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The social model of disability has paid little attention to disabled children, with few attempts to explore how far it provides an adequate explanatory framework for their experiences. This chapter reports findings from a two-year study exploring the lived experiences of 26 disabled children with a range of impairments aged 7–15. They experienced disability in four ways—in terms of impairment, difference, other people’s behaviour towards them, and material barriers. Most young people presented themselves as similar to non-disabled children: it is suggested they may have lacked a positive language with which to discuss difference. The chapter concludes by speculating why most of the children focused on ‘sameness’ rather than difference in their accounts and the implications of the findings for developing a social model of childhood disability.
Introduction 
Disabled children have received little attention within the social model of disability: the extent to which it provides an adequate explanatory framework for their experiences has been little explored. Many studies about disabled children make reference to the social model, often in relation to identifying social or material barriers or in formulating recommendations for better services (Morris, 1998a; Dowling & Dolan, 2001; Murray, 2002; Townsley et al., 2004; Rabiee et al., 2005). Few have focused specifically on children’s perceptions and experiences of impairment and disability or explored the implications of these for theorizing childhood disability. Watson et al. (2000) and Kelly (2005), following Connors and Stalker (2003a), are notable exceptions. Ali et al (2001), in a critical review of the literature relating to black disabled children, concluded that the disability movement in Britain has neglected children’s experiences. 

[...]In order to understand general themes in children’s lives it is necessary to pay attention to their narratives and personal experiences. Shakespeare and Watson (1998) pointed to the potential for drawing on insights from both the social model of disability and the sociology of childhood to explore disabled children’s experiences.[...] 

Study aims and Methods

[...] The main aims of the study were to explore disabled children’s understandings of disability and how they negotiate the experience of disability in their everyday lives. We asked the children to tell us about ‘a typical day’ at school and at the weekend, relationships with family and friends, their local neighbourhood, experiences at school, pastimes and interests, use of services and future aspirations. While open-ended questions were enough to launch some children on a blow-by-blow account of, for example, everything they had done the previous day, other youngsters, notably those with learning disabilities, needed the question broken up into more manageable chunks, such as: ‘what time do you usually get up?; what do you like for breakfast?’ We did not include direct questions about impairment in the children’s interview schedules, nor did we think it appropriate to ask the children, in so many words, how they ‘understood disability’. Rather, we preferred to wait and see what they had to say on these topics while telling us about their daily lives generally and in response to specific questions such as the following: 

· Are there some things you are quite good at?
· Are there any things you find difficult to do? 
· What’s the best thing about school? 
· What’s the worst thing? 
· Have you ever been bullied at school? 
· Are there any things you need help to do? 
· If you had a magic wand and you could wish for something to happen, what would you wish? 
If individual children made little or no reference to impairment as the interview proceeded we raised the subject in follow-up questions, e.g. after the ‘magic wand’ question we might ask: ‘what about your disability?; would you change anything about that?’ This was easier with those who had physical or sensory impairments than those with learning disabilities (see Stalker & Connors, 2010, for an account of these children’s views and experiences). 

Findings 
The findings suggest that children experienced disability in four ways, in terms of impairment, difference, other people’s reactions and material barriers. 

Impairment 
Much of what children talked about as ‘disability’ was impairment and the effects of impairment on their day-to-day living (although none used the word ‘impairment’). The children’s main source of information about the cause of their impairments was their parents. Parents told us they tended to use one of three explanations: the child was ‘special’, impairment was part of God’s plan for the family or there had been an accident or illness around the time of birth. Several parents commented on their dread at being asked for explanations and it was notable that disabled children seemed to ask once and then let the subject drop; perhaps they were aware of the distress felt by parents. Generally, there seemed not to be much discussion within families about impairment. A number of children had never talked to their parents about it and in some families there was avoidance and/or silence about the subject. One sibling, a 13-year-old boy, reported that his mother had forbidden him to tell other people about his sister’s impairment but rather to ‘keep it in between the family’. 

The disabled children tended to see impairment in medical terms—not surprisingly, given that most had a high level of contact with health services. Most had experienced multiple hospital admissions, operations and regular outpatient appointments, all of which might lead them to conclude that having an impairment linked them directly to healthcare professionals. A few had cheerful memories of being in hospital; for example one said she would give her doctor ‘20 out of 10’ points for  helping her, while another said his consultant was ‘brilliant’. A 10-year-old boy with learning disabilities recalled an eye operation he had undergone aged 5 or 6: 
Researcher: What happened? Did you go into hospital on your own? 
Child: My mum wasn’t allowed to come in with me 

Researcher: Was she not? 
Child: Into the theatre 

Researcher: Into the theatre. Was she allowed to be with you in the ward? 
Child: Yes. Uh-huh 

