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Abstract

The article examines what kind of activities youths with intellectual disabilities participate in
during their leisure time, and when and how they participate. The analysis is based on
qualitative interviews of ten youths with intellectual disabilities (aged 13-16 years) and their
parents (N=20). The study reveals that intellectually disabled youths have the same preferences
and wishes for leisure activities as their non-disabled peers. Both genders prefer sports and
cultural activities. However, a closer examination reveals marginalisation of intellectually
disabled youths from leisure activities organised for young people in general. In our society,
the understanding that leisure activities are a private concern is based on the idea of the
‘normate’. The ‘normate’ emerges when we explore the social processes of participation that
constitute otherness and systematically marginalise groups of people, here intellectually
disabled youths, from organised leisure activities.
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Introduction

Leisure activities are important for their content, but even more so because they are an arena
for developing peer relations and social inclusion (Kambert and Goreczny, 2007). However,
children with intellectual disabilities seem to participate less in leisure activities with peers than
typical developing children (Solish et al. 2010), and their degree of participation decreases with
age (Wendelborg and Paulsen, 2014). While activity is the execution of a task or action by an
individual, we understand participation as involvement in life situations (World Health
Organization 2001). Leisure activities are typically activities in which individuals freely choose
to participate during their spare time because they find such activities enjoyable (Majnemer et
al. 2008). The benefits of participation in recreational and leisure activities are well
documented, and we will now point at findings that stress the importance of leisure activities
as a phenomena regardless of age. Taking part in recreational and leisure activities provides
opportunities for social interaction and promotion of friendships (Kampert and Goreczny 2007),
and for learning and development (@ia and Fauske 2010). Furthermore, involvement in leisure
activities provides opportunities to express oneself in different ways (Kolstad 2011), and to
challenge one’s existing identity (Devine 2004). For example, participating in cultural activities
opens for presenting oneself as an artist instead of an intellectually disabled person (Hgiseth
2012) or client (Glrgens 2004). Physical activities offer the opportunity to contribute to well-
being, improved physical fitness and an increased perception of self-efficacy and social
competence (Hutzler and Korsensky 2010). In other words, aspects of participation in leisure
activities can contribute to enhancing the quality of life of people with disabilities (Badia,
Orgaz, Verdugo, Ullan, and Martinez, 2013). The importance of participation in leisure
activities has also been acknowledged by the United Nations, in Article 30 of the rights of
persons with disabilities, which highlights that persons with disabilities (2006) should be able
to participate on the same terms as others in cultural life, recreation, leisure and sport.
Additionally, in accordance with Article 12 of the UN Convention (United Nations 1990) on
the Rights of the Child (UNCRC), children and youths’ ‘voices’ and participation in matters
concerning them is not just a model of policy making, but a legally binding obligation (Lundby
2007).

This article examines the leisure participation of Norwegian youth with intellectual disabilities.
By asking both intellectually disabled youths themselves and their proxies (parents or foster-
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parents) what they do in their spare time, we obtained a balanced picture of their situation.
When we see that intellectual disability is characterised by significant limitations in both
intellectual functioning and adaptive behaviour, which cover many everyday social and
practical skills (American Association on Intellectual and Developmental Disabilities 2014),
we also find that the UNCRC has not been adequately implemented for these children, neither
generally (Carpenter and McConkey 2012), nor when it comes to specific leisure activities. In
2003, Aitchison (2003) introduced a shift in the disability leisure research field with her article
“From leisure and disability to disability leisure”, developing a more integrated understanding
of disability and leisure. Before this leisure studies belonged to the non-disabled sphere and
disability studies had paid little attention to leisure. This shift led to an increase in research on
disability leisure. The dominant focus of this research has been on the environmental
dimensions of availability and accomodability in mainstream leisure activities (King et al.
2013), and this was also our point of departure. However, the importance of the dimensions’
accessibility, affordability and acceptability emerged in our findings, thus expanding the two
above-mentioned environmental dimensions of participation. Our findings are in line with
Granlund (2009) and Maxwell (2012), who highlight the frequency and intensity of
participation. They relate frequency and intensity to (1) availability (is it possible to act?), (2)
accessibility (can | access the context?), (3) affordability (is it worth it in terms of available
resources?), (4) accomodability (can the situation be adapted to my way of functioning?) and

(5) acceptability (do | experience acceptance in the situation) (Maxwell 2012, 21).

