark: _Toc204185149][bookmark: _Toc204197230]1.2 Definitions and Terminology
Key Definitions
· Autism Spectrum Disorder (ASD): 
· Autism spectrum disorder (ASD) refers to a range of early-onset social communication challenges and repetitive sensory-motor behaviours, which are linked to significant genetic factors as well as other causes (Lord et al., 2018). 
· Support Systems: A support system comprises a network of people who provide various forms of assistance during challenging times, such as health services, short-term care relief, counselling, training programs, and groups for parents to connect with others in similar situations (Harper, 2024).
· Interventions: Programs and therapies designed to help parents of children with autism, including parent training, stress reduction techniques, and counselling services (National Autistic Society, 2023).
· Caregiver Burden: The burdens associated with providing care for children with autism, including physical, emotional, social, and financial challenges, frequently result in significant psychological effects such as stress, depression, anxiety, and social isolation (Patel et al., 2022). 
· Parental Resilience: The capacity of parents to adapt positively despite experiencing significant adversity and challenges associated with raising a child with autism (Hsiao, 2023).
[bookmark: _Toc204185150][bookmark: _Toc204197231]Acronyms and Abbreviations
ADHD: Attention Deficit Hyperactivity Disorder
ASD: Autism Spectrum Disorder 
CAMHS: Child and Adolescent Mental Health Services
CQC: Care Quality Commission
DLA: Disability Living Allowance 
EHCP: Education, Health and Care Plan 
HRQOL: Health-Related Quality Of Life 
ICS:  Integrated Care System
IDEA: Individuals with Disabilities Education Act 
NAS: National Autistic Society 
NDIS: National Disability Insurance Scheme 
NGO: Non-Governmental Organisation 
NICE: National Institute for Health and Care Excellence 
SENCO: Special Educational Needs Coordinator
SNAP: Special Needs and Parents
UCL: University College London
UK: United Kingdom

[bookmark: _Toc204197232][bookmark: _Toc204185151]1.3 Rationale for Research

Purpose of the Research
This study highlights the often overlooked psychological and emotional health of primary caregivers in UK autism services. While autism interventions primarily focus on children's needs, the emotional and social needs of parents are frequently neglected. This research is particularly relevant as autism diagnosis rates increase in Britain and caregiver mental health gains recognition as a public health concern. The findings support the development of comprehensive, family-centred autism support strategies, emphasising the connection between parental well-being and the effectiveness of interventions for autistic children.
Identified Problems and Research Gaps
Though various support mechanisms exist, research highlights notable gaps in service access and raises questions about how well current supports address parent’s emotional and social needs. Current research reveals important gaps in understanding support for parents of autistic children. Studies rarely examine how interventions directly improve parents' emotional well-being, typically focusing instead on child outcomes. Limited knowledge about how different support elements combine to create comprehensive care systems exists. Research seldom evaluates whether interventions are culturally sensitive and accessible to families from diverse backgrounds. Additionally, the field lacks sufficient long-term studies tracking whether the benefits of support services persist over time, raising questions about their sustained effectiveness. This research aims to address these gaps through a detailed analysis of current support frameworks and their impact on parental well-being, ultimately helping to develop more effective support systems.
[bookmark: _Toc204185152]
[bookmark: _Toc204197233]1.4 Aim and Objectives

[bookmark: _Hlk195171463]Research Aim
This study examines the impact of support mechanisms and interventions on the emotional and social health of parents caring for children with autism in the United Kingdom. It aims to identify current approaches that enhance caregiver resilience and reduce stress and evaluate whether mental health support and interventions are sufficient.
Research Objectives
Objective 1: Identify the support systems available to parents of children with autism in the UK, including counselling, peer support groups, and respite care.
Objective 2: Analyse the effectiveness of support systems and interventions in easing the challenges faced by parents and how these resources meet the practical needs of caregivers.
Objective 3: Evaluate how current services, such as healthcare, social care, and community resources, address these parents' psychological and social needs, assessing whether available support mechanisms effectively help parents cope with the challenges of raising an autistic child while maintaining their own emotional well-being and social connections.
Objective 4: Provide recommendations for caregivers by creating a comprehensive support system and opportunities to address emotional and social needs.

[bookmark: _Toc204185153][bookmark: _Toc204197234]1.5 Conclusion

Summary of Chapter 1
This opening chapter provides the essential framework for assessing the adequacy of UK emotional and social support systems for parents of children with autism. It has identified these parents' substantial challenges and emphasised why appropriate support is vital for maintaining their well-being. The chapter has established specific research aims and objectives to systematically review current support mechanisms, their effectiveness, and potential improvements. This research contributes to closing important knowledge gaps by examining how existing services meet parents' specific needs, rather than focusing exclusively on outcomes for their children.
Signposting to Chapter 2
The upcoming chapter provides an extensive literature review exploring parent’s experiences raising children with autism, the current landscape of UK support systems, and evidence of their effectiveness. It examines theoretical models of parental stress and resilience, evaluates previous research on support interventions, and identifies critical themes and knowledge gaps that this study aims to address. This scholarly review creates the necessary academic context for determining if current UK support mechanisms sufficiently meet the emotional and social needs of parents with autistic children.
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[bookmark: _Toc204185155][bookmark: _Toc204197236]2.1 Introduction

This chapter provides the essential context for understanding the complex network of support systems for parents of autistic children in the UK. It examines historical developments, theoretical models, and comparative perspectives at both international and national levels to situate current parental support mechanisms. The background presented demonstrates how autism support has evolved, the theoretical foundations that shape intervention approaches, and how different systems worldwide and locally address parent’s emotional and social needs. This background understanding is vital for appreciating current challenges and opportunities within UK support frameworks and creates the necessary foundation for examining the research questions. While specific interventions will be thematically analysed in Chapter 4, this chapter focuses on outlining the broader landscape within which these support systems exist.
[bookmark: _Toc204185156][bookmark: _Toc204197237]2.2 Historical Background

Development of Autism Understanding and Support
Although autism existed before 1943, Leo Kanner delivered the first comprehensive clinical description of autistic behaviours, previously categorised as childhood schizophrenia. Kanner observed that certain parental traits, including obsessiveness and emotional distance, were frequently present among his subject’s parents. Simultaneously with Kanner's groundbreaking work, Hans Asperger independently documented similar behavioural patterns in 1944 (Trachtman, 2008). Early understanding of autism was heavily influenced by psychoanalytic perspectives, most notably Bruno Bettelheim's problematic "refrigerator mother" theory in the 1950s, which wrongly blamed cold, unaffectionate parenting, particularly maternal, for causing autism. This false attribution created substantial psychological harm for parents, especially mothers, establishing a pattern of guilt that would require decades to overcome (Shapiro, 2000).
The 1960s and 1970s brought a crucial transition toward understanding autism as a neurological developmental condition with biological foundations. Bernard Rimland's 1964 work "Infantile Autism: The Syndrome and Its Implications for a Neural Theory of Behaviour" played a key role in challenging psychological causation theories and shifting attention toward neurological explanations. While this paradigm changes gradually removed undeserved blame from parents, it introduced new difficulties in obtaining suitable support (Glock, 2014).
In Britain specifically, the establishment of the National Society for Autistic Children (now the National Autistic Society) in 1962 by parents seeking advocacy and support marked a significant development. This parent-initiated organisation highlighted the historical shortcomings of formal support structures and parents' necessity to develop their own support networks. Through the 1970s and 1980s, autism gained greater recognition within educational and healthcare environments, although support services remained disjointed and unevenly accessible (National Autistic Society, 2022).
Significant Historical Figures and Contributions
Beyond Kanner and Asperger, several influential figures have greatly contributed to the development of autism support. In the 1980s, Lorna Wing introduced the concept of the "autism spectrum," which transformed the understanding of the diverse manifestations of autism and the respective support needs. As a parent of an autistic child, Wing highlighted the varying support requirements of families and advocated for comprehensive approaches that prioritise both the needs of children and the well-being of parents (National Autistic Society, 2018). In the UK, Judith Gould collaborated with Wing to establish the Centre for Social and Communication Disorders in 1991, pioneering family-focused diagnostic approaches (Evans, 2013). Meanwhile, Michael Rutter’s research from the 1970s highlighted the biological basis of autism, shifting the focus from blaming parents to appropriate interventions (Stevenson, 2020).
Parent advocates, such as Contact a Family, established in 1979, have highlighted the support needs of parents caring for children with complex needs. These initiatives stress the importance of supporting the entire family system, not just the autistic child. The UK's support systems have evolved from blaming parents to providing them with support, but there are still concerns about the adequacy of these resources (Saar-Heiman, 2025).
[bookmark: _Toc204185157][bookmark: _Toc204197238]2.3 Theoretical Background

