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Chapter 3 – Methodology
3.1 Introduction
This chapter outlines the methodology used to investigate the research question: “To what extent does delayed autism diagnosis affect the wellbeing and development of children and their families in the UK?” A literature review approach was undertaken using existing academic research, clinical guidance, professional information and relevant policy sources. A literature review provides a structured approach to identifying, evaluating and synthesising existing evidence relating to a research question (Aveyard, 2023; Snyder, 2019). Different types of literature review are available, so an appropriate approach was selected based on the research question and the available evidence (Grant and Booth, 2009; Aveyard and Bradbury-Jones, 2019).
This chapter explains the search strategy, sources of information, research validation, inclusion and exclusion criteria, analysis process and ethical considerations. The methodology poster provides a visual summary of the research process. The methods described in this chapter provide the foundation for the literature analysis and themes presented in Chapter 4.
3.2 Search Strategy
Search terms were developed from the main concepts within the research question and title. These included autism diagnosis, delayed autism diagnosis, autism assessment, diagnostic delay, waiting times, child development, wellbeing, mental health, educational support, family wellbeing, parental stress and autism support. Related terms and synonyms were also considered to identify a wider range of relevant literature (Aveyard, 2023).
Boolean operators, including AND, OR and NOT, were used to combine and refine the searches. For example, searches included “autism AND delayed diagnosis AND children” and autism AND diagnosis AND family wellbeing. OR was used to combine alternative terms, while NOT could be used to exclude results that were outside the focus of the review. A structured search strategy was used to maintain a clear link between the research question, search terms and literature identified (Bramer et al., 2018). Search terms and relevant combinations were recorded during the search process to support consistency and transparency.
3.3 Searching for Information
Relevant literature was searched using academic databases and reputable professional and policy websites. Sources included PubMed, CINAHL, Google Scholar and the UWTSD Library, alongside relevant information from NICE, the NHS and UK government sources. Academic databases were used to identify peer-reviewed research, while professional and government sources were used where they provided relevant clinical guidance, service information or UK policy evidence.
Searches were refined using factors such as publication date, peer-reviewed status, population and geographical relevance. Particular attention was given to research involving children and young people, autism diagnosis or assessment, wellbeing, development, families and the UK. Where UK evidence was limited, international research was considered for comparison and background context, but it was not treated as UK-specific evidence.
The search process was recorded to support consistency and transparency. Information from the selected sources was recorded in the literature analysis tables, including the authors, research methods, sample, main findings, strengths, limitations and keywords. NICE guidance was also considered because it provides UK clinical recommendations relating to autism assessment. NICE recommends that an autism diagnostic assessment should begin within three months of referral to the autism team (NICE, 2017). The structured approach to searching and recording evidence helped ensure that the literature selected remained relevant to the research question (Booth, Sutton and Papaioannou, 2016; Heath, Levay and Tuvey, 2022).

3.4 Research Validation
The credibility and suitability of sources were assessed before they were included in the literature analysis. Initially, the title, abstract, introduction and conclusion of each source were reviewed to assess its relevance to the research question. This helped identify whether the source addressed delayed autism diagnosis or assessment, children and young people, families, wellbeing or development. Critical evaluation is important because literature should be assessed for its quality and suitability rather than simply collected (Aveyard, 2023).
The CRAAP Test was used to assess five areas: Currency, Relevance, Authority, Accuracy and Purpose (Blakeslee, 2004). Currency considered whether the information was sufficiently recent for the topic. Relevance considered whether the source contributed directly to the research question. Authority considered the credibility of the authors, journal or organisation. Accuracy considered the quality of the evidence and research methods. Purpose considered why the information had been produced and whether potential bias or limitations were present.
The CRAAP Test was applied to the 10 sources identified during the initial literature search. Each source was given a score out of five based on its overall suitability for the review. The five sources with the strongest combination of relevance, currency, authority and useful evidence were then selected for more detailed analysis in Stage 2. The selected studies included quantitative, qualitative and systematic review evidence, allowing different perspectives on delayed diagnosis, family experiences and access to autism assessment to be considered. Where appropriate, CASP guidance was also considered when reviewing the methodological quality of research evidence (Critical Appraisal Skills Programme, 2024).


