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INTRODUCTION TO THE BARRIERS AFFECTING TIMELY AUTISM DIAGNOSIS IN THE UK
[bookmark: _Int_B0BeRd8D]Autism spectrum disorder (ASD) is a lifelong neurodevelopmental condition characterised by differences in social communication, sensory processing and patterns of behaviour. In the UK, timely and accurate diagnosis is considered essential for ensuring that children and young people can access appropriate support, early intervention and educational adjustments. National Institute for Health and Care Excellence (NICE, 2021) recommends that diagnostic assessments should be completed within three months of referral. Despite this, waiting times across the UK remain significantly longer, with many families reporting delays of one to three years before receiving a formal diagnosis. These prolonged waits have been described as a “diagnostic crisis” by the National Autistic Society (2023), raising concerns about unmet needs, increased distress and widening inequalities.
[bookmark: _Int_HsS1Ojwc][bookmark: _Int_yaplcBon]Timely diagnosis is not only a clinical issue but also a matter of social justice. Research consistently highlights disparities in who receives a diagnosis, when and under what circumstances. Children from Black and minority ethnic backgrounds often experience later or missed diagnoses due to systemic bias, limited cultural competence within services and misinterpretation of behaviours (Roman‑Urrestarazu et al., 2021). Gender also plays a significant role while girls with autism are frequently underdiagnosed or misdiagnosed because diagnostic tools have historically been based on male presentation. Many girls engage in masking or camouflaging strategies that obscure their needs (Hull et al., 2020). Socioeconomic disadvantage further compounds delays, with families in deprived areas facing reduced access to specialist services and longer waiting lists. These inequalities raise ethical concerns related to fairness, safeguarding and equal access to support.
This scoping review investigates the barriers that contribute to delayed autism diagnosis for children and young people in the UK. The review question guiding this study is: What are the main barriers affecting the timely diagnosis of autism in children and young people in the UK? The objectives are to identify the key factors causing diagnostic delays, to examine how ethnicity, gender and socioeconomic status influence access to assessment, to explore the impact of delayed diagnosis on children, families and service use and to synthesise recommendations for improving diagnostic pathways. By bringing together evidence from research, policy and grey literature, this review aims to highlight systemic challenges and inform more equitable, timely and person‑centred diagnostic practices.
POLICY, LEGISLATIVE AND SERVICE CONTEXT
Autism diagnosis for children and young people in the UK sits within a complex landscape of health policy, legislation, national guidance and local service delivery. Understanding this context is essential for examining why delays persist and why some groups experience greater barriers than others. Autism is recognised as a lifelong developmental condition under the Autism Act 2009, the first disability specific legislation in England. Although the Act focuses primarily on adults, it has shaped wider expectations around early identification, multi‑agency working and reasonable adjustments across public services (Department of Health, 2009). The current strategy, The National Strategy for Autistic Children, Young People and Adults (2021–2026) emphasises reducing diagnostic waiting times and improving post‑diagnostic support, acknowledging that long delays have become a systemic issue.
[bookmark: _Int_hqAY84xU]National Institute for Health and Care Excellence (2021) outlines the recommended pathway for recognising, referring and diagnosing autism in under‑19s. It states that assessments should begin within three months of referral and be carried out by a multidisciplinary team with expertise in autism. However, implementation of NICE guidance is not mandatory and local areas interpret the resource pathways differently. This contributes to significant regional variation, with some areas offering relatively streamlined pathways and others reporting waits of two to four years. The NHS commits to reducing waiting times for autism and ADHD assessments, but progress has been slow due to rising demand, workforce shortages and inconsistent commissioning arrangements (NHS England, 2019).
Education policy also plays a key role under the Children and Families Act 2014, children with special educational needs and disabilities are entitled to support based on need rather than diagnosis. In practice, however, many schools and local authorities require or strongly prefer a formal diagnosis before providing specialist support or issuing an Education, Health and Care Plan. According to (Department for Education, 2015), this creates additional pressure on families to pursue diagnosis quickly, and delays can leave children without appropriate adjustments increasing the risk of school exclusion, anxiety and behavioural difficulties.  Also emphasises early identification and multi‑agency collaboration, yet families frequently report fragmented communication between schools, GPs, paediatricians and Child and Adolescent Mental Health Services.
