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This paper is based on the findings of a research project commissioned by a
public body in the English Midlands, UK. Telephone surveys, focus groups and
individual interviews were the data collection methods. It focuses on the
perceptions of 44 families on the barriers to accessing leisure services for disabled
children. Although there are numerous advantages for accessing such services, the
findings showed that the families had very few successful experiences with the
current provision due to a number of structural barriers. Trust was perceived as
crucial to access these services.
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Introduction

Participation in leisure is unequal due to a number of constraints (which are described
below). Although health/wellness could hinder access to participation, this depends on
how disability is conceptualised in society. In the social creationist view of disability,
which was developed mainly in the UK, the main attention is directed to the disabling
barriers (Vehmas, 2004). These barriers may cause inequality in participation in
leisure between those who are enabled and disabled (Carr, 2004; King, Petrenchik,
Law, & Hurley, 2009; Reynolds, 2002). The literature shows that leisure services
have numerous advantages for families and their disabled children alike (Herman &
Marcenko, 1997; Preece & Jordan, 2007; Turner, 2003), regardless of the level of their
disability. Therefore, the UK government invests heavily in improving outcomes for
disabled children and their families (DfES & HM Treasury, 2007). However, research
indicates that access to leisure services can be challenging (Preece & Jordan, 2007)
and that barriers still exist. This paper focuses on the perceptions of 44 families of the
barriers to accessing leisure services for disabled children. Previous research shows
that trust is a priority for families to access leisure services (Cumbria Children’s
Services, 2009; Flynn, 2002). The authors of this paper argue that families’ trust will
be restored once all the underlying barriers, which they face when accessing these
services, are addressed.
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Constraints to participation in leisure

Participation in leisure is unequal due to a number of constraints. Constraints may be
defined as barriers that are ‘assumed by researchers and perceived or experienced by
individuals to limit the formation of leisure preferences and to inhibit or prohibit
participation and enjoyment in leisure’ (Jackson, 1997, p. 461). Leisure constraints
were conceptualised as a mechanism for better understanding barriers to activity
participation (Buchanan & Allen, 1985; Jackson & Searle, 1985). Samdahl and
Jekubovich (1997) suggested that the constraints approach to understanding participa-
tion in leisure has dominated to a great extent the leisure research, despite having
received some criticism (Kay & Jackson, 1991; Shaw, Bonen, & McCabe, 1991).

Nevertheless, to understand constraints to participation in leisure, a model (see
Figure 1) will be used in this paper to help unpick the overlapping challenges for
people with a disability. This is an adaptation of Raymore (2002), which is based on
a model by Crawford and Godbey (1987) and a later version by Crawford, Jackson,
and Godbey (1991). The model in Figure 1 consists of three types of constraints to
participation in leisure: intrapersonal, interpersonal and structural.

While intrapersonal barriers relate to one’s beliefs or characteristics which may
direct individual’s participation in a certain activity, interpersonal barriers are about
the relationships with others, which may also impact on one’s participation in leisure.
To better understand the intrapersonal constraints, they should be viewed in relation
to the interpersonal and structural constraints (Raymore, 2002). On the other hand,
structural constraints, which are the most frequently cited type of constraint (Jackson
& Scott, 1999), are barriers that hinder participation such as time and resources
(Crawford et al., 1991). Beauvais (2001) lists a number of intrapersonal, interpersonal
and structural constraints which prevent participation in leisure like age, gender,
income, urban/rural living, ethnicity, time, parental influence, family type, peer
influence and changing life styles. She goes on to say that there are ‘infrastructural’

Structural

Interpersonal

Intrapersonal

Figure 1. Types of constraints to participation in leisure.
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barriers such as the quality of provision, failure to meet the needs of the users, lack of
flexibility, lack of coordination among service providers and the lack of regards for
their needs. Allison and Hibbler (2004) identified a collection of constraints related to
the changing faces of the community, the changing faces of management and staff,
deferred programme responsibility, language barriers, and negative attitudes and
stereotypes held by some management and staff. Their findings suggested that leisure
providers, often unwittingly or unknowingly, foster the above barriers.

Another example of structural constraints is health or wellness, and according to
Raymore (2002), a main claim of the literature on inclusive leisure for disabled/chron-
ically ill is that society is structured in a way that excludes these people (Dattilo, 1994;
Hutchinson & McGill, 1992). Therefore, if we want to understand structural
constraints, such as health or wellness, we will need to consider how they are concep-
tualised by society (Raymore, 2002).

Conceptualisation of disability

According to Vehmas (2004), approaches to conceptualising disability can be divided
into two main categories: individualistic and social approaches. In the individualistic
framework, disability is seen as an individual condition that results in a disadvantaged
position regarding civic, economic and personal growth. On the other hand, in the
social approaches disability is seen as a result of the oppressive material arrangements
in existing societies. A criticism to the individualistic framework has been presented
by theorists who take a social approach to defining disability and differentiate between
social constructionist and social creationist (Oliver, 1990). Although both approaches
shift away from the individualistic perspective, they differ in terms of locating where
the disability is.' In the social creationist view of disability, which was developed
mainly in the UK and became the model view that should be followed to become
morally and politically correct, the main attention is directed to the disabling barriers
(Vehmas, 2004). However, this view was criticised; it turned into a form of oppression
by dictating a particular perspective and thus contradicting one of the fundamental
principles of the social approach to disability, which called for respecting the different
individual experiences (Vehmas, 2004).

