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1.1 Introduction
In March 2026, more than 270,000 people were waiting for an autism assessment in England. Around nine in ten had waited longer than the 13-week period recommended by the National Institute for Health and Care Excellence (NICE) (National Autistic Society, 2026; NICE, 2017; Russell et al., 2025). These figures show that delayed autism diagnosis remains a serious problem for health and social care services. Long waiting times may affect children’s wellbeing, development and access to suitable support.
Autism Spectrum Disorder (ASD) is a neurodevelopmental condition. It affects how a person communicates, interacts with others and experiences the world. Autistic people may also have restricted or repetitive behaviours and interests (World Health Organisation (WHO), 2022).
This dissertation examines the extent to which delayed autism diagnosis affects the wellbeing and development of children and their families in the United Kingdom (UK). It reviews existing evidence, identifies gaps in current knowledge and makes recommendations to improve autism assessment and support services.
The dissertation is organised into five chapters. Chapter 2 reviews the literature, theories, policies and legislation related to delayed autism diagnosis. Chapter 3 explains the research methodology. Chapter 4 presents the main findings and themes. Chapter 5 discusses the findings, limitations and recommendations for future research and practice.
1.2 Definitions and Terminology
The following key terms are used throughout this dissertation:
· Autism Spectrum Disorder (ASD): A neurodevelopmental condition characterised by persistent difficulties in social communication and social interaction, together with restricted and repetitive behaviours and interests (World Health Organization (WHO), 2022; Bishop and Lord, 2023).
· Delayed autism diagnosis: For this dissertation, delayed diagnosis refers to children waiting longer than the time recommended by the National Institute for Health and Care Excellence (NICE) to begin an autism assessment (NICE, 2017).
· Psychological wellbeing: A person's emotional and mental health, including their ability to manage emotions, cope with challenges and function in everyday life (World Health Organization (WHO), 2022).
· Child development: The physical, cognitive, emotional and social changes that occur as a child grows (UNICEF, 2023).
· Family wellbeing: The emotional, social and psychological wellbeing of the family, including parental stress, family relationships and access to support (Crane et al., 2018).
1.3 Background to the Study and Current Context
Delayed autism diagnosis has been recognised as an important issue in UK health and social care for many years. Early diagnosis helps children and families access healthcare, education and specialist support sooner, leading to better outcomes (NICE, 2017; Crane et al., 2018).However, increasing demand for autism assessments has created pressure on diagnostic services, resulting in longer waiting times.
To provide an overview of the topic, Table 1 compares findings from earlier research with the current situation in the UK.
Table 1. Summary of the background and current context of delayed autism diagnosis in the UK









	Background (Past Research)
	Current Context (What's Happening Now)

	NICE (2017) recommends that children should begin the autism diagnostic process within 3 months of referral.
	More than 270,000 people were waiting for an autism assessment in England in March 2026, with around 9 in 10 waiting longer than the recommended timeframe (National Autistic Society, 2026).

	79% of autistic children were diagnosed after starting primary school, while 28% were not diagnosed until secondary school (Hosozawa et al., 2020).
	Demand for autism assessments continues to increase, placing pressure on NHS diagnostic services (National Autistic Society, 2026).

	Previous studies found that delayed diagnosis was linked to poorer emotional, behavioural and developmental outcomes (Avlund et al., 2021; Mandy et al., 2022).
	Differences in autism assessment services across the UK mean that access to diagnosis is not always equal (Parr et al., 2024).

	Earlier research showed that timely diagnosis improves access to education, healthcare and family support (NICE, 2017).
	Delayed diagnosis continues to affect children's access to support, showing that further research and service improvement are still needed (National Autistic Society, 2026; Parr et al., 2024).