Key Theories and Concepts
Multiple theoretical frameworks illuminate the experiences and support needs of parents raising autistic children, who face numerous unmet caregiving challenges requiring specialised support interventions (Li et al., 2024). Murray Bowen's Family Systems Theory, developed in the 1960s, views families as interconnected emotional units, where one member's condition affects everyone. This explains why autism impacts the entire family and emphasises the need for support that addresses the whole system, not just the child (Cohen, 2023).
The transactional stress and coping model by Lazarus and Folkman (1984) explains how individuals interpret and manage stress from their environment, emphasising that stress results from interactions with it, not just external events. It categorises coping strategies into problem-focused (addressing the stressor) and emotion-focused (managing emotional reactions). For parents of autistic children, this framework offers insights into how they address their specific caregiving challenges, recognising that their coping methods may evolve over time (Kivak, 2024). 
Bronfenbrenner’s (1979) Ecological Systems Theory offers a foundational framework for understanding the multifaceted environmental influences on parental experiences. This model posits that parents’ ability to navigate the challenges of raising an autistic child is mediated by interconnected systems: the microsystem (immediate familial and household interactions), the mesosystem (linkages among key settings such as home, school, and community), the exosystem (broader institutional influences like employment structures), the macrosystem (prevailing cultural norms and societal values), and the chronosystem (temporal shifts across the lifespan and societal evolution) (Crawford, 2020).
Wallander and Varni's (1998) Disability-Stress-Coping Model examines how families adapt to childhood disabilities by analysing risk factors (disability severity, stressors) and protective factors (coping strategies, social support). The adapted Wallander, Varni, Babani, Banis, and Wilcox's (1989) framework emphasises chronic stress as the key factor increasing psychosocial risks in such families (Findler, Klein Jacoby, and Gabis, 2016).
Application of Theories
Theoretical frameworks have shaped research and practice in supporting parents of children with autism. Family Systems Theory, for instance, has inspired family-centred interventions that address parental well-being and children's needs. A notable example is the National Autistic Society's Early Bird Programme in the UK, which provides parent training alongside emotional support.
The Stress-Coping Model has informed the development of interventions focused on enhancing parental coping strategies, such as Mindfulness-Based Stress Reduction programs adapted for parents of children with autism. Research by Coatsworth et al., (2015) demonstrated the effectiveness of mindfulness training in reducing parental stress and increasing well-being.

Ecological Systems Theory has informed policy development and service delivery models that recognise the importance of coordinated support across multiple systems.
Critical Evaluation
While these theoretical frameworks offer valuable insights, they have limitations in fully capturing the unique experiences of parents raising children with autism. Family Systems Theory may not adequately address the exceptional demands placed on these families, which often require more specialised support than what general family therapy approaches provide (Karst and Van Hecke, 2012).
The Stress-Coping Model is criticised for prioritising individual adaptation over systemic barriers and inadequate support, creating an expectation for parents to "cope better" instead of urging systems to improve support (Stanislawski, 2019).
The application of Ecological Systems Theory in service delivery faces significant challenges. Despite policy intentions, achieving coordinated support across systems in the UK remains difficult. Many parents report having to navigate fragmented services independently, revealing a gap between theory and practice.
[bookmark: _Toc204185158][bookmark: _Toc204197239]2.4 International Context

Global Perspective
Support systems for parents of children with autism vary globally due to cultural, economic, healthcare, and policy factors (Daley, 2002). In countries like Sweden, Finland, and Norway, parents benefit from integrated services, including diagnosis, intervention, financial assistance, and respite care. The Nordic model emphasises state support, providing substantial paid leave for caregiving and accessible respite services (Sundsbø and Sihvonen, 2018). Countries with market-oriented approaches, like the United States of America, offer support that varies by state policies, insurance coverage, and socioeconomic factors (Minot, 2023).  The Individuals with Disabilities Education Act (IDEA) ensures educational support for individuals with disabilities, but access to healthcare often depends on insurance coverage, leading to disparities. 
Parent advocacy organisations like Autism Speaks are important resources, though some critics say they focus more on awareness than providing direct support to parents (U.S. Department of Education, 2024). In middle and low-income countries, formal support systems for parents are often lacking, and cultural attitudes may stigmatise autism. As a result, family and community networks typically become the primary sources of support, while international organisations and NGOs work to fill the gaps. (Tally Lichtensztejn Tafla et al., 2024).
Comparative Analysis
Comparing international approaches reveals notable differences in philosophy and accessibility. Australia's National Disability Insurance Scheme (NDIS) offers individualised funding packages that parents can use flexibly for services based on their family's needs. While early evaluations show increased parent satisfaction, the model may disadvantage families who find navigating complex systems challenging (National Disability Insurance Agency, 2024).
Canada's mixed model for parental support varies by province. For instance, Ontario's Service Coordination helps parents navigate systems, while Quebec offers strong family-centred early intervention programs. These regional differences highlight the varying outcomes for parental support across the country (McCarthy and Guerin, 2021; Tougas, 2002).
Japan's cultural approach emphasises school-based support and social integration through organizations like the Japanese Society for Rehabilitation of Persons with Disabilities. While it provides strong educational assistance, it places a heavy burden on mothers as primary caregivers, with few respite options available (Kaizu and Tamaki, 2024).
Case Studies
Singapore exemplifies a shift from a medical model to a holistic approach to autism support. Through the Autism Resource Centre and government partnerships, more comprehensive parent support, including training programs and employment assistance, is available. The "Enabling Masterplan" highlights how coordinated planning improves parental support systems (Tan et al., 2021).
New Zealand's Altogether Autism program supports families by providing navigators to help parents access services and peer support networks throughout their autism journey. Evaluations show it reduces parental isolation and improves service access, though rural areas still struggle with support availability (Gov, 2024).
France exemplifies a case where psychoanalytic approaches to autism have dominated, leading to support models criticised by parent advocacy groups for limiting access to evidence-based interventions (Bishop and Swendsen, 2020). Recent policy changes are shifting toward more comprehensive support strategies, showing how parent advocacy can drive improvements.
[bookmark: _Toc204185159][bookmark: _Toc204197240]2.5 National/Local UK Context

UK Perspective
The UK's support for parents of children with autism has significantly evolved in recent decades, influenced by changing understandings of autism, disability rights movements, and healthcare reforms (Health, 2021). The current landscape includes statutory services in health, education, and social care, as well as charitable organisations and community initiatives. The diagnostic pathway is essential for accessing support services. While the National Institute for Health and Care Excellence (NICE) guidelines recommend timely assessments, waiting times vary significantly across regions, with some areas reporting waits of over two years. This delay often forces parents to face challenges without formal support during critical early years (NICE, 2021).
In the UK, parent support goes beyond diagnosis and is available through NHS services, local authorities, educational institutions, and charities. The National Autistic Society provides resources, helplines, and training programs like EarlyBird, while local branches offer peer support. Smaller charities, such as SNAP and Contact, focus on emotional support and practical advice for parents (National Autistic Society, 2024).

Policy and Regulation
The UK’s policy framework for autism support has significantly evolved. The Autism Act 2009 is the first law in England to specifically address autism, mandating local authorities to implement an autism strategy (GOV.UK, 2021b). The updated "Think Autism" strategy from 2021 focuses on family support, but the National Audit Office has identified gaps in its implementation (GOV.UK, 2021a). The Children and Families Act 2014 introduced Education, Health and Care Plans (EHCPs) to streamline support for children with special educational needs, aiming to ease parental burdens. However, advocacy groups like Special Needs Jungle report ongoing implementation challenges (Long and Danechi, 2020).
The Care Act 2014 allows for carer assessments separate from the cared-for person's assessment, recognising parents' needs (SCIE, 2024). Despite this, a 2016 Carers UK report found that only 31% of carers had received such assessments, revealing a gap between policy intentions and reality (UK, 2012). Financial support includes the Disability Living Allowance (DLA) for children and Carer's Allowance for parents. Yet, parent groups criticise the complex application processes and frequent reassessments, which can increase stress (GOV.UK, 2025).

