[image: SCVO | Sandwell Council of Voluntary Organisations.]




Institute of Inner-City Learning Birmingham Campus 

BSc (Hons) Health and Social Care


Disclaimer
This document was correct at the time of publication. The Module Coordinator reserves the right to modify any statement if necessary, make variations to the content or methods of delivery of programmes of study, to discontinue programmes, or merge or combine programmes if such actions are reasonably considered to be necessary by UWTSD. Every effort will be made to keep disruption to a minimum, and to give as much notice as possible. An electronic copy of this handbook can be found on the Moodle page for the module.
DECLARATION
This work has not previously been accepted in substance for any degree and is not being concurrently submitted in candidature for any degree
Signed: NAHIDA ARIF
Date: 28/03/2026
STATEMENT 1 
This dissertation is being submitted in partial fulfilment of the requirements for the degree of BSc.
Signed: NAHIDA ARIF 
Date: 25/03/2026
STATEMENT 2
This dissertation is the result of my own independent work/investigation, except where otherwise stated. Other sources are acknowledged by footnotes giving explicit references.  A bibliography is appended.
Signed: NAHIDA ARIF
Date: 25/03/2026 
STATEMENT 3
I hereby give consent for my dissertation, if accepted, to be available for photocopying and for interlibrary loan, and for the title and summary to be made available to outside organisations.
Signed: NAHIDA ARIF
Date: 25/03/2026
STATEMENT 4
I hereby give consent for my dissertation, if accepted, to be available on the university’s IT system to those who have consent to use the system.
Signed: NAHIDA ARIF
Date: 25/03/2026




The psychological and emotional impact of Autism Spectrum Disorder on parents and caregivers in the UK: Are current support services meeting their needs?

Nahida Arif
2244712

	


Dissertation submitted as part of the requirements for the award BSc (Hons) Health and Social Care


ACKNOWLEDGEMENTS (optional)
The acknowledgements section is a thank you paragraph which to everyone who has helped you whilst you have been researching and writing your dissertation. 
This may be your supervisor or any other academic staff who have provided guidance and support; other students or colleagues that you have collaborated with; for example librarians; external bodies who have given you assistance.




ABSTRACT (1 page or 300 words – not included in the word count)

The abstract is a summary of the entire dissertation and is one of the final things you will complete, yet is one of the first parts of your dissertation a reader will see, therefore, be specific and explicit in your approach. An abstract should include:
a)	The overall purpose, aim and objectives. An explanation as to why this research is important in the context of health and social care. 
b)	A summary of the methods used to complete your dissertation. Outline the research approach (thematicanalysis) and indicate the focus on reviewing currently published literature.
c)	A summary of the main findings. Highlight the most significant insights, themes and patterns and the conclusions drawn.	
d)	A brief mention of the limitations and barriers which you identified within your research and how this can be impactful in practice. 
e)	Summarise the recommendations that you have drawn from your findings.  These should relate to future health and social care practice, policy, education and research.









TABLE OF CONTENTS

CHAPTER 1: Introduction	7
1.1 Introduction	7
Overview of the Topic	7
Aim of the Dissertation:	7
1.2 Definitions and Terminology	7
Key Definitions	7
Acronyms and Abbreviations:	8
1.3 Rationale for Research	8
Purpose of the Research	8
Identified Problems and Research Gaps:	8
1.4 Aim and Objectives	9
Research Aim	9
Research Objectives	9
1.5 Conclusion	9
Summary of Chapter 1	9
Signposting to Chapter 2	9
CHAPTER 2 – Background Information and Analysis	10
2.1 Introduction	10
Purpose of the Chapter	10
2.2 Historical Background	10
Development of the Topic	10
Significant Historical Figures and Contributions	10
2.3 Theoretical Background	11
Key Theories and Concepts	11
Application of Theories	12
Critical Evaluation	12
2.4 International Context	12
Global Perspectives	12
Comparative Analysis	13
Case Studies	13
2.5 National/Local UK Context	13
UK Perspective	13
Policy and Regulation	14
Local Context	14
2.6 Conclusion	14
CHAPTER 3 – Methods and Search Strategy (1,000 words approx.)	15
3.1 –Introduction (100 word approx.)	15
3.2 – Search Strategy (100 word approx.)	15
3.3	– Searching for Information (200 words approx.)	16
3.4	– Research Validation (150 words approx.)	16
3.5	- Inclusion and Exclusion Criteria (100 words approx.)	17
3.6	– Ethical Considerations (100 words approx.)	18
3.7 – Chapter Conclusion (100 words approx.)	18
CHAPTER 4 – Findings and Discussion (4,000 words approx.)	19
4.1 –Introduction (100 word approx.)	19
4.2 – Thematic Analysis (200 word approx.)	19
4.3 – Theme 1 (insert theme heading here) (1,150 words approx.)	19
4.4 – Theme 2 (insert theme heading here) (1,150 words approx.)	21
4.5 – Theme 3 (insert theme heading here) (1,150 words approx.)	23
4.6 – Chapter Conclusion (200 words approx.)	24
CHAPTER5 – Conclusion and Recommendations (1,000 words approx.)	25
5.1 – Overall Conclusion (200 words approx.)	25
5.2 – Recommendations(800 words approx.)	25
5.2.1 – Recommendation 1	26
5.2.2 – Recommendation 2	26
5.2.3 – Recommendation 3	26
CHAPTER 6 – References and Appendices	27
6.1 – References	27
6.2 – Appendices	28





















