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Abstract
This thesis examines the schooling experiences of young people (between the ages of eleven and thirty years old) with Restricted Growth in the United Kingdom. Previous research on this topic was conducted predominantly through medical and psychological lenses and proposed that such experiences were negative due to a range of deficits young people with RG presented, including cognitive, social and behavioural ones. Hence, young people with RG were depicted as tragic, passive figures, with the problem lying in their bodies. Taking a Critical Disability Studies (Goodley, 2013) and a Disabled Children’s Childhood Studies (Curran and Runswick-Cole, 2014) approach, this thesis provides an insight into their schooling experiences through an engagement with their perspectives, which problematise both this deficit discourse as the underlying reason for such experiences and their depiction as passive.   
Twenty young people were recruited for this qualitative narrative research and became the storytellers of their schooling experiences, that is, they shared their stories in various forms and ways e.g. oral storytelling through narrative interviews in person/online and written storytelling via email interviews. These stories were then analysed through a narrative thematic analysis.  
The findings illustrate different aspects of their schooling experiences. For instance, participants’ stories demonstrate how they navigated and experienced various disabling and ableist school spaces, such as school classrooms, playgrounds and toilets. Moreover, their stories shed light on their experiences with teaching assistants and their mixed feelings towards the support they were provided. Furthermore, their interactions with teachers and the latter’s disabling attitudes towards them are considered. Additionally, the various forms of violence -real, cultural, psycho-emotional and systemic- the participants en/countered at schools are captured. The thesis closes with some recommendations, including for more attention to be paid on disabled young people’s insights into schooling and for educational practitioners to be more reflexive of their practice.
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Chapter 1: Introduction 

[bookmark: _Toc39585189]Introduction 
Back in the old days….[footnoteRef:2] [2:  The story has been edited slightly from its original form in order to flow better. ] 

 	Once upon a time, many, many years ago…
Nah, that’s not the way I would like to start my story. It’s not been that many years ago to be fair. Anyhow, time doesn’t really matter…
So, a few years ago, I started working as a primary school teacher in London and then in Sheffield. One of my biggest struggles - believe it or not - was the Interactive Whiteboard. Yes, I know, you might be laughing while reading this. Why would somebody be afraid of an Interactive Whiteboard?
Long story short, the first time I came across such a ‘thing’ was in the university. Even at that time, I never attempted to use it. Hence, it was something completely new to me. How does it work? How many seconds will it take me to break it down? It might be better for both me and it to stay away from each other for as long as possible. But my fear, my nightmare, became true the very first day at work.
Anyway, I think I am diverting a lot from what I actually want to share in my story. So, what did we have in secondary schools if not interactive whiteboards? No, it wasn’t laptops, tablets etc. Have you ever seen, used, felt a blackboard and a chalk? Yes, I belong to this generation, when blackboards and chalks were still in use.
One use of the blackboard was for assessment. Teachers would pick one student to solve a problem on the blackboard or to demonstrate how something should be done. Every time they were about to make a decision on who that ‘lucky’ student would be, I was feeling quite stressed. I was avoiding eye contact with them as a means to decrease the possibility of being picked. In a few words, Blackboard=Nightmare. Sometimes it was because I hadn’t done my homework (yeah, that happened too, rarely though!). Most of the times, however, I couldn’t explain what the source of this stress was. I assumed that I had ‘stage fear’ (performing in front of an audience), but still, I couldn’t explain why.
It was only at the end of high school when I realised that this fear had to do with whether I would be able to reach the blackboard and write on it. There were times when teachers had written the task so high on the blackboard that I had to stretch myself to reach it and, still, I couldn’t. The exposure of my body and myself in this situation (not being able to reach and perform as expected) made me quite self-conscious. ‘What will my peers say/think?’ ‘Are they going to talk behind my back?’ Hundreds of thoughts and feelings were running in my mind every single time I stood in front of the blackboard. I used to feel so overwhelmed. Of course, I wouldn’t talk to anyone about it. My strategy was: ‘I smile to hide how completely overwhelmed I am’.  
To be completely honest with you, there are still times that I experience similar feelings, for instance, when I have to demonstrate a task (this time from the role of a teacher) on the Interactive Whiteboard. But, after a few seconds, I remind myself that I am perfectly capable of doing that and, most importantly, I don’t need to prove anything to anyone. This is who I am.
If I could time-travel, I would go back and remind my teenage self of this. But until technology progresses enough to be able to do so, what I can do is to share this story with only a few, special people, including you.
I open this thesis with a personal story, a story known to a very few people, including now you, the reader! This story was shared with three teenage participants of this research in a private weblog[footnoteRef:3] set up by me, where we could share stories of our schooling experiences with each other. There were various reasons behind the decision to share it, such as [3:  More in the methodology chapter.] 

· this story acting as an example in terms of giving them an idea of what their stories could look like or what they could be about[footnoteRef:4]; [4:  This was my teaching background getting in the way, in terms of role-modelling to the students/participants how to fulfil the task/produce data. ] 

· prompting them to share their own stories by realising that such sharing would be reciprocal, meaning that it would be bi-directional;
· this story being one that they could potentially relate to and, therefore, feeling more comfortable with sharing stories around similar topics.  
Moreover, sharing this story was a choice influenced by my adherence to feminist politics, according to which the ‘personal is political’ (Hanish 1969: n. p.). How we experience our dis/abled, sexualised, gendered, classed, racialised bodies as well as how we experience the world through our bodies is fundamentally political (Ahmed 2006). As hooks (1994: 136-137) maintained about bodies in the school classroom,    
Once we start talking in the classroom about the body and about how we live in our bodies, we’re automatically challenging the way power has orchestrated itself in that particular institutionalized space.
Furthermore, my alignment with feminist politics also directed me towards carrying out research with a social justice orientation. As Harrison et al. (2001: 325) suggested, 
As feminists, we are drawn to topic areas that are important to women as well as to other groups of people who have been marginalized. We want to participate in research that contributes to and pursues social justice. We are drawn to research approaches that do not dehumanize people - to research approaches that acknowledge the complexity of people’s lives, approaches that challenge preconceived notions of what is already known and is established scientific fact.
This thesis focuses on a marginalised group - young people with Restricted Growth (hereinafter referred as RG) - and their schooling experiences of secondary education in the United Kingdom. It utilises a qualitative methodological approach - a narrative inquiry/small stories research (Georgakopoulou 2015) - which involved twenty young people (between the ages of eleven and thirty years old) becoming storytellers through various means and reflecting on different aspects of their schooling experiences. Their (counter)stories question the scientific facts and master narratives through which such experiences had been discussed before as well as how they were depicted and constructed in such narratives.   
An elaboration and justification of the above research choices takes place in the next section. This occurs by setting the scene, that is, considering what research has already been done in relation to (young) people with RG and identifying certain gaps in knowledge, and by mapping the research through identifying the research aims and questions and the significance of the research. Moving on, I discuss the linguistic choices I make throughout this thesis, that is, the ways I refer to the participants of the research, paying attention to the connotations and the context within which various terms have been used. Finally, an outline of this thesis is provided with a brief summary of each chapter and a conclusionary section summarises what was discussed in this chapter.   
[bookmark: _Toc39585190]Setting the Scene and Mapping the Research
Perhaps because it has rarely been seen as a major problem, there is a dearth of research, particularly robust social research, about restricted growth (Shakespeare et al. 2010: 20).
Shakespeare and his colleagues identified a shortage of social research on RG. They described this ‘academic neglect’ as paradoxical, considering the ‘cultural fascination with dwarfs’, as shown in ‘the very wide coverage of restricted growth within popular culture and the media’ (ibid: 20). Moreover, they proposed that research about RG was clinically orientated, meaning that the focus was on the medical complexities of RG and potential treatments to it (for a comprehensive review of such medical research see Adelson 2005c and Thompson et al. 2008). Furthermore, they argued that ‘Children have been a more popular focus than adults, but for both attention has often focused on psychosocial issues such as the relative disadvantage of short stature per se’ (ibid: 20). Medical and psychological research looked into the psychosocial adversities that came with living with RG since childhood, positioning the ‘problem’ of RG on children’s bodies and their ‘abnormal’ development (Medeiros 2016).  
On the other hand, less studies examined the social and spatial experiences of adults with RG, (re)positioning the problem of RG on the disabling structures (e.g. inaccessible spaces) and attitudes (staring, teasing, abuse) they encountered in their everyday life (Ablon 1990; Ellis 2018; Kruse 2002, 2003;  Pritchard 2016, 2020; Shakespeare et al. 2007, 2010). These studies engaged with Disability Studies, which understood disability and RG as a social and cultural construction and not an individual tragedy lying on the body (Oliver 1990). However, children and young people were not involved in such research, leaving the ‘scientific facts’ of medical and psychological research still interpellating them into fixed positions as ‘abnormal’ and ‘lacking’. Because of the limited research examining the schooling experiences of young people with RG[footnoteRef:5] (Shakespeare et al. 2007), especially as articulated by them, this research intends to explore the insights of young people with RG into their schooling experiences of their secondary education in the United Kingdom by getting them to become the storytellers of their own experiences.  [5:  Certain studies touched upon such experiences, but they were not their main focus (for instance Schanke and Thorsen 2014; Shakespeare et al. 2007).] 

The reason for choosing this level of education - secondary schooling- had to do with findings of previous studies (Rott 2013; Schanke and Thorsen 2014; Shakespeare et al. 2007), which drew on the retrospective narratives of adults with RG and proposed that it was during that time where young people with RG became more conscious of their height. They became more concerned about their height due to their height difference with their peers becoming more visible (what is usually referred as the growth spur of puberty) as well as due to others’ reactions to their height, including peers and teachers. Schanke and Thorsen (2014: 1468) proposed that the puberty of people with RG was experienced ‘as a transition from being seen as a person to becoming a representative of a category with a different body’ and concluded that ‘the narratives of negative experiences related to being short-statured represent the main pattern in the recollections of youth’ (ibid). This research intends to look into whether young people with RG in the UK also reflect on their schooling experiences in such negative terms, and if so, what the social roots of such negative experiences are. Reading the literature around RG and identifying the gaps in knowledge as well as looking at findings of previous studies which were worth examining in further depth e.g.  the mixed feelings of participants towards various forms of support such as physical aids during schooling (Shakespeare et al. 2007), the following research questions were formulated: 
Main research question: 
· How do young people (between the ages of eleven and thirty years old) with RG reflect on their secondary school experiences in the United Kingdom?
This is the main research question, which is intentionally an open one, leaving space for participants to consider the whole spectrum of experiences (positive, negative, common, rare) rather than assuming that participants will speak about them exclusively in negative terms. This question is broken down into four research questions, which focus on particular aspects of such experiences. These are the following: 
· How do young people with RG experience and navigate different school spaces of their secondary schools?
This question aims to examine how young people move around the various school spaces and what their experiences of such spaces are. Specifically, this research question looks at which spaces participants feel included and a sense of belonging and where they feel excluded from. Moreover, it also considers what accommodations are made by schools e.g. provision of physical aids to facilitate the inclusion of the young people and what the experiences of such accommodations are. This is an important question to look into, considering that secondary schools present major differences compared to primary schools in relation to how their space is laid out, such as school buildings being much bigger in size and with all students being expected to move from one place to another in fixed time periods e.g. from one class to class another. Moreover, school furniture is designed with a certain body type in mind -that of a normatively developing body (Burman 2017; Hamraie 2017), making physical aids essential for young people who do not fit into this norm, including those with RG. 
· What are the experiences of young people with RG with their teaching assistants?  
This question intends to explore the interactions between the young people and their teaching assistants, considering that the latter are central figures of their schooling experiences, as they facilitate the inclusion of disabled young people into mainstream schools (Webster et al. 2010). This question focuses in particular on the experiences and feelings of the young people towards the various forms of support their teaching assistants provide them with, examining which forms of support the young people themselves identify as necessary and they are comfortable with and which ones they are not fond of due to either not finding it essential or because of its repercussions. Moreover, this question aims to look at the wider implications the presence of a teaching assistant can have for the young people, including the stigma attached to having a support person (Fraser and Meadows 2008).   
· What are the experiences of young people with RG with their class teachers?
This question is meant to investigate the interactions of the young people with their class teachers. As noted earlier, Shakespeare et al.’s (2007) research suggested that people with RG had become more concerned about their height because of the reactions of others to it, including their teachers. Thus, this question explores how the young people are treated by their teachers and how they experience their bodies in such interactions. Do their height and disability matter to their teachers, and if so, in what ways? 
· What are the experiences of young people with their peers? 
This question aims to explore the interactions of the young people with their peers. Disabled young people are often depicted as victims of peer bullying (Jones et al. 2012) and also isolated, without many friends (Espelage et al. 2015). Moreover, previous studies of people with RG discussed the various, hostile attitudes people with RG encounter in public spaces (Ellis 2018; Pritchard 2016; Shakespeare et al. 2010). This question, therefore, intends to look at whether the young people experience any form of violence at school on the one hand, and, on the other hand, the role friendship plays in their schooling experiences.  
Besides the research questions this thesis looks into, it also has certain aims, which I divide into three types: knowledge production/development aims, methodological aims and impact aims. Knowledge production/development aims refer to the gaps in knowledge this thesis intends to fill. These aims are: 
· to examine young people’s insights into the secondary school experiences, as articulated by them, and consider what we can learn from them regarding schools in their current form (how do disabled young people experience secondary schooling?)
· to explore the discourses young people with RG draw on to make sense of their experiences and whether these are in agreement or opposition with the ‘scientific facts’ through which such experiences have been understood (e.g. do their stories position the problem in their bodies or at the structures?) 
Methodological aims have to do with the contributions this thesis make in relation to methodologies in Critical Disability Research (Goodley 2013; Shildrick 2013) and in Disabled Children’s Childhood Studies (Curran and Runswick-Cole 2014; Runswick-Cole et al. 2018). Such aims include: 
· engaging with a methodology which ensure the meaningful, respectful and ethical involvement of potential participants 
· proposing ways to work in partnership both with young people with RG and charities/associations for people with RG 
· addressing the complexities in doing Critical Disability Research, including difficult discussions around positionality (doing critical disability research as a non-disabled researcher) and its effects on different stages of research, such as recruitment and analysis of data.
Impact aims consider the effects I plan and aspire this research to have. These aims are: 
· to disseminate the findings of the research in accessible formats (e.g. easy-to-read) to the associations and charities of people with RG in the UK as well as other international associations. Such dissemination will take place immediately after the completion of this PhD.  
· to ensure that these stories are listened to by different audiences, including but not limited to the academic community (through publications and presentations in conferences) and educational practitioners, such as class teachers and teaching assistants (through targeted talks/lectures to trainee teachers and teaching assistants, for instance). This aim will take a longer time to be fulfilled and it will be an ongoing task following the completion of the PhD.    
The significance of this research has to do then with getting a marginalised group - disabled young people – to tell their stories, in their own terms. Moreover, what makes this research significant is the disruptive potential of these stories, both in terms of how we think of schools and of disabled young people. Regarding the former, Goodley and Runswick-Cole (2015: 246) argue that ‘Disabled children often demand places such as schools to rethink their priorities, their usual modes of operation and their cultural foundations’. As far as the latter is concerned, Runswick-Cole and Curran (2013: 197) maintain that  
Stories are never about the lives of the individuals, and rather they reveal personal narratives that speak of and to society and culture. It is also through these stories that disabled children can resist and challenge the discourses that circulate about them.  
[bookmark: _Toc39585191]Linguistic Choices: Navigating the Political Terrain of Terminology 
As Paulo Freire (1985: 18) proposed, ‘language is never neutral.’ Our linguistic choices, including how we name/refer to/label those we (as researchers and authors) speak of/about/with, are a political choice. With this in mind, I take a pause here to consider the different terms that have been used to describe those people with a height of four foot eight inches and below (Adelson 2005a) and then justify the linguistic choices I make in this thesis in relation to how I refer to the participants of this research.  
A range of terms has been used to refer to people of a certain height (4 foot and 8 inches or below) triggered by a medical condition (Adelson 2005a), such as dwarf, restricted growth, little people, short-statured, midget, with each term carrying its own history and connotation. These terms have also been adopted by charities and non-profit organisations across the United Kingdom e.g. Restricted Growth Association UK (RGA UK), Dwarf Sports Association UK (DSA UK), Little People UK (LPUK), Little People of Ireland (LLI), Short-Statured Scotland (SSS) as well as across the globe e.g. Little People of America (LPA), Little People of Canada (LPC), Short-Statured People of Australia (SSPA). Moreover, a range of scholars who carried out research on and/or with this group of people have also used different terms to refer to them, such as people with dwarfism (Ellis 2018) and people with Restricted Growth[footnoteRef:6] (Shakespeare et al. 2010) or people of restricted growth (Schanke and Thorsen 2014), dwarfs/dwarves (Ablon 1984; Adelson 2005a, 2005b; Pritchard 2016), little people (Kruse 2002, 2003)[footnoteRef:7]. However, only few of them explained why they chose to use one term over another (see for instance Pritchard 2016). [6:  Both these examples are a case of people-first language, which is further discussed after the consideration of the terms in relation to dwarfism. ]  [7:  It is worth pointing out that some of the aforementioned scholars use many of these terms interchangeably, without justifying just linguistic choices. ] 

Each of these terms carries its own meaning and connotations, to which attention should be paid. The term ‘dwarf’, for instance, referred to a mythical creature that worked in the mines, indicating the mystical social construction of dwarfism as an identity (Kruse 2003). This perception of dwarf bodies generated mixed attitudes towards dwarf people, who were either highly valued because of being considered to be close to God, or they were objectified and discriminated against as evil creatures and ill-omens (Adelson 2005a, 2005b). Adelson (2005b) also referred to how dwarf people were employed as ‘court dwarfs’, meaning that they were owned by people of the court, were given as a gift from one to another and acted as entertaining figures e.g. jesters. However, the decline of the courts in the 18th century and the exclusion of disabled people from the market due to the Industrial Revolution, dwarf people started being exhibited more often at fairs and freak shows (Adelson, 2005a, Bogdan, 1990). It was during the era of freak shows (Garland-Thompson, 1996) when the term ‘midget’ was used to describe dwarf people and in particular those with a ‘proportionate’ body.[footnoteRef:8] Nevertheless, this term has a derogative connotation and has been condemned by all the associations of dwarf people.  [8:  For instance, look at P. T. Barnum and the General Tom Thumb (Vallone 2017) 
] 

Following the Enlightenment which brought about the disenchantment of the world, including the  disenchantment of the social mystical construction of dwarfism, and the development of medicine, dwarfism became known an ‘abnormality’ (Kruse 2003; Garland-Thomson 1996), which was captured by the term Restricted Growth. This term indicated the medicalisation of dwarfism by rendering it a medical condition which should be treated. As Kruse (2003: 497) proposed: 
The discourse of the medical establishment is extremely influential in shaping attitudes towards dwarfism because it uncritically focuses upon biological difference as deformity and disablement. These definitions are part of the discourse of the medical establishment which explains dwarfism and other disabilities as medical conditions to be ‘treated’. 
Little People is the preferred term in the United Stated of America and was introduced by the association Little People of America. However, the term has been critiqued for being used to also describe children and, therefore, perpetuating the infantilisation of people with Restricted Growth (Pritchard 2016). 
Therefore, each of the above terms indicate the different discourses through which people with RG were understood e.g. the mystical social construction of dwarfism, and the commodification and the medicalisation of it. In this thesis I adhere to the term RG and refer to the participants as young people with RG, as this was the preferred term of most participants. Moreover, I follow Lindley (1997: 1), who proposed that  
The people who gathered in 1969 to set up a British self-help organization for people of short stature decided to use a term with none of the traditional connotations of fairy tales and circuses, as they are particularly wished to establish a dignified image. They therefore eliminated the terms dwarf and midget. They also decided that little person, although used with great dignity in the United States and elsewhere, did not exactly satisfy their needs. They settled for restricted growth as a neutral term that covered all the medical conditions with which the organizations would be concerned.
Nevertheless, I do not agree that the term RG is neutral, as it reveals the normative ways of thinking about growth, distinguishing between pathological and normal growth (Tanner 1986), with RG being a sign of the latter. Therefore, I use this term with a critical stance, remaining vigilant of the repercussions of medicalisation. Besides RG, I also refer to the participants as disabled young people rather than young people with disabilities. This shows my adherence to what is referred to as social model language (Oliver 1990) compared to people-first language (Titchkosky 2001). I agree with Titchkosky (2001:135-136) when she argues that ‘People-first language: 1) separates the individual from disability 2) circumscribes disability as something (bad) that is only understood in relation to its attachment to individuals.’ On the other hand, social model language indicates that people are disabled by society, demonstrating disability as a political construct (Oliver 1990). I also use the phrase ‘young people with RG’. It is worth clarifying that this phrase does not indicate the use of people-first language, but it is the only sound grammatical option, hence, it is used within a social model understanding. Finally, I refer to the participants as disabled young people and not children because of the lower age limit being eleven years old. I follow Skelton (2008: 23) who propose:
As for many authors (UNICEF 2002, Alderson and Morrow 2004) ‘children’ is a term used to include all people under the age of 18. While this shorthand is understandable to save the cumbersome dual listing of ‘children and young people’, it does mean that young people are often not named and this can give an impression of their exclusion and/or marginalisation (Skelton 2000, Weller 2006). So for the most part, and where appropriate, this article uses the term ‘young people’ to try and right the balance but also because all of the young folk I have worked with to date have been aged 14 and above.
Having detailed my linguistic options throughout this thesis, in the next section I discuss its structure. 
[bookmark: _Toc39585192]Thesis Overview and Chapters’ Summaries 
In this part, I provide an overview of the structure of the thesis, referring to the different chapters that comprise it. The second chapter lays the theoretical foundations of this empirical investigation, whilst the third chapter details the methodological approach adopted in this research. The following four chapters (from the fourth to the seventh chapter) are data chapters, where the analysis of the data takes place. These chapters elaborate on different aspects of the schooling experiences of the disabled young people: experiences of various school spaces and of physical aids, such as special chairs; experiences with teaching assistants; experiences with teachers, and experiences of violence. The eighth and final chapter offers a summary of the key findings of the thesis as well as a consideration of its implications on knowledge production, research methodologies, educational policy and practice and future research. 
[bookmark: _Toc37963500][bookmark: _Toc39337310][bookmark: _Toc39340060][bookmark: _Toc39585193]Chapter 2: Literature Review  
This chapter sets out the theoretical background for this research, positioning it within the grounds of Critical Disability Studies (Goodley 2013; Shildrick 2013) and Disabled Children’s Childhood Studies (Curran and Runswick-Cole 2014; Runswick-Cole et al. 2018a). It starts with a brief introduction into the field of Critical Disability Studies and then considers a range of its theoretical approaches, including the materialist social model and the social relational model and the critical realist, phenomenological, poststructuralist and new materialist approaches. This review explores how each model/approach contributes to the study of disability experience and of disabled people. Attention is then paid to the study of disabled childhoods, since the participants of this research were disabled young people. I distinguish between ‘classic disability studies research on disabled childhoods’ and the ‘emergent Disabled Children’s Childhood Studies’, discussing how disabled childhoods have been theorised in each approach and where the focus of research lay. 
A review of the empirical studies on children and young people with RG from the disciplines of Psychology, Education and Medicine takes place next, which offers an insight into how they (children and young people with RG) were understood through these lenses. The review also engages with the methodological critiques of those studies (e.g. the lack of transparency in sampling) and their problematic implications (e.g. the medicalisation and pathologisation of disabled childhoods). Moreover, in this part I discuss studies related to heightism (discrimination based on one’s height) and the forms heightism takes in the context of school. This chapter closes with describing how this eclectic theoretical approach is applied in the analyses chapters. 
[bookmark: _Toc37963501][bookmark: _Toc39337311][bookmark: _Toc39340061][bookmark: _Toc39585194]Chapter 3: Methodological Orientations 
I have divided this chapter into two parts: the ‘neat’ and the ‘messy’ story. The neat story provides a clear account of who was approached to take part in the research (sampling), how they were approached and recruited (access and recruitment), the number of participants and their demographics and the type of involvement (methods). Then, I discuss the methodology of this research (its epistemology and ontology) and how it has been applied in Critical Disability Studies and Disabled Children’s Childhood Studies, the method of analysis and the ethical dimensions of the research e.g. the institutional ethical landscape within which I worked.   
In the messy story, I engage with ‘uncomfortable reflexivity’ (Pillow 2003) to revisit some of the issues discussed in the neat story, but with a more ‘critical’ stance. In particular, the discussion revolves around the following areas: the complexities of negotiating access with online gatekeepers (e.g. administrators of online groups), such as the issue of authenticity in online spaces; my (embodied) positionality and its impact on face-to-face encounters with potential participants e.g. the interrogation of my ‘body’, my identity as a researcher and my motives to do this research; the intricacies of analysis, including the idea of ‘speaking for others’ and re-telling one’s stories. 
[bookmark: _Toc37963502][bookmark: _Toc39337312][bookmark: _Toc39340062][bookmark: _Toc39585195]Chapter 4:  Navigating School Spaces: Disabled Young People’s Geographic Maturity 
In this chapter, the focus is on participants’ experiences of different school spaces and of the special equipment - special chairs in particular - they were provided with. The first part explores how participants navigated the school playground and the school toilets and whether they felt a sense of belonging in this spaces. Drawing on poststructuralism (Rassmussen 2009; Milley and Cliff 2013), the analysis demonstrates how both these spaces were experienced as hierarchical (classifying bodies against gendered, dis/ableist norms), panoptic (disabled bodies under constant surveillance), performative (performing disability and gender) and pedagogical (teaching where disabled bodies belong to). I situate this analysis within Dorn’s (1998) concept of ‘geographic maturity’ and, in particular, the application of it to disabled young people (Stephens et al. 2015), viewing disabled young people as ‘geographically mature subjects’, meaning that they navigate these spaces ‘with insight, generating their own multiple subjectivities, adapting their identities to changing environments to generate the best possible fit in that given time and place’ (ibid: 206). 
The second part looks at the participants’ experiences of special chairs. Applying an assemblage analysis (Feeley 2019; Stephens et al. 2015), the access to such equipment, participants’ mixed feelings towards it and their peers’ reactions to it are considered. These stories show how disabled young people’s insights into the equipment they are provided with reveal aspects of using such equipment that are often overlooked and go beyond issues of physical inclusion, such as the stigma attached to such equipment or the psycho-emotional disablism triggered by peers’ reactions to it. The chapter concludes by proposing that the above stories are testimonies to the exclusion disabled young people still experience in so-called inclusive spaces.    
[bookmark: _Toc37963503][bookmark: _Toc39337313][bookmark: _Toc39340063][bookmark: _Toc39585196]Chapter 5: Stories of Support, Surveillance and Resistance: The experiences of young people with RG with Teaching Assistants 
This chapter focuses on participants’ experiences with their teaching assistants. It starts with a contextualisation of the role(s) of teaching assistants in the United Kingdom, including their key role in the enactment of inclusive education policy, followed by a discussion of the literature on disabled students’ insights into their experiences and interactions with their teaching assistants. Against this background, participants’ stories of the support they were provided with by their teaching assistants are explored, demonstrating their mixed feelings towards it. 
In the second part, I discuss a less acknowledged role that teaching assistants play, that is positioning disabled young people under their constant surveillance (Allan 1996). Engaging with Foucault’s work on surveillance (1977), I look into how teaching assistants discipline the participants’ ‘unruly bodies’ (Erevelles 2000), aiming at the production of docile, self-governed bodies. Their stories illustrate how the surveillance of the disabled young people occur both in and outside of the school classroom as well as its repercussions. Nevertheless, participants resist to their surveillance and governance through various ways, as shown in the next section. Their resistance is analysed through Foucauldian (Foucault 1981) and Resistance Studies (Armstrong and Murphy 2012) framings, paying attention to the context within which it occurs and the discourses it draws upon. I conclude with proposing that disabled young people’s input into what support they need and their experiences of support should be taken into thorough consideration, rather than support being predetermined and imposed on them by adults such as Special Educational Needs Coordinators (hereinafter referred to as SENCOS) and class teachers. 
[bookmark: _Toc37963504][bookmark: _Toc39337314][bookmark: _Toc39340064][bookmark: _Toc39585197]Chapter 6: Stories of Dys-Appearance: The experiences of young people with RG with Teachers 
This chapter examines participants’ experiences with their teachers. Engaging with Leder’s (1990) concept of dys-appearance (that is how the body appears as a problem), especially as it has been adapted by feminist (Groven et al. 2013), Disability Studies (Hughes and Paterson 1997; Paterson and Hughes, 1999; Reeve, 2012) and education theorists (Paechter 2011; Warren 1999, 2005), I consider how participants’ disabled bodies dys-appeared in the eyes of their teachers. The analysis sheds light on different forms of dys-appearance: dys-appearing in time and space or dys-appearing through questioning one’s capabilities. Significantly, the analysis does not position the source of dys-appearance on the participants’ disabled bodies, but on the disabling and ableist structural organisation of schools (Davis and Watson 2001), including their ableist timeframes, disabling spaces and regulations and teachers’ attitudes. Moreover, I consider the participants’ responses to the dys-appearance of their bodies, which included its resistance e.g. by calling out their teachers for unfair treatment, and/or putting hidden labour (Scully 2010) e.g. to prove themselves capable and/or independent.    
Attention is also paid to participants’ dys-appearance in the subject of Physical Education. Drawing on Depauw’s (1997) analytical framework regarding the positions that disabled people occupy in sports, stories of exclusion, accommodationand invalidation are brought to the front. These stories demonstrate how ableism in sports remains untouched when bodies are pathologised for not meeting their standards. The chapter concludes with a call to recognise the intersectional nature of dys-appearance (focusing specifically on gender and disability), its effects and the role schools play in the pathologisation and dys-appearance of disabled, gendered bodies.     
[bookmark: _Toc37963505][bookmark: _Toc39337315][bookmark: _Toc39340065][bookmark: _Toc39585198]Chapter 7: En/Counters with School Violence: The Experiences of Young People with RG of Bullying  
This chapter explores participants’ experiences of violence in schools. It starts with a discussion around the ethical tensions of sharing these stories, including the risk of domesticating stories of oppression (Goodley and Runswick-Cole 2012), and with a justifications of the reasons I decided to share them. Then, I draw on Goodley’s and Runswick-Cole’s (2011a) distinction between the different but overlapping forms of violence - the real, the cultural, the psycho-emotional and the systemic - to identify and discuss the forms of violence the participants encountered at schools. Crucially, these stories illustrated the multifaceted nature of violence of disablism and how such violence was embodied, felt and perpetuated. 
A separate section is devoted to the resisting strategies the participants adopted to fight against such violence. Through these stories, the disabled young people are constructed as agentic subjects who resisted the violence to which they were exposed, in opposition to their construction as passive victims of violence from the dominant bullying discourse (Rose et al. 2015). However, the analysis also shows how the participants found themselves trapped into a vicious circle of violence. When the participants adopted strategies that schools proposed for the elimination of bullying, e.g. disclosure of an incident, they found out that these made no difference. On the other hand, when they chose resisting strategies that the school did not approve of, which were their ‘last resort’ (Tholander et al. 2019: 15), such as speaking or hitting back, they got disciplined or punished by staff members. This section further considers friendship as an effective method of resistance to violence. The chapter closes with discussing how these stories of violence shake up the dominant discourses around disability and school violence. 
[bookmark: _Toc37963506][bookmark: _Toc39337316][bookmark: _Toc39340066][bookmark: _Toc39585199]Chapter 8: Conclusions 
In this final chapter, the main findings of each analysis chapter as well as the common themes among all analyses chapters are drawn together. This summary demonstrates how each research question has been addressed. The second part of this chapter looks at the implications of this thesis on different levels, including the theoretical implications (original contributions to knowledge), the methodological implications (contributions to qualitative research methodologies), the implications on educational policy and practice (recommendations for educational policymakers and practitioners) and the implications on future research (directions for future scholarship). In the last part, a final reflection on doing this research is provided.        
[bookmark: _Toc39585200]Conclusions
This chapter served several purposes, which I summarise here. Firstly, it introduced the topic of investigation of this thesis, the secondary schooling experiences of young people with RG in the United Kingdom, and the methodological approach this thesis takes, a narrative inquiry and, specifically, a small stories approach. Secondly, it set the scene for this research, meaning that it referred briefly to the type of research has already been carried out in relation to this topic broadly speaking -predominantly clinical- and identified both a research gap and the need and value in engaging with disabled young people’s viewpoints of their schooling experiences. Thirdly, it introduced the research questions this thesis intends to look into and its aims, which were divided into knowledge, methodological and impact ones. Furthermore, this introductory chapter illustrated the personal value this topic has for me (or how close to my heart it is) through the personal story that opened this thesis as well as its political and academic significance. Moreover, the linguistic choices made throughout this thesis in reference to the participants, such as disabled young people and young people with RG, were explained and justified. Last not least, it provided a clear picture of the structure of this thesis, with a brief summary of each chapter. 





[bookmark: _Toc39585201]Chapter 2: Literature Review 
[bookmark: _Toc39585202]Introduction 
This chapter has two purposes: firstly, it introduces the theoretical frameworks I draw on, namely Critical Disability Studies (Goodley et al. 2019; Goodley 2013; Meekosha and Shuttleworth 2009) and Disabled Children’s Childhood Studies (Curran and Runswick-Cole 2014; Runswick-Cole et al. 2018a). Secondly, it provides a critical review of the research that was conducted on children and young people with Restricted Growth, considering their wider implications on how they were (and I would propose still are) viewed. 
The chapter is divided into three sections. In the first section, I introduce the first theoretical framework - Critical Disability Studies (hereinafter referred to as CDS) - discussing (what led to) their emergence. CDS include a range of approaches for the study of disability and disabled people, moving beyond a strictly materialist analysis (Meekosha and Shuttleworth 2009). I start with considering what a materialist analysis contained and then I turn to other approaches that aimed to expand the scope of the analysis to include ‘the carnal, the discursive, the psychological, the cultural’ dimensions of disability (Meekosha and Shuttleworth 2009: 50). The social relational model and the critical realist, the phenomenological, the post-structuralist and the new materialist approaches are presented as means for addressing the above dimensions. Then, I outline the rationale(s) for choosing CDS as the theoretical framework for this thesis. 
The second section starts with an overview of how disabled childhoods have been researched and theorised, since the participants of this research were disabled young people. A range of approaches are considered, some of which are identical with the ones discussed previously e.g. social relational and poststructuralist/CDS approaches to disabled childhoods. Following this overview is a discussion of the emergence of Disabled Children’s Childhood Studies (hereinafter referred to as DCCS) as a distinct approach for the study of disabled childhoods and youth (Curran and Runswick-Cole 2014), an approach that I also adopt for this research.      
In the third section, I review the empirical research that was carried out on young people with RG, presenting a range of studies from various disciplines, such as Psychology, Education and Medicine. Then, I discuss critiques of those studies at a methodological level e.g. sampling and their problematic implications, such as the medicalisation and pharmaceuticalisation of disabled childhoods (Mills 2014) and of RG (Morrison 2015). A final subsection follows, including sociological studies that discuss heightism as an unacknowledged form of discrimination and how it played out in the context of schools. Finally, I discuss my use of the ‘plunder as a method’ (Hughes et al. 2012: 315), meaning how my eclectic theoretical approach is applied to the analyses chapters.
[bookmark: _Toc39585203]Introducing Critical disability studies: setting out the theoretical landscape 
If late-twentieth-century disability studies were associated with establishing the factors that led to the structural, economic and cultural exclusion of people with sensory, physical and cognitive impairments, then disability studies in the current century might be seen as a time of developing nuanced theoretical responses to these factors. The politicization of disabled people is at the heart of these developments (Goodley 2013: 631). 
This section functions as a ‘crash course’ in CDS (Goodley 2013, 2016), considering their differences from British Disability Studies (Meekosha and Shuttleworth 2009; Goodley et al. 2019; Flynn 2019), and their various theoretical branches, which are relevant to this thesis. The emergence of CDS[footnoteRef:9] has been traced from 2000 onwards (Goodley 2013; Meekosha and Shuttleworth 2009; Vehmas and Watson 2014) and has been described as an ‘interdisciplinary field’ (Goodley et al. 2019: 974) and a ‘trans-disciplinary space’ (Goodley 2013: 632). A range of reasons for their emergence have been identified, some[footnoteRef:10] of which were the following:  [9:  Following Goodley et al.’s (2019) call for being clear about the geopolitical contexts of our writings, the literature discussed in these sections is predominantly U.K. and Global North based.]  [10:  I do not provide an exhaustive list of all the reasons that have been proposed, as this is not a comprehensive overview of CDS as a field. Instead, I focus on reasons that are also pertinent to this thesis.  ] 

· CDS was partly ‘an outcome of the tensions that surfaced as a reaction to more authoritarian Marxism and economic determinism associated with the social model’ (Meekosha and Shuttleworth 2009: 50). The materialist social model is discussed later, but it is worth mentioning here that CDS went beyond a materialist analysis of disability to consider ‘the psychological, cultural, discursive and carnal’ (Meekosha and Shuttleworth 2009: 50) dimensions of disability. However, CDS did not propose abandoning the attention to the economic structures (Goodley 2013), as suggested by certain scholars (Flynn 2017; Watson and Vehmas 2014). 
· The second reason had to do with the impact of poststructuralist and post-conventional theory on disability theory (Goodley et al. 2019; Meekosha and Shuttleworth 2009; Shildrick 2013). For instance, modernist binaries of the materialist analysis e.g. the distinction between impairment and disability (further discussed in the next section) were questioned and new theories, such as feminism, queer and crip theory and critical race and post-colonial theory were adopted to better understand the complexity of disability. 
· The adoption of the above theories also had to do with the role of intersectionality in the experience of disability, which constituted the third reason for the emergence of CDS (Ellis et al. 2019; Goodley 2014). As Meekosha and Shuttleworth (2009: 55) maintained: 
The sheer diversity of disabled people - that is, the variety and degrees of their impairments and their intersection with other relevant social categories of experience - demands a much broader and contextual interrogation of their restrictions. To that effect, CDS draws from a much more eclectic mix of critical theories than earlier work in disability studies. 
Having discussed some of the reasons for the emergence of Critical Disability Studies, I move on to discuss their different theoretical branches. I start with a review of the materialist social model of disability developed in the United Kingdom (Barnes 2012; Oliver 1990), which constituted the core of British Disability Studies, and then I discuss the theoretical expansions/reactions to it, including the social relational model (Thomas 2007, 2012), the critical realist approach (Watson 2012a; Williams 1999), the phenomenological approach (Hughes and Paterson 1997; Michalko and Titchosky 2011), the poststructuralist approach (Shildrick 2013) and the new materialist approach (Feeley 2016, 2019).  
[bookmark: _Toc37963511][bookmark: _Toc39337320][bookmark: _Toc39340070][bookmark: _Toc39585204]The Materialist Social Model 
Disability was traditionally understood as an ‘individual’s problem’ and a ‘personal tragedy’ (Barnes 2012; Oliver 1990), strictly discussed in biomedical terms. This view of disability then justified and legitimated the oppression disabled people endured, which took different forms, such as their exclusion from the job market and from public spaces (Oliver 1990). In reaction to this view of disability and in line with other oppressed groups in the 1960s who were claiming their rights (e.g. women, LGBTQ and black people), disabled activists turned the gaze back to society and argued for understanding disability in social terms. The Union of Physically Impaired against Segregation (UPIAS 1976: 3) argued that ‘It is society which disables physically impaired people. Disability is something imposed on top of our impairments by the way we are unnecessarily isolated and excluded from full participation in society’. Following this, disabled academics (Filkenstein 1980; Oliver 1983) employed a materialist analysis of the social causes of disability, which came to be known as the social model of disability (Oliver 1990). In doing so, they followed the analytical distinction between impairment and disability, which UPIAS had drawn, and suggested that ‘the social model insists [that] disablement has nothing to do with the body. It is a consequence of social oppression’ (Oliver 1996: 35). The focus of analysis then shifted from the individual’s body to the ‘social and environmental barriers such as inaccessible buildings and transport, discriminatory attitudes and negative cultural stereotypes’ (Barnes and Mercer 2003: 1).
As Paterson and Hughes (2000: 35) proposed, ‘This dualistic view of the social and the biological as binary opposites is one of the maxims on which disabilities studies is founded.’ While it did make sense at the time for disability activism and Disability Studies (hereinafter referred to as DS) to rely on this binary to fight against the oppression of disabled people, this ostracisation of impairment and of the body was also problematic (ibid). For instance, Hughes and Paterson (1997: 330) proposed that ‘The distinction between disability and impairment de-medicalises disability, but simultaneously leaves the impaired body in the exclusive jurisdiction of medical hermeneutics’. The social model orthodoxy triggered polarisation among DS scholars, with the materialist social modelists defending their positions (Oliver 2013), some proposing a revision or an extension of the social model (Thomas 2004) and others suggesting abandoning it (Shakespeare and Watson 2001). In the next section, I explore some of these positions. 
[bookmark: _Toc37963512][bookmark: _Toc39337321][bookmark: _Toc39340071][bookmark: _Toc39585205]The Social Relational Model 
As argued earlier, one of the main tenets of the materialist social model was the distinction between impairment and disability. Feminist DS scholars (Crow, 1996; French, 1993; Morris, 1991) critiqued the social model on the basis that the individual experiences of impairment were left out as well as that other axis of identities, such as sex, gender and race and their impact on the experience of disability were not taken into consideration. Materialists DS scholars were quite dismissive of such critiques, discussing the reflections on impairment experiences as ‘sentimental biography’ (Barnes 1998), which risked re-medicalising and re-psychologising disability. Nevertheless, this delegitimization of the psychological aspect was equally, if not more, dangerous, because it deemed illegitimate the psychological experiences of disabled people, which were also part of their lives (Galvin 2003; Watermeyer and Swartz 2008). Here I am focusing on the work of the materialist feminist Thomas and her call to ‘rescue’ a social relational model (ibid: 2004) through which the psycho-emotional dimensions of disability could be acknowledged and Reeve’s (2002, 2004, 2006, 2012) extension of the discussion of psycho-emotional disablism. 
Within the social relational model, disablism was understood as ‘a form of social oppression involving the social imposition of restrictions of activity on people with impairments and the socially engendered undermining of their psycho-emotional well-being’ (Thomas 2007: 73). Unlike the social model, which focused predominantly on structural disablism (e.g. inaccessible structures), the social relational approach called for attention to be paid on the psycho-emotional dimensions of disablism, which Reeve (2004) considered to be far more restricting. Reeve (2004) discussed how Thomas’ definition of disablism integrated both structural disablism and psycho-emotional disablism, paying attention to the barriers to what disabled people could do (barriers to doing) and could be (barriers to being, such as barriers to ‘self-esteem, personal confidence and ontological security’ (Thomas 2007: 72) respectively (Reeve 2012). While distinct, Reeve (2004: 90) proposed that these two forms of disablism operate in conjunction, ‘further increasing the level of exclusion and material disadvantage experienced by people with impairments’ (Reeve 2004: 90).  
Moreover, Reeve (2012) distinguished between two forms of psycho-emotional disablism: direct and indirect. Direct psycho-emotional disablism is relational in terms of emerging out of the disabled person’s relationship with others or with themselves. In the former case, it has to do with the hostile reactions of strangers to disabled people and the ontological invalidation of their body (Hughes 2007). The latter relates to ‘internalised oppression’ (ibid: 81), which has to do with the internalisation of prejudices against disability by the disabled person, resulting in self-invalidation. Indirect psycho-emotional disablism, on the other hand, considers the psycho-emotional impact of structural disablism. For instance, Reeve (2012) referred to the feelings of frustration when disabled people found themselves excluded by inaccessible buildings, which conveyed the message that they were ‘out of place’ (Kitchin 1998: 345). 
The importance of the social relational model was that not only did it recognise and speak of psycho-emotional disablism, but such experiences were analysed sociologically and were treated as aspects of social oppression (Thomas 1999; Reeve 2012). Besides drawing the attention to the psycho-emotional dimensions of disability, Thomas (2012: 211) also introduced the term impairment effects, which she defined as 
the direct and unavoidable impacts that ‘impairments’ (physical, sensory, intellectual, emotional) have on individuals’ embodied functioning in the social world. Impairments and impairment effects are always biosocial and culturally constructed in character and may occur at any stage in the life course.
With this term, Thomas (2004) intended to acknowledge the ‘real’ impact that impairment has on disabled people rather than remaining silent about impairment on the whole. This biosocial nature of impairment was what DS scholars who embraced critical realism also tried to capture, as discussed in the next section. 
[bookmark: _Toc37963513][bookmark: _Toc39337322][bookmark: _Toc39340072][bookmark: _Toc39585206]The Critical Realist Approach
Some DS scholars were critical of the somatophobia (fear of the body) within DS (Willliams 1999) and spoke of the impaired body as an ‘absent presence’ (Shakespeare and Watson 2001). In order to reclaim the ‘missing’ body, they turned to critical realism, particularly Bashkar’s work (1989). According to these authors (Bashkar and Danermark 2006; Brunner 2019; Scambler 2005; Watson 2012a; Williams 1999), critical realism enabled them to   
· reclaim the biological body and its embodied feelings e.g. pain, by acknowledging an independent reality.
· avoid the reductionism of other approaches (e.g. the economic reductionism of the materialist social model or the discursive reductionism of the poststructuralist approach) by considering the interactions between different dimensions: socio-economic, biological, cultural, hence, allowing for a non-reductionist approach.
The body in pain was a common theme that critical realists referred to as ‘a powerful reminder of this prediscursive realm’ (Williams 1999: 814). Shakespeare (2013: 73), for instance, identified as one of critical realism’s advantages its ‘acceptance of an external reality: rather than resorting to relativism or extreme constructionism, critical realism attends to the independent existence of bodies which sometimes hurt’. Moreover, a critical realist perspective did not relegate disability (and impairment) to one realm, it also explored the interactions between different ones. For instance, Bashkar and Danermark (2006: 288) borrowed the idea of a ‘laminated system’ to explore the interactions between the different realms:  
Now, typically in the genesis of a social event such as disability, or the formation or functioning  of a social thing, or kind of thing or level of determination, physical, biological, physiological or medical/clinical, psychological, psycho-social, socio-material, socio-cultural and normative elements may all be involved. If this is the case, then we may talk of understanding disability as a “laminated system”, and to the extent that it is necessarily the case, of a necessarily laminated system (ibid).
Watson (2012a: 112) also proposed that ‘critical realism allows for an approach that gives appropriate weight to the diﬀerent dimensions of the disability experience’. However, this turn to critical realism and the ‘reality’ of the impairment did not escape critique. For instance, Goodley (2016: 138) argued:
This realist knowledge comes from medical, biological and psychological persuasions that seek to denote deviations from constructed embodied or cognitive norms. [...]Any appeal to the realities of impairment will inevitably draw in discourses of deficiency that might seem natural but are wholly social. 
Therefore, while critical realism avoided biological reductionism (Shakespeare and Watson 2010), it still perpetuated biological essentialism[footnoteRef:11] (Galvin 2003; Feeley 2016). An approach that did not fall into the same trap was the phenomenological one, which is discussed next.   [11: Essentialism refers to ‘a belief in true essence - that which is most irreducible, unchanging and therefore constitutive of a given person or thing, and is found in those explanations for gender (or other social) differences which resort to ideas about underlying ‘pre-social’ or biological differences’ (Thomas 1999: 113)] 

[bookmark: _Toc37963514][bookmark: _Toc39337323][bookmark: _Toc39340073][bookmark: _Toc39585207]The Phenomenological Approach 
A different framework through which the impaired body was reclaimed was proposed by DS scholars who engaged with phenomenology (Hughes and Paterson 1997, 2000; Michalko and Titckosky 2011; Paterson and Hughes 1999). Turning to the work of Merleau-Ponty, phenomenological disability studies focused on the impaired body-being-in-the- world (Leben), enabling a ‘consideration of the carnal politics of everyday life’ (Paterson and Hughes 1999: 602). Here I focus specifically on the phenomenological approaches developed by Hughes and Paterson (1997), Paterson and Hughes (1999) and by Titchkosky and Michalko (2012). Paterson and Hughes (1999: 597) proposed a ‘radical phenomenological approach to the impaired body’ as a way to escape both phenomenology’s disablism[footnoteRef:12] and DS’ disembodied approaches to disability (e.g. Britain’s social model of disability). The authors engaged with Leder’s (1990) concept of dys-appearance, which I briefly explain before engaging with their phenomenological approach.  [12:  For instance, Leder’s (1990) phenomenology has been critiqued for relying on the ‘healthy and normal body’ (Reeve 2012: 83).  ] 

In his book ‘The Absent Body’, Leder (1990: 1) maintained that ‘While in one sense the body is the most abiding and inescapable presence in our lives, it is also essentially characterised by absence. That is, one’s own body is rarely the thematic object of experience’. Whilst the body remains absent in the corporeal background, specific physiological or social experiences trigger it to ‘dys-appear’, that is to ‘emerge problematically into direct consciousness’ (ibid: 84). Dys-appearance then refers to the appearance of the body as a problem, when it functions as an impediment to fulfil a task for instance. To conceptualise this re-appearance of the body, Leder uses the Greek prefix ‘dys’ (which points to something bad e.g. dysfunctional) in front of the verb ‘appear’ to discuss how the body dys-appears, that is how the body is experienced as ‘that which stands in the way, an obstinate force interfering with our projects’ (ibid: 84). Unlike disappearance, which indicates ‘that which never shows itself for structural reasons’, dys-appearance signifies a condition during which the body is experienced as an ‘alien presence’ (ibid: 74).
He distinguished between two forms of dys-appearance: ‘organic’ dys-appearance and ‘social’ dys-appearance. Organic dys-appearance pointed to the biological dysfunction of the body and included different forms, such as pain, fatigue and disability, which provoked the body to appear as a problem, since it failed to perform as required or expected (ibid: 97). The second mode of dys-appearance was the social one, whereby body’s appearance as a problem resulted from the alienating, objectifying gaze of the Other (Leder 1990). Social dys-appearance was ‘initiated by a discrepancy in power’ and the body’s susceptibility to the Other’s intentions (ibid: 98). Drawing on Foucault (1977), Leder perceived the body as ‘the setting of a microphysics of power (ibid: 98) and explored the internalisation of the objectifying gaze, which he regarded as the principle of social dys-appearance. Instances of social dys-appearance included the relationship between doctor and patient or student and teacher. 
Paterson and Hughes (1999: 603) adopted and adapted Leder’s concept of dys-appearance to discuss how ‘the impaired body ‘dys-appears’ as a consequence of the profound oppressions of everyday life’.  They stated:
One can argue - applying Leder - that the disablist and disabling socio-spatial environment produces a vivid, but unwanted consciousness of one’s impaired body. Here, the body undergoes a mode of 'dysappearance' which is not biological, but social.   For example, in the context of the ubiquitous disabling barriers of the spatial environment, one’ s impaired body `dys-appears’ - is made present as a thematic focus of attention (ibid: 603).
The main point in the above quote was that dys-appearance was not the outcome of biological dysfunction, as argued by Leder, but of a disablist and disabling socio-spatial environment. It was because of such socio-spatial arrangements that 
Unlike the non-impaired body which is customarily ‘unaware of itself until it is confronted by pain, the impaired body is permanently stunned into its own recognition as a consequence of the disablism which permeates everyday life (ibid: 608).     
As the term ‘socio-spatial’ pointed out, dys-appearance of the impaired body was not only a consequence of physical structures, but of disabling attitudes as well, such as being stared at, made fun of and so on. Such attitudes, though, did not come out of nowhere, but were the product of ‘institutional arrangements, which contextualise relationships in the lifeworld (Paterson and Hughes, 1999: 607). As Paterson and Hughes (1999: 603) argued: 
Impaired carnality ‘dys-appears’ in the context of intercorporeality and intersubjectivity because it is not recognised or celebrated in social space: it actively presents a challenge to the norms and conventions which inscribe it as ‘abnormal’. The objectification marked by ‘dys-appearance’ is, in itself, a manifest form of oppression.
Therefore, the impaired body’s dys-appearance was not intracorporeal, as implied in Leder’s understanding of organic dys-appearance, but intercorporeal and intersubjective (Paterson and Hughes 1999). 
A similar argument was developed by Titchkosky and Michalko (2012: 127), whose phenomenological approach aimed to de-naturalise ‘the hegemonic taken-for-granted character of the disabled-as-a-problem frame’. Drawing on Husserl’s (1970) and Schutz’s (1973) phenomenology, the authors interrogated how disability was always already framed as ‘a problem in need of a solution’ (ibid: 127), a framing which was taken for granted and remained unquestioned. In the natural order of things, disability represented that which have gone wrong (Michalko 2009). Titchkosky and Michalko (2012: 140-141) proposed:  
The need of a phenomenological approach in disability studies, then, is to understand disability as constituted as a space for critical cultural inquiry regarding the normative order that makes disability always already a problem. And, herein lies the political potential of a phenomenological approach to disability and disability studies - the experience of disability, our own or that of others, becomes the scene where we can frame how we experience embodied existence and thus disability becomes a place where culture can be examined anew, again and again.
The political potential of phenomenological disability studies was also recognised by Paterson (2001: 95), as he argued: 
A phenomenological approach to impairment is not an apolitical discourse. Phenomenology provides the conceptual tools to trace the ways in which oppression and discrimination becomes embodied and ‘lived’ through everyday reality. 
For Hughes and Paterson (1997: 335): 
Disability is experienced in, on and through the body, just as impairment is experienced in terms of the personal and cultural narratives that help to constitute its meaning. Impairment and disability meet in the body not as the dualistic clash of inner and outer phenomena, but insofar as impairment structures perceptions about disability and disablement is part of the `felt world’. 
The cultural narratives that shape the meaning of impairment and the problematic distinction between disabled/non-disabled people has been the object of analysis of poststructuralist approaches in DS, to which I turn next.  
[bookmark: _Toc37963515][bookmark: _Toc39337324][bookmark: _Toc39340074][bookmark: _Toc39585208]The Poststructuralist Approach  
In British DS, ‘post-modernism’ has become a dumping ground for anything and everything that appears to challenge the orthodoxy of neo-Marxism, historical materialism and the social model. The assumption of this volume is that this failure to engage with post-structuralist and post-modernist thought is to the detriment of DS (Corker and Shakespeare 2002: 13). 
This quote is from the edited volume ‘Disability/Post-modernity: Embodying Disability Theory’ (Corker and Shakespeare 2002), with a range of DS scholars sharing their thoughts about the potential generated from bringing poststructuralist theory into disability theory. Partly, I started with this quote, because some of those who acknowledged the potential of poststructuralism at that controversial time in British DS history were also the ones who wrote against it later (e.g. Shakespeare and Watson[footnoteRef:13]), as shown at the end of this section. But most importantly, this edited volume signified the re-evaluation of poststructuralist thought in DS, which was also a defining feature of CDS as discussed earlier. [13:  ‘For us, disability is the quintessential post-modern concept, because it is so complex, so variable, so contingent, so situated. It sits at the intersection of biology and society and of agency and structure. Disability cannot be reduced to a singular identity: it is a multiplicity, a plurality.’ (Shakespeare and Watson 2001: 19)] 

Foucault’s and Butler’s poststructuralist approaches have had a great impact on poststructuralist disability studies (Meekosha and Shuttleworth 2009). For instance, Foucault’s box of tools (Allan 1996; Tremain 2005), such as his work on the power/resistance nexus, the Panopticon and surveillance, subjectification and governmentality[footnoteRef:14], were utilised to provide new insights into how disability (and impairment) was produced, managed and experienced. According to Meekosha and Shuttleworth (2009: 57),  [14:  All these concepts are defined and explained within the analysis chapters that are employed. ] 

What makes Foucault’s ideas so useful to CDS is that they perform a radical de-familiarisation of modern institutions and practices as caring and benevolent and reveal technologies and procedures that classify, normalise, manage and control anomalous body-subjects (Foucault, 1978; Burchell et al., 1991).
Such an institution that classified, produced, normalised and governed such body-subjects for instance, was the school, as discussed by Foucault (1982). Drawing on this work, Allan (1996), for instance, examined how disabled students found themselves under the constant surveillance of school staff members and Holt (2004a, 2007) discussed how disability was socio-spatially (re)produced in schools. Graham and Slee (2008) also interrogated the discourse of inclusive education, questioning why those who need to be included now were excluded in the first place and into what they were invited to be included.   
Moreover, poststructuralist disability studies challenged the binary and essentialist thinking of modernist DS, problematizing distinctions such as disabled/non-disabled. For Shildrick (2013: 40), a poststructuralist approach offered ‘a strategy of queering the norms of embodiment’ and shared ‘a commitment to deconstruct the apparent stability of distinct and bounded categories’. She further argued that ‘The separation and distinction between diverse forms of embodiment is at best an expediency, and at worst a violent imposition of epistemic and/or material power’ (ibid: 34). From a poststructuralist perspective, there is not such a thing as a prediscursive body (Butler 1993), as the body is always and already into discourse[footnoteRef:15]. As Goodley (2016: 139) proposed, ‘Discursive disability studies push us to think that even something as apparently real, fleshy and physical as the human body has become materialised through discourse’. The discourses that produce and manage disability (and impairment) become the object of interrogation through what Goodley referred to as a ‘biopolitical analysis’ (ibid: 139). [15:  Here I am referring to a Foucauldian understanding of discourse:
ways of constituting knowledge, together with the social practices, forms of subjectivity and power relations which inhere in such knowledges and relations between them. Discourses are more than ways of thinking and producing meaning. They constitute the 'nature' of the body, unconscious and conscious mind and emotional life of the subjects they seek to govern (Weedon 1987:.108).] 

Critiques towards poststructuralist disability studies were developed both by materialists (Barnes 2012) and by scholars who had embraced poststructuralism before and turned to other approaches later, such as critical realism (Shakespeare 2014). The main argument of such critiques was that poststructuralist approaches played down ‘the material reality of disabled people’s lives’ (Barnes 2012: 23) and, therefore, de-radicalised disabilities studies by stirring the attention away from the material forces producing disablement ‘towards a politically benign focus on culture, language, and discourse’. Moreover, this vast interest in discourse and the discursive approach to impairment neglected the visceral experience of impairment (Siebers 2008; Shakespeare 2014). New materialists (Feeley 2016) also referred to the lack of engagement of poststructuralist approaches with materiality, but their discussion of materiality did not engage with Marxist materialism (focusing on the mode of production), but a Deleuzean materialism (explained in the next section). However, new materialists did not propose the abandonment of poststructuralist approaches, but their extension to consider the material (Feeley, 2016). Although I sympathise with the new materialist critiques, I disagree with the materialist and critical realist critiques in relation to poststructuralists approaches holding no political potential. As Goodley (2016: 139) argued, ‘Ethics and politics are at the very epicentre of post-structural theories’. It is just a matter that their political potential did not rely on the same identity politics that the former approaches put forward, which had as a basis biological essentialism. 
[bookmark: _Toc37963516][bookmark: _Toc39337325][bookmark: _Toc39340075][bookmark: _Toc39585209]The New Materialist Approach
In the past fifteen years post-conventional theories (Shildrick 2009) have also been adopted in CDS (Goodley and Runswick-Cole 2013: 4) as a way ‘to reframe the disabled bodies along the lines of capacity, potential, interconnection and possibility. New fields of inquiry, such as Deleuzian Disability Studies (see Bayliss 2009; Feely 2015; Goodley 2007a, 2007b; Roets 2009; Shildrick 2009; Simmons, Blackmore, and Bayliss 2008, Hickey-Moody, 2009), post-human and dis/human disability studies (Goodley et al. 2014; Goodley et al. 2016; Ktenidis and Goodley 2019) and new materialist disability studies (Feeley 2016, 2019; Gibson et al. 2016) have emerged. Here I focus on the new materialist approaches. The use of plural[footnoteRef:16] - approaches - is not coincidental, as new materialism is not one thing, but it is inclusive of different approaches e.g. diffractive approaches (building on Barad’s work e.g. the concept of intractions) (De Schauwer et al. 2018), assemblage approaches (drawing on Deleuze’s work e.g. the concept of assemblage Gibson et al. 2017). Their aim was to re-claim materiality and material embodiment, without falling into the trap of essentialism (Feeley 2016). To do so, they shifted the discussion from what a body is to what a body can do (actual capacities) and what a body could do (virtual capacities) (Feeley 2016: 870). As Feeley (2019: 871) maintained, ‘Because a body always/already exists within a specific material context, its capacities - the things it can and cannot do - are always contextual and relational’.  In the next lines, I discuss Feeley’s (2016, 2019) new materialist approach, which drew on Deleuze’s work.  [16:  Fox (2016) also refers to ‘new materialisms’ to indicate the range of perspectives fitting into this approach. 
] 

Feeley (2016, 2019) examined the treatment of sexuality of adults with intellectual disabilities in a community based service in the Republic of Ireland. Initially, he drew on poststructuralism (Foucault and Butler in particular), with the aim of ‘identifying discourses and exploring their implications for sexual subjectivity with the service’ (2019: 3). It was during the analysis of the data (Feeley started with a discourse analysis) that he realised that materiality, such as the architecture of the community setting, and the embodied experience e.g. embodied sensations such as fear and shame, were downplayed. In his search for an alternative, Feeley turned to Deleuzean materialism and to a DeleuzoGuattarian assemblage analysis, which would enable him to acknowledge both the material and discursive forces. Feely (2016: 871) maintained:
Crucially for disability studies, Deleuzian materialism avoids a return to essentialism or ‘normal’/‘impaired’ distinctions, whilst allowing us to recognise the very real limitations some bodies face. To explain, it avoids essentialism by affirming that all human bodies differ from each other and that each and every body is in a process of continual change and becoming, always differing from its younger self (Hickey-Moody and Woods 2008). However, this does not prevent us from acknowledging a body’s limitations. At certain points in its process of becoming, and within certain contexts, a particular body will experience a whole range of limitations or things they cannot do.
Unlike the concept of impairment effects, which Thomas described as biosocial, Feely provided a different way to discuss them, that is by paying attention to the context within which such limitations were experienced. 
Following the engagement with Deleuzian materialism, a DeleuzoGuattarian assemblage analysis was put forward by Feeley (2016) (see also Gibson et al. 2016). For Feeley (2016: 880),  
the DeleuzoGuattarian methodology of assemblage analysis potentially allows disability scholars to create ever more complex and in-depth - but always incomplete - analyses of disability-related issues. Such analyses would allow us to explore, from a multiplicity of analytic perspectives (biological, technological, economic, discursive, etc.), how disabling/enabling assemblages emerged and how they function in the present. Crucially, this analytic approach would also encourage us to move beyond critique and to begin thinking productively and creatively about how disabling assemblages could be altered or made to function differently.  
Besides avoiding reductionism, an assemblage analysis also opened the way to political change. As Feeley (2019: 879) clarified, 
assemblage analysis is not simply an academic attempt to describe the phenomenon, it is also a form of activism that may open up new ways of intervening in, affecting and changing the phenomenon in a positive way.
Following the discussion of a range of approaches for the study of disability is a summary with the reasons I chose CDS as the theoretical framework for this research. 
[bookmark: _Toc39337326][bookmark: _Toc39585210]Rationale(s) for choosing CDS 
In this section, I introduced what a CDS perspective looks like, starting with a reference to some of the differences between CDS and DS and continuing with a discussion of the former’s different approaches. Here I refer to the three reasons that led me to choose CDS as one of the theoretical frameworks for this research.
Firstly, as it has already been demonstrated, CDS are characterised by a theoretical openness, meaning that they always sought for theoretical allies that can provide nuanced understandings of the disability experience (Goodley et al. 2019). As argued earlier, this was not the case with British DS, in which those who engaged with theories other than Marxism e.g. poststructuralism, were seen as heretical (Meekosha and Shuttleworth 2009). Besides their theoretical inclusivity, CDS are also characterised by their critical ethos (Meekosha and Shuttleworth 2009). For Goodley (2013: 632), 
critical self-appraisal is evident in the very name and nature of critical disability studies: the word ‘critical’ denotes a sense of self-appraisal; reassessing where we have come from, where we are at and where we might be going. 
Flynn (2019: 9) asserted:
the particular form of critical self-appraisal, inherent within critical disability studies, may be productively repurposed more broadly in disability studies, or indeed further capitalised upon within present applications.
Thirdly, CDS provide solid frameworks for political activism and change, despite the critiques that proposed the opposite (Vehmas and Watson 2014). In my discussion of every single approach, I made a point of how each of them had a political potential, which, if taken upon, could provoke change. For instance, for a new materialist scholar, an assemblage intervention which would enable both the actual and the virtual capacities of the disabled body would be one way forward, whilst for a phenomenologist the process of questioning the taken-for-grantedness of disability could provoke a change in the naturalisation of disability as a problem. 
For the above three reasons, I do believe that CDS constitute the most suitable framework. As Campbell (2009: 198) maintained: 
The narratives and the lived experiences of people with disability can be more intimately embraced and understood through critical disability studies. There is an ethos in critical disability studies whereby people with disability are both subjects and objects of the process of theorisation. 
[bookmark: _Toc39585211]Finding my theoretical orientation to disabled childhoods 
What kinds of readings do we draw upon to make sense of disabled children? To what extent are our narratives only partial accounts of the complexity of ‘disability’ and ‘childhood’? Are we in danger of empowering dangerous readings that create pathological versions of childhood?  (Goodley & Runswick-Cole 2012a: 55).  
The theoretical choices we (researchers) make, including the readings we base our epistemological, ontological and axiological claims on, have certain effects on those we speak with/of e.g. in terms of how they are viewed (Goodley and Runswick-Cole 2010a). In this section, I start with a review of how disabled children and young people have been researched and constructed through various theoretical lenses, drawing on Davis’ (2013) and Watson’s (2012b) distinction between different models and research approaches to disabled childhood(s)[footnoteRef:17] respectively. Then, I turn to the field of DCCS, discussing its emergence in the last decade and what it does differently compared to the approaches discussed earlier.    [17:  I use childhoods in the plural to indicate that childhood is not one fixed, universal thing.  ] 

[bookmark: _Toc39585212]Classic Disability Studies Research on Disabled Childhoods
Disabled children and young people have been the objects/subjects of research for a long time, with a range of disciplines, such as Medicine, Psychology, DS and CDS, employing their own theoretical perspectives and methodologies to understand disabled childhoods. Such research covered different topics, including (but not limited) the ab/normal development of disabled children, potential treatments to fix or normalise their impairment and the deficits which came with it, their schooling experiences and the disablism they encountered (Priestley 1998; Davis and Watson 2002; Whitburn 2017). Here I draw on Davis’ (2013) and Watson’s (2012b) distinctions between different approaches to disabled childhoods to explore how disabled children have been viewed through the lenses of each approach.    
Davis (2013) distinguished between four theoretical positions/models used to explore disabled childhoods: a) medical models b) a social model of childhood disability c) holistic/ecological and d) post-modernist/poststructuralist. Watson’s (2012b) distinction was chronological, distinguishing between ‘early research on disabled childhood’ (ibid: 193), research on disabled childhood informed by British Disability Studies, particularly the social model and social relational model, CDS approach, and his proposal for a critical realist framework. Here I review all the approaches, except for the holistic/ecological and the critical realist ones, as they are not pertinent to this thesis.  
The first model used to research disabled childhood in the Global North, which is still prevalent (Curran et al. 2018), was what was referred to as the medical, individualised, psychologised, deficit model (Davis 2013; Watson 2012b), characterised by ‘the persistent professionalisation, medicalisation and pathologisation’ (Curran et al. 2018: 45) of disabled childhood[footnoteRef:18]. Within this model, disabled children were pathologized for not meeting the normative, Global North developmental milestones of childhood (Burman 2017; Davis 2013) and they became the target of professional interventions that aimed to normalise them (Mallet and Runswick-Cole 2014; Mills and LeFrancois 2018). Disabled children and young people were depicted as passive and dependent and the primary focus of research was their impairment and the ‘adversities’ that came with it (Priestley, 1998).  [18:  Here I use the singular version, because this model represents disabled childhood as a fixed experience. ] 

One of the main critiques of this model was that it situated the ‘problem of disability’ in disabled children’s bodies, ignoring how disablism and ableism reinforced a certain type of normative childhood, which excluded disabled children (Davis 2013). Moreover, not only such a model individualised the problem - as if it was the problem of the individual - but it also expected the individual (or their family) to act ‘responsibly’ by seeking the appropriate treatment or intervention for the problem to be fixed (Burman 2017). 
The second model - a social model approach to disabled childhood - moved the attention from the disabled children’s bodies as problems to the structural, attitudinal and cultural barriers that disabled their bodies, meaning that the focus was placed on disabled children’s experiences of disablism (Priestley 1998; Morris 2003). Shakespeare et al. (1999) explored, for instance, how young disabled people’s experiences of their impairment, of the professional services they were provided with and the social relationships with peers, parents and professionals (including teachers: see Davis and Watson 2001) were affected and shaped by structural and cultural barriers. However, Connors and Stalker (2007) claimed that the social model had not paid enough attention to the experiences of disabled children. In their research, Connors and Stalker (2007) drew on Thomas’ (1999, 2007) social relational model to examine the ‘barriers to being’ and the ‘barriers to doing’ that disabled children dealt with in their everyday lives and they called for greater attention to the psycho-emotional disablism disabled children experienced (see also Worth 2013 for a socio-relational understanding of disability at school). As it has been argued earlier, the experiences of structural (or ‘barriers to doing’) and psycho-emotional disablism (barriers to being) in this research constituted a major theme. 
However, social model approaches to disabled childhood were critiqued for occasionally depicting disabled children as passive against the disabling barriers they faced (Priestley 1998) and representing disabled children as a homogenous group (Priestley 1998; Morris 1998) and, therefore, not accounting for their differences. These two points of critiques addressed two main sociological issues: the structure versus agency debate (see Tisdall 2001) and the issue of intersectionality (see Erevelles 2011; Liasidou 2013). In relation to the former, Davis and Watson (2001) and Morris (1999) discussed disabled children as social actors and agentic and referred to moments of resistance to the disablism that they faced at schools. Regarding the issue of homogenisation, Kelly (2005) and Watson (2012b) noted that, in their research with disabled children, their impairment was only one aspect, but not necessarily the most important, in their lives. However, it was the professionals and parents that emphasised the issue of impairment as the most impactful on disabled children’s experiences (Kelly 2005). 
Poststructuralist approaches to disabled childhood went a step further by questioning the essentialism of the categories of ‘disability’ and ‘childhood’ (Davis and Watson 2002; Goodley and Runswick-Cole 2011b) and investigated how these were performed or resisted in the everyday lives of disabled children. Davis (2013: 421) maintained:
At the heart of this analysis is the idea that disabled children’s identities can be fluid; they and  their impairments will have diﬀerent meanings in diﬀerent social contexts and there will be times when they do not wish to be deﬁned as disabled in the social model sense because (disability being a social construct) they are not encountering barriers at that speciﬁc moment. 
Davis (2013) attributed the development of such approaches to the impact that the new sociology of childhood had on DS (see also Mallet and Runswick-Cole 2014) and the adoption of poststructuralism, such as Butler’s and Foucault’s work, by DS scholars (Allan 1996, 2008; Holt 2004a, 2010). For instance, such approaches focused on how disabled children became the target of different forms of power (disciplinary, regulatory, sovereign)[footnoteRef:19] in schools (Allan 2008; Douglas 2010). Watson (2012b), on the other hand, related such positions to the emergence of CDS (Meekosha and Shuttleworth 2011; Shildrick 2013; Goodley 2013) and their impact on research with disabled children. Research projects such as ‘Does Every child matter, post-Blair? The interconnections of disabled childhoods’ (Goodley and Runswick-Cole 2010, 2012b) and ‘Resilience in the lives of disabled children across the life course’ (2012-2013) (Runswick-Cole and Goodley 2013; Runswick-Cole, Goodley and Lawthom 2018) were illustrative of such poststructuralist approaches to disabled childhoods, which aimed to provide different understandings of disability and child than the ones that ‘pathologise, other and separate disabled children from their peers, their families and the wider community’ (Goodley and Runswick-Cole 2012a: 53). For instance, in ‘Reading Rosie’, Goodley and Runswick-Cole (2012a) provided four different readings[footnoteRef:20] of how Rosie, a young girl with the label of autism, could be viewed. Similarly, the same authors (2013: 1) utilised two different readings, a social psycho-analytic one and a post-conventional one, to consider the ‘cultural constitution of the disabled body as lack’ and ‘the disabled body as productively demanding imaginative theoretical and practical responses’ respectively.    [19:  These forms of power are further explained in the analysis chapter focusing on the teaching assistants.]  [20:  A) Autism canon (or a biomedical understanding of autism), B) A social model approach C) A Nordic relational model D) A Socio-cultural lens. ] 

A point of critique against CDS approaches to disabled childhoods was developed by Watson (2012b: 198) who proposed: 
It is, for example, hard to see how a theory that denies the existence of basic categories can promote the development of communities of resistance[…].CDS has no conception of the real, and despite it calls for recognition of diversity, it has done little to challenge exclusion. 
Interestingly enough, it was only 10 years ago that Davis and Watson (2002: 160) had spoken in favour of poststructuralist approaches: 
Much research on disabled children rests on a fairly unreflexive acceptance of the distinction disabled/non-disabled and child/non-child. There is an essentialist and totalising understanding of both disability and children as categories. 
Moreover, Goodley and Runswick-Cole (2013) made clear that CDS approaches to disabled childhoods also served emancipatory purposes by focusing on the potential of disabled and non-normative bodies to disrupt and trouble the norm. Therefore, the emancipatory politics that CDS promote did not draw on the same identity politics that relied on biological (and humanist) essentialism (Galvin 2003; Shildrick 2013; Overboe 2013) that Watson (2012b) proposed. Furthermore, as Goodley and Runswick-Cole (2015b: 52) maintained:  
In CDS, disabled childhoods have been firmly replanted: from a psycho-medical ground which disability is viewed as synonymous with impairment into the fields of politics, sociology, critical psychology, educational studies and social policy which emphasise the socio-political conditions of disablism. 
So far, I have provided a review of the different models used to research disabled childhoods drawing on Davis’ (2013) and Watson’s (2012b) analytical distinctions. For instance, the medical, deficit model was (and still remains) the predominant one in research on disabled children and young people. A social model approach, especially its social relational version as articulated by Thomas (2007), was significant in discussing the impact of both structural and psycho-emotional disablism on the experiences of disabled children. The poststructuralist approach interrogated the categories of ‘child’ and ‘disability’ and how these played out to marginalise, other, subjugate and exclude disabled children as well as how these categories were performed and/or resisted by them. 
In the last decade, a new approach to disabled childhoods, which draws on CDS, has been developed: Disabled Children’s Childhood Studies (Curran and Runswick-Cole 2014; Runswick-Cole et al. 2018). In the next part, I discuss the emergence of this approach and what it brings into the research of disabled childhoods or what it does differently.  
[bookmark: _Toc39585213]Emergent Disabled Children’s Childhood Studies 
In order to understand the experience of disabled children it is necessary to engage simultaneously with new approaches to disability and with new approaches to childhood (Priestley 1998: 207). 
Writing at the end of the 1990s, Priestley spoke of the need for new approaches to disability and childhood. Partly, this need was responded to through the engagement with some of the approaches discussed previously e.g. a social model understanding of disabled childhoods, and the impact of the new sociology of childhood on DS, which called for the identification of (disabled) children as social actors (Kelly 2005; Davis 2004). However, a full response to that call (from my perspective) has been given with the emergence of Disabled Children’s Childhood Studies (Curran and Runswick-Cole 2014) in the last decade.  DCCS[footnoteRef:21] signified a ‘paradigmatic turn’ (Goodley 2020, n.p.) and a ‘distinct approach (Curran and Runswick-Cole 2014: 1617), which attempted to ‘reinvigorate debates and to challenge the persistent professionalization, medicalisation and pathologisation which continue to dominate accounts of disabled children’s everyday worlds’ (Curran et al. 2018: 45). They emerged the last decade through an international assemblage of disabled children and young people, disabled scholars and activists, parents/carers of disabled children and allies and academics. They all came together during various events, such as conferences (Curran et al. 2018; Curran and Runswick-Cole 2014) and the outcome were two books, ‘Disabled Children’s Childhood Studies’: Critical approaches in a global context’ (Curran and Runswick-Cole 2013) and ‘The Palgrave Handbook of Disabled Children’s Childhood Studies’ (Runswick-Cole et al. 2018). In both books disabled children’s childhoods and voices were centred (Curran and Runswick-Cole 2014).  [21:  It is worth clarifying here the Western origins of DCCS, meaning that many of the authors discuss Western childhoods. However, DCCS do aim to have a global reach and discuss disabled childhoods in non-Western contexts (Runswick-Cole et al. 2018a). ] 

DCCS called for ‘a reorientation of research with disabled children’ (Curran et al. 2018: 46), a reorientation which ‘is not only a matter of involving disabled children in research, but questioning what is constructed as the problem to be researched’ (Curran et al. 2018: 46, italics in the original). One of DCCS’s aims was ‘to enable disabled children to step outside the ‘normative shadows’[footnoteRef:22] that so often cloud discussions of their lives (Overboe 2004)’ (Curran and Runswick-Cole 2014: 1618).  Not only did DCCS offer a critique of such limited accounts of disabled childhoods, but they further theorised the disruption of the norm that disabled children pose as something desirable and productive (Curran et al. 2018). DCCS further focused on the disabled children’s positive contributions to their communities (Curran et al. 2018). Furthermore, DCCS recognised  [22:  To varying degrees most people are restricted by “normative shadows”- a somewhat enigmatic and elusive concept - that lead to the suppression of desires that do not conform to accepted norms. Like most shadows, normative shadows cannot be grasped in a material way. They remain a feeling, a sense that one is constantly being judged according to differing criteria of normality. Like all shadows, normative shadows are elusive yet always present, simultaneously everywhere and nowhere. (Overboe 2007: 229)] 

The copious emotional work and labour coming from surviving disablism and living through ableism.  From endlessly negotiating with multiple professionals, systems and policies to performing disability in ways that enable resources and from support and advocacy to managing the psycho-emotional consequences of being marked as Other, the affective politics of disability are brought to bear in ways seldom considered in other ways of knowing and theorising childhood (Runswick-Cole et al. 2018a: 649). 
Such recognition was of particular importance, because it both acknowledged the psycho-emotional disablism disabled children encountered as well as the hidden emotional labour they put to cope with it. These were also issues that were brought up in the participants’ stories. 
Theoretically, DCCS engaged in a critical dialogue with DS and Childhood Studies (Curran and Runswick-Cole, 2014). Disabled children remained ostracised from both Childhood Studies for not embodying the ‘normal’ developing, agentic child (Runswick-Cole & Curran 2013; Curran and Runswick-Cole 2014; Mallet and Runswick-Cole 2014; Underwood et al. 2020), and British Disability Studies, which were described as an adult-centric discipline for not having paid enough attention to disabled children’s lives (Curran et al. 2018; Connors and Stalker 2007). Another central theoretical concept of DCCS was intersectionality, as it ‘starts with childhood and disability but never ends there’ (Curran and Runswick-Cole 2014: 1619). The imbrication of disabled childhoods with other forms of exclusion (Goodley and Runswick-Cole 2010) made intersectionality integral to make practices of exclusion visible (Curran, 2013). 