Leisure and barriers to participation

Children and young people with intellectual disabilities participate in some activities in the
community, but the number of social and recreational activities they attend are fewer compared
to what their non-disabled peers attend (Solish, Perry, and Minnes 2010). According to Cowart,
Saylor, Dingle and Mainor (2004), these children have the same desires and benefits from the
same types of activities as other children. However, disabled youths’ participation in leisure
activities is reported to be somewhat contradictory. On the one hand, persons with intellectual
disabilities take part more in passive, solitary activities compared to their non-disabled peers
(Buttimer and Terney 2005). On the other hand, they are members of voluntary organisations
to a higher degree than their non-disabled peers, with the exception of sports organisations
(@degard 2006). Another difference is that while the typical developing youth will take part in

leisure activities together with peers, the intellectually disabled youth will participate more
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together with parents or other adults (Solish, Perry, and Minnes 2010). King et al. (2013)
suggest that the reason for this difference is that the intellectually disabled are more dependent
on support. This support might result in fewer opportunities to develop self-determination and
independence. Furthermore, the type of school and the age of the youth are found to affect
leisure participation. Intellectually disabled pupils attending regular schools are found to take
part in more leisure activities than pupils in special schools (Badia et al. 2013, Wendelborg and
Paulsen 2014), and the leisure segregation process seems to increase the further into childhood

they have progressed (Wendelborg and Paulsen 2014).

Persons with intellectual disabilities seem to encounter more comprehensive barriers to leisure
than persons with other types of impairments (Molden and Tgssebro 2009). These barriers
include expenses, insufficient resources to accommodate a person’s interests, transport

challenges and attitudes in the community (Reynolds 2002).

Children with intellectual disabilities not only take less part in social activities, they also seem
to have less friends than children without disabilities (Solish, Perry, and Minnes 2010). For
example, many of them have no or only a few close friends, and spend very little time with
friends outside of school (Solish, Minnes, and Kupferschmidt 2003, Oates et al. 2011).
Furthermore, compared with their non-disabled peers, children and youths with intellectual
disabilities participate more in social activities at home (King et al. 2013) and with adults
(especially their parents) (Solish, Perry, and Minnes 2010), and with family and other persons
with disabilities (Dolva, Kleiven, and Kollstad 2014). Even though more integrated school
systems are found to have positive influence on the level of participation in leisure activities of
children with disabilities (including children with intellectual disabilities) (Ullenhag et al.
2012), physical proximity in the community alone does not appear to ensure social inclusion in

peer activities and interactions (Solish, Minnes, and Kupferschmidt 2003).

When it comes to the participation in physical activities of persons with intellectual disabilities,
the amount of research is limited (Ingebrigtsen and Aspvik 2009). However, the research that
has been conducted has found that many individuals with intellectual disabilities are highly
inactive during their leisure time (Frey 2004), and not active enough to gain health benefits
from the activities (Temple, Frey, and Stanish 2006). Children with intellectual disabilities
seem to take less part in physical activities and rather more in recreational activities than

children without disabilities (Umb-Carlsson 2008). King et al. (2013) suggest that this might
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be due to the fact that recreational activities are easier to get involved in and master, and that
there are less external barriers when it comes to recreational than physical activities.

Briefly summarised, existing research tells us that youths with intellectual disabilities
participate less in leisure activities than their non-disabled peers. This article will ask the youths
themselves and their parents about this and listen to their stories to examine: In what kind of
activities, and when and how do youths with intellectual disabilities participate in Disability
Leisure? As part of the study, we will compare this group’s participation in leisure activities
with the existing knowledge of the participation of Norwegian youth in general (Vaage 2013,
NOVA 2014).