[bookmark: _Toc215569048]CHAPTER 1: Introduction 
[bookmark: _Toc215569049]1.1 Introduction 
[bookmark: _Toc215569050]Overview of the Topic
The general area of this research understands the impact of Autism Spectrum Disorder (ASD) on the parents and caregivers of the patients, especially within the UK context. The research is highlighting how children suffering from ASD are dealt with differently from others and what psychological or emotional impact they have on their parents. ASD is a complex developmental disorder which involves persistent challenges with social communication, restricted interests and repetitive behaviour (Sánchez Amate and Luque de la Rosa, 2024). Thus, sometimes it is very difficult for parents and caregivers of children to easily handle them. The context of this topic is for handling the psychological or emotional distrust of parents and caregivers of patients suffering from ASD. Historically, there was less research and awareness regarding the support provided to patients or their families; however, in contemporary development, there has been an increased understanding of diverse or inclusive services. 
[bookmark: _Toc215569051]Aim of the Dissertation: 
The primary aim of this research is to analyse the psychological and emotional impact of ASD on parents and caregivers in the UK. From conducting this study, the researcher hopes to achieve a broader impact and contribution to the field of research, so that better care can be provided to patients in the UK. The research will also include international and local context about the topic, so this means that the research will contribute to some kind of international development. The research will contribute to policy development and improve the practical application so that a positive psychological impact can be achieved. 
[bookmark: _Toc215569052]1.2 Definitions and Terminology 
[bookmark: _Toc215569053]Key Definitions
Psychological and emotional impact- This is defined as the impact of event or situation by having intense feeling, anxiety and cognitive changes that could affect individual sense of security (Hasson et.al 2024). This term is important and relevant to the topic due to the fact that different psychological or emotional impacts of ASD will be analysed within the study. 
Autism Spectrum Disorder (ASD)- This is defined as a developmental disorder which affects the daily life of a patient, including interaction, communication, behaviour and general interest as well (Leadbitter et.al 2022). The importance and relevance of this term in the research is that it acts as the primary term or variable of study. 
Caregivers- A caregiver is defined as the individual who provides support and care to someone who needs help with daily living due to age, disability and illness (Gillespie-Smith et.al 2023). The relevance and importance of this topic will be presented in detail about how caregivers are affected at an emotional level while dealing with patients suffering from ASD. 
Support services- This is defined as the broad category of services and activities which are designed for individuals so that they can improve their way of life (Evans et.al 2022). The relevance and importance of this term is that it helps in including how support services are provided to parents of ASD patients. 
Intervention strategies- These are defined as the planned actions or methods used to support individual in achieving their specified health goal or overcoming challenges (Leadbitter et.al 2022). The importance and relevance of this term for the study is that it helps in identifying how ASD patients could be treated. 
[bookmark: _Toc215569054]Acronyms and Abbreviations: 
	Acronyms
	Abbreviations

	ASD
	Autism Spectrum Disorder

	NHS
	National Health Service 

	WHO
	World Health Organisation


  
[bookmark: _Toc215569055]1.3 Rationale for Research
[bookmark: _Toc215569056]Purpose of the Research
The reason behind choosing the topic is to know how parents and caregivers of ASD patients are suffering in psychological or emotional states while providing their care to the patients. ASD is a condition where not only the patient but also their family or parents are going through emotional distrust, which needs to be studied properly. Within the existing literature, there are certain kinds of support provided to parents and caregivers; however, they are also suffering from emotional or psychological challenges. According to the current trends, there are government-based support, mental health resources and community-based support provided to parents. Thus, these supports provided are actually relevant to ongoing debates made on the topic.
[bookmark: _Toc215569057]Identified Problems and Research Gaps: 
The current issue or gap in current research that this dissertation aims to address is the existing support provided to the parents and caregivers. The new changes which should be made according to the current support provided to them will also be explored within this study. Therefore, this study will contribute to filling this gap by addressing these problems by collecting relevant data. The existing information about the topic will be collected by the researcher so that further analyses can be made. So this dissertation is very much justified by collecting data about the psychological impact of ASD on parents and caregivers, especially within the context of the UK. 
[bookmark: _Toc215569058]1.4 Aim and Objectives
[bookmark: _Toc215569059]Research Aim
Examine the impact of ASD on parents and caregivers, both psychologically and emotionally, as well as assess what support is currently in place and can be put in place to aid parents and caregivers. 
Additionally, the study will also be aimed at examining the ASD current interventions for ASD that are provided within the UK so that further improvement could be identified in an effective manner. 
[bookmark: _Toc215569060]Research Objectives
Objective 1:  Define and examine what ASD and the neurological differences are, and the impact ASD has on caregivers and parents.
Objective 2:  Analyse how ASD impacts parents' and caregivers' psychological and emotional well-being.
Objective 3: Evaluate current interventions and policies addressing ASD for children and young people with ASD, which help parents and caregivers to support them.
Objective 4: Provide recommendations on how to improve education for learners with ASD.
[bookmark: _Toc215569061]1.5 Conclusion
The main points covered in this chapter are the aim and objective of the study on which the whole research is actually based. Then the chapter also highlighted the need and relevance of the topic that needs to be studied properly by providing clear definitions of key terms. The problem or research gaps were also identified within this chapter in a proper manner. The aim and objective of the study are important as they will help in exploring the topic further. 
The next chapter, or chapter 2, provides background information about the topic on which the study is to be conducted. This chapter plays an important role within the dissertation by explaining the historical and theoretical background of the topic. There is also an inclusion of international and national context about the topic, so that development could be identified over the years. 





