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[bookmark: _Toc131886391]Abstract
	Well-being is an essential part of children’s education, there are many benefits such as increased educational attainment and being happier. This project has looked at how chronic illnesses and disabilities affect children in primary schools through the use of a systematic literature review. There is a potential for an empirical study however, due to the researcher’s own limitations of a chronic illness, a systematic literature review, with an autoethnographical and narrative approach was adopted. To find the information, several governmental sites, library searches, and google/ google scholar were used. The information obtained through articles, blogs, websites, legislation, policy and books allowed the question to be answered. Throughout the process it became clear that inclusion has room for improvement, of course, the new Curriculum for Wales has the potential to be the best curriculum Wales has faced with regards to inclusion as there is still an unknown as to where the curriculum is heading due to it being new. Furthermore, throughout this project, it became clear that education is uniquely affected by each chronic illness and disability.
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The main research question in this dissertation is:
“Well-being, chronic illness, and disability: An exploration into how chronic illness and disabilities affect well-being in primary school pupils and how the schools help their pupils overcome the challenges that come with having a chronic illness and disability.”
This research question is based on the need to examine the inclusion within the curriculum and how primary schools promote the well-being of children. The question promotes a qualitative research design due to the opportunity to take an autoethnogaphy approach.
	This research project is going to be looking at well-being, chronic illness and disability, specifically, how students with chronic illness and/or a disability, well-being is affected, throughout their education and how they are supported by their school and/or they educational institution. 
	The purpose behind the research project is to bring forward personal experiences and found experiences to enable a thorough conclusion, without producing a bias piece of research. 
	Furthermore, this project will be completed via a literature review, bringing together a variety of current research and experience. Throughout the project, there will be a number of different areas, these being: chronic illness, disability and wellbeing, what the research project is going to be about, how it is going to be carried out, how the will results be found, where information will come from: internet, books, personal experience, the geographical area: Wales, what themes will be investigated, background information on the project, why the project is being conducted and the results found from the research.
	Furthermore, this project will be conducted through an extensive literature review, using an autoethnographical approach. The literature review will be conducted using themes that will answer the overall questions. These being: The historical context- how the curriculum, policy and legislation through the years has encouraged and promoted well-being and inclusion. This theme will be looking at inclusive education pre-1900, the legislations and policies that have been created over the years, along with the different curricula through the years, these bring together a broad historical view of the education system in Wales and how inclusion within the education system has changed. Another theme being used throughout is the different types of chronic illnesses and disabilities: physical and mental. These conditions are stated above. Each condition will be discussed and defined before moving onto how well-being is affected by long-term conditions such as the ones mentioned. Furthermore, the next theme will be the support available for children in primary school, including but not limited to independent development plan (IDP), diabetic nurse and cystic fibrosis team.
	Moreover, this study is important now due to the new Curriculum for Wales. The research being conducted looks at the new curriculum and how inclusion has been adopted within. 
	Personal experience of having lack of support within education as a person with a chronic illness has influenced this piece of research, the research in question takes a positionality approach due to personal experiences being used throughout. Positionality is considered to be when an author uses numerous personal influences such as culture, race and experiences within a piece of research (Massoud, 2022).
	Furthermore, while the project has its limitations due to being done fully through a literature review, there is still benefits, these being if it is published in the future, specifically on stakeholders within the educational industry due to the emphasis on inclusion and well-being. The history of inclusive education shows how education has changed throughout the years and how it has improved, while also looking at how there is still room for improvement. There is also the benefit of understanding the education system better for the researcher’s future in the system.
	The research question was developed broadly, this is due to the need to understand how children within a primary school setting are supported and their needs are met. The question encompasses the research aims which include exploring chronic illnesses and disabilities. However, it does not provide an insight into the types of chronic illnesses and disabilities that will be discussed. The different types were discussed in the literature review, however, there were key terms that arose when discussing them, this meant that groups were developed where there were similarities. These being: Asthma and cystic fibrosis (CF) due to their similarities in lung conditions. Elhers-Danlos syndrome (EDS), juvenile arthritis (JA) and cerebral palsy (CP) being a second group as they have more physical similarities. Then there are conditions that could not be categorised with others, these being, type 1 diabetes (T1D), neurodivergence and long covid. These conditions all come under chronic illness and disability and therefore help to answer the question. Furthermore, the aspect of well-being will be a prominent theme throughout due to the conditions affecting how they feel.
	This research topic was decided upon due to the researcher’s own limitations in access. The researcher has a chronic illness similar to Elhers-Danlos syndrome, this means that the opportunity to conduct an empirical study was limited and the literature review was the best option for them. Furthermore, the project is relevant to the researcher’s academic discipline and therefore, makes it a relevant piece of work. The well-being aspect is one that comes up in the academic discipline which provides a background in the study. Moreover, the researcher’s own experiences in the primary school setting gives the study a more direct focus.
This topic is aimed at the educational field, providing insight into the policy and legislation that support children with chronic illnesses and disabilities. This means that if one day this research was published, the research would be aimed mainly at teachers and educational providers or local authorities, to show where the gaps are in research and care provisions.
Furthermore, the research being conducted is due to the researcher’s own experiences in school settings, the research will help fill in any gaps that the researcher has found within their findings and how they can support children in the future. This is also relevant to their future in the academic setting as a teacher, where the research will help them provide a cohesive and inclusive community within a classroom.
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	This research project is an examination of well-being, chronic illness, and disability, with a focus on how students’ well-being is affected by the support that is or is not available within their educational establishment. The research will investigate the support that is available and how it can be improved if needed, based on the literature that is already available and used throughout.

This research project has four aims, these being:
1. Explore chronic illnesses and disabilities amongst primary school pupils.
2. Understand the challenges of access that pupils face.
3. Find out how primary schools support their students with disabilities and chronic illnesses.
4. Identify the potential for improvement.
These aims will be accomplished by an extensive literature review, as mentioned above, using an auto ethnographical approach, involving a variety of secondary sources and publications, such as: Peer reviewed journals, websites, books, government sites, legislations, policies, inclusion theorists and ALN codes.

[bookmark: _Toc131886395]Chapter 2: Defining terminology.
[bookmark: _Toc131886396]Introduction
	Contained within this chapter, are definitions of terminology used within the dissertation to enable ease of understanding. However, simple definitions of some terminology are challenging due to different institutions, for example, the education system and the NHS, having their own particular definitions of the same term. Choice of definition will be identified and explained where appropriate.

[bookmark: _Toc131886397]Definitions
	Chronic illness is the term given to a long-term health condition that involves ongoing medical care and/or support for a long period of time. These conditions are not curable and often cause pain which requires pain management techniques, such as medication and physiotherapy (NHS, 2022a). Furthermore, a disability is defined as a significant and long term physical and/or a mental illness, that affects one’s ability to do daily activities (Gov.uk, 2022). 
	Chronic illness and disability can have an effect on well-being, which is defined as the quality of a person’s life. These factors include, how the person would live their life, their employment or education, and their relationships. These factors must be positive for a person to be considered as having “good” well-being. While this is just one definition given by the Centers of Disease Control (CDC) (2018), there is no single definition due to everyone’s experience being different (CDC, 2018). 
[bookmark: _Toc131886398]Chapter 3: Literature review
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	To complete this literature review, a variety of search engines were used, including, Google, Google scholar, and UWTSD library. To complete the research, it was important to look at specific terminology and key terms, these being: well-being, support, disability, chronic illness, education, challenges, mainstream schools, school, support, and many more. The ones mentioned were the focus within the research and provided a broad picture of disability and chronic illness, which was then further defined throughout. Furthermore, policy and legislation formed a large part of the research, with the Education Act 1870 to the current Education Act, the Equality Act 2010, and the Well-being of Future Generations Act 2015. This coverage of a prolonged period was due to looking at the historical side of equality within the many different curricula in Wales, starting pre 1900 up to the new Curriculum for Wales 2022. 
Here three themes will be discussed. These being the historical context. The different types of disabilities and chronic illnesses: physical and mental, these include asthma, juvenile arthritis (JA), cystic fibrosis (CF), cerebral palsy (CP), type 1 diabetes (T1D), Ehlers-Danlos syndrome (EDS), neurodivergence, long covid, anxiety and depression. Furthermore, the third theme is the support available within primary schools. Each theme will be evaluated as to how chronic illness and disabilities affect well-being in primary school pupils and how schools help them. Throughout this dissertation, a major theoretical approach will be discussed.
	
[bookmark: _Toc131886400]3.2 The historical context: how the curriculum, policy and legislation through the years has encouraged and promoted well-being and inclusion.