Local Context
Support provision for individuals with autism varies significantly across the United Kingdom, resulting in a "postcode lottery," as highlighted by organisations like Ambitious About Autism. Some local authorities have introduced innovative solutions, such as Suffolk's Autism and ADHD Diagnostic Pathway, which integrates post-diagnostic support for families. However, other regions face challenges due to limited resources and fragmented services (Kiera Connick, 2023). Urban areas typically offer a wider array of support options. For example, London provides specialised parent support services at institutions like the Centre for Research in Autism and Education at University College London and the Michael Rutter Centre at the Maudsley Hospital. In contrast, rural areas encounter additional obstacles, including transportation issues that hinder access to necessary services (Verseone VerseOneUser, 2025). 
Local initiatives, such as Manchester's "Autism Friendly City" program, illustrate community-based approaches aimed at enhancing support systems for individuals with autism. These programs prioritise raising awareness about autism while simultaneously fostering parent support networks within their communities (Lblake, 2022). Despite the differences across various regions, consistent themes emerge in the feedback from parents. The Care Quality Commission's (CQC) 2019 review reveals ongoing challenges in obtaining timely support, managing fragmented systems, and accessing emotional support tailored to parent’s specific needs. This suggests that these systemic issues are widespread and not limited to any area (Care Quality Commission, 2020).

[bookmark: _Toc204185160][bookmark: _Toc204197241]2.6 Conclusion

This chapter has provided an overview of the historical developments, theoretical frameworks, and contexts shaping support systems for parents of children with autism in the UK. The transition from parent-blaming theories to understanding autism as a neurodevelopmental condition has influenced these systems. Frameworks like Family Systems Theory and Ecological Systems Theory help in understanding parental support needs.
An analysis of international approaches reveals variations in state responsibility, individualised funding, and cultural integration, offering insights for improvements in the UK. The UK features a complex landscape of statutory services, charities, and community initiatives governed by an evolving policy framework that increasingly recognizes the support needs of parents, though implementation gaps remain. This context sets the stage for the next chapter, which will detail the research methodology used to assess the adequacy of current UK support systems in providing emotional and social support for parents. The insights gained here will inform the analysis of how effectively interventions meet the identified needs.
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This methodology chapter presents a qualitative investigation on how effectively UK support services address the emotional and social needs of parents caring for autistic children. The main objective is to assess the impact of existing support initiatives on parental well-being and to determine whether these programs provide adequate assistance. The research employs thematic analysis of published literature, grounded in the Family Quality of Life framework and Ecological Systems Theory. This secondary research methodology systematically reviews available evidence to identify gaps in support delivery and evaluate the effectiveness of current interventions for this vulnerable population group. This framework empowers an evidence-based evaluation of the effectiveness of current support provisions and identifies significant areas for improvement (Veginadu et al., 2022).

[bookmark: _Toc204185164][bookmark: _Toc204197245]3.2.2 -Search Strategy

A systematic search framework was developed, which included database selection, keyword formulation, and the application of Boolean logic to find literature related to specific research questions (Booth et al., 2016). The extensive search utilised the PubMed, ScienceDirect, and PsycINFO databases. Keywords were strategically organised into three main categories: target demographic (parents, caregivers), clinical condition (autism, ASD), and types of support (intervention, service, emotional support). This categorisation ensured comprehensive coverage of relevant literature while remaining aligned with the research objectives. The structured approach allowed for identifying pertinent evidence to evaluate whether UK support frameworks adequately meet the needs of parents.


[bookmark: _Toc204185165][bookmark: _Toc204197246]3.2.3 -Searching Information

The information retrieval process employed a six-stage systematic methodology. First, appropriate databases such as PubMed, PsycINFO, and Social Care Online were chosen for their extensive coverage of relevant research. Organised search terminology was created using Boolean operators (AND, OR, NOT) to enhance accuracy, and filters limited the search to UK studies published between 2014 and 2024.
The search was broadened through citation tracking and grey literature to find additional resources. Research was evaluated based on specific inclusion and exclusion criteria to ensure quality, and the CRAAP framework was used to assess the sources' Currency, Relevance, Authority, Accuracy, and Purpose (Ingram, 2023).
The results showed the method's efficiency: "parenting stress autism spectrum disorders, support services" produced 2,847 PubMed results, narrowed to 156 after filtering. The query "parental experiences raising an autistic child" yielded 45,300 Google Scholar results, refined to 3,250 peer-reviewed articles from 2020 onward. Lastly, "social work parenting interventions for vulnerable children" resulted in 8,965 outputs, filtered down to 89 systematic reviews from 2018 onward.
[bookmark: _Toc204185166][bookmark: _Toc204197247] 3.2.4 – Research Validation

 Research validation in secondary research involves systematically examining existing data sources to assess their credibility, reliability, and alignment with specific research objectives. According to Noble and Smith (2015), this methodical process includes evaluating the authenticity, trustworthiness, and relevance of previously published materials. Unlike primary research, which generates original data, validation in secondary research focuses on a comprehensive re-examination and reinterpretation of established findings to address new research questions (Johnston, 2014).
The investigation employed the CRAAP framework as the primary validation tool, assessing sources based on five essential criteria: Currency (publications from 2014 to 2024), Relevance (direct applicability to UK autism support frameworks), Authority (reputable, peer-reviewed authors), Accuracy (dependability and consistency), and Purpose (clear objectives and unbiased presentation). Additional validation methods included critical evaluation tools, cross-verification techniques, and publication bias assessments to ensure a thorough quality appraisal and maintain research integrity throughout the analytical process.

[bookmark: _Toc204185167][bookmark: _Toc204197248]3.2.5- Inclusion and Exclusion Criteria 

Inclusion parameters ensured research relevance and adherence to established standards by focusing on materials published between 2014 and 2024 for timeliness, UK-centric studies for regional applicability, fully accessible online resources for verification purposes, peer-reviewed publications for credibility, government policy documentation for authoritative guidance, and contributions from recognised autism organisations for specialised knowledge.
Exclusion parameters upheld research integrity by eliminating materials published before 2014 due to outdated information, non-UK research that lacked British relevance, resources that were not digitally accessible and thus hindered verification, studies that focused solely on diagnostic protocols, non-English publications to maintain linguistic consistency, and sources that lacked peer review or credibility. These criteria effectively narrowed a broad initial search to high-quality, relevant sources directly addressing our research objectives.


[bookmark: _Toc204185168][bookmark: _Toc204197249]3.2.6– Analysing Research

The research analysis utilised Braun and Clarke's (2006) six-stage thematic analysis methodology to establish five central themes that form the framework for evaluating support systems in the UK. The process began with familiarisation with UK autism scholarship and systematically identifying codes related to parental support experiences. By analysing the materials, recurring themes were identified and subsequently validated to ensure that they adequately covered the effectiveness of the support systems.
The analytical process demonstrated a structured approach, featuring systematic classification of terminology, development of codes representing parental experiences, and identification of consistent patterns throughout the literature (Naeem et al., 2023). Cross-verification methods and critical evaluation tools enhanced the precision of the analysis. The thematic framework linked database searches to the emerging patterns, ensuring that the themes addressed the research objectives effectively (Dale, Hallas and Spratling, 2019).
This systematic approach enabled a comprehensive evaluation of the effectiveness of support systems while maintaining analytical neutrality. The five established themes provided a robust foundation for identifying deficiencies in the current provisions and assessing the completeness of available interventions for parents of autistic children.

[bookmark: _Toc204185169][bookmark: _Toc204197250]3.2.7– Ethical Considerations

The research adhered to strict ethical protocols regarding the responsible use of existing datasets for new research applications, particularly regarding personal information (Laryeafio and Ogbewe, 2023). All materials were referenced per UWTSD protocols to acknowledge the original contributors appropriately. Citation management systems, such as Cite Them Right and MyBib, were utilised to ensure accurate references according to the Harvard Referencing Style and prevent plagiarism. Copyright obligations were meticulously followed throughout the research process. The secondary research methodology avoided direct participant engagement, thereby minimising ethical concerns while maintaining the integrity of the research. These moral standards ensured responsible scholarship and enabled a thorough analysis of existing evidence regarding parental support needs.
 