Before answering the research questions, we will briefly present the Norwegian context and the
research methods used. In 1975, the Norwegian Education Act for Special and General
Education was merged with the School Act to make the comprehensive Educational Act for
compulsory school. This conferred the legal right to pursue an education within their local
school for all children, included children in need of special education services. This shift also
made it possible for intellectually disabled children to stay in their family home with parents
and siblings. Moreover, all central institutions for intellectually disabled people were closed
down in 1991, and the responsibility for all kinds of services — including leisure activities — was
transferred from the state to the local authority level. The leisure activities were to be provided
by the public and non-governmental organisations (NGQO’s) (St. meld. nr. 45 2012-2013).
However, in spite of the intentions behind integrated leisure activities, a number of studies have
found that people with intellectual disabilities in Norway still participate more in segregated
than in ordinary leisure activities (Kittelsaa 2008, Kolstad 2011, Soderstrom and Tassebro
2011).

Methodology

Participants

To answer the research questions we chose to use qualitative interviews. Ten youths with
intellectual disabilities (six boys and four girls, aged 13-16) and their parents or guardians
were interviewed (N=20). For further information, see Table 1. The informants were selected
through purposeful sampling, based on having an intellectual disability diagnosis (mild to

moderate) and being able to apply spoken language. The latter is a consequence of the fact
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that qualitative interviews require verbal dialogue between the interviewer and the young
person, and our lack of complete competence in augmentative and alternative communication
(AAC). Due to this, we found it ethically and professionally wise not to invite youths without
spoken language to participate in the study. The young people included in the study were

from various parts of Norway, and were living in both rural and urban areas.

The study was carried out in accordance with the National Ethical Committee for the Social
Sciences, and was approved by the Norwegian Social Science Data Service. The ten youths
were recruited voluntarily and anonymously through educational and psychological
counselling services and schools. Written consent was obtained from their parents or
guardians. In addition, the participants were informed about the study as they were invited to
give their consent as well. Five of the youths gave their written consent, while the other five
consented orally (via and in agreement with their parents or guardians). All the ten youths in

the article have been given pseudonyms.

Data and analysis

The first author conducted, audio-recorded and transcribed the interviews. The participants
were asked to describe the youths’ leisure, e.g. what they did, together with whom, where
they did these things, what they enjoyed the most, things they wanted to do with their leisure
time and so on. The interviews lasted from 20 minutes to two hours. The youths were
interviewed either at home or at their school, while their parents/guardians were interviewed
at home (with one exception). Often the youths replied in few words and rather short, but
precise sentences. However, the interviews with the parents were more comprehensive. They
were not conducted to validate the youths’ interviews, but to get a broader picture of leisure
activities. These interviews filled out the information given by the youth themselves. Both

authors undertook the analysis and wrote this article together.

The interviews have been analysed and interpreted according to hermeneutic principles
whereas the parts can only be understood in reference to the whole, and the whole can only be
understood in reference to the parts (Alvesson and Skdldberg 2008). We started by reading
the transcribed interviews several times to identify meaning units. Next, we deconstructed the
interviews into meaning units. Third we put the meaning units into a dialogue encompassing
the totality of the interviews and turned them into analytical categories, a reconstruction.
Fourth these categories were put together and constituted the text into a story (Kvale 1997).

For example, when the youths and their parents talked about the activities they joined, these



were categorised into frequency of activity, formal and informal activities, who took part in
the activity with them and so on. In this dialogical process, we continuously moved back and
forth between the data and the relevant literature (Wadel, 1991), and between the parts and the
whole (Alvesson and Skéldberg 2008). The interviews of the youths and their parents were

analysed separately. We present our findings according to our research questions.

Findings

What kind of leisure activities do Norwegian youths with intellectual disabilities participate in?
According to the youths sports and cultural activities were the most valued activities. Typical
statements were “I love to swim” (Jenny), “I like the club best” (Karen) and “I play games on
the computer” (Peter). Within sports and culture participation there was great variety:
swimming, football, tennis, fitness-centres, riding, skiing, handball, and leisure clubs and

musical activities.

