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Article

Out-of-school lives of physically
disabled children and young
people in the United Kingdom:
A qualitative literature review

Kate Helen Knight and Lorna Porcellato
Faculty of Health and Applied Social Sciences, Liverpool John Moores University, UK

Lyvonne Tume
University of Central Lancashire, UK

Abstract
Currently there appears to be few opportunities and little evidence of physically disabled children
and young people (C&YP) participating in mainstream social activities. A qualitative review was
undertaken to examine the factors affecting physically disabled C&YP (8–15 years) in the United
Kingdom participating in out-of-school activities. Views and experiences were explored from the
perspective of the service users and providers to assess current provision and to determine the
need for future research into factors that may affect participation. Searches were conducted
across eight databases, the references of the included studies were checked and the websites were
searched. Studies that used a qualitative design that examined the views relating to out-of-school
activities were included. Nine papers were identified, which included three peer-reviewed papers
and six pieces of grey literature and pertinent government documents to include views and experi-
ences of out-of-school activity provision. The main themes emerging from the review were the
need for social inclusion, out-of-school activities run by volunteers and accessibility, with threads
throughout, which require further research including parental influence, provision, training and
attitudes. This review highlights the absence of the service user’s voice and sheds light on the
limited provision and barriers affecting participation in out-of-school activities.
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Introduction

Disability issues are high on the current political agenda, with the launch of the new cross-

government Disability Strategy in September 2012 (Department of Work and Pensions, 2012),

which aims to break down the barriers to social mobility and equal opportunities faced by disabled

people in Britain (Department of Health (DOH), 2011). Disability is defined by The Equality Act

(2010: 7) as a person who has a ‘physical or mental impairment which has a substantial and

long-term adverse effect on their ability to perform normal day-to-day activities’. There are over

10 million disabled people in Great Britain today. According to the estimates from the Family

Resource Survey (HM Government: Office for Disability, 2011), disability prevalence in the North

West of England is 1.5 million, higher than any other region in the United Kingdom (UK). Every

Disabled Child Matters (2011) highlights that there are around 770,000 disabled children aged 0–

16 years in the UK. This equates to one child in 20 being disabled. Terminology changes from time

to time but ‘the term considered to be best practice from the disabled people’s movement is in fact

the term ‘‘disabled children’’’ (Kids Playwork Inclusion Project, 2011: 2).

In the UK, a 10-year National Service Framework highlighting the need for disabled C&YP to

be supported to participate in family and community activities has been set (DOH, 2004). Whilst a

range of specialised activity provision is available, there appears to be few opportunities and little

evidence of participation in mainstream social activities. Given the known benefits of participating

in social activities and the adverse effect the lack of social interaction can have on quality of life,

understanding why disabled C&YP are excluded from or less likely to access clubs and activities

out-of-school is warranted (Bennett, 2009; Beresford and Clarke, 2010). To elicit greater under-

standing of the reasons for the lack of engagement, it is vital to hear from the service users or

potential service users of social out-of-school activities themselves. Service user research is

increasingly becoming important within research and policy development (McLaughlin, 2010).

It is only by listening to service user and provider views about factors that influence participation

and inclusion in out-of-school activities that improvement can be promoted (Pelchat et al., 2009).

The purpose of the review is twofold: to explore factors that may affect physically disabled

C&YP accessing out-of-school activities and to define future areas for research in this field. A qua-

litative methodology was chosen, as it is the voices of the C&YP, their families and those involved

in activities that are most important. The paucity of research is highlighted by Carpenter and

McConkey (2012) and Stalker et al. (2012) who state the need to hear disabled children’s voices

about their lives but highlight that there is very little in general. Kay and Tisdall (2012) demon-

strate the importance of hearing children’s voices, but research needs to look beyond the direct

quotes and focus on the various means of communication through non-verbal, play and observa-

tion, which unfortunately are lacking in UK studies.