DCCS then challenged the ways that disabled childhoods have been understood so far e.g. the disabled child as a traffic figure (Shakespeare and Watson 1998) by centring disabled children’s and young people’s (and disabled adults’ retrospective) stories of what it is and feels like to be a disabled child and/or young person. For this to happen, a shift in the way research on disabled children was conducted needed to take place, which meant moving away from the tokenistic participation of disabled children. Hence, DCCS held methodological and ethical implications on how to research with disabled children, which are discussed in the methodology chapter.    
[bookmark: _Toc39585214]Reviewing the Literature on Young People with Restricted Growth 
This section focuses on the empirical studies conducted on children and young people with Restricted Growth (and short stature) from a range of disciplines, such as Psychology, Education and Medicine. The review of the studies follows a discussion of methodological critiques of them and their problematic implications. Finally, a discussion of the role of height(ism) in the school classroom takes place. 
[bookmark: _Toc37963522][bookmark: _Toc39585215]Psychological Studies 
Children have been a more popular focus than adults, but for both, attention has often focused on psychosocial issues such as the relative disadvantage of short stature per se (Thompson et al. 2008: 2, my emphasis).
Reflecting on the available research around Restricted Growth[footnoteRef:23], Thompson et al. (2008) argued that research has tended to focus on children rather than adults and the conclusions it reached was that shortness was inherently negative (‘a relative disadvantage’). Shortness was described as a ‘handicap’ (Medeiros 2016), a ‘disability’[footnoteRef:24] (Law 1987) and a psycho-social disadvantage and/or burden (Eihozer et al. 1999), especially during childhood and adolescence. De Onis et al. (2012: 1, my emphasis), discussing the urgent need for the adoption of international growth standards produced by the World Health Organisation, proposed that  [23:  Thompson et al. (2008) used the term skeletal dysplasia. ]  [24:  Disability as a deficit and tragedy. ] 

The assessment of growth in children is important for monitoring health status, identifying deviations from normality and determining the effectiveness of interventions. The significance of timely detection of poor growth in early life resides in its association with adverse functional consequences, including poor cognition and educational performance, low adult wages, lost productivity…
Not only shortness was discussed in negative terms because it constituted a sign of deviation from ‘normal’, ‘typical’ development (Tanner 1986), but it was also regarded a trigger for other deficits e.g. behavioural, psycho-social and emotional deficits on which child psychologists shed light. The child with RG became the object of psychological and medical research since the end of the 19thth century (Medeiros 2016). Many psychological studies proposed that RG (and shortness) was the source of a range of behavioural and emotional problems for children and young people with RG (Abbott et al. 1982; Gordon et al. 1982; Money and Pollitt 1966; Stabler et al. 1994). These studies recruited children and young people with various RG conditions who had been involved in clinical trials and used standardised psychological tests[footnoteRef:25] that children, their parents and their teachers had to fill. In a similar manner, a good deal of psychological studies proposed that children and young people presented poor social skills (Stabler et al. 1994; Steinausen and Stahnke 1976) and were social withdrawn and isolated (Apajasalo et al. 1998; Stabler et al. 1980; Stace and Danks 1981). Furthermore, several studies suggested that children with RG had low self-esteem as a result of their shortness (Apajasalo et al. 1998; Brust et al. 1976; Gordon et al. 1982; Money and Pollitt 1961; Rotnem et al. 1977).  [25:  For more details on the methods, sample, findings of those studies see the table in appendix 1. ] 

Frankel (1996: 470), for example, discussed children with RG in the following way: 
Recognizing their comparative smallness left them feeling vulnerable and humiliated. They responded with envy and rage toward normally endowed children and vindictively used their intellect to outwit and defeat others. They acted as if their suffering exempted them from ordinary social rules and expectations. Their preoccupation also resulted in arrests in cognitive and social development. Their distrust and intention to deceive and defeat posed particular problems for treatment.
Not only was RG (and shortness) believed to come with behavioural and psycho-social deficits and low self-esteem, it was also linked with cognitive deficits and poor academic performance. Adelson (2005c) suggested that this was the case only with certain RG conditions, such as Russel syndrome. Certain psychological studies focused on particular RG conditions, such as Growth Hormone Deficiency and achondroplasia, and argued that children with the former had a lower IQ and children with the latter had an average IQ (Pollitt and Money 1964; Todorov et al. 1981). Other clinical studies explored a range of RG conditions and proposed that children with RG had a lower IQ compared to their peers (Dowdney et al. 1987; Stabler et al. 1994). On the other hand, there were also clinical studies that argued for the opposite, asserting that children’s IQ was within the normal distribution (Law 1987; Lee and Ronsefeld 1987). 
It was further argued that the aforementioned psychosocial problems usually carried on to adulthood (Adelson 2005c: 133), affecting the quality of life of short individuals (Stace and Danks 1981). Morrison (2019: 510) discussed how the ‘formal testing for quality of life (QoL) and psychological well-being was one way of framing the putative psycho-social burden of shortness’. As Medeiros (2016: 116) proposed, ‘the psychological literature concerning short-statured children is remarkable in that, with few exceptions, the conclusion is that shortness is a handicapping[footnoteRef:26] condition’. [26:  This is the author’s wording. ] 

[bookmark: _Toc37963523][bookmark: _Toc39585216]Educational Studies
The cognitive deficits triggered by RG were also related to the poor academic performance of children with RG. For instance, studies comparing the educational attainment between short children and their ‘average-height’ siblings suggested that the taller siblings performed better in schools compared to the shorter siblings (Magnusson et al. 2006; Silventoinen et al. 2000; Teasdale et al. 1991), attributing such differences to the relation between height and cognition (simply put: the taller, the smarter). Besides cognitive deficits, the poor academic performance of children with RG was also associated with a range of other factors, such as poor work habits, tendency to tire easily, short attention span, need for approval, low self-esteem and social withdrawal (Wilkinson 1988). An exception to positioning the ‘problem’ of poor academic performance in the children’s bodies was Voss et al.’s (1991) and Dowdney et al.’s (1998) studies, which noted that children with RG who were underperforming usually belonged to working class families, considering thus the role of the class in academic performance. As Adelson (2005c: 126) noted, ‘[t]he problem of underachievement was always situated in the body of the individual or the environment’.
Furthermore, several studies found that children with RG had repeated the same class during their schooling, a phenomenon known as grade retention. Abbott et al. (1982) related grade retention to long periods of being absent from school due to long-term hospitalisation, whereas Stace and Danks (1981) noted that children with a ‘marked height problem’[footnoteRef:27] and those who had started school younger were the ones who had to repeat the same class. Holmes et al.’s (1982) longitudinal study involved different stakeholders - parents and teachers - who attributed grade retention to different reasons. Parents initially associated grade retention with their children’s small size and immaturity. The same parents were also asked two years later about the rationale for grade retention, after their children got tested for their academic performance, after it was reported that they had a lower IQ than what it was expected based on their chronological age. Parents then attributed grade retention to their children’s poor academic performance, since they were convinced that their children’s IQ was lower (Holmes et al. 1984). In the same study, teachers had linked grade retention with the children’s personality and behavioural problems. Wake et al. (2000) also noted that decisions on grade retention were highly influenced by the gender (boys in particular) and the height of the students.  [27:  Stace and Danks (1981) distinguished between those with a marked height problem and those of near normal height and the reasons of their retention. ] 

So far, I have discussed how the child with RG was researched and depicted by psychological and educational studies, which proposed that RG (and shortness) came with various other deficits, such as behavioural, social, cognitive and self-esteem ones. A solution put forward for overcoming such deficits was the production of the growth hormone, discussed in the next section. 
[bookmark: _Toc37963524][bookmark: _Toc39585217]Medical Studies
While various forms of growth hormone were used since the beginning of the 20th century (Medeiros 2016), it was the production of the synthetic form of human Growth Hormone (hereinafter hGH) by Genentech in the 1986 and its advantages - product’s safety, increased quantity and low cost - which led to the popularisation and wider use of it (Conrad and Potter 2004). The purpose of it was to increase the height of children diagnosed with an RG condition e.g. human growth hormone deficiency.[footnoteRef:28] In a survey of paediatric endocrinologists, Cutler et al. (1996) found out that their recommendation of hGH depended on their beliefs in relation to the impact of short stature on the well-being of children and the effectiveness of the treatment. Similar were the findings from Morrison’s (2019) comparative qualitative study with paediatric endocrinologists in the UK and the USA, asserting that how shortness was perceived (e.g. as a problem) affected their decision on whether they would recommend hGH or not.  [28:  It is worth noting that the targeted marker for human Growth Hormone ended up including short-statured children without a medical diagnosis (Conrad and Potter 2004). ] 

Besides the couple of inches that hGH was advertised to add to short children’s stature, it was also argued that hGH would also mitigate the adversities triggered out of their stature. For instance, the National Cooperative Growth Study[footnoteRef:29] (Stabler et al. 1994; Stabler et al. 1998) suggested that the behaviour of the children with Growth Hormone Deficiency (GHD) and those with Idiopathic Short Stature (ISS) was improved after being treated with hGH. Similar findings with the National Cooperative Growth Study were proposed by Chaplin et al.’s study (2011), which recruited ninety-nine short-statured children (thirty-two with GHD and sixty-seven with ISS) who had been referred for hGH treatment. The authors argued that the behaviour and the self-esteem of these children were improved after the treatment. Moreover, McGauley (1989), McGauley et al. (1996), Stabler (2001) and Quitman et al. (2019) asserted that the hGH treatment further enhanced the quality of life of short-statured children. Nevertheless, such findings were contested by other studies. For instance, the Wessex Growth Study (Downie et al. 1996) and other studies (Theunissen et al. 2002; Visser-van-Ballen et al. 2007) found no difference in short children’s behaviour, psycho-social functioning or self-esteem after being treated with hGH  and no improvement on the quality of life was noticed either (Sandberg 2003; Kelnar et al. 1999).  [29:  This study started in 1985 and it closed in 2010. ] 

While the above studies relied predominantly on quantitative methods, Rott (2010) recruited four adult participants and interviewed them in depth regarding their experiences of having been treated with hGH during their childhood. Her participants discussed how the treatment was experienced both as stigmatising, a stigma materialised for instance in the bruises due to the injections that they struggled to conceal, and normalising in terms of being represented as a means to bring their ‘abnormal’ body back to ‘normality’.  
In a summary, the hGH was represented as the panacea to the problem of RG and its accompanying deficits, which were positioned on the children’s bodies. However, the above psychological, educational and medical studies did not remain without critique, as I discuss in the next section.  
[bookmark: _Toc39585218]Methodological Critiques & Problematic Implications
Following the discussion of the findings of the previous studies, I consider some points of critique of their methodologies, which put in question the validity of such findings. These critiques focus on issues around sampling, the methods (questionnaires, self-reports) and tests that were used to collect the data, and the funding bodies of some of these studies. A table with details (methods, tests, sample, funding body) about the studies discussed can be found in Appendix 1. 
In their systematic review of the literature around RG, Thompson et al. (2008) proposed that for the majority of studies, there was a lack of transparency in relation to response rates or characteristics of the sample and the samples included only a small number of participants. Moreover, most studies recruited from hospital clinic lists (e.g. John Hopkins Hospital) and/or interest organisations (e.g. Human Growth Association), resulting potentially in biased samples, which were not necessarily representative of the wider population of people with RG (Thompson et al. 2008). The clinic-based research was also criticised on the grounds of ‘referral bias’, which ‘exists when more children with SS (short stature) who have academic or behavioural problems are referred to clinics and subsequently participate in research than those who do not have such difficulties’ (Kranzler et al. 2000: 96). This meant that the children who were found with behavioural and academic problems were also the ones who had already been referred to clinics for such reasons prior to participating in the research. 
Additionally, many studies based their findings on the parents’ and teachers’ reports of how children and young people with RG behaved (Lee et al. 2009), leaving children’s and young people’s own perspective out of such discussions. Children and young people with RG constituted an ‘absent presence’, meaning that they were tested, observed, spoken of and participated in the research in tokenistic ways, but they were never really listened to. Moreover, concepts such as self-perception, popularity, quality of life, and behavioural issues were vaguely defined, if at all (Thompson et al. 2008), and the tests that were used to measure them have been the objects of wider critique (for a strong critique of developmental psychology’s measuring techniques, including tests, see Burman 2017). Moreover, the bias of researchers towards people with RG was brought up. For instance, Wynne-Davies and Patton (1991) suggested that there was an over-estimation of mental retardation[footnoteRef:30] among children with RG, which potentially reflected the researchers’ prejudices against this group.  [30:  This is the authors’ wording. ] 

Another illuminating finding of re-reading the studies around hGH was that many of them (see the relevant table) were funded by Genentech, the primary manufactured of the hormone, or charities that supported the use of the hormone, such as the Human Growth Foundation. For instance, child psychologists, such as Stabler, whose research was funded by Genentech, was among the ones that researched and spoke extensively about children’s suffering due to their shortness and its alleviation through the hGH treatment. Medeiros (2016: 134) spoke of the ‘synergy between child psychologists’ research and pharmaceutical companies’ financial endeavours’. 
Besides the methodological critiques of the above findings, I was also interested in their problematic implications on how young people with RG were spoken of and understood. Here I pause to consider what the above studies teach us about (disabled) childhoods and what youths with RG looked like, what the problem was and where it lied. Children and young people with RG were spoken of and viewed in the above studies through psychologised, deficit discourses, always lacking (in height, in cognition, in social skills etc.) and suffering from their condition. They were depicted as tragic figures (Shakespeare & Watson 2001), who could only be saved through medical interventions.  Drawing on a medical, individualistic, deficit model of disabled childhoods or what Watson (2012b: 193) referred to as the ‘early research on disabled childhood’ they were pathologised for not developing normatively and the focus of the research was their impairment and its adversities. The problem then was positioned in their ‘faulty’ bodies, which had to be normalised to alleviate their ‘suffering’. As Mills and LeFrancois (2018: 51) maintained:  
child-focused development initiatives often justify the child as site of intervention through appeal to a developmental narrative of early intervention, constructing children as "objects for adult and institutional intervention” (Valentin & Meinert, 2009, p. 23). 
A means for normalising children with RG was the hGH (Morrison 2015), which promised that it would align the short body with what was (and still is) deemed by the physician as ‘normal’, that is to achieve the ‘normal abnormal’ (Mallet and Runswick-Cole 2016), as well as it would resolve the behavioural and self-esteem issues. What the treatment with hGH did then was to reinforce the message that shortness was a problem situated in the individual body, which had to be fixed, concealing the way the social structures and dominant ideologies that (re)produced such a problematic view of the short body in the first place (Allen and Frost, 1990). As Clare (2017) and Cadwallader (2007) noted, biomedical treatments were neither apolitical nor neutral, but they served particular purposes, such as making huge profits for pharmaceutical companies (Morrison, 2018) and contributing to the pharmaceuticalisation[footnoteRef:31] of short stature and to pharmaceutical childhoods[footnoteRef:32] (Mills 2014). What happened then was that, as Hughes and Paterson (1997: 336) proposed, ‘disability (as) oppression becoming embodied as ‘suffering’’. As Cadwallader (2007: 391) argued: [31:  Short stature as a site for pharmaceutical intervention.]  [32:  Mills refers to the use of psychotropic drugs to children for the treatment of ADHD. ] 

With the availability of normalising treatments, suffering operates as the perfect motivation or even compulsion for individuals to normalise. Increasingly, the way one takes responsibility for one’s suffering is to normalise. Individual normalising treatments are a quicker and surer fix for suffering than cultural change, and normalisation becomes practically the only responsible choice a sufferer can make, especially given that the refusal to normalise is characterised as even more deviant.
Therefore, as Adelson (2005c: 146) maintained: ‘’fixing’ the stigmatized individual rather than mending society’s attitudes becomes legitimized as the best way of avoiding society’s rebuff’. Or, according to Oliver, this was a classic case of ‘the use of this positivist paradigm as methodological individualism that seeks to point to what is wrong with individuals rather than what is wrong with society’ (Oliver 1991, cited in Runswick-Cole et al. 2018a: 648). This discourse of suffering is then positioned exclusively on children’s and young people’s bodies with RG, constructing such suffering as neutral and leaving its social roots intact (Ktenidis 2020). However, there is some research that has attempted to shift the attention from the individual body to society, and in particular to the value attributed to height. It is this research I turn to next.  
[bookmark: _Toc39585219]Height(ism) as the Elephant in the (Class)Room 
Negative perceptions by average-statured persons (employers, schools, and workmates) represent the greatest barrier to a normative lifestyle for dwarfs (Adelson 2005c: 144).
It was in 1975 that Feldman, an American sociologist, referred to the notion of heightism, that is the discrimination based on one’s height (Feldman 1975). A quick glance at the heightist metaphors permeating the language is illustrative of how shortness is equated with inferiority: ‘shrimp’, ‘small fry’, half pint’ (see also the table with heightist language in Appendix 2). Clopper et al. (1994) and Heider et al. (2013)) also referred to the positive and negative traits attributed from adults and children to the tall and short stature respectively (e.g. tall stature as imposing and short stature as feisty), demonstrating how perceptions around stature were shaped from a very early age and were maintained at later ages.  
While the effects of heightism have been explored in relation to employment (Case and Paxson 2008; Heineck, 2005; Persico et al. 2004) and interpersonal relationships (Persico et al. 2004), focusing predominantly on adults, less attention has been paid to how heightism occurs in school classrooms and in what forms it takes place. One form that heightism took in schools was what Cinnirella et al. (2009: 408) referred to as the ‘height-school premium’, which pointed out how ‘taller students obtain on average more favourable school track decisions by primary school teachers compared to their smaller peers, independent of their academic performance’. Such school track choices did have an impact on students’ future plans in terms of accessing higher education. The authors attributed the height-school premium to two factors: firstly, it was a case of ‘pure discrimination against short students’. Secondly, they argued that teachers rewarded higher social skills that taller students had already developed, which was similar to the discourse of the above psychological studies about short students lacking social competence (Persico et al. 2004). Therefore, the latter argument fell back into the trap of holding short students accountable for not developing the ‘appropriate’ social skills.   
Nevertheless, several studies (Villimez et al. 1986; Black and Kassenboemer 2017; Smith and Niemi 2007; Cinnirella et al. 2009) explored how teachers’ perceptions of students’ academic performance were associated with the latter’s body size (height and weight) and gender and how such perceptions were materialised in teachers’ assessment of the academic competence of the students. Black and Kassenboehmer (2017: 3), writing from Australia, looked at how features such as weight, height, gender and ethnicity influenced teachers’ assessments of students in the subjects of Maths and Literacy. They concluded that teachers were biased in their assessments against students with certain characteristics: ‘children who are taller, leaner, male or Asian are rated more favourably by their teacher than their academic test scores would suggest’ (ibid: 26). Once more, heightism as a form of (gendered) discrimination was not brought up by the authors explicitly, but the height premium was related to stereotypes. This was in line with Smith and Niemi’s (2007: 332) research, who noted that ‘The relationships between students' body sizes and teachers' perceptions of their academic capabilities are complex; neither student nor teacher lives in a sociocultural vacuum.’ This was a very important point, because unlike the teachers’ reports of students with RG in the studies discussed earlier, which were treated as neutral, objective evidence, Smith and Niemi (2007) called for attention to the sociocultural context within which such reports were produced, shedding light on their subjectivity (Meissel et al. 2017). Writing from the USA, they found out that ‘teachers systematically judged small boys to be less academically capable than their actual ability’ from as early as the kindergarten. This study was also illustrative of the gendered dimension of heightism, meaning that boys who were shorter tended to be more pathologised compared to girls. 
Vilimez et al.’s (1986) findings were also similar, suggesting that boys’ academic attainment was positively related to their larger size by their teachers, whilst the opposite applied to girls, meaning that smaller girls were seen as more competent by teachers.  The gendered nature of heightism was also apparent in boys being more often treated with human Growth Hormone compared to girls (Medeiros 2016; Lee et al. 2007; Sandberg et al. 1994), which resulted out of the suffering of RG being more acutely experienced by boys. 
While the above work was crucial into acknowledging how heightism played out into the school classroom between teachers and shorter students, these studies still did not address explicitly such discrimination as ‘heightism’, perpetuating its liminal status (Rosenberg 2009). In this study, I take heightism seriously, in terms of how it was materialised both in space e.g. the standardisation of school furniture, and in heightist attitudes e.g. teachers’ perceptions of participants’ capabilities. 
[bookmark: _Toc39585220]Conclusions 
[bookmark: _Hlk38909595]The global experience of disabled people is too complex to be rendered within one unitary model or set of ideas (Shakespeare and Corker 2002: 15).
In this chapter I discussed a range of theoretical approaches for the study of disability and of disabled childhoods as well as reviewing the available research on children and young people with RG and considering their implications. My intention was to demonstrate, on the one hand, the pluralism of theoretical approaches to disability and disabled childhood and, on the other hand, the narrow (and limited), dominant deficit perspective that has been adopted in the study of young people with RG. Therefore, one of the aims of this thesis was to take advantage of this pluralism and apply it in the case of young people with RG to understand their schooling experiences. This took place through the use of  ‘plunder as a method’  (Hughes et al 2012: 315), which enabled me to draw on various theoretical frameworks to make sense and interpret the stories, including the CDS approaches discussed earlier (e.g. phenomenological and post-structuralist disability studies) as well as concepts and arguments from DCCS, such as centring disabled young people’s experiences and acknowledging their agency (Curran and Runswick-Cole 2013).  
For instance, Chapter 4 brings together materialist and poststructuralist disability studies to consider the role of space in the exclusion of disabled young people from certain school spaces as well as the production of disabled subjectivities. This takes place through an
emplaced model of disability wherein bodies, social expectations and built form intersect in embodied experiences in specific environments to increase or decrease the capacity of disabled children to act in those environments (Stephens et al. 2016: 194).
New materialist disability studies is adopted in the second part of the chapter to apply an assemblage analysis which considers the different elements that shaped the experiences of participants of their equipment they were provided with. The new materialist approach enabled me to pay attention to the material structures without falling back into the trap of essentialism as well as to consider the different components that shaped the participants’ experiences of such equipment. 
Chapter 5 starts with a social relational approach to teaching assistants’ support, considering how such support triggered and/or removed barriers to doing and barriers to being (Thomas 1997). In the next part of the chapter, I engage with poststructuralist disability studies and, in particular, Foucauldian disability studies, to examine how the participants found themselves under the constant surveillance of their assistants and its repercussions. Moreover, participants’ multifaceted resistance to their surveillance is discussed. 
In chapter 6, a phenomenological disability studies approach is adopted to consider how participants’ bodies dys-appeared both organically e.g. due to inaccessible structures and socially e.g. due to their teachers’ disabling attitudes. A discussion of the relationship between the phenomenon of dys-appearance and psycho-emotional disablism (Reeve 2012) also takes place to acknowledge the psycho-emotional toll dys-appearance had on participants as well as the hidden and emotional labour they had to put to deal with it.
In chapter 7, I bring together CDS and a poststructuralist, Foucauldian approach to bullying to consider the difference forms of violence participants encountered in schools and the roots of such violence. These two frameworks shift the discussion away from attributing such violence to predispositions of aggressive individuals to the social roots of such violence, that is the violence of disablism (Goodley and Runswick-Cole 2011a). Participants’ resistance against such violence is also considered.    
Across all chapters DCCS’s tenets play a crucial role, such as recognising disabled young people’s agency and the different discourses that interpellate them into fixed positions and their resistance to them.



[bookmark: _Toc39585221]Chapter 3: Methodological Orientations
[bookmark: _Toc39585222]Introduction
This chapter consists of two stories: one ‘neat’ and one ‘messy’. The aim of the ‘neat story’ is to depict clearly who was approached to participate in this research (sampling), how they were approached and recruited (access and recruitment), who agreed to take part in the research (participants’ demographics) and what their involvement included (methods). This story also includes clear definitions of the main concepts of my narrative methodology - stories and experience, and their epistemological and ontological underpinnings and a discussion of the theoretical frameworks that shaped my storytelling methodology (feminist poststructuralism, CDS and DCCS). I also elaborate on how I analysed the participants’ stories (method of analysis) and the ethical procedures I adhered to in this research (ethical considerations). 
In the ‘messy story’ I reflect critically on the complexity of certain issues that were already discussed in the neat story, using a feminist tool, ‘uncomfortable reflexivity’ (Pillow 2003: 193).  Specifically, I revisit the discussions around access and gatekeeping, in-person recruitment and the ethics of analysis. What runs through these discussions is a consideration of my embodied positionality and how it affected each process - access, recruitment and analysis. The aim of the messy story is ‘to know while at the same time situates this knowing as tenuous’ (Pillow, 2003: 188). Finally, a summary of the chapter along with a brief reference to the analysis chapters to follow is shared.  
[bookmark: _Toc39585223]Sampling, Recruitment and Participants
In this section, I outline the sampling criteria I set from the onset of this research and justify such options. I then describe the population of people with RG in the UK as a ‘hard-to-reach’[footnoteRef:33] group (Sydor 2013) and discuss how this affected and shaped the ways I advertised the research and I recruited participants. I also consider some of the difficulties of online recruitment and how research encounters in person can better facilitate rapports of trust, which also result in more effective recruitment of participants. Twenty participants were recruited, whose demographics are represented in tables. Finally, the benefits and limitations of my sample are considered.  [33:  Whilst remaining critical of the connotation and the stigma this term carries (Shaghaghi et al. 2011).] 

[bookmark: _Toc39585224]Sampling Criteria 
The criteria for participation in this research were defined by me and specified that individuals 
· Identified as having a RG condition
· Were between the ages of 11 and 30 years old
· Were educated in secondary schools in the United Kingdom.
The first criterion was about self-identification with RG rather than a medical diagnosis. This had to do with my standpoint in relation to diagnosis, which was informed by LeFrancois’ and Diamond’s (2014) work. They argued that diagnosis’ role is to categorise, dehumanize and make abject and that ‘diagnoses, which inform subjectivities, falsely medicalise experiences, and fabricate ‘abnormal’ categories through a normative process, rendering children abject and queer (ibid: 53). Moreover, in previous studies with people with RG (Ellis 2018; Pritchard 2014; Shakespeare et al. 2010), some of the participants had not received a medical diagnosis for their condition. Shakespeare et al. (2010) attributed that to either participants not having used the relevant hospital services or participants’ families had not considered their diagnosis essential. This was the case mostly with older participants. Since the upper age limit for participation in this research was 30 years old and considering the rise of Surveillance Medicine (Armstrong 1995) and the medicalisation of early childhood (Tseng 2017), it was quite unlikely that potential participants would have not received some form of diagnosis. Nevertheless, this research was designed to be inclusive in terms of not excluding those who ‘lacked a ‘proper’ (read: medically acceptable, doctor provided, and insurer-approved) diagnosis’ (Kafer 2013, 12, 13, cited in Schalk, 2017, n. p.). 
The age of this age group - eleven to thirty years old-was premised on the fact that the schooling experiences of young people with RG have yet to be heard, especially as articulated by them, rather than their parents (Ablon 1988) or their teachers. However, both the upper and the lower age limit came with certain difficulties. On the one hand, the upper-age limit felt quite limiting at times, when people with RG who were older than 30 years contacted me and asked whether they could participate. On the other hand, recruiting participants who were not adults yet and who were also disabled meant further complexities in relation to the ethics approval of the research (both the age and the disability of the participants classified them as vulnerable[footnoteRef:34]) and to the recruitment of potential participants (e.g. consent should be given by parents before talking with their children about whether they would like to be involved).  [34:  A more detailed discussion of such difficulties takes place in p.80-81.] 

The third sampling criteria had to do with the level of education, secondary education. One of the main reasons behind this choice was the findings from Shakespeare et al.’s (2007) research, which suggested that it was during secondary school that people with RG became more height conscious. In particular, they had become more self-aware of their height due to the height difference with their peers becoming more noticeable and due to others’ (such as peers and teachers) reactions to their height. This finding was something that I also intended to look further into. Secondly, previous studies on young people with RG had focused predominantly on their primary school years (Abbott et al. 1982; Holmes et al. 1982), leaving a gap on what it was like for young people with RG to go through their secondary education in the United Kingdom. This research aims to fill this gap by focusing specifically on this level of education.   
[bookmark: _Toc39585225]Access and Recruitment 
After receiving the ethics approval[footnoteRef:35] of the University of Sheffield to proceed with my fieldwork, I utilised a multi-channel[footnoteRef:36] approach to recruitment (Rockliffe et al. 2018), meaning that a range of recruiting strategies were used, referring to both the different modes and materials for advertising the research e.g. through posters, videos and in person, and the various platforms and gatekeepers that these were shared and negotiated with, such as charities and associations, Facebook Groups and Twitter. Before elaborating on this multi-channel approach, I consider it crucial to explain what made me choose this approach in the first place. [35:  The ethics approval letter is available in the Appendix 3. ]  [36:  A multiple-channel approach refers to the range of recruiting strategies a researcher might use, including the different modes of advertising their research e.g. posters and leaflets, videos, in person, and the various platforms and gatekeepers they share these with, such as charities, associations, Facebook Groups, Twitter etc.   ] 

Multi-channel approaches have proved effective for the recruitment of participants from ‘hard-to-reach’ groups (Rockliffe et al. 2018). The term ‘hard-to-reach’ can be stigmatising (Shaghaghi et al. 2011) in terms of homogenising and pathologising certain marginalised groups - disabled groups, immigrants and asylum seekers - which are not easy to access (Harris and Roberts 2003). As Rockliffe et al. (2018) acknowledged, ‘hard-to-reach’ is a label that has been forced to a range of groups and in different contexts.  As Sydor (2013) clarified, ‘hard to reach populations are difficult for researchers to access’, a difficulty which has to do with their marginalisation and not the populations themselves. In the case of people with RG in the UK, Shakespeare et al. (2010) claimed that RG affects approximately 6000 individuals, which means that the population is a quite small one, making the access to them even harder.   
Other difficulties (besides marginalisation) to access and recruit from hard to reach groups had to do with their feelings of mistrust towards research(ers), after having been mistreated or exploited (Bonevski et al. 2014; Kitchin 2000; Shangera & Thapar-Bjokert 2008) or due to barriers that could hinder their participation, such as access[footnoteRef:37] issues (Harris and Roberts 2003; Waheed et al. 2015). Such mistrust could be related to Berenstain’s (2016: 570) concept of ‘epistemic exploitation’, which ‘occurs when privileged persons compel marginalized persons to educate them about the nature of their oppression’. Berenstain (ibid: 574) warned about potential harms:  [37:  The access needs were partly resolved through the use of online methods. ] 

In addition to being cognitively costly, unrecognised, and unpaid, the work that marginalized people provide through epistemic exploitation is frequently dismissed by those who demand it. Nothing comes of it. Oppressors demand labour and then leave the fruits of the labour to spoil and perish. This reveals an important function of epistemic exploitation: to keep the oppressed busy doing the oppressor’s work.
In disability research, strong metaphors were used to describe such a sense of exploitation (Barnes and Mercer 1997), such as falling ‘victims’ of research (Hunt 1981). Kitchin (2000: 33) also reported how some disabled people who had participated in research ‘felt they had been exploited - their knowledge and experiences 'mined' by the researcher(s), who they then never heard of again’. However, such feelings of mistrust can be mitigated by building a rapport of trust with community groups where potential participants can be identified (Waheed et al. 2015; Bonevski et al. 2014; Rockliffe et al. 2018; McAreavey and Das 2013) and this is what I sought to do through the different ways I chose to advertise the research. 
Firstly, I made a brief video[footnoteRef:38] (no more than a minute), where I introduced myself and my research and I invited potential participants to contact me. The purpose of the video was to make the research more ‘humane’, in terms of showing the person behind it. However, the video also revealed to potential participants that I did not have a RG condition[footnoteRef:39]. I also designed two posters[footnoteRef:40], which included a brief summary of the research and functioned as a call for participants. The online advertisement of the research started by sharing these two materials - the video and the posters - on Facebook Closed[footnoteRef:41] Groups (Brickman-Bhuta 2012) that were established by people with RG and to which I had been granted access to in the past, when I did my MA thesis[footnoteRef:42]. In addition, I contacted on Messenger[footnoteRef:43] and/or via email the charities and associations of people with RG in the UK - Restricted Growth Association UK (RGA UK), Short Statured Scotland (SSS), Little People UK (LPUK), Dwarf Sports Association UK (DSA UK), Walking With Giants Foundation (WWGF), Little People of Ireland (LPI) - to ask them for their permission to advertise these two materials on their websites and/or Facebook pages. It is worth mentioning here that I was (permitted to be)[footnoteRef:44] a member of only two associations. Out of the six associations, four[footnoteRef:45] shared or permitted me to share the relevant materials on their Facebook pages.  Although I could see how many people had watched the video, with numbers being quite small, only one potential participant contacted me, and she informed me that she and her partner would like to take part in the research. I also shared the video and the posters on my Twitter account and recruited an adult participant from that platform.  [38:  Here is the link to the video: https://vimeo.com/414254025?utm_source=email&utm_medium=vimeo-cliptranscode-201504&utm_campaign=29220 ]  [39:  A more detailed discussion of my embodied positionality takes place in pp. 85-88.]  [40:  Available in Appendix 4. ]  [41:  Access had to be granted by the administrator of the group. ]  [42:  I became member of these groups in 2014. ]  [43:  Messenger is a social media application linked to Facebook.]  [44:  The reasons for that are explained under the section ‘gatekeeping as a discursive practice’ (see p. 79-82). ]  [45:  One association allowed me to post the relevant materials on their Facebook page and the administrator of the Facebook page of the other association shared the materials. ] 

Online access to participants was mediated then by ‘tiers of gatekeepers’ (Agbebiyi 2013; Crowhurst 2013; Shangera and Thapar-Bjokert 2008). The administrators of the online Facebook groups and of the Facebook pages of the associations, the associations and their committee members who granted me or denied me access to their events, the parents of teenagers with RG and the participants themselves in terms of referring me to other potential participants, all acted as gatekeepers mediating my access to potential participants. Nevertheless, in my online encounters with gatekeepers I came across the issues that Crowhurst and kennedy-macfoy (2013: 460) brought up:
When gatekeepers are identified as moderators, e-list owners or influential members of online communities, issues of (in)visibility, the mediated nature of identities and interactions, as well as questions of authenticity and trust become relevant in explorations of the different ways in which gaining access is operationalized in these contexts, and research relationships are negotiated in so doing.
These issues[footnoteRef:46] were exacerbated when I advertised the research by privately messaging potential participants on Messenger. The potential participants I contacted were either friends of the participants of my research that they had recommended, so this was a case of snowballing (Brickman-Bhuta 2012), or they had shared their stories on public platforms, such as newspapers, websites and blogs, and, hence, I thought they would be more willing to share their story with me too. While I never got a response to the majority of the messages I sent, I still managed to recruit some participants by this means. Two adults who had already published their stories on another platform accepted to participate in the research, one adult participant gave me permission to use her online blog posts and two more adult participants responded positively to my messages. The mothers[footnoteRef:47] of two teenage participants agreed for them to get involved and then one of them introduced me to another mother of a teenage participant, who also consented for her child to participate. Following their parents’ consent, I then spoke to the young people about their voluntary participation in the project, to which they also consented.   [46:  One of the issues I revisit in the messy story. ]  [47:  The mother of the one participant responded only after a few months since the initial message I had sent her and she only agreed for her child to participate after an extensive discussion we had on the phone. The other mother first checked my ‘credentials’ through the association that we were both members of and then she messaged me back. ] 

The offline advertisement of research took place by utilising a ‘venue-based sampling’ technique (Rockliffe et al. 2018), meaning that I attended in person two events of one of the associations I was a member of. The first one was a 3-day event[footnoteRef:48] and the second one was a one-day event. In both events I shared the posters and identified and spoke to potential adult participants and the parents of potential teenage participants about my research. Such interactions in person proved to be the most productive in terms of recruitment and the most meaningful in terms of building a rapport of trust with the potential participants (Bonevski et al. 2014; McAreavey and Das 2013; Rockliffe et al. 2018; Waheed et al. 2015). For instance, I met one participant that I had messaged privately on Messenger and who had never replied to my message. However, when I attended the event, he was the one to approach me to share his concerns about the possibility of a ‘fake’ account contacting him. After spending time together during the event, he decided to participate in the research. Through the access to these events I managed to recruit six teenage participants, after talking to their parents first and then to them about the research, and four adult participants.   [48:  This was the second time I attended this event, so I was familiar with some of the members. ] 

In a nutshell, the online (Facebook Groups, Facebook Pages, individual messages on Messenger) and offline (attending the associations’ events) advertisement of the research and the identification of potential participants and their recruitment involved various difficulties, from issues of access and gatekeeping to mistrust and questions of authenticity. Although at times I felt quite disheartened by the lack of responses and the difficulties of access and recruitment, the final number of twenty participants was what I had aimed for when I started this research. The demographics of the participants are discussed next. 
[bookmark: _Toc39585226]Participants’ Demographics
Ten months (October 2017 to July 2018) were devoted to accessing and recruiting participants. The final sample ended up being a quite diverse[footnoteRef:49] one (except for ethnicity and to a less extent impairment type), including participants of both sexes, a range of ages and geographical locations, different RG conditions (with achondroplasia being the most common), participants with different educational qualifications (e.g. some of the adult participants had a Masters degree and others were graduates of secondary education) and with families of both average-height parents and parents with RG. The following tables illustrate some demographic information about the participants, without covering all of the above aspects (e.g. type of impairment). The reason for doing so is to protect the anonymity and confidentiality of the participants. As many participants are members of the associations that facilitated the recruitment process, certain information e.g. their RG condition or their educational qualifications could make them easily identifiable. This was also an issue raised in previous studies with people with RG (Pritchard 2014; Shakespeare et al 2010) as well as in disability research more general (Liddiard 2018). [49:  I did not ask for explicit information on the socio-economic background of the families. However, access to such information was implicitly brought up sometimes during the interviews e.g. participants having attended private schools or the parents’ jobs. ] 

	Name[footnoteRef:50] [50:  All the names are pseudonyms. ] 

	Sex
	Age
	Ethnicity
	Location

	Mary[footnoteRef:51] [51:  Mary was also a participant for my MA thesis (Ktenidis, 2014), during which she had been interviewed under the presence of her mother, in 2014.] 

	F
	16
	White-British
	North England

	John
	M
	15
	White-British
	North England

	Louise
	F
	16
	White-British
	North England

	Rania
	F
	17
	White-British
	North England

	Lynn
	F 
	12
	White-British
	Buckinghamshire

	George
	M
	12
	Black-British
	Southeast
England

	Harry
	M
	15
	White-British
	Southeast England

	Angela
	F
	13
	White-British
	Wales

	Christine
	F
	13
	White-British
	Southwest England


Table 1: Demographics of Teenage participants  

[bookmark: _Hlk35890524]

Table 2: Demographics of Adult participants  
	Name
	Sex
	Age
	Ethnicity
	Location

	[bookmark: _Hlk6335297]Rachael
	F
	29
	White-British
	Northeast England

	Paul
	M
	26
	White-British
	North England

	Nick
	M
	31
	White-British
	Southwest England

	Michael
	M
	29
	White-British
	Scotland

	Alice
	F
	23
	White-British
	Scotland

	Melrose
	F
	24
	White-British
	North England

	Ryan
	M
	29
	White-British
	South England

	Bill
	M
	29
	White-British
	East England

	Nathan
	M
	27
	White-British
	North England

	Patricia
	F
	30
	White-British
	Scotland

	Aphrodite
	F
	19
	White-British
	Southwest England



One of the strengths of this sampling was the recruitment of the nine teenagers. As argued earlier, young people with RG remained an absent presence in research and one of the goals of this research was to engage them in meaningful dialogues, where they were the storytellers of their stories. Moreover, the successful recruitment of male participants was equally important, since boys and men with RG were depicted as presenting more problems (e.g. behavioural issues) than girls (Wake et al., 2000). This also meant that an analysis with a consideration of intersectionality was feasible. 
However, there were certain limitations in this sample. Nineteen out of twenty participants were members of one of the aforementioned associations. This meant that the stories of young people with RG who were not members of any associations remained silenced. However, as already explained, the associations were one of the main gatekeepers through which participants were identified and recruited.  Moreover, the sample was predominantly White-British, with only one teenage participant being Black-British, and, therefore, it lacked diversity in terms of ethnicity and did not allow for an intersectional analysis that could consider race. This was partly due to the majority of the members of the association being white. 
[bookmark: _Toc39585227]Methods 
In this section, I discuss the methods I used to co-construct the participants’ stories (White and Drew 2011; Squire et al. 2013). In this qualitative research, I engaged with a feminist poststructuralist narrative approach[footnoteRef:52] (Harwood 2001; Tamboukou 2013), with multimodal storytelling being the main method and ‘small[footnoteRef:53] stories’ (Georgakopoulou 2015: 256) being the main outcome. I adopted a flexible approach to storytelling, providing the participants with the choice of what mode of storytelling (oral, written, visual, digital) they felt most comfortable with. For instance, oral storytelling, which proved to be the most popular mode, included a narrative semi-structured interview, during which participants were invited to story their educational experiences. Such interviews lasted an hour on average. Digital storytelling, on the other hand, was piloted with 3 young people, who were invited to share their digital stories on a private weblog I set up. However, the participants did not engage with this mode of storytelling as much, as I explain later. By written storytelling I refer to email narrative interviews, where I sent the interview questions to the participants and they responded back via email. One participant also opted for the visual storytelling, sharing with me a visual story of his educational experiences.   [52:  The methodology of this research is detailed in the next section. ]  [53:  The term is also explained in the next section pp. 70-71.  ] 

The interview guide included various questions, which covered certain areas and were based on the research questions. For instance, certain questions focused on the relationships and interactions between the participants and their teachers, teaching assistants and peers. Using a semi-structured approach to interviewing allowed further questions to be asked during the interview (Fontana and Prokos 2016), which allowed for clarifications or elaboration on the participants’ stories. Moreover, as stated in the information sheet[footnoteRef:54], participants were invited to take part in a dialogue, where they were welcome to ask any questions to me, which I would respond to sincerely (Abell et al. 2006).  Flexibility also occurred in relation to when (at a time convenient for both me and the participants) and where (online/in person, public/private space) storytelling would take place as well as the number of participants involved (one-to-one interviews, pair interviews, a focus group, interviews under the presence of chaperones, such as participants’ mothers).  [54:  Available in Appendix 5.] 

The inclusion of online methods, such as Skype (Seitz 2015; Lo Lacono et al. 2016) and email interviews (James 2007), was crucial in this research for several reasons. Firstly, participants from different geographical locations (e.g. Scotland, Wales) were able to participate in the research through these media (Cater 2011; Janghorban et al. 2014; Lo lacono et al. 2016; Sullivan 2012). Moreover, online methods in disability research have been acknowledged for being adaptable to a range of bodies and for their accessibility (Bowker and Tuffin 2004; Carr 2010; Liddiard 2018; Liddiard et al. 2019; Seymour 2001). Furthermore, for people with RG, who encounter very hostile attitudes from strangers in public spaces (Ellis 2018; Prichard 2016), online methods can constitute a safe space for them to share their stories. 
The following two tables demonstrate the method, the medium and the place that the young people chose.
Table 3: Methods the Teenagers Opted For 
	Name
	Storytelling Method
	Medium

	Mary
	Focus Group/
Weblog
	In person/Digital Storytelling

	John
	Focus Group/Weblog
	In person/Digital Storytelling

	Louise[footnoteRef:55] [55:  Louise, Mary and John were in the same focus group.  ] 

	Focus Group
	In person

	Rania
	Pair Interview
	In person

	Lynn[footnoteRef:56] [56:  Lynn and Rania were interviewed together. ] 

	Pair interview
	In person

	George
	Interview
(mother present)
	Skype

	Harry
	Interview
(mother present)
	Skype

	Angela
	Interview 
(mother present)
	Skype

	Christine
	Interview (mother present)
	Skype



Table 4: Methods the Adults Opted For
	Name
	Storytelling Method
	Medium

	Rachael
	Interview
	In person

	Paul
	Interview
	Skype

	Nick
	Interview
	Skype (Camera off)

	Michael
	Pair interview
	Skype

	Alice[footnoteRef:57] [57:  Alice and Michael were interviewed together. ] 

	Pair interview
	Skype

	Melrose
	Interview
	In person

	Ryan
	Visual story/
Interview
	Email

	Bill
	Interview
	Email

	Nathan
	Interview
	Email

	Patricia
	Interview
	Skype

	Aphrodite
	Public Weblog
	Online



In the following sections, I provide a more detailed picture of the different forms that the fieldwork took and I divided this discussion into two parts: one focusing on the teenage participants and one on the adult participants. 
[bookmark: _Toc39585228]Narrative Inquiry with Teenage Participants 
Nine teenagers (and their parents) agreed to participate in the research. The mode of involvement varied. For instance, the narrative interviews with the young people took different forms, from a focus group and a pair interview in person to individual Skype interviews. While in the focus group and the pair interview the parents were not present, which potentially had to do with the location (a participant’s home and a public library) and the number of participants (three in the first case and two in the latter), the mothers of the participants were present during the Skype interviews, facilitating the introductions between me and the young people and contributing to the interviews. Digital storytelling was also piloted with the three young people of the focus group, but it did not yield many stories and, therefore, I did not implement it with other young people. In the following lines I pay closer attention to the storytelling method(s).  
The focus group took place at one young person’s home, where we - I and the families of the three participants, Mary, John and Louise - all agreed to meet on a Saturday. Considering the role of the location in relation to the stories that are generated, Clarke et al. (2015: 34) argued that home is a common location for research with children, as it is ‘an assumed place of familiarity and security’. In the case of disabled young people, though, research encounters tend to take place at home not only because of the familiarity of the place, but also due to issues of accessibility and attitudinal barriers, including hostile attitudes e.g. staring (Goodley and Runswick-Cole 2012a). Such hostility was often experienced by people with RG in public spaces, as discussed earlier (Ellis 2018; Pritchard 2014; Shakespeare et al. 2010). Reflexive accounts of doing research with children at their home (Yee & Andrews 2006) usually refer to non-disabled children, leaving a gap ‘in the literature about the context of the family home as a primary site for research with disabled children and young people’ (Abbott, 2013: 39). Therefore, this reflection adds to the body of literature (e.g. Goodley and Runswick-Cole, 2012a) regarding interviewing disabled young people at their homes. Yee and Andrews (2006) and Clark et al. (2015) referred to the multiple roles a researcher performs when doing research at the participant’s home, including the ‘professional researcher’ and the ‘good guest’. Abbott (2013: 40) discussed such performances in relation to the audience - adult-focused and child or young person focused interactions - and their purposes:   
The researcher needs to demonstrate both adult competency to adults in the house and a non- authoritarian and inclusive approach to children and young people, which demonstrates that they are not the 'usual professional' but they are there to try to do something a bit different. What is different is the desire to produce 'meaningful talk' and create a space in which people feel safe and comfortable enough to share their experiences. 
Upon my arrival at John’s home, I realised immediately that it was a very busy household (a family with five young people) and I embodied the role of the good guest (Yee and Andrews 2006; Davies 2008) by integrating in the family’s activities e.g. playing board games with the children. Once all the families gathered at John’s house and we had lunch, I asked to talk first to their mothers. After following the standard ethical procedures, performing the ‘professional researcher’, I went to the room where the three participants were and talked them through the research and its ethical aspects[footnoteRef:58].  [58:  More details under the section on institutional ethics pp 79-80.  ] 


When the young people consented in taking part, I provided with them with an A4 paper and asked them to divide it into three columns: the past, the present and the future. I encouraged them to write two positive things and one negative thing about their secondary education and so did I. This activity prompted the participants to start sharing and reflecting on their educational experiences. However, in hindsight, this activity might have induced pedagogical relations (Waller and Bitou 2011) between me (being perceived as a teacher, an identity that I had disclosed to them) and the participants (acting as students). Clarke et al. (2015) referred to how a ‘write and draw’ activity inadvertently replicated work that children could engage with at school. In the beginning of this activity, the participants were hesitant to look at each other’s paper, as if this was a form of ‘cheating’. This feeling of surveillance was indicative that this activity might have been experienced as a school activity and, in order to eliminate such feelings, I did encourage the participants verbally to look at each other’s sentences if they wanted to.  After elaborating on their notes and responding to some of the questions that I posed during these discussions, I shared post-it notes to them and asked them to write down any questions they would like to pose to each other or to me. Nevertheless, participants felt that they had covered everything and, also, the father of one participant turned up, letting us know that they would be heading off soon.    

Reflecting on focus groups as a method of interviewing, Moloney (2011: 68) argued that 
One of the chief attractions for me in using focus groups was their non-hierarchical structure, the lateral transfer of power to participants consistent with my feminist ethic and the equality sought in organic inquiry. 
While the focus group with the three teenagers ran smoothly, I do not share the same perspective with Moloney regarding focus groups, as it risks romanticising them by representing them as non-hierarchical and egalitarian (Smithson 2000), and therefore, overlooking the power relations (re)produced in them. Although the young people had chosen to be interviewed all together, I was the one that had designed the activities that would take place during this research encounter (Hoffman 2007). Therefore, power was drawn at different times and spaces by both me and the participants in various ways.
Furthermore, I invited these three participants to contribute with digital stories in a private weblog that I had set up and it would be accessible only to them, their parents and myself. Rather than providing them with diaries, I thought that digital storytelling would be more appealing to them, since children and young people have been described as ‘digital citizens’[footnoteRef:59] (Johnston et al. 2018) due to their engagement with digital technologies (Alper and Goggin 2017). Digital storytelling has also been used to produce counter stories against dominant representations (Rice et al. 2015), which was also one of the aims of the project. Another reason for proposing this method was that participants would be able to reflect on their current educational experiences, whenever they wanted throughout the year, on an online ‘safe’ space. While the young people agreed to engage with digital storytelling, they also came with a condition: no other participants could contribute to this blog, which meant that they acted as gatekeepers of this space (Clark et al. 2015). After respecting their condition, I shared the first blog post - a story of my own experiences - to prompt the three participants to start sharing theirs and I gave some generic guidelines on how to post a story. However, none of them shared any stories initially. Asking for their feedback through contact on Messenger, they explained that there were two issues: an issue of time, as participants were preparing for their national exams (GSCE and A levels), something that was also brought up in Liddiard et al.’s (2019) research with young people with life-limiting/life threatening impairments. This was also the reason that I did not ask the young people and their families to participate in a second round of interviews, as I had initially proposed, recognising that, due to their busy schedules the participants and their families could not offer me more time (Abbott 2013). Secondly, they did not know what to write about. While I had intentionally not provided them with any topics, as I did not want to ‘direct’ their stories, after their feedback I proposed a few topics and two of the participants shared one story each. After a few more attempts to prompt them that gave no result, I decided that it was not ethical to exercise any more pressure on them. Moreover, the stories that they had already shared during the focus group and the weblog had provided me with insightful data to be analysed and discussed. [59:  I also confirmed that the young people did have access to a desktop or laptop at home.  ] 

The next narrative interview took place in a public library, where one of the associations hosted an event, which was attended by two teenage participants, Rania and Lynn. This interview started after Rania noticed me and Lynn having an informal discussion and approached us and asked us whether we were “doing the interview”. The mothers of both young people had consented to their participation, and Rania and Lynn then decided it to do it together. While the space - an open space in the library - did not prove to be ideal, as the interview got interrupted a few times because of the level of noise, there was no other choice, so I decided to go with it. I used the same activity with the focus group (the 3 columns) to prompt discussions, which were then followed up with questions that were included in my interview guide and they had not been covered yet. This pair interview made me reflect on the difference that makes who is present (or absent) during the storytelling process (Riessman 2003). For instance, Lynn’s stories about her teaching assistants were initially full of positive words, but, once she heard Rania’s perspective of her teaching assistants (see chapter on teaching assistants), which included some negative experiences, Lynn’s stories started becoming similar to Rania’s ones, referring for instance to some of her teaching assistants as quite patronising. 

Unlike the focus group and the pair interview, which took place in person and without the presence of the parents in the room, the four individual interviews with the young people took place via Skype and their mothers were present during the interviews. Abbott (2013: 40) asserted:   
Access to meet and interview disabled children and young people at home is mediated through parents/carers who may also be research participants, either formally taking part, or informally by monitoring, interrupting, adding or smoothing the encounters with their son or daughter.
This is not the case only when doing interviews in person, but also via Skype. These Skype video-calls constituted the first[footnoteRef:60] time that I and the young person and their family ‘met’ each other, so their mothers and I[footnoteRef:61] considered it essential for them to be present in these encounters. Moreover, while these mothers were not ‘formal’ participants in my research, their very presence affected what stories the young people shared with me. They also contributed with their own stories, enriching the young people’s stories, and occasionally prompted the young people to share more or reminded them of some stories relevant to the questions I posed. Nevertheless, I felt, like Abbott (2012: 246), that ‘it was sometimes difficult to know where parents’ views and emotions, and where their son’s views and emotions began and ended’.    [60:  With the exception of George’s mother, who I already knew from the association. ]  [61:  Further discussed in the ethical considerations p. 80. ] 

[bookmark: _Toc39585229]Narrative Inquiry with Young Adult Participants 
Eleven young adults, six male and five female, agreed to participate in the research. Most participants (seven in total) opted to be interviewed online, either via email (three participants) or Skype (four participants) and two participants were interviewed in person. One participant allowed me to use the stories she had shared on her public weblog. The first interview in person took place during one of the events of one association in a hotel room and the second one in a university space. While the former proved a great location to hold a discussion, the latter got interrupted a few times by people entering the room or by surrounding noises. 
The Skype interviews took place at a convenient time agreed between me and the participants, who were at their home, except for a pair interview where the two participants were partners. In three Skype interviews participants opted not to disclose their body by switching on the camera, but they could see me. I did not ask the participants why they chose to do so, as I did not want to trigger any discomfort and as a matter of respect towards their choice. However, this choice meant that I could not observe their body language. The pair interview was with two adults who were a couple and asked to be interviewed together. Similar to the pair interview with the teenage participants, the participants prompted each other to share more stories. 
For the email interviews I provided the participants with the interview questions and I asked them to respond to them, giving an example where possible. For all three email interviews there was a follow up email with some questions for clarifications or for further elaboration on certain topics. One participant had sent me a visual story before getting involved in an email interview, which provided further elaboration on certain issues.   
Regarding the public weblog of one participant, where she shared various stories about living with RG,  I initially contacted her through Messenger to ask for her consent to include some of these stories anonymously for the research. She responded positively to this request. Then, I contacted her again through the same means to ask her if she would be interested in contributing to the research with another mode of storytelling, such as an (Skype/email) interview. While she initially responded she would consider it, then the communication started fading off, with less frequent to no responses from that. Out of respect and adhering to the ethical procedures, where it is clear that the participation should be voluntary, I ceased any communication with this participant. I read all her blogposts and treated them the same with the other stories in terms of the analysis. It was only after getting her consent that I decided to include these in this research.
To summarise, online interviewing (via email or Skype) was the preferred method for most young adult participants. All the interviews, except for the pair one, were one-to-one and some participants decided not to disclose their body during the Skype interview. Finally, the email interviews included more than a one-off communication, as there were follow-up emails for clarifications and/or further elaboration. Having discussed the methods of my research, in the next section I focus on the methodology that informed and shaped these methods. 
[bookmark: _Toc39585230]Methodology: Doing Narrative Research  
Narrative research is a multilevel, interdisciplinary field and any attempt to simplify its complexity would not do justice to the richness of approaches, theoretical understandings and unexpected findings that it has offered (Squire et al. 2013: 13).
As noted by Squire et al. (2013), any attempts of simplification of narrative inquiry’s complexity and richness will ultimately prove futile, for they will not do justice to it. Moreover, they acknowledged that narrative inquiry was not one ‘thing’, but that multiple, interdisciplinary approaches to narrative inquiry have been developed and applied. The aim of this section then is to elaborate on my own approach to narrative inquiry, including the ontological and epistemological propositions of such inquiry. I start with the definition of two key terms within narrative research, stories and experience, whilst also acknowledging the epistemological and ontological underpinnings of such definitions.  Then, I discuss the theoretical frameworks that inform my narrative approach, namely feminist post-structuralism and Critical Disability Studies.  
[bookmark: _Toc39585231]Defining Stories and Experience
Defining what one means by ‘narrative’ or ‘story’[footnoteRef:62] is deemed essential and is expected by those who engage with a narrative inquiry methodology (Smith and Sparkes 2009; White and Drew 2011). The difficulty in providing a clear-cut definition of stories has been discussed in relation to the multiple discipline-specific definitions that are already available and because of the subjectivity of the concept, ‘that is, narrative can mean different things to different people’ (Smith and Sparkes 2009: 2). However, Smith and Sparkes insisted that defining narrative was significant, listing a number of reasons, such as the potential misuse by researchers (for a review of these reasons ibid: 2)[footnoteRef:63].  While I share such concerns about the potential effects of a lack of definition (and a relativisation) of the term in relation to how it could be appropriated by researchers who claimed to do narrative inquiry (Gannon 2009) I am equally, if not more, concerned about the discursive and material effects of defining narratives in narrow terms. Hence, I am in agreement with scholars who were sceptical about providing a fixed definition of narratives (Gee 1991; Harwood 2001; Lubiano 1991; McCormack 2014; Scheurich 1995), whose reasons for such scepticism are explained.  [62:  I use the terms interchangeably, although many narrative scholars propose that these terms do not share the meaning e.g. Cobley, 2001.]  [63:  While the authors do acknowledge that this ‘policing of language is inappropriate’, they still push for a working definition of the term. ] 

Writing from a postcolonial perspective, Scheurich (1995), Lubiano (1991) and Gee (1991) were critical of the Eurocentric essentialisation of stories, which claimed, for instance, the temporal order (beginning, middle and end of story) as a universal feature of storytelling. They argued that such definitions of stories perpetuated colonial relationships of dominance, as those stories which did not identify with this normative narrative were deemed ‘non-stories’, resulting in the silencing of the (othered) storyteller.  Moreover, Harwood (2001) argued that by defining narratives narrowly it was assumed that the same ‘rule’ applied for all individuals. However, as McCormack (2014: 187) asserted, ‘how we manage our queer, disabled, different, not so healthy, ill morphologically diverse, intellectually varied bodies cannot be reduced to or even fitted into a normative narrative’. 
A liminal space between these two positions - a fixed definition and no definition at all - was provided by the concept of ‘small stories’ (Bamberg and Georgakopoulou 2008; Georgakopoulou 2015), which is also the approach adopted in this research. According to Georgakopoulou (2015: 256), 
Small stories research was the need to escape the confines of watertight, all‐or-nothing  definitional criteria of narrative that automatically excluded a whole range of activities, we were also acutely aware that “anything goes” and “everything is a small story” was not a position we wished to adopt. There is a middle way between posing strict, etic (analytical) criteria and not posing any definitional criteria at all: this middle way is about avoiding prescriptions and instead embracing flexibility and relativity in the definitions.  
The term ‘small stories’ was used both literally, in terms of the stories being ‘short’ length wise (hence the title of the thesis ‘Short Stories’), and figuratively, meaning that they focused on the mundane facets of lived experience (Bamberg and Georgakopoulou 2008). Their content could vary from recent or still in progress events to small incidents that took place or are taking place or might take place and mundane experiences (ibid).  Small stories also functioned as counter-stories for two reasons: firstly, they transgressed the narrative canon whose focus lied on ‘big’ stories (Bamberg 2006), as they constituted stories ‘that are not encouraged or allowed in specific environments, that do not fit expectations of who the tellers should be and what stories they tell’ (Georgakopoulou 2015: 263). Therefore, ‘small stories research has been effective in bringing to the fore silenced, untold, devalued, and discarded stories in numerous institutional or research‐regulated contexts (e.g., interviews)’ (ibid). Secondly, in opposition to big stories, through which identities (and selves) were understood as fixed and coherent, small stories ‘serve as an approach for uncovering the “messiness,” performativity, incompleteness, and fragmentation of people’s identities’  and ‘the ambivalent relationships with big issues such as race, gender, ethnicity, etc’ (ibid). The researcher doing small stories research has then to reflect on their role in the co-construction of small stories as well as to listen to them and ‘make them hearable’ (ibid: 263).  The adoption of small stories in this research then meant that participants could story their experiences in ways that they felt comfortable with, that is they did not have to adhere to the narrative canon, and that the performativity of their identities, including disability and gender, could be analysed (Riessman 2003). 
Experience has been another contested term within narrative inquiry, with different understandings and approaches to experience giving shape to different forms of narrative inquiry. For instance, Clandinin and Rosiek (2006: 38) identified a range of approaches to experience, such as 
Aristotle's dualistic metaphysics in which knowledge of particulars and universals were considered separately, to early empiricist atomistic conceptions of experience, Marxist conceptions of experience distorted by ideology, behaviourist notions of stimulus and response, and post-structuralist assertions that state our experience is the product of discursive practices.[footnoteRef:64] [64:  Clandinin and Conelly (2000) also engaged with Dewey’s understanding of experience ‘to develop a narrative view of experience’ (Clandinin 2006: 46). ] 

Within certain approaches, experience became essentialised, meaning that stories were viewed as portals to unmediated, authentic experience[footnoteRef:65] (Alcoff and Gray 1993; Smith and Sparkes 2009). This occurred when experience was taken at face value through a realist stance to storytelling and an empiricist approach to experience, where experience was understood as pre-discursive or pre-theoretical (Alcoff and Gray 1993; Stone-Mediatore, 2016). Nevertheless, post-structuralist (Alcoff and Gray 1993; Scott 1991; Stone-Mediatore 2003, 2016) and post-colonial feminists (Mohanty 1982; hooks 1989) called for an interrogation of experience. I found Scott’s (1991: 779-780) definition of experience the most useful, when she maintained:       [65:  Atkinson (2009) refers to this phenomenon as ‘narrative reductionism’. ] 

it is not individuals who have experience, but subjects who are constituted through experience.  Experience in this definition then becomes not the origin of our explanation, not the authoritative (because seen or felt) evidence that grounds what is known, but rather that which we seek to explain, that about which knowledge is produced.
Adopting such a definition of experience meant that experience needed to be politicised and theorised (Alcoff and Gray 1993; hooks 1989; Razzack 1998), that is the discursivity of experience - how it is shaped by social and cultural discourses (Stone-Mediatore 2016), was laid out. This was what Alcoff and Gray (1993: 284) referred to as ‘a non-bifurcating ontology of experience and theory’, which ‘requires relinquishing the idea that in reporting our experiences we are merely reporting merely internal events without interpretation’. This meant, then, that storytellers, including the researcher as a storyteller, were not ‘transmitters of authentic ‘human experience’, but their voices and/or texts were treated ‘as socially conditioned’ and as ‘interpretive constructions’ (Razzack 1998: 45; Atkinson, 2009). Such an approach to experience, though, did not equate to a relativisation of experience (Alcoff and Gray 1993) or to the invalidation of the storyteller’s experiences, a danger addressed by Stone-Mediatore (2003: 2): 
When experience-based narratives are treated as merely ideological artefacts, the disempowerment of people who have been excluded from official knowledge production is reinforced, for it denies the epistemic value from a central mean by which such people can take control over their own representation. 
To tackle this danger, Stone-Mediatore (2003: 10) proposed the concept of marginalized experience, which referred to 
Experience that is systematically obscured or omitted in culturally dominant representations of the world. Marginalized experiences are closely related to culturally, politically and economically marginalized positions, whilst marginalized experience is not restricted to pre-defined positions.
Marginalised experience is a particularly useful concept to this research. On the one hand, it calls out the marginalisation and erasure of certain stories from the ‘official knowledge’ (Apple 2014). On the other hand, it did not interpellate the storyteller in a fixed position of marginality. Having defined the two central concepts stories and experience, in the next section I elaborate on the theoretical frameworks that inform my narrative approach, namely feminist poststructuralism and CDS. 
[bookmark: _Toc39585232][bookmark: _Hlk8572061]Feminist Poststructuralist Narrative Inquiry 
In the previous section I already introduced some of the feminist poststructuralist theorists (Scott, Alcoff and Gray, Stone-Mediatore) whose work has been particularly influential in my approach to and use of narrative inquiry. In this part, I introduce the work of two more feminist poststructuralist scholars, Valerie Harwood (2001) and Maria Tamboukou (2013), who brought Foucault’s work into their narrative approaches. This is pertinent to and in consistency with this research, as Foucault’s work and concepts (such as power, resistance) are widely drawn upon in this project.  
In her research with young people who had been diagnosed with a ‘mental disorder’, Harwood (2001: 142) sought for a methodology which ‘could collect the stories of the young people and not reinforce experiences of subjugation and disqualification’. This led her to utilise a narrative approach which built on Foucault’s distinction between two types of subjugated knowledge: ‘subjugated erudite knowledges’ and ‘subjugated disqualified knowledges’ (Foucault 1980). The former referred to the ‘expert of qualified knowledges that have been buried in the formulation of dominating systems of knowledge’ (Foucault, 1980, cited in Harwood 2001: 143) and the latter to: 
A whole set of knowledges that have been disqualified as inadequate to their task or insufficiently elaborated; naïve knowledges located low down on the hierarchy, beneath the required level of cognition or scientificity (ibid).
Harwood (2001) argued that narrative research was particularly useful for accessing and reclaiming the value of subjugated disqualified knowledges as well as for considering why these storytellers and their knowledges were subjugated and disqualified in the first place. However, for narrative research to achieve this goal, flexibility on behalf of the researcher in relation to the definition of stories was essential, which was why Harwood resisted to define stories and narrative research and why I chose the small stories approach (Georgakopoulou 2015). Moreover, subjugated disqualified knowledges also related to marginalised experience, because they shed light on what knowledges and experiences had been dismissed due to the dominance of master narratives. In relation to disability and disabled people’s stories, Be (2019: 16) noted how ableism devalued and policed disabled and chronically ill people’s subjugated knowledges and how these knowledges were subject to a ‘massive epistemicide’, meaning that they had been silenced and erased. This epistemicide was (re)produced by and through the ‘epistemic invalidation’ (Wendell 1997) and ‘ontological invalidation’ (Hughes 2012) of disabled people, whose stories were silenced or invalidated.  
Tamboukou’s (2013) Foucauldian approach to narrative research identified two types of narratives: narratives as ‘technologies of power’ and narratives as ‘technologies of the self’. The former had to do with how narratives ‘determine the conduct of individuals and submit them to a certain ends or domination, an objectivizing of the subject’ (Foucault 1988: 18, cited in Tamboukou 2013: 93) and the latter theorised narratives as ‘active practices of self-formation’ (ibid). Narratives constituted then discursive regimes which objectified, that is how storytellers were turned into objects of discourses, and subjectified, that is how the storytellers actively turned themselves into subjects. This approach also paid attention to the unequal and power-laden distribution of narrative agency, that is whose stories were ‘legitimate’ and listened to and whose stories were disqualified and silenced (Harwood, 2001). This is pertinent to this research, considering how children and young people are constructed as ‘incapable of giving credible testimony’ (Alcoff and Gray 1993: 266), a case which is exacerbated for disabled children and young people (Liddiard et al. 2018), whose stories are excluded from (and because of) the dominant narratives of disability.
When it comes to how disability is storied, there are two self-proclaimed storytellers who objectify disabled people: Medicine (Michalko 2009) and ‘ableism’[footnoteRef:66] (Campbell 2009). The medical narrative stories the disabled body as ‘a body gone wrong’ (Michalko 2009), as a ‘damaged’ body in need of fixing (McLaughlin and Coleman-Fountain 2014). It obtains a ‘master’ status - meaning that they become ‘master narratives’ (Smith and Sparkes 2008), as ‘the story told by the physician becomes the one against which others are ultimately judged true or false, useful or not’ (Frank 1995: 5). In relation to ableism, Campbell (2009: 197) asserted: [66:  Campbell (2009: 30, italics in the original) discusses also the legal storyteller, which reinforces a performative compulsion for sameness and a notion that disability is inherently negative.] 

The ‘real’ story being told is about ableism - the ways our bodies should be or at least strive to become.  The ableist story unfolds as a comportment of living from our early years as a child and into adulthood, creating a code that helps each of us to make sense of the contingencies and exigencies of living.
Ableism stalks and haunts the disabled body (Campbell 2009), as it is constantly measured and assessed against and expected to conform to its standards. 
Tamboukou’s (2013) and Harwood’s (2001) work then drew the attention on the power relations that permitted certain stories to be listened to and others to be disqualified (Squire et al. 2013). This is relevant to this research, considering how the subjugated knowledges of young people with RG have been silenced, as they were already disqualified from making any (meaningful) contributions for their own experiences. Therefore, one of the aims of this research is to acknowledge and reclaim the epistemological value of such subjugated knowledges. Moreover, Tamboukou’s and Harwood’s narrative approach was in line with the interrogation of the experience, as they invited the researcher to consider how such experience was storied within the existent power relations and theorise it accordingly. Furthermore, this research explores how dominant narratives of RG shaped the experiences of young people with RG and how young people with RG used narratives as technologies of the self to story their experiences. 
In a nutshell, extending the discussion of small stories and marginalised experience, in this section I examined how a feminist poststructuralist approach to narrative research, which engaged with Foucault’s work, also informed my narrative approach. In particular, it paid attention to the power relations within which narratives were positioned and to how (small) stories could be productive of subjugated disqualified knowledge. In the next section I consider the role and place of narrative inquiry in CDS and DCCS.  
[bookmark: _Toc39585233]Narrative Inquiry in Critical Disability Studies (CDS) and Disabled Children’s Childhood Studies (DCCS)   
To say anything about disability is to tell something of the life of disability - its meaning - and ‘to tell’ is the Latin root-meaning of ‘narrative’. Disability, then, always has a narrative form; insofar as we say, do, or imagine something about disability, it is a storied life (Titchkosky and Michalko 2014: 101). 
I have already discussed how disability is storied through the master narratives of medicine and ableism and how such narratives make disabled bodies intelligible.  In this section I focus on how these stories are resisted and disrupted through the counter-narratives (Fisher and Goodley 2007) of disabled people, when their epistemic agency and value are recognised, a space which I argue is provided by and in CDS.  
CDS and DCCS have engaged with narrative inquiry to re-story disability (Alhvik-Harju 2016; Campbell 2008a; Douglas et al. 2019; Fisher and Goodley, 2007; Goodley and Runswick-Cole, 2012a; Goodley and Runswick-Cole 2013; Liddiard 2018; Rice and Mundel 2018; Rice et al. 2016; Smith 2016; Smith and Sparkes 2008). Stories of disability and disabled childhoods as a deficit and as a tragedy are disrupted, since disability is reclaimed ‘out of its normative shadows’ (Overboe 2007; Curran and Runswick-Cole 2014). Affirmative (Swain and French 2000) and crip[footnoteRef:67] (McRuer 2006) stories of disability depict disability as desirable, without undermining the realities of disablism and ableism though. Moreover, storytelling in CDS honours and legitimates the subjugated knowledges produced in the first-hand accounts of disabled people (Be 2019). [67:  Here I do not talk about success stories - how a disabled person succeeded in spite of their impairment (Campbell 2009) and the idea of supercrip.] 

Nevertheless, two important aspects of counter-storytelling are raised by McLaughlin and Coleman-Fountain (2019): firstly, counter-storytelling does not escape from the hierarchical power relations that position certain stories as counter-narratives in the first place and, therefore, their potential effect should not be romanticised. Secondly, counter narratives can also draw on the same narrative resources reproduced by the master narratives of disability. Regarding the first issue, in their research with disabled young people, McLaughlin and Coleman-Fountain (2019) referred to how the participants made certain narrative choices that enabled them to represent themselves and their disabled body affirmatively in their visual narratives. However, the participants were also aware of the possibility of their visual stories being misread due to the dominant visual narratives of disability:
The young people are knowledgeable subjects, aware that various aspects of their subject position and broader dynamics of what and how people see, mean that what they request is not something they can control. The regimes of seeing they are embedded within remain significant barriers to the counter narratives they produce for others to recognise them through. They also do not fully escape dominant visual regimes that produce hierarchies of acceptable and unacceptable bodies in the echoes of such regimes found in their narratives (McLaughlin and Coleman-Fountain 2019: 378).
The last sentence in the above quote relates to the second issue: counter narratives are not always antithetical to the hierarchical discourses that the master narratives of disability built on, as they can also constitute part of them. As Smith and Sparkes (2009) argue, narratives are not ‘natural constructs’, but are embedded in a culture with available narratives to be drawn upon (McLaughlin and Coleman-Fountain, 2019). Murray (1999), McAdams (2006) and Smith and Sparkes (2008) discuss the notion of a ‘narrative menu’ or a ‘stock of narratives’ that are already available in culture, which storytellers strategically draw on to story their experiences (Gubrium and Holstein 2009). While recognition of narrative agency in relation to picking resources (Sparkes and Smith 2011) is significant, considering how disabled people’s stories have been silenced (Be 2019), these stories are still power-laden and need to be understood within the contexts that they are produced.

Research with young disabled people reflecting on how they experience their disabled bodies showed how medical and ableist discourses are part of their narratives (Abbott and Carpenter 2014; 2015; Gibson et al. 2014; McLaughlin and Coleman Fountain 2014, 2018; Skyrme 2017a, 2017b). In their research with young men with Duchenne Syndrome, Gibson et al. (2014) referred to the ‘narratives of non-difference’, through which these young men claimed ‘gendered identities of normality’, identities which were denied to them because of their impairment. Similarly, McLaughlin and Coleman-Fountain (2018, 2019) in their research with young people with Cerebral Palsy also discussed how the participants’ desire to be understood as ‘normal’ was materialised in their narratives when they claimed ‘sameness’ to their non-disabled peers through discourses of independency and so on. Gibson et al. (2014) and McLaughlin and Coleman-Fountain (2018) related these narratives to the pursuit of ‘normality’ and ‘ordinariness’ respectively, which either left such discourses unquestioned or they aimed at broadening their meaning. As Tamboukou (2013: 92) reminds us, ‘narratives always emerge in contexts, saturated by power/knowledge relations that keep destabilizing their meanings and characters’. However, as Abbott and Carpenter (2014) noted, incorporating medical and ableist discourses in their narratives does not make the young people ‘bad’ social model actors. McLaughlin and Coleman-Fountain (2019) argued that the young people’s stories drew on the ‘grammar of individualism’ (Gill, 2005, cited in McLaughlin and Coleman-Fountain, 2019: 378) as a means to be recognised as good citizens and, although their narratives 
can be thought of as compromised by being embedded in contemporary celebrations of individual independence, there is still a political expansion in the imaginaries they opened up. Disability was present in their displays and how they wanted to be seen (ibid: 378). 
In a summary, counter-storytelling has occupied a central space in CDS and DCCS in terms of representing disability affirmatively and reclaiming it from its normative shadows and as desirable. Nevertheless, CDS and DCCS has also called for attention to how much disruption such counter-stories could trigger to the master narratives considering the existing power relations. Moreover, counter-narratives could also draw on the same narrative resources with the master narratives, risking the perpetuation of the same hierarchical discourses that feed into them. All these considerations were crucial in this research, as I did not want to reproduce an idealised version of the binary between master and counter-narratives, which treated them as antithetical. What I explore is how the stories of the young people with RG could be disruptive of the master narratives of RG, but they could also draw on the same hierarchical discourses with them. This was in line with Goodley et al.’s (2004: viii-x) perspective of narratives: “narratives are always politicized, structured, culturised and socialized. Narratives may be our best hope of capturing structures that continue to shape, divide and separate human beings’. Having provided an overview of the theoretical frameworks that shaped my narrative approach, I now turn to how I analysed participants’ stories. 
[bookmark: _Toc39585234]Method of Analysis
The focus in this part is the method of analysis of the stories. All the interviews (in person and Skype) were transcribed verbatim and the email interviews, the digital stories shared on the ‘private’ weblog and the stories from a participants’ ‘public’ weblog were copied and pasted on a Word document. I then proceeded with a narrative thematic analysis (Braun and Clarke 2006; Riessman 2005; Smith et al. 2016). As Riessman (2005: 3) argued, ‘The thematic approach is useful for theorising across a number of cases - finding common thematic elements across research participants and the events they report.’ The analysis included the following stages: 
· I started with reading and re-reading the stories multiple times to achieve what is referred as ‘familiarisation’ with the data (Braun and Clarke 2006). Such familiarisation had already started during the transcribing process (Kvale 2007).  
· The familiarisation process was followed by colour-coding, that is searching codes within the stories and across the stories (e.g. teachers, teaching assistants), which were highlighted with different colours (e.g. yellow for teachers, green for teaching assistants etc).  
· Colour-coding was succeeded by the identification of themes and sub-themes, which I then organised into four analysis chapters.
For instance, using the term ‘teaching assistant’ as a code, I went through the participants’ stories and highlighted it (with yellow colour) whenever I came across it. Then, I read the full sentences (or paragraphs) within which this code had been encountered and started identifying common patterns in relation to when this code was used. For instance, teaching assistants were commonly discussed across the stories in relation to the support they provided participants with. Teaching assistants’ support then became one of the themes. Within the theme of support, different sub-themes came up, such as the different types of support teaching assistants offered (physical support, learning support) or the benefits and the drawbacks of support participants had identified, such as sorting out accommodations and the stigma of support respectively.
  
Regarding the theoretical frameworks that I brought into the analysis and which shaped my interpretations of the stories, these were in line with my feminist epistemological and ontological approach to narratives of experience, where the theorisation and politicisation of narrated experience was an integral part. As Goodley (2000: 58, cited in Goodley et al. 2004: 149-150) argued,  
The emic ['insider'] view of the narrator and the analytical and repertorial skills of the researcher are combined to draw our broader socio-structural, cultural, political and theoretical points..Drawing out points of convergence in a number of stories shows the relevance of a few accounts to many similar others...Stories cannot stand alone.   
Moreover, adopting ‘plunder as a method’[footnoteRef:68] (Hughes et al 2012: 315) enabled me to draw on various theoretical frameworks to make sense and interpret the stories, including the CDS approaches discussed in the literature review (e.g. phenomenological and poststructuralist disability studies) as well as concepts and arguments from DCCS, such as centring disabled young people’s experiences and acknowledging their agency (Curran and Runswick-Cole 2014). The rationale for providing different theoretical readings of the stories, as put forward by Goodley and Runswick-Cole (2012: 63-64), was that:  [68:  For examples of multiple readings of stories through different theoretical frameworks see Goodley and Runswick-Cole (2012a, 2013) and Slater (2015). ] 

In promoting a multiplicity of readings, we seek to accept uncertainty and to promote potential. By accepting uncertainty we seek to challenge the tendency of certain grand narratives to masquerade as truths as they weave themselves in and out of children’s bodies and minds with potentially dangerous effects. 
Against the grand narratives of medicalisation and psychologisation, Goodley and Runswick-Cole (2013: 9) provided readings of ‘intimate accounts of the bodies of disabled children that evoke wider considerations of the politics of disability’. Similarly, the analysis of the participants’ stories aimed to disrupt the grand narratives that interpellated them and their experiences whilst also examining the narrative resources that participants drew on to story their experiences.   
[bookmark: _Toc39585235]Ethical Considerations
This section outlines the ethical procedures that I adhered to before starting the fieldwork and whilst doing the fieldwork[footnoteRef:69]. Prior to starting my fieldwork, I had to get the approval of my university that my research was ethically sound, or, simply put, that it met the ethical standards set by various institutional bodies, which in my case were the University of Sheffield and its Ethical Research Code of Conduct (2017) and the Economic and Social Research Centre’s Framework for research ethics (2015). Such ethical regulations are described by Halse and Honey (2007) as the ‘institutional discourse of ethics’, also referred to as ‘procedural ethics’ (Guillemin and Gillam 2004: 263) or ‘Ethics’ (Blackburn 2001). These regulations focus, among others, on the issues of voluntary, informed consent, the right of the participants to withdraw at any time without having to provide any reasons for doing so, anonymity and confidentiality, the minimalization of any form of harm to participants and considerations about leaving the fieldwork. All these regulations were followed thoroughly, as explained next.  [69:  A discussion of the ethics of the analysis, which is post-fieldwork, takes place in the next section. ] 

What made my ethics application more complicated was that my research was considered to be of ‘high risk’ by institutional ethics for two reasons: firstly, due to the classification of potential participants (disabled young people) as ‘vulnerable’ because of their disability and their age (in the case of those who were not adults). Secondly, the topics that might be discussed during the interviews could be ‘sensitive’[footnoteRef:70], triggering distress and/or discomfort to participants. Therefore, I had to be even more thorough and specific with how I would meet the ethical standards when doing research with this population and on this topic.  [70:  The ethics application lists a series of topics that could be identified as sensitive, including discussions around bullying. ] 

The ethics application was successful (in terms of being approved by the university ethics committee[footnoteRef:71]) and my ethical conduct during my fieldwork was shaped by the ethical regulations outlined above. For instance, all the participants were provided with an information sheet about the scope of the research and what their involvement would be like and then they were given a voluntary informed consent form, which they were asked to sign if they agreed with it. In the case of the teenage participants, their parents acted as gatekeepers, meaning that they were the ones to read the information sheet first and sign an informed consent form. I then shared the information sheet and the voluntary consent form[footnoteRef:72] with the teenagers, whom I reminded that it should be their own decision if they wanted to be involved or not and not their parents’ decision (Skelton 2008). Moreover, in the case of teenage participants, a chaperone - their mother - was always present during the one-to-one Skype interviews, with the exception of the focus group with the three teenage participants and the pair interview, where the chaperones were not present, but could access the open spaces where the interviews took place (the living room in a participants’ house and an open space in a library) at any time. Moreover, all participants were reminded of their right to withdraw (ESRC, 2015) from the research at any time (prior, during or after) and anonymity was compulsory for the teenage participants and optional for the adult participants. It was optional for the adult participants, because some of them had already published their stories in other platforms (weblogs, newspapers, associations’ webpages). It was compulsory for teenage participants, because of the danger of narrative foreclosure (Freeman, 2011), that is, how they represented themselves as teenagers during the interview might not be the same in the future, so I thought it was ethically sound to anonymise their stories. I also informed the participants that I would strive to secure confidentiality, although confidentiality could not be promised, considering that this is a specific impairment group where many people know each other due to the common spaces that they share (associations, hospitals) (Shakespeare et al. 2010).    [71:  The letter of approval is attached in Appendix 3]  [72:  Different information sheets and informed consent forms were provided to adult participants, to teenage participants’ parents and to teenage participants (see appendix 5).  ] 

Nevertheless, despite the success of the application, I was concerned about the issues arising from applying fixed notions of ‘vulnerability’ and ‘sensitivity’ to certain populations and topics respectively. For instance, the issue of ‘vulnerability’ is exacerbated in the research with disabled children and young people, as Ethics are characterised by ‘the lingering legacy of the medical model which contributes to the discursive construction of the disabled child as vulnerable, difficult to communicate with, dependent and unknowing’ (Richards and Clark 2018: 201). As Skyrme and Woods (2018: 356) noted,
The concept of ‘vulnerability’, while contested, may more readily be applied to children and particularly disabled children who are invited to take part in qualitative research. However, vulnerability, is often regarded as interchangeable with the notion of lacking competence (Carter, 2009), and this has the potential to overlook disabled children’s abilities and participatory rights. The systematic positioning of severely disabled children as vulnerable and the discursive tropes the term invokes can impact disabled children’s involvement in elements of their health care, decision-making and their lives more generally. 
This classification perpetuates the othering and silencing of dis/abled children in research (Liddiard et al. 2019) and reflects the discursivity of the labels ‘disability’ and ‘child’ within society, its inherent power dynamics and its manifestations (Clark et al. 2015; Goodley and Runswick-Cole 2011b). Nevertheless, one of the main objectives of this research was that the stories of young people with RG were listened to rather than being silenced and this was achieved through the recruitment of nine teenage participants.  