[bookmark: _Toc215569064]CHAPTER 2 – Background Information and Analysis 

[bookmark: _Toc215569065]2.1 Introduction 
[bookmark: _Toc215569066]Purpose of the Chapter 
The key purpose of the chapter is to provide the conceptual information about the study through presenting essential background knowledge on Autism Spectrum Disorder (ASD). It clarifies the broader landscape in which parents and caregivers in the UK navigate with emotional and psychological challenges. In addition, this chapter will set the foundation for the research by tracing the historical evolution about the understanding of ASD, reviewing key perspectives of theories and outlining relevant contexts of UK socio-policies. These elements will create a systematic and informed base that ensures that research is anchored in established knowledge. Also, by placing the topic within broader healthcare, societal and care giving contexts, this chapter will highlight the systematic forces that shape the caregiver and parental experiences in the UK. It offers a wide-angle perspective that will prepare the readers for the detailed examination that will follow in the next chapters. 
[bookmark: _Toc215569067]2.2 Historical Background 
[bookmark: _Toc215569068]Development of the Topic 
The topic of Autism Spectrum Disorder (ASD) and its impact on caregivers and parents has evolved with the shifting understanding about autism over the past century. In the 1940s, early descriptions were emerged through Hans Asperger and Leo Kanner, whose clinical observations make formal recognition of autism as a distinct condition that needs to develop (Christopher et.al 2023). Over time, with the expansion in diagnostic criteria, there has been a significant increase in awareness, and research has begun that acknowledges the broader socio-emotional dimensions of caregivers. 
There are various key historical events and milestones that shape the current state through shaping the contemporary understanding about the emotional and psychological impact on caregivers. Key event of publication of successive editions on DSM widened the boundaries of diagnostic that has a pivotal influence on the support needs and prevalence rates (Turnage and Conner, 2022). Key milestones include the legislative development in the UK such as SEND reforms and the Autism Act of 2009 that established the statutory responsibilities for service provision and assessment that alters the experience of caregivers. Along with that, growth in the parent-led networks and growth of advocacy organisations also enhances awareness about support gaps, strain, and resilience of caregivers. 
[bookmark: _Toc215569069]Significant Historical Figures and Contributions 
Several organisations and influential figures have enhanced the understanding of ASD and the overall experiences of caregivers. Historical figure such as Leo Kanner’s foundational research results in characterisation of early traits of autism that shapes the decades of inquiry. In addition, work by Lorna Wing in the UK further reframed autism as a spectrum that enhances service access and recognition of caregivers (NIH, 2021). Simon Baron-Cohen also significantly contributed through research based on cognitive theories about support frameworks and informed diagnostics. Alongside individuals, organisations such as the National Autistic Society (NAS) in the UK played pivotal roles in public education, advocacy and policy influence. Their combined contributions have expanded the clinical knowledge of autism and highlighted the lived realities of caregiver families. 
There is a vital influence of the work of these figures and organisations that has profoundly shaped the modern perspectives on caregiving and ASD. The conceptual foundations by Kanner and Wing enabled more accurate diagnoses about autism that in turn allowed the researchers to explore how families adapt to the caregiving responsibilities (Alkhateeb et.al 2022). Along with that, Baron-Cohen’s theoretical contributions further stimulated discussions around the burdens of caregiver and related to the coping from emotional and psychological needs. Meanwhile, the NAS and similar groups transformed the attitudes of societies by emphasising on inclusion and advocating for systems for offering practical support. Their combined influence helped to shift the approaches from child-focused to family-focused that encourage the recognition of psychological wellbeing of caregivers as a research priority.
[bookmark: _Toc215569070]2.3 Theoretical Background 
[bookmark: _Toc215569071]Key Theories and Concepts
The research topic offers the valuable theoretical as well as conceptual implications for the understanding and addressing particular issues in depth. The family stress theory highlights the changes in the family dynamics which happen because of the stress (Sánchez Amate and Luque de la Rosa, 2024). The chosen theory highlights the way families handle the stressful events in the challenging situations. The double ABC-X model highlights the crisis effects on the family using the biological as well as environmental viewpoints. 
On the other hand, another such theory is stress and coping, which is referred to as a dynamic procedure. This allows individuals to appraise the connections with the environment. Also, coping refers to the cognitive as well as behavioural strategies which individuals employ to handle stressful situations (Hasson et.al 2024). Furthermore, emotion-focused coping emphasises on reducing the emotional distress which occurs in a crisis situation. 
Both of the above theories are connected with the research areas on the psychological and emotional impact of ASD. The family stress theory highlights ASD as a lifelong disorder with an impact on multiple domains (Gillespie-Smith et.al 2023). On the other hand, the stress and coping theory helps in understanding the relationship between the psychological distress and cognitive coping strategies in the caregivers of the patients. 
[bookmark: _Toc215569072]Application of Theories
The family stress theory has been applied in previous research by showing how increased parental stress leads to ASD. Furthermore, families of child with ASD need more financial and emotional support than the families (Evans et.al 2022). Also, the theory also helps in analysing the consequences of crisis prevention and treatment services in helping patients. On the critical note, stress and coping theory is applied to analyse the way coping strategies help in handling stressful events. Also, strong emotional as well as social relationship helps patients to handle the ASD stress as well as maintain mental health. 
According to the study, the use of family stress theory is used to analyse families of children with ASD who experience the stress. The study highlights the experience of stress within the families and its impact on the patients (Hosseinpour et.al 2022). Also, another study emphasises on ABC-X model, which aims to emphasise people's coping resources as well as strategies used by caregivers. The study also highlights the strategies for dealing with the stress within the family to protect their mental health. 
[bookmark: _Toc215569073]Critical Evaluation
As per the views of Wigham et.al (2023) the key strength of the family stress and stress and coping theory is to understand the impact of ASD on families. This also helps in analysing the range of coping techniques implemented by the caregivers to handle the challenges. Also, family caregivers play a significant role in protecting the family member with ASD. On the critical note, Sánchez Amate and Luque de la Rosa, (2024) argued that the key limitation of the family stress theory is that it does not consider the individual differences while implementing coping strategies. 
The debate on the family stress theory includes that it does not consider the role of the social factors within the family stress (Hasson et.al 2024). On the other hand, the stress and coping theory debate includes burden's impact on the health of the caregiver. 
[bookmark: _Toc215569074]2.4 International Context 
[bookmark: _Toc215569075]Global Perspectives 
Across the world, the psychological and emotional impact of ASD on caregivers is recognised as a significant concern related to the public health (Van Niekerk et.al 2023). Nations may differ in cultural beliefs, diagnostic awareness, and support availability, yet most acknowledge the responsibilities of caregivers that create sustained emotional strain that is required for family-centred services, structured interventions and inclusive community support systems.
International trends include community-based support, early diagnosis, and state-funded assistance to caregivers. Policies in various regions aim to resources in mental-health, respite care and inclusive education (Sánchez Amate et.al 2024). Practices highlights about the increased adoption of strengths-based frameworks, culturally sensitive support models and digital interventions. As a result, global emphasis is shifting toward recognising the well-being of caregivers as integral to long-term and effective management of ASD.
[bookmark: _Toc215569076]Comparative Analysis 
At global level, The UK emphasises on offering publicly funded support through the statutory assessments, NHS and autism legislation that leads to create structured pathways for families (Christopher et.al 2023). Based on comparison, the US heavily relies on varying state policies, private insurance, and individual advocacy. In contrast, the UK offers increased uniform access; the US provides wide options of early intervention but with significant inequalities.
Global collaborations such as Autism Spectrum Disorders Resolution by WHO and disability-inclusive programmes BY UNICEF promote standards of consistent diagnostic and support priorities of caregivers (WHO, 2023). Consortia in International research that includes the initiatives of Autism Speaks and Global Autism Public Health also contribute through strengthening data collection in cross-countries, awareness and capacity-building in regions with limited infrastructure of ASD.
[bookmark: _Toc215569077]Case Studies
In Canada, national guidelines primarily emphasise on providing coordinated care and early interventions that are publicly funded that minimises the stress of caregiver. On the other hand, NDIS in Australia provides individualised funding that provides control to the families over support plans (NDIS, 2025). In contrast, many low-income countries that have lack of formal diagnostic services leads caregivers to rely on informal mechanisms and community networks for emotional and practical support.
Successes include expansion of early-intervention programmes, better accuracy in diagnostic, and increased public awareness at global level (Turnage and Conner, 2022). However, challenges include long waiting times in the UK, cost barriers in the US, workforce shortages in Australia, and limited services in developing countries. These disparities continue to shape the wellbeing of caregiver and influence global efforts toward equitable support to ASD.
[bookmark: _Toc215569078]2.5 National/Local UK Context 
[bookmark: _Toc215569079]UK Perspective	
Within the UK, ASD is referred to as a neurological disorder with a severe developmental disability which creates issues with feeling and thinking. Additional policies within the UK highlight the major emphasis on the relationship between the parents' caregiving and perception of the child's stress (Gillespie-Smith et.al 2023). In the country, there is a rising trend in delivering as well as preventive interventions in handling the youth's mental well-being and health issues. Another such trend is multiagency working, which emphasises efficient child safeguarding. The government within the UK is encouraging the schools to collaborate as well as coordinate with each other to protect children with ASD issues. 
[bookmark: _Toc215569080]Policy and Regulation
The autism act 2009 highlights the needs of adults with the ASD. This includes the government strategy for enhancing services for adults and the local authority. This offers the protections as well as set duties which public bodies need to meet (Evans et.al 2022). On the other hand, the SEND code of practice is a regulation within the UK which aims to meet the educational needs of children. This offers specific intervention and measures to change the behavioural performance. These act and regulations is connected to protect the well-being of people with ASD and promote their families’ mental health. These practices ensure children have with right support as well as have equal opportunities for growth and development. 
[bookmark: _Toc215569081]Local Context
Within England, the ASD strategies have been developed by local authorities to help people with additional needs (Hosseinpour et.al 2022). In this area, some organisations offer support to children with ASD with parental education. This helps parents to receive guidance and emotional support from each other. 
In the context of regional variations, Manchester's early assistance services aim to build the capacity within the community to support education. They also include local universities to promote children's health with ASD and their families (Wigham et.al 2023). Also, this provides children and young adults with learning disability with additional resources and help. They also offer early intervention as well as preventive services in handling challenges in education and health. They engage with the rural and low-income areas to understand the barriers in health care and educational needs. 
[bookmark: _Toc215569082]2.6 Conclusion 
In summary, this chapter has provided a comprehensive overview of the historical, theoretical, and contextual literature relating to ASD and its impact on children and their families. Particular attention has been given to the psychological and emotional experiences of parents and caregivers of children with ASD, highlighting the substantial emotional demands associated with caregiving. The chapter also explored key theoretical frameworks, including family stress theory and stress and coping theory, which offer valuable lenses for understanding how families respond to and manage the challenges associated with ASD.
In addition, this review examined the current UK policy and legislative context, outlining the frameworks intended to support individuals with ASD and their families. Despite these provisions, the literature consistently suggests disparities between policy intentions and the lived experiences of parents and caregivers, particularly in relation to access to timely and adequate support services.
Collectively, the literature indicates a need for a more integrated understanding of parental experiences that extends beyond individual studies. Consequently, the following chapter outlines the methodological approach adopted in this study, which employs a desk-based, literature-based thematic analysis. This approach enables the synthesis of qualitative findings across existing research to identify recurring patterns and themes related to the psychological and emotional impact of ASD on parents and caregivers in the UK, as well as to evaluate whether current support services are meeting their needs.
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[bookmark: _Toc215569083]CHAPTER 3 – Methods and Search Strategy 