Source: Adapted from NICE (2017), Hosozawa et al. (2020), Avlund et al. (2021), Mandy et al. (2022), Parr et al. (2024) and the National Autistic Society (2026).
Table 1 shows that delayed autism diagnosis has remained a long-term challenge. Earlier research identified the importance of early diagnosis, while recent evidence shows that waiting times continue to increase. This highlights the need for further research to understand how delayed diagnosis affects children and their families and to identify ways to improve autism assessment services in the UK (Parr et al., 2024; Russell et al., 2025).
1.4 Rationale for the Research
Delayed autism diagnosis remains an important issue in UK health and social care. Although previous research has shown that delayed diagnosis can affect children's development and family wellbeing (Crane et al., 2018; Mandy et al., 2022), long waiting times continue to be reported. This study is important because it brings together current evidence to improve understanding of how delayed diagnosis affects children and their families. The findings may also help inform future policy, practice and support services. The study may also help identify areas where future research is needed to improve autism assessment services and reduce diagnostic delays (NICE, 2017).
This dissertation uses secondary data from published academic studies, government reports and professional organisations. Using secondary data makes it possible to review evidence from a wide range of reliable sources and identify common findings across the literature. However, this approach also has limitations. It does not include new data collected from children, families or healthcare professionals, so the findings depend on the quality and availability of existing research. Despite this limitation, a secondary research approach is appropriate because it provides a broad overview of the topic, identifies gaps in the literature and highlights areas for future research.
1.5 Aim and Objectives
The following research aim and objectives are retained from the approved research proposal to ensure consistency throughout this dissertation.
Aim
This research aims to critically examine the extent to which delayed autism diagnosis affects the psychological wellbeing and developmental outcomes of children, as well as the impact on their families, within UK health and social care. Through a systematic review of peer-reviewed and policy literature, the study will evaluate the strength of existing evidence and identify gaps for future research.
Objectives
· To define what constitutes a 'timely' autism diagnosis under NICE guidelines and critically assess current waiting times across UK regions.
· To analyse current literature and evidence on how diagnostic delay affects children's mental health, social development, and educational access, while considering methodological limitations of existing studies.
· To evaluate, through thematic analysis, how delayed diagnosis affects family wellbeing, including parental stress, sibling relationships, and access to support, questioning whether these effects are directly caused by delay or by other factors.
· To provide evidence-based recommendations for reducing diagnostic waiting times and improving post-diagnostic support for families, identifying gaps where further research is needed.
1.6 Conclusion
This chapter has introduced the research topic and explained why delayed autism diagnosis is an important issue in UK health and social care. It has defined the key terms used throughout the dissertation, outlined the background and current context, explained the reason for the study, and presented the research aim and objectives.
The next chapter reviews the literature related to delayed autism diagnosis. It examines relevant theories, policies and legislation, evaluates current research, and identifies the main themes and gaps in the existing evidence. This provides the foundation for answering the research question.