Whether we agree/disagree with the social creationist model, the point is that
participation in leisure is not equal between those who are enabled and disabled (Carr,
2004; King et al., 2009; Reynolds, 2002) and even within a particular group. Carr
(2004) suggests that people with a disability find it difficult to do their own daily
routines, which gets more difficult depending on the level of their disability, let alone
organise their leisure time. Indeed, people with a disability may be doubly disadvan-
taged by their disability (Flynn, 2002). Therefore, this should be considered when
engaging them in leisure services.

Importance of leisure services for people with a disability

Mencap (2006) defines leisure services such as short break or respite care as services
which give people with a disability and their families a break from their daily routine.
The UK government invests heavily in improving outcomes for disabled children and
their families (DfES & HM Treasury, 2007). It was found that disabled children have
poorer outcomes compared to their non-disabled counterparts. Therefore, the govern-
ment is committed to campaigns such as Aiming High for Disabled Children and
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Every Disabled Child Matters, which followed the Disability Discrimination Act, that
would lead to improved outcomes (DfES & HM Treasury, 2007).

The literature shows that leisure services have numerous advantages for families
and children alike, regardless of the level of children’s health. Edgar and Uhl (1994)
pointed out that participation in leisure might prevent likely situations where children
can be abused. Leisure could also be a source of support. According to Turner (2003,
p. 8), the majority of disabled children felt ‘most comfortable’ when attending leisure
services. Furthermore, leisure was found to have an impact on their academic achieve-
ment (Barnard-Brak & Thomson, 2009).

In fact, not only do disabled children benefit from accessing these services, but
also their families. Ambler and Kupper (1996) listed a number of benefits such as
enabling families to cope with daily tasks, keeping the families intact, giving them the
opportunity to engage in community services and take a necessary vacation and allow-
ing the needs of other family members to be catered for. Families perceived that the
availability of leisure services would improve overall quality of family life (Abelson,
1999; Herman & Marcenko, 1997; Preece & Jordan, 2007), which persists even after
the leisure services have been accessed (Aldgate, 1998; Botuck & Winsberg, 1991).
Leisure services have also been described as a major support for families with autistic
children (Randall & Parker, 1999; Tarleton & Macaulay, 2003). This is because many
parents of autistic children experience high levels of stress due to the challenges which
they face when caring for children as such (Openden, Symon, Koegel, & Koegel,
2006; Preece & Jordan, 2007). However, research indicates that access to leisure
services can be challenging (Preece & Jordan, 2007), and these challenges may be
even greater if the service users are disabled (Flynn, 2002).

Barriers to leisure services for people with a disability

In addition to the constraints which might prevent participation in leisure in general,
there are barriers which might hinder people with a disability to access leisure
services. People who have learning difficulties or mental health problems are more
likely to be excluded from participation in leisure activities (Barnes & Mercer, 2003).
A number of barriers to leisure services were identified by service users and service
providers alike. Providers of leisure services perceived the major barrier for people
with a disability to participate in leisure to be the cost (Reynolds, 2002). On the other
hand, service users identified barriers such as lack of friends, transportation, cost,
people’s attitude, including that of service providers (Carr, 2004). A more recent
study by Radcliffe and Turk (2008) indicated that the majority of the children
showed medium or high negative reactions when accessing leisure services.
However, the fact that some children’s views differed from those of their families
implies that the barriers could be perceived differently by service users and also
within the family.

One of the barriers which could be perceived by the families of service users is the
feeling of distress. Stanzler (1982) described how families of disabled children found
participation in leisure services hard because of the feelings of guilt, tension between
motherhood and satisfying children’s needs, a sense of punishment for having a
disabled child and fear of separation from a closely monitored child. Rimmerman’s
(1989) study showed that although children who accessed leisure services improved
their independent life skills, their families’ stress levels increased. However, families’
feeling of distress could be the result of not meeting the needs of their disabled family
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member. Indeed, a study by Hare, Pratt, Burton, Bromley, and Emerson (2004) of
families of 26 adults with Autistic Spectrum Disorder (ASD) indicated a strong rela-
tionship between their distress and unmet needs of their disabled family member.
Therefore, they called for a more tailored intervention and support to suit the needs of
adults with ASD. The authors of this paper argue that participation is likely to be even
better when trust is established between service user and providers.

Trust and participation in leisure

Flynn’s (2002) study of leisure services for disabled children in England and
Scotland highlighted four key principles in successful schemes such as the establish-
ment of community relations and building trust between service providers and
users. Flynn concluded that services should be provided by people who are trusted
and credible and that should be a provider’s priority. The establishment of trust
between service providers and users was also noted by the Integration of Services
for Disabled Children (2006). One of the suggested outcomes for the new service
was that families should have frust and confidence in services which care for their
children. Cumbria Children’s Services (2009) stressed the need to promote a high
degree of frust between professionals and the children and parents with whom they
work. The above emphasis on the importance of trust seems to reflect the inade-
quate degree of trust (shown in the literature) between service users and service
providers. Unless trust is well established, it might be argued that families are likely
to abandon the services and possibly leading to alienation and social exclusion. This
obviously counteracts the inclusion agenda (Every Child Matters and Every
Disabled Child Matters) adopted by the UK government. Furthermore, a loss of
trust may to turn into mistrust/suspicion (Rai-Atkins et al., 2002). This may imply
that participation in leisure is likely to deteriorate, if families’ trust is not restored.
When the voices of service users are heard, the suggestions they make are consid-
ered, they are more likely to trust the service provision and access those services
again and again.

