Nylah Shahid 
2330714
BMHP5019
Research and Evidence-Based Practice 
Scoping Review: Barriers Autistic Adults Face When Accessing Health and Social care Services in the UK 
Philip Jones 


Table of content 
1. Introduction .................................................................................. p.3
2. Background .................................................................................... p.3
3. Methods .......................................................................................... p.4
3.1 Identifying the Research Question ............................................. p. 4
3.2 Identifying Relevant Studies ....................................................... p. 5
3.3 Inclusion and Exclusion Criteria .................................................. p.6
3.4 Study Selection ............................................................................. p. 6
3.5 Data Extraction ............................................................................. p.7
3.6 Data Analysis ................................................................................ p7
3.7 Ethical Considerations ................................................................ p.8
4. Findings .......................................................................................... p. 8
4.1 Table 1. Summary of Included Studies .................................. p. 8-9
4.2 Theme 1: Communication Barriers and Relational Challenges .... p.9-10
4.3 Theme 2: Sensory and Environmental Barriers .......................... p. 10
4.4 Theme 3: Systemic and Structural Barriers ................................. p.10-11
4.5 Theme 4: Lack of Autism‑Informed Professional Knowledge ...... p.11
5. Discussion ...................................................................................... p.11-13
6. Limitations of the Review ............................................................. p. 13
7.  Implications for Practice ............................................................... p.13-14
8. Implications for Future Research ................................................ p.14
9. Policy Recommendations ............................................................. p.14
10. Conclusion .................................................................................... p. 15
11. References .................................................................................... p. 16-18


Introduction 
Autistic adults in the United Kingdom continue to experience significant inequalities when accessing health and social care services. Despite more than a decade of policy initiatives aimed at improving autism provision, many adults still encounter barriers that limit their ability to receive timely, appropriate and person-centred support. The Autism Act (2009) established a legal framework for improving adult autism services, yet implementation remains inconsistent across regions. Subsequent national strategies, including the NHS Long Term Plan, have emphasised the need for improved diagnostic pathways and better community-based support. These commitments highlight the importance of equitable access, but research suggests that many autistic adults still struggle to navigate services effectively.  
Autistic adults often require support for co-occurring mental and physical health needs, yet their experiences of healthcare are frequently characterised by unmet needs, communication difficulties and a lack of reasonable adjustments. Doherty et al. (2022) found that many autistic adults experience adverse health outcomes linked to difficulties accessing primary care. These challenges are not solely related to autism itself, but to systemic and interpersonal barriers within health and social care environments. Crane et al. (2019) similarly reported that autistic adults often struggle to access mental health support, with many describing long waits and limited understanding from professionals. 
Given the complexity of these issues, a scoping review is an appropriate method for mapping the breadth of existing evidence. Scoping reviews are particularly useful when research is diverse, emerging or fragmented, as they allow for the identification of themes across different study designs. This review therefore aims to explore the question: 
what barriers do autistic adults face when accessing health and social care services in the UK? By synthesising findings from eight peer- reviewed studies and relevant policy literature, the review provides a comprehensive overview of the challenges autistic adults encounter and highlights implications for practice and future research. 
Background
Autistic adults in the United Kingdom continue to face significant inequalities when accessing health and social care, despite longstanding policy commitments to improve support. The Autism Act (2009) established a legal duty for local authorities to develop adult autism strategies, emphasising accessible services, reasonable adjustments, and improved professional understanding. Subsequent national initiatives, including the NHS Long Term Plan (NHS England, 2019), have reinforced the need for timely diagnostic pathways and more inclusive community‑based provision. NICE (2021) guidelines further highlight the importance of personalised communication and sensory‑aware practice. However, research consistently shows that these policy intentions are not fully reflected in everyday service delivery.
Evidence indicates that autistic adults encounter barriers across primary care, mental health services, and emergency settings. Communication difficulties, sensory environments, and limited autism‑informed training among professionals are frequently reported challenges (Doherty et al., 2022; Crane et al., 2019). These barriers contribute to poorer health outcomes, delayed help‑seeking, and reduced trust in services. The Royal College of Nursing (2024) also identifies persistent inequalities, including inconsistent training and limited specialist provision, suggesting that national policy has not yet translated into consistent practice.
Systemic issues further compound these challenges. Long waiting times, fragmented pathways, and diagnostic overshadowing—where symptoms are misattributed to autism—can prevent autistic adults from receiving appropriate support (Mason et al., 2019). These structural barriers highlight the need for more coordinated, autism‑informed approaches across health and social care.
Methods 
This scoping review followed the methodological framework developed by Arksey and O’malley (2005), which provides a structured approach for mapping the depth of existing literature. The framework is widely used in health and social care research because it supports the exploration of complex and diverse evidence. The review also incorporated enhancement proposed by Levac et al. (2010), who emphasised the importance of clarity, transparency and iterative refinement throughout the review process. These methodological foundations ensure that the review was systematic, comprehensive and aligned with best practice. 
This review followed five core stages: identifying the research question, identifying relevant studies, selecting studies, charting the data and collating, summarising and reporting the results. Each stage is described below. 
Identifying the research question
The research question was developed to address a recognised gap in understanding the barriers autistic adults face when accessing health and social care services in the UK. The question was intentionally broad to capture a wide range of experiences and services contexts. The final research question was
What barriers do autistic adults face when accessing health and social care services in the United Kingdom?
This question aligns with the purpose of scoping review, which aims to map existing evidence rather than evaluate intervention effectiveness. 
Identifying relevant studies 
A comprehensive search strategy was developed to identify peer- reviewed studies relevant to the research question. The search was conducted using google scholar, which provided access to a wide range of academic literature across disciplines. Searches were carried out between February and March 2026. 
· Databases and sources 
· Google Scholar
· NICE Evidence search (for policy and guidelines)
· Royal College of Nursing publications 
· NHS England reports
These sources were selected because they provide access to both academic and policy-based evidence, which is important for understanding barriers within real-world service contexts. 
Search Terms
Search terms were developed iteratively and combined using Boolean operators. The final search strategy included combinations of the following terms:
· “autistic adults”
· “autism”
· “healthcare access”
· “health care barriers”
· “social care”
· “United Kingdom”
· “UK”
· “experiences”
· “mental health services”
· “primary care”
Example search string:
“autistic adults” AND “healthcare access” AND “United Kingdom”
Search terms were refined after initial scoping to ensure that the results were relevant and manageable.


