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ABSTRACT 
This dissertation explores the barriers parents face when accessing autism support services for children under 12 in the UK. Autism Spectrum Disorder (ASD) is a lifelong neurodevelopmental condition, and timely access to assessment, intervention and educational support is widely recognised as crucial for children’s development and family wellbeing. Despite national policies such as the Autism Act (2009), the SEND Code of Practice (2015) and the National Autism Strategy (2021), many families continue to report difficulties in obtaining timely and appropriate support.
A secondary, desk-based methodology was used, drawing on peer-reviewed journal articles, national policy documents and professional guidelines published from 2014 onwards. A structured search strategy, clear inclusion and exclusion criteria, and validation tools such as the CRAAP test were applied to ensure the credibility and relevance of the evidence. The literature was analysed using thematic coding, leading to the development of three key themes.
The findings show that systemic and structural barriers—such as long waiting times, fragmented referral pathways, and workforce shortages—are widespread and significantly delay early intervention. Sociocultural and economic barriers also shape access, with families from minority ethnic and lower-income backgrounds facing additional challenges, including language barriers, limited cultural competence within services and financial constraints. A third theme highlights the emotional impact on parents, who frequently describe elevated levels of stress, isolation, and a sense of having to “fight” the system to secure support for their child.
Limitations of this research include its reliance on secondary data and the absence of primary parent voices within this study. However, the consistency of findings across multiple sources strengthens the conclusions. The dissertation recommends reducing waiting times and improving service coordination, increasing cultural competence and accessibility, and strengthening post-diagnostic and family support. These recommendations aim to inform future health, social care, and education practice, and to promote more equitable access to autism support services for children under 12 and their families.
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CHAPTER 1: Introduction 

1.1 Introduction
Autism Spectrum Disorder (ASD) is a lifelong developmental condition that affects how individuals communicate, interact, and experience the world (NICE, 2021). First access to support is considered vital for children, as timely intervention can improve learning, behaviour, and overall wellbeing (National Autistic Society, 2022). In the UK, support for children under 12 with autism involves a combination of health, education, and social care services, including diagnostic assessments, speech and language therapy, and educational support through Special Educational Needs (SEN) provision (Department of Health and Social Care, 2021).
Despite the growing awareness of autism and the introduction of national frameworks, many families continue to report difficulties in accessing timely and effective support. Issues such as lengthy waiting times for diagnosis, inconsistent service provision across regions, and a lack of culturally appropriate support have been widely documented (Crane et al., 2016; Locke et al., 2022). These barriers not only delay children’s access to essential interventions but also increase parental stress and feelings of isolation (Russell et al., 2019).
The aim of this research is to explore the barriers parents face in accessing autism support services for children under 12 in the UK. By examining existing research and national policy, this study hopes to identify the nature of these barriers, evaluate how they impact families, and provide recommendations for improving accessibility and inclusivity. The research seeks to contribute to the ongoing conversation about how autism services can be made more effective and equitable for all children and families.

 
1.2 Definitions and Terminology 
To ensure clarity and consistency, it is important to define key terms and concepts used throughout this dissertation.
Autism Spectrum Disorder (ASD): A neurodevelopmental condition characterised by persistent differences in communication, social interaction, and behaviour. The term “spectrum” reflects the wide variation in symptoms and support needs among individuals (American Psychiatric Association, 2013). This dissertation uses “autism” and “ASD” interchangeably, in line with both clinical and social perspectives.
Support Services: This refers to health, educational, and social care services designed to support autistic children and their families. These include diagnostic services, speech and language therapy, occupational therapy, educational support, respite care, and community-based resources (NHS, 2023).
Barriers: In this context, barriers are obstacles that hinder parents’ ability to access appropriate autism services. These may be structural (e.g., long waiting times), informational (e.g., lack of awareness of services), financial (e.g., excessive costs of private assessments), or cultural (e.g., limited understanding of autism within certain communities).
Early Intervention: Services and support provided to children in the early years, typically before school age, with the aim of enhancing development and reducing long-term difficulties (National Autistic Society, 2022).
Acronyms and Abbreviations
· ASD – autism spectrum disorder
· NICE – National Institute for Health and Care Excellence
· NHS – National Health Service
· SEND – Special Educational Needs and Disabilities
· EHCP – Education, Health, and Care Plan
These terms and acronyms will be used consistently throughout the dissertation to ensure clarity for the reader. 
  
1.3 Rationale for Research 
 The choice of this research topic reflects the growing recognition of the challenges families encounter when seeking autism support for their children. Despite policy commitments, such as the Autism Act 2009 and the NHS Long Term Plan (2019), which emphasise earlier diagnosis and improved access to care, many families continue to face systemic barriers (Department of Health and Social Care, 2021). Reports suggest that children often wait months, or even years, for diagnostic assessments, which in turn delays access to therapies and educational support (Emerson et al., 2021).
Existing research highlights several issues, including regional inequalities in provision, lack of training for professionals, and inadequate cultural awareness when working with families from minority ethnic groups (Crane et al., 2016; Green et al., 2020). Parents often describe feeling dismissed by professionals or left without guidance after diagnosis, leaving them to navigate complex referral systems alone (Locke et al., 2022). These difficulties can have significant impacts, not only on children’s developmental progress but also on parental wellbeing and family stability (Russell et al., 2019).
While there is growing literature on autism diagnosis and intervention, there is less focus on the lived experiences of parents in accessing support, particularly for children under 12. This research aims to address that gap by synthesising evidence on the barriers families face, and by exploring how these barriers affect access to early and effective support. The findings could help inform policy and practice, ensuring that autism services become more responsive to the needs of diverse families.






1.4 Aim and Objectives 
Research Aim
This research aims to explore the barriers parents face in accessing autism support services for children under 12 in the UK, with the goal of identifying challenges and suggesting improvements for more inclusive and accessible provision.
Research Objectives
· Objective 1: Define and examine the autism support services currently available for children under 12 in the UK, including their scope and providers.
· Objective 2: Analyse the challenges parents encounter when accessing these services, such as waiting lists, referral processes, and cultural barriers.
· Objective 3: Evaluate the extent to which existing support services meet the needs of families, considering differences across communities and settings.
· Objective 4: Provide evidence-based recommendations on how access to support could be improved, particularly for underrepresented groups or those facing additional barriers.
 