[bookmark: _Toc204185170][bookmark: _Toc204197251]3.2.8– Chapter Conclusion

 This methodology chapter confidently presents a comprehensive framework for systematically assessing autism support frameworks in the UK through secondary research. Thorough search strategy, rigorous validation procedures, and precise inclusion and exclusion criteria guarantee robust evidence collection. Thematic analysis allows for a structured examination of existing literature, while strong ethical considerations ensure the integrity of the research. This systematic methodology effectively narrows extensive search results to relevant, credible sources directly addressing parents' support needs.  It lays a solid foundation for determining whether UK support systems adequately meet the emotional and social needs of parents raising autistic children.
In this study, the CRAAP test was used rigorously to evaluate the quality of sources, concentrating on five essential aspects:
Currency: Ensuring that information is published between 2014 and 2024.
Relevance: Emphasising its direct applicability to autism support systems in the UK.
Authority: Mandating credible, peer-reviewed authors.
Accuracy: Assessing reliability and consistency; and 
Purpose: Ensuring clear objectives and an unbiased presentation. 















[bookmark: _Toc204185171][bookmark: _Toc204197252]CHAPTER 4 – Findings and Discussion 


[bookmark: _Toc204185172][bookmark: _Toc204197253]4.1 – Introduction 

This chapter presents the findings of a comprehensive thematic analysis focused on the literature regarding support systems for families with children on the autism spectrum. The analysis highlights how parents navigate autism support services, revealing structural barriers and effective intervention models. Through a review of primary studies, systematic reviews, and empirical data, three key themes emerged that characterise the complex landscape of autism support delivery. These results enhance the reader’s understanding of how current support systems impact families and pinpoint critical areas where policy and practice reforms are necessary to improve outcomes for children with autism and their caregivers.

[bookmark: _Toc204185173][bookmark: _Toc204197254]4.2 – Thematic Analysis 

Thematic analysis is a research method for identifying and interpreting patterns or themes in datasets, resulting in new insights (Braun & Clarke, 2006). It involves several stages: selecting keywords and quotes, coding the data, developing themes, interpreting results, and creating a conceptual model. It highlights the observation of specific phenomena during data collection, which can be transformed into codes and themes, ultimately leading to preliminary propositions and a final conceptual framework (Naeem et al., 2023). This study applied thematic analysis to explore key themes in the literature surrounding autism support systems. The approach involved coding concepts, identifying patterns, and organising related codes into cohesive themes that addressed the effectiveness and accessibility of autism support services. 
The analysis revealed three main themes:
1. Fragmented Service Provision and Navigation Challenges
2. Professional-Family Partnerships and Relationship-Based Practices
3. Parental Burden and Resilience
These themes consistently emerged across various studies and contexts, highlighting the most significant factors influencing family experiences with autism support services. Each theme reflects essential aspects of how families access, navigate, and benefit from these support systems, offering a comprehensive framework for understanding current provisions and pinpointing areas for improvement (Table).

[bookmark: _Toc204185174][bookmark: _Toc204197255]4.3 –Theme 1: Fragmented Service Provision and System Navigation Challenges

Definition 

Fragmented service provision in autism refers to a lack of coordination between various service systems, creating a disjointed care environment for families (Chowdhury and Turin, 2019). This division between the medical and educational systems makes it challenging for parents to find comprehensive care that meets recognised standards. As a result, post-diagnostic services are often complex and delayed, forcing families to navigate multiple disconnected systems without sufficient support. This situation can lead parents to reduce work commitments to manage their child's care across different providers (Brewer et al., 2018).
The metaphor of "dots that don't connect" (Galpin et al., 2017) appropriately illustrates this situation, highlighting how families experience these services as isolated entities rather than part of a unified support system.

Background Information

The fragmented nature of autism support services stems from the evolution of specialist provisions within distinct sectors, healthcare, education, and social services, each operating under separate funding structures, qualification requirements, and procedural guidelines. This compartmentalised methodology has created unnatural divisions between services that should collaborate seamlessly to assist families (Appelbaum, Batt and Trang Nguyen, 2023). Although various policy measures, including the Autism Act 2009 and related autism frameworks, have attempted to address these integration difficulties, empirical research indicates that service fragmentation continues to be an ongoing problem impacting family experiences (Abreu, 2025).


Impact on Research Question

This theme directly addresses the central research question by emphasising how service fragmentation significantly impacts the effectiveness and accessibility of autism support systems (Whelan et al. 2024). Research shows families often invest significant time and emotional resources in complex service systems. Three key factors commonly lead to crises: problem severity, increased need for services, and difficulties with service providers (Amate and Luque, 2024). Additionally, obtaining a diagnosis can be stressful and time-consuming, creating challenges beyond autism-related issues (Smith-Young, Chafe, and Audas, 2020). These systemic and organisational barriers can significantly impact family well-being and undermine the effectiveness of therapeutic interventions.

Statistical Information

Research conducted by Whelan et al. (2024) involving six families revealed that parents regarded system navigation as their most significant source of stress, even more so than the challenges presented by autism itself. This finding is noteworthy as it highlights the burden poorly coordinated services can impose on families already managing complex needs.
In a study by Galpin et al. (2017) involving 139 parents of autistic children with intellectual disabilities, there were consistent reports of fragmented support systems that failed to provide coherent and accessible assistance tailored to the specific needs of families.
Autism results in significant economic burdens throughout an individual’s life, affecting their health, well-being, and quality of life. A UK study by Knapp, Romeo and Beecham (2009) estimated that annual costs for supporting children with autism are around £2.7 billion, while adult support costs reach £25 billion. The discounted lifetime cost is approximately £1.23 million for individuals with autism and intellectual disability, and £0.80 million for those with autism alone.
The economic implications of this fragmentation are also apparent, as families often resort to seeking private services due to inadequate public provisions, leading to financial strain and undermining equitable access This trend toward privatising essential support services raises significant policy concerns, indicating that public provision is insufficient to meet identified needs and potentially creating a two-tiered system of access based on financial resources (Matin et al., 2022).


Theories, Policies, and Legislation
Transactional model of stress and coping theory
The transactional model of stress and coping by Lazarus and Folkman (1984) explains that stress arises from how individuals interpret and respond to environmental challenges (Folkman & Lazarus, 1984). This model highlights how fragmented services can add stress for families, complicating their ability to cope, especially when caring for a child with autism. Enhancing service coordination and simplifying navigation could strengthen families’ coping capacity and improve outcomes (Kivak, 2024).
Bronfenbrenner's ecological systems theory
Bronfenbrenner's ecological systems theory sheds light on the fragmented autism services, illustrating how disconnections between microsystems like family, school, and healthcare create conflicts that burden families with navigation responsibilities (Bronfenbrenner and Morris, 2007). This fragmentation negatively impacts family well-being, as parents expend emotional and temporal resources managing these issues instead of focusing on their child's development (Crawford, 2020).
Policies and Legislation:
The UK has established several laws and strategies to improve autism services and coordination. UK approaches to addressing fragmented autism services are theoretically grounded in integrated care models that emphasise cross-sector coordination and whole system approaches (NHS England, 2019). The rise of Integrated Care Systems (ICSs) throughout England presents a new challenge and obligation for local commissioners to expedite the execution of integrated care initiatives and enhance the overall efficiency within the system (Gongora-Salazar et al., 2022). The Autism Act 2009 was the first to mandate a national adult autism strategy, while the Children and Families Act 2014 created Education, Health and Care Plans (EHCPs) to support children with autism from birth to age 25 (Abreu, 2025; Living Autism, 2014). The Care Act 2014 focused on integrated adult social care and person-centred planning. The Health and Care Act 2022 introduced Integrated Care Systems with a legal duty to coordinate services and train staff on autism (Garratt and Foster, 2025). The National Autism Strategy (2021–2026) and the NHS Long Term Plan aim to reduce diagnosis delays and enhance collaboration across sectors (GOV.UK, 2021).
The UK has made progress in autism policy through legislation like the Autism Act 2009 and the National Autism Strategy (2021–2026), introducing tools such as Education, Health and Care Plans (EHCPs) and Integrated Care Systems (Abreu, 2025). The legislative framework has created formal mechanisms to support coordinated care, like Education, Health and Care Plans (EHCPs), which streamline planning into a single document. These measures promote collaboration among services, reducing administrative burdens for families and improving communication (Sales and Vincent, 2018; Care Quality Commission, 2022). While these measures have enhanced coordination in some areas, inconsistent application, limited funding, and resistance to integrated working still hinder progress (GOV.UK, 2021). Consequently, many families face fragmented services and must navigate complex systems independently, revealing a gap between policy intentions and actual experiences (NHS England, 2023).
Implications