[bookmark: _Int_mz3vlFiM][bookmark: _Int_2suYrVUS]Service delivery for autism assessment varies across the UK. In England, most assessments are carried out by NHS community paediatrics, CAMHS or neurodevelopmental teams, though some areas rely heavily on private providers due to long waiting lists. Scotland, Wales and Northern Ireland have their own frameworks, but all face similar pressures. Demand for assessments has increased sharply in the past decade, partly due to greater awareness and improved recognition of autism in girls and young people with co‑occurring conditions. However, workforce capacity has not kept pace. A shortage of specialist clinicians particularly speech and language therapists, clinical psychologists and neurodevelopmental paediatricians has been repeatedly identified as a major barrier to timely diagnosis (National Autistic Society, 2023).
Inequalities in diagnosis are also shaped by broader social and structural factors. Research shows that children from Black, Asian and minority ethnic backgrounds often face additional barriers, including cultural stigma, limited awareness of autism, language barriers and experiences of discrimination within services. (Roman‑Urrestarazu et al, 2021) highlight that these children are more likely to be diagnosed later or misdiagnosed with behavioural disorders. Gender disparities in autism diagnosis persist because diagnostic tools and clinical training have been shaped around male presentations, leading girls and young women who often mask or camouflage their traits being frequently overlooked or misdiagnosed with conditions such as anxiety, eating disorders or borderline personality traits. (Hull et al, 2020).  Socioeconomic status further influences access, as families in deprived areas often face longer waits, fewer local services and greater difficulty navigating complex referral systems, although recent policy developments have attempted to address these inequalities. 
NHS England (2023) The NHS England autism waiting time statistics now monitor referral to assessment times, increasing transparency around delays. The government has also invested in pilot programmes to test new diagnostic models, for example, school‑based assessments and digital screening tools. However, critics argue that these initiatives remain small scale and that systemic change requires sustained investment, workforce expansion and clearer accountability mechanisms.
[bookmark: _Int_uv1ursOC][bookmark: _Int_X8zR7kn9]In practice, families continue to report significant challenges. Many describe being passed between services, unclear referral criteria, long waits for triage and assessments that focus narrowly on deficits rather than strengths. Delayed diagnosis can have profound consequences like unmet needs, increased mental health difficulties, strained family relationships and greater reliance on crisis services (National Autistic Society, 2023). These impacts highlight the importance of understanding not only the structural barriers within the diagnostic system but also the lived experiences of those navigating it.
This background demonstrates that timely autism diagnosis in the UK is influenced by a combination of policy frameworks, service pressures, professional practices and social inequalities. These contextual factors shape the barriers explored in this scoping review and underscore the need for evidence‑based recommendations to improve diagnostic pathways.
METHODS FOR DATA COLLECTION AND DATA ANALYSIS
[bookmark: _Int_gSl8298X][bookmark: _Int_RBMCCAhH]This study adopts a secondary research design, which is appropriate for exploring national patterns, policy issues and systemic barriers within autism diagnostic pathways. Secondary research enables the researcher to draw on a wide range of existing evidence, including peer‑reviewed journal articles, government publications, NICE guidelines and grey literature from reputable organisations for example, National Autistic Society. Using multiple evidence sources strengthens the credibility of the findings and allows for a broader understanding of the structural, social and clinical factors influencing diagnostic delays.
DATA COLLECTION METHODS
Literature is identified through systematic searches of academic databases such as Google Scholar, PubMed and ScienceDirect, alongside official UK policy websites including NICE, NHS England and the Department of Health and Social Care. Search terms include combinations of autism diagnosis UK, diagnostic delays, ethnicity and autism, gender differences in autism, socioeconomic inequalities, children and young people. Inclusion criteria focuses on studies published within the last ten years to ensure relevance to current diagnostic pathways. Key national reports predating this period may be included if they remain influential in shaping policy or practice.




