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Children with learning disabilities talking about their everyday lives

Kirsten Stalker and Clare Connors

Introduction

Over recent years, many studies have examined children’s lives from their own perspective. A smaller literature reports the views of disabled children, most of which focuses on young people’s experiences of school or support services. Few studies have sought disabled children’s accounts of their everyday lives, although Hirst and Baldwin (1994), Watson et al. (2000). Lewis et al (2006) and Singh and Ghai (2009) are among the exceptions. The views of children with learning disabilities are particularly poorly represented in the literature. In this chapter, we report what children with learning disabilities involved in one study had to say about their everyday lives.

The chapter begins by identifying some theoretical frameworks which can us understand the children’s accounts and place them in a wider context. These are drawn from the social studies of childhood and the social relational model of disability. The reader is encouraged to find out more about these ideas by following up the references given. Next, we describe the aims and methods of our study: 26 disabled children took part but this chapter presents an analysis of the interviews with those who had learning disabilities – 13 in all. The bulk of the chapter reports their accounts of their lives, looking in turn at home, school, services and ‘views of self’, followed by pen profiles of two children.  The final section draws out conclusions and implications for policy and practice. All real names have been changed. Fuller accounts of the study can be found in Connors and Stalker (2003, 2007).

Theoretical frameworks

Where childhood is seen as a period of predictable development leading to independence and autonomy, then, Priestley (2003) argues, disabled children are bound to ‘fail’. Traditionally, research about children has focused on their biological or psychological development: viewed through adult eyes, children were seen as playing a relatively passive role, reacting in a fairly predictable way to ‘natural’ processes going on within them and social processes going on around them. The social studies of childhood, however, views childhood as socially constructed (James et al. 1998, Mayall 2002). Being a child has carried a wide variety of meanings across different cultures and times. For example, young working-class people in early Victorian Britain enjoyed precious little ‘childhood’ before being sent to work down mines or up chimneys, and many in the majority world have similar experiences today. For much of the twentieth century, children with learning disabilities were excluded from mainstream childcare legislation and treated as ‘small’ or ‘pre-’ adults with learning disabilities. The social studies of childhood recognizes the cultural and historical diversity of children’s lives, which are further differentiated by class, gender, race and disability. Children have a unique perspective which differs from that of adults and are active in shaping their own lives: thus we need to recognize the contribution which their accounts can make to a broader analysis of childhood itself.

Another set of ideas which can usefully inform our thinking about disabled children can be found in the social model of disability. This was developed by disabled people to explain, and help overcome, oppression and discrimination (Oliver 1990; Barnes 1991). The social model draws an important distinction between ‘impairment’, meaning the loss or limitation of functional ability (such as the inability to see, hear or walk) and ‘disability’ which refers to social, material and cultural barriers (such as inaccessible buildings or information) which exclude people from mainstream life This way of looking at disability, widely promoted by the disabled people’s movement, has won considerable political success, for example in campaigns for anti-discrimination legislation.

At the same time, some disabled people have pointed out limitations within the social model. These include its lack of attention to the implications of living with impairment on a daily basis and its neglect of the importance of personal experience (Shakespeare and Watson 2002, Shakespeare 2006). Thomas (1999, 2004) has developed what she calls a social relational model of disability which addresses these issues. She suggests that disabled people face two types of barrier. First, there are ‘barriers to doing’ which restrict what people can do: these are the buildings with steps which prevent wheelchair users from entering, or written information leaflets which cannot be read by people with visual impairment. Secondly, Thomas identifies ‘barriers to being’, caused by the hurtful or hostile attitudes and behaviour of other people or by exclusionary policies and practices within institutions. Over time, these can undermine a person’s psychoemotional well-being, restricting who they can ‘be’ or become by damaging their self-esteem and confidence. Thomas also talks about ‘impairment effects’: these are restrictions of activity which result directly from impairment, as opposed to physical barriers or other people’s attitudes. For a child with learning disabilities, for example, difficulty with reading may well be related to intellectual impairment. However, there could be other contributing factors: people may have undermined the child’s confidence, and thus willingness to persevere with reading, by making thoughtless remarks about their ability or achievement.

Study aims and methods

This was a two-year study funded by The Scottish Executive. Its aims were:

•
to explore disabled children’s understandings of disability;

•
to explore how they negotiate the experience of disability in their everyday lives;

•
to explore their experiences of using services;

•
to explore siblings’ views about having a disabled brother or sister.