Fragmented autism services have mixed effects on families. While they can create barriers to consistent care and emotional support, they also help families discover new resources and enhance their advocacy skills (CDC, 2024).  However, these fragmented services can foster specialised knowledge and innovation. The separation between health, education, and social care allows for tailored approaches to autism support, helping families find interventions that best suit their child's needs. This variety of techniques is especially valuable given the diverse nature of autism, as different children may respond more effectively to interventions developed within distinct professional disciplines (NCAEP, 2020). Navigating these systems can empower families, improve their advocacy skills, and help them support others in similar situations. Parents who successfully navigate complex autism service systems often develop strong advocacy skills, enabling them to support their children and guide and empower other families facing similar challenges.  (Pellicano et al., 2018). 
Fragmented autism services may offer some specialised care, but their negative impact on families is much greater. Research shows that navigating disconnected systems places a heavy emotional and practical burden on parents, often more challenging than handling autism-related behaviours. This stress can lead to burnout and strained family relationships (Amate and Luque, 2024). 
Additionally, fragmentation creates inequities, with families with more resources and education navigating services more effectively than those without (Hodgetts et al., 2016). 

Examples and Case Studies

Fragmented autism services force families to coordinate their support, often requiring mothers to cut back on work to manage their children’s treatment. This disproportionately affects single and low-income families. Safa's case from Barnardo's illustrates this issue: her mother hesitated to seek help but ultimately "self-referred and was later referred to the Barnardo's young carers' service" (Barnardo's, 2024). This situation highlights the lack of coordinated access points, which resulted in a 10-year-old child becoming vital to the family's functioning.
Connections to Other Themes

Fragmented service systems create significant challenges in building effective partnerships between professionals and families. When families have to navigate multiple poorly coordinated agencies, they often experience inconsistent relationship quality. These services increase parental stress. Poor coordination, repeated assessments, and conflicting advice add to families' emotional and logistical burdens. Parents must build resilience to support their child's autism-related needs while navigating bureaucratic challenges (Chowdhury and Turin, 2019).
However, strong partnerships can serve as vital supports in these fragmented contexts, helping families navigate complex systems and advocate across service boundaries. Unfortunately, managing these relationships often falls on parents, increasing their stress and reducing their engagement ability. Over time, families may develop resilience and advocacy skills, but this usually comes at the expense of their emotional wellbeing and trust in formal services (Matthews et al., 2020). 

[bookmark: _Toc204185175][bookmark: _Toc204197256]4.4 – Theme 2 Professional-Family Partnerships and Relationship-Based Practice


Definition 

Professional-family partnerships emphasise collaboration between families and service providers based on mutual respect, shared decision-making, and recognition of families as experts on their children (BASW, 2023). This relationship-based approach values trust, cultural humility, and responsiveness to build on family strengths and enhance their ability to meet their child’s needs. Key practices include family-centred planning, strengths-based support, and reflective professional practice to improve service quality and outcomes (SCRC, 2023).

Background Information

Professional-family partnerships have developed as a response to a shift away from the traditional medical model, often minimising family involvement. Key policy milestones have played a crucial role in shaping the evolution of professional-family partnerships in the UK. The Plowden Report (1967) was the first to officially acknowledge the state's responsibility for early childhood education, setting in motion a 50-year trend that increasingly emphasised parental involvement in policy. Over the ensuing decades, government attention to parent-professional relationships more than doubled (Plowden, 1967). The Children Act 1989 established the principle of prioritising child welfare and encouraged collaborative efforts with families (Elvin, Kathy, 2019). Sure Start (1998) transformed early years services by integrating support for families with children under five Bate and Foster, 2017). The Every Child Matters (2003) agenda further advanced joined-up, child-centred services through Children’s Centres, reinforcing the importance of family engagement in service design and delivery (Department for Education, 2003). The Childcare Act 2006 and the subsequent Early Years Foundation Stage (2008) established a statutory requirement for all early year’s providers to collaborate with parents as equal partners, legally mandating cooperative practice and acknowledging parents as the first educators of their children (Department for Education, 2012).

Impact on Research Question

Professional-family partnerships and relationship-based practices are essential for supporting children's development in early years settings. This theme is central to research on collaborative approaches, the dynamics between practitioners and families, and inclusive practices (Hanssen, Ališauskienė and Kairienė, 2023).  The study indicates that when families cultivate positive, collaborative relationships with professionals, they are more likely to engage effectively with services and achieve improved outcomes. Research shows that high-quality home-school partnerships strongly predict children's academic and social development, making this theme central to investigations into effective early years practices (Murphy et al., 2021). This theme directly addresses the research question by highlighting the impact of professional-family relationships on the effectiveness of autism support systems. Evidence from Whelan et al. (2024) underscores the vital role of social and professional support in enhancing family coping and well-being. The research indicates that when families cultivate positive, collaborative relationships with professionals, they are more likely to engage effectively with services and achieve improved outcomes.

Statistical Information

Statistical evidence emphasises the significant impact that partnerships between professionals and families have on children's development and highlights areas for improvement. Approximately 80% of parents and practitioners are intensely interested in establishing these partnerships, with 69% reporting increased engagement following collaborative sessions (Office for National Statistics, 2019). The EPPE study indicated that high-quality early years experiences, in conjunction with robust parent-practitioner relationships, notably enhance children's academic outcomes by age 11 and help mitigate the effects of disadvantage (UK Parliament, 2024). For the first time in a decade, progress in narrowing the attainment gap between disadvantaged and non-disadvantaged pupils has stalled, and the gap is now at its widest in ten years among 11 to 16-year-olds (Education Policy Institute, 2024).

Theories, Policies, and Legislation

Several foundational theories explain the value of professional-family partnerships in supporting child development. 
Bronfenbrenner’s Ecological Systems Theory (1979) highlights how interactions across interconnected environments shape children’s growth. The mesosystem, which links home and early years settings, underscores the importance of strong partnerships in promoting positive outcomes (Guy-Evans, 2025).
Attachment Theory (Bowlby, 1969) extends beyond parent-child bonds to emphasise the role of secure, consistent, and emotionally responsive relationships between practitioners and families. When professionals build trust and emotional safety, families are more engaged, enhancing children’s social-emotional development and learning (Dolan, 2024).
[bookmark: _Hlk203648141]Applying these theoretical frameworks to autism support suggests that professional training should focus on developing relationship skills alongside technical expertise. This includes enhancing communication skills, fostering cultural competence, and cultivating the ability to collaborate effectively with families from diverse backgrounds and circumstances.
Policy and legislation
Children Act 1989
This foundational law established that a child’s welfare must be paramount and introduced the principle of working in partnership with families. It shifted practice from a paternalistic model to one where local authority must collaborate with parents, valuing their knowledge and involving them in decision-making (Department of Education, 2021).
Childcare Act 2006
This Act laid the groundwork for the Early Years Foundation Stage (EYFS), making it a legal requirement for early years providers to work in partnership with parents. It emphasised the role of parents as children’s first educators and required local authorities to improve outcomes through integrated, collaborative services (GOV.UK, 2006).
Every Child Matters (2003) & Children Act 2004
These policies promoted multi-agency collaboration and recognised parents as key partners in safeguarding and supporting children’s wellbeing. They emphasised integrated services across education, health, and social care to improve outcomes for all children (Department for Education, 2003).
SEND Code of Practice (2015)
This statutory guidance requires professionals to adopt co-production approaches with families of children with special educational needs. It promotes person-centred planning, ensuring families are equal partners in assessment, planning, and review processes (Department for Education, 2015).