3.5 Inclusion and Exclusion Criteria
Inclusion and exclusion criteria were used to maintain a clear focus on the research question and to identify literature that was relevant to the review. Inclusion criteria included peer-reviewed research published mainly within the previous ten years, studies involving children and young people, and research relating to autism diagnosis or assessment, delayed diagnosis, wellbeing, development or families. Priority was given to research from the UK, as this was the geographical focus of the research question. Relevant NICE guidance, government publications and professional sources were also included where they provided important information about UK autism assessment or services.
Exclusion criteria included sources that were not relevant to the research question, duplicate sources, studies focused only on adults where there was no relevant connection to children or families, and material based mainly on unsupported opinion. International research was not automatically excluded when it provided useful background or comparison, but it was not treated as evidence specifically representing the UK.
Older methodological sources were retained where they were important for explaining the literature review approach or methods used in the dissertation. These criteria helped maintain a focused and consistent selection of evidence while allowing relevant methodological and background sources to be included.
3.6 Analysing Research
The selected literature was analysed using thematic analysis. Braun and Clarke (2006) describe thematic analysis as a method for identifying, analysing and reporting patterns within information. The approach is flexible and can be used to identify recurring patterns across a body of evidence. Later work by Braun and Clarke (2019) highlights the importance of careful and reflexive engagement when developing themes, while Braun and Clarke (2021) emphasise that the quality of thematic analysis depends on how the approach is applied.
The five selected sources were initially reviewed to identify repeated findings, ideas and keywords. Initial codes included long waiting times, service pressures, late diagnosis, mental health, educational support, parental stress, family support and regional differences. The codes were compared across the selected sources and similar ideas were grouped together.
The Stage 2 literature analysis table was used to record the main findings, research methods, samples, strengths, limitations and keywords for each selected source. The recurring keywords were then compared in Stage 3 to identify patterns across the literature. These recurring ideas were grouped into three broader themes: the impact of delayed diagnosis on children's wellbeing and development; family experiences and support during the autism diagnostic process; and barriers to timely autism diagnosis and access to assessment services.
Similarities and differences between studies were considered rather than focusing only on findings that supported the expected argument. The strengths and limitations of the studies were also considered when interpreting the evidence. This process provided a clear link between the selected literature, the recurring keywords and the themes developed for Chapter 4 (Braun and Clarke, 2021).
3.7 Ethical Considerations
As this dissertation uses existing published literature, no new data were collected directly from children, families or professionals. Therefore, issues such as participant recruitment, informed consent and confidentiality did not arise in the same way as they would in primary research.
However, ethical considerations remained important when selecting, interpreting and presenting existing evidence. Academic integrity was maintained through accurate Harvard referencing and by representing the findings of published research fairly. Sources were not deliberately selected only because they supported the expected argument. Contradictory findings, methodological limitations and differences between studies were also considered.
Care was taken not to present associations as evidence of direct causation. The strengths and limitations of individual studies were considered when interpreting the findings, particularly where studies used self-reported information, different populations or methods. This approach aimed to provide a balanced and credible interpretation of the available evidence (Snyder, 2019).
3.8 Conclusion
This chapter has outlined the methodology used to investigate the effects of delayed autism diagnosis on the wellbeing and development of children and their families in the UK. A literature review approach was used to identify relevant academic research, clinical guidance, professional information and policy sources.
A structured search strategy was used to identify relevant literature, while inclusion and exclusion criteria helped maintain a clear focus on the research question. Sources were evaluated using the CRAAP Test, with ten sources assessed and the five most relevant sources selected for more detailed analysis.
The selected literature was then analysed by identifying recurring findings and keywords and grouping these into three broader themes. This process provided a clear link between the literature reviewed and the themes presented in Chapter 4.
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Stage 1 – CRAAP Test Evaluation (10 sources of information)
	