DATA ANALYSIS METHODS
A narrative synthesis approach is used to analyse the collected literature. This method is suitable for integrating evidence from diverse study designs, including qualitative research, quantitative studies, policy documents and grey literature. The analysis involves:
[bookmark: _Int_kVYGehnu][bookmark: _Int_aL0Zeb5L]1. Identifying recurring themes, such as service capacity, professional training, masking, cultural barriers and socioeconomic disadvantage.
2.Comparing findings across studies to highlight consistencies, contradictions and gaps.
3.Evaluating the quality and relevance of each source, considering methodological rigour, sample size, and applicability to UK contexts.
4. Synthesising the evidence to answer the review question and meet the study objectives.
ETHICAL CONSIDERATIONS
[bookmark: _Int_OHDeY9VK]Although no primary data is collected, ethical practice remains essential. This includes using credible, peer‑reviewed, authoritative sources and representing evidence accurately to avoid bias, particularly when discussing marginalised groups for example, autistic girls and minority ethnic communities. Care will be taken to avoid reinforcing stereotypes and to ensure that interpretations remain respectful, balanced and grounded in evidence. Proper Harvard referencing will be used throughout to acknowledge all sources and maintain academic integrity.
SCOPING REVIEW AND THEMATIC ANALYSIS
A total of six studies met the inclusion criteria and were reviewed to identify barriers to timely autism diagnosis in the UK. The studies varied in design, including large‑scale epidemiological research, qualitative interviews, and policy‑focused reports. Despite methodological differences, several consistent themes emerged relating to service capacity, diagnostic inequalities, and the lived experience of families.

[image: ]
THEMATIC ANALYSIS
[bookmark: _Int_iYwEvJvJ]Theme 1: service capacity and system pressures, all studies highlighted significant delays caused by understaffed services, long waiting lists and inconsistent referral pathways. NAS (2023) described this as a “diagnostic crisis”, with waits far exceeding NICE recommendations.
[bookmark: _Int_J97tMjZ6]Theme 2: Diagnostic inequalities ethnicity, gender and socioeconomic status strongly influenced access to timely assessment. Roman‑Urrestarazu et al. (2021) found later diagnosis among Black and Asian children, while Hull et al. (2020) demonstrated that girls’ masking behaviours contributed to under‑recognition.
Theme 3: Professional knowledge and diagnostic overshadowing Crane et al. (2016) and Brett et al. (2016) reported that professionals often lacked training in diverse presentations of autism, leading to misinterpretation of behaviours, attribution to parenting and mental health issues.
Theme 4: Impact on families and children delayed diagnosis increased behavioural challenges, school exclusion risks and parental stress. Families described feeling “dismissed” and forced to navigate complex systems without adequate support.



DISCUSSION OF KEY FINDINGS
[bookmark: _Int_UUfvhBCy]This scoping review explored the main barriers affecting the timely diagnosis of autism in children and young people in the UK. Across the six included studies, several interconnected themes emerged relating to service capacity, diagnostic inequalities, professional knowledge, and the lived experiences of families navigating the diagnostic system. This discussion critically examines these themes, situating them within wider policy frameworks and considering their implications for practice, safeguarding and equity.
DELAYS IN DIAGNOSTIC PATHWAYS AND SYSTEM CAPACITY
[bookmark: _Int_aEdJpuqD]A dominant finding across the reviewed literature is the significant delay between referral and diagnostic assessment. NICE (2021) recommends that children should be assessed within three months of referral; however, evidence from the National Autistic Society (2023) shows that many families wait over two years. This discrepancy highlights a substantial gap between policy and practice. The NAS report attributes these delays to chronic underfunding, workforce shortages, and inconsistent commissioning arrangements across Integrated Care Boards. These structural issues create bottlenecks that disproportionately affect families already facing disadvantages.
[bookmark: _Int_tIn1TsVO]Crane et al. (2016) and Brett et al. (2016) further illustrate how fragmented pathways contribute to delays. Parents in both studies described being passed between services, receiving conflicting information and experiencing long periods without updates. This fragmentation reflects wider systemic challenges within the NHS, where autism services often sit between paediatrics, CAMHS and education, with no single agency taking full responsibility. The lack of a unified pathway means that children’s needs may be deprioritised or misunderstood, particularly when services are overstretched.