Implications

This theme explores the challenges of service fragmentation. Effective partnerships between professionals and families can significantly aid families in navigating complex service systems. Professional-family partnerships and relationship-based practices provide a strong framework for improving support and autism services in the early years. Treating parents as equal collaborators results in more customised and responsive interventions, while fostering trust and open communication. This enhances family engagement, promotes holistic outcomes, and empowers parents with advocacy skills and confidence. 
However, these advantages come with challenges (Hanssen, Ališauskienė, and Kairienė, 2023). Building genuine partnerships requires significant time, training, and emotional investment, which can strain limited resources and lead to inconsistent practices. Close relationships might blur professional boundaries, and cultural or communication differences can create barriers to inclusion. Additionally, the subjective nature of relationship quality can make evaluation difficult (Ingram and Smith, 2018). Ultimately, the effectiveness of these approaches relies on consistent implementation, adequate resources, and a system-wide commitment to relational and inclusive practices.
Examples and Case Studies

Keira's case from the PDA Society illustrates how relationship quality can impact autism support outcomes. Initially, CAMHS misattributed her distressed behaviours to "naughtiness" and suggested parenting courses. However, the outcome became a best practice model when Sharon Donaldson implemented a collaborative approach that valued family expertise alongside professional knowledge (PDA Society, 2024). This shows that adequate autism support requires strong relationship-building and recognition of family expertise, as highlighted by the Autism Toolbox, which states that “a positive partnership, with mutual respect between the teacher and parent/carer, is essential for the autistic learner's progress” (Autism Toolbox, 2024).

Connections to Other Themes

[bookmark: _Toc204185176]Strong partnerships between professionals and families can protect against the adverse effects of fragmented service systems. When families have at least one trusted professional relationship, it often becomes a crucial anchor for navigating complex services and accessing necessary support. These professionals frequently advocate across different agencies, helping families manage disjointed systems (Smith et al., 2019).
[bookmark: _Toc204185177]However, fragmentation can hinder the development of these partnerships. Poor agency communication, inconsistent practices, and competing priorities can erode trust and lead to partnership fatigue. While collaborative relationships can reduce the burden on parents and foster resilience by offering emotional support, shared decision-making, and advocacy skills, establishing these partnerships requires significant emotional investment from families who may already feel overwhelmed (Department for Education, 2025). Ultimately, the quality of these relationships can either lessen or intensify the challenges created by fragmented systems (Kambouri-Danos et al., 2018).

[bookmark: _Toc204197257]4.5 – Theme 3 Parental Burden and Resilience

Definition 
Caring for a child with Special Needs can be rewarding but also places significant emotional and mental demands on parents. Over time, these pressures may lead to parental burnout, characterised by chronic exhaustion, emotional detachment, and overwhelming feelings. Parents often prioritise their child's needs over their well-being, especially when managing complex responsibilities (Ren et al., 2024). In contrast, parental resilience is the ability of a family to adapt and grow through adversity while maintaining effective caregiving and emotional well-being. Resilience is shaped by factors like social support and coping strategies, which can lead to stronger family bonds (Salih Rakap and Meryem Vural-Batik, 2023). The relationship between burden and resilience is dynamic: high caregiving demands can weaken resilience, while strong resilience can buffer against stress, creating positive or negative cycles depending on available support (Whiting et al., 2019).


Background Information

Key policy reforms and shifting attitudes toward disability and family support have influenced the evolution of parental support and resilience in the UK. Historically, children with disabilities were often institutionalised, which reduced family involvement. This began to change with the Jay Report (1979) and the Warnock Report (1978), which advocated for community care and introduced the concept of special educational needs (Lindsay, Wedell and Dockrell, 2020; Tirraoro, 2020)
The Education Act 1981 formally recognised parental roles in academic decisions, while the NHS and Community Care Act 1990 and the Carers Acts of 1995 and 2000 provided assessments and support for family caregivers (UK Government, 1981). The Equality Act 2010 and the Care Act 2014 strengthened legal protections and established local authority responsibilities for caregiver support. The Children and Families Act 2014 also reformed SEND provisions to emphasise family involvement (Gov.UK, 2014; Thompson, 2023). Parent-led organisations like Contact and research bodies such as the Thomas Coram Research Unit have been vital in advocating for families and shaping effective interventions (Boccassini, 2025).

Impact on Research Question

Parental burden and resilience are crucial for understanding how families manage the challenges of raising children with special needs or chronic conditions. These themes are central to research on family functioning, caregiver well-being, and intervention outcomes. They act as explanatory variables and outcome measures, helping assess how families cope and adapt (Cousineau, Hobbs and Arthur, 2019).
For instance, studies investigating what predicts positive outcomes in families with children on the autism spectrum often focus on how support systems can lower caregiver stress and promote resilience. Resilience is not simply the absence of burden; it is a dynamic capacity to adapt and grow in the face of adversity (Bamber et al., 2023). These concepts also impact research design by highlighting the need to measure both subjective stress and objective family functioning. This dual focus shapes how interventions are structured and evaluated within family systems and stress-adaptation frameworks.

Statistical Information

Parents of children with autism in the UK face significant emotional and psychological challenges. Research shows they experience much higher levels of stress, anxiety, and depression compared to other parents.  A 2024 study highlighted that parental stress directly impacts health-related quality of life (HRQOL), although family resilience can help alleviate these effects (Hsiao, 2024). Alarmingly, 70% of carers in the UK live with a long-term physical or mental health condition (Mental Health Foundation, 2022).
A 2023 systematic review found that 88% of parents of autistic children felt blamed by professionals for their child’s behaviour. This feeling often leads to trauma, diminished trust in services, and increased mental health issues, particularly among mothers. These negative experiences can deter parents from seeking help, further deepening their emotional burden and social isolation (Hollingsworth et al., 2023). Only 7% of carers are identified by general practitioners (GPs), despite 70% having regular contact with healthcare professionals. This suggests a systemic failure to support parent carers, affecting service planning and policy development.
Economically, the value of unpaid care in the UK reached £184 billion in 2024, while Carer’s Allowance remains just £81.90 per week, illustrating a significant gap between the value of care provided and financial support offered (BBC, 2023). 

Theories, Policies, and Legislation
Stress and Coping Theory
Lazarus and Folkman's (1984) Stress and Coping Theory helps to understand parental burden and resilience. It describes stress as an imbalance between external demands and personal coping resources (Biggs, Brough and Drummond, 2017).
This theory explains why some families feel overwhelmed while others adapt better when parenting a child with autism. Parents assess caregiving demands against their emotional, financial, and social resources. When demands exceed resources, stress increases. Resilience can develop when families use effective coping strategies or seek support, indicating that burden is shaped by how families respond to challenges (Kivak, 2024).
Ecological Systems Theory
Bronfenbrenner’s Ecological Systems Theory provides a framework for understanding how different environmental layers influence parental burden and resilience. It outlines nested systems, from the microsystem (family and immediate surroundings) to the macrosystem (cultural norms and policies), showing how they shape family experiences (Antony, 2022).
This perspective emphasises the importance of community support, service access, cultural attitudes, and policy structures. It also highlights bidirectional influences: resilient families often become advocates for change, while those under stress may feel isolated. This understanding is especially relevant in contexts like autism caregiving, where systemic support significantly impacts parental well-being and coping capacity (Merritt, 2025).
Policies and Legislation:
UK policies and laws significantly impact the emotional and social support available to parents of children with autism, affecting their burden and resilience. The Autism Act 2009 represents the first and only piece of legislation in England that specifically addresses disabilities. It mandates that the government create and regularly update a national strategy for autism (Abreu, 2025). This led to the development of the National Strategy for Autistic Children, Young People and Adults (2021–2026), which for the first time broadened its focus to include children and families. The objective of the strategy is to enhance diagnosis, education, employment, and community support, all of which are essential in alleviating parental stress and boosting resilience (Ambitious about Autism, 2024).
The Children and Families Act 2014 introduced Education, Health, and Care Plans (EHCPs) to coordinate support for children with special needs. However, delays and inconsistencies in EHCPs often increase parental stress. The Health and Care Act 2022 mandated autism training for health and social care staff to improve service quality (Gov.UK, 2014). The Act granted young and parent carers in England the right to have their needs assessed and emphasised collaboration between the Care Act and Children and Families Act to support whole family needs (Carers Trust, 2018). 
UK legislation has made progress in easing parental burden and promoting resilience. The Children and Families Act 2014 improved access to support through EHCPs and Local Offer websites, helping families navigate services (Petty, 2024). The Care Act 2014 shifted focus to prevention and wellbeing, offering personal budgets and more control over care (Thompson, 2023). These changes have enhanced support and autonomy for families, though inconsistent implementation still limits their full impact.