2.1 Introduction
This chapter provides the background information needed to understand delayed autism diagnosis and its impact on the wellbeing and development of children and their families. It examines the historical development of autism diagnosis, the key theories that have shaped understanding of autism, and the international and United Kingdom (UK) context in which autism assessment and diagnosis take place (World Health Organisation (WHO), 2022; Bishop and Lord, 2023).
The chapter also explores how changes in diagnostic practice, legislation and healthcare policy have influenced current autism services within the UK and internationally (National Institute for Health and Care Excellence (NICE), 2017). Rather than presenting the findings of this dissertation, this chapter provides the historical, theoretical and contextual foundation needed to understand the research topic. This background will support the interpretation of the findings presented later in the dissertation and provide the basis for the methodology discussed in Chapter 3.
2.2 Historical Background
The understanding of autism has greatly evolved over the past century. Before being recognised as a distinct neurodevelopmental condition, many children with autistic traits were misdiagnosed with childhood schizophrenia, intellectual disability, or behavioural disorders due to limited criteria and knowledge (Bishop and Lord, 2023). In 1943, Leo Kanner described "early infantile autism," differentiating it from other childhood conditions and laying the foundation for future research (Kanner, 1943). Despite this, autism was seen as rare, and many children with less obvious traits remained undiagnosed.
A significant development in autism understanding came through Lorna Wing, a British psychiatrist and researcher (Wing, 1981). In the 1970s and 1980s, she challenged the narrow view of autism by introducing the concept of the autism spectrum, recognising variability among individuals (Wing, 1981). Her work also highlighted Hans Asperger's earlier research and influenced modern diagnostic criteria. By expanding understanding, Wing's work helped recognise children previously overlooked, especially those with milder symptoms or unique communication styles. Increased awareness led to more assessment referrals, straining services and extending wait times (Bishop and Lord, 2023).
The National Autistic Society (NAS), founded in 1962 by parents to improve autism understanding, raise awareness, and advocate for support, has significantly shaped UK autism services. It influenced government policies, supported training, and campaigned for earlier diagnosis and better access. Its reports on NHS waiting times highlight ongoing challenges and the need for more investment in diagnostic services.
The development of autism has been influenced by changes in diagnostic classification. The DSM-5-TR and ICD-11 replaced several autism diagnoses with a single Autism Spectrum Disorder, acknowledging the variety of presentations and support needs (American Psychiatric Association, 2022; WHO, 2022). In the UK, NICE offers evidence-based guidance for recognising and assessing autism in children and young people (NICE, 2017).
The historical development of autism diagnosis shows progress in recognising autism as a lifelong neurodevelopmental condition. Lorna Wing and the National Autistic Society have improved understanding, awareness, and diagnosis. Despite this, increased awareness has raised demand for assessments, but workforce shortages and limited capacity still cause delays. These developments help explain how delays impact children and families in the UK.
2.3 Theoretical Background
Theory 1: Medical Model of Disability
The Medical Model is a key framework for understanding autism as a neurodevelopmental disorder, diagnosed through clinical assessment using criteria like DSM-5-TR and ICD-11 (American Psychiatric Association, 2022; WHO, 2022). Diagnosis is vital as it helps healthcare providers identify needs and access interventions, educational support, and healthcare services. In the UK, this underpins NICE guidance for diagnosing autism in children and young people (NICE, 2017).
The Medical Model is relevant as delayed autism diagnosis can hinder access to assessments, education, and support. Research shows early diagnosis improves intervention access and child wellbeing (Crane et al., 2018; Hosozawa et al., 2020). Therefore, timely diagnosis is key to better outcomes for autistic children and families.
The Medical Model faces criticism for focusing on impairments instead of strengths and individuality of autistic people (Shakespeare, 2018). Critics argue defining autism as a disorder may reinforce stigma and overlook social acceptance and support. Although diagnosis helps identify autism and access support, it doesn't guarantee services if healthcare systems lack resources. It also doesn't address organizational and societal factors causing diagnosis delays in the UK.
Theory 2: Social Model of Disability
The Social Model of Disability claims disability mainly results from social barriers, not individual conditions (Shakespeare, 2018). Applied to autism, it argues that difficulties faced by autistic children and families stem from issues like limited healthcare access, long assessment waits, lack of professional knowledge, and poor educational support, rather than autism itself. The model shifts focus from individuals to societal systems affecting their experiences.
This theory is relevant as delayed autism diagnosis often results from organisational barriers in UK health and social care, such as increased assessment demand, clinician shortages, and regional variations, causing long waits for diagnosis and support (National Autistic Society, 2026; NICE, 2017). Research shows delays elevate family stress, limit educational adjustments, and delay early intervention, negatively impacting children's wellbeing and development (Crane et al., 2018; Mandy et al., 2022).
A key strength of the Social Model is that it encourages policymakers and service providers to address structural barriers by improving access to diagnostic services, reducing waiting times and promoting inclusive education and healthcare. However, the model has also been criticised for placing limited emphasis on the clinical characteristics of autism and the individual support needs that some autistic children require (Shakespeare, 2018). While removing societal barriers is essential, many children also benefit from timely clinical assessment and personalised interventions. Therefore, the Social Model provides an important explanation for how healthcare systems and wider social factors contribute to delayed autism diagnosis, but it is most effective when considered alongside clinical approaches that recognise individual needs.
Theory 3: Neurodiversity Paradigm
The Neurodiversity Paradigm sees autism as a natural variation, not a disorder to cure (Singer, 2017; Botha and Cage, 2022). It highlights that autistic people experience the world differently, emphasising recognition, respect, strengths, acceptance, and inclusive environments for full societal participation.
The Neurodiversity Paradigm highlights timely autism diagnosis for children and families to understand, access support, and build identity. Delayed diagnosis causes confusion, anxiety, and limits healthcare and education. Early detection boosts self-understanding and family wellbeing (Crane et al., 2018; Mandy et al., 2022). Diagnosis should focus on support and barrier removal, not 'fixing' autism.
