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ABSTRACT 

 

Background: Pathological Demand Avoidance (PDA) may be considered a profile of 

autism where the individual also exhibits extreme demand avoidant behaviour. The 

PDA Society found that 70% of PDA children and young people (CYP) are not in 

school, yet there is little research that explores where they are educated, or that seeks 

to understand their educational experiences. This paper explores current arguments 

surrounding PDA, tackles the question of whether having a diagnosis matters, and 

‘shines a light’ on this cohort of CYP to understand their educational experiences. 

 

Methods: A small-scale cross sectional design frame was used, employing both a 

Freedom of Information request and online questionnaire, to survey 153 Local 

Authorities, 704 parents and 375 CYP. A mixed-method approach was adopted for 

data collection and analysis, with the use of both quantitative and qualitative data to 

capture the CYP’s experiences. 

 

Results: The results were consistent with the limited research to date on the 

educational experiences of PDA CYP with school attendance struggles, exclusions 

and CYP left without education. It explores the children’s viewpoints and finds 

overwhelmingly negative experiences and distressing accounts given by both the CYP 

and their parents. CYP with an Education, Health and Care Plan (EHCP), that 

accurately describes their needs, were more likely to have positive experiences, and 

a formal diagnosis meant their needs were more likely to be accurately described in 

the EHCP, suggesting that a PDA diagnosis may be beneficial. 

 

Conclusion: PDA CYP want to be in school but find themselves without the right 

support and environment to learn. They describe the real-life impact of the school 

attendance crisis meaning that systemic SEND reform is not only essential, but urgent 

to alleviate the significant distress that these CYP are experiencing.  The support 

approaches recommended by the PDA Society provide a good starting point, but until 

a child-centred holistic approach is truly adopted it seems unlikely that this will be 

achieved and the arguments surrounding PDA will continue to impact implementation 

of the right support for these children. 
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CHAPTER 1 – INTRODUCTION 

 

The 2018 PDA Society ‘Being Misunderstood’ report identified that 70% of autistic 

children with a demand avoidant profile of autism were not in school (PDA Society, 

2018). A more recent survey, involving 1200 parents of autistic children struggling 

with school attendance, identified that 45% of these children were suspected, or 

identified, as having a demand avoidant profile of autism, also referred to as 

Pathological Demand Avoidance [PDA] (Green, 2022). As a parent to a PDA child 

who was unable to access a school for many years, these statistics validated our 

experience and led to the realisation that we were not alone. The journey to gain 

support and understanding was stressful, traumatic, and negatively impacted the 

family’s wellbeing. Therefore, due to its personal significance, the focus of this study 

is to explore the educational experiences of PDA children. 

 

To set the background and context of this study, two subjects are introduced in this 

chapter, autism and PDA, then school absenteeism, before the aims and purpose of 

the research are presented. 

 

Autism and PDA 

From a clinical perspective autism is detailed in the diagnostic manuals, the 

Diagnostic and Statistical Manual of Mental Disorders [DSM-5] (American Psychiatric 

Association [APA], 2013) and the International Classification for Diseases [ICD-11] 

(World Health Organisation [WHO], 2019), as ‘Autistic Spectrum Disorder’ (ASD). 

They define it as a neurodevelopmental disorder characterised by deficiencies in 

social communication and interaction, restrictive and repetitive behaviours, and 
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sensory processing differences (APA, 2013; WHO, 2018). The neurodiversity 

movement, led by autistic activists, raise that the general population naturally have 

neurological differences, referred to as neurodiversity, (Botha et al., 2024) and it is 

this paradigm that has influenced the removal of the medical disordered narrative 

and led to definitions of autism such as ‘the brain working in a different way, simply 

put, as a processing difference’ (Autism Education Trust [AET], 2024). Throughout 

this paper neurodivergent affirming language is used, so ‘autism’ as opposed to 

ASD, and identity first language is employed (Bottema-Beutel et al., 2021; Dwyer, 

2022). The term ‘neurodivergent’ is used to refer to those whose brains process and 

respond differently to what is considered ‘typical’, or the predominant neurotype 

[PNT] (Beardon, 2019), and it encompasses autism, attention deficit differences 

(ADD/ADHD), dyslexia, dyspraxia and other neurodevelopmental differences. 

 

PDA is described as sharing the characteristics of autism, but with the addition of 

excessive avoidance of everyday demands, whereby a PDAer will employ a range of 

social strategies to avoid a demand, or perceived demand, which may include 

delaying, negotiating, distracting and the use of charm (Newson et al., 2003). PDA 

was first identified in the 1980s by psychologist Professor Elizabeth Newson who 

observed a group of children who were ‘atypical’ in their presentation of autism, and 

it was proposed they be recognised under a new and distinct syndrome named 

‘Pathological Demand Avoidance’. It was also noted that unlike autistic children, PDA 

children thrived with change and novelty, disliked routine, and felt threatened by the 

rules and demands of education (Newson et al., 2003). They raised that autistic 

support strategies must be considerably adapted for PDA children to ensure they are 

not excluded from education. Despite this, diagnostic manuals do not recognise PDA 
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as a distinct diagnosis, and it currently sits under the umbrella term of ASD. The 

National Institute for Health and Care Excellence [NICE] guidelines for diagnosing 

autism in children and young people (CYP) describe PDA as a subgroup of autism 

(NICE, 2011), hence today, it is often referred to as a ‘PDA profile of autism’ (PDA 

Society, 2024).  

 

The term ‘Pathological Demand Avoidance’ also invokes controversy, with some 

demand avoidant autistic adults feeling as though it accurately describes the extent 

of their behaviours (Cat, 2019), while others dislike the word ‘pathological’ due to its 

negative connotations and suggest ‘Pervasive Drive for Autonomy’ (Wilding, 2020) or 

‘Persistent Drive for Autonomy’ (Lawson, 2020) as meaningful alternatives. Autistic 

academics have also contributed to this topic, proposing alternatives to PDA and 

widening the debate. 

 

This paper respects all viewpoints and, as there is no clear agreement on 

terminology, chooses to use simply ‘PDA’, as well as ‘PDAer’ when referring to an 

autistic individual with extreme demand avoidant behaviours, while not prescribing 

the words used within the acronym. At times the terms ‘PDA profile of autism’ and 

‘autism with a demand avoidant profile’ are also used. All terms are used as meaning 

the same and with the intention of facilitating a shared understanding and definition 

for the purpose of this study. 

 

School Absenteeism 

School absenteeism is increasingly making headlines in mainstream media with the 

clear message that children must be in school. The law is clear that parents are 
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responsible for ensuring their children receive a suitable full-time education and 

being guilty of an offence if their child is registered at a school but fails to regularly 

attend (Education Act, 1996). Yet, in the school year 2022/23 1.6 million children 

were persistently absent and missing more than 10% of school sessions 

(Department for Education [DfE], 2023a). The Education Committee recognise that 

levels of support for children with attendance struggles varies across the country 

(House of Commons Education Committee, 2023) and the reasons behind school 

absence are complex (School Home Support, 2023). This complexity increases 

further when children have special educational needs and disabilities (SEND) and it 

is SEND CYP who have the highest absence rates (DfE, 2023a). 1 in 3 children with 

an Education, Health and Care Plan (EHCP), a legal document detailing the child’s 

needs and provision required, have autism documented as their primary need 

(116,000 pupils) (DfE, 2023b) and academic and adulthood achievements are poorer 

for children who are missing education (Pellegrini, 2007; John et al., 2022). This 

means that the risk of poor outcomes is significant for autistic children. 

 

To address this school attendance crisis the government commissioned an audit, 

‘Where are England’s Children?’, which found that these children want to learn but 

find themselves without the support they need in school (Children’s Commissioner’s 

Office, 2023). In response, they laid out plans for systematic SEND reform to create 

an inclusive education system ensuring CYP can access ‘the right support, in the 

right place, at the right time’ (DfE, 2023c). This was followed by the ‘Moments 

Matter, Attendance Counts’ campaign to tackle persistent absence (DfE, 2024a). 

However, if this response is to be successful, more needs to be done to understand 

and address the specific difficulties these children are facing. 
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Aims and Purpose of this Study 

When considering that the PDA Society survey identified 70% of PDA children are 

not in school, and place this within the context of the government’s school 

absenteeism statistics, it seems likely that PDA CYP represent a high number of 

absent pupils. If better outcomes are to be achieved for PDA individuals it is 

essential to understand more about this cohort of CYP and their educational 

experiences. To ensure this is relevant to the community it impacts, I joined the ‘PDA 

Research Network’ whose purpose is to bring together autistic, PDA, and non-

autistic researchers to improve outcomes for PDAers through high-quality, inclusive 

research. This study is aligned to one their nine research priorities identified through 

consultation with PDA adults (PDA Society, 2023).  

‘How do people experience PDA, and the world around them, day-to-day?’  

(PDA Society, 2023) 

 

 

The aim of this research is therefore to ‘shine a light’ on the educational experiences 

of PDA CYP in England. To achieve this, the study first reviews the literature to 

establish what is known today, identify gaps in research and, to inform specific 

research questions. It then details the approach chosen to address the research 

questions by presenting the research design and methods used for data collection 

and analysis. The findings are next presented before their implications are explored 

in the discussion chapter. Finally, the paper presents its conclusion, considers the 

limitations of the study and makes recommendations for future research. 
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CHAPTER 2 – LITERATURE REVIEW 

 

As articles in peer reviewed journals are viewed as the gold standard for quality 

research (Thomas, 2017), the EBSCO Educational database was used to search for 

articles using the following search terms: 

• Pathological Demand Avoidance or PDA or Extreme demand avoidance AND 

education  

• PDA educational experiences 

• PDA learners 

 

During the search only limited results were returned so the search was extended to 

the Web of Science database and FindIt@Bham, the University of Birmingham’s 

library database, and search terms were expanded to include: 

• Pathological demand avoidance and school refusal 

• School refusal or school avoidance or school non-attendance AND 

pathological demand avoidance or extreme demand avoidance 

 

In addition, appropriate references cited within the literature were sourced and 

explored. By adopting this approach three key themes were identified which are 

examined in this chapter and informed the study’s research questions. 

 

PDA 

Prevalence 

It is estimated that 1%-2% of the world population, and 1.76% of children in schools 

in England, are autistic (Roman-Urrestarazu et al., 2021). Gillberg et al. (2015) found 

that 1 in 5 autistic people are PDA and, despite their study being undertaken only 

with the population of the Faroe Islands, its alignment with the well-researched 
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statistics for the prevalence of autism and, in the absence of any other studies that 

seek to determine the prevalence of PDA, their figure of 0.2% of the general 

population is plausible. With 206,763 autistic pupils of compulsory school age in 

England (DfE, 2024b), this would indicate that there are over 41,000 PDA CYP in the 

English education system today. However, there is considerable debate and 

controversy regarding PDA.  

Defining PDA 

Newson’s view was that PDA should be recognised as a standalone condition, and 

that autism specific strategies for support can be detrimental to PDA children, hence 

the need for a distinct clinical diagnosis (Newson et al., 2003). Despite this, the 

recent prevailing narrative has been to view PDA as a profile of autism (NICE, 2011). 

This approach is supported by some who argue that there is not enough evidence to 

warrant it as a distinct syndrome (Green et al., 2018) and that it accurately falls 

under the broad autism spectrum umbrella (Stuart et al., 2020). By viewing PDA as a 

profile of autism it provides a useful guide to understanding the individual’s specific 

needs (Green, 2018; Green et al., 2020), and in turn supports ensuring appropriate 

strategies are employed by clinicians and educators (O’Nions et al., 2018).  

 

PDA has also been suggested to be a co-occurring condition of autism, a ‘double 

hit’, whereby the person is autistic and PDA (Wing et al., 2011). There is research 

supporting this viewpoint suggesting it may be more closely correlated to attention 

deficit hyperactivity disorder (ADHD) than autism (Egan et al., 2020), and anecdotal 

evidence exists that many PDA children also meet the diagnostic criteria for ADHD 

(PDA Society, 2022). It has also been hypothesised that the PDA ‘need for control’ 

as described by Newson et al. (2003) could be due to anxiety (O’Nions et al., 
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2014a). This link between anxiety and demand avoidance behaviours has recently 

been investigated and conclude that these behaviours are anxiety-driven (Johnson 

and Saunderson, 2023; White et al., 2023). However, White et al.’s (2023) study was 

partially carried out during the Covid-19 pandemic which may explain elevated 

anxiety levels. An overlap was also identified with autism, Oppositional Defiance 

Disorder (ODD), and anxiety (Malik and Baird, 2018), yet there are few studies that 

have specifically investigated the relationship of PDA with other conditions (Kildahl et 

al., 2021).  