Regarding the discourse of sensitive issues, I was already aware of the possibility that what is framed and listed as ‘sensitive topics’ in Ethics could emerge during the narrative interviews with the young people[footnoteRef:73].  However, when stories that fitted into the discourse of sensitive topics came up e.g. stories of bullying, participants did not look like they were experiencing discomfort neither did they avoid holding such discussion. They actually wanted these stories to be listened to and action to be taken, so they would not be repeated. For instance, in Liddiard et al’s (2019: 160) co-produced research with disabled young people, the co-researchers expressed their excitement for ‘a project that focuses on those unasked questions’. The above led me to reflect on Clark et al.’s (2015: 27) questions: ‘for whom is this a sensitive topic, and what role do such assumptions play in preventing children talking about their lived experiences when they are termed ‘sensitive’?’ Powel et al. (2018: 658), interviewing different stakeholders, including children and their families, noted ‘the need for more nuanced understandings, rather than attempting to generate an exhaustive list of sensitive topics’. Hyden (2013) proposed a relational understanding of sensitive topics, meaning that what is deemed sensitive and what is not depends on the relationship between the teller and the listener as well as the cultural and contextual circumstances. Moreover, Hyden (ibid: 225, italics in the original) noted ‘the importance of making physical and discursive space for sensitive topics to evolve in narrative research.’ It was important both to the participants to tell these stories and to me as a researcher to listen to them. Providing this space for these stories to be told and listened was in line with an ethic of care as proposed by McLaughlin (1997: 21):  [73:  For instance, Pritchard (2014: 54) justified the exclusion of young people with RG who were not adults yet on the basis that ‘some of the questions also focus on social issues, such as name calling, which I felt may upset some children having to discuss. ] 

If an ethic of care is to be available to groups who are marked out as different or deviant by society then it needs to be forged with an appreciation - rather than a denial - of politics and material reality. It needs to be an expression of resistance and anger which is inclusive in the context of the exclusion practiced by the rest of society. 
The above issues made me re-think about how
particular groups perceived as ‘vulnerable’, particular situations or contexts thought of as ‘inappropriate’ and particular topics constructed as taboo or sensitive, risk becoming marginalised by both researchers and the groups and committees that govern research for the very risks to the social order that they pose (Clark et al. 2015: 28).
Nevertheless, I decided as a researcher that I should adhere to my initial research design, which included teenagers with RG, and I was also prepared for listening to any ‘sensitive’ stories that the participants would be willing to share.  What I was also reminded during the fieldwork is that,
In the “real world” of research, identities are more fluid, mutable, and difficult to pin down. In the situatedness of qualitative research, the subjectivities and identities of all research participants are repeatedly (re)configured and (re)formed in ways that repeatedly (re)align and renew the ethical terrain (Halse and Honey 2007: 345).
Such ethical considerations around the situatedness of the research and how the subjectivities played out during the fieldwork follow in the next section.    
[bookmark: _Toc39585236]Reflexivities of Discomfort: The Messy Stories
We neaten up our stories of "what happened" to sound credible and get published. The rejection of the messy details of research is a legacy of positivism (Ellingson 2017: 31). 
In this section I engage with what Pillow (2003: 187-188) refers to as ‘reflexivities of discomfort’[footnoteRef:74] or ‘uncomfortable reflexivity’ to provide some critical reflections/messy details of this research. The areas that are discussed are gatekeeping as a discursive practice, the role of my positionality during the face-to-face interactions for recruitment purposes and the ethics of analysis. Discussing and critiquing four different types/uses of reflexivity[footnoteRef:75], which relied on an essentialist understanding of identity and act as ‘confessional tales’ (ibid: 187), Pillow (ibid: 193) proposed instead uncomfortable reflexivity, which  [74:  For an application of reflexivity of discomfort in educational research and insider/outsider positionality see Hamdan 2010. ]  [75: Reflexivity as recognition of self; reflexivity as recognition of other; reflexivity as truth; reflexivity as transcendence. Riessman (2015: 233) also discussed the idea of ‘multiple reflexivities’ in narrative research, proposing that  
some are tied to the inevitable co-construction of data, other to one’s personal biography and    circumstances; some are tied to one’s political positioning as the researcher, others involve revisiting one’s earlier work, and so on. (ibid)  ] 

is not about better methods, or about whether we can represent people better but, as Visweswaran states, “whether we can be accountable to people’s struggles for self-representation and self-determination” (p. 32) - including our own selves. 
Uncomfortable reflexivity then aimed to embrace and reflect rather than simplify the complexity of the research subjects - both the researcher and the researched - whose identities are multiple and intersecting (Pillow, 2003). Uncomfortable reflexivity, Pillow argued, should ‘go beyond being a methodological exercise…it is rendering the knowing of the self or the research subjects as uncomfortable and uncontainable’ (ibid: 187). The next section constitutes the first application of uncomfortable reflexivity, focusing on the issue of gatekeeping. 
[bookmark: _Toc39585237]Gatekeeping as a Discursive Practice 
In this section I employ uncomfortable reflexivity to discuss my encounters with the associations (mostly online), which acted as gatekeepers during the process of identifying and recruiting potential participants. While I have already referred partly to their involvement in my research, in this section I go into further detail to discuss the power dynamics that shaped our encounters and interactions (or lack of). I start first with the theoretical framework, poststructuralism, that informs my approach to gatekeeping and then critically and uncomfortably reflect on such interactions.  
Reviewing the existent literature on gatekeepers, Crowhurst (2013) and Shangera & Thapar-Bjokert (2008) argued that there was a gap in reflexive accounts on the ever-evolving gatekeeper-researcher relationship, particularly on issues around trust and power. Crowhurst (2013: 464) attributed this gap to a ‘mechanistic model that reduces the gatekeeper to an instrument in the field and the ‘passing through the gate’ as a matter of course’. Such a model is frequently found in mainstream social research textbooks, reducing gatekeepers to a disembodied, neutral and objective figure whose role and functions are confided to a specific, discrete stage of the research process (Crowhurst 2013: 473), and concealing the ‘complex dynamics in which gatekeeping is operationalized in the field, and the multiple ways in which gatekeepers impact upon the research’ (Crowhurst & kennedy-macfoy 2013: 457). In contrast to this mechanistic model, Crowhurst (2013: 471) proposed a poststructuralist approach to gatekeeping, where
‘the gate’ itself ceases to be viewed as a purely mechanistic instrument, guarded by a neutral figure, but rather can be seen as a discursive construction, giving meaning and making sense of the research encounters between socially embedded actors in the field. 
Gatekeeping, Crowhust and kennedy-macfoy (2013: 458) suggested, is ‘a historically situated, social and cultural process that embodies the power relations of the contexts in which it takes place’. Within this approach gatekeepers are viewed ‘as social actors embedded, participating in and influencing relations of power’ (Crowhurst 2013: 464). Gatekeepers cease to be understood as static figures, but they are seen ‘as a cluster of institutional practices, truths, funding regimes, disciplinary conventions, power relations and discourses’ (Eldridge 2013: 483). Rather than demonizing (or celebrating) gatekeepers as individuals who hinder (or facilitate) access to potential participants, this approach seeks to understand gatekeepers (and the researcher themselves) as discursive subjects who draw on the contextual power relations that produce and inform their encounters with the researcher (Crowhurst and kennedy-macfoy 2013; Crowhurst 2013; Eldridge 2013; Shangera and Thapar-Bjokert 2008). 
Power within this approach is understood through a Foucauldian lens as productive (power produces the researcher and the gatekeeper as subjects) and diffuse (power is everywhere and is not possessed by individual subjects). Power is used relationally by gatekeepers and researchers to position each other (Crowhurst and kennedy-macfoy 2013; Eldridge, 2013) e.g. as the ‘good’ researcher who is worth of being provided with access or the ‘evil’ gatekeeper who blocked the researcher’s access. 
The aim of the rest of this section is to respond to the
need for a reflexive approach on the part of the researcher to consider the social relationships, identities and discourses which inform the encounters with gatekeepers in the field and the effects these have on the research process (Crowhurst 2013: 472). 
Among the six associations that functioned as gatekeepers, I was eligible for membership only in two of them. Except for two associations, the rule was that membership was granted only to those with an RG condition or those with a family member with an RG condition. The associations with such membership criteria could be described as ‘biosocial associations’[footnoteRef:76] (Hughes 2009: 679), since they ‘use impairment, genetic status and biomedical diagnosis and classification as a calling card that is central to their claims to identity’. However, this also meant that those who did share such a ‘lived experience’’[footnoteRef:77] were constructed as ‘outsiders’ and were excluded from such membership. Nevertheless, such membership was crucial in opening the gate to the events hosted by the associations, where potential participants could be identified and recruited.   [76:  Biosocial associations are more likely to embrace a more complex epistemological position that has been described as a ‘coalition or hybridisation of experiential knowledge, lay expertise and counter-expertise’ (Hess 2004, 697) (Hughes 2009: 680). ]  [77:  Either themselves or in their family.] 

Nevertheless, the process of gaining access is not static, but dynamic, ‘shaped by transformative encounters between researchers, gatekeepers and participants’ (Crowhurst and kennedy-macfoy 2013: 364). Despite the strict membership criteria, some of the associations that I could not be member of still allowed me to advertise my research on their Facebook pages, giving me online access to potential participants. This was not a straight process of course, as there had been many messages in between with me explaining the purposes, the rationale and the importance of my research and distancing myself from the depiction of the researcher as a mere ‘collector of stories’ who after the completion of the fieldwork is nowhere to be seen (Kitchin 2001). However, as Crowhurst (2013: 472) noted,  
The fact that gatekeepers grant access should not necessarily unleash the researcher to un- problematically carry out her/his research - ultimately, it is the potential respondent who should be able to decide whether he/she wants to take part in the research, and the researcher has the responsibility of understanding and ensuring that this is the case.
As discussed earlier, online advertisement came with issues around authenticity and trust, which could have been resolved in face-to-face encounters. Not being a member of the associations, which meant no access to the events where trust could be developed, as well as lacking the credentials of being a member due to not being a person with RG could potentially explain the very small number of participants that contacted me after advertising the research on the associations’ Facebook pages. 
To summarise, rather than demonising or celebrating those associations that hindered or provided me with access to potential participants, I engaged with a post-structuralist approach to gatekeeping to explore the power relations and the discourses that shaped our (I as a researcher and associations as gatekeepers) encounters. The biological essentialism upon which some associations draw upon prohibited me from becoming a member and attending their events, where relationships of rapport could potentially be developed between myself and potential participants. Nevertheless, the lack of membership did not automatically mean that I was forbidden to advertise my research on their Facebook pages. However, this did not prove to be an effective means of recruitment due to issues of authenticity and mis/trust, resulting out of my positionality, which is discussed in the next section.   
[bookmark: _Toc39585238]Embodied Reflexivity and The Politics of The Field Encounters 
My critical reflections above already touched on my embodied identities and how these played out in the online encounters with gatekeepers. In this section I bring together the concepts of ‘uncomfortable reflexivity’ (Pillow 2003: 187) and ‘embodied reflexivity’ (Burns 2003: 230) to critically reflect on my face-to-face embodied interactions with potential participants during the events of the associations that I had access to and, in particular, on the interrogation of my short, but not with RG body and my research identity. 
[bookmark: _Hlk529874859]Rather than treating the bodies (both the researcher’s and the participants’) involved in the research as the ‘elephants in the room’ or as an ‘absent presence’ (Davis 1997; Leder 1990), feminists (Burns 2003, 2006; Rice 2009; Del Busso 2007; Ellingson 2006) and phenomenologists (Engelsrud 2005; Finlay 2006) called for ‘embodied reflexivity’ (Burns, 2003: 230) as a means for the researcher’s and the participants’ bodies to be acknowledged. Opposed to ‘cognitive reflexivity’ (Burns 2006: 5), as captured in definitions of reflexivity, where there is no reference to the body (see Finlay and Gough, 2003), embodied reflexivity requires researchers to critically reflect on their embodied subjectivities and to consider how these affect the research process (Burns 2006; Turner and Norwood 2013), with the aim of demystifying the research activity (Liddiard 2013). Embodied reflexivity brings into consideration the researcher’s positionality not as something fixed (Tinker and Armstrong 2008), as in the case of the outsider/insider binary for instance (Thomspon and Gunter 2011), but as something dynamic, performative and context dependent (Norris 2015). As Turner and Norwood (2013: 698) argued: 
A researcher’s insider/outsiderness is not necessarily a fact of demographics or experiences, but rather is constructed in the moment and therefore is not predetermined or static. Furthermore, insider/outsider identities are not usually clean and simple, as parts of our identities may overlap with participants and others may not. 
Similarly, Mullings (1999) was critical of the insider/outsider binary for overlooking positionality’s dynamism, that is how it changes in time and through space. As Norris (2015: 1002) asserted, ‘an individual’s embodied, performed and social identities, including those of the researcher, are multiple, specific in time and place, and evolve and fluctuate through interaction’ and ‘who and what I am at a specific time and place is lived through and performed by my body, which is itself culturally and historically influenced’ (ibid: 989). For instance, Liddiard (2018) and Scott (2013) discussed how their ‘insider’ status - being disabled and doing disability research - was interrogated by their participants, who did not experience their impairment in the same ways as them. This leads to a view of with positionality as relational (Crossa 2012: 115), which ‘considers how researchers’ identities are shaped by multiple mobile and flexible relations’. However, thinking of positionality relationally (and not as something fixed) does not leave positionality devoid of power relations, but, on the contrary, power relations shape such relational understandings (Hoffman 2007; Shangera & Thapar-Bjokert 2008). The embodied reflections that follow draw on relational positionality to explore how the participants’ and my embodied identities affected our face-to-face encounters during the recruitment process. 
As discussed earlier, venue-based sampling took place through attending two events that one association held. These events are constitute a ‘safe’ space (Campbell 2008b; Hogde and Runswick-Cole 2013), a get away from ableism’s omnipresence materialized in the hostile attitudes and disabling structures that people with RG encounter in their everyday lives (Shakespeare et al. 2010; Pritchard 2016). During these events I felt at certain occasions that my body (short, but not with RG) was interrogated and the disclosure of my identity as a researcher brought about even more scepticism about my presence in the events and about my intentions. The following reflection from my research diary illustrates this point: 
Once I entered this room with only two people inside, my presence (or my right to be there) was immediately interrogated. ‘What are you doing here?’ I was asked by the one person in the room. I introduced myself and explained that I was a member of the association and I was also attending the event to talk with people for my project. The other person rushed to explain ‘He’s not one of them; he’s not here for the weekend and then never hear back from him again’ (Research Diary, October, 2018). 
Both people had RG and were members of the associations. It was the first time to meet the person who immediately asked me what I was doing there (in the event of one association). I had already met the other person in a past event, so he was both aware of my membership and my project. Although these questions made me feel discomfort initially, upon reflection and in hindsight I believe they were absolutely justified and legitimate, considering the levels of mistrust towards research and researchers (with and without RG) which and who made members of the association feel that their experiences and stories had been appropriated and misrepresented (Kitchin 2001) (what the second person referred to as ‘one of them’ referring to researchers who engaged in such practices). In order to mitigate such feelings, during my face to-face interactions with potential participants I claimed what Mulling (1999: 340) referred to as ‘positional space’ 
that is, areas where the situated knowledges of both parties in the interview encounter, engender a level of trust and co-operation. These positional spaces, however, are often transitory and cannot be reduced to the familiar boundaries of insider/outsider privilege based on visible attributes such as race, gender, ethnicity or class.
For instance, when I was asked by potential participants about the rationale of the research, I was open and honest about my personal drives, including my own experiences of heightism during schooling, a form of discrimination that we both shared experiences of. Moreover, by taking part in the different activities that the associations had planned, such as dinners and disco events, I got to know potential participants better in informal settings - and so did they - and develop a relationship of trust. Both I and the potential participants had the opportunity to come to know each other not only as ‘the researcher’ and ‘the participant’, but as members of the same association who spend time together.  At these moments our embodied differences ceased to matter, as we both focused on what brings us together rather than what differentiates us from each other. Τhis was the big difference that the face-to-face encounters made compared to the online encounters. Being able to claim such positional space was crucial in mitigating feelings of mistrust towards my embodied identities and my identity as a researcher and in recruiting participants who felt safe to share their stories with me. 

All in all, in this section I engaged with embodied reflexivity to reflect on my research encounters with potential participants during the events of one association. While in some initial interactions I experienced my body and my researcher identity as an impediment (Turner and Norwood 2013) during recruitment due to the legitimate mistrust towards an ‘outsider’ researcher, I overcame this barrier by claiming positional space e.g. by referring to the shared experiences of heightism we both encounter in different contexts and forms, and by developing a rapport of trust with potential participants. Unlike online encounters, where I did not have the chance to engage with potential participants in more detailed dialogues about my research (explaining what motivated me to do it and what I aspire to achieve with it) and spend time together to get to know each other, the face-to-face interactions proved to be essential in the development of meaningful relationships with potential participants, who felt more comfortable after that to share their stories. Sharing their stories with me though was a huge ethical responsibility for me: How do I re-tell these stories in such a way that does justice to what was said (and not said), especially when positioned as an ‘outsider’? This is the topic on which I reflect in the next section.   
[bookmark: _Toc39585239]Feminist Ethics, Positionality and Analysis 
Often this speech about the “Other” annihilates, erases: “no need to hear your voice when I can talk about you better than you can speak about yourself. No need to hear your voice. Only tell me about your pain. I want to know your story. And then I will tell it back to you in a new way. Tell it back to you in such a way that it has become mine, my own. Re-writing you, I write myself anew. I am still author, authority. I am still the colonizer, the speaking subject, and you are now at the centre of my talk (hooks 1990: 151–152).
In this part the focus is on the analysis of the stories and on what Hoffman (2007: 321) refers to as the ‘third dimensional power’, which has to do with the authorial/authoritative power of the researcher to re-tell the participants’ stories, including the researcher’s theoretical frameworks (the lenses through which the stories are discussed) and analytical choices (which stories and/or which parts of the selected stories are listened to and which ones are silenced). As the author of this thesis, I was the one to choose which stories to include e.g. participants’ experiences with their TAs, and which ones to leave out e.g. participants’ stories of the primary schooling experiences, a choice which had to do with the narrative thematic analysis and the research questions. Moreover, I chose the theoretical and analytical frameworks through which these stories were discussed. For instance, I drew on Goodley’s and Runswick-Cole’s (2011a) analytical distinction of the different forms of violence (real, cultural, psycho-emotional and systemic) to examine participants’ encounters with such violence at school. Here, I critically reflect on my authorial/authoritative power by engaging with Alcoff’s (1991) interrogative practices[footnoteRef:78] and Bridge’s (2001) deconstruction of the exclusion of outsider researchers from doing research with disempowered/marginalised communities. Rather than overlooking and silencing these issues, what I try to propose here is an ethically sound way of analysing and re-telling stories of marginalised communities, which builds on feminist ethics.  [78:  Alcoff (1991) sets out four interrogative practices, but I only draw on two of them here. ] 


The issue of authorial power is highly pertinent to my research, considering my positionality as a non-disabled researcher. Both in the USA (Charlton 1998)[footnoteRef:79] and in the UK (Stone and Priestley 1996; Branfield 1998) it has been suggested that disability research should be conducted by disabled people, who have a direct experience of it. Richards and Clark (2018: 200) discussed how the researcher’s dis/ability own status - which must be ‘confessed’ - is related to their ‘expertise’[footnoteRef:80] and the authenticity of the knowledge they produce ‘about and for the disability community’. To discuss these issues, then, I engage with Alcoff’s (1991) interrogative practices for those who speak for others. Alcoff starts quite provocatively, stating that [79:  Charlton (1998: 128) refers to the ‘innate inability of able-bodied people, regardless of fancy credentials and awards, to understand the disability experience. ]  [80:  The underlying assumption being that a disabled researcher will have a better insight into disability experience than non-disabled researchers. ] 

The impetus to speak must be carefully analyzed and, in many cases (certainly for academics!), fought against. This seem an odd way to begin discussing how to speak for, but the point is that the impetus to always be the speaker and to speak all situations must be seen for what it is: a desire for mastery domination (ibid: 24).
This desire for mastery is also captured by hook’s quote used at the start of the section, who talks about the author as the coloniser. Bridges (2001: 381) also referred to the danger of ‘vetriloquy’, that is ‘the use of the voice of the participants to give expression to the things which the researcher wants to say or to have said’. On the other hand, both Alcoff (1991: 21) and Bridges (2001: 381) warned about the danger of speaking only for ourselves, to which they referred as the ‘problem of retreating’ and ‘social solipsism’ respectively. Bridges (ibid: 381) claimed:
There is a real danger that if we become persuaded that we cannot understand the experience of others and that 'we have no right to speak for anyone but ourselves', then we will all too easily find ourselves epistemologically and morally isolated, furnished with a comfortable legitimation for ignoring the condition of anyone but ourselves.
These issues pushed me further to critically reflect on what urged me to do this research in the first place, why I chose this population and why I asked the questions I asked. Part of the responses to these questions have already been covered elsewhere (see for instance the opening story in the chapter 1), where I discussed the rationale of this research. Regarding my ‘outsider’ positionality, I agree with Bridges’ (2001: 374) argument that an ‘insider positionality’ (which was discussed earlier as a direct experience of/to disability) ‘does not automatically attach special authority to their own representations of that experience’. What is important, though, is how one, whether ‘insider’ or ‘outsider’[footnoteRef:81], theorises such experience, what theoretical frameworks they draw on to make sense of it. As Bridges (2001) correctly asserted, outsider researchers doing disability research have frequently engaged with frameworks that pathologised disability and disabled people. Goodley and Runswick-Cole (2012a: 55) also warned about the risk of engaging with readings which could perpetuate the pathologisation of disabled children:    [81:  If we are to maintain this binary.] 

What kinds of readings do we draw upon to make sense of disabled children? To what extent are our narratives only partial accounts of the complexity of ‘disability’ and ‘childhood’? Are we in danger of empowering dangerous readings that create pathological versions of childhood?   
In my attempt to speak for ‘others’, I was thorough about what theoretical frameworks I brought into the research to discuss their experiences and the potential effects of such frameworks. Moreover, while I am the speaker/author in terms of re-telling these stories, I was mostly a listener, a witness and a co-creator of these stories when they were shared rather than a coloniser of these stories. 

Besides interrogating our urge to speak for others as researchers, Alcoff also calls for attention to the potential material and discursive effects resulting from how the participants and their stories are represented:   
In order to evaluate attempts to speak for others in particular instances, we need to analyze the probable or actual effects of the words on the discursive and material context. One cannot simply look at the location of the speaker or her credentials to speak, nor can one look merely at the propositional content of the speech; one must also look at where the speech goes and what it does there (ibid: 26). 
While I cannot foresee with certainty the effects of this research, one of the intended effects of it is to challenge the dominant discourses through which young people with RG become known (e.g. through deficit discourses) and the material effects/repercussions that such discourses have on their education (e.g. grade retention Holmes 1982). However, I am still quite concerned about the danger of domesticating stories of oppression, which, once released, can become the object of voyeurism which feeds into the ‘tragedy’ of disability (Goodley and Runswick-Cole 2013). Alcoff and Gray (1993) warned about how women’s stories of rape survival were sensationalised by the media and, therefore, became another item of consumption which was co-opted by the dominant discourse in such a way that reduced their disruptive impact.  Moreover, Hyden (2013: 225, italics in the original) discussed ‘the potential harm the circulation of narratives on sensitive topics may cause the involved[footnoteRef:82], since they might be reinterpreted beyond the narrator’s control’ and ‘by passing them on to new audiences, we pave the way for possible new meanings - and as they are passed on, they make entrance into new power relations’ (ibid: 231).  [82:  Here I am thinking beyond the minimalization of harm through anonymisation and confidentiality. ] 

Rather than silencing these stories due to these risks though, what I have tried to do through the theoretical frameworks that informed my analysis, interpretation and discussion of the stories was to deconstruct the cultural tropes that could lead to such a voyeuristic reading of them and to ‘shield’ them from becoming the objects of uncritical consumption.  Following hooks (1989), I did not merely name these experiences, but I situated these experiences within theoretical contexts which shed light on what brought such experiences into existence in the first place. Listening to Alcoff and Gray (1993: 269), I have positioned these stories ‘in violent confrontation’ with the dominant discourses, which makes possible subversive speaking’s aim to have a disruptive effect on them and not giving the space to be appropriated by them.  
In sum, in this section I reflected on the ethics of re-telling these stories and, particularly, how my authorial power and my positionality has affected the way I have represented these stories and what measures I took to protect these stories from being the objects of sensationalised consumption.   
[bookmark: _Toc39585240]Conclusions
The first aim of this chapter was to provide a picture of what the fieldwork looked like, that is to make clear who was involved in this research (participants), why they were chosen (sampling), how they were approached (access) and what forms their involvement took (methods). I also referred to the method of analysis (thematic analysis and plugging in) that I used to organise the data/stories and the ethical procedures I (had to) adhered to.
Another target of this chapter was to explicate my methodological, epistemological and ontological stance in this research and the theoretical frameworks that shaped it. I first defined the key terms of my narrative approach - stories and experience -, considering the epistemological and ontological implications of these definitions. I then elaborated on the frameworks that in-formed my narrative approach, feminist poststructuralism, CDS and DCCS, demonstrating their nuanced approaches to storytelling.  
This chapter also aimed to depict the complexities of the fieldwork of this research, from accessing and recruiting participants to how I could re-tell their stories ethically without causing any harm. To critically reflect on these issues, I engaged with a feminist tool, reflexivities of discomfort, and considered the role of my positionality in relation to each of them.     
The following four chapters are the analyses chapters, which discuss the findings from the participants’ stories and they are the outcome of the thematic analysis of the storied data. The first analytical chapter, Chapter 4, focuses on the young people’s experiences of the school space, including the school playground and toilets as well as the experiences of special chairs in the classrooms. Chapter 5 turns the analytical gaze to the teaching assistants that were allocated to the disabled young people and the interactions between them. Following the interactions with teaching assistants is the interactions the young people had with the class teachers, discussed in Chapter 6. Chapter 7, the final analysis chapter, explores stories of violence that the young people experienced by their peers and how violence was dealt with both by the young people and their schools.   
 












[bookmark: _Toc39585241]Chapter 4: Navigating School Spaces: Disabled Young People’s Geographic Maturity  
[bookmark: _Toc39585242]Introduction
Paul: I think it's the most I 've talked about toilets in a while 😛
Rachael: I know a lot of kids do now, have special chairs and that kind of thing, which  might  be really good for their posture, but I imagine I would have hated it, because it would make me more different, and even, even at work now having your own special chair is a bit of like, people are always trying to use it or move it or turn. ‘Why do you get a special chair?’ (giggle), which is a little bit being like at school.
This chapter looks into how the disabled young people navigated and experienced school spaces that were not designed with them in mind, conveying to them messages that they were ‘in the wrong place’ or ‘out of place’ (Kitchin 1998: 345). As Goodley and Runswick-Cole (2015a: 53-54) proposed,  
Disabled children often occupy a distinct place in what Kitchin (1998) describes as ‘spatialities of disability’: the different ways in which disabled people are allowed to or expected to inhabit space.  While disabled children might occupy a space such as the school playground, classroom or leisure context, the extent to which they feel a sense of belonging within these spaces is debatable. This is because power relations make their way through structures, spaces and discourses of social, economic and cultural life.
Looking at the spatialities of disability, this chapter addresses questions such as the following: Where did the participants feel welcome and a sense of belonging and which spaces did they avoid or feel excluded from? What were the power relations at place in such spaces? 
The first part focuses on the school playground and the school toilets. The experiences of disabled young people of these two school spaces have remained under-researched, especially from a research perspective which engages with their own stories rather than their parents’ or teachers’ perspectives (Stephens et al. 2015 Yantzi et al. 2010). Therefore, this chapter provides original insights into how such spaces were experienced and navigated by disabled young people, as reported by them. 
One of the institutional responses to make disabled young people fit into ableist spaces[footnoteRef:83], such as the school classroom, was the provision of physical aids e.g. a special chair. The experiences of using such equipment are discussed in the second part of this chapter. In particular, the discussion revolves around three themes: the issue of access to such equipment, participants’ experiences and feelings towards the equipment and their peers’ reactions to it.  [83:  Designed for and with the normatively developing child in mind (Hamraie 2017; Imrie 2003). ] 

Goodley and Runswick-Cole (2015a: 53) maintained that attention needs to be paid on how disabled children’s ‘phenomenological, embodied and subjective encounters with space’ are theorised. In agreement with them, I chose thoroughly the theoretical frameworks through which I made sense of the participants’ stories. Theoretically, this chapter drew on the concept of ‘geographic maturity’ (Dorn 1998), as utilised by Stephens et al. (2015), to acknowledge disabled children’s agency to navigate disabling and ableist spaces. This concept is explained further in the next section. In addition to that, in the first part I also draw on a post-structuralist perspective, predominantly Foucault’s and Butler’s work, and those scholars who have adopted their work, to discuss school playgrounds and toilets as performative, hierarchical spaces, where all bodies (gendered, disabled) are under constant surveillance. In the second part, I apply an assemblage analysis (Feeley 2019; Gibson et al. 2017; Stephens et al. 2015) to make sense of the different, but interconnected factors that influenced how the young people experienced such equipment. In the next part, I start with a brief explanation of geographic maturity. 
[bookmark: _Toc39585243]Disabled Young People’s Geographic Maturity
Children’s Geographies is a field devoted to the study of children’s spatial experiences, exploring how children experience and navigate different spaces e.g. urban and rural spaces, the neighbourhood, the school and so on (Horton et al. 2008). However, as Pyer et al. (2010: 1) noted, children’s geographies are characterised by the ‘place(lessness) of disabled children in geographies with, for and of, children and childhood’[footnoteRef:84], a gap which they linked with the underrepresentation of the experiences of disabled children and young people in the new social studies of childhood  (Liddiard et al. 2018). Goodley and Runswick-Cole (2015a) also observed the lack of any reference to disability in Horton et al.’s (2008) reflections on the current status and challenges of Children’s Geographies. Nevertheless, both Pyer et al. (2010) and Goodley and Runswick-Cole (2015a) acknowledged the analytical, disruptive potential for Children’s Geographies if they were to engage with disabled children’s spatialities. As the latter argued, ‘disabled children have much to teach us about the embodied, relational and geographical social realities of childhood’ (ibid: 53). This chapter explores disabled children’s geographies of schools, that is how disabled young people experienced and navigated various school spaces, recognising how such insights provide nuanced understandings of the relationship between the (disabled) body and space.     [84:  For exceptions: Skelton and Valentine 2003; Holt 2004; 2007. 
] 

A concept that is particularly useful to this chapter is ‘geographic maturity’, a term coined by Disability Studies Geographer Michael Dorn (1998: 183). Dorn argued that precisely because disabled subjects have to navigate disabling and ableist spaces, they develop geographical maturity, meaning that they always remain ‘attentive and responsive to changing environmental conditions’ (ibid: 183). Stephens et al. (2015) used geographic maturity to explore how disabled children and young people navigated different spaces, such as the home, the neighbourhood and the school and how different actions, such as falling or crawling, had different meanings and implications, depending on the context. According to the same authors,  
Geographic ‘maturity’ is an interesting concept especially in relation to disabled children and the question of agentic subjectivity: the decisions of disabled children face particular scrutiny because both disabled people and children are often considered ‘less capable’ - or less mature - within a model of agency that rests on an autonomous and ‘rational’ individual subject (Breckenridge and Vogler, 2001; Pole et al., 1999) (ibid: 199).  
Geographic maturity, then, reclaims disabled children’s agency against their construction as immature, passive subjects[footnoteRef:85] (Davis and Watson 2002). Moreover, geographic maturity proved useful to these authors, as it captured the tensions experienced by disabled children, when they ‘navigated social norms that at times framed accessibility (such as the need to create physical environments that minimize bodily distress) in contrast to their own understanding of their capacities and desires)’ (Stephens et al. 2015: 198). For instance, the authors referred to how adapted desks, on the one hand, accommodated disabled children’s mobility devices, and, on the other hand, they made them feel singled out, something that they did not desire. Such tensions were also encountered in this research and are further discussed in the second part of this chapter. Geographic maturity then enables us [85:  Therefore, geographic maturity also proves to be a useful concept for DCCS, as they both recognise disabled young people’s agency. ] 

to move beyond a reductive focus on access (i.e. the presence or  absence of a ramp) to  incorporate the experiences of children, their joy or satisfaction, in response to a combination of built form, social regulations and cultural norms which enhance or limit the possibilities for action, self-expression and belonging. It also involves loosening our grip on our idea of what is ‘right’ for these children, allowing space for multiple identities, multiple preferences and multiple ‘right’ ways of doing things (Stephens et al., 2015: 200)
Drawing on the concept of geographic maturity, I examine the choices (and the rationales behind them) the disabled young people made in relation to what spaces they used for different activities, such as break-time and toileting, and which spaces they avoided and/or were excluded from. Moreover, I explore how they felt about the equipment they were provided with to fit into spaces that were not designed with them in mind. In the next two sub-sections, I focus on where the disabled young people chose to spend their break-time and which toilet facilities (gender binary or disabled) they preferred to use.      
[bookmark: _Toc39585244]School Playground Stories
‘The general perception of the school playground is that it is not an adult space’, notes Thomson (2005: 76). School playgrounds are often described as spaces with less adult surveillance, where children are afforded more autonomy and freedom (ibid). However, this is not always the case with disabled children and young people, who often remain under adult surveillance (Allan 1996; see also analysis chapter on TAs) during break-time. Moreover, Thomson (2005: 76) also reminds us that school playgrounds are designed by adults and not children, therefore they reflect ‘the adults’ view of the children’s spatial desires and needs’. Not only are playgrounds demonstrative of adults’ projections of children’s perceived needs, but they are also designed for non-disabled children (Yantzi et al. 2010), indicating who has the right to play and who does not (or who embodies the ‘playful child’[footnoteRef:86]). This results in the exclusion of disabled children from the school playground, which has been reported in various studies (Prellwitz and Tamm 1999; Talay et al. 2010; Woolley 2013; Yantzi et al. 2010). As Yantzi et al. (2010) noted, while inclusive education policies have had an effect on how school classrooms are designed, less attention has been paid to school playgrounds.  [86:  Goodley and Runswick-Cole (2010b: 499) also discussed how developmental psychology perpetuates ‘a dominant discourse of the disabled child as a non-playing object that requires professional therapeutic intervention.’] 

Woolley et al. (2005) identified three barriers that resulted in the exclusion of disabled children from the school playground: organisational, social and physical. Organisational barriers included, for instance, therapeutic interventions run for disabled children during break-time or the staff responsible for them being away for training. Social barriers involved the constant surveillance of disabled young people by adults, who spent more time with them than with their peers. Physical barriers referred to issues around inaccessible playgrounds, such as surface areas of sand, which children in wheelchairs could not use, and inaccessible equipment. The participants of this research also faced some of these barriers, as discussed in the following section.  
Nevertheless, disabled young people were not passive towards their exclusion. As Yantzi et al. (2010: 75) proposed, one needs 
to examine the impacts of inaccessible and exclusive playgrounds, the ways in which activities and negotiations within playgrounds re-construct the spaces, and the strategies these children use to resist and negotiate what are otherwise non-playable playgrounds. 
This is also the aim of this section, that is, to look at how the disabled young people navigated and experienced the (non-playable) playground and in what other spaces they spent their break-time.  
Navigating the Ableist, Gendered Hierarchies of the School Playground  
The young people’s responses to how they spent their break-time varied, with some stating that they did similar things to their peers, such as spending some time in the playground, and others who reported that they stayed in other spaces than the playgrounds, such as their classrooms or other indoor school spaces. In this part I examine what led some young people to stay indoors and how those who spent time in the playground experienced this space. 
Harry and Louise were among the young people who spent their break-time indoors, as the school playground did not meet their physical needs:  
Louise: I rarely went outside, cause I didn’t really like it, cause it was just. My school didn’t really have anywhere to sit, so I couldn’t manage like the whole break. I am not just standing around doing nothing, cause even when you are not allowed on the grass, so you have to like be standing for about an hour. So, we usually went to classrooms, like me and my friends were going to the same classrooms and we just talked in there.
[bookmark: _Hlk511387348]Harry: Normally in the main building, em, there’s like a theatre and we normally go in the theatre, cause normally not many people are there. 
 	A. Alright. And do you go to, does the school building have a school yard? 
Harry: Em, yeah, there is a school yard, but I don’t go there. Just because it’s quite small and it’s not really, it’s not really very comfortable to sit down and stuff. Like usually they are playing football, which I hate football. Like I ‘d much rather just go and sit down in the office.
Both Louise and Harry mentioned that they avoided the playground due to the lack of comfortable spaces for them to sit, as they could not stand for a long time. The absence of such spaces from the playground could be viewed as a physical barrier (Woolley et al. 2005) in terms of the physical needs of these young people not being met by the available material structures. As playgrounds were designed with the non-disabled child in mind (Yantzi et al. 2010), children were expected to be able to spend the whole break-time standing and engage in various activities. 
Harry also referred to how the activities taking place in the playground – football - also contributed to his exclusion from the playground. A similar story was shared by Nick, who used the playground, but was relegated to a peripheral role, because he did not play football:  
Nick: And as playgrounds were so much of the hierarchies dictated by sport, you know, you still get picked last for teams or that kind of thing. It wouldn’t really matter, because football and rugby were all that mattered and not basketball. [..] Then you lacked more credibility in the playground, because you were seen as not very good at sports. Really, you were good at sports, you weren’t good at rugby or football. 
Thomson (2005: 71) described school playgrounds as ‘prescriptive spaces’ to refer to how the material structures e.g. the football pitch, designated certain gendered activities, such as football. School playgrounds have been described as gendered spaces (Paechter and Clark 2007), with boys usually occupying more space. Those who could not partake in such activities, then, such as disabled boys and girls, were relegated to peripheral roles (Martinez-Andrez et al. 2017). So, although Nick used the playground for his break-time, he did not feel a sense of belonging due to the existing ableist, gendered hierarchies. Moreover, Nick was also perceived as not good at sports, which influenced his social relations with his peers in the playgrounds, such as being picked last for teams (Holt 2007). 
Paul also referred to how able-bodiedness and physical fitness dominated how one was perceived in the playground:
Paul: There’s a full social hierarchy in the playground and that hierarchy is affective when somebody is high up in the hierarchy […] You often find yourself at the lowest place in the hierarchy at that particular age. […] I think at that age many kids are influenced by who is the strongest, who is the fastest, who is the most good looking, who is, yeah, the most able. That particular thing drives the hierarchy and when you have dwarfism, let’s say, you’re not gonna be the most fittest person around.  You’re not the most, you know, attractive person around too, because of the disability gets in the way. You’re not the most talented at you know, running, you’re not the most physically abled [...] And in that particular age that kind of strength is what drives that particular age and you often find it difficult at that particular age, because you were not one of the strong lions in this metaphor. You’re one of the people that was probably more cut off and the weaker one than everybody. Yeah, I was thought as weak even though you weren’t.
Not only did Paul’s narrative indicated how disability ‘played out’ in the playground in terms of his social positioning in relation to his non-disabled peers e.g. as weak (see also Holt 2004b, 2007), but it also pointed to the psycho-emotional disablism disabled young people encountered in this space. Paul had to deal with being perceived in ways that he did not feel that they were representative of him. Nick and Paul’s narratives demonstrated then how the ableist, gendered norms permeating the school playground resulted in their marginalisation from this space. 
Besides the male participants, female participants also referred to how football led them to avoid using the playground:  
Angela: I usually spend it with the group of friends I have at the end of the corridors. When you are in the main building, there’s quite a lot of people standing around. But like at the end of the corridor there are not that many people. Like some will walk past to get to like a room, but they will not want to.
  	A. That’s nice, that’s nice. And does the school have a school yard?
Angela: Yeah, it does, it has a very big one. It’s just boys playing football and then always there’s that person who misses and he gets hit by someone.
 	A. Oh, I see. So it feels a bit dangerous to be out there.
 	Angela: Yeah. 
 	A. So you mainly spend your break-time in the corridor and not that much in the school yard.
 	Angela: Not that much. 
Angela discussed the potential risk of getting hit by the football as a reason for not spending as much time in the playground. Mayeza (2017) referred to how girls were excluded from the playground due to boys dominating and policing the space through activities such as football. Moreover, school playground designers also seem to ignore the perspectives of girls about the playground (Dyment and O’Connell 2013; Hart 2002; Paechter and Clark 2007), meaning that school playgrounds are designed for the non-disabled boy. 
Besides being potential targets of the footballers, Rachael mentioned how she was a target to the comments or questions of peers who had not seen her before when she turned up in the playground: 
Rachael: Em, probably, probably it did take place at playtime I would be in the big yard if you weren’t in the classroom and then you’d be really visible. And I’d be with friends, but be really visible. So probably kids who hadn’t seen me before that was gonna be the time that they would notice, em, and come and ask questions or shout something. […] It wasn’t so much in school. Eh, but if it was gonna be, like a new kid or something, maybe at break-time or lunchtime. Maybe they hadn’t seen me before probably.
Rachael’s story demonstrated how the school playground could be experienced as a panoptic space (Foucault 1977), where those bodies which were not supposed to be there were immediately rendered visible and became the recipients of comments and gazes.  
Rania and Christine also discussed how they avoided the playground in order to stay away from the drama and the bullying occurring there: 
Rania: Em, mine, I was a bit of a sloth. Mine was literally just, alright, go get my food, find a quiet corner, and just be on my phone or do some work. I was very, I just wanted like keep out of all the drama.
Christine: No, I get, em, if I have a TA, I’ll get dropped off at D block and then I ‘ll just wait until my  friend come and then we’ll hang out like in a classroom, where there’s like no one there. We just talk and go to the computers. […]Erm, we just spend it, it depends, like, it depends if we wanna walk around the school or if we want to sit in a classroom. Cause we sit in a classroom upstairs and we sit on the window sills and we just watch people, cause there’s no one in that classroom. So yeah. But it depends on what we really want to do really. 
Rania spoke of the school playground as a space of/for drama and Christine partly preferred to spend her break time in a space such as a classroom, where she could be only with her friend and, hence, avoid any encounters with peers that bullied her. Playgrounds have been identified as a space where many disabled young people were bullied (Holt et al. 2017; Migliaccio & Raskauskas 2015). 
In a summary, the above stories provided an insight into how disabled young people experienced the school playground: as an inaccessible space, where their physical needs were not facilitated; a hierarchical, gendered, prescriptive space, from which both disabled boys and girls were relegated to peripheral roles; a panoptic space, where they felt too visible and exposed to everyone’s gaze; and an unsafe space, where different forms of bullying e.g. teasing against their bodies could occur. Such experiences led most young people to spend their break-time in other indoor spaces, such as a classroom, a theatre hall, the dining room or a corner in the corridor. What these stories demonstrated then was the multifaceted nature of the exclusion of the disabled young people from school playgrounds, which went beyond the three types of barriers that Woolley et al. (2005) had identified. Besides the physical barriers, which were also raised in the participants’ accounts, their stories pointed out how, for instance, the type of gendered activities e. g. football taking place in the playground either excluded or marginalised their disabled bodies.         
On the one hand, this ‘option’[footnoteRef:87] to spend break-time elsewhere could be interpreted as a form of resistance to the exposure to disablism, which permeated the school playground. Such an option was a sign of retreating in a safe space (Hodge and Runswick-Cole 2013), away from the peers’ gaze and derogative comments for instance, as well as a demonstration of geographic maturity (Stephens et al. 2015), meaning that the participants consciously adapted to spend their break-time where they felt safe and a sense of belonging. On the other hand, it is also worth considering the implications that this ‘option’ had on the young people. For instance, the participants did not get the chance to play in the space designated for such an activity, feeling that they did not belong there, neither did they have the opportunity to represent themselves as ‘playful’ against the dominant, psychological discourse that depicts them as non-playing objects (Goodley and Runswick-Cole 2010b). Besides playing, though, playgrounds also constitute a space where a range of identities are crafted and performed, such as gendered (Epstein et al. 2001) and sexual(ised) (Huuki and Renold 2016) ones. Therefore, the exclusion of the disabled young people from the playground also equated with their exclusion from performing such identities, risking the perpetuation of an understanding of their bodies as genderless and asexual (Slater et al. 2018). In the next section I discuss how the disabled young people navigated another school space, the school toilets.  [87:  I use ‘option’, because the participants were implicitly compelled to use other spaces than the playground, as indicated in their stories. ] 

[bookmark: _Toc39585245]School Toilet Stories
Toilets don’t just tell us where to go; they also tell us who we are, where we belong, and where we don’t belong (Rasmussen 2009: 440).  
As Rasmussen notes, toilets do not constitute a neutral space, but a space that produces and classifies subjects according to who they are and where they belong. This section looks into which toilets the disabled young people felt they belonged to as well as what the toilet they chose to use said about who they were.
While there is some research on children’s and young people’s perceptions and experiences of school toilets (Lundblad and Hellstrom 2005; Lundblad et al. 2010), disabled children’s and young people’s experiences have been marginalised in this body of literature (Burton 2013; Slater et al. 2019). When their experiences have been acknowledged and discussed, it was either their parents/carers or teachers (Myers and Mullholland 2014) who spoke on behalf of them (Stephens et al. 2015). Moreover, the discussion of such experiences usually relied on medical, individualised lenses (Slater et al. 2018, 2019), through which disabled bodies were constructed as ‘problems’ (Milley and Cliff 2013; Slater et al. 2018).             
The reason put forward by Slater et al. (2019: 420) for such a gap in the school toilet literature was ‘the ideological basis upon which most school toilet rests’. The ideology that has permeated school toilet research, according to the same authors, was developmentalism. Not only does developmental discourse marginalise and exclude disabled children from the school toilet research, but it also positions them as ‘Other’ by framing them as ‘problems’ and ‘exceptions’ (ibid: 414). This way, disabled children’s experiences of school toilets were deemed by school toilet researchers ‘exceptional’, justifying their marginalisation. Slater et al. (2018) noted the narrowness of school toilet research regarding the inclusion of different identities and forms of embodiment that shape the lived experience of the school toilet and called for attention to be paid on ‘who the design and use of toilets includes/excludes, whose identities it confirms or denies, and the implicit lessons that children learn through toilet’ (ibid: 953). For instance, Stephens et al. (2015) proposed that disabled children’s and young people’s experiences of school toilets differ both from the experiences of non-disabled children and of disabled adults. Therefore, I considered it crucial to listen to disabled young people themselves (both teenagers and adults) reflecting on their experiences of school toilets.   
What this section aims to do, then, is to explore how the disabled young people navigated school toilets e.g. what toilets they used - gender binary or disabled - and for what reasons as well as how they experienced such a space. Following Rasmussen (2009: 440), I employ a post-structuralist analysis to consider ‘some of the ubiquitous assumptions that underpin school toilets and the implication these have for all members of the community on a daily basis.’
Negotiating the School Toilet Choice: Toilets as Performative, Relational Spaces  
The participants’ responses to which toilets - disabled or gender binary - they opted to use varied, with some young people using exclusively the disabled toilet or the gender binary[footnoteRef:88] ones and others using (or having used) both. This part explores the rationale(s) behind such choices, considering how toilets functioned as a performative, relational space (Pickering 2010; Rassmussen 2009; Wiseman 2019) for dis/ability and gender.     [88:  My use of the term gender-binary toilets is made for two reasons: 1. to show how disabled toilets are ‘genderless’ in opposition to gender-binary toilets 2. consider gender-binary toilets as performative, productive spaces of the gender binary (Rassmussen 2009). ] 

Some young people expressed their preference for disabled toilets, with the main reason put forward being their accessibility:  
 	A. And what about the toilets of the school?
 	Harry: Em, they are, in what aspect? Like the sinks and everything?
 	A. That’s right.
Harry: Yeah. The sinks aren’t lowered, but I can sort of use them, cause they have, erm, disabled toilets as well, so I can use some quite easily obviously similarly with the main[footnoteRef:89] toilets. The sinks, the sinks are just lowered any way, like I don’t really have any problem, I don’t have to climb up really in order to get to them.  [89:  Harry was one of the few participants who referred to the non-disabled toilets as the ‘main’ ones. ] 

 	A. And you don’t mind using the disabled toilets if it’s for your comfort.
 	Harry: Oh no, I’d much rather use the disabled toilets, you know cubicle and stuff. 
Louise: In my school they let me use the disabled toilets, cause obviously they were wheelchair height, which is perfect for us, like sinks were lower and they actually put steps into the toilets. The steps were permanently there, so the steps, so I just use the disabled toilets.
Harry compared the gender binary toilets, which required him to put extra labour to wash his hands due to the inaccessible sinks, with the disabled toilets, where the sinks were placed at a height that he could use them, without any extra effort. Similarly, Louise used the disabled toilet, as it accommodated her needs e.g. lower sinks and steps. Other studies (Myers 2015; Stephens et al. 2015) have also reported that disabled young people often used the disabled toilets, with one of the rationales being their accessibility. Louise described the disabled toilets as ‘perfect for us’, with the ‘us’ referring to people with RG, because they were designed for wheelchair users[footnoteRef:90]. Such an argument has been contested by DS scholars (Kitchin and Law 2001), however, who argued that, because disabled toilets are designed for wheelchair users, they do not accommodate the needs of different impairments. A similar argument was put forward by Pritchard (2016), who explored the toilet experiences of people with RG, who did not always find disabled toilets accommodating. Nevertheless, as Louise mentioned, the mere provision of steps in the toilets resolved any height issues. Therefore, minor interventions, such as the existence of steps, could turn previously inaccessible spaces to accessible ones. As reported in Stephens et al. (2015) research, disabled young people held many ideas about how inaccessible spaces, including toilets, could turn into accessible, such as the inclusion of toilet grab bars, automatic sink taps etc. However, they were rarely listened to, ending up relying on the support of adults, such as TAs, or of their peers.  [90:  Who sometimes are of similar height to people with RG. ] 

On the other hand, some young people expressed their preference for the gender-binary toilets: 
John: For me it‘s just, I always go to the cubicle toilets, cause I can’t reach the urinals and everything. Like, other than that, it’s fine for me. Like I did get told that I could use the disabled toilets, but for me I’d rather not use the disabled toilet. I’d rather go like into just the normal toilets and kind of not being seen as different.
 	Mary: Yeah, I am the same with John. I just use the toilets, which are normal. 
While John was offered the choice to use the disabled toilets in his school, he opted to use the gender binary toilets instead. The reason for such a preference was that he did not want to be seen as ‘different’, a discourse also brought up in other studies with disabled young people (Myers 2015).  This view resonated with a perspective of toilets as a relational space (Pickering 2010) and as space for belonging/not belonging (Wiseman 2019) in terms of how toilets contributed to how we see one another. By entering a disabled toilet, one was immediately seen as the ‘disabled subject’, with all the meanings, connotations and implications this brought about in the context of school.  For instance, disabled toilets reproduced discourses of disabled people as genderless and asexual (Armstrong 1999; Liddiard and Slater, 2018; Slater et al. 2018). Both Mary and John referred to the gender binary toilets as the ‘normal’ ones in opposition to the disabled ones, meaning that they also bought into and perpetuated this binary between ‘normal’ and ‘disabled’ toilets, with the latter signifying some sort of difference[footnoteRef:91]. Therefore, their use of the gender-binary toilets was a performative choice, which indicated their attempt to disassociate themselves from a disabled identity and to perform their gender.  [91:  Having said that, I acknowledge that my reference to gender-binary toilets might be an adult-centric notion] 

Nevertheless, within the space of the gender binary toilets, John was limited to use the cubicle[footnoteRef:92] toilets, as the urinals were out of reach to him. As Pritchard (2016: 192) argued, children’s toilets were ‘designed and constructed for the average sized, able-bodied child’, and, hence, the urinals were staturised (Kruse 2002), meaning that they were designed for the average sized, able-bodied boy’. While urinals constitute a performative space for hegemonic masculinity (del Rosso 2011), cubicles have been linked with discourses of privacy and femininity (Slater et al. 2018). Therefore, John found himself in a liminal (toilet) space. On the one hand, he avoided performing disability by using the disabled toilets. On the other hand, he could only use the cubicles within the gender binary toilets, and, therefore, being classified as less-than-a-man.  [92:  Harry had also referred to his preference to cubicle toilets. ] 

[bookmark: _Hlk511395169]Meanwhile, there were some young people who initially used the disabled toilet, but, then, they shifted to the gender binary ones: 
 	A. And did you use the disabled toilets of the school or the gender binary toilets? 
Patricia: Em, I think again when I first started and I was in a wheelchair, I used the disabled toilet, just because it‘d help me more with reaching that kind of thing. But once basically I got rid of the wheelchair, I just used the normal toilets, like anyone else really.    
Patricia used the disabled toilet initially, because she was moving around with a wheelchair in the first year of her secondary school due to a surgery and it was the only accessible option. However, in her second year, she did not use the wheelchair anymore, which brought about a shift in her choice of toilets. Similar to the above stories, Patricia referred to the gender-binary toilets as the ‘normal’ ones, attempting to disassociate herself from disability and desiring to be seen like everyone else. When I prompted Patricia to explain further what triggered this shift, she shared: 
Patricia: I think again it was just like independence really. I just thought I just wanna use the one that all my other friends use, the normal toilet, do you know what I mean? Em, and a bit that, like girls always go to the toilet together, so yeah, yeah. So it was just kind of like where the gossip would happen and I just wanted to be part of it more than anything else, so. […]You just want to be part of it all really kind of thing, so yeah. So it was definitely quite good to be in there. And I think also, do you know what I mean, when you kind of get into make up and stuff like that you wanna do your make up in the toilets and things like that.
The first reason Patricia put forward to justify her choice of toilet was independence, which was embodied by her friends and was performed through the use of the ‘normal’ toilet. The independent, self-contained toilet user is also the desired one in the school discourse (Liddiard and Slater 2018). Secondly, Patricia’s story indicated toilets as both social spaces (Burton 2013), where other activities than just urinating take place, and gendered spaces (Ingrey 2012), where the female subject was produced by performing gender-related activities, such as gossiping or doing their make-up (Rassmussen 2009). Unlike John, who could not use the urinals in the male toilets, which have been linked to the performance of hegemonic masculinity (del Rosso 2011), Patricia performed femininity in the female toilets, which gave her a sense of belonging (Wiseman 2019). Nevertheless, such gender performance was also enabled by an accessible environment:   
 	A. And were the girls’ toilets accessible in terms of reaching the sink and the soap and stuff like that?
Patricia: Yeah, they were actually quite good. I could reach it quite well. Em, it wasn’t like particularly low, but it was low enough for me to reach. Em, and I kind of don’t usually struggle with normal size toilets anyway. If it was too high up, then I’d probably struggle, but it’s just like everyday toilets I can kind of do. Em, but yeah, it wasn’t much of an issue really.
Angela was another young person who used the disabled toilets in the beginning, but she then shifted to using the gender-binary ones. However, the reasons for this shift differed from Patricia’s: 
Angela. Eh, I only used the disabled toilets very rarely, but now the teachers have started locking them, so you need the key to get in. So, it’s kind of annoying. Cause say on the very top floor where the ICT rooms are, there’s only one toilet up there, and then you have to go down all the stairs and go down to the corridors to go to toilet. So I was like oh, yeah, I’ll just go to this one. And then, you needed the key. 
Among the reasons that prevented Angela from using the disabled toilets were their location and the fact that she had to be provided with the key to unlock them. Teachers acted as the gatekeepers to the disabled toilets, as they were the ones who held the key to them. In Stephens et al.’s (2015) research, disabled young people also referred to having to get a key from an administrator, which increased their stress. Moreover, as Wiseman (2019: 799) argued:  
A toilet, under surveillance, locked and monitored, subjects disabled people to the indignity of unnecessary help, to the willingness and/or priorities of anonymous, non-disabled others. What is a key or a locked toilet door if not a clear sign of being ‘locked out’, a clear sign of unwelcomeness.
The location of the toilet and the need for access to a key gave to Angela mixed messages: on the one hand, disability is welcomed, hence the accessible toilet facilities, and, on the other hand, disability is under surveillance and control, as access to the disabled toilets is mediated by the non-disabled.
When prompted more, Angela explained why she avoided the disabled toilets: 
Angela: Em, it was cause they, I used them once or twice, but I kind of felt awkward, just like the one door and just going in, and then like, cause they were like open, they didn’t have a separate corridor for them. (A. Okay, I see what you mean). So the teachers gave me looks and stuff like that. ‘Are you supposed to be in the room?’ Yes. 
A. And were the other toilets accessible, was everything at a level of reaching? The sink and stuff like that? 
Angela: Yeah, they were all accessible, just sometimes you had to climb on the cabinets to get to the soaps. 
Not only Angela’s access to the disabled toilet required her to have access to the key (which meant that the person who held the key should also be available), but she also had to deal with teachers’ mistrust towards her, who questioned her right to be there. This feeling of mistrust was also raised as a reason why young people avoided using school toilets in Lundblad et al.’s (2010) research. The use of toilets was regulated by teachers, who had devised and imposed on the young people the rules about access to toilets. All the above reasons led Angela to start using the gender-binary toilets, which required her to put some extra labour to perform basic activities, such as washing her hands. 
[bookmark: _Hlk38907932]In a summary, the above stories explored which school toilets the disabled young people chose to use and the reasons behind such a choice. These stories indicated that such a choice was a complicated one and depended on a number of factors, including - but not limited to - the in/accessibility of disabled and gender-binary toilets, the social meanings attached to each of them e.g. disability equals difference, and previous experiences of them, such as mediated access and dealing with mistrust. These stories demonstrated that the school toilet choice went beyond the issue of accessibility, with some disabled young people being more concerned about the social meanings attached to using a disabled toilet. These young people preferred using not fully accessible toilets, which required them to put some extra labour, to being seen as different for using the disabled toilets. However, gender binary toilets could also be experienced as a ‘liminal’ space, as male participants, for instance, could only use the cubicles and not the urinals.  
Once more, these stories were indicative of the participants’ geographic maturity (Stephens et al. 2015), whose choice of toilet was the outcome of thorough consideration of toilets’ affordances (not only the physical ones in terms of accessibility, but also the social ones in relation to their dis/abled, gendered identities). Finally, toilets were understood and discussed as performative, relational spaces, focusing on the performance of disability and gender. They were also pedagogical spaces, in terms of constituting a ‘teaching’ and ‘learning’ space of who belongs where. In the next section, the focus is on the equipment participants used to navigate ableist spaces, such as the school classroom.    
[bookmark: _Toc39585246]‘Special’ Chairs: An Assemblage Analysis  
Examine any doorway, window, toilet, chair or desk…and you will find the outline of the body meant to use it (Hamraie 2017: 19).
This section looks at the provision of specific equipment, such as a special chair, to facilitate the physical needs of the participants in the school classroom e.g. maintaining a good posture whilst sitting on a chair. In particular, the themes discussed here revolve around the politics of getting access to such equipment, the participants’ views and feelings about it and their peers’ reactions to it.
The need for such equipment in schools lies on the fact that school environments (buildings, furniture etc.) are designed with a certain body type in mind, which is embodied by the normatively developing child (Burman 2017; Hamraie 2017; Imrie 2003). The design of space is not a neutral choice, but it is instrumental to the hierarchical division of bodies and to their conformity and normalisation, as Foucault’s concept of ‘spatialisation’[footnoteRef:93] implies (Foucault 1977). Cranz (2000) also spoke of (school) chairs in particular as a means of discipline, regulating the movement of the bodies. When a body which does not fit into this space makes an appearance, it appears as a problem to which a solution needs to be sought (Michalko 2009; Titckosky 2011). For instance, anthropometric studies from around the world (Australia, Saudi, Hong Kong, Brazil, Gaza, Finland) explored whether school furniture e.g. chairs and desks, matched with the anthropometrics of schoolchildren  and they  found that there was a mismatch between the two (Agha 2010; Baharampour et al. 2013; Chung and Wong 2007; Milanese and Grimmer 2004; Ramadan 2011; Saarni et al. 2007; Savanur et al. 2007). The studies called for the establishment of new standards, which should be more flexible (Castellucci et al. 2015). Height was most often brought up as one of the main areas of mismatch, indicating how predetermined developmental norms are materialised in school furniture, leaving out of the design process those who did not embody them.    [93:  Spatialisation is a technology of surveillance, considering how space is set out in such ways to classify bodies and position them under surveillance. The term is further explained in the next chapter. ] 

While such standards have not been introduced yet, physical adaptations and aids function as such a solution, often added ad hoc to ‘include’ the body that was not welcomed into these spaces before (Stephens et al. 2015). Ramps, lifts, special chairs and other forms of equipment are added as a way to include the previously ‘unwelcomed’, excluded bodies (Slee and Allan 2001). The decisions about what adaptations should be made are adult-centred, with different professionals determining what would be the most suitable adaptations for disabled young people, who are left out of the decision-making process (Byrne and Kelly 2015; Rabbie et al. 2005). However, the most suitable people to evaluate such adaptations are those who use it, in this case disabled young people themselves. As Stephens et al. (2015: 213) proposed:  
We can’t evaluate an adaptation on its own terms, separate from built form and sedimented meanings in varied context […] Adaptations are meant to increase possibilities for action, connection and involvement. But their efficacy cannot be predetermined. Improving the child’s environment must account for both the built form and its negotiated social meanings - considering the subjective experiences of the child, through consultation with children.  
In their research, Stephens et al. (2015) used an assemblage analysis to consider the different components (bodies, built forms, social meaning) that shaped the lived experience of disabled young people of such aids. According to the same authors,  
This focus on assemblages allows that different combinations of bodies and environments surface different qualities of human identity and experience, in ways that are negotiated in situ, not predetermined, nor rigidly tied to a priori distinctions between public and private. For our purposes, the assemblage brings together these components in a way that may enhance or constrain the child’s capacity to act (Ruddick, 2012), and in which the child as a ‘mature geographic subject’ negotiates various strategies (ibid: 200).
Not only does such an approach recognise young people’s agency on how they experienced and negotiated such adaptations, but it also paid attention to the role different factors played in how such adaptations were experienced. For instance, Stephens et al. (ibid: 208) discussed how,
In the assemblage of child-body-classroom-meaning, the desks designed specifically to increase children’s physical accessibility in fact provoked sadness or frustration, ultimately constraining children’s freedom and possibilities. The classroom assemblage, sedimented to signal the uniformity of a ‘normal subject’, constrained disabled children, who felt singled out by the different appearance of their desks, lessening their overall capacity in that environment. 
In this section I build on and extend this assemblage analysis (considering also the work of Feeley 2019; Gibson et al. 2017), considering the assemblage of access, that is how disabled young people were plugged into various interconnection in the performance of access.  Then, I turn the attention to how the young people negotiated such equipment in the assemblage of access, focusing on the benefits and drawbacks they identified in using a special chair. Lastly, I discuss peers’ reactions and relationality within the assemblage of access, with the focus being on their peers’ reactions to the equipment and how these affected the participants feelings towards it.  
[bookmark: _Toc39585247]The Assemblage of Access
Physical adaptations are regarded a form of ‘reasonable adjustments’ that any institution (be it a school, a workplace) need to have in place to accommodate the needs of an individual. Based on the Disability Rights in Education [footnoteRef:94] [94:  For a detailed discussion of the disabled children’s rights see Broach and Clements 2020. ] 

An education provider has a duty to make ‘reasonable adjustments’ to make sure disabled students are not discriminated against. These changes could include providing extra support and aids (like specialist teachers or equipment) (HM Gov., n.d., n.p.).
While the majority of the participants did indeed have more or less immediate access to such equipment e.g. because another disabled student had attended the same school prior to them and, therefore, such equipment and adaptations were available, there were a few exceptions to this rule. These exceptions are the focus of this section. 
The stories of Harry’s and Mary’s[footnoteRef:95] mothers questioned this narrative of immediate access to equipment:   [95:   The following extracts are from an interview I had conducted with Mary in 2014 for my MA thesis. Consent for these extracts to be re-used was gained both by Mary and her mother. Besides the extracts in this section, there is one more on p. 149.    
] 

Harry’s mother: We couldn’t access any, eh, pot of money to facilitate his chair and it was quite a big problem. I mean it’s only because the school really tried to help us and we had a series of occupational therapists and it was only the last one who really said: “No, I am gonna stick with this, we’re gonna get this done”, em, managed to get some chairs sorted. But it took us over a year to sort that out. So, he was just kneeling at his desk for a year. 
Mary’s Mother: And it’s taken them a long time to, though Mary is in her 3rd year and still not everything was in place.
The provision of equipment in both cases lasted for a long time. In Harry’s case, it was his mother’s and the last occupational therapist’s perseverance that brought about a positive result. However, as Harry’s mother mentioned, he had to kneel at his desk during the absence of such equipment. 
Besides the health toll on the spine, Harry also referred to other forms of toll he had to deal with: 
Harry: Yeah, I think I was quite frustrated, because obviously I wanted to primarily focus on my schoolwork than, than like just having a chair, like an adequate chair. So, it was kinda, I thought it was taking away from my education, which was the point. 
Harry expressed his frustration and spoke about the ‘educational’ toll that the lack of a chair had on him, focusing in particularly on his schoolwork and more generally on his education.  Harry noted how structural disablism contributed to a form of injustice in his education. In a systematic review of the literature, Castelucci et al. (2015) found that the mismatch between students’ anthropometry and the dimensions of school furniture affected both students’ performance and their physical responses e.g. posture, physical pain. 
To access such equipment required the coordinated effort of a range of (good willed) professionals e.g. SENCOs, Occupational Therapists, Designers, and parents, and it proved to be a long journey taking place at the expense of the young people’s education:  
Harry’s mother: There was no funding source that was identified that there was a need for him to be   equal in the school for him to be able to reach the desk to actually write and to be able to sit to support his back and have his feet on a solid platform. There was no facility to immediately identify that, it was a source of, it was a journey that we had to undertake. And it was only because it was us, the SENCO coordinator he was really on our side and we happened to get in the end a really good OT and we all worked together really hard to get it, but I can imagine that if we didn’t have such long power all together, it may have not been achieved. He may still be kneeling on the chair with a cushion or something. 
Mary’s Mother: With the special needs teacher. And she is looking at what funding we can access, but we have somebody looking at it again, but all these things take such time. You know, in the meantime Mary is left not necessarily sitting in the best position for her back, which is really important.
These stories were indicative of the ‘fight’ that parents of disabled children and young people had to give to tackle the disablism their children faced at schools (Ryan and Runswick-Cole 2009). Moreover, unless professionals and parents held similar views around disability, then such a fight was even more complicated (Hodge and Runswick-Cole 2008; Lalvani 2015). Both parents were also quite concerned about the toll such a process had on their children, such as their posture and performing daily tasks such as writing.   
The reason put forward by both mothers for dealing with such difficulties in getting access to any source of funding was the lack of a ‘statement’[footnoteRef:96]:  [96:  It is worth clarifying that the term ‘statement’, which the participants used, has been replaced by the term ‘Educational Health Care Plan’ (EHCP), following the reform of the relevant policy in 2015 (DfE & DoH 2015).  For a critical analysis of the EHCP and its implications for disabled young people see Hunter et al.’s (2019) article.    
] 

Mary’s mother: So, the school has some difficulty, because she is not statemented. So, for us trying to do the best thing for Mary is always like go on the other way, cause that means that she doesn’t have the fund. So, they haven’t been able to provide some things and Mary will tell what they’ve provided, but then they struggle in some areas, don’t they?
Harry’s mother: It was partly because he wasn’t statemented. If he had a statement, that would have been much easier, if he had a statement. 
Because Mary and Harry did not have a ‘statement’, they were not entitled to any funding that could cover the cost of any adaptations. Therefore, their mothers had to find other ways, not as straightforward, to ascertain that such adaptations were in place. These stories demonstrated the complicated nature of ‘statements’ and labels. As Hunter et al. (2019: 144) noted, ‘the education plan is never value-free; it can never be a neutral description but has power to construct a child’s identity, for good and for ill’. Goodley (2014, 2018) considered what labels take away and what they give. On the one hand, labels can be pathologising, in terms of disabled students being understood through deficit discourses. On the other hand, it is only through the process of pathologisation that disabled young people become entitled to support e.g. teaching assistants or adaptations (Goodley 2014, 2018). Hence, the two mothers and the young people found themselves in a liminal space, as they did not opt for the option of being ‘statemented’, but they equally needed the adaptations to be there (Hunter et al. 2019).   
An assemblage analysis of the above stories involves a range of components, such as different actors/actresses - school professionals, disabled young people and their parents, material entities e.g. the equipment, discourses and discursive practices, which produce certain subjectivities -statementing/labelling - and structures - school as institution (see the diagram below). All these components interact with each other to facilitate or hinder the access to the equipment. Unless the disabled young people were statemented, which would make them eligible to a funding that would cover the cost of any equipment (or physical adaptations), they had to wait in anticipation for such equipment whilst paying the physical and educational toll. Meanwhile, their parents had to collaborate with different school staff members (those who were willing to collaborate) in order to find ways to secure some other form of funding.  
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In the next part, I consider what benefits and drawbacks the young people identified in using such equipment. 
[bookmark: _Toc39585248]Negotiating Equipment in the Assemblage of Access
Taking as a point of departure the earlier discussion on what labels give and what they take away (Goodley 2014), in this section I consider what adaptations gave to the young people and what they took away. The participants discussed both the benefits and the drawbacks of using specific equipment. 
Paul described his relationship with his special chair as a healthy conflict: 
[bookmark: _Hlk509449193]Paul: I had a special chair throughout my secondary school. It did look quite different to the other students’ chairs, but it helped me out with my back[…]. So, it helped me with my back, that did credit towards not having surgeries nowadays, because I was sitting down a lot. But, as a student, there’s a healthy trade off that when the students were looking at this chair thinking, well it looks different. So, you know, in fact, I kind of grew a healthy/unhealthy relationship with this chair (giggle), that was out of a healthy tension in my brain thinking this chair looks very different, all the other students are looking at it and I am not fitting in at this particular point. Well, I knew that it was doing a great good at that particular point, so that was one trade off that I had to have[…]It was a healthy conflict really.
On the one hand, Paul acknowledged the present and future health benefit(s) of having a special chair e.g. posture, benefit(s), which were also acknowledged by the parents in the above stories. On the other hand, what the special chair took away from him was the chance to fit in, to be seen like everyone else. Paul expressed his apprehension that his chair intonated his difference, especially since it did not look like his peers’ chairs. Stephens et al. (2015: 213) referred to this desire of fitting in as ‘the need for social conformity’, a desire disrupted by such equipment, when it was constructed as an ‘additional marker of difference’. 
A similar narrative was shared by some teenage participants, who were aware of the health benefits of using such a chair, but they were also conscious of the possibility of standing out because of the chair:   
Harry: Yeah. So originally I was quite, I was bit sceptic, coz I thought I would stand out a lot,  but I realised it is really the best thing for me to have the chairs, em, coz just obviously they are much better for me and yeah, I am really happy with them now.[…]That is better, like they support my back better, gave me better posture, like physically  it was a lot better for me.
Rania: Eh, my chairs, my chairs were a bit of a nuisance. Wow, I mean they were good that they were there, but then I felt a little bit self-conscious about them at first, because, yeah, I felt a little bit suppressed at first […]It is more important that when you are younger to have this support in the spine coz that when you get problems.
Both Harry and Rania drew on the medical discourse which acknowledged the health benefits for their spine. However, they expressed their apprehension about how the chair would single them out. This feeling of self-consciousness of how such equipment could stress their difference was also brought up by disabled young people in other studies (De Schauwer et al. 2009; McArthur et al. 2007). 
What mitigated such a feeling was the inclusion of the voice of disabled young people in the design process:   
Harry: Yeah, we, well, we sort of helped design them and then I could pick my colour. So, I just picked the normal colour which the seats are in the classroom, so like blue and green. […] Coz that was good, coz we actually had an input in what the chairs could look like and, eh, you know, how they could really facilitate my needs. 
Unlike Paul (and the majority of the young people), who had no input on what they would like their chair to look like, Harry’s opinion was taken into consideration by the designer. By choosing the same colour for his chair like the rest of the chairs in the classroom and by having his voice listened to, Harry’s need for physical support as well as for social conformity were met. Stephens et al. (2015) emphasised the importance of including disabled young people in the consultation process when designing adaptations. 
Besides intonating their difference, young people referred to other reasons for their negative feelings towards such equipment. For instance, Mary referred to the hazard of falling over when she had to use stools: 
Mary: Like I said, with the stool, I’ve got a stool, so they measured that, and then I got these plastic ones, which are really hard not to fall over and I hate them, but they are not in every single room.
While discourses of risk in schools are usually exacerbated for disabled young people and occasionally result in their exclusion (Burns et al. 2013), the above narratives indicated a reversed situation, whereby Mary was at risk, but the school did not do anything about it e.g. providing them with stools that would be safer. Moreover, some young people discussed how the use of a special chair determined their place in the classroom:
Louise: Obviously, with a chair like that you could sit only in a certain place in the class. So, if you could sit wherever you want, I then won’t be able to sit in once in the place that all my friends would sit from where I want. So I feel restricted by that and obviously they have to like take the chair around the corridors and you just feel inconvenience. 
John: Yeah, for me I still, I have a chair as well. But then, eventually I did get an electric wheelchair which is a bit easier, so I could like take it around, but it was still restricted to different places and like it was hard to get to lessons and after leave earlier on, I just missed little things. 
[bookmark: _Hlk509628853]Louise: Yeah. Cause obviously it was electronic, so it had a massive battery, so this is like really inconvenient and big. So, obviously, I couldn’t get it all through. So like if you want to sit at the back you couldn’t get it through the tables to sit at the back, you’d have to sit wherever was convenient. Obviously that restricted where you sat in the class. Yeah.
 	John: Yeah, it’s the same with my chair. 
 	Me: So, you couldn’t sit, for example, at the same desks with your friends?
 	Louise: Unless they sat with you. Then I couldn’t.
Louise and John were restricted to sit in a particular place in their classrooms due to the size of their chairs, which meant that they could not sit next to their friends, contributing to their feeling of exclusion and stressing their difference (Holt 2007; Stephens et al. 2015). Furthermore, a classroom’s layout is instrumental to how young people move around when it comes to collaborative and group work activities (Dovey and Fisher 2014). Therefore, both young people were deprived of such opportunities too. Thirdly, Louise and John related the inconvenience of having such a chair to the fact that they could not move around easily due to the class layout. The same issue was brought up by Melrose:    
Melrose: I remember trying to get into the classroom and not being able to, cause the tables were so close together and thinking: ‘Oh, no, every time I get in, someone has to move, you know, cause they are in my road, so someone has to move the table behind, so I got enough room’. So I remember that being a big thing. And physically that was my first, you know, analysis of the school. What is it like to get around? Am I gonna fit in?”
One of Melrose’s first and main concerns was how she could navigate a space that was not designed with her in mind. What she was also worried about was that her presence could be read as a source of discomfort to others, who would have to move their tables for her to have enough space to go around. Moreover, what Melrose referred to as an ‘analysis of the school’ was what I discussed in the previous section as ‘geographic maturity’: disabled young people (have to) ‘analyse’ a space the very moment they enter it.
In a summary, while the young people drew on a medical discourse to acknowledge the benefit of having such a chair for their spine, they were equally quite concerned about how it would make them stand out and be perceived as different. When the young people were involved in the counselling process of how the chair should look like, then feelings of standing out were mitigated. Meanwhile, the young people also referred to other negative experiences stemming from the use of such equipment, such as being at risk of hurting themselves, being restrained in certain places in the classroom and the difficulty of navigating the classrooms due to how they were set out.  
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Participants’ views and feelings about their equipment were also influenced by how their peers reacted to it, which is the focus of the next part. 
[bookmark: _Toc39585249]Peers’ reactions and Relationality in the Assemblage of Access
Participants’ views, feelings and experiences of the equipment were relational, as they were not only shaped by the equipment itself, but by their peer reactions to it too. In this part, the focus in on these reactions and how they affected the young people, especially how their peers’ reactions perpetuated the psycho-emotional disablism the young people were faced with.  
Peers’ reactions to the young people’s equipment varied, from positive to negative ones. Harry referred to what their friends and peers said when they noticed the equipment: 
Harry: Yeah, my friends were fine. There’s like, I don’t know, it wasn’t really a big deal for them. ‘Oh yeah, I like your new chairs’. 
Harry’s peers seemed to be alright with the equipment they used, with occasional compliments. On the other hand, Ryan and Bill discussed how such equipment positioned them as receiving ‘special’ treatment in the eyes of their peers: 
Ryan: My classmates were feeling envious of me having the special equipment.
Bill: I used to feel alienated at first, as no one understood my needs and thought I was receiving special treatments. After all, though, the chair made me feel comfortable and soon I adapted my feelings and so did the class.
Both Ryan and Bill referred to the negative feelings of their peers towards them due to their equipment being perceived as special treatment, resulting in feelings of alienation. This discourse of disabled young people being viewed as receiving special treatment was also reported in other studies (McArthur et al. 2007; Whitburn 2014), indicating the social meaning that non-disabled children attributed to such equipment. What was paradoxical in this situation was that, while the young people had to have it because the space was designed without them in mind, they were also the ones to be blamed for using it. However, as Bill mentioned, such feelings faded away in the course of time. 
Other young people also referred to how their peers got used to their equipment in terms of the novelty of the equipment fading away. Prior to that, however, they had to deal with their peers’ feeling of entitlement to mess around with their equipment:   
Louise: At the beginning mine was one that was open down but it was one with a control and, at the beginning, people like used to mess around with it. Like, when I wasn’t looking, they just did what they want, got on my nerves. But then they just stopped.
John: It was the same with me really. People just do it and then like, coz they think it’s kind of cool or funny. But then they just kind of, it doesn’t.
 	Louise: Got bored.
 	John: It gets boring.
 	Me: Get used to it. 
 	John: Yeah.
Louise’s and John’s peers felt entitled to mess around their chairs, thinking it was funny. However, interfering with their chairs was a source of nuisance for both young people. Similar stories of interference were also shared by Lynn and Rania: 
	Lynn: I did get people sitting on them and I was like “Get off my chair”, yeah, “Go get yours”.
Rania: Yes, that’s annoying. It’s when I keep saying: “Hang on, you’ve got all these chairs in the room you can sit on, I can’t. Please just get off it”.
Lynn: Yeah, I literally go: “Off, that’s my chair”. (Rania: yeah). There is a thousand chairs (Rania: yeah), pick yours. We had different colours ones, go get the purple one, go get a white one, go get a black one, go get a blue one, (Rania: yeah), yellow, red. I can name all the colours, off my chair. 
Lynn and Rania had to shout at their peers for them to stay away from their chairs. As Rania mentioned, what was the most unfair was the fact that her peers could sit at any chair they wanted, whereas she was restrained to sit only on her chair. Rania further elaborated on why she was annoyed with her peers sitting on her chairs:       
Rania: Then get annoyed when other people sitting on them, not because I am like self-possessive or anything else, but simply because they were set. These chairs were set for my weight and my positioning and then everyone else is sitting on and the chair can get broken, which really paranoid me, like worried me, made me paranoid, but not wanting the attention.
Rania was quite distressed with the whole situation, as, on the one hand, she was concerned about the danger of her chairs getting broken, and, on the other hand, she did not want to be the centre of the attention by shouting at her peers. Therefore, Rania was constantly worried about what would be the best way to act - to shout at them or to remain silent - as both ways would trigger negative outcomes. Her story demonstrated the everyday psycho-emotional disablism she was dealing with (Reeve 2004) as well as the psycho-emotional labour she had to put to cope with the situation (Liddiard 2018). Melrose also recalled similar experiences, during which the boys of her class started messing with her wheelchair and a boy, in particular, took control of it: 
Melrose: Maybe the other thing was the guys in my year, the older we got, the more boisterous  they got, and the more they tried, you know, like, like tease the girls and that started happening, but they started like jumping on my wheelchair, trying to drive my wheelchair and that was the point where I started to get anxious. I wasn’t confident enough to say don’t do that, but, also, I hated it when they did it. And I think I remember one point where a guy jumped at the back of my chair and started driving my chair and I felt really like, ohhh, em, and I made a complaint to my teacher and they dealt with it really well actually[..]. But again, that took a lot of courage to tell a member of staff. Coz I could have just left him, he could keep doing it and doing it, em, but I just knew that I had to nip it in the bud and say something. Coz to me that was like, well, it’s like someone‘s jumping on you and falling at you.
While Rania shouted at her peers when they messed around with her chair (while being aware that this would make her the centre of the attention), Melrose did not feel confident enough to do the same. Therefore, she had to endure a situation whereby she was in constant agony, because she (and her needs) was reduced to a spectacle for the entertainment of her male peers. Melrose then had to put tremendous psycho-emotional labour daily to survive the psycho-emotional disablism she was exposed to. Even when she decided to complain about her peer’s act, this complaint required a lot of emotional labour from her. It was only because she felt that the incident was over the top, with her personal space getting violated that she decided to proceed with a complaint.   
It is worth noting here that it was mostly female participants (Louise, Rania, Lynn, Melrose) who had to deal with their peers’ interference with their equipment compared to male participants, an interference that annoyed them the least and triggered a lot of anxiety to them. Therefore, the sex of the participants also played a role in their peers’ reactions to their equipment in terms of what they felt entitled to do. In a nutshell, the reactions of their peers varied, from mere curiosity or jealousy to actually interfering with the young people’s equipment, which affected their psycho-emotional well-being and left them in agony. 
This section looked at the two sides of the spatial equipment, as described by the disabled young people. It started with questioning the narrative of immediate access to such equipment and then it went on to consider how the young people viewed and felt about such equipment, with particular attention being paid to psycho-emotional disablism. Their views and feelings were shaped both by what they identified as the benefits and the drawbacks of having such equipment as well as their peers’ reactions to it. As Stephens et al. (2015: 213) argued:  
Greater efforts should be made to address the way different assemblages undermine or enhance the effectiveness of adaptations and the capacity of disabled children. Adaptations that are made solely on the basis of considerations of physical health and safety, or that make children stand out in environments where they want to blend in, may be better than nothing but may not unlock the full capacity of the children they aim to enable.
The assemblage analysis offered above shed light on the nuances of using certain equipment to fit into a space that you were not meant to inhabit in the first place. Rather than reducing the discussion to how the equipment facilitated the physical inclusion of the young people in schools, the assemblage analysis showed how other factors - what the equipment looked like, who was included/excluded in the design process, how peers reacted to it - influenced how they experienced such equipment in the context of school.   
[bookmark: _Toc39585250]Conclusions
[bookmark: _Hlk38887591]In this chapter, I reviewed how the participants navigated different school spaces, such as the school playground and the school toilets, as well as how they experienced the equipment they were provided with to fit in ableist spaces. 
In the first part, I employed a poststructuralist analysis to explore how school playgrounds and school toilets were experienced as hierarchical, performative spaces by the disabled young people. The negative experiences of exclusion from the school playground (inaccessible, panoptic, hierarchical, unsafe) led many participants to retreat into other spaces to spend their break-time, such as school classrooms. These alternative spaces functioned as ‘safe’ spaces. However, the exclusion from the playground meant that participants did not play in the allocated space for such activities, neither did they craft their gendered and sexualised identities in that space. On the other hand, those participants who attempted to use the playground found themselves in peripheral roles due to the gendered, ableist norms that permeated this space. Participants’ stories of school toilets also demonstrated that the choice of school toilet -gender binary or disabled- was not a neutral one, as it came with certain implications. Various factors, such as the in/accessibility of toilets, teachers regulating the access to the disabled toilets and the social meanings attached to them, with gender binary toilets signifying normality and the disabled ones signifying difference, affected participants’ decision about which toilet to use. Toilets functioned as sites of belonging/non belonging, where disability and gender were performed.    
In the second part, I focused on the equipment - special chair - that was provided to the participants. An assemblage analysis was employed to make sense of the overlapping factors affecting and shaping the experiences of such equipment. Initially, the narrative that all disabled young people were automatically entitled to adaptations was disrupted. It was shown that access to such equipment was not a straightforward process, but certain conditions had to be met (e.g. being statemented), with their own implications for both the parents and their children. Secondly, participants referred to the benefits, such as maintaining a good posture, and the drawbacks e.g. standing out, that came with such equipment. Finally, I discussed how participants’ feelings towards their equipment were also shaped by how their peers reacted to it, which varied from feelings of curiosity to intrusive reactions, such as using the equipment without participants’ approval. 
On the whole, these stories were testimonies to the fact that even in the post-segregation era, where disabled children are included in mainstream schools (Slee and Allan 2001), they are still ‘subjected to psychological, relational, systemic and cultural exclusion within so called inclusive spaces of school’ (Goodley and Runswick-Cole 2015a: 54). Moreover, this chapter addressed the ‘need for theoretical resources that are responsive to the everyday details of spaces that might seem inclusive but continue to exclude (Goodley and Runswick-Cole 2015a: 54). The theoretical tools that were used - geographic maturity, poststructuralist and assemblage analysis - captured precisely this: how exclusion takes place in (supposedly) inclusive spaces and how disabled young people navigated them. This chapter started with the disabled young people’s viewpoints and explored their geographic maturity in relation to how they navigated the disabling and ableist spaces of schools. It demonstrated how   
disabled children act as mature geographic subjects, navigating environments (literally and figuratively) with insight, generating their own multiple subjectivities, adapting their identities to changing environments to generate the best possible fit in that given time and place (Stephens et al., 2015: 206).





