[bookmark: _Toc215569084]3.1 –Introduction
Purpose of the Chapter:
The research methods employed in this study are essential for systematically identifying, selecting, and analysing academic sources that form the foundation of the thematic findings presented in chapter 4. By adopting a desk-based, literature-based approach, the study ensures that relevant qualitative research exploring parental and caregiver experiences of ASD in the UK is critically examined. The structured literature search and thematic analysis process enable the identification of recurring patterns and meanings across studies, allowing for the synthesis of key themes related to psychological and emotional impact and the adequacy of support services.
[bookmark: _Toc215569085]3.2 – Search Strategy  

Developing Keywords:
ASD, parents/caregivers, psychological and emotional impact, support services are all key words from the research question. Throughout the study terms mentioned above will be mentioned alongside with professional synonyms. These were used to aid and ensure a comprehensive literature search. For example, like NHS services, support provision, social care services, educational support. Parent and caregiver terms and synonyms will also be mentioned. Such as family caregivers, informal carers, mothers, fathers, family members and parents of autistic children.
Boolean Operators:
The significance of using Boolean operators is major as using “AND, OR,NOT” to combine or narrow searches improves relevance. It enables to go through lots of studies and finding ones that are relevant to the research question. 
3.3 [bookmark: _Toc215569086]– Searching for Information 
Databases and Platforms:
A range of academic databases and platforms were used to identify relevant literature for this study, including google scholar, PubMed and UWTSD library. These sources were selected due to their credibility, accessibility, and relevance to the interdisciplinary nature of the research topic. Google scholar was used to locate a broad range of peer-reviewed journal articles and seminal works related to ASD and parental experiences. PubMed was utilised to identify health-focused and psychological research, particularly studies examining caregiver wellbeing and mental health outcomes. UWTSD library provided access to journals and articles that are difficult to reach, usually behind pay walls subscriptions etc.
Using Filters:
To refine search results, several filters were applied. These included peer-reviewed journal articles, applying date range to prioritise contemporary research, and focusing on studies conducted within the United Kingdom. Additional adjustments were made throughout the search process by refining keywords, using Boolean operators synonyms to improve relevance.