 

Woods (2020) uses the term ‘Demand Avoidance Phenomenon’ (DAP) when 

referring to individuals with demand avoidant behaviours. He argues that PDA is a 

‘culturally bound concept’ driven by those who may have something to gain, such as 

organisations holding chargeable PDA training, or clinicians offering diagnosis 

(Woods, 2017). Woods argues that parents and caregivers will continue to promote 

the ‘PDA profile of autism’ narrative as a way of understanding the behaviours of 

their child and gaining support. This viewpoint does not undermine that demand 

avoidance behaviours require recognition, research and appropriate support, and 

Woods suggests a transdiagnostic approach could be adopted whereby traditional 

diagnostic boundaries are removed (Woods, 2021). This approach could allow a 

move away from formal taxonomic diagnostic systems and provide a platform for a 

biopsychosocial model, where consideration is given to the impact of biological, 

psychological and societal aspects, to be adopted. By removing the boundaries and 

thresholds of the medical model, where only biological aspects are considered, the 

complexities of co-occurring conditions and a multi-disciplinary approach could be 
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adopted leading to a more successful and inclusive system (Kenny et al., 2016; 

Doyle and Kenny, 2023). 

 

This increasing debate surrounding PDA seems to be impacting viewpoints and 

mindsets are shifting. In November 2023, the National Autistic Society (NAS) 

removed all references to ‘Pathological Demand Avoidance’ and ‘PDA’ from their 

website and opted for simply ‘demand avoidance’, while still recognising that they 

are referring to a characteristic that is a persistent and extreme resistance to 

everyday demands observed in some of the autistic population (NAS, 2023). So, 

while this controversy continues, it is unlikely that PDA will be recognised from a 

clinical perspective. 

Terminology 

As noted in the introduction, there is also disagreement regarding the term 

‘pathological demand avoidance’, with some autistic academics arguing the word 

‘pathological’ promotes ableist attitudes and disempowers the expression of autistic 

agency (Milton, 2013; Moore, 2020).  ‘Extreme demand avoidance [EDA]’ has been 

suggested as a more appropriate term (Gillberg, 2014; O’Nions et al., 2014b; Brede 

et al., 2017). Autistic academics have also raised that demand avoidance may be a 

rational response for autistic individuals to exert autonomy when presented with 

uncomfortable situations and have referred to it as ‘rational demand avoidance 

[RDA]’ (Milton, 2013; Woods, 2018). However, there is little research that 

investigates the views of the PDAer and their motivation for the behaviour, and a 

transactional perspective is required to understand the driver of the behaviour 

(Milton, 2013; Green et al., 2018; Green, 2020). It is also essential that consideration 

be given to the viewpoints of the autistic community in discussions surrounding PDA 
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(Moore, 2020), yet this is challenging with the diverse range of opinions within the 

community itself. The overarching feeling is not to return to a deficit view of autism, 

that takes away the ground gained by autistic advocates and the neurodiversity 

movement (Botha et al., 2024), and to recognise that although autistic people share 

characteristics, they have different abilities and challenges. As Steven Shore (2003) 

stated ‘if you have met one person with autism, you have met one person with 

autism’.  

Diagnosis 

Despite this controversy, the numbers of parents of demand avoidant children 

requesting a PDA diagnosis is increasing (Green et al., 2018; Stuart et al., 2020) and 

parents consider a diagnosis important to enable the right educational support (Gore 

Langton and Frederickson, 2018), despite the English education system not 

requiring a diagnosis to support SEND (Children and Families Act 2014, s20). In 

response to this, some private clinicians offer an autism diagnosis, with a PDA profile 

identified, which has been made possible by screening tools, such as the Extreme 

Demand Avoidance Questionnaire [EDA-Q] (O’Nions et al., 2014b) and the modified 

Coventry Grid Interview (Eaton et al., 2018). Clinical guidance for identifying and 

assessing PDA has also been published (PDA Society, 2022) and autism screening 

tools updated to identify PDA traits including the Diagnostic Interview for Social and 

Communication Disorders [DISCO] (Wing et al., 2002). However, these tools often 

rely on the parent view and may therefore introduce bias in assessment and, with no 

consensus as to how to diagnose, there is considerable variation across the country 

depending on the clinicians used, the geographical area, and the funds available to a 

family (Moore, 2020). Assessment tools also vary in the thresholds to confirm a 

diagnosis, meaning there is no agreed standardised assessment or diagnostic 
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criteria available today (Summerhill and Collett, 2018; Woods, 2021). What is 

undisputed is that all clinical assessments should identify individuals’ strengths and 

challenges, which would include if they presented with demand avoidant behaviours 

(NAS, 2024), and this should inform the support approaches taken. So, while LAs 

and NHS trusts across England have published position statements on PDA 

confirming this view, many parents continue to find validation in the term ‘PDA’ and 

seek diagnosis for their children, despite there being no research that confirms if 

diagnosis makes a difference to their CYP’s experiences or outcomes. 

Educational Provision 

Research since 2020 has moved towards gaining an understanding of the reasons 

for demand avoidant behaviour to identify appropriate support. Stuart et al. (2020) 

provided the starting point for this by identifying the relationship between ‘Intolerance 

of Uncertainty’ (IU) contributing to anxiety and leading to demand avoidance 

behaviours. Despite meeting criticism from Green (2020), that a self-identifying 

sample was utilised due to the lack of a standardised assessment, it is apparent that 

strategies for managing anxiety are well suited to supporting PDA CYP (Ozsivadjian, 

2020). O’Nions and Eaton (2020) posit a ‘low demand, low arousal’ approach and 

there is evidence now emerging to support these anxiety-based strategies (White et 

al., 2023). Authors, with experience of working with PDAers, have published books 

for guiding educators which promote strategies focussed on reducing anxiety and 

demands. They recommend allowing the child flexibility, autonomy and choice, and 

promote a collaborative approach by establishing positive, trusting relationships to 

achieve a sense of safety for the child (Christie, 2007; Fidler and Christie, 2019; 

Truman, 2021; Kerbey, 2023).  These support strategies are also promoted in the 
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PDA Society’s published materials for clinicians, educators, and parents of PDA 

children (Appendix A). 

 

 

PDA and Education 

To find out more about PDA CYP in education, I sought articles specifically 

researching PDA and education. However, only a few studies were found and all 

undertaken in the UK. To address this gap in research Gore Langton and 

Frederickson (2016) undertook a small-scale study with 42 parents of PDA children. 

They found that 95% of CYP started their education in mainstream schools, yet this 

number reduced with each placement change with children moving from mainstream 

to specialist provision, or an alternative education setting, and 5% of the sample 

without any educational provision. The PDA CYP had high rates of placement 

breakdown and exclusion from school with 71% of parents reporting their child had 

refused to attend school. Despite this study only having a small sample, it is 

important as the first to specifically seek the experiences of PDA children in 

education, and it raises concerns as the CYP experienced significant and long-

standing difficulties at school. Brede et al. (2017) built on this research and sought to 

understand the factors that contributed to children being excluded from school. Their 

findings supported Gore Langton and Frederickson, identifying high levels of 

placement breakdowns that were mostly due to unmet needs, the demands of 

school, and lack of understanding of the child’s difficulties. Although their study was 

small, and included only 9 child participants, all children scored highly on the EDA-Q. 

The study is unique as the only one that sought the viewpoints of the children and is 

the first to refer to the emotional impact of the negative school experiences. 
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Using the same questionnaire as the previous two studies, Truman et al. (2021) 

surveyed 211 parents of school aged autistic children in the UK. However, unlike the 

earlier studies, they included a comparison group of children with autism only, and 

separated the PDA children into two groups, those with autism that scored above the 

threshold for PDA using the EDA-Q, and those with both an autism and PDA 

diagnosis. Results were consistent with the earlier studies, finding that the children 

with extreme demand avoidance, whether diagnosed as PDA or not, had higher 

levels of behaviour that challenges, including refusal to attend school. All groups 

were reported to have negative school experiences, but the parents of the group with 

demand avoidant behaviours gave more negative descriptions of the CYP’s 

experience. They carried out a thematic analysis to explore this further identifying 

five themes that contributed to negative school experiences:   

 

‘Being misunderstood by school staff, children masking their difficulties  

in school, lack of appropriate support in school, anxiety and mental  

health difficulties caused by negative school experiences and parents 

disenfranchised by the education system.’ 

(Truman et al., 2021) 

 

As found by Gore Langton and Frederickson (2018), parents reported that they find 

professionals who supported gaining a diagnosis for their child the most helpful, as 

they felt this led to better understanding and support. Despite the limitations of this 

study, which again sought the view of parents as opposed to the children, the 

findings support the claims of the PDA Society, that PDA children are more likely to 
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struggle with school than autistic children who do not display extreme demand 

avoidance (PDA Society, 2018). 

 

Two further studies were found in relation to PDA and education, both were 

individual case studies seeking strategies for support. Harvey (2012) worked with a 

PDA child who was unable to attend school for over three years. The initial 

approach, utilising autism strategies was failing, but by adopting a PDA friendly 

approach which acknowledges anxiety as the driver of behaviour, and builds strong 

and trusting relationships, the child was reintegrated to mainstream education. 

Similarly, Lyle and Leatherhead (2018) undertook a single case study of a PDA child 

who experienced fixed term exclusions from mainstream school. The child had not 

responded well to traditional autism strategies, so PDA specific support was 

introduced. By developing positive and trusting relationships focussed on reducing 

anxiety, and removing sanctions and punishment recognising that behaviours were 

not his choice, he was able to engage in education alongside peers. Although both 

studies were single case studies, they highlight the importance of understanding that 

the behaviours are not the child’s choice, building strong and trusting relationships, 

and adopting appropriate support strategies. Yet neither of these studies obtained 

the child’s view and success was judged as the reintegration of the child to 

mainstream education, the adult’s success criteria.  

 

School Absenteeism 

As a key trait of PDA is resisting and avoiding the everyday demands of life, and the 

limited research on PDA CYP’s educational experiences has highlighted that PDA 

children are specifically at risk of being excluded from education and having 
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attendance struggles, the final theme explored in this literature review is school 

absenteeism. 

 

Terminology 

The term originally used to describe children struggling with school attendance, as 

opposed to those who were truants, was ‘school phobia’ (Johnson et al., 1941), with 

the term ‘school refusal’ being introduced in 1969 (Berg et al., 1969). More recently, 

‘emotionally based school avoidance’ (EBSA) has emerged as an alternative (West 

Sussex County Council, 2020), recognising there is an emotional element to the 

behaviour, and ‘anxiety related absence’ (ARA) has been used in the Scottish 

National Autism Implementation Team’s [NAIT] guidance for supporting autistic 

children who struggle with school (Johnston and Rutherford, 2020). Despite these 

recent terms being introduced, none capture the extreme emotional distress related 

to school that these children experience, and ‘School Distress’ (SD) has recently 

been posited as more accurate terminology (Connolly et al., 2023). This lack of 

standardised terminology causes difficulties in identifying children requiring support 

and acknowledging the reasons for the school attendance struggles, despite it being 

known for some time that the reasons for the behaviour are critical to understand if 

the problem is to be resolved (Kearney and Silverman, 1990). 

Causes 

Since the 1930s, it has been recognised that school avoidance can stem from 

anxiety (Broadwin, 1932) and that the child experiences significant emotional 

distress (Maynard et al., 2015). SEND is a known risk factor for school attendance 

difficulties (Kearney, 2008; Epstein et al., 2019) with autistic children more likely to 
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struggle with school attendance than the PNT (Munkhaugen et al., 2017; Amundsen 

et al., 2022). Although there is limited research specifically exploring school non-

attendance for autistic children, there appears to be emerging evidence of a 

correlation between autistic children’s anxiety and school attendance struggles 

(Adams, 2021; Totsika et al., 2023) which may be due to the children’s needs not 

being met by schools (Totsika et al., 2023). The impact of bullying and poor 

relationships may also contribute to school non-attendance (Ochi et al., 2020; 

Amundsen et al., 2022), and autistic girls may be more at risk of bullying, leading to 

anxiety and attendance difficulties, due to their desire for social inclusion with peers 

(O’Hagan et al., 2022).  Managing the sensory differences of autism in a school 

environment may also lead to increased stress and anxiety manifesting in school 

avoidance for some pupils (Brede et al., 2017). 

 

In 2023, Connolly et al. undertook the largest study to date to understand school 

attendance struggles in the UK. 947 parents of CYP with school attendance 

difficulties took part in their online questionnaire and they found that 94.3% of the 

children suffered severe distress related to school, with 92.1% identified as 

neurodivergent and 83.4% autistic. The overwhelming percentage of children 

exhibiting significant distress suggests the terminology ‘School Distress (SD)’, as 

opposed to the other terms used, is appropriate. These statistics support the earlier 

studies, and the government statistics, whereby children with SEND, and specifically 

autism, have higher rates of absence than the PNT (DfE, 2023a). The correlation 

between demand avoidance behaviours and anxiety was also supported by their 

study with PDA CYP having significantly higher levels of anxiety and SD, which is 

consistent with both the PDA Society’s ‘Being Misunderstood’ report (2018) and 
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Truman et al.’s (2021) findings. This is the first study to portray the extent of the 

school attendance crisis in the neurodivergent pupil population and they found that 

some parents are choosing to electively home educate (EHE) their autistic CYP to 

meet the child’s learning needs and sensory differences. 