We did not set out to recruit children who would be representative of the wider population of disabled children; rather, we aimed to include youngsters with a range of ages and impairments, attending a variety of schools. Families were recruited to the study through schools and voluntary organizations. These agencies were asked to send information and consent forms to parents on our behalf. Once a positive response was received, we sent information and consent forms to the disabled children and their siblings. Three or four visits were made to each family, the first meeting being an opportunity to discuss their participation in the study. Semi-structured interviews were carried out with the disabled children, spread over two or three interviews, In most cases we talked to the children alone but mothers of young people with learning disabilities ‘sat in’ on two occasions. 

Two different versions of the interview schedule were used in the study, one with children aged 11–15, the other with those aged 7–10. The latter schedule, which included various activities and visual aids to engage the children’s interest and facilitate communication, was used for all those with learning disabilities. While it is important to use age-appropriate material with children, piloting showed that the more structured schedule worked better with this group. We offered the younger children and those with learning disabilities various activities (such as drawing or writing a story), as well as certain games and exercises, so that those who were not verbally skilled, or not very forthcoming, had alternative means of expressing themselves. Two children used British Sign Language and two used Makaton, a signing system which accompanies speech: they were interviewed by one of the authors who has these communication skills. Another child used facilitated communication: his mother went through some of the questions with him and passed on his responses to us.

Booth and Booth (1994: 36) report that their respondents – parents with learning disabilities – tended to answer questions with ‘a single word, a short phrase or the odd sentence’. This sometimes happened in our study, presenting challenges in terms of analysis and writing up. Some of the data are quite ‘thin’; the key points are sometimes expressed only briefly and intermittently – or they may be repeated many times over. Booth (1996) discusses possible ways of editing such material. Is it acceptable, for example, to rewrite someone’s words if they will otherwise be unclear or even incoherent to the reader, if the researcher ‘knows’ what the respondent meant? We think not. Booth also talks about ‘cutting and pasting’ data from different parts of the same interview to form a coherent narrative or develop a theme. As this does not involve adding to nor changing the respondent’s words, at times we have used this method in presenting the data below. Where we have run together data from different parts of the interview, we indicate this with ‘. . .’ to show that some material has been omitted. Elsewhere we reproduce chunks of data including the interviewer’s questions or responses, which allows the reader to follow the meaning and flow of the conversation.

Exercise 9.1

Find out what legislative rights children with learning disabilities have to be consulted about their views, and to be protected from discrimination.

The sample

Of the 26 disabled children in the study, 15 had learning disabilities. Two had profound multiple impairments and here we interviewed their parents. Thus, the following sections focus on the accounts of 13 children – nine boys and four girls. Some had additional diagnoses, including attention deficit hyperactivity disorder, hearing impairment, autism and, in one case, a combination of cerebral palsy, epilepsy and ‘challenging behaviour’. Six attended special (segregated) schools, including one residential establishment, four were in integrated units (special units within mainstream schools) and three were in mainstream schools. Only five lived with both birth parents: four were in single parent families and four had step-parents. All lived in central or southern Scotland – three in a city, eight in towns and two in rural settings.

Findings

Important people in the children’s lives

We asked the children to tell us about important people in their lives. Their comments showed that most had close, loving relationships with their parents, especially mothers. One boy gave his mum ‘ten out of ten’ for helping him. Asked what was his most valuable possession, he said: ‘My mum and dad, my family . . . cos they’re kind.’ One girl said of her mother, ‘She’s the best.’ Most children described their brothers and sisters as important and several mentioned members of their extended family – grandparents, aunts, uncles and cousins – who played a significant role in their lives. Several told us they were worried about a close relative who was ill, or had been upset by the death of a family member (usually a grandparent). Some named particular friends, and a couple included a teacher, as important people in their lives.

Three children seemed to have an ambivalent relationship with their parents, not including them as ‘important people’. A 9-year-old girl, prompted to say something about her mother, replied, ‘I’m not quite sure about my mum . . . there’s not much about her.’ A boy, also aged 9, who declined to take part in a second interview, said little about his father and nothing about his mother during the first interview. Asked who helped him at home, he replied, ‘Nobody. My dad gives me my medicine and my dad makes the breakfast all the time.’ This child’s mother had experienced mental health difficulties leading to several hospital admissions: data collected from his siblings suggest the boy was very close to his mother and upset when separated from her. Perhaps it was too painful a subject to talk about.

Among the wider sample of 26 children, relationships with siblings were mostly positive: the children talked about the fun they had playing together and their appreciation of support offered. There was some conflict too, as would be expected among any brothers and sisters, with arguments about ownership of toys, uninvited incursions onto each other’s territory or which television channel to watch. Looking just at the group of children with learning disabilities, it is evident that their relationships with siblings were generally more fraught. A couple of youngsters seemed to get on well with their brothers or sisters most of the time while some got on better with one sibling than another. However, the three children in the study who reported being bullied by their siblings all had learning disabilities, while two others only referred to their siblings in negative terms. One 9-year-old boy had this exchange with the interviewer about his older brother, Paul:

Child: 
Bully.