	Over time support for children with disabilities and chronic illnesses has changed. This change includes how these children have been perceived by others over time in both a positive and negative way.
	On one hand the negative attitudes make it so that children feel less motivated to engage with their peers, often being socially excluded and isolating themselves from others (Babik and Gardner, 2021). While on the other hand, there are positive attitudes, with children feeling more motivated and have a better relationship with their peers and feel more included within their school environment. Furthermore, the attitudes toward children with disabilities depends on the disability itself: it has been found that children with emotional or behavioural problems, and children with multiple disabilities are perceived more negatively that their non-disabled peers. Looking at the positive aspects, children who have positive feelings towards ‘disabled’ children are more willing to interact with their peers (Babik and Gardner, 2021).
	Furthermore, having a disability automatically has an effect on the way in which children live their life, however, this does not mean that it necessarily controls their lives. In addition, individuals without a disability and/or chronic illness are likely to automatically categorise children and adults with disabilities as ‘different’ (Dunn, 2022).
	Moreover, prior to the national curriculum in Wales, and prior to schools for deaf children, communities for ‘disabled people’ existed, isolating them from non-disabled individuals. These ‘disabled people’ would live in villas that slept up to 60 at a time, as these communities were for “the mentally deficient”. Children with disabilities were sent to schools specifically for them (Historic England, 2023).
	Education for children with ALN began in the 1760s, starting with ‘schools for the deaf’ and ‘schools for the blind’, then in 1847 the first provisions for children with a mental disability were put in place and then again in 1865 for the physically disabled. These provisions were set up with boundaries in place, using more of a training approach rather than educational approach (Evans and Varma, 1990, Pp. 18-20). Furthermore, the Education Act 1870 was later put into place which brought about change within the educational system, the act ensured that ‘special classes’ were provided for children with physical and sensory disabilities. The Education Act 1870 was later backed up by the Royal Commission on the Blind and Deaf in 1886, where they recommended that education be accessible and compulsory for all. Moreover, the Education Act 1870 was updated, and the Education Act 1944 was developed for a post war education system. This act brought about the need to provide education to everyone regardless of ability (Evans and Varma, 1990, Pp. 18-20). As discussed, the Education Act 1944 gave educational establishments the requirement to attend to the needs of children with disabilities, the act in question referred to disabilities as “disabilities of body or mind” (Evans and Varma, 1990, Pp. 18-20) and ensured that it was known that a disability was a ‘problem’ in the child. In order to acquire support from schools, children with a disability had to meet specific criteria of ‘handicap’ while others were considered too ‘handicapped’ to attend and benefit from education, they were therefore, turned over to the health services and deemed ‘ineducable’. It was only after the second world war that research into disabilities took place which provided an insight into how children who were considered ‘too handicapped’ had abilities that were masked by their inability to respond to questions, the research then brought about change in the children’s education (Evans and Varma, 1990, Pp. 18-20).
	Subsequently, as discussed above, children with disabilities started to be accepted into mainstream schools with the creation of the Education Act 1944, which brought about change. However, it was to be another 40 years before the Education Reform Act 1988 brought about another change in the form of introducing the national curriculum. In 1988 the national curriculum deemed it necessary for all children, regardless of ability, to attend mainstream school if they were of compulsory school age. This did not mean that children were all expected to achieve the same levels, for example, a child with sight loss or blindness, would not be expected to partake in handwriting lessons. Shortly before the introduction of the national curriculum, a major change was brought about regarding children with disabilities, with terminology being adapted in 1981 (Adams, 1990, Pp. 1-19). This particular change declared that children with disabilities would no longer be called ‘handicapped’ but were instead classed as having special educational needs (SEN). This change meant that instead of judging a child based on their mental and physical capabilities, they were only considered to be a ‘special needs’ pupil if their needs required specialised provisions. These provisions were to be put in place by the Local Education Authority (LEA). With the provisions in place, it became necessary to ensure that all important information be passed to all stakeholders so that the child could be supported in the best possible way. This changed perception of SEN pupils and is regarded to have made some improvements to provision (Adams, 1990, Pp. 1-19).
In 1978, the Warnock Report “Special Educational Needs” (SEN), delivered the first full review on SEN, primarily in England but also within the UK and internationally, the report provided the basis for legislation. There was a paradigm shift in regard to terminology, changing from ‘handicap’ to SEN, this change influenced the Education Act 1970, which made LEAs essential, in the integration of education of all in the area. LEAs were required to include education professionals in the decision making for pupils (Lindsay, Wendell and Dockrell, 2019). After the Warnock Report, there was the Salamanca statement and framework which states that inclusion is essential to children’s dignity and education. The statement proposed strategies to achieve education for all (UNESCO, 1994).
	With regards to the impact of the national curriculum in Wales, the new policy set out that all children must have access to the system, which did raise questions at the time about children with disabilities being given access to the same curriculum and school as children without disabilities. Furthermore, the curriculum set out what children and young people needed to learn, along with how and when (Hughes, 2010, Pp. 82-83).
	The national curriculum divided school age pupils into key stages. For example, ages 5-7 were key stage 1, ages 7-11 were key stage 2, with secondary school pupils being divided into key stages 3 ,4 and 5 (Gov.uk, 2023).  In Wales, the curriculum was designed to deliver a secure foundation for children and young people from 5 to 16 years of age with a balanced curriculum. The curriculum provided 12 subject areas including, mathematics, English, science, Welsh, and music. Furthermore, with the national curriculum, gave headteachers the right to remove their students with ‘special needs’ both temporarily and permanently (Welsh Government, 2007). The National curriculum is exemplified in story 1 below.

Story 1: As a child who partook in the national curriculum for my primary education, I found that while inclusion was considered, there was lack of training which gave the inclusion lack of attention. There was no attempt at ensuring that the educational building was suitable for disabilities or lessons being catered to children with different needs. This brought down my desired attainment levels and being held in the lower ability groups for all lessons.

Within the last few decades, inclusive education has become a key aim for all education, policy and practice all around the world. The National curriculum had the possibility of being a fully inclusive education system (Knight and Crick, 2021). 
	Inclusion is vital to the well-being of children, with well-being having benefits of being promoted within schools, some of these being: improved behaviour, higher self-esteem, improved staff morale, higher engagement in lessons which leads to improved academic achievement and better attendance. Promoting well-being comes with policy that is based upon the United Nations Convention on the Rights of the Child (UNCRC) (Welsh Assembly Government, 2010).
	The well-being of children is vital and therefore, the UNCRC was created to ensure that children have rights that will help them throughout their life. Specifically, article 2, and article 23, which are stated below (UNICEF, 2019). The UNCRC has 54 articles that set out the rights of a child. Number 1-41 are set to ensure that children stay happy, while the rest are specifically based around muti-working agencies that work together to ensure the first 41 articles can be met (Welsh Government, 2015a).
	Health and well-being are reliant on a number of things, including, nutritious food, shelter, access to play and exercise. Primary aged children require support for their well-being, this includes providing a safe, loving and engaging environment (Childhood Education International, N.D). Well-being is vital in schools because it supports children’s engagement in learning, and their attainment levels (Bounce Together, N.D).
With well-being so important and the creation of the UNCRC, articles 2 and 23 specifically support the well-being of children and supporting children with disabilities and chronic illnesses (UNICEF, 2019). These articles can be seen in Appendix 3.
	 The above quotes state that no child should be discriminated against, it also ensures that all parties involved in a child’s life, takes suitable actions to ensure that the child’s needs are paramount, and that they are protected against all discrimination. Furthermore, alongside article 2, there is also article 23, which ensures that all stakeholders must recognise mental and physical disabilities and help children to enjoy their life with dignity. The article also ensures that children with disabilities receive education with financial burdens taken away from the family (UNICEF, 2016)
	The national curriculum continued to be adapted, particularly in Wales where after the referendum on devolution took place in 1997, education in Wales become a devolved matter so that the Welsh Government could devise its own plans for education in Wales. For example, in 2010 the curriculum was changed for early years and lower primary school children. These changes included the introduction of the Foundation Phase (FP) for children aged 3-7 and replaced key stage 1 in Wales which set out to develop creative and imaginative children through the seven aims which stated that children must “have a safe home and a community that supports physical and emotional well-being” (Welsh Government, 2015b). It did this by ensuring that the children’s learning was fun and enjoyable. Moreover, the curriculum was based on the Education Act 2002 which was an updated version of the ones which came before as mentioned above, with the act reinforcing the premise that all children should be safeguarded (Welsh Government, 2015b). In addition, following the Equality Act 2010 the introduction of the concept of protected characteristic was developed to protect the rights of various groups in society; disability was one of these characteristics and protects all against discrimination if it happened post the first of October 2010 (Gov.uk, 2015).  
	Due to the curriculum having more emphasis on support and providing children with what they need to become successful members of the community, some measures were put in place that ensured that children with disabilities had appropriate levels of education. These measures included enhancing access to the curriculum and improving participation through introducing physical changes and providing information in the correct format, for example the use of braille. Furthermore, to meet the needs for all children well-being was made an integral part of FP curriculum (Welsh Government, 2015b).
	To highlight well-being, the FP has this concept at the heart of the curriculum to help pupils learn about themselves and it is a fundamental aspect of providing the steppingstones of an effective learner. The FP places an emphasis on well-being but also on self-awareness, 
helping the children become successful individuals and a successful member of society. Furthermore, by emphasising well-being, the FP increases confidence, allows children to express themselves and their feelings, learn to relate to others, and teaches them to work as part of a team. As with the experiential learning side of the FP, activities are integral in the success of promoting well-being, one of these activities is circle time, where children are able to introduce themselves, encourage one another, feel valued, and learn to respect themselves and others, while also teaching them the importance of being with others. Teaching and emphasising well-being also allows children to feel safe, explore their environment and also promotes independence (Welsh Government, 2008). Activities such as circle time, support the well-being of children. In the current educational climate, post covid-19, children’s well-being is as important, if not more important now than before. Circle time has been proven to help build relationships, support social, emotional, and mental well-being as well as empowering the pupils (Therese Hoyle Consultants, 2023).
	Along with providing support through the FP, the Welsh Government further developed SEN provision and resourcing in schools through the introduction of the ALN concept to replace what was seen as inadequate SEN measures. This change was legislated for through the Additional Learning Needs and Education Tribunal (Wales) Act 2018, putting into place the new statutory system for all children and young people from birth to 25 years of age. Furthermore, the act ensured that all children with additional needs were provided with a support plan which was known as an individual development plan (IDP), to support them within the school environment, which replaced the pre-existing individual education plans (IEP). This change has made it so that children with an ALN regardless of the severity will have the right to have support within the school environment. With the shift from SEN to ALN, there also came a change in title, status, and role of the co-ordinators. In place of the Special Education Needs Co-ordinator (SENCo), there was now to be an Additional Learning Needs Co-ordinator (ALNCo), with this new position being a compulsory role within all schools and education settings (Welsh Government, 2022). 
	The ALN reform act came into being to replace SEN due to the Welsh Government wanting a fully inclusive system where identification of ALN is faster and support is implemented with efficiency. According to the Welsh Government, 23% of children in mainstream schools have both diagnosed and undiagnosed ALN and their academic achievement is lower than children without ALN. The new act comes with aims to increase support in participation for ALN pupils, simplifying IEPs into IDPs, and providing clear instructions for multi-agency work (Welsh Government, 2018). Story 2 demonstrates how support is different for each child and how education can be affected and how inclusion has room for improvement.
Story 2: When volunteering at a primary school, I observed the ALN inclusion within the school. Two children with neurodivergence. Child A has a diagnosis while child B was going through a diagnosis. Child A had a 1:1 support worker who was observed by me to provide with opportunities for the child to succeed. They were not excluded or treated with disrespect. Furthermore, child B had a part time 1:1, however, they were not provided with the support that child A had. This was mainly due to behaviour issues, during my time at the school, I saw how inclusion and support were missing, eventually, the school took steps to have the child educated elsewhere. This gave me a negative view on inclusion and provided me with knowledge on how inclusion should not be performed and how it can be improved.