Research Questions 

The literature review established that autistic children are more at risk of school 

absenteeism than the PNT, and PDA CYP are even more likely to struggle with 

school attendance than their autistic peers, so PDA CYP are highly represented in 

school absence statistics. Struggles with school attendance cause emotional distress 

and leads to negative educational experiences, with unmet SEND needs, poor 

relationships and bullying, and the school environment all contributing to attendance 

difficulties. Despite the controversy surrounding PDA, and lack of agreement for 

standardised diagnostic assessment, parents continue to seek a PDA diagnosis 

believing that this will lead to accessing appropriate support for their children. This 

raises the question if diagnosis is of importance for supporting CYP as government 

regulations state that SEND support is based on the child’s needs, as opposed to 

their diagnosis (Children and Families Act 2014, s20). 

 

Although the literature review identified several gaps in research, most striking was 

that the child’s viewpoint was rarely sought and studies relied on parents which could 

introduce bias with parents exaggerating the child’s struggles to gain support.  While 

recognising that it may be challenging to engage directly with PDA CYP as 

participants due to the demand avoidant nature of PDA, this should not be a reason 

to leave the children out of research.  
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To redress this, and to identify if the debate surrounding PDA terminology and 

diagnosis is of importance, I intend to further understand the educational 

experiences of PDA CYP, not only from the parental viewpoint, but importantly, from 

the viewpoint of the children themselves. 

To achieve this, the following research questions have been informed by the 

literature review and will be addressed in this study. 

 

• What terminology regarding PDA is used and does a PDA diagnosis matter? 

• Where are PDA children currently being educated? 

• What are the experiences of PDA children with education? 

 

 

 

  



 

© Amelia Green 2024 – This body of work cannot be reproduced in part or full without the express permission of the author 

19 

 

CHAPTER 3 – METHODOLOGY 

 

This chapter details the methodology adopted for this study as Thomas (2017) raises 

the importance of transparency in research. 

Rationale  

Following the literature review it was apparent that knowledge today surrounding 

PDA is controversial and parents are seeking diagnosis to support their children. The 

limited research on the educational experiences of PDA CYP mainly sought the 

parent view and missed the child’s viewpoint.  Therefore, the aim of this study is to 

shine a light on these CYP to gain an understanding of their educational experiences 

and consider if diagnosis is important, by capturing the views from LAs, parents and 

importantly from the CYP themselves to address the research questions. 

 

Positionality  

As the parent of a PDA autistic child, who faces barriers to accessing education, it is 

accepted that my position not only influenced my choice of research topic but also 

influenced the chosen methodology and method selected for data collection, as well 

as the meaning I interpreted from qualitative data collected. Thomas (2017) states 

that this is acceptable in social research if the reader is aware of your position and 

subjectivity. 

 

Trustworthiness 

According to Bryman (2016), trustworthiness is gained from four distinct criteria of 

which credibility and dependability are key. To address the research questions, 
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triangulation was used by gathering data from three distinct sources. Using this 

approach is considered better than utilising a single viewpoint and increases 

credibility of the findings (Thomas, 2017). For dependability, an auditing approach 

was adopted to data collation and analysis (Bryman, 2016). To achieve this an online 

tool was used for data collection from the LAs making the responses accessible to 

the public, while for the qualitative data collection, the coding for thematic analysis 

was reviewed and discussed with my research supervisor and the university’s 

programme leader.  

 

Epistemology  

Epistemology is a ‘theory of knowledge’ and may be specifically concerned with what 

is acceptable knowledge (Bryman, 2016, p.690). With this definition in mind, Milton 

(2014) raises that autistic people have historically been left out of the process of 

knowledge production and have become distrustful of researchers. He argues that 

research should not be carried out without the involvement of those it impacts if it is 

to be both ethical and have epistemological integrity (Milton, 2014). The emergence 

of ‘Critical Autism Studies’ provides the foundation for raising autistic voices 

(Davidson and Orsini, 2013), and the term ‘Nothing about us without us’, is gaining 

momentum in both research and practice (Autistic Self Advocacy Network [ASAN], 

2023). Autistics, working collaboratively with academic researchers, has the power to 

influence change (Arnold, 2019) and ensure research does not lead to inaccurate 

assumptions and harmful approaches (Chown et al., 2017). Therefore, my aim was 

to ensure epistemological integrity throughout the study. 
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Research Paradigm  

A transformative paradigm was adopted as I intend to raise awareness and 

contribute to bringing about change through this study. The transformative paradigm 

is also sometimes referred to as ‘advocacy research’ and researchers often use 

active involvement from those they are representing to foster empowerment 

(Denscombe, 2021, p.16) so it is well suited to attaining epistemological integrity. As 

I intend to bring meaning to the CYP’s educational experiences through interpreting 

their experiences, it is important to recognise that the world we live in is subject to 

our own interpretation (Opie, 2004). Employing an interpretivism approach does not 

absolve the researcher from approaching the study in a fair, balanced, and thorough 

way (Thomas, 2017), so it was essential to maintain an open mind, while 

acknowledging that my positionality was of influence.  

 

Participatory Research 

Although not a methodology, participatory research is important as a framework that 

can support different methodologies and epistemological integrity. Participatory 

autism research involves those the research impacts by ensuring their inclusion in 

the focus of the research, the approach taken, the analysis and interpretation of the 

results and the drawing of conclusions (Fletcher-Watson et al., 2019). The Economic 

and Social Research Council (ESRC) recently funded a series of seminars, ‘Shaping 

Autism Research’ to devise more inclusive models for best practice in participatory 

research. They identified that honesty and transparency are central to any research 

being undertaken and ensuring the ‘lived experience’ is core (Pellicano et al., 2017). 

Despite the aspirations of participatory research, it presents challenges such as 
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achieving true power sharing between the researcher and participants (Fletcher- 

Watson et al., 2019), and how to capture the voices of non-verbal autistic children, to 

ensure research is meaningful to the CYP, instead of the parents alone (Lewis and 

Porter, 2004). Nind (2017) expands on the participatory research model and uses 

the term ‘inclusive research’ as an overarching term for research that produces 

knowledge based on lived experience, that is both relevant and has a moral 

commitment to the community it impacts. She elaborates that research must be 

carried out honestly and transparently and in an accessible way. Nind and Vinha 

(2014) suggest that a more appropriate naming would be ‘doing research inclusively’ 

as they argue that there is no ‘right way’ to carry out research and researchers may 

be flexible in their vision and strategy.  

 

I wanted to ensure this study adopted participatory research principles, so have 

applied them as far as practicably possible within the timeframe and resource 

limitations available. To achieve this, I engaged with the PDA community, as 

described in the introduction. Chapter 4 details how I also ensured inclusiveness 

within the research method, and consulted with those who are impacted, while 

ensuring the CYP’s lived experience was sought.  

 

Research Design 

Initially a phenomenology design frame was considered as it focusses on individual’s 

experiences to produce rich descriptive data (Denscombe, 1998). However, as I am 

not a practitioner with established relationships with PDA CYP, gaining accurate and 

honest experiences would be challenging within the timeframe available. In addition, 

when autistic masking is considered, whereby the child may mask their challenges 
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and people-please (Pearson and Rose, 2023), it would be unlikely that a true 

reflection of their experiences would be achieved. So, considering these limitations, 

a small-scale cross sectional design frame was chosen to survey a sample of the 

population of PDA CYP in education, ensuring their lived experiences were at the 

centre of the research. This approach is sometimes referred to as a ‘survey strategy’ 

(Denscombe, 2021, p.53) and the method of data collection is often by 

questionnaire. Online questionnaires are a practical way to reach a wide range of 

remote participants and the autistic population are positive about computer-mediated 

communication that relates to their interests and advocacy (Gillespie-Lynch et al., 

2014). Therefore, an online questionnaire was chosen to gain a snapshot view of the 

educational experiences of PDA CYP and, by combining both qualitative and 

quantitative data, it was anticipated that the findings would be more powerful 

(Denscombe, 2021).  

 

Ethical Considerations 

Ethical consideration was given in line with the University of Birmingham’s [UoB] 

code of ethics (UoB, 2018) as well as the British Educational Research Association 

[BERA] ethical guidelines (BERA, 2024). Thomas (2017) raises that for research to 

be ethical it must not cause harm to either the researcher or the participants. As the 

topic of this study may be emotive for some parents, participation was voluntary, 

anonymity was assured, and informed consent was acquired. After completion of the 

study, participants were signposted to free emotional support and guidance 

(Appendix B). As CYP took part in the study, it was essential to obtain their assent 

(BERA, 2024) so parents were specifically directed to explain the study to their CYP 

and gain their assent for their data to be used. To ensure the research was ethical in 
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the wider sense, an inclusive research approach was adopted and accessibility for 

participants was given specific attention (Nind and Vinha, 2014). Ethical approval 

was gained from the UoB (Appendix C) before commencing the study and there 

were no objections to be considered.  
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CHAPTER 4 – METHOD 

 

This chapter explains the implementation of the chosen methodology for this study. 

 

Data Collection 

A mixed method approach was chosen for data collection of both quantitative and 

qualitative data from three distinct sources, Local Authorities (LAs), parents of PDA 

CYP and PDA CYP. To identify where PDA children are educated and the 

terminology used in EHCPs, a Freedom of Information (FOI) request to all LAs in 

England was made and parents completed an online questionnaire. To understand 

the experiences of PDA CYP with education, the same online questionnaire was 

utilised with two separate sections, the first for the parents of PDA CYP and the 

second for the CYP to complete. Thomas (2017) applauds the use of mixed 

methods, and it was hoped that by taking this approach not only could a deeper 

understanding be gained, but also the findings would have increased credibility 

(Bryman, 2016). Denscombe (2021) raises the disadvantages of this approach with 

additional time and skills required for data collection and analysis. However, it was 

considered that this time was a worthwhile investment and achievable within the 

timeframe. 

LAs - Procedure 

FOI requests are made possible by the Freedom of Information Act, 2000, whereby 

information held by UK public authorities must be made available if requested. 

Procedurally, LAs must respond to the request within 20 working days. However, 

33% of LAs failed to respond within this legal timeframe and some required a follow 
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up for clarification of their data. Therefore, the request remained open for a period of 

4 months for a higher response rate to be achieved (Figure 4.1).  

 

 
FIGURE 4.1: Timeline of FOI requests made to Local Authorities in England 

 

All responses were collated into a spreadsheet in preparation for data analysis 

(Figure 4.2). 

 

FIGURE 4.2: Extract from spreadsheet collating Local Authority responses 

 

The request was to discover the type of educational setting attended by school aged 

autistic CYP and PDA CYP and the terminology used for PDA by LAs.  As LAs are 

not required to hold data on where all their autistic children are educated, it was 
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decided to limit the request to only those CYP with an EHCP. The full FOI request is 

shown in Appendix D. 

LAs - Distribution 

The ‘What Do They Know’ online platform (mySociety, 2023) was chosen to facilitate 

distribution of the requests as it provided a user dashboard to manage responses 

and a published audit trail (Figure 4.3). 

 

 

FIGURE 4.3: Dashboard showing status of FOI requests on 7th January 2024 

 

LAs - Participants 

The UK government recognises 153 LAs in England (Get Information about Schools, 

2023) which are assigned to 9 geographical regions. All 153 Local Authorities were 

selected for participation as shown in Figure 4.4. Local Authorities not in England 

were excluded due to having different educational systems. 
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FIGURE 4.4. Local Authorities in England by Region 

 

Parents and CYP - Procedure 

A voluntary, online questionnaire was created to survey a sample of the research 

population of PDA CYP and their parents. I promoted participation by disclosing to 

participants my role as a parent of a PDA child with a desire to improve outcomes for 

our children, and language used was carefully considered to establish rapport 

(Bottema-Beutel et al., 2021).  The questionnaire design and layout was analysed to 

ensure that it met Web Content Accessibility Guidelines [WCAG] (WCAG Working 

Group, 2023) so that it was accessible to everyone and could be read using a screen 

reader. Questions were reviewed to ensure their relevance and that they would not 

be bias to elicit a specific response (Bell and Waters, 2018). Approval was gained 

from the university prior to publication.  
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The questionnaire was hosted on SurveyMonkey, an online survey tool, chosen for 

its ability to provide easy remote access for participants and for its data security 

capabilities (SurveyMonkey, 2023). It was presented in five distinct sections, with 

one question per page, to ensure both clarity and simplicity to navigate. The first 

section provided information about the purpose of the research, outlined the criteria 

for inclusion in the study and gained participant consent (Appendix E). The second 

section presented four questions that ensured the participant was eligible for 

inclusion in the study. If criteria for inclusion were not met the questionnaire was 

ended early with an explanation for the early termination. The third section presented 

four questions to capture demographic data about the respondent and their CYP.  

The next section of the questionnaire presented participants with 19 questions 

designed to gather information from the parents to address all three research 

questions. This gave the opportunity for both quantitative data (by presenting 

response options in a list) and qualitative data (by presenting a free text box to allow 

an open response) to be collected for analysis. Appendix F shows the full 

questionnaire, with response options, presented to parents.  