3.4 [bookmark: _Toc215569087]– Research Validation

Skimming Techniques:
Skimming techniques is a vital skill to have when searching through multiple articles, databases and journals. It allows to briefly look for key information or words that are relevant through reading the subheadings or abstract. An abstract is a great way to get a summary of what the study is all about with brief sentences about each section.
CRAAP Test Application:
The quality of each source was evaluated using the CRAAP test, assessing the currency relevance, authority, accuracy, and purpose. While not all sources met every criterion, priority was given to literature that demonstrated strong currency, direct relevance to parental experiences of ASD in the UK, and high authority, such as peer-reviewed journal articles authored by recognised researchers. This ensured inclusion of credible and contextually appropriate evidence to support the thematic analysis.
Decision-Making:
· Provide an example of how you determined whether a source was reliable and suitable for inclusion.

3.5 [bookmark: _Toc215569088]- Inclusion and Exclusion Criteria

Inclusion Criteria:
This study included peer-reviewed journal articles published within the last ten years, with a specific focus on UK-based research exploring the psychological and emotional experiences of parents and caregivers of children with Autism Spectrum Disorder. Studies employing qualitative or mixed-methods designs were prioritised due to their relevance to thematic analysis. Sources that did not meet the criteria above were then excluded, including opinion based blogs, non-academic publications and most importantly outdated research. These inclusion and exclusion criteria ensured that the literature remained current, credible, and directly relevant to the research question, therefore maintain academic quality and focus.

3.6 [bookmark: _Toc215569090]– Ethical Considerations 

Secondary Research Ethics:
This study utilised credible research through secondary means. No new research was formed or collected. We used academic peer reviewed articles and journals as well as databases. Every source we used or information that’s included is correctly cited and labelled with the right reference to ensure academic integrity. Information that’s included has been researched and used without bias.
[bookmark: _Toc215569091]3.7 – Chapter Conclusion

Summary:
This study employed a systematic literature search across academic databases, applying predefined inclusion and quality criteria to evaluate relevant sources. Selected literature was analysed using a literature-based thematic coding approach, enabling the identification of recurring patterns and themes central to addressing the research pattern.
The next chapter will present the findings of the literature based thematic analysis. The results are organised into clearly defined themes, each synthesising evidence from relevant studies and discussed in direct relation to the research question concerning the psychological and emotional impact of ASD and the adequacy of support services for parents and givers. 
[bookmark: _Toc215569092]
CHAPTER 4 – Findings and Discussion 

Below is a template and guidance on how to complete Chapter 4 – Findings and Discission. Please read the whole document carefully and familiarise yourself with the BMHP6020 - Independent Project Moodle page which also includes a step-by-step PowerPoint Guide.  
This document is for guidance only and you do not have to follow it, you are free to present this Chapter however you wish. 
[bookmark: _Toc215569093]4.1 –Introduction 

This chapter presents the findings of the literature-based thematic analysis, organised around three key themes identified across the selected studies. These themes include the emotional and psychological burden experienced by parents and caregivers, barriers encountered when accessing support services, and coping strategies and informal support networks developed by families. Each theme synthesises evidence from relevant literature and highlights recurring patterns in parental experiences of raising a child with Autism Spectrum Disorder in the UK. The findings chapter will present and analyse these themes, while the discussion chapter will critically interpret the results in relation to existing literature, theoretical frameworks, and the research question regarding whether current support services adequately meet parental needs.
[bookmark: _Toc215569094]4.2 – Thematic Analysis 
Semantic analysis is a qualitative research method used to identify, analyse and interpret patterns or themes within data. In the context of secondary literature-based research involved systematically reviewing existing studies to detect recurring ideas, concepts and findings relevant to the research question. This approach enables the researcher to organise large volumes of information into meaningful themes around for critical interpretation rather than simple description (Braun and Clarke,2006).
The findings of this dissertation are organised into three key themes that reflect the lived experiences of parents and caregivers of children with ASD within the UK. The first theme explores the emotional and psychological strain associated with caregiving highlighting the significant impact on parental wellbeing. The second theme examines barriers, delays and systemic challenges within support systems, focusing on issues such as access to diagnosis and service provision. The final theme considers how parents manage gaps in support, including the coping strategies they adopt in the absence of adequate services. Ticket that these themes provide a comprehensive understanding over their current support systems are effectively meeting the needs of families affected by ASD.

[bookmark: _Toc215569095]4.3 – Theme 1- Emotional and psychological strain on parenting a child with ASD 
Autism spectrum disorder is a condition which is characterised by persistent difficulties in social communication and interaction, as well as restricted or repetitive patterns of behaviour, interests, or activities. Individuals with ASD may experience challenges in interpreting social cues, maintaining reciprocal conversations, understanding emotional expressions, and recognising social rules (American Psychiatric association, 2013). Difficulties with communication may include interpreting facial expressions, tone of voice, sarcasm, or body language, which can influence how individuals interact with others and navigate social environments.
These social and communication challenges often require additional support from caregivers, particularly parents. Parenting a child with ASD can involve managing behavioural difficulties, navigating specialised healthcare and educational services, and addressing the child’s social and developmental needs. As a result, parents frequently experience emotional and psychological strain while attempting to provide adequate care and support for their child (Hayes and Watson, 2013). The emotional demands associated with parenting a child with ASD can lead to increased levels of stress, anxiety, and psychological distress compared to parents of typically developing children or children with other developmental disabilities (Bonis,2016).
Historically, autism was poorly understood, and early theories often placed blame on parents, particularly mothers. For example, the refrigerator mother theory proposed in the mid 20th century suggested that autism resulted from emotionally distant parenting. This theory has since been widely discredited, but it contributed to stigma and psychological distress for families. (Silverman, 2012).
Over the past several decades, researchers would understand Buddhism has a new developmental condition influenced by genetic And environmental factors. Increased awareness and improved diagnostic criteria have led to a rise in ASD diagnosis worldwide. The Diagnostic and Statistical Manual of Mental Disorders, DSM 5 consolidated several previously separate diagnosis into a single vote in spectrum disorder category, highlighting the wide variation in symptoms. Severity Help function abilities among individuals with ASD (American psychiatric association, 2013)
Despite advances in diagnostic intervention, parents continue to face considerable emotional and psychological challenges. Raising a child with ASD often requires intensive caregiving, long term commitment, including therapy appointments, educational planning and behavioural support. These responsibilities can disrupt family routines, employment opportunities and social relationships contributing to ongoing parental stress (Karst and Van Hecke, 2012).