Interviewer: 
Oh, is he a bully?

Child: 
Yes.

Interviewer: 
When is he?

Child: 
What?

Interviewer: 
When?

Child: 
Just now he’s a bully.

Interviewer: 
Is he? Does he bully you?

Child: 
He bullies every single one, even Jane and Elspeth [older sisters] . . .

Interviewer: 
And what does Paul do?

Child: 
I don’t know. Punch, kick, whack.

Interviewer: 
Why does Paul punch you?

Child: 
Because he’s a bully and he likes it.

Another child described being hit by her older brother. In these cases, the siblings interviewed also described physical aggression on the part of the disabled child, and the problematic sibling relationships were confirmed by parents’ accounts. However, when talking to us, the disabled children all strongly denied ever provoking their brothers or sisters!

Friends and foes

Friendships were very important to the children. Seven said they had friends locally with whom they played. Shared activities included riding bikes, building dens, shopping and going to the park. However, in four cases comments about friendships were qualified by later remarks. For example, one boy began by saying he had friends round about, but later stated he did not have many ‘pals’ locally. An older boy named a couple of his neighbours as friends with whom he played, but it then transpired that for some time they had refused to talk to him. In the separate interviews with siblings and parents, we learnt more about the children’s experiences with other youngsters in the area. They described incidents where children had been called nasty names, taken advantage of and, in one case, returned home with torn clothes, apparently as a result of physical aggression from other children. One girl had been the subject of particularly cruel harassment, not just by children but also by adults: this is described in more detail in a pen profile below. The children’s friendships at school are also discussed later.

Activities

Between them, the children were involved in a wide range of activities, most of which were very typical pastimes for children of their age. The boys tended to like football, basketball, computers, riding bikes and swimming while the girls enjoyed drawing, dancing, drama, music and swimming. Other pastimes included going to the park, shopping, visiting relatives, and watching TV and videos. Some children attended organized activities, such as youth clubs, Brownies or Sunday School. A few proudly described holding positions of responsibility, such as being an altar server in church. One boy said he was a member of a gang which had several secret dens locally. His exploits included the following:

Child: 
The best thing that happened to me during the weekend would have to be being able to climb a tree that nobody else could climb.

Interviewer: 
Right, and you didn’t fall out?

Child: 
Yes, I fell down.

Interviewer: 
At the weekend you fell out the tree?

Child: 
Yes.

Interviewer: 
So that was the best thing and the worst thing is it?

Child: 
Yes.
Interviewer: 
Oh, did you hurt yourself ?

Child: 
Yes.

Interviewer: 
Did you?

Child: 
See when I fell down it right, I was holding onto a branch then suddenly I kinda caught between bits of my arm so I fell and I didnae stop till I hit the bottom so it would be very painful.

Interviewer: 
I’m sure it would have been.

Child: 
So what do you think of that?

Interviewer: 
Did you tell your mum you’d hurt yourself ?

Child: 
No. I just crawled down underneath the hedge and I went to bed.

However, a few children felt bored at times, lacking interesting occupation. One 12-year-old girl said that weekends were not better than school, while a 9-year-old boy, asked what he did at weekends, commented, ‘We do nothing on thae days,’ adding that he never went out to play.

Overall, the children’s accounts of the time they spent in and around home suggest lives that have much in common with any other youngsters. While there is relatively little evidence of impairment effects, there are reports of other children’s hurtful and hostile behaviour upsetting these children, which may lead to what Thomas (1999) calls ‘barriers to being’.

At school 

Ten of the 13 children said they liked school – some were very enthusiastic about it. One boy described school as ‘brilliant’; one girl, asked ‘what was the worst thing about school yesterday?’ replied ‘nothing’. One boy (who was not always happy at home) reported always being happy at school. Similarly, another child, who sometimes felt bored at home, commented ‘there are a lot of things we can do. But when the weekend comes I think oh, no school, no school, I want to go back to school.’

All the children but one named at least one teacher whom they liked – often this was a class teacher who took the children for most of their lessons. They described teachers as kind and helpful: ‘She helps me count . . . help me do my maths and tell me what to do’; ‘Mr Murray is . . . helps me and Ross and John . . . He’s very important. Because he helps the school. He helps the people, helps people that’s stuck on work’; ‘Sometimes nice, sometimes angry at people.’

However, as discussed shortly, although these children’s overall view of school was very positive, the majority reported falling out with friends or being bullied at times.