 

The final section of the questionnaire was designed to understand educational 

experiences from the CYP’s viewpoint, and 7 questions were presented. The 

questions for the CYP were co-produced with two PDA children, Willow and Raven, 

who chose pseudonyms so they are not identifiable in this study. This final section 

was optional, and the parent was given clear instructions to ensure their CYP 

understood that their responses would be used for this study to ensure that the CYP 

had given their assent. All questions and instructions presented for the CYP are 

shown in Appendix G. 
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Questionnaire Pilot 

By undertaking a pilot, issues that may be encountered can be resolved prior to 

distribution of the published questionnaire (Denscombe, 2021, p. 210). Therefore, a 

small pilot was undertaken with 6 participants, 50% of the pilot participants were 

PDA adults. This meant that the expected time to complete the survey could be 

conveyed accurately to participants. It also allowed for the wording and presentation 

of questions to be refined in line with feedback (Bell and Waters, 2018, p. 200) and 

ensured that the questionnaire was presented in a way that would not be demand 

triggering for a PDA participant. It was noted from the feedback that the colour 

scheme and text layout were inviting, accessible and soothing.  

Parents and CYP - Distribution 

Facebook was selected as a low-cost distribution platform to reach a sample of the 

research population. Facebook groups for parents of CYP who struggle with school 

attendance, or home educating groups, were avoided to ensure no selection bias 

was introduced whereby the responses may have been distorted towards poorer 

educational experiences (Thomas, 2017). Instead, the two largest PDA support 

groups on Facebook were chosen: ‘Pathological Demand Avoidance (PDA) support 

group’, with 41,000 members and, ‘PDA Support (pathological demand avoidance) 

families and practitioners’, with 22,200 members. In addition, 4 Facebook pages run 

by PDA authors, and the PDA Society (Figure 4.5), shared the questionnaire. 
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FIGURE 4.5: The PDA Society Facebook post distributing the questionnaire. 

 

The questionnaire was open for voluntary participation for a period of 5 days in 

March 2024 (Figure 4.6). A good response rate was achieved so the survey was 

closed at 800 responses, due to the timescale limitations of the study.  

 

 

FIGURE 4.6: Timeline for parent and CYP questionnaire 
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Parents and CYP - Participants 

As it was not possible to survey all parents of the research population, participation 

was based on convenience sampling, whereby taking part was voluntary and 

participants self-selected. This approach provided an exploratory sample which, 

although is not suitable for making definitive generalisations, is well-suited to 

providing insights (Bryman, 2016) and well placed to meet the aims of this study. To 

be eligible for inclusion, participants had to be a parent, or caregiver, of a 

compulsory school aged child (5 -16 years), who is, or was, educated in England and 

who is identified as autistic with a PDA profile. As PDA is not a distinct clinical 

diagnosis, parents were eligible to take part if they identified their child was PDA, 

whether recognised by a health professional or not. A total of 800 responses were 

received with 96 removed from the dataset for not meeting the criteria for inclusion, 

or not responding to questions beyond the demographic data. The remaining 704 

participants were included in the sample. 

 

Data Analysis  

Analysis of Quantitative Data 

The quantitative data collected from LAs was first ‘eyeballed’ to identify outliers, and 

incorrect data. Although ‘eyeballing’ is not in the statistical textbooks, Thomas (2017) 

argues that using your own eyes is a valuable tool to make sense of the data. Next, 

using Microsoft Excel, the raw data was grouped by geographical region in 

preparation for statistical analysis. Pivot tables were utilised to produce derived 
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statistics that gave meaning to the data. Bar graphs and pie charts were created to 

present the data for the reader, as recommended by Thomas (2017).  

Data generated from the online questionnaire was exported from SurveyMonkey to 

Microsoft Excel. All responses were reviewed, and data recoded where required, so 

the time with no educational provision was altered to months when a participant had 

provided a response in years.  New variables were also calculated; if the CYP was 

primary or secondary age, their current educational setting and the number of 

educational settings they had attended. Descriptive statistics were then produced 

using pivot tables, and bar charts, pie charts and tables were created to support 

reader understanding. Denscombe (2021) highlights the importance of being 

transparent about the dataset size, so the number of responses in each dataset was 

included for each chart (n=𝑥). 

 

To discover if any generalisations could be made from the sample (Thomas, 2017; 

Cohen et al., 2018) the data was next imported into IBM SPSS Statistics v29, a 

statistical data analysis software package (IBM, 2024) and recoded for analysis. As 

overall educational experiences were recorded as ordinal data, relationships 

between this and other variables were analysed using Spearman Rho correlations. 

Pearson Chi-square tests were also run to examine the relationship between two 

nominal variables. Relationships and correlations were of statistical significance if 

less than 0.05.  

Analysis of Qualitative Data 

The open-ended questions presented to parents and children resulted in descriptive, 

qualitative data. This data was imported to NVivo 14, a software tool designed to 

securely store and visualise the data and to facilitate thematic data analysis 
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(Lumivero, 2024). A constant comparative method was used to code the data and 

identify themes (Thomas, 2017). An inductive approach was adopted to ensure I 

remained data driven, and the themes identified were not pre-conceived. A cautious 

approach was taken to code generation to ensure the intention and context of the 

participant’s narrative was maintained (Denscombe, 2021). Braun and Clarke (2006) 

highlight the importance of transparency, so the interpretation of meanings and 

creation of themes, despite being data driven, are acknowledged to be my own 

interpretation and were provided in response to the specific questions posited. 

 

As there are no set rules for undertaking a thematic analysis the process suggested 

by Braun and Clarke (2006) was adopted (Figure 4.7). 

 

FIGURE 4.7: Process and actions undertaken for thematic data  

 

Below are extracts from NVivo demonstrating the actions undertaken for quantitative 

data analysis: 
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FIGURE 4.8: Highlighting text from the open-ended questions for initial code creation 

 

 

FIGURE 4.9: Using a mind map to explore and visualise the codes while searching for themes 
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FIGURE 4.10: A refined mind map to support visualisation of codes and their allocation to themes 
 

 

FIGURE 4.11: Reviewing data extracts and codes against identified themes for refinement 
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FIGURE 4.12: Visualising the defined codes and themes using a treemap 

 

Analysis of Single Word Data 

For the question asked of CYP that required single word responses, the data was 

imported into NVivo 14 and analysed for word frequency (Figure 4.13). A table and 

word cloud were exported to facilitate reader understanding of the findings.  
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FIGURE 4.13. Data analysis in NVivo for the single word question responses 
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CHAPTER 5 – FINDINGS 

 

The findings from the data analysis are presented in this chapter in three sections 

according to their source, so LAs, parents and then the CYP.  

 

Local Authorities 

Demographics 

The FOI request elicited responses from all 153 LAs. Table 5.1 summarises the 

outcomes of the requests by geographical region, with 7% of LAs either refusing the 

request or stating that they do not hold the information, and 62% providing all the 

information as requested. 

 

TABLE 5.1: LAs responses to FOI request by geographical regions 

 

Educational Settings 

Figure 5.1 shows LAs identified the number of pupils (autistic and not autistic) in 

primary and secondary schools who have an EHCP (n=307,253). However, only 
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27% of LAs could provide the number of autistic pupils who do not have an EHCP. 

They often commented that this data is reported directly to the DfE by schools. 

 

FIGURE 5.1: Percentage breakdown of EHCPs for autistic CYP 

 

This meant that educational setting types could only be identified by LAs for their 

autistic CYP who have an EHCP, as shown in Figure 5.2 (n=139,662). 54% of 

primary children are in mainstream schools which reduces to 38% for secondary 

aged pupils. Conversely for special school placements (special schools, independent 

special schools and SRPs) numbers increase from 43% of primary aged children to 

55% when in secondary. There were 586 (0.84%) of CYP with no placement 

available and a further 496 (0.71%) where the LA did not know their educational 

setting. These have been removed from Figure 5.2 due to the small numbers.  
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FIGURE 5.2: Educational setting types of primary and secondary aged autistic children with an 
EHCP. 

 
 

Autistic CYP with an EHCP who are educated outside of a school setting; alternative 

provision (AP), Educated Otherwise than at School (EOTAS) and electively home 

educated (EHE), increases by 173% between primary and secondary ages, with the 

largest increase in AP, 336% (Figure 5.3). 
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FIGURE 5.3: Number of autistic CYP with an EHCP educated outside of a school setting. 

 

When LAs were asked about their PDA CYP only two were able to provide the 

number of children (with EHCPs) that have demand avoidance, or PDA, or autism 

with a demand avoidant profile mentioned in their EHCPs. As this was less than 5 for 

one of the LAs, this data was excluded. Therefore, the sample size for this subset of 

CYP is much smaller, n=719. For the single LA shown in Figure 5.4, 9% of their 

primary autistic children’s EHCPs identified PDA, increasing to 14% of secondary 

autistic CYP with an EHCP (M=12%). The other 96 LAs that responded to this 

question either stated that the time to identify PDA in their EHCPs would exceed the 

costs permitted for the request, or that they do not hold the information. The reason 

for not holding the information was repeatedly given as PDA not being a SEND 

category required by the DfE, or a diagnosis in the DSM-5.  Despite only one LA 

providing this data the findings are impactful, as 65% of their CYP educated outside 

of a school setting are PDA (Figure 5.4).  

 



 

© Amelia Green 2024 – This body of work cannot be reproduced in part or full without the express permission of the author 

43 

 

 
 

FIGURE 5.4: Percentage breakdown of setting types for autistic and PDA CYP with an EHCP 
 

 

Figure 5.5 takes a closer look at this cohort of CYP by comparing the autistic CYP’s 

placement types in this LA, with those of the PDA CYP (n=719). PDA CYP are 

educated more often in private independent mainstreams, independent special 

schools and outside of school settings, than their autistic only peers and are 5 times 

more likely to be out of a school setting than the autistic CYP.  
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FIGURE 5.5: Percentage breakdown of educational settings for autistic and PDA children 

 

Terminology 

The final question asked in the FOI request was if the LA uses the terms, PDA or a 

demand avoidant profile of autism, in their EHCPs. 60% of LAs stated that they use 

the term in EHCPs, if stated in a professional’s report, while 12% of LAs do not use 

the term, even when provided in a professional’s report. 27% of LAs in the East of 

England use the term, while 73% do not, demonstrating inconsistency not only 

across England, but also within geographical areas (Figure 5.6). Only the West 

Midlands applied terminology consistently, using PDA, or a demand avoidant profile 

of autism, if provided in professional reports. 
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FIGURE 5.6: LA regions that use the term PDA, or demand avoidant profile of autism, in EHCPs 
 

*Not known includes where a response was not provided, when a response was unclear, when a LA claimed section 
12 exemption, and when the response was that the LA do not hold the data. 

 

Parents of PDA CYP 

The findings of the parent questionnaire that produced quantitative data are next 

presented. 

Demographics 

CYP from all geographical regions of England were represented (n=704). 57% of the 

CYP were male, 39% female and the remaining 4% were split between gender fluid, 

non-binary, a gender not listed, and the prefer not to say option. 49% of CYP were in 

primary education and 51% secondary (Table 5.2).  
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TABLE 5.2. Demographic characteristics of CYP in the parent sample 
 

 

 

 

All CYP in the sample group were either diagnosed autistic (77%), currently in the 

assessment process (18%) or suspected to be autistic (5%), and all were either 

diagnosed as PDA (50%) or identified as PDA (50%). The average number of co-

occurring conditions over and above autism and PDA, was 3 (M = 3, SD = 1.79) 

ranging from 0 to 10. Anxiety was the most frequently occurring (63%), followed by 

ADHD/ADD (58%) (Figure 5.7). 
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FIGURE 5.7:  Percentage of CYP with other neurodivergences and co-occurring conditions 
 

ADHD/ADD = Attention Deficit Hyperactivity Disorder / Attention Deficit Disorder. SPD = Sensory Processing Disorder.  G&T = 

Gifted and Talented. 2E = Twice Exceptional Learner (Gifted and SEND). 

 

Terminology 

57% of the CYP had an EHCP, with 16% having applied for one, whereby it was 

currently in assessment or the LA decision not to assess the CYP or not to issue an 

EHCP was being appealed, and 27% of the CYP did not have an EHCP (n=692). 

63% of the EHCPs issued used the term ‘PDA’, or ‘autism with a demand avoidant 

profile’. Table 5.3 shows a breakdown of EHCPs by geographical region and the 

parent responses to EHCP related questions.  
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TABLE 5.3: Diagnosis, EHCPs, their content and impact by geographical region 

 

 

A chi-square test of independence was performed to examine if there was a 

relationship between formal diagnosis and the EHCP using the term PDA and found 

a significant relationship X2 (1, N = 401) = 93.970, p <0.001, with the term more likely 

to be used if the CYP was formally diagnosed. It was also found that having a 

diagnosis meant that it was more likely that the EHCP would adequately describe the 

CYP’s demand avoidant behaviours, X2 (1, N = 397) = 31.066, p <0.001. However, 

having a diagnosis was not significantly related to the EHCP then having a positive 

impact on the CYP’s education, X2 (2, N = 396) = 5.721, p= 0.57. Also, whether the 

EHCP used the term PDA or not was not significantly related to the EHCP having a 

positive impact on the CYP’s education, X2 (2, N = 396) = 6.155, p= 0.46.  

 

Geographical regions were also examined for relationships. There was no significant 

relationship found between geographic regions using the term PDA in an EHCP, 

X2 (8, N = 401) = 9.968, p= .267, EHCPs adequately describing demand avoidant 

behaviours, X2 (8, N = 397) = 7.195, p= .839, or if the EHCP then had a positive 

impact on the CYP’s education, X2 (16, N = 396) = 23.964, p= .090. Neither was 
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there a significant relationship between geographic region and formal diagnosis 

X2 (8, N = 704) = 8.042, p= .429. 