Search strategy

The literature search was carried out by K.H.K. with clarification from a Research and Learner

Support Officer to ensure all relevant databases were covered and to check search strategies. The

results and themes were discussed with L.P. and L.T. The literature search was conducted between

March and July 2012 to answer the following question: What are the factors affecting physically

disabled C&YP (8–15 years) participating in out-of-school activities in the UK? The databases

searched were Cinahl Plus with full text 2006–2012, Web of Science, Social Care Online, ASSIA,

Community Care Inform, Medline, Google Scholar and British Education Index. The search terms
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used were children, young people, participation, social activities, out-of-school activities and dis-

ability. In addition, Internet searches were conducted using the keywords ‘Boolean logic’ and

‘snowball techniques’. This process was checked by RC for quality assurance. A hand search of

reference lists of studies included in relevant papers was also done. Key national policy documents

were checked for relevance. The search included published studies, relevant grey literature and

government reports. As the focus was on UK provision of services, the review excluded non-

UK papers that could potentially reflect a different cultural view of disability. Grey literature was

sought using Google scholar, reference lists from the published literature and relevant websites

relating to C&YP and disability. The grey literature is defined here as any information that has not

been published in a peer-reviewed journal. This has been included as it provides relevant qualita-

tive information that can add to the understanding of the needs of C&YP and their families and

those providing out-of-school activities.

UK studies were only included if they meet the following inclusion criteria:

� Included views of services users: physically disabled C&YP aged 8–15 years and their fam-

ilies. The age range corresponds with much of the out-of-school provision of social

activities.

� Included views of service providers running out-of-school activities.

� Included issues relating to participation, out-of-school, social leisure or community

activities.

� Papers published after 2006, to critique the recent literature within the last 6 years due to the

paucity of published literature and to include changes in policy and government drives.

This literature review is based on nine papers including both published and grey literature

(summarised in Tables 1 and 2). Published studies that met all of the inclusion criteria were limited

to three papers (Knight et al., 2009; Lawlor et al., 2006; Sloper et al., 2009). A further five reports

(Bennett, 2009; Beresford and Clarke, 2010; Langer et al., 2010; Petrie et al., 2007; The Bevan

Foundation, 2010) and one briefing paper (Kids Playwork Inclusion Project, 2011) were identified

through relevant websites. Knight et al. (2009) and Petrie et al. (2007) present research results

pertaining to the same study, which will be discussed together. All peer-reviewed papers that have

met the inclusion criteria have been critiqued using the Critical Appraisal Skills Programme

(CASP, 2012) tool for qualitative research by the lead author (K.H.K.). Eight were key government

and charity documents, which were relevant to this literature search. Of these, four were key

documents from the UK (DOH, 2004; Welsh Assembly, 2007; National Institute for Health and

Clinical Excellence (NICE), 2009; HM Government: Office for Disability, 2011). These key doc-

uments were pertinent to this topic, and although the DOH National Service Framework was pub-

lished in 2004, it is a 10-year plan so warranted review (a flowchart relating to the search is in

Figure 1).

Results

Three main themes emerged from the review: the need for social inclusion, out-of-school activities

run by volunteers and accessibility. Themes were identified through the aims of the study and from

major overriding topics identified from the service user and service provider’s comments found

within the literature review, but there are points identified, which are threads across the themes

that require further investigation, such as parental influence, provision, training and attitudes.
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The need for social inclusion

All of the literature discussed the issue of social inclusion. Social inclusion refers to C&YP joining

in with activities of their choice and having the right to participate fully in their community

(Barnardos, 2012). Barnardos (2012) believe that disabled C&YP must have the same choices,

opportunities and experiences as other children, to make local friends and to access, play, leisure

and recreational facilities. According to DOH (2004: 9), disabled children wish to ‘have friends of

41 papers found

(Cinahl Plus with full text 2006-2012, Web of Science, Social Care Online, ASSIA, 

Community Care Inform, Medline, Google Scholar and British Education Index)

16 excluded due to inclusion criteria's they were:

Not conducted in the United Kingdom

Exclusively quantitative in design and did not include any qualitative data

17 papers left

Eight were key Government and charity documents

including four key documents from the United Kingdom.