Three children were unhappy at school. Two had moved from a mainstream school, which they had liked, to a special school (in one case, a residential establishment) which they did not enjoy. One boy compared his new school unfavourably with the last one: ‘I dinnae like getting transport to school . . . I’d rather walk it or cycle or something . . . I hate that school . . . Up at [previous school] you dinnae get detention . . . I dinnae like the school uniform and all . . . at [previous school] we dinnae wear a school uniform.’ This boy had a twin who remained at the local mainstream school: being separated from his brother, perhaps coupled with the implication that he was managing less well at school, may have added to his unhappiness – although he did not say so himself. In contrast to most of the other children, when asked to name the best thing about school, he replied ‘nothing’ while the worst thing was ‘everything’.

The child at residential school had autism and was not very vocal. Here is an extract from the interview:

Mum: 
What do you do at [new school]? What’s that? Happy or sad?

Child: 
Sad.

Mum: 
Does Jo like that one? What’s that one?

Child: 
[Previous school].

Mum: 
[Previous school]. Is that happy or sad?

Child: 
Happy.

In two cases, the child’s parents were also unhappy with the current school placement and were seeking an alternative.

Nine of the 13 children reported difficulties with other children at school. It was not always easy to gauge the extent of the problem, but in some cases it appeared the child had experienced a serious ‘falling out’ with friends. One girl, for example, reported she was sad at school: ‘When my friends leave me . . . my friends normally leave me.’ Four children reported what appeared to be isolated incidents of bullying; they had been ‘picked on’, called names or ‘punched’. Others had been bullied on a more continuing basis. The transcript from an interview with a 12-year-old boy suggests he did not want to discuss this topic:

Interviewer: 
When it’s playtime, who do you play with?

Child: 
I kicked the football right over the fence.

Interviewer: 
Was that at school or at home?

Child: 
At home.

Interviewer: 
So what about in school, who do you play with in school?

Child: 
I kicked the yellow one up over the house and [the cat] went climbing up there and ran away.

Interviewer: 
So that was at home too. What about in school? Who do you play with in school?

Child: 
I stay in the classroom. I don’t play in school.

Interviewer: 
You don’t go outside at playtime?

Child: 
Uhu.

Interviewer: 
Who stays with you in the classroom?

Child: 
Miss Bryson.

Later, he reported sometimes feeling sad at school:

Interviewer: 
What happens in school to make you sad?

Child: 
Bully me.

Interviewer: 
Who bullies you?

At this point, he changed the subject again.

Thus there is evidence of what Thomas (1999) calls psychoemotional disablism which, in the example given above, stopped the child from playing outside during breaks (a barrier to doing) but also made him sad (possibly resulting in a barrier to being). However, the children were by no means passive victims of bullying. Although these incidents were clearly distressing, the children described how they took steps to deal with them. Some reported the matter to teachers, others to their parents who passed on the information to the school. One child, who said he had not been bullied, commented: ‘No, I just bully them back . . . Or if they started kicking us, I’d kick them back.’ This boy had received a number of detentions for fighting. Two of the children who had been ‘sent to Coventry’ by their ‘friends’ had not told their parents about these incidents; a third had not told her mother about a recent name-calling incident. On the whole, however, the children’s prompt action in dealing with bullying is worth noting, since this flies in the face of the more common perception of children with learning disabilities as helpless and lacking in agency.

Exercise 9.2

How far do you think the difficulties experienced by children with learning disabilities are due to their impairment, and how far are they caused by other factors? What other factors might be involved?

What do you think are the benefits of inclusive education for children with learning disabilities? Are there potential drawbacks? If so, how could these be reduced or overcome?

Children’s experiences of using services

The children were asked about any services they had used. They were shown picture cards depicting various professionals (doctor, nurse, social worker – although that was more difficult to convey pictorially) and services (hospital, short breaks unit, play scheme) and asked, for example, if they had ever been to ‘a place like that’ and, if so, what happened and what it was like. Apart from the comments about school and teachers reported above, the children had relatively little to say about services. This could be seen as a finding in itself, showing that the children did not frame their lives in terms of using services and/or it may be that children saw this as their parents’ concern, since they themselves were not directly involved in accessing and negotiating with services. This may explain why the only service which several children talked about was their experience of being in hospital, which had a direct, immediate impact on them.

Nine children spoke – or expressed feelings – about being in hospital, including six who had unpleasant memories. Here is a 10-year-old boy talking:

Child: 
Um, I must have been about 5 or 6 when I got an operation on my eye . . .

Interviewer: 
What was it like?

Child: 
Scary at the time.

Interviewer: 
Scary? What ways was it scary? Can you still remember it?

Child: 
Yes.

Interviewer: 
What happened? Did you go into hospital on your own?