Implications

The theme of parental burden and resilience has significant implications for evaluating UK support systems for parents of autistic children. On a positive note, recognising resilience helps identify factors that aid coping, such as timely access to services and peer support. Ambitious about Autism's "Time for Ambition" 2024 strategy emphasises empowering families and improving access to education, employment, and mental health support, which can reduce isolation. NHS guidelines also promote peer-led programs like EarlyBird to support parents (NHS, 2019).
However, there are negative aspects as well. Highlighting resilience can obscure the severity of parental burden and shift responsibility onto families without adequate support. Long waiting times for autism assessments, often exceeding three months, reveal service gaps that increase stress. (NHS England, 2023). These mixed outcomes indicate that while resilience is important, it must be supported by effective and accessible services to alleviate parental burden.


Examples and Case Studies

The theme of parental burden and resilience is crucial for evaluating UK support systems for parents of autistic children. A 2024 study by Dimitrova, Kouroupa, and Totsika examined the experiences of 734 UK families raising children with autism and/or intellectual disabilities during the COVID-19 pandemic. It found that many families experienced greater behavioural challenges, limited access to services, and financial strain, all of which increased parental burden. However, families with strong social support, financial stability, and cohesive family dynamics were more likely to adapt positively. Those who maintained structured routines and received school support reported fewer behavioural issues and better well-being. This study emphasises how factors like education access, emotional support, and financial resources can exacerbate stress or enhance resilience in families with autistic children (Dimitrova, Kouroupa and Totsika, 2024). The theme of parental burden and resilience has important implications for assessing support systems in the UK for parents of autistic children.

Connections to Other Themes

The theme Parental burden and resilience is closely connected to fragmented service provision, challenges in navigating systems, professional-family partnerships, and relationship-based practices. These themes are not isolated; they significantly interact and reinforce one another. For instance, when services are fragmented and difficult to navigate, families often experience increased stress and emotional fatigue (Marsack-Topolewski and Church, 2025). The lack of coordination, long waiting times, and inconsistent communication across systems can make it challenging for parents to access the support they need (Matthews et al., 2020). This can intensify their caregiving burden and negatively impact their resilience (AMCHP, 2018). 
Conversely, strong and collaborative relationships between professionals and families can help alleviate these challenges. When professionals engage with empathy, respect, and responsiveness, they can offer emotional support, advocacy, and guidance that enhance parental resilience (Makino et al., 2021). In contrast, professionals' poor communication or dismissive attitudes can worsen feelings of isolation and helplessness, further increasing the burden on parents. These interconnected themes highlight that resilience is not merely an individual trait but is shaped by the broader systems and relationships surrounding families. Supporting parental well-being requires a dual approach: improving families' coping strategies, enhancing service integration, and fostering respectful, trust-based professional relationships.

[bookmark: _Toc204185178][bookmark: _Toc204197258]4.6 – Chapter Conclusion 

In Chapter 4, a comprehensive thematic analysis delves into the literature discussing support systems for families raising children with autism. This chapter specifically examines how parents interact with these services, alongside the myriad challenges they face along the journey. From this exploration, three prominent themes emerge:

1. Fragmented Services and Navigation Difficulties: This theme underscores the significant lack of coordination between the health, education, and social welfare sectors. Such disarray often exacerbates stress for families, as they struggle to find coherent pathways through a convoluted system of services. The difficulty of navigating these fragmented offerings can leave parents feeling overwhelmed and unsupported.

2. Collaborative Professional-Family Relationships: The focus shifts to the crucial need for respectful and collaborative relationships between professionals and families. The theme highlights that shared decision-making and open communication are pivotal in creating an environment where parents feel valued and understood. Nurturing these partnerships can foster trust and lead to more effective support for children with autism.

3. Parental Burden and Resilience: This theme examines the emotional and psychological toll parenting a child with autism can impose. Yet, it does not merely dwell on the burdens; it also emphasises the remarkable resilience parents develop as they adapt to their unique circumstances. Understanding their challenges and strengths is essential in providing the necessary support.

Significantly, a study by Whelan et al. (2024) reveals that, incredibly, the stress associated with navigating these services often outweighs the challenges posed by autism itself. The financial implications of this struggle are staggering, with costs in the UK climbing to £27.7 billion annually. Despite existing policies such as the Autism Act 2009, the persistent fragmentation of services continues to adversely affect families. Alarmingly, 88% of parents feel a sense of blame from professionals, a feeling that can be alleviated through the cultivation of strong professional-family partnerships.
The findings from this analysis illuminate the pressing need for autism support systems that are well-coordinated and centred on relationship-building and responsive to the systemic challenges families face as well as their individual needs. In the forthcoming chapter, evidence-based strategies will be presented, aimed at enhancing service integration, fostering better collaborations between professionals and families, and promoting initiatives that bolster parental well-being within autism support frameworks.
[bookmark: _Toc204185179]

























[bookmark: _Toc204197259]CHAPTER 5 – Conclusion and Recommendations


[bookmark: _Toc204185180][bookmark: _Toc204197260]5.1 – Overall Conclusion 

This dissertation assesses how well UK support systems address the emotional and social needs of parents raising children with autism spectrum disorder. Through a systematic review of existing literature, the research reveals the effects of autism support services on parental well-being across three dimensions. Chapter 1 highlights the importance of this area of study, noting the rising autism diagnosis rates in the UK and the neglect of primary caregivers' emotional and social needs in interventions (Guy-Evans, 2024). It identifies gaps in how support systems cater to parental well-being and establishes four research objectives to evaluate current mechanisms and propose enhancements.
Chapter 2 provides context, tracing the evolution from outdated theories to modern perspectives on autism (Shapiro, 2000; Rimland, 1964). It discusses how theories like Family Systems Theory and Stress-Coping Models influence support strategies while comparing international practices, noting significant discrepancies in provision (Sundsbø and Sihvonen, 2018). Chapter 3 outlines the methodology, employing a systematic literature review and thematic analysis to evaluate UK-specific research from 2014 to 2024 (Braun & Clarke, 2006). Rigorous inclusion criteria and ethical standards guided the research process (Naeem et al., 2023). Chapter 4 presents key findings through three interconnected themes: the challenges of fragmented services, the importance of professional-family partnerships, and the complex relationship between caregiving demands and resilience. It reveals that navigating the support system often causes more stress than the challenges of autism itself (Whelan et al., 2024).
The research objectives were achieved as follows:
1. A comprehensive catalogue of available support systems, recognising both the variety of services and significant coordination gaps (Chowdhury and Turin, 2019).
2. An analysis revealing that while some interventions show promise, their impact is undermined by fragmentation (Galpin et al., 2017).
3. An evaluation of current services highlighting inadequacies in emotional support, with only 7% of caregivers recognised by GPs despite high healthcare contact (Mental Health Foundation, 2022).
4. Evidence-based recommendations rooted in the findings, aimed at improving support for parents.