1.5 Conclusion  
This chapter has introduced the topic of autism support services in the UK, highlighting the importance of early intervention and the difficulties many families face in accessing support. Key definitions and acronyms have been clarified, the rationale for the research has been explained, and the overall aim and objectives of the research have been set out.
The next chapter will present a detailed literature review. It will critically examine existing studies and policy documents on autism support, exploring what is currently known about service provision and barriers to access. This review will form the foundation for analysing the gaps and challenges that this research seeks to address.
CHAPTER 2 – Background Information and Analysis 
 
2.1 Introduction 
  The purpose of this chapter is to provide a contextual foundation for the study by examining the historical, theoretical, international, and national dimensions of autism support services. A strong background review is essential to situate the research within the broader field and to understand how contemporary barriers to accessing support for children under 12 in the UK have evolved. The chapter begins by outlining the historical development of autism as a diagnosis and the progression of support systems. It then considers key theoretical frameworks that inform current practice, followed by a review of international approaches to autism support. The discussion then narrows to the national and local UK context, highlighting policies and initiatives that have shaped service delivery. Together, these sections provide the foundation for analysing the barriers that parents face, while also demonstrating the significance of the research in relation to wider debates. 
 
2.2 Historical Background 
  Autism was first described in a clinical context by Leo Kanner in 1943, who characterised it as a profound developmental disorder marked by difficulties in social interaction and communication, alongside repetitive behaviours (Kanner, 1943). Around the same time, Hans Asperger in Vienna described a milder form of the condition later referred to as Asperger’s Syndrome (Wing, 1981). For much of the mid-20th century, autism was poorly understood and often misdiagnosed as childhood schizophrenia or behavioural disturbance (Volkmar and Klin, 2005). This limited understanding meant that many children did not receive targeted support and were often excluded from mainstream education.
The publication of successive editions of the Diagnostic and Statistical Manual of Mental Disorders (DSM) and the International Classification of Diseases (ICD) gradually refined the diagnostic criteria for autism, recognising it as a spectrum condition (APA, 2013). These changes marked a major step in broadening the concept of autism beyond narrow definitions and contributed to rising diagnosis rates worldwide (Russell et al., 2019).
In the UK, early efforts to provide support for autistic children were driven by voluntary organisations such as the National Autistic Society, founded in 1962, which campaigned for recognition and specialist provision (National Autistic Society, 2022). The passage of the Autism Act in 2009 represented a significant policy milestone, being the first piece of legislation in England dedicated to autism. It placed duties on local authorities and health services to improve planning and service delivery (Department of Health and Social Care, 2010). Subsequent strategies, including the 2014 statutory guidance and the 2021–2026 National Autism Strategy, have emphasised earlier identification and better support for children and families (DHSC, 2021).
Despite these developments, historical inequities continue to shape current provision. Long waiting times for diagnostic assessments, inconsistent service delivery across regions, and limited follow-up support reflect enduring structural challenges (Crane et al., 2016). Understanding this historical evolution is crucial for analysing why present-day barriers persist and how they might be addressed.
  
2.3 Theoretical Background 
 
The study of autism support services is underpinned by several theoretical frameworks that influence policy and practice.
One influential perspective is the medical model of disability, which views autism primarily as a disorder requiring diagnosis and treatment. This model has shaped clinical approaches, focusing on interventions to reduce symptoms or improve functioning (Oliver, 1990). While this perspective has enabled the development of evidence-based interventions such as Applied Behaviour Analysis (ABA) and speech and language therapy, it has been criticised for pathologizing autism and overlooking individual strengths (Milton, 2012).
By contrast, the social model of disability argues that disability arises not from an individual’s impairment but from societal barriers and lack of accommodations (Shakespeare, 2013). Applied to autism, this model highlights how inaccessible systems, negative attitudes, and rigid educational structures create disadvantage. The model has influenced inclusive education policies and parental advocacy for reasonable adjustments within schools (Norwich, 2014).
More recently, the neurodiversity paradigm has gained prominence. This approach views autism as a natural variation in human cognition, emphasising acceptance, strengths-based support, and the reduction of stigma (Singer, 2016). Advocates argue that neurodiversity offers a more empowering framework for understanding autism, although some critics note that it may underplay the challenges faced by individuals with high support needs (Jaarsma and Welin, 2012).
Bronfenbrenner’s ecological systems theory (1979) is also useful in understanding the context of autism support. This model suggests that a child’s development is influenced by multiple layers of interaction, from family and school to wider policy and cultural systems. Research applying this theory has shown that parental experiences of navigating autism services are shaped not only by healthcare systems but also by broader socioeconomic and cultural factors (Zuckerman et al., 2015).
In practice, a combination of these frameworks influences UK autism support. For example, clinical guidelines such as NICE adopt a medical lens, while education policies reflect elements of the social model. Critically, however, there remains tension between deficit-based approaches and inclusive, strengths-based perspectives. This debate informs much of the current discussion about how services should evolve to better meet family needs. 
 
2.4 International Context 
  Globally, approaches to autism support vary widely, reflecting differences in healthcare systems, cultural attitudes, and resources.
In the United States, the Individuals with Disabilities Education Act (IDEA) mandates that children with autism are entitled to free and appropriate public education, with Individualised Education Programs (IEPs) outlining tailored support (U.S. Department of Education, 2019). While this framework has promoted inclusion, disparities remain in diagnosis and service access, particularly for minority and low-income families (Zuckerman et al., 2017).
Scandinavian countries are often cited as models of early intervention and inclusion. For instance, Sweden provides universal child health services that incorporate developmental screening, enabling earlier detection of autism and referral to specialised support (Gillberg, 2010). Similarly, Norway invests heavily in early intervention programmes and offers state-funded support for families (Bakken et al., 2019).
In Australia, the National Disability Insurance Scheme (NDIS) introduced in 2013 has transformed autism support by providing individualised funding packages for therapies and interventions (Bonyhady, 2019). However, critics argue that access is uneven and families in rural areas struggle to find qualified providers.
In contrast, many developing countries face significant challenges in providing autism support. Limited awareness, stigma, and lack of trained professionals mean that children are often undiagnosed or excluded from education (WHO, 2013). For example, in parts of sub-Saharan Africa, families may rely on informal networks or non-governmental organisations due to the absence of state provision (Franz et al., 2017).
These international examples highlight that while progress has been made globally, barriers to access are not unique to the UK. Lessons from other contexts, particularly in early intervention and inclusive education, may inform future improvements in UK practice. 
 