Researcher: Good 

Child: What made me scared most was, there were these tongs, they were like that … with big bridges with lights on them, you know, and ‘oh, oh, what are they for? What are they for?’ Researcher: Hmm. Hmm 

Child: And there were things all in my mouth 

Researcher: Hmm. Hmm 

Child: Then everybody was there 

Researcher: Ah ha 

Child: Then I went ‘Mum!’ 
Researcher: Hmm. So it’s quite scary. Did it help? 
Child: Yeah 

However, none of the children appeared to view impairment as a ‘tragedy’, despite the close ties between the ‘medical’ and ‘tragedy’ models of disability (Hevey, 1993). They made no reference to feeling loss or having a sense of being hard done by. 

Indeed, for some children it seemed that having an impairment was not a ‘big deal’ in their lives. When offered a ‘magic wand’ and asked if they would like to change anything about themselves or their lives, only three referred to their impairment: two said they would like to be able to walk and one wanted better vision. One girl with mobility difficulties compared herself favourably with other children: ‘When I see people as they two are, I think “gosh” and I’m like glad I can walk and people see me and I walk like this’. When a boy aged 9 was asked if he ever wished he didn’t have to use a wheelchair, the reply was: ‘That’s it, I’m in a wheelchair so just get on with it … just get on with what you’re doing’. 

The children did tell us about what Thomas (1999) called ‘impairment effects’ (restrictions of activity which result from living with impairment, as opposed to restrictions caused by social or material barriers). They talked about repeated chest infections, tiring easily, being in pain, having difficulty completing schoolwork. At the same time, most seemed to have learned to manage, or at least put up with, these things. Most children appeared to have a practical, pragmatic attitude to their impairment. The majority appeared happy with themselves and were not looking for a ‘cure’. However, there were some indications that a few of the younger children thought they would outgrow their impairment. The mother of a 9-year-old Deaf boy said he thought he would grow into a hearing adult. (This child had no contact with Deaf adults.) Only one younger child thought she would need support when she grew up, in contrast to most of the older ones, who recognized they would need support in some form or other. 

Difference
 Parents usually thought their children were aware of themselves as different from other children, but most of the children did not mention it. Instead, the majority focused on the ways their lives were similar to or the same as those of their peers. Most said they felt happy ‘most of the time’, had a sense of achievement through school or sports and saw themselves as good friends and helpful classmates. They were active beings with opportunities to mould at least some aspects of their lives. Most felt they had enough say in their lives, although some teenagers, like many youngsters of that age, were struggling with their parents about being allowed more independence. One girl said of her mother: 
She’s got to understand that she can’t rule my life any more … . I just want to make up my own mind now because she’s always deciding for me, like what’s best for me and sometimes I get angry. She just doesn’t realize that I’m grown up now but soon I’m going to be 14 and I won’t be a wee girl any more. 

When asked what they would be doing at their parents’ age, the children revealed very similar aspirations to those of other youngsters, for example becoming a builder, soldier, fireman, vet, nurse or ‘singer and dancer’. 

Most problems the children identified were in the here and now: it was striking that on this subject their responses differed from their parents’ accounts. Most parents were able to tell us about occasions where their child had been discriminated against, treated badly or faced some difficulty, but the children themselves painted a different picture of the issues which concerned them. Some, particularly in the older group, reported a high level of boredom; many of these young people attended special schools and so had few, if any, friends in their local communities. One teenager explained: 
It’s like weird because people at my [segregated] school, they are not as much my friends as people here ‘cos I don’t know them that much. My friends past the years, they come to my house but not them. They’ve never even seen my house. 

Some schools with ‘inclusive’ policies seemed to take the view that difference should not even be acknowledged. We were not allowed to make contact with families through some schools because our research was about disabled children and they were not to be singled out (despite the fact that all the interviews were to take place in the family home). One danger of treating all children ‘the same’ is that rules and procedures designed for the majority do not always fit the minority. In an example from a mainstream school, one mother told us that her 14-year-old son, a wheelchair user, had been left alone in the school during fire drill: He was telling me the other day how they did the fire alarm and everybody was screaming out in the playground. Richard was still in the school and everybody was outside. He was saying ‘Mum, I was really, really worried about what happens if there’s a real fire.’ No one came to his assistance at all. 

Where difference was badly managed children could feel hurt and excluded, resulting in the ‘barriers to being’ that Thomas (1999) identified. One boy who attended an integrated unit within a mainstream school asked his mother what he had done ‘wrong’ to be placed in a ‘special’ class. Lack of information and explanation had led him to equate difference with badness or naughtiness. 