Inclusion and Exclusion Criteria
Clear inclusion and exclusion criteria were developed to guide study selection. These criteria were applied consistently during the screening process.
Inclusion Criteria
· Peer‑reviewed journal articles
· Published between 2010 and 2025
· Focused on autistic adults (18+)
· Examined barriers to health or social care access
· UK‑based or highly relevant to UK practice
· Qualitative, quantitative, or mixed‑methods studies
· Systematic reviews relevant to the topic
Exclusion Criteria
· Studies focused solely on children or adolescents
· Non‑peer‑reviewed sources (except key policy documents)
 Studies not related to health or social care access
· Research conducted outside the UK without relevance to UK practice
· Opinion pieces without empirical evidence
These criteria ensured that the review included high‑quality, relevant evidence.
Study Selection
The study selection process involved three stages:
1. Title Screening
Titles were screened for relevance to autistic adults and access to health or social care.
2. Abstract Screening
Abstracts were reviewed to determine whether the study met the inclusion criteria.
3. Full‑Text Screening
Full texts were assessed to confirm eligibility and relevance to the research question.
Eight studies met all inclusion criteria and were included in the final review. These studies represented a mix of qualitative, quantitative, and systematic review methodologies, providing a rich and diverse evidence base.
Data Extraction
A data extraction table was developed to systematically chart key information from each study. Extracted data included:
· Author(s) and year
· Study aim
· Methodology
· Sample characteristics
· Setting
· Key findings
· Identified barriers
· Implications for practice
This structured approach ensured consistency and supported the development of themes.
Data Analysis
The review used Aveyard’s (2023) simplified thematic analysis approach to identify patterns across the included studies. This method is well‑suited to scoping reviews because it allows for the synthesis of diverse evidence without requiring formal quality appraisal.
The analysis followed four stages:
1. Familiarisation
Each study was read multiple times to gain an in‑depth understanding of its findings.
2. Coding
Key concepts and barriers were highlighted and coded across studies.
3. Categorisation
Codes were grouped into broader categories based on similarity.
4. Theme Development
Categories were refined into overarching themes that captured the main barriers autistic adults face.
This process resulted in the identification of several key themes, which are presented in the Findings section.
Ethical Considerations
As this review used secondary data from published studies, ethical approval was not required. However, ethical principles were upheld throughout the review. Care was taken to represent autistic adults’ experiences respectfully and accurately. Language was chosen to avoid deficit‑based framing, and findings were interpreted with sensitivity to the diversity of autistic experiences. Policy documents were used responsibly to contextualise findings without overstating their implications.
Findings 
The scoping review identified a range of barriers that autistic adults face when accessing health and social care services in the United Kingdom. Through thematic analysis of the eight included studies, four overarching themes were developed: communication barriers and relational challenges; sensory and environmental barriers; systemic and structural barriers; and lack of autism‑informed professional knowledge and practice. A summary of the included studies, their aims, methods, and key findings is presented in Table 1.
	Author and year
	Aim of study 
	Methodology
	Key findings
	Barriers identified 