Educational Settings 

As not all the CYP have an EHCP, the educational settings for all the CYP in the 

sample were next explored. 91% of the CYP began their education in mainstream 

schools, 4% in independent mainstreams with only 2% educated outside of a school 

setting with the parents electing to home educate from the start of the CYP’s 

education (n=693). 35% of parents cited the reason for leaving mainstream was the 

school not meeting their CYP’s needs, 14% due to the child having attendance 

difficulties and 6% either excluded or having a managed move. 39% of the CYP 

either remained in this setting or left due to reaching a normal transition stage 

(n=603). Figure 5.8 shows the reasons for leaving the first mainstream educational 

setting. 

 

FIGURE 5.8: Percentage breakdown of reasons for leaving mainstream education 

 

53% of the primary CYP are in mainstream educational settings which reduces to 

34% for secondary aged children. 21% of primary CYP are educated outside of a 
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school setting (EOTAS, AP and EHE), increasing to 31% for secondary aged CYP, 

so 26% of PDA CYP are educated outside of a school setting. 15% of primary CYP 

are in special schools (special, independent special and SRP), increasing to 22% in 

secondary demonstrating a marked movement from mainstream towards specialist 

provision and education outside of a school environment as the CYP moves from 

primary to secondary (Figure 5.9).  

 

FIGURE 5.9: Current educational settings of CYP by Primary and Secondary 

 

Of the 180 (26%) CYP educated outside of a school setting (EOTAS, AP and EHE), 

only 5 (3%) had electively chosen to do so.  55% were due to schools not meeting 

the CYP’s needs, and 34% due to attendance difficulties. All reasons are shown in 

Figure 5.10 by current placement type. 
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FIGURE 5.10: Reasons CYP are educated outside of a school setting by placement type 
 

Educational Experiences 

73% of parents reported their CYP had either negative or very negative educational 

experiences with only 10% reporting positive or very positive experiences (Figure 

5.11). 

 

FIGURE 5.11: Overall educational experiences of CYP reported by parents 
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Of the 10% (n=678) who reported positive educational experiences (positive and 

very positive), 65% were in primary and 35% in secondary with males making up 

64% of the positive experiences and females 36%. No other genders reported 

positive educational experiences. However, there was no significant correlation 

found between the child’s gender and their educational experience (rs= -.002, 

p=.951), nor where they lived geographically (rs= .014, p=.720). 

 

Whether the CYP had an EHCP or not correlated significantly with their overall 

educational experience (rs= -0.98, p<0.05). Overall, 63% of the EHCPs issued used 

the term ‘PDA’ or ‘autism with a demand avoidant profile’ and this increased to 70% 

when splitting the dataset to CYP with positive experiences. However, this was not of 

significance when related to their overall educational experience (rs= 0.93, p=0.67), 

nor was the child having a formal PDA diagnosis (rs= -0.12, p=.764). More important 

was that the EHCP described the demand avoidant behaviours of the CYP 

adequately as this significantly correlated with their overall educational experience 

(rs= .219, p<.001). Yet, 59% of parents felt that their child’s EHCP did not 

adequately describe their CYP’s demand avoidant behaviours, and only 38% of 

parents felt that the EHCP had made a positive impact on their CYP’s educational 

experiences (Table 5.3).  

 

CYP who struggled with school attendance was a significant factor in contributing to 

negative school experiences (rs= -.349, p<.001), as were formal exclusions (rs= 

0.94, p<.005), informal exclusions (rs= 0.123, p<.001), and if the CYP had time with 

no educational provision (rs=.474, p<.001). So, the next section presents the findings 

of the CYP’s experiences related to these specific factors. 
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School Attendance 

86% of PDA CYP struggled with school attendance (n=694) in both primary (40% of 

CYP) and secondary (46%) settings (Figure 5.12). 

 

 

FIGURE 5.12: Percentage of CYP who struggle with school attendance 

 

School attendance difficulties started from reception with 27% (n=594) of PDA CYP 

having attendance struggles from first joining school, with the onset of school 

attendance difficulties decreasing as they go through their education (Figure 5.13). 
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FIGURE 5.13: Percentage breakdown of the onset of school attendance struggles by school year 

 
 

To discover if there was a gender difference in the onset of school attendance 

struggles, the data was split into male and female categories, with ‘gender not listed’, 

‘prefer not to say’ and ‘gender fluid’ removed due to their low sample size. The % of 

male and female CYP were analysed separately as shown in Figure 5.14. Early 

school struggles were evident with male CYP, 31% in reception with school 

attendance difficulties, as opposed to 21% for females, which was consistent through 

the first three years of education. In year 3 both groups were balanced, but then after 

that girls predominantly started to struggle with school.  
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FIGURE 5.14: Percentage breakdown of the onset of school attendance struggles  
 

 

On average CYP who struggled with school attendance had been doing so for 4 

years, with some having attendance difficulties their entire school lives (Table 5.4). 

 

TABLE 5.4: The number of months the CYP struggled with school attendance. 
 

 

 

 

Parents were asked to select what they felt were barriers to school attendance for 

their CYP. Only 4% (n=683) stated their child had no barriers to attending school, 

while demand avoidance (89%) and anxiety (86%) formed barriers to attendance, 

with sensory struggles (75%) and unmet SEND needs (73%), also being impactful 

(Figure 5.15). Of the 4% of CYP whose parents stated there were no barriers to 
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school attendance, it was found that 14 had periods of time with attendance 

struggles, formal and informal exclusions, and time with no education and 36% of 

these parents still reported their CYP’s educational experience as either neutral or 

negative. Only one of these CYP had anxiety reported as a co-occurring condition 

and their number of co-occurring conditions were lower that the sample mean (1.25).  

 

FIGURE 5.15: Parent identified barriers to school attendance for their CYP 

 

Amongst the comments from parents for ‘other’ barriers to their child’s attendance 

were EHCP’s being badly written, not being followed, and not adequately describing 

their child’s needs, as well as a lack of trusting relationships in school, and trauma 

caused by school. Masking in school leading to autistic burnout was also mentioned 

numerous times as well as a lack of understanding of PDA. 

 

No Educational Provision 

59% of CYP had time with no educational provision (n=686). Table 5.5 shows the 

number of months without provision. 
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TABLE 5.5: The number of months a CYP had no educational provision 

 

 

 

Exclusions 

21% of CYP had received formal school exclusions (n=696). These ranged from 

occurring only once to 40 times for two of the CYP. The mean number of formal 

exclusions for this group of 148 children was 5.84 and 60% were for secondary 

ages. Informal exclusions, defined as when the parent has been asked to collect 

their child for reasons other than illness or were discouraged from sending them in, 

were more frequent with 36% of the CYP having informal exclusions, with a mean of 

10 and ranging from 30 children experiencing this on one occasion to nine children 

having 100 informal inclusions. 60% again occurred in secondary education with 

majority of exclusions, both formal and informal, for males (Figure 5.16). 
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FIGURE 5.16: Percentage of CYP experiencing school exclusions by gender 

 

PDA CYP 

To further understand the CYP’s educational experiences from their own viewpoint, 

53% of the parent participants’ CYP continued with the CYP section of the survey, so 

375 CYP participated.  

Demographics 

All genders and primary and secondary school ages from all geographical regions 

were represented as shown in Table 5.6. 
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TABLE 5.6: Demographic characteristics of CYP in the CYP sample. 
 

 

 

Educational Experiences 

After conducting the thematic data analysis of the 6 open-ended questions presented 

to the CYP, 22 codes were generated to categorise their responses that were 

assigned to six key themes to summarise the CYP’s views of their educational 

experiences (Figure 5.17).  
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FIGURE 5.17: The six themes identified from CYP’s questionnaire responses 

 

Table 5.7 shows the generated codes, the theme they were allocated to, and the 

number of responses that referenced each theme, with disengagement from the 

school education system being the most referenced theme, closely followed by poor 

relationships. The exported codebook from NVivo is shown in Appendix H. 

 

TABLE 5.7: Generated codes for each theme and number of responses that referenced the theme 
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Findings from each theme are next presented, with some examples of direct 

quotations from the CYP. The CYP’s views and experiences were corroborated by 

the parent’s responses to open-ended questions, so examples of these are included. 

Disengaged 

740 responses from the CYP were assigned to the theme ‘Disengaged’.  Examples 

of their responses are shown in Table 5.8 with parent comments in Table 5.9. 

 
TABLE 5.8: Examples of CYP’s responses within the theme ‘Disengaged’ 
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TABLE 5.9: Examples of parent responses within the theme ‘Disengaged’ 

 

 

A few CYP shared how engagement could be achieved through positive 

relationships and focussing on topics they were interested in, with some CYP 

explaining how to ‘get it right’, where they felt understood and supported (Table 

5.10). 

 
TABLE 5.10: Examples of CYP’s responses coded to ‘Gaining Engagement’ 
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Poor Relationships 

CYP reported experiences of bullying, physical abuse and poor relationships with 

school staff and other children in 701 instances (Table 5.11). 

TABLE 5.11: Examples of CYP’s responses coded to ‘Bullying and ‘Poor Relationships’ 
 

 

Parents corroborated the CYP’s experiences, providing more detailed explanations 

(Table 5.12). 
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TABLE 5.12: Examples of parent responses within the theme ‘Poor Relationships’ 
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Feeling misunderstood was repeatedly mentioned and contributed to the theme of 

‘poor relationships’ were CYP felt misunderstood, dehumanised and unheard (Table 

5.13).  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

TABLE 5.13: Examples of CYP’s responses coded to ‘Misunderstood’ 
 

 

Importantly, the CYP reported the value they place on friendships and how, when not 

in a school setting, it was friendships they missed the most about school (Table 

5.14). 

TABLE 5.14: Examples of CYP’s responses coded to ‘Friendships’ 
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Environmental Struggles 

Environmental struggles were reported 629 times by the CYP. This included 

challenges with the busy environment, as well as noise, smells, food, school uniform 

and restrictions of movement (Table 5.15). Parents explained more about these 

struggles (Table 5.16). 

 

TABLE 5.15: Examples of CYP’s responses coded to ‘Sensory Struggles’ 
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TABLE 5.16: Examples of parent responses within the theme ‘Environmental Struggles’ 
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93 CYP reported feeling unsafe and scared in the school environment and safer at 

home (Table 5.17). 

 
TABLE 5.17: Examples of CYP’s responses coded to ‘Scared and Unsafe’ 

 

 

Some of the CYP commented on how the home environment and outdoor education 

was more conducive to learning and how school would be better with animals (Table 

5.18). 

TABLE 5.18: Examples of CYP’s responses coded to ‘Animals to Support’ and ‘Sensory Struggles’ 
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Disempowered 

There were 369 responses from the CYP feeling disempowered by the education 

system, experiencing a loss of autonomy, struggling with pressure, demands and 

school rules and punishments (Table 5.19). Parents expanded on this (Table 5.20). 

 
TABLE 5.19: Examples of CYP’s responses within the theme ‘Disengaged’ 

 

 

TABLE 5.20: Examples of parent responses within the theme ‘Disempowered’ 
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The CYP felt that having autonomy and choice was better (Table 5.21). 

 
TABLE 5.21: Examples of CYP’s responses coded to ‘Autonomy and Choice’ 

 

 

Excluded 
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There were 127 reports from the CYP experiencing loneliness and isolation. They 

felt excluded from both education and friendships (Table 5.22). Parents explained 

these feelings further (Table 5.23). 

 
TABLE 5.22: Examples of CYP’s responses coded to ‘Excluded and Isolated’ 

 

 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 

TABLE 5.23: Examples of parent responses within the theme ‘Excluded’ 
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The CYP’s abilities were underestimated, and they wanted educators to understand 

they want to learn but feel unsupported to do so (Table 5.24). 

TABLE 5.24: Examples of CYP’s responses coded to ‘Underestimated’ and ‘Lack of Support’ 
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Poor mental health 

CYP reported feelings of exhaustion contributing to poor mental health and burnout. 

They commented on how pressure and stress was reduced when not in school, but 

also the feelings of guilt and failure (Table 5.25). 

TABLE 5.25: Examples of CYP’s responses within the theme ‘Poor Mental Health’ 
 

 

 

The parent responses related to their child’s mental health told the same story, expanding on 

the information the children provided, describing incidents of self-harm, trauma and suicidal 

ideation (Table 5.26).  
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TABLE 5.26: Examples of parent responses within the theme ‘Poor Mental Health’ 
 

 

 

How school feels for CYP 

In response to the question ‘what 3 words would you use to describe how school makes 

you feel?’, 26% of the CYP used the word ‘sad’ and 24%, ‘angry’. The word cloud in Figure 

5.18 shows all words used by the CYP with the size of the text representing the frequency of 

the word occurring. All words used by the CYP, with their frequency and weighted 

percentage of use are shown in Appendix I. 
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FIGURE 5.18: Frequency of words used to describe how school makes CYP feel 

 

Having presented the findings of the study, the next chapter discusses these findings 

and their implications. 
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CHAPTER 6 – DISCUSSION 

 

This study set out to shine a light on PDA CYP’s educational experiences and 

address 3 research questions: 

• What terminology regarding PDA is used and does a PDA diagnosis matter? 