Article 1
	Author & Year: Mandy et al. (2022)
	Article Title: Mental health and social difficulties of late-diagnosed autistic children, across childhood and adolescence

	CRAAP Notes
	
· Current:   Published in 2022, so it is within the last 10 years and provides relatively recent evidence about late autism diagnosis.
· Relevant:   Highly relevant because it examines children with later autism diagnosis and their mental health, social and behavioral difficulties across childhood and adolescence.
· Authority:  Published in the Journal of Child Psychology and Psychiatry, a peer-reviewed academic journal. The authors have relevant expertise in autism, child development and mental health.
· Accuracy:  Uses data from the UK Millennium Cohort Study and compares earlier- and late-diagnosed autistic children. The methods and statistical analysis are clearly described and supported by data.
· Purpose:  The purpose is to investigate mental health and social difficulties experienced by late-diagnosed autistic children. It is academic research with no obvious commercial purpose.

	CRAAP Score
5/5

	
Article 2
	Author & Year: Male et al. (2026)
	Article Title: How can we improve the timeliness and quality of diagnostic assessment for children with possible autism? Qualitative findings and recommendations from a Realist Evaluation of Autism Service delivery in the United Kingdom

	
CRAAP Notes
	
· Current:  How can we improve the timeliness and quality of diagnostic assessment for children with possible autism? Qualitative findings and recommendations from a Realist Evaluation of Autism Service delivery in the United Kingdom
· Relevant:  Highly relevant because it examines delays in autism assessment, difficulties within UK diagnostic services and the experiences of children, parents and professionals.
· Authority: Published in Autism, an established peer-reviewed academic journal. The researchers have relevant expertise, and the study involved UK NHS autism assessment services.
· Accuracy: Uses qualitative findings from a UK realist evaluation involving children and young people, parents and professionals. The methods and recommendations are clearly reported.
· Purpose: The purpose is to identify ways to improve the timeliness and quality of autism diagnostic assessment in the UK. It is intended to improve research and healthcare practice.

	CRAAP Score
5/5

	Article 3
	Author & Year: Crane et al. (2016)
	
Article Title: Experiences of autism diagnosis: A survey of over 1000 parents in the United Kingdom


	CRAAP Notes
	
· Current:  Published in 2016. Although older than some of the other sources, it remains within the 10-year period and provides useful UK evidence.
· Relevant:  Highly relevant because it investigates parents' experiences of the autism diagnostic process and the length of time taken to receive a diagnosis.
· Authority: Published in Autism, a peer-reviewed academic journal. The study involved over 1,000 UK parents and was conducted by researchers with relevant expertise.
· Accuracy: Surveyed 1,047 UK parents about their experiences of the diagnostic process. The research method is clearly described and provides substantial evidence about diagnostic delays and parental experiences.
· Purpose:
	The purpose is to examine parents' experiences of obtaining an autism diagnosis for their children, including delays and post-diagnostic support. It is academic research rather than promotional material.



	



	CRAAP Score
4/5

	
Article 4

	Author & Year: Daniels, Coughlan and Duschinsky (2021)
	
Article Title: How UK health care professionals conceptualise parental experiences of the diagnostic process for autism spectrum disorder: A qualitative study


	

CRAAP Notes
	
· Current:  Published in 2021 and therefore provides relatively recent evidence about the UK diagnostic process.
· Relevant:  Relevant because it examines parental experiences of autism diagnosis and identifies diagnostic delays and uncertainty as sources of stress for families.
· Authority: Published in SAGE Open Medicine, a peer-reviewed academic journal. The authors have relevant healthcare and autism research expertise.
· Accuracy: Uses qualitative interviews with 25 UK healthcare professionals. The research method and findings are clearly presented and based on participants' professional experiences.
· Purpose:
	The purpose is to understand healthcare professionals' views of parents' experiences during the autism diagnostic process and its impact on families.