Research aim and importance

The authors of this paper, and other members of the Research Team, were commis-
sioned by a public body2 to study the perceptions of families of disabled children (who
were diagnosed with ASD/attention deficit hyperactivity disorder [ADHD]) of the
barriers which might hinder their participation in leisure. In order to achieve equality
in participation, it was recommended that further research is required to examine the
barriers that are perceived by people with a disability when accessing leisure services
(Reynolds, 2002). It should be noted that the voices of families of disabled children
are often marginalised within research. Indeed, a report by the formerly entitled
Department for Children, Schools and Families (DCSF, 2009) indicated that only 8%
of the respondents from one local authority said they were asked over the past 12
months about their opinions on the care and family support services they received for
their disabled children. This shows the importance of this research. The authors of this
paper argue that giving voice to the families of disabled children and addressing their
concerns of access to leisure services will contribute to an increase in trust in both
local policy-making and also leisure service providers.
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Methodology and research sample

This research followed the interpretive paradigm. Interpretive research aims to find
out about people’s understanding (Mason, 2002). According to Raymore (2002,
p. 47), perception is ‘dependant on the individual and the interpersonal and structural
influences on his or her life’. Interpretive research would give families the opportu-
nity to express their views and allow the authors to give voice to their perceptions.
Three methods of data collection were used. The aim of this three-stage approach
was to triangulate the data from a range of methods. Triangulation or using more
than one method ‘contributes to the trustworthiness of the data’ (Glesne & Peshkin,
1992, p. 24).

First, a telephone survey was designed and implemented. Forty-four respondents
out of 150 contacts, listed on the database® of families of children with ASD/ADHD,
were available and agreed to participate in the telephone survey. Only 10% of the tele-
phone respondents were other than ‘White British’. It must be noted that ethnic back-
ground could not be determined from the database. None of the ethnic minority
telephone respondents were available to participate in the focus groups. Secondly, five
focus groups were held with a sub-sample drawn from the telephone respondents (N
= 30, 24 females and six males). Most of the focus group participants (27 out of 30)
were parents, only three participants were carers. Each focus group lasted approxi-
mately one hour. Thirdly, seven face-to-face individual interviews took place. Four
interviewees were ‘White British’ and three had Asian heritage. Most of the partici-
pants’ children were diagnosed with ASD, only three of them had ADHD. All the
interviewees were parents of children with ASD. The age of the participants’ children
ranged from 8 to 17 years.

Ethics

The participants were informed about the reasons for undertaking this research, their
rights of withdrawal at any stage during the research without giving reasons. They
were also assured that their identities would be anonymous and not disclosed and that
any information obtained would be strictly confidential and would be used for
academic purposes and to inform the report for the commissioning local authority.
Permission from the participants was obtained to record the focus groups and inter-
views. The commissioning body gave their permission to the authors to use the data
for academic publication.

Data analysis

The research design resulted in a large amount of qualitative data which provided
reliable evidence relating to the experiences of families of disabled children. The inter-
view findings were transcribed and coded into emerging themes (Glaser & Strauss,
1967). The data were analysed through a process of coding, sorting, constant compar-
ison and analytic induction (Silverman, 2001) to move from the particular instances
revealed in this research to the general themes discussed in this paper. It should be
noted that the paper was not guided by the leisure constraints model. On the contrary,
the model was used to interpret (Samdahl & Jekubovich, 1997) the experiences of the
families of disabled children when accessing leisure services. Indeed, the constraints
model was used affer examining the themes generated by the grounded analysis.
A meticulous comparison of the results from all the methods of data collection
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undertaken contributed to the robustness and validity of the findings that could be
replicated. In fact, through all three approaches the Research Team felt that a point of
‘saturation’ had been reached on a number of themes (Glaser & Strauss, 1967).

Findings

A number of themes have emerged. These were mainly about (1) the importance of
establishing trust with service providers, (2) the barriers which they identified such as
staff attitudes/lack of training, lack of availability, lack of flexibility, lack of informa-
tion, cost, lack of support and distress, and (3) the need to address those barriers.

Lack of trust

The most significant issue for the families in accessing leisure services was the lack
of trust. In the focus groups, the lack of trust was raised as a significant issue. Many
parents were aware that service providers may perceive them as overprotective, and
this may inhibit them from voicing concerns about provision. One could argue that
this overprotection may be a reaction to the barriers which will be discussed in the
next sections. The mother of Abdul (13 years old) strongly stated that it would be
‘important’ for her to be able to trust any potential Buddy or Befriender. In fact,
parents had concerns about leaving their children with a stranger as the parents of a
10-year-old boy believed that ‘if a relationship of trust were developed, [they] would
consider short break provision’.

This shows that trust is a priority for families to access leisure services. This
confirms the views of Flynn (2002) and Cumbria Children’s Services (2009). The fear
of leaving their children with a stranger was not their only concern. The mother of two
boys, a 10-year-old boy with ASD and an 11-year-old with ADHD, had a negative
experience with her younger child who was abused while being under the care of the
service providers. This contradicts the findings of Edgar and Uhl (1994), which indi-
cated that leisure services may create a safe environment from being abused. This
negative experience had led to a lack of trust. She agrees with other parents in this
research that the ‘opportunity to get to know any support worker and develop a trust-
ing relationship, based on knowledge of the child, is crucial’. The main argument in
this paper is that the quest for families’ trust will continue unless their perceived
concerns are addressed and taken into account by the service providers. Families iden-
tified a number of interrelated barriers, which contributed to their lack of trust in the
service provision, as discussed below.