• Where are PDA children currently being educated? 

• What are the experiences of PDA children with education? 

 

Therefore, the intention of this chapter is to interpret and discuss the findings 

presented in the previous chapter and their implications.  

 

The Prevalence of PDA 

For the single LA who could identify their PDA CYP with an EHCP, 12% of them 

were PDA. This figure could suggest a lower prevalence of PDA in the autistic 

population than the 20% identified by Gillberg et al. (2015).  However, 12% is only 

accounting for the autistic PDA children who have an EHCP, so it cannot be 

assumed that it is indicative of the prevalence of PDA. In the parent sample it was 

found that 57% of PDA CYP have an EHCP, so only just over half of PDA CYP were 

represented by the 12%. When taking this into account, this study has found that 

21% of the autistic population are likely to be PDA, meaning that Gillberg et al.’s 

prevalence statistics are likely to be accurate. If PDA CYP are more likely to struggle 

with school attendance than both the PNT and autistic CYP and have more negative 

educational experiences than their autistic peers (Truman et al., 2021), these 

statistics are relevant as it suggests there are 41,000 school aged PDA CYP in 
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England today. Understanding their educational experiences is essential if their 

experiences are to be improved. 

 

The Importance of Terminology and Diagnosis 

By including participants in this study whose parents identify their CYP as PDA, as 

opposed to only those with a formal diagnosis, I intended to support both autistics 

with high demand avoidance behaviours, as well as those identified as PDA, 

ensuring the wider autistic community is not marginalised and with the intention of 

avoiding the controversy surrounding PDA. However, this debate has impacted 

practice with LAs unable to identify their demand avoidant CYP, only their autistic 

children with an EHCP. The reason cited for this is that PDA is not recognised in the 

DSM-5 or by the DfE as a SEND category. It was also found that recognition of PDA 

across LAs in England varies, but there was no significant geographical variation of 

CYP with a PDA diagnosis, the use of the term PDA in EHCPs, the EHCP 

adequately describing demand avoidant behaviours or, of an EHCP having a positive 

impact on the CYP’s education. So, Moore’s (2020) observation that clinicians 

providing a PDA diagnosis varies across the country was corroborated, and this 

study confirms that this variation is not specific to geographical regions but applies 

country wide, with only one LA consistently using the term PDA or autism with a 

demand avoidant profile. 

 

The literature review highlighted the importance of understanding reasons for a 

CYP’s behaviours, and that support provided must meet the individual’s needs, and 

a diagnosis is not required to access this support (Children and Families Act 2014, 

s20). The findings of this study revealed that although having a diagnosis, and using 
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the term PDA within an EHCP, is not significantly related to the CYP’s educational 

experience, the EHCP adequately describing the CYP’s behaviour does significantly 

impact on their overall educational experience, and having a formal diagnosis meant 

that the EHCP was more likely to accurately describe behaviours. Therefore, these 

findings support the importance of EHCPs adequately describing CYP’s demand 

avoidant behaviour by identifying their strengths and challenges (NAS, 2024). Gore 

Langton and Frederickson’s (2018) and Truman et al.’s (2021) findings that parents 

consider a diagnosis important to enable support is further supported by this study 

as it was found that having a formal diagnosis meant that the CYP’s demand 

avoidant behaviours were more likely to be accurately described in the EHCP, which 

in turn led to better overall educational experiences. So, until we have clinical and 

societal shifts, whereby a transdiagnostic and holistic approach could be adopted in 

line with Wood’s aspirations (Woods, 2021), a PDA diagnosis is currently useful for 

parents who are striving to ensure their children’s educational experiences are 

positive.   

 

The Educational Settings of PDA CYP 

LAs revealed that 1 in 3 (30%) of EHCPs issued in England are for autistic CYP, 

which aligns with the DfE’s published numbers (DfE, 2023b). Despite the LAs 

knowing where these autistic children are educated, they were unable to identify 

which CYP were PDA, or where their PDA CYP are educated. By investigating the 

single LA who could identify their PDA CYP, it was found that the PDA CYP were 5 

times more likely to be educated out of a school setting compared to their autistic 

only peers and they represented 65% of the autistic CYP who were not in school 

settings. Parents provided an explanation for this, as similar to Gore Langton and 
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Frederickson’s (2016) study, 91% of PDA CYP had begun their education in 

mainstream school settings but had struggled with attendance and schools not 

meeting their needs, leading to multiple changes in setting types and the CYP being 

educated outside of school. This was evidenced by 26% of the sample of PDA CYP 

in the study being educated outside of a school setting, 31% by secondary school 

age, an increase of 173% between primary and secondary ages, with only 3% 

electively choosing this option. Although on the surface the figure of 26% of PDA 

CYP being educated outside of a school setting does not support the PDA findings 

that 70% of CYP are not in school, it only accounts for the setting type the children 

have named, not if they are able to then attend or access this setting. The types of 

educational setting attended were also varied for this cohort of CYP which could 

reflect the difficulty in understanding these children and their complex presentations 

to enable successful placements to be made. To understand more it is essential to 

explore the educational experiences of these children and not just the type of setting 

they are placed in.  

 

The Educational Experiences of PDA CYP 

When the experiences of these CYP are analysed, it tells a story of unmet need and 

overwhelming numbers of PDA CYP having either negative or very negative 

educational experiences across all regions of England. Factors contributing to 

negative experiences included long term struggles with school attendance, formal 

and informal school exclusions, and time spent without educational provision. 

Although there were no differences in overall educational experiences between 

genders, boys often exhibited school attendance struggles from first joining the 

education system, while girls started to struggle from year 3. This may be as girls 
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desire to ‘fit in’ more than boys (O’Hagan et al., 2022) and are able to camouflage 

their differences at a young age, which may become increasingly difficult as the 

complexities of social interactions increase. No studies were found that explored this 

difference in gender, so this may be a useful area for further research, to support 

understanding school attendance struggles. 

 

86% of the PDA CYP struggled with school attendance over many years, a higher 

number than reported by Gore Langton and Frederickson (2016), and this 

significantly contributed to negative school experiences with parents quoting demand 

avoidance and anxiety, in over 86% of cases, as factors contributing to attendance 

struggles. This statistic of 86% supports the findings of the PDA Society that 70% of 

PDA CYP are not in school, suggesting that while many are educated outside of 

school, there are high numbers unable to access their named educational settings, 

which may be even greater than the 70% previously identified. As anxiety is related 

to demand avoidance behaviours (Johnson and Saunderson, 2023; White et al., 

2023) and emerging as a factor in recent studies that correlates with autistic pupil’s 

non-attendance (Adams, 2021; Totsika et al., 2023) these findings suggest that this 

may be the case. However, it is not clear if it is anxiety causing the attendance 

struggles, with 63% of the children identified as having anxiety as a co-occurring 

condition, or if school creates anxiety for these children, leading to a vicious cycle of 

avoidance. 

 

Another factor contributing to negative educational experiences included repeated 

school exclusions, both formal and informal. Findings were consistent with the 

limited earlier research with PDA CYP repeatedly experiencing exclusion from 



 

© Amelia Green 2024 – This body of work cannot be reproduced in part or full without the express permission of the author 

81 

 

schools, with boys experiencing exclusions more often than girls, while girls’ school 

exclusions tended to be more informal. This gender difference was not explored in 

this study, or the earlier studies, to find out if it is of significance, but a reason may 

be that girls may tend to camouflage behaviours and mask their difficulties in school 

more than boys (Hull et al., 2020; O’Hagan et al., 2022), so behaviours leading to 

formal exclusions are encountered more often for boys. Time with no educational 

provision was also a factor contributing to negative educational experiences and the 

findings of this study revealed that 59% of PDA CYP had time with no educational 

provision. This was significant in terms of how much education was missed, and the 

amount that this was happening to young people, whereby they are excluded and 

prevented from accessing their named educational setting. 

 

The findings of this study, from data provided by the parents of the CYP, is 

consistent with the limited research into the educational experiences of PDA CYP. 

However, I set out with the intention of shining a light on these CYP’s educational 

experiences and wanted to ensure their voices were heard, so while the parent 

views gave a powerful picture of what contributed to the CYP’s negative 

experiences, the voices of the children are incredibly powerful in describing their 

feelings and the real-life implications of these experiences. By taking the approach of 

asking questions of both the parents and the children, the study identified the CYP’s 

complete disengagement from the education system with comments such as “I 

would rather kill myself than go back” and “The education system needs to be 

scrapped. It doesn't work…”. These views were enforced further with the parent 

comments such as “[my child had] complete burn out for most of secondary school, 

she has missed over 4 years of school” and “[my child] firmly believes that school is 
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evil and has refused to allow her younger sister to attend”. The parent views build on 

those of the CYP and demonstrate their disenfranchisement and disappointment with 

the system, consistent with the findings of Truman et al. (2021). These CYP are 

significantly impacted by their school experiences and are feeling both guilt and 

shame as demonstrated by their comments; “I feel guilty. I feel ashamed that I don’t 

go [to school] but I just can’t. I can’t make myself go”, “I do go to school sometimes, I 

didn't for ages and I was just home which made my mental health worse and I 

missed my mates but I just couldn't go”,  “It was bad mum being told to drag me in 

and mum being told she would have fines to pay if I didn't go in”, “I do EOTAS it’s 

better then school but the council are really strict so it’s costing my mum a lot of 

money and she has to do everything for free so has no life”. It is evident from the 

findings of this study that these CYP want to be in school and learning but are 

unable to do so. 

 

The impact on their mental health was apparent with suicidal ideation often 

described by the children; “When I did not go to school I was bored and lonely, but I 

needed to recover. I spent a long time worrying about school and wanting to die” and 

“I don’t need an education when I want to die”. Parents further described the state of 

their children’s mental health with accounts of self-harm and abuse; “My child started 

self-harming at school (only at school). My child started saying they wished they 

weren't even alive any more” and, “The use of multiple restraints and isolation from 

reception through to year six, led to herself harming, expressing a wish to die and 

being diagnosed with PTSD, aged 14”.  
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Consistent with studies focussed on school non-attendance and the autistic pupil 

population, the children’s struggles are contributed to by the school environment 

being challenging for the sensory differences, as identified in the DSM-5, of an 

autistic CYP (Brede et al., 2017), “It’s too loud and busy I can’t concentrate and it 

hurts”. The children describe environments that would be better suited; “I get to be 

outside lots and with animals” and “[School would be better] outdoors in the woods, 

lots of animals, an area with a roof but not walls for when it rains”. They explain the 

difficulties they have with sitting still in the classroom describing a need to move 

around; “[School would be better if] you could move when you needed to and people 

wouldn’t grab you when you’re scared already” and “I need to be free I need to run 

around”. These classroom struggles may be better understood when consideration is 

given to co-occurring conditions, given the high numbers of PDA CYP in this study 

also having a diagnosis of Sensory Processing Disorder (SPD), as well as ADHD. 

This suggests that support strategies and classroom environments need to adopt a 

transactional approach, as recommended by Milton (2013) and Green et al. (2018), 

taking into consideration the environment and the impact it has on the child’s ability 

to engage in school.   

 

In direct contrast to the published advice for supporting PDA CYP, whereby the 

focus is on building strong and trusting relationships, and promoting a sense of 

safety (Christie, 2007; Kerbey, 2023), the CYP gave many accounts of feeling 

unsafe and scared. “Sometimes I don't feel safe. The staff restrain me and it hurts” 

and “We are children and we are scared in school”. They also described poor 

relationships with school staff and wanted schools to understand their mistrust; 

“Don’t try to drag children into school, they will never trust you” and “[It would be 
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better] If they didn’t hold me or shout at me so loud.” These poor relationships were 

further contributed to by the children feeling misunderstood and staff not 

understanding autism or PDA; “sometimes I just can’t do it and even if I can’t do it 

I’m trying a lot” and “I want them to not treat me like I’m stupid or naughty. I’m a 

person and I didn’t do anything wrong.” 

 

Relationships were not only poor with staff, but also the children. The research 

highlighted that autistic children are more at risk of bullying than the PNT (O’Hagan 

et al., 2022), and that bullying and poor relationships may contribute to school 

attendance difficulties (Ochi et al., 2020; Amundsen et al., 2022). The findings from 

the CYP sharing their views supported this, bringing the reality of the impact of 

bullying to life with their accounts; “There's lots of bullying. A kid got knocked out with 

a knuckleduster. There was blood everywhere. [child’s name] gave me a knife to 

hold” and “Kids had to be in gangs to protect each other cos teachers were no help”. 

Yet, these children wanted friendships and it was friendships that they missed most 

when not going to school; “I miss my friends and want to be with them”, “I want to go 

to school to find friends”. 