	Doherty et al. (2022)
	To explore barriers to healthcare and adverse outcomes for autistic adults
	Cross‑sectional survey; n=507 autistic adults
	High rates of unmet health needs and adverse outcomes
	Communication difficulties; inaccessible appointment systems; lack of adjustments

	Johnson, Doherty & Shaw (2022)
	To identify ways to improve GP practice for autistic adults
	Commentary based on practical findings; GP perspectives
	GPs lack confidence and training in autism‑informed care
	Limited autism training; inconsistent adjustments

	Crane et al. (2019)
	To examine mental health experiences of young autistic adults
	Qualitative interviews; n=28
	Long waits, crisis‑driven care, poor mental health support
	Long waiting times; diagnostic overshadowing; communication barriers

	Mason et al. (2019)
	To review barriers and facilitators to mental health access
	Systematic review; 29 studies
	Structural and interpersonal barriers limit access
	Diagnostic overshadowing; lack of specialist services

	Crompton et al. (2020)
	To explore autistic adults’ relationships and support networks
	Qualitative thematic analysis; n=144
	Autistic adults rely heavily on peer support
	Lack of autism‑informed services; relational misunderstandings

	Rogers et al. (2021)
	To explore autistic adults’ experiences of emergency care
	Qualitative interviews; n=15
	Sensory overload and communication breakdowns in emergency settings
	Sensory barriers; unpredictable environments

	Nicolaidis et al. (2015)
	To understand healthcare experiences of autistic adults
	Mixed‑methods; n=209
	Communication mismatches reduce trust and engagement
	Unclear instructions; inaccessible communication formats

	Cassidy et al. (2018)
	To identify risk markers for suicidality in autistic adults
	Quantitative survey; n=163
	Poor access to mental health support increases risk
	Systemic barriers; lack of tailored mental health care