However, when the youths and their proxies described their activities we found that they
differed from the leisure activities of their non-disabled peers (NOVA 2014, Vaage 2013). The
intellectually disabled youths were mainly involved in informal and limited in formal activities.
While formal activities are structured, involve rules or goals and have a coach/leader/instructor,
informal activities often involve little or no prior planning (King et al. 2003). Many of the
informal activities the youths were involved in took place at home, like playing on the
computer, listening to music, watching TV, playing drums and so on. Other examples of home-
based activities were cooking (Lisa), playing with dolls (Karen) or small figures (Adam), taking
part in carpentry like building a garage (John) or repairing bikes and so on (Adam). The
informants were also involved in informal activities that took place outside of the home, for
example going fishing (John), cycling (Adam, John and Mark), swimming (John and
Benjamin), shopping (Anna), skiing (John, Lisa and Mark), going to the cinema (David, Adam
and Jenny), bowling (Peter), and visiting the library (Jenny), cafés (Anna), disco (Karen) and
the local fire station (John). Furthermore, some of the girls (Jenny and Anne) described how
they liked to dress up and put on make-up during their leisure time. Even if limited, some of
the informants also participated in formal activities. Jenny sang in a choir and took part in 4-H
meetings (a youth development organisation), Lisa and Karen attended Christian youth clubs,
Peter played on both the local football- and handball teams, and Adam, Jenny and John were

members of the local swimming club.



Most of the informants spent quite some time on their computers, where this was the case more
for the boys than the girls. David, Peter, Benjamin, John and Adam spent a considerable amount
of time playing computer games, such as World of Warcraft. The girls were not that much into
gaming, and when they did play, they were interested in other games than the boys, for example
SIMS (Karen). Furthermore, the girls used the computer more for other activities, such as
searching for information on the internet about their favourite band or TV program, searching

for fun videos (Lisa and Anna) or looking at their own photographs (Karen).

When it came to the youths’ participation in sports, a very clear pattern emerged. Participation
in team sports was rare. David played football and handball, while Anna once a week assisted
a relative who coached a handball team. The others participated in individual sports, such as
swimming (John, Adam, Jenny, David and Benjamin), skiing (Lisa, John and Mark), cycling
(John and Mark), tennis (David) or exercising at the gym (Benjamin). Some participated in their
local mainstream teams (David and John), while others took part in teams organised especially
for the disabled (Adam and Jenny). Four of the informants were involved in formal activities
organised in sport clubs that occurred regularly and with coaching (David, Jenny, Adam and
John). However, many of the informants were involved in informal sports activities that took
part randomly and mainly together with their family or their support worker (Adam, Lisa, John,
Mark, David and Benjamin). The organised sports of the youths took part once a week, except
for David who attended different teams training several times a week. In other words, the youths
were more involved in recreational activities than in activities that had a focus on improving

skills and competitive abilities.

Thus, whereas the interests and preferences of the youths may appear to coincide with those of
Norwegian young people in general (NOVA 2014, Vaage 2013), the interviews with the
parents/foster-parents revealed that most of the youths’ leisure activities took place rather
sporadically and usually were initiated and facilitated by grown-ups (eight of ten youths). For
example, Anna loved outdoor activities (like boating trips, bonfires on the beach, visiting farms
and so on), but these only took place every fourth weekend when she was in respite care.
Moreover, social interaction with peers was especially scarce. According to the parents of eight
of the youths, peers did not contact their daughter/son in their leisure time. Adam’s mother said
that: “He can count on one hand the number of times he has had visits from ‘normal children’....

Adams leisure time mainly includes his siblings and a hectic family life”. Furthermore, David’s
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mother describes how they try to facilitate for interaction between David and his peers: “He’s
always allowed to bring somebody along when we go swimming, to the cinema, to spend the
night, on trips up in the mountains and on holiday, but he very seldom gets invited back. /.../ If
he had not had his sports he would have been a lonely soul!” However, Karen is an exception

as she plays weekly with the girl next door.

When and how do youths with intellectual disabilities participate in Disability Leisure?