 

The CYP described positive experiences as when they have autonomy and choice in 

their learning; “I am staying home. I've been baking. I visit the library. I play 

Minecraft. I've done some maths. I have learned to read by myself. I don't feel 

scared now so that’s better” and “I like home education because I can choose my 

learning and choose when I have had enough. I can learn whenever I want and don’t 

have to stop because of someone else’s timetable. I like my online school because it 

is democratic, and we get to choose out topics and what we learn”. This is consistent 
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with the description of PDA whereby the PDAer has a ‘need for control’ (Newson et 

al., 2003) and suggests that specific PDA strategies are required to support these 

children in education with parents consistently sharing the message that schools are 

not meeting the needs of these children. The children’s suggestions are also 

significant as they support the two case studies found, where PDA strategies of 

allowing the child autonomy and choice and building trusting relationships, meant the 

CYP could re-engage with education.  

 

Despite this study not having a control group of autistic pupils to compare the PDA 

CYP’s experiences with, the findings from the children support those of Truman et al. 

(2021), which relied on parent accounts, and the themes that emerged as described 

in the findings chapter, were closely aligned. The voices of these 375 CYP are 

powerful and demonstrate a cohort of children who are predominantly educated 

outside of schools and feel rejected, isolated and lonely. The three words they used 

to describe how school makes them feel were negative, with sad, angry, anxious, 

scared and stressed, powerful descriptors of their feelings about school. They long to 

be with friends which raises the question of how inclusive our education system 

really is and if these children are receiving an education that meets legal 

requirements or the support they are entitled to. The CYP’s suggestions for good 

practice and engagement with learning, also support the PDA Society’s 

recommended approaches and those suggested by authors working with PDA 

children. The children’s views support adoption of the term ‘School Distress’ in 

relation to school non-attendance, as proposed by Connolly et al. (2023), as these 

CYP’s experiences describe extreme distress related to school and demonstrate the 

real-life impact of the school attendance crisis raised by the government. So, while 
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this study did not address if PDA CYP have more difficulties with school attendance 

than autistic children or the PNT, when set in the context of the published research 

this seems likely, and this study reveals what the negative experiences identified in 

the limited earlier research looks like in the real world, through raising the voices of 

the children themselves and demonstrating that appropriate support strategies for 

PDA CYP are not being implemented in schools today. 
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CHAPTER 7 - CONCLUSION  

 

The government is focused on driving up school attendance as children missing 

education are more likely to have poorer academic and adulthood achievements 

(Pellegrini, 2007; John et al., 2022). It is known that autistic children are more likely 

to struggle with school attendance than the PNT and the PDA Society identified that 

70% of PDA children are not in school (PDA Society, 2018). The literature review 

found that there is emerging evidence that PDA children are more likely than their 

autistic peers to struggle with school attendance and endure negative educational 

experiences, but there was limited research focussed on this cohort of children, and 

none that raised the voice of the children themselves. The controversy surrounding 

PDA was found to have impacted the views of leading autism organisations such as 

the National Autistic Society, yet parents are seeking diagnosis and recognition of 

PDA to support their CYP (Gore Langton and Frederickson, 2018). This study set out 

to address this gap in research by exploring the educational experiences of PDA 

CYP, and ensuring the viewpoints of the children were captured. It shines a light on 

the children’s experiences and addressed the following research questions: 

 

• What terminology regarding PDA is used and does a PDA diagnosis matter? 

• Where are PDA children currently being educated? 

• What are the experiences of PDA children with education? 

 

It was found that many PDA CYP are educated outside of school and as evidenced 

by their personal accounts, experience significant distress related to school. These 

CYP struggle with attendance, due to schools not meeting their needs, struggles with 
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the school environment, poor relationships with staff and bullying from both staff and 

other students. Their negative experiences were contributed to by exclusions from 

school, attendance struggles and time with no educational provision leading to 

disengagement from the education system and poor mental health. CYP with EHCPs 

that accurately describe their needs were more likely to have more positive 

experiences, and having a formal diagnosis meant that EHCPs were more likely to 

accurately describe their needs. This means that parents seeking diagnosis for their 

children have a valid reason to do so, if it means their needs are then adequately 

described, and the appropriate provision is then implemented to support their 

children in education. 

 

The CYPs’ accounts were often shocking and described feelings of being scared, of 

feeling like a failure and feeling isolated, with many accounts of worthlessness and 

suicidal ideation. Their suggestions to make improvements and their descriptions of 

what is good in education support the PDA Society’s recommendations for educators 

to support PDA CYP, yet these approaches are not being applied in educational 

practice, leading to children describing their feelings towards school with negative 

adjectives, such as sad, stressed and anxious. 

 

Limitations of this Study 

There are several limitations of this study to be considered. Firstly, although groups 

that supported parents of children with school attendance struggles were avoided, 

participants were self-selecting from online PDA support groups, and via the PDA 

Society’s page, so it is likely they represented parents who are active in the PDA 

online communities and those that are seeking support for their children. Therefore, 
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consideration must be given as to if this sample was truly representative of all PDA 

children’s experiences, or if those with more negative experiences would be more 

motivated to take part in the questionnaire. Although rare, there were parents who 

stated that their children had positive experiences, and potential participants were 

actively encouraged to take part if they had positive experiences to report. Secondly, 

participants whose CYP were formally identified as PDA, and those that were 

identified by parents, were included in the study. This may have led to 

overrepresentation of those that accept PDA as a formal construct and presentation 

of behaviours that align to the PDA Society’s interpretation of PDA. In addition, using 

a questionnaire to gather the views of the parents and CYP meant that the questions 

were fixed. Care was taken to ensure the questions were neither leading or 

introduced bias, however interviews would have allowed the researcher to delve 

deeper into responses, or ask follow-up questions, and may have led to further 

insight into the CYP’s experiences. The positionality of the researcher can also not 

be ignored as the CYP’s responses were subject to interpretation of their meaning, 

although steps were taken in the analysis of the data to remain open-minded and 

mindful of this. It should also be recognised that the co-occurring conditions, 

identified by the parent, did not require formal diagnosis, so the information provided 

was not clinically proven data. Finally, by delegating the questions to the parents to 

ask the children, may have meant that parent bias was introduced with the parent 

interpreting the CYP’s response on their behalf. To mitigate this, parents were asked 

to provide their child’s responses verbatim, but this instruction may not have always 

been followed or children may have given a response they felt the parent would 

approve. It must also be accepted that the self-selecting sample may have over 
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represented those who are able to communicate well enough to advocate, meaning 

that the voices of those less able, may not have been represented in the study. 

Recommendations for Future Research 

Although some participants stated their CYP had positive experiences with 

education, and a few stated their CYP had no barriers to education, future research 

should explore this further to identify the factors that differentiate positive and 

negative experiences in education. The literature review also raised that 

investigation of co-occurring conditions with PDA warrants further investigation. 

Despite the data on these conditions being gathered during this study, it was not 

possible to analyse this further due to timescale limitations so this remains an area 

that would benefit from research. Throughout this study, gender differences were 

looked at and it was found that PDA males tended to struggle with school attendance 

from first joining the education system, whereas females tended to have school 

attendance struggles from year 3 onwards. It was also found that males experienced 

more formal exclusions. Although it was hypothesised that this could be due to girls 

masking their struggles, this finding warrants further investigation to support 

understanding attendance struggles and anticipate problems before they arise. 

Future research also needs to consider how a wide range of autistic children, with 

differing abilities, can be facilitated to work in a collaborative, participatory and 

accessible way, to ensure those less able are represented in research. 

 

Despite these many limitations, this study is of significance as, not only does it add 

evidence to the limited research on PDA CYP’s educational experiences, but it 

focussed on raising the voices of the children to understand their educational 

experiences first hand through their detailed accounts. It also went beyond the aims 
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of the study by contributing to understanding the prevalence of PDA and provided 

some guidance from the children for educational strategies to support them. 

Autonomy and choice, along with a feeling of safety and trust were key, as were 

establishing positive and trusting relationships, suggesting that the advice of the 

PDA Society is well founded and provides a good starting point for educators.  

The findings of this study are also consistent with the Children’s Commission report 

that these CYP want to be in school but find themselves without the support and 

environment suitable for their neurodivergences to learn (Children’s Commissioner’s 

Office, 2023). Implementing systematic SEND reform focussed on providing 

inclusive learning environments and understanding of the struggles that PDA CYP 

face is not only essential, but urgent to meet the CYP’s educational needs and 

alleviate the significant distress these CYP are experiencing. However, until a child-

centred holistic approach is truly adopted, and educational staff are trained to 

understand and meet the unique set of needs of a PDAer, it is unlikely that this will 

be achieved. Instead, the arguments surrounding PDA will continue to be a 

distraction, impacting the implementation of the right support for these children and 

their futures. 
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APPENDIX A: PDA Society – PANDA Infographic 
 
The below graphic (Figure AA.1) is published by the PDA Society to support parents, 

caregivers, educators and clinicians to understand and support PDA children. This 

leaflet is available from the following web link: https://www.pdasociety.org.uk/life-

with-pda-menu/family-life-intro/helpful-approaches-children/ 

 

 

FIGURE AA.1: PDA Society’s PANDA infographic (2021) 
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APPENDIX B: Signposting for Parent Support 

Figure AB.1 shows the final screen presented to parents who took part in the online 

questionnaire, signposting them to free emotional support and guidance. 

 

 

FIGURE AB.1: Final screen presented to participants on completion of the questionnaire 
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APPENDIX D:  FOI Request made to Local Authorities in England 

The Freedom of Information Request sent to Local Authorities in England: 

Subject: Autistic children and school placement type 

Dear [Local Authority], 

Can you please provide me with the data for school aged children in the year 2023 to answer the 
questions below broken down by ages: 

• 5-10 (Primary) 

• 11-15/16 years (Secondary)  
 

For questions 4 and 6, please use the below list to categorise the setting type: 

• Mainstream (This can be academy, Free or LA maintained) 

• Grammar School 

• Private Independent Mainstream (not special) 

• Specialist Resource Base/Provision or SEN unit - If so, what is the primary need? 

• Special School (Academy, Free, LA maintained) 

• Independent Special School (maintained or non-maintained) 

• Pupil Referral Unit (PRU) 

• Alternative Provision 

• Educated Otherwise than At School (EOTAS) - Section I is blank. 

• Electively Home Educated (EHE) 

• No placement available 

• Other 

• Don't know. 
 
Please provide the data as detailed above for the following 8 questions: 

• How many children have an EHCP? 

• How many children identified as autistic do not have an EHCP? 

• How many of these EHCPs identify ASD, ASC or Autism as a need or diagnosis?  

• For the EHCPs that have Autism (ASD/ASC) identified, what is the type of educational setting 
they attend (type of school named in Section I).  

• For the EHCPs that have Autism (ASD/ASC) identified, how many mention that a child has 
demand avoidance, identifiable by any of the following terms being used in any section of the 
EHCP: 

• Demand Avoidance 

• Pathological Demand Avoidance 

• PDA 

• Extreme demand avoidance. 

• Avoids everyday demands or activities. 

•  

• For these EHCPs that have demand avoidance mentioned, what is the type of educational 
setting they attend (type of school named in Section I). Please use the above list to categorise 
setting type. 

• Does your LA use the term 'Pathological Demand Avoidance' or 'PDA' or 'autism with a 
demand avoidant profile' in EHCPs if provided in a professional report? 

• If these terms in question 7 are not used, what is the reason for this? 
 

Yours faithfully, 
Amelia Green 
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APPENDIX E: Screens presented to Participants of the Online Questionnaire 

 

FIGURE AE.1: First screen presented outlining the purpose of the study 
 

 

FIGURE AE.2: Second screen presented detailing inclusion criteria 
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FIGURE AE.3: Third screen presented to gain participant consent 
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APPENDIX F: Questions presented to Parent Participants of the Online 

Questionnaire 

Part 1: Inclusion Criteria  

The first set of questions are to ensure you meet the criteria for inclusion in this study so that the 

research makes a valuable contribution to the educational experiences of PDA children. 

 

Q1. *Are you the parent or caregiver of a child or young person who is educated in England? 

o Yes 
o No  

 

Q2. *Is your child or young person of compulsory school age (5 to 16 years old)? 

o Yes 
o No  

 

Q3. *Does your child or young person have an autism diagnosis? 

o Yes 
o Not yet, but we are in the assessment process 
o I suspect autism, but we are not under assessment 
o No and I don’t suspect they are autistic 

 

Q4. *Do you consider that your child or young person has PDA (a demand avoidant profile of autism)? 

o Yes, and has formal diagnosis/identification by a professional 
o Yes, but does not have a formal diagnosis/identification 
o No 

 

If the response to any of the above 4 questions is ‘No’, the survey will be ended early, and the 

participant will receive a message explaining that they are not eligible to be included in the study and 

thanked for their time. 

 

Part 2: Demographics 

This next set of questions is to find out a little more about you and your child to compare responses 

and identify if there is a difference in educational experience. 

Q1. *Which geographical area of England do you live in?  

If you are unsure of which geographical area you live in, then click on this link to see a map of all 

Local Authorities and the geographical area you are in: 

https://lasbyregion.godaddysites.com/
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o North East 
o North West 
o Yorkshire and the Humber 
o East Midlands 
o West Midlands 
o East of England 
o London 
o South East  
o South West 

 

Q2. *Which school year is your child in?  

o Reception 
o Year 1 
o Year 2 
o Year 3 
o Year 4 
o Year 5 
o Year 6 
o Year 7 
o Year 8 
o Year 9 
o Year 10 
o Year 11 
o Year 12 

 

Q3. *What gender does your child identify as?  

o Male 
o Female 
o Non-binary 
o Gender fluid 
o A gender not listed here. 
o Prefer not to say. 