The Autism Act (2009) and subsequent statutory guidance emphasise the need for clear diagnostic pathways and timely access to assessment. However, the persistence of long waiting times suggests that policy intentions have not been translated into operational reality. This gap raises ethical concerns, as delayed diagnosis can exacerbate behavioural difficulties, increase school exclusion risk and limit access to early intervention, factors that have long‑term implications for children’s development and wellbeing.
ETHNICITY, GENDER AND SOCIOECONOMIC STATUS (DIAGNOSTIC INEQUALITIES)
A second major theme relates to inequalities in diagnostic access and outcomes. Roman‑Urrestarazu et al. (2021) provide robust epidemiological evidence showing that children from Black, Asian and minority ethnic backgrounds are more likely to receive a later diagnosis or be misdiagnosed. This aligns with broader research on health inequalities in the UK, which highlights how systemic bias, cultural misunderstandings and communication barriers can affect access to healthcare. In the context of autism, these factors may lead professionals to misinterpret behaviours or attribute them to cultural or linguistic differences rather than neurodevelopmental needs.
[bookmark: _Int_ghfTZhFj]The underdiagnosis of girls is another significant inequality highlighted by Hull et al. (2020). Their research demonstrates that many autistic girls engage in masking, consciously or unconsciously hiding their autistic traits to fit in socially. Traditional diagnostic criteria, historically based on male presentations, often fail to capture these subtler manifestations. As a result, girls may be diagnosed later, misdiagnosed with anxiety, eating disorders or not diagnosed at all. This gendered disparity raises safeguarding concerns, as undiagnosed girls may experience mental health difficulties, social isolation or exploitation without appropriate support.
Socioeconomic status also influences diagnostic access. Although not the primary focus of the included studies, evidence from wider literature suggests that families with higher socioeconomic resources are better able to navigate complex systems, advocate for their child and access private assessments when NHS waiting lists are long. Conversely, families experiencing poverty may face additional barriers such as limited digital access, reduced flexibility to attend appointments or lower confidence in challenging professionals. These inequalities reflect broader structural determinants of health and highlight the need for more equitable diagnostic pathways.
PROFESSIONAL KNOWLEDGE, TRAINING AND DIAGNOSTIC OVERSHADOWING
[bookmark: _Int_vJUCbTI0]Another recurring theme relates to the role of professional knowledge and diagnostic overshadowing. Crane et al. (2016) and Brett et al. (2016) both found that parents frequently felt dismissed or misunderstood by professionals who lacked training in recognising diverse presentations of autism. Diagnostic overshadowing, where a child’s behaviours are attributed to parenting, trauma or mental health issues rather than autism was commonly reported. This can lead to inappropriate referrals, delays in assessment and increased parental stress.
The issue of professional training is particularly relevant in the context of masking and gender differences. Hull et al. (2020) argue that many clinicians are not adequately trained to identify autism in girls, especially when they present strong verbal skills or social imitation strategies. This lack of awareness can result in missed opportunities for early support and intervention.
Furthermore, professionals may rely heavily on school observations, which can disadvantage children who mask in structured environments but struggle significantly at home. This reliance reflects a systemic bias towards externalised behaviours, meaning that children with internalised presentations, often girls are overlooked. Improving professional training and awareness is therefore essential to reducing diagnostic inequalities and ensuring that assessments capture the full range of autistic experiences.



IMPACT OF DELAYED DIAGNOSIS ON CHILDREN AND FAMILIES
[bookmark: _Int_RfQJdQLN][bookmark: _Int_ZGd6cUez]The emotional, practical and developmental consequences of delayed diagnosis were evident across all reviewed studies. Parents in Crane et al. (2016) described feeling ignored, blamed or left to cope alone, which contributed to high levels of stress and frustration. Without a formal diagnosis, families often struggle to access support in school, secure reasonable adjustments or obtain financial assistance such as Disability Living Allowance. This can exacerbate financial strain and increase the risk of family breakdown.