Impact on Research Question
The emotional and psychological strain experienced by parents and the critical aspect. Understand the broader impact of ASD on families. Research consistently demonstrates the parents or children ASD reports in strictly higher levels of parenting stress compared to parents and children with other developmental disabilities (Hayes and Watson, 2013). This theme is directly relevant to research exploring the lived experiences of parents raising children with ASD. Emotional string can influence parental well-being, family functioning and quality of care given provided the child. Chronic stress may also affect parents’ mental health, potentially leading to anxiety, depression or burnout (Davis and Carter 2008). Understanding emotional experiences essential because parents play a central role in development and support of children with ASD. Thereafter responsible for implementing therapeutic strategies at home and coordinating care across multiple senses. Therefore, examining the emotional burden placed on parents provides valuable insight into support system that intervention may improve parental and child outcomes.
Statistical Information
Statistical evidence highlights the extent of emotional and psychological strains experienced by parents and children. ASD. Studies have found that parents of children with ASD experience higher stress levels and parents of children with developmental conditions (Hayes & Watson, 2013). In a meta-analysis of parenting stress, researchers conclude that severity of pasty symptoms and behavioural difficulties were strongly associated with increased parental distress. Research also indicates children ASD maybe particularly vulnerable to mental health challenges. Davis and Carter (2008) found the mothers of young children with ASD reported elevated levels of depressive symptoms and parenting stress often linked to behavioural issues such as aggression, communication difficulties and repetitive behaviours.
In addition, a large-scale study by Bitsika and Sharpley (2004) found that more than half of parents raising children with autism reported clinically significant levels of stress. Financial pressures related to therapy costs, reduced employment opportunities and specialised education support can further exacerbate this stress. Globally, the prevalence of ASD has also increased, placing additional demands on healthcare and support services. According to the World Health Organisation (2023). 1 in 100 children worldwide are estimated to have autism. As diagnosis continue to rise, more families are experiencing emotional challenges associated with caring for a child with ASD.

Theories, Policies, and Legislation
Several theoretical perspectives help explain the emotional and psychological strain experienced by parents of children with ASD. One key framework is the family stress model, which suggests that chronic stresses within family environment can negatively affect parental mental health and overall family functioning. Caring for a child with ASD may create ongoing stress due to behavioural management, financial costs and uncertainty about the future.
Another Relevant framework is Lazarus and Folkman’s (1984), Stress and Coping Theory, which proposes that individuals experience stress when they perceive demand to exceed their coping resources. Parents of children ASD often face numerous caregiving demands, including navigating healthcare systems advocate for educational services managing challenging behaviours. When support systems are limited, these demands can lead to significant psychological strain. Additionally, family systems theory highlights how the presence of ASD effects not only the child, but the entire family unit. Changes in family roles, responsibilities, and daily routines can influence relationships between parents, siblings and extended family members. Understanding these direct perspectives helps researchers and practitioners identify strategies to reduce parental stress and improve family resilience.
Children of Families Act 2014 is a policy which introduced significant reforms should support available for children and young people with special educational needs and disabilities (SEND). Under this Act, local authorities are required to identify and assess the needs of children with SEND and provide appropriate support services. The legislation also introduced education, health and care plans (EHCP's) which ensure that children with conditions such as autism receive coordinated with. Support across education, healthcare and social services.
Implications
The emotional strain associated with parenting a child with ASD can have both negative and positive implications. On the negative side, prolonged stress can affect parents, mental health, relationships and overall quality of life. High levels of stress may also lead to social isolation, particularly if families feel misunderstood or unsupported by the communities. However, some studies have also identified positive outcomes associated with parenting a child ASD. Many parents report developing greater resilience, patience, and empathy as they adapt to the child  needs. Families may also experience stronger emotional bonds, greater appreciation for small Developmental achievements. 
Support networks, including extended family, community organisations and professional services, play an important role in reducing parental stress and promoting positive adaptation. Access to counselling, support groups, and educational resources can help parents develop effective coping strategies and improve overall family well-being.
Examples from Your Articles
Several studies provide evidence of the emotional psychological strain experienced by parents raising children with ASD. For example, Estes et al (2009) examined parenting stress families of children with autism and found that parents reported significantly higher levels of stress compared to parents of typically developing children. The study also found that behaviour difficulties in communication parents in children with ASD with strong predictors of parental stress. These findings highlight how the characteristics of autism can contribute to ongoing emotional challenges for parents. Another study by Pottie and Ingram (2008) explored coping strategies used by parents of children ASD. Their research showed their parents frequently experienced chronic stress. Poor may develop coping mechanisms such as problem focused coping, social support seeking and positive reappraisal. However, the study also found that parents with limited support network networks were most likely to experience emotional exhaustion and psychological distress.
Similarly Bonis 2016 revealed research on parental stress associated with raising children with autism and concluded that parents of children ASD experience higher rates of depression, anxiety and mental health difficulties, and parents of children with other disabilities. The review emphasised that behavioural challenges, financial strain and uncertainty about the child’s future contribute significantly to parental stress. These studies collectively demonstrate the emotional and psychological strain is a common experience among parents raising children with ASD. While some parents develop resilience and adaptive coping strategies, many require additional support services to manage long term demands of caregiving. Understanding these experiences therefore essential in examining the broader impact of autism on family well-being.
[bookmark: _Toc215569096]
4.4 – Theme 2- Barriers, delays and systemic challenges within support systems. 


