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Children s Experiences of Disability:
A Positive Outlook

Clare Connors (University of Durham) and Kirsten Stalker (University
of Stirling)

Introduction

This Interchange presents the findings of a study designed to explore disabled
children’s understandings of disability, and brothers’ and sisters’ views about
having a disabled sibling. The study was part of a research programme funded
by The Scottish Executive and carried out at the Social Work Research Centre
at Stirling University. The research lasted two years and was completed in
August 2000.

Background

The starting point for the study was the Children (Scotland) Act 1995, which
requires local authorities to design services to minimise the effects of
disability on children ‘with’ and ‘affected by’ disability. The latter term

includes the brothers and sisters of disabled children. However, we do not
know very much about the effects of disability on children, particularly from
the latter’s point of view. Similarly, relatively little is known about brothers’
and sisters’ perceptions of the impact of having a disabled sibling. A good
deal of earlier research has tended to pathologise disabled children and their
families, with few studies speaking directly to young people to elicit their
opinions.

The aims of the study were:
. to explore disabled children’s understandings of disability

. to examine the ways in which they negotiate the experience of disability
in their everyday lives

. to examine disabled children’s perceptions of their relationships with
professionals, and their knowledge and views of service provision

. to explore their aspirations for the future and their views on the type of
support which might help achieve them

. to examine siblings’ perceptions of the effects on them of having a
disabled brother or sister

. to identify and draw out the implications for social work and health
services.

The study drew on ideas from the social model of disability: this locates
disability in the material, social and attitudinal barriers faced by disabled
people, rather than an individual’s impairment. The research also used insights
from the sociology of childhood, which views children as active agents who
play a part in shaping their own lives.
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Methods

Considerable difficulties were encountered in constructing a sample of
disabled children. The original plan to recruit families through schools proved
largely unsuccessful: approaching voluntary organisations was more effective
but also met with many refusals. In all, nearly 200 letters were sent, directly
or indirectly, to families, resulting in 25 positive responses (the sample
included two disabled siblings).

Parents suggested various explanations for these difficulties. Some parents
may not have seen any direct benefits for their children from participating in
the study. Others may have wondered why there was funding for research
when they had difficulty securing resources for their children. These parents
often have to deal with a large amount of paperwork and may have been
unwilling to reply to ‘another’ letter. They also have high levels of contact
with professionals, which can be time consuming and tiring. The only reason
given by schools for their non-co-operation was that the study’s focus on
disabled children was not compatible with their ‘inclusion’ policies. (This was
despite the fact that the research was to take place within the child’s home.)

Careful attention was paid throughout the study to ethical issues, such as
gaining children’s informed consent. Before starting data collection proper,
the researchers visited each family to talk over their involvement in the
research, answer any questions they might have and ensure each member
was happy to take part. This was also an opportunity to gauge the disabled
children’s communication style.

A series of ‘guided conversations’ was carried out with disabled children. The
interview guides for younger children (7-10 year olds) were more structured
than those for older children (11-15 years) and included a number of activities
and exercises to hold the child’s attention. Excluding the initial family
meeting, each child was visited between one and three times, usually at home.
Because the children had a wide variety of communication styles, data
collection methods were adapted where appropriate. Some children used
British Sign Language or Makaton, others preferred written materials, while
one used facilitated communication. In two cases, where children had very
high support needs, we relied on parental interviews instead. The children’s
brothers and sisters were interviewed once, as were their parents.

The 26 disabled children comprised 15 boys and 11 girls, aged from 7 to 15.
They lived in urban, rural or small town settings across central and southern
Scotland. The children had a variety of impairments and attended a mix of
schools: 12 were at special school, nine in mainstream and five in integrated
units.

Twenty-four of these children’s brothers and sisters also took part. This
number included 15 girls and 9 boys, aged between 6 and 19. Thirty-eight
parents were also interviewed.

Two disabled children acted as advisors to the study. They met with the
researchers on three occasions to discuss and advise on the research proposal,
the interview guides and recruiting samples.



Negotiating Everyday Life

In their interviews, disabled children identified at least one thing they were
good at. This was usually a school subject or sport. Some could think of
nothing they found difficult; others named concrete or one-off incidents as
difficult. Most children reported feeling happy all or most of the time.
Happiness was linked to:

. a sense of achievement
. good relationships with family and friends
. favourite activities.

Feelings of sadness were usually linked to a particular event, such as the death
of a family member or a ‘falling out’ with someone.

All the children made some choices for themselves and most felt they had
enough say in their lives. Some of the older children were taking on more
responsibility for themselves, or working to persuade their parents to allow
them to.

Relationships

Most disabled children saw their parents as key figures in their lives. While
some parents were seen as over-protective, others were trying to help teenage
sons and daughters achieve independence. The children also felt they had
good relationships with their siblings, although arguments did occur. Several
children said they were bullied by their non-disabled sibling.