Inclusion is fundamental in the education for children. Lack of inclusion and support influence the well-being of children in school. According to Pearson (2020), isolation and loneliness have an influence on mental health issues such as depression and anxiety.
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Figure 1 (Pearson, 2020)

From figure 1 it is clear that the mental health and well-being of pupils with ALN is concerning according to a survey conducted in 2019. Lack of inclusion proved a barrier to children’s education, which concerns teachers. It has also been found that children from advantaged backgrounds have better achievement than those from a less advantaged backgrounds (Pearson, 2020).
In response to the FP, which was considered successful, in 2015 Professor Graham Donaldson was tasked with carrying out a review of the current curriculum, not just the FP, but up to key stage 4. The Welsh Government requested this review as they understood that the educational needs of children and young people would best be met through an improved curriculum with a sharper focus upon their individual needs. Throughout the review Professor Donaldson found there to be many shortcomings in the existing curriculum and coupled with the unsatisfactory Programme for International Student Assessment (PISA) survey results according to Donaldson (2015) it was felt that change was needed. Furthermore, the Donaldson report set out the basis of the new Curriculum for Wales, showing what schools need to meet all children’s needs within their care. The new curriculum was designed to use already existing strengths that were acknowledged during the review and build upon them for a more consistent teaching and learning approach. Additionally, the new curriculum would also help support children with ALN, through the designing of pedagogical approaches that would meet the needs of children, while also having a multi-agency support system (Donaldson, 2015).
The Curriculum for Wales has five progression steps per area of learning. Health and well-being the area of learning (AoLE) to be discussed. Progression within this AoLE enables pupils to deepen their understanding across a wide range of topics related to health and well-being. ‘Increasing effectiveness’ is one step within the AoLE, this is the step that allows learners to progress in their independence and responsibility towards their own health with support from responsible adults such as parents and teachers, this step includes working towards being more independent, understanding and recognising one’s feelings, the ability to make decisions, having the knowledge and understanding to ask more complex questions, and using language effectively in learning and social contexts (Welsh Government, 2021a). Furthermore, this step starts at the age of three, where a child normally has around 200 words in their vocabulary and development has already been mostly achieved (Pickles, 2021a).
	Furthermore, the new curriculum for Wales has an emphasis on supporting well-being and inclusion, with learners being at the centre. Children and young people have the right to the best possible health and to be protected from harm, which means that a child’s well-being is vital to the progress in school. In order to create an inclusive school, the curriculum has ensured that unique needs or challenges are responded to and supported to enable the pupils to thrive in the school environment (Welsh Government, 2021b)
A legislation that came into place is The Well-being of Future Generations (Wales) Act 2015, which came into place to make Wales more competent with regards to well-being and to ensure that persistent inequalities such as health and poverty are driven out and children and individuals are supported. The act is unique to Wales, with lifelong impacts arising from the implementation. Moreover, the act has seven well-being goals, with a more equal Wales and a healthier Wales being the ones discussed throughout (Future Generations Commissioner for Wales, 2023). Seen below is all seven goals within figure 2
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Figure 2: (Welsh Government, 2015)
A healthier Wales looks at how well-being and health can be maximised through healthy choices (Welsh Government, 2015) and a more equal Wales builds a society of enabling others and oneself to fulfil their potential (Future Generations Commissioner for Wales, 2023). The two goals being discussed, show how they were first identified in 2015 when the act was first introduced and are still an essential feature in 2023. These goals help children and schools mitigate the risk of adverse childhood experiences (ACE) by ensuring that there is early intervention in place (Future Generations Commissioner for Wales, 2018). 
	A more equal Wales entails a ‘journey’ that help to achieve the goal. Equality is an issue everyone should be concerned about, which is why this goal is backed by the Equality Act 2010, to protect from discrimination. Furthermore, to achieve this goal, people need to understand equality and schools need to empower equality. Education is a human right and therefore, all people in Wales have the right to access education and reach their full potential. Part of the journey to a more equal Wales is participation, which is important to be able to impact on their own care (Future Generations Commissioner for Wales, 2023). The second goal discussed in this document is a healthier Wales, this is needed to support well-being and allowing children and young people to have the best possible life. Schools and local governments need to provide environments that support the goal (Future Generations Commissioner for Wales, 2020).
	Along with the number of curricula and legislation changes, there are also the models of disability that have previously been used to inform stakeholders as to how to interact with a child or an individual with a disability. The social model was created by individuals with a disability to express the barriers to them and how they affect their day-to-day life. The model was designed to show that the disability is not the issue, the problem is with the social barriers that surround them (Disability Wales, N.D). Furthermore, there is also the medical model of disability, which focuses mainly upon the ‘problem’, rather than the social barriers. This model suggests that individuals with disabilities are not participating in society due to their disability, and rather than helping them to participate, the model instead supports the idea of financially compensating the individuals, through benefits and special services (Disability Wales, N.D.). The Welsh Government have adopted the social model in a way that has provided a way for non-disabled peers to address common barriers and stereotypes. They have linked this with the Equality Act 2010 (Welsh Government, 2021c).

	Similar to the UNCRC, there is also a United Nations Convention on the Rights of Persons with Disabilities (UNCRPD), which came into force in 2008, it took away the stigma of viewing individuals with disabilities as ‘charity’ objects, the UNCRPD provided individuals with disabilities with rights, ensuring that their care is informed and they have the right to be members of society (United Nations, N.D).
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Figure 3 (Fabian, 2022)


	Well-being can be measured using philosophical theories, this started with the ancient Greeks, they were interested in finding out what makes a ‘good life’ (Ryff et al, 2021). Figure 3 shows five different approaches to well-being, also known as well-being theories. For the purpose of this study, only mental state, also known as hedonism, will be discussed. It is defined as the goal of life and how maximum happiness is experienced. There are different aspects to hedonism that make up the whole. The first aspect is identified as life satisfaction, that is how satisfied one is with one’s life, for example regarding health, relationships, and other areas of one’s life. Positive affect is the second aspect of hedonism, whereby data is used to evaluate how often someone felt happy, cheerful, calm, and other positive emotions. Finally, there is the negative affect, similarly this also uses data but this time to evaluate how often someone feels unhappy, sad, nervous and other negative emotions (Ryff et al, 2021).
Similarly, figure 3 demonstrates the well-being theories which includes objective well-being. This is measured through societal factors such as health and education.


[bookmark: _Toc131886401]3.3 Different types of chronic illnesses and disabilities: physical and mental
	There are different types of chronic illnesses and disabilities some obvious some hidden, that affect children which include, but are not limited to: asthma, juvenile arthritis, cystic fibrosis, type 1 diabetes, Ehlers-Danlos syndrome, cerebral palsy, neurodivergence, long covid, anxiety and depression. For the purpose of this dissertation, these are the specific conditions that will be explored. These conditions affect individuals differently and can have a variety of symptoms which can limit the child’s experience of education and life in general.  
	The first condition to be explored is asthma which presents as wheezing when breathing, coughing and severe breathlessness (NHS, 2022b). According to WHO (2022), asthma affected over 262 million people in 2019, causing around 455000 deaths, and is a long-term condition that affects both children and adults (World Health Organization, 2022). Story 3 shows how asthma can affect school children and how it affects their play and emotions.



Story 3: During my time as a volunteer in a primary school, I had first-hand experience with children and asthma. During yard duty I had a child present with shortness of breath and slight wheezing when breathing. This made me realise that the child needed their inhaler, thankfully, I had been provided with the knowledge needed to find the inhalers, I was also given the necessary information on how to administer the medicine. This obviously cut into the child’s play time and affected their mood. throughout my time with the child, I found that they were very withdrawn from the other children and would play less than the other children within their class.

Children require play for their social and academic life to be successful. Children with asthma have a higher chance of not participating in play within school. There are benefits to play in school, these being, healthy and successful brain development, successful social skills and a positive outlook on learning. Without play, children have lower educational attainment and less social skills (Bhagat et al, 2019).
Juvenile arthritis (JA) is an illness which affects fewer children but still impacts over 300,000 children and young people in the world. It is considered an umbrella term that covers all inflammatory diseases that affect children under the age of 16, with most of its symptoms involving swollen and stiff joints, fatigue, and fever (Arthritis Foundation, 2022). 
According to a study conducted by Fair et al (2019) in the National Library of Medicine journal, mental health conditions such as depression and anxiety are extremely rampant within children that have JA. 
Another condition affecting children is cystic fibrosis (CF) which is a hereditary disorder that affects the lungs, digestive system, and other organs. It is caused by a defective gene within the DNA that causes a build-up of mucus within the lungs. Children with CF often have a wheezing, persistent cough, an intolerance to exercise, continuous chest infections and poor weight gain and slow growth (Mayo Clinic, 2023).
	Cystic fibrosis (CP) is a hereditary disorder that should not prevent a child from attending school, however, attendance at school presents risks that can be dangerous to a child with CP, and due to this there is a need to put minor adjustments in place. With CP affecting more than just a child’s lungs, there is an infection risk in all areas of primary education. For example, lower primary school pupils often partake in activities involving water, sand, leaves and mud, for the purposes of experiential play. However, children with CP can become seriously unwell when involved with these activities due to exposure to harmful bacteria. That does not mean, however, that the children must be prevented from participating, instead reasonable adjustments can be made. For example, the class teachers and learning support assistant (LSA) would need to take precautions with anything involving water, such as water trays, which should be thoroughly cleaned and refilled with sterilised water to ensure that the risk of contamination by bacteria is minimised. Sand trays also have the same issues as water, as bacteria may build up within wet sand, so it needs to be sieved to help keep it dry. Furthermore, another environmental risk is rotting vegetation in the playground as any bacteria present in it is dangerous for children with CF (Cystic Fibrosis Trust, 2016).
	CF causes difficulty with breathing, due to this, children with CF often find it difficult to exercise, and they tire easily. This can be supported by discussions with the pupil and parents, and others to support the child on their educational journey. Moreover, children with CF have a higher chance of becoming dehydrated during exercise, this is due to them losing more salt when sweating, therefore, they need to drink more throughout the day than other pupils. Due to all the challenges that come with CF, IEPs are put in place to support children with CF throughout their time at school, to ensure that they are able to access education on an equal level with their peers (Cystic Fibrosis Foundation, N.D).
	Another ALN is Type 1 diabetes which is sometimes mistakenly thought to be caused by poor diet or being generally unhealthy. However, it is thought to be caused by the immune system attacking the insulin producing cells within the pancreas (Kawasaki, 2014). Without insulin the body becomes starved of energy due to glucose being unable to exit the bloodstream, causing blood sugars to rise and cause the body to not function the way it should. In the UK alone, over 400,000 people live with this condition, 29,000 of whom are children (JDRF, 2022). Story 4 examines how T1D affects the education and well-being of children.

Story 4: while volunteering, I had the pleasure of working with two young children with type 1 diabetes. Child A has had T1D since they were a baby while child B was diagnosed during their primary school experience. These children taught me a lot about perseverance and bravery. I was shown how the disease can affect education daily, I also saw how diabetes was perceived by other children. During low blood sugars, child A and B would be treated with coca cola or sweets, they would also prevent low blood sugars with the occasional snack throughout the day, during this time I heard “I wish I was diabetic so I could eat in class” “Child A is diabetic, they can not eat that” “They can only have diet coke because they are diabetic” “why does (Name) have that on their arm”-both children wore continuous glucose monitors- and so much more. This made child A and B very uncomfortable and allowed me to see the prejudice around T1D first hand. Furthermore, during my time at the school, I witnessed how play was affected due to low and high blood sugars. Child A experienced a stubborn low blood sugar that took three treatments to rise, this took around 45 minutes to an hour which meant they were excluded from their lesson. During this time, they experienced an abundance of emotions, including sadness, fear and stress. They tried to hold their emotions in but after being told that it was ok to feel sad and that it is normal in their circumstance, they then allowed themselves to let their emotions free. After nearly an hour, their blood sugars came back up, but they had symptoms from the low blood sugar that caused them to feel unwell, specifically a headache, child A was sent home to rest and recover for another day of learning.