As mentioned above, leisure activities are typically those activities in which an individual freely
chooses to participate during his or her spare time because such activities are enjoyable.
However, our interviews revealed that the youths often did not get to decide what to do during
their own leisure time. Even if they in principle had the opportunity to choose like everybody
else, they often depended on other peers or grown-ups to pick out their leisure preferences
through their facilitating for the activity, providing practical assistance, guiding them in the
process and how to perform the activity and so on. Even though youths in general also need
transport and assistance, this is rarely as extensive as the needs of the youths in this study. As
Lisa’s (14 years old) mother said: “If we don’t facilitate for the activities, then there will be no
activities! /.../ What you as a parent can manage is of paramount importance!” Or as John’s
father expressed it: “/.../ What he does we must mostly do as well”.

The involvement of the parents was also required in the youths’ leisure time at home. For
example, when it came to having friends over, Lisa’s mother described how this involved them
as parents: “They (Lisa and her friends) don’t go down to her room, and things don’t function
by themselves. You have to be there...” When it comes to social interaction, some parents (like
Lisa’s) on occasions like this actually seem to obtain a role as a friend as well as a parent. For
example, when Lisa struggled with how to keep up the communication and interaction with the
friend who was visiting, she was dependent on someone more competent to keep the activity
going. Another example of how participation sometimes depended on the presence of others is
when David went to the football pitch. Here his peers sometimes did not let him participate,
saying things like: “No! There’s no place for you! The team is full”. When alone David did not
know how to respond and ended up watching the others play, while, if his father came with
him, the boys would let him join the game. In our study the more competent persons who
facilitated the youths’ participation were mainly grown-ups, parents or an support worker.
However, there was one exception from this pattern. John went swimming together with a friend

who was three years younger. They sometimes accompanied each other back and forth to the
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swimming lessons, and often John’s friend make sure that John understood important
information, for example what distance to swim at competitions and so on. The examples above
show how much youths with intellectual disabilities depend on grown-ups in their leisure time,

and how some parents experience that nothing in the youths’ leisure time happens on its own.

An important contextual factor that seemed to influence the youths’ leisure time to a high degree
was place of residence. Having relatives and friends of the family living nearby seemed to
increase their social life. One reason for this was that they were connected to more people they
could interact with. Lisa and John, for example, had aunts, uncles and cousins in walking or
cycling distance who they could visit on their own. John also played outside with his younger
cousins or on the computer with the older ones. Secondly, if the family had an extensive social
network, this also seemed to protect the youths from bullying. For example, John’s mother
believed that there would have been greater chances of John being teased if they had not known
his peers and their parents. Instead, she experienced that his peers to a certain extent took care
of John, for example by greeting and having a chat with him when they passed by. Thirdly, the
geographic place of residence sometimes seemed to be of significance. For example, Karen
lived in a very rural area, with only a few houses nearby and the next neighbourhood was
driving distance away. According to Karen, her best friend was the girl next door (four years
younger). They met and played every day during the summer holiday, about twice a week when
at school, and sometimes spent the night at each other’s place. The few kids living here played
together across ages. Others, like Peter, lived in the middle of a town and did not know their
neighbours. According to Peter’s mother, he seldom went out because of teasing and bullying
by the neighbour kids. Furthermore, Peter, Lisa and Benjamin rarely met schoolmates in their
spare time. Going to special schools they lived quite far away from each other and had trouble

meeting each other on their own without assistance.

Another aspect that characterises the social network of some of the youths in this study was
how the same persons often fill a number of different roles in the youth’s life. For example,
Karen had respite care at her teacher’s home, and Mark at his teaching assistant’s home.
Furthermore, another one of Karen’s teachers organised the Christian club she attended, while
Karen’s neighbour was employed as her support worker. Not all the youths were pleased with
this type of arrangement. For example, David’s teacher was also employed as his support
worker. His mother originally thought this would be a perfect match, as the teacher is very

much into sports, just as David is. However, David is not very happy with the arrangement. For
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instance, he experienced a negative response from his peers when on the weekend he arrived at
the beach together with his teacher, while his peers came there together, without any adults.

In addition to the parents, the support workers seemed to be the most important facilitators of
the youths’ participation in leisure activities. Seven of the ten youths were granted support
workers from three to 12 hours weekly, and these were often responsible for taking them to
various activities. Many had experienced a rather frequent replacement of support workers,
which was challenging as recruiting new ones so often was difficult. Even though support
workers were employed and paid for by the local authority, sometimes this person “seemed
more like a friend” (as Peter’s mother put it). For example, Peter’s support worker spent much
more time with Peter and his mum than he was paid for, and sometimes even went with them

on trips abroad.

