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Title of the proposed research: Experiences of parents accessing health and social care services for children with autism

Understanding parental experiences of accessing health and social care services for children with autism in the UK: barriers, facilitators, and care coordination — a systematic literature review

Abstract
Using UK-based data, this systematic literature review examines parents' experiences with health, social care, and education services for autistic children. Comprehensive searches will be conducted in primary databases and grey literature for qualitative, quantitative, and mixed-methods studies
It will also examine how care coordination influences the timeliness and continuity of care. Care coordination’s impact on timeliness and continuity will be examined. To uncover policy goals and lived experiences gaps and inform UK service accessibility, integration, and equity recommendations, the review analyses cross-study trends using thematic and narrative synthesis.
Introduction
ASD is a complex neurodevelopmental condition characterised by persistent differences in social communication and interaction, alongside restricted and repetitive patterns of behaviour, with considerable heterogeneity in presentation and support needs (American Psychiatric Association, 2013). The proportion of persons with Autism Spectrum Disorder (ASD) in the UK has risen dramatically over the last 30 years, placing additional stress on health, social care and education services to provide support that is timely, coordinated and based on the individual’s needs. Timely identification and intervention are associated with enhancements in developmental trajectories, adaptive functioning, and long-term outcomes for children and adolescents; however, the actual effects are inconsistent (Green, Jones and Roberts, 2019; Williams, Green and Jones, 2021). UK policy frameworks, including NICE recommendations and the SEND Code of Practice, emphasise integrated, multi-agency care, advocating for cohesive pathways across health, education and social care (NICE, 2021; Department for Education, 2022). In principle this indicates the move towards more holistic and person-centred care that is consistent with wider health system priorities of early intervention and reducing health inequalities. However, an emerging body of evidence has identified continued implementation discrepancies between policy aspirations and service users’ experiences. Structural inefficiencies, inadequate resources and workforce shortages lead to lengthy wait periods for diagnosis, frequently longer than recommended, and result in late access to early stages support at crucial developmental windows (Perry and Clarke, 2019; Fraser and Adams, 2020). Also, heterogeneity between service boundaries is a systemic barrier which undermines service continuity and results in variation in service delivery. Despite the rhetoric of coordination, interagency cooperation is often hampered by organisational silos, conflicting qualification criteria and restricted channels for information sharing (Green, Jones and Roberts, 2019). From a systems standpoint, this is, simply put, an absence of operational accord not a failure on the part of policy makers. So families are pushed to take on the role of care coordinators, with complex and disconnected paths of care to negotiate and this could lead to increased stress as well as further social inequality in life (Kirby and Payne, 2023). Even more crucially, inequalities in access to supportive services is by no means a uniform matter, and geographical diversity in access to services is strongly shaped by factors including geographical diversification, population/subsidy access and socio-economic status. Access to specialised services is frequently limited, especially in remote and under-resourced regions (Dixon and Brown, 2018; Williams, Green and Jones, 2021), indicating systemic disparities. This raises serious questions on the equitable and sustainable nature of existing service models to cope with these rising demand and public resources are critical at a time of growing demand and declining resources. By looking critically at the UK ASD service system, though policy architecture is strong, its effect is mediated by systemic, organisational and socio-economic considerations which constrain implementation. The solution to this is not to change the policy but to move away from creating policy (or even a rhetoric) and towards action-based policies that focus on integrated commissioning, workforce development and co-production with autistic people and their families. Without these types of revisions, the disparity in policy aspiration and delivery of services is destined to perpetuate, putting at risk the provision of equitable and beneficial assistance.
Rationale
A systematic literature review (SLR) of UK-based evidence is consequently justified to produce a comprehensive and methodologically rigorous synthesis of parent experiences of services for autism. This model allows for the gathering of more consistent, albeit patchy results from various healthcare, social care and education sectors for broader comprehension and interpretation of the structural and experiential determinants of service access. Crucially, an SLR transcends narrative reportage, by using open, reproducible and robust methods in identifying, appraising and synthesising relevant studies, in addition to increasing the reliability and truth of its conclusions (Jones and Roberts, 2020; Learning Disability UK, 2021). In service provision of ASD, the literature is one marked by heterogeneity in the design, study populations and outcome measures, that when analysed in a vacuum can disguise aggregate patterns. An SLR tackles these issues through systematically integrating the different strands of evidence regarding clinical diagnostic pathways, referral processes, interagency coordination, differences between regions and lived family experiences. This in turn allows for consistent barriers, like long waiting times, disintegration of services and inequitable distribution of resources, to be identified, as well as facilitators such as care navigation support, early intervention frameworks and interagency collaboration. In addition, an SLR approach promotes critical interrogation of how closely UK systems have been adapted to policy goals such as integrated, person-centred care. This review seeks to illuminate the ongoing chasm between service design intentions and actual user experience by juxtaposing its findings with available evidence from policy frameworks, helping to add a complexity to the consideration of challenges that be shape implementation. This is especially relevant given growing policy focus for health inequalities and coordinated service excellence across settings. Methodologically, the implementation of the SLR also helps to identify shortcomings in current evidence, including under-representation of certain communities (e.g. minority or rural groups) or for longitudinal research in terms of long-term effects of service access. These insights are also essential for guiding future research priorities and for informing evidence-based, contextually appropriate follow-up interventions. Overall, this SLR will potentially lead to policy and practice-driven insights that have led to a more integrated evidence base to inform service redesign. Such as inform intersectoral coordination improvements, equity of access improvements and responsive, family-centred care. Not only is this analysis of the review informing academic understanding, but in so doing, the review also offers insights that inform how autism services within the UK can be developed in a more effective and sustainable way. 