[bookmark: _Int_16ProTgb][bookmark: _Int_0GmvvqHO][bookmark: _Int_jPu2uGcX]For children, delayed diagnosis can lead to unmet needs, behavioural escalation and exclusion from school. The NAS (2023) report highlights that many autistic children experience mental health difficulties while waiting for assessment including anxiety, depression and self‑harm. These findings align with wider research showing that early identification and intervention are associated with better long‑term outcomes, including improved communication, social skills and educational attainment.
The impact on service use is also significant. Children who wait longer for diagnosis are more likely to require crisis support, CAMHS intervention or specialist placements, which are costly and often avoidable with earlier identification. This creates a cycle where delayed diagnosis increases demand on already overstretched services, further contributing to long waiting times.
POLICY CONTEXT AND SYSTEMIC CHALLENGES
[bookmark: _Int_2SdWT5eY]The findings of this review must be understood within the broader policy landscape. The Autism Act (2009) remains the only disability‑specific legislation in England, placing duties on local authorities and NHS bodies to improve diagnostic pathways and support. However, implementation has been inconsistent and many local areas lack the resources or workforce capacity to meet statutory expectations.
[bookmark: _Int_VdNAyR5B][bookmark: _Int_AqeDkeA1]NICE (2021) provides clear guidance on assessment timeframes and multidisciplinary involvement, yet these standards are rarely met. The SEND Code of Practice (2015) emphasises early identification and coordinated support, but schools often lack training or capacity to recognise autistic traits, particularly in girls or minority ethnic children. This misalignment between policy and practice reflects systemic issues such as funding constraints, workforce shortages and fragmented commissioning.
[bookmark: _Int_kzm8yZ4C][bookmark: _Int_4RZ2fqhX]Recent government initiatives, including the NHS long term plan, have acknowledged the need to reduce diagnostic waiting times and improve support for neurodivergent children. However, progress has been slow and many families continue to experience significant delays. The findings of this review suggest that without substantial investment, workforce development and clearer accountability structures, diagnostic inequalities will persist.


STRENGTHS AND LIMITATIONS OF THE REVIEW
[bookmark: _Int_DBjJoFGL]A key strength of this scoping review is its inclusion of diverse evidence sources, including epidemiological research, qualitative studies and policy reports. This allowed for a comprehensive understanding of the multifaceted barriers to timely diagnosis. The use of narrative synthesis enabled the integration of findings across different methodologies, highlighting consistent themes.
[bookmark: _Int_kSUz7AOH][bookmark: _Int_h2CWYIUi]However, the review also has limitations. Only a few studies were included and although they were selected for relevance and quality, they do not represent the full breadth of available literature. Some influential studies predate the 10‑year inclusion window and were therefore excluded. Additionally, the review focused primarily on UK‑based research, which strengthens contextual relevance but limits comparison with international diagnostic systems.
[bookmark: _Int_qicmpDFN]Another limitation relates to reliance on secondary data. While this approach is appropriate for exploring systemic issues, it does not capture the most recent lived experiences of families currently navigating diagnostic pathways. Future research could incorporate primary data collection to provide more up‑to‑date insights.
IMPLICATIONS FOR PRACTICE AND FUTURE RESEARCH
[bookmark: _Int_1I5H9Y9l]The findings of this review have several implications for practice. First, there is a clear need for increased investment in diagnostic services to reduce waiting times and ensure compliance with NICE standards. This includes expanding the workforce, improving multidisciplinary collaboration and ensuring consistent commissioning across ICBs.
[bookmark: _Int_mVTrVnzU]Second, professional training must be strengthened to improve recognition of diverse autistic presentations, particularly in girls and minority ethnic children. This could involve mandatory autism training for teachers, GPs, health visitors and CAMHS practitioners and development of culturally sensitive assessment tools.
[bookmark: _Int_dbVAzJkF]Third, diagnostic pathways should be redesigned to reduce fragmentation and improve communication with families. This may involve establishing single points of access, clearer referral criteria and regular updates for parents during the waiting period.
[bookmark: _Int_Zk0v1alB][bookmark: _Int_sserXio9]Future research should explore the experiences of underrepresented groups, including autistic girls, minority ethnic families and children from low‑income households. Longitudinal studies could also examine the long‑term impact of delayed diagnosis on mental health, education and service use.