Another characteristic (eight of the ten youths) was that they spent some afternoons and/or one
or two weekends every month in respite care. This care was provided at the private home of
another family or at small public respite care homes where they stayed together with other
disabled children and young people. The possibility to take part in activities when in respite
care seemed to vary a great deal. While some respite care centres offered a range of activities,
others stated that there was a lack of resources to provide activities since the youths has such

divergent care needs.

Discussion

Just like everybody else — or not?

At first glance, the youths themselves seem to describe their leisure time in the same terms as
any other Norwegian young person would (NOVA 2014, Vaage 2013). Both genders prefer
sports and cultural activities, with boys spending more time at their computers and gaming, and
girls taking part more in social and cultural activities. However, on closer examination we find
a marginalisation of intellectually disabled youths when it comes to leisure activities organised
for youths in general. The UNCRC and the UNCRPD’s ambition of giving “voice’ to youths
and disabled people is to a certain degree not fulfilled. There are differences in becoming a
frequent alpine skier in an organised skiing club and going downhill with one’s parents a few
times a year, and playing drums alone at home differs from being a band member with frequent
and regular practice. We know that most youths aged 13 — 16 participate on a regular basis in
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organised leisure activities in Norway (NOVA 2014), while many of the intellectually
challenged youths do not; their participation is more sporadic.

Maxwell’s (2012, p 21) framework leads us to a discussion on how the participation of youths
with intellectual disabilities unfolds in everyday life.

First we will look into the availability dimension of the youths leisure. Leisure activities were
available where they lived e.g. youth clubs and swimming clubs. However, as Liza’s mother
stated: “If we do not facilitate for activities, there will be no activities!” These youths need
much more facilitation than their non-disabled peers. During their childhood, most parents have
to facilitate for their participation. However, the children’s independence increases with age
and the young people in the age group we have studied want to put their parents in the *back-
seat’. The parental role changes from being a fellow participant in the activity, to being more a
supporter, driver and financial supporter. Former research has illustrated a transition in
childhood and adulthood when the child reaches the age of +/- 10 years (Ytterhus, Wendelborg,
and Lundeby 2008, Ytterhus 2012). At this transition stage, parents of intellectually disabled
children have to continue to provide the support usually given to younger children, while
parents in general can phase out their practical involvement in their children’s activities. There
is a lack of practical support for the parents’ participation and we have to question if the
authorities have forgotten that these youths need help in making the leisure activities available
to them. Furthermore, one should keep in mind that to the youth themselves it does matter who
the facilitators are. Involving grown-ups as parents or teachers as support workers, might hinder
their possibility to participate on equal terms in peer activities.

In other words, the activities exist but they are not accessible. For them, it is not possible to
gain access to the context without practical support, and this does not only refer to providing
transport, but to the performance of the activity itself. The intellectually disabled youths in our
study need someone who can prompt their ‘doing’ of the activities, a facilitator. An important
nuance that has to be added here is that in rural areas where everyone knows everyone,
accessibility appears to increase. For example, some of the young people living in rural areas
seem to interact more with people in their neighbourhood than the youths in our study who live
in more urban areas. Even though the youths in more rural areas interact more with their
neighbours, only a few of them have close friends. However, we should not underestimate the
significance of these acquaintances. As pointed out by Granovetter (1973), weak ties can still

be significant, for example playing an important role integrating people into communities and
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creating social cohesion. Being greeted and having small talk with their neighbours no doubt
increases the youths’ feeling of belonging and being a member of the local community.
Furthermore, these people might also function as gateways to new social opportunities. For
example, when John had the possibility through a friend of his father to visit the local fire
station, he got to know the local firemen and now regularly visits the fire station on his own.
Consequently, the young people in our study who have a number of acquaintances have a more
active leisure time than those depending on a little network primarily consisting of close family

members.