 
2.5 National/Local UK Context 
  In the UK, autism support for children is shaped by a complex mix of health, education, and social care systems. At the national level, the Autism Act 2009 and subsequent national strategies set out commitments to improving diagnosis, service provision, and awareness. The NHS Long Term Plan (2019) further emphasises reducing waiting times and expanding community-based support (NHS England, 2019).
Education policy plays a crucial role, with the Special Educational Needs and Disability (SEND) Code of Practice (2015) providing statutory guidance on how schools should identify and support children with autism. The introduction of Education, Health and Care Plans (EHCPs) aimed to provide more coordinated support across services. However, research shows that parents often find the process of securing an EHCP lengthy and stressful, with significant regional variation in provision (Adams et al., 2017).
Local authorities have responsibility for commissioning services, leading to inconsistencies across regions. Some councils have developed innovative initiatives, such as specialist autism outreach teams in schools, while others struggle due to budget constraints (House of Commons Education Committee, 2019). The National Autistic Society (2022) has highlighted “postcode lotteries” in service availability, with families in certain areas waiting years for diagnostic assessments.
Cultural factors also play a role in shaping access to services. Families from minority ethnic backgrounds report difficulties due to language barriers, stigma, or lack of culturally appropriate information (Crane et al., 2016). In addition, socioeconomic status can influence access, with more affluent families often better able to navigate complex systems and secure private assessments when public services are delayed (Emerson et al., 2021).
The UK context demonstrates both progress and persistent challenges. While policies and legislation provide a framework for support, implementation on the ground remains uneven, leaving many families struggling to obtain timely and effective help.

 
2.6 Conclusion 
  This chapter has outlined the historical, theoretical, international, and national contexts of autism support. Historically, autism has shifted from being poorly understood to a recognised spectrum condition, with legislation such as the Autism Act 2009 marking policy progress. Theoretically, the interplay between medical, social, and neurodiversity frameworks continues to influence how autism is understood and how services are delivered. Internationally, there are lessons to be learned from countries that prioritise early intervention and individualised funding, while also recognising that many nations face severe resource limitations. Within the UK, national strategies and policies exist but are inconsistently applied, leading to significant barriers for parents seeking support.
The insights gained from this chapter provide the foundation for the next stage of the research: the methodology. By situating the study within its broader historical and policy context, the research is better positioned to explore the barriers families face in accessing autism support, and to identify potential areas for reform.
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CHAPTER 3 – Methods and Search Strategy
3.1 – Introduction
This chapter outlines the methodological approach used in conducting this dissertation. The research is based on secondary, desk-based methods, drawing upon existing academic literature, policy documents, and professional guidelines. As no primary data collection was undertaken, the approach focused on reviewing and synthesising credible sources to explore the barriers parents face in accessing autism support services for children under 12 in the UK.
The academic methodology poster previously provided a visual overview of this approach. However, this chapter expands upon each component, including the search strategy, validation of sources, inclusion and exclusion criteria, and thematic coding process. Establishing a clear methodological framework ensures transparency and reliability, allowing the reader to understand how evidence was gathered and interpreted. Importantly, the methods used in this chapter underpin the thematic findings presented in Chapter 4, forming the bridge between the research aim and the discussion of results.

3.2 – Search Strategy 
A structured search strategy was developed to identify high-quality and relevant sources. Keywords were drawn directly from the research question, including terms such as “autism support services,” “barriers,” “parents,” “children under 12,” and “UK.” Synonyms and related terms were also considered, such as “autism spectrum disorder (ASD),” “access to services,” “diagnostic pathways,” and “health inequalities.”
Boolean operators (AND, OR, NOT) were used to combine these terms and refine results. For example, searches such as “autism AND support services AND UK” or “barriers OR challenges AND parents AND autism AND children” allowed for greater precision. NOT was applied to filter out unrelated topics, such as adult autism services, which were beyond the scope of this dissertation.
The process was recorded systematically in a search log, where search terms, databases used, and results obtained were documented. This structured approach ensured consistency and helped refine searches when initial results were either too broad or too narrow.
3.3– Searching for Information
Multiple academic databases and platforms were used to identify relevant literature. Google Scholar and PubMed were central, given their extensive coverage of peer-reviewed articles in health and social sciences (Martín-Martín et al., 2018). The UWTSD Library catalogue was also utilised, providing access to journals such as the British Journal of Special Education and Autism. Additionally, trusted websites, including the National Institute for Health and Care Excellence (NICE) and NHS Digital, were consulted to access policy documents and clinical guidelines.
Filters were applied to narrow down results. The search was limited to studies published from 2014 onwards to ensure currency, reflecting recent changes in UK autism policy and service provision. Only peer-reviewed journal articles, government reports, and professional guidelines were included to maintain credibility. When possible, results were restricted to UK-based studies, although international research was considered where it provided transferable insights.
The search process was iterative. Initial searches produced a high volume of results, many of which were too general or focused on adult populations. To refine this, search terms were adjusted to include “children,” “under 12,” and “early intervention.” In addition, specific combinations such as “waiting times AND autism diagnosis UK” were employed to target barriers highlighted in the literature. A tracking table was used to record retrieved sources, summarise key findings, and prevent duplication. This table has been included in the appendix for transparency.
3.4– Research Validation
Ensuring the reliability and validity of sources was a key priority. Each article was initially skimmed by reading the title, abstract, introduction, and conclusion to assess its relevance to the research question. This allowed for rapid screening before deeper engagement.
The CRAAP test (Currency, Relevance, Authority, Accuracy, Purpose) was applied as a formal framework to evaluate quality (Blakeslee, 2014). Priority was given to recent (post-2014) peer-reviewed publications that directly addressed barriers to autism support services for children. Sources from reputable publishers or professional organisations, such as NICE or the National Autistic Society, were considered authoritative.
For example, when reviewing Russell et al. (2019), the study’s UK context and robust methodology increased confidence in its relevance, whereas older studies or those focused exclusively on adult services were excluded. By applying these validation techniques, the final body of literature included only those sources most appropriate to the dissertation’s aim and objectives.