T1D in children and young people has the potential to increase the risk of mental health. There are common emotions that children feel, these being, stress, sadness and anger which evidently lead to depression (American Diabetes Association, 2023). Emotions are a key factor in a child’s education, therefore, the effect that they have on a child with T1D can affect their education, with low blood sugars, there can be overwhelming feelings of sadness due to lack of glucose in the brain, the lack of glucose in the brain causes it to not function correctly, excessive sadness is a rational response and children should be comforted appropriately (Medtronic, 2017). 
Stressful situations can impair memory by making the brain metaphorically freeze which disrupts learning (Davies, 2023). Furthermore, along with stress, sadness is a natural emotion for children to feel, it can however, slow a person down but also helps an individual understand a situation (Betterhealth channel, 2021).
	Furthermore, Ehlers-Danlos syndrome (EDS) is a hereditary connective tissue disorder that is caused by a genetic problem that affects the connective tissue in individuals (The Ehlers-Danlos Society, 2023). There are many different types of EDS, including but not limited to joint hypermobility and tissue fragility. For the purpose of this dissertation, EDS will be described as joint hypermobility. Also known as hypermobile EDS (hEDS) this causes an abnormality affecting the range of motion within the joints, meaning that there is more movement than normal. Some people with this condition are not affected at all, while others also have joint instability, meaning that the joints are not securely held in place. The problem with joint instability is that it causes subluxations, dislocations, and other issues for the individual and causes acute and chronic pain. Furthermore, there is no specific treatment for EDS, however, as there is no generic way in which individuals respond to the diagnosis an individual development plan will be put in place to support the child once diagnosed (The Ehlers-Danlos Society, 2023). Furthermore, story 5 shows how education can be affected by EDS.

Story 5: Growing up with a condition similar to EDS, I have first-hand experience with the effects of the condition. My early education was affected by continuous dislocations and subluxations, as well as pain and fatigue.

Chronic pain changes how the life of individuals progresses. Specifically sleep, chronic pain interrupts sleep (Cherry, 2022). Everything that is leant is stored briefly in the hippocampus, 
which is a part of the brain, however, that part of the brain has a limited amount of ‘storage’ and sleep is required to replenish the brain and the ability to learn (Cappello, 2020).
	Another condition considered as an ALN within this project is neurodiversity. This is an umbrella term for any condition that causes a neurological difference or change in the brain chemistry that causes the brain to function ‘normally’ and process information. The conditions under this umbrella term include Attention Deficit Hyperactivity Disorder (ADHD), Attention Deficit Disorder (ADD), dyslexia, and autism. Children who have a condition under the ‘umbrella’ often have a unique way of thinking and interacting. It also provides them with a unique set of challenges that only they can fully understand. Therefore, a child with neurodiversity has an alternative way of thinking through challenges and information (The University of Edinburgh, 2023). Children with a condition under the umbrella of neurodivergence often find it challenging to fully participate in educational activities, they also face stigma due to lack of knowledge on these conditions (The University of Edinburgh, 2023).
	Furthermore, an ALN that affects the capability to move, balance and control their posture is known as cerebral palsy (CP). CP is the common reason for many motor disabilities within childhood, with the symptoms differing for everyone, depending on the severity of the condition. There may be a need for special equipment to be able to walk and or move around. As the child gets older their symptoms may change, and they may need help with speech, learning, and physical mental tasks. Ideally, treatment plans need to be in place as early as possible so that the child can be supported appropriately (Centres for disease control and prevention, 2022).
	Moreover, another condition that has recently been found to affect children is long covid, symptoms last around only two weeks in some, while in others, there are long term effects in children, these include fatigue, mood problems, breathing issues, headaches, and lack of concentration, these effects this has on education can be debilitating and isolating (John Hopkins Medicine, 2022). Long Covid can affect a child’s education due to the symptoms that the child experiences, and this could mean that schools will need to put changes in place, including the child’s environment. There may also be a need for an IDP, and risk assessment to support the child. (The University of Manchester, 2023). 
	The conditions above are likely to cause the child anxiety. Anxiety is a broad term for feeling worried and scared (NHS, 2023). It causes irregular heartrate, unsteady breathing, and can cause general feelings of distress. The condition can cause panic attacks which will cause the child to feel under threat or danger when they are not (Barnardo’s, 2020). Like adults, children will feel anxious at times and need support from the adults around them. This may start as simple separation anxiety but escalate until it becomes a significant problem in their everyday life. There are many ways in which it affects children in school, some being, lack of concentration, anger outburst, and avoiding activities such as socialising, or even attending school (NHS, 2023). The effects of anxiety on education can be seen in story 6.

Story 6: I have first-hand experience of working with a child suffering from anxiety. This mainly affected their social skills; the child would cry often and complain of stomach aches when something involving group activity was mentioned.

Anxiety affects the way children live their life, they often go to lengths to avoid any and all social interaction (Bridges to Recovery Beverly Hills, 2023).
	Long term health conditions and/or disabilities such as the ones discussed above, influence the well-being and mental health of the individuals with the specific conditions. These conditions cannot be cured and are often managed through the use of medication and therapies. The effects that the conditions have upon the individuals include social isolation, low self-esteem, fatigue, worry and stress. Furthermore, children with these conditions often experience stigma and discrimination which in turn causes the feelings mentioned above, along with depression and anxiety (mental health foundation, 2022).
	Furthermore, along with the effects it could have on children and their education, there is also the problem with accessibility, improvement is needed with accessibility to school buildings, school grounds and activities (Welsh Government, 2018). Highlighting the barriers children with specific chronic illnesses and/or disabilities experience, draws attention to possible exclusion from activities, thus preventing them from accessing parts of the curriculum that they may benefit from, meaning their education may be inferior compared to those without chronic illnesses and/or disabilities (Ravassard, 2022). Story 7 sheds light on how inaccessibility can affect a school.

Story 7: During my time volunteering at a primary school, I witnessed an Estyn inspection that the school received an ‘unsatisfactory’ in many areas of teaching and support, Estyn placed the school on the special measures list, which was followed up with termly, and eventually removed from the list in 2021 (Estyn, 2018). The school was old so there was only one ramp into the school, and it was only in one building, the other buildings had steps which meant they were not accessible to all.

Schools are not always provided with the funding required to renovate the school and make it accessible to all pupils. Without safe and appropriate access to all buildings, children with disabilities and/or chronic illnesses are often unable to attend school due to the lack of accessibility (UNESCO, 2020). According to the Equality Act 2010, non-inclusive factors include the inability or difficulty in moving around and/or accessing buildings, this could be because of steps, not being able to open doors and being unable to follow orders (Gov.uk, 2013).
[bookmark: _Toc131886402]3.4 Support available for pupils in primary education
	Children with long term health problems and disabilities will often feel different to the other children, especially if they are prevented from taking part in the activities that other children can enjoy. The limitations on their education and play affects the ability to understand why they are ‘different’. (Devis.Wales, 2023). Furthermore, parents and guardians have an important role in the completion of an individual education plan (IEP), they have the most knowledge of the child, and they understand the whole child and their history (Logsdon, 2022).
	Some activities that children in primary schools partake in include sand play, water play, play dough, dress up, role play, drawing, painting, Lego, dancing, imaginative play, running, jumping, nature play, sensory play, and cooking (sitter.co.uk, N.D).
	Support for children with chronic illnesses and/or disabilities, is vital in schools. One way of supporting children is through a parental partnership with the school. This concept has been in place prior to 1996, with the introduction of the Plowden Report, which emphasised the importance of parental involvement in the treatment and care of children in an educational setting. Moreover, since this implementation of parental support in schools, parents have played a greater role within schools in the support of children, for example, taking part in school trips (Mills, 1996, Pp. 2-3). 
	Parental partnership also has other benefits, not only in participating in school trips but also in the development of the IEP for the child which is a legal requirement. As a parent, they understand their child’s development, history, and strengths and weaknesses: this information is essential in the implementation of an IEP, as this means that they can be provided with the exact information needed to help continue the child’s learning at home which will enhance the child’s learning at school. This also supports the role of advocacy, as parents are a child’s greatest advocate, and they have the greatest motivation to see their child thrive. This provides the IEP team with the best, up to date information and requirements for the child. This is achieved through the keeping of detailed records throughout the child’s life, which then become part of the child’s IEP. Parents are the people most likely to have the child’s best interest at heart, as they want their child to be given the best chance for an education and therefore, become their advocate (Logsdon, 2022).
All conditions mentioned within this project should include parental involvement with their care, including as advocates and arguably the most important person involved in the care and education of their child.
	As previously mentioned, parents are a child’s biggest advocate. However, due to the new ALN code, children also have the right to an additional advocate who will help speak up for the child in situations where they are unable to speak for themselves. This could range from appealing a decision to the Education Tribunal Wales committee, to helping them understand what they need and providing the school with information on what they can do to support the child (Welsh Government, 2022).
	Prior to 2018, the IEP was the document used in Wales to specify what a child with SEN would be taught, how they would be taught, and the strategies and resources that would be put in place to support the education of specific children with SEN. Furthermore, IEPs had a record section where the child’s progress would be recorded. During the time when IEPs were used, most schools used the SMART acronym, to ensure that goals or targets were specific, measurable, achievable, relevant and time limited (SENAC, 2023).
	However, post 2018, Wales moved to the new system of IDP, which also abandoned the term SEN and replaced it with the term ALN which supports children and young people from birth up to 25 years of age. Each IDP document was to contain basic information on the child, such as their name, date of birth, and parent/carers contact details. Moreover, the development of an IDP was to be a collaborative process, including parents, the child, and local authorities in a multi-agency approach. (Welsh Government, 2021d). The new documents proved effective largely due to the need to engage the family in planning and decision making. However, there were some similarities to the old IEP documents, for example they also included a monitoring section, to evaluate the targets it contained and monitored the progress of the child (Newport City Council, 2023). All disabilities and chronic illnesses discussed throughout, require IDPs so that all necessary information can be compiled in one document which is easily accessed by all stakeholders. 
	As well as IEPs and IDPs, schools often have individual healthcare plans (IHP) in place for children with more complex medical needs, and these are required to be easily accessible to all who need it, while remaining confidential. Moreover, they include the needs of the child, such as the support they need, and should also include any requirement the child might have, for example medication dosage, or in the case of a T1D child, the carb to insulin ratio. The plans will also include side effects or symptoms, emergency contact details and protocols, and finally the role of the staff of the individuals involved in the child’s care (Swansea Council, 2022). This is a detailed document which is needed for children who have complex medical needs, specifically children with T1D, CP and CF, and highlights the development and progress made in record keeping for children with complex medical needs.
IDP’s and IHP’s require a team effort to create, this involves the class teacher, the designated ALNCo, the school’s heads teacher, GP or health visitor and a social worker (Dewis Cymru, 2023).
	Furthermore, some complex medical needs require input from a healthcare professional. For example, a diabetic nurse is an essential role in the care of T1D children, they often work as part of a team, which includes the school, local authority, parents, and health services, for example, a diabetic nurse. According to Diabetes UK (2018), Wales has in the past been identified as being behind in the care and support of children with diabetes. This was discovered when families of children with diabetes were questioned regarding how often their child’s education was affected by the condition, in this survey 30% of respondents stated that their child were affected every day. Furthermore, 51% claimed to have problems with care, and 36% stated that their child had to be removed from school during the school day. 
Moreover, T1D affects participation in sport, clubs and even school trips. This is where the diabetic nurse or paediatric diabetic educator comes in: they attend the school to enhance the knowledge of two or more educators so that the child or children with T1D in the school are provided with the necessary support they require (Diabetes UK, 2018). Moreover, the diabetic team supply training at different points of the year, for example on diagnosis, at the start of every school year and on any change in treatment plan. Each child with T1D will have a record keeping sheet or book to document their treatment throughout the day, blood glucose (BG) checks and number, for example, 5.0mmol/l , insulin injections, amount of insulin in units for example, 3u to emphasis three units of insulin given to cover meals and how many carbs were covered in the meal (Cardiff and Vale University Health Board, 2021). As seen by the name, a diabetic nurse is specifically for children with diabetes.
	Similar to the diabetic team, the CF team play an integral part in the education of children with CF. The team are able to communicate with the school to provide support and training. CF is life threatening and can be more dangerous if there is more than one child with CF in the school. This risk of passing on infections to the child is a threat to their well-being and therefore, the CF team can provide support and training on how to care for all children with CF in the school without compromising the health of any of the children. Furthermore, children with CF require numerous medications and therapy, so the CF team can provide training and support in the provision of treatment. Education is essential in the well-being of children and the CF team can help ensure that the child’s education is not affected (Harrison et al, 2021). This support is in place for children with CF due to the needs that they have.
	Another local service available to support children in schools is physiotherapy, these specialists understand the complexity of children’s needs, and are able to meet their needs in an environment in which the children are comfortable. Some of the conditions that they support include CP, JA, respiratory conditions and hEDS. They bring the equipment necessary for the treatment of the child and/or children. The physiotherapists can help the schools and family understand how the child copes throughout the day, help them to reach their potential and overcome the challenges that their condition causes (Physio.co.uk, 2023). Furthermore, children with specific needs require physiotherapy, for example, children with CP, CF, EDS, JA and occasionally long covid, depending on the symptoms the child suffers.
	Another support service that the local authority provide is social services. which strengthens support for children, working as a multi-agency team, with safety officers, school nurse, and mental health practitioners for example, counsellors (Neal, 2021). Social services also liaise with other support that may be in place such as counsellors as mentioned above. They do this to support children more effectively, including in the areas of mental health and well-being of pupils, as well as disability and/or chronic illness. They also play a key role in child protection, and are known by a variety of titles, two of these being school social worker and education welfare officer (UNICEF 2022). Social services are part of the local agencies that schools employ, there is also counsellors, which would be in place for all children but specifically the children with anxiety and depression. The social workers will support children with neurodivergence specifically.
	The final support system to be discussed is speech and language therapy. It is expected that a child understands basic speech and language when starting school, and that they will have the ability to express themselves and understand others. However, this is not the case for all, which can cause withdrawal and can severely impact a child’s learning (I Can, 2008). Furthermore, speech and language therapists work alongside the school to help the child understand verbal and nonverbal cues. In order to do this, they are required to work as part of a team, often with people other than just teachers, are they are also required to work in direct contact with the children, sometime 1 on 1 and at other times in a group, creating a supportive and educational environment for the child (Wittington Health, 2023). Speech and language therapists work with children who require them. This could include neurodivergence and CP.
Bronfenbrenner’s ecological systems theory theorises that the environment one lives in shapes and influences their life. There are five systems that make up the theory. The first being the microsystem which is made of the groups that the individuals are in direct contact with. Next is the mesosystem which is the relationships of those in the microsystem. Exosystem is next and is made up of the factors that affect the individual’s life but do not have direct contact with them. Furthermore, there is the macrosystem, containing the cultural elements that impact a person’s life. And finally, the chronosystem, which is the stage of life that the individual is in (Office for Multicultural Learning, 2023). These can be seen in figure 4.