 

Q4. *Does your child have, or do you suspect any of the below? 

(Please select all that apply) 

o No 
o Attention Deficit Disorder/Attention Deficit Hyperactivity Disorder (ADD/ADHD) 
o Anxiety (any type) 
o Sensory Processing Disorder (SPD) 
o Dyslexia, Dyscalculia or Dysgraphia 
o Dyspraxia, Developmental Coordination Disorder (DCD), motor skills difficulties 
o Sleep Issues 
o Gifted & Talented, Twice Exceptional (2E) 
o Learning Difficulties  
o Deaf and/or Blind 
o Other, not listed (free text field) 

 

Part 3: Educational Experiences – Parent Responses 

This section of the questionnaire is to understand the educational experiences of your PDA child. All 

questions should be answered by yourself. 
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Q1. Does your child have an Education Health & Care Plan (EHCP)? 

o Yes 
o No  
o Applied for, Assessment in progress or currently in appeal 
o I don’t know 

 

If ‘no or applied for’ or I don’t know is answered, participant will be taken directly to Q5. 

 

Q2. Does your child’s EHCP specifically use the terms either ‘PDA’ or ‘autism with a demand avoidant 

profile’? 

o Yes 
o No 

 

Q3. Do your feel your child’s EHCP adequately describes their demand avoidance behaviours as 

needs? 

o Yes 
o No 

 

Q4. Has the EHCP made a positive impact on your child’s educational experience? 

o Yes 
o No 
o Not sure 

 

Educational Settings (Schools) 

Q5. What type of school has your child attended in the order they attended:  

This question is important to understand your child's educational journey. 

Please provide the types of educational settings your child has attended, in the order in which they 

were attended. Please then select the reason for leaving each setting as this will help to understand 

your child's educational journey.  

 

The options include Elective Home Education (EHE) and Educated Otherwise Than At School 

(EOTAS). 

 

o 1st School Type – dropdown selection 
o Reason for leaving – dropdown selection 

 
o 2nd School Type – dropdown selection 
o Reason for leaving – dropdown selection 
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o 3rd School Type – dropdown selection 
o Reason for leaving – dropdown selection 

 
o 4th School Type -– dropdown selection 
o Reason for leaving – dropdown selection 

 
o 5th School Type -– dropdown selection 
o Reason for leaving – dropdown selection 

 
o 6th School Type -– dropdown selection 
o Reason for leaving – dropdown selection 

 

o 7th School Type -– dropdown selection 
o Reason for leaving – dropdown selection 

 

o 8th School Type -– dropdown selection 
o Reason for leaving – dropdown selection 

 

o Free text box to enter if more than 8 educational settings 
 

Educational setting drop down options: 

o Mainstream - (This can be academy, Free or LA maintained) 
o Grammar School 
o Private Independent Mainstream (NOT special) 
o Specialist Resource Base/Provision or SEN unit  
o Special School (Academy, Free or LA maintained) 
o Independent Special School (maintained or non-maintained) 
o Pupil Referral Unit (PRU) 
o Alternative Provision (while on role at a school) 
o Educated Otherwise than At School (EOTAS) - Section I is blank or states EOTAS 
o Electively Home Educated (EHE) 
o No placement available 
o Other  

 

Reason for move drop down options  

o Normal transition age 
o Excluded 
o Managed move 
o Moved house 
o Attendance difficulties 
o School not meeting child’s needs 
o Other  
o Remained in this setting 
o Free text box provided to expand on ‘other’ 

 

Q6. Has your child had any fixed term exclusions from school (exclusions that are formally recorded)? 

o Yes 
o No 
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If yes, how many? 

o Free text field (restricted to a number) 
 

Q7. Has your child had any informal exclusions from school (such as being asked to collect your child 

from school for reasons other than illness)? 

o Yes 
o No 

 

If yes, how many? 

o Free text field (restricted to a number) 
 

Q8. Does, or has, your child struggled with school attendance? 

o Yes 
o No 

If ‘no’ answered, the participant will be taken directly to Q12. 

 

Q9. In which setting types did (or does) your child struggle with attendance? 

Please select all that apply. 

o Mainstream  
o Grammar School 
o Private Independent Mainstream (NOT special) 
o Specialist Resource Base/Provision or SEN unit  
o Special School  
o Independent Special School  
o Pupil Referral Unit (PRU) 
o Alternative Provision 
o Educated Otherwise than At School (EOTAS) - Section I is blank or states EOTAS 
o Electively Home Educated (EHE) 

 

Q10. In which school year did your child first struggle with attendance? 

o Reception 
o Year 1 
o Year 2 
o Year 3 
o Year 4 
o Year 5 
o Year 6 
o Year 7 
o Year 8 
o Year 9 
o Year 10 
o Year 11 
o Year 12 

 

Q11. How long has your child struggled with attendance? 
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(please answer in terms of years and months) 

o Free text field 
 

Q12. What, if anything, do you believe are the barriers to your child attending school? 

(please select all that apply) 

o My child has no barriers to attending school 
o Unmet SEND needs 
o Anxiety 
o Demand Avoidance 
o Bulling (by adult or child) 
o EHCP not being followed 
o Sensory struggles 
o Friendship issues 
o Academic pressure 
o Not feeling safe in school 
o Home related worries 
o Other, please specify (free text field) 

 

Q13. Has your child had any periods of time with no educational provision?  

o Yes 
o No (survey to go directly to question 11 

 

Q14. How many months has your child had with no educational provision?  

(If this is multiple times, please state the total amount of time in month) 

o Free text field 
 

Q15. Which of the below would you describe your child’s educational experience as: 

o Very positive 
o Positive 
o Neutral 
o Negative 
o Very Negative 

 

The next four questions are to find out a little more in your own words about your child's educational 

experiences. You can choose to add a single word, multiple sentences or skip the question using the 

'next' button. 

 

Q16. Please tell me about positive experiences your child has had with education. 

o Free text field 
 

Q17. Please tell me about any negative experiences your child has had with education. 
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o Free text field 
 

Q18. What type of educational setting do you think is most suitable for your PDA child? 

o Free text field 
 

Q19. Please use this space to say anything you believe schools and Local Authorities need to know 

to improve the educational experiences of PDA children. 

o Free text field 
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APPENDIX G: Questions presented to CYP Participants of the Online 

Questionnaire 

Part 4: Educational Experiences – Child View 

This section is optional, but it is very important for my research to capture your child’s views of their 

educational experiences, so this section has been devised by my 2 child research helpers. 

 

Please could you ask your child the questions in this section and provide their responses verbatim 

(using the words, sentences that your child said).  

 

Can you please also tell your child what this survey is about and ensure they are happy for their 

answers to be used in this study. 

 

If your child is not happy to take part, then that is also fine, and your responses have been incredibly 

valuable. Below you have the option to continue or to end the survey without completing the child 

view section. 

*Please confirm you are happy to continue, and your child has agreed to provide you with their view 

for this survey: 

o Yes, I will continue 
o No, I would like to end the survey now and not provide my child’s views 

 

Selecting ‘No’ will take the participant to the end of the survey with a thank you for taking part.  

Q1. What is good about school? 

o Free text field 
 

Q2. What is bad about school? 

o Free text field 
 

Q3. What 3 words would you use to describe how school makes you feel? 

o Free text field 
o Free text field 
o Free text field 

 

Q4. What would make school better? 

o Free text field 
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Q5. What would be the perfect school? 

o Free text field 
 

Q6. If you don’t go to school anymore, please tell me what you do now and what is good and bad 

about it? 

o Free text field 
 

Q7. What would you like schools to know that would make school better for you? 

o Free text field 
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APPENDIX H: Codebook exported from NVivo representing the Educational 

Experiences of CYP 

 

THEMES AND CODES NUMBER OF TIMES 
REFERENCED 

Theme - DISEMPOWERED 369 

Autonomy & Choice 125 

Loss of Autonomy 128 

Pressure & Demands 39 

Rules & Punishment 77 

Theme - DISENGAGED 740 

Bored 36 

Disengaged 159 

Everything is Bad 140 

Nothing is Good 193 

Gaining Engagement 212 

Theme - ENVIRONMENTAL STRUGGLES 629 

Physical restrictions 25 

Scared & Unsafe 93 

Sensory Struggles 324 

Uniform Struggles 41 

Work Difficulties 99 

Animals to Support 47 

Theme - EXCLUDED 233 

Excluded & Isolated 127 

Lack of Support 65 

Underestimated 24 

Gaining Support 17 

Theme – POOR RELATIONSHIPS 701 

Bullying 37 

Friendships 183 

Misunderstood 277 

Poor Relationships 204 

Theme – POOR MENTAL HEALTH 140 

Exhausted 76 

Failing 29 

Stress & Worries 35 
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APPENDIX I: Words used by CYP when asked ‘what 3 words would you use to 

describe how school makes you feel?’ 

Word Count  Weighted 

Percentage 

Word Count  Weighted 

Percentage 
sad 91 9.63% headache 3 0.32% 

angry 85 8.99% terrible 3 0.32% 

scared 75 7.94% exhausted 3 0.32% 

anxious 73 7.72% pressured 3 0.32% 

bored 66 6.98% controlled 3 0.32% 

stressed 42 4.44% disappointed 3 0.32% 

tired 34 3.60% misunderstood 3 0.32% 

worried 32 3.39% poo 2 0.21% 

happy 27 2.86% busy 2 0.21% 

annoyed 19 2.01% calm 2 0.21% 

sick 15 1.59% crap 2 0.21% 

lonely 15 1.59% fear 2 0.21% 

stupid 15 1.59% alone 2 0.21% 

unsafe 15 1.59% hungry 2 0.21% 

overwhelmed 14 1.48% mental 2 0.21% 

frustrated 13 1.48% crowded 2 0.21% 

bad 11 1.16% failure 2 0.21% 

nervous 11 1.16% naughty 2 0.21% 

suicidal 11 1.16% agitated 2 0.21% 

shit 9 0.95% different 2 0.21% 

hate 8 0.85% irritated 2 0.21% 

trapped 8 0.85% supported 2 0.21% 

useless 8 0.85% terrified 2 0.21% 

depressed 8 0.85% worthless 2 0.21% 

ill 7 0.74% interested 2 0.21% 

upset 7 0.74% meh 1 0.21% 

drained 7 0.74% dead 1 0.11% 

unhappy 7 0.74% fine 1 0.11% 

isolated 7 0.74% hell 1 0.11% 

weird 6 0.63% help 1 0.11% 

frightened 6 0.63% hurt 1 0.11% 

mad 5 0.53% love 1 0.11% 

panic 5 0.53% mean 1 0.11% 

rubbish 5 0.53% nope 1 0.11% 

uncomfortable 5 0.53% okay 1 0.11% 

good 4 0.42% pain 1 0.11% 

safe 4 0.42% poop 1 0.11% 

cross 4 0.42% stop 1 0.11% 

confused 4 0.42% awful 1 0.11% 

fun 3 0.32% fizzy 1 0.11% 

ahhh 3 0.32% aggressive 1 0.11% 

hard 3 0.32% imprisoned 1 0.11% 

loud 3 0.32% idiot 1 0.11% 
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excited 3 0.32% liked 1 0.11% 

Word Count  Weighted 

Percentage 

Word Count  Weighted 

Percentage 
maxed 1 0.11% hopeless 1 0.11% 

noisy 1 0.11% horrible 1 0.11% 

quiet 1 0.11% included 1 0.11% 

smart 1 0.11% shutdown 1 0.11% 

stuck 1 0.11% sociable 1 0.11% 

bossed 1 0.11% uuurgghh 1 0.11% 

grumpy 1 0.11% authority 1 0.11% 

pissed 1 0.11% desperate 1 0.11% 

prison 1 0.11% disappear 1 0.11% 

social 1 0.11% dishonest 1 0.11% 

tricky 1 0.11% enjoyment 1 0.11% 

valued 1 0.11% excellent 1 0.11% 

wiggly 1 0.11% pointless 1 0.11% 

bullied 1 0.11% reassured 1 0.11% 

damaged 1 0.11% patronised 1 0.11% 

envious 1 0.11% propaganda 1 0.11% 

forlorn 1 0.11% rebellious 1 0.11% 

helpful 1 0.11% understood 1 0.11% 

ignored 1 0.11% unhygienic 1 0.11% 

jittery 1 0.11% dehumanised 1 0.11% 

pleased 1 0.11% frustrating 1 0.11% 

shivery 1 0.11% intimidated 1 0.11% 

talking 1 0.11% unimportant 1 0.11% 

tearful 1 0.11% dysregulated 1 0.11% 

unheard 1 0.11% fainthearted 1 0.11% 

accepted 1 0.11% hyperaroused 1 0.11% 

artistic 1 0.11% claustrophobic 1 0.11% 

careless 1 0.11% overstimulated 1 0.11% 

creative 1 0.11% funny 1 0.11% 

enslaved 1 0.11% heard 1 0.11% 

helpless 1 0.11%    
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