A key strength of the Neurodiversity Paradigm is that it challenges stigma and promotes acceptance, inclusion, and respect for autistic people. It has influenced policy, education, and clinical practice by encouraging more person-centred approaches. However, it has been criticised for neglecting autistic individuals with profound support needs, intellectual disabilities, or severe communication difficulties, whose experiences may not be fully represented in neurodiversity discussions (Bishop and Lord, 2023). While it offers an important rights-based perspective, it should be balanced with medical and social approaches to address individual support needs and societal barriers.
No single theory fully explains the impact of delayed autism diagnosis on children and families. The Medical Model emphasises clinical assessment and service access, the Social Model highlights healthcare and societal barriers, and the Neurodiversity Paradigm promotes acceptance and person-centred support. Together, these frameworks offer a comprehensive view of how delay affects wellbeing and development. This dissertation uses all three to examine the causes and effects of delayed diagnosis on UK children and families.
2.4 International Context
Autism diagnosis is an international health priority, but the organization and accessibility of services vary between countries. Many nations use DSM-5-TR or ICD-11 criteria, but healthcare systems, policies, and workforce capacity affect diagnosis timing (WHO, 2022; APA, 2022). Comparing approaches offers insights into reducing delays and improving outcomes for children and families in the UK.
Australia
Australia has implemented a coordinated autism assessment approach through the National Guideline and NDIS, promoting multidisciplinary assessments and earlier support (Autism CRC, 2023). The National Autism Strategy aims to enhance diagnosis and service consistency (Australian Government, 2025). However, children in rural and remote areas face longer waits due to workforce shortages and limited access to specialists, showing that guidance alone can't eliminate delays without investing in healthcare professionals.
Sweden
Sweden offers autism assessments via its public healthcare system, where multidisciplinary teams identify autism and coordinate support for children and their families (Swedish National Board of Health and Welfare, 2024). Early cooperation among healthcare, education, and social services helps ensure timely interventions after diagnosis (Swedish National Board of Health and Welfare, 2024). This integrated care approach maintains continuity and supports families during diagnosis.
Despite strengths, Sweden faces challenges like regional disparities in specialist access and rising autism assessment demand. Research shows waiting times vary by region due to workforce shortages and local service differences (OECD, 2023). These highlight that even well-funded systems face pressures causing delays.
Comparison with the United Kingdom
Compared with Australia and Sweden, the UK has a strong policy framework, including the Autism Act 2009 and NICE guidance (Autism Act, 2009; NICE, 2017). However, NHS services face delays due to rising referrals, limited workforce, and local service variation (NICE, 2017; National Autistic Society, 2026). Australia and Sweden show that national standards work best when supported by funding, trained professionals, and better coordination across health, education, and social care.
International evidence shows delayed autism diagnosis is a global challenge, not just in the UK. Australia's and Sweden's experiences show that national guidance, multidisciplinary assessment, and early support can reduce delays and improve outcomes. These approaches offer lessons for enhancing UK autism services.
2.5 National and Local UK Context
In the UK, autism assessment is guided by laws, policies, and clinical guidance to improve access to services. The Autism Act 2009 was the first disability law in England, requiring strategies to improve services for autistic people (Autism Act, 2009). It is supported by the National Strategy for autistic individuals (2021-2026) and NICE guidance, which recommends multidisciplinary assessments by trained professionals for children and young people referred for autism evaluation (Department of Health and Social Care and Department for Education, 2021; NICE, 2017).
Despite a strong policy framework, delayed autism diagnosis remains a challenge in the UK. Rising assessment demand, clinician shortages, and regional service variation cause long waits for children and families (National Autistic Society, 2026). These delays delay access to education, healthcare, and family support, impacting children's wellbeing and development. Policies need to be supported by sufficient resources and workforce capacity.
Local Context: Birmingham and the West Midlands
In the West Midlands, autism assessments are conducted through NHS neurodevelopmental pathways involving multidisciplinary teams like paediatricians, psychologists, and speech therapists (Birmingham Community Healthcare NHS Foundation Trust, 2025). In Birmingham, children with suspected autism follow a structured pathway for timely diagnosis, assessment coordination, and referral to services, aligning with NICE (2017) guidance that emphasises considering developmental history, communication, and behaviour.
However, local services face similar challenges nationally, such as rising referrals, increased demand for specialist assessments, and shortages of trained staff, leading to longer NHS waiting times in the West (National Autistic Society, 2026; NICE, 2017).
These delays can delay access to support, interventions, and healthcare, increasing stress for children and families. While local pathways aim to coordinate care, their effectiveness depends on resources and workforce capacity.
Overall, the UK has established a comprehensive framework of legislation, national guidance and local diagnostic pathways to support autistic children and their families. Nevertheless, the continued demand for autism assessments means that delayed diagnosis remains a significant challenge. Understanding how national policy and local service delivery interact provides essential context for examining the extent to which delayed autism diagnosis affects the wellbeing and development of children and their families in the UK.
2.6 Conclusion
This chapter covers the history, theory, and context behind delayed autism diagnosis and its effects on children's and families' wellbeing in the UK. It shows how understanding autism has evolved through key figures, organisations, and diagnostic criteria changes. The chapter also compares the Medical Model, Social Model, and Neurodiversity Paradigm, illustrating their different views on autism diagnosis and delays.
The chapter compares international approaches with UK policy and local services, showing delayed autism diagnosis remains a significant challenge despite legislative and clinical guidance improvements. These discussions help understand the factors affecting diagnosis and families' experiences. The next chapter details the research methodology to investigate how delayed diagnosis impacts children's wellbeing and development in the UK.
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