Bronfenbrenner’s ecological theory
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Figure 4 (Mcleod, 2023)


This project has adopted and adapted this theory. With the child with ALN in the middle, the microsystem being their immediate support system such as parents, siblings, friends, teachers and clubs. The mesosystem linking relationships between microsystem and exosystem. The exosystem being local authorities, diabetic nurse, CF team, physiotherapy, social services and speech and language. Next is the macrosystem which is the legislation and policy that support children with ALN and finally the chronosystem being the environment that surrounds the child. 
As seen in figure 4 Explains how Bronfenbrenner’s ecological theory places the child in the middle and is surrounded by the child’s community, however the community is all interlinked to improve the holistic well-being of the child. The theory views development as a system of relationships that are affected by multiple factors such as the environment that surrounds the centre, in the case of this project, it is the child with an ALN (Mcleod, 2023). Ever since the introduction of the ecological systems theory, the word has advanced, making way for technological advancements, meaning that the exosystem could include the influence of social media, games, and online communities (Mcleod, 2023).
[bookmark: _Toc131886403]3.5 Conclusion
	To conclude this chapter, the first part of this chapter was variety of curricula, legislation, policies and theories discussed, which brought attention to inclusion and how there is room for improvement. This chapter also explored the terminology change from SEN to ALN which prompted the role change from SENCo to ALNCo. Furthermore, well-being has been emphasised in the FP and was drawn up in the well-being goals from the Well-being of Future Generations Act 2015. Which only discussed ‘a more equal Wales’ and ‘a healthier Wales’ due to their appropriateness within this project. Moving forward with well-being this chapter highlights the models of disability and how the Welsh Government has adopted the social model, along with linking the UNCRC and UNCRPD to supporting disabilities in Wales. The second part explored the chronic illnesses and disabilities that this project focused upon, which are asthma, juvenile arthritis, Ehlers-Danlos syndrome, cystic fibrosis, type 1 diabetes, cerebral palsy, neurodivergence, long covid, anxiety and depression. It was concluded that each of these conditions affected everyone differently and affected children’s well-being profoundly. The final part of this chapter explored the support that is in place to help children in schools, some of these being an IDP, physiotherapy and counselling, there were a variety of other support systems discussed throughout. this section also adopted Bronfenbrenner’s ecological systems theory, placing the child with ALN in the centre and the systems surrounding it being the support and legislation. Throughout this chapter, there is a variety of personal stories that bring together the information and help understand how specific conditions affect education.

[bookmark: _Toc131886404]Chapter 4: Methodology and methods
[bookmark: _Toc131886405]4.1 Introduction
	This chapter will discuss the methodology implemented in this research project and the methods used throughout to create a quality research project.
[bookmark: _Toc131886406]4.2 Rationale
	This research project analyses well-being, chronic illness, and disability, specifically, how children in primary school are affected by chronic illnesses and disabilities and how schools help their pupils overcome the challenges they face. The aims of the research are to understand the challenges that the pupils face and to investigate whether there is any further support needed in the schools. In order to fulfil the aims, an extensive literature review will be conducted, using a qualitative methodology and autoethnographical approach.

[bookmark: _Toc131886407]4.3 Qualitative design
	Qualitative research has the ability to answer questions that are unable to be answered by other methods such as a quantitative method and is somewhat underrepresented (Tenny et al, 2022).  However, the method is flexible and allows a number of study options, such as document study, observations, and interviews. For the purpose of this study, document study will be discussed (Busseto at al, 2020). Furthermore, a qualitative study design provides the opportunity to explore and develop information on the day-to-day problems or challenges and allow for questions such as ‘how and why’ (Tenny et al, 2022). 

[bookmark: _Toc131886408]4.4 Research paradigm
	This research is conducted through an epistemology, constructivist/interpretive paradigm. Epistemology is the philosophical side of research and examines what and how others think, including how a person interprets and evaluates information (Hofer and Bendixen, 2012). Moreover, the constructivism/interpretive paradigm depends upon the individual due to the meaning varying from person to person. Simply put, it is how a person perceives, explains, and interprets information (Ültanir, 2012).
An interpretive paradigm is useful to this research due to the researcher interpreting the data in their own way, meaning that there is no two ways of repeating the analysis of information.


[bookmark: _Toc131886409]4.5 Research design

	This research project is an extended literature review, using a qualitative methodology and an autoethnography approach. “Autoethnography is an autobiographical genre of academic writing that draws on and analyses or interprets the lived experience of the author” (Poulos, 2021). The quote emphasises what an autoethnographical approach is and how it is used. Autoethnography is a way of constructing personal experiences into academically appropriate writing, which uses a variety of ‘data collection’ methods including, but not limited to, observations, interviews, and storytelling, using narratives to capture experiences lived by the author (Poulos, 2021). Furthermore, autoethnography is a unique form of qualitative methodology. As mentioned above, it can be used to incorporate narratives into the research as essentially, the researcher uses the approach to construct stories from prior experience and uses the approach to conduct a thorough research project (Cooper and Lilyea, 2022).
	Furthermore, this research takes a positionality approach which means that an author knowingly blurs the barriers between personal life and professional life and projects their views within academic work. By creating a piece of research with positionality in mind, the author or researcher can be exposed to emotional distress depending on the information (Massoud, 2022). Due to the emotional distress that this research can cause, there was a strict ethical procedure that needed to be conducted which will be pursued during discussion on ethical matters. 
	Autoethnography, the research method being used, comes from the Greek term meaning literally ‘self-writing’. It evolved from ethnography, as a way of including the lived experiences of the author in a cultural context to support a hypothesis or study (Poulos, 2021). Due to the limitations and timescale of the project, only a storytelling method will be used.
	As mentioned, this piece of research is going to be completed through a qualitative literature review, this is because the research in question is very close to the researcher’s heart, with the researcher having a chronic illness, this meaning that going out in the field and procuring information for an empirical study is not possible. Pain and accessibility were a factor in the decision process, this meaning that a literature review project was in the best interests of the researcher. Furthermore, the literature review will include personal stories within the themes it contains.
	Moreover, literature reviews are an important aspect within any form of research as they bring together a whole new perspective and an entirely new piece of work through the evaluation and analysing of current research (Burton, 2010). Therefore, the inclusion of a literature review is vital, however, the process of creating one is different for everyone, due to the methodology used in the search and how the information is evaluated (Snyder, 2019).
	Furthermore, focusing on the qualitative methodology, uses a holistic approach to research. There is also the aspect of describing events and or information, evaluating them and then interpreting the information to best fit the research. This methodology can help in the creation of new theories, through five areas of study, these being: case studies, ethnography, phenomenological study, grounded theory, and content analysis (Williams, 2007). For the purpose of this research, ethnography or autoethnography will be discussed. Ethnography refers to the cultural aspect, and for this study, this will be the school setting (Williams, 2007). Regardless of the possibility of creating new theories, the time limit and scope of the project does not make it possible to create any theories.
	Denscombe (2014) points out that qualitative data collection can be achieved through the use of words, both written and spoken and can be produced through a variety of methods such as narrative and ethnography. Drawing on the work of Poulos (2021) this dissertation is taking a narrative approach: a narrative is a story, which can be expressed in different ways and for the purpose of this dissertation, it will be expressed through the media of text. Narratives often have three expectations, these being: having a specific purpose, containing a plot, and involving people and their emotions (Denscombe, 2014, Pp. 276-291). Furthermore, the research will be written through a systematic literature review which is set out above.
	While literature reviews are a fundamental part of research, it is important to design them correctly, taking into consideration the target audience, the methods being used and how it will be analysed. These are all important because each aspect could create a different outcome, so to prevent this, it is important to carry out research first and then analyse the information prior to conducting the literature review to ensure that there are no gaps in the research (Raju and Phung, 2021).	
	As stated within the literature review, a number of search engines were used, specifically Google, Google scholar and UWTSD library. These search engines provided a variety of academic articles and government information sites that provided details on inclusion of children with disabilities within the education sector. To access these details, key words mentioned within the literature review were entered, for example, chronic illnesses, disability, well-being and school.
	Furthermore, the process of writing a literature review is undertaken in steps that create a whole (Efron and Ravid, 2019). Creating a research question or hypothesis comes first. Figure 5 shows that there are four steps in the development of the question or hypothesis. Task 1 involves finding a research topic; this task is the most important, as without an acceptable question/hypothesis, it would not be possible to complete the subsequent tasks. There are different resources that help to pinpoint a research study, academic journals and academic theory, being two of the many resources available. Furthermore, task 2 identifies the reason for the subject. With task 2 identifying the why, task 3 focuses more on the how, undertaking the research and defining terminology. Finally, there is task 4, taking all previous tasks and combining them in preparation for writing up the project (Machi and McEvoy, 2022).