(HM Office for Disability, 2011; NICE, 2009; Welsh Assembly, 2007; Department of 

Health, 2004)

Six pieces of grey literature

(Bennett, 2009; Beresford and Clarke, 

2009; Langer et al., 2010; The Bevan 

Foundation, 2010; Kids Playwork 

Inclusion Project (2011)

(Petrie et al. (2007) is the report which is

Three research papers from the UK meeting 

all the inclusion criteria

(Lawlor et al., 2006; Knight et al., 2009; 

Sloper et al., 2009) 

published by Knight et al. (2009))

Figure 1. Flowchart of the literature search.
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the same age or who share similar experiences and to do the same things as other C&YP of their

age’. This suggests a desire for inclusion in mainstream activities. This is confirmed in The Bevan

Foundation’s (2010) cross-sectional mixed method study exploring disabled C&YP’s experiences

of play and leisure in Wales. A total of 82 disabled C&YP completed the questionnaire that

included open questions (aged 8 years to young adults). The response rate was not stated. They

found a number of activities were rarely undertaken, with 90% replying rarely or never attending

a youth club such as Scouting or Brownies. More than half of the respondents rarely or never

attended a disabled children’s club because they did not know whether there was one in their area.

Of those who did attend out-of-school activities, some preferred to be involved in ‘disabled – only

groups’ as they felt more comfortable with others like themselves and felt that the adult leaders

were very patient. Eight of the 82 children felt there was nothing for them, with one young person

stating ‘activities not available locally with people that can cater for my disability’ The Bevan

Foundation (2010: 25). This is an interesting starting point, but this study gave a limited voice

to the disabled C&YP, as it did not provide them with the opportunity to elaborate on responses.

The sample included C&YP aged 11–17 years; therefore, the findings need to be interpreted with

caution as some of the issues raised may relate to adult provision or the transition into adult

services, so the findings may not be representative of the child population.

The need for social inclusion also featured in Knight et al.’s (2009) qualitative holiday study

with 86 disabled 7–19 year C&YP across the UK. Within this sample, only 17 C&YP were

reported as having physical disabilities; so it is difficult to gain their views from the overall

findings, which showed that disabled children wanted to mix with non-disabled young people but

the experience was problematic. Often these children were worried what other C&YP might say

about their disability. They found that when exploring social inclusion, most of the experiences

were positive. There was some boredom reported, however, this issue would need to be compared

to findings with their mainstream peers. They also highlighted that a major motivator for disabled

children to join clubs is being with other young people and doing activities along with their peers.

In this study, it was suggested that disabled C&YP value provision that is designed for all children

regardless of their ability (Knight et al., 2009). Although useful to ascertain C&YP voices, includ-

ing children who only used non-verbal communication, the study did not report piloting the

interview questions. A further limitation is that the age group was broad (reported as 7–19 years),

and it is unclear how many children were in each age group. If the average age in this sample was

high, this may bias the findings due to issues around transition between child and adult services. In

support of the need for social inclusion, Langer et al. (2010), through interviews and focus groups,

explore short break provision with a total of 34 parents/carers and three disabled C&YP. They

-portrayed the social benefits of this out-of-school provision, but only reported the type of activity

the C&YP engaged in and the contact with friends rather than how the short breaks affect them

individually. In order to evaluate out-of-school lives like in the previous two papers, the UK

disabled children’s charity, ‘Contact a Family’, commissioned an online survey, including

open-ended questions, in which families were asked to describe their experiences (Bennett,

2009). The 615 families taking part in their survey had children with a range of disabilities. The