Child: 
My mum wasn’t allowed to come in with me.

Interviewer: 
Was she not?

Child: 
Into the theatre.

Interviewer: 
Into the theatre. Was she allowed to be with you in the ward?

Child: 
Yes. Uh-huh.

Interviewer: 
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?’

Interviewer: 
Hmm. Hmm.

Child: 
And there were things all in my mouth.

Interviewer: 
Hmm hmm.

Child: 
Then everybody was there.

Interviewer: 
Ah ha.

Child: 
Then I went ‘Mum!’

Interviewer: 
Hmm. So it’s quite scary. Did it help?

Child: 
Yeah.

None of the other children went into details about why they didn’t like hospital, although one referred to being in pain and bleeding. A particularly concerning report came from a girl who said that while in hospital, a man ‘had done a bad thing to her’. She went on to say that although her mother believed her, the police had not. She did not elaborate on the incident, and we did not ask her to. Three children had more cheerful accounts of being in hospital. One awarded a doctor ‘20 out of 10’ points for helping her, while another said his hospital consultant was ‘brilliant’. He enjoyed going back to the hospital because he ‘was the first tiny baby born there’ and all the nurses knew him.

Overall, the families in the study had little contact with social work departments and only four had an allocated social worker. Two of the children with learning disabilities commented on a social worker. One girl, asked if a social worker had ever helped her, responded, ‘No, she just makes it worse.’ However, further details were not forthcoming. The other described the social worker as unhelpful (see pen profile below).

Only one child had a befriender and none had an independent advocate. A few attended regular youth clubs or groups run by voluntary agencies, which they seemed to enjoy.

Exercise 9.3

Imagine you are working with a child with learning disabilities, high support needs and no speech. One weekend a month, she goes to a short breaks residential unit. How would you find out what she feels about going there?

What could be done to make things easier for children with learning disabilities going into hospital for medical treatment?

Views of self

In this section, we bring together data which throw light on how the children saw themselves and in what ways they tried to make sense of their experiences of impairment and disability.

The children were asked to complete a ‘word choice’ exercise which involved picking out words, from a given list, which matched ‘what they were like’ at school. There were 12 words in all, representing a mix of positive, negative and neutral words. The findings suggest that children generally saw themselves as good friends, helpful pupils and active participants in school life. Sometimes their responses were backed up with examples: several named their best friends while one boy, who was a ‘class helper’, commented, ‘I do letters, helping the little ones because we have new ones in the classroom because they’re only little and I’m helping them.’ While most denied ever being ‘naughty’, several did admit to being ‘dreamy’ at times.

Most of the children, when asked, could name some activities they were ‘good at’: this ranged from achievements which had received formal recognition – one child was a member of a Junior Olympics sports team, others had trophies, medals or certificates to show off – to children describing themselves as ‘good at playing’ or ‘good at pretending’.

However, the children could also be self-deprecating at times. When asked if there was anything they found hard, several referred to particular school subjects: ‘The only thing I don’t like, naw, the only thing I’m not good at is money problems and that.’ Another said, ‘Sometimes reading big words but I try to do them myself.’ Some children had been told they were not good at something: ‘They tell me my spelling and reading’s no good.’ Conversely, one girl did not believe the praise she had been given: ‘The teacher says I am really good at maths but I don’t think I am.’

Some of the most interesting findings from this study relate to how the children with physical and sensory impairments saw and understood disability. Those children were all aware of their impairments, but most took a practical and pragmatic approach, encapsulated in one boy’s comment: ‘That’s it. I’m in a wheelchair so just get on with it. Just get on with what you’re doing.’ These children also identified a number of disabling barriers, such as inaccessible buildings and transport and ineffective inclusion policies. They were sometimes made to feel aware of their difference in a negative way by other people’s insensitive, hurtful or hostile comments or behaviour. When such incidents occurred, they knew that they were connected to other people’s response to them as a person with an impairment.

Matters were rather different for the children with learning disabilities. They made fewer references to their impairment. Only one child referred to her diagnosis. She had written a piece about herself for the researcher, with whom she had this exchange as they read it together:

Interviewer: 
What’s that? My name is . . .

Child: 
Jenny Hoskin. I have X syndrome.

Interviewer: 
Right. Tell me what X syndrome is.

Child: 
Em . . . eh . . . what is it again?

Interviewer: 
How does it make you feel?...
Child: 
Different.
It is not clear how far the other children were aware of having a learning disability. Certainly there was evidence that some were aware of being treated differently by those around them, and subject to different interventions or policies from, say, their siblings. One boy, talking about his friend, said:

Child: 
He’s the last to get dropped off the bus because he’s in a . . . he’s like me too.