[bookmark: _Toc204185181][bookmark: _Toc204197261]5.2 – Recommendations 

Based on the thorough analysis presented in this dissertation, three well-supported recommendations are proposed to improve the emotional and social support available to parents of autistic children in the UK. These recommendations directly address the main themes identified in the research and provide practical strategies to enhance the overall effectiveness of existing support systems.
[bookmark: _Toc204185182][bookmark: _Toc204197262]5.2.1 – Recommendation 1 

[bookmark: _Toc204185183]Recommendation 1: Implement Integrated Care Pathways with Designated Family Navigators
[bookmark: _Toc204185184]To tackle the fragmented nature of autism support services in the UK, this dissertation recommends establishing integrated care pathways that incorporate designated family navigator roles. These navigators would serve as central coordinators, assisting families in managing the often overwhelming task of accessing and organising support across health, education, and social care sectors. The findings indicate that navigating these disconnected systems causes more stress for parents than the challenges of autism itself (Whelan et al., 2024). Galpin et al. (2017) describe this disjointed experience as “dots that don’t connect,” highlighting how even well-intentioned services can fail when not properly coordinated. 
To address this issue, local authorities should embed family navigators within Integrated Care Systems, as Gongora-Salazar et al. (2022) suggested. These professionals would act as single points of contact, maintain care coordination databases, and facilitate communication across various agencies. Their responsibilities would also include organising regular multi-agency review meetings, ensuring authorised family members have shared access to electronic records, and implementing procedures for resolving inter-agency conflicts, in line with the NHS Long Term Plan (GOV.UK, 2021). However, implementing this model may face challenges such as funding limitations, professional resistance due to concerns about overlapping roles, and difficulties in data sharing arising from legal and technological constraints (Sales & Vincent, 2018). These barriers can be addressed by demonstrating the cost-effectiveness of coordinated care in reducing duplication and crisis interventions (Knapp, Romeo & Beecham, 2009), engaging stakeholders through joint training and clear role definitions (Care Quality Commission, 2022), and investing in interoperable systems supported by standardised data-sharing agreements and family-led consent protocols.

[bookmark: _Toc204185185][bookmark: _Toc204197263]5.2.2 – Recommendation 2 

[bookmark: _Toc204185186]Recommendation 2: Develop Mandatory Relationship-Based Practice Standards with Ongoing Professional Development
[bookmark: _Toc204185187][bookmark: _Toc204185188]To enhance the quality of autism support in the UK, this dissertation recommends implementing mandatory relationship-based practice standards for all professionals working with autistic children and their families. These standards should be complemented by continuous professional development that emphasises collaborative partnership skills and family-centred approaches. The research highlights that a significant % of parents 88% feel blamed by professionals (Hollingsworth et al., 2023), which undermines trust and engagement. However, strong relationships between families and professionals are crucial protective factors against fragmented service delivery, directly influencing parental resilience and the effectiveness of support services (Murphy et al., 2021).
[bookmark: _Toc204185189]To incorporate these principles into practice, regulatory bodies should revise competency frameworks to include relationship-building as a core skill, as outlined in the SEND Code of Practice (Department for Education, 2015). Training programs should be co-developed with families and delivered alongside parents who bring their lived experiences into the learning process. Supervision structures should include assessments of relationship quality, and service evaluations must incorporate systematic feedback from families to inform improvements (SCRC, 2023).
Despite potential barriers such as limited resources and resistance from professionals accustomed to traditional models (Ingram & Smith, 2018), these challenges can be addressed through a phased implementation strategy, evidence of improved outcomes, and the development of validated tools for measuring relationship quality (Hanssen, Ališauskienė & Kairienė, 2023). This recommendation aims to foster empathy, mutual respect, and collaboration, ultimately enhancing the experience of families navigating autism services.

[bookmark: _Toc204185190][bookmark: _Toc204197264]5.2.3 – Recommendation 3 

[bookmark: _Toc204185191]Recommendation 3: Establish Comprehensive Parental Well-being Support Networks with Peer-Led Components
[bookmark: _Toc204185192]To effectively support the emotional and psychological needs of parents raising autistic children, this dissertation recommends the creation of comprehensive well-being support networks that integrate professional mental health services with peer-led initiatives. The research highlights a significant gap in support, with 70% of carers experiencing long-term physical or mental health conditions, yet only 7% being identified by general practitioners (Mental Health Foundation, 2022). As Salih Rakap and Meryem Vural-Batik (2023) argue, the interplay between parental burden and resilience necessitates a multi-dimensional approach that alleviates stress and builds coping capacity. These support networks should be delivered through parental well-being hubs co-located with existing autism services, offering a range of provisions such as counselling, peer support groups, respite care coordination, and skills-based workshops.
Following models proposed by the National Autistic Society (2024), these hubs should employ qualified mental health professionals and trained parent-mentors with lived experience. Services must be flexible and inclusive, offering online access, evening sessions for working parents, and culturally tailored programmes to meet the needs of diverse communities. Regular well-being assessments should be embedded into routine autism service reviews, with clear referral pathways to more intensive support recommended by NHS guidelines (NHS, 2019). Despite potential challenges such as securing sustainable funding, workforce shortages (NHS England, 2023), and ensuring cultural accessibility, these can be addressed through demonstrating long-term cost-effectiveness (Knapp, Romeo & Beecham, 2009), developing structured training pathways for peer mentors, and partnering with community organisations to co-design inclusive services. This recommendation aims to create a supportive infrastructure that recognises and responds to the complex realities of caregiving, ultimately strengthening family resilience and improving outcomes across the autism support system.
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“Do Current UK Support Systems and Interventions Offer Sufficient Emotional and Social Support for Parents of Children

with Autism?’

Introduction and Research Aim

“This methods chapter outlines a qualitative research study that examines how effectively
UK support services address the emotional and social needs of parents raising autistic
children

Research Aim: To assess the impact of current support programs on parents’ well-

being and to determine whether these programs provide adequate assistance.

“The study employs thematic analysis of existing literature and is grounded in the Family
Quality of Life framework and Ecological Systems Theory.

Search Strategy

A comprehensive search was conducted using the PubMed, ScienceDirect, and
PsycINFO databases. In this study, keywords were organised into three main categories:
target population (parents, caregivers), medical condition (autism, ASD), and types of
assistance (intervention, service, emotional support). Booth et al (2016) define a search
strategy as a systematic approach to locating information through database selection,
keyword development, and the use of Boolean logic. This method is designed to identify
literature that addresses specific research questions.

Searching for Information

Systematic Approach

1. Selected relevant databases, e.g. PubMed, Google Scholar, PsychINFO, Science
Direct and Social Work databases.

2. Created categorised search terms using Boolean operators like AND, OR, and NOT to
effectivel combine keywords, e.g. parents OR caregivers, intervention AND support.

3. Applied filers to focus exclusively on UK studies published between 2014 and 2024,
4. Screened studies according to established inclusion and exclusion critera.

5. The study utised the CRAAP test as the main quality assessment tool, evaluating
sources based on five essential citeria: Currency (publication fiter), Relevance (UK
support system), Authority (peer reviewed), Accuracy (reliabilty of information). and
Purpose (clear research objectives)

This systematic approach effectively gathered pertinent evidence to evaluate whether

support systems in the UK suffciently address parents' needs.  (Ingram, 2023).

‘This table shows a systematic method for identifying literature on parenting
interventions and support services for families with autistic children in the UK. The

organised keywords help narrow the search criteria to terms relevant to the study’
focus.

(Whelan et s, 2024,Vseteckova, Boyle and Higgins, 2021; Desmarais, Barker and Gouin, 2018)

Search Term Source Resulls | Filters Applied | Narrowed
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Research Validation and Analysis

Research validation and analysis evaluate existing information to ensure it s reliable, consistent, and directly relevant to the research objective (Andersson, Boateng, and Abos,
2024). According to Noble and Smith (2015), this process evaluates the authentictty, credibility, and relevance of previously published information.

Methods Used for the Research:

o Critical assessment tools
«  Cross-referencing methods
«  Publication bias consideration

‘Thematic Analysis: Braun and Clarke's (2006) six-phase approach identified five key themes that form the framework for analysing support systems in the UK. The study familiarised
with UK autism literature, identified codes related to parental support experiences, searched for patterns, and ensured that themes adequately addressed the support system

Included sources: Excluded sources:
«  Published 2014-2024 «  Published before 2014
Uk-focused studies Non-UK research without British applicability
«  Fully accessible oniine «  Digttally inaccessible documents
«  Peer-reviewed publications Non-English materials
Government policy documents «  Sources without peer review or credibility
«  Established autism organisations

Ethical Considerations

The ethical guidelines and rules governing the responsible reuse of existing datasets for new research purposes, particularly when personal data is involved (Laryeafio and Ogbewe,
2023). The study upheld ethical standards by citing all sources according to UWTSD guidelines and crediting original authors. Citation management tools like Cite Them Right and
MyBib were used to ensure accurate references and prevent piagiarism. Copyright requirements were met, maintaining research integrity throughout the process.
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