[bookmark: _Toc39585251]Chapter 5: Stories of Support, Surveillance and Resistance: Teaching Assistants and Young People with RG 
[bookmark: _Toc39585252]Introduction  
[bookmark: _Hlk38824306]Paul: She wasn’t there to help me with any mental needs, any support needs, but she was just there to help me out if I needed a chair lifted from my classroom to another classroom, she’d be the one to organise that. If I need, if I had a problem with a particular health need, I could talk to her and then she could arrange something to get and help me out.
Rania: I think, nah, yeah, no, for me she just, she kind of drove me mad a bit, she got on my  nerves to be safe like I am doing something during the lesson because she was like watching me and watch on help. […] It was a little bit, yeah, I felt a little bit intrusive, just like having someone always there watching me when I didn’t need it. 
This chapter looks into the stories the disabled young people shared regarding their experiences with their teaching assistants (from hereinafter referred to as TAs). As illustrated in the above accounts, there were different aspects in such experiences. What was common though was that TAs are central figures in the educational experiences of disabled students in British secondary schools, as the students tend to interact and spend more time with TAs than with their class teachers and their peers (Webster et al. 2010). 
Regarding the structure of this chapter, I start with providing some contextual information about the exponential increase of TAs in British schools from 1997 to nowadays, an increase that has been associated with the inclusion of disabled students in mainstream schools (Webster et al. 2010). However, reviewing the literature around TAs’ attitudes towards inclusion and disabled students’ insights into the support they received from their TAs indicated that the claims made at a policy level did not necessarily translate into actual inclusive practice. This contextualisation of TAs’ role and the review of the literature on disabled students’ insights set the background for the first round[footnoteRef:97] of stories of the young people, which had to do with the different types of support they were provided with by their TAs. The first part of this section focuses on how TAs removed barriers to doing (Thomas 1999;  Mortier et al. 2011) triggered by inaccessible environments and impairment effects, whilst the second part explores how TAs created barriers to being (Mortier et al. 2011) for the young people by interfering with their learning. The following section considers the threat TAs posed to young people’s desire for independence, especially as they were growing up and were approaching adulthood (McLaughlin and Coleman-Fountain 2018).  [97:  This includes the first two sections: ‘Support as A Double-Edged Sword’ and ‘Support and In/dependence’. ] 

Another side-effect of TAs’ support was that it came with the surveillance of the young people, as discussed in the next section. Drawing on Foucault’s work on surveillance (1977) and Surveillance Studies (Caluya 2010; Gallagher 2010; Mathiesen 1997), these stories illustrate the forms that surveillance took, its aims and its repercussions. Nevertheless, the young people engaged in various forms of resistance to their surveillance, which are explored next. This section builds on Foucault’s work on resistance (1981) and Resistance Studies (Weitz 2001; Gabels and Peters 2004) to address the means that the young people used to resist and the cost(s) that resistance came with. Finally, I provide a summary of the key findings of this chapter. 
[bookmark: _Toc39585253]Teaching Assistants as Key Agents of Inclusive Education 
Teaching Assistant (TA) is an umbrella term used to refer to a range of support staff in schools (McVittie 2005). Different terms have been used in the literature to refer to TAs, such as ‘paraprofessionals’ (Broer et al. 2005; Giancreco et al. 2001; Tews and Luppart 2008), ‘teaching aides’ (Rutherford 2012), ‘teacher assistants’ (Egilson and Traustaddotir 2009), ‘instructional assistants’ (Giancreco et al. 1997), ‘assistants’ (Skar and Tam 2001), depending on the geographical context the authors were writing from (USA, New Zealand, Sweden, Iceland). In line with authors writing about support staff in the British context (e.g. Webster et al. 2010; Webster et al. 2013), I use the term TA consistently throughout this chapter and throughout the whole thesis too, even when referring to literature that uses terms like the above ones.      
TAs constitute a major school workforce in the UK (Webster et al. 2011), with their number increasing exponentially since 1997 (for instance, in 2005 there were 97,000 TAs and in 2013 there were more than 234,000 (Webster et al. 2011; Wren 2017). The proliferation of TAs in the UK (and elsewhere[footnoteRef:98]) has been attributed to the following reasons: firstly, TAs’ deployment aimed to reduce class teachers’ workload by providing them with support with a range of tasks, such as behaviour management and preparation of resources (Balsaw and Farrell 2001). Secondly, TAs were employed to raise the attainment level of students (Webster et al. 2011), which implied that TAs had to adopt an instructional role too (ibid). Thirdly, TAs were viewed as key figures in the push for the inclusion of disabled students in mainstream schools (Doyle 2002; Tews and Lupart 2008; Webster and De Boer 2019; Webster et al. 2010). It is the third reason that I discuss further, as the TAs of the young people in this research were deployed to support them with their inclusion in the secondary school.  [98:  An increase in the number of TAs has been noted in other countries too, such as Belgium (Mortier et al. 2011), USA (Giangreco et al. 1997), New Zealand (Rutherford 2012).] 

At a policy level, TAs have been understood as key facilitators for the inclusion of disabled students due to the various forms of support they offer (Blatchford et al. 2009; Webster et al. 2010). TAs are expected to perform a series of roles (Howard and Ford 2007) e.g. a pedagogical role, a caring role, a managing role (Devecchi et al. 2012), which also reflects the fluidity of their role. For instance, Balsaw and Farrell (2001) listed eleven roles and Kerry (2005) offered a typology of eleven job descriptors. For Mansaray (2006: 182), TAs occupy a liminal role, as they ‘are in a position that straddles the boundary status of ‘teacher/not teacher’’. Moreover, it is worth noting here that the majority of TAs tends to be women (Balsaw and Farrell 2002; Riggs and Mueller 2001), especially when it comes to supporting disabled students. This indicates how TAs’ labour is highly gendered (Slater and Gaseley 2019), considering the ‘caring’ role as a natural feature of women (Mackenzie 2011).   
TAs have been described as the ‘change agents’ (Jorgensen et al. 2006: 65) for inclusion and as the ‘solution to inclusion’ (Rutherford 2012: 760) due to the positive impact they have on disabled students in areas such as academic performance and social integration  (Farrell et al. 2010; MacBeath et al. 2006). Nevertheless, TAs have also been discussed as hindering the inclusion of disabled students (Giangreco et al. 1997), taking away the attention from the structural inequalities e.g. inaccessible environments disabled students deal with (Rutherford 2012) and acting as another human resource ‘to mind the disabled student’ (Slee 2006). Whitburn (2013: 159) also noted that ‘support personnel are deployed in a way that perpetuates the special education tradition in inclusive education.’ As Mortier et al. (2010: 553) proposed, ‘these types of ‘solutions’, enacted when deeper changes seem harder to achieve, risk bringing too much closure and lead to recreating (new) forms of exclusion. Such exclusionary practices were noted, for instance, in Holt’s (2004a) and Holt et al.’s (2012) research with disabled students, where TAs moved the disabled child out of the classroom and in a separate space[footnoteRef:99] to run an intervention or when TAs were sitting next to the disabled child at a separate desk in the back of the classroom.  [99:  Barker et al. (2010) referred to such segregated spaces as a form of ‘internal exclusion’. ] 

Furthermore, while TAs have been depicted to play a significant role in the inclusion of disabled students at a policy level, this was not necessarily reflected on the personal views they held around inclusion.  Sikes et al. (2007) identified a ‘yes, but …’ approach from TAs towards inclusion, meaning that TAs were in favour of inclusion in principle, but they were ambiguous about its enactment in their everyday practice. This research illustrated the performative nature of inclusion, that is how the personal views and experiences of TAs affected how the policy of inclusion was reformulated in practice (Armstrong 2005). Similar findings were suggested by Mackenzie (2011), who argued that TAs expressed mixed feelings about the inclusion of disabled students in mainstream schools. Mackenzie (2011) associated this ambiguity towards inclusion with medicalised, individualised understandings of disability by TAs.    
Disabled students’ insights into TAs’ roles also demonstrated how the latter sometimes hindered rather than facilitated the inclusion of the former (Whitburn 2013). Although Giancreco and Doyle (2007: 429) noted that disabled students’ insights were ‘notably absent from research about teacher assistant supports’[footnoteRef:100] in comparison to other stakeholders’ insights, such as teachers, TAs and parents, there has still been some research looking into how disabled students discussed the support they received from TAs. Such research has involved disabled students with learning difficulties/intellectual disabilities (Broer et al. 2005; Tews and Lupart 2008) and physical impairments (Hemmingson et al. 2003; Egilson and Traustadottir 2009; Skar and Tamm 2001) and took place in different countries[footnoteRef:101].  Some recurring themes in the studies exploring disabled students’ insights were the following:  [100:  Here I am looking at articles and chapters focusing explicitly on this topic (TAs’ support) rather than TAs’ support being a ‘theme’ or a finding in research about the educational experiences of disabled young people (e.g. McLaughlin and Coleman-Fountain, 2018) The latter is integrated in the analysis of the stories.]  [101:  USA: Broer et al. 2005, Canada: Tews and Lupart 2008, Sweden: Hemmingson et al. 2003; Skar and Tamm 2001, Iceland: Egilson and Traustadottir 2009, Belgium: Mortier et al. 2010, 2011) ] 

· The stigma of support: disabled young people felt stigmatised by the presence of a TA next to them[footnoteRef:102], as they felt that it stressed their ‘difference’ from their peers. [102:  On the issue of proximity see Giangreco et al. 1997 and Hemmingson et al. 2003) ] 

· The threat to independency: disabled students reported that they wanted to do or to learn how to do things by themselves rather than having the TAs helping them with everything. 
· The lack of input by disabled young people themselves regarding the support offered to them: it was quite common among disabled young people to be left out of the decision-making process concerning the support provided to them. 
(Bowers 1997; Broer et al. 2005; Egilson and Traustadottir 2009; Hemmingson et al. 2003; Mortier et al. 2010, 2011; Skär and Tamm 2001; Tews and Lupart 2008).
These issues were also raised by the young people in this research and are discussed in further depth in the following sections.  

Moreover, some researchers discussed how disabled students perceived their TAs, introducing different typologies and the implications that each role had on disabled students. For instance, Broer et al. (2005) distinguished between four roles of TAs - mother[footnoteRef:103], friend, protector and primary teacher and Skar and Tamm (2001) discussed TAs as ‘the replaceable assistant’, the assistant as mother/father, the professional assistant, the assistant as a friend and the ideal assistant. Regarding the implications of each role, it was noted, for instance, how the ‘mother’ and ‘friend’ perception of a TA could have a negative effect on the relationship between disabled students and their peers (Broer et al. 2005; Skar and Tam 2001). [103:  This perception of TAs as mothers also indicates the gendered labour of TAs, which was also mentioned earlier. ] 


In a summary, TAs in the UK (and internationally) have been depicted as key actors/actresses in the inclusion of disabled students in mainstream schools. Nevertheless, this does not necessarily seem to be the case in practice, considering the studies that examined TAs’ attitudes towards inclusions and disabled students’ lived experiences of support. Hence, the stories that follow explored how the young people experienced and felt about their TAs’ support, addressing some of the tensions discussed above and contributing to this body of literature.  
[bookmark: _Toc39585254][bookmark: _Hlk37960403]Support As A Double-Edged Sword
This section explores the ‘tensions’ experienced by the young people in relation to their TAs’ support, looking at how they welcomed certain forms of support and how they were dismissive of others. These tensions were the result of the complicated relationship between TAs’ support and ‘barriers to doing’ and ‘barriers to being’ (Thomas 1997, 2004). This is what Mortier et al. (2011: 2017) referred to as the ‘double-edgedness of support’. Drawing on Thomas’ social relational model and the distinction between the two forms of barriers, the authors argued that while TAs might be effective in removing barriers to doing, their support can act simultaneously as a barrier to being. Disabled students could experience TAs’ support as a barrier to being, when it (support) affected their sense of freedom and independence, when it was experienced as stigmatising and influenced the relationship with others and when it was not approved or seen as desirable by the students themselves (Mortier et al. 2011). Similarly, Whitburn (2013: 149) distinguished between TAs’ ‘light support’, which facilitated the disabled young people’s inclusion e.g. by making teaching material accessible, and ‘heavy support’, which inhibited their inclusion e.g. by being perceived as dependent on the TAs’ support. I start with looking into how TAs removed barriers to doing, a form of support that was widely welcomed by the young people. 
[bookmark: _Toc39585255]Barriers to Doing 
As discussed in the previous section, while TAs have been considered as key figures in the facilitation of the inclusion of disabled students in mainstream schools (Webster et al. 2010), there is still ambiguity over what their roles are (Mansaray 2006; Webster et al. 2010), with TAs ending up providing various forms of support to students. This section sheds light on the range of support the young people received from the TAs, focusing on how TAs removed barriers to doing caused by either disabling structures or impairment effects.  
It is worth clarifying here that not all the young people that participated in the research had a TA during their secondary education. Out of the nine teenagers, only one (Harry) stated that he had never received any kind of support from a TA. In the case of adults, four (one female participant: Rachael and three male participants: Nick, Michael and Bill) of them asserted that they had no TAs during their secondary schooling and another female participant (Aphrodite) had no reference to any TAs in her weblog. So, the stories shared in this chapter come from the eight teenagers (two male and six female participants) and the seven adults (four female and three male participants). Furthermore, as illustrated in the following table, some young people had a one-to-one TA, while others had a ‘shared’ TA, who was responsible for more than one student. This distinction is significant, as the proximity of TAs from students can have different effects on them (Giangreco et al. 1997; Hemmingson et al. 2003), such as feeling more stigmatised in the case of one-to-one assistants (Skar and Tamm 2001; Giancreco et al. 2001). 
Table 5: Participants with Teaching Assistants
	Name of Participant
	Age
	Type of Assistant

	Mary
	17
	Classroom assistant

	John
	16
	Classroom Assistant 

	Louise
	16
	Classroom Assistant

	Rania
	17
	Classroom Assistant

	Lynn
	12
	Classroom Assistant

	George
	12
	Classroom assistant

	Angela
	13
	Classroom assistant

	Christine
	13
	Classroom assistant

	Alice
	23
	Classroom assistant

	Paul
	26
	One-to-one assistant

	Melrose
	24
	One-to-one assistant

	Ryan
	29
	One-to-one assistant

	Nathan
	27
	One-to-one assistant

	Liz
	26
	One-to-one assistant

	Patricia
	30
	One-to-one assistant



TAs supported the young people in various ways. For instance, some young people referred to subject-specific support e.g. Science & Home Economics, during which the TAs’ support compensated for the lack of arrangements and adjustments in such classes: 
Patricia: So, like when I first went to high school, she was helping me with like Science class, Home Economics and things like that. And she was helping me to kinda put things in the oven and all this kind of stuff really.
Christine: In Science, I have a one-to-one sometimes, cause it depends on if we’re doing like a practical or anything to do, yeah, anything to do like carrying anything. 
Similarly, TAs helped the young people with other physical arrangements: 
Alice: My first year at secondary school I had an assistant, like a classroom assistant, who was, who would come and collect, not collect me, come to the class five minutes before and help me get to my next class, em, because I had, I think science chairs maybe, one on every floor. Em, so I think it was a class that was only seemed to work the chair had to get moved, so she was able to help me. And because in the older building of the school I couldn’t reach, eh, the lift buttons. 
Paul: She was just there to help me out if I needed a chair lifted from my classroom to another classroom, she’d be the one to organise that. 
What the above accounts illustrated was that TAs were there to enable the young people to navigate inaccessible environments or environments that had not been adapted accordingly by removing barriers to doing (Mortier et al. 2010). For instance, Alice brought up the lift buttons that were out of reach to her and, hence, the support of her TA was essential to transfer the chair from one class to another. Similar was the case with Patricia, whose TA helped her with putting things in an oven that was out of reach to her.
Moreover, some young people mentioned how their TAs supported them with their impairment effects (Thomas 1999) e.g. aching arms and their medical needs: 
Nathan: Yes, a lot of the later PA’s were great [..] carrying things, helping me write when I was tired etc.
John: Well for me, that was like, years 7, 8 and 9, like I wasn’t right, cause I kind, I also had help like writing and things, cause I get really achy arms and like, so they’d help a bit now and then.
Paul: If I need, if I had a problem with a particular health need, I could talk to her and then she could arrange something to get and help me out. 
The young people were quite positive about this kind of support, which enabled them to keep up with the able-bodied pace of life in schools (Price 2011; Whitburn 2013).  
As the above stories demonstrated, TAs served different purposes, such as providing physical support and support with any medical needs. This partly reflects the lack of professional standards regarding the TAs’ role (Giangreco et al. 1997; Giangreco 2010), leaving it to each school to decide how the TA would be ‘fit for purpose’. The need for such forms of support was to an extent, though, due to a lack of physical adjustments (e.g. subject-specific equipment) and arrangements (e.g. lack of chairs in all the rooms or classes in floors where a lift or the stairs had to be used). Therefore, TAs served as a solution to the ‘problem’ of disability (Michalko 2009) in terms of inaccessible structures not allowing participants to fulfil certain tasks by themselves and support was to be sought. Disability appeared as a problem in the classroom that had to be managed and resolved (Titchkosky 2011). TAs then enabled the inclusion of the young people by removing barriers to doing. This has led certain scholars (Giangreco et al. 1997; Slee 2006; Whitburn 2013) to question then the extent to which TAs have become part of the problem of inclusion in terms of concealing how disabling structures make disability appear as a problem. Nevertheless, the young people also recognised how valuable TAs were in supporting them with any impairment effects, making their presence integral. Therefore, rather than viewing TAs as a solution to inclusion or part of the problem, more attention should be paid to the context within which support is provided and to the views of those who are supported. Following this perspective, in the next section I focus on how the young people experienced their TAs interference with their learning under the name (or disguise) of ‘academic support’.    
[bookmark: _Toc39585256]Barriers to Being 
Besides physical support and support with any impairment effects, which young people mostly welcomed, TAs also interfered with their learning, performing their ‘instructional’ role (Butt 2016; Devecchi et al. 2012; Webster et al. 2013). Whether TAs should be involved in the learning of young people and, if so, to what extent, has been a reason for debate in the literature (Slater and Gzeley 2019), with various points of critique focusing on the lack of training of TAs (Giangreco et al. 1997) and TAs functioning as a replacement of class teachers (Butt 2016; Radford et al. 2015). In this section, I look at how the young people experienced and felt about this form of support, shedding light on its implications and repercussions. 
When Mary was asked about her teaching assistant, she mentioned that:  
Mary: In Y7 I had this teaching assistant and she treated me like I was like mentally incapable of doing everything and I didn’t like it.
Similar stories were shared by other participants too, which shed light on the negative feelings the young people had towards this kind of support. This was also a finding in other studies too, in which disabled young people rejected their TAs’ academic support (Mortier et al. 2011; Tews and Lupart 2008; Whitburn 2013). This rejection of such support had to do with the stigma attached to being supported academically (Mansaray 2006), a stigma which was experienced as a ‘barrier to being’. It was experienced as a ‘barrier to being’, because it meant that young people were viewed in ways they did not feel they were representative of them (Mortier et al. 2011). This leads to the second point, which was the ‘discursive work’ (MacLure 2003 cited in Whitburn 2017: 486) taking place in these stories, that is how Mary and other participants carved out the identities they wanted by pushing away those that were inscribed upon them. They were worried about their subjectification (to be seen as ‘mentally incapable’) based on fixed notions of their impairment (Davis and Watson 2002) which were reified by medical and psychological studies which had associated RG with cognitive deficits (Dowdney et al. 1987; Stabler et al. 1994) and poor academic performance (Teasdale et al. 1991; Silventoinen et al. 2000). Therefore, they dissociated themselves from such an identity. However, such dissociation partly drew on the rejection and Othering of the learning disabled, perpetuating, hence, a hierarchy of impairments (Deal 2003). 
Besides academic support being experienced as a barrier to being, the young people were also concerned about further repercussions that such support had on them: 
Ryan: They were very helpful, but the only problem was that I tended to rely on them too much. So, when it came to exam time or 1-1 sessions, I then found it hard explaining to the TA on what the task assigned to me was all about, so they could write it down into my own word rather than theirs.
Patricia: I mean every so often she would maybe give me a little bit of a hand, like kind of, almost kind of like, kind of slyly (giggle), which was probably quite, on my part, it was quite nice, cause she liked, she was like: ‘Em, hint, hint, you got that wrong, and ..whatever’, em, which kind of helped me. But then, I suppose, I don’t know if it was helping me in the long run or not kind of thing. So, like sometimes, it was quite nice and that she gave me the hand and, at other times, I would be like ‘Mmm, but then I am not really gonna know this in the exam or something like that if you helped me.
Both Ryan and Patricia reported how the academic support from their TAs could have the opposite results compared to what was intended for. Ryan noted how he had become highly dependent on his TA and Patricia was worried about how such support could affect her academic performance. These stories were in line with findings from other studies, which also pointed out how TAs’ support had a negative effect on disabled students’ academic progress (Giancreco et al. 1997; Webster et al. 2010; Webster et al. 2011). Moreover, the issue of dependency on TAs was also discussed as a barrier to independent learning (Moyles and Suschitsky 1997; Sharples et al. 2015). 

When I asked the young people why they believed that their TAs were involved with their learning, some of the responses were the following: 
Rania: And then often I think because you’re small there’s always with lots of people - and this is gonna sound quite generalizing, but to be fair, it is with older people, which in my case my TA, the TAs that were shared work, they were generally older, near retiring age, there’s always this like patronizing nature, cause they see like you’re small, they always see like, oh, like, like you got a younger mind, when actually that definitely isn’t the case for me. [..]so when you got like a TA to help you with your bags or make sure you are ok with your back, I don’t want them to try to help me with my work.  
Michael: Em, I think it was just that by, by physically having an impairment that you had a mental impairment as well. And, em, I’m, yeah, I think that was easy for them to think that. 
Alice: I think like people years ago actually quite recent like 25 years ago, people with dwarfism in Britain and Scotland they were put in like, I don’t know what it was, special needs schools. And like actual schools for disabled, but to be honest, when you think about this, it’s hard to believe that.
While the above stories provided a range of reasons for why TAs felt like they had to support the young people with their learning, it is the common spaces among the stories which I would like to shed light on. Rania’s story started with an ageist comment (that she was conscious of), attributing this mentality that a small body was associated with a ‘younger’ mind to older people. This mentality can partly be related to Alice’s point about the institutionalisation of disabled children and young people in special schools, which perpetuated this discourse of the ‘special needs’ of disabled children and legitimated their segregation to separate spaces compared to their non-disabled peers (Tomlinson 2017). Moreover, Runswick-Cole (2011) and Slee (2019) considered how the rhetoric of inclusive education has been built on ableist and market-driven ideologies, perpetuating therefore the marginalisation of disabled students. Furthermore, this association of the smaller body with a younger mind can be linked to infantilization (that is to be treated as ‘younger’ than your age or like a child), whereby children and those deemed childlike are perceived as cognitive subpar (Mills and LeFrancois 2018). Infantilisation then legitimated early institutional interventions (e.g. a TA) that aimed to normalise children. 
Michael’s account also resonated with Shildrick’s (2009) and Soley-Beltran’s (2004) argument, who assert that the non-normative body triggered assumptions about the intellectual capacity of the person with it, considering their mind ‘damaged’ too. This links with what Sinason (1992) referred to as a ‘secondary handicap of living with an impairment’ (in this case, restricted growth). This inscription of secondary ‘difficulties’ on RG added further to the pathologisation of the body, holding it accountable for its ‘failure’ to ‘maintain ableist standards of normalcy’ (Rice et al. 2018: 668). RG (and height), in that context, acted as marker of (cognitive) ability, and the blame was situated on the individual’s body rather than the societal structures and institutions.  
The stories that have been discussed so far tackled the barriers to doing and barriers to being separately, with physical support removing the former and academic support perpetuating the latter. However, the relationship between support and barriers to doing and being was more complicated, when the issue of independence came up, as discussed in the next section.   
[bookmark: _Toc39585257]Support and Independence 
A prevalent theme in the literature regarding disabled young people’s insights into TAs’ support was the ‘threat’ the TAs posed to their independence (Bowers 1997; Broer et al. 2005; Egilson and Traustadottir 2009; Hemmingson et al. 2003; McLaughlin and Coleman-Fountain 2018; Mortier et al. 2010, 2011; Skär and Tamm 2001; Tews and Lupart 2008; Whitburn 2013). The young people in this research also shared their stories of how their TAs did not see them as independent and the potential toll this had on how they would be perceived by others too e.g. peers. Moreover, they further discussed why becoming independent was important to them and the labour they had to put to be considered as such. It is these stories that I turn the attention to, considering the desire of the young people for independency and its ‘symbolic value’ (McLaughlin and Coleman-Fountain 2018: 68), especially for disabled young people approaching adulthood (McLaughlin 2019; Slater 2015).     
In the focus group with the three young people, the topic of independence came up at different stages of the interview, but here I consider how they thought their independence was threatened by the presence of TAs. The following story is illustrative of how TAs were considered to undermine the young people’s independence: 
Louise: I don’t know, just little things. Like if you can’t reach something, there is like, you’re sitting down, you can’t reach it. There is a way, because like, like move yourself, stretch even further to reach it, but them someone seeing that you can’t reach it, they just grab it for you. 
 	Me: Without even asking?
 	Louise: Yeah.
John: Yeah. But for me, yeah, I ‘d rather, if I am doing something, I’d rather ask than then just go and (Mary: yeah) do it, because like it’s kind like
 	Louise: Degrading.
John: Yeah. It’s kind like they’re being ‘Oh, you need this help (Mary: yeah), so I must go and help you.’ I am like: ‘That’s nice and everything, but I’ll ask you’. I don’t need someone to just go and do something for me, for like, just yeah. Like I ‘d rather ask or I can do it myself. 
 	Mary: Yeah, I agree with that. I ‘d rather do it myself than someone assuming that I need help.
John: Yeah. And if like someone does assume I need help, I would rather them ask me than just go and do it (Mary: yeah). Because if someone is like ‘Oh, would you like me to pass paper, would you like me to hand that to you? I would rather do that than them just actually, yeah, do it.
Many important insights are raised in this extract. Firstly, the three young people discussed mundane moments during which the TAs noticed them try to do something and, without asking them, they immediately intervened. As pointed out by John, TAs were vigilant, because their institutional role (Blatchford et al., 2009) obliged them to be ‘of help’ to the young people (‘I must go and help you’). However, the young people did not appreciate and/or welcome their positioning as ‘in need of help’, unless they asked for it. In this context and similar to other studies (Broer et al. 2005; Egilson and Traustadottir 2009; Hemmingson et al. 2003; Mortier et al. 2010, 2011; Skär and Tamm 2001; Tews and Lupart 2008), disabled young people were not involved at all in the discussions of what support they needed, as this was already assumed and predetermined exclusively by the ‘adults[footnoteRef:104]’ for the ‘best interest of the child’. They were treated as passive recipients of support rather than as agents of it (Broer et al. 2005; Mortier et al. 2011).  [104:  Such as teachers, SENCOs and parents.] 

This leads to the second point, which is that the young people were not dismissive of support, but they wanted to have a say over when and what kind of support they needed (De Schauwer et al. 2009). This is what McLaughlin (2019: 1-2) referred to as ‘supported independence, where disabled people are in control of the additional practical assistance’. This is an interesting insight into independence, as it did not strictly fit with individualistic, normative understandings of independence (Goodley, 2014 Shildrick 2005), whereby one is capable of doing everything by themselves, but took into consideration potential moments of relational independency, that is interdependency (Greenstein 2015). This is in line with Slater’s (2015) research with disabled young people, where their understanding of independence was drawing on relational understandings of it rather than merely individualistic ones. 
Thirdly, Louise’s opening story indicated the knowledge of the body that disabled people have (“there is a way..move yourself, stretch even further..”), which still remains subjugated by the dominant narratives of ableism, casting disability as a weakness (Be 2019). This potentially benevolent intention of the TAs to help reproduced a power relation, where the disabled body was viewed as in need of help, and this power relation was experienced and felt by the young people as ‘degrading’. The psycho-emotional toll of not being seen as independent was further discussed by Louise and other young people: 
Louise: Cause when they are constantly asking, you’re thinking: ‘Oh, they think that I am incapable’. But then, you’re thinking: ‘Oh, that is how everyone will always see me, like I am incapable (John: yeah).’
Lynn: And then like I walk, and then she helps me with everything. I am like: ‘I can tie my shoelaces, I can pick a book (Rania: Yes). And then, people look at me like: ‘Why does she need help with that’? And I am like: ‘You really embarrass me.’  
Louise and Lynn were mostly concerned about the stigmatising effects of support, which stressed their bodies as ‘incapable’ and, therefore, could impinge on others’ perceptions of them. Hence, they experienced this constant questioning of their abilities as a barrier to being. This was described as ‘degrading’ and ‘embarrassing’ by Louise and Lynn respectively, indicating the psycho-emotional disablism they were sustaining under the name of support.  
The desire for independence was also expressed by some young people by comparing themselves to others that seemed to be in need of such support compared to them: 
Rania: When you enter teaching assistants, in the first year I was placed in a class with a lad with a hearing impairment and so we shared the TA. And then, I think after the first year they realized I didn’t need her. I was very independent by myself and literally wouldn’t need her at all unless I did not get on with my things.  And then that was, drop issues assigned, so yeah, she would carry on being aside to this other student and not to me after the first year. So, when I was getting on with things, it was fine. 
Lynn: And then they go: ‘Lynn, okay, I will write this down for you.’ And I am like ‘I can write it myself. I have. Look’. Like the girl in the wheelchair has help, but I don’t want help. I need to learn how to do it myself. I don’t want to get in the habit like “Oh, they are always gonna be there for me”. I don’t wanna be in that habit. I wanna learn for myself, so yeah.
In both stories, TAs were regarded as helpful for the disabled peers, but not for the young people themselves. This claim to independence then drew on the dissociation from the disabled Other and perpetuated a hierarchy of impairments (Deal 2003), whereby students with certain impairments were constructed as less independent and in ‘real’ need of help from a TA (Priestley et al. 1999; McMaugh 2011) compared to students with other impairments, who could be (more) independent. The young people then relied on a more normative understanding of independence, which was identical with no support at all (Shildrick 2005). However, my intention here is not to ‘call out’ the two young people for drawing on a normative perspective of independence, but to pay attention to ‘the deeply embedded nature of norms of independence as self-reliance in people’s understandings of who is the valued subject (McLaughlin and Coleman-Fountain 2018: 70). To borrow McLaughlin and Coleman-Fountain’s (2019: 377) words, my purpose here is 
not to criticise them, or present them as dupes to this broader imaginary. Instead, it is to acknowledge that because they draw from wider circulating narratives of what kinds of body can be valued, they remain, as we all do, within disciplinary dynamics.   
McLaughlin and Coleman-Fountain (2019: 378) argued that such narratives reflect ‘the remaining restrictions within our imaginaries for what bodies can be and still be celebrated’ and the symbolic value that is still attributed to independence (McLaughlin and Coleman-Fountain, 2018). 
Moreover, it is worth noting the labour disabled young people had to put to prove to their TAs (and others) their independence, as acknowledged in the above two stories. For Rania, this took a year at least and, even after that, she still had to prove that she was getting on with things. In Lynn’s case, the effort was daily and constant, as indicated in the example of the writing task. Scully (2010: 32) has described this labour as a ‘hidden’ one, since the labour that disabled people put to manage their impairments remained unrecognised by non-disabled people. McLaughlin and Coleman-Fountain (2014, 2018) also discussed the hidden labour of the disabled young people in their research, who managed their impairment in such ways so that they would be not considered as less independent.  
This desire to be independent or to become independent was also brought up in other stories, especially as the young people were approaching adulthood: 
Patricia: And then when I kind of got a little bit older, I kind of realised I can actually do this stuff by myself that I don’t really need any help kind of thing. Em, so yeah, she was quite good. And then she also like gave me the independence (I mean), because I was becoming an adult and I kind of realised myself I need to learn to do this, because I can’t do it. If I am not gonna have help at home, I don’t need the help here kind of thing. 
Christine: Yeah, yeah. I had, when I first joined, I had, probably I had a TA for like every single lesson, so to get used to the area. But now, sometimes, I don’t have even a TA in, in a lesson. So, it’s got reduced a lot. 
Similar to Lynn, Patricia discussed how she had to do things by herself rather than depending on others, especially because she was getting closer to adulthood. For Christine, the transition from having a TA for every lesson to having no TAs was the result of years passing, meaning that Christine was getting older and closer to adulthood too. This expectation from disabled young people to ‘grow independent’ was discussed by Slater (2015) and McLaughlin (2019), who discussed independence as a signifier of normative, neoliberal adulthood. Disabled young people were expected to perform independence if they were to fit into this narrow, ableist, neoliberal view of adulthood. This discussion also resonated with McLaughlin’s and Coleman-Fountain’s (2018) consideration of the symbolic value of independence, which was a major signifier of who comes to count as a ‘good’ citizen (McLaughlin 2019). The young people had to grow independent as a proof of them fitting into the productive, adult citizen.  
To summarise, this section looked at the double-edged nature of support in relation to the topic of independence. TAs’ support was experienced as a barrier to being by the young people when it threatened their independence or when their abilities were questioned. This barrier to being was of particular significance to the young people, as illustrated in their stories, due to the symbolic value of independence (McLaughlin and Coleman-Fountain 2018), especially when approaching adulthood (Slater 2015; McLaughlin 2019). To fight back this barrier, the young people referred to how they had to put constant, hidden labour (Scully 2010) to prove themselves as independent. Another strategy of constructing themselves as independent was through the dissociation from the disabled Other, who was constructed as in need of support. Moreover, the stories of the young people drew on a range of understandings of independence, such as normative independence (Goodley 2014), supported independence (McLaughlin 2019) and relational independence (Slater 2015).      
The focus so far has been on how the young people experienced their TAs’ support. Nevertheless, TAs’ support also came with the toll of positioning the disabled young people under their constant surveillance. It is to these stories of surveillance that I am turning to next.  
[bookmark: _Toc39585258]Teaching Assistants as Panopticons
Whenever one is dealing with a multiplicity of individuals on whom a task or a particular form of behaviour must be imposed, the panoptic schema may be used (Foucault 1977: 205).
As demonstrated so far in the stories of the young people, TAs supported them in various ways, some of which were welcomed, and others that were experienced as unnecessary and patronising. However, what the young people were mostly sceptical about and annoyed with was that the support came at the expense of them being under the surveillance of their TAs, in and out of the classroom, and the repercussions of such surveillance. The discussion of these stories builds on Foucault’s work on surveillance (1977) and Surveillance Studies (Caluyam 2010; Gallagher 2010), which I explain first. 
Foucault (1982: 787) described schools in the following terms: 
Take for an example an educational institution: the disposal of its space, the meticulous regulations which govern its internal life, the different activities which are organised there, the diverse persons who live there or meet one another, each with his own functions, his well-defined character - all these things constitute a block of capacity-communication-power. The activity which ensures apprenticeship and the acquisition of aptitudes or types of behaviour is developed there by means of a whole ensemble of regulated communications (lessons, questions and answers, orders, exhortations, coded signs of obedience, differentiation marks of the value of each person and of the levels of knowledge) and by the means of a whole series of power processes (enclosure, surveillance, reward and punishment, the pyramidal hierarchy).
In the above quote, Foucault referred to the disciplinary technologies aiming at the production of ‘docile subjects’ in schools, with surveillance being one such technology. According to Foucault (1977), surveillance included three procedures - hierarchical observation, normalising judgement and examination, with the focus here being on the first two, as they were the ones that were raised in the participants’ stories.  
Hierarchical observation referred to the observation and close attention to the individual conduct of the students by their teachers (and TAs) and was hierarchical, because it was intrusive and coercive (Foucault 1977). For hierarchical observation to take place, two technologies were applied:   spatialisation and panopticism. Spatialisation referred to the role that physical structures played on the transformation of the human being into a docile subject, or, simply put, how space is set out to discipline bodies[footnoteRef:105]. Panopticism had to do with the internalisation of the sense that you were relentlessly watched (internalisation of the gaze) so that you behaved in a specific manner (ibid). As Foucault (1977: 187) argued, ‘It is the fact of constantly being seen, of being always able to be seen, that maintains the disciplined individual in his subjection’.  [105:  This was demonstrated, for instance, in the previous analysis chapter.] 

The idea of panopticism derived from the Panopticon (introduced by Bentham), a prison designed in such a way so that inmates would always feel that they were being watched. The purpose of the Panopticon was for their inmates to internalise the disciplinary gaze, even if surveillance was discontinuous, so that they self-govern their conduct accordingly. This meant that 
He who is subjected to a field of visibility, and who knows it, assumes responsibility for the constraints of power; he makes them play spontaneously upon himself; he inscribes in himself the power relation in which he simultaneously plays both roles; he becomes the principle of his own subjection (ibid: 202-203).
Rather than considering the Panopticon literally, Foucault (ibid: 205) suggested that it ‘must be understood as a generalizable model of functioning; a way of defining power relations in terms of the everyday life of men.’ For instance, Foucault considered institutions such as schools and hospitals as panoptic ones. 
Besides Foucault, various other scholars have adopted the ‘Panopticon’ as a metaphor to consider how surveillance plays out in schools and how everyone - teachers, TAs, students - is caught in it (Azzarito 2009; Gallagher 2010, 2011; Hope 2009; Taylor 2013). Disability Studies scholars have illustrated in particular how such surveillance is exacerbated for disabled students, who find themselves under the surveillance of various stakeholders, such as TAs, teachers, SENCOs[footnoteRef:106] and their peers (Allan 1996; 2008; Holt 2004b, 2007). However, the dominance of the panopticon in examining surveillance has been understood as oppressive by various Surveillance Studies scholars (Haggerty 2006), who have turned to other theorists, such as Deleuze and Guattari, to discuss surveillance e.g. the concept of the ‘surveillance assemblage’, or who have proposed to move towards post-panoptic understandings of surveillance (Lyon 2006). This push to engage with other theorists and theories to look into surveillance drew on critiques around the perceived limitations of the Panopticon (for such critiques see the edited collection by Lyon 2006). For instance, Mathiesen (1997) and Ball (2006) argued that the Panopticon perpetuated a static, unidirectional understanding of power and the gaze.  [106:  SENCOs.] 

Nevertheless, I agree with Caluya (2010) that such critiques rely on misinterpretations (or selective readings) of Foucault’s work and, specifically, his work around ‘power’ and the ‘gaze’. Caluya (2010: 624) proposed that ‘Foucault’s analysis of the panopticon should be situated within the context of his microphysics of power’. He argued that Foucault’s take on the Panopticon offers ‘an analysis of power through the use of the gaze’ (ibid: 202) and his analysis of power ‘has its principle not so much in a person as in a certain concerted distribution of bodies, surfaces, lights, gazes; in an arrangement whose internal mechanisms produce the relation in which individuals are caught up’ (ibid: 202).
My analysis of TAs as agents of surveillance was in line with such a view of panopticism in schools, meaning that it focused on how TAs enact surveillance whilst also finding themselves under surveillance. As Foucault (1977: 207) proposed, ‘this Panopticon, subtly arranged so that an observer may observe, at a glance, so many different individuals, also enables everyone to come and observe any of the observers’.  
The second technology of surveillance was the ‘normalising judgement’, which included the establishment and enforcement of specific norms of behaviour and the accompanying strategies to punish and normalise those who transgressed such norms or deviated from them (Foucault 1977). Therefore, the normalising judgement relied on the differentiation of the individuals based on the extent to which they complied with the rules. These two technologies - the hierarchical observation and the normalising judgement - were the main means through which the surveillance of the participants by their TAs was accomplished, as the following stories of surveillance demonstrated. 
[bookmark: _Toc39585259]Stories of Surveillance
The young people shared a wide range of stories in relation to how they found themselves under the surveillance of their TAs both in and out the classroom, and they also discussed the repercussions of such surveillance. I start with the stories of surveillance that took place in the panoptic classroom (Holt 2004a). 
The ‘indoors’ surveillance was in line with two of the institutional roles of TAs: first, to facilitate the teacher with behaviour management, especially managing ‘disruptive’ behaviour (Wren 2017) and, second, to keep students ‘on task’ (Blatchford et al. 2009; Wren 2017). Both these roles were related to the technologies of hierarchical observation and normalising judgement. The following two stories are illustrative of the first form of surveillance: 
Rania: And then, yes, say if you are breaking a rule, like my school, they absolutely hate chewing gum, so say if I was like being sneaky, had some chewing gum in the lesson, ‘Rania, chewing gum’. It’s like: I don’t need you to tell me [..]You’re not saying that to anyone else, which is quite cliché. You’re just saying that to me, cause you’re here to watch me, when actually that’s not what you’re doing, that’s not what you’re here to do. This it like to do, anyway, that was very annoying in that sense. 
Patricia: So, because I had a member of staff sat next to me sometimes, and, I almost kind of felt like I couldn’t be, I don’t know, what you should be, like a little bit naughty and a little bit rebellious, you know what I mean. Kind of what you meant to do at high school. 
Both Rania and Patricia reflected on how they had to be on their best behaviour when TAs were around. They were conscious that they were being watched and that they had to self-govern their conduct accordingly. Their observation by their TAs was hierarchical in terms of being coercive, since the participants could not do much to cease it. 
According to Slater (2016: 1), the ‘non-normativity’ of young people e.g. being rebellious (or acting rebelliously) was ‘only permissible to young people fitting neatly into other culturally privileged positions’. The non-normativity of those who did not fit into these positions, including disabled young people, left them in a much more precarious position (Slater 2016). This was evident in the two stories above: Patricia needed to self-govern her ‘non-normativity’ in terms of who she should be and who she could not be and Rania was immediately singled out and corrected through the normalising judgement when she attempted to break the rules. 
In a similar manner, TAs kept an eye on the young people to ensure that they were always on task:
Rania: If I was like, as a student, as you do, if you were sat next to somebody you were getting on with and had a chat with him. And then, they will always say, and then, they will always say: ‘Oh, what are you doing? Oh, ok. Oh, are you alright with that question? Are you alright with this? Are you alright with that?’ I am like: ‘Fine’.  ‘Oh, come on, just get on’, like ‘let’s get on with your work then.’ 
Lynn: Yeah, it is annoying. Like I was talking inside about the same. Oh, you need to pick four teaspoons of sugar and she goes “Shush, Lynn, Lynn is just talking.” [..] She goes like “Do your work”. [..][footnoteRef:107] (Rania: Yeah). And then like two minutes later: “Lynn, pack up, we’re going [..].  [107:  The missing parts are the acts of resistance that are discussed in the following chapter. ] 

Christine: I don’t talk too much if I am with my best friend. We giggle too much, we don’t talk too much, we just giggle.  And we do our work. And then, they just tell us off even though we were doing our work. 
Once more, the TAs watched the young people with a vigilant eye, exercising their normalising judgement, and intervened when they thought that the latter were not focused on their work.  What was common in these three stories was the persistence of TAs, who, even after being reassured by the young people that they were on task, insisted on the same course of action, reflecting the cultural mistrust towards young people, especially those positioned as ‘at risk’ (Kelly 2001; Slater 2016). Similar feelings of irritation from disabled young people who were under the surveillance of TAs were shared in other studies too (Hemmingson et al. 2003; Mortier et al. 2010). Moreover, as noted by Rubie-Davies et al. (2010) and Radford et al. (2011), TAs seemed to be more concentrated on task completion rather than learning, which was also evident in the above stories.  
The stories of surveillance shared and discussed so far illustrated how TAs exercised surveillance on the young people in the classroom as part of their institutional role and with the purpose of producing the docile, self-governed subject and of managing the ‘non-normativity’ of disabled young people. Nevertheless, surveillance extended to other spaces, such as playgrounds (Richards 2012) and dining rooms (Pike 2008). Holt (2004b) and Allan (1996) discussed how disabled young people found themselves under adult surveillance in all different spaces in the panoptic school. ‘Outdoors’ surveillance (meaning outside the classroom) was also brought up in the stories of some young people: 
Patricia: Eh, yeah, she used to go for a coffee and then she kind of used to come and almost kind of find me sometimes. But again, she’d be quite good at kind of keeping her distance, so she just kind of stand almost in the background and just kind of make sure like, if I kind of say to her: ‘Oh, can you come here for a minute?’ And then she’d come and say like: ‘What was it that you need’ or whatever. So, em, so yeah, she was quite good at that really.
Lynn: Like at class, when I leave five minutes early, cause I wait for my friend and someone else and (giggles), teacher[footnoteRef:108] goes: ‘Oh, I will wait out here for you.’ […]She goes like ‘No, I’ll just wait.’ And then my friend comes out and she walks with us. [108:  She meant TA here.] 

Rania: And then like someone who like walks around with you after. So, like every so often when you go to your lessons: ‘Oh, where are you next?’ ‘I am over in the Science block.  ‘Alright, I will walk with you.’ 
The young people could not escape the TAs’ surveillance, who did not leave them out of their sight[footnoteRef:109] at any moment, indicating the hierarchical nature of surveillance. In Patricia’s story, this surveillance from a discreet distance made her feel quite safe in terms of having immediate access to her TA in case she needed anything. On the other hand, Lynn and Rania did not like the idea of being followed everywhere. These stories also raised the issue of proximity of TAs to the young people, whose repercussions, such as the stigma attached to having a TA everywhere with you, have been discussed in the other studies (Giangreco et al. 1997; Hemmingson et al. 2003; Skar and Tam 2001). This omnipresence and proximity of the TA, as discussed by the young people, affected the content of the conversation they could have with their friends:  [109:  The use of visual metaphors is intentional, as it demonstrates the occularcentrism of surveillance. ] 

Louise: But if you have a TA, I don’t know about you, but if you have a TA people are like, it’s a bit weird (Mary: Yeah), cause they’ll be always with you and you just want to be with your friends. (John: yes) just to have a normal conversation. 
John: if I am talking to my friend, I won’t be able to like, (Louise: say it) it’s different, yeah. But like, when I am sat next to a teacher with me, even if it’s in a classroom coming and checking on me, it’s like. I’d rather not have them there actually, cause I want to talk, like, yeah, I want to talk to my friend about something and it’s been more private. I don’t want teachers just there.
Louise, John and Mary reflected on how the TAs’ presence influenced what they could discuss with their friends. The above stories point to the multi-sensory nature of surveillance, meaning that surveillance is not only ocularcentric[footnoteRef:110], as implied in the concept of Panopticon, but it also takes place through other senses, such as hearing. Gallagher (2010, 2011) explored how both panoptic and panaural[footnoteRef:111] modes of surveillance were enacted by teachers and TAs in a primary school and he called for more attention to be paid on panauralism, which has often been overlooked when considering surveillance.    [110:  Surveillance exercised through sight.]  [111:  Surveillance exercised through the sense of hearing. ] 

While John did not provide any examples of what he considered as a ‘private’ topic, Melrose and Patricia shared the following stories regarding potential topics that they would not like their TAs to be there for when discussed: 
Melrose: And obviously, when you are in high school, you talk about different things. Like, you know, you start your period, puberty; you don’t want an older woman there while you’re talking about things like that. So yeah, that was, that was, that was difficult.
Patricia: When you kind of like, I don’t know, if you like boys or whatever, and you wanna say: ‘I quite like him’ to your friend and, or your friend wants to say it to you or anything like that, yeah. Anything private that you kind of want to discuss almost you kind of don’t want them to listen, it feels like another person kind of there. I mean sometimes that was quite nice, cause she gave quite helpful advice, but then other times it was just like I want this privacy kind of thing.
Melrose and Patricia expressed their hesitation to discuss more private topics, such as menstruation and intimate relationships, in the presence of their TAs, although the latter also acknowledged a potential benefit in relation to the TA being able to advise accordingly. What all these stories demonstrate though was that the young people were conscious of this panaural surveillance and they had to self-govern themselves in terms of what they could share with their friends. As Skar and Tamm (2001: 927) claim, disabled young people experienced their relationship with their TAs as ‘an invasion of privacy’ and as asymmetrical in terms of them sharing (or having to share) everything about themselves without them knowing anything about their TAs. 
Furthermore, as argued in the literature (de Schauwer et al. 2009; Giangreco et al. 1997; Hemmingson et al. 2003; Tamm and Skar 2000; Worth 2013), the presence of a TA had a toll on the relationships disabled young people could develop with their peers:   
Melrose: And you’re trying to make friends and then there’s that older woman sat with you, like it doesn’t, it doesn’t make you cool, it doesn’t make you popular. And unfortunately, I did want to be a bit popular, but obviously, you want to fit in. But having that carer there definitely does not help.
Christine: And also cause I had some really mean TAs and if they are in the classroom with me,  they’re like, yeah, sometimes like, if the, if the students are just behaving like this, which they always do, they’re not like bad people, they’re just naughty, the, the TAs kind of like tell them off and then it‘s me who feels bad, cause like my TAs are telling them off. And then it’s just like, it’s horrible. 
For Melrose, the mere presence of the TA, especially an older one, had an impact on her friendships, as it affected how she was perceived, as ‘not cool’. For Christine, on the other hand, her TA’s interference with other students’ behaviour reflected bad on her, because it was her TA. In both stories, TAs acted as a barrier to being to the young people (Mortier et al. 2010), as they hindered them from being perceived the way they wished to be or they had a toll on how they were perceived. 
In a summary, this section looked at how the young people found themselves under the constant surveillance through the hierarchical observation and normalising judgement of their TAs, in and out the classroom, with surveillance aiming at the intention the production of the docile, self-governed subject. Moreover, the multi-sensory nature of such surveillance, that is surveillance based on sight -panopticism - and surveillance based on hearing – panauralism - was considered. Finally, I discussed the repercussions such surveillance had on the young people, such as functioning as a barrier to being, the threat to privacy and the toll it had on the relationships with peers. In the next section, the focus is on the young people’s resistance to such surveillance, looking particularly at what means of resistance they used to fight back their surveillance and the cost(s) such resistance came with.   
[bookmark: _Toc39585260]Resistance and the Synoptic Class 
So far, I have discussed the different forms of surveillance enacted by the TAs on the young people in and out of the school classroom. However, such a discussion risks portraying the young people as passive recipients of such surveillance (Holt et al. 2014), which was not the case. Engaging with Foucault’s notion of resistance and its relation to power as well as with scholars writing from a Resistance Studies perspective, I explore the ways and the means that the young people used to resist to such surveillance and the potential outcomes (or lack of) of such resistance.     
As Weitz (2001) pointed out, resistance as a concept has been loosely defined, resulting to some scholars identifying resistance into everything and others almost nowhere. Armstrong and Murphy (2012: 323) warned of the danger in
starting out with a fixed and arbitrary dichotomy between celebrated, active resistance and passive, negative acceptance or co-operation - not least because such a starting point may well over-determine where any subsequent analysis ends up.
Such a dichotomy is inherently hierarchical, as it distinguishes between powerless, oppressed individuals and active, resisting ones (Armstrong and Murphy 2012). This dichotomy is particularly dangerous for Disability Studies in terms of who comes to be recognised as ‘resistant’ (or what is viewed as resistance) and who is being perceived as passive (or what is understood as conformity) (Gabels and Peters 2004). Armstrong and Murphy (2012) further argued that the risk or romanticising resistance as a mean to restore the agency of individuals was exacerbated in research with oppressed groups or individuals. However, this celebration of resistance as inherently positive overlooked a critical examination of its consequences. For instance, Allan (2008) referred to disabled students whose resisting, transgressive practices led them to be further pathologized by staff members of their schools or had an impact on their own health[footnoteRef:112].   [112:  Allan (2008) referred to a boy with the physical impairment refusing to go to the toilet with his TA, but due to his refusal he presented medical problems.  ] 

Such approaches to resistance were partly linked with a ‘simplistic’ engagement with Foucault’s early work (Armstrong and Murphy 2012: 24). Remaining alert to how my analytical approach might fall into such hierarchical dichotomies, my understanding of resistance is in line with Foucault’s (1982: 780) conceptualisation of it in his later work[footnoteRef:113], whereby resistance is the ‘chemical catalyst so as to bring to light power relations, locate their position, and find out their point of application and the methods used’.  [113:  Referring to the two first volumes of his history of sexuality. ] 

By identifying certain acts (or lack of) of the young people as resistance, my purpose is not to think of resistance as the ‘panacea’ to the ableist ideologies perpetuated in the TAs’ practices, but to use resistance as a concept to shed more light on the existent power relations at schools as well as to indicate young people’s knowledge of such power structures and the ways they negotiated them. As Foucault (1978: 95) asserted, ‘where there is power, there is resistance, and yet, or rather consequently, this resistance is never in a position of exteriority in relation to power.’ Resistance, then, is not antithetical to power, but it is ‘reversed power’ (Hoy 2004; Thompson 2003), meaning that 
resistance, being entangled with power, always has to utilise the same technologies as power, but ‘harness power otherwise, in the production of other effects’ (Nealon 2008, p.24) (Lilja & Vinthagen 2014: 111).
While Hollander and Einwohner (2004) proposed an analytical typology of resistance[footnoteRef:114] based on two criteria - recognition and intent, I remain quite sceptical of such typologies in terms of their purpose and what is not acknowledged as resistance or what is silenced and left out because it is not identified as resistance. Consequentialist (acknowledging resistance based on an achieved outcome) and intentionalist (whether it’s the researcher’s intention to identify certain acts as resistance, as it was mentioned earlier in the case of marginalised groups, or whether the author identifies certain acts as intentional resistance) approaches to resistance can be quite limiting, as they allow space for only certain forms of resistance to be recognised as such. To avoid such discrepancies in my analysis (to the extent that this is possible), I follow Foucault’s (1981: 95) openness on what forms resistance can take, as explained in the following quote:     [114:  Seven types of resistance.] 

[We find] a plurality of resistances, each of them a special case: resistances that are possible, necessary, improbable; others that are spontaneous, savage, solitary, concerted, rampant, or violent; still others that are quick to compromise, interested, or sacrificial; by definition they can only exist in the strategic field of power relations. But this does not mean that they are only a reaction or a rebound, forming with respect to the basic domination an underside that is in the end always passive, doomed to perpetual defeat. 
The above approach is in line with Gabels’ and Peters’ (2004: 596) engagement with resistance theory, which
allows disability studies to acknowledge the importance of all forms of resistance by disabled people, including resistance by those individuals who do not accept the ‘party line’ but who have valid perspectives and who share values of liberation and freedom for disabled people.
Moreover, a turn to resistance also means a shift from the panoptic class (whereby TAs are seen as power-ful enacting the disciplinary gaze and the young people as power-less, subject to the disciplinary gaze) to the synoptic class (Landhal 2013), whereby the young people return the gaze back to the TAs or how the panoptical gaze is counteracted by the synoptical gaze. The notion of the synoptic, as discussed by Mathiesen (1997), is a reversal of the panopticon: while the panopticon assumes that the few see the many (e.g. the guardians watch the prisoners in the Panopticon), the synopticon assumes that the many see the few. Landhal (2013) applies the idea of the synopticon in the classroom context, where the teachers are also highly visible and exposed to the students’ gaze. This reversal of the gaze, Landhal argues, is what opens space for resistance.  
Remaining critically reflexive and open into what I identify as resistance in the young people’s stories, I now turn to what the young people shared.  In the following section I refer to stories that have not been quoted so far as well as to stories that have been quoted before, but certain sentences were intentionally omitted, which I identify as a resisting practice (I use bold letters to signify that).
[bookmark: _Toc39585261]Returning the Gaze    
The young people were not passive towards the surveillance and governance of their bodies and their subjectification, but, on the contrary, they developed nuanced modes of resistance to them. Rania and Lynn were among the most outspoken young people in regards to resistance and, hence, many of the stories following below are theirs. This resistant attitude could be partly attributed to the background of their families, who are active members of the organisations that I have worked with. Moreover, these two were interviewed together, so their stories were complimenting each other. 
As argued earlier, the purpose of surveillance was the production of docile, self-governed bodies (Foucault, 1977), which was in line with the institutional role of TAs (Blatchford et al. 2009, 2011). Both Rania and Lynn shared stories whereby they acted as indocile bodies against their TAs’ surveillance: 
Rania: Whenever I was just like working and say if I was like, as a student, as you do, if you were sat next to somebody you were getting on with and had a chat with him and then, they will always say, and then they will always ‘Oh, what are you doing? Oh, ok. Oh, are you alright with that question? Are you alright with this, are you alright with that?’ I am like: ‘Fine.’  ‘Oh, come on, just get on’, like, ‘let’s get on with your work then.’ It’s like: ‘I am doing, please just leave me alone, I am fine.’ (bold added).
Lynn: Yeah, it is annoying. Like I was talking inside about the same: ‘Oh, you need to pick four tea spoons of sugar’ and she goes: “Shush, Lynn, Lynn is just talking” and I am like ‘Yeah, she’s talking to that group, not my group or to anyone.’ She goes like “Do your work”. I am like “I was, but you stopped me”. (Rania: Yeah). And then, like two minutes later, “Lynn, pack up, we’re going”. I am like “Seriously? And I was having fun.” She makes me stop lessons, like miss the good things (Rania: Yeah), cause she talks to me. Like I only did two minutes of that and I am supposed to do like five. ‘You made me miss three minutes of that, so that’s not nice or fun.’ (bold added).
Instead of complying with the TAs’ orders, Rania and Lynn talked back to them and resisted being governed. This resistance can be seen as part of what Slater (2015) refers to as the ‘non-normativity’ of youth (or what Rania acknowledges as what students do), in terms of acting rebelliously. However, in the case of disabled young people, not only must this non-normativity be governed, but it also positioned them in more precarious positions. For instance, Lynn was removed from the class - what could be seen as punishment from a Foucauldian perspective - for speaking out. Allan (2008) also discussed how disabled students who engaged in resisting practices ended up finding themselves under more severe surveillance and/or were further pathologised for ‘misbehaving’. 
Whilst Lynn’s TA drew on the power assigned to her as a staff member to punish her, some young people also used the existent hierarchical power relations, which distinguished between the class teacher and TAs, as a means of resistance: 
Rania: And like it’s like you’ve got a second teacher just on your case. And it’s like, if teachers say that I am chatting with my friend, we are chatting about French, she or we chat about languages, she’s French. I am asking her about how do you learn a second language when you are in a German class. And I am like, you know, I am trying to get on with my German, just chatting about languages. And it’s like: ‘Stop with that, get on with your work.’ And I am like, ‘You’re not, you aren’t the teacher, and you’re not here to help me with my learning. You are just here to help me, to support me if I got a problem with my back or with my legs or anything like that (bold added).
In this story, Rania first demonstrated her awareness and irritation for being under the TA’s constant surveillance, describing them[footnoteRef:115] as a ‘second teacher’. Nevertheless, in her attempt to resist to the governance of her conduct by her TA, she made it clear to them that their responsibilities differed from the ones of a class teacher, with the latter being responsible for her learning and the former for physical support. As various studies have shown, young people were cognisant of the different roles between TAs and class teachers and their status in schools (Eyres et al. 2004; Fraser and Meadows 2008; Hancock and Eyres 2004). Moreover, in line with my Foucauldian analysis, this story indicated the circular structure of power, meaning that power was not one’s possession, but all individuals were caught up in hierarchical power relations.    [115:  I use ‘them’ as I am unaware of the TA’s gender.] 

Mary also shared a story regarding her mother’s involvement as a means to cease the repercussions of support:  
Mary: In Year 7 I had this teaching assistant and she treated me like I was like mentally incapable of doing everything and I didn’t like it. So, then I told my mum. Then she sorted that out and, since then, I had no TAs or anything (bold added).
Mary expressed her discomfort of having a TA interfering with her learning and she decided to do something about it, that is, have her mother addressing this issue with the school. What is nuanced about this story is that it invites for a relational understanding of resistance rather than an individualistic one, meaning that resistance is not reduced down to an individual, but it takes place through various actors/actresses (Wilhoit and Kisselburgh 2017).  
Furthermore, the resistance in the above stories was against the subjectification of the young people based on fixed notions about their impairment (Davis and Watson 2002). Such resistance was also raised in Rania’s following story:
Rania: And then, often I think, because you’re small, there’s always with lots of people, and this is gonna sound quite generalizing, but to be fair, it is with older people, which in my case my TA, the TAs that were shared were, they were generally older, near retiring age, there’s always this like patronizing nature, cause they see like you’re small, they ‘ll always see like, oh, like, like you got a younger mind. When actually with that definitely isn’t the case with me (assertive tone). I am 17, at the age of 11 I passed a test to get to a grammar school. I was in the top 5% of my area, I am very capable. I am like, I am intelligent and I am fair and I am capable like looking after myself and doing my work, which a lot of them didn’t like see and it was annoying. So, when you got like a TA to help you with your bags or make sure you are ok with your back, I don’t want them to try to help me with my work, I am very fine with my work, thanks (bold added).  
Rania started her story with an ageist comment (a fact that she was aware of) about how it was mostly older TAs that tended to infantilise her and interfere with her learning. Against her subjectification, Rania framed her resistance drawing on the ableist register, meaning that her claims of capability build on discourses of able-mindness (Kafer 2013) that are valued in schools, such as performing well in exams and achieving high scores that rank you among the top students. While her resistance spoke back to her subjectification as less intelligent, at the same time it perpetuated a hierarchy of impairments (Deal 2003) through the dissociation of the learning disabled Other.  
[bookmark: _Toc39585262]Conclusions 
[bookmark: _Hlk38892132]TAs are central figures in the educational experiences of disabled students, considering the time they spend with each other (Webster et al. 2010). This was also evident in the young people’s stories, with TAs providing various forms of support to them. However, participants’ stories illustrated how such support could function as a ‘double-edged sword’. On the one hand, TAs enabled the young people to navigate inaccessible environments and supported them with any impairment effects. Hence, TAs were effective in removing ‘barriers to doing’ (Thomas 1999). However, the stigma attached to having a TA as well as the assumptions that TAs made about the young people based on fixed notions of impairment (Davis and Watson 2002; Whitburn 2013) were experienced as ‘barriers to being’ (Mortier et al. 2010). To fight back these barriers, some young people drew on an ableist register e.g. able-minded discourses (Kafer 2013) by dissociating themselves from the (learning) disabled Other. Nevertheless, as proposed by McLaughlin and Coleman-Fountain (2018), these narratives demonstrated the knowledge the young people had of the bio-politics of schooling, that is, the hierarchicalisation and classification of body/minds based on their proximity or distance from the norm, and how they used this knowledge to resist the inscription of certain identities on them.    
Moreover, TAs acted as panopticons in terms of having participants under their constant surveillance. While the surveillance of disabled students in mainstream schools has been discussed in other studies too (Allan 2008; Holt 2004), what was nuanced in the discussion of these stories of surveillance was the reference to the multi-sensory nature of surveillance, meaning that attention was paid both to panoptic and panaural forms of surveillance. The repercussions of surveillance were also considered, such as the impact it had on peer relationships, observed in other studies too (Broer et al. 2005; Whitburn 2013). 
Furthermore, the young people referred to the various ways they resisted to the surveillance and governance of their bodies. What was significant in these stories was the knowledge they had about the hierarchical power relations in schools e.g. the difference in ‘status’ between TAs and teachers, and how they used it to make their resistance more effective. Nevertheless, these stories also illustrated how the young people’s resistance was either dismissed or resulted in their punishment as a means of discipline.   
Findings like the stigma of having a TA,  the repercussions of support to independency and the dismissal of disabled young people’s input concerning the support they would like to receive have already been addressed for a long time (since the late 1990s) and in different locations (Sweden, Iceland,  Belgium) (Egilson and Traustadottir 2009; Hemmingson et al. 2003; Mortier et al. 2011). Nevertheless, as the stories of this chapter indicated, not much has changed, despite the promises that have been made to end the bias towards inclusive education (Runswick-Cole 2011).  Moreover, what was nuanced in the above stories was the knowledge that the disabled young people had in relation to how things worked out e.g. why they had a TA, what the TA did versus what they should be doing, and the hidden labour (Scully 2010) they had to put to avoid the side-effects of the support. 
On the whole, this chapter illustrated how disability appeared as a problem to be disciplined, managed and solved by TAs. It is worth clarifying here and before closing this chapter that, whilst TAs’ presence did conceal the structures that disable certain bodies, I am not proposing that TAs should not have a place in schools. The economic cuts on disabled children (Hunter et al. 2019) has already widened the inequalities experienced between disabled and non-disabled children. What I am suggesting, though, is that disabled young people’s input on what support they need should be taken into a more thorough consideration rather than certain forms of support being imposed on them. As McLaughlin (2019: 14-15) argued about support,
(1) it should not reduce the agency of disabled people to have a vital say in what they receive; (2) support is more likely to be caring in its responsiveness when those receiving and providing it are recognised as actors of value. 
Following the chapter about the experiences the young people had with their TAs is a chapter looking into the experiences they had with their class teachers. 
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Chapter 6: Stories of Dys-Appearance: The experiences of Young People with Restricted Growth with Teachers 

[bookmark: _Toc39585264]Introduction 
[bookmark: _Hlk37934671]Paul: They (referring to teachers) talked to me simply at first like I wouldn’t have understood what was going on at the time. Even though I had good academic success in primary school, they were quite blinkered at the time saying what specialist support I could have with learning and what others have achieved in my position, meaning with a similar automatically presumed ‘learning difficulty’. It took quite a fight from my mum and other teachers to get past it. It was only when I was in the classroom and managing to keep up with the other pupils that it showed the SENCO I hadn’t got a learning difficulty. Think they long kept the assumption afterwards, it was really hard to shake off.
Rachael: I remember, so, obviously my torso is of average size, so I sit up at the same height like everyone else. I remember almost every teacher would come -and people still do that, like hairdresser or something, they see me walk in and then they get like cushions or something. And I am like: ‘No, guys, I am gonna be too high, I am gonna be too tall’. And they never believe you. So, I remember quite a lot of times, there was one time that they wanted to do it, obviously they want you not to be blocking the kid in front of you, but you can still see the same sight of the whole class, and they would always try and sit me on something. And every time I will have to be like: ‘No, I am the same height, I just wanna sit down, it’s gonna be fine’. And they never, they never believe you. It has always been embarrassing. So, they’d make you sit on something and then look and be like: ‘Oh yeah, now you are too tall, take it away again.’
Following the chapter on the young people’s experiences with their TAs, this chapter focuses on their experiences with their teachers. While there are some recurring themes between the two chapters, such as having one’s academic skills interrogated and the encounters with psycho-emotional disablism, as illustrated in Paul’s and Rachael’s accounts, there are also major differences between the two chapters. Firstly, all participants had teachers during their schooling, but not all of them had TAs, as reported in the previous chapter. Therefore, the stories discussed in this chapter are inclusive of more voices. Secondly, teachers’ roles at schools differ from that of the TAs, with the main difference being that the former is responsible for the whole class and the latter for groups of students or specific students (Webster et al. 2010). This difference in the roles triggers a shift in the modes that power is claimed by teachers and TAs, particularly when it comes to surveillance[footnoteRef:116]. While the interactions with TAs could take place in various places, for example the classroom and the playground, the interactions with teachers described in the stories took place mostly in classrooms. Moreover, teachers are considered to have a higher status and more authority compared to the TAs (Mansaray 2006), with the former occupying a higher position in the hierarchy of schooling, a fact that is also known to the students (Eyres et al. 2004; Hancock and Eyres 2004; Fraser and Meadows 2008). This difference in status also changed the way that power was appropriated both by teachers and the young people. [116:  Due to their role, TAs (especially one-to-one TAs) performed ‘close’ surveillance, whereas teachers could only perform surveillance ‘from distance’. ] 

These differences led me to search for a theoretical framework that could do justice to these nuances, a framework that could capture and respond to what hooks (1994: 136-137) had proposed:  
Once we start talking in the classroom about the body and about how we live in our bodies, we’re automatically challenging the way power has orchestrated itself in that particular institutionalized space.
This is why I turned to Leder’s (1990) phenomenology and, in particular, his concept of dys-appearance, which considers when the body appears a problem. This chapter explores stories of dys-appearance in terms of which bodies were valued for their ‘capacity’ to fade in the background (or to disappear) and which bodies were dismissed for their ‘excessive’ presence and, therefore, dys-appear (Michalko 2009; Warren 2005). In particular, this chapter looks into: 
· How, when, and where the disabled young people’s bodies dys-appeared by their teachers.
· How the young people responded to their bodies’ dys-appearance, with a focus on the hidden labour and resistance.
· The psycho-emotional toll of the dys-appearing body.
· The intersectionality of dys-appearance, with a particular focus on gender and disability.
Concerning the structure of the chapter, I firstly provide a brief summary of Leder’s work and his adaption by Disability Studies scholars and then consider its further development by feminist scholars and how it has been applied to education studies. The following three sections engage with the participants’ stories. The first one explores how the participants’ bodies (dys)appeared as ‘out of time’ and ‘out of place’. In the second section, I look at how teachers reinforced participants’ dys-appearance through questioning their capabilities to carry out everyday tasks by themselves. The third section examines stories of dys-appearance in Physical Education. Finally, I provide a summary of the findings.
[bookmark: _Toc39585265]The dys-appearing body 
According to Leder (1990: 84), the body ‘dys-appears’ when it ‘emerges problematically into direct consciousness’ or when it is experienced as ‘that which stands in the way, an obstinate force interfering with our projects’ (ibid: 84). He distinguished between organic and social dys-appearance, with the former referring to the biological dysfunction of the body (including disability) and the latter being the outcome of the objectifying gaze of the other. However, Disability Studies scholars expressed their concerns about organic dys-appearance, proposing that the impaired body’s dys-appearance is not intracorporeal (that is positioned in the body), as implied in organic dys-appearance, but intercorporeal and intersubjective (Paterson and Hughes 1999). As Titchkosky and Michalko (2012: 135) argued, 
Disabled people experience the ways non-disabled others experience us. We experience their experience, or better, we experience ourselves through their experiences of us. Through the contemporary frame of disability-as-problem, we experience ourselves as having a problem and we also have the 'strange experience' of being a problem to and for others.
This theoretical framework then enabled me to explore how participants’ bodies appeared as a problem (Michalko 2009) to their teachers or how teachers reinforced the dys-appearance of their bodies, making also participants more conscious of their bodies. As O’Neil (2019: 302) argued, Leder’s work, ‘conceptualises a phenomenology of alterity’, turning the attention ‘towards the subject’s self-perception and experience of bodily visibility’ (ibid: 315).  
Feminist scholars have also drawn on Leder’s work to look into how women’s bodies dys-appear in a range of contexts, including before and after going through cosmetic surgery (Gimlin 2006) or weight loss surgery (Groven et al. 2013) and in traditionally male-occupied spaces, such as positions in leadership (O’Neil 2019) and the police (Yates et al. 2018). What was common in these studies was that they enriched the concept of dys-appearance with feminist accounts of embodiment. For instance, Yates et al. (2018) put in dialogue Leder’s dys-appearance with Young’s (1980, 2002) and Oakley’s (2007) work, paying attention on how the female body is already dys-appearing in patriarchal contexts. Similarly, Groven et al. (2013) merged dys-appearance with Simon de Beauvoirs’, (2000), Zeiler’s (2010), and Kristeva’s (1982) scholarship to explore the relationship between dys-appearance and the abjection of the female body. One of the reasons that such synthesis of theory was viewed as necessary was raised by Yates et al. (2018: 92), who described Leder’s work as a ‘gender-neutral[footnoteRef:117] theoretical position’ and the concept of ‘bodily dys-appearance as emerging from a universal experiencing body that disregards the ‘speciﬁcity of embodiment’ (Dale, 2001, p. 65)’ (ibid: 94). Therefore, they (ibid: 93) introduced the concept of ‘gendered dys-appearance’ as ‘a lens through which to recognize gendered modes of corporeal experience as ambiguous, partial and diffuse in their embodied constitution’. By bringing Young’s (2002) work into consideration, the authors argued that attention can be paid to the ‘sociocultural context in which gendered subjects experience their bodies’ (Yates et al. 2018: 96).   [117:  However, in his discussion of social dys-appearance, Leder (1990) referred to women’s dys-appearance due to the male, objectifying gaze, which was illustrative of the mundane sexism they deal with compared to men.] 

In a sharp critique, Shilling (2003: 186) also argued that Leder’s
corporeal absence privileges the experiences of ‘healthy heterosexual males in their mid - years’, while disregarding the bodily self-consciousness, unease and alienation felt by individuals whose ‘body is regularly fore-grounded’ due to their gender, class, ‘race’/ethnicity or sexuality’ (cited in Gimlin, 2006: 702).
Nevertheless, Gimlin (2006) proposed that Leder’s social dys-appearance in particular, while not developed comprehensively, considered how certain bodies were more ‘vulnerable’ to the objectifying gaze than others. Such vulnerability is not inherent to certain bodies, but it has to do with ‘historically and culturally specific power discrepancies linked to factors such as gender, ‘race’/ethnicity and physical capacity’ (ibid: 702). This intersectional perspective of dys-appearance then includes ‘bodies are seen to “not ﬁt” with the expectations of the role or position, when they seem out of place, or Other’ (O’Neil 2019: 302). This intersectional perspective fits well with feminist disability studies (Garland-Thomson 2005), considering how disability is considered to ‘feminise’ bodies and how the disabled female/feminised body appears as a problem (Wendell 1996). This is further explored through and in the stories of the participants. 
[bookmark: _Toc39585266]Dys-appearance in Schools
One of the scholars who applied Leder’s work to education was Warren (2005), whose work aimed to introduce a ‘methodology of engaging in education that acknowledges bodies and the political nature of their presence in our classrooms’ (Warren 1999: 259). Warren (2005: 91) maintained that 
Leder's work on the phenomenological body can serve as a metaphor for understanding the physical body in the system of education. Whereas Leder discusses parts of the body (e.g., a hand or the sense of smell) recessing into a background disappearance, I am adapting his work to account for the way schooling places the entire physical body in a background disappearance, where the body is perceptually absent in an effort to centre attention on the mind. 
Warren used Leder’s concept of disappearance as a metaphor to describe the West’s schooling desire for the ‘disappearance’ of the physical body (or its ‘absence presence’), which is regarded as disruptive to learning and to the order of schooling. The disappearance of the body relies on the Cartesian dualism, which privileges the cognitive mind over the physical body, and, therefore, reifies the cultural mistrust of the body. Warren (2005: 92) proposed, though, that ‘not all bodies have the capacity for easy absence. Certain bodies are more capable of eluding detection than other bodies’. This does not mean that students were to be held culpable for not being able to ‘disappear’ their body. On the contrary, it emphasised how the institution of schooling marked and violently reinscribed certain bodies as ‘present’, that is how schooling dys-appeared certain bodies. While Warren acknowledged a range of bodies that sustain regulation for not disappearing at school, such as pregnant bodies (gender), queer bodies (sexuality), large bodies (body size) and disabled bodies (dis/ability), his analysis focused predominantly on bodies of colour in the White institution of schooling. He (ibid: 99) claimed that ‘the student of colour, as a consequence, enters into the classroom with bodily excess: too much colour, too much presence’. Moreover, drawing on Douglas’ (1966) work on the social construction of purity and dirt, he discussed how bodies of colour in schools are constructed as ‘a contaminant against the performative nature of whiteness as a pure and perfect ideal’ (ibid: 98). 
Paechter (2011) also drew on Douglas’ work (but not Leder’s) to examine how certain bodies in schools are considered ‘as inherently pathological simply by virtue of their visibility’ (ibid: 313), a visibility attributed to bodies which were constructed as ‘inappropriate to time, place or expected stage of development’ (ibid: 311). Paechter’s analysis focused particularly on gendered bodies. Similar to Warren, she described the required body for schools as ‘bounded, contained and under mental control’ (ibid: 315). Those bodies that do match the ‘required’ body are seen then as if they ‘intrude into our physical space and our senses: they assault us with their presence’ (ibid: 313). 
Writing from an intersectional perspective, Erevelles (2000) considered how disabled, racialised, gendered, classed and sexual subjects are ‘oppressively constituted with educational settings’ (ibid: 27) and how ‘disabled students have historically been conceived as ‘unruly’ subjects who have consistently disrupted the ordered functioning of schooling and consistently resisted the disciplining forces that are called into play’ (ibid: 42). Disabled, gendered, classed, sexualised bodies, then, are also rendered potential threats to the purity of schools for disrupting its order, which makes them susceptible to discipline and regulation. For instance, those disabled bodies that ‘fail’ to disappear are separated and excluded in special schools (Erevelles 2000; Michalko 2009).

However, Paechter discussed the visibility (and dys-appearance) of such bodies as contextual, meaning that ‘the same body can be understood as pathological at some times and places and not at others’ (ibid: 312-313). Discussing disability, McGuire (2010: n.p.) also made a similar note, arguing that 
[D]isability marks the body in ambiguous ways - it appears and disappears, is noticed and is hidden - as we move through different physical and social spaces, and as we find ourselves in different political and historical moments.
The following stories then explore in what contexts the participants’ bodies dys-appeared by their teachers and how their disability and gender[footnoteRef:118] played out in their dys-appearance. I also consider the repercussions of dys-appearance and how the participants dealt with them.  [118:  I have left race out of this intersectional analysis, as all the participants were White. ] 

[bookmark: _Toc39585267]Dys-appearing in Time and Space  
This section draws on the stories of three female, teenage participants to look at how their disabled, gendered bodies dys-appeared, that is appeared as a problem, or disappeared, meaning that their impairment (effects) was (were) overlooked, by their teachers. These stories explore how the teachers rendered the participants’ bodies as ‘out of time’ (Price 2011) and ‘out of place’ (Kitchin 1998: 345). They also illustrate how organic and social dys-appearance intertwined and were mutually reinforcing (Leder 1990). I start with two stories shared by Rania and Mary to discuss how their bodies did not conform with the normative school timeframes (Price 2011) and, hence, dys-appeared:     
Rania: I had a lesson myself trying to get to in the campus that was absolutely massive, so like walking across, walking, I actually measured it out. It was from, erm, where the survey was, which was at the end of the beaches through the end of the college, to my apartment, it was 0.4 miles, so just under half mile in college walking. Eh, so that was like, so then I get in trouble in lessons. ‘Why were you late? Everyone is here on time. You ‘ve all been to the same lesson.’ ‘Yes, I was in the same lesson conducted in the beaches by residential. I’ve just had to walk from there.’ ‘Oh, okay. Sorry. Go sit down.’ ‘Yeah, thank you very much. I will do.’ (bold added)[footnoteRef:119] [119:  I use bold letters to recognise moments of resistance. ] 

Mary’s Mother[footnoteRef:120]: And there’s a kind of an understand when you first started that you might be a little bit late   to classes, wasn’t there? [120:  This is an extract from the interview I had conducted with Mary in 2014 for my MA thesis. Consent for this extract to be re-used was gained both by Mary and her mother. ] 

 	Mary: Yeah.
 	Mary’s Mother: in case you felt you needed to hang back of it[footnoteRef:121]. [121:  It refers to the stool Mary had to carry from one class to another. ] 

 	Mary: Yeah.
 	Mary’s Mother: Is that still around?
 	Mary: No, I get in trouble if I ’m late.
 	Mayr’s Mother: You get in trouble if you are late.
 	Mary: Yeah.
 	Me: And how does the teacher react when you enter the class a little bit late?
Mary: Well, they are like: ‘Why were you late?’ And I’d say: ‘I had to get my back rest or something like that.’ And then they go: “You should’ve done it before or you should have done something different, so you arrive to my lesson on time.’
Rania was late to her class because of the distance she had to walk, while Mary was late due to the stool she had to carry from one class to another. Initially, they both got interrogated for being late (Why were you late?) and had to justify themselves in front of the whole classroom. This interrogation resembled Foucault’s (1978) concept of confession, where the participants had to confess their ‘sin’ in front of an audience (their teacher and their peers) and admit they had done something wrong. Not only did this dys-appearance of their bodies make their disability ‘public’ and to be understood (by others) and experienced (by them) as a problem, but a confession was forced on them. This notion of confession has also been used by Fat Studies scholars (Murray 2012; Rail 2012; Rail and Lafrance 2009) to describe the encounter between the ‘fat’ patient and their doctor, an encounter during which the former needs to confess their sins and take responsibility and action for them. As Murray (2012: 82) proposed, ‘the act of ‘confession’ has become key to the operation of knowledge/power’ and 
a confession is not a self-realisation or a revelation to the one who hears the confession;  rather it is a structured moment of confirmation of the tacit knowledges that form the perceptual background to the power relations operating between the confessor and the confessee (ibid: 84).   
Rania’s confession started with her being blamed for running late before she was even able to explain her late arrival. The teacher’s argument relied on the ‘disappearance’ of her body, that is overlooking her impairment effects and the distance she had to walk, comparing her to her peers (‘Everyone is here on time. You’ve all been to the same lesson’). As Leder (1990: 97) suggested, ‘social dys-appearance occurs when our bodies do not look and act “just like everyone else’s”. Michalko (2009: 69) also discussed disability as ‘excessive’ when it appears as preventing someone from being ‘like everyone else’.