	




	CRAAP Score
4/5

	
Article 5

	Author & Year: Hosozawa et al. (2020)
	
Article Title: Determinants of an autism spectrum disorder diagnosis in childhood and adolescence: Evidence from the UK Millennium Cohort Study


	
CRAAP Notes
	
· Current:  Published in 2020 and within the last 10 years, providing current UK evidence about factors associated with the timing of diagnosis.
· Relevant:  Highly relevant because it examines factors associated with receiving an autism diagnosis at different stages of childhood and adolescence.
· Authority: Published in Autism, a peer-reviewed academic journal. The researchers have relevant expertise, and the study uses a nationally representative UK cohort.
· Accuracy: Uses data from the UK Millennium Cohort Study and statistical analysis to examine factors associated with the timing of autism diagnosis. The research method is clearly reported.
· Purpose: The purpose is to identify factors associated with when children receive an autism diagnosis during childhood and adolescence. It is academic research intended to improve understanding of autism diagnosis.

	CRAAP Score
5/5

	Article 6
	Author & Year: Legg and Tickle (2019)
	
Article Title: UK parents’ experiences of their child receiving a diagnosis of autism spectrum disorder: A systematic review of the qualitative evidence


	
CRAAP Notes
	
· Current:  Published in 2019 and within the 10-year period. It provides a relatively recent synthesis of UK research.
· Relevant:  Highly relevant because it reviews UK parents' experiences of their child's autism diagnosis, including emotional, informational and relational difficulties.
· Authority: Published in Autism, a peer-reviewed academic journal. The authors conducted a systematic review of UK qualitative research.
· Accuracy: The review searched several academic databases and grey literature and used a recognised qualitative synthesis method. This provides evidence from multiple UK studies.
· Purpose: The purpose is to bring together existing research about UK parents' experiences of their child's autism diagnosis and their emotional, informational and relational needs.

	CRAAP Score
5/5

	Article 7
	Author & Year:
	Tripley and Hall (2025)



	
Article Title:

	Delays in the Autism Spectrum Disorder Diagnostic Pathway: An Audit of Wait Times for Initial Assessment and Post-Diagnosis Support in Greater Preston





	CRAAP Notes
	
· Current: Published in 2025, making it very current evidence about autism assessment waiting times in the UK.
· Relevant: Highly relevant because it directly examines waiting times for autism assessment and post-diagnosis support for children in Greater Preston.
· Authority: Published through BJPsych Open and produced by researchers examining an NHS diagnostic pathway. However, it is a conference abstract/audit and did not undergo the journal's standard peer-review process.
· Accuracy: Provides specific data about autism assessment waiting times in Greater Preston. However, the conference abstract format provides less methodological detail than a full research article.
· Purpose: The purpose is to examine waiting times for initial autism assessment and post-diagnosis support and identify delays within the diagnostic pathway.

	CRAAP Score
3/5

	Article 8
	Author & Year: McGrevey et al. (2025)
	Article Title: Autism prevalence in school children in Southeast England: Findings from a cross-sectional survey

	

CRAAP Notes
	
· Current: Published in 2025 and therefore very current.
· Relevant: Relevant because it provides evidence about diagnosed and suspected autism among school children in England and highlights potential unmet need and implications for service planning and wellbeing.
· Authority:  Published through the European Journal of Public Health. The researchers have relevant expertise, although the source is a conference abstract/supplement rather than a full research article.
· Accuracy:  The study includes a large sample of 12,309 children from 21 schools in Southeast England. The large sample strengthens the evidence, although the conference format provides less methodological detail.
· Purpose: The purpose is to investigate diagnosed and suspected autism among school children and consider implications for health and education services.