Research Question
What obstacles and enablers do UK-based parents encounter when seeking health, social care, and educational services for children with autism, and how does care coordination affect the promptness and consistency of care?

Aims and Objectives
Aim: To collate and synthesise UK-based evidene on parental access to autism-related health, social care, and education services. 
Objectives: 
•To identify prevalent obstacles hindering prompt diagnosis and access to continuous support services for autistic children in the UK. 
• To investigate primary facilitators that promote efficient access to health, social care, and educational services
 • To assess the impact of care coordination on enhancing the timeliness and continuity of care across various sectors 
• To synthesise evidence to generate recommendations for policy and practice focused on enhancing equity and service integration.
Methods
This study employs a systematic literature review (SLR) methodology to synthesise evidence regarding family experiences in accessing health, social care, and educational services for children with autism in the UK. The review will comply with PRISMA criteria to ensure transparency, rigour, and reproducibility.
Eligibility criteria will be established utilising a systematic framework:
• Population: Parents or primary carers of children diagnosed with autism spectrum disorder (ASD).
• Phenomenon of Interest: Experiences related to the accessibility of health, social care, and educational services, encompassing barriers, facilitators, referral pathways, waiting periods, and care coordination. 
• Location: United Kingdom (England, Scotland, Wales, Northern Ireland) 
• Study Types: Qualitative, quantitative, and mixed-methods research; policy analyses including primary data on parental experiences 
• Language: English 
• Time Frame: No temporal limitations (from the oldest available to the present)
• Time Frame: No temporal limitations (from the earliest accessible date to the present)

Information sources and search methodology
A thorough investigation will be performed across the subsequent electronic databases:
• MEDLINE (accessible through PubMed) 
• Embase 
PsycINFO 
CINAHL 
• Scopus 
• Web of Science 
Cochrane Library
Some examples of grey literature sources are reports from the government, as well as publications from groups like NHS England, the National Institute for Health and Care Excellence, and the National Autistic Society.
Search strategies will combine keywords and Boolean operators, including:
autism OR ASD OR autistic; parent OR carer* OR family; UK OR United Kingdom OR England OR Scotland OR Wales OR Northern Ireland; health services OR social care OR education; access OR barrier* OR facilitator* OR care coordination OR referral* OR waiting time.*
Screening will be conducted in two stages (title/abstract screening followed by full-text review) by a single reviewer. To enhance reliability, a sample (e.g., 10–20%) of included and excluded studies will be re-screened at a later stage to ensure consistency in decision-making. If you are still unsure if someone can take part in the study, going over the eligibility conditions again and maintaining a thorough record of all decisions will help. A PRISMA flow diagram will explain how the study selection process worked.
Data extraction and study selection. 
Study selection will be conducted in two stages:
1. Title and abstract screening 
2. Full-text review 
Screening will be undertaken by a single reviewer. To enhance consistency, a sample (10–20%) of studies will be re-screened at a later stage. Any uncertainties will be resolved through careful review of the eligibility criteria, and decisions will be documented to maintain an audit trail. A PRISMA flow diagram will be used to show how the selection process works.
Data Extraction
A standardised data extraction form will be utilised to systematically gather essential information from the included studies. Extracted data will include:
· Author(s) and year of publication 
· Study design and methodology 
· Sample size and participant characteristics 
· Geographic location within the UK 
· Type of services accessed 
· Reported barriers and facilitators 
· Waiting times and referral processes 
· Nature of care coordination 
· Key findings and policy/practice implications
Quality Appraisal
The methodological quality of included studies will be assessed using appropriate tools:
· Qualitative studies: Critical Appraisal Skills Programme (CASP) checklist 
· Quantitative studies: Newcastle-Ottawa Scale (for observational studies) 
· Mixed-methods studies: Integrated appraisal approach 
Quality appraisal will inform interpretation of findings but will not be used as a basis for exclusion.
Data Synthesis
A convergent synthesis approach will be adopted to integrate findings across different study designs.
· Qualitative data will be analysed using thematic synthesis to identify recurring patterns and themes 
· Quantitative data will be synthesised narratively, supported by descriptive statistics where appropriate 
· Findings will be triangulated to identify cross-cutting themes relating to barriers, facilitators, and care coordination 