C&YP represented were aged 0–19 years, which again makes it difficult to elicit findings specif-

ically to those aged 8–15 years. However, 78% of their sample was over 6 years of age, information

is of value to ascertain factors affecting the access to out-of-school activities. Seventy-three per-

cent of the families said that the access to play and leisure specifically for disabled children was

poor and unsatisfactory. A parent of a severely physically disabled child stated that her child ‘has a

very active social life which is due to the support networks I have fostered’ with another describing
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how their daughter ‘gets fed up being around her family and enjoys the company of others’ (Ben-

nett, 2009: 10–11). It is helpful to have the parent’s views, where the C&YP were unable to com-

municate verbally due to their disability, but it is important to listen to C&YP also. This section

gives a strong message that social inclusion is vital for all C&YP, the preferences of the service

users and factors affecting access needs now be explored.

Out-of-school activities run by volunteers

The National Institute for Health and Clinical Excellence (NICE, 2009) promotes accessible

physical activity for all C&YP and the voluntary sector plays a significant role in promoting

opportunities for disabled C&YP and their families. When approaching an activity group, first

impressions can be vital, and it is the individuals running them who are the first point of contact.

Due to the nature of volunteering, there may be a mix of expertise, training and understanding of

disabilities. There is a dearth of research on the views of staff that plan and run mainstream

activities for all C&YP regardless of whether this is inclusive mainstream or specialist provision.

Knight et al. (2009) claims it is important to explore the attitudes of those individuals carrying out

the activities as this may determine if someone joins or not. In Knight et al.’s study, 121 staff from

across health, education, youth and the voluntary sector were interviewed about holiday provision

for disabled C&YP. Most were middle or senior management rather than individuals who have

face-to-face contact with children and families. Study findings highlighted areas that the C&YP

and families felt were inadequate even though the staff highlighted the steps to promote greater

social inclusion. It is vital that all staff running community activities, including volunteers, have

the skills to support individual C&YP. They also need to have a positive attitude, making the

C&YP feel welcome and encourage each child as an individual (The Bevan Foundation, 2010).

When 16 disabled C&YP were interviewed, they felt afraid of being bullied and made to feel

different, with an example from a young person who stated ‘just because you talk funny, people

think you are thick’ (Beresford and Clarke, 2010: 15). Therefore, an environment where C&YP

feel safe is paramount (Beresford and Clarke, 2010). In order to explore how this could be reduced

both Beresford and Clarke (2010) and the Bevan Foundation (2010) looked at staff disability

awareness in terms of confidence, funding and understanding. The Bevan Foundation (2010) high-

lighted that the relationship between the volunteers and the parents can affect the participation.

However, this study did not obtain the parents views in order to compare. Although this work does

indicate the need to look at factors that may affect participation, such as staff training and attitudes,

neither of these studies have been published in peer-reviewed journals. Bennett (2009) found that

half of the families expressed dissatisfaction with mainstream play and leisure facilities due to the

lack of accessibility, travel and lack of disability training amongst staff. Therefore, there appears to

be a generalised dissatisfaction in these areas so any best practice found when this is researched

needs to be shared. This is supported by The Bevan Foundation’s work on providers of out-of-

school activities, which found that the attitudes of staff can affect the participation experiences

of C&YP and their families. They compared this to the findings from interviews and observations

of play workers, some of whom were from the voluntary sector, where the staff acknowledged that

in the past, children may have not felt welcome because of staff attitude as they were afraid about

not being able to cope. On arrival, parents and C&YP experience these negative attitudes from

staff, and this will naturally cause a barrier to participation. Such a premise needs further

exploration as service providers could identify negative attitudes within their teams and more

importantly consider ways of ensuring that staff are adequately skilled and resourced to include
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all children in the activity. This study was conducted in Wales (mid and south Wales); so this needs

to be extended across the UK as there may be regional funding or training differences. It is recom-

mended that volunteers working in activities, local leisure and recreation facilities as well as the

providers should be trained in disability awareness (Beresford and Clarke, 2010). It is unclear how

many volunteers are trained as there is no national database, thus training is an area for improve-

ment. In the study by Sloper et al. (2009), the need for staff to be trained was important for all the