3.5- Inclusion and Exclusion Criteria 
Clear inclusion and exclusion criteria were developed to maintain focus and quality.
Inclusion criteria were:
· Peer-reviewed journal articles published from 2014 onwards.
· UK-based studies, or international research with clear relevance to UK contexts.
· Sources focusing on children under 12, parents, and barriers to autism services.
· Official guidelines or reports (e.g., NICE, NHS, Department of Health, and Social Care).
Exclusion criteria included:
· Non-academic sources such as opinion blogs or newspaper articles.
· Research published before 2014.
· Studies focused exclusively on adults with autism.
· Articles not written in English.
These criteria ensured that the review was contemporary, evidence-based, and directly aligned with the dissertation’s scope.
3.6– Analysing Research 
The analysis followed a thematic coding approach, widely used in qualitative research to identify and organise recurring patterns (Nowell et al., 2017). Each article was reviewed in detail, and initial codes were generated based on recurring ideas such as “waiting times,” “diagnostic challenges,” “parental stress,” “cultural barriers,” and “geographical inequalities.”
These codes were then grouped into broader themes that corresponded with the research objectives. For instance, “waiting times” and “referral delays” were combined into a theme of “systemic barriers,” while “language difficulties” and “lack of cultural awareness” were categorised under “sociocultural barriers.”
Summary of Thematic Coding and Key Findings
	Author & Year
	Purpose of Study
	Key Findings
	Initial Codes
	Final Theme

	Crane et al. (2016)
	UK parents’ experiences of autism diagnosis
	Lengthy delays; parents felt dismissed; lack of follow-up
	Long waiting times; dismissed concerns; inconsistent support
	Systemic Barriers

	Russell et al. (2019)
	Prevalence & service access in UK families
	Limited support; families dissatisfied with services
	Limited provision; service gaps
	Systemic Barriers


	Tick et al. (2021)
	UK diagnostic pathway review
	Workforce pressure; inconsistent referral routes
	Staff shortages; varied pathways
	Systemic Barriers

	Roman-Urrestarazu et al. (2021)
	Ethnicity & diagnosis across 7M children
	Ethnic minority children diagnosed later
	Ethnic inequality; delayed diagnosis
	Sociocultural Barriers

	Lai et al. (2020)
	Parental stress & mental health
	High anxiety/depression in parents of autistic children
	Parental strain; mental health impact
	Parental Experiences



	Keen et al. (2021)
	Culturally adapted parent support
	Improved engagement when support is tailored culturally
	Engagement rises with cultural support
	Sociocultural / Parental




3.7– Ethical Considerations 
As this dissertation is based on secondary research, no primary data collection was undertaken, and therefore issues such as informed consent or participant confidentiality were not applicable. However, ethical considerations remained essential.
Academic integrity was maintained by citing all sources accurately and using the Harvard referencing style consistently. Paraphrasing was applied carefully to avoid plagiarism, while direct quotations were used sparingly and only where necessary. Additionally, transparency was prioritised by documenting search strategies and decision-making processes, ensuring that the research could be replicated.
Finally, care was taken to present the literature fairly, without bias towards a single perspective. By critically engaging with diverse sources, the analysis remains credible and balanced.

3.8 – Chapter Conclusion
This chapter has outlined the methods used to identify, evaluate, and analyse literature relevant to the research question. A structured search strategy, supported using Boolean operators and filters, ensured that only credible and contemporary sources were included. Validation methods, such as the CRAAP test, strengthened the reliability of the evidence base. The use of inclusion and exclusion criteria maintained a clear focus on barriers to autism support for children under 12 in the UK.
The thematic coding approach provided a systematic way of analysing data, enabling the identification of recurring themes across the literature. These themes form the basis for Chapter 4, which will present the findings in detail, organised around the key barriers identified.
CHAPTER 4 – Findings and Discussion 

4.1 – Introduction 
This chapter presents the findings of the dissertation through a thematic analysis of secondary literature, with the aim of answering the research question: What barriers do parents face when accessing autism support services for children under 12 in the UK? The findings are structured into three themes which emerged from the reviewed literature: (1) systemic and structural barriers, (2) sociocultural and economic barriers, and (3) parental experiences and emotional impact. Each theme is critically discussed in relation to existing research, policy frameworks, and theoretical perspectives. The discussion highlights both the recurring challenges and the variations identified across different communities and service contexts. By adopting this thematic approach, the chapter not only identifies obstacles faced by parents but also demonstrates how these barriers intersect, reinforcing inequalities in access to autism support.
4.2 – Thematic Analysis  
Thematic analysis is a method used to identify, interpret, and report recurring patterns within qualitative data (Braun & Clarke, 2019). Although often applied to primary research such as interviews, it is also recognised as a valuable approach in secondary research when reviewing existing studies (Nowell et al., 2017). It provides a systematic framework for organising findings and ensuring that key themes are supported by evidence. In this dissertation, thematic analysis was applied to the reviewed literature gathered in Chapter 3, using coding to identify recurrent issues and categorise them into broader themes.
The process involved reading each source closely, highlighting repeated ideas such as waiting times, diagnostic delays, language barriers, financial constraints, and parental stress. These were then grouped into broader categories which became the final themes. For example, “waiting times” and “fragmented referral pathways” were coded under the theme of systemic and structural barriers, while “language barriers” and “socio-economic inequalities” informed the theme of sociocultural and economic barriers. Issues relating to family stress, feelings of isolation, and struggles navigating support systems were grouped into parental experiences and emotional impact.
By using thematic analysis in this way, the literature was not simply summarised but instead organised into a framework that reflects the complexity of barriers faced by parents. The next sections explore each theme in depth, supported by evidence from recent studies, policies, and theoretical perspectives.