Definition 
Barriers, delays and systematic changes in support systems refer to structural, organisational and institutional obstacles that hinder parents, caregivers of children with autism spectrum disorder (ASD). From accessing timely and effective support. These challenges may include long waiting times for diagnosis, limited-service availability, fragmented service provision, and insufficient professional knowledge. Within the UK context, such barriers are often embedded within healthcare, education, and social care systems creating calmative stress for families (Crane at al ,2016). The systemic issues extend beyond individual experiences and reflect wider inadequacies in service delivery frameworks.
Background Information
Historically, autism support services in the UK are fundament significant relevant, particularly following increased awareness and policy recognition of ASD. The introduction of Autism Act 2009 marked key milestone aiming to improve services and promote early diagnosis. However, despite policy advancements, research indicates the systematic challenges remain. For example, early studies highlight limited diagnostic pathways and lack of coordinate care between services (Howlin and Moore, 1997).
In more recent years, rising diagnosis rates have placed increasing pressure on already stretched services. While awareness has improved, service capacity has not expanded proportionately, resulting in prolonged waiting times and inconsistent support provision across regions (Crane et al, 2016). This has created disparity between policy intentions and practical implementation, contributing to ongoing systemic inefficiencies.
Impact on Research Question
 This team is highly relevant to the research question as barriers and delays within support systems directly influence psychological and emotional well-being of parents and caregivers. When families encounter difficulties accessing support, stress levels or significantly heightened, exacerbating feelings of frustration, helplessness, and isolation (Zablotsky et al,2013). Furthermore the effectiveness of current UK support services cannot be fully understood without examining the system systemic challenges. If services are  inaccessible or delayed their inability to meet parental needs is fundamentally compromised. Therefore, this theme is central to evaluating whether existing provisions adequately support families as it highlights the gap between service availability and actual accessibility.
Statistical Information
Empirical evidence demonstrates the extent of systemic barriers within UK autism services. Studies have consistently reported long waiting times for diagnosis, often exceeding recommended guidelines. Crane et al (2016) found that many families in the UK experienced delays of over a year between initial referral, and formal diagnosis, significant impacting early intervention opportunities. Additionally, statistics indicate considerable regional variation service provision, commonly referred to as post code lottery. Some areas of comprehensive multidisciplinary support, while others lack basic services, leading to unequal access (Parliamentary Office of Science and Technology, 2020). This inconsistency contributes to disparities in parental experiences and outcomes. Moreover, research suggests that parents frequently report dissatisfaction with service coordination. Goin-Kochel et al (2006) identified that fragmented service systems often require parents to navigate multiple agencies independently, increasing the emotional burden. While these statistics highlight systemic weaknesses they also demonstrate the broad implications of inadequate infrastructure within support systems.
Theories, Policies, and Legislation
The challenges identified within this theme can be effectively understood through the Family Stress Model and Stress and Coping Theory. The Family Stress Model suggests that external stresses such as financial strain or lack of support directly impact family functioning and parental well-being. In the context of ASD, systemic barriers act as chronic stressors, intensifying parental distress (Perry, 2004). Similarly, Lazarus and Folkman’s Stress and Coping Theory, emphasises the role of perceived control and available resources in managing stress. When parents face delays and limited support, their ability to cope with significantly reduced him to heightened emotional strain. These theories highlight how systemic failures are not merely practical issues, but also the psychological stresses that can directly affect caregivers.
The UK government has implemented several policies aimed at improving autism services including the Autism Act 2009 and the NICE guidelines for autism diagnosis and management. Please policies emphasise early diagnosis, coordinated care, person centred support. However, despite these frameworks, implementation remains inconsistent. Research suggests that policy initiatives often fail to translate effectively into practise due to resource constraints, lack of accountability. NICE guidelines recommend timely diagnostic assessments; many services struggle to meet these targets due to staff shortages and high demand. This highlights a critical gap between legislative intent and real-world outcomes.
Implications
Presence of systemic barriers have been autism support services has both negative and to lesser extent positive implications. On a negative level, delays in diagnosis and intervention can have long term consequences for both children and their families. Early intervention is widely recognised as crucial in improving development outcomes, therefore delays may limit effectiveness of support provided (Zablotsky et al, 2013). Additionally, ongoing difficulties in accessing services contribute to parental stress, potentially leading to mental health issues such as anxiety and depression. Furthermore, systemic challenges may undermine trust in healthcare and support systems, discouraging families from seeking help in the future. This can create a cycle of unmet needs and continued distress. However, some studies suggest another getting these barriers can lead to increase resilience among parents as they develop advocacy skills and stronger coping mechanisms (Perry, 2004). While this may be considered a positive outcome, it should not lessen the responsibility of support systems to provide accessible and effective services.
Overall implications of this theme highlight significant shortcomings within current UK support systems. The persistence of barriers and delays suggests that, despite policy efforts, services are not fully meeting the needs of parents and caregivers.  Addressing the systemic issues is essential to improving both parental and child outcomes reinforcing the importance of continued research and policy reform in this area.
Examples from Articles
Evidence from UK based studies further illustrates the lived experience of parents navigating these systemic challenges. Crane et al (2016) found parents frequently reported frustration with lengthy diagnostic processes, often describing the system as complex and overwhelming. Similarly, a study by Russell et al, (2019) highlighted that delays in accessing services not only postponed support for children but also intensified parental anxiety and uncertainty. In addition, Pelicano et al (2014) identified a disconnect between research, policy and practice, noting that families often felt unsupported, despite the existence of national strategies. These studies collectively demonstrate the systemic barriers are not isolated incidents for widespread issues affecting families across the UK. While the parents eventually access support, the process is often prolonged, an emotionally taxing reinforcement or even their current systems and adequately meeting their needs.
[bookmark: _Toc215569097]4.5 – Theme 3 – Managing gaps and coping in the absence of adequate services  