95 families with disabled children (100 children represented), which were identified through semi-

structured interviews. Of the children, 29 directly participated. This large sample included C&YP

with a range of disabilities and many with complex health needs. The findings showed the impor-

tance of everyone in regular contact with the child to have appropriate knowledge and skills to

understand the child’s means of communication. They highlighted the importance of socialising,

having friends and relationships, for example, ‘when she is not at school, she wants to go places

where other young people go’ (Sloper et al., 2009: 271). Whilst some conclusions might be drawn

from this study, it needs to be with caution. There may be some additional difficulties in this group

of children related to their communication needs that may not reflect the needs of all physically

disabled children. This study included families with children aged 0–18 years, therefore, like pre-

vious studies discussed, this limits the information specifically in school children aged 8–15 years.

This theme highlights the need to understand the provision, training and attitudes within the out-of-

school activities in order to have an understanding of a gap between service providers and service

users.

Accessibility

Knight et al. (2009) found that the accessibility and location of the out-of-school activities were

factors affecting participation. This can lead to a lack of contact with school friends’ out-of-

school times, which can affect friendship and participation. Children who attended special schools

away from their local area were found to have reduced social community-based activities (Knight

et al., 2009; Petrie et al., 2007; Sloper et al., 2009). The Equality Act (2010) requires reasonable

adjustments to be made to remove physical access as a barrier and, therefore, should not be a factor

affecting participation. However, children interviewed by the Bevan Foundation (2010) stated that

many of the leisure centres they had visited were good but access was more difficult in clubs, such

as community groups. This was also found in Knight et al.’s study (2009), where a 12-year-old girl

could not access a youth club due to physical access barriers. This limits their choice, which links

back to the importance of the C&YP having a preference to any activity. Petrie et al. (2007) also

found that the requirement in some cases was for parents to accompany the disabled child/young

person to holiday activities, which may not be what they want. In addition, Lawlor et al. (2006)

reported problems in accessing social and leisure provision in their study in the North East of Eng-

land. Twelve parents/grandparents of 5- to 17-year-old children with cerebral palsy outlined lack

of access to public transport and to buildings, making participation difficult. This study did not

solely focus on the leisure activities but addressed it as one area of difficulty within their aim look-

ing at activities of daily living. It does, however, give good insight into the factors affecting par-

ticipation in out-of-school activities. It would have been beneficial to hear from more of the C&YP

themselves in this study as only two children gave their views. This problem with access is echoed

by another parent in the study by Bennett (2009: 10), who states that ‘there is no suitable swimming

or parks nearby with accessible equipment’.
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Multiple issues within this overarching theme such as activity timing, location and physical

access need to be specifically compared from a service user and service provider view in order to

fully understand the challenges faced by disabled C&YP.

Limitations of the review

Due to the limited published work in this area, this review is based predominately on the grey

literature, which is not peer reviewed and can potentially introduce bias into the results. To

overcome this, all work was critically appraised. The weak evidence base demonstrates the lack of

robust evidence about the out-of-school lives of disabled C&YP and their families in the UK.

Conclusion

This review of the qualitative literature highlights the absence of the service user’s voice in relation

to out-of-school activities in the UK. The evidence suggests that disabled C&YP wish to access

and participate in out-of-school activities but encounter barriers. The need for social inclusion

is clear, but the mitigating factors include the need for training and addressing accessibility issues.

There are threads throughout, which require further research such as parental influence, provision,

training and attitudes within the out-of-school activities. Further research is required to investigate

the factors affecting physically disabled C&YP’s participation of out-of-school activities from the

viewpoint of both the service users and service providers.
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