Staff attitudes/lack of training

Parents in the focus groups perceived this point as one of the most significant barriers
to access leisure services. One parent said: ‘[staff’] lack of expertise [is] frequently a
problem’. Other families referred to the training of staff and how this could prevent
them from accessing the service provision: ‘I think it comes down to a training issue.
Unless you feel comfortable that you know people are trained ... then, it’s no fun for
you or your child, you worried watching them all the time’. Similar comment was
made by a parent about accessing buildings: ‘public buildings and everything —
they’ve got to be accessible to disabled people, but the people who run the buildings
don’t have to have any training of any sort’.
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Another comment by a parent: ‘I did send [Tim] to a specialist unit who knew all
this and had training, was there for half an hour and was supposed to be there for a
week. They couldn’t cope’. Another parent pointed to staff attitudes of ignoring
parents’ knowledge and experience of their children:

The thing that irritates me the most and really gets my goat is professionals and staff who
talk to me like I don’t know. I’'m not an expert on Autism and I’m not an expert on my
child but I know him and very often we’re spoken to like we’re stupid.

The mother of 13-year-old boy with ASD, therefore, believed that staff ‘attitudes have
got to change’. However, it is not only the attitude of staff that could be problematic,
families also expressed concerns about the minimal checking of staff once they have
received some training and the use of staff whose level of fluency in English language
may be low: ‘some of the agency staff can barely speak English; how can you expect
them to understand challenging behaviour or anything; so how can you expect them
to take care of your child who is extremely vulnerable’.

Families also stated that they wanted to be sure that their vulnerable children were
cared for by qualified staff with whom they expect to build a relationship focused on
the particular needs of the child. They indicated that staff needed more training, espe-
cially around emotional issues and challenging behaviour, and they did not want their
children stigmatised for the disability. As one parent said:

You can’t just, like, treat them differently from everybody else. They’ve got to be treated
the same — they wanted to be treated the same — that’s a training issue as well. It’s just a
word of praise — you are doing that really good.

The above finding reiterates the results of Wertheimer (1989) who found that staff
looked down on families of disabled children and they did not keep their promises to
help. Professionals’ attitudes were perceived by parents as a barrier to their participa-
tion in planning (Contact a Family Wales, 2006). Wertheimer (1989) pointed out that
parents valued situations when professionals can be trusted; when professionals
acknowledged their experience and expertise, had the right skills and training and
understood the difficulties the parents were going through. Although the findings of
the present study highlighted far more negative experiences when accessing leisure
services, some families, like the mother of an 11-year-old boy with ASD, had an
excellent experience at a mainstream soft play centre:

They are willing to listen and willing to hear! ... I mentioned to them about having a
sensory room or some kind of calming down space and they took that on and said ‘well
actually we’ve got lots of children that will access this — what a good idea.

Just like their views in the focus groups, families in the interviews expanded on the
issues of staff training and expertise and confirmed that these were essential to the
establishment of trust between them and the service providers. In fact, both findings
showed that the issue of trust in staff/experts and training/education seem to be closely
linked. When staff are trained to support children with ASD/ADHD, then families
develop trust that their child will be safe and will be cared for professionally.
Unfortunately, in this study there were far more examples of poor practice than of
good practice. These findings confirm those within the ADHD document (DfES &
HM Treasury, 2007, p. 56) which specifically note that areas in which staff across all
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services lack preparation and training include ‘communication and interpersonal skills
... (especially with Autistic Spectrum Disorder and challenging behaviour)’.

Lack of availability

The findings showed that the lack of availability of leisure services was raised as
another barrier. This echoed the results of a large-scale survey which highlighted the
unavailability and inaccessibility of these services regardless of the families’ demo-
graphic background, income level or level of disability (Abelson, 1999). Some fami-
lies in the present study were even concerned about the availability and suitability of
the services when their children grow up: ‘[I am] concerned about what will be avail-
able for [Harry] as he grows up, i.e. what is for teenagers?’

Lack of flexibility

The research findings revealed that families had concerns about the flexibility of the
leisure provision. This point confirms the findings of a survey of 2800 parents of
disabled children, which found that families were dissatisfied with the services’ lack
of flexibility, illogical restrictions on use, inability to deal with crises and lack of
parental voice in forming or reforming services (Knoll & Bedford, 1989a, 1989b). The
lack of flexibility is found not only in the leisure services but also in the medical care
provided for disabled children. There seems to be a rigid adherence to medical guide-
lines: ‘concerns over medication; common sense stuff for example, they only have
prescription things, won’t use nappy rash cream from supermarket and it takes four
attempts to get Dr to write the prescription’.

This inflexibility is likely to influence families’ trust in the service provision.
Leisure services are supposed to provide them with peace of mind from their daily
routine of looking after a disabled child, but with such inflexibility and the additional
concerns, they are likely to think twice before accessing such provision.

Lack of information

Throughout the data collection process, the Research Team found that the families did
not find it easy to access information about leisure services. For example, none of the
interviewees had accessed the Buddy scheme (one of the current befriending services)
and most were unaware of its existence or how to access it. In fact, they found it diffi-
cult to keep up-to-date with the changes in service provision, providers and policy.
One of the families said: ‘we ain’t told this stuff, we have to find out for ourselves and
through school’.

Also, Jordan’s mother described her own ‘difficulty’ in knowing what is ‘suitable’
for him. While some families had access to the Internet, it was not always easy to find
the right provision when having to try different key search words, which is in itself a
constraint. Therefore, they supported the idea of a directory of leisure services,
together with an identifier which could demonstrate to families whether their children
could be catered for.