Theme 1: Communication Barriers and Relational Challenges
Communication barriers were one of the most consistent findings across the included studies. Many autistic adults reported difficulties engaging with services that rely on verbal communication, telephone systems, and unstructured conversations. Doherty et al. (2022) found that these challenges were strongly linked to unmet health needs, with some individuals avoiding appointments because they felt unable to express themselves effectively. This indicates that communication barriers are not solely individual difficulties but reflect structural issues within service design.
Nicolaidis et al. (2015) similarly reported that unclear instructions, rapid speech, and implicit social expectations often led to misunderstandings and reduced trust in professionals. Some participants felt dismissed when attempting to explain their concerns, which discouraged help‑seeking, particularly for mental health support.
Crane et al. (2019) found that communication barriers were especially pronounced in mental health services, where difficulties articulating emotions or interpreting questions were compounded by clinicians’ limited understanding of autistic communication styles. This sometimes resulted in needs being overlooked or misunderstood.
Overall, the evidence suggests a mismatch between autistic communication styles and service expectations, highlighting the need for more flexible and autism‑informed communication practices.
Theme 2: Sensory and Environmental Barriers
Sensory sensitivities were another prominent theme across the included studies. Many autistic adults experience heightened sensitivity to noise, light, smell, and touch, which can make healthcare environments overwhelming. Rogers et al. (2021) found that autistic adults accessing emergency care often experienced significant sensory distress, which affected their ability to communicate and engage with staff. Bright lights, loud noises, and crowded waiting rooms were frequently cited as sources of discomfort.
These sensory challenges can have a direct impact on access. Some participants reported avoiding healthcare settings altogether because they found the environment too distressing. Others described becoming overwhelmed during appointments, which made it difficult to process information or advocate for their needs. This suggests that sensory barriers can contribute to delayed help‑seeking and poorer health outcomes.
Crane et al. (2019) also noted that sensory overload can exacerbate anxiety, particularly in mental health settings where individuals may already feel vulnerable. The unpredictability of healthcare environments—such as waiting times, changes in routine, or unexpected interactions—can further heighten distress. This highlights the importance of predictable, calm, and sensory‑considerate environments.
The findings indicate that sensory barriers are not adequately addressed in many health and social care settings. Simple adjustments, such as quiet waiting areas, reduced lighting, or alternative appointment formats, could significantly improve accessibility.
Theme 3: Systemic and Structural Barriers
Systemic barriers were evident across multiple studies, reflecting broader issues within health and social care systems. Long waiting times for assessments and treatment were a common concern. Crane et al. (2019) found that many autistic adults experienced delays in accessing mental health support, often waiting months or even years for appropriate interventions. These delays can lead to deterioration in mental health and increased reliance on crisis services.
Mason et al. (2019) also identified diagnostic overshadowing as a significant barrier. This occurs when clinicians attribute symptoms to autism rather than exploring underlying conditions. As a result, autistic adults may receive inadequate or inappropriate treatment. This issue reflects a broader lack of autism‑informed practice within services.
Rigid appointment systems were another structural barrier. Doherty et al. (2022) found that many autistic adults struggled with telephone‑based booking systems, time‑limited appointments, and inflexible procedures. These systems often assume a level of communication and executive functioning that may not align with autistic needs. As a result, some individuals were unable to book appointments or felt rushed during consultations.
Cassidy et al. (2018) also highlighted limited availability of specialist services, particularly for mental health support. High thresholds for accessing services meant that many autistic adults were excluded from receiving help until their needs became severe. This reflects a reactive rather than preventative approach to care.
Overall, systemic barriers reflect structural inequalities within health and social care systems. These barriers are often beyond the control of individual practitioners and require organisational and policy‑level change.
Theme 4: Lack of Autism‑Informed Professional Knowledge and Practice
A lack of autism‑informed training among healthcare professionals was a recurring issue across the included studies. Johnson, Doherty and Shaw (2022) found that many GPs lacked confidence in supporting autistic adults, leading to inconsistent adjustments and reduced satisfaction with care. Crompton et al. (2020) similarly reported that autistic adults often relied on peer support because formal services did not understand their needs or communication styles. This reliance suggests that mainstream services are not meeting accessibility expectations.
Mason et al. (2019) also highlighted that some practitioners used generic approaches that failed to consider sensory sensitivities or autistic communication preferences, resulting in misunderstandings or inappropriate interventions. These findings indicate that limited professional knowledge contributes directly to barriers in access and engagement.
Overall, improving autism‑informed training is essential for enhancing accessibility and ensuring that services can respond effectively to the diverse needs of autistic adults.
Discussion
This scoping review explored the barriers autistic adults face when accessing health and social care services in the United Kingdom. The findings demonstrate that these barriers are multifaceted, spanning communication, sensory, systemic, and professional domains. Although national policies emphasise the importance of equitable access and autism‑informed practice, the evidence suggests that many autistic adults continue to experience significant challenges when engaging with services.
A key finding relates to communication barriers. Many autistic adults reported difficulties navigating services that rely heavily on verbal communication, telephone systems, and unstructured conversations. Doherty et al. (2022) highlighted that communication challenges were strongly associated with unmet health needs, suggesting that communication is not simply an individual difficulty, but a structural barrier embedded within service design. This aligns with Nicolaidis et al. (2015), who found that unclear instructions and rapid speech can lead to misunderstandings and reduced trust. These findings indicate that communication barriers are often created by services rather than inherent to autism, highlighting the need for more flexible and accessible communication practices.