In response to her body’s dys-appearance Rania addressed explicitly the injustice of being expected to arrive at the same time with her peers. While her teacher seemed to be apologetic in the first instance (‘Oh, okay. I am sorry’), the very next moment they exercised the governmental power by ordering Rania to sit down. Rania’s response then consisted of two parts: first, thanking the teacher for apologising, a response which could be read as sarcastic to an extent (based on the tone of her voice), and then by complying with the teacher’s order (I will do).  Mary also had to confess the reasons for being late. The teacher was dismissive of Mary’s response, arguing that, no matter what, she had to be in class on time and it was up to her to figure out a way to do so. Similar to Rania’s case, the teacher overlooked Mary’s impairment effects and the lack of physical support (Mary had to move the equipment by herself). In this case the teacher’s governance relied on Mary’s responsibilisation (Kelly 2001), that is Mary was accountable for coming up with a solution to be in class ‘on time’.  Mary was expected to ‘fix’ the ‘bad performance’ (Leder 1990: 87) that dys-appeared her body. Rania and Mary were then pathologized for being late and were expected to fit in the normative school timeframes (Price 2011). This pathologisation, though, did not result from the teachers’ acknowledgement of impairment as a problem per se, but from the teachers’ deliberate disappearance of the impairment effects. As Reeve (2012: 87) puts it, ‘the body is behaving according to cultural norms of able-bodiedness rather than being free to adopt any mode of behaviour and movement that is 'normal for them'.
 
Compton-Lilly (2016: 576) maintained that ‘time is generally treated as a backdrop to experience and rarely contemplated as a significant contextual dimension that contributes to how people make sense of themselves, their experiences, and their worlds’. Similarly, Thomas and Whitburn (2019: 161) argued that ‘there are unexamined temporal assumptions, grounded in power disparities, which must be challenged.’ Schools’ timetables perpetuate what Michalko (2010) has referred to as the ‘cultural standard time’, that is ‘the time we are all expected to adhere to, the time of the normates, the ideals, the ‘ordinary man’ (Slater, 2012: 202). Slater (2012: 202) argued that ‘[C]lassrooms are a stark example of unquestioning (and largely unquestioned), normative timeframes, which add to the educational exclusion of disabled children’. However, these stories of being late in class bring up the notion of ‘crip time’ (Kafer 2013; Price 2011[footnoteRef:122]), which questions normative and ableist time frames (Abrams et al. 2020; Ljuslinder et al. 2020; Slater 2012). As Kafer (2013: 27) explains, drawing on Price, crip time is ‘flex time’, that is not only it allows for ‘extra’ time, but it is a re-orientation to time, a critique of the clock which privileges certain bodies and pathologizes others. Kafer (ibid) contends that ‘rather than bend disabled bodies and minds to meet the clock, crip time bends the clock to meet disabled bodies and minds’. Samuels (2017, n. p., italics in the original) described crip time as ‘broken time’, as  [122:    It is worth clarifying that Price’s discussion of crip time focused on the context of higher education (see also Isaacs 2020). The discussion of normative ableist time/crip time here refers to the context of secondary education and is also informed by Foucault’s (1982: 218) description of schools, with timeframes belonging to ‘the meticulous regulations which govern its internal life’.] 

it requires us to break in our bodies and minds to new rhythms, new patterns of thinking and feeling and moving through the world. It forces us to take breaks, even when we don't want to, even when we want to keep going, to move ahead. It insists that we listen to our bodyminds so closely, so attentively, in a culture that tells us to divide the two and push the body away from us while also pushing it beyond its limits. Crip time means listening to the broken languages of our bodies, translating them, honouring their words.
This description of crip time resonated with Rania’s and Mary’s stories, who bodies disrupted the ableist time frames of schools. However, with teachers telling them off, Rania and Mary became aware of how their embodiment related to time and ‘its ability to include and exclude’ (Slater 2012: 203) and to discipline (Foucault, 1982).  
The stories so far looked at how the rigid, institutional expectation to be ‘on time’ reinforced by the teachers made the young people’s bodies dys-appear or appear as ‘out of time’. Nevertheless, their bodies also dys-appeared or appeared as ‘out of place’, when they stumbled upon structural disablism (Reeve 2014): 
[bookmark: _Hlk511396410][bookmark: _Hlk509628352]Rania: Or in science, we did practical, I had stools to reach the gas tag. I had a lowered gas tag in one of the science rooms. Em, so there was like two inside. It was one literally, but then there were two science rooms, so I could do practicals. So that would possibly get annoying, say if the teacher had planned, cause we had room changes, a practical in a room that just wasn’t adjusted for me. So, when I was trying to get on with it, “Oh, Rania, you can’t do this”. You can’t stand on the stool, get out because of health and safety.’ ‘Well, why have you got us in this room then doing it? That’s not fair on me.’ (bold added)
Rania’s body dys-appeared both in an organic (in its politicised meaning) and in a social mode. Her body organically dys-appeared (Paterson and Hughes 1999), as the inaccessible environment and the health and safety school policy did not allow her to be in that space, conveying to her the message that she was ‘out of place’ (Kitchin 1998: 345). This message was reinforced by her teacher, who first pathologised Rania’s body as incapable of participating in the lesson and then ordered her to leave the class, justifying her exclusion on the grounds of the relevant health and safety policy. In that case, ‘The dys-appearing body was related to finding oneself 'out of place' when failing to meet the carnal norms of an ableist world’ (Reeve 2012: 86).
Nevertheless, Rania called her teacher out once more, holding him accountable for unfair treatment (‘that’s not fair on me’). Her resistance was also indicative of the psycho-emotional toll that her body’s dys-appearance had on her (‘that’s not fair on me’) in terms of her having to deal with and fight against an inherently unjust system (Reeve 2012). Corker (1999) noted how disabled children were aware of the disabling nature of such rules, which were described by Kenworthy and Whittaker (2000: 220) as ‘petty regulations’, justifying the exclusion of disabled students from certain subjects and classes. Corker and Davis (2001) also referred to the story of a disabled student who held his teacher accountable for his discriminatory attitude (removing him from the class) through the use of the school policy. 
This message that they were ‘out of place’ was not conveyed only through inaccessible structures, but it was also reproduced through the technology of staring (Garland-Thompson 2009):
Lynn: I’ve got, like this teacher I had on (pause of couple of seconds) Thursday (?), Thursday. She seemed, she‘s like really grumpy and all. She saw me and she was like, eh, she looked at me, like kept on looking down on me at my legs and she was like: ‘Why is she here? Why?’ (the teacher asked). I was like ‘Really?’ She was like really annoying me in class, but I had to deal with it (bold added).
Lynn’s story was a story of social dys-appearance (Leder 1990) and direct psycho-emotional disablism (Reeve 2012), as her presence in the class was questioned initially through staring and then through verbal communication. Lynn became conscious of her body ‘as unsightly in the eyes of others’ (Leder 1990: 97). Moreover, as Garland-Thompson (2009) argued, staring is commonly accompanied with questions, which call for the story of the person whose appearance challenges our expectations. And this seemed to be the case with Lynn’s teacher, who couldn’t ‘believe her eyes’[footnoteRef:123]. As Paechter (2011: 313) claimed:    [123:  The use of ocularcentric metaphor as a way to consider ableist language (McKnight and Whitburn 2017). ] 

the children’s bodies that are pathologised are those which are not as, or where, they should be, and   they therefore offend against the good order of schooling or society: their visibility is out of place in the contexts in which they appear, so that they are experienced as polluting. 
Lynn’s social dys-appearance as ‘out of place’ had to do with the intersection of height and age. Kruse (2003: 503) has argued accordingly: 
An unusual intersection of height and age can lead to the appearance of being 'out of place'. While age is associated with particular places and spaces, unmet expectations for height can disqualify or displace individuals who meet the age criteria, but not the norm for height (Pain et al., 2000).
In a summary, this section looked into how the participants’ bodies disrupted the order of schooling by being (rendered) ‘out of time’ and/or ‘out of place’. The young people’s bodies were synchronised with crip time (Kafer 2013; Samuels 2017), which meant that they questioned the normative timeframes (or standard time) of schools (Price 2011). However, this also brought about the dys-appearance of their bodies from their teachers, meaning that the young people were expected to adapt to and comply with the able-bodied rhythm of school life. When they did not, they were forced to confess in public what had gone wrong, with the blame positioned on their bodies. Furthermore, the direct (e.g. staring) and indirect (e.g. inaccessible structures) psycho-emotional disablism (Reeve 2012) the young people sustained also led to their bodies’ dys-appearance and conveyed to them the message that they were ‘our of place’. The next section focuses on mundane stories of dys-appearance, which took place in various places and at different times. 
[bookmark: _Toc39585268]Dys-Appearing Through Questioning
This section examines stories of disabled young people’s capabilities being questioned by their teachers, which occurred in schools at various times and spaces. I start with one story from the focus group with the three teenage participants:
John: There would be like that odd teacher that would just be a bit like ‘Oh, are you okay? Can you do this?’ and everything.
 	Louise & Mary: Yeah.
John: And I ‘ll be like: ‘No, I am fine.’ After a while, just a couple of lessons, they ‘d be fine with it.
Louise: Yeah. At the start, they just, at the start, they don’t know if you’re capable of doing everything (John: Yeah), so they specifically ask you: “Can you do this? Are you okay?”
 	Mary: Yeah. 
 	John: Yeah, that like.
 	Louise: “Do you need anything?” But you don’t. (bold added)
This story is similar to what these young people had shared about their TAs in relation to the issue of independence (see pp. 132-137). In both stories, the young people expressed their discomfort about the assumptions the teachers and the TAs made about their capabilities (or lack of) of doing things independently, resulting in the dys-appearance of their bodies. As Davis and Watson (2001: 684) asserted, ‘Judgements of ability are not value free because they are interlinked with the structural organisation of schools, and the beliefs and actions of different adults and children’. These judgements also emerged from and reinforced what Priestley (1998: 214) referred to as a ‘pathologized construction of childhood disability’, which ‘enforces a unitary identity upon the child - as a ‘disabled child’. The implications of such an identity were raised in Angela’s story: 
Angela. Oh yeah, that happens like a lot. Like, it was Maths, it was like my first Maths lesson. And they were all like: ‘Oh, come to the front’ and kind of separating me from my friends, cause they were like: ‘Oh, come sit to the front’. And like, when I was gonna get up and get the glue, ‘We‘ll get it, we‘ll get it’. And they were all a bit odd and shuffling. [..] It lasted for about two weeks and then they calmed down a bit and realised that I can do this stuff myself (bold added).
Angela’s story illustrated how her teachers’ - potentially benevolent - initiatives to be of help came with certain side effects, such as being separated by her friends. Nevertheless, what Angela’s story and the one above also indicated was the ‘terror’ of teachers to ‘get it right’, an outcome of the institutional pressures exercised on teachers to demonstrate that they ‘know what to do’ when a young disabled person is in their class. This illustrates what Ball (2003: 216) referred to as the ‘terrors of performativity’, meaning that teachers work within a performative culture where they always need to put together and perform this ‘all-knowing’ persona. Teachers also find themselves under institutional surveillance and, hence, govern their conduct accordingly (Perryman et al. 2018).  
Furthermore, while disabled students’ questioning of their capabilities by the teachers was identified in other studies too (Connors and Stalker 2007; Davis and Watson 2001; McArthur et al. 2007; Whitburn 2014), less attention has been paid to the hidden labour (Scully 2010), including the emotional labour (Hochschild 1979; Liddiard 2018) these students put to prove to their teachers that they are capable. Leder (1990) argued that the dys-appearing body exerts a ‘telic demand for interpretation and repair’ (ibid: 81), which involves ‘ongoing hermeneutic and pragmatic projects’ (ibid: 86), meaning that one is expected to and is responsible for ‘fixing’ their body’s dys-appearance. Yates et al. (2018: 93) proposed that 
This telic demand also requires us to (re)orientate ourselves in the context of our social world in order to make sense of the perceived bodily malfunction or unease, and subsequently constitutes an important aspect of our subjectivity.
This telic demand can take various forms, such as resistance e.g. how the young people referred to their teachers as ‘odd’, locating the problem of dys-appearance on them, or by ‘ameliorating’ what could be perceived as a ‘bad performance’ by putting extra, hidden labour. This telic demand for extra, hidden, physical and emotional labour was evident in Melrose’s story:
Melrose: Meeting the teachers and getting the vibes from the teachers and what, how they reacted to me and things like that. Coz I think when you first meet people, even from a young age, I could feel whether they responded well to me or not. Some people have that gaze of panic and you can feel that as well. Em, so it was a lot of me trying to again, prove that I was capable. So that was quite hard at the beginning as well. [..]Teachers sort of being a bit wary of you again, it‘s kind a bit of a cycle really when I think about it, em, but it was tough, it was very tough (bold added). 
Besides the hidden labour to prove that she was capable, Melrose addressed explicitly the emotional labour she had to put as well: ‘it was tough, it was very tough’. She described how she was aware of her teachers’ feelings and reactions to her disabled body, which dys-appeared it, and the psycho-emotional toll such dys-apperance had on her. This resonated with Titchkosky and Michalko’s (2012: 135) argument that  
[bookmark: _Hlk35778232]Disabled people experience the ways non-disabled others experience us. We experience their experience, or better, we experience ourselves through their experiences of us. Through the contemporary frame of disability-as-problem, we experience ourselves as having a problem and we also have the 'strange experience' of being a problem to and for others.  
Moreover, Melrose discussed how on certain occasions, no matter how much hidden labour she would put, her body continued to dys-appear:
Melrose: Mum and dad went to a parents’ evening and one teacher said: ‘She just can’t really do much.’ And it was Geography. I hated Geography anyway. Who likes Geography? But I tried, I tried my best and I wasn’t far behind. You know, I just didn’t enjoy  it, and they said, mum and dad said: ‘What is she not good at? What can we do to improve?’ Cause that’s who they are, they don’t accept that I can’t do something. And he was, he didn’t know what to say, he didn’t have an answer. It was just the fact that he didn’t like the fact that he had to put a little bit more effort, em, and I just don’t think that he was very open-minded to disabled students and didn’t want to really. So, I definitely crossed some people that were just not interested and that was sort of learning to just accepting that I am not gonna change a person. 
As Melrose acknowledged, despite trying her best, her efforts were utterly dismissed by her Geography teacher (‘She just can’t really do much), who could not provide any helpful responses on how Melrose could have improved. This response reflected the teacher’s deficit understanding of Melrose’s disabled body (Goodley 2016) on the one hand, and the awkwardness experienced by Melrose due to the unwillingness of her teacher to adopt an inclusive, accessible pedagogy that would improve her academic performance (Whitburn 2014) on the other hand. Additionally, Melrose further noted that her teachers also had to put some extra labour e.g. making teaching materials accessible for her, something they reacted negatively to (‘I definitely crossed some people’). This led to the further dys-appearance of her body, which was experienced as a problem to others (Titchkosky and Michalko 2012). This was an upsetting experience, which Melrose had to put more emotional labour to learn to live with it. Discussing further the psycho-emotional toll of her body’s dys-appearance, Melrose further stated:
Melrose: So, he wasn’t a very likeable person anyway and he liked the men at the class, he didn’t really like the women. So, I wasn’t too worried, but it did in the back of my head. I was frustrated that he thought that I was weaker. It’s that weakness that I don’t like if people think I can’t do something, because I am fragile or weak or whatever.
Melrose’s dys-appearance did not have to do only with her disability, but also with her sex. This was a story of intersectional dys-appearance, as the female, disabled body appeared as a problem, as fragile and weak (Wendell, 1996). The psycho-emotional disablism of such dys-appearance was also constant, as it kept playing out in Melrose’s head. 
Rachael also shared a story illustrative of the long-lasting, psycho-emotional effects of dys-appearance: 
Rachael: I remember one time, this is a really, this is one of my more traumatic school memories.  I was probably, I don’t know, 13 (?), something like that, and we had to have a school photo. And we were queuing up and the chair was really high, I don’t know why. And I was, like I came in a little chair, I was like: ‘How do I get on the chair?’ And I was gonna say: ‘Can you bring me another chair? And I will stand on it and I will get on the picture’. And then, this teacher, without asking me, just picked me up and put me on the chair in front of all these Sixth formers and I was just mortified. I was so embarrassed and I think, if you, if I had said anything, and I was like, I thought I was gonna cry or, even now, I am like, it’s so embarrassing. And, so my picture was really rubbish, so I just had like to fit me out. Why did you pick me up in front of everyone? And I think he was, he didn’t even think about it. He just thought ‘I am being helpful. Yeah, this is the practical way to get you onto the chair.’ But in an age that you are trying to be independent and don’t want any extra attention, it was the worst thing (giggle) he could have done. I just felt like you just made me look like a baby in front of all these big kids and I wanna be, yeah, cool and be taken seriously. And also, you don’t pick me up (giggle). [..]It’s really weird, a weird thing to do. But he was a weird teacher. Em, so yeah, that was probably one of the most times when I was more aware and upset about being so small (bold added).  
This story of dys-appearance raised many issues. Firstly, the psycho-emotional toll of Rachael’s dys-appearance was brought up from the very beginning of the narration (one of my more traumatic school memories) and kept coming up throughout it (I was just mortified, I was so embarrassed and I think, if you, if I had said anything, and I was like, I thought I was gonna cry or, even now I am like it’s so embarrassing).  Secondly, as Paterson and Hughes (1999: 606) contend, ‘an integral element of the `dys-appearance’ experienced by disabled people is the everyday reality of condescension, in particular being perceived as the `eternal child’.’ Rachael was infantilised by her teacher in front of her peers when she was picked up. This infantilising experience acted as a barrier to being (Thomas 2004) for Rachael, as it made her appear in ways that she did not like (not cool, not independent, not serious). Moreover, she was picked up by her teacher without any form of consent from her, an experience of objectification and dys-appearance which is quite common among people with RG (Shakespeare et al. 2010). Furthermore, this feeling of entitlement of non-disabled people to intrude disabled people’s personal spaces e.g. by touching them, grabbing them and so on, with the intention of ‘helping’ them, without asking them, has been discussed (Kavanagh 2018). This feeling of entitlement, like in Rachael’s story, is also a gendered one, in terms of how (disabled) women’s bodies dys-appear and are subject to objectification in (disabling) patriarchal cultures (O’Neil, 2019). Finally, similar to other stories, Rachael resisted her body’s dys-appearance by locating the problem on the teacher, describing him as ‘weird’. 
Harry’s body also dys-appeared when his teacher singled him out and told him off for not complying with the rules:
Harry: Like, for example, once, cause we were central sites, we were crossing the road, my friends and I. It was after school, but like a teacher was there. And me and 5 friends crossed the road. And then there were no cars at all in the whole structure of road, but it was a red man (refers to the light). But there was no cars, obviously I was just gonna cross, coz I was outside the school. And then the teacher just stopped me and nobody else from my group. They were like (with an authoritative, angry voice): ‘Why are you crossing the road?’ And I was like: ‘We were all doing it, why aren’t we all getting told off?’ But he is like: ‘No, I am speaking to you’. And then he was, he was being really, I found quite rude and, you know, I was just saying like: ‘Why? I don’t mind you telling me off for it, but why just does it need to single out me?’ And then he got like, it’s got into a quite big argument in the end and I was just saying how, coz I thought he was being quite like demeaning as well, like sort of patronizing, and sort of saying like: ‘No, it’s been only you’, and it sort of implies something about my height. And I was like: ‘It’s a bit discriminatory, em, to try and’, like it was just the stuff he was saying and the tone which he was saying stuff, which is quite bad. And then, and then I sort of spoke to him. But in the end he was like, he was very immature teacher, he was like: ‘Oh, you’re using your disability as an excuse or something’. So, I was like, I was like: ‘That’s really out of order’. Em, and then I think that time again, I went to the Head and that teacher was like spoken to. I think that was the only teacher to have that (bold added). 
Harry’s dys-appearance first took place when he was singled out from his friends by his teacher, who made an issue about him crossing the road, but let the others get away with it. When he first attempted to resist his dys-appearance by asking why he was the only one getting told off, the situation gradually escalated, with the teacher dys-appearing further Harry’s body by using his disability against him. Harry then decided to use another means of resistance (other than speaking back to the teacher), which took advantage of the power relations in schools. Specifically, Harry spoke to the head teacher and the teacher was spoken to. His resistance drew on the existent hierarchical power relations between staff members in schools - a form of resistance which was also used against the TAs’ surveillance (see p. 147). It is worth acknowledging here that Harry’s resistance also had to do with the access to power he had due to his gendered (male), classed (middle-class) and racialised (White) background.   
In the following section, the focus is on stories of dys-appearance in Physical Education, a subject where normative understandings of the body and ability are (re)produced (Evans et al. 2007; Fitzgerald 2006), and, therefore, the disabled body was more likely to dys-appear. 
[bookmark: _Toc39585269]Dys-appearing in Physical Education 
Fitzgerald (2006) and Fitzgerald et al. (2003) noted the lack of disabled young people’s insights into how they experience (their body in) PE and the effects that such experiences have on how they come to see themselves and to be seen by others, including PE teachers and peers. Following them, this section pays close attention to the stories of participants of their experiences of PE. The first section draws on Depauw’s (1997) analytical framework, who identified three groups that disabled people find themselves in relation to sports: in the first group belong disabled people who still remain excluded from sports (the ‘invisibility of disability in sport’) (ibid: 424). The second group involves disabled people who participate in sports as ‘disabled athletes’ (the ‘visibility of disability in sport’) (ibid: 424). The final group consists of disabled people who participate in sports as ‘athletes’ (the (in)visibility of disability in sport) (ibid: 425). According to Depauw, the first group indicates the inaccessibility of sports to disabled people and their exclusion from them, and the second group shows how disabled people partake in sports through accommodations. The third group signifies a transformative space where sports have undergone a radical change in terms of re-visioning their fundamentals, such as the social construction of a sporty body.    
In the first section then, I look into stories of exclusion and stories of accommodation. However, in the second part, I digress from Depauw’s framework to explore stories of invalidation, focusing particularly on how PE, and particularly the dominant sports in schools, invalidated and dys-appeared the disabled, gendered bodies of two male participants.      
Stories of Exclusion & Accommodation in Physical Education
Although Fitzgerald et al. (2003) and Fitzgerald (2006) have continuously noted the push towards inclusive PE (e.g. inclusive sport activities), studies show that disabled children and young people are still excluded from sports and PE (Kristen et al. 2002; Smith and Thomas 2006; Vickerman et al. 2003; Wickman 2015). Such exclusion had to do with disabling structures, such as inaccessible premises, a lack of sport aids (Coates and Vickerman 2010) and P.E. teachers’ negative attitudes towards the inclusion of disabled people in sports (Wickman 2015). Considering the history of sports, DePauw (1997) also claimed that the sporting body has been primarily embodied by the White, heterosexual, able-bodied man from the middle and upper classes. This led to the exclusion of disabled people from sports, as they did not ‘meet the socially constructed ideals of physicality, masculinity and sexuality’ (ibid, 421). In this section, I start with considering the exclusion of some participants from PE and what they did instead during these classes.  
Three participants referred to the alternative activities they engaged in when the PE lesson took place:
Patricia: Me and my one-to-one used to go swimming together kind of thing instead of doing P.E. 
	Harry: Well, I go to, most often go to the gym, coz they do rugby and football.
Harry’s mother: The way to the gym, I pick him up and we go to a private gym on the sports fields.
Christine: And in one of my PE lessons, cause I don’t do PE, I just stay in the classroom and I either do my homework or I just talk to people.
The first thing to note in the above stories is that, although Patricia and Harry were excluded from PE, they still engaged in some form of physical activity (swimming and gym), whereas Christine did not. However, for Patricia and Harry to be able to do so, another adult - a TA and Harry’s mother -had to be involved. Regarding the reasons for such exclusion, Harry mentioned the sports - rugby and football - that were taught in PE, something that was also brought up in Paul’s story:  
Paul: But I remember like rugby, where it is quite physical, where people try and push you over, that was one of the things I couldn’t participate as much, because I didn’t want anyone pushing me over, you know, and hurt my back at that particular point. So, again it was a trade-off. There is a few trade-offs where I’ve learned that, you know, they help your life in the future with this trade off, but these things have an impact to fitting with the rest of the class as well, you know, why is this student not doing anything, why is he not participating by keeping up with us? All those questions in you from other students at the same time. [..]So yeah, why is he being lazy? What can’t he participate in this? But, if I participate in this, my back might get damaged despite being, you know, health problems.
Paul described his ‘non-participation’ to PE as a trade-off: on the one hand, it protected him from not getting hurt, pointing to a positive aspect of exclusion from P.E., and, on the other hand, it had an effect on how he (and his body) was perceived by his peers. Not only did his exclusion from PE dys-appear his body, but it also demanded from him to put the extra (emotional) labour to confess the reasons for such exclusion. Paul’s story resonated with Azzarito’s (2009: 21) conceptualisation of PE as a Panopticon, where she asserted that 
In physical education the principle of the Panopticon takes concrete form through the school culture that may promote gendered and racialized ideal bodies. Practices that serve to discipline and normalize the body, such as the promotion of speciﬁc sports or ﬁtness practices in physical education, create ideal bodies, a hierarchy of bodies (high status and low status) at the intersection of gender, race and social class.[footnoteRef:124]  [124:  Worth noting the exclusion of disability from the discussion (Flintoff et al. 2008).] 

PE is one of the main subjects through which students shape their views on what consists a ‘healthy’, able body, which also results in the alienation of the ‘unruly or undisciplined, unhealthy body’ (Petherik 2013: 712). Disabled students’ exclusion from PE and, especially from competitive sports, which are not adapted at all, results in them being perceived as lacking the ability to participate (Fitzgerald and Hay 2015). 
While the stories so far considered how some young people were excluded from PE, some participants also referred to how their participation in PE depended on certain activities getting adapted. Following Depauw (1997), I refer to these stories as ‘stories of accommodation’, where ‘accommodation implies that modifications or adaptations are made to more easily integrate individuals into the existing structure of sport’ (ibid: 426). Mary and Ryan, for instance, shared the following stories: 
Mary: With my PE teacher, if we had to do like a lot of things and, then, like running, she’d say: ‘Do you wanna do, cause you got, this huge fields that’s like - what is it called - running what is it called? Running track.  So, cause we had to do four laps for that once and I wouldn’t have been able to do that, so she said: ‘Do you want to only do two laps?’ And I said like: ‘Okay’. So, I did two laps instead of four.  Cause I wouldn’t have been able to do four. 
Mother: You have an adapted programme, don’t you, for PE? Cause there are certain things that you can’t do.
 	Mary: Yeah.
Ryan: With most of the sport activities I was ok, but they tended to reduce some due to my capabilities or they found another alternative one that I could do.
What was common in both stories was that the reason put forward for the adaptations was the ‘incapable’ disabled body, which could not cope with the existent activities. Disability appeared (once more) as a problem and a solution - in the form of adaptations - had to be sought. This ‘double-edgedness’ of adaption was captured in Paul’s story:
Paul: I think kind of it’s a bit different times. I think PE was the hardest thing that I found, because in the primary years, I was fine, I was keeping up with the other kids. But as they started to grow and I started being at the same height, that was when the difference was shown as well, because I could only run, yeah, half way the track and then get tired, you know, I couldn’t do anymore. But these kids could, you know, do four laps they were absolutely fine afterwards. You know, but the PE bit was the hardest bit at the school. But the school accommodated and made sure that I wasn’t doing anything to hurt my back and try to help me out throughout it.
Paul’s story illustrated how his difference became more visible in the context of PE, as he could not cope with the ability standards required in these lessons. However, he also acknowledged how the school ensured that his participation in PE did not have any repercussions on his health.
Another solution to the problem of disability was TAs’ support, as discussed in the following stories: 
Paul: I had support staff as well, because, because I had a statement written up, just for the basics. So, how to handle me in subjects like P.E., so not to cause any damage to my back etc.
Ryan: But I did have a TA and they were kind of there to help me too.
Vickerman and Blundell (2012) discussed the integral role TAs can play in the inclusion of disabled young people in PE. However, they also noted the importance of collaboration between the different stakeholders - students, PE teachers, TAs, parents - and proposed a particular framework for inclusion to be successful. 
What these stories of accommodation pointed was that ‘accommodation has the effect of "allowing" individuals with disabilities to participate in sport but does not significantly alter sport.’ (Depauw 1997: 426).  Accommodations fail to challenge PE’s ableism (Evans 2004; Giese and Ruin 2018), as ‘disability is still visible and considered "less than," or not equal to, able-bodied ability’ (Depauw 1997: 424), making the disabled body dys-appear. As Fitzgerald (2012: 446) has argued, 
A critical question to ask here is: Does modifying or tinkering around with sport-based skills and the composition of the groups receiving instruction, equate to inclusive practice? With this question in mind, it could be claimed that only ‘cosmetic adjustments’ (Slee & Allan, 2001) are made that ‘produce an appearance of more inclusive schools’ (Graham & Slee, 2008, p. 82). Consequently, the deeply embedded normative practices of physical education are not disrupted, leaving dominant ideals to prevail (Barton, 1993; Barton, 2009). 
In a summary, the stories of exclusion and the stories of accommodation demonstrated how the disabled body dys-appeared for not embodying and performing the physical ideals of PE (Evans et al. 2007). Even when accommodations were made, these did not cease the dys-appearance of the disabled body, as they left unquestioned the normative abilities (re)produced in PE (Fitzgerald 2006). As Wickman (2007) suggested, sports are associated with masculinity and physical ability. Rowe (1998: 246) has also pointed out sports’ patriarchal nature, which ‘have been an integral element of self-sustainable forms of exclusivist male culture, lubricating a closed system of male bonding and female denigration’. Therefore, the dys-appearance of the disabled young people’s gendered bodies from PE must be understood intersectionally (Flintoff et al. 2008), that is how the disabled, female/feminised body appeared as a ‘weak’ body, which could not cope with the physical standards of PE. Adhering to an intersectional perspective of dys-appearance in PE, in the next section I discuss the stories of two male participants, one teenager and one adult, whose bodies were invalidated (Hughes 2000) and dys-appeared in PE, in spite of being sporty.  
Stories of Invalidation
As Flintoff et al. (2008) have observed, disability has remained absent in intersectional approaches to PE, which tend to focus more on issues of gender, class, sexuality and race (see Azzarito 2009; Petherik 2018). Nevertheless, as Wedgwood (2014: 189) argued, 
Those with impairments embody a contradiction between dominant forms of masculinity (skilful, powerful) and impairment (reduced physical abilities/power). The participation in sport by men with impairments highlights this contradiction, and thus can provide important insights into how this dilemma of disabled masculinity (Shuttleworth, Wedgwood and Wilson, 2012) is negotiated.
This dilemma of disabled masculinity is considered through the stories of two male participants, Nick and Harry, who participated in certain sports, but not the ones that were dominant in their schools. An intersectional perspective of dys-appearance is adopted here to look into how the disabled, male body did not perform hegemonic masculinity (Connell 2008) through participation in the dominant sports in schools, and, therefore, was feminised and dys-appeared. I start with Nick’s story: 
Nick: Em, part of it was that it was a very sporty school, so it was a state school, a state school, but they were really into rugby and both of the PE teachers were former rugby players and loved rugby and worshipped rugby. And I wasn’t allowed to play rugby cause dwarf spines bend, rugby is one of that things,[..]. Em, and so the school really worshiped rugby and they worshiped the kids that were good at rugby. [..]and what was really frustrating is that sports were really important, sort of especially among boys, but basketball was never really celebrated, basketball was like the kind of what the bad kids did almost, whereas the good kids liked football and rugby and this kind of traditional sports. And so, even though I played for my city and their teams and couple of times and I also played, em, for my school, even when I was 11, I was playing with 16 years old playing for my school, em, that was never really formally celebrated in any way. It was celebrated to play rugby. So I never really got any sort of, you didn’t get any recognition for that. (A. I hear you) if that makes sense. Cause you’re not the smart football player, you’re not the smart rugby player, even if you are really good at basketball, no one really cared about that. And in as of playgrounds were so much of the hierarchies dictated by sport, you know, you still get picked last for teams or that kind of thing. It wouldn’t really matter, because football and rugby were all that mattered and not basketball. (A. Mmm. So how were you) And that, and that was systematic, because the teachers were rugby players. (A. Yeah, I see). So they didn’t want to teach you that as a basketball coach, who really celebrated basketball, whereas all the other that were rugby players and so they didn’t really care about basketball either. So your achievements wouldn’t be looked on the same light and then you lacked more credibility in the playground, because you were seen as not very good at sports. Really, you were good at sports, you just weren’t good at rugby or football. 
Nick’s story raised many important points. Firstly, this story captured the role of PE teachers in perpetuating discourses of hegemonic masculinity through the promotion of certain sports: rugby and football (Connell 2008). As Giese and Ruin (2018) proposed, PE teachers’ previous experiences of sports also affect how and what they teach as part of PE. In Nick’s story, the PE teachers were former rugby players and, therefore, this was the dominant sport in PE. Secondly, the connection between rugby in schools and gender performances, particularly hegemonic masculinity and the subordination of other masculinities, has been widely discussed (Connell 2008; Light and Kirk 2000; Parker 1996; Pringle 2008). Parker (1996: 141), for instance, noted how the dominance of a certain sport can influence the ‘hierarchical peer group position of certain individuals’. This was the case with Nick, who was not allowed to play rugby due to his spine. This had various effects on him, including being picked last when teams were formed and also not being seen as good at sports or lacking credibility (Hughes 2000). This dys-appearance of Nick’s body then resonated with Pringle’s (2008: 217) Foucauldian approach, who asserted that 
A Foucauldian examination of sport and PE practices could, accordingly, encourage analysis of individuals’ experiences in relation to the workings of discourse and power to help understand how differing identities (such as masculine and feminine), social groups (e.g., the sporty boys, tom girls, losers, drop outs) and relations of power are produced. Such a perspective allows one to understand how individuals experience sport and PE differentially and how differing subjectivities or subject positions can be produced from within similar discursive contexts.
Despite Nick being sporty, as demonstrated through his engagement with basketball, his body was feminised and dys-appeared for not performing hegemonic masculinity through rugby (Evans et al. 2007). Nick’s story addressed the repercussions that (disabled) young boys face due the prevalence of rugby and its association to hegemonic masculinity (Pringle 2008). As Pringle (2008: 218) maintained, ‘although these stories exist, they tend to me muted’.   
Similar to Nick’s story was Harry’s story, who shared the following:
Harry: Em, they ‘re very rugby, rugby driven, em, so. And I also felt, coz obviously I do a lot of quite sporty things, I didn’t feel like the actual sports department that really appreciates what I’ve done so much. Just because I ‘ve been, I’ve won like international medals and then they didn’t really mention me as somebody that’s done. Like for a rugby team just played against another school and lost, if you know what I mean. It’s so rugby driven, it’s really at the top and it doesn’t really filter down to any other school sports. [..]Yeah, but it’s just general. I don’t think even the praise, just generally like sport teachers, they don’t even in the hall like go dramatic what you did. I thought like it’s just so like rugby driven and football driven that nobody cared about other sports. And I feel if they don’t have the common care you know to just say well done, and then when you want to be announced just to be like, you know, like a little trophy for the school, I think it’s not really there and made the effort to speak to me about it, so I don’t want them to get any, you know, success from me, if you know what I mean?
Like Nick, Harry referred to rugby and football as the dominant sports at his school. This dominance also meant the subordination of any other sports and of bodies that did not take part in them. Therefore, any sport achievements not related to rugby or football were dismissed. This led Harry to feel that none of his sport achievements (e.g. winning international medals) were acknowledged or appreciated in the context of school. However, as Huang and Brittain (2006) noted, success in international disability sport can have many positive effects, including a sense of personal empowerment. Such a lack of acknowledgement both by peers and PE teachers was also noted in Wedgwood’s (2014) and Fitzgerald’s (2005) research, where the young disabled men’s involvement in disability sports, such as boccia, did not necessarily have an impact on how they were perceived by others. Eventually, since the school did not make the effort to acknowledge and celebrate Harry’s achievements, he also resisted the idea of his school getting any recognition for his sport achievements. Harry’s narrative indicated that ‘supercrip’ narratives’ (Schalk, 2016) effects are highly pertinent to the context, meaning that their effects are not always positive for disabled people, as proposed for instance by Berger (2008) and Hardin and Hardin (2004). In Harry’s case, his sport achievements that could position him as a ‘supercrip’ made no difference in how he was perceived as an athlete in the context of school. Similar to Nick, then, Harry’s body dys-appeared because of the school sport culture.
In a summary, while sports constituted a means for Harry and Nick to re-claim, celebrate and eu-appear[footnoteRef:125] (Zeiler 2010) their gendered, dis/abled bodies against biomedical, pathological, deficit understandings of them, the dominance of rugby and football in their schools, reinforced by their PE teachers, resulted in the exclusion and dys-appearance of their disabled, gendered bodies. The repercussions of such dys-appearance included the invalidation of their bodies (Hughes 2000), manifested for instance when they were picked last for sport teams.  [125:  According to Zeiler (2010: 334.), eu-apperance is ‘the opposite of bodily dys-appearance, i.e. on bodily modes of being where the body appears to the subject as something good, easy or well.’] 

[bookmark: _Toc39585270]Conclusions  
The aim of this chapter was to examine the experiences of the participants with their teachers. Due to the differences in the role(s) between TAs and teachers, I chose Leder’s phenomenology and his concept of dys-appearance, especially its adaptation by feminist (O’Neil 2019; Yates et al. 2018), disability studies (Paterson and Hughes 1999; Reeve 2012) and educational theorists (Warren 2005), to analyse the participants’ stories. This framework was the most suitable to explore how disabled, gendered, young bodies appeared as a problem in the classroom by the teachers due to their ‘excessiveness’ (Michalko 2009) and how the young people managed such excessiveness. 
One of the key findings was the various contexts and ways in and through which the participants’ bodies dys-appeared by their teachers. This took place, for instance, when their bodies appeared as ‘out of time’ and/or ‘out of place’, when they were objectified e.g. being picked up, or when their capabilities were questioned. In line with the politicisation of dys-appearance by Disability Studies scholars (Paterson and Hughes 1999; Reeve 2012), I proposed that the dys-appearance of the participants should be understood as a product of the ‘structural organisation of schools, and the beliefs and actions of adults’ (Davis and Watson 2001: 684), meaning that their disabled bodies appeared as a problem due to the disablism they were faced with. 
Another key finding was the psycho-emotional toll that dys-appearance had on the participants. Furthermore, dys-appearance triggered what Leder referred to as ‘telic demand’, that is a response to cease dys-appearance and its effects. The participants responded to the dys-appearance of their bodies in two ways. Firstly, they resisted it by re-moving the problem from their bodies to either the structures e.g. inaccessible environments, or their teachers’ attitudes e.g. by describing them as ‘odd’ etc. The second way was through the extra, hidden labour (Scully 2010) they put to prove to their teachers they were capable of doing things that they (teachers) assumed they could do not. However, this extra labour was not always effective in ceasing dys-appearance. What was common in both responses (hidden labour and resistance) was the emotional labour required by the participants to perform them. 
Moreover, most stories in this chapter were from female participants. This was not coincidental, but it demonstrated how dys-appearance was gendered too. The female/feminised disabled body was routinely dys-appeared within a patriarchal, disabling context. Even in the cases of male participants and, particularly in their stories of PE, their disabled body was feminised and dys-appeared for being unable to participate in sports that promoted hegemonic masculinity, such as rugby and football. These stories then pointed to how an intersectional approach to dys-appearance was essential to understand the dys-appearance of disabled, gendered bodies. However, it is also worth noting that race was left out of this intersectional perspective due the marked invisibility (disappearance) of participants’ Whiteness.  
Overall, in this chapter I navigated sensitively the difficulties that Paechter (2011: 319) discussed in looking into children’s embodiment:     
Overtly researching embodiment is, as I have argued, more difficult, but it may be possible to approach it by being open with children about the nature of pathologised bodies and discussing with them why this phenomenon occurs, thus simultaneously making problematic the pathology while researching its manifestations and effects. 
[bookmark: _Hlk38910019]In the next chapter, I review the participants’ stories regarding the different forms of violence they encountered in schools. 














[bookmark: _Toc39585271]Chapter 7: En/Counters with School Violence: The Experiences of Bullying of Young People with RG  
[bookmark: _Toc39585272]Introduction 
[bookmark: _Hlk38827752]Paul: I remember at a particular point where the same person as well, I ‘d had some lunch money, you know, to buy some lunch, and I was going to the canteen to try and buy something. And to get to the canteen, there’s, outside, there is quite a few stairs. I remember him trying to push me over the stairs, trying to get my lunch money. And he grabbed it in the end and went off with it.
Rania: So that was quite detrimental for my last year. And, em, very honestly and, hmm, I think I still honestly things have left some scarring problems.
In this chapter, I choose to re-tell stories of school violence that the disabled young people experienced, stories that were tough to listen to in person[footnoteRef:126], to re-listen during transcription in the absent presence of the participants and which were hard to re-tell. This chapter is timely, considering the latest reports of the Equality and Human Rights Commission (2017, 2018), which indicated that disabled children and young people are still among those groups[footnoteRef:127] with the highest percentages regarding the occurrence of bullying during schooling. Moreover, despite the extensive research on bullying and school violence against disabled children (Chatzitheohari et al. 2016; Holt et al. 2017; Jones et al. 2012) and preventative and interventionist strategies and policies against it (Smith et al. 2008, 2012), bullying still persists and disabled young people remain a common target. It was only a few months ago (February 2020) when the video of a nine-year old boy with RG, Quaden Bayles[footnoteRef:128], recorded by his mother, depicted him in tears due to the bullying he was dealing with at school and with him stating that he wanted to commit suicide, demonstrating the very harsh effects bullying can have (also illustrated in Rania’s metaphor of ‘scarring’ problems).       [126:  Whether interviews in person or Skype interviews. ]  [127:  Other groups include LGBTQ and racialised young people.  ]  [128:  The certain story became widely known across the globe after the video going ‘viral’ (meaning that it was widely shared by a huge number of people in different social media platforms), triggering various responses e.g. fundraising for a trip to Disneyland, which the mother rejected and proposed the money to be given to grassroots organisations, and debates e.g. the ethical issues of recording a child under distress (Cokley, 2020). However, it is beyond the scope of this thesis to discuss this story in further detail. The reference to the story is made to demonstrate that school violence against disabled bodies, including those with RG, is a recurring phenomenon, with a heavy psychoemotional toll, as also shown in the stories of psycho-emotional violence. ] 

Furthermore, not only is this a timely topic, but it is also a ‘sensitive’ and ‘difficult’ one to research and discuss. Walton (2015) refers to narratives of bullying as ‘difficult knowledge’ and Tholander et al. (2019: 14) propose that ‘the difficult knowledge concerns both sides of the podium, the narrator as well as the audience’. Due to the nature of these narratives, I start this chapter by considering the potential dangers of re-telling these stories and justifying why I insisted on sharing them. Following the discussion of the ethical dimensions of sharing these stories, I introduce the theoretical and analytical frameworks through which they were analysed.  Stories of ‘real’ violence, stories of psycho-emotional violence and stories of systemic violence are discussed next. A separate section is devoted to stories of resistance, which looks into what strategies the participants developed to counteract the violence they experienced. Finally, a summary of what was discussed in the chapter is provided.
[bookmark: _Toc39585273]Ethical Considerations on Sharing Sensitive Stories 
Reflecting on the tensions of releasing stories of violence towards disabled children and young people, Goodley and Runswick-Cole (2013: 2-3) maintained:
Publicizing potentially traumatizing stories risks victimizing children and contributing even further to a pathological account of their lives. In the present article we continue to recognize the tensions in (re)telling difficult stories. Regardless of the fact that our research passed university ethics committee procedures, we still worry that these accounts might feed into a voyeuristic interest in the tragic stories of disability. We are, also, anxious that in writing a research article we are in danger of domesticating or objectifying very real stories of oppression. 
The concerns raised by the two authors played (and still play) out constantly in my mind whilst writing this chapter. How will these stories be interpreted by the reader(s)? What views of disability and violence will they bring about? What feelings will they provoke to them? How much control (if any) do I have over how they will be read? How do I reduce the risk of commodifying ‘victimhood’? (Kleinman and Kleinman 1997). Once these stories are out there, available for public consumption, they cannot be retrieved. While these concerns and questions kept haunting me, I still made a conscious choice of re-telling these difficult stories. However, I feel the need to justify this choice.
Firstly, the participants shared these stories with the intention of them being listened to, which made me feel ethically bound to honour them (Alcoff 1991). Had I exercised my authorial power (Hoffman 2007) and had I chosen not to re-tell these stories due to the aforementioned concerns, I would potentially have reproduced violence by silencing them. Secondly, I was also interested in what these stories could do (Alcoff and Gray 1993), that is how they could shake dominant discourses around disability and violence, discourses which urgently call for a response (Goodley and Runswick-Cole 2013). Speaking of bullying, Walton (2015: 29) proposed:  
Bullying as a phenomenon remains misunderstood. Elsewhere, I refer to this as the “problem trap”[footnoteRef:129], meaning that we think we know what bullying is (behavioural, interpersonal) and, like centrifugal force, anti-bullying approaches gravitate around it. It is not the specific approaches that are necessarily faulty; rather, it is misguided collective knowledge about bullying that informs those approaches in the first place.  [129:  Horton (2016a: 209, my emphasis) asserted:
“These definitional criteria have ensured that the dominant discourse on bullying is one that is  characterised by blame, with the focus on powerful, aggressive bullies, who are understood to intentionally use their power to repeatedly subject their less powerful victims to negative actions, while being supported in their actions by bystanders.”
] 

Similar is the situation with the dominant discourse around disability, with disability being understood and discussed strictly in medicalised, individualistic, deficit terms (Goodley 2016) as well as the relationship between violence and disability. As Goodley and Runswick-Cole (2011a) pointed out, the traditional approach still tends to pathologise the disabled subject as exhibiting violent behaviour. Moreover, although the violence experienced by disabled young people is getting gradually more and more acknowledged (Jones et al. 2012), it is still attributed to individual acts or the individual dispositions of (aggressive) individuals (Bansel et al. 2009; Goodley and Runswick-Cole, 2011a; Kousholt and Fisher 2015; Ryan & Morgan, 2011; Walton 2005b) rather than to systems and structures which produce such acts and dispositions or provide the ground for them to materialise (Horton 2016a; Watts and Erevelles 2004). 
This chapter, then, re-tells difficult stories, with the aims of respecting participants’ desire to be listened to and of shifting the way(s) we think and speak of disability and bullying. In the next section I discuss the theoretical and analytical frameworks through which these stories are analysed and organised respectively. 
[bookmark: _Toc39585274]Researching School Violence and Disability 
In the case of bullying, more research is not better, contrary to research industry ideology. In fact, I would argue, based on my many years of adjudicating proposals on bullying for major international educational conferences, that instead of doing more research, we need to stop our industry, take a step back, look at the problem in broad contexts rather than micromoments, and go back to the drawing board. A disavowal of the bullying orthodoxy is called for. In short, we need to stop before we continue to think (Walton 2015: 30).
In my search for a theoretical framework through which I could ‘make sense’ of the participants’ stories, I stumbled upon the above quote: an urgent call to pause to think about bullying rather than rushing to do research on it. The above quote was from an article that had been published in a special issue of Confero[footnoteRef:130], where several researchers[footnoteRef:131] had been invited to share their understanding(s) of bullying and how such understanding(s) had shaped their approach/study (theoretical, methodological, epistemological, ontological) to it. These contributions were required to be theoretical rather than empirically driven (Horton and Forsberg, 2015).  [130:  Confero is a journal with essays on education, philosophy and politics. ]  [131:  See Horton and Forsberg (2015) for a summary of the articles of this special issue.] 

Thornberg (2015b) referred to a ranger of approaches[footnoteRef:132] that he reviewed in his essay, concluding with the need for dialogue between different perspectives and the potential of the ‘socio-ecological’ framework to accommodate such a dialogue. This article demonstrated, on the one hand, the pluralism of theoretical approaches to bullying, and, on the other hand, the hierarchical order of such approaches. Horton and Forsberg (2015: 7) argued that ‘[t]his lack of theoretical discussion of the social, institutional, and societal factors involved in bullying is surprising when one considers that school bullying is not a particularly new phenomenon. Thornberg (2018: 144) related this lack of consideration of the above factors to the fact that ‘[d]evelopmental and educational psychology, and therefore individual psychological perspectives have been commonly used in the mainstream school bullying literature’.  [132:  E.g. Individualist, interactionist, social constructionist and intersectional approaches.  ] 

In this chapter, a poststructuralist -predominantly Foucauldian[footnoteRef:133]- theoretical framework has been developed (as an alternative) to look at the social, institutional and societal factors contributing to school violence, which is the framework I also draw on. Poststructuralist scholars (Kousholt and Fisker 2015: 595) suggested that a Foucauldian analysis of bullying could illuminate the connection of bullying with the constructions of normality and dysfunction, and therefore, moving the scope of research ‘beyond the understanding of bullying as the behaviour of dysfunctional children’. Moreover, such an analysis conceived bullying as ‘a construction embedded in discursive practice that arises from a network or system of institutional, historical, social, and political relations’ (Walton 2005b: 61). [133:  Butler’s work has also been adopted in the examination of bullying (see for example Ringrose and Renold, 2010)] 

Furthermore, a simplistic, a-theoretical understanding of power and power relation has been noted by poststructuralist scholars (Horton 2011, 2016a; Mishna 2004; Walton 2005a) in mainstream school bullying research (e.g. Olweus 1993; Rigby 2002). This was evident in how power was discussed in individualistic and psychologised terms[footnoteRef:134], as a capacity that certain individuals possessed and which they used to abuse other individuals who did not have it (Walton 2005a; Horton 2016a), as an ‘individual psychological and intentional acting out of aggression from bully to the victim (Ringrose 2008: 510). If a Foucauldian stance on power is to be adopted in relation to school bullying (Bansel et al. 2009), then power relations cease to be conceived as ‘fixed and determined by differences in psychological or physical strength’, but are considered ‘unstable, shifting and thus open to contestation (Horton, 2016a: 210). The power asymmetry (or power imbalance) needs to be understood as ‘situated and relational’ and not as ‘personal and located in individuals’ (Thornberg 2018: 145). The use of power is strategic and has to do with their social positioning in relation to ‘wider societal norms regarding race, gender, sexuality, ability, size, bodily shape, social class and so on’ (Horton 2016a: 211; Horton 2011). My analysis of power relations in bullying draws on such a conceptualisation of ‘power’, which, on the one hand, considers the situatedness and relationality of power and the role of intersectionality in terms of accessing power (Erevelles, 2000) and, on the other hand, it also explores how power and resistance are inseparable (Foucault, 1981).  [134:  See for example Ribgy’s (2008: 23) typology of ‘power differences’ in schools, which involves:
 	Being able to physically hurt others;
 	Being numerically superior;
 	Being more confident, more assertive than others;
Having greater verbal dexterity - more specifically the capacity to hurt or threaten by one’s choice of words and how one speaks;
Having superior social or manipulative skill - the capacity to turn people against someone or get them excluded;
 	Having greater status and the corresponding capacity to impose on others.] 

The analytical framework through which the participants’ accounts are organised followed Goodley’s and Runwsick-Cole’s (2011a) distinction between the forms of violence that disabled people faced, including ‘real’, psycho-emotional, systematic and cultural violence[footnoteRef:135]. The authors proposed that these forms of violence overlap with each other, reflecting disabled people’s everyday encounters with disablism. Moreover, this analytical framework is in line with the theoretical framework, as both turn the attention to the disabling structures and to a culture that reinforce such violence rather than pathologising either the individuals who proceed to such violent acts or the individuals who are considered to have provoked such violence against them. Goodley and Runswick-Cole (2011a: 604) argued accordingly:   [135:  Each form of violence is explained under the section it is discussed.] 

Violence experienced by disabled children and their families says more about the dominant culture of disablism, and its effects upon the being of people, than it does the acts of a few seemingly irrational, mad, bad or mean violent individuals. Those that enact violence against disabled children should be understood in ways that recognize that the being of people is a socio-symbolic or culturally formed being (Zizek, 2008: 62). Disabled people experience violence because of contemporary society’s deeply held contradictory discourses about dis/ability.
Nevertheless, this analytical approach was critiqued by Watson (2012b: 198), who maintained: 
In this article, much of what the children say about the violence they experience is subsumed in the  theory and their very important testimonies lose their power as the promotion of the theory behind the analysis becomes more important than the findings generated by these data. 
This critique was indicative of the influence of empiricism in Disability Studies (Hughes et al. 2012), which was dismissive of the value of theory. Similarly, considering the dominance of empiricism in bullying research, Walton (2005a: 112) warned that what is lost in such approaches was the ‘political, historical, cultural, discursive, and ideological threads that, woven together, make up the construct that is now widely known as bullying.’ In response to Watson’s critique, Goodley and Runswick-Cole (2013) quoted Lather’s work on the ‘evocative power’ theory can possess:     
…not only must theory illuminate the lived experience of progressive social groups, it must be illuminated by their struggles. The goal of theoretically guided empirical work is to create theory that possesses ‘evocative power’…by resonating with people’s lived concerns, fears and aspirations, emancipatory theory serves an energising, catalytic role (Lather, 1986: 262-7, cited in Goodley and Runswick-Cole, 2013: 2).
Adhering to Goodley and Runswick-Cole’s (2011a) analytical framework and in agreement with them about the value and power of theory, I start the next section with looking into the participants’ stories of ‘real’ violence. 
[bookmark: _Toc39585275]Stories of ‘Real’ Violence: Physical and Cultural Bullying 
This section explores the participants’ narratives of ‘real’ violence, focusing in particular on physical and cultural violence[footnoteRef:136]. It is worth noting here that the stories of real and cultural violence are examined together, because these forms of violence overlap, meaning that the cultural representations of people with RG, which cast them as less-than-human, are very relevant to the physical and cultural violence that people with RG deal with in their everyday life (Pritchard 2017; Shakespeare et al. 2010). Goodley and Runswick-Cole (2011a: 606) clarified that the term ‘real’ is used in its psychoanalytic meaning (particularly in relation to Lacan’s theory), proposing that ‘the real of violence is an embodied encounter: of pain inflicted by one body on another’. This consideration of violence as an embodied encounter captures the visceral experience of bullying, that is how bullying is experienced through the body. Moreover, this embodied encounter is a relational one, as ‘the physical act of violence is felt and interpreted through our relationships with others (ibid: 606). [136:  This is a slight alteration of Goodley’s and Runswick-Cole’s (2011) distinction, who discussed real and cultural violence separately. ] 

According to research on school bullying (Giles and Heyman, 2005; Vaillancourt et al. 2010), boys tend to deal with more direct bullying (or physical violence), whereas girls usually engage in relational bullying (cultural violence). However, as Horton (2019: 403) warned: 
Research into school bullying has tended to simplistically link sex differences in bullying prevalence and forms to sex roles. [..]By reducing gender to a question of sex roles, such discussions of gender fail to adequately account for the power relations involved and the ways in which masculinist norms are enforced or resisted. 
Horton (2019) drew the attention on the relationship between gender performativity and bullying rather than simply essentialising sex differences (see also Ringrose and Renold 2010). This is an important point to consider when reading the stories of the male, adult participants of physical violence. For instance, Bill shared that: 
Bill: The physical abuse was generally pushing and shoving or being target practice for the footballers. [..] Physical bullying would consist of being picked up and ran with, pushed into lockers and rubbed on the head.
Bill reported various forms of physical abuse, all of which reproduced the objectification of his body (Horton 2019; Shakespeare 1994). His male peers felt entitled to use his body as a platform to perform their hegemonic masculinity through violence by subordinating Bill to a less-than-human state. This feeling of entitlement to pick up a disabled body and exercise violence on it is a by-product of a disabling culture. For instance, in 2011, Martin Henderson, an actor with RG in the UK, was physically abused by a player of the English Rugby Team. In particular, while Martin was celebrating his 37th birthday at a pub, he was picked up and thrown on the floor by this player. After further investigation, it was found out that the English Rugby Team had participated in a ‘dwarf tossing game’ in New Zealand. Martin sustained major injuries on his back, legs and arms (Tingle 2016). Such violent attitudes towards people with RG is not a ‘new’ phenomenon, but they have a long history in which people with RG were objectified in various ways, including fighting against each other or against animals for the entertainment of the viewers (Adelson 2005b).    
Similar experiences of physical abuse were shared by Paul, who provided various snapshots of them: 
Paul: I remember from the first year one particular person that had a particular problem with me. And I got quite bullied by him, quite a bit. [..]We had problem where this guy was continually hitting me, but I (A. Ah, so physical abuse).  Yeah. Because he continually punched me and after a couple of minutes of it I didn’t know what to do.
Initially, Paul referred to a particular peer, who used to bully him physically. This physical abuse was constant and occurred in different spaces:
[bookmark: _Hlk509448522][bookmark: _Hlk509448553]Paul: It was only the third year in secondary school. There wasn’t anyone around at that particular point.  He got me into a place where there wasn’t many people around. It wasn’t a place, it wasn’t, kind of lunch time, kind of outside. This guy went outside at lunch, tried to beat me there, as kids do play around. But then he particularly haunted me out and punched me like mad, so I was beaten at that particular point. 
Paul’s bullying was persistent and visible to others, as it occurred in open spaces, such as the stairs and the playground. However, no one seemed to do anything about it. Moreover, later on during the interview, Paul mentioned that this particular individual belonged to a ‘gang’ of which Paul was a constant target:   
Paul: But I remember another member of the gang, whenever he saw me, he would kick me, you know, down below, and try to attack me down below. And I remember him coming out of nowhere and trying to attack me and that was part of the game as well. So, the game in inverted commas. But, hmmm, but yeah, that’s one of the things. There was always kind of agony to do something horrible to me, the same point. So yeah, kicking me, you know, down below, that was one thing.
Paul was part of a ‘game’, whereby certain individuals would turn up suddenly and kick him on his genitals. Not only did he have to endure physical abuse, but he also had to always remain vigilant to when the next attack would take place, indicating how he felt ontologically insecure (Thomas 2007). Moreover, this idea of the game could be linked with the cultural representations of people with RG as entertaining figures (Shakespeare et al. 2010), during which people with RG are constituted as objects of entertainment for the non-disabled other.
Nick also spoke of the physical abuse under the guise of sports he used to experience in the playground: 
Nick: When, as I said, all the kids left cause they were older, then of course kids of my age were in the court and then you get bullied and stuff like that. And you’ve been playing basketball with someone, who will smack your mouth like under the pretence, like a bad tackle, under the pretence it was sport. But really, it wasn’t, if you know what I mean. [..]I don’t know, like a deliberate bad tackle from someone. 
Playgrounds and sports have been reported as a space and an activity respectively in which disabled young people get bullied (Holt et al. 2017; Migliaccio and Raskauskas 2015), as they are spaces with less surveillance from adults due to the student-staff member ratio (Blosnich and Bossarte 2011; Holt 2007). 
Stories of physical abuse of young people with RG have been shared in other studies too (Shakespeare et al. 2010). The easy way to read these stories would have been to attribute such violent behaviour to the specific individuals: aggressive bullies and passive or provocative victims (Rose et al. 2011). However, the ‘real’ cause for such violence was disablism. When the dominant cultural representations of people with RG still tend to depict them as less than human, as objects to be ridiculed, then such violence does not appear as a surprise. The ‘real’ violence -captured in the above accounts- is always underpinned by cultural violence. The role of the culture in the perpetuation of violence against people with RG draws the attention on cultural violence. Ellis (2018), Pritchard (2017, 2019) and Shakespeare et al. (2010) researched the relationship between the cultural representations of people with RG and experiences of everyday violence, such as name calling, encountered by people with RG in public spaces. Unlike male participants, who were the targets of physical abuse, female participants experienced mostly cultural violence, such as name calling and teasing. Patricia and Rachael, for instance, shared the following stories: 
Patricia: A few I remember would kind of point, makes jokes to their friends. The word midget was used quite a few times, which is very offensive, isn’t it? Em, sometimes they would sing like ‘heigh ho’ to me, you know what I mean, like heigh ho, heigh ho, kind of like from panto and stuff like that. 
Rachael: I remember the Snow White and the seven dwarves song, heigh ho dwarf song, and every year,  so, when I went to the school every year when the new kids came it would be a week after a slake, everyone seeing me and then, once everyone had done it everything, then we would get back to normal but that would be the first week of September. 
Dominant cultural representations of people with RG, such as Snow White, were utilised to tease the students with RG. As Shakespeare et al. (2010) argued, the role of cultural representations in the case of people with RG matter even more, since they constitute one of the central means through which people with RG become known to people without RG. As Rachael stated above (and many other participants), the first weeks of each school year were stressful, because they were treated as ‘novelties’ for not embodying the ‘typically developing child’ and endured a lot of cultural violence. Goodley (2016) used the term ‘cultural disavowal’ to describe how disabled bodies appear as appealing and appalling at the same time, as the object of fear and fascination. Referring to the disabled child specifically, Goodley and Runswick (2011a: 614) proposed that the ‘disabled child is culturally disavowed: potentially ignored or condensed into a caricature’[footnoteRef:137]. This was the case with the participants, who were turned into caricatures by their peers.  [137:  For a more detailed discussion on the disavowal of disabled children see Goodley and Lawthom (2013). ] 

Another form of cultural violence was the use of the derogative term ‘midget’, which has been condemned by all the associations of people with RG in the UK (and elsewhere e.g. Little People of USA). The origins and the connotation of the term have been discussed in the introduction (p. 18), but it is worth reminding that it emerged from the freak show era to designate (and degrade) people with proportionate dwarfism. Many participants referred to being called like that and other names:
Lynn: She’s called me ‘shortie’. I’ve had that. I’ve had, I’ve had, oh, when she said, I know this is so rude. I don’t know where she got it from. She said ‘midget’ to me. […]I had shortie, shortie, she’s little shortie (singing voice) and I get, I am like, I actually wanted to hide myself. 
Rania: So, I’ve had stuff around me shortie. In streets you got like dwarf, midget. […]It is an offensive word, with a history that is used for a certain category of people. It is offensive. It is just as offensive. 
Such encounters with cultural violence were daily. Such violence is reinforced when it is represented as ‘legitimate’ in the public sphere. For instance, Jimmy Carr, a British comedian, stated on his TV show, under the guise of a joke: ‘Is a dwarf an abortion that made it?’. Of course, this joke triggered the reaction of many associations of people with RG and disabled (with RG) activists. This was Eugene Grant’s (2019) response, a disabled activist, on Twitter:   
[bookmark: _Hlk37012559]So often, when I tell average height friends of the abuse that I - a person with dwarfism - and so many others just like me receive, almost daily, from strangers in the street, they react with incredulity. "I can't believe that happens!", they say, shocked. "*How* does that happen? How do people think like that?" This. This is how it happens. […]Now consider a man like Jimmy Carr. The power and platform he has, the panel shows he's on, the air time he gets, how he reaches audiences bigger than the entire dwarfism population in the country, for a paycheck bigger than the annual income of some the groups fighting to tell the world that people with dwarfism have a right to matter only to punch down, only to shit all over a community he's never been part of, only to fuel a centuries-old tradition of abuse against people like me, my friends, my family, only to be able to say shit like that, cash in, check out, and walk away. He doesn't have to live with the consequences of a joke like that, the pain it causes, the ridicule it fosters, the abuse it encourages. We do. He doesn't have to hear shouts of "midget!" from passing cars or gangs of passing youths. We do. He doesn't have to walk into a bar, see a stag do, and walk right back out because jokes like his has made it unsafe for people like us. We do. This. This is how it happens. F**k Jimmy Carr.
The above response summarises very well the points that this section intended to raise: firstly, the daily occurrence of violence in the life of people with RG, which is regularly questioned by non-disabled people. Secondly, the relationship between disabling cultural representations and ‘disability hate speech’ against people with RG (Pritchard 2019). Finally, the repercussions such violence has on people with RG, including how they navigate public spaces and where they feel un/safe (see on that matter Pritchard 2016) as well as the psycho-emotional toll such violence has on them. It is this psycho-emotional toll to which I turn in the next section.  
[bookmark: _Toc39585276]Stories of Psycho-emotional Violence
The second form of violence that is explored in this chapter is ‘psycho-emotional violence’ (Goodley and Runswick-Cole 2011a: 607) or what Zizek (2008: 60 cited in Runswick-Cole 2011a: 607) identifies as ‘ontic violence’. Psycho-emotional violence refers to the interpersonal violence disabled people experience, which threatens their psycho-emotional well-being and their ontological security (Thomas 2007).
The psycho-emotional toll of bullying on the well-being of students (disabled and non-disabled) has been researched extensively, especially through psychological lens (Frisen and Bjarnelind 2010; Klomek et al. 2008; Schafer et al. 2004). Psychological research on bullying (Cook et al. 2010; Limber 2006; Swearer et al. 2001) reported a series of repercussions that bullying can have on students in relation to their psychosocial functioning: depression, anxiety, low self-esteem. Bullying has also been reported to have an effect on the quality of life in adolescence (Frisen and Bjarneling 2010) and has been related to suicidality[footnoteRef:138] (Klomek et al. 2008). While the recognition of bullying’s psycho-emotional toll is significant, the lenses through which it is discussed risks positioning the problem in the individual, meaning that it ‘individualises the material, political and cultural foci’ (Goodley, 2012: 310) of it. This is why the discussion of the following stories takes place through the lenses of ‘psycho-politics’, which bring about ‘the politicization of the psychological’ (Hook 2004: 115), that is ‘the placing of a series of ostensibly psychological concerns and concepts within the register of the political’ (Goodley and Lawthom 2013: 167). Therefore, the discussion does recognise the psychological impact that bullying had on young people, but it does so by politicizing rather than merely individualizing it.   [138:  In the beginning of this chapter I referred to the story of Quaden, which was a tough to witness testimony to the link between bullying and suicidality. ] 

[bookmark: _Toc39585277]Psycho-emotional Violence 
Paul: So this is the emotionally draining part of being disabled and having dwarfism as well in a school setting for anyone.
This is a quote from Paul, who was exposed to various forms of violence, as already discussed. The purpose of this section is to unravel what Paul refers to as the ‘emotionally draining part’ of having dwarfism. While it was already quite difficult to ask participants about any incidents of violence they had experienced, it felt even more difficult to ask about the toll that such violence had on them. However, as the following stories reveal, participants felt comfortable enough to discuss this issue openly. The violence that some participants encountered also led them to seek self-isolation:  
Aphrodite: A milestone that was meant to be the start of a new life, resulted in me praying for a new life. Everyday. Everyday I'd come home, slam the door. And hide. Everyday I prayed. Prayed for it to stop. Prayed for someone to take it away. They say sticks and stones break your bones.... but it was their words that destroyed me.
Lynn: I get, I am like, I actually wanted to hide myself. I wanted to find a little like hole behind the door that I could fit through, cause it’s not like, I don’t know why they treat me different. I am the same to you really.
Nick: I kind of wanted to be, by the end of it, by the end of the school I just wanted to be a ghost.  I just wanted to be left alone and I didn’t really want, I didn’t really want any sort of acceptance or anything like that of that group. I just wanted everyone to leave me alone.
The psycho-emotional toll described in these stories was quite loaded, making participants want to hide or turn into a ghost. This struggle was a daily one. Thornberg et al. (2013) also mentioned how bullied individuals started isolating themselves as an effect of bullying and as a strategy to decrease its frequency. The participants’ reactions to psycho-emotional violence differed, as shown in the cases of Aphrodite and Christine: 
Aphrodite: I lost count of how many times I told myself to rise above them. How many times I   told myself to be the bigger person.... but how could I be, they kicked me so low, made me so weak, what chance did I have. Each morning I'd try and find a different excuse.... my head hurts.... I feel sick.... technically it wasn't an excuse.... I did feel sick. Everyday. Everyday I had to face those corridors. Everyday I heard the same words over....
Christine:  Just fed up. I am not angry, I am not sad anymore, I am just fed up of it, cause it’s got to the point where it’s gone on for so long that it’s just annoying. It’s not even like, cause before it made me really upset, but now it just goes over my head, it’s just annoying (giggle), yeah. 
Christine. Yeah. I wouldn’t go into tears straight away, but it would have to be like a build-up and then I’ll have to get fed up with it.
Aphrodite’s story illustrated how the toll of bullying was embodied, meaning how it manifested in bodily terms: her head hurt, she felt sick. Her narrative captured what Thornberg et al. (2013: 319) referred to as ‘resignation’, which described ‘a state of resignation expressed as hopelessness and despair’. At this state, bullied individuals could not see any way out of bullying. What was also interesting in Aphrodite’s story was her use of heightist metaphors: rise above, be the bigger person (see also Appendix 2). On the other hand, Christine described how she had moved from one place of being very upset to being fed up with it all, but not emotional about it anymore. This process was described by Thornberg et al. (2013: 317) as the strategy of ‘turning off emotions’, whereby bullied individuals ‘attempted to dramaturgically and emotionally dissociate themselves from the ongoing unpleasant situation of external victimising’. From her mother’s point of view, Christine’s control over her emotional reactions, such as crying, was a sign that she was handling it better (‘holding your own’). 
A common theme in the stories of participants was how incidents of interpersonal violence reminded them of their ‘difference’ to their peers: 
A: But how did this sort of comments and attitudes make you feel when you had to deal with them? 
Patricia: Yeah, not very nice, if you know what I mean. It did kind of, like make me unsure, it did, kind of like, like when you just feel like that you are one of the crowd, then it kind of knocks you back down again, you know what I mean. And then, you are still like: ‘Oh no, I am still actually treated quite different’. 
Rachael: Em, I don’t really know. I think I just probably ignored it quite a lot. I think there were definitely times if I was going through a bit of more of a teenage anxiety to get more upset. And I think I would, I did cry about it sometimes. I think I did cry at school sometimes, cause, if someone says and mainly is not expecting it, it’s a bit of a shock and you don’t have really time to compose yourself, cause you just think: ‘Well, where did this come from?’ And I think you forget sort of that, that there is any difference. And then, when someone shouts something at you, yes shouts ‘Midget’, shouts ‘MiniMe’, shouts whatever, em, or makes a joke, then, yeah, you are suddenly reminded: ‘Oh, you don’t think I am like you actually, you think I am weird’, but I’d have forgotten that, because normally I am just doing my normal thing, like everyone else. 
Both Patricia and Rachael mentioned how cultural violence in the form of name calling, for instance, functioned as an unexpected reminder of their difference from their peers, when they were under the impression that they had moved past it. This sense of belonging (‘one of the crowd’, ‘like everyone else’) was questioned at this very moment of violence, leaving them staggered. The importance of this sense of belonging was also discussed by other disabled people, who went on a ‘pursuit of ordinariness’ (McLaughlin and Coleman-Fountain 2018), meaning that they wanted and sought to look and be treated like everyone else. However, as Side and Johnson (2014) maintained, bullying impacts on how one sees themselves as well as how they believe they are seen from others. Moreover, this pursuit of ordinariness and the need for a sense of belonging was exacerbated during teenage years: 
Patricia: And I think as a teenager that’s, there’s that struggle there of being different, do you know what I mean? You have that: I don’t really want to feel different, I want to feel part of everyone else.
Rachael. I think it‘s quite, sometimes being a teenager is really difficult. And there were times when you think: ‘’Ah, I don’t care’’ and you feel it doesn’t affect you, but other times when it really does. And you don’t want any attention drawn to the fact that you are different and you don’t know how to negotiate it.
Both stories illustrated the desire of Patricia and Rachael to be seen as everyone else, which was hindered when violence occurred. Gibson et al. (2014) referred to the ‘narratives of non-difference’ that young men with Duchenne syndrome developed a way to represent themselves as ‘typical’ guys. Examining the intersection of youth, gender and disability, Slater (2012) also drew the attention on how disability is not part of ‘normative’ youth or, put differently, how disability is believed to disrupt the ‘youthful identity’. 
Returning back to the introduction of this section, an easy conclusion after reading these stories would be that these young people were ‘depressed’, for instance, and end the reading there. It could further be proposed that the psycho-emotional damage was as significant because of a lack of ‘resilience’ that is often attributed to disabled children (Runswick-Cole and Goodley 2013; Runswick-Cole et al., 2018b). Nevertheless, this section is not about reaching easy conclusions that pathologise the individuals for not coping with adversities. On the contrary, it is such comfortable conclusions that make the need for ‘psychopolitics’ (Hook 2004) more urgent, understanding such feelings within the political context that they occur. Hook (2004: 86) argues that ‘the objective of such psychological descriptions is to subject such forms of power to critique, to understand them better so as to challenge them more effectively’. These stories then shed light on the power to which these young people were subject to, the power of psycho-emotional disablism (Thomas 2007). Moreover, these stories mostly came from the female participants of this research (with the exception of Nick and Paul). From a feminist disability studies perspective (Garland-Thomson 2005; Thomas 1999; Wendell 1996), these stories also indicated how the female, young, disabled body was more susceptible to such a form of violence. Furthermore, female participants might have been more open to discuss the psycho-emotional toll due to existent gender norms, which construct boys as less willing to talk openly about their feelings (Borrill et al., 2012). Having discussed the participants’ encounters with real violence and the psycho-emotional effects they had on them, in the next section I focus on the role of schools in the perpetuation of this violence. 
[bookmark: _Toc39585278]Stories of Systemic Violence
Following the stories of real and psycho-emotional violence, in this section I explore how such incidents of violence were ‘dealt with’ in schools. The focus is on ‘systemic violence’, that is how ‘the very workings of systems ensure that possible antecedents of real violence are never addressed’ (Goodley and Runswick-Cole 2011a: 611). In the context of school bullying, systemic approaches (Horton 2016a) have looked into how school culture e.g. competition, marketisation etc. can function as triggers of violence. In the case of disabled children, they (disabled children) are considered to ‘threaten these cherished ideals of childhood and the performativity of the school’ (Goodley and Runswick-Cole 2011a: 610) and, therefore, disrupt the ‘order’ of school (Davies 2011; Horton 2011). Extending these approaches, this chapter aims to deconstruct the linear narrative of how bullying was dealt with in schools, which included the following processes: disclosure-intervention-elimination. Simply put, the bullied individual was expected to disclose the violent incident, the person to whom the incident had been disclosed need to intervene in some way, and then violence shall be eliminated. However, the participants’ accounts discussed in this chapter shed light on the complexity of each process, pointing out how the very mechanisms that were put forward to eliminate violence ended up contributing to its maintenance.    
[bookmark: _Toc39585279]Schools’ Responses to Violence 
A common(sense) strategy to counteract school bullying is for the bullied individual to report it to an adult (Black et al. 2010; Craig et al. 2007) and then the adult will follow it up by taking the appropriate action(s). This strategy instilled the responsibility for the elimination of bullying on the bullied individual, who should disclose in detail what happened, and on the individual who became aware of the situation e.g. a teacher, who was expected to do something about it. However, these processes were not ‘neutral’, as demonstrated in the following stories. 
Christine referred to how ‘disclosing’ a bullying incidence was not merely an expectation, but an institutional norm reinforced by staff members:
[bookmark: _Hlk522888566]Christine: And I had this horrible TA and we went to this room with this girl Emma. And we have to play like this bullying board game, so like it’s a board game. And it was said like: ‘If a bully shouted at your friend, what would you do and everything?’ Em, so this girl was saying: ‘Oh, I ‘ll go and tell the teacher and everything’. And then, when I said what I would do - I said that I would shout back at them and say just like: ‘Go away and everything and leave my friend’ - I got told off. And she said that I shouldn’t talk back to them and I shouldn’t be horrible to them. But I would stick up for myself. And then she was saying I should go and tell a teacher and everything, which is ridiculous. So I am not gonna just sit there and let them shout at me or my friend. 
The above story included three performances/performers: the ‘master’, embodied by the TA, the ‘docile’, embodied by Emma, and the ‘unruly’ embodied by Christine. Through the use of a board game and in a separate room, the master had to confirm that the docile and the indocile subject held the ‘right’ knowledge on how to react in the case of bullying. Although the use of the board game could be considered ‘child-friendly’, it could be equally argued that it could be perceived as infantilising and potentially diminishing bullying’s significance and lived experience. While Emma performed ‘docility’ by reproducing what the TA wanted to listen to, Christine refused to perform in the same way and she decided to transgress by responding with the ‘wrong’ answer: she would shout back at those who attempted to bully her friend. Immediately, the TA had to punish - tell off - and correct - remind the right reaction - the unruly subject. The TA’s reaction was illustrative of how ‘educational professionals must act in such ways to fit the rigidity of systemic rituals’ (Goodley and Runswick-Cole 2011a: 610). Young people were instructed what to do by those in power rather than being listened to (Side and Johnson 2014). Nevertheless, Christine questioned this institutional norm of disclosure, characterising it as ‘ridiculous’ and defending her choice of reaction. 
When I prompted Christine to explain why the idea of disclosure was ridiculous, the issue of trust was brought up, making clear that disclosure was not a neutral or automatic option, but it required a relationship of trust with the adult to whom the incident would be disclosed. Trust is a core element in the process of disclosing such incidents, as several studies have pointed out (Allen 2010; Cortes and Kochenderfer-Ladd 2014; Maunder and Tattersall 2010; Newman-Calrson and Horne 2004; Raskauskas et al. 2010; Rodkin and Hoghes 2003; Smith and Shu 2000; Yablon 2010). As Maunder and Tattersall (2010) and DeLara (2012) suggested, students might disclose such information to staff members that seem more approachable compared to others, which was the case with Christine, who chose certain TAs over her teachers. This relationship of trust might have been affected by the institutional roles of teachers and TAs, with the latter spending more time with the young people compared to the former (Webster et al. 2013).
Disclosure is often described in many anti-bullying policies as the first and essential step for the elimination of bullying to take place (Black et al. 2010; DeLara 2012). However, participants mentioned that disclosure did not always result in any form of intervention on behalf of the adults to whom the incident was disclosed. Nick and Rania, for instance, acknowledged how futile it was to disclose anything to teachers, as they did not do anything about it:  
Nick: Em, I told the teachers and they didn’t do anything. I told the staff in the playground, so it might have been teaching assistants or any teachers, and they didn’t do anything. 
Rania: When there was like problems going on with bullying, she just turned a blind eye, (me:  mmm), which wasn’t very good at all. 
Both Nick and Rania mentioned how their teachers did not intervene at all, despite being aware of them getting bullied. Other studies have also pointed out how teachers did not intervene in bullying incidents (Crothers et al. 2006; Kokko and Porhola 2009), leaving the bullied individuals with the impression that they were tolerant of it (Dedousis-Wallace and Shute 2009; Novick and Isaacs 2010; Rodkin and Hodges 2003) and making them question the value of disclosure (Bjereld et al. 2019; Salmivali and Nieminen 2002).  
An explanation put forward why teachers did not intervene in bullying incidents was the different understandings teachers and young people had in relation to what ‘counts’ as bullying (Canty et al. 2016; Eriksen 2018; Frisen et al. 2008; Naylor et al. 2006). That is, teachers’ course of action  towards bullying -to intervene or not (Kochenderfer and Pelletiers 2008)- was shaped by their own understanding of what constituted bullying, which was often adult-centric, administrative and dismissive of what children and young people recognised as bullying (Canty et al. 2016; DeLara 2012). As Duncan (2013: 225) proposed: 
The question of definitions of bullying is a vexed one, and while there are differences between  professionals, some of which might be important in a technical sense, there seems to be a consensus that it is the professionals who have the right to define the problem.
These adult-centric views were also reflected on the anti-bullying policies, which adopted ‘official’[footnoteRef:139] definitions of bullying and were imposed top-down (DeLara, 2012). Even when teachers intervened, the participants were held equally accountable with those who bullied them: [139:  See Olweus’ (1993: 9) definition of bulling for instance: ‘A student is being bullied or victimised when he or she is exposed repeatedly and over time, to negative actions in the part of one or more other students’. ] 

Nick: Like I once had an occasion where I was in a Maths class.  Maths class was one of the worst class, cause it was where like a lot of the bullies were and they were writing stuff about me in the book passing it around. And I picked up the book and threw it out of the window […] the teacher outside just appointed for the year, and it didn’t hit her, but it kind of fell near her. And she came in and called me out. And she poked and asked me, asked who did this. Of course everyone rats on me and, so I got pulled out the class and I had a big tantrum, I ended up just saying: ‘You are not trying to understand the reasons why this is happening. Yeah, actually, the teacher, you should be just as concerned if not more concerned about the fact that my name is in that book, talks stuff about me […] Because if you just, you know, cause I am getting both bullied in class and punished for that. Yes, I shouldn’t have thrown it out of the window, that was not a good idea, but like what I felt, she had no consideration or care of why that kind of behaviour was happening.
Paul: Yeah, I remember at the time I’d beat him at the same time to try and get him off, because he was punching me like mad, he was ripping me apart trying to punch me and it lasted for a couple of moments. [..]. I remember being, going to a meeting about it, because they’d have obviously seen it, teachers had. I remember we both got the blame for that, because I obviously hit back at the same time. [..]Yeah. I don’t know, it is a hard one, because obviously you know, they said that because I fought back, I was as much liable as he was. 
In both stories, the reactions of Nick and Paul to the bullying they were enduring were enough of a reason for their teachers to punish them rather than taking into consideration what triggered such reactions in the first place. Walton (2005a: 108) claims that ‘zero tolerance policies applied to bullying situations often punish the child who is forced to act in self-defence against bullies, especially in the absence of intervention from adults.’ This seemed to be the case with Paul, who attempted to defend himself from getting more hurt. However, as explained earlier, since ‘disclosing’ an incident did not result in the elimination of bullying, participants opted for other strategies to protect themselves from it (Black et al. 2010). However, I agree with Walton (2005b: 69) when he argues that ‘if my intent here were merely to criticize individual educators, I too would be guilty of diminishing the significance of power and privilege and repeating the humanist myth of individualism.’  What I am mostly concerned about here is the responsibilisation and institutionalisation of the individuals - bullied students, teachers, TAs, who were encouraged to use an ‘apparatus’ - disclosure, intervention, elimination - which concealed the structural causes of bullying. Moreover, while this apparatus was represented as neutral, its tools were mediated by various factors, including different understandings of bullying, the effectiveness of disclosure and the relationship encouraging/discouraging disclosure. In the next subsection, I carry on looking into systemic violence, but this time through the stories of a specific participant, Christine.    
[bookmark: _Toc39585280]The Administrative Response to Bullying 
This section extends the discussion on systemic violence by looking into its workings through Christine’s stories, a teenager who had been exposed to bullying for many years. Christine’s stories function as a point of departure to discuss ‘what amounts to administrative disregard in the guise of concern and promise of remediation that will never take place’ (Walton 2015: 27). 
The most recent policy document regarding how bullying should be dealt with in schools was published by the Department of Education in 2017 with the title ‘Preventing and tackling bullying: Advice for headteachers, staff and governing bodies’. In regard to how schools should record incidents of bullying, the policy mentions that it is on the schools’ judgement whether they choose to keep written records or not (DoE 2017). Smith et al. (2008) also noted that some schools had a separate anti-bullying policy and others incorporated the measures taken to tackle bullying in their overall school behaviour policy. However, they argue that there has been an increase in the number of schools having an anti-bullying policy over the last 12 years[footnoteRef:140].  [140:  For a more detailed overview on anti-bullying policies see Smith et al. 2008, 2012.] 