4.3 – Theme 1 Systemic and Structural Barriers
Systemic and structural barriers refer to the challenges within health, education, and social care systems that hinder families from accessing timely and appropriate autism support. These barriers often stem from institutional processes such as long waiting lists, fragmented referral pathways, and a lack of coordinated service delivery across sectors (Russell et al., 2019). In the UK, autism support services are delivered through a combination of the NHS, local authorities, and schools, yet research consistently shows that parents encounter delays and inconsistencies at every stage of the process (Crane et al., 2016; Tick et al., 2021).
For children under 12, these barriers are particularly concerning because early intervention is strongly associated with improved developmental outcomes (NICE, 2021). However, the gap between policy recommendations and practical delivery often leaves families waiting years for a diagnosis and further support. This delay undermines the purpose of early intervention and contributes to worsening stress for both children and parents (Moula et al., 2021).
Historical and Policy Background
Historically, autism was poorly recognised within UK policy, but developments such as the Autism Act 2009 and the statutory guidance that followed marked a turning point. These policies require local authorities and NHS bodies to provide services for autistic people (Department of Health, 2010). More recently, the National Strategy for Autistic Children, Young People and Adults (Department of Health and Social Care, 2021) set out ambitions for earlier identification, improved staff training, and better post-diagnostic support. Despite these frameworks, studies suggest that implementation has been inconsistent, leading to a “postcode lottery” in service provision (Rutherford et al., 2016; Larkins et al., 2022).
The SEND Code of Practice (2015) further aimed to ensure that children with special educational needs and disabilities (SEND) receive coordinated educational, health, and care support. Yet parents often report that Education, Health, and Care Plans (EHCPs) are difficult to obtain, and schools sometimes lack resources to provide the recommended adjustments (Curran et al., 2018). This demonstrates how systemic barriers are not only linked to healthcare but also extend into education and social support structures.
Statistical Evidence
Quantitative evidence highlights the extent of systemic challenges. A recent UK study found that the average waiting time for a child’s autism assessment exceeded 16 months, with some families waiting over three years (Campbell et al., 2022). These delays directly contradict NICE (2016) guidance, which recommends that assessments should be completed within three months of referral. Furthermore, the National Autistic Society (2021) reported that 74% of parents felt they had to “fight” for their child to receive a diagnosis and appropriate support. Such figures illustrate that systemic barriers are not isolated cases but widespread across the UK.
The delays are also compounded by workforce shortages. According to the Royal College of Psychiatrists (2021), child and adolescent mental health services (CAMHS) have faced sustained underfunding, resulting in insufficient staffing to meet demand. This shortage directly contributes to waiting lists and limits the capacity for follow-up interventions.
Impact on Research Question
Systemic barriers are central to understanding why parents struggle to access autism support for children under 12. They not only delay diagnosis but also prevent families from benefiting from early interventions. For many parents, navigating the system becomes a time-consuming and exhausting process, often requiring repeated requests, appeals, and complaints before services are provided (Locke et al., 2022). These experiences align directly with the aim of this dissertation, as they highlight how institutional structures can obstruct families’ ability to obtain timely and effective support.
Theoretical Framework
Bronfenbrenner’s ecological systems theory provides a useful lens to interpret systemic barriers. The model suggests that children’s development is influenced by multiple interacting systems, including the microsystem (family and school), mesosystem (relationships between settings), exosystem (local services), and macrosystem (wider policy and cultural context) (Bronfenbrenner, 1994). In the case of autism services, systemic barriers often emerge at the exosystem level, where institutional policies and practices shape the accessibility of resources. A lack of coordination between systems (e.g., health and education) disrupts the mesosystem, further complicating families’ experiences.
Positive and Negative Implications
On the one hand, systemic reforms such as the SEND Code of Practice and the National Autism Strategy demonstrate growing recognition of the need for coordinated services. Parents in some local areas report improvements, including shorter waiting times and more accessible post-diagnostic support groups (Crane et al., 2016). On the other hand, the persistence of lengthy delays and fragmented services highlights ongoing weaknesses. Without adequate funding and staffing, policy ambitions risk remaining symbolic rather than practical (Tick et al., 2021).
Examples from Reviewed Articles
Crane et al. (2016) examined the experiences of over 1,000 UK parents and found that systemic delays were the most frequently reported barrier to accessing support. Parents described feeling that their concerns were dismissed by professionals and that referral pathways were unnecessarily complex. Similarly, Russell et al. (2019) highlighted that even after diagnosis, many families experienced limited follow-up, with services failing to meet ongoing needs. Campbell et al. (2022) provided quantitative support for these concerns by documenting significant diagnostic delays across the country. These studies collectively illustrate that systemic barriers remain a consistent obstacle for families and demonstrate the practical challenges that underpin this theme.
Interconnections with Other Themes
Systemic and structural barriers are linked to the other themes identified in this dissertation. For example, families from ethnic minority backgrounds may experience even greater delays due to additional cultural and language barriers, which will be discussed in Theme 2. Similarly, the stress associated with navigating fragmented systems contributes directly to parental emotional strain, the focus of Theme 3. This demonstrates that systemic challenges cannot be considered in isolation but are part of an interconnected web of obstacles.