	CRAAP Score
3/5

	Article 9
	Author & Year: Russell et al. (2022)
	
Article Title: Time trends in autism diagnosis over 20 years: a UK population-based cohort study


	CRAAP Notes
	
· Current: Published in 2022 and within the last 10 years. It provides recent evidence on changes in autism diagnosis within the UK.
· Relevant: Relevant because it demonstrates changes in autism diagnosis over time and provides important context for increasing demand for assessment and diagnostic services. It is less directly focused on the effects of delayed diagnosis.
· Authority:  Published in the Journal of Child Psychology and Psychiatry, a well-established peer-reviewed journal. The study uses a large UK population-based dataset.
· Accuracy:  Uses UK Clinical Practice Research Datalink data covering millions of registered patients over 20 years. The large dataset provides strong evidence about changes in recorded autism diagnosis.
· Purpose:  The purpose is to examine changes in autism diagnosis rates over time in the UK and improve understanding of changing patterns of diagnosis.
	CRAAP Score
4/5

	Article 10
	Author & Year: Wilson et al. (2023)
	
Article Title: the experience of seeking, receiving, and reflecting upon a diagnosis of autism in the UK: A meta-synthesis of qualitative studies conducted with autistic individuals


	CRAAP Notes
	
· Current: Published in 2023 and within the last 10 years, providing recent UK evidence.
· Relevant: Relevant because it examines experiences of seeking and receiving an autism diagnosis and the impact of the diagnostic process on wellbeing. However, it focuses mainly on autistic individuals rather than children and their families.
· Authority: Published in Research in Autism Spectrum Disorders, an established academic journal. The study is a meta-synthesis of 19 UK qualitative studies.
· Accuracy: Combines findings from 19 qualitative studies, allowing common experiences of seeking and receiving an autism diagnosis to be identified. The methods are clearly reported.
· Purpose: The purpose is to synthesize UK research about autistic people's experiences of seeking, receiving and reflecting on diagnosis. It is intended for academic and professional understanding.

	CRAAP Score
4/5



Following the CRAAP evaluation, Mandy et al. (2022), Male et al. (2026), Crane et al. (2016), Hosozawa et al. (2020) and Legg and Tickle (2019) were selected for more detailed analysis because they provided the strongest combination of relevance, currency, authority and useful evidence for the research question.
in the Keywords column, different highlight colours have been used to group repeated or closely related ideas across the five selected sources. Yellow represents Theme 1; blue represents Theme 2 and pink represents Theme 3. The wording does not have to be identical across sources, and some keywords may not contribute to one of the final three themes


Stage 2 – Literature Analysis (the best 5 sources identified from the CRAAP Test Evaluation above)

	
	Author, Year, Article Title
	Article Summary
	Research Method and Sample
	Article Strengths and Limitations

	Keywords

	Article 1
	Mandy et al. (2022) – Mental health and social difficulties of late-diagnosed autistic children, across childhood and adolescence
	This study examined whether children diagnosed with autism later in childhood experienced different mental health and social difficulties compared with children diagnosed earlier. The findings showed that late-diagnosed children experienced greater increases in emotional, behavioral and social difficulties across childhood and adolescence. The study suggests that delayed diagnosis may be associated with poorer wellbeing and increased difficulties over time.
	Quantitative longitudinal study using data from the UK Millennium Cohort Study. The study compared 146 earlier-diagnosed and 284 late-diagnosed autistic children. Data on emotional, behavioral and social difficulties were collected across childhood and adolescence using the Strengths and Difficulties Questionnaire.
	Strengths: Large UK population-based cohort, longitudinal data, comparison between earlier and later diagnosis, and statistical analysis across several developmental stages. Limitations: Observational data cannot prove that delayed diagnosis directly caused poorer outcomes. The study also relies partly on parent-reported measures.
	
Late diagnosis; autism; children; mental health; social difficulties; emotional difficulties; behavioral difficulties; wellbeing

	Article 2
	Male et al. (2026) – How can we improve the timeliness and quality of diagnostic assessment for children with possible autism? Qualitative findings and recommendations from a Realist Evaluation of Autism Service delivery in the United Kingdom
	This study explored why children experience delays in autism assessment within UK services and how services could be improved. It found that long waiting times were a significant problem and that access to support was often linked to receiving a diagnosis. The researchers developed recommendations to improve the timeliness and quality of autism assessment.
	Qualitative realist evaluation involving six UK NHS childhood autism assessment services. Phase 1 included 121 participants: 18 children and young people, 34 parents and 69 professionals.
	Strengths: Recent UK evidence directly examines NHS autism assessment, and includes the perspectives of children, parents and professionals. The study provides practical recommendations for improving services. Limitations: Qualitative findings may not be generalizable to every UK service. Experiences may also differ between NHS areas
	Autism assessment; diagnostic delay; waiting times; NHS; children; parents; professionals; service delivery; timely diagnosis