While I did not ask Christine if there was an anti-bullying policy in her school, I did ask her about what the staff members did when she reported to them that she was being bullied. Her response was the following: 
Christine: Cause we have something called ‘The House Office’, where you go, cause we have different houses in the school. You go and like you tell what happened. And then they get you to write down a statement and then, just about what happened. And then they don’t do anything after that. 
Christine described in a summary the procedure she had to follow to report a bullying incident: go to the designated person, provide them first with an oral narrative followed by a written statement, and then, nothing is done. She added further: 
Christine: And the headteacher didn’t know about anything. Did he?
Besides the pile of the written statements of Christine, she (and her mother) had also complained through other channels about the bullying that was occurring. This was still not enough though to reach the person who was the highest in the authority, indicating what Walton (2015: 27) referred to as the ‘administrative disregard in the guise of concern’. Moreover, when I prompted Christine to elaborate a bit more on what followed the written statement, she shared the following:   
Christine: They might speak to the girls; they might ask if is this true or something or like give them a detention. They don’t have like a big consequence or anything. 
Christine’s testimony in the form of an oral and a written narrative was not sufficient for her to be believed, but the event had to be ‘verified’ through an ‘investigation’ including those who had bullied her. This mistrust towards the bullied individual was another factor that has been reported for why many bullied individuals do not disclose such incidents (Bjereld 2018; Black et al. 2010; DeLara 2008, 2012; Lloyed & Stead 2001; Oliver and Candappa 2007; Smith and Shu 2000). However, as proposed earlier, the purpose here is not to blame individuals, including teachers, but to consider the systemic constraints of the administrative route that everybody had to follow (Walton 2005a).  
Furthermore, the approach to eliminate bullying was a punitive and pragmatic one (Walton 2011), meaning that those who bullied were bullied through various means, such as a detention. However, the ‘real’ causes of bullying - how power relations in relation to social differences played out - remained unaddressed (Swearer et al. 2010). Referring to a particular incidence, Christine shared:
Christine: But there was this incident where we were in the lift and then they came up to us and they cornered us up in the lift with us, going up and down. Cause they were shouting at us and we were shouting back at them, saying to just leave us alone. Em, it was really loud and it was next to the offices. So teachers came out, cause they heard the noise and they tried to remove the girls and the girls were swearing at the teachers and everything. 
Similar to the stories from Nick and Rania, Christine mentioned that her teachers witnessed the bullying she and her friend were dealing with, but their intervention was limited to stop it temporarily rather than permanently. 
This subsection intended to illuminate through Christine’s stories how systemic violence functioned as a vicious circle, meaning that that the very means put forward to eliminate bullying were also part of the problem of bullying. Returning to Christine’s performance of acting in an unruly manner (see p. 189), where she was told off by her TA for not adhering to the institutional norm of reporting an incidence, one can see why this strategy of disclosing was not adopted by her (and other young people), as it made no difference (Bjereld 2019; DeLara 2012). Despite the pile of evidence that called for action, the authorities intervened only when they witnessed such incidents and their intervention was a disciplinary one, without resolving the real problem. Since the strategies for the elimination of bullying that schools put forward did not work for the participants, they opted for other strategies to deal with bullying. This is the topic of discussion of the next section. 
[bookmark: _Toc39585281]Stories of Resistance to Violence
In this section, I look into participants’ resisting strategies to the various forms of school violence they were experiencing. My theorisation of resistance has been elaborated on a previous analysis chapter (Resistance and the Synoptic Class pp. 140-142) and drew on Foucault’s (1981: 95) work, which situated resistance within ‘the strategic field of power relations’ and acknowledged ‘a plurality of resistances’. I proposed that, rather than looking at resistance as the panacea to the ‘problem’ (in this context to the problem of violence), resistance could illuminate the existent power relations and how young people negotiated them. 

In that chapter, I also expressed my concern about researchers’ inclination to identify and romanticise resistance as a mean to retrieve the (lost) agency of individuals, especially in research with marginalised, oppressed groups or individuals (Armstrong and Murphy 2012). However, when it comes to the issue of violence, I agree with Horton (2011: 271), who maintained that  
Removing the resistance of the victim from the power dimension of bullying may itself be a violent act, because in concealing the resistance the repetitiveness of the actions that were undertaken in the face of that resistance may also be concealed (Wade, 1997). 
To put it simply, overlooking the participants’ resistance would constitute another form of violence, since it would dismiss their efforts to make it stop. Not only has disabled children’s resistance to violence been discussed less frequently (for exceptions: Bourke and Bergman 2010; Connors and Stalker 2007; Davis and Watson 2002; MacArthur and Gaffney 2001; MacArthur et al. 2007), but it has further been pathologized from a psychological perspective (Espelage et al. 2015; Kumpulainen et al. 2001; O’Moore and Hillery 1989; Rose et al. 2011;  Saylor and Leach 2009; Thapa et al. 2013; Van Cleave and Davis 2006). In particular, it has been associated with social and cognitive deficits and/or aggressive behaviour of disabled students (Kaukiainen et al. 2002; Rose et al. 2011; Rose and Espelage 2012; Rose et al. 2013; Swearer et al. 2012; Unnever and Cornell 2003). Therefore, this section intends to recognise the resisting strategies of the disabled young people and pay attention to the context within which they took place. 

[bookmark: _Toc39585282]Resisting Strategies       
In this section, I discuss the resisting strategies the participants utilised against the multiple forms of violence they dealt with. These stories demonstrate the range of strategies as well as the context within which they occurred. For instance, Lynn shared the following story: 
Lynn: And she said: ‘She is a midget’. I was like, yeah, ‘No, no, I am not. I am person. I may be small, but I am person. You are a person. We are all person. We are all people in the world. I am not a midget. My name is Lynn. I have a name and I have something. It doesn’t matter. You can’t call me that name. And when she called me again, I lost it. I pushed her. I pushed her really far (giggles from Rania) and she didn’t realize. She was talking to someone when I pushed her. I had to. And, I don’t know, she put a leg or something. I hope, I hope she did. I wouldn’t say that, but I hope she did (giggles from Rania). She can’t do that, especially her. I am sorry. Yeah. Shortie and midget.  
Lynn’s initial response to the derogative term used to describe her was the reclamation of hers and her peer’s humanity, who also happened to be disabled (‘I am person. You are a person’). This act indicated her knowledge of how the term ‘midget’ was used to dehumanize people with RG and defended herself against such dehumanization. Nevertheless, when her peer repeated the same term, Lynn felt overwhelmed (‘I lost it’) and proceeded in a physical act (‘I pushed her’). What was of particular interest is how Lynn did not consider acceptable that this sort of language was appropriated by her disabled peer, who should know better (‘She can’t do that, especially her. I am sorry’). Lynn expected that her disabled peer would be more sensitive to the use of disablist language.

Previous research on the strategies children and young people[footnoteRef:141] adopted to counteract bullying (Black et al. 2010; Camodeca and Goosens 2005; Craig et al. 2007; Tholander et al. 2019) followed the same epistemological paradigm (positivism) with bullying research (Walton 2011), meaning that such research involved the distribution of questionnaires to them with a list of pre-defined strategies from which they had to choose. Such strategies involved, for instance, ‘fighting back’, ‘assertiveness’, nonchalance (ignoring the bullying) and disclosing bullying to an adult or a peer. These studies looked into which strategies were the most ‘popular’ among young people (in terms of being chosen more frequently) and which ones were seen as the most effective (in terms of eliminating bullying). For instance, fighting back was regarded one of the most common and effective strategies used to counteract bullying (Black et al. 2010). On the other hand, disclosing a bullying incident to a peer was a less popular strategy, but it was still seen as a quite effective one. However, these studies also called for attention to the differences in popularity and effectiveness of certain strategies e.g. fighting back between young people and adults, with the latter disapproving of such a resisting strategy.  [141:  Predominantly non-disabled. ] 


Furthermore, differences in the selection of strategies were found based on gender and age (Black et al. 2010; Camodeca and Goosens 2005; Craig et al. 2007). According to these studies, boys engaged in more ‘confrontational’ strategies, such as physical aggression, whereas girls adopted ‘relational’ strategies, such as assertiveness. Moreover, younger children were more likely to use nonchalance compared to older children. Nevertheless, such differences should be treated with a dose of scepticism, as they frequently rely on an essentialist perspective of gender and age, without paying attention to how gender and age norms play out in the selection of such strategies. Commenting on the issue of gender, for instance, Canty et al. (2016: 49-50) noted that ‘prevailing assumptions about gender and bullying arises from its constitution in research practices - a direct consequence of the gendered construction underpinning the conventional definition’.  

Unlike the above studies, which were based on a pre-defined list of strategies following a positivist paradigm, I did not provide the participants of my research with any lists. Instead, I asked them what they did (if anything) about the violence they were experiencing. The aim of this question was not to define the most popular or the most effective resisting strategy, but to explore what strategy the participants chose and the reasons behind such choices. 
Paul was one participant who adopted a highly ‘debatable’ resisting strategy, fighting back: 
Paul: I remember at the time I ‘d beat him at the same time to try and get him off, because he was punching me like mad. […]I remember being, going to a meeting about it, because they’d obviously seen it, teachers had. I remember we both got the blame for that, because I obviously hit back at the same time. But it’s quite a challenge, because I was being picked on all the time because of being disabled. You hardly hide that. It’s a particular hard point. 
Paul’s reaction to fight back was his ‘last resort’ (Tholander et al. 2019: 15) through which he could cease the violence he was facing. Moreover, as Sercombe and Donnely (2013: 498) propose, ‘hitting back involves the reassertion of agency, and the reclaiming of a place in the social system, even if still a subordinate place’. By hitting back, Paul reclaimed his agency, even from a subordinate place resulting from his social positioning (Thornberg 2015a). Although we did not discuss with Paul if there was a ‘zero-tolerance’ policy to violence at this school, this frame seemed to have been used for the distribution of justice in that case.
While fighting back was identified as one of the most common strategies against bullying (Black et al. 2010), especially by male teenagers, it has also been discussed as a form of ‘retaliation’ and ‘aggressive behaviour’ on behalf of the ‘victim’ (Camodeca and Goosens 2005). In the case of disabled students, such a strategy has been further pathologised, when it is suggested, for instance, that 
Fighting is typically a reactive behaviour, where individuals may not have the immediate cognitive processing to avoid the immediate reaction without direct instruction (Rose, Espelage, Monda-Amaya, Shogren, & Aragon, 2013). More specifically, the reactive aggression, or fighting, may be a result of social information processing deficits, where students with disabilities may act too aggressively to non-threatening or non-aggressive stimuli (Burks, Laird, & Dodge, 1999; Sabornie, 1994), and may have greater difficulty with intrapersonal factors such as impulsivity, assertion, and self-control (Mayer & Leone, 2007) (Espelage et al., 2015: 308). 
I would further argue that in the case of male students with RG ‘fighting back’ could be interpreted as a manifestation of the ‘little man’s (or Napoleon’s) syndrome’, meaning that such aggression was used to compensate for their lack of height. However, such interpretations of such a strategy tend to instil the blame on the disabled individual and their ‘deficits’ (Watt and Erevelles 2004) and pay no attention to the context within such a reaction occurs. Paul was one participant who faced a lot of physical violence during his secondary school years, as described previously. 
In hindsight, Paul also expressed his ambivalence on whether this was the right strategy to counteract violence:
Paul: I understand that’s probably wrong to fight back, but you know, it was hard at the time, you know, as a kid. [..]It’s a hard one, because, obviously, you know, they said that because I fought back, I was equally liable as he was. At that particular point, as a kid, you don’t know what else to do.
Paul attributed his ‘reaction’ to his age (‘as a kid’), since, from an adult perspective now, he could see that this might have been a wrong choice. This was also in line with findings showing the differences between the preferred responses between children and adults (Black et al. 2010). However, Paul’s last sentence also indicated how fighting back was the only solution, as other strategies (e.g. disclosing to an adult) had not worked before. 
While Paul fought back, Christine referred to how she used assertiveness (Camodeca and Goosens 2005) as a way to counteract the verbal violence she dealt with: 
Christine. I’ve got used to having arguments with girls like that, I just, I have really good come backs. So that’s like I defend myself a lot. I am not just gonna sit there and just let them talk about me or anything. I am gonna say stuff back. 
Similar to Paul, Christine dealt with violence for many years and her school had proved ineffective to eliminate it. Moreover, Christine chose to start speaking back to the bullies after other strategies, including disclosing and reporting situations to an adult, brought about no change. As pointed out earlier, girls tended to use more ‘relational’ strategies compared to boys (Craig et al. 2007), but this was also dependent on the form of violence they faced too. 
Besides speaking or fighting back, some participants chose the strategy of ‘joking’ (Black et al. 2010; Craig et al. 2007) to cease the violence. Bill and Rachael shared accordingly:    
Bill: As a teenager in secondary school, from years 8-9, I became a class clown to make people laugh for the approval of extinguishing bullying that I suffered from people in years above.
Rachael: But I think there was probably a time when I was trying to own it and be more sort of, yeah, yeah, whatever, you know, and maybe think about. I think I’d probably say things like ‘midget’ or make jokes about my size to sort of own it and kind of not let other people bother me with it.
The above strategies have been reported by young people with RG in previous research and have been described in the literature as ‘coping strategies’ (Rott 2013; Schanke and Thorsen 2014). Young people with RG joked around their disability as a means to be perceived as ‘acceptant’ of their condition and, hence, unaffected by the derogative comments of others. However, one needs to consider the emotional labour required to perform such resistance, which built on either turning themselves into the object of ridicule (acting as the class clown) or by re-claiming discourses which had been used to dehumanise them in the first place e.g. the use of the term ‘midget’. Emotional labour was also required to counteract the psycho-emotional toll bullying had on participants, as described by Paul and Aphrodite: 
Paul: A lot of it was psychologically mental bullying at the same time as well, trying to get me into a more dark place. I fought back and you know, I think I did well by not letting it, you know, get me later on. [..]I think the personality kind of balanced it off at the same time. Because I was particularly upbeating kind of, I don’t know, they didn’t do very much to me at that particular point. I didn’t feel that bad about it. Yeah, it was a particularly hard point that I think, as I say, because of my personality, I didn’t feel too down about it. 
Aphrodite:  But fast forward through three years, I made a decision. A decision that would change my life. A decision that I would change my life! I decided I didn't want to let them win. I decided to talk. They had taken so much, my grades, my attendance, my confidence but they hadn't won, I thought they had, for many years I thought they had.... but there was still fight to be fought. [..]Some days the smile was a little more fake than others but still I got through... with the right people on my side, my attendance increased, my grades improved. My confidence grew. I spent less time in the small room. More time in the corridors.... the corridors that I thought had destroyed me. The corridors that in fact shaped me.
Paul and Aphrodite used the strategy of ‘social shielding’ (Thornberg et al. 2013: 316), which included trying ‘to appear emotionally unconcerned or unaffected in front of bullies and others in order to hide how hurt, sad or upset they had actually become by the external victimising.’ They put a lot of emotional labour to remain unaffected or to be the least affected by the psycho-emotional toll bullying had (or could have) on them - what Paul referred to as a ‘dark place’ and what Aphrodite discussed as having been taken from her: grades, attendance, confidence. It is worth noting here the use of ‘war metaphors’, - shielding & fighting, capturing the resistance to psycho-emotional violence as a battle, with potential ‘casualties’ (see the section on the psycho-emotional toll) and ‘winners’ (as Paul constructed himself in the above story). Nevertheless, this ‘fight’ was a ‘hidden’ or an ‘invisible’ one, in opposition to (the visibility of) fighting back physically, which participants were punished for.  
In a summary, the above accounts demonstrated the different strategies the participants adopted to counteract the different forms of violence they were dealing with. These strategies varied, from fighting and speaking back to joking and social shielding. Moreover, I paid attention to the context within which such strategies were chosen, as a way of making sense of why these particular strategies were adopted and not others. In the next part, I look into how friendship was another mean participants utilised to resist to their bullying. 
[bookmark: _Toc39585283]Friendship as a site of resistance
The developmental demands of adolescence may make it particularly challenging for students with disabilities to escape bullying involvement given their lower social standing with peers and fewer social resources with which to draw from to combat bullying relative to students without disabilities (Blake et al. 2016: 286)
While friendship has been discussed as a strategy for counteracting bullying for non-disabled children (Bollmer et al. 2005; Kendrick et al. 2012), this has not been the case as extensively for disabled children (for exceptions: Bourke and Burgman 2010; Worth 2013). Moreover, the lack of friendships, often attributed to social deficits of disabled students, has been put forward as a reason that disabled students get bullied more frequently compared to their non-disabled peers (Espelage et al. 2015), as also proposed in the opening quote of this section. The following stories then served as a counter-narrative to such deficit discourses by acknowledging how intimate relationships, such as friendship, were central means of resistance to violence for disabled young people.  
Many participants discussed how their friends reacted when a peer had attempted to bully them. For instance, Patricia and Angela shared the following stories:
Patricia: Em, so yeah, I did have a few like nastiness, but it was quite good, because I had a good friend background. Em, as soon as my friends saw them doing this kind of thing, they would say: ‘Em, excuse me, stop doing that’, that kind of thing. So, they kind of almost spoke on my behalf. Em, because I did feel, it was quite difficult, cause like, I didn’t wanna tell them off and go away, but I just wanted to say it like: ‘It’s not right you saying this’. Because I think I had younger cousins and things like that, I know that children find it curious and then might not know necessarily how to react to it, em, kind of thing. So I was like: ‘Right, this is actually wrong.’ But my friends were just so good, they would be like: ‘Leave her alone, she’s our friend’ (giggle), stuff like this, so.       
Angela. So, if someone is staring. They kind of like stand in front, not stand in front of me, but kind like stand in front of their vision and glare at them. And I am like: ‘Ok, let’s go’.
Patricia’s and Angela’s friends protected them from their peers’ hostile attitudes - staring, name calling, teasing - by speaking back and by blocking the staring with their bodies respectively. Both stories were indicative of community building, where each member cared for each other. Patricia felt that her friends took over to an extent (‘they kind of almost spoke on my behalf’) and her approach would have been slightly different to theirs due to the exposure she had to her younger relatives’ curiosity, which made her more sympathetic to such attitudes. This did not mean, however, that Patricia was any less grateful to her friends for their support (‘but my friends were just so good’). In Angela’s case, while it was her friends that returned the stare, she was the one to ‘have the last word’, exercising her agency on her friends (‘Ok, let’s go’). The issue of agency was also raised in another story from Patricia:
Patricia: I think it was kind of walked along with the corridor and I was quite friendly with one of the naughty boys. I know that that sounds bad on me, but he was a good friend with me, we had a good banter. And again, as soon as he saw this guy, erm kind of doing this to me, actually he was quite, almost beyond what I would want him to do. But he kind of pinned him against the wall and said: ‘Why are you doing this kind of thing?’  And I didn’t want him to do that, but I was like: ‘Just leave him, don’t do that to him’ kind of thing. But I think that he was so infuriated that someone would do this kind of thing, that he almost kind of lashed out. But yeah, I think that as soon as he did that, it did actually stop though, so.  
Patricia started her story hinting that what was to follow was not reflective of how she would react to hostile attitudes, introducing her friend as ‘one of the naughty boys’ and expressing her concern that ‘that sounds bad on me’. The naughtiness of the boy then sort of justified/explained his reaction to the boy that was nasty towards Patricia, which involved Patricia’s friend pinning the other person against the wall and telling him off. Patricia disassociated herself from such a reaction (‘I didn’t want him to do that’), but she equally saw where it came from (‘he was so infuriated that someone would do this kind of thing’). Patricia then asked her friend to leave the other guy, taking control over the situation. Eventually, her friend’s reaction proved effective, as she did not encounter any hostility from that person again.   
Besides the young people exerting some control over their friends’ reactions, they also spoke of how they occasionally felt sorry for the individuals who attempted to bully them. Harry and Rachael discussed how they rose above and felt sorry for those who were hostile towards them:
Harry: No. I had, I had this one girl, but I think she, I think she has like special needs or something. Okay, but I had this one girl on the very first few days and then she would call me like ‘small Harry’ or something like that. But all my friends, I did feel quite sorry for her in the end, because all my friends like came to my defence and they were like: ‘That’s really horrible’. But, since then, I had absolutely nothing. 
Rachael: And I do remember friends sort of challenging it a little bit, but it wouldn’t normally happen if I was with friends. I mean it might have happened. I remember one time there was this kid who sadly, he was really bullied, and he had a really bad time. But I think he looked at me and he thought: ‘You’re an easy target’. So, he tried to pick on me a little bit to make himself a bit better, but it didn’t work, because I was actually, I had friends and I was happy and his opinion didn’t matter. So, I was just like: ‘Ok, whatever. You’re making yourself less popular because you’re picking on me and it’s not very nice’.
Both Harry and Rachael started their stories with positioning those who were hostile towards them into certain subjectivities: the girl who was speculated to have special needs and the boy who was bullied and was looking for ‘an easy target’ to ‘make himself feel better’. This positioning was a narrative mechanism explaining the origins of the ‘nasty’ behaviour. Harry’s friends came to his defence and told the girl off, while, for Rachael, the fact that she had many friends was enough of a reason not to care about the comments of others. Moreover, Rachael confronted the boy by reminding him of the potential consequences of his behaviour (becoming less popular). Not only were Harry and Rachael unaffected by the derogative comments, but they felt sorry for those who made them. 
In a summary, contrary to the literature that has associated the bullying of disabled students with a shortage of friends, the above stories demonstrated how friendship was a major mean through which the participants counteracted violence. Not only did the participants’ friends fight back such violence in various ways e.g. telling others off, but the participants also had agency over their friends’ conduct, meaning that they were the ones to decide what the final course of action should be.  Moreover, the participants did not always identify with their friends’ reactions and they occasionally felt sorry for the repercussions that the individual who had attempted to bully them had to deal with.  These stories then invite us to reconsider and reclaim the role of friendship in the relation between bullying and disability. In the next and final section, I provide a summary of what was discussed in the chapter and the contributions of this chapter to the thesis.  
[bookmark: _Toc39585284]Conclusions
[bookmark: _Hlk38909965]This chapter considered the different forms of violence participants encountered at schools. Starting with real violence, stories of physical and cultural violence were brought to the front; stories which captured non-disabled people’s feeling of entitlement to pick up and throw on the floor their disabled peers or to joke about them using derogative terms embedded in culture. However, the discussion of these stories did not take the easy route, which would be to charge this violence to aggressive or mean individuals, but it looked into the violence of disablism, which is perpetuated in and through culture. The real violence was not experienced only viscerally, but it was also felt, as shown through the stories of psycho-emotional violence. These stories revealed the psycho-emotional toll the real violence had on the participants. The female participants seemed to be more susceptible to psycho-emotional violence, although this might have to do with the fact that they were more willing to discuss it. 
The violence the participants experienced was prolonged, which led to a discussion of how their schools dealt with it. Although the participants often adhered to the institutional norm of disclosing and reporting such incidents, such disclosure did not cease bullying. These were stories of systemic violence, meaning that the school as an institution also contributed to the maintenance of the violence against those young people. The tough realisation that disclosure made no difference also led participants to opt for other strategies to cease the violence against them. These were the stories of resistance. The participants referred to a range of strategies, from hitting and speaking back to social shielding. Moreover, friendship was also an effective mean of resistance, with their friends coming to their defence. 
How do these stories then shake up the discourses around disability and school violence? Firstly, these stories relied on the participants’ words, understanding and experiences of school violence (, without prescribing a-priori definitions of bullying, for instance (Bosacki et al. 2006). Secondly, these were counter-narratives, as they spoke back to certain master narratives that pathologised disabled young people. For instance, psychological discourses attributing the violence experienced by disabled young people to their lack of social skills and capital were questioned by the participants’ accounts of friendship. Moreover, while psychological discourses associated reactions to violence such as fighting back with a range of deficits e.g. cognitive, social etc., the participants’ stories showed that this reaction was the last resort for participants who endured prolonged violence and the school had done nothing about it. Finally, the participants were not ‘passive’ victims of violence, as often described by such discourses. Participants put different forms of labour (physical, emotional) to resist to the violence they faced and its repercussions.  
These stories, then, remind us that 
To overcome bullying demands changes in our society, in our understandings of normality and  non-normality and in the way the school as an institutional setting is organised as part of broader societal structures such as e.g. race, ethnicity, class, gender and sexuality (Kousholt and Fisker 2015: 600). 
And I would add disability too. 


















[bookmark: _Toc39585285]Chapter 8: Conclusions  
[bookmark: _Toc39585286]Introduction 
This thesis set out to look into the schooling experiences of young people with Restricted Growth from their secondary education in the United Kingdom. I have to confess that I am concerned (but not surprised really[footnoteRef:142]) with the bleak picture this thesis has depicted regarding such experiences, considering that we live in the ‘post-segregation era’, where disabled children are educated in ‘inclusive’, mainstream schools (Slee and Allan 2001). However, as Runswick-Cole (2011: 112) maintained:  [142:  As Goodley and Runswick-Cole (2015b: 251) proposed, ‘the systemic, material, relational, attitudinal barriers to the inclusion of disabled children have long been the focus of research and publications (Ainscow et al., 2006; Allan, 2006; Baker, 2002; Barton, 1997). We already know a lot about the discrimination the disabled children face in schools.’] 

although there may have been an inclusive education policy rhetoric, this rhetoric is rooted in conceptual incongruities which, rather than promoting inclusion, undermine an inclusive approach to education.
This was also reflected in this picture, which illustrated that disabled young people were still ‘subjected to psychological, relational, systemic and cultural exclusion within so called inclusive spaces of school’ (Goodley and Runswick-Cole 2015a: 54). 
To bring the different parts of this picture together, this final chapter starts with a summary of the key findings of each analysis chapter alongside a discussion of the common themes of the analyses chapters. Then, the implications of this thesis on several levels are discussed. Specifically, I consider the theoretical implications (contributions to knowledge production), the methodological implications (contributions to research methodologies), the implications on educational policy and practitioners (recommendations for educational policymakers and practitioners) and the implications for future research (directions for future research inquiry). Finally, this thesis closes with some ultimate reflections. 
[bookmark: _Toc39585287]Summary of Findings: Revisiting the Research Questions
In this part, I offer a summary of the key findings of each analysis chapter, considering the insights the participants’ stories provided into different aspects of their schooling experiences. Then, I focus on four cross-cutting themes that run through all analyses chapters, namely the (dys)appearance of disability, resistance, the disregard of disabled young people’s voice and input and the emotional and hidden labour in relation to psychoemotional disablism. 
[bookmark: _Toc37963595][bookmark: _Toc39337404][bookmark: _Toc39340154][bookmark: _Toc39585288]Research Question: How did young people with RG experience and navigate different school spaces of their secondary schools?
Chapter 4 explored disabled young people’s ‘spatialities of disability’ (Goodley and Runswick-Cole 2015a: 53), that is, how they were expected to inhabit certain school spaces and whether they felt a sense of belonging in them. In particular, this chapter examined how young people experienced and navigated certain school spaces as ‘mature geographic subjects’, that is
navigating environments (literally and figuratively) with insight, generating their own multiple subjectivities, adapting their identities to changing environments to generate the best possible fit in that given time and place (Stephens et al. 2015: 206).
The school playground and the toilets were two spaces that were brought up in the participants’ stories. The playground was described and experienced by many participants as an inaccessible space, in terms of not accommodating their physical needs e.g. having somewhere to sit; as a panoptic space, where their bodies were exposed to their peers’ gaze; as an unsafe space, where they became the targets of real and cultural violence; as a gendered, hierarchical space, where their bodies (especially of male participants) were invalidated and marginalised. Due to these experiences, participants chose to spend their break-time in other spaces, such as classrooms and corridors, deprived of the opportunity to play and socialise in the space allocated for such activities. Regarding the school toilets, participants’ choices around which school toilet to use - the gender binary or the disabled toilet - varied, with some participants using exclusively the former or the latter and some having used both. Such choices were affected by a range of factors, such as the in/accessibility of the toilets, the social meanings attached to them (e.g. some participants distinguished between the disabled and the ‘normal’ toilets) and the issue of mediated access and mis/trust (teachers acting like the gatekeepers to the toilets, holding the key and regulating the access to them). These stories provided an insight into how both the school playground and the toilets were experienced as hierarchical (classifying gendered, disabled bodies), performative (performing one’s gender and dis/ability) and pedagogical (teaching and learning where someone belongs to and where not) spaces, where disability was either not welcome at all (playground) or had to be segregated (disabled toilets).       
In the same chapter, I also considered the stories around the special chair some young people were provided with, as classrooms’ chairs were staturised (Kruse 2002), meaning that they were developed with the ‘typically developing’ child in mind (Imrie 2003; Pritchard 2016). Applying an assemblage analysis (Stephens et al. 2015; Feely 2019), the different, interactive components, both living (young people, peers, parents, SENCOs, Occupational Therapist) and non-living (special chairs, classroom design, furniture) were considered in terms of how they shaped the experience of this physical aid. The participants’ stories indicated that they acknowledged some of the benefits (e.g. for their posture) of it and the urgency for such equipment (e.g. to be able to perform daily tasks such as writing). However, they were also concerned about certain aspects of it, such as the fact that it stressed their difference and their peers’ hostile reactions to it. These stories  not only shed light on the ableist construction of school classrooms, which created the need for such physical aids in the first place, but also that the disabled young people valued other aspects of the special equipment, which went beyond the issues of physical health, such as not feeling that they were standing out. 
Moreover, with only one exception, they were not included in the discussion and the decision-making process about the equipment, with these aspects remaining silenced and with the young people being left to deal with their repercussions. The kind of support that the young people were provided with and the tensions that came with it was also an issue discussed in the next analysis chapter, which looked into the support the disabled young people received from their TAs. 
[bookmark: _Toc37963596][bookmark: _Toc39337405][bookmark: _Toc39340155][bookmark: _Toc39585289]Research Question: What were the experiences of young people with RG with their teaching assistants?  
Chapter 5 examined the effect TAs had on the participants’ schooling experiences, focusing specifically on the support the former provided the latter and their interactions. TAs constitute a key figure in the school life of disabled young people due to the time they spend together (Webster et al. 2010). The participants’ stories demonstrated the different forms of support they received from their TAs, from subject-specific and physical support to support with their learning, reflecting the fluidity of TAs’ role (Blatchford et al. 2009). Nevertheless, what was made clear through these stories was that while the participants welcomed certain forms of support e.g. physical support, they did not feel comfortable with other forms of support, such as with their learning, due to the implications and repercussions of such support. In particular, the participants were quite displeased when their TAs insisted on intervening with their learning, as it meant that they did not think of them as capable of doing their work independently. Also, the young people were worried that such an impression would be passed on to their peers and teachers.
Moreover, the participants expressed their concerns about the ‘threat’ TAs posed to their independence by questioning their capabilities to do certain things by themselves. Similar to support with learning, not only were participants concerned about not becoming independent, especially as they were approaching adulthood, but also because they did not want to be seen as dependent by others, including their teachers, their peers and their parents. These stories demonstrated how TAs’ support could function as a ‘double-edged sword’ (Mortier et al. 2010). On the one hand, such support enabled participants to navigate inaccessible spaces or accommodated for their impairment effects. On the other hand, it reinforced an understanding of them as always in need of help, as less smart, something they did not desire. Similar to the case of the equipment, these stories revealed dimensions of support that were not always visible or thought of, as articulated by the recipients of this support, the disabled young people themselves. Moreover, not only did participants not have any input into the kind of support they were provided with, but, even when they tried to clarify to their TAs what type of support they were happy with (and what not), they found themselves getting disciplined for not complying with TAs’ institutional power.   
Another key role TAs played was that they positioned the disabled young people under constant surveillance. Participants discussed the omnipresence of the TAs in their school life, as they did not leave them out of their sight, neither in the classroom nor in the playground. The aim of surveillance was the production of the docile, self-governed subject (Foucault 1977), with their TAs disciplining the participants when they did not conform with the school’s regulations. Participants also addressed the repercussions surveillance had on their school life, such as how the presence of TAs had an impact on different aspects of their relationships with their peers e.g. what they could discuss with them. Nevertheless, they resisted their surveillance and governance through various channels e.g. by reminding their TAs that they were not their teacher and, hence, they should not intervene with their learning. These stories illuminated a role of TAs (as agents of surveillance) that has drawn less attention (Allan 1996),  a role with which the disabled young people were the most annoyed and which they experienced as an asymmetrical power relationship e.g. through their hierarchical observation and the normalising gaze (Foucault 1977). Finally, the multisensory nature of surveillance, meaning that TAs did see and listen to everything participants did and said, was also raised in these stories. 
[bookmark: _Toc37963597][bookmark: _Toc39337406][bookmark: _Toc39340156][bookmark: _Toc39585290]Research Question: What were the experiences of young people with RG with their class teachers?
In Chapter 6, the interactions of participants with their class teachers was the topic under investigation. Drawing on the concept of dys-appearance[footnoteRef:143] (Leder 1990), that is how disability made an appearance as a problem (Michalko 2009), I explored how teachers held the participants (‘bodies’) responsible for their dys-appearance. Participants considered how their bodies were pathologised by their teachers for appearing as ‘out of time’ and ‘out of place’. They appeared as ‘out of time’, when they did not conform to the rigid school timeframes, which adhered to the cultural standard time (Michalko 2010). They appeared as ‘out of place’, where they inhabited spaces that they were not supposed to do so due to the policies in place (e.g. direct disablism, including inaccessible spaces and health and safety regulations) or for not embodying the ‘typically developing’ child that such spaces were meant for[footnoteRef:144] (e.g. indirect disablism, including teachers questioning their presence in the class through staring). Not only did they appear in such ways, but the participants were also compelled by their teachers to confess and take responsibility in front of their peers for their dys-appearance, as if it was their fault. These stories illustrated how the structural organisation of inclusive schools, including their ableist time frames and spaces, reinforced an understanding of disability as an individual problem that had to be normalised, a discourse which was also adopted and reinforced by the teachers.  [143:  After how it had been adapted.]  [144:  In Ahmed’s (2012: 2) words, ‘how some bodies become understood as the rightful occupants of certain spaces.’] 

Similar to the TAs, participants also spoke about how their capabilities were interrogated by their teachers. Such interrogation took different forms, such as having their abilities to perform daily tasks questioned or having their academic skills under the microscope. The interrogation was also followed up with further actions, such as teachers determining their place in the classroom or making participants feel that they had to prove themselves constantly. These stories demonstrated that teachers’ ‘judgements of ability are not value free’ (Davis and Watson, 2001: 684) and were based on fixed notions about the young people’s impairment (Davis and Watson 2001). 
Moreover, the disabled young people referred to their experiences of P.E. (and of P.E. teachers). They shared stories of exclusion, which indicated their exclusion from the P.E. lesson and the alternatives options they were provided with, such as staying in class; stories of accommodation, which showed the attempts of P.E. teachers to include the young people through the adaptation of some activities; and stories of invalidation, which demonstrated how the dominant sport culture (with the focus on football and rugby) led to the invalidation of the (male) participants’ bodies, whose sporty achievements were overlooked.  Not only did these stories capture the range of experiences the young people had from P.E., but they also illustrated the inherent ableism in sports (Evans 2004; Giese and Ruin 2018), which often remains unquestioned and unchallenged. Furthermore, the gendered dimension of dys-appearance was raised in these stories, with female participants being more often excluded from P.E. and the male participants being invalidated for not performing hegemonic masculinity through the participation in the exclusive dominant sport culture.             
Additionally, participants discussed how they responded to the dys-appearance of their bodies (what Leder (1990) referred to as ‘telic demand’). The two most common responses were resistance by removing the reason for their dys-appearance from their bodies to the disabling structures and attitudes of their teachers and, secondly, by putting hidden labour (Scully 2010) to prove themselves capable to their teachers.  
[bookmark: _Toc37963598][bookmark: _Toc39337407][bookmark: _Toc39340157][bookmark: _Toc39585291]Research Question: What were the experiences of young people with their peers?
Chapter 7 looked into the everyday violence the disabled young people endured at schools. Drawing on Goodley’s and Runswick-Cole’s (2011a) analytical distinction between the different - but overlapping - forms of violence, - the real, the cultural, the psycho-emotional and the systemic - I discussed participants’ experiences of such violence, its repercussions and how they dealt with it. Participants shared stories of real violence, such as being picked up and thrown away or getting punched and kicked by their peers; stories of cultural violence, including name calling and teasing through the use of derogative terms; stories of psycho-emotional violence, which illustrated the psycho-emotional toll of violence on their well-being, such as seeking their self-isolation, feeling hopeless or resigning; stories of systemic violence, which indicated how schools were also accountable for the violence they faced, meaning that the procedures they had in place to tackle violence and which the young people were compelled to follow proved ineffective. These stories, as hard as they were to listen to and to re-tell, provided a valuable insight into the multifaceted nature of violence of disablism at schools and how such violence was embodied, felt and perpetuated.
In addition, participants referred to their resistance to such violence, demonstrating a wide repertoire of resisting strategies: from hitting and speaking back or joking and appearing unaffected from it to friends intervening in support of them, which worked against the narrative of disabled young people getting bullied precisely because of a lack of friends (Espelage et al. 2015). In opposition to the construction of victims of bullying as passive, which has been exacerbated in the case of disabled young people due to the deficits attributed to the presence of disability (Rose et al. 2015), these stories depicted disabled young people as agentic subjects, who engaged in various forms of resistance. Nevertheless, not only did resistance not always bring about the effects participants aimed at e.g. eliminating the violence against them, but it also left participants even more hopeless than before, making them lose any faith they might have had to the structures and the staff members. For instance, while certain participants were instructed to comply with the school procedures in relation to tackling bullying, which included disclosing the incident to a staff member, many of them found out that disclosure made no difference. Moreover, when they chose to use other strategies, such as hitting or speaking back, they found themselves getting disciplined (in the Foucauldian sense of the term) for not following the procedure in place. Therefore, besides the exhibition of agency from the participants, these stories also warned against the romanticisation of resistance as a solution to the problem of violence, showing how certain resisting strategies that did not comply with the school’s recommended strategies could position the young people in more precarious positions.    
Finally, the discussion of these stories was not based on the pathologisation of perpetrators as mean individuals with disposition to violence (Thornberg 2018) or of bystanders, including teachers who witnessed such incidents. On the contrary, the analysis of the stories was premised on an understanding of violence as a structural, systemic and cultural product, rather than merely an individual (‘s) act. The violence these young people encountered was linked with the construction of ab/normality and dis/ability in schools (Kousholt and Fisker 2015) as well as to society’s contradictory discourses around dis/ability (Goodley and Runswick-Cole 2011a).
[bookmark: _Toc39585292]Common Themes across the Chapters  
After discussing the key findings of each chapter, this section examines four common themes that ran through the analyses chapters: the (dys)appearance of disability, resistance, the disregard of disabled young people’s input and voice and the emotional and hidden labour in relation to psychoemotional disablism. 
In all the analyses chapters, disability functioned as a source of dys-appearance, meaning that it appeared as a problem (Michalko 2009). Disability appeared as something in need of normalisation (see chapter on teaching assistants), governance (see chapter on teachers) and accommodation (see chapter on space). Disability was also segregated (e.g. break-time in the classroom or separate toilets), excluded (e.g. from the P.E. lessons), invalidated (e.g. one’s position in the playground) and provoked violence (see chapter on the en/counters with violence). Nevertheless, as the participants’ stories demonstrated, disability’s appearance as a problem did not have to do with their individual bodies, but with the school as an institution designed and organised for non-disabled children and young people. In particular, the reason behind dys-appearance was the ableist time frames, the disabling and ableist spaces, the disabling attitudes of teachers and TAs and the contradictory discourses held around dis/ability. Moreover, these stories indicated the disruptive potential of disability to schooling, that is ‘how the presence of dis/ability has the potential to ‘trouble, re-shape and re-fashion’ the conventions of schooling (Goodley and Runswick-Cole 2015b: 241). 
Against the dys-appearance of their bodies, participants developed various resisting strategies, which was another common theme across the analyses chapters. Resistance was understood in its Foucauldian sense, meaning that
[We find] a plurality of resistances, each of them a special case: resistances that are possible, necessary, improbable; others that are spontaneous, savage, solitary, concerted, rampant, or violent; still others that are quick to compromise, interested, or sacrificial; by definition they can only exist in the strategic field of power relations (Foucault 1981: 95). 
Nuanced modes of resistance were identified in the participants’ stories: resistance to their subjectification, that is to be interpellated in fixed subject positions, such as less capable, less smart, less independent; resistance to their (self)governance, that is to govern their conduct or to have their conduct governed; resistance to disablism, referring to the disabling structures and attitudes that they encountered; resistance to violence, referring to the resisting strategies against the different forms of violence they dealt with. Nevertheless, resistance in these stories was not romanticised or idealised, as it is the case sometimes with the resistance of marginalised groups (Armstrong and Murphy 2012), but its repercussions were also considered. For instance, certain forms of resistance, such as speaking back to those in power or hitting back resulted in the participants getting disciplined through punishment for acting as unruly bodies (Erevelles 2000).
The disregard of disabled young people’s input and voice was another theme that came up in the four analyses chapters. For instance, the support that they received e.g. a special chair or support from TAs, was predetermined by adults such as the SENCOs, teachers and their TAs, without any input from them at all. Nevertheless, as their stories demonstrated, their experiences of support brought up aspects that had not probably been considered by the former (the adults), such as the stigma of support, meaning that support was functioning as an ‘additional marker of difference’ (Stephens et al. 2015: 213), which worked against the need for social conformity (ibid). Not only did their insights into support demonstrate its different dimensions e.g. considering both physical and social inclusion (Stephens et al. 2017), but also included recommendations about how support could be the best fit for purpose e.g. a special chair designed with the same colour as the rest of the school chairs or the existence of stools in the gender-binary toilets. Nevertheless, this experiential knowledge, which generated recommendations, was not taken on board, indicating the adult-child, non-disabled/disabled power relations. Furthermore, when participants spoke openly to their teachers about the injustices they experienced, e.g. inaccessible spaces or disclosed the violence they dealt with, their utterances were once again dismissed.
A final common theme was the psycho-emotional disablism the participants experienced and the emotional (Hochschild 1979; Liddiard 2018) and hidden labour (Scully 2010) they put to deal with it. Psycho-emotional disablism was raised in many stories, such as the psycho-emotional toll of violence, the relationship between psycho-emotional disablism and dys-appearance (Reeve 2012) or the psycho-emotional disablism related to the peers’ reactions to the participants’ special chairs. In order to cope with the toll of psycho-emotional disablism, participants put both emotional and hidden labour that was not acknowledged. For instance, participants referred to the hidden labour they put to prove themselves capable to their TAs and their teachers or the emotional labour to cope with the violence they experienced. However, this labour was not a matter of demonstrating resilience, but it was essential to deal with the everyday disablism they encountered.             
Having summarised the key findings of the analyses chapters and discussed four common themes that ran through them, in the next section I consider the wider implications of this thesis, focusing in particular on the implications for knowledge production, research methodology, educational policy and practitioners and future research. 
[bookmark: _Toc39585293]Wider Implications of The Thesis
The wider implications of this thesis are considered in this  part of the thesis, including the implications for knowledge production (original contributions to knowledge), implications for methodologies (contributions to research methodologies), implications for educational policy and practitioners (recommendations for educational policymakers and practitioners) and implications for future research (directions for future research inquiry).  
[bookmark: _Toc39585294]Implications for Knowledge Production/Development 
Perhaps because it has rarely been seen as a major problem, there is a dearth of research, particularly robust social research, about restricted growth (Shakespeare et al. 2010: 20).
This was a direct quote used in the introduction of the thesis, which pointed out the lack of sociological research focusing on RG, and I proposed that this had been the case especially with the schooling experiences of young people with RG.  One of the original contributions of this thesis then was that it provided a robust sociological analysis of such schooling experiences, drawing on the narratives of twenty young people and framing them within CDS and DCCS. In opposition to how young people with RG were known through medical and psychological discourses - as lacking height, self-esteem, cognitive and social skills, with behavioural problems, suffering due to their bodies - and through cultural representations - as entertaining figures, caricatures (Shakespeare et al. 2010), this thesis depicted the young people as agentic, knowledgeable and resistant. Their (counter)narratives relocated the source of ‘suffering’ from their bodies to the everyday encounters with disablism and ableism (Goodley 2014; Ktenidis 2020), materialised in the disabling and ableist structures and attitudes. 
Specifically, this thesis provided an assemblage analysis which captured the disabled young people’s experiences of physical aids, which aimed to facilitate their physical inclusion into an ableist space such as the classroom but hindered their social inclusion. It employed a poststructuralist analysis which demonstrated how certain spaces, such as the playground and the toilets, were experienced as panoptic spaces and the power relations in those spaces, which affected the sense of belonging in them. A poststructuralist analysis also illuminated the power relations between TAs and the young people with RG, with the latter being under the constant surveillance of the former, with discipline being the main aim of such surveillance. Moreover, a social relational analysis indicated the benefits and the drawbacks which came with TAs’ support, especially since participants were recipients of it rather than agents of it (Mortier et al. 2011). This thesis also engaged with a phenomenological analysis which shed light on how participants’ bodies appeared as a problem to their teachers in need of governance for not conforming to the exclusive norms (e.g. bodily norms -not embodying the typically developing body or structural norms, such as the ableist time frames) that the institution to which they were supposed to be included had established and adhered to. Furthermore, it delved into the roots of school violence and its different forms, illustrating graphically the real, cultural, psycho-emotional and systemic violence participants were exposed to and their attempts to resist it.    
Theory had an integral role in this thesis.  As Goodley et al. (2012: 4) argued, 
Theory should do some things in the social world: enhance our awareness of inequality and, wherever possible, permit new ways of thinking affirmatively about disability. Theory can shift our focus away from the perceived pathologies of disabled people on to the deficiencies of a disabling society and an ableist culture.
Contrary to the empiricism of DS (Hughes et al. 2012), the theorisation of the experiences of the disabled young people was at the front. Following Hughes et al. (2012: 315), I used ‘plunder as a method’, meaning that a range of theoretical frameworks -CDS, DCCS, poststructuralism, phenomenology, feminism, psychopolitics (among others) - were brought together to make sense and theorise the stories of the young people.[footnoteRef:145] Nevertheless, it is worth noting here CDS’ openness and inclusiveness of various critical theories on the one hand, and the marginalisation of disability within critical theories (Goodley et al. 2019). This was a common pattern across the analysis chapters. For instance, in the psychological literature on bullying, disability made an appearance as a problem, meaning that disabled young people were depicted either as aggressive bullies or provocative victims (Espalage et al. 2015). Even in more critical, intersectional approaches to bullying (Kousholt and Fisker 2015), disability was still rarely brought up (for exceptions Watts and Erevelles 2004). Similarly, Leder’s (1990) phenomenology and his concept of dys-appearance, which were utilised in the chapter on teachers, relied on a medicalised, deficit understanding of disability (Reeve 2012). It was only after engaging with the critiques of his work and the reworking of it through feminist (Yates et al. 2018) and Disability Studies scholars (Hughes and Paterson 1997) that the dys-appearance of the disabled body was politicised. Similar was the case with children’s geographies, which had neglected disabled children’s and young people’s experiences of space (Goodley and Ruswick-Cole 2015a) despite their disruptive potential.       [145:  Nevertheless, I remained vigilant throughout the thesis about the kind of readings I drew on to make sense of such experiences (Goodley and Runswick-Cole 2012a). ] 

Another original contribution of this thesis was that it addressed the somatophobia of DS (Shakespeare and Watson 2001) by paying attention to the bodies of the disabled young people, that is, how they experienced their bodies as well as how their bodies shaped their experiences of the world. In doing so, I followed Paechter’s (2011: 139) suggestion, who proposed that   
Overtly researching embodiment is, as I have argued, more difficult, but it may be possible to approach it by being open which children about the nature of pathologised bodies and discussing with them why this phenomenon occurs, thus simultaneously making problematic the pathology while researching its manifestations and effects.
Each analysis chapter offered insights into how the young people experienced their disabled bodies: the disabled body in space, which looked into the phenomenological, embodied and subjective encounters with space’ (Goodley and Runswick-Cole 2015a: 53); the disabled body under surveillance, which explored how TAs disciplined the unruly bodies of the young people with RG; the dys-appearance of the disabled body, which examined how the disabled body appeared as a problem to the teachers for not conforming to the ableist timeframes, not fitting into disabling spaces or not embodying the typically developing child; and the disabled body as a site of violence, which investigated how violence was exercised on the body and how it was felt through the body. The theorisation of these experiences pointed to the politicisation of the disabled body, demonstrating the social origins of its oppression. My eclectic theoretical approach was not a neutral choice, but it demanded thorough consideration and engagement with theory and resonated with what Goodley and Runswick-Cole (2013: 2) had argued: 
Through listening to the stories of children we have found ourselves searching for disability theory that could not only make sense of their narratives but develop our own sensitivities to their reflections on and their personal experiences of their bodies.
[bookmark: _Toc39585295]Implications[footnoteRef:146] for Research Methodologies  [146:  Implications in this section are discussed as lessons that I learned from doing the fieldwork. ] 

In addition to the theoretical contributions to knowledge production, I consider here the implications of the thesis for qualitative research methodologies, with the focus being on the following topics: the value of rapport, the flexibility of the researcher in relation to the methods they had proposed initially and the need for the messy story. 
The value of Rapport 
One of the main lessons  I have learned from doing this research was that ‘relationships come before methods’ (Van Hove and De Schauwer 2020), meaning that building a rapport with the gatekeepers and potential participants proved to be much more important than the actual methods I had proposed. Before elaborating on the above argument with some examples from the fieldwork, I consider it crucial to refer briefly to how ‘rapport’ has been considered in social research and particularly from a feminist stance.
Building rapport has been discussed in social research instrumentally, that is as essential both in relation to being provided with access to the field by gatekeepers (gaining gatekeepers’ trust) as well as for gaining ‘rich’ data during the process of interviewing (gaining participants’ trust) (Gajparia 2017). Precisely because of the importance of rapport, method textbooks usually devoted a brief section on the skills and strategies to achieve rapport. However, as Oakley (1981) suggested, rapport in these books was discussed in purely instrumental, hierarchical and non-reciprocal ways. Duncombe and Jessop (2002) also discussed the notion of ‘doing rapport’ to consider the commodification of rapport as a form of ‘faking friendship’ for the researcher’s benefit and Gajparia (2017) regarded how rapport has become capitalised within neoliberal academia. She (ibid: 5) proposed that the term ‘capitalisation of rapport’
aims to capture the emotions of unease, discomfort and guilt in engaging, even colluding with neoliberal values of profiting at any cost to complete (doctoral) research projects with the pressures of time and limited or no funding. Therefore, the concept within the context of neoliberalism, encourages researchers to question how we think about rapport and how we use it as a means to an end with little regard for who we might be colluding with so to attain research objectives. 
While Gajparia discussed in her university ethics application her strategies to ‘manufacture’ rapport with her potential participants, all these tactics were abandoned when she embarked on her fieldwork. As she wrote, ‘What may seem insignificant interactions enabled me to establish trust and build rapport effortlessly’ (ibid: 7). Similar was the case with my research, as illustrated in the following example. 
One participant to whom our in-person interactions were crucial in his decision to participate in the research was Paul. Paul was the participant who I had initially messaged on Messenger, but I never heard back. Nevertheless, when we met during a three-day event of one association, he was the one who approached me first, sharing his concern about fake accounts on online spaces. In these three days, Paul and I built a rapport with each other by talking (whilst drinking a beer) about our common interests e.g. video games and music, participating together in activities, such as dancing on the dance floor and skateboarding etc. I need to clarify here, though, that these activities were not part of me ‘building rapport’ (Duncombe and Jessop 2002), but building a genuine rapport with another human being, who also happened to be a potential participant. This bonding certainly affected Paul’s final decision to participate in the research, and it further influenced the interview we had about his schooling experiences. Amid the Skype interview and just before entering a difficult discussion (about bullying), Paul admitted that he would discuss everything openly, because he saw me as a friend (and so did I). He then proceeded to share some really difficult stories of violence, difficult both to tell and to hear (Tholander et al. 2019). After the interview, this rapport did not cease to exist, as recommended by method textbooks and implied in the institutional ethics under the idea of ‘leaving the fieldwork’. We are still in touch regularly, checking on each other.
In a nutshell, although I did share Gajparia’s (2017) concerns about what it feels like to do research in the neoliberal university and Duncombe’s and Jessop’s (2002) insights into the idea of ‘building rapport’, the rapport I developed with the people who were involved in the research one way or another, such as gatekeepers, participants, associations, was not premised on such grounds. The rapport we developed was reciprocal and was based on a genuine friendship (Oakley 2016). 
Flexibility and Methods
A second lesson I learned from this research was that things do not always go according to plan, and that is okay. My initial research design involved two interviews with each teenage participant, one at the beginning of the school year and one at the end of it. However, soon after doing the first couple of interviews with teenage participants, I realised that this was not feasible due to a number of reasons that I had not considered before, including the busy schedules of both the parents of the teenage participants and of the participants (some of them were preparing for their GCSE exams or A levels)[footnoteRef:147]. Moreover, while I had not considered the idea of focus groups or joint interviews, these formats were proposed by some of the teenage participants, who preferred to be interviewed together. It was my (ethical) duty to listen to and respect such preferences, including how many people would be present in an interview (chaperones, friends) and where and when interviews would take place (home, library, in person, online). On these occasions, I was reminded that the responsibility for flexibility lies mostly on the researcher, not the participants (Pultz 2018).  [147:  These issues have also been brought been up in other studies (Abbott 2013; Liddiard et al. 2018)] 

Online methods also proved to be such a useful tool in terms of flexibility as well as considerate of the participants’ preferences and needs (Liddiard et al., 2019; Whitney and Liddiard, 2020). For instance, considering the mockery and staring people with RG receive in public spaces (Pritchard 2014; Shakespeare et al. 2010), the interviews through Skype proved to be invaluable, as participants were at their homes, and they also had the option to show (or not) themselves in front of the camera. In a summary, this research stands for methods that are inclusive, flexible, considerate and respectful of participants’ needs and choices.
The Need for the Messy Story
 The last methodological issue that this research calls for more attention to be paid is the need for the ‘messy story’. My methodology chapter was divided into two parts: the ‘neat’ and the ‘messy’ story. This distinction was drawn following Ellingson (2017: 31), who proposed that ‘We neaten up our stories of "what happened" to sound credible and get published. The rejection of the messy details of research is a legacy of positivism.’ While the neat story is useful in providing a ‘clear’ account of our methodological choices and the completion of the fieldwork, the messy story is equally valuable, as it refuses to embellish or conceal the difficulties and complexities of doing qualitative research.  
For the messy story to unravel, I engaged with a feminist tool, the ‘reflexivity of discomfort’ (Pillow 2003: 187), which enabled me to discuss the various dilemmas I dealt with in different stages of this research, from the ethics application and the access to and recruitment of potential participants to the ethical issues of analysis. Nuanced approaches complimented the reflexivity of discomfort, such as a poststructuralist understanding of gatekeeping and gatekeepers (Crowhurst 2013;  Crowhust and kennedy-macfoy 2013), embodied reflexivity (to discuss my own positionality (Burns 2003; Ellingson, 2006) and feminist ethics to consider the complexities of the analysis (Alcoff 1991; hooks 1990).  Similar to the way I learned from other scholars who shared their messy stories around their fieldwork and engaged into the difficult (sometimes ‘polemic’) discussions around positionality (Liddiard 2013; Scott 2013), I hope this thesis has contributed to these debates with the provision of useful tools that will encourage other researchers to think these through. 
[bookmark: _Toc39585296]Implications for Educational Policy and Practitioners  
We are mindful that by merely listening to children, and failing to act on what they say, this is yet another form of exploitation and exclusion (Curran and Runswick-Cole 2013: 646). 
Besides the theoretical and methodological implications of this thesis, it is important to consider the implications for educational policy and practitioners. This is partly a response to the need to act by putting together some (practical) recommendations for educational policymakers and practitioners. 
One of the findings discussed earlier was the tensions the disabled young people experienced in relation to the support -non-human e.g. special chairs, and human support e.g. TAs - they received. What was common in the disabled young people’s stories was that they did not have any input into what support they would like to be provided with, as such decisions were made exclusively by adults. However, according to Article 7 of the Convention on the Rights of Persons with Disabilities (2006: n. p.): 
States Parties shall ensure that children with disabilities have the right to express their views  freely on all matters affecting them, their views being given due weight in accordance with their age and maturity, on an equal basis with other children, and to be provided with disability and age-appropriate assistance to realize that right.
Therefore, what I am proposing here is that the experiential knowledge of disabled young people should be sought, valued and integrated into decisions about support provision. As Mortier et al. (2011: 218) maintained, ‘listening to children as chief partners and taking their lived experience as guiding information can be a way to avoid possible negative consequences and pursue the personal outcomes that they value”. Mortier et al. (2011) have described this as a transition from recipients of supports to agents of it.  This would involve young people working in collaboration with their TAs on how best to support them as well as being part of the designing process of any equipment they need to use. 
Moreover, the findings of this research confirmed that the current education system still adheres to an inclusive education policy rhetoric (Runswick-Cole 2011), with exclusion within the so-called inclusive schools taking other forms e.g. exclusion from the playground, exclusion from the class, no sense of belonging (Slee 2019). I argue that, in order to move from an inclusive rhetoric to inclusive action, disabled children and young people need to be listened to and their experiences and recommendations to be taken into serious consideration, a position proposed by Disabled Children’s Childhood Studies (Curran and Runswick-Cole 2014) too. For instance, for anti-bulling policies to be effective, they should start with how (disabled) young people’s understand bullying rather than imposing adult-centric definitions of bullying (Duncan 2013); with acknowledging the complexities of the proposed strategies, such as disclosure, rather than punishing bullied individuals for not following them; and with tackling the real roots of such violence e.g. the construction of ab/normality in schools rather than merely punishing and pathologising individuals‘ acts.  
The implications for educational policy are closely connected with the implications for practitioners, as it is the latter who enact it. The use of the word enactment here (rather than implementation) is intentional, as it points out that ‘policies are interpreted and ‘translated’ by diverse policy actors in the school environment’ (Braun et al. 2010: 547)[footnoteRef:148], including teachers and TAs. The inclusive education policy rhetoric (Runswick-Cole 2011) also translates into an inclusive rhetoric by those who enact it. For instance, Sikes et al. (2007) referred to a ‘yes, but…’ approach in relation to inclusion, proposing that TAs were in support of inclusion in principle, but they were uncertain if it worked in everyday practice. Therefore, how education policy is enacted by practitioners is mediated by a range of factors, including their personal views of disability and inclusion (MacKenzie 2011; Hodge and Runswick-Cole 2008). For instance, as I proposed in the analysis chapters on teachers, teachers’ disposition to help the young people did not necessarily come from a bad place, but its implications e.g. the young people being perceived as in need of help, were not considered.  [148:  In relation to inclusive policy and its enactment, see Armstrong et al. (2009)] 

However, as I made clear in the analysis chapters, it was not my intention to pathologise the teachers and the TAs of the young people by suggesting they were not doing their work right. I remain cognisant of the institutional restrains within which practitioners work and the terrors of performativity (Ball 2003). What I am proposing here though is what Davis and Watson (2001: 16) referred to as ‘adults as reflexive practitioners who questioned their own professional practices and cultural assumptions’. Practitioners should be taught these reflexive skills during their training and should be encouraged and provided with the time and space to critically reflect on their own practice, its implications and effects. Regarding teacher training, for instance, Rice (2006: 251) referred to the need for Disability Studies to be part of the core curriculum of teacher education because of their potential to promote ‘epistemic fissures’ in teachers’ perspectives of disability. Corcoran et al. (2019) also maintained that educational practitioners should be allocated more time to reflect on their own practice and the paradoxes of inclusive education.  Finally, reflexivity should not be an individualistic task, but it should also include those affected by one’s practice, meaning that practitioners should listen to the disabled young people more thoroughly. 
[bookmark: _Toc39585297]Implications for Future Research 
A final task of this thesis is to point to some directions that future research could take. Partly, these directions are the product of themes that were touched upon within the thesis, but they were not developed further, either because they were beyond the scope of the thesis or there was not the space to do so.  
One such topic was the issue of height and heightism in the context of schooling, with future research taking two possible directions. Firstly, a section of the literature review looked at how teachers were prejudiced against short children and how their height affected their assessment of their academic skills (Black and Kassenboemer 2007; Cinnirella et al. 2009; Smith and Niemi 2007). This was also a finding of this research, with some young people proposing that the fact they were small led staff members, such as teachers and TAs, to think of them as less smart or less independent. Feldman’s (1971) vision of a Sociology of Stature still remains unfulfilled, though, and this is a direction future research could take. My own scholarship aims to introduce ‘Short Studies’ (Ktenidis 2017), inspired from Fat Studies (Bordo 2003; Rothblum and Solovay 2009), looking into areas such as the medicalisation, pathologisation and pharmaceuticalisation of short stature and the production of the ab/normal growth, as well as the existence and recognition of heightism in everyday life, including schools (see for instance Osensky 2017). Short studies could also examine the intersection between heightism and ableism, that is how height is also a feature of the ‘species typical’ corporeal standard (Campbell 2008a). 
Secondly, RG presents a unique case for the exploration of the intersection between disability and body size and, in particular height. This was brought up by one participant, Melrose, who was a wheelchair-user, and she noted that her height was never an issue for her, as it went unnoticed. While there has been some research on the intersection between disability and fatness (Aphramor 2009; Herndon 2002), height has not made it (or has not had a place) in the agenda of intersectionality so far. However, the intersection of height with other identity categories, such as gender (e.g. the Napoleon syndrome), class, race, sexuality and disability can open new spaces of inquiry.   
A second theme that was raised in the stories of participants was the intersection of youth and disability, or simply put, what it is like to be a disabled young person. Some participants discussed how the way their disability was understood got on their way in relation to acting as typical teenagers. Similarly, some participants referred to how activities which commonly take place during puberty, such as flirting, came later in their life. As Slater (2013) noted, youth studies have left disability out and disability studies have left out youth. When disabled youth is discussed, it is considered as a transition period from childhood to adulthood rather than a time with its own value. Therefore, research has focused on the transition of disabled young people to adulthood, without looking at what it means to be a disabled young person (for exception see Slater 2016). Similar to DCCS then, there either should be Disabled Young People’s Youth studies or disabled young people should also be researched within such a framework. 
Another theme that was not discussed extensively within the thesis was the aspirations, dreams and desires of the disabled young people. As I proposed in the beginning of this chapter, this thesis has provided a somewhat bleak picture, focusing on the multiple and multifaceted encounters of the participants with disablism and ableism. Nevertheless, during the interviews, the participants also discussed their future plans, aspirations etc. This is in line with the DCCS agenda (Curran and Runswick-Cole 2014) and more research needs to focus on these areas. 
Last but not least, another topic that more attention should be paid to is the role of the body in narrative inquiry (Hyden 2013). As Sparkes and Smith (2011: 359) proposed, ‘the kind of body that one has and is becomes crucial to the kind of story told’. This was evident in participants’ stories, in which their bodies occupied a central role, as illustrated through the analysis chapters. As Smith (2007: 395) argued, 
Narrative researchers should not simply be content with theories and conceptual musing on and about the body. We also might turn our attention to generating stories from and with actual lived and living human bodies (Smith &Sparkes, in press b). Bodies are partly connected and ‘known’ through narrative -the stories they tell. Indeed, we tell stories about, in, out of, and through our bodies. [..]This is a call, in effect, for an embodied rather than a disembodied narrative inquiry.” 
This call for an embodied narrative inquiry should also be responded to. 
[bookmark: _Toc39585298]Conclusions 
By this point, this final chapter should have accomplished its goals: to provide a summary of the key findings of each analysis chapter and the common themes across the chapters of this thesis as well as to discuss the wider implications of this thesis in relation to knowledge production, research methodologies, educational policy, practitioners, and future research. This brief section draws the thesis to a close. To do so, I would like to share one last reflection, remaining faithful to the feminist orientation of this thesis, similar to how this thesis opened.  
Limerick et al. (1996: 458, italics in the original) proposed that ‘the interview’ should be conceptualised ‘as a gift of time, of text, and of understanding, that the interviewee gives to the interviewer.’ They added: 
This gift is being entrusted to the care of the researcher as there is an ingredient of trust, on part of the interviewees, that the researcher will not betray them, abuse their power, or misuse their words. Adopting the metaphor of a gift compels the researcher to treat data with a degree of respect and to be continually sensitive to the giver. The notion of gift does not suggest a unidirectional power relationship in which the researcher is a passive receiver of the interviewees' stories, but rather commands a reconceptualization of the researcher as the conduit of the interviewees' stories, affording those interviewed a voice in the literature and the community (ibid: 458).
The participants of this research blessed me with their stories, which they shared generously as gifts.  Without them, this thesis would not exist in the first place. I am beyond grateful for having been entrusted with these gifts.  Being gifted with these stories, though, also came with two responsibilities. Firstly, these gifts should be treated with respect and sensitivity, as Limerick et al. (1996) suggested. I hope that this thesis achieved this, that is, it took good care of these gifts and did justice to them. Secondly, as Curran et al. (2018: 47) argued, ‘If we invite young people to tell their stories and take no action, we risk exploiting their experience and repeating indifference.’ My responsibility did/does not only lie on treating these stories with respect, but also doing something with them, so some of these stories are not repeated. One such action is to share these findings (in an accessible format) with the disability associations and charities I worked with (and not only) - which already take action towards that direction, and work in collaboration with them with the purpose of ‘flipping the narrative’. Moreover, I would like these stories to reach a wider audience, for people to become aware of the injustices taking place in the current education system. To do so, a range of formats - research publications, podcasts - to communicate the findings of this research will be utilised. Furthermore, as hopeful as it might sound, I would like this research to reach the UK parliament. Equipping myself with the relevant training, which is provided by the university training[footnoteRef:149] (and making the right moves for this to be achieved (identifying and following the steps to do so) is what I aim to do next. The chances of this research to have an impact on educational policy by presenting it in the Parliament would potentially be higher. In a nutshell, the second responsibility is an ongoing task that will carry on beyond the completion of this thesis. Finally, I would like to state that the participants of this research did not only gift me with their stories, but also with their friendship. Both gifts - their stories and our friendship - have been priceless.    [149:  Getting your research into the UK Parliament: A how-to guide from Taylor & Francis, Sense about Science and POST)] 














[bookmark: _Toc39585299][bookmark: _Hlk36742549][bookmark: _Hlk37013196]References 
Abbott, D., 2012. Other Voices, Other Rooms: Reflections on Talking to Young Men with Duchenne Muscular Dystrophy and Their Families About Transition to Adulthood. Childhood & Society. 26(3), 241-250. 
Abbott, D., (2013). Who says what, where, why and how? Doing real-world research with disabled children, young people and family members. In T. Curran and K. Runswick-Cole, eds. Disabled Children’s Childhood Studies: Critical Approaches in a global context. Basingstoke: Palgrave Macmillan. pp. 39-56. 
Abbott, D. and Carpenter, J., 2014. ‘Wasting precious time’: young men with Duchenne muscular dystrophy negotiate the transition to adulthood. Disability & Society. 29(8), 1192-1205.
Abbott, D. and Carpenter, J., 2015. The Things that are Inside of You are Horrible: Children and Young Men with Duchenne Muscular Dystrophy Talk about the Impact of Living with a Long-term Condition. Child Care in Practice. 21(1), 67-77.
Abbott, D., Rotnem, D., Genel, M. and Cohen, D.J., 1982. Cognitive and emotional functioning in hypopituitary short-statured children. Schizophrenia Bulletin.  8(2), 310-319.
Abell, J., Locke, A., Condor, S., Gibson, S. and Stevenson, C., 2006. Trying similarity, doing difference: the role of interviewer self-disclosure in interview talk with young people. Qualitative Research. 6(2), 221-244.
Ablon, J., (1984). Little people in America: The social dimension of dwarfism. New York: Praeger.
Ablon, J., (1988). Living with difference: Families with dwarf children. New York: Praeger Publishers.
Ablon, J., 1990. Ambiguity and difference: Families with dwarf children. Social Science & Medicine. 30(8), 879-887.
Abrams, T., Abbott, D. and Mistry, B., 2020. Ableist Constructions of Time? Boys and Men with Duchenne Muscular Dystrophy Managing the Uncertainty of a Shorter Life. Scandinavian Journal of Disability Research. 22(1), 48–57.
Adelson, B., 2005a. Dwarfs: The changing lives of archetypal 'curiosities'—and echoes of the past. Disability Studies Quarterly. 25(3), n.p. 
Adelson, B.M., (2005b). The lives of dwarfs: Their journey from public curiosity toward social liberation. New Brunswick: Rutgers University Press.
Adelson, B.M., (2005c). Dwarfism: medical and psychosocial aspects of profound short stature. Baltimore: John Hopkins University Press.
Agbebiyi, A., 2013. Tiers of gatekeepers and ethical practice: researching adolescent students and sexually explicit online material. International Journal of Social Research Methodology. 16(6), 535-540.
Agha, S.R., 2010. School furniture match to students' anthropometry in the Gaza Strip. Ergonomics. 53(3), 344-354.
Ahlvik-Harju, C., 2016. Disturbing Bodies – Reimagining Comforting Narratives of Embodiment through Feminist Disability Studies. Scandinavian Journal of Disability Research. 18(3), 222-233.
Ahmed, S., (2006). Queer phenomenology: Orientations, objects, others. Durham and London: Duke University Press.
Ahmed, S., (2012). On being included: Racism and diversity in institutional life. Durham and London: Duke University Press.
Alcoff, L., 1991. The problem of speaking for others. Cultural critique. 20, 5-32.
Alcoff, L. and Gray, L., 1993. Survivor discourse: Transgression or recuperation?. Signs: Journal of Women in Culture and Society. 18(2), 260-290.
Allan, J., 1996. Foucault and special educational needs: A 'box of tools' for analysing children's experiences of mainstreaming. Disability & Society. 11(2), 219-234.
Allan, J., (2007). Rethinking inclusive education: The philosophers of difference in practice. The Netherlands: Springer.
Allen, D., & Frost, N., 1990. Growth hormone therapy for short stature: panacea or Pandora’s box? Journal of Pediatrics. 117(1), 16-21.
Allen, K.P., 2010. A bullying intervention system in high school: A two-year school-wide follow-up. Studies in Educational Evaluation. 36(3), 83-92.
Alper, M. and Goggin, G., 2017. Digital technology and rights in the lives of children with disabilities. New Media & Society, 19(5), 726-740.
Apajasalo M, Sintonen H, Rautonen J, Katilda I., 1998. Health-related quality of life of patients with skeletal dysplasias. European Journal of Pediatrics. 157, 114–121.  
Aphramor, L., 2009. Disability and the anti‐obesity offensive. Disability & Society. 24(7), 897-909.
Apple, M.W., (2014). Official knowledge: Democratic education in a conservative age. Oxon: Routledge.
Armstrong, A.C., Armstrong, D. and Spandagou, I., (2009). Inclusive education: International policy & practice. London: Sage.
Armstrong, D., 1995. The rise of surveillance medicine. Sociology of health & illness. 17(3), 393-404.
Armstrong, D., 2005. Reinventing ‘inclusion’: New Labour and the cultural politics of special education. Oxford Review of Education. 31(1), 135–151.  
Armstrong, F., 1999. Inclusion, curriculum and the struggle for space in school. International Journal of Inclusive Education. 3(1), 75-87.
Armstrong, N. and Murphy, E., 2012. Conceptualizing resistance. Health. 16(3), 314-326.
Atkinson, P., 2009. Illness narratives revisited: the failure of narrative reductionism. Sociological Research Online. 14(5), 196-205.
Azzarito, L., 2009. The panopticon of physical education: Pretty, active and ideally white. Physical education and sport pedagogy. 14(1), 19-39.
Baharampour, S., Nazari, J., Dianat, I. and AsghariJafarAbadi, M., 2013. Student's body dimensions in relation to classroom furniture. Health promotion perspectives. 3(2),165-174.
Ball, K. (2006). Organization, surveillance and the body: Towards a politics of resistance. In: D. Lyon, ed. Theorizing surveillance: The panopticon and beyond. Uffculme, Devon: Willan Publishing. pp. 296–317.
Ball, S. J., 2003. The teacher's soul and the terrors of performativity. Journal of education policy. 18(2), 215-228.
Balshaw, M. & Farrell, P. (2002). Teacher assistants: Practical strategies for effective classroom support. London: David Fulton.
Bamberg, M., 2006. Stories: Big or small: Why do we care?. Narrative inquiry. 16(1), 139-147.
Bamberg, M. and Georgakopoulou, A., 2008. Small stories as a new perspective in narrative and identity analysis. Text & Talk. 28(3), 377-396.
Bansel, P., Davies, B., Laws, C. and Linnell, S., 2009. Bullies, bullying and power in the contexts of schooling. British journal of sociology of education. 30(1), 59-69.
Barker, J., Alldred, P., Watts, M. and Dodman, H., 2010. Pupils or prisoners? Institutional geographies and internal exclusion in UK secondary schools. Area. 42(3), 378-386.
Barnes, C., (2012). Understanding the Social Model: Past, Present and Future. In N. Watson, A. Roulstone, and C. Thomas, eds. The Routledge Handbook of Disability Studies. London: Routledge. pp.12–29.
Barnes, C., & Mercer, G. (Eds.). (1997). Doing disability research. Leeds: The Disability Press.
Bayliss, P., 2009. Against Interpretosis: Deleuze, Disability, and Difference. Journal of Literary & Cultural Disability Studies. 3(3), 281–294
Be, A., 2019. Disabled people and subjugated knowledges: new understanding and strategies developed by people living with chronic conditions. Disability & Society. 34(9-10), 1334-1352.
Berenstain, N. (2016) Epistemic exploitation. Ergo. 3(22), 569-590.  
Berger, R.J., 2008. Disability and the dedicated wheelchair athlete: Beyond the “supercrip” critique. Journal of Contemporary Ethnography. 37(6), 647-678.
Bhaskar, R., (1989). Reclaiming Reality: a critical introduction to contemporary philosophy. London: Verso.
Bhaskar, R. and Danermark, B., 2006. Metatheory, interdisciplinarity and disability research: a critical realist perspective. Scandinavian Journal of Disability Research. 8(4), 278-297.
Bjereld, Y., 2018. The challenging process of disclosing bullying victimization: A grounded theory study from the victim’s point of view. Journal of health psychology. 23(8), 1110-1118.
Black, N. and Kassenboehmer, S.C. (2017). Teacher Assessment Biases and Future Academic Achievement. Available from: https://www.semanticscholar.org/paper/Teacher-Assessment-Biases-and-Future-Academic-Black-Sonja/8fa573f4284fbc6b085de4e1c233d902ec49d08f 
Black, S., Weinles, D. and Washington, E., 2010. Victim strategies to stop bullying. Youth violence and juvenile justice. 8(2), 138-147.
Blackburn, S., (2001). Ethics: A Very Short Introduction. Oxford: Oxford University Press.
Blake, J.J., Kim, E.S., Lund, E.M., Zhou, Q., Kwok, O.M. and Benz, M.R., 2016. Predictors of bully victimization in students with disabilities: A longitudinal examination using a national data set. Journal of Disability Policy Studies. 26(4), 199-208.
Blatchford, P., Bassett, P., Brown, P. and Webster, R., 2009. The effect of support staff on pupil engagement and individual attention. British Educational Research Journal. 35(5), 661-686.
Blatchford, P., Bassett, P., Brown, P., Martin, C., Russell, A. and Webster, R., 2011. The impact of support staff on pupils’ ‘positive approaches to learning’ and their academic progress. British Educational Research Journal. 37(3), 443-464.
Blosnich, J. and Bossarte, R., 2011. Low‐Level Violence in Schools: Is There an Association Between School Safety Measures and Peer Victimization?. Journal of school health. 81(2),107-113.
Bogdan, R., (1990). Freak show: Presenting human oddities for amusement and profit. University of Chicago Press.
Bollmer, J.M., Milich, R., Harris, M.J. and Maras, M.A., 2005. A friend in need: The role of friendship quality as a protective factor in peer victimization and bullying. Journal of interpersonal violence. 20(6), 701-712.
Bonevski, B., Randell, M., Paul, C., Chapman, K., Twyman, L., Bryant, J., Brozek, I. and Hughes, C., 2014. Reaching the hard-to-reach: a systematic review of strategies for improving health and medical research with socially disadvantaged groups. BMC medical research methodology. 14(42), 1-29. 
Bordo, S., 2004. Unbearable weight: Feminism, Western culture, and the body. California: University of California Press.
Borrill, J., Lorenz, E. and Abbasnejad, A., 2012. Using qualitative methods to explore non-disclosure: the example of self-injury. International Journal of Qualitative Methods. 11(4), 384-398.
Bosacki, S.L., Marini, Z.A. and Dane, A.V., 2006. Voices from the classroom: Pictorial and narrative representations of children's bullying experiences. Journal of Moral Education. 35(2), 231-245.
Bourke, S. and Burgman, I., 2010. Coping with bullying in Australian schools: how children with disabilities experience support from friends, parents and teachers. Disability & Society. 25(3), 359-371.
Bowers, T., 1997. Supporting special needs in the mainstream classroom: children's perceptions of the adult role. Child: care, health and development. 23(3), 217-232.
Bowker, N. and Tuffin, K., 2004. Using the online medium for discursive research about people with disabilities. Social Science Computer Review. 22, 228–241.
Branfield, F. (1998) ‘What are you doing here? ‘Non disabled’ people and the disability movement: a response to Robert F. Drake’, Disability and Society. 13(1), 143-144.
Braun, A., Maguire, M. and Ball, S.J., 2010. Policy enactments in the UK secondary school: Examining policy, practice and school positioning. Journal of education policy. 25(4), 547-560.
Braun, V. and Clarke, V., 2006. Using thematic analysis in psychology. Qualitative research in psychology. 3(2), 77-101.
Brickman-Bhuta, C. (2012) Not by the book: Facebook as a sampling framework. Sociological methods and research. 41(1), 57-88. 
Bridges, D. (2001) The ethics of Outsider Research, Journal of Philosophy of Education. 35(3), 371-386.
Broach, S. & Clements, L. (2020). Disabled Children a legal handbook. 3rd ed. Legal Action Group. Available from: https://councilfordisabledchildren.org.uk/help-resources/resources/disabled-children-legal-handbook-3rd-edition 
Broer, S.M., Doyle, M.B. and Giangreco, M.F., 2005. Perspectives of students with intellectual disabilities about their experiences with paraprofessional support. Exceptional children. 71(4), 415-430.
Brunner, R., (2019). Critical realism as the ‘fourth wave’. In: N. Watson, S. Vehmas, eds. Routledge Handbook of Disability Studies. London: Routledge. pp. 
Brust, J.S., Ford, C.V. and Rimoin, D.L., 1976. Psychiatric aspects of dwarfism. The American journal of psychiatry. 133(2), 160-164.
Burman, E., (2017). Deconstructing developmental psychology. 3rd edition. Oxon: Routledge.
Burns, M. (2003). Interviewing: Embodied Communication. Feminism & Psychology. 13(2), 229-236. 
Burns, M. L., 2006. Bodies That Speak: Examining the Dialogues in Research Interactions. Qualitative Research in Psychology. 3(1), 3–18.
Burns, N., Watson, N. and Paterson, K., 2013. Risky bodies in risky spaces: disabled people’s pursuit of outdoor leisure. Disability & Society, 28(8), 1059-1073.
Burton, S. (2013). Toilets unblocked: A literature review of school toilets. Edinburgh: Scotland’s Commissioner for Children and Young People.
Butler, J., (1993). Bodies That Matter: On the Discursive Limits of Sex. London: Routledge. 
Butt, R., 2016. Teacher assistant support and deployment in mainstream schools. International Journal of Inclusive Education. 20(9), 995-1007.
Byrne B, Kelly B., 2015. Special issue: valuing disabled children: participation and inclusion. Child Care in Practice. 21, 197–200.
Cadwallader, J., 2007. Suffering difference: Normalisation and power. Social Semiotics. 17(3), 375-394.
Caluya, G., 2010. The post-panoptic society? Reassessing Foucault in surveillance studies. Social Identities. 16(5), 621-633.
Camodeca, M. and Goossens, F. A., 2005. Children's opinions on effective strategies to cope with bullying: The importance of bullying role and perspective. Educational research. 47(1),93-105.
Campbell, F. K. (2008a). Exploring Internalized Ableism Using Critical Race Theory. Disability & Society. 23(2), 151–162.
Campbell, F. K. 2008b. “Refusing Able(ness): A Preliminary Conversation About Ableism.” M/C Journal. 11(3), 1–15.
Campbell, F. K., (2009). Contours of ableism: The production of disability and abledness. Basingstoke: Palgrave Macmillan. 
Canty, J., Stubbe, M., Steers, D. and Collings, S., 2016. The Trouble with Bullying–Deconstructing the Conventional Definition of Bullying for a Child‐centred Investigation into Children's Use of Social Media. Children & Society. 30(1), 48-58.
Carr, D., (2010) Constructing disability in online worlds: conceptualising disability in online research. London Review of Education. 8, 51–61.
Case, A. and Paxson, C., 2008. Stature and status: Height, ability, and labor market outcomes. Journal of political Economy. 116(3), 499-532.
Castellucci, H.I., Arezes, P.M. and Molenbroek, J.F.M., 2015. Analysis of the most relevant anthropometric dimensions for school furniture selection based on a study with students from one Chilean region. Applied ergonomics. 46, 201-211.
Cater, J.K., 2011. Skype a cost-effective method for qualitative research. Rehabilitation Counselors & Educators Journal. 4(2), 3.
[bookmark: _Hlk36762146]Chaplin, J.E., Kriström, B., Jonsson, B., Hägglöf, B., Tuvemo, T., Aronson, A.S., Dahlgren, J. and Albertsson-Wikland, K., 2011. Improvements in behaviour and self-esteem following growth hormone treatment in short prepubertal children. Hormone research in paediatrics. 75(4), 291-303.
Charlton, J. L., (1998). Nothing About us Without us: disability power and oppression. Berkeley: University of California Press. 
Chatzitheochari, S., Parsons, S. and Platt, L., 2016. Doubly disadvantaged? Bullying experiences among disabled children and young people in England. Sociology. 50(4), 695-713.
Chung, J.W. and Wong, T.K., 2007. Anthropometric evaluation for primary school furniture design. Ergonomics. 50(3), 323-334.
Cinnirella, F., Piopiunik, M. and Winter, J., 2011. Why does height matter for educational attainment? Evidence from German children. Economics & Human Biology. 9(4), 407-418.
Clandinin, J. D. (2006) Narrative inquiry a methodology for studying lived experience. Research studies in Music Education. 27(1), 44-54.
Clandinin, D.J. and Rosiek, J., (2006). Borders, tensions and borderlands in narrative inquiry. In: D. J. Clandidin, ed.  Handbook of narrative inquiry: Mapping a methodology. London: Sage.  pp.35-76.
Clare, E., (2017). Brilliant imperfection: Grappling with cure.  Durham: Duke University Press.
Clarke, J., Richards, S. and Boggis A., (2015) Ethical spaces and places. In: S. Richards, J. Clark, A. Boggis, eds. Ethical Research with Children: Untold Narratives and Taboos. London: Palgrave Macmillan. pp. 32-61.
Clopper, R., Mazur, T., Ellis, A.M. and Michael, P., 1994. Height and children’s stereotypes. Growth, Stature and Adaptation. 7-18.
Coates, J. and Vickerman, P., 2010. Empowering children with special educational needs to speak up: experiences of inclusive physical education. Disability and rehabilitation. 32(18), 1517-1526.
Cobley, P., (2001). Narrative: The new critical idiom. London: Routledge.
Cockley, R., (2020). The Little People Still Think You Don’t Understand Bullying.  Medium [online]. 22 February 2020. [Viewed 25th February 2020]. Available from: https://medium.com/@rebecca.cokley/the-little-people-still-think-you-dont-understand-bullying-11b1daa5b3d   
Compton-Lilly, C., 2016. Time in education: Intertwined dimensions and theoretical possibilities. Time & Society. 25(3), 575-593.
Connell, R., 2008. Masculinity construction and sports in boys’ education: A framework for thinking about the issue. Sport, education and society. 13(2), 131-145.
Connors, C. and Stalker, K., 2007. Children’s experiences of disability: Pointers to a social model of childhood disability. Disability & Society. 22(1), 19-33.
Conrad, P. and Potter, D., 2004. Human growth hormone and the temptations of biomedical enhancement. Sociology of health & illness. 26(2), 184-215.
Cook, C.R., Williams, K.R., Guerra, N.G., Kim, T.E. and Sadek, S., 2010. Predictors of bullying and victimization in childhood and adolescence: A meta-analytic investigation. School psychology quarterly. 25(2), 65-83.
Corcoran, T., Claiborne, L. and Whitburn, B., 2019. Paradoxes in inclusive education: a necessary condition of relationality?. International Journal of Inclusive Education. 23(10), 1003-1016.
Corker, M. and Davis, J., (2001). Portrait of Callum: the disabling of a childhood. In: R Edwards, ed. Children, Home and School. London: Autonomy, Connection or Regulation. pp. 75-91.
Corker, M. and Shakespeare, T. eds., (2002). Disability/postmodernity: Embodying disability theory. London: Bloomsbury Publishing.
[bookmark: _Hlk37071857]Cortes, K.I. and Kochenderfer-Ladd, B., 2014. To tell or not to tell: What influences children’s decisions to report bullying to their teachers?. School psychology quarterly. 29(3), 336-348.  
Craig, W., Pepler, D. and Blais, J., 2007. Responding to bullying: What works?. School Psychology International. 28(4), 465-477.
Cranz, G., (2000). The chair: Rethinking culture, body, and design. New York: WW Norton & Company.
Crossa, V. (2012). Relational positionality: Conceptualizing research, power, and the everyday politics of neoliberalization in Mexico City. ACME: An international E-journal for critical geographies. 11(1), 110-132.
Crothers, L.M., Kolbert, J.B. and Barker, W.F., 2006. Middle school students’ preferences for anti-bullying interventions. School Psychology International. 27(4), 475-487.
Crow, L. (1996). Renewing the social model of disability. In: C. Barnes, G. Mercer, eds.  Disability & Illness: Exploring the Divide. Leeds: The Disability Press. pp. 
Crowhurst, I., 2013. The fallacy of the instrumental gate? Contextualising the process of gaining access through gatekeepers. International Journal of Social Research Methodology. 16(6), 463-475.
Crowhurst, I. & kennedy-macfoy, M. 2013. Troubling gatekeepers: methodological considerations for social research, International Journal of Social Research Methodology. 16(6), 457-462.
Curran, T., (2013). Disabled Children’s Childhood Studies: Alternative Relations and Forms of Authority?. In: T. Curran, K. Runswick-Cole, eds. Disabled Children’s Childhood Studies. London: Palgrave Macmillan. pp. 121-135.
Curran, T. and Runswick-Cole, K., 2014. Disabled children’s childhood studies: a distinct approach?. Disability & Society. 29(10), 617-1630.
Curran, T., Liddiard, K. and Runswick-Cole, K., (2018). The everyday worlds of disabled children. In: G. Thomas, D. Sakellariou, eds. Disability, Normalcy, and the Everyday. London: Routledge. pp. 41-60.
Cutler L, Silvers JB, Singh J, et al., 1996. Short Stature and Growth Hormone Therapy: A National Study of Physician Recommendation Patterns. JAMA. 276(7), 531–537.
Dale, K., (2001). Anatomising Embodiment and Organisation Theory. Basingstoke: Palgrave Macmillan.
Davies, B., 2011. Bullies as Guardians of the Moral Order or an Ethic of Truths?. Children & Society. 25(4), 278-286.
Davies, H., 2008. Reflexivity in research practice: Informed consent with children at school and at home. Sociological Research Online. 13(4), 17-30.