RECOMMENDATIONS
Based on the findings of this scoping review, several evidence‑based recommendations can be made to improve the timeliness, equity and effectiveness of autism diagnostic pathways in the UK.
[bookmark: _Int_d8gKiWn3]Increase Investment and Workforce Capacity - Long waiting times are primarily driven by insufficient staffing and fragmented commissioning. Investment is needed to expand multidisciplinary diagnostic teams including paediatricians, psychologists, speech and language therapists and specialist nurses. Sustainable funding should be ring‑fenced to ensure that services can meet NICE (2021) timeframes.
Standardise Diagnostic Pathways Across Regions - Variation between Integrated Care Boards contributes to unequal access. Nationally standardised pathways with clear referral criteria and consistent assessment processes would reduce postcode inequalities. A single point of access for referrals could streamline communication and reduce delays.
[bookmark: _Int_5RBNPr7i]Improve Professional Training and Awareness -Training should focus on recognising diverse presentations of autism, including masking in girls, cultural differences in communication and internalised behaviours. Mandatory autism training for GPs, teachers, health visitors and CAMHS practitioners would reduce diagnostic overshadowing and inappropriate referrals.
Develop Culturally Sensitive and Gender‑Inclusive Assessment Tool - Current diagnostic tools often reflect male and western presentations. Updating assessment frameworks to include culturally informed behaviours and female‑typical traits would support more accurate and timely identification for underrepresented groups.
Strengthen School Involvement and Early Identification - Schools play a crucial role in recognising early signs. Training for SENCOs and teachers, alongside improved communication between education and health services, this would support earlier referrals and reduce missed opportunities for intervention.
[bookmark: _Int_iNsg53DS][bookmark: _Int_f759Dbao]Improve Communication and Support for Families During Waiting Periods- Families frequently report feeling dismissed or uninformed. Services should provide regular updates, clear timelines and interim support such as parenting programmes, signposting and emotional support. This would reduce stress and prevent escalation of needs.






CONCLUSION
[bookmark: _Int_ro9PQSgs]This scoping review has demonstrated that delays in autism diagnosis for children and young people in the UK are widespread, persistent and shaped by multiple systemic factors. Despite clear guidance from NICE (2021) and statutory duties under the Autism Act (2009), many families continue to experience waits of over two years, far exceeding recommended timeframes. These delays are driven by workforce shortages, fragmented pathways, inconsistent commissioning and a lack of standardisation across regions.
[bookmark: _Int_kSc00ImL][bookmark: _Int_hoEF1xHU][bookmark: _Int_O1vMY5hn][bookmark: _Int_jkrXVWXN]The review also highlights significant diagnostic inequalities. Children from minority ethnic backgrounds, girls and those from socioeconomically disadvantaged families face additional barriers, including systemic bias, cultural misunderstandings and diagnostic overshadowing. These disparities raise serious ethical concerns related to fairness, safeguarding and equal access to support. The consequences of delayed diagnosis are substantial, affecting children’s mental health, educational outcomes and family wellbeing. Without timely identification, children may experience escalating behavioural challenges, exclusion from school and reduced access to early intervention.
[bookmark: _Int_TCXOB2tk][bookmark: _Int_45pM3Xah][bookmark: _Int_mABNIHCu]Improving diagnostic pathways requires coordinated action across health, education and social care. Investment in workforce capacity, improved professional training, culturally sensitive assessment tools and clearer communication with families are essential steps. Schools must be better supported to identify early signs and interim support should be available without requiring a formal diagnosis. National accountability mechanisms are also needed to ensure that local areas meet expected standards and reduce inequalities.
[bookmark: _Int_FSiik9zc]Ultimately, timely autism diagnosis is not only a clinical issue but a matter of social justice.  Ensuring that all children, regardless of gender, ethnicity or socioeconomic background, receive timely and accurate assessment is vital for safeguarding and supporting their wellbeing. Without meaningful reform, the diagnostic crisis will continue to disadvantage families across the United Kingdom.
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