Some special schools seemed to focus on difference in an unhelpful way, defining the children in terms of their impairment. At one school teachers apparently referred to pupils as ‘wheelchairs’ and ‘walkers’. A wheelchair user at this school commented: ‘It’s sad because we’re just the same. We just can’t walk, that’s all the difference’. Another pupil at this school told us: ‘I’m happy being a cerebral palsy’. Despite her stated ‘happiness’, it seems unlikely that being publicly labelled in this way, and then apparently internalizing the definition, would help children develop a rounded sense of self. At the same time, a couple of children believed that needs relating to their impairment were better met in a special school than they would be in a mainstream school, with one deaf girl preferring to be: 
Child: Where there’s signing, where everyone signs, all the teachers, all the children 

Researcher: Why is that better than going to a school with hearing children? 
Child: Hearing children, no one signs. I don’t understand them and they don’t understand me 

Echoing findings made elsewhere (Davis & Watson, 2001; Skar & Tamm, 2001), there were several reports of children in mainstream schools feeling unhappy with their special needs assistants (SNAs), whose role is to facilitate inclusion. One older girl was very annoyed that at break times her SNA regularly took her to the younger children’s playground when, understandably, she wanted to mix with young people of her own age. In another case a SNA always took a pupil into the nursery class at lunch times, because she (the SNA) was friendly with the nursery staff! 
On the other hand, some schools responded to difference in a positive way. Many children had extra aids and equipment at school or were taken out of their classes for one-to-one tuition. Much of this support seemed to be well embedded in daily routines and not made into an issue. The mother of a boy attending mainstream school recounted: 
There was that time, remember, when. … they’d asked a question in the big hall … . It was ‘does anybody in here think they are special?’ and he put his hand up and said ‘I am because I have cerebral palsy’ and … he went out to the front and spoke about his disability to everybody. 

It could be argued that encouraging children to see themselves as ‘special’ because they have an impairment is not a positive way forward. As indicated earlier in this paper in relation to different types of school, the word ‘special’ can be a euphemism (or justification) for segregated facilities. ‘Special’ might also be seen as a somewhat mawkish or sentimental way of portraying disabled children. However, some parents used this word to emphasize that their children were unique and valued individuals. Most worked hard to give the children the message that they were just as good as their brothers and sisters and any other children, that it was possible to be different but equal. 

Reactions of other people 
Nevertheless, children could be made to feel different and of lesser value by the unhelpful and sometimes hostile words and actions of others, whether people they knew or complete strangers...We were told of incidents where people unknown to the child had acted insensitively, for example: 
· staring;
· talking down, as if addressing a young child; 
· inappropriate comments; 
· inappropriate behaviour; 
· overt sympathy. 
Children who used wheelchairs seemed to be a particular target for the public at large. An older boy who had difficulty eating disliked going out to restaurants because he was stared at. He used a wheelchair and got annoyed when people bent down to talk to him as if he was ‘small’ or ‘stupid’: ‘I don’t mind if it’s wee boys or wee girls that look at me but if it’s adults … they should know. It’s as if they’ve never seen a wheelchair before and they have, eh?’ A 13-year-old girl with learning disabilities described the harassment which she and her single mother had experienced from neighbours, including: 
The man next door came to our door and rattled the letter box and shouted ‘come out you cows or I will get you’. So we called the police and then they did not believe us because I was a special needs. 
Other children could also be cruel: almost half the disabled children had experienced bullying, either at school or in their local neighbourhood. One boy reported that he was ‘made fun of’ at school ‘about nearly every day’. His mother reported he had once had a good day in school because no-one had called him ‘blindie’. Although the children were very hurt by this kind of behaviour, a few took active steps to deal with it, reporting the bullying to parents or teachers. One girl faced up to the bullies herself and was not bothered by them again. A few were not above giving as good as they got, as this boy’s response shows: ‘No, I just bully them back. Or if they started kicking us, I’d kick them back’. 

Material barriers 
Thomas (1999) described ‘barriers to doing’ as restrictions of activity arising from social or physical factors. These caused significant difficulties in the children’s lives. They included: 
· lack of access to leisure facilities and clubs, especially for teenagers; 
· transport difficulties; 
· paucity of after-school activities; 
· lack of support with communication. 
One boy reported he had been unable to go to a mainstream high school with friends from primary school because parts of the building were not accessible to him. A 13- year-old boy who wanted to go shopping with his friends at the weekend found that his local Shopmobility scheme had no children’s wheelchairs. A 14-year-old who wanted to attend an evening youth club at school was told it was not possible to arrange accessible transport at that time. It was suggested he remain in school after afternoon lessons ended until the club began. Understandably, he was not willing to wait around in school by himself for four hours, nor to attend the youth club wearing his school uniform. 