Interviewer: 
Like you?

Child: 
In the special class.

This child’s mother reported that he had once asked her what he had ‘done wrong’ to be placed in a special class. This question points to a lack of clear information and explanation given to the child, but also suggests that he had come to associate difference with badness. This in turn indicates that he had not been given positive messages about diversity.

The children were asked what they would be doing when they were the same age as their parents. Overall, they had very similar aspirations to any other children of their age. One boy wanted to be in the army, another wanted to be a builder and a third, a fireman (‘go to fires and save people’). One girl wanted to be a singer and dancer, another a vet or nurse. Two said they would not need any help to achieve their ambitions.

The children’s hopeful yet ‘ordinary’ aspirations might be seen as a good thing except for the fact that, whether through impairment effects, disabling barriers or a mixture of the two, we may not be optimistic about how many will go on to achieve their ambitions. There were indications that a couple of children with physical/sensory impairment believed they would outgrow their impairment. The mother of a deaf child, for example, told us she had recently discovered that her son thought that he would be able to hear when he grew up. We do not know if any of those with learning disabilities thought they would outgrow their impairment. Alternatively, research with adults with learning disabilities suggests that while some individuals are aware of those around them having a learning disability label, they may choose to distance themselves from that label, being aware of the perceived stigma (Finlay and Lyons 1998). We do not know how common this is, nor at what age the distancing process begins. Alternatively, the children’s views of the future may have been shaped by the combination of (in most cases) their relatively young age and a lack of awareness of impairment effects.

The following section presents pen profiles of two children.  They are not intended to be ‘representative’ of the wider sample but to illustrate the richness of children’s lives. This girl was very articulate; thus, there is more ‘meat’ in her story than in some others.
Pen profile: Jenny Hoskin

Jenny, aged 13, lived with her single mother in a Scottish city. She had no contact with her father. Jenny attended a special school.

Jenny had experienced a high level of change and disruption in her life. She had previously lived in England, where she had been subjected to some cruel treatment by other children: ‘When I lived in London, nine children between the ages of 7 and 13 stood me by the garage wall and stoned me.’ Jenny had drawn a picture of this incident for the researcher. She went on: ‘We moved to Scotland when I was 5. First, I went to Highfield, and I got spat on and urine and, is it shit, and called a ‘spazzy’ . . . and my swing set got slashed and then we went to Monument Street . . . then it got worse when I lived there. Then I went to my uncle’s . . . then my gran’s, then my uncle’s again . . .’

Jenny recounted how she and her mother eventually ended up in homeless accommodation, as well as being placed in a succession of local authority housing. This included one house where: ‘We were not there three months when 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.’ She had drawn a picture of this frightening incident as well.

Jenny had a number of important people in her life. Her mum came first – ‘Who else?’ – followed by a friend and various members of her extended family who lived locally. It was sometimes Jenny and sometimes her mother who made decisions about different day-to-day aspects of Jenny’s life. Sometimes they disagreed, for example, about what Jenny should wear to school. She had a wide range of interests: apart from her sporting achievements, which were clearly exceptional, Jenny enjoyed going shopping, watching videos and listening to music.

Jenny said that school was ‘okay’: there were six children in her class. She had various friends there and enjoyed playtime most. Jenny had had a boyfriend at school – she was the only young person to mention having a boy- or girlfriend – but was no longer talking to him because he had started going out with someone else. Although she had friends at school, Jenny reported having no friends to play with locally. She did have a befriender, who was clearly an important figure, and had taken Jenny to see her favourite pop group. Jenny was also aware of a social worker coming to the house but this person had made little impact on her:

Interviewer: 
Do you know why you saw the social worker?

Jenny: 
No.

Interviewer: 
No? When she came, what did she talk to you about?

Jenny: 
She spoke to my mum usually.

Interviewer: 
So she didn’t come to see you. If you were going to give the social worker a mark out of ten for how helpful she was, what mark would you give her?

Jenny: 
One.

Interviewer: 
One? Why was that?

Jenny: 
Because she doesn’t – she is always on sick leave and that.

Jenny’s ambitions for the future were to tour the world with her favourite pop group and be a swimming teacher.

Pen profile: Colin Baxter

Colin was an 11-year-old boy who lived in a Scottish town with his parents, brother and sister. He attended an integrated unit. Colin referred several times to his extended family – grandparents, aunts and uncles – but did not choose to include his parents as ‘important people’. He did however describe good relationships with his siblings. He said he got on with his younger brother ‘when we help each other . . . sometimes in the mornings getting ready’, and with his sister, ‘when we play and sometimes we have wee chats about what it’s like to get a bit bigger.’