The above findings confirm families’ experiences, which revealed that they had
substantial problems working out the details of obtaining necessary support (Butler &
Friesen, 1988; Knoll & Bedford, 1989a). The findings also reiterate the views of
other parents and service providers (see Middleton, 1998) about the services for
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disabled children. Middleton (1998) showed that they were confused about service
provision and that they preferred a practical provision which could cater for their mate-
rial and emotional needs. They also believed that emotional support could take different
forms such as counselling, giving advice and listening to them. On the other hand, the
views of social workers, in that study, who provided services for disabled children,
revealed that they lacked confidence in their capabilities, lacked clarity in their role
and were disappointed with the services which they provided. In a more recent study
by Contact a Family Wales (2006), parents of disabled children shared some of the
above-mentioned views of participation in planning. Based on the findings of the
present study, service providers have a significant role to play in ensuring that families
are aware of current services that may suit the needs of disabled children. If they do
not do this, providers may convey a wrong message that they are unable to perform
their role, which is likely to contribute to families’ current lack of trust in their provision.

Cost

This was raised as a barrier too. Families in this study pointed to this barrier from a
macro-level by referring to what staff say about the provision of some services: ‘we
haven’t got the funding’ or ‘we haven’t got the amount we need — we can’t afford
that’.

By addressing the issue of funding these services in general, they seemed to be
aware of the financial restrictions imposed on service providers which might hinder
the quality or continuity of certain provisions. However, the cost of accessing leisure
services did not seem to have a significant impact on families. This may contradict
parents’ views in the above study by Contact a Family Wales (2006), who were
concerned about the costs of travel and child care.

Lack of support

This point was noted by a number of families. One parent, for example, perceived a
provider of such services for disabled children as uncaring by saying:

The problem with the buddy scheme and other specialist provision like that is you’ve
actually got to get your social worker to ‘fight your corner’ to get you that provision and
I wonder how many people round this table actually know who their social worker is?

In one of the five focus groups, which were conducted with the families, there was a
general sense of being ‘let down by the system’. One parent said:

It took me six months to get (daughter) into the youth club — Action 4 Children ... Six
months it was and I kept chasing and chasing and the thing is, because you’ve got a
disabled child, you haven’t got the time or sometimes the energy to chase these things —
you’ve got to fight for everything.

Families also spoke of the numerous play schemes ‘out there’ but noted that not all of
the schemes were willing to ‘take on children who have a problem’. This may suggest
the need for a directory of provision which accepts children with special needs. The
findings suggested that families needed adequate support. In the interviews, families
spoke of their need for support and practical advice. A ‘drop-in centre’ for children
with ASD was suggested by two families. Their need for support confirms the findings
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of Douma, Dekker and Koot (2006), who found that most parents needed support,
particularly someone to talk to. Their perception of being let down by service provid-
ers and the issue of lack of trust might inhibit them from accessing the services in the
future.

Distress

The findings stressed that children with ASD/ADHD have specific needs for routine
and consistency, which might not always be guaranteed when accessing leisure
services. Abdul’s mother identified a tension between keeping his life consistent,
routine and structured, and allowing some natural deviation from this to help him cope
with change. It is common among children with ASD to dislike strangers and crowds,
which maybe something unavoidable when accessing such services. Another parent
described the effect of the inflexibility of the service in terms of the rigidity of the
medical care provided for the disabled children by saying: ‘it causes no end of stress
... 1s it worth me sending him? It distracts from [its] value’.

It should be noted that parents of disabled children often experience high levels of
parenting stress (Douma et al., 2006) and hence the need to provide them with leisure
services that give them a break from their daily routine (Mencap, 2006). If these
services do not alleviate their high levels of stress, then, at least, they should not
worsen their situation. The deterioration of the well-being of families and/or their chil-
dren is likely to deepen their lack of trust in the service providers.

Discussion

The main argument of this paper is that service providers of leisure services should
address all the barriers perceived by families of disabled children, before they begin
the quest for families’ trust. A number of barriers to access leisure services were
discussed from the perspectives of the families in this study. It is worth repeating here
that the present study was not guided by the constraints model (Raymore, 2002).
However, it might be interesting to note that most of the barriers identified in the find-
ings could be described as structural barriers such as the lack of training, lack of avail-
ability, lack of flexibility, lack of information, cost and lack of support. These barriers
might imply that it was not the disability that might hinder participation in leisure
services, but, rather, it was the way these services were structured.

Families seemed to be unable to trust the service providers. They wanted their
disabled children to be safe and to be cared for by responsible trained trustworthy
staff. According to Mortris (1994, p. 4), trust is built by being ‘responsive’ to families’
needs and involving them in the ‘formation and the implementation’ of the services.
Based on the research findings of this study, service providers are likely to be respon-
sive to families’ needs by:

Creating a balance between professionalism and establishment of trust

Cramer and Carlin (2008) stressed the importance of acknowledging staff profession-
alism, but that should not be done at the expense of establishing trust in their relation-
ships with the families who use their services. Creating this balance is important;
when a ‘professional view is challenged, then the very basis of the professional iden-
tity is at stake. It is very easy in such a situation for conflict to arise’ (Murray, 2000,
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p. 692). Goodey (1991, p. 108) described a situation when parents did not trust profes-
sionals who offered services for their disabled children: ‘they distrusted my word,
they didn’t believe me, so then I started distrusting them. That was when it really all
started’.