There was less evidence of material barriers in the accounts given by children with learning disabilities. Some complained of boredom at weekends and during school holidays, sometimes linked to the fact that they attended a school outside their neighbourhood and lacked friends locally. Alternatively, they may have been less affected by, or aware of, the physical barriers affecting some of the children with physical and sensory impairments. 

Discussion 
So, children experienced disability in terms of impairment, difference, other people’s behaviour and material barriers. Some had negative experiences of the way difference was handled at school, many encountered hurtful or hostile reactions from other people and many also came up against physical barriers which restricted their day-to-day lives. Despite all this, most of the children presented themselves as much the same as others, young people with fairly ordinary lives. They focused on sameness. Why? 
There could be a number of explanations. First, it may be that some of the children felt they had to minimize or deny their difference. Youth culture and consumerism exert heavy pressures on young people to follow the crowd, keep up with others, not to stand out. Disabled youngsters are by no means immune to such pressures, albeit, as Hughes et al. (2005) argued, they may find themselves excluded from ‘going with the flow’...A significant number of children in our study were not encouraged to talk about impairment and disability at home or at school. These attitudes—or pressures—would tend to discourage children from talking about difference. It is notable that children at special schools tended to talk more openly about their impairments, although the schools themselves still seemed to be operating out of a medical model of disability. 

Secondly, and taking a different tack, we could argue that the children in this study are self-directing agents, choosing to manage their day-to-day lives and experiences of disability in a matter of fact way. It is important to stress here that the children’s (mostly positive) accounts of their lives differ significantly from earlier research findings about disabled children based on parents’ or professionals’ views, which tend to be considerably more negative (see Baldwin & Carlisle, 1994). Some of the older children were also active in responding to the hostile responses of other people, although there was less they could do about the structural barriers they came up against. They were also developing frameworks within which to understand the behaviours shown to them and, as active agents, chose not to be categorized by these responses. Impairment, and the resulting disability, was not seen as a defining feature of their identities...However, there were exceptions, like the girl who described herself as ‘a cerebral palsy’. 

However, we lean towards a third explanation. Perhaps the children were neither ‘in denial’ nor fully in command of resisting the various barriers they face. It may be that they did not have a language with which to discuss difference. We have already noted that they lacked contact with disabled adults—they did not have positive role models of disabled people nor opportunities to share stories about their lives with other disabled children. Without this framework it could be that children strove to be, or appear, the same as their non-disabled peers. If so, then there is a need for disabled children to have contact with organizations of disabled people and access to information and ideas about social models of disability. A counter-narrative is a critique of dominant public narratives constructed by people excluded from mainstream society to tell their own story (Thomas, 1999). The social model of disability is a counternarrative (which has had considerable impact), but up to now children’s narratives have played little part in its construction. Thus, there is a need for the social model to take children’s experiences on board. How can it do this? Our findings show that Thomas’ social relational model of disability, which was developed from women’s accounts of disability, can also inform our understandings of disabled children’s experiences. First, despite the fact that the majority had relatively little information about the cause and, in some cases, nature of their impairments, impairment was a significant part of their daily experience. They reported various ‘impairment effects’. In addition, our analysis showed some significant differences in the experiences and perceptions of those with learning disabilities compared with those with physical and sensory impairment. Secondly, there was evidence of ‘barriers to doing’ in the children’s accounts, particularly those with physical or sensory impairments. They identified various material, structural and institutional barriers which restricted their activities. 

Thirdly, the young people told us about their experiences of being excluded or made to feel inferior by the comments and behaviour of others, sometimes thoughtless, sometimes deliberately hurtful. Some parents strove to give their disabled children positive messages about their value and worth and fought for them to have an ordinary life, for example to attend mainstream schools or be included in local activities, and some children received good support from teachers or other professionals. 

Nevertheless, they could be brought up against their difference, so to speak, in a negative way by other people’s reactions, at both a personal and institutional level. In the children’s accounts it was these incidents which upset them most, albeit some showed active resistance to, or rejection of, the labels or restrictions others sought to impose on them. Thus, in thinking about disabled childhoods, ‘impairment effects’, ‘barriers to doing’ and ‘barriers to being’ all seem to have a place. Our findings suggest that the last of these may have particular significance during the childhood years, when young people are going through important stages of identity formation which may lay the foundations of self-confidence and self-worth for years to come. 
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This chapter argues that Thomas’s (1999) social relational model of disability can help inform understandings of children’s experiences, with ‘barriers to being’ having particular significance. It is early days and these ideas are no more than a potential starting point. The chapter clearly points out that there is a need for a two-way process in which disabled children have access to ideas and information about social models of disability, and social models of disability take account of their experiences and understandings. To facilitate this process we need to open up more space for conversations between disabled children, disability activists and researchers and their allies.