Davis, J. M., (2004). Disability and childhood: Deconstructing the stereotypes. In J. Swain, S. French, C. Barnes, C. Thomas eds. 2nd edition. Disabling barriers-enabling environments. London: Sage. pp.142-148.
Davis, J., (2013). Conceptual Issues in Childhood and Disability: integrating theories from childhood and disability studies. In N. Watson, A. Roulstone, C. Thomas.  Routledge handbook of disability studies. London: Routledge. pp. 422-433.
Davis, J. M. and Watson, N., 2001. Where are the children's experiences? Analysing social and cultural exclusion in 'special' and 'mainstream' schools. Disability & Society. 16(5), .671-687.
Davis, J. and Watson, N., (2002). Countering stereotypes of disability: Disabled children and resistance. In: M. Corker, T. Shakespeare, eds. Disability/postmodernity: Embodying disability theory. London: Bloomsbury. pp.159-74.
De Beauvoir, S. 2000. Det annet kjønn [The second sex]. Oslo: Pax Forlag, A/S
De Onis, M., Onyango, A., Borghi, E., Siyam, A., Blössner, M. and Lutter, C., 2012. Worldwide implementation of the WHO child growth standards. Public health nutrition. 15(9),1603-1610.
Deal, M., 2003. Disabled people's attitudes toward other impairment groups: a hierarchy of impairments. Disability & society. 18(7), 897-910.
Dedousis-Wallace, A. and Shute, R.H., 2009. Indirect bullying: Predictors of teacher intervention, and outcome of a pilot educational presentation about impact on adolescent mental health. Australian Journal of Educational & Developmental Psychology. 9, 2-17.
Del Busso, L., 2007. Embodying Feminist Politics in the Research Interview: Material Bodies and Reflexivity. Feminism & Psychology. 17(3), 309–315. 
Del Rosso, J., 2011. The penis as public part: Embodiment and the performance of masculinity in public settings. Sexualities. 14(6), 704-724.
DeLara, E.W., 2008. Developing a philosophy about bullying and sexual harassment: Cognitive coping strategies among high school students. Journal of School Violence. 7(4), 72-96.
DeLara, E.W., 2012. Why adolescents don't disclose incidents of bullying and harassment. Journal of School Violence. 11(4), 288-305.
DfE & DoH (Department for Education & Department of Health) (2015) Special Educational Needs and Disability Code of Practice: 0 to 25 years. Statutory guidance for organisations which work with and support chil-dren and young people who have special educational needs or disabilities [https://www.gov.uk/government/uploads/system/uploads/attachment_data/le/398815/SEND_Code_of_Practice_January_2015.pdf].
DePauw, K.P., 1997. The (In) visibility of disability: cultural contexts and “sporting bodies”. Quest. 49(4), 416-430.
De Schauwer, E., Van Hove, G., Mortier, K. and Loots, G., 2009. ‘I Need Help on Mondays, It’s Not My Day. The Other Days, I’m OK’.—Perspectives of Disabled Children on Inclusive Education. Children & Society. 23(2), 99-111.
De Schauwer, E., Van de Putte, I., Blockmans, I.G. and Davies, B., 2018. The intra-active production of normativity and difference. Gender and Education. 30(5), 607-622.
Devecchi, C., Dettori, F., Doveston, M., Sedgwick, P. and Jament, J., 2012. Inclusive classrooms in Italy and England: the role of support teachers and teaching assistants. European Journal of Special Needs Education. 27(2), 171-184.
Dorn M. L., (1998). Beyond nomadism: The travel narratives of a ‘cripple’. In: H. J. Nast, S. Pile S, eds. Places through the Body. London: Routledge. 183-206.
Douglas, M., (1966). Purity and danger. London: Routledge.
Douglas, P., 2010. ‘Problematising ’inclusion: education and the question of autism. Pedagogy, Culture & Society. 18(2), 105-121.
Douglas, P., Rice, C., Runswick-Cole, K., Easton, A., Gibson, M.F., Gruson-Wood, J., Klar, E. and Shields, R., 2019. Re-storying autism: a body becoming disability studies in education approach. International Journal of Inclusive Education. .1-18.
Dovey, K. and Fisher, K., 2014. Designing for adaptation: The school as socio-spatial assemblage. The Journal of Architecture. 19(1), 43-63.
Dowdney, L., Skuse, D., Heptinstall, E., Puckering, C. and Zur‐Szpiro, S., 1987. Growth retardation and developmental delay amongst inner‐city children. Journal of Child Psychology and Psychiatry. 28(4), 529-541.
Downie, A.B., Mulligan, J., McCaughey, E.S., Stratford, R.J., Betts, P.R. and Voss, L.D., 1996. Psychological response to growth hormone treatment in short normal children. Archives of disease in childhood. 75(1), 32-35.
Doyle, L.H., 2002. Leadership and inclusion: Reculturing for reform. International Journal of Educational Reform. 11(1), 38-62.
Duncan, N., 2013. Using disability models to rethink bullying in schools. Education, citizenship and social justice. 8(3), 254-262.
Duncombe, J. and Jessop, J., (2002). Rapport and the Ethics of “Faking Friendship”. In: M. Mauthner,  M. Birch, eds. Ethics in Qualitative Research. London: Sage. pp. 107-122.
Dyment, J. and O'Connell, T.S., 2013. The impact of playground design on play choices and behaviors of pre-school children. Children's Geographies. 11(3), 263-280.
Economic and Social Research Centre (ESRC) (2015). Framework for Research Ethics. Available at: https://esrc.ukri.org/files/funding/guidance-for-applicants/esrc-framework-for-research-ethics-2015/ 
Egilson, S.T. and Traustadottir, R., 2009. Assistance to pupils with physical disabilities in regular schools: promoting inclusion or creating dependency?. European Journal of Special Needs Education. 24(1), 21-36.
Eiholzer, U., Haverkamp, F. and Voss, L. eds., (1999). Growth, stature, and psychosocial well-being. Hogrefe & Huber Pub.
Eldridge, A., 2013. Gatekeeping and drinking cultures: how do we talk about drinking?. International Journal of Social Research Methodology. 16(6), 477-489.
Ellingson, L. (2006). Embodied Knowledge: Writing Researchers’ Bodies Into Qualitative Health Research. Qualitative Health Research. 16(2), 298–310.
Ellingson, L., (2017). Embodiment in qualitative research. Oxon: Routledge.
Ellis, K., Garland-Thomson, R., Kent, M. and Robertson, R., (2019). Manifestos for the Future of Critical Disability Studies. Oxon: Routledge.
Ellis, L., 2018. Through a filtered lens: unauthorized picture-taking of people with dwarfism in public spaces. Disability & Society. 33(2), 218-237.
Engelsrud, G., 2005. The Lived Body as Experience and Perspective: Methodological Challenges. Qualitative Research. 5(3), 267–284.
Epstein, D., Kehily, M., Mac An Ghaill, M. and Redman, P., 2001. Boys and girls come out to play: Making masculinities and femininities in school playgrounds. Men and masculinities, 4(2), 158-172.
Equality and Human Rights Commission (2017). Being Disabled In Britain 2016: A Journey Less Equal. Available at: https://www.equalityhumanrights.com/en/publication-download/being-disabled-britain-journey-less-equal 
Equality and Human Rights Commission (2018). Is Britain fairer? Available at: https://www.equalityhumanrights.com/en/publication-download/britain-fairer-2018 
Erevelles, N., 2000. Educating unruly bodies: Critical pedagogy, disability studies, and the politics of schooling. Educational theory. 50(1), 25-47.
Erevelles, N., 2011.  Coming Out “Crip" in Inclusive Education. Teachers College Record. 113(10), 2155-2185.
Eriksen, I.M., 2018. The power of the word: students’ and school staff’s use of the established bullying definition. Educational Research. 60(2), 157-170.
Espelage, D.L., Rose, C.A. and Polanin, J. R., 2015. Social-emotional learning program to reduce bullying, fighting, and victimization among middle school students with disabilities. Remedial and special education. 36(5), 299-311.
Evans, J., 2004. Making a difference? Education and ‘Ability’ in physical education. European physical education review. 10(1), 95-108.
Evans, J., Rich, E., Allwood, R. and Davies, B., (2007). Being ‘able’in a performative culture: Physical education’s contribution to a healthy interest in sport?. In: I. Wellard, ed.  Rethinking gender and youth sport. London: Routledge. pp.67-83.
Eyres, I., Cable, C., Hancock, R. and Turner, J., 2004. ‘Whoops, I forgot David’: children's perceptions of the adults who work in their classrooms. Early Years. 24(2),149-162.
Farrell, P., Balshaw, M. and Polat, F. 2000. The work of learning support assistants in mainstream schools: Implications for educational psychologists. Educational and Child Psychology, 17(2): 66–76 (double check Farrell et al. 2000)
Farrell, P., Alborz, A., Howes, A. and Pearson, D., 2010. The impact of teaching assistants on improving pupils’ academic achievement in mainstream schools: A review of the literature. Educational review. 62(4), 435-448.
Feely, M., 2016. Disability studies after the ontological turn: a return to the material world and material bodies without a return to essentialism. Disability & Society. 31(7), 863-883.
Feely, M., 2019. Assemblage analysis: an experimental new-materialist method for analysing narrative data. Qualitative Research.  1-20.
Feldman, S.D., 1975. The presentation of shortness in everyday life—height and heightism in American society: Toward a sociology of stature. Life styles: Diversity in American society, pp.427-442.
Filkenstein, V., (1980). Attitudes and Disabled People. New York: World Rehabilitation Fund. 
Finlay, L. and Gough, B., (2003). Reflexivity: a practical guide for researchers in health and social sciences. Oxford: Blackwell. 
Finlay, L., 2006. The body's disclosure in phenomenological research. Qualitative research in psychology. 3(1), 19-30.
Fisher, P. and Goodley, D., 2007. The linear medical model of disability: mothers of disabled babies resist with counter-narratives. Sociology of Health and Illness. 29(1), 66-81. 
Fitzgerald, H., 2005. Still feeling like a spare piece of luggage? Embodied experiences of (dis) ability in physical education and school sport. Physical education & sport pedagogy. 10(1), 41-59.
Fitzgerald, H., (2006). Disability and physical education. In: D. Kirk, D. Macdonald, M. O’ Sullivan, eds. The handbook of physical education. Thousand Oaks, CA: Sage. pp. 752-766.
Fitzgerald, H. and Hay, P., (2015). Understanding dis/Ability in Physical Education Through the Lens of Bourdieu. In: W. Smith, Lisahunter, E. Emerald, eds. Pierre Bourdieu and Physical Culture. London: Routledge. pp.117-125.
Fitzgerald, H., Jobling, A. and Kirk 1, D., 2003. Valuing the voices of young disabled people: Exploring experience of physical education and sport. European Journal of Physical Education. 8(2), 175-200.
Flintoff, A., Fitzgerald, H. and Scraton, S., 2008. The challenges of intersectionality: Researching difference in physical education. International Studies in Sociology of Education. 18(2), 73-85.
Flynn, S., 2017. Engaging with materialism and material reality: critical disability studies and economic recession. Disability & Society. 32(2), 143-159.
Flynn, S., 2019. Exploring internal critique: theoretically developed critical commentary on the Self-Appraisal of critical disability studies. Disability & Society. 1-18.
Fontana, A. and Prokos, A. H. (2016). The interview: From formal to Postmodern. Oxon: Routledge.
Foucault, M. (1977). Discipline and Punish; Birth of the Prison (A. Sheridan, Trans.) (Original work published 1975). Penguin Social Sciences.  
Foucault, M., (1978). The History of Sexuality: An Introduction. vol I. New York: Pantheon Books.
Foucault, M., (1981). The history of sexuality: an introduction. Vol 1. Harmondsworth: Penguin.
Foucault, M., 1982. The subject and power. Critical Inquiry. 8(4), 777-795. 
Frank, A., (1995). The Wounded Storyteller: Body. Illness and Ethics. London: University of Chicago Press. 
Frankel, S.A., 1996. Psychological complications of short stature in childhood: Some implications of the role of visual comparisons in normal and pathological development. The Psychoanalytic study of the child. 51(1), 455-474.
Fraser, C. and Meadows, S., 2008. Children's views of Teaching Assistants in primary schools. Education 3–13. 36(4), 351-363.
Freeman, M. (2011). Narrative foreclosure in later life: Possibilities and limits. In G. Kenyon, E. Bohlmeijer and W. Randall, eds. Storying later life: Issues, investigations, and interventions in narrative gerontology. New York: Oxford University Press. pp. 3-19. 
Freire, P., 1985. Reading the world and reading the word: An interview with Paulo Freire. Language arts. 62(1),15-21.
French, S., (1993). Disability, impairment or something in between? In: J. Swain, V. Finkelstein, S. French, & M. Oliver, eds. Disabling barriers—Enabling environments. Sage Publications, Inc; Open University Press. pp. 17-25.

Frisén, A. and Bjarnelind, S., 2010. Health‐related quality of life and bullying in adolescence. Acta Paediatrica. 99(4), 597-603.

Frisén, A., Holmqvist, K. and Oscarsson, D., 2008. 13‐year‐olds’ perception of bullying: Definitions, reasons for victimisation and experience of adults’ response. Educational Studies. 34(2), 105-117.
Gabel, S. and Peters, S., 2004. Presage of a paradigm shift? Beyond the social model of disability toward resistance theories of disability. Disability & Society. 19(6), 585-600.
Gajparia, J., 2017, March. Capitalising on rapport, emotional labour and colluding with the neoliberal academy. In:  Women's Studies International Forum (Vol. 61, pp. 87-92). Pergamon.
Gallagher, M., 2010. Are schools panoptic?. Surveillance & Society. 7(3/4), 262-272.
Gallagher, M., 2011. Sound, space and power in a primary school. Social & Cultural Geography. 12(01), 47-61.
Galvin, R., 2003. The paradox of disability culture: The need to combine versus the imperative to let go. Disability & Society. 18(5), 675-690.
Gannon, S. (2009) Writing narrative. In: J. Higgs, D. Horsfall, S. Grace, eds. Writing qualitative research in practice Sense Publishers. pp. 73-82. 
Garland-Thomson, R., (1996). Introduction. In:  From wonder to error—a genealogy of freak discourse in modernity. Freakery: Cultural spectacles of the extraordinary body, pp.1-19.
Garland-Thomson, R., 2005. Feminist disability studies. Signs: Journal of women in Culture and Society. 30(2), 1557-1587
Garland-Thompson, R., (2009). Staring: How we look. Oxford: Oxford University Press. 
Gee, J. P. (1991). The narrativization of experience in the oral style. In: C. Mitchell, and K. Weilek, eds. Rewriting Literacy Culture and the Discourse of the Other. New York: Bergin and Garvey. pp. 77-101
Georgakopoulou, A., (2015). Small stories research. In: A. De Fina, A. Georgakopoulou, eds. The handbook of narrative analysis. Chichester: Blackwell.  pp.255-271.
Giangreco, M.F., 2010. Utilization of teacher assistants in inclusive schools: Is it the kind of help that helping is all about?. European journal of special needs education. 25(4), 341-345.
Giangreco, M.F., & Doyle, M.B. (2007). Teacher assistants in inclusive schools. In L. Florian, ed. The SAGE handbook of special education. London: Sage. pp. 429-439
Giangreco, M.F., Edelman, S.W., Luiselli, T.E. and MacFarland, S.Z., 1997. Helping or hovering? Effects of instructional assistant proximity on students with disabilities. Exceptional children, 64(1), 7-18.
Giangreco, M.F., Edelman, S.W., Broer, S.M. and Doyle, M.B., 2001. Paraprofessional support of students with disabilities: Literature from the past decade. Exceptional Children. 68(1), 45-63.
Gibson, B., Mistry, B., Smith, B., Yoshida, K. K., Abbott, D., Lindsay S. &Hamdani, Y., 2014. Becoming men: Gender, disability, and transitioning to adulthood. Health. 18(1), 95-114. 
Gibson, B.E., King, G., Teachman, G., Mistry, B. and Hamdani, Y., 2017. Assembling activity/setting participation with disabled young people. Sociology of health & illness. 39(4), 497-512.
Giese, M. and Ruin, S., 2018. Forgotten bodies–an examination of physical education from the perspective of ableism. Sport in Society. 21(1), 152-165.
Giles, J.W. and Heyman, G.D., 2005. Young children's beliefs about the relationship between gender and aggressive behavior. Child development. 76(1), 107-121.
Gimlin, D., 2006. The absent body project: Cosmetic surgery as a response to bodily dys-appearance. Sociology. 40(4), .699-716. 
Gini, G. and Pozzoli, T., 2009. Association between bullying and psychosomatic problems: A meta-analysis. Pediatrics. 123(3), 1059-1065.
Goodley, D., 2007a. Towards socially just pedagogies: Deleuzoguattarian critical disability studies. International journal of inclusive education. 11(3), 317-334.
Goodley, D., 2007b. Becoming rhizomatic parents: Deleuze, Guattari and disabled babies. Disability & Society. 22(2), 145-160.
Goodley, D., (2012). The psychology of disability. In: N. Watson, A. Roulstone, C. Thomas, eds. Routledge handbook of disability studies. London: Routledge. pp. 310-323.
Goodley, D., 2013. Dis/entangling critical disability studies. Disability & Society. 28(5), 631-644.
Goodley, D., (2014). Dis/ability studies: Theorising disablism and ableism. Oxon: Routledge.
Goodley, D., (2016). Disability studies: An interdisciplinary introduction. 2nd edition. London: Sage.
Goodley, D., 2018. Understanding disability: Biopsychology, biopolitics, and an in-between-all politics. Adapted Physical Activity Quarterly. 35(3), 308-319.
Goodley, D., (2020). How do we understand the past, present and future of disabled childhoods? In: D. Goodley, K. Runswick-Cole and K. Liddiard, eds. Interventions in Disabled Childhood Studies. Sheffield: iHuman Press. Chapter 2.
Goodley, D., Hughes, B. and Davis, L., (2012). In: Goodley, D., B. Hughes, L. Davis, eds. Introducing disability and social theory. In Disability and Social Theory. London: Palgrave Macmillan. pp. 1-14. 
Goodley, D. and Lawthom, R., (2013). The disavowal of uncanny disabled children: Why non-disabled people are so messed up around childhood disability. In: T. Curran, K. Runswick-Cole, eds. Disabled Children’s Childhood Studies. London: Palgrave Macmillan. pp. 164-179.
Goodley, D., Lawthom, R., Clough, P. & Moore, M., (2004). Researching Life Stories Method, theory and analyses in a biographical age. London and New York: RoutledgeFarmer. 
Goodley, D., Lawthom, R., Liddiard, K. and Runswick-Cole, K., 2019. Provocations for critical disability studies. Disability & Society. 34(6), 972-997.
Goodley, D., Lawthom, R. and Runswick-Cole, K.., 2014. Posthuman disability studies. Subjectivity. 7(4), 342-361.
Goodley, D. and Runswick‐Cole, K., 2010a. Len Barton, inclusion and critical disability studies: Theorising disabled childhoods. International Studies in Sociology of Education. 20(4), .273-290.
Goodley, D. and Runswick‐Cole, K., 2010b. Emancipating play: Dis/abled children, development and deconstruction. Disability & society. 25(4), 499-512.
Goodley, D. and Runswick‐Cole, K., 2011a. The violence of disablism. Sociology of health & illness. 33(4), 602-617.
Goodley, D. and Runswick‐Cole, K., 2011b. Problematising policy: conceptions of ‘child’, ‘disabled’ and ‘parents’ in social policy in England. International Journal of Inclusive Education. 15(1), 71-85.
Goodley, D. and Runswick-Cole, K., 2012a. Reading Rosie: The postmodern disabled child. Educational and child psychology. 29(2), 53-66.
Goodley, D. and Runswick-Cole, K., 2013. The body as disability and possability: Theorizing the ‘leaking, lacking and excessive’ bodies of disabled children. Scandinavian Journal of Disability Research. 15(1), 1-19.
Goodley, D. and Runswick Cole, K., 2015a. Critical psychologies of disability: Boundaries, borders and bodies in the lives of disabled children. Emotional and Behavioural Difficulties. 20(1), 51-63.
Goodley, D. and Runswick-Cole, K., 2015b. Thinking about Schooling through Dis/Ability. In: T. Corcoran, J. White, B. Whitburn, eds. Disability Studies. Innovations and Controversies (Interrogating Educational Change). Rotterdam: Sensepublishers. pp. 241-253.
Goodley, D., Runswick-Cole, K. and Liddiard, K., 2016. The dishuman child. Discourse: Studies in the Cultural Politics of Education. 37(5), 770-784.
Gordon, M., Crouthamel, C., Post, E.M. and Richman, R.A., 1982. Psychosocial aspects of constitutional short stature: social competence, behavior problems, self-esteem, and family functioning. The Journal of paediatrics. 101(3), 477-480.
Graham, L. J. and Slee, R., 2008. An illusory interiority: Interrogating the discourse/s of inclusion. Educational philosophy and theory. 40(2), 277-293.
Grant, E., (2019). [So often, when I tell average height friends of the abuse that I - a person with dwarfism - and so many others just like me receive, almost daily, from strangers in the street, they react with incredulity] [Twitter]. 19 June 2019. [25 June 2019 accessed]. Available at: https://www.manchestereveningnews.co.uk/news/greater-manchester-news/jimmy-carr-dwarf-abortion-joke-16452437 
Great Britain. Department for Education. (2017). ‘Preventing and tackling bullying: Advice for headteachers, staff and governing bodies. Available at: https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/623895/Preventing_and_tackling_bullying_advice.pdf 
Great Britain. UK Government (n.d.). Disability Rights/Reasonable adjustments. Available at: https://www.gov.uk/rights-disabled-person/education-rights 
Greenstein, A., 2015. Radical inclusive education: Disability, teaching and struggles for liberation. East Sussex: Routledge.
Groven, K.S., Råheim, M. and Engelsrud, G., 2013. Dis-appearance and dys-appearance anew: living with excess skin and intestinal changes following weight loss surgery. Medicine, Health Care and Philosophy. 16(3), 507-523.
Gubrium, J. F. & Holstein, J. A., (2009). Analyzing Narrative Reality. London: Sage. 
Guillemin, M. & Gillam, L. (2004) ‘Ethics, Reflexivity, and ‘‘Ethically Important Moments’’ in Research’, Qualitative Inquiry. 10(2), 261-280.
Haggerty, K., (2006). Tear down the walls: On demolishing the panopticon”. In: D. Lyon, ed. Theorising surveillance: The panopticon and beyond. Uffculme, Devon: Willan Publishing. pp. 23-45. 
Halse, C., and Honey, A. (2007). Rethinking ethics review as institutional discourse. Qualitative inquiry. 13(3), 336-352.
Hamdan, A., 2009. Reflexivity of discomfort in insider-outsider educational research. McGill Journal of Education/Revue des sciences de l'éducation de McGill. 44(3), 377-404.
Hamraie, A., 2017. Building access: Universal design and the politics of disability. Minneapolis: University of Minnesota Press.
Hancock, R. and Eyres, I., 2004. Implementing a required curriculum reform: teachers at the core, teaching assistants on the periphery?. Westminster Studies in Education, 27(2), 223-235.
Hanisch, Carol (1969) The Personal is Political. Archive text available at: http://www.carolhanisch.org/CHwritings/PIP.html  [accessed 15 February 2020).
Hardin, B. and Hardin, M., 2004. Distorted pictures: Images of disability in physical education textbooks. Adapted physical activity quarterly. 21(4), 399-413.
Hargreaves, J. and Anderson, E., (2014). ‘My biggest disability is I’m a male!’ The role of sport in negotiating the dilemma of disabled masculinity. In: J. Hangreaves, E. Anderson, eds. Routledge Handbook of Sport, Gender and Sexuality. Oxon: Routledge. pp. 209-217. 
Harris, J. and Roberts, K., 2003. Challenging barriers to participation in qualitative research: Involving disabled refugees. International Journal of Qualitative Methods. 2(2), 14-22.
Harrison, J., MacGibbon, L. and Morton, M., 2001. Regimes of trustworthiness in qualitative research: The rigors of reciprocity. Qualitative inquiry. 7(3), 323-345.
Hart, R., 2002. Containing children: some lessons on planning for play from New York City. Environment and Urbanization. 14(2), 135-148.
Harwood, V., 2001. Foucault, narrative and the subjugated subject: doing research with a grid of sensibility. The Australian Educational Researcher. 28(3),141-166.
Heider, J.D., Scherer, C.R. and Edlund, J.E., 2013. Cultural stereotypes and personal beliefs about individuals with dwarfism. The Journal of social psychology. 153(1), 80-97.
Heineck, G., 2005. Up in the skies? The relationship between body height and earnings in Germany. Labour. 19(3), 469-489.
Hemmingsson, H., Borell, L. and Gustavsson, A. 2003. Participation in school: School assistants creating opportunities and obstacles for pupils with disabilities. OTJR‐Occupation, Participation and Health. 23(3), 88–98.
Herndon, A., 2002. Disparate but disabled: Fat embodiment and disability studies. Nwsa Journal, 14(3), 120-137.
Hickey-Moody, A.C., 2009. Unimaginable bodies: Intellectual disability, performance and becomings. Place of publication: Sense.
Hochschild, A.R., 1979. Emotion work, feeling rules, and social structure. American journal of sociology. 85(3), 551-575.
Hodge, N. and Runswick‐Cole, K., 2008. Problematising parent–professional partnerships in education. Disability & Society. 23(6), 637-647.
Hodge, N. and Runswick-Cole, K., 2013. ‘They never pass me the ball’: exposing ableism through the leisure experiences of disabled children, young people and their families. Children's Geographies. 11(3),311-325.
Hoffman, E. (2007). Open-ended interviews, power, and emotional labour. Journal of Contemporary Ethnography. 36, 318-346.
Hollander, J.A. and Einwohner, R.L., 2004, December. Conceptualizing resistance. Sociological forum. 19, (4), 533-554). Kluwer Academic Publishers-Plenum Publishers.
Holmes, C.S., Hayford, J.T. and Thompson, R.G., 1982. Parents' and teachers' differing views of short children's behaviour. Child: Care, Health and Development. 8(6), 327-336.
Holmes, C.S., Thompson, R.G. and Hayford, J.T., 1984. Factors related to grade retention n children with short stature. Child: care, health and development. 10(4),.199-210.
Holt, L., 2004a. Childhood disability and ability:(Dis) ableist geographies of mainstream primary schools. Disability Studies Quarterly. 24(3), n. p.
Holt, L., 2004b. Children with mind–body differences: performing disability in primary school classrooms. Children's Geographies. 2(2), 219-236.
Holt, L., 2007. Children's sociospatial (re) production of disability within primary school playgrounds. Environment and Planning D: Society and Space. 25(5), 783-802.
Holt, L., Lea, J. and Bowlby, S., 2012. Special units for young people on the autistic spectrum in mainstream schools: sites of normalisation, abnormalisation, inclusion, and exclusion. Environment and Planning A. 44(9), 2191-2206.
Holt, L., Bowlby, S. and Lea, J., 2017. “Everyone knows me…. I sort of like move about”: The friendships and encounters of young people with Special Educational Needs in different school settings. Environment and Planning a. 49(6), 1361-1378.
hooks, b. 1989. Talking back: Thinking feminist, thinking black. Boston: South End Press.
hooks, b. 1990. Postmodern blackness. Yearning: Race, Gender and Cultural Politics. Boston, MA: South End Press), pp. 23-31. 
hooks, b. 1994. Teaching to Transgress: Education As the Practice of Freedom. New York: Routledge. 
Hope, A., 2009. CCTV, school surveillance and social control. British Educational Research Journal. 35(6), 891-907.
Hook, Derek (2004). Frantz Fanon, Steve Biko, ‘psychopolitics’ and critical psychology [online]. London: LSE Research Online. Available at: http://eprints.lse.ac.uk/961

Horton, J., Kraftl, P. and Tucker, F., 2008. The challenges of ‘Children's Geographies’: a reaffirmation. Children's Geographies. 6(4), 335-348.
Horton, P., 2011. School bullying and social and moral orders. Children & society, 25(4), 268-277.
Horton, P., 2016a. Portraying monsters: framing school bullying through a macro lens. Discourse: Studies in the Cultural Politics of Education, 37(2), 204-214.
Horton, P., 2016b. Unpacking the bullying doll: Reflections from a fieldwork at the social-ecological square. Confero. 4(1), 71-95.
Horton, P., 2019. The bullied boy: masculinity, embodiment, and the gendered social-ecology of Vietnamese school bullying. Gender and Education. 31(3), 394-407)
Horton, P. and Forsberg, C., 2015. Essays on school bullying: Theoretical perspectives on a contemporary problem. Confero: Essays on Education, Philosophy and Politics. 3(2), 6-16.
Howard, R. and Ford, J. (2007). The roles and responsibilities of teacher aides supporting students with special needs in secondary school settings. Australasian Journal of Special Education. 31(1), 25-43.
Hoy, D. Couzens (2004). Critical resistance. Cambridge, MA: MIT Press.
Huang, C.J. and Brittain, I., 2006. Negotiating identities through disability sport. Sociology of sport journal, 23(4), 352-375.
Hughes, B., 2000. Medicine and the aesthetic invalidation of disabled people. Disability & Society. 15(4), 555-568.
Hughes, B., (2002). Disability and the body. In: C. Barnes, L. Barton, M. Oliver, eds. Disability studies today. Cambridge, Polity Press. pp. 58-76. 
Hughes, B., 2007. Being disabled: Towards a critical social ontology for disability studies. Disability & Society. 22(7), 673-684.
Hughes, B., 2009. Disability activisms: Social model stalwarts and biological citizens. Disability & Society. 24(6), 677-688.
Hughes, B. (2012). Civilising Modernity and the Ontological Invalidation of Disabled People. In: D. Goodley, B. Hughes, L. Davis, eds. Disability and Social Theory: New Developments and Directions. Basingstoke: Palgrave Macmillan. pp 17-32.
[bookmark: _Hlk37006634][bookmark: _Hlk37006504]Hughes, B., Goodley, D. and Davis, L., (2012). Conclusion. In: D. Goodley, B. Hughes, L. Davis, eds. Disability and social theory. Basingstoke: Palgrave Macmillan. pp. 308-317.
Hughes, B. and Paterson, K. 1997. The social model of disability and the disappearing body. Disability & Society. 15(4), 555–568.
Hunt, P. (1981) Settling Accounts with the Parasite People, Disability Challenge London, Union of the Physically Impaired Against Segregation, No. 2, pp. 37-50.
Hunter, J., Runswick‐Cole, K., Goodley, D. and Lawthom, R., 2019. Plans that work: improving employment outcomes for young people with learning disabilities. British Journal of Special Education. 1-18.
Husserl, E. (1970). The Crisis of European Sciences and Transcendental Phenomenology: An Introduction to Phenomenological Philosophy. Evanston: Northwestern University Press.
Huuki, T. and Renold, E., 2016. Crush: mapping historical, material and affective force relations in young children's hetero-sexual playground play. Discourse: Studies in the Cultural Politics of Education. 37(5), 754-769.
Hyden, M. (2013) Narrating Sensitive topics. In: M. Andrews, C. Squire, M. Tamboukou, eds. Doing Narrative Research. London: Sage. pp. 223-239. 
Hydén, L. C. (2013). Bodies, embodiment and stories. In: M. Andrews, C. Squire, M. Tamboukou, eds. Doing Narrative Research. London: Sage. pp.126-141.
Imrie, R., 2003. Architects' conceptions of the human body. Environment and Planning D: Society and Space. 21(1), 47-65.
Ingrey, J.C., 2012. The public school washroom as analytic space for troubling gender: investigating the spatiality of gender through students' self-knowledge. Gender and Education. 24(7), 799-817.
Isaacs, D., 2020. ‘I Don’t Have Time For This’: Stuttering and the Politics of University Time. Scandinavian Journal of Disability Research. 22(1), 58–67.
James, N., 2007. The use of email interviewing as a qualitative method of inquiry in educational research. British Educational Research Journal. 33(6), 963-976.
Johnston, K., Highfield, K. and Hadley, F., 2018. Supporting young children as digital citizens: The importance of shared understandings of technology to support integration in play‐based learning. British journal of educational technology. 49(5), 896-910.
Jones, L., Bellis, M.A., Wood, S., Hughes, K., McCoy, E., Eckley, L., Bates, G., Mikton, C., Shakespeare, T. and Officer, A., 2012. Prevalence and risk of violence against children with disabilities: a systematic review and meta-analysis of observational studies. The Lancet, 380(9845), 899-907.
Jorgensen, C., Schuh, M. and Nisbet, J., (2006). The inclusion facilitator’s guide. Baltimore MD: Paul H. Brookes.
Kafer, A., (2013). Feminist, queer, crip. Indiana: Indiana University Press.
Kaukiainen, A., Salmivalli, C., Lagerspetz, K., Tamminen, M., Vauras, M., Mäki, H. and Poskiparta, E., 2002. Learning difficulties, social intelligence, and self–concept: Connections to bully–victim problems. Scandinavian journal of psychology. 43(3), 269-278.
Kavanagh, A., (2018). I am visually impaired, but it doesn’t give you the right to grab me. Metro [online]. 31 July 2018. Viewed: 14 January 2019. Available at: https://metro.co.uk/2018/07/31/just-because-im-visually-impaired-it-doesnt-give-you-the-right-to-grab-me-7780931/
Kelly, B., 2005. ‘Chocolate… makes you autism’: impairment, disability and childhood identities. Disability & Society. 20(3), 261-275.
Kelly, P., 2001. Youth at risk: processes of responsibilization and individualization in the risk society. Discourse. 22(1), 23-34.
Kelnar, C.J.H., Albertsson-Wikland, K., Hintz, R.L., Ranke, M.B. and Rosenfeld, R.G., 1999. Should we treat children with idiopathic short stature?. Hormone Research in Paediatrics, 52(3), 150-157.
Kendrick, K., Jutengren, G. and Stattin, H., 2012. The protective role of supportive friends against bullying perpetration and victimization. Journal of adolescence. 35(4), 1069-1080.
Kenworthy, J. and Whittaker, J., 2000. Anything to declare? The struggle for inclusive education and children's rights. Disability & Society. 15(2), .219-231.
Kerry, T., 2005. Towards a typology for conceptualizing the roles of teaching assistants. Educational Review. 57(3), 373-384.
King, T., (2003). The truth about stories: A native narrative. Toronto: House of Anansi.
Kitchin, R., 1998. 'Out of Place', 'Knowing One's Place': Space, power and the exclusion of disabled people. Disability & Society. 13(3), 343-356.
Kitchin, R., 2000. The researched opinions on research: Disabled people and disability research. Disability & Society. 15(1), 25-47.
Kitchin, R., 2001. Using Participatory Action. Research Approaches in Geographical Studies of Disability: Some Reflections. Disability Studies Quarterly. 21(4), 61-69.
Kitchin, R. and Law, R., 2001. The socio-spatial construction of (in) accessible public toilets. Urban studies. 38(2), 287-298.
Kleinman, A., Das, V., Lock, M. and Lock, M.M. eds., (1997). Social suffering. London: University of California press.
Klomek, A.B., Sourander, A., Kumpulainen, K., Piha, J., Tamminen, T., Moilanen, I., Almqvist, F. and Gould, M.S., 2008. Childhood bullying as a risk for later depression and suicidal ideation among Finnish males. Journal of affective disorders. 109(1-2), 47-55.
Kochenderfer-Ladd, B. and Pelletier, M.E., 2008. Teachers' views and beliefs about bullying: Influences on classroom management strategies and students' coping with peer victimization. Journal of school psychology. 46(4), 431-453.
Kokko, T.H. and Pörhölä, M., 2009. Tackling bullying: Victimized by peers as a pupil, an effective intervener as a teacher?. Teaching and Teacher Education. 25(8), 1000-1008.
Kousholt, K., & Fisker, T. B., 2015. Approaches to Reduce Bullying in Schools–A Critical Analysis from the Viewpoint of First‐and Second‐Order Perspectives on Bullying. Children & Society. 29(6), 593-603.
Kranzler, J.H., Rosenbloom, A.L., Proctor, B., Diamond Jr, F.B. and Watson, M., 2000. Is short stature a handicap? A comparison of the psychosocial functioning of referred and nonreferred children with normal short stature and children with normal stature. The Journal of paediatrics. 136(1), 96-102.
Kristén, L., Patriksson, G. and Fridlund, B., 2002. Conceptions of children and adolescents with physical disabilities about their participation in a sports programme. European Physical Education Review. 8(2), 139-156.
Kristeva, J., (1982). The powers of horror: an essay on abjection. New York: Columbia University Press.
Kruse, R.J., 2002. Social spaces of little people: The experiences of the Jamisons. Social & Cultural Geography. 3(2), 175-191.
Kruse, II, R.J., 2003. Narrating intersections of gender and dwarfism in everyday spaces. Canadian Geographer/Le Géographe canadien. 47(4), 494-508.
Ktenidis, A. (2014). Secondary educational experiences of people with restricted growth: a qualitative research. M.A. Dissertation, University College London.
Ktenidis, A. (2017). Short Studies Justice: From “Arborescent” to “Rhizomatic” Growth. [Paper Presentation] In:  Canadian Disability Studies Association-Association Canadienne des Études sur L’Incapacité, May 31 – June 2, 2017 Congress of the Humanities and Social Sciences, Ryerson University, Toronto, Ontario.
Ktenidis, A. (2020). The Production of The Suffering Child/Young Person with Restricted Growth: who’s/whose Suffering? In: D. Goodley, K. Runswic-Cole, K. Liddiard, eds. Interventions in Disabled Childhood Studies. Sheffield: iHuman Press. 2020. Chapter 16.
Ktenidis, A., Goodley D., (2019). Handicap: rencontres humaines et posthumaines. In: Jean-Pierre Tabin, J,-P.,Piecek, M., Perrin, C., Probst, I. eds. Repenser la normalité Perspectives critiques sur le handicap. pp. 87-106.
Kumpulainen, K., Räsänen, E. and Puura, K., 2001. Psychiatric disorders and the use of mental health services among children involved in bullying. Aggressive Behavior: Official Journal of the International Society for Research on Aggression. 27(2), 102-110.
Kvale, S., 2007. Analyzing interviews. In. S. Kvale, ed. Doing interviews. London: Sage. pp.102-120.
Lalvani, P., 2015. Disability, stigma and otherness: Perspectives of parents and teachers. International Journal of Disability, Development and Education. 62(4), 379-393.
Landahl, J., 2013. The eye of power (-lessness): On the emergence of the panoptical and synoptical classroom. History of Education. 42(6), 803-821.
Law, C.M., 1987. The disability of short stature. Archives of disease in childhood. 62(8), 855-859. 
Leder, D. (1990). The absent body. Chicago and London: The University of Chicago Press.
Lee, J. M., Appugliese, D., Coleman, S.M., Kaciroti, N., Corwyn, R.F., Bradley, R.H., Sandberg, D.E. and Lumeng, J.C., 2009. Short stature in a population-based cohort: social, emotional, and behavioral functioning. Pediatrics. 124(3), 903-910.
Lee, P.D. and Rosenfeld, R.G., 1987. Psychosocial correlates of short stature and delayed puberty. Pediatric Clinics of North America. 34(4), 851-863.
LeFrançois, B.A. and Diamond, S., 2014. Queering the sociology of diagnosis: Children and the constituting of ‘mentally ill’ subjects. Journal of Critical Anti-Oppressive Social Inquiry. 1(1).
Liasidou, A., 2013. Intersectional understandings of disability and implications for a social justice reform agenda in education policy and practice. Disability & Society. 28(3), 299-312.
Liddiard, K., 2013. Reflections on the process of researching disabled people's sexual lives. Sociological Research Online. 18(3), 1-13.
Liddiard, K., (2018). The Intimate Lives of Disabled People. London: Routledge.
Liddiard, K., Curran, T. and Runswick-Cole, K., 2018. Concluding thoughts and future directions. In: K. Runswick-Cole, T. Curran, K. Liddiard, eds. The Palgrave handbook of disabled children’s childhood studies. London: Springer. pp.643-654.
Liddiard, K., Runswick‐Cole, K., Goodley, D., Whitney, S., Vogelmann, E. and Watts MBE, L., 2019. “I was Excited by the Idea of a Project that Focuses on those Unasked Questions” Co‐Producing Disability Research with Disabled Young People. Children & Society. 33(2), 154-167.
Liddiard, K. and Slater, J., 2018. ‘Like, pissing yourself is not a particularly attractive quality, let’s be honest’: Learning to contain through youth, adulthood, disability and sexuality. Sexualities. 21(3), 319-333.
Light, R. and Kirk, D., 2000. High school rugby, the body and the reproduction of hegemonic masculinity. Sport, education and society. 5(2), 163-176.
Lilja, M. and Vinthagen, S., 2014. Sovereign power, disciplinary power and biopower: resisting what power with what resistance?. Journal of Political Power. 7(1), 107-126.
Limber, S.P., (2006). Peer victimization: The nature and prevalence of bullying among children and youth. In: N. E. Dowd, D.G. Singer, R.F. Wilson, eds. Handbook of children, culture, and violence. London: Sage. pp.331-332.
Limerick, B., Burgess‐Limerick, T. and Grace, M., 1996. The politics of interviewing: power relations and accepting the gift. International Journal of Qualitative Studies in Education. 9(4), 449-460.
Lindley, M. (1997). Coping with restricted growth. Restricted Growth Association, Leicestershire. Available at: http://www.restrictedgrowth.co.uk/Publications.html 
Livingstone, S. (2006) Opportunities and constraints framing children and young people’s internet use. In M. Consalvo et al. (Ed.), Internet Research Annual, Volume 4 (59-75). New York: Peter Lang.
Ljuslinder, K., Ellis, K. and Vikström, L., 2020. Cripping Time–Understanding the Life Course through the Lens of Ableism. Scandinavian Journal of Disability Research. 22(1), 35–38.
Lloyd, G. and Stead, J., 2001. ‘The boys and girls not calling me names and the teachers to believe me’. Name calling and the experiences of Travellers in school. Children & Society. 15(5), 361-374.
Lo Iacono, V., Symonds, P. and Brown, D.H., 2016. Skype as a tool for qualitative research interviews. Sociological Research Online. 21(2), 1-15.
Lubiano, W. (1991). Shuckin’ off the African-American native other: what’s “po-mo” got to do with it? Cultural Critique. 20, 149-186.
Lundblad, B. and Hellström, A.L., 2005. Perceptions of school toilets as a cause for irregular toilet habits among schoolchildren aged 6 to 16 years. Journal of School Health. 75(4), 125-128.
Lundblad, B., Hellström, A.L. and Berg, M., 2010. Children’s experiences of attitudes and rules for going to the toilet in school. Scandinavian journal of caring sciences. 24(2), 219-223.
MacArthur, J.A. and Gaffney, M., 2001. Bullied and teased or just another kid? The social experiences of students with disabilities at school. New Zealand Council for Educational Research.
MacArthur, J., Gaffney, M., Sharp, S. and Kelly, B., 2007. Disabled children negotiating school life: Agency, difference and teaching practice. The International Journal of Children's Rights. 15(1), 99-120.
MacBeath, J., Galton, M., Steward, S., MacBeath, A. and Page, C., (2006). The costs of inclusion. London: National Union of Teachers.
Mackenzie, S., 2011. ‘Yes, but...’: rhetoric, reality and resistance in teaching assistants' experiences of inclusive education. Support for learning. 26(2), 64-71.
Magnusson, P.K., Rasmussen, F. and Gyllensten, U.B., 2006. Height at age 18 years is a strong predictor of attained education later in life: cohort study of over 950 000 Swedish men. International Journal of Epidemiology. 35(3), 658-663.
Mallett, R. and Runswick-Cole, K., (2014). Approaching disability: Critical issues and perspectives. Oxon: Routledge.
Mallett, R. and Runswick-Cole, K., (2016). The “urge to know” normal: Theorising how impairment labels function. In: R. Mallett, C. Ogden, J. Slater, eds. Theorising normalcy and the mundane: Precarious positions.  Chester: University of Chester Press. pp.95-119.  
Mansaray, A.A., 2006. Liminality and in/exclusion: Exploring the work of teaching assistants. Pedagogy, Culture & Society. 14(2),171-187.
Martínez-Andrés, M., Bartolomé-Gutiérrez, R., Rodríguez-Martín, B., Pardo-Guijarro, M.J. and Martínez-Vizcaíno, V., 2017. “Football is a boys’ game”: children’s perceptions about barriers for physical activity during recess time. International journal of qualitative studies on health and well-being. 12(1), 1-10.
Mathiesen, T., 1997. The viewer society: Michel Foucault's Panopticon revisited. Theoretical criminology. 1(2), 215-234.
Maunder, R. and Tattersall, A.J., 2010. Staff experiences of managing bullying in secondary schools: The importance of internal and external relationships in facilitating intervention. Educational and Child Psychology. 27(1), 116-128. 
Mayeza, E., 2017. ‘Girls don’t play soccer’: Children policing gender on the playground in a township primary school in South Africa. Gender and education. 29(4), 476-494.
McAreavey, R. and Das, C., 2013. A delicate balancing act: Negotiating with gatekeepers for ethical research when researching minority communities. International Journal of Qualitative Methods. 12(1), 113-131.
McCormack, D., (2014). Queer Postcolonial Narratives and the Ethics of Witnessing. New York: Bloomsbury Academic.
McCruer, R., (2006). Crip theory: cultural signs of queerness and disability. Ney York: New York University Press. 
McGauley, G.A., 1989. Quality of life assessment before and after growth hormone treatment in adults with growth hormone deficiency. Acta Pædiatrica., 78, 70-72.
McGauley, G., Cuneo, R., Salomon, F. and Sönksen, P.H., 1996. Growth hormone deficiency and quality of life. Hormone Research in Paediatrics. 45(1-2), 34-37.
McGuire, A., 2010. Disability, Non-disability and the Politics of Mourning: Re-conceiving the 'we'. Disability Studies Quarterly. 30(3/4), n.p.
McKnight, L. and Whitburn, B., 2017. The fetish of the lens: Persistent sexist and ableist metaphor in education research. International Journal of Qualitative Studies in Education. 30(9), 821-831.
McLaughlin, J. (1997). An Ethic of Care: A Valuable Political Tool? Politics. 17(1), 17-23.
McLaughlin, J., 2019. Valuing Care and Support in an Era of Celebrating Independence: Disabled Young People’s Reflections on Their Meaning and Role in Their Lives. Sociology. 1-17. 
McLaughlin, J. and Coleman-Fountain, E., 2014. The unfinished body: The medical and social reshaping of disabled young bodies. Social Science & Medicine. 120, 76-84.
McLaughlin, J. and Coleman-Fountain, E., (2018). Pursuit of ordinariness: Dynamics of conforming and resisting in disabled young people’s embodied practices. In: G. Thomas, D. Sakellariou, eds. Disability, Normalcy, and the Everyday. London: Routledge. pp. 79-99.
McLaughlin, J. and Coleman-Fountain, E., 2019. Visual methods and voice in disabled childhoods research: Troubling narrative authenticity. Qualitative Research. 19(4), 363-381.
McMaugh, A., 2011. En/countering disablement in school life in Australia: Children talk about peer relations and living with illness and disability. Disability & Society. 26(7), 853-866.
McVittie, E., 2005. The role of the teaching assistant: an investigative study to discover if teaching assistants are being used effectively to support children with special educational needs in mainstream schools. Education 3-13. 33(3), 26-31.
Medeiros, A., (2016). Heightened expectations: The rise of the human growth hormone industry in America. Alabama: University of Alabama Press.
Meekosha, H. and Shuttleworth, R., 2009. What's so ‘critical’ about critical disability studies?. Australian Journal of Human Rights. 15(1), 47-75.
Meissel, K., Meyer, F., Yao, E.S. and Rubie-Davies, C.M., 2017. Subjectivity of teacher judgments: Exploring student characteristics that influence teacher judgments of student ability. Teaching and Teacher Education. 65, 48-60.
Michalko, R., (2002). The difference that disability makes. Place of publication: Temple University Press.
Michalko, R., 2009. The excessive appearance of disability. International Journal of Qualitative Studies in Education. 22(1), 65-74.
Michalko, R., 2010. What’s Cool about Blindness?. Disability Studies Quarterly. 30(3/4), n. p.
Migliaccio, T. and Raskauskas, J., (2015). Bullying as a social experience: Social factors, prevention and intervention. Ashgate Publishing.
Milanese, S. and Grimmer, K., 2004. School furniture and the user population: an anthropometric perspective. Ergonomics. 47(4), 416-426.
Millei, Z., and Cliff, K., 2013. The Preschool Bathroom: Making ‘Problem Bodies’ and the Limit of the Disciplinary Regime Over Children. British Journal of Sociology of Education. 35(2), 244–262. 
Mills, C., 2014. Psychotropic childhoods: global mental health and pharmaceutical children. Children & society. 28(3), 194-204.
Mills, C. and Lefrancois, B.A., 2018. Child as metaphor: Colonialism, psy-governance, and epistemicide. World Futures. 74(7-8), 503-524.
Mishna, F., 2004. A qualitative study of bullying from multiple perspectives. Children & Schools. 26(4), 234-247.
Moloney, S., 2011. Focus groups as transformative spiritual encounters. International journal of qualitative methods. 10(1), 58-72.
Money, J. and Pollitt, E., 1966. Studies in the psychology of dwarfism: II. Personality maturation and response to growth hormone treatment in hypopituitary dwarfs. The Journal of paediatrics. 68(3), 381-390.
Morris, J., 1991. 'Us' and 'them'? Feminist research, community care and disability. Critical Social Policy. 11(33), 22-39.
Morris, J., (1998). Accessing human rights: disabled children and the Children Act. Barkingside, Essex: Barnardo's.
Morris, J., 2003. Including all children: finding out about the experiences of children with communication and/or cognitive impairments. Children & society. 17(5), 337-348.
Morrison, M., 2015. Growth hormone, enhancement and the pharmaceuticalisation of short stature. Social Science & Medicine. 131, 305-312.
Morrison, M., 2019. Valuing height: diagnosis, valuation and the case of idiopathic short stature. Sociology of health & illness. 41(3), 502-516.
Mortier, K., Desimpel, L., De Schauwer, E. and Van Hove, G., 2011. ‘I want support, not comments’: children's perspectives on supports in their life. Disability & Society. 26(2), 207-221.
Mortier, K., Van Hove, G. and De Schauwer, E., 2010. Supports for children with disabilities in regular education classrooms: an account of different perspectives in Flanders. International Journal of Inclusive Education. 14(6), 543-561.
Moyles, J. and Suschitzky, W., 1997. The employment and deployment of classroom support staff: head teachers’ perspectives. Research in Education. 58(1), 21-34.
Mullings, B. 1999. Insider or outsider, both or neither: Some dilemmas of interviewing in a cross-cultural setting. Geoforum. 30, 337–350.
Murray, S., 2012. Marked as ‘pathological’: ‘Fat ’bodies as virtual confessors. In: J. Wright, V. Harwood, eds. Biopolitics and the 'Obesity Epidemic'. London: Routledge. pp.86-98.
Myers, D. and Mulholland, C., (2014). Disabled children and young people’s experiences of using school toilets Survey of Parents and Carers Summary Report for Scotland’s Commissioner for Children and Young People. Scotland: Ipsos Mori, 
Myers, D. (2015) School toilets and the experiences of children and young people with a disability the views of parents and carers. Scotland: Ipsos Morri. Available from: https://www.cypcs.org.uk/ufiles/Flushed-with-success-the-views-of-parents-and-carers.pdf
Naylor, P., Cowie, H., Cossin, F., de Bettencourt, R. and Lemme, F., 2006. Teachers' and pupils' definitions of bullying. British journal of educational psychology. 76(3), 553-576.
Newman‐Carlson, D. and Horne, A.M., 2004. Bully busters: A psychoeducational intervention for reducing bullying behavior in middle school students. Journal of Counseling & Development. 82(3), 259-267.
Norris, M. (2015). The complexities of ‘otherness’: reflections on embodiment of a young White British woman engaged in cross-generation research involving older people in Indonesia. Ageing & Society. 35, 986-1010.  
Novick, R.M. and Isaacs, J., 2010. Telling is compelling: The impact of student reports of bullying on teacher intervention. Educational Psychology. 30(3), 283-296.
O’Moore, A.M. and Hillery, B., 1989. Bullying in Dublin schools. The Irish Journal of Psychology. 10(3), 426-441.
O’Neill, C., 2019. Unwanted appearances and self-objectification: The phenomenology of alterity for women in leadership. Leadership. 15(3), 296-318.
Oakley, A., (1981) Interviewing women: A contradiction in terms? In: H. Roberts, ed. Doing Feminist Research. London: Routledge and Kegan Paul. pp. 30–61.
Oakley, A., (2007). Fracture: Adventures of a Broken Body. Bristol: Policy
Oakley, A., 2016. Interviewing women again: Power, time and the gift. Sociology. 50(1), 195-213.
Oliver, C. and Candappa, M., 2007. Bullying and the politics of ‘telling’. Oxford Review of Education. 33(1), 71-86.
Oliver, M., (1983). Social Work with Disabled People. Basingstoke: Macmillan. 
Oliver, M., (1990). Politics of disablement. Basingstoke: Macmillan. 
Oliver, M. (1996) A sociology of disability or a disability sociology. In: L. Barton, ed. Disability & Society: emerging issues and insights (Harlow, Longman).
Oliver, M., 2013. The social model of disability: Thirty years on. Disability & society. 28(7), 1024-1026.
Olweus, D., (1993). Bullying at school: what we know and what we can do. Cambridge, MA: Blackwell. 
Osensky, T.S., 2017. Shortchanged: Height Discrimination and Strategies for Social Change. University Press of New England.
Overboe, J., 2007. Disability and Genetics: Affirming the Bare Life (the State of Exception). Canadian Review of Sociology, 44 (2), 219–235.
Paechter, C., 2011. Gender, visible bodies and schooling: cultural pathologies of childhood. Sport, Education and Society. 16(3), 309-322.
Paechter, C. and Clark, S., 2007. Learning gender in primary school playgrounds: findings from the Tomboy Identities Study. Pedagogy, Culture & Society. 15(3), 317-331.
Parker, A., 1996. The Construction of Masculinity within Boys’ Physical Education [1]. Gender and education. 8(2), 141-158.
Paterson, K., (2001). Disability Studies and Phenomenology: Finding a Space for both the Carnal and the Political. In: S. Cunningham-Burley, K. Backett-Milburn, eds. Exploring the body. London: Palgrave Macmillan. pp. 81-97.
Paterson, K. and Hughes, B., 1999. Disability studies and phenomenology: The carnal politics of everyday life. Disability & Society. 14(5), 597-610.
Paterson, K. and Hughes, B. (2000) Disabled bodies. In: P. Hancock, B. Hughes, E. Jagger, K. Paterson, R. Russell, E. Tulle-Winton and M. Tyler, eds. The Body, Culture, and Society: An Introduction. Buckingham: Open University Press. pp. 29-44.
Perryman, J., Maguire, M., Braun, A. and Ball, S., 2018. Surveillance, governmentality and moving the goalposts: The influence of Ofsted on the work of schools in a post-panoptic era. British journal of educational studies. 66(2), 145-163.
Persico, N., Postlewaite, A. and Silverman, D., 2004. The effect of adolescent experience on labor market outcomes: The case of height. Journal of Political Economy. 112(5), 1019-1053.
Petherick, L., 2013. Producing the young biocitizen: secondary school students' negotiation of learning in physical education. Sport, Education and Society. 18(6), 711-730.
Petherick, L., 2018. Race and culture in the secondary school health and physical education curriculum in Ontario, Canada. Health Education. 118(2), 144-158.
Pickering, L., 2010. Toilets, bodies, selves: Enacting composting as counterculture in Hawai’i. Body & Society. 16(4), 33-55.
Pike, J., 2008. Foucault, space and primary school dining rooms. Children's Geographies. 6(4), 413-422.
Pillow, W., 2003. Confession, catharsis, or cure? Rethinking the uses of reflexivity as methodological power in qualitative research. International journal of qualitative studies in education, 16(2), 175-196.
Pollitt, E. and Money, J., 1964. Studies in the psychology of dwarfism. I. Intelligence quotient and school achievement. The Journal of paediatrics. 64(3), 415-421.
Powell, M. A., McArthur, M., Chalmers, J., Graham, A., Moore, T., Spriggs, M., & Taplin, S., 2018. Sensitive topics in social research involving children. International Journal of Social Research Methodology. 21(6), 647-660.
Prellwitz, M., Tamm, M. and Lindqvist, R., 2001. Are playgrounds in Norrland (northern Sweden) accessible to children with restricted mobility?. Scandinavian Journal of Disability Research, 3(1), 56-68.
Prensky, M. (2001). Digital Natives, Digital Immigrants, Part 1, On The Horizon.  9(5), 3-6.
Price, M., (2011). Mad at school: Rhetorics of mental disability and academic life. USA: University of Michigan Press.
Priestley, M., 1998. Childhood disability and disabled childhoods: Agendas for research. Childhood. 5(2), 207-223.
Priestley, M., Corker, M. and Watson, N., 1999. Unfinished business: Disabled children and disability identity. Disability Studies Quarterly. 19(2), 87-98.
Pringle, R., 2008. ‘No rugby—no fear’: collective stories, masculinities and transformative possibilities in schools. Sport, Education and Society. 13(2), 215-237.
Pritchard, E., 2014. The social and spatial experiences of dwarfs within public spaces. Ph.D. thesis, University of Newcastle Upon Tyne [Viewed 14 October 2018]. Available from: https://ethos.bl.uk/OrderDetails.do?uin=uk.bl.ethos.654905
Pritchard, E., 2016. The spatial experiences of dwarfs within public spaces. Scandinavian Journal of Disability Research. 18(3), 191-199.
Pritchard, E., 2017. Cultural Representations of dwarfs and their disabling affects on dwarfs in society. Considering Disability Journal. 1, 1-31. 
Pritchard, E., (2019). Hate speech and dwarfism: The influence of cultural representations. In: M. Sherry, T. Olsen, J. S. Vedeler, J. Eriksen, eds.  Disability Hate Speech Social, cultural and political contexts.  London: Routledge. pp. 116-128
Pritchard, E. 2020. Incongruous encounters: the problem of accessing accessible spaces for people with dwarfism, Disability & Society. 1-20.
Pultz, S., 2018. Flexibility in Research Design: How Unexpected Events Can Improve Learning and Research. London: Sage. 
Pyer, M., Horton, J., Tucker, F., Ryan, S. and Kraftl, P., 2010. Children, young people and ‘disability’: challenging children's geographies?.Children’s Geographies. 8(1), 1-8.
Quitmann, J., Bloemeke, J., Silva N., Bullinger, M., Witt, S., Akkurt, I., Dunstheimer, D., Vogel, C., Böttcher, V., Krahl, U. K., Bettendorf, M., Schönau, E., Fricke-Otto, S., Keller, A., Mohnike, K. and  Dörr H-G., 2019. Quality of Life of Short-Statured Children Born Small for Gestational Age or Idiopathic Growth Hormone Deficiency Within 1 Year of Growth Hormone Treatment. Frontiers in Pediatrics. 7, 1-11.  
Rabiee P, Sloper P, Beresford B. 2005. Doing research with children and young people who do not use speech for communication. Children & Society. 19, 385–396
Radford, J., Bosanquet, P., Webster, R. and Blatchford, P., 2015. Scaffolding learning for independence: Clarifying teacher and teaching assistant roles for children with special educational needs. Learning and Instruction. 36, 1-10.
Rail, G., 2012. The birth of the obesity clinic: Confessions of the flesh, biopedagogies and physical culture. Sociology of Sport Journal. 29(2), 227-253.
Rail, G. and Lafrance, M., 2009. Confessions of the flesh and biopedagogies: discursive constructions of obesity on Nip/Tuck. Medical Humanities. 35(2), 76-79.
Ramadan, M.Z., 2011. Does Saudi school furniture meet ergonomics requirements?. Work, 38(2), 93-101.
Raskauskas, J.L., Gregory, J., Harvey, S.T., Rifshana, F. and Evans, I.M., 2010. Bullying among primary school children in New Zealand: Relationships with prosocial behaviour and classroom climate. Educational Research. 52(1), 1-13.
Rasmussen, M.L., 2009. Beyond gender identity?. Gender and Education. 21(4), 431-447.
Razack, S., (1998). Looking white people in the eye: Gender, race, and culture in courtrooms and classrooms. Toronto, ON: University of Toronto Press.
Reeve, D., 2002. Negotiating psycho-emotional dimensions of disability and their influence on identity constructions. Disability & Society. 17(5), 493-508.
Reeve, D., 2004. Psycho-emotional dimensions of disability and the social model. Implementing the social model of disability: Theory and research. 83-100.
Reeve, D., (2006). Towards a psychology of disability: The emotional effects of living in a disabling society. In: D. Goodley and R. Lawthom, eds. Disability and Psychology: Critical Introductions and Reflections. London: Palgrave. pp. 94-107.
Reeve, D., (2012). Psycho-emotional disablism: The missing link?. In: N. Watson, A. Roulstone and C. Thomas, eds. Routledge Handbook of Disability Studies. London: Routledge. pp. 78- 92.
Reeve, D., (2014). Psycho-emotional disablism and internalised oppression. In: J Swain, S. French, C. Barnes & C. Thomas, eds. Disabling barriers - enabling environments. 3rd edition. London: Sage. pp. 92-98.
Rice, C. (2009). Imagining the Other? Ethical Challenges of Researching and Writing Women’s Embodied Lives. Feminism & Psychology. 19(2), 245–66.
Rice, C., Chandler, E., Liddiard, K., Rinaldi, J. and Harrison, E., 2018. Pedagogical possibilities for unruly bodies. Gender and Education. 30(5), 663-682.
Rice, C. & Mundel, I. (2018) Story-Making as Methodology: Disrupting Dominant Stories through Multimedia Storytelling. Canadian review of Sociology. 55(2), 211-231. 
Rice, N., 2006. Promoting ‘epistemic fissures’: Disability studies in teacher education. Teaching Education. 17(3), 251-264.
Richards, C., 2012. Playing under surveillance: Gender, performance and the conduct of the self in a primary school playground. British journal of sociology of education. 33(3), 373-390.
Richards, S. & Clark, J., (2018). Research with disabled children: Tracing the past, present and future. In: A. Boggis ed. Dis/abled Childhoods: A Transdisciplinary Approach. Switzerland: Palgrave Macmillan. pp.187-209.  
Richards, S., Clark, J., and Boggis, A., (2015). Ethical research with children: untold narratives and taboos. Basingstoke: Palgrave Macmillan. 
Riessman, C. K., 2003. Performing identities in illness narrative: Masculinity and multiple sclerosis. Qualitative research. 3(1), 5-33.
Riessman, C. K., (2005). Narrative analysis. In: N. Kelly, C. Horrocks, K. Milnes, B. Roberts, and D. Robinson, eds. Narrative, memory and everyday life. Huddersfield: University of Huddersfield Press. pp. 1–7. 
Riessman, C.K., (2015). Entering the Hall of Mirrors. Reflexivity and Narrative Research. In: A. De Fina, A. Georgakopoulou, eds. The handbook of narrative analysis. Chichester: John Wiley & Sons. pp. 219-238.
Rigby, K., (2002). New perspectives on bullying. London: Jessica Kingsley Publishers.
Rigby, K., (2008). Children and bullying: How parents and educators can reduce bullying at school. Oxford: Blackwell.
Riggs, C. G., & Mueller, P. H. (2001). Employment and utilization of paraeducators in inclusive settings. The Journal of Special Education. 35, 54–62.
Ringrose, J., 2008. ‘Just be friends’: exposing the limits of educational bully discourses for understanding teen girls’ heterosexualized friendships and conflicts. British journal of sociology of education. 29(5), 509-522.
Ringrose, J. and Renold, E., 2010. Normative cruelties and gender deviants: The performative effects of bully discourses for girls and boys in school. British Educational Research Journal. 36(4), 573-596.
Rockliffe, L., Chorley, A.J., Marlow, L.A. and Forster, A.S., 2018. It’s hard to reach the “hard-to-reach”: the challenges of recruiting people who do not access preventative healthcare services into interview studies. International journal of qualitative studies on health and well-being. 13(1), 1-12.
Rodkin, P.C. and Hodges, E.V., 2003. Bullies and victims in the peer ecology: Four questions for psychologists and school professionals. School Psychology Review. 32(3), 384-400.
Roets, G. 2009. “Unravelling Mr President‘s Nomad Lands: Travelling to Interdisciplinary Frontiers of Knowledge in Disability Studies.” Disability & Society. 24(6), 689–701. 
Rose, C. A. and Espelage, D. L., 2012. Risk and protective factors associated with the bullying involvement of students with emotional and behavioral disorders. Behavioral Disorders. 37(3), 133-148.
Rose, C. A., Espelage, D. L., Aragon, S. R. and Elliott, J., 2011. Bullying and victimization among students in special education and general education curricula. Exceptionality Education International. 21(3), 2-14.
Rose, C. A., Forber-Pratt, A. J., Espelage, D. L. and Aragon, S. R., 2013. The influence of psychosocial factors on bullying involvement of students with disabilities. Theory Into Practice, 52(4), pp.272-279. (add citation in text) 
Rose, C. A., Simpson, C. G. and Moss, A., 2015. The bullying dynamic: Prevalence of involvement among a large‐scale sample of middle and high school youth with and without disabilities. Psychology in the Schools. 52(5), 515-531.
Rosenberg, I.B., 2009. Height discrimination in employment. Utah L. Rev.,907-953
Rothblum, E.D. and Solovay, S. eds., (2009). The fat studies reader. London: NYU Press.
Rotnem, D., Genel, M., Hintz, R.L. and Cohen, D.J., 1977. Personality development in children with growth hormone deficiency. Journal of the American Academy of Child Psychiatry, 16(3), 412-426.
Rott, L., 2010. Why does growth hurt? The dual role of normalization and stigmatization in the experience of growth hormone treatment. Research in Social Science and Disability, 5, 253-277.
Rott, L., 2013. You’re so short!”: the stigma (and disability) of being a short woman'. Research in Social Science and Disability. 7, 207-240.
Rowe, D. (1998). Play up: Rethinking power and resistance. Journal of Sport and Social Issues. 22(3), 241-251.
Rubie-Davies, C.M., Blatchford, P., Webster, R., Koutsoubou, M. and Bassett, P., 2010. Enhancing learning? A comparison of teacher and teaching assistant interactions with pupils. School Effectiveness and School Improvement. 21(4), 429-449.
Runswick‐Cole, K., 2011. Time to end the bias towards inclusive education?. British Journal of Special Education. 38(3), 112-119.
Runswick-Cole, K. and Curran, T., (2013). Concluding thoughts and future directions. In: T. Curran, K. Runswick-Cole, eds. Disabled Children’s Childhood Studies. London: (pp. 196-199). Palgrave Macmillan. pp. 196-199.
Runswick-Cole, K., Curran, T. and Liddiard, K. eds., 2018a. The Palgrave Handbook of Disabled Children's Childhood Studies. London: Palgrave Macmillan.
Runswick‐Cole, K. and Goodley, D., 2013. Resilience: A disability studies and community psychology approach. Social and Personality Psychology Compass. 7(2), 67-78.
Runswick-Cole, K., Goodley, D. and Lawthom, R., 2018b. Resilience in the lives of disabled children: A many splendoured thing. In: K. Runswick-Cole, T. Curran, K. Liddiard, eds. The Palgrave handbook of disabled children’s childhood studies. London: Palgrave Macmillan. pp.425-442.
Rutherford, G., 2012. In, out or somewhere in between? Disabled students' and teacher aides' experiences of school. International Journal of Inclusive Education. 16(8), 757-774.
Ryan, A. and Morgan, M., 2011. Bullying in secondary schools: Through a discursive lens. Kotuitui: New Zealand Journal of Social Sciences Online. 6(1-2), 1-14.
Ryan, S. and Runswick‐Cole, K., 2008. Repositioning mothers: Mothers, disabled children and disability studies. Disability & Society. 23(3), 199-210.
Ryan, S. and Runswick-Cole, K., 2009. From advocate to activist? Mapping the experiences of mothers of children on the autism spectrum. Journal of Applied Research in Intellectual Disabilities. 22(1), 43-53.
Saarni, L., Nygård, C.H., Kaukiainen, A. and Rimpelä, A., 2007. Are the desks and chairs at school appropriate?. Ergonomics. 50(10), 1561-1570.
Salmivalli, C. and Nieminen, E., 2002. Proactive and reactive aggression among school bullies, victims, and bully‐victims. Aggressive Behavior: Official Journal of the International Society for Research on Aggression. 28(1), 30-44.
Samuels, E., 2017. Six ways of looking at crip time. Disability Studies Quarterly. 37(3), n.p.
Sandberg, D.E., 2003. Quality of life and self-esteem in children treated for idiopathic short stature. The Journal of paediatrics. 143(5), 691.
Sanghera, G.S. and Thapar-Björkert, S., 2008. Methodological dilemmas: Gatekeepers and positionality in Bradford. Ethnic and racial studies. 31(3), 543-562.
Savanur, C.S., Altekar, C.R. and De, A., 2007. Lack of conformity between Indian classroom furniture and student dimensions: proposed future seat/table dimensions. Ergonomics. 50(10), 1612-1625.
Saylor, C.F. and Leach, J.B., 2009. Perceived bullying and social support in students accessing special inclusion programming. Journal of Developmental and Physical Disabilities. 21(1), 69-80.
Scambler, S., 2005. Exposing the limitations of disability theory: The case of juvenile Batten disease. Social Theory & Health. 3(2), 144-164.
Schäfer, M., Korn, S., Smith, P.K., Hunter, S.C., Mora‐Merchán, J.A., Singer, M.M. and Van der Meulen, K., 2004. Lonely in the crowd: Recollections of bullying. British Journal of Developmental Psychology. 22(3), 379-394.
Schalk, S., 2016. Reevaluating the supercrip. Journal of Literary & Cultural Disability Studies. 10(1), 71-86. 
Schalk, S., 2017. Critical disability studies as methodology. Lateral. 6(1), n.p
Schanke, A.K. and Thorsen, K., 2014. A life-course perspective on stigma-handling: resilience in persons of restricted growth narrated in life histories. Disability and rehabilitation. 36(17), 1464-1473.
Scheurich, J., 1995. A postmodernist critique of research interviewing. International Journal of Qualitative Studies in Education. 8(3), 239-252.
Scott, J. A., 2013. Problematizing a Researcher’s Performance of “Insider Status” An autoethnography of “Designer Disabled” Identity. Qualitative Inquiry. 19(2), 101-115. 
Scott, J.W., 1991. The evidence of experience. Critical inquiry. 17(4), 773-797.
Scully, J.L., 2010. Hidden labor: Disabled/nondisabled encounters, agency, and autonomy. IJFAB: International Journal of Feminist Approaches to Bioethics. 3(2), 25-42.
Schutz, A. (1973). Collected Papers I: The Problem of Social Reality. The Hague: Martinus Nijoff.
Seitz, S., 2016. Pixilated partnerships, overcoming obstacles in qualitative interviews via Skype: A research note. Qualitative Research. 16(2), 229-235.
Sercombe, H. and Donnelly, B., 2013. Bullying and agency: Definition, intervention and ethics. Journal of Youth Studies. 16(4), 491-502.
Seymour WS. 2001. In the flesh or online? Exploring qualitative research methodologies Qualitative Research. 1, 147–168.
Shaghaghi, A., Bhopal, R.S. and Sheikh, A., 2011. Approaches to recruiting ‘hard-to-reach’ populations into research: a review of the literature. Health promotion perspectives. 1(2), 86-94.
Shakespeare, T., 1994. Cultural representation of disabled people: dustbins for disavowal?. Disability & Society. 9(3), 283-299.
Shakespeare, T. (2014). Disability Right and Wrongs Revisited. London: Routledge.
Shakespeare, T., Thompson, S. and Wright, M., 2010. No laughing matter: medical and social experiences of restricted growth. Scandinavian Journal of Disability Research. 12(1), 19-31.
Shakespeare, T., and Watson, N., (1998). Theoretical perspectives on research with disabled children. In: C. Robinson and K. Stalker, eds., Growing up with disability. London: Jessica Kingsley. pp. 13–28.
Shakespeare, T. and Watson, N., 2001. The social model of disability: An outdated ideology. Research in social science and disability. 2(1), 9-28.
Shakespeare, T. and Watson, N., 2010. Beyond models: understanding the complexity of disabled people’s lives. In: G. Scambler, S. Scambler, eds. New directions in the sociology of chronic and disabling conditions. Palgrave Macmillan, London. pp. 57-76.
Shakespeare, T., Watson, N., Cunningham‐Burley, S. and Barnes, C. 1999. Life as a disabled child: A qualitative study of young people's experiences and perspectives Available at:  http://www.esrcsocietytoday.ac.uk/ESRCInfoCentre/ViewOutputPage.aspx?data=z8HSvl3fWwVY2sDo4JNP8iOLJQdQnq85gWScqW%2fOpI2%2b5YiUw2%2bKJTJyRuKMeMICf1
Shakespeare, T., Wright, M., and Thompson, S., (2007). A Small Matter of Equality: Living with Restricted Growth. Newcastle: Newcastle University.
Sharples, J., Webster, R. and Blatchford, P., (2015). Making Best Use of Teaching Assistants: Guidance report. London: Education Endowment Foundation.
Shildrick, M., 2005. The disabled body, genealogy and undecidability. Cultural Studies. 19, 755–770.
Shildrick, M. 2009. Dangerous Discourses of Disability, Subjectivity and Sexuality. Basingstoke: Palgrave-MacMillan.
Shildrick, M., (2013). Critical disability studies: Rethinking the conventions for the age of postmodernity. In N. Watson, A. Roulstone, C. Thomas, eds. Routledge handbook of disability studies. London: Routledge. pp. 44-55.
Shilling, C. (2003) The Body and Social Theory, 2nd edition. London: Sage.
Siebers, T., (2008). Disability Theory. Michigan: University of Michigan Press.
Sikes, P., Lawson, H. and Parker, M., 2007. Voices on: teachers and teaching assistants talk about inclusion. International Journal of Inclusive Education. 11(3), 355-370.
Silventoinen, K., Kaprio, J. and Lahelma, E., 2000. Genetic and environmental contributions to the association between body height and educational attainment: a study of adult Finnish twins. Behavior genetics. 30(6), 477-485.
Simmons, B., Blackmore, T., and Bayliss, P., 2008. Postmodern Synergistic Knowledge Creation: Extending the Boundaries of Disability Studies. Disability & Society. 23(7), 733–745. 
Sinason, V., (1992). Primary and secondary handicap. Mental Handicap and the Human Condition. Tavistock: Free Association Books.
Skär, L. and Tam, M., 2001. My assistant and I: Disabled children's and adolescents' roles and relationships to their assistants. Disability & Society. 16(7), 917-931.
Skelton, T. (2008). Research with children and young people: exploring the tensions between ethics, competence and participation. Children's Geographies. 6(1), 21-36.
Skelton, T. and Valentine, G., 2003. Political participation, political action and political identities: young D/deaf people's perspectives. Space and Polity. 7(2), 117-134.
Skyrme, S., 2017a. ‘I just try to be independent as much as possible’: Duchenne muscular dystrophy, agency and contextualised competence Global Studies of Childhood. 7(3), 278-289.
Skyrme, S., 2017b. In and On their Own Terms: Children and Young People's Accounts of Life with Duchenne Muscular Dystrophy, Child Care in Practice. 23(1), 77-89.
Skyrme, S. L., & Woods, S. 2018. Researching disabled children and young people’s views on decision-making: Working reflexively to rethink vulnerability. Childhood. 25(3), 355-368.
Slater, E. and Gazeley, L., 2019. Deploying teaching assistants to support learning: from models to typologies. Educational Review. 71(5), 547-563.
Slater, J., 2012. Youth for sale: Using critical disability perspectives to examine the embodiment of ‘youth’. Societies. 2(3), 195-209.
Slater, J., (2013). Research with dis/abled youth: taking a critical disability, ‘critically young’ positionality. In: T. Curran, Runswick-Cole, eds. Disabled Children’s Childhood Studies. London: Palgrave Macmillan. pp. 180-195.
Slater, J., (2015). Youth and disability: A challenge to Mr Reasonable.  Oxon: Ashgate.
Slater, J., Ágústsdóttir, E. and Haraldsdóttir, F., 2018a. Becoming intelligible woman: Gender, disability and resistance at the border zone of youth. Feminism & psychology. 28(3), 409-426.
Slater, J., Jones, C. and Procter, L., 2018. School toilets: queer, disabled bodies and gendered lessons of embodiment. Gender and Education. 30(8), 951-965.
Slater, J., Jones, C. and Procter, L., 2019. Troubling school toilets: resisting discourses of ‘development’ through a critical disability studies and critical psychology lens. Discourse: Studies in the Cultural Politics of Education. 40(3), 412-423.
Slee, R., 2006. Limits to and possibilities for educational reform. International Journal of Inclusive Education. 10(02-03), 109-119.
Slee, R., 2019. Belonging in an age of exclusion. International Journal of Inclusive Education. 23(9), 909-922
Slee, R. and Allan, J., 2001. Excluding the included: A reconsideration of inclusive education. International Studies in sociology of Education. 11(2), 173-192.
Smith, A. and Thomas, N., 2006. Including pupils with special educational needs and disabilities in national curriculum physical education: A brief review. European Journal of Special Needs Education. 21(1), 69-83.
Smith, B., 2007. The state of the art in narrative inquiry. Narrative inquiry. 17(2), 391-398.
Smith, B., and Sparkes, A. C., 2008. Changing bodies, changing narratives and the consequences of tellability: a case study of becoming disabled through sport. Sociology of Health and Illness. 30, 217–236
Smith, B. and Sparkes, A. C., 2009. Narrative inquiry in sport and exercise psychology: What can it mean, and why might we do it? Psychology of Sport and Exercise. 10(1), 1-11. 
Smith, J. and Niemi, N., 2007. Exploring teacher perceptions of small boys in kindergarten. The Journal of Educational Research. 100(6), 331-335.
Smith, J. C., 2016. The embodied becoming of autism and childhood: a storytelling methodology, Disability & Society. 31(2), 180-191.
Smith, P. K., Salmivalli, C. and Cowie, H., 2012. Effectiveness of school-based programs to reduce bullying: A commentary. Journal of Experimental Criminology. 8(4), 433-441.
Smith, P. K., Smith, C., Osborn, R. and Samara, M., 2008. A content analysis of school anti‐bullying policies: progress and limitations. Educational Psychology in Practice. 24(1), 1-12.
Smith, P. K. and Shu, S., 2000. What good schools can do about bullying: Findings from a survey in English schools after a decade of research and action. Childhood. 7(2), 193-212.
Smithson, J., 2000. Using and analysing focus groups: limitations and possibilities. International journal of social research methodology. 3(2), 103-119.
Soley-Beltran, P., 2004. Modelling femininity. European Journal of Women's Studies. 11(3), 309-326.
Sparkes, A.C. and Smith, B., 2011. Inhabiting different bodies over time: Narrative and pedagogical challenges. Sport, education and society. 16(3), 357-370.
[bookmark: _Hlk37006009]Squire, C., Andrews, M. and Tamboukou, M. (2013). Introduction: What is narrative research? In: M. Andrews, C. Squire, M. Tamboukou, eds. Doing narrative research. London: Sage. pp.1-26.
Stabler, B., 2001. Impact of growth hormone (GH) therapy on quality of life along the lifespan of GH-treated patients. Hormone Research in Paediatrics. 56(Suppl. 1), 55-58.
Stabler, B., Clopper, R.R., Siegel, P.T., Stoppani, C., Compton, P.G. and Underwood, L.E., 1994. Academic achievement and psychological adjustment in short children. Journal of Developmental and Behavioral Pediatrics. 15(1), 1–6.
Stabler, B., Siegel, P.T., Clopper, R.R., Stoppani, C.E., Compton, P.G. and Underwood, L.E., 1998. Behavior change after growth hormone treatment of children with short stature. The Journal of paediatrics. 133(3), 366-373.
Stabler, B., Whitt, J.K., Moreault, D.M., D'ercole, A.J. and Underwood, L.E., 1980. Social judgments by children of short stature. Psychological reports. 46(3), 743-746.
Stace L, and Danks D M., A social study of dwarfing conditions III. 1981 The social and emotional experiences of adults with bone dysplasias. Austral Paediatric Journal. 17, 177–182
Stace, L. and Danks, D.M., 1981. A social study of dwarfing conditions II. The experience of children with bone dysplasias, and of their parents. Journal of Paediatrics and Child Health. 17(3), 172-176.
Steinhausen H. & Stahnke N. (1976) Psychoendocrinological studies in dwarfed children and adolescents. Archives of Diseases in Childhood. 51, 778-783.
Stephens, L., Ruddick, S. and McKeever, P., 2015. Disability and Deleuze: An exploration of becoming and embodiment in children’s everyday environments. Body & Society. 21(2), 194-220.
Stephens, L., Spalding, K., Aslam, H., Scott, H., Ruddick, S., Young, N.L. and McKeever, P., 2017. Inaccessible childhoods: evaluating accessibility in homes, schools and neighbourhoods with disabled children. Children's geographies. 15(5), 583-599.
Stone, E. and Priestley, M., 1996. Parasites, Pawns and Partners: Disability Research and the Role of Non-Disabled Researchers. The British Journal of Sociology/ 47(4), 699-716.
Stone-Mediatore, S., (2003). Reading across borders: Storytelling and postcolonial struggles. Palgrave Macmillan.
Stone-Mediatore, S., (2016). Storytelling/Narrative. In: K. Disch, M. Hawkesworth, eds. The Oxford Handbook of Feminist Theory. Oxford: Oxford University Press. pp. 934.954.
Swain, J. & French, S. (2000) Towards an Affirmation Model of Disability, Disability & Society. 15(4), 569-582. 
Swearer, S.M. and Doll, B., 2001. Bullying in schools: An ecological framework. Journal of Emotional Abuse, 2(2-3), 7-23.
Swearer, S.M., Espelage, D.L., Vaillancourt, T. and Hymel, S., 2010. What can be done about school bullying? Linking research to educational practice. Educational researcher. 39(1), 38-47.
Swearer, S.M., Wang, C., Maag, J.W., Siebecker, A.B. and Frerichs, L.J., 2012. Understanding the bullying dynamic among students in special and general education. Journal of School Psychology. 50(4), 503-520.
Sydor, A., 2013. Conducting research into hidden or hard-to-reach populations. Nurse researcher. 20(3), 33-37. 
Talay, L., Akpinar, N. and Belkayali, N., 2010. Barriers to playground use for children with disabilities: A case from Ankara, Turkey. African Journal of Agricultural Research. 5(9), 848-855.
Tamboukou, M., (2013). A Foucauldian approach to narratives. In: M. Andrews, C. Squire, M. Tamboukou, eds. Doing narrative research. London: Sage. pp. 88-107.
Tamm, M. & Skär, L., 2000. How I play: Roles and relations in the play situations of children with restricted mobility. Scandinavian journal of occupational therapy. 7(4), 174-182.
Tanner, J.M., 1986. 1 Normal growth and techniques of growth assessment. Clinics in endocrinology and metabolism. 15(3), 411-451.
Taylor, E., (2013). Surveillance Schools: A New Era in Education. In Surveillance Schools: Security, Discipline and Control in Contemporary Education. London: Palgrave Pivot. pp. 15-39.
Teasdale, T.W., Owen, D.R. and Sørensen, T.I.A., 1991. Intelligence and educational level in adult males at the extremes of stature. Human Biology. 63(1), 19-30.
Tews, L. and Lupart, J., 2008. Students With Disabilities' Perspectives of the Role and Impact of Paraprofessionals in Inclusive Education Settings. Journal of Policy and Practice in Intellectual Disabilities. 5(1), 39-46.
Thapa, A., Cohen, J., Guffey, S. and Higgins-D’Alessandro, A., 2013. A review of school climate research. Review of educational research. 83(3), 357-385.
Theunissen, N.C., Kamp, G.A., Koopman, H.M., Zwinderman, K.A., Vogels, T. and Wit, J.M., 2002. Quality of life and self-esteem in children treated for idiopathic short stature. The journal of paediatrics. 140(5), 507-515.
Tholander, M., Lindberg, A. and Svensson, D., 2019. “A freak that no one can love”: difficult knowledge in testimonials on school bullying. Research Papers in Education. 1-19.
Thomas, C., (1999). Female forms: Experiencing and understanding disability. Buckingham: Open University Press. 
Thomas, C., 2004. How is disability understood? An examination of sociological approaches. Disability & society. 19(6), 569-583.
Thomas, C., (2007). Sociologies of disability and illness: Contested ideas in disability studies and medical sociology. London: Springer. 
Thomas, C., 2012. Theorising disability and chronic illness: Where next for perspectives in medical sociology?. Social Theory & Health. 10(3), 209-228.
Thomas, M.K.E. and Whitburn, B.J., 2019. Time for inclusion?. British Journal of Sociology of Education. 40(2), 159-173.
Thompson, K., 2003. Forms of resistance: Foucault on tactical reversal and self-formation. Continental Philosophy Review. 36(2), 113-138.
Thompson, P., and Gunter, H. 2011. Inside, outside, upside, down: The fluidity of academic researcher “identity” inworking with/in school. International Journal of Research &Method in Education. 34(1), 17–30.
Thomson, S., 2005. ‘Territorialising’ the primary school playground: Deconstructing the geography of playtime. Children's Geographies, 3(1), 63-78.
Thompson, S., Shakespeare, T. and Wright, M.J., 2008. Medical and social aspects of the life course for adults with a skeletal dysplasia: a review of current knowledge. Disability and rehabilitation. 30(1), 1-12.
Thornberg, R., 2015a. Distressed bullies, social positioning and odd victims: Young people's explanations of bullying. Children & Society. 29(1), 15-25.
Thornberg, R., 2015b. The social dynamics of school bullying: The necessary dialogue between the blind men around the elephant and the possible meeting point at the social-ecological square. Confero: Essays on Education, Philosophy and Politics. 3(2), 161-203.
Thornberg, R., 2018. School bullying and fitting into the peer landscape: a grounded theory field study. British journal of sociology of education. 39(1), 144-158.
Thornberg, R., Halldin, K., Bolmsjö, N. and Petersson, A., 2013. Victimising of school bullying: A grounded theory. Research Papers in Education. 28(3), 309-329.
Tingle, R., (2016). Dwarf who was tossed by drunken England rugby fan before being made a cause célèbre by Game of Thrones star Peter Dinklage dies aged 42. MailOnline. 17 December 2016 [Viewed 20 December 2018]. Available from: https://www.dailymail.co.uk/news/article-4043436/Dwarf-tossed-drunken-England-rugby-fan-famous-Game-Thrones-star-died-aged-42.html 
Tinker, C. and Armstrong, N., 2008. From the Outside Looking in: How an Awareness of Difference Can Benefit the Qualitative Research Process. Qualitative Report. 13(1), 53-60.
Tisdall, E.K.M., (2001). Social inclusion or exclusion? Recent policy trends in Scottish children’s services for disabled children. In: S. Riddell, L. Tett, eds. Education, Social Justice and Inter-Agency Working: Joined-up or Fractured Policy. London. Routlegde. pp. 188-200. 
Titchkosky, T., 2001. Disability: A rose by any other name? “People‐First” language in Canadian society. Canadian Review of Sociology/Revue canadienne de sociologie. 38(2), 125-140.
Titchkosky, T., (2011). The question of access: Disability, space, meaning. Toronto: University of Toronto Press.
Titchkosky, T. and Michalko, R., (2012). The body as a problem of individuality: A phenomenological disability studies approach. In: D. Goodley, B. Hughes, L. Davis, eds. Disability and social theory. Basingstoke: Palgrave Macmillan. pp. 127-142.
Titchkosky, T., and Michalko, R. (2014). “Narrative.” In: C. Cameron, ed.  Disability Studies: A Student’s Guide. London: Sage. 101-104.
Todorov, A.B., Scott Jr, C.I., Warren, A.E., Leeper, J.D. and Opitz, J.M., 1981. Developmental screening tests in achondroplastic children. American journal of medical genetics. 9(1), 19-23.
Tomlinson, S., (2017). A sociology of special and inclusive education: Exploring the manufacture of inability. Abingdon: Routledge. 
Tremain, S., ed. (2005). Foucault and The Government of Disability. University of Michigan Press.  
Tseng, F.T., 2017. From medicalisation to riskisation: governing early childhood development. Sociology of health & illness. 39(1), 112-126.
Turner and Norwood (2013) Body of Research: Impetus, Instrument and Impediment, Qualitative Inquiry. 19(9), 696-711.
United Nation Convention on the Rights of Persons with Disabilities (2006). Article 7: Children with Disabilities. Available at: https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities/article-7-children-with-disabilities.html 
University of Sheffield (2017). Ethics policy governing research involving human participants. Available at: https://www.sheffield.ac.uk/media/3499/download 
Underwood, K., Moreno-Angarita, M.M., Curran, T., Runswick-Cole, K. and Wertlieb, D.  (2020).  Theory, ethics and methods: International Disabled Children’s Childhoods. In: D. Goodley, K. Runswick-Cole and K. Liddiard, eds. Interventions in Disabled Childhood Studies. Sheffield: iHuman Press. 2020. Chapter 11.
Unnever, J.D. and Cornell, D.G., 2003. Bullying, self-control, and ADHD. Journal of interpersonal violence. 18(2), 129-147.
UPIAS. (1976). Fundamental Principles of Disability. London: Union of the Physically Impaired Against Segregation.
Vaillancourt, T., Trinh, V., McDougall, P., Duku, E., Cunningham, L., Cunningham, C., Hymel, S. and Short, K., 2010. Optimizing population screening of bullying in school-aged children. Journal of School Violence. 9(3), 233-250.
Vallone, L., (2017). Big and Small: A Cultural History of Extraordinary Bodies. Wales: Yale University Press.
Van Cleave, J. and Davis, M.M., 2006. Bullying and peer victimization among children with special health care needs. Pediatrics. 118(4), e1212-e1219.
Van Hove, G. and De Schauwer, E. (2020) Relational Ethics as beginning and end when doing research with (disabled) children. In: D. Goodley, K. Runswick-Cole and K. Liddiard, eds. Interventions in Disabled Childhood Studies. Sheffield: iHuman Press. 2020. Chapter 7. 
Vehmas, S. and Watson, N., 2014. Moral wrongs, disadvantages, and disability: a critique of critical disability studies. Disability & Society, 29(4), 638-650.
Vickerman, P. and Blundell, M., 2012. English learning support assistants’ experiences of including children with special educational needs in physical education. European journal of special needs education. 27(2),143-156.
Vickerman, P., Hayes, S. and Whetherly, A., (2003). Special educational needs and national curriculum physical education. In: S. Hayes, G. Stidder, eds. Equity and inclusion in physical education and sport. Place of publication: Psychology Press. pp.47-64.
Villimez, C., Eisenberg, N. and Carroll, J.L., 1986. Sex differences in the relation of children's height and weight to academic performance and others' attributions of competence. Sex Roles. 15(11-12), 667-681.
Visser‐van Balen, H., Geenen, R., Kamp, G.A., Huisman, J., Wit, J.M. and Sinnema, G., 2007. Long‐term psychosocial consequences of hormone treatment for short stature. Acta Paediatrica. 96(5), 715-719.
Voss, L. D., Wilkin, T.J., Bailey, B.J. and Betts, P.R., 1991. The reliability of height and height velocity in the assessment of growth (the Wessex Growth Study). Archives of Disease in Childhood. 66(7), 833-837.
Waheed, W., Hughes-Morley, A., Woodham, A., Allen, G. and Bower, P., 2015. Overcoming barriers to recruiting ethnic minorities to mental health research: a typology of recruitment strategies. BMC psychiatry. 15(1), 101.
Wake, M., Coghlan, D. and Hesketh, K. 2000. Does height influence progression through primary school grades? Archives of Disease in Childhood. 82, 298–301.
Walton, G., 2005a. Bullying widespread: A critical analysis of research and public discourse on bullying. Journal of school violence. 4(1), 91-118.
Walton, G., 2005b. The notion of bullying through the lens of Foucault and critical theory. The Journal of Educational Thought (JET)/Revue de la Pensée Educative. 55-73.
Walton, G., 2015. Bullying and the philosophy of shooting freaks. Confero: Essays on Education, Philosophy and Politics. 3(2), 17-35.
Warren, J.T., 1999. The body politic: Performance, pedagogy, and the power of enfleshment. Text and performance quarterly. 19(3), 257-266.
Warren, J. T., (2005). Bodily Excess and the Desire for Absence: Whiteness and the Makings of (Raced) Educational Subjectivities. In: B.K. Alexander, G. L. Anderson, and B.P. Gallegos, eds. Performance Theories in Education: Power, Pedagogy, and the Politics of Identity. New Jersey: Lawrence Erlbaum Associates. pp. 79-102.  
Watermeyer, B. and Swartz, L., 2008. Conceptualising the psycho‐emotional aspects of disability and impairment: the distortion of personal and psychic boundaries. Disability & Society. 23(6), 599-610.
Watson, N. (2012a) Researching Disablement. In N. Watson, A. Roulstone, and C. Thomas, eds. The Routledge handbook of disability studies. London: Routledge. pp. 93-106.
Watson, N., 2012b. Theorising the lives of disabled children: How can disability theory help?. Children & Society. 26(3), 192-202.
Watts, I.E. and Erevelles, N., 2004. These deadly times: Reconceptualizing school violence by using critical race theory and disability studies. American Educational Research Journal. 41(2), 271-299.
Webster, R. and Blatchford, P., 2013. The educational experiences of pupils with a Statement for special educational needs in mainstream primary schools: results from a systematic observation study. European Journal of Special Needs Education. 28(4), 463-479.
Webster, R. and Blatchford, P., 2015. Worlds apart? The nature and quality of the educational experiences of pupils with a statement for special educational needs in mainstream primary schools. British Educational Research Journal. 41(2), 324-342.
Webster, R., Blatchford, P., Bassett, P., Brown, P., Martin, C. and Russell, A., 2010. Double standards and first principles: Framing teaching assistant support for pupils with special educational needs. European journal of special needs education. 25(4), 319-336.
Webster, R., Blatchford, P., Bassett, P., Brown, P., Martin, C. and Russell, A., 2011. The wider pedagogical role of teaching assistants. School Leadership and Management. 31(1), 3-20.
Webster, R., Blatchford, P. and Russell, A., 2013. Challenging and changing how schools use teaching assistants: findings from the Effective Deployment of Teaching Assistants project. School Leadership & Management. 33(1), 78-96.
Webster, R. and De Boer, A. (2019) Teaching assistants: their role in the inclusion, education and achievement of pupils with special educational needs, European Journal of Special Needs Education. 34(3), 404-40.
Weedon, C., (1987). Feminist practice and poststructuralist theory. Oxford: Blackwell.
Weitz, R., 2001. Women and their hair: Seeking power through resistance and accommodation. Gender & Society. 15, 667–686.
Wendell, S., (1996). The rejected body: Feminist philosophical reflections on disability. Oxon: Routledge.
Whitburn, B., 2013. The dissection of paraprofessional support in inclusive education: ‘You're in mainstream with a chaperone’. Australasian Journal of Special Education. 37(2), 147-161.
Whitburn, B., 2014. Accessibility and autonomy preconditions to ‘our’ inclusion: a grounded theory study of the experiences of secondary students with vision impairment. Journal of Research in Special Educational Needs. 14(1), 3-15.
Whitburn, B., 2017. The subjectivities of ‘included’ students with disabilities in schools. Discourse: Studies in the cultural politics of education. 38(4), 485-497.
White, J. and Drew, S., 2011. Collecting data or creating meaning?. Qualitative Research Journal. 11(1), 3-12. 
Whitney, S. and Liddiard, K. (2020). Technologising Leadership: Virtual Research Contexts as Spaces of Disruption. In: D. Goodley, K. Runswick-Cole and K. Liddiard, eds. Interventions in Disabled Childhood Studies. Sheffield: iHuman Press. 2020. Chapter 3.
Wickman, K., 2007. “I do not compete in disability”: How wheelchair athletes challenge the discourse of able-ism through action and resistance. European journal for sport and society. 4(2), 151-167.
Wickman, K., 2015. Experiences and perceptions of young adults with physical disabilities on sports. Social inclusion. 3(3), 39-50.
Wilhoit, E.D. and Kisselburgh, L.G., 2019. The relational ontology of resistance: Hybridity, ventriloquism, and materiality in the production of bike commuting as resistance. Organization. 26(6), 873-893.
Williams, S.J., 1999. Is anybody there? Critical realism, chronic illness and the disability debate. Sociology of Health & Illness. 21(6), 797-819.
Wiseman, P., 2019. Lifting the lid: Disabled toilets as sites of belonging and embodied citizenship. The Sociological Review. 67(4), 788-806.
Woolley, H. (2013) Now Being Social: The Barrier of Designing Outdoor Play Spaces for Disabled Children. Children and Society. 27 (6), 448-458
Woolley, H., Armitage, M., Bishop, J., Curtis, M. and Ginsborg. (2005). Inclusion of Disabled Children in Primary School Playgrounds. London: National Children’s Bureau and Joseph Rowntree Foundation.
Worth, N., 2013. Making friends and fitting in: a social-relational understanding of disability at school. Social & Cultural Geography. 14(1), 103-123.
Wren, A., 2017. Understanding the role of the Teaching Assistant: Comparing the views of pupils with SEN and TAs within mainstream primary schools. Support for Learning. 32(1),.4-19.
Wynne-Davies, R. and Patton, M.A., 1991. The frequency of mental retardation in hypocondroplasia. Med Genet. 28, 644-648.
Yablon, Y.B., 2010. Student–teacher relationships and students’ willingness to seek help for school violence. Journal of Social and Personal Relationships. 27(8), 1110-1123.
Yantzi, N.M., Young, N.L. and Mckeever, P., 2010. The suitability of school playgrounds for physically disabled children. Children's Geographies. 8(1), 65-78.
Yates, S., Riach, K. and Johansson, M., 2018. Stress at Work, Gendered Dys‐appearance and the Broken Body in Policing. Gender, Work & Organization. 25(1), 91-105.
Yee, W. C. and Andrews, J. (2006) Professional researcher or a 'good guest'? Ethical dilemmas involved in researching children and families in the home setting. Educational Review. 58 (4), 397-413.
Young, I. M., 1980. Throwing like a girl: A phenomenology of feminine body comportment motility and spatiality. Human Studies. 3, 137–156.
Young, I. M., 2002. Lived body vs gender: reflections on social structure and subjectivity. Ratio. 15(4), 410–28.
Zeiler, K., 2010. A phenomenological analysis of bodily self-awareness in the experience of pain and pleasure: On dys-appearance and eu-appearance. Medicine, Health Care and Philosophy. 13(4), 333-342.