4.4 – Theme 2 Sociocultural and Economic Barriers
Definition and Context
Sociocultural and economic barriers refer to the influence of family background, cultural norms, language, and socio-economic status on access to autism support. While systemic barriers such as waiting times affect most families, evidence suggests that children from minority ethnic and lower-income households face additional difficulties in obtaining a diagnosis and accessing appropriate services (Crane et al., 2016; Eilenberg et al., 2016). These barriers often arise from mismatches between service provision and the diverse needs of families, creating inequalities in care.
For example, a lack of culturally sensitive practice can result in professionals misinterpreting parental concerns or failing to recognise developmental differences across diverse cultural contexts (Keen et al., 2021). Likewise, socio-economic disadvantage can limit parents’ ability to pursue private assessments, attend appointments, or advocate effectively for their children (Arora et al., 2018).
Historical and Policy Background
The UK has made commitments to promoting equality through legislation such as the Equality Act 2010, which protects against discrimination based on race, disability, and socio-economic factors. The SEND Code of Practice (2015) also emphasises that children from minority backgrounds should receive equal access to support. Nevertheless, studies continue to highlight disparities in diagnosis and service access. For instance, Roman-Urrestarazu et al. (2021) found that children from minority ethnic backgrounds were diagnosed later and were less likely to receive follow-up services compared to their White peers.
Language barriers represent another long-standing challenge. Even with translation services, parents who are not fluent in English may struggle to communicate complex developmental concerns or navigate service systems (Jegatheesan et al., 2018). Although NHS policy requires the provision of interpreting services, in practice these are inconsistently available, leaving families at risk of being excluded from decision-making (Ali et al., 2022).
Statistical Evidence
Quantitative research demonstrates the scale of these inequalities. A study by Campbell et al. (2022) reported that families from lower socio-economic groups were more likely to wait longer than average for an autism diagnosis. Similarly, Lindsay et al. (2019) found that parents from ethnic minority backgrounds were less likely to report satisfaction with services, citing cultural misunderstanding and limited awareness of autism within their communities as key issues.
Economic disparities also affect access to private assessments, which some families turn to bypass NHS waiting lists. However, with costs often exceeding £2,000, this option is inaccessible for low-income households (Larkins et al., 2022). Consequently, socio-economic inequality directly influences the timeliness and quality of support.
Impact on Research Question
Sociocultural and economic barriers directly address the dissertation’s aim of exploring obstacles parents face in accessing support. Families from diverse backgrounds often experience compounded challenges, where systemic issues such as long waiting lists are worsened by financial constraints or cultural misunderstandings. These barriers highlight that access to autism services is not uniform but shaped by broader social inequalities, raising important questions about equity and fairness in UK provision.
Theoretical Framework
Health inequality theories, such as Graham’s (2014) social determinants of health model, provide a framework for understanding how social and economic conditions influence health outcomes. Within autism services, socio-economic disadvantage and cultural marginalisation act as determinants that restrict access to timely and effective support. In addition, cultural competence theory emphasises the importance of tailoring healthcare to the cultural needs of diverse populations (Betancourt et al., 2016). Evidence suggests that when services fail to adopt culturally competent practices, families are more likely to disengage, further widening disparities.
Positive and Negative Implications
One positive implication is that awareness of inequality has grown in recent years, with initiatives aimed at improving inclusivity in autism services. For instance, NHS England (2021) introduced strategies to improve community outreach and reduce health disparities. Some local services have also developed culturally specific support groups for parents, which have been shown to improve engagement and satisfaction (Keen et al., 2021).
However, negative implications remain significant. Persistent disparities risk creating a two-tier system where privileged families can secure faster support through private routes, while disadvantaged families face delays and limited resources. This not only undermines principles of fairness but also perpetuates cycles of disadvantage, as children who miss early interventions may require more intensive support later in life (Lai et al., 2020).
Examples from Reviewed Articles
Crane et al. (2016) identified that families from minority ethnic backgrounds frequently reported difficulties in having their concerns taken seriously by professionals. This study highlighted that stereotypes and a lack of cultural awareness among practitioners contributed to delayed diagnoses. Eilenberg et al. (2016) similarly reported that socio-economic disadvantage was associated with reduced service access and poorer satisfaction. More recently, Lindsay et al. (2019) found that parents from ethnic minority groups described services as unresponsive and insensitive to their needs, which led to feelings of exclusion.
In contrast, Keen et al. (2021) presented examples of good practice, where culturally adapted parent training programmes improved engagement and outcomes for families from diverse backgrounds. These examples show that while barriers persist, targeted interventions can make services more inclusive.
Interconnections with Other Themes
Sociocultural and economic barriers overlap with systemic challenges and parental experiences. For example, while all families may face long waiting times (Theme 1), those from lower socio-economic groups have fewer resources to manage these delays, increasing stress and frustration (Theme 3). Similarly, cultural misunderstandings not only delay diagnosis but also intensify parents’ emotional burden by leaving them feeling dismissed or marginalised. This interconnectedness demonstrates that barriers must be understood as overlapping rather than isolated.