Families sometimes might have more knowledge than professionals who offer
services for their disabled children. Kirk and Glendinning (2004) noted that parents
appreciated professionals’ attitudes who acknowledged their limited knowledge, and
this formed the basis for the establishment of trust. Establishing a continuous mutual
relationship between families and professionals is crucial for the development of trust
and respect for their knowledge/expertise, respectively (Kirk and Glendinning, 2004).

Giving staff necessary training

This was perhaps one of the families’ priorities; they called for a specialist trained
staff. Training is an indispensable element in the provision of any leisure services such
as respite care (Access to Respite Care & Help, 1992). Without such training, families
are not likely to trust staff to supervise their children. Families, therefore, should be
involved in this process as they know the needs of their children. Engaging families
in the training process is likely to assure them that the services will meet the needs of
their children.

Making information accessible

One of the suggestions which families made to improve their access to leisure services
was that information should be freely available in various formats. Indeed, families
need to be informed about where and how they can obtain what kind of support
(Contact a Family Wales, 2006; Douma et al., 2006). They need to have access to
goods and adequate information from a wide range of sources about the available
leisure services, which should be ensured by local authorities (Mahadevan, 2009).

Maintaining flexible services

Effective leisure provision should be flexible to meet the needs of disabled children.
Leisure services for disabled children will improve when they are flexible (General
Accounting Office, 1990). One of the characteristics of successful leisure services is
that families should be given the choice, whenever possible, about the services in
terms of the available providers, type of services, duration, etc. (Morris, 1994). By
maintaining the availability of flexible provision, families are more likely to get
support when they need it.

Conclusion

Participation in leisure is not equal between those who are enabled and disabled (Carr,
2004; King et al., 2009; Reynolds, 2002). Although the UK government invests
heavily in improving outcomes for disabled children and their families (DfES & HM
Treasury, 2007), constraints to participation in leisure still exist. Families’ perceptions
highlighted a number of barriers that affected their participation in leisure services.
These barriers might imply that it was not the disability that hindered their participa-
tion, but, rather, it was the way these services were structured.
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Leisure services can be a major support to families and their disabled children, but
the findings suggested that the services might be falling short of offering them the
support they need. In spite of the very few examples of effective leisure services,
which were referred to by the families in this study, the number of examples of inef-
fective provision was far greater. Families” successful experiences in accessing leisure
services were mainly due to their determination and the commitment and understand-
ing of the very few exceptional members of staff. This does highlight the role of staff
in creating a positive experience for these families. However, this role might be reliant
on the establishment of trust in their relationship with the families. Unless families
perceive staff as understanding, well trained and have the necessary experience to deal
with disabled children, they are unlikely to trust them. The quest for families’ trust
necessitates that service providers become responsive to families’ needs. Service
providers, therefore, should address these issues in order to improve their provision
and ultimately gain families’ trust. Without taking action to address the concerns of
these families, the quest for their trust will continue.

Acknowledgements

The Research Team would like to acknowledge the kind assistance of colleagues from the
commissioning body, NHS local Community health, the School of Education and the Centre
for Developmental and Applied Research in Education at the University of Wolverhampton
and other organisations and individuals who have kindly contributed to this research.

Notes

1. Social constructionist views disability as located within the minds of non-disabled individ-
uals or groups in terms of their attitudes or policies. The social creationist locates disability
within the practices of society in general (Oliver, 1990).

2. This public body is serving an urban location in the English Midlands, UK. This organisa-
tion has a responsibility to provide leisure services such as short breaks and respite care for
children with ASD and ADHD within one Borough.

3. This database was provided by the commissioning organisation.

Notes on contributors

Dr Mahmoud Emira is a research assistant at the Centre for Developmental and Applied
Research in Education (CeDARE), University of Wolverhampton. He is also an associate
member of the Higher Education Academy who taught languages in the UK and Egypt in
schools and at university level. His main research interest is educational leadership, particularly
teacher leadership and its links with various educational issues and how it is perceived from
different groups in the educational hierarchy. Other interests include inclusion, widening
participation, professional development, practice of practitioners and educational policies.

Dr David Thompsonisasenior lecturer at the University of Wolverhampton, School of Education;
teaching on the education and special needs and inclusion studies programmes. He is a member
of'the Higher Education Academy. His research interests include inclusion, access and widening
participation, lifelong learning, education policy, adult education and the history of education.

References

Abelson, A.G. (1999). Respite care needs of parents of children with developmental disabili-
ties. Focus on Autism and Other Developmental Disabilities, 14, 96—100, 109.

Access to Respite Care & Help. (1992). Respite care for children who are medically fragile
(ARCH Factsheet Nos. 35, 9, 11). Chapel Hill, NC: ARCH National Resource Centre



Downloaded by [Roskilde Universitetshibliotek] at 04:55 14 April 2015

46 M. Emira and D. Thompson

Coordinating Office; Raleigh: North Carolina State Department of Human Resources,
Division of Mental Health, Mental Retardation and Substance Abuse Services. Retrieved
July 31, 2010, from http://www.eric.ed.gov/PDFS/ED359675.pdf

Aldgate, J. (1998). Measuring outcomes in family support services: A case study using respite
care. Children & Society, 12, 185-187.

Allison, M., & Hibbler, D. (2004). Organizational barriers to inclusion: Perspectives from the
recreation professional. Leisure Sciences, 26, 261-280.

Ambler, L., & Kupper, L. (1996). Respite care (Briefing paper: Interim update). Washington,
DC: Academy for Educational Development, National Information Center for Children
and Youth with Disabilities. Retrieved July 31, 2010, from http://www.eric.ed.gov/PDFS/
ED399753.pdf

Barnard-Brak, L., & Thomson, D. (2009). How is taking care of caregivers of children with
disabilities related to academic achievement? Child & Youth Care Forum, 38, 91-102.