However, living in rural areas also appears to have disadvantages. Schoolmates often live quite
far apart, which means that visits have to be arranged in advance. Moreover, the range of
activities offered in rural areas is often smaller, and there are few activities especially designed
for the disabled if the youths prefer to attend segregated activities. At the same time, more and
more of today’s social interaction takes place on-line (Easley and Kleinberg 2010), which could
suggest that place of residence is less important. In our study, this might be the case when it
comes to several of the intellectually disabled boys, as they spend quite an amount of time
gaming with others on the internet. However, as mentioned above, the intellectually disabled
girls we interviewed scarcely interact on-line to the degree girls in their age group will generally
do. Bearing this in mind, place of residence might be more important to the girls than to the

boys in today’s on-line society.

The lack of accessibility leads us to the next dimension of participation: affordability. Who has
the power to decide if it is worth participating in the leisure activities in terms of available
resources? This question has to be answered and negotiated by policy-makers and
parents/guardians. Today parents are the ones who have to address this dimension as a private
concern. In Norway, where both parents are employed, also when they have disabled children
(Lundeby 2008), a question of practical logistics in the afternoons on the overall level becomes
a barrier for leisure activity participation for intellectually disabled youths. Disabled youths
have the legal right of access to a support worker. However, (i) this right is limited to the local
authority’s possibilities of recruiting one, and (ii) If the youth wants to participate in an
organised sports or music club. The support worker also needs to have some qualifications in
the chosen activity to be able to facilitate the “‘doing’ of it. When parents do not have the time

or energy, and the support worker (if recruited) does not have the skills necessary for the young
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person’s preferred activity, informal activities with the family and at home easily might end up

being the solution.

Our findings do not say much about accomodability: to what extent the preferred activity can
be adopted to the young person’s way of functioning. However, if you are able to go cycling
with family members or to play drums in the family home, it is probably also possible to make
adaptations in these kinds of “‘doings’ in organised clubs and orchestras as well. The greatest
challenges in accomodability seem to be with peers and attitudes and behaviour in the local
environment. When Peter did not want to go outside because of bullying, we still have a
fundamental and serious problem that has to be solved. Bullying and excluding attitudes are
unacceptable behaviour, regardless of whether or not leisure activities are involved.
Furthermore, according to our findings it might seem to be easier to adapt informal leisure
activities to the youths functioning, than formal activities. As many of these are solitary, one
risks that intellectual disabled youth are segregated from their peers in their leisure time.

Our findings illustrate that intellectually disabled youths have the same preferences and wishes
for leisure activities as their non-disabled peers. However, the findings also illustrate how the
representation of ‘leisure-activities’ as a phenomenon are attached to the meaning of our bodies
and mind. Youth with intellectual disabilities still seem to be more attached to their
extraordinary aspects of their mind, than to their ordinary interests and preferences as young
people belonging to contemporary cultural context. Nevertheless, our society’s understanding
of leisure activities as private concerns represented and attached to the meaning of body and
mind illustrate how our society construct us as abled or disabled. This construction correspond
with what the American professor in female studies, Rosemary Garland Thomsen named as the
the ‘normate’. (Garland Thompson 1997, 8-9). The “normate’ concept becomes evident when
we scrutinise the social processes of participation that constitute otherness and systematically
marginalise groups of people, here preventing intellectually disabled youths from taking part in

organised leisure activities.
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Table 1: Information about participants

Youth Age: | Youth superiors: | Type of school: Area of living/
interviewd: number of

inhabitants in the

municipality:
Anna 16 Mum Mainstream school Rural

(2 000 -4 999)
Karen 16 Mum Mainstream school Rural

(20 000 — 29 000)
John 16 Mum and dad Mainstream school Rural

(5000 -9 999)
Lisa 14 Mum and dad Special school Urban

(10 000 - 19 999)
Benjamin 16 Mum Special school Urban

(10 000 — 19 999)
Peter 15 Mum Special school Urban

(50 000 or more)
David 14 Mum Special department at | Urban

mainstream school (50 000 or more)

Adam 15 Fostermum Mainstream school Urban

(20 000 — 29 000)
Jenny 16 Mum Mainstream school Urban

(20 000 — 29 000)
Mark 16 Mainstream school Urban

(20 000 — 29 000)
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