The majority of the children named at least one child as an important friend.
However, those attending schools outwith their neighbourhood had fewer
friends at home than those who went to local schools. Children at out-of-area
schools also found it difficult to be involved in after school activities, due to a
lack of organised transport.

School

All but three of the children interviewed were positive about school; this was
not related to the type of establishment attended. Most children saw
themselves as helpful classmates and enthusiastic playmates.

Children at special schools were more likely than others to talk about their
impairments unprompted. In at least one such school, children were
segregated and referred to by impairment group, for example, one child
described herself as ‘a cerebral palsy’ and reported that others were called
‘the wheelchairs’.
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sisters | could ever
have asked for”
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t

“(He) can be quite
good to play with. He
can be rubbish”

—a sibling
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Almost half the children reported being bullied, and this occurred in all types
of school setting. A few also said they had been bullied within or near their
home. All of these children were attending schools outwith their local
community. Most children dealt effectively with a single incident of bullying
themselves but, for a few, being bullied was a daily occurrence.

Dealing with Services and Professionals

Disabled children identified a range of professionals — GPs, consultants,
nurses, physiotherapists, occupational therapists, social workers, teachers and
Special Needs Assistants - with whom they had contact and about whom they
were mostly positive. They had a very high level of contact with health
professionals, notably through hospital admissions and clinic visits, but were
frequently confused about the distinction between GPs and consultants.
Parents were very clear about what constituted good practice from their GP.
They were appreciative of GPs who:

. built up a relationship with their child over time

. spoke directly to her/him during a consultation

. addressed the child in appropriate language

. viewed their child as an individual and not an impairment.

If parents thought their GP only viewed the child through the lens of
impairment, they often chose to take the child directly to a consultant instead.

Most children spoke well of educational staff. Parental views, however, were
not so positive. Many parents reported long-running difficulties securing
inclusive education, and/or keeping their child in a mainstream setting. There
was a sense of each child having to break new ground and evidence that the
inclusive policies written on paper had not been thought through and applied
to every aspect of school life. Thus, a child in a wheelchair had been accepted
into his local school but was then left inside the building during a fire drill
because there were no procedures in place to ensure his safe exit during an
emergency. The attitudes of head teachers seemed to be critical for the
successful inclusion of disabled children in mainstream schools.

Several children, and some parents, were unhappy about their Special Needs
Assistants. Some had an adverse effect on inclusion, for example, removing
the disabled child from her/his peers at lunch and play times; others were felt
to have become emotionally over-involved with the child.

Only four families involved in the study currently had a named social worker.
Two of these were dissatisfied with the service. Other families chose not to
have a social worker; many reported considerable difficulty securing help of
any kind from social work departments.

The most valued kind of formal support for families came from voluntary
organisations. These were seen as providing a valuable and reliable service
across a wide range of needs.



Short Term Breaks

Half the children were receiving short breaks in a variety of settings. While

the children generally enjoyed these stays (except in hospitals), there was
unease among parents and siblings. Several families felt they were forced to
accept inflexible and/or inappropriate arrangements because there was nothing
else on offer. This frequently resulted in short breaks being stressful for
children, parents and siblings.

Sisters and Brothers

Siblings generally gave positive accounts of their relationships with their e .

. . . . . e’s really like any
disabled brothers or sisters. The disabled children were frequently describeghe normal ten yea
as helpful, loving and kind. There were reports of arguments and conflicts Q. | don't see her as
most of these seemed to fall well within the range of ‘normal’ sibling confli¢being deaf. | just see
There was little evidence of siblings being expected to care for their disablewr as a normal child
sister or brother: this was viewed as the responsibility of parents. Overall, — a sibling
siblings’ and disabled children’s responses about each other were very similar.

Difference

Most siblings talked about their disabled brother/sister in very ‘ordinary’ ways
and where difference was perceived, it was seldom seen as negative.
Impairment was accepted as an integral part of their sibling, whom they had
no desire to change. There was a strong sense of disabled children being
different but equal.

Impact

Unlike the findings of much previous research (a good deal of which has not
sought siblings’ views directly), most of the siblings in this study did not

report that having a disabled brother or sister had a significant impact on their
own lives. The majority did not say it curtailed their activities, although
younger children may have been more affected in this regard. Receiving less
of their parents’ time was not identified as an issue by most siblings.

However, for some, the presence of a disabled sister/brother resulted in their
being bullied or taunted in school. Some children had told neither their
parents nor their teachers about this bullying and were trying to deal with it
alone.

Support

Nearly all siblings in the study worried about their disabled brothers and
sisters, particularly about their health and well being. Many felt they did not
have enough information about impairments or medical conditions but were
reluctant to ask parents for fear of upsetting them. In several families there
appeared to be a conspiracy of silence around impairment.