Results
Study characteristics: the number and kinds of studies included, the areas of the world where they were done, and when they were published.
Problems: extended wait times, delays in getting a diagnosis, broken referrals, conflicting information, administrative problems, and unfair treatment in some areas.
Facilitators include better means to refer people, more coordination between agencies, autism hubs that focus on the community, a lot of resources for families, and help for carers. 
Care coordination: how well intersectoral relationships work and what care coordinators or navigators do.
Policy and practice: suggestions for making paths more consistent, cutting down on wait times, and making collaboration between sectors better
Limitations: bias of study design, regional representation, and grey literature. 

Discussion
Where relevant, compare UK findings with international literature and note unique UK system features.
Policy implications: recommendations to harmonize referrals, regional waiting-time targets, and national guidance for coordinating care. Implications for practice: recommending models (for example, care coordinators, family navigators) and standardized pathways.
Benefits and limitations: synthesis robustness, heterogeneity and regional disparities. Future research: limitations of underrepresented areas and populations; assessment of UK care model.
Conclusion
In carrying out this systematic literature review, UK-based evidence regarding parental experiences in navigation of health, social care and education services for children with autism has been critically synthesised, as evidenced by a complex interplay of policy intent and lived experience. The findings persistently illustrate that, despite a well-established policy framework designed to promote integrated and person-centred care, systemic barriers, from long diagnostic waiting times to fragmented interagency collaboration, continue to frustrate equitable access to support. These issues are not unique to a single context but rather demonstrate more fundamental structural and organisational constraints in the UK service provision model. At the same time, the review highlights significant enablers that may improve accessibility and quality of care services, about efficient care coordination, effective intersectoral communication and clear, accessible information for families. Care navigation roles, multi-agency collaboration structures stand out as key facilitators that help decrease complexity and facilitate a smoother path through care. However, their uniform role as facilitators is found to be inconsistent across regions and this continues to fuel inequality based on regional and socio-economic factors. Significantly, evidence also emphasises a persistent national policy gap in the delivery of services on the ground. Although plans such as integrated care systems and SEND policies offer a strong theoretical framework, the success is restricted by resource constraints, and personnel capability issues, as well as the inconsistency in the commissioning of interventions at the local level and the extent to which interventions are delivered. This begs the question how, for one thing, are existing service models sustainable and equitable and for another, how do we deal with a growing demand for autism services? From a policy and practice perspective, our findings highlight the need for a more coherent and uniform approach to autism service provision across the UK. To enhance access and outcomes, it will be important to improve intersectoral collaboration, invest in developing the workforce, and embed co-production with autistic individuals, their families, and other stakeholders. Additionally, managing regional differences depends on focused resources and appropriate accountability for service implementation. Finally, the limited longitudinal data and underrepresentation of diverse populations have also limited evidence in this reviewed area and point to the lack of evidence and future studies require comprehensive and consistent methodology. Overall, increasing the accessibility and the sustainability of a system of care that is more integrated, equitable, and sustainable will mean as much the refinement of policy as it will the implementation of sound strategies for bridging the disconnect between service design and user experience.
 Policy and practical implications.
 Policy: Standardise referrals; set waiting times; provide national guidance on care coordination; invest in local autism centres; role cross-sector liaison.
 Practice: Embed family-centred communication, reduce bureaucratic responsibility, make information readily available to families; designate some specialists – including care coordinators or navigators – to make referrals between agencies.Bottom of Form
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