Definition 
Managing gaps and coping in the absence of adequate services refers to the strategy, adaptation, and psychological processes employed by parents and caregivers of children with autism spectrum disorder (ASD) when formal support systems are insufficient, delayed, or inaccessible. These coping mechanisms may include emotional regulation strategies, informal support networks, self-education, and advocacy efforts. Within the UK context, the gaps in service provision persist. Parents are often required to compensate for systemic shortcomings, effectively becoming primary coordinators of care (Ryan and Runswick-Cole,2008). This theme highlights how care given extends beyond traditional parental roles, placing additional psychological and emotional demands on families.
Examples from Articles
Evidence from existing literature illustrates how parents actively manage caps and support through a range of coping strategies. Ryan and Runswick-Cole (2008) from the parents often take on the role of advocates navigating complex systems to secure appropriate services for their children. Similarly, Crane et al (2016) reported that many parents engage in extensive self-education, seeking information from online resources, support groups and any other parents to compensate for a lack of professional guidance. Gray (2002) highlight important to social support networks, noting their parents frequently rely on family members and peer support groups to manage emotional stress. However, Hastings et al (2005) emphasise that while such coping strategies can provide short term relief, they do not address the underlying systemic issues often leading to long term psychological strain. Collectively, these studies demonstrate that coping is not simply a personal choice, but a necessary response to inadequate service provision, reinforcing the argument that current systems place excessive responsibility on families.
Impact on Research Question
This team is central to the research question as it directly addresses how parents and caregivers respond when current UK support services fail to meet their needs. The necessity is for coping and self-management strategies indicates that existing services are not sufficiently comprehensive or accessible (Cooke, Smith and Brenner, 2020). As a result, examining coping mechanism provides insight into each extent observes inadequacies under resilience of families. Furthermore, while coping strategies may mitigate some challenges, they do not eliminate the underlying systemic issues. Instead, they often must the true scale of unmet needs. Therefore, this theme is critical in evaluating whether current support serves the effective and highlight the compensatory role played by parents in absence of adequate institutional support.
Statistical Information
Empirical research demonstrates the prevalence of coping strategies among parents of children with ASD often in response to limited formal support. For example, Hastings and Brown (2002) found the parents frequently rely on problem focused coping strategies such as seeking information and develop instruction routines to manage daily challenges. However, these strategies are often accompanied by high levels of stress.
Additionally, studies indicate that parents of children with ASD experience significantly higher levels of psychological distress compared to parents and neurotypical children, particularly when support services are lacking. (Hayes and Watson, 2013). This suggests that coping mechanisms were necessary may not fully offset the emotional burden associated with caregiving.
Research also highlights importance of informal support networks. Smith et al (2012) found access to social support is strongly associated with improved parental well-being. However, not all families have equal access to such networks, leading to disparities in coping outcomes. These findings illustrate that while coping strategies are widespread. Their effectiveness is influenced by broader social structures factors.
Theories, Policies, and Legislation
The coping strategies employed by parents can be understood through Lazarus and Folkman Stress and Coping theory, which distinguishes between problem focused and emotion focused coping. Problem focused strategies such as seeking information or advocating for services aimed to address the social stress, while emotion focused strategies such as seeking emotional support aim to manage psychological responses. In the context of ASD, both forms of coping are evident. However, when systemic barriers limit access to resources, parents may be forced to rely more heavily on emotion focused coping, which may be less effective in addressing practical challenges (Hastings et al, 2005). This highlights the interaction between individual coping strategies and structural constraints.
Additionally, the family systems theory emphasises the interconnected nature of family dynamics, suggesting that stress experienced by one member affects the entire family unit. When parents are required to compensate for gaps in services, this can lead to broader impacts on family relationships and functioning (Gray, 2002). These theoretical perspectives reinforced the idea that coping is not solely an individual process but is shaped by external factors.
The Autism Act (2009) and NICE guidelines emphasise the importance of providing comprehensive support to individuals with ASD and their families. However, while these policies acknowledge the need for family support, the often focused primarily on the individual with voters in rather than the broader family context. Research suggests that policy frameworks frequently overlooked the role of parents as great caregivers, particularly in relation to their own mental health and well-being. Pellicano et al (2014) Mentioned that formal support for parental coping remains limited. This is a gap between policy and practise which reinforces the reliance or informal coping strategies, highlighting the need for more family centred approaches within service provision.
[bookmark: _Toc215569098]Implications
The reliance on coping strategies in the absence of adequate service has both positive and negative implications. On a positive level, some parents develop resilience adaptability and strong advocacy skills which can empower them to navigate complex systems more effectively (Smith et al, 2012). These skills may lead to improved outcomes, positions and particularly in securing appropriate interventions. However, the negative implications are more substantial. The expectation of parents will compensate for systemic shortcomings places significant emotional and psychological burden on families. Over time, this can lead to burnout, mental health difficulties and reduced quality of life (Hayes and Watson,2013). Federal reliance, an informant coping strategy may exist the inequality as family with fewer resources or weaker support networks are less able to manage these challenges.
Critically, the existence of widespread coping strategies may obscure the extent of systemic failures as families adapt to another quick conditions rather than challenging them. This can reduce the perceived urgency for policy reform, allowing gaps in service provision to persist. Therefore, while coping mechanisms are essential for managing immediate challenges, they should not be viewed as a substitute for effective and accessible support services.
4.6 – Chapter Conclusion 


This chapter is presented the key findings of the thematic analysis, structured around 3 central themes that reflect the experiences of parents and caregivers of children with ASD. The first team highlighted the significant emotional and psychological strain associated with caregiving, demonstrating how increased stress, anxiety and emotional burden are common outcomes. The second team examined the barriers, delays and systemic challenges within support systems, emphasising ongoing issues with such long waiting times limited-service availability and fragmented provision. The third team explored her parents manage these gaps through various coping strategies, often taken additional responsibilities in the absence of adequate formal support. Collectively, these findings suggest that world support systems exist. They do not consistently meet the complex and evolving needs of families. The themes also highlight the interconnected nature of emotional strength, systemic limitations, and coping mechanisms, reinforcing the need for more accessible, coordinated and family sentence services.
The following chapter will build upon these findings by providing a comprehensive conclusion and offering practical recommendations for improving support services for parents and caregivers of children with ASD.





[bookmark: _Toc215569099]CHAPTER5 – Conclusion and Recommendations 

[bookmark: _Toc215569100]5.1 – Overall Conclusion (200 words approx.) 

· Purpose of the Conclusion:
· In this section, you will provide a clear and concise summary of your entire dissertation. This is your opportunity to reflect on what you have explored and achieved.
· Key Points to Include:
· Summarise the main findings from each chapter, drawing together the most important ideas, insights, and outcomes of your work.
· Revisit the research aim and objectives you stated in Chapter 1. Explain how each of these has been addressed through your research, and whether they have been fully or partially met.
· Important Reminders:
· Do not introduce any new information, analysis, or references in this section.
· Focus only on what has already been discussed and evidenced in your previous chapters.
· You might go over the suggested word count, that is okay but don’t forget you also have the abstract!
· Keep your language clear, confident, and conclusive. This is the final reflection of your work.
[bookmark: _Toc215569101]5.2 – Recommendations(800 words approx.) 

Below you will provide at least 3 recommendations for future practice in relation to your topic area. Your recommendations need to be practical and achievable within theory and/or practice. You will also demonstrate the barriers and limitations to your recommendations and how this can be overcome. 

[bookmark: _Toc215569102]5.2.1 – Recommendation 1 

[bookmark: _Toc215569103]5.2.2 – Recommendation 2 
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