4.5 – Theme 3 Parental Experiences and Emotional Impact
Definition and Context
Parental experiences and emotional impact refer to the lived realities of parents as they attempt to navigate autism services for their children. Beyond systemic and cultural barriers, parents often describe the process as emotionally draining, with feelings of stress, frustration, and isolation being widely reported (Locke et al., 2022). Research shows that the responsibility of advocating for a child with autism in the UK often falls heavily on parents, who must repeatedly push for assessments, educational support, and interventions (Lai et al., 2020).
This theme is crucial to understanding the wider consequences of service barriers. While delays and inequities affect children’s developmental opportunities, they also profoundly shape parental well-being, family relationships, and the overall capacity of households to cope with the demands of raising a child with additional needs.
Historical and Policy Background
Parental experiences have become a focus of both research and policy in recent years. The Autism Act (2009) and the National Autism Strategy (Department of Health and Social Care, 2021) recognise the importance of supporting families alongside autistic individuals. Guidance documents, including NICE recommendations (2016), stress the need for parent training and post-diagnostic support. However, many parents still report that once a diagnosis is given, ongoing services are limited or inconsistent, leaving them to “fill the gap” themselves (Moula et al., 2021).
Parental stress is not a new finding, but what has become more evident in contemporary research is the extent to which families feel they must “battle” the system. Rutherford et al. (2016) note that parents frequently describe adversarial relationships with schools or health services, where they are forced to contest decisions or appeal for resources. This sense of conflict exacerbates stress and undermines trust in services.
Statistical Evidence
Several studies provide quantitative insight into the parental experience. The National Autistic Society (2021) reported that 70% of parents felt they were not adequately supported during the diagnostic process, while 60% described the overall system as “not working well” for their families. Locke et al. (2022) found that parents commonly reported feelings of being ignored or dismissed, with 55% stating that professionals failed to take their concerns seriously in the initial stages of seeking help.
Stress and mental health challenges are also well documented. A survey by Lai et al. (2020) showed that parents of autistic children are at significantly higher risk of anxiety and depression compared to parents of neurotypical children. This highlights that barriers to support are not only practical but also contribute directly to poorer parental well-being.
Impact on Research Question
This theme relates to the dissertation’s aim, as it demonstrates how barriers in accessing autism support extend beyond logistical challenges and into the lived experience of families. Even when services exist, if parents feel unsupported, ignored, or emotionally overwhelmed, the effectiveness of those services is diminished. By centring parental experiences, this theme underscores the human cost of systemic and sociocultural barriers and shows why reform is urgently needed.
Theoretical Framework
Bronfenbrenner’s ecological model again provides a useful perspective, as parental stress occurs within the microsystem and mesosystem, where family life interacts with schools, health services, and community support (Bronfenbrenner, 1994). The family stress model (Conger et al., 2010) also applies here, suggesting that financial and systemic pressures lead to increased parental stress, which in turn affects family relationships and child outcomes. These frameworks highlight that barriers do not affect children in isolation but reverberate throughout family systems.
Positive and Negative Implications
A positive implication is that many parents demonstrate resilience and resourcefulness, often forming peer support groups, networks, and advocacy organisations (Keen et al., 2021). These networks can provide emotional support, practical advice, and a sense of solidarity that helps families cope with challenges. In some areas, schools and voluntary organisations have partnered with parents to create more collaborative approaches, improving trust and communication (Ali et al., 2022).
However, the negative implications remain widespread. Persistent stress can lead to parental burnout, reduce parents’ ability to work, and increase financial strain (Moula et al., 2021). Feelings of isolation are particularly severe among parents who lack extended family support or belong to communities where autism is stigmatised (Jegatheesan et al., 2018). In these contexts, parents may feel doubly excluded—both from services and from their own social networks.
Examples from Reviewed Articles
Locke et al. (2022) provided qualitative evidence that parents often felt unsupported, describing instances where their concerns were dismissed by professionals. Similarly, Lai et al. (2020) reported that parents frequently experienced anxiety and depression because of ongoing struggles with services. Crane et al. (2016) found that parents consistently reported the process of securing support as adversarial, with some describing it as a “constant battle.”
In contrast, Keen et al. (2021) highlighted that culturally adapted parent programmes improved parents’ feelings of competence and satisfaction, suggesting that interventions tailored to families’ needs can mitigate some of the emotional burden. These examples show both the challenges parents face and the potential for improved practices to make a difference.
Interconnections with Other Themes
Parental experiences are intricately connected to systemic and sociocultural barriers. For example, the stress of waiting years for a diagnosis (Theme 1) is compounded when families cannot afford private assessments or face cultural misunderstandings (Theme 2). These combined pressures intensify parental emotional strain, demonstrating the interconnectedness of all three themes. Systemic inefficiencies and social inequalities converge to shape how parents experience the process of seeking support for their children.

4.6 – Chapter Conclusion
This chapter has presented the findings of the dissertation through a thematic analysis of secondary literature. Three key themes were identified: systemic and structural barriers, sociocultural and economic barriers, and parental experiences and emotional impact. The discussion showed that while policy frameworks such as the Autism Act 2009, the SEND Code of Practice (2015), and the National Autism Strategy (2021) have created a foundation for improved services, the reality for many families remains one of delayed diagnoses, fragmented provision, and inequitable access.
Systemic barriers such as long waiting lists and workforce shortages persist across the UK, undermining the principle of early intervention. These challenges are compounded for families from minority and low-income backgrounds, who face additional sociocultural and economic obstacles. The lived experiences of parents further highlight the human cost of these barriers, with many describing the process as emotionally draining and adversarial.
Overall, the findings demonstrate that barriers are interconnected rather than isolated, with systemic, social, and emotional challenges reinforcing one another. Addressing these issues requires not only policy reform but also practical improvements in service delivery, cultural competence, and family-centred support.
The following chapter will evaluate the implications of these findings, offering recommendations for improving autism services and reducing inequalities in access for children under 12 and their families.
	Author(s) & Year
	Country Setting
	Purpose of Study
			Key findings 






	Initial Codes (Examples)
	Final Theme

	Crane et al. (2016)
	UK
	Explore UK parents’ experiences of autism diagnosis
	Long diagnostic delays; parents felt concerns were dismissed; limited follow-up support after diagnosis
	Long waiting times; dismissed concerns; lack of follow-up
	Systemic and Structural Barriers

	Emerson et al. (2021)
	UK
	Examine inequalities in autism service provision
	Evidence of service gaps and unequal provision across UK population groups
	Service gaps; unequal provision
	Systemic and Structural Barriers

	Campbell et al. (2022)
	UK
	Assess waiting times for autism assessments
	Average waiting times exceeded recommended standards; some families waited over a year
	Extended waiting times; mismatch with NICE guidance
	Systemic and Structural Barriers

	Eilenberg et al. (2016)
	USA
		

	Investigate race and ethnicity in services for autistic children



	Racial and ethnic disparities in access to services and reported satisfaction
	Ethnic disparities; unmet need
	Sociocultural and Economic Barriers

	Roman-Urrestarazu et al. (2021)
	England
	Examine ethnicity and autism prevalence in 7 million schoolchildren
	Minority ethnic children diagnosed later and less likely to be recorded as autistic in school data
	Social disadvantage; delayed diagnosis
	Sociocultural and Economic Barriers

	Lai et al. (2020)
	International/UK
	Explore parental stress and wellbeing
	Parents of autistic children reported high levels of stress, anxiety and depression
	Parental stress; mental health impact
	Parental Experiences and Emotional Impact

	Moula et al. (2021)
	UK
	Explore parents’ experiences of diagnosis and post-diagnostic support
	Parents felt abandoned after diagnosis and uncertain about available support
	Feeling abandoned; unclear pathways
	Parental Experiences and Emotional Impact




CHAPTER 5 – Conclusion and Recommendations 
5.1 Overall Conclusion 
This dissertation set out to explore the barriers that parents face in accessing autism support services for children under 12 in the UK. Through a thematic analysis of secondary literature, three major themes were identified: systemic and structural barriers, sociocultural and economic barriers, and parental experiences and emotional impact.
The findings highlighted that systemic challenges remain the most consistent obstacle. Long waiting lists, limited resources, and fragmented referral systems continue to delay early intervention, despite policies such as the Autism Act (2009), SEND Code of Practice (2015), and the National Autism Strategy (2021). These barriers not only undermine the effectiveness of services but also increase pressure on families.
The research also revealed that access to autism support is shaped by wider social inequalities. Families from minority ethnic and lower-income backgrounds often face additional challenges, including cultural misunderstandings, language barriers, and financial constraints. These findings demonstrate that support is not evenly distributed across the UK and that disadvantaged families are most affected.
Finally, parental experiences emphasised the human cost of these barriers. Parents frequently reported elevated levels of stress, isolation, and frustration when seeking support, often describing the process as a “battle.” This demonstrates that systemic and social challenges directly influence parental well-being.
The research aims and objectives were therefore achieved: the dissertation defined current services, analysed challenges, evaluated how well they meet family needs, and provided evidence to inform practical recommendations. The following section outlines three recommendations for improving access and equity in autism support services.