Colin had several friends living locally. He had a particular friend of whom he said, ‘He’s so kind, helps people and, eh, we play games.’ Colin had been befriended by a teenage boy who, his mother explained, was helping Colin become accepted within the community because ‘a lot of people were picking on him’.

Colin identified a number of things he was good at. He said he was ‘too good’ at drawing and was also proficient at swimming, typing and woodwork: ‘I’m good at craft things like putting two nails into a piece of wood to put it together.’ He also proudly told us that he was responsible for helping look after the family dogs, taking them for walks with his mother: ‘I make sure they’re fed and I check their legs and make sure they’re alright.’

There were some things that Colin found less easy. He described French as ‘hard and strange’ and said that it was difficult ‘trying to understand about things that you’ve no’ seen and you’ve no’ heard’. Colin had an awareness but, it seems, limited understanding of being ‘different’ from other children. He was the child, mentioned above, who asked his mother if he was attending an integrated unit because he had done something wrong.

At the same time however, Colin was very enthusiastic about school. He gave an engaging account of a typical school day. He began by describing who was on the school bus:

A lot of big people, a lot of big people, and there’s a driver and it’s got seatbelts on the bus. There’s an escort and she opens the door and she lets us in. And then we’re going to pick everyone up and we go to the school and when the bell goes we go in, then the bus goes away, then we’re just sitting in the desk . . . then we do our work, like hard work, hard work . . . counting all the sums up and it’s hard work . . . Then, we come home and the escort says ‘Have a good afternoon’ and I come home and the dog jumps on me and I say, ‘I see, I see you.’ Then I get my jammies on and we watch telly and we go to our beds.

Colin had some intense friendships with other boys and took relationships with his peers very seriously. He was willing to go far to help one boy stay on track: ‘He’s a wee trouble-maker. I watch what he’s doing because he gets into big bother and I get him out of it. When we’re speaking I’ll say “Martin, if you’re going to be like that, I want you to go out and have a wee walk and take two deep breaths and you’ll be alright”.’

Colin had been ‘picked on’ at school by one particular boy. Although he had reported this to his teacher, who had apparently reprimanded the culprit, Colin described it as an ongoing problem. However, he was not averse to taking the law into his own hands: ‘One person bullied me once . . . in school and my old school and that was Tracey but I got her back. In the girls’ toilets I got her back.’

Colin had great ambitions for the future: ‘I’d like to be a film expert and art too because I’m into art and film.’

Exercise 9.4

Note down your responses to these two pen profiles – does anything in them surprise you? Compare notes with a fellow student or in a small group. Discuss how far and in what ways children with learning disabilities are like any other children, and in what ways they might be seen as different.

Conclusion

This study demonstrates that many children with learning disabilities are able to give narrative accounts of their everyday lives which are interesting and useful, often engaging, sometimes insightful. Some young people are very articulate and will happily talk at length; others need prompting and encouragement; some will benefit from, or require alternative forms of communication. Practitioners should assume that every child can communicate and, at the least, can express likes, dislikes and preferences. It is no longer acceptable to avoid seeking a child’s views on the grounds that she or he does not have an opinion or cannot communicate it. Indeed, there is a raft of legislative and policy initiatives across the UK which requires authorities to promote children’s participation.
The findings show that in many ways these children had ordinary lives and much in common with their non-disabled peers. In most respects, they were similar to any other youngsters, underlining the importance of practitioners approaching all children as children first and foremost.

At the same time, it is important to be aware of areas where difficulties may arise. The findings suggest that relationships with brothers and sisters were mixed. As well as giving children with learning disabilities a chance to talk about their feelings towards siblings, practitioners can offer support to brothers and sisters, which may help reduce conflict. Tozer (1996) argues that attention to siblings’ needs should begin at the point of birth or diagnosis: they should be given clear age-appropriate information about the disabled child’s impairment, with ongoing opportunities to ask questions and discuss any concerns. They can be offered support through one-to-one counselling if required, or simply space and time to enjoy themselves through siblings’ groups or other activities.

Some of the children said they were bored at weekends and in school holidays. Other research has shown a paucity of social and leisure activities for disabled children (Murray 2002). Practitioners can help by encouraging local play groups and youth clubs to become more inclusive, by recruiting befrienders and by encouraging families to apply for direct payments from the local authority, whereby they may be able to purchase one-to-one support for their child to access leisure activities.

Most children made no direct reference to their impairment. Nevertheless, their accounts include some experiences which may reflect impairment effects, notably difficulty with schoolwork. The children in the study who had physical or sensory impairment were brought up against difference through – among other things – inaccessible buildings or transport. These ‘barriers to doing’ were less evident to those with learning disabilities in this study, with most having positive aspirations for their future. It was the hurtful or hostile reactions of other people which upset them most.