Siblings received little support from formal services and while some had
attended siblings’ groups, there were mixed views about these. Several
children had gained more from talking on a one to one basis with someone of
or about their own age who also had a disabled sibling.
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“....When | see peopl
as they two are, |
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girl
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Children s Understandings of Disability

Disabled children tended to adopt an individualistic model of disability with
strong medical overtones, possibly because of their high level of contact with
health professionals. Disability was seen as something belonging to them,
rather than the result of society’s attitudes and physical barriers. When
children used the term ‘disability’ they were referring to their impairment,
usually as they described its effects, often medical, on their lives.

However, none of the children saw having an impairment as a ‘personal
tragedy’. Instead, they adopted a practical and pragmatic approach to their
lives. Those children who attempted to explain the cause of their impairment
did so in medical terms, religious significance and/or the fact that they were
‘special’. This seems to reflect information given by their parents. It was
closely reflected in siblings’ accounts.

Difference

None of the disabled children described themselves as intrinsically ‘different’;
rather, they focused on the ‘sameness’ of their lives and on the ‘here and
now’. The children were generally accepting of the presence of impairment
and sought to manage it in active and effective ways.

However, there were times when the management of impairment by other
people, or by institutions such as schools, created difficulties. Thus, children
sometimes experienced disability by being made to feel different through
other people’s negative reactions and/or through physical barriers. A number
of children recounted distressing experiences of the ways in which adults,
both known and unknown, had treated them. This included staring at them,
making inappropriate comments or being overly sympathetic. Most children
did have mechanisms for dealing with such situations, ranging from
understanding the reasons for it to openly challenging it.

Physical Barriers

A lack of access to social facilities was widely reported by disabled children
and their parents. Older children experienced difficulty accessing public
transport and leisure spaces such as fast food outlets. Some of the barriers
children encountered seemed to be based on the view that impairment was
something that happened to adults rather than children, whose needs were
often ignored. For example, one boy found his local Shopmobility had no
children’s wheelchairs.

The Future

Disabled children and their siblings took an optimistic and pragmatic view of
the future. All but one disabled child had a clear view of what type of job they
wanted as adults. Younger children did not think they would need any support
when grown up: older children recognised they would need some help.
Parents’ views about the future varied, but were generally more qualified and,
in a few cases, pessimistic.



Summary

The picture which emerges from this study is of a group of disabled children
who are devoted to ‘ordinariness’. They took a pragmatic and practical
approach towards the management of their impairments, strove to be helpful
sisters and brothers, good friends and enthusiastic classmates. In attempting
these things they were, for the most part, supported by loving parents and
accepting siblings. They also seemed to be well supported by the voluntary
agencies they encountered. Support from other services, however, was more
patchy.

Disabled children encountered barriers in the form of other people’s attitudes
towards them and the excluding practices of institutions. While it may have
been possible for some children to understand or challenge the hurtful
attitudes of individuals, it was much more difficult for them to address the
barriers within large institutions. Nevertheless, the children maintained a
positive outlook and viewed the future with great optimism.

Implications for Policy and Practice

The findings indicate a need to encourage more open communication within
families about impairment and disability, to ensure that children have accurate
information and reduce any anxieties. Many siblings lacked opportunities to
talk to other young people who also had a disabled brother or sister. More
provision for informal peer support for children, whether on a one to one or
group basis, is important.

The evidence that inclusive policies had not been fully thought through by V\,Ty?:etirl,téilrrzolrj]uit ge
some schools has training implications for management, teaching and on with it. Just get on
auxiliary staff in all settings. This also applies to those special schools whichith what you're
seemed to be impairment-focused. Sg;”g-"‘ a disabled

Although all schools should have anti-bullying policies, it may be helpful to
review their effectiveness. The findings indicate the need for pupils to be
taught to accept and respect difference from an early age. Parents could be
encouraged to tell schools if their child has a disabled brother or sister, and
teachers should be aware this could be a trigger for bullying.

Families would like social work services to be much more accessible. Other
research has found the key-worker system to be a valuable resource for
families with disabled children.

Families want flexible, reliable, well-planned and co-ordinated short breaks,
giving their children a stimulating experience in a child-centred setting. It is
important that short breaks are designed in a way that suits, and in some cases
includes, all the family. There is also a need for more consistency of provision
nationally.

Parents’ perceptions of ‘what makes a good GP’ could usefully inform GP
training in this area.

There is a need for more social and leisure opportunities for disabled children,
especially those attending out of area schools, and teenagers. This finding has
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“I think it would be
better if they (disable
children) could join in
with everyone else
because they should
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implications stretching far beyond service provision, and particularly for the
commercial world, since many young people wanted to be able to access the
same leisure venues as their non disabled peers.

Similarly, the research confirms the need for a public education programme
to foster more enlightened, positive attitudes in the general population about
disabled people. This is intended to be a key task for the Scottish Consortium
for Learning Disability.

The full report, of which this Interchange is a summary, is to be published in
November 2002 by Jessica Kingsley PublisherBhesViews and Experiences
of Disabled Children and Their Siblings: A Positive OutloBurther details

can be obtained from Dr Kirsten Stalker, Social Work Research Centre,
University of Stirling, Stirling FK9 4LA.
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