[bookmark: _Toc39585300]Appendices 

[bookmark: _Toc39585301]Appendix 1: Table with Studies on Children and Young People with RG

Acronyms for journals:
Journal of Child Psychology and Psychiatry: JCPP
Archives of Disease in Childhood: Arc.Dis.Ch.
Journal of the American Medical Association: JAMA
The Journal of Pediatrics: JPed.
Pediatrics-official journal of the American Academy of Pediatrics: Ped.
The New England Journal of Medicine: TNEJMed.
Hormone Research: Horm.Res.
Perspectives in Biology and Medicine: PBM.
European Journal of Endocrinology: EJE
BRAIN-A Journal of Neurology: BRAIN
Journal of Developmental and Behavioral Pediatrics: JDBP
Journal of Medical Screening: JMS
Journal of Pediatric Endocrinology and Metabolism: JPEM
British Medical Journal: BMJ

Grouping of literature:
Behavioural issues: blue
Cognitive issues: IQ (dark green) /Attainment: (light green)
Perception: Self-perception/Self-esteem/Body image (light purple)/Parents’ Perception (dark purple)
Social issues: Competence (dark orange)/Popularity-Acceptance (light orange)          





	Decade
	Author(s) & Support
	Journal and Title of Paper
	Methods-Sample
	Results

	1980s
	Skuse, 1987





















































Law, 1987



	JCPP
The psychological consequences of being small























































Arc.Dis.Ch.
The disability of short stature



	Review of literature
Areas of exploration: 
1) cognition (intellectual functioning)
2) Social behaviour (relationships with peers and adults)
3) Emotional adjustment (ambient mood state and aggressive traits)
4) Child’s self concept (self-worth/self-esteem, ambitions for the future)
Conditions explored:
1) Hipopituitarism
2) Bone and Cartilage disorders
3) Turner Syndrome
4) Familial short stature
5) Constitutional delay
6) Environmental Growth Delay







































Review of literature

	Hipopituitarism (much research)
Specific learning difficulties triggered either from poor self-concept, emotional immaturity or by specific cognitive deficits (verbal performance and visuo-motor integration skills)
Tendency to adopt immature social role
Avoidance of conflict/confrontation
Bone and Cartilage disorders (little research)
Minimal impairment of intellectual functioning
Emotional maturation may be delayed
Turner Syndrome:
Specific cognitive and neuropsychological deficits
Poor visuo-spatial organization leads to a relatively low performance score on intelligence tests.
Lack of assertiveness and poor peer relationships.
Behaviour problems such as impulsivity, overactivity and poor attention.
Poor self-concept
Familial Short Stature (very little research)
No evidence of particular adjustment problems
A weak by significant correlation between stature and IQ especially in socioeconomically deprived populations
Constitutional delay:
Good social competence and emotional maturity 
Withdrawal or even aloofness due to poor popularity 
Environmental Growth Delay:
Average IQ is markedly depressed, often into the moderately retarded ranges.
Oppositional behaviour may be a prominent feature within and outside home.
Poor self concept
 Children with extreme short stature
Psychological/Social features: Behavioural disorders, social isolation, lack of appropriate aggressive drive, babyish behaviour or “mascot figure” because of infantilization, depression, low-self esteem, poor social coping, increased incidence of somatic complaints.
Intellectual function:
Low IQ and retarded development in some conditions.
In most cases of short stature, distribution of IQ is within the normal range.
School achievement:
Scholastic underachievement
Grade retention 
Adult attitudes:
Treatment at a size appropriate (“height age”) rather than age appropriate from parents, teachers and medical staff is a recurrent theme.

	1990s
	Gilmour & Skuse, 1996 (supported by Children Nationwide Pharmacia Kabi Peptide Hormones)





























Downie, Mulligan, McCaugheym Stratford, Betts & Voss, 1996 (supported by a research grant from  the Wessex Regional Health Authority Research and Development Fund , and by a grant to the Wessex Medical School Trust from Pharmacia UK)





















Dowdney, Skuse, Morris & Pickles, 1998 (supported by a grant from the Bethlem Royal and Maudsley Hospitals Research Endowment Fund, and the follow up study was supported by the Child Health Research Appeal Trust of Great Ormond Hospital for Children and the Institute of Child Health)










Stabler, Siegel, Clopper, Stoppani, Compton, Underwood, 1998 ,(supported through the National Cooperative Study Group, Genentech Inch.  and by National Institutes of Health grant from the Division of Research Resources to the General Clinic Research Centre at the University of North Carolina at Chapel Hill.)



















Stabler, Clopper, Siegel, Stoppani, Compton, Underwood, 1994 (supported by Genentech, Inc.)

















Sandberg, Brook & Campos, 1994 (supported in part by a grant from the Human Growth Foundation)
























Cutler, Silvers, Singh, Marrero, Filkelstein, Tannin &Neuhauser, 1996 (supported by a grant from the National Institutes of Health, Bethesda, Md)    












Downie, Mulligan, Stratford, Betts & Voss, 1997 (supported by funding from Wessex Regional Health Authority and Wessex Medical Trust from Pharmacia Upjohn)


	Arc.Dis.Ch.
Short stature-the role of intelligence in psychosocial adjustment.





























Arc.Dis.Ch.
Psychological response to growth hormone treatment in short normal children.


























J Child PsycholPsychiat
Short Normal Children and Environmental Disadvantage: A Longitudinal Study of Growth and Cognitive Development from 4 to 11 years













JPed.
Behavior change after growth hormone treatment of children with short stature.























J Dev BehavPediatr
Academic achievement and psychological adjustment in short children.

















Ped.
Short stature: a psychosocial burden requiring growth hormone therapy?























JAMA
Short stature and growth hormone therapy: a national study of physician recommendation patterns. 












BMJ
Are short normal children at a disadvantage?The Wessex Growth Study.
	Sample: 22 short children in case group (15 “short normal” children and 7 with Silver Russel low birthweight syndrome)-recruited from growth clinics
22 children in control group
Methods-Tools
Anthropometric measures
Cognitive ability
Wechsler Intelligence Scales for Children-III
Self-perception (global self-worth, social competence, athletic competence, behavioural competence, and physical appearance).
Harter Self Perception Profile for Children
Social support (perceived social support from teachers, classmates, friends and parents)
Manual for the social support scale for children (Harter, 1985)
The Harter Pictorial Scale of perceived competence and social acceptance (children under 8 years).
Self-perception
The Body Image Perception and Attitude Scale for Children (BIPAS)
Social acceptance (social preference: the degree to which the individual is liked & social impact: the extent to which the individual is socially visible)
Peer rating methodology developed by Asher and Dodge (1986)
Social competence
Children’s Interpersonal Problem Solving Scale (CHIPS)-three story roots describing hypothetical interpersonal problems.
Sample: 15 short children were allocated to the treatment group (seven boys, eight girls) and 13 to the untreated group (seven boys, six girls). 15 children of average stature om the control group (seven boys and eight girls).
Recruited from the Wessex Growth Study
Methods-Tools
Psychometric assessment at 3 and 5 years.
Intelligence
The British ability scales (BAS short from IQ Test).
Attainment
BAS word reading and basic number skills
Behaviour
Rutter’s Children’s Behaviour Questionnaires
Self esteem 
(Culture Free Self Esteem Inventory)
Year 5
Locus of control
A locus of control scale for children (Nowicki S., Strickland, 1973)
Body image
Body Satisfaction Index (Dowdney, Woodward, Pickles, Skuse, 1995)
Children’s self-perception
Manual of self-perception profile for children (Harter, 1985)
Parents’ perception
Manual of self-perception profile for children (Harter, 1985)
Sample: 23 short children in the case group (11 boys and 12 girls) and 22 average-statured children in the control group (11 boys and 11 girls). All children were aged between 10 and 11.
Families with these children were traced by means of health clinic and general practitioners records in 1990-1991. 
Methods-Tools
Interviews with mothers on parenting
Interviews with class teachers
Height weight, head circumference
Anthropometric examination
Cognitive Skills
Wechsler Intelligence Scale for Children (Verbal and Performance scales)
Reading accuracy and comprehension
Neale Analysis of Reading Ability
Sample: 195 children with short stature (age range 5 to 16 years)
3 years of treatment
109 children with growth hormone deficiency (GHD)-72 children completed 3 years
86 children with idiopathic short stature (ISS)-59 children completed 3 years.
Methods-Tools
General Verbal Intelligence
Slosson Intelligence Test
Academic achievement in reading, spelling and arithmetic
The Wide-Range Achievement Test-Revised (WRAT-R)
Family Cohesion (emotional bonding and supportiveness) & adaptability (response to situational and developmental stress)
Family Adaptability and Cohesion Scale-III (completed by at least one parent)
Parental perception of a child’s social competence (school: grades and special education, social relationships: friends and siblings, activities: sports and hobbies and a total social competency score) and behaviour problems (internalizing: anxiety and depression, externalizing: aggression, delinquency,  an ungrouped subscale: attention, thought and social problems and total behaviour problem score)
Child Behavior Checklist (completed by mothers)
Sample: 166 children in case group (86 children with isolated growth hormone deficiency and 80 children with idiopathic short stature), aged from 5 to 16 years.

Methods-Tools (to be found-had no access to the full text)
















Sample: 258 patients  (180 boys and 78 girls) with short stature aged from 4 to 18 years (mean age of boys was 11.4 and for girls 10.4). Recruited from a clinic programme.
Control group: normative and psychiatric samples.
Methods-Tools
Height
Anthropometry
Social competencies (activities, social and school) and behavioural problems (internalizing and externalizing behaviours)
Child behaviour checklist (CBCL)-completed by parents.
Youth Self Report (YSR)-completed by children or adolescents.
Competence and global perception of worth or esteem as a person
Self-perception Profile for children (scholastic competence, social acceptance, athletic competence, physical appearance, Behavioural Conduct and Global Self-Worth)
Self-perception Profile for adolescents
(scholastic competence, social acceptance, athletic competence, physical appearance, Behavioural Conduct and Global Self-Worth, Job Competence, Romantic Appeal and Close Friendship) 
Sample: 534 US physician experts (pediatric endocrinologists) with a response rate of 81.3. Participants were members of the Lawson Wilkins Pediatric Endocrine Society.
Methods-Tools
National postal survey 
Questionnaire
Demographic characteristics
His/her opinions about short stature and the effectiveness of GH
Recommendation of GH for specific case scenarios in which the child was sort but non-GHG (growth hormone deficient)
3 additional sets of decisions focusing on the contingency variables of price and family wishes.

Sample: case group consisted of 106 short “normal” children (60 boys, 46 girls). Control group included 119 children (65 boys and 54 girls). Age ranged from 11-13 years.
Methods-Tools
Cognitive development (intelligence and attainment)
British Ability Scales (BAS) short form IQ test
BAS word reading and basic number skills.
Locus of control
Nowicki and Strickland’s scale
Behaviour
Rutter’s children’s behaviour questionnaire (completed by children)
Self-esteem
Culture free self esteem inventory 
Self perception
Harter’s self perception profile for children
Parents’ perception
Adapted Harter scale (Manual of the self-perception profile for children)
Body image
Body satisfaction index (Dowdney, Woodward, Pickles & Skuse, 1995) 


	No significant group difference in terms of peer acceptance, self- perception, and social competence.
Short children claimed that they were receiving less support from teachers.
It cannot be asserted that clinic referred prepubertal short children are psychosocially maladjusted.





















No significant differences were found at recruitment, after three years or five year in IQ, attainment, behaviour, or self- esteem. 
At five years, there were no significant differences in locus of control, self- perception, or parental perceptions of competence. 
Both short groups displayed less satisfaction with their height than the controls.















Short normal children from socioeconomically disadvantaged backgrounds are at high risk of educational failure at elementary school. 













IQs and achievement scores did not change with GH therapy.
Children with short stature scored higher for total behaviour problems than normal-statured children.
After 3 years of GH therapy these scores were improved for children with short stature. 


















Both groups showed significant discrepancy between IQ and achievement scores in reading, spelling and arithmetic.
Both groups indicated a “higher-than-expected rate of behavioural problems (internalizing behaviour: anxiety, somatic complaints, externalizing behaviour:  impulsive, distractible attention seeking).
Social competence was reduced in school-related activities for GHD patients.
Short-stature girls show more adaptive psychosocial functioning than short-stature boys.


Short stature does not seem to be associated with clinically significant psychosocial morbidity. 

Severity of the height deficit does not relate correlate with the level of behavioural adaptation. 


















The likelihood of GH being recommended depended on the physiological growth characteristics of the child (e.g. the child’s height, growth rate, predicted adult height), contingency factors (e.g. strong family wishes or a reduction in GH cost) and physician beliefs (e.g. the impact of short stature on well being, the effectiveness of GH therapy).
Pediatric endocrinologists consider GH treatment appropriate for selected short non-GHG children.

There was no significant difference on measures of self esteem, self perception, or behaviour between short normal children and control group.
Short children scored significantly lower on measures of IQ, reading attainment and basic number skills. However, attainment scores can be attributed to social class (children came from working class families) rather than short stature.
Short children demonstrated less internalisation of control and less satisfaction with their height.

	2000s
	Kranzler, Rosenbloom, Proctor, Diamond & Watson, 2000 (Supported by a grant from the Genentech Foundation for Growth and Development)






	JPed.
Is short stature a handicap? A comparison of the psychosocial functioning of referred and nonreferred children with normal short stature and children with normal stature.





	Sample: 90 children (46 boys and 44 girls)between 6 and 12 years of age.
3 groups: Group A: 27 referred children with normal short stature(22 boys and 5 girls), Group B: 34 non-referred children with normal short stature (24 girls and 10 boys), Group C: 29 children in a community control group (14 boys and 15 girls).
Methods/Tools: 
Intelligence and achievement (administered to the children) 
Kaufman Brief Intelligence Test (K-BIT)
Kaufman Test of Educational Achievement (KTEA)
Family adaptability and cohesiveness: (administered to at least 1 parent for each child)
Family adaptability and Cohesion Evaluation Scales 
Adaptive and Problem Behaviors (administered to parents and teachers) 
Parent Rating Scale of the Behavior Assessment System for Children.
Teacher Rating Scales of Behavior Assesement System for Children.
	Intelligence and achievement for all groups were within the average range.

Family adaptability and cohesiveness were comparable across groups.

Referred children with normal short stature were rated by parents significantly higher on externalizing behaviours, attention problems and social skills than non referred children and children from the community. 
Explanations provided:
Referral bias (parents seek medical consultation when they think that behavioural problems are related to short stature)
Over-representation of boys in the referred group, who are frequently thought to misbehave more than girls. 

	
	Sandberg, Bukowski, Fung & Noll, 2004 (supported in part by a grant from the Human Growth Foundation and the Genentech Foundation for Growth and Development)


	Ped.
Height and Social Adjustment: Are Extremes a Cause for Concern and Action?





	Cross-sectional study
Sample: 956 students of both genders who attended grades 6 to 12.
3 groups: Target Group A: 68 participants of short stature (31 boys and 36 girls), Target Group B: 58 participants of tall stature (33 boys and 25 girls) Comparison Group: 123 participants of average stature,
704 Remaining unclassified classmates also provided data.
Methods/Tools
Social functioning a)acceptance=how often the student was chosen as friend,
b) preference=the mean of the liking ratings that a child received from peers
c) friendship (the number of times a participant was chosen as a best friend by any of the classmates whom the participant had chosen as a friend)
2 sociometric questionnaires: 1) nomination procedure (the subject lists his/her best friends) 2) Rating scale assessment-Likert (how much they liked each participant)
What a child is like and his/her reputation
5 broad-band scores and 16 narrow band scores
Peer assessment instrument (“class play): 28 roles that the participant needs to distribute among other participants.
	There were no significant relationships between height and measures of friendship, popularity or reputation with peers.
Shorter students from lower grades were perceived by peers to be younger, but this had no influence on their social acceptance or reputation.

	
	Ulph, Mulligan & Stratford, 2004 









	Arc.Dis.Ch.
Personality functioning: the influence of short stature.







	Sample: 114 participants aged 18-20: 48 short normal (22 female and 26 male) and 66 control participants.
Methods-Tools 
Adult Personality Functioning
1. Education and employment
2. Love Relationships
3. Friendships
4. Coping
5. Social contacts
6. Negotiations
Adolescent to Adult Personality Functioning Assessment (ADAPFA): standard interview schedule
	There was no significant difference of recruitment/final height on total ADAPFA.
Socioeconomic status had a significant effect on employment and education and coping domain scores.
Gender (male in particular) significantly affected love relationships, coping and social contacts domain scores.

	
	Voss, 2006 



	EJE
Is short stature a problem? The psychological view.

	Critical review of literature
Short stature in the paediatric clinic




















Short stature in the community









Growth Hormone Treatment



	Research assessing psychological adaptation of children with short stature was based on clinically referred patients with a whole variety of medical diagnoses. 
Problems of social adaptation have included stigmatization, juvenilisation, immaturity and unassertiveness.
Research suggests academic underachievement of students with short stature, but this is not strictly related to height.
More recent research reports that short stature does not cause behavioural problems or has an effect on the quality of life.

Wessex Growth Study (WGS)
The WGS has shown no evidence of maladaptation or psychosocial dysfunction, before, during or after puberty. 
Socioeconomic factors best predict psychosocial and academic outcome.

Growth hormone treatment of idiopathic short stature or short normal stature cannot be justified.  

	
	Theunissen, Kamp, Koopman, Zwinderman, Vogels& Wit, 2002


	JPed.
Quality of life and self-esteem in children treated for idiopathic short stature

	Prospective randomized controlled GH dose response study-Longitudinal
Sample: 36 prepubertal children (age at start, 4-10 years) were assigned to a treatment or control group (73% boys). Their parents and paediatricians also provided data.
Methods-Tools
Measurement of HRQOL
TNO-AZL Children’s Quality of Life (TACQOL) (child form)
TNO-AZL Children’s Quality of Life (TACQOL) (parent form)
Measurement of vitality
Idiopathic Short Stature Quality of Life (ISSQOL) Questionnaire.
Aspects of children’s daily functioning
Dutch Children’s AZL/TNO  Quality of Life (DUCATQOL)Questionnaire (completed by children)
Self esteem
Self-perception profile (completed by children)
Perceived Growth and Growth Expectations
Therapy Evaluation Scale (TES) (completed by children and parents)
1. Seriousness of present medical situation
2. Distress of the child from current physical situation
3. Distress of the child from participating in the research program. 
Judgement of the Pediatrician: Global HRQOL of the child.
Parental Education/Changes in height
Children’s and parents’ characteristics
	Children with ISS did not have a lower HRQOL and self-esteem than the norm population.
Social functioning was reported as lower both by children and parents. 
Only paediatricians noticed improvement of HRQOL, self- esteem, or vitality. 



	
	Webb, O’Reilly, Clayden, Seunarine, Chong, Dale, Salt, Clark &Dattani, 2012 (supported by the Child Growth Foundation and an unrestricted educational grant from Novo Nordisk Ltd; Great Ormond Street Children’s Charity)

























	Brain
Effect of growth hormone deficiency on brain structure, motor function and cognition.







	Sample: 15 children with isolated growth hormone deficiency (mean 8.8 years of age) and 14 controls with idiopathic short stature and normal growth rate (mean 8.4 years of age).
Methods-Tools
Behavioural Assessment
Achenbach child behaviour checklist (completed by parents)
Cognitive Assessment
a) Neuromotor function 
 Movement-Assessment Battery for Children 2nd edition.
b) Intellectual functioning
Full Wechsler Intelligence Scales for Children 4th Edition (WISC-IV)
Full-Scale IQ, Verbal Comprehension Index, Perceptual Reasoning Index, Working Memory and Processing Speed Indices were calculated. 
Wechsler Preschool and Primary Scale of Intelligence 3rd Edition (WPPSI-III UK).
Memory, attention and executive function
Comprehensive Battery of tests
Memory for faces, Memory for names, Narrative Memory and List memory from the NEPSY-II (a Developmental NEuroPSYchological Assessment battery), Pattern Recognition Memorym Spatial working Memory and Paired associate learning tests from the Cambridge Neuro-psychological test automated battery (CANTAB). 
Attention and executive function: Big/little circe, Intra-dimensional extra dimensional set shift, Rapid visual information processing tests from CANTAB and the Inhibition and word generation tests from the NEPSY-II battery.   
	Children with isolated growth hormone deficiency had lower Full-Scale IQ, Verbal Comprehension Index, Processing Speed Index and Movement-Assessment Battery for Children. 

	
	Voss, 2000
























	JPed.
Growth Hormone Therapy for the short normal child: Who needs it and who wants it? The case against growth hormone therapy.





















	Argument-based
	Auxological argument:
How is human growth “insufficiency” defined?
How is poor rate of growth/height velocity defined?
Psychologic argument:
Does short stature really lead to difficulties in psychosocial and cognitive functioning?
Parental Pressures:
Parents’ expectations and their role in HG treatment decision.
Do children provide consent/assent on HG treatment?
Implicit means of disapproval of short height from parents and doctors
Commercial Pressures:
Pharmaceutical companies and funded research
Routine screening of short stature and its repercussions

	
	Steinhausen, Dorr, Kannenberg&Malin, 2000 (supported by Pharmacia and Upjohn company -Kabi International Growth study)


















Wake, Coghlan &Hesketh, 2000 (supported by the financial grant provided by the Victorian Department of Human Services Division of Public Health)
	JDBP
The Behavior profile of Children and Adolescents with Short Stature.





















Arc.Dis.Ch.
Does height influence progression through primary school grades?







	Sample: 311 parents and 166 children and adolescents aged 11 years and older. Participants were recruited for a multicenter growth hormone treatment study in various German university pediatric clinics. Patients were grouped by doctors into four diagnostic categories related to these causes of short stature: 1. Idiopathic growth hormone deficiency or neurosecretory dysfunction (121 patients): 79 boys and 42 girls) 2. Turner Syndrome (45 patients: 45 girls) 3. Organic growth hormone deficiency caused by brain tumors (23 patients: 14 boys and 9 girls) 4. other etiologies (48 patients: 26 boys and 22 girls) 5. Healthy children and adolescents with normal variant short stature (74 patients: 50 boys and 24 girls)     
Methods-Tools
Behaviour (Withdrawn, Somatic Complaints, Anxious/Depressed, Social Problems, Delinquent behavior, and Aggressive behaviour.
Child Behavior Checklist (CBCL)-completed by the mothers.
Youth Self-Report-completed by the children/adolescents
Social competence was excluded because of limited transcultural suitability. 
Cross sectional study
Sample: 24 primary schools, 2848 children aged 5-12 years (1439 boys and 1409 girls).
Methods-Tools
Height 
Freestanding Invicta portable stadiometer
Sociodemographic information
Questionnaire (completed by parents)





	The short stature in children and adolescents is associated with an increased number of emotional and behavioural problems.
The status of being short and not the specific diagnosis is probably an essential determinant of behavioural adaptation. 
The impact of being short was not mitigated by age, gender, socioeconomic status, the severity of short stature as indicated by height standard deviation scores, or the severity of growth hormone deficiency.






A total of 133 children (88 boys and 45 girls) repeated a grade in primary school.
Older boys within grades, notably those who have repeated a grade, are shorter than their peers.
Decisions to retain pupils, particularly boys who are 

 




	

	
	
	experiencing school difficulties, may be influenced by their height.

	Lee, Appugliese, Coleman, Kaciroti, Corwyn, Bradley, Sandberg & Lumeng, 2009 (Dr Lee was supported by National Institute of Diabetes and Digestive and Kidney Diseases grant and the Clinical Sciences Scholars Program at the University of Michigan. This project was supported by American Heart Association Midwest Affiliate grant-in-aid to Dr Lumeng). 
	Ped.
Short Stature in a Population-Based Cohort: Social, Emotional, and Behavioral Functioning

	Sample: 712 children with short stature in the sixth grade (47.1% boys and 52.9% girls) from the National Institute of Child Health and Human Development Study of Early Child Care and Youth Development.
Methods-Tools
Behavioral Problems
Achenbach Teacher’s Report Form (TRF)-completed by teachers
Childhood Depressive Symptoms 
Children’s Depression Inventory (Short Form)
Optimism (children’s self-concept on the basis of stature)
Life Orientation Test-Revised
Peer Relations
Child Behavior with Peers questionnaire (asocial with peers, excluded by peers and peer victimization scales)-completed by teachers
Peer victimization-social support from peers
Peer Victimization, Social Support and Bullying Questionnaire-completed by children)
Popularity
Relationships with Peers scale (completed by teachers) 
	There were no significant differences in social, emotional and behavioural functioning between short children and the control group.
Short children reported marginally higher levels of self-perceived peer victimization compared with their nonshort peers.
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	Expressions with negative connotation
	Expressions with positive connotation

	Look down on
	Look up to

	Short shrift
	Big man on campus

	Coming up short
	Head and shoulders above the rest

	Get the short end of the stick
	Stand tall

	Caught short
	Be the bigger person

	Draw the short straw
	Make it big

	Short change
	Stand on the shoulders of giants

	Feel small
	

	Shortsighted
	

	Shortchanged
	

	Sell yourself short
	


Adapted from: Rosenberg, 2009; Adelson, 2005a
[bookmark: _Toc39585303]Appendix 3: Letter of Approval
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Be-Coming Storytellers: Stories of Secondary Education
You are being invited to participate in a research project called Be-Coming Storytellers: Stories of Secondary Education. Before you decide, it is important for you to understand why the research is being done and what it will involve. Please take time to read the following information carefully and discuss it with others if you wish. Feel free to ask me if there is anything that you do not understand, or if you would like more information. Thank you for taking the time to read this Participant Information Sheet.

Who am I?
I am Antonios Ktenidis and I identify as a short-statured male with the label of ‘idiopathic short stature’[footnoteRef:150]. I am a doctoral researcher in the School of Education at the University of Sheffield. I am supervised by Professor Dan Goodley and Dr Kirsty Liddiard. I hold a BA in Primary School Education and a MA in Sociology of Education. I have worked in various teaching positions in primary schools in the United Kingdom since 2014 and became interested in how students with different bodies experience schooling and the impact such experiences have on their future life choices and chances.  [150:  . Idiopathic short stature is defined as ““a condition characterized by a height more than 2 standard deviations from below the  corresponding average height for a given age, sex and population, without any findings of disease” (Pedicelli et al. 2009: 105).] 

What is the project’s purpose?
Be-Coming Storytellers: Stories of Secondary Education is a research project that seeks to make known the experiences of students with Restricted Growth (hereby RG) of their secondary education and their future plans.
Working collaboratively with young people (11-30 years old) with RG and the associations that they might or might not be members of, this project will provide young people with the opportunity to tell stories of their experiences of their secondary schooling in various ways (using their voice, art and digital means) as well as sharing these stories with other peers with RG on a private, password protected weblog. 
Three reports of the Equality and Human Rights Commission[footnoteRef:151], which cover the period from 2009 to date (the time that your child is being/has been educated), demonstrate that disabled students find themselves in much more disadvantaged positions compared to their non-disabled peers throughout education (e.g. bullying rates, exclusion rates, access to further and higher education), and, consequently, being hindered to pursue their future goals and dreams. Nevertheless, such reports treat disability homogeneously (by that, I mean that all different impairments are included under the umbrella-term of ‘disability’ and are seen as more or less the same or at least as similar) and are not representative of every single individual’s experience. Moreover, as Tom Shakespeare and his colleagues (2010) argue, people with RG are situated at the margins of the disability community and, therefore, their experiences are rarely acknowledged. Hence, this project aims to engage with young people’s voices and creativity to produce stories and knowledge(s) which come directly from them.            [151: How Fair Is Britain: Equality, Human Rights And Good Relations in 2010, The First Triennial Review” (2010), Is Britain Fairer? The State of Equality and Human Rights 2015” (2015) & “Being Disabled In Britain 2016: A Journey Less Equal” (2017)] 

The research will run for 8 months, beginning in October 2017 and ending in June 2018. 
Why have I been chosen?
I want to invite young people with RG (11-30 years old) to participate as storytellers in Be-Coming Storytellers: Stories of Secondary Education. I am asking you to participate because of YOUR age and because you live with a RG condition. 
Do I have to take part?
No, it is completely up to you whether you take part or not. Your participation in Be-Coming Storytellers: Stories of Secondary Education is entirely voluntary. 
You will be asked to sign a consent form to state that you are happy to participate in Be-Coming Storytellers: Stories of Secondary Education. However, there is always the option of ‘withdrawing’, which means that you can stop participating at any time without even having to give a reason. 
What will happen to me if I become a participant?
In Be-Coming Storytellers: Stories of Secondary Education, I want to ensure that the project is as flexible as possible; participation can be shaped and adapted to fit around the needs and desires of young people.
I am looking to invite a total of 8 young people with RG (aged 18-30 years old) to become storytellers and share their creative stories with me.
What do I have to do?
You will be involved in two informal follow-up story-sharing sessions with me, where you will be asked to reflect on your experiences of secondary schooling. The time and place of this story-sharing will be agreed between us. Moreover, it would be preferable for the story-sharing to occur in person (I will travel to your city/town), but, if this is not possible, alternative means, such as Skype or a phone call could be utilized. Finally, you can choose your involvement to be anonymous. In that case, you will be asked to pick your own pseudonyms to represent yourself.  
What are the possible disadvantages and risks of taking part?
There are not any serious disadvantages or risks in taking part in Be-Coming Storytellers: Stories of Secondary Education. Nevertheless, there is the possibility of recalling unpleasant experiences (e.g. being teased) in the stories that you will share, which can be/feel distressing. However, a series of measures will be taken to ensure that you feel comfortable and supported. 
Firstly, you can take a time our whenever you wish or change a topic if you do not feel convenient with it. The discussions/story sharing will be led by you, so anything that will potentially be discussed will be your choice. 
Secondly, a supportive environment where such discussions can be held will be created by them taking place in physical spaces that you feel comfortable in and by me being open and sincere to any questions you might have, including my own experiences of schooling.
Finally, there is nothing wrong or shameful with being honest about our feelings and such reflections are more than welcome in this inclusive space.  
What are the possible benefits of taking part?
There is a range of benefits in participating in Be-Coming Storytellers: Stories of Secondary Education for you. 
Firstly, reflecting on your experiences is a very useful skill for self-esteem to be built as well as developing awareness of ways to deal with difficulties that we come across in our daily life. 
However, through storytelling it is also expected that positive and affirmative images of oneself will also emerge and that difference can be celebrated.  Against how different bodies are represented in (popular) culture (e.g. as fascinating or threatening), including the media, this project aims to produce positive and celebratory accounts of the body with RG.   
Will my participation in this project be kept confidential? 
Your participation in the project will be kept strictly confidential. Pseudonyms both for the participants (if you choose to be anonymous) and the settings (e.g. any locations that might be referred) will be used. The data will not be shared with anyone before it is fully anonymised, if this is your option.  
What will happen to the results of the research project?
As one of the core aims of this project is to make impact, the sharing (or dissemination) of the findings is considered essential. This will be done in various ways, such as publishing in academic journals, magazines, newspapers, online as well as presenting the findings in conferences (both national and international). Moreover, I will seek to share these findings with teachers and education policy makers to make them aware of their role in and responsibility for improving the current structures. Furthermore, as I will collaborate with various associations, the dissemination and discussion of the findings will include them too (for example, in the form of a report).
Future research: The Economic and Social Research Council (ESRC) funds Be-Coming Storytellers: Stories of Secondary Education. All ESRC-funded research must comply with the requirement to make all data generated by the project available via the UK Data Service in order to support researchers, teachers and policy makers. I will ask for your explicit consent for your data to be shared in this way and if you agree, I will ensure that the data collected about you is untraceable back to you before allowing others to use it. If you have any questions about this, please do not hesitate to ask.
What if something goes wrong?
If you feel that something has gone wrong, you and your parents/guardians are advised to make contact with Dr David Hyatt, Chair of Ethics of the School of Education University of Sheffield. His contact details are:
Dr David Hyatt 
Lecturer in Education
School of Education, University of Sheffield
3rd Floor Edgar Allen House
241 Glossop Road, Sheffield, S10 2GW
Email: d.hyatt@sheffield.ac.uk
Tel: (+44) (0)114 222 8126

Who has ethically reviewed the project?
This project has been ethically approved via the School of Education’s ethics review procedure. The University’s Research Ethics Committee monitors the application and delivery of the University’s Ethics Review Procedure across the University.
Contact for further information
If you and your parent(s)/guardian(s) have any questions about the study, please contact:
Antonios Ktenidis                                                                              [image: C:\Users\MediaMarkt2-PC\Downloads\20986347_1993201530923253_430856488_n.jpg]                                                                                                                      
PhD Candidate
School of Education, University of Sheffield
Edgar Allen House
241 Glossop Road, Sheffield, S10 2GW
Email: aktenidis1@sheffield.ac.uk

You can also contact either of my supervisors in the following contact details:
Professor Dan Goodley                                                       Dr Kirsty Liddiard
Chair In Education and Director of Research                  Research Fellow
School of Education, University of Sheffield      School of Education, University of Sheffield
3rd Floor                                                                                     3rd Floor
Edgar Allen House                                                               Edgar Allen House  
241 Glossop Road                                                                241 Glossop Road
Sheffield, S10 2GW                                                               Sheffield, S10 2GW
Email: d.goodley@sheffield.ac.uk                    Email: k.liddiard@sheffield.ac.uk 
Tel: (+44) (0)114 222 8185                                   Tel: (+44) (0)114 222 8111

Thank you for taking the time to read about Becoming Storytellers: Stories of Secondary Education project.
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Be-Coming Storytellers: Stories of Secondary Education
Your child is being invited to participate in a research project called Be-Coming Storytellers: Stories of Secondary Education. Before you decide whether or not they can participate, it is important for you to understand why the research is being done and what it will involve. Please take time to read the following information carefully and discuss it with others if you wish. Feel free to ask me if there is anything that you do not understand, or if you would like more information. Thank you for taking the time to read this Participant Information Sheet.

Who am I?
I am Antonios Ktenidis and I identify as a short-statured male with the label of ‘idiopathic short stature[footnoteRef:152]’. I am a doctoral researcher in the School of Education at University of Sheffield. I am supervised by Professor Dan Goodley and Dr Kirsty Liddiard. I hold a BA in Primary School Education and a MA in Sociology of Education. I have worked in various teaching positions in primary schools in the United Kingdom since 2014 and became interested in how students with different bodies experience schooling and the impact such experiences have on their future life choices and chances.  [152:  . Idiopathic short stature is defined as ““a condition characterized by a height more than 2 standard deviations from below the  corresponding average height for a given age, sex and population, without any findings of disease” (Pedicelli et al. 2009: 105, my emphasis).] 

What is the project’s purpose?
Be-Coming Storytellers: Stories of Secondary Education is a research project that seeks to make known the experiences of students with Restricted Growth (hereby RG) of their secondary education and their future plans.
Working collaboratively with young people (11-17 years old) with RG and the associations that they might or might not be members of, this project will provide young people with the opportunity to tell stories of their experiences of their secondary schooling in various ways (using their voice, art and digital means) as well as sharing these stories with other peers with RG on a private, password protected weblog. 
Three reports of the Equality and Human Rights Commission[footnoteRef:153], which cover the period from 2009 to date (the time that your child is being/has been educated), demonstrate that disabled students find themselves in much more disadvantaged positions compared to their non-disabled peers throughout education (e.g. bullying rates, exclusion rates, access to further and higher education), and, consequently, being hindered to pursue their future goals and dreams. Nevertheless, such reports treat disability homogeneously (by that, I mean that all different impairments are included under the umbrella-term of ‘disability’ and are seen as more or less the same or at least as similar) and are not representative of every single individual’s experience. Moreover, as Tom Shakespeare and his colleagues (2010) argue, people with RG are situated at the margins of the disability community and, therefore, their experiences are rarely acknowledged. Hence, this project aims to engage with young people’s voices and creativity to produce stories and knowledge(s) which come directly from them.            [153: How Fair Is Britain: Equality, Human Rights And Good Relations in 2010, The First Triennial Review” (2010), Is Britain Fairer? The State of Equality and Human Rights 2015” (2015) & “Being Disabled In Britain 2016: A Journey Less Equal” (2017)] 

The research will run for 8 months, beginning in October 2017 and ending in June 2018. 
Why has my child been chosen?
I want to invite young people with RG (11-17 years old) to participate as storytellers in Be-Coming Storytellers: Stories of Secondary Education. I am asking your child to participate because of their age and because they live with a RG condition. 
Do they have to take part?
No, it is completely up to you and your child whether they take part or not. Their participation in Be-Coming Storytellers: Stories of Secondary Education is entirely voluntary. 
You will be asked to sign a consent form to state that you are happy for your child to participate in Be-Coming Storytellers: Stories of Secondary Education. However, there is always the option of ‘withdrawing’, which means that your child can stop participating at any time without even you or they having to give a reason. 
What will happen to my child if they become a participant?
In Be-Coming Storytellers: Stories of Secondary Education, I want to ensure that the project is as flexible as possible; participation can be shaped and adapted to fit around the needs and desires of young people.
I am looking to invite a total of 6 young people with RG (aged 11-17 years old) to become storytellers and share their creative stories with me as well as with other young people on a weblog.  
What do they have to do?
The involvement of your child consists of two parts.
Firstly, your child will be involved in two informal story-sharing sessions with me, where they will be asked to share their stories of their experiences of secondary schooling. The best time for this story-sharing to take place would be after the end of the 1st and 2nd school term (December 2017 and April 2018 respectively), so that they can reflect on their experiences of the terms. However, as mentioned above, this project is flexible and the participation of your child is highly valued, so the time of the story-sharing could be agreed among us (you as parent/guardian, me and your child). Moreover, it would be preferable for the story-sharing to occur in person (I will travel to your city/town), but, if this is not possible, alternative means, such as Skype or a phone call could be utilized. You are also more than welcome to be present during the story-sharing. 
Secondly, your child will be asked to become a ‘digital storyteller’ too. By that, I mean that your child will be asked to share their stories of schooling with other peers on a weblog (a WordPress set up by me, which will be password protected and only participants and me will have access to it) from January to April (covering the second school term). These stories can vary in form (they can include text, pictures, sound, power point presentations) and content (they can be descriptive of a school day, of something special that happened during the term etc.) and can be as many as the child wants. As this weblog will constitute a small form of a community, where thoughts, feelings and stories will be shared, your child will need to abide by certain regulations and also sign for internal confidentiality. 
Finally, the involvement of your child will be anonymous in both parts and they will be asked to pick their own pseudonyms to represent themselves.  
What are the possible disadvantages and risks of taking part?
There are not any serious disadvantages or risks in taking part in Be-Coming Storytellers: Stories of Secondary Education. Nevertheless, there is the possibility of sensitive topics to be brought up (e.g. teasing) in the stories that children will share, which can be/feel distressing. This can happen either through the personal stories/reflections that children will produce or by being exposed to other children’s feelings, thoughts and stories. However, a series of measures will be taken to ensure that children feel comfortable and supported. 
Firstly, it will be clarified from the beginning that they can take a time our whenever they wish or change a topic if they do not feel convenient with it. The discussions/story sharing are child-centred, that means that children will be leading the discussion, so anything that will potentially be discussed will be their choice. 
Secondly, a supportive environment where such discussions can be held will be created by them taking place in physical spaces that children feel comfortable in and by me being open and sincere to any questions they might have, including my own experiences of schooling.
Finally, it will also be made clear that there is nothing wrong or shameful with being honest about our feelings and such reflections are more than welcome in this inclusive space.  
What are the possible benefits of taking part?
There is a range of benefits in participating in Be-Coming Storytellers: Stories of Secondary Education for children. 
Firstly, reflecting on one’s experiences is a very useful skill for self-esteem to be built as well as developing awareness of ways to deal with difficulties that we come across in our daily life. Moreover, realizing that we are not the only ones that go through certain difficulties, but there are others that share similar experiences –this is what is sought through the weblog-can also be a beneficial learning process. 
However, through storytelling it is also expected that positive and affirmative images of oneself will also emerge and that difference can be celebrated.  Against how different bodies are represented in (popular) culture (e.g. as fascinating or threatening), including the media, this project aims to produce affirmative and celebratory accounts of the body with RG.   
Furthermore, (digital) storytelling will further develop various skills of children, such as their digital, literacy and artistic skills by facilitating and encouraging different ways to produce stories. 
Finally, your child might make some new friends!    
Will my child’s participation in this project be kept confidential?
Your child’s participation in the project will be kept strictly confidential. Pseudonyms both for the participants and the settings (e.g. any locations that might be referred) will be used. The data will not be shared with anyone before it is fully anonymised.  
Moreover, if your child brings up something that is worrying (for example, being at risk from danger and/or harm), then I will have to share this with you and/or others. You will be informed in advance if this is the case. 
What will happen to the results of the research project?
As one of the core aims of this project is to make impact, the sharing (or dissemination) of the findings is considered essential. This will be done in various ways, such as publishing in academic journals, magazines, newspapers, online as well as presenting the findings in conferences (both national and international). Moreover, I will seek to share these findings with teachers and education policy makers to make them aware of their role in and responsibility for improving the current structures. Furthermore, as I will collaborate with various associations, the dissemination and discussion of the findings will include them too (for example, in the form of a report).
Future research: The Economic and Social Research Council (ESRC) funds Be-Coming Storytellers: Stories of Secondary Education. All ESRC-funded research must comply with the requirement to make all data generated by the project available via the UK Data Service in order to support researchers, teachers and policy makers. I will ask for your explicit consent for your child’s data to be shared in this way and if you agree, I will ensure that the data collected about your child is untraceable back to you/them before allowing others to use it. If you have any questions about this, please do not hesitate to ask.
As it has already been mentioned, anonymity and confidentiality of the data are central to this project. 
Who has ethically reviewed the project?
This project has been ethically approved via the School of Education’s ethics review procedure. The University’s Research Ethics Committee monitors the application and delivery of the University’s Ethics Review Procedure across the University.
What if something goes wrong?
If you feel that something has gone wrong, you are advised to make contact with Dr David Hyatt, Chair of Ethics of the School of Education University of Sheffield. His contact details are:
Dr David Hyatt 
Lecturer in Education
School of Education, University of Sheffield
3rd Floor Edgar Allan House
241 Glossop Road, Sheffield, S10 2GW
Email: d.hyatt@sheffield.ac.uk
Tel: (+44) (0)114 222 8126

Contact for further information
If you have any questions about the study, please contact:
Antonios Ktenidis                                                                              [image: C:\Users\MediaMarkt2-PC\Downloads\20986347_1993201530923253_430856488_n.jpg]                                                                                                                      
PhD Candidate
School of Education, University of Sheffield, 
241 Glossop Road, Sheffield, S10 2GW
Email: aktenidis1@sheffield.ac.uk

You can also contact either of my supervisors in the following contact details:
Professor Dan Goodley                                                       Dr Kirsty Liddiard
Chair In Education and Director of Research                  Research Fellow
School of Education, University of Sheffield      School of Education, University of Sheffield
         3rd Floor                                                                            3rd Floor
241 Glossop Road                                                             241 Glossop Road
Sheffield, S10 2GW                                                              Sheffield, S10 2GW
Email: d.goodley@sheffield.ac.uk                    Email: k.liddiard@sheffield.ac.uk 
Tel: (+44) (0)114 222 8185                                   Tel: (+44) (0)114 222 8111

Thank you for taking the time to read about Becoming Storytellers: Stories of Secondary Education project.
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Be-Coming Storytellers: Stories of Secondary Education
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Please read this Participant Information Sheet.





Participant Information Sheet

What is the project’s purpose?
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Be-Coming Storytellers: Stories of Secondary Education is a research project.
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It aims to find out more about the experiences of young people with restricted growth regarding their secondary education. 



[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :writing.jpg]
The project will be a space to share YOUR stories in creative ways.
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This project wants to know how young people feel about their secondary education and what works well and what not so well. 




Why have I been chosen?

[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :activities.jpg]I want to invite young people with (11-17 years old) to participate in and become storytellers in “Be-Coming Storytellers: Stories of Secondary Education. 




Do I have to take part?

[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :consent.jpg]No, you do not have to take part.  

It is up to you and your parent(s)/guardian(s) whether you take part as a co-researcher or not. 





[image: Macintosh HD:Users:kirstyliddiard:Downloads:fill-in-form.jpg]If you do want to take part, you and your parent(s)/guardian(s) will be asked to sign a form. 




[image: Macintosh HD:Users:kirstyliddiard:Downloads:choose-report.jpg]However, you can still change your mind and stop taking part at any time. You do not even have to give a reason.




What will happen to me if I become a participant?

[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :friendly-friends.jpg]
I want 6 young people (aged 11-17) to be-come storytellers!



What do I have to do?


[image: C:\Users\MediaMarkt2-PC\Desktop\Stories.jpg]

Storytelling can take various forms, such as oral storytelling (basically, chatting), visual storytelling (pictures, comics), poetry, acting and so on. You can be as creative as you want!

[image: C:\Users\MediaMarkt2-PC\Desktop\download.jpg]

Since we live in what is known as the ‘digital era’ (everything is taking place via Internet), I thought it would be nice to engage with some blogging and, in particular, digital storytelling. In a web-platform that I will set up, we can all share our stories (once more, in whatever way we wish: text, pictures, videos, a combination of everything). This weblog will be password protected (we are the only ones to know the password) and you can choose your nicknames. You can share as many stories as you feel like about a range of topics (a particular school day, an unexpected incident, something related to the past/present/future). It is up to you! 

The weblog will run from the beginning of January 2018 until the end of February 2018 unless agreed differently.  





What are the possible disadvantages and risks of taking part?

[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :risk+assessment.jpg]

I don’t see any serious disadvantages or risks in participating in Be-Coming Storytellers: Stories of Secondary Education.


[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :Screen Shot 2015-11-08 at 15.40.59.png]
However, sometimes thinking about our lives can be upsetting or sad. You might also feel sad for other young people and their stories.




[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :teamwork.jpg]
However, you will be in a supportive, friendly environment.



[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :time.jpg]
You can take time out whenever you wish.






What are the possible benefits of taking part?
[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :Screen Shot 2015-11-08 at 15.45.00.png]

Having the chance to use your creativity in storytelling and to share your stories as well as to listen to other young people’s stories.



[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :things-to-do-V3.jpg]
You might also gain technical, digital and artistic skills…








[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :meeting-people.jpg]
     …and build confidence and self-esteem…


[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :friendly-friends.jpg]

…and make friends….



[image: C:\Users\MediaMarkt2-PC\Desktop\41721908-school-building-cartoon.jpg]…..and make schools a better place for everyone!


What if something goes wrong?

[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :get-it-wrong-(female).jpg]
If you feel something has gone wrong, you and your parent(s)/guardian(s) can make contact with with Dr David Hyatt, Chair of Ethics of the School of Education University of Sheffield. 

His contact details are:
Dr David Hyatt 
Lecturer in Education
School of Education, University of Sheffield
3rd Floor Edgar Allan House
241 Glossop Road, Sheffield, S10 2GW
Email: d.hyatt@sheffield.ac.uk
Tel: (+44) (0)114 222 8126

Will my taking part in this project be kept confidential?

[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :private-information-2.jpg]
If you so choose, your participation in the project will be kept confidential, which means private.




[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :confidential-V2.jpg]

            You can also choose to not have your name in any reports I write.




[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :Screen Shot 2015-11-08 at 15.49.45.png]
However, if you tell us something that worries us, then I might have to share it with someone else. I will let you know if I plan to do this.




What will happen to the results of the research project?

In the end of the project, I will be sharing what I have found:
[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :book.jpg]


In academic journals




[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :newspaper.jpg]

In magazines and newspapers



[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :big+meeting.jpg]
At conferences (a meeting of people) in the UK and overseas



[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :government.jpg]
I also want to let powerful people like politicians and policy makers know what I have found, so they can do things to improve stuff that might not being working well.


15. Who is organising and funding the research?

[image: Macintosh HD:Users:kirstyliddiard:Pictures:iPhoto Library.photolibrary:Masters:2014:10:21:20141021-141839:Esrc_logo-2.png]
Be-Coming Storytellers: Stories of Secondary Education is funded by the Economic and Social Science Research Council (ESRC).







[image: Macintosh HD:Users:kirstyliddiard:Pictures:iPhoto Library.photolibrary:Masters:2014:11:27:20141127-110027:kfinal.jpg]


Who has said the project is safe?

[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :checking.jpg]
This project has been reviewed by the University of Sheffield’s Research Ethics Committee to check that it is safe.










 Contact for further information
If you and your parent(s)/guardian(s) have any questions about the study, please contact either:

Antonios Ktenidis                                                                              [image: C:\Users\MediaMarkt2-PC\Downloads\20986347_1993201530923253_430856488_n.jpg]                                                                                                                      
PhD Candidate
School of Education, University of Sheffield
Edgar Allan House 
241 Glossop Road, Sheffield, S10 2GW
Email: aktenidis1@sheffield.ac.uk


[image: Macintosh HD:Users:kirstyliddiard:Pictures:iPhoto Library.photolibrary:Masters:2016:11:17:20161117-175637:liddiardk.jpg]Dr. Kirsty Liddiard
Research Fellow
School of Education
Room 1.07, 388 Glossop Road
Sheffield, S10 2JA
Email: k.liddiard@sheffield.ac.uk
Tel: (+44) (0)114 222 8111
Professor Dan Goodley:

[image: Macintosh HD:Users:kirstyliddiard:Pictures:iPhoto Library.photolibrary:Masters:2017:01:31:20170131-094752:dangoodley.jpg]Chair in Education and Director of Research
School of Education
Room 8.05
388 Glossop Road
Sheffield, S10 2JA
Email: d.goodley@sheffield.ac.uk
Tel: (+44) (0)114 222 8185


You and your parent(s)/guardian(s) will be given a copy of this information sheet and a signed consent form to keep. 


Thank you for taking the time to read about the Be-Coming Storytellers: Stories of Secondary Education















[bookmark: _Toc39585309]Appendix 6: Informed Consent Forms

[bookmark: _Toc39585310]Informed Consent Form for Adult Participants

Be-Coming Storytellers-Stories of Secondary Education

Voluntary Consent Form

This form is for a young person participant (18-30) 

	
[bookmark: _Toc37963618][bookmark: _Toc39337427][bookmark: _Toc39340177][bookmark: _Toc39585311]Title of Research Project: Be-Coming Storytellers: Stories of Secondary Education

Name of Researcher:  Antonios Ktenidis

Participant Identification Number for this project:	           Please initial box

1. I confirm that I have read and understand the information sheet 
dated [insert date] explaining the above research project
and I have had the opportunity to ask questions about the project.

2. I understand that my participation is voluntary and that I am free to 
withdraw at any time without giving any reason and without there 
being any negative consequences. In addition, should I not wish to 
answer any particular question or questions, I am free to decline. I can 
email Antonios Ktenidis(Email: aktenidis1@sheffield.ac.uk) if I wish to discuss withdrawal or have any questions pertaining to withdrawal.

3. I understand that my responses will be kept strictly confidential.
I give permission to have access to my anonymised (if I choose anonymity) responses. I understand that my name will not be linked with the research materials, and I will not be identified or identifiable in the report or reports that result from the research.  

4.    I agree for the data collected from me to be used in future research, 
      if necessary. 



________________________	________________         ____________________
Name of Participant	Date	Signature
(Or legal representative)

_________________________	________________         ____________________
Name of Researcher                 Date	Signature                        

To be signed and dated in presence of the participant


Copies:
Once all parties have signed this form the participant should receive a copy of the signed and dated participant consent form, the letter/pre-written script/information sheet and any other written information provided to the participants. A copy of the signed and dated consent form should be placed in the project’s main record (e.g. a site file), which must be kept in a secure location. 



[bookmark: _Toc39585312]Informed Consent For Parents 

Be-Coming Storytellers-Stories of Secondary Education

Consent Form

This form is for the parent(s)/guardian(s) of young participants (11-17) 

	
[bookmark: _Toc37963620][bookmark: _Toc39337429][bookmark: _Toc39340179][bookmark: _Toc39585313]Title of Research Project: Be-Coming Storytellers-Stories of Secondary Education

Name of Researcher:  Antonios Ktenidis

Participant Identification Number for this project:	           Please initial box

4. I confirm that I have read and understand the information sheet 
dated [              ] explaining the above research project
and I have had the opportunity to ask questions about the project.

5. I understand that my child’s participation is voluntary and that they are free
     to withdraw at any time without giving any reason and without there 
being any negative consequences.  In addition, should they not wish to 
answer any particular question or questions, they are free to decline. I can 
email Antonios Ktenidis (Email: aktenidis1@sheffield.ac.uk) if I wish to discuss withdrawal or have any questions pertaining to withdrawal.

6. I understand that my child’s responses will be kept strictly confidential.
I give permission to have access to his/her anonymised responses. I understand that my child’s name will not be linked with the research materials, and they will not be 
identified or identifiable in the report or reports that result from the research.  



4.    I agree for the data collected from my child to be used in future research, 
      if necessary. 


5. I agree for my child to take part in the above research project.


________________________	________________         ____________________
Name of Parent/Guardian              Date                        Signature
Of Participant
(Or legal representative)

_________________________	________________         ____________________
Name of Researcher	Date	Signature

To be signed and dated in presence of the participant

Copies:
Once all parties have signed this form the participant should receive a copy of the signed and dated participant consent form, the letter/pre-written script/information sheet and any other written information provided to the participants. A copy of the signed and dated consent form should be placed in the project’s main record (e.g. a site file), which must be kept in a secure location. 




[bookmark: _Toc39585314]Informed Consent Form for Teenagers

Be-Coming Storytellers: Stories of Secondary Education



Title of Research Project: Be-Coming Storytellers: Stories of Secondary Education

Name of Researcher: Antonios Ktenidis


Please tick box

[image: Screen Shot 2017-03-30 at 10]
I confirm that I have read and understand the information sheet explaining the above project.



[image: any-questions]
I have had the opportunity to ask questions. 





[image: Description: Macintosh HD:Users:kirstyliddiard:Downloads:choose-report.jpg]
I understand that I can say “Yes” or  “No” to being involved in the research. 




[image: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :leaving.jpg]
I understand I can choose to leave the research at any time if I want to.




[image: Description: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :confidential-V2.jpg]
I understand that I can choose a pretend name if I want to and that other people can look at what I have to say once I have chosen a pretend name.




[image: Description: Macintosh HD:Users:kirstyliddiard:Desktop:EASY READ image bank :consent.jpg]

I agree to take part in the above research project.





______________________    ________________         ______
Your name	                                  Date	  Signature
(Or legal representative)


___________________	________________         __________
  Researcher	              Date	                      Signature
To be signed and dated in presence of the participant

Copies:
Once all parties have signed this form the participant should receive a copy of the signed and dated participant consent form, the letter/pre-written script/information sheet and any other written information provided to the participants. A copy of the signed and dated consent form should be placed in the project’s main record (e.g. a site file), which must be kept in a secure location. 
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