5.2 – Recommendations 

5.2.1 Recommendation 1: Reduce Waiting Times and Improve Service Coordination
Rationale:
The most consistent finding in this dissertation was the issue of long waiting lists and fragmented services. Families frequently wait months or years for assessments, with delays undermining the principle of early intervention. Improved coordination across health, education, and social care services is necessary to ensure that support is timely and consistent.
Practical Approach:
· Introduce maximum waiting time targets for autism assessments (e.g., six months), backed by additional funding and staffing for diagnostic teams.
· Expand the role of multidisciplinary teams, bringing together professionals such as paediatricians, speech and language therapists, and educational psychologists to streamline referral pathways.
· Implement a national digital system where parents can track referrals and access information about services, improving transparency and reducing confusion.
Barriers and Limitations:
Workforce shortages and underfunding remain major obstacles. Recruiting and training additional specialists requires long-term investment. Coordination also requires cultural change within services, as siloed working has been deeply embedded in UK practice.
Overcoming Barriers:
· Introduce financial incentives to attract professionals into child development and autism services.
· Provide training for frontline staff on cross-sector collaboration.
· Pilot integrated service hubs in selected local authorities, then scale up nationally.

5.2.2 Recommendation 2: Increase Cultural Competence and Accessibility of Services
Rationale:
Sociocultural and economic inequalities remain a key barrier for families. Parents from minority ethnic backgrounds reported difficulties in being understood, while low-income families were disproportionately disadvantaged by private assessment costs. Services must therefore become more culturally competent and accessible.
Practical Approach:
· Provide mandatory cultural competence training for healthcare, education, and social care staff.
· Ensure translation and interpreting services are consistently available across the NHS and schools.
· Develop outreach programmes within minority communities to raise awareness of autism and available support.
· Expand funding for low-income families to cover travel costs and other expenses associated with appointments.
Barriers and Limitations:
Cultural competence training alone may not eliminate unconscious bias, and outreach programmes may initially face resistance in communities where autism is stigmatised. Financial support requires sustained funding at a time of budget pressures.
Overcoming Barriers:
· Monitor and evaluate cultural competence training to ensure it translates into practice.
· Partner with community leaders and organisations to improve trust and engagement.
· Integrate financial support into existing social welfare schemes to reduce costs of implementation.

5.2.3 Recommendation 3: Strengthen Post-Diagnostic and Family Support
Rationale:
Findings showed that parents often felt unsupported after diagnosis, experiencing isolation and stress. Providing families with accessible post-diagnostic services is essential to reduce emotional burden and improve long-term outcomes for both children and parents.
Practical Approach:
· Establish structured post-diagnostic pathways that include parent training, peer support groups, and mental health services.
· Increase funding for voluntary and community organisations that run family support networks.
· Embed family-centred approaches into schools and local authority provision, ensuring parents are treated as partners rather than passive recipients of services.
Barriers and Limitations:
Variation in local service provision risks creating further inequalities. Some areas may lack voluntary organisations to deliver support, and parents with multiple responsibilities may find it difficult to attend groups or training.
Overcoming Barriers:
· Provide digital support options (online parent training, virtual support groups) to increase flexibility.
· Create national minimum standards for post-diagnostic care to reduce geographical disparities.
· Encourage collaboration between statutory services and voluntary organisations to maximise reach.
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6.2 – Appendices 

Appendix A – Search Strategy Log
	Database / Source
	Search Terms / Boolean Strings
	Filters Applied
	Notes

	Google Scholar
	“Autism support services” AND parents AND “children under 12” AND UK
	2014–2025; English; peer-reviewed
	Identified core studies and recurring themes

	PubMed
	autism AND diagnosis AND “barriers to access” AND UK
	2014–2025
	Refined to child ASD pathways

	UWTSD Library Catalogue
	autism AND barriers AND “service access”
	UK, peer-reviewed
	Found SEND, CAMHS and EHCP-related studies

	NICE / DHSC / NHS England
	autism strategy; autism guidelines
	UK policy only
	Used for statutory and clinical guidance

	National Autistic Society
	[bookmark: _Int_M3V2Be6L]“Waiting times”; “diagnosis support”
	UK reports
	Provided parent-reported experiences


Appendix B – Inclusion and Exclusion Criteria
	Inclusion Criteria
	Exclusion Criteria

	2014–2025 publications
	Pre-2014 publications (unless historical context)

	UK-based or UK-relevant
	Non-UK studies without relevance

	Peer-reviewed journals
	Blogs, newspapers, opinion pieces

	Children under 12
	Adult-only autism research

	Parental experiences and barriers
	Intervention-only studies with no access information

	English language
	Non-English




	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	


Appendix c – CRAAP Test Example
Source Evaluated: Russell et al. (2019)
· Currency: Published 2019—current and relevant.
· Relevance: Linked to autism diagnosis trends and access.
· Authority: Peer-reviewed; reputable authors and journal.
· Accuracy: Transparent methodology; evidence based.
· Purpose: Inform policy and practice; not biased.

Appendix d – Ethical Considerations Statement
This dissertation used secondary data only, so no participant involvement occurred. Ethical integrity was maintained by:
· Using publicly available sources
· Correct Harvard referencing
· Avoiding plagiarism
· Presenting findings accurately and respectfully
No formal ethical approval was required.
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