Barnes, C., & Mercer, G. (2003). Disability. Cambridge: Polity Press.

Beauvais, C. (2001). Literature review on learning through recreation (CPRN Discussion
Paper). Ottawa: Canadian Policy Research Networks. Retrieved from http://www.cprn.
org/documents/4029_en.pdf

Botuck, S., & Winsberg, B.G. (1991). Effects of respite on mothers of school-age and adult
children with severe disabilities. Mental Retardation, 29, 43—47.

Buchanan, T., & Allen, L. (1985). Barriers to recreation participation in later life cycle stages.
Therapeutic Recreation Journal, 19, 39-50.

Butler, T.E., & Friesen, B.J. (1988). Respite care (Monograph). Portland, OR: Portland State
University, Research and Training Center to Improve Services to Emotionally Handicapped
Children and Their Families. Retrieved July 31, 2010, from http://www.eric.ed.gov/PDFS/
ED303986.pdf

Carr, L. (2004). Leisure and disabled people. In J. Swain, S. French, C. Barnes, & C. Thomas
(Eds.), Disabling barriers-enabling environments (2nd ed., pp. 183—188). London: Sage.

Contact a Family Wales. (2006). Policy briefing: Participation and parents of disabled chil-
dren in Wales survey. Retrieved from http://www.cafamily.org.uk/pdfs/wales/Participa-
tion AndParents.pdf

Cramer, H., & Carlin, J. (2008). Family-based short breaks (respite) for disabled children:
Results from the fourth national survey. British Journal of Social Work, 38, 1060-1075.
Retrieved from http://bjsw.oxfordjournals.org/cgi/content/full/38/6/1060

Crawford, D.W., & Godbey, G. (1987). Reconceptualising barriers to family leisure. Leisure
Sciences, 9, 119-127.

Crawford, D.W., Jackson, E.L., & Godbey, G. (1991). A hierarchical model of leisure
constraints. Leisure Sciences, 13, 309-320.

Cumbria Children’s Services. (2009). Aiming high for disabled children: Transforming short
breaks. Retrieved July 31, 2010, from http://www.cumbriacc.gov.uk/CouncilMeetings/
Content/Public/2941/4009311634.pdf

Dattilo, J. (1994). Inclusive leisure services: Responding to the rights of people with disabili-
ties. State College, PA: Venture.

DCSF. (2009). Aiming high for disabled children (AHDC): AHDC results for Walsall.
Retrieved from http://www.dcsf.gov.uk/everychildmatters/_download/?id=7904

DfES & HM Treasury. (2007). Aiming high for disabled children: Better support for families.
Retrieved from http://www.hm-treasury.gov.uk/d/cyp_disabledchildren180507.pdf

Douma, J., Dekker, M., & Koot, H. (2006). Supporting parents of youths with intellec-
tual disabilities and psychopathology. Journal of Intellectual Disability Research, 50,
570-581.

Edgar, M., & Uhl, M. (1994). National respite guidelines: Respite services for families of
children with disabilities, chronic and terminal illnesses, and children at risk of abuse or
neglect. Chapel Hill, NC: ARCH National Resource Centre for Crises Nurseries and
Respite Care Services. Retrieved July 31, 2010, from http://www.eric.ed.gov/PDFS/
ED374617.pdf

Flynn, R. (2002). Short breaks: Providing better access to short breaks for black disabled
children and their parents. Retrieved from Joseph Rowntree website: http://
www.jrf.org.uk/sites/files/jrf/jr113-black-disabled-children.pdf



Downloaded by [Roskilde Universitetshibliotek] at 04:55 14 April 2015

Leisure Studies 47

General Accounting Office. (1990). Respite care: An overview of federal, selected state, and
private programs (Report to Congressional Requesters). Washington, DC: Division of
Human Resources. Retrieved July 31, 2010, from http://eric.ed.gov/PDFS/ED327039.pdf

Glaser, B.G., & Strauss, A.L. (1967). The discovery of grounded theory. Hawthorne, NY:
Aldine.

Glesne, C., & Peshkin, A. (1992). Becoming qualitative researchers: An introduction. New
York: Longman.

Goodey, C. (1991). Living in the real world. London: Twenty-One Press.

Hare, D., Pratt, C., Burton, M., Bromley, J., & Emerson, E. (2004). The health and social care
needs of family carers supporting adults with autistic spectrum disorders. Autism: The
International Journal of Research and Practice, 8, 425-444.

Herman, S.E., & Marcenko, M.O. (1997). Perceptions of services and resources as mediators
of depression among parents of children with developmental disabilities. Mental Retardation,
35, 458-467.

Hutchinson, P., & McGill, J. (1992). Leisure, integration and community. Concord:
Leisurability.

Integration of Services for Disabled Children. (2006). Parents panel minutes. Retrieved from
http://www.kingston.gov.uk/070606_parents_panel_final_minutes.pdf

Jackson, E.L. (1997). In the eye of the beholder: A comment on Samdahl and Jekubovich
(1997). A critique of leisure constraints: Comparative analyses and understandings. Jour-
nal of Leisure Research, 29, 458—468.

Jackson, E.L., & Scott, D. (1999). Constraints to leisure. In T.L. Burton & E.L. Jackson
(Eds.), Leisure studies: Prospects for the twenty-first century (pp. 299-321). State
College, PA: Venture.