The process of creating a research topic statement
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Figure 5 (Machi and McEvoy, 2022)
	This figure helped to create the research question for this project, this was done by working through each task individually, starting with task 1, the researcher identified a task through the exploration into research and social media sites to find the most appropriate topic. Which then led onto task 2, the research from task 1 translated into a researchable query. This task proved more challenging than the first and resulted in three possible research questions being analysed and evaluated. Question 1: ‘Wellbeing, chronic illness, and disability. An exploration into how chronic illness and disabilities affects wellbeing in students throughout their education and how schools/educational institutions work to help their students overcome the struggles that come with a chronic illness and disability’ This question was analysed for suitability of range of students. The decision was made to have a sharper focus on school age children and so question two was devised. The second question ‘well-being, chronic illness, and disability. An exploration into how chronic illness and disabilities affect well-being in pupils within primary school education and how the schools work to help their pupils overcome the struggles that come with a chronic illness and disability’ this question was also evaluated, and the terminology used was not deemed suitable for the study. Therefore, the question was finally refined for a third time, ‘Well-being, chronic illness, and disability. An exploration into how chronic illness and disabilities affect well-being in primary school pupils and how the schools help their pupils overcome the challenges that come with having a chronic illness and disability’, it was determined that this question fit the scope and researchable query for this project. Furthermore, after finding a researchable query, the researcher then moved onto task 3. This task required the connection with appropriate academic discipline, this was done through the completion of an ethics form and analysis of the most appropriate methodology and terminology to be used throughout the project. Finally, working through task 4, this involved bringing together everything from the previous three tasks, and helped the researcher commence the written aspect of the project. To complete these tasks, it was challenging to create a researchable question with the timeline of the research. Five and a half months does not provide a wide range of options for a good research project, therefore, question 3, which is stated above became the most logical research query, however, in order to complete it, it had to be done through a literature review due to the extent of complexity that the question holds.

	The above shows how the question was created, however, there are further steps undertaken in the creation of the project as a whole. Locating relevant information, was arguably the lengthiest step. The next step involved filtering the information to narrow down the search field. Which was followed by the validating the research. This ensured that the information was taken from credible and academic sites, including when using personal accounts. This meant that a more personal aspect included, while also providing a valuable insight into the subject area. Furthermore, the next step involved the application of the research: this section was mainly set in the literature review. However, the research is also integrated throughout the entire project. After applying the research, it is important to discuss the results it contains, and this is included in Chapter 4, which covers the discussion of the finding, bringing all the information together and providing an overview of what was discovered, how it can be applied, and how useful it will be in the future. Finally, Chapter 5 will conclude the project with recommendations for future possible projects which could be undertaken by the researcher or others.

[bookmark: _Toc131886410]4.6 Ethical considerations
	Ethics are considered to be what control one’s behaviour: similarly, ethics and research have the same moral philosophy underpinning them. As part of any academic process, ethics are a vital part of the research procedure, highlighting the need for a code of research to determine if something is acceptable (Parveen and Shoowkat, 2017). To highlight the importance of ethics, the Economic and Social Research Council (2023) have outlined exactly what good practice is and why it is important, starting with ensuring their readers know that failing to maintain the ethical guidelines is unacceptable. Considering ethics is a critical step in undertaking any form of research, and there is frequently a code of conduct that includes, but is not limited to: honesty, confidentiality, and dignity. Using the code of conduct, researchers must understand that they need to interpret data in a way that ensures that all codes of research are followed (Babikir et al, 2012). Furthermore, ethics are the guidelines followed to differentiate between right and wrong. There are many reasons as to why ethical considerations should be taken to into account when completing research, these come down to one thing: promoting a morally correct piece of research (Vinayagam, n.d.). 
	This research project is conducted in accordance with the UWTSD ethical guidelines, data protection, and data collection all being approved through the ethics committee. According the UWTSD ethical guidelines, research should be honest, and its guidelines ensure that all researchers within their institution complete an Ethics Form to ensure the integrity and quality of the research being conducted, while also protecting everyone involved (University of Wales Trinity Saint David, 2022). Ethical considerations are important to all research projects. This being said, although the research being conducted is low risk, the university could be vulnerable to the risk of plagiarism. This, however, can be easily mitigated by ensuring all referencing is undertaken in accordance with university guidelines. Furthermore, there are also risks to the researcher, as mentioned above, the research being conducted is based on chronic illness and disability, which is personally relevant to the researcher due to them having a chronic illness. As the researcher has attached personal narratives to the literature review from their own experience, this means that there is the risk of causing upset and mental distress. However, the university would provide support to students in cases where distress has been caused. Moreover, ethical considerations are vital when undertaking research, and all universities will have ethical frameworks in place to ensure honest and respectful research, and these frameworks must be followed to prevent unfair and untruthful work (UWE Bristol, 2023).
	Furthermore, there is no specific confidential data being used throughout, all information is from easy to access, government sites, books, websites and blogs. However, the personal stories used throughout require an aspect of confidentiality, schools will not be named, and neither will children, providing a confidential story that the researcher has personally experienced.
	Appendix 1 shows an example of the ethics form that was completed prior to the start of this project.

[bookmark: _Toc131886411]4.7 Reliability, validity, and generalisability
	All research is required to be reliable and valid in the area of study. This research looks at a variety of data and follows the research paradigm in its collection. Furthermore, the reliability of this research lies in the consistency of inclusion throughout and the possibility to recreate the study in more depth.
Qualitative research has positive and negative aspects. When it comes to reliability and validity, a qualitative research project is not sufficient when checking the quality by repeating the research, and the ability to verify results as there is no way to prove that the data and information collected is correct. However, one of the main benefits of qualitative design is that it provides grounded data, which builds upon comprehensive text. As well as this, generatability is also important in any qualitative research, as it looks at the probability of the research being completed elsewhere with the same or similar result (Denscombe, 2014).
With all research, the role of the researcher is fundamental to the process of data collection and will affect the reliability of the research. This is because it raises questions such as: can the research be completed by someone else with the same results? (Denscombe, 2014).
The answer to that question would be no, and due to the interpretivist paradigm, the research will be interpreted differently by others, therefore, this research would not be possible to replicate in the exact same way. Similarly, this is also connected to generatability, as depending on the paradigm, the results from this study may be transferred as basic data, however, the interpretation will differ from one person to another. 
[bookmark: _Toc131886412]4.8Analysis of data
	One way of analysing this research is through a thematic analysis, which identifies common themes throughout that help to identify information about a topic. This technique of analysis comes with two different approaches. Firstly, there is inductive, which allows data and information to establish themes, then secondly there is deductive, which is the opposite and uses pre-existing knowledge and understanding of a topic to create the themes (Caulfield, 2022). Thematic analysis is a practical analytic approach for qualitative research, an approach which is suitable for all levels of researcher. Furthermore, themes can be identified in two ways, the first being semantic which is the surface meaning of a topic, and the second being latent, which means that there is a deeper and underlaying meaning (Kiger and Varpio, 2020).
According to Braun and Clarke (2013), thematic analysis is a widely known and utilised method for qualitative research that aims to recognise themes and patterns throughout the research but is not shaped by current theories (Braun and Clarke, 2013).
In order to successfully use thematic analysis, there are steps to follow. The first being familiarising the data, the second being coding, which involves highlighting relevant sections of the text. This is followed by generating themes which come from recognising the patterns that emerge, which are reviewed in the fourth step. This step ensures that the themes identified are beneficial and information is not omitted. Defining and naming the themes follows this which entails understanding what the themes mean. The final step is writing up which brings the data together and analyses the literature (Caufield, 2022).
[bookmark: _Toc131886413]Chapter 5: Discussion
[bookmark: _Toc131886414]5.1 Introduction
	Throughout this chapter, data collected in chapter 2 will be discussed and analysed through thematic analysis which has provided a thorough view on the data within the literature review. The literature review is set out within specific ‘themes’ that are not based on a thematic analysis, they are simply used to identify the sections of the literature review and separate the information appropriately. To complete the analysis, this chapter will be separated into subsections that will analyse each literature review ‘theme’ individually before concluding all in the final subsection.
To use a thematic analysis, there are six steps that need to be followed in order to complete the analysis, these steps being, familiarising the data, coding, generating themes, reviewing themes, defining and naming themes, followed by the final step of bringing data together to analyse literature (Caufield, 2022). 
Thematic analysis can be used to help with the struggle of combining a narrative method with an academic stance (Lainson, Braun and Clarke, 2019). 
With this research being conducted through a qualitative methodology, there is always going to be something new to learn, regardless of how much is covered within, one key aspect that draws researchers into a thematic analysis approach to analyse their qualitative data is the ability to articulate the information they find into themes to help with their analysis (Braun and Clarke, 2019).
[bookmark: _Toc131886415]5.2 analysis of historical context