	Article 3
	Crane et al. (2016) – Experiences of autism diagnosis: A survey of over 1000 parents in the United Kingdom
	This study examined parents' experiences of obtaining an autism diagnosis for their children in the UK. Parents reported substantial delays and difficulties during the diagnostic pathway. The study found that factors including the time taken to receive a diagnosis, information provided by professionals, professional manner and post-diagnostic support were associated with parents' satisfaction with the diagnostic process.
	Quantitative survey of 1,047 parents in the UK. Parents provided information about their experiences of the autism diagnostic process, including delays, information, professional support and satisfaction.
	Strengths: Very large UK sample directly focuses on parents' experiences and diagnostic delays, and provides evidence about factors affecting satisfaction. Limitations: Survey responses were self-reported and may be affected by recall bias. The data describe parents' experiences rather than proving that delay causes specific developmental outcomes.
	Autism diagnosis; parents; diagnostic delay; waiting time; family experience; professional support; satisfaction; post-diagnostic support

	Article 4
	Hosozawa et al. (2020) – Determinants of an autism spectrum disorder diagnosis in childhood and adolescence: Evidence from the UK Millennium Cohort Study
	This study investigated factors associated with the timing of autism diagnosis among children and adolescents in the UK. It found that factors such as socioeconomic circumstances and cognitive ability were associated with differences in when children received an autism diagnosis. The study highlights that some children may experience later diagnosis because of characteristics or circumstances that affect recognition and access to assessment.
	Quantitative population-based cohort study using the UK Millennium Cohort Study. The analysis included 581 children diagnosed with autism by age 14 and compared different ages/stages at diagnosis.
	Strengths: Nationally representative UK data, large sample, longitudinal cohort design and statistical analysis of factors associated with diagnostic timing. Limitations: The study focuses mainly on determinants of diagnosis rather than the consequences of delayed diagnosis. Associations identified do not necessarily demonstrate causation.
	Autism diagnosis; diagnostic timing; children; adolescents; socioeconomic factors; cognitive ability; UK; determinants

	Article 5
	
	Legg and Tickle (2019) – UK parents’ experiences of their child receiving a diagnosis of autism spectrum disorder: A systematic review of the qualitative evidence



	This systematic review explored UK parents' experiences of their children receiving an autism diagnosis. The findings identified important emotional, informational and relational needs experienced by parents during and after the diagnostic process. The review demonstrates that the diagnostic pathway can be stressful for families and that parents require clear information, communication and appropriate support.
	Systematic review of qualitative research. The researchers identified 11 UK qualitative studies and used a meta-ethnographic approach to synthesis the findings. Searches included academic databases and grey literature.
	Strengths: Systematic approach, focuses specifically on UK parents, combines evidence from multiple qualitative studies and provides a broad understanding of family experiences. Limitations: The findings depend on the quality and scope of the studies included in the review. Qualitative evidence may not be statistically generalisable to all UK families.
	Parents; autism diagnosis; family experience; diagnostic process; emotional needs; information needs; support; UK; qualitative research



Stage 3 – Theme Development (recurring patterns identified from the keywords in stage 2)

	Repeating Keywords
	Number of Articles
	Possible Theme

	Late diagnosis; mental health; social difficulties; emotional difficulties; behavioral difficulties; wellbeing
	2
	Theme 1 - Impact of delayed diagnosis on children’s wellbeing and development

	Parents; family experience; emotional needs; information needs; support; professional support; satisfaction
	3
	Theme 2 - Family experiences and support during the autism diagnostic process

	Diagnostic delay; waiting times; diagnostic timing; access to assessment; service delivery; socioeconomic factors; timely diagnosis
	4
	Theme 3 - Barriers to timely autism diagnosis and access to assessment services
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