Jackson, E.L., & Searle, M.S. (1985). Recreation non-participation and barriers to participa-
tion: Concepts and models. Society and Leisure, 8, 693-707.

Kay, T., & Jackson, G. (1991). Leisure despite constraint: The impact of leisure constraints on
leisure participation. Journal of Leisure Research, 23, 301-313.

King, G., Petrenchik, T., Law, M., & Hurley, P. (2009). The enjoyment of formal and infor-
mal recreation and leisure activities: A comparison of school-aged children with and with-
out physical disabilities. International Journal of Disability, Development and Education,
56, 109-130.

Kirk, S., & Glendinning, C. (2004). Developing services to support parents caring for a tech-
nology-dependent child at home. Child: Care, Health & Development, 30, 209-218.

Knoll, J.A., & Bedford, S. (1989a). Becoming informed consumers: A national survey of
parents’ experience with respite services — Guide materials for respite care for families
with members who are disabled (final project report). Cambridge, MA: Human Services
Research Institute. Retrieved July 31, 2010, from http://www.eric.ed.gov/PDFS/
ED323705.pdf

Knoll, J., & Bedford, S. (1989b). Respite services: A national survey of parents’ experience.
Exceptional Parent, 19, 34-37.

Mahadevan, J. (2009, April). Short breaks inaccessible to severely disabled. Children &
Young People Now. Retrieved from http://www.cypnow.co.uk/news/ByDiscipline/Health/
898084/Short-breaks-inaccessible-severely-disabled/

Mason, J. (2002). Qualitative researching (2nd ed.). London: Sage.

Mencap. (2006). Breaking point: Families still need a break (a report on the continuing prob-
lem of caring without a break for children and adults with severe and profound learning
disabilities). Retrieved from http://www.mencap.org.uk/displaypagedoc.asp?id=297

Middleton, L. (1998). Services for disabled children: Integrating the perspective of social
workers. Child & Family Social Work, 3, 239-246.

Morris, S.L. (1994). Developing and implementing rural respite and crisis nursery programs
(ARCH Factsheet No. 35). Chapel Hill, NC: ARCH National Resource Centre for Crises
Nurseries and Respite Care Services. Retrieved July 31, 2010, from http:/
www.eric.ed.gov/PDFS/ED374618.pdf

Murray, P. (2000). Disabled children, parents and professionals: Partnership on whose terms?
Disability & Society, 15, 683—698.

Oliver, M. (1990). The politics of disablement. London: McMillan.



Downloaded by [Roskilde Universitetshibliotek] at 04:55 14 April 2015

48 M. Emira and D. Thompson

Openden, D., Symon, J., Koegel, L., & Koegel, R. (2006). Developing a student respite
provider system for children with autism. Journal of Positive Behaviour Interventions, 8,
119-123.

Preece, D., & Jordan, R. (2007). Short breaks services for children with autistic spectrum
disorders: Factors associated with service use and non-use. Journal of Autism and
Developmental Disorders, 37, 374-385.

Radcliffe, J., & Turk, V. (2008). Distress in children with learning disabilities at a respite unit:
Perspectives on their experiences. British Journal of Learning Disabilities, 36, 91-101.

Rai-Atkins, A., Jama, A.A., Wright, N., Scott, V., Perring, C., Craig, G., ... Katbamna, S.
(2002). Mental health advocacy for black and minority ethnic users and carers.
Retrieved from http://www jrf.org.uk/publications/mental-health-advocacy-black-and-
minority-ethnic-users-and-carers

Randall, P., & Parker, J. (1999). Supporting the families of children with autism. Chichester:
Wiley.

Raymore, L.A. (2002). Facilitators to leisure. Journal of Leisure Research, 34, 37-51.

Reynolds, F. (2002). An exploratory survey of opportunities and barriers to creative leisure
activity for people with learning disabilities. British Journal of Learning Disabilities, 30,
63-67.

Rimmerman, A. (1989). Provision of respite care for children with developmental disabilities:
Changes in maternal coping and stress over time. Mental Retardation, 27, 99-103.

Samdahl, D.M., & Jekubovich, N.J. (1997). A critique of leisure constraints: Comparative
analyses and understandings. Journal of Leisure Research, 29, 430-452.

Shaw, S.M., Bonen, A., & McCabe, J.F. (1991). Do more constraints mean less leisure?
Examining the relationship between constraints and participation. Journal of Leisure
Research, 23, 286-300.

Silverman, D. (2001). Interpreting qualitative data: Methods for analyzing talk, text, and
interaction (2nd ed.). London: Sage.

Stanzler, M. (1982). Taking the guilt out of parenting. Exceptional Parent, 12, 51-53.

Tarleton, B., & Macaulay, F. (2003). Better for the break? Short break services for children
and teenagers with autistic spectrum disorders and their families. York: Shared Care
Network.

Turner, C. (2003). Are you listening? What disabled children and young people in Wales think
about the services they use: A consultation to inform the children and young people’s national
service framework. Retrieved from Funkydragon website: http://www.funkydragon.org/en/
fe/fileloader/load_docs.asp?filePathPrefix=8166&fileLanguage=e

Vehmas, S. (2004). Dimensions of disability. Cambridge Quarterly of Healthcare Ethics, 13,
34-40.

Wertheimer, A. (1989). Self-advocacy and parents: The impact of self-advocacy on the
parents of young people with disabilities (Working together? A series of studies carried
out for the UK contribution to the OECD/CERI disabled action programme). London:
Information Centre, Further Education Unit.