Sensory and environmental barriers were also prominent across the included studies. Many autistic adults experience heightened sensitivity to noise, light, and unpredictability, which can make healthcare environments overwhelming. Rogers et al. (2021) found that sensory overload in emergency settings affected individuals’ ability to communicate and engage with staff. This suggests that sensory barriers can directly impact the quality and safety of care. The findings also indicate that sensory discomfort can discourage individuals from seeking help, contributing to delayed diagnoses and poorer health outcomes. These issues highlight the importance of sensory‑considerate environments and predictable routines.
Systemic and structural barriers were evident across multiple studies. Long waiting times for assessments and treatment were a common concern, particularly in mental health services. Crane et al. (2019) found that many autistic adults experienced delays in accessing support, often resulting in crisis‑driven care. This reflects broader issues within health and social care systems, including limited specialist provision and high service thresholds. Mason et al. (2019) also identified diagnostic overshadowing as a significant barrier, where clinicians attributed symptoms to autism rather than exploring underlying conditions. This suggests that systemic barriers are often compounded by limited professional understanding.
A lack of autism‑informed training among healthcare professionals was another recurring theme. Johnson, Doherty and Shaw (2022) found that many GPs lacked confidence in supporting autistic patients, which contributed to inconsistent adjustments and reduced patient satisfaction. Crompton et al. (2020) similarly highlighted that autistic adults often rely on peer support because formal services do not adequately understand their needs. These findings suggest that professional training remains a critical area for improvement. Without adequate training, practitioners may rely on generic approaches that do not account for autistic communication styles or sensory sensitivities.
Overall, the findings indicate that barriers to accessing health and social care are not solely individual challenges but reflect broader systemic issues. These barriers are often created or exacerbated by service design, professional practices, and organisational structures. This highlights the need for a shift towards more inclusive, flexible, and autism‑informed approaches.
Limitations of the Review
Although this scoping review provides valuable insights, several limitations should be acknowledged. First, the review included only eight peer‑reviewed studies, which may limit the breadth of evidence. However, the selected studies were chosen for their relevance and methodological diversity, providing a strong foundation for thematic analysis.
Second, the review focused primarily on UK‑based studies to ensure relevance to national policy and practice. While this enhances contextual relevance, it may limit the generalisability of findings to other countries. Some international studies were included where they offered significant insights, but the focus remained on UK practice.
Third, the review did not include grey literature beyond key policy documents. Although this decision ensured the inclusion of high‑quality evidence, it may have excluded valuable insights from autistic‑led organisations and community groups. Future reviews could incorporate a broader range of sources to capture a wider range of experiences.
Finally, the review did not conduct a formal quality appraisal of included studies, consistent with scoping review methodology. While this approach supports inclusivity, it means that the quality of evidence may vary. However, the thematic analysis focused on recurring patterns across studies, which helps mitigate this limitation.
Implications for Practice
The findings of this review have several implications for health and social care practice.
1. Improve Communication Accessibility
Services should offer alternative communication methods, such as email, text messaging, and online booking systems. Clear, structured communication can help reduce misunderstandings and improve engagement.
2. Create Sensory‑Considerate Environments
Simple adjustments, such as quiet waiting areas, reduced lighting, and predictable routines, can significantly improve accessibility for autistic adults.
3. Enhance Professional Training
Healthcare professionals require autism‑informed training that focuses on communication, sensory needs, and the diversity of autistic experiences. Training should move beyond deficit‑based models and emphasise neurodiversity‑affirming approaches.
4. Reduce Systemic Barriers
Services should review appointment systems, waiting times, and service thresholds to ensure they do not disproportionately disadvantage autistic adults. Flexible appointment formats, such as longer consultations or remote options, may improve accessibility.
5. Strengthen Multi‑Agency Collaboration
Improved coordination between primary care, mental health services, and social care could help reduce fragmentation and ensure that autistic adults receive timely and appropriate support.
Implications for Future Research
Future research should explore the experiences of autistic adults from diverse backgrounds, including those with learning disabilities, co‑occurring conditions, or limited access to services. More autistic‑led research is also needed to ensure that studies reflect the priorities and perspectives of autistic communities. Longitudinal research could provide insights into how access barriers change over time and how policy initiatives impact service experiences.
Policy recommendations 
1. Mandatory autism‑informed training
National policy should require all health and social care staff to complete autism‑informed training focused on communication, sensory needs, and reasonable adjustments.
2. Standardised reasonable adjustments
Policies should ensure services provide accessible communication options (e.g., email, text) and sensory‑considerate environments as standard practice.
3. Reduced waiting times
Government funding should be allocated to reduce diagnostic and mental health waiting times for autistic adults.
4. Integrated care pathways
Policies should support better coordination between primary care, mental health services, and social care to reduce fragmentation.

Conclusion
This scoping review identified significant barriers that autistic adults face when accessing health and social care services in the United Kingdom. These barriers span communication, sensory, systemic, and professional domains, reflecting the complex interplay between individual needs and service‑level constraints. Although national policies emphasise the importance of equitable access and autism‑informed practice, many autistic adults continue to experience challenges that limit their engagement with services.
The findings highlight the need for more flexible, inclusive, and autism‑informed approaches within health and social care. Improving communication accessibility, creating sensory‑considerate environments, enhancing professional training, and addressing systemic barriers are essential steps towards more equitable service provision. By addressing these challenges, services can better support the health and wellbeing of autistic adults and contribute to more inclusive and responsive care systems.
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