	The numerous curricula and inclusive policies and legislation surrounding the education of children with disabilities and chronic illnesses, meant that challenges were encountered. Inclusive education started prior to the national curriculum, there were schools for deaf children, along with specific communities created for “disabled people”, this is not the most inclusive as they were isolated from non-disabled individuals (Historic England, 2023). Schools for the deaf and opened in the 1760’s, with mental disability education starting in 1847, followed by education for the physically disabled in 1865. This was followed by the Education Act 1870, which changed education for the better. This act ensured that ‘special classes’. The act was then updated in 1944 in order to create a post war education system (Evans and Varma, 1990, Pp. 18-20). After years of the post war education system, the national curriculum came into force in 1988 through the form of the Education Reform Act 1988. However, prior to the implementation of the national curriculum, there was a change in terminology regarding children with disabilities, children with disabilities were considered to have special educational needs (SEN), instead of ‘handicapped’. This changed how children with disabilities were seen and helped with the improving of provisions for children with disabilities (Adams, 1990, Pp. 1-19).
Furthermore, the UNCRC came into force to support the well-being of everyone, there are specific articles throughout that specifically target the well-being of children (Welsh Government, 2015a). With the UNCRC in place, the national curriculum continued to develop until the Foundation Phase (FP) was rolled out in 2010, this curriculum focused on the well-being of the pupils, through experiential learning, meaning that children will enjoy their education (Welsh Government, 2015b). A great step forward for inclusion came in the form of terminology change, moving forward from SEN to ALN, which also changed compulsory roles within schools, in place of the Special Education Needs Co-ordinator (SENCo), there was now to be an Additional Learning Needs Co-ordinator (ALNCo) (Welsh Government, 2019). After five years of the FP, Professor Graham Donaldson was asked to review the curriculum from the FP to key stage 4. The outcome of the review showed the need for change, the results were strengthened by the national PISA results. The results developed into a new curriculum, called Curriculum for Wales. ALN becoming a key factor to focus on (Donaldson, 2015).
However, historically inclusive education has not been as prevalent therefore, research into inclusive education in the past proved problematic at times. 
Finding information on inclusion throughout history became difficult due to the numerous curricula and legislations available within Wales. Disabilities have been seen in negative and positive views (Babik and Gardner, 2021). These views made it difficult to find the information necessary.
While analysing the data, various codes were developed: eight became apparent which were highlighted in different colours, these being, yellow, pink, blue, green, red, teal, gold and grey. Originally, the codes were all developed into themes, these being, support, attitudes, relationships, inclusion, exclusion, terminology, possibility, and well-being. However, when re-evaluating them, it was found that some codes were either absorbed into existing codes and others were eliminated completely. During the process of absorbing and eliminating, the eight themes were narrowed down to six, which can be seen below. 
The target of thematic analysis is identifying themes or patterns within the information, these themes are then addressed and analysed. Essentially, successfully using thematic analysis is finding a way to make sense of and interpret the data in a way that others understand (Maguire and Delahunt, 2017). Below is an example of how thematic analysis was applied and how themes emerged.

	Themes 
	Example

	Support throughout history
Code: Yellow
	“Support for children” (Mills, 1998, Pp. 2-3).
“Acquire support from schools” (Evans and Varma, 1990, Pp. 18-2-).
“Supported in the best possible way” (Adams, 1990, Pp. 1-19).
“Children must have access to the system” (Hughes, 2010, Pp, 82-83).
“Protected against discrimination” (UNICEF, 2016).


	Attitudes towards disabilities
Code: Pink
	“Attitudes toward children with disabilities depends on the disability itself” (Babik and Gardner, 2021).
“Negative attitudes” (Babik and Gardner, 2021).

	Inclusion within the curricula
Code: Green
	“Included within their school environment” (Babik and Gardner, 2021).
“ALN began in the 1760s” (Evans and Varma, 1990, Pp. 18-20).
“Accepted into mainstream education” (Adams, 1990, Pp. 1-19).
“Create an inclusive school” (Welsh Government, 2021b).

	Exclusion within the curricula
Code: Red
	“Isolating them from non-disabled individuals” (Historic England, 2023).
“too ‘Handicapped’” (Evans and Varma, 1990, Pp. 18-20).
“Remove their students both temporary and permanently” (Welsh Government, 2007).
“Brought down attainment levels” (Story 1).
“Not accessible and possible for all children” (Welsh Government, 2021b).

	Possibility for inclusion
Code: Gold
	“Possibility of being a fully inclusive curriculum” (Knight and Crick, 2021).
“Own plans for education” (Welsh Government, 2015b).
“How it can be improved” (Story 2).

	Well-being in the curricula
Code: Teal
	“Activities are integral to the success of promoting well-being” (Welsh Government, 2008).
“Children to feel safe” (Welsh Government, 2008).
“Isolation and loneliness” (Pearson, 2020).
“Depression and anxiety” (Pearson, 2020).



	The table above illustrates a sample of the themes seen throughout the historical context section of the literature review. Commencing with “support throughout history” this theme started with highlighting sections of the text in yellow. In order to identify the theme, there was first a need to refamiliarize with the data, through rereading what was already written. Then a clear pattern emerged, leading to the identification of a theme, initially called ‘support’, which was then further developed into its current wording. From the samples provided within the table above, it is clear that support is prevalent within the section: below is a small extract of the literature review which shows the coding process. The yellow highlighted sections are examples of support throughout history, these sections have a standard level of support behind them, regardless of how they are worded, for example, “learning being fun and enjoyable”. Support is a primary requirement for this, due to the necessity for a certain level of support for children to enjoy their learning.
The FP ensured that children’s learning was fun and enjoyable through the seven aims, one of which states “have a safe home and a community that supports physical and emotional well-being” (Welsh Government, 2015b). Furthermore, a child’s well-being is vital to their progression in school, the new Curriculum for Wales, places an emphasis on supporting the well-being and inclusion of children (Welsh Government, 2021b).
	The second theme to be discussed is ‘attitudes towards children’. Throughout the coding step, it became apparent that throughout history, attitudes have changed. Starting with “depending on the disability”, throughout history, children with specific disabilities have been treated differently to others which affected their participation within education. From research, it was found that children with disabilities were seen in a more negative light than their non-disabled peers. This was found by Dunn (2022) who says that children are automatically categorised as ‘different’.
 This theme was originally coded in pink, which throughout the process came up thirteen times, making it a very important aspect to discuss.
This project specifically looked at the challenges that children with disabilities and chronic illnesses face, therefore, another theme that became prevalent throughout 2.2 was ‘inclusion throughout the curricula’. This theme is one of the most important within this dissertation due to the focus of the question: ‘Well-being, chronic illness, and disability. An exploration into how chronic illness and disabilities affect well-being in primary school pupils and how the schools help their pupils overcome the challenges that come with having a chronic illness and disability’. With inclusion being extremely important and schools supporting children through barriers to their education, this theme became apparent, through the coding process. The sections were highlighted in green and only appeared eleven times which suggests that inclusion needs to be addressed more frequently. While researching the numerous curricula, the new curriculum for Wales was one discussed, however, with it being a new curriculum, there was an assumption that there would be more focus on inclusion, however, while coding, only two sections became apparent relating to this theme.
Similar to the UNCRC, there is also a United Nations Convention on the Rights of Persons with Disabilities (UNCRPD), the UNCRPD provided individuals with disabilities with rights, ensuring that their care is informed, and they have the right to be members of society (United Nations, N.D).
While researching the numerous curricula, legislation, and policy, the UNCRPD and social model of disability arose within the literature. The social model which compensates the individual for their disability (Disability Wales, N.D) and the UNCRPD which moves away from how individuals are treated and provides them with the rights to autonomy (United Nations, N.D).	
While there is a clear need for improvement when it comes to inclusion, there was a further theme which appeared even less frequently, “exclusion within the curricula” arose nine times throughout the section, which is still a high number considering the different curricula focusing on inclusion. The table above demonstrates some of the samples that were highlighted throughout the historical context section of the literature review, during the coding step. 
According to Knight and Crick (2021) within the last few decades, inclusion has become a key term within education. It was also found that the curricula had a ‘possibility for inclusion’, which was highlighted in gold, this appeared only seven times in total, supporting the view that inclusion has room for improvement within the numerous curricula, legislations and policies. 
The final theme to emerge within the text was ‘well-being in the curricula’: this is a very important theme due to well-being influencing how children learn. The main curriculum that well-being was found to be centred around was the Foundation Phase as well as the change in legislation changing terminology from SEN to ALN. 


[bookmark: _Toc131886416]5.3 analysis of the different types of chronic illnesses and disabilities: physical and mental
	Similar to above, the process of developing themes started with highlighting sections of the text with numerous colours. Seven codes became apparent. This section of the literature review focused on the numerous disabilities and chronic illnesses that this dissertation was focused on, throughout the process of coding, the affects they have on education became a prime theme. The theme emerged fifteen times which is higher than any other theme. Moreover, as seen below, along with in the literature review, each condition poses challenges to educational attainment, for example, Type 1 diabetes (T1D) can stop participation in class for almost an hour, this affects not only the child’s education but also their well-being. 
The well-being of children is vital, those with disabilities and chronic illnesses, have a higher chance of their well-being being affected. Children with medical conditions are often victims of stigma and discrimination, which can cause feelings of depression and anxiety (Mental Health Foundation, 2022). 	

	Theme
	Example

	Education affected.
Code = Blue
	“Lower educational attainment” (Bhagat et al, 2019).
“Disease can affect education daily” (Story 4).
“45 minutes to an hour which meant they were excluded from their lesson” (Story 4).


	Play affected.
Code = Green
	“Play less than the other children” (Story 3).
“Become seriously unwell when involved with these activities due to exposure to harmful bacteria” (Cystic Fibrosis Trust, 2016).
“Avoid any and all social interactions” (Bridges to Recovery Beverly Hills, 2023).

	Emotion.
Code = Pink

	“Stress, sadness, anger” (American Diabetes Association, 2023).
“Ok to feel sad” (Story 4).
“Overwhelming feelings” (Medtronic, 2017).


	Long term challenges
Code = Yellow
	“Fatigue, mood swings, lack of concentration” (John Hopkins Medicine, 2022).
“Long-term conditions” (World Health Organization, 2022).

	Accessibility.
Code = Grey
	“Preventing them from accessing parts of the curriculum” (Ravassard, 2022).
“Only one ramp at the school” (Story 7).



	
	This section developed five themes, the first being ‘education affected’ which is discussed above. The second being ‘play affected’. Play is important for children’s development which can be seen within the FP discussion in the literature review, that aspect of education is taken away and/or limited for many children in primary schools, this is due to their medical condition. Many conditions discussed will not affect attendance in school, however, that does not mean that it is possible for the child to participate in all activities within the school. Life altering conditions such as the ones discussed within this project affect how children play. Cystic fibrosis (CF) for example, affects a child’s play due to the infection risk in some of the activities within the lower primary school such as, water and sand (Cystic Fibrosis Trust, 2016). Play affecting education became a very strong theme throughout, specifically social skills, this was found with children having anxiety, they were and are less likely to interact with others in social settings. As seen within story 6 “I have first-hand experience of working with a child suffering from anxiety. This mainly affected their social skills; the child would cry often and complain of stomach aches when something involving group activity was mentioned”, children with anxiety are less likely to interact with other, this is also confirmed by Bridges to Recovery Beverly Hills (2023), who says that anxiety influences how one lives their life, this could be through avoiding social interaction.
	Furthermore, another theme that developed throughout is ‘emotion’. One thing that continued to show was the big emotions that children feel. According to American Diabetes Association (2023), children with Type 1 diabetes often feel stress, sadness and anger which evidently affects their well-being. This theme was originally coded in pink, which appeared eight times throughout.
	The last two themes that developed throughout the section, appeared less frequently and became ‘sub-themes’ for the three that came before, for example, ‘accessibility’ is a sub-theme of ‘play affected’ and ‘education affected’ this is due to many aspects of inclusion not being relatively effective throughout history, which was shown throughout the historical context section of the literature review, as well as the current section under analysis. Finally, ‘long-term’ is a sub-theme of all other themes throughout this section, these conditions all have long-term effects on a child’s wellbeing, which is seen within the literature review and the table above. Many of the conditions cause mood problems, headaches, fatigue, and lack of concentration (John Hopkins Medicine, 2022)
	The overall outcome of this section was that the education of children with disabilities and chronic illnesses is impacted, regardless of their attendance, this affects their play which inevitably affects their emotions or well-being.
[bookmark: _Toc131886417]5.4 analysis of support available for pupils in primary education

	Theme
	Example

	Supports education.
Code = Pink
	“IEP” (SENAC, 2023).
“Parental partnership” (Mills, 1996, Pp. 2-3).
“Advocacy” (Logsdon, 2022).