Some of the disabled children had been ignored or taunted by ‘friends’ or experienced difficulties with other children at school, ranging from ‘being sent to Coventry’ to fairly relentless bullying. Although all schools nowadays have anti–bullying strategies, the children’s accounts, supported by findings from other studies (Watson et al. 2000, Mencap 2007), show that these policies need to be regularly monitored and reviewed. The problem has been recognized at national level, with the Department for Children, Schools and Families (2009) writing to Head Teachers and Schools Governing Bodies urging them to take practical steps to tackle the bullying and exclusion of children with ‘special educational needs.’ Practitioners in all agencies working with children need to be alert to signs of bullying and act quickly to stop it
One young girl reported having been abused but said the police had not believed her. Large-scale research in the US has shown that disabled children are 3.4 times more likely than non-disabled young people to be abused (Sullivan and Knutson 2000) yet there is evidence that adults do not always take disabled children’s reports of abuse seriously (Hershkowitz, 2007). Therefore it is of paramount importance that practitioners are aware of the risks and how to deal with them (see information about Triangle in ‘Resources’ section below). Worryingly, Cooke et al (2002) found that, in the UK, child protection cases involving disabled children are less likely to receive care plans or be placed on child protection registers. 
The children had relatively little to say about formal services other than hospitals. The findings underline the need for medical staff to be aware that children with learning disabilities experience the same range of feelings as any others and are likely to feel anxious, and perhaps frightened, when admitted to hospital, especially if this involves separation from parents. Children should be given information and explanations about medical procedures in a format appropriate to their age, ability and, perhaps, desire to hear (see Coad 2007 for good practice suggestions regarding disabled children in hospital).

As only a couple of the children commented on their social workers, it would be wrong to draw conclusions from what they said. Research elsewhere has shown the beneficial effects of having a dedicated key worker, with an advocacy and coordinating role, who spends time building up a relationship with all family members (Stalker et al 2008). 

Other research has found that young disabled people value exchanging information and support with young people of similar age who have the same condition, in informal social settings (Beresford and Sloper 2000). If this were to work for those with learning disabilities, they would need good support from a skilled facilitator: voluntary organizations could play an important role here. Organizations of people with learning disabilities also have huge potential, albeit limited resources, to offer positive adult role models to children with learning disabilities. Along with schools and local authorities, they could support children to participate in self-advocacy groups and learn about their right to speak up for themselves. Young disabled people’s peer mentoring projects are already having some success in this area (Bethel 2003). Given adequate funding, such organizations would be ideally placed to deliver disability awareness and inclusion training to staff at all levels in schools, public authorities and voluntary agencies.

Further reading

Abbott D and Carpenter J (forthcoming) Transition to Adulthood for Young Men with Duchenne Muscular Dystrophy and their Families London: Muscular Dystrophy Society 

Ali, Z., Qulsom, F., Bywaters, P., Wallace, L. and Singh, G. (2001) Disability, ethnicity and childhood: a critical review of research, Disability & Society, 16(7): 949–68.

Department of Health (2009) Valuing People Now: A new 3 year strategy for people with learning disabilities. This identifies three key areas for work with children – access and empowerment, responsive services and timely support and improving quality and capacity. 

Morris, J. (1998) Don’t Leave Us Out: Involving Disabled Children and Young People with Communication Impairments. York: Joseph Rowntree Foundation.

Scottish Executive, The same as you? Implementation Group (2006) Changing Childhoods: Report of the Children’s Sub-Group.  Edinburgh: Scottish Executive.  Also available on www.scotland.gov.uk. This  sets out ways of improving services and support to children and young people. 

Resources

Contact-a-Family: for information on support networks, a database of specific conditions and rare disorders, publications and a helpline. www.cafamily.org.uk/.

Council for Disabled Children: for details of projects, a parent partnership network, early support pilot programmes, events and publications. www.ncb.org.uk/.

The Family Fund: for information, publications and research. The Fund gives grants to families with ‘severely disabled’ children. www.familyfund.org.uk.

The Joseph Rowntree Foundation: for summaries of research projects, and information on current research about disabled children and their families. www.jrf.org.uk.

The Norah Fry Research Centre, University of Bristol: for summaries of research projects and information about current research on disabled children and their families. www.bris.ac.uk/Depts/NorahFry/.

Triangle: an independent organization promoting good practice in communication, inclusion and child protection for disabled children and young people. The website outlines training and consultancy available to professionals throughout the UK, and some outreach work with families; also provides details of publications and other relevant organizations. www.triangle-services.co.uk/.
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