This section was the easiest to code, this was due to the main theme that arose was ‘Supports education’ which is the pink highlighted sections of text. 
	Due to this subsection within chapter 2 focusing on the support available to children within primary school, this is an obvious theme to arise. The need to support children in school is one of the most important parts of childhood education, therefore, the support that has been discussed within the literature review is only a small number compared to the different services that provide support in schools. Children with long-term medical conditions such as the ones discussed within, each require individualised care, this can make them feel ‘different’ to other children, which will impact their education and play (Devis.Wales, 2023). Support can come in a variety of forms, the main one being IDPs, this was introduced after the terminology change of SEN to ALN, replacing the older system IEPs, this document is in place to express the child’s needs and provide a basis for the child’s care (Newport City Council, 2023).
[bookmark: _Toc131886418]5.5 Conclusion
	This chapter has been split into subchapters, this is to break the literature review into each individual ‘theme’, starting with the historical context, this theme was the hardest to code due to the vast amount of information and detail that it contains. This ‘theme’ also developed the most themes from the codes. Furthermore, it was found that six themes established out of eight codes, the two that did not develop into themes were either absorbed into others or they were eliminated. This provided a clear insight into the history of education and showed where there is room for improvement. Next was different disabilities and chronic illnesses in the literature review which delves into the conditions that were discussed within, this subchapter developed five themes. It was clear that each condition affected education in different ways, while simultaneously affecting play, which is vital to a child’s education as mentioned when discussing the numerous curricula. These also showed how they affect a child’s emotions, which was the third theme to show as important. Finally, while analysing the final subtheme of the literature review, a number of codes became clear, however, only one was important which was ‘supports education’, the title makes this an obvious outcome, however, it showed just how important the services that support children are. 
Appendix 2 will show an example of the codes throughout the literature review. 

[bookmark: _Toc131886419]Chapter 6: Conclusion
	This project has been completed through a systematic literature review, which involved exploring how well-being is affected by a variety of chronic illnesses and disabilities. An autoethnographical/narrative approach was taken to achieve the best results. Furthermore, the literature review was completed using themes, each theme linked to each other and supported the research question. This project used a qualitative methodology and thematic analysis, these ensured the project was conducted in an academic way and achieved results. 
	While analysing the literature, it became clear that each literature review theme could be split into smaller themes in relation to thematic analysis. the historical context was split into six smaller themes which ultimately revealed that the curricula, legislation, and policy have room for improvement. Furthermore, the second theme split into five smaller themes and concluded that each condition explored within have a unique effect on children’s education and play but can be supported through the variety of support available within the third theme, which revealed an obvious theme which is ‘supports education’. This showed that the variety of support options discussed overall support the education and well-being of children within primary school. Moreover, during this project, Bronfenbrenner’s ecological system was adopted and adapted to support the question. With the child with ALN in the centre and each system supporting them. This project revealed how education for children with ALN started and how it adapted over the years, starting pre 1900 to current, terminology change also developed throughout history which is brought up within the literature. 
	Overall, this project revealed how well-being is affected by numerous chronic illnesses and disabilities and how schools put specific support in place to help their pupils, however, it was clear that inclusion has room for improvement, even within the new Curriculum for Wales.

[bookmark: _Toc131886420]Chapter 7: Recommendation 
	Future projects can build upon this research by completing an empirical study on how the Curriculum for Wales improves throughout the next few years and how inclusion and well-being is supported. Furthermore, using this project as a basis, there is room to magnify the research for the entire UK, looking at how each country support the well-being of their pupils and how they support inclusion.
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[bookmark: _Toc131886428]9.3 Article 2 and 23 of UNCRC
	“Article 2 (non-discrimination) The Convention applies to every child without discrimination, whatever their ethnicity, sex, religion, language, abilities or any other status, whatever they think or say, whatever their family background” (UNICEF, 2019).
	“Article 23 (children with a disability) A child with a disability has the right to live a full and decent life with dignity and, as far as possible, independence and to play an active part in the community. Governments must do all they can to support disabled children and their families” (UNICEF, 2019).
[bookmark: _Toc131886429]9.4 Well-being goals 
“A society in which people’s physical and mental well-being is maximised and in which choices and behaviours that benefit future health are understood” (Welsh Government, 2015). 
“A more equal Wales: A society that enables people to fulfil their potential no matter what their background or circumstances (including their socio-economic circumstances” (Future Generations Commissioner for Wales, 2023).
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SECTION K: Declaration

The information which | have provided Is correct and complete to the best of my knowledge. T have
attempted to identify any risks and issues related to the research activity and acknowledge my
obligations and the rights of the participants.

In submitting this application | hereby confirm that | undertake to ensure that the above named
research activity will meet the University's Research Ethics and Integrity Code of Practice which is
published on the website: hitps://www.uwisd ac.ukiresearchiresearch-ethics/

Date:

Signature of applicant:

For STUDENT Submissions:

5 | Drectorof Date:
Studies/Supervisor:
3 | signature:

For STAFF Submissions:

4| Academic Director Assistant Date:
Dean:
5 | signature:

Checklist: Please complete the checkiist below to ensure that you have completed the form according to the
guidelines and attached any required documentation:

I'have read the guidance notes supplied before completing the form.

Thave completed ALL RELEVANT sections of the form in full

Tconfirm that the research activity has received approval in principle

o| oj o] o

I'have attached a copy of finalfinterim approval from external organisation (where appropriate)

o

Thave altached a full risk assessment (Where appropriate) ONLY TICK IF YOU HAVE
ATTACHED A FULL RISK ASSESSMENT

I understand that it is my responsibility to ensure that the above named research activity will meet
the University's Research Ethics and Integrity Code of Practice.
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23 | List who will have control of, and act as custodian(s) for, data generated by the research activity:
Give detalls of data storage arrangements, including security measures in place ( protect the data,

24 | where data will be stored, how long for, and in what form. Will data be archived — if so how and if
not why not.

55 | F16a5e Indicale T your data wil be stored In the UWTSD Research Data Repository (see
hitos:/iresearchdata uwtsd ac.ukl ). If so please explain. (Most relevant to academic staff)
Confirm that you have read the UWTSD guidance on data management (see

26 YES o
hitos://www uwisd ac.uidlibrarv/research-data-management/)
Confirm that you are aware that you need to keep all data untl after your

27 YES o
research has completed or the end of your funding
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Tunderstand that before commencing data collection all documents aimed at respondents.
0 | (including information sheets, consent forms, questionnaires, interview schedules etc.) must be
confirmed by the DoS/Supervisor, module tutor or Academic Director.

RESEARCH STUDENTS AND STAFF ONLY
All communications relating to this application during its processing must be in writing and emailed to

paresearch@uwtsd ac uk , with the title ‘Ethical Approval' followed by your name.
You will be informed of the outcome of your claim by email; therefore it is important that you check your
University and personal email accounts regularly.

STUDENTS ON UNDERGRADUATE OR TAUGHT MASTERS PROGRAMMES should submit this form

(and receive the outcome) via systems explained to you by the supervisor/module leader.

This form is available electronically from the Academic Office web pages:

hitps://www.uwisd ac.uk/academic-office/appendices-and-forms/
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referendum on devolution took place in 1997, education in Wales become a devolved matter

5o that the Welsh Government could devise its GRIDISISHONCAUCAHORMMIAISS. For

example, in 2010 the curriculum was changed for early years and lower primary school

children. These changes included the introduction of [EINOUIGAUOMPHASEIEE) which set out

to develop creative and imaginative children through the seven aims which stated that

children must “have a SEiSIIONICIANAIICOMMUNINY that supports physical and emotional well-
being” (Welsh Government, 2015b). It did this by ensuring that the children’s learning was
fun and enjoyable. Moreover, the curriculum was based on the Education Act 2002 which
was an updated version of the ones which came before as mentioned above, with the act
reinforcing the premise that all children should be s_ (Welsh Government, 2015b).
In addition, following the Equality Act 2010 the introduction of the concept of protected
characteristic was developed to protect the rights of various groups in society; disability was
one of these characteristics and protects all against discrimination if it happened post 1%

October 2010 (Gov.uk, 2015).

Due to the curriculum having more emphasis on support and providing children with what

they need to become successful members of the community, some measures were put in place
that ensured that children with disabilities had appropriate levels of education. These

measures included enhancing access to the curriculum and improving participation through
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EROIOSSBIEHORRINEHIGSH. This is 2 weakness in the curriculum that needs to be addressed.
Furthermore, the new curriculum for Wales has an Siiphasisionisupportng wellbeingiand
[fclusion)withllearmersibeingiapheleentre. Children and young people have the right to the

best possible health and to be protected from harm, which means that a child’s well-being is

ensured that unique needs or challenges are responded to and supported to enable the pupils

to thrive in the school environment (Welsh Government, 2021b)
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children will feel anxious at times and need support from the adults around them. This may
start as simple separation anxiety but escalate until it becomes a significant problem in their

everyday life. There are many ways in which it affects children in school, some being, lack of

concentration, anger outburst, and FVOIdINEIACVItIeSSUCHIASISOCIAlISINg, or even attending

school (NHS, 2023).
Story 6: I have first-hand experience of working with a child suffering from

anxiety. This mainly fjecled e SOCalSkills; the child would BB often and

complain of stomach aches when something involving group activity was

mentioned.

Anxiety affects the way children live their life, they often go to —
gocialinteraction (Bridges to Recovery Beverly Hills, 2023).
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s the potential to increase the risk of mental health.
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Furthermore, some complex medical needs require input from a [iGaliHeate
[professional. For example, a diabetic nurse is an essential role in the care of T1D children,
they often work as part of a team, which includes the school, local authority, parents, and
health services, for example, a diabetic nurse. According to Diabetes UK (2018), Wales has
in the past been identified as being behind in the care and support of children with diabetes.
This was discovered when families of children with diabetes were questioned regarding how
often their child’s education was affected by the condition, in this survey 30% of respondent:
stated that their child were affected every day. Furthermore, 51% claimed to have problems
with care, and 36% stated that their child had to be removed from school during the school
day.

Moreover, T1D affects participation in sport, clubs and even school trips. This is where the

(iabeticiurselonpacdiaticldiabeteleaueator comes in: they attend the school to enhance the
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