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Abstract: In this research, the perceived stigma during community-based
leisure activity (CBLA) participation of children with autism spectrum disorder
(ASD) was investigated from the perspective of parents. The study group for
the research comprised 10 parents of children aged 7-18 years. In the research
designed with qualitative research methods, the conceptual framework
comprised Goffman’s (1963) ‘stigma theory’. Data were collected with the
face-to-face interview method using a semi-structured interview form.
Analysis of data used the thematic analysis method. Within this scope, themes
comprised an important necessity, tones of stigma, parents’ reaction, wishes
and reality and learned loneliness. According to the research findings, parents
of children with ASD appeared to attach great importance to participation in
CBLA. Due to CBLA participation being an effective socialization tool for
children with ASD, parents saw it as a serious necessity. During participation
in CBLA, children with ASD were exposed to many types of stigma and
parents generally provided strong reactions to this situation. Perceived stigma
negatively affected the CBLA participation of parents and individuals with
ASD. In conclusion, CBLA participation is an important need for children with
ASD, and by reducing the negative attitudes and behaviors affecting
participation more children will experience participation in this type of leisure
activity.

Keywords: Autism, perceived stigma, community based leisure, parents,
children.

Ozet: Bu arastirmada, Otizm Spektrum Bozuklugu (OSB) olan ¢ocuklarm,
topluluk temelli serbest zaman aktivitelerine (TSZA) katiliminda algilanan
damgalamalar: ebeveyn goriisleri araciligiyla incelenmistir. Arastirmanin
calisma grubunu 7-18 yas arasinda ¢ocugu olan 10 ebeveyn olusturmaktadir.
Nitel arastirma yontemleri ile tasarlanan arastirmada, Goffman (1963)in
‘damgalama teorisi’'nden yararlanilarak kavramsal ¢ergeve olusturulmugtur.
Veriler yart yapilandirilmis gériisme formu hazirlanarak yiiz yiize gériisme
yontemi ile toplanmistir. Verilerin analizinde tematik analiz yéontemi
kullanmilmigtir. Bu kapsamda, énemli bir ihtivag, damgalamanin tonlart,
ebeveyn tepkileri, dilekler ve gercekler ile 6grenilmis yalnizlik temalar
olusturulmustur.  Arastirma  bulgularina OSB’li
cocuklarmm TSZA katilimlarina olduk¢a onem verdikleri goriilmektedir. TSZA
OSB’li ¢ocuklar igin etkili bir sosyallesme aract olmasi sebebiyle ebeveynleri

gore,  ebeveynlerin

tarafindan ciddi bir gereksinim olarak benimsenmigtir. TSZA katilimi sirasinda
OSB’li ¢cocuklar pek ¢ok damgalamaya maruz kalmaktadir ve ebeveynleri bu
durumlar karsisinda genel olarak sert tepkiler verebilmektedir. Algilanan
damgalamalar, ebeveynler ve OSB’li bireylerin TSZA katilimlarini olumsuz
olarak etkilemektedir. Sonug¢ olarak; OSB’li ¢ocuklarda TSZA katiliminin
onemli bir ihtiya¢ oldugu, katilimi etkileyen olumsuz tutum ve davranmiglarin
azaltilmas ile birlikte katilim konusunda daha fazla ¢ocugun bu tiir serbest
zaman katilim deneyimleri yasayacagi séylenebilir.

Anahtar Kelimeler: Otizm, algilanan damgalama, topluluk temelli serbest
zaman, ebeveyn, ¢ocuk.
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INTRODUCTION

Participation in leisure activities is very important for all
individuals in terms of health, quality of life and
psychological well-being (Giirkan et al., 2021; Jones et al.,
2013, Sarol and Cimen, 2015). At the same time, leisure
activities reduce the risk of illness in individuals and are seen
as an important necessity in terms of contributing to social
relationships (Aitchison, 2003; Giing6érmiis et. al., 2014). The
importance of community-based leisure activities (CBLA) in
increasing  social interaction  and interpersonal
communication was emphasized in many studies (Navarro et
al., 2018; Nieto et al., 2015).

This situation appears to indicate less participation in CBLA
of individuals with special needs due to limited movement
ability or mental disorders (Mihaila et al., 2020; Riggins et
al., 2011). Factors forming the environment of individuals
with special needs (parents, teachers, friends, etc.) are stated
to have significant effect on the adjustment process to the
social environment (Sarol et al., 2022; Haciibrahimoglu and
Kargm, 2017). A diagnosis (American Psychiatric
Association [APA], 2013) of autism spectrum disorder
(ASD), a developmental disorder defined by repeated
behavior modes and inadequacy of social communication and
interaction, in individuals can be said to negatively affect
participation in CBLA in a significant majority of cases
(Obrusnikova and Miccinello, 2012).

When the leisure activities of individuals with ASD are
examined, it appears individuals participate in social and
physical activities suitable for their abilities about developing
themselves. Physical activities are stated to be one of the most
commonly used and enjoyed activities (e.g., swimming,
walking pets, walking, dancing) by individuals with ASD and
their parents among leisure activities (Eversole et al., 2016;
Ku & Haegele, 2022). However, it appears individuals with
ASD are faced with constraints like lack of friends during
participation in leisure physical activities in addition to
exclusion (Giirkan and Kogak, 2021; Healy et al., 2013).

Interpersonal factors appear to be very effective on
participation of individuals in activities, especially leisure
activities (Armstrong et al., 2022; Kogak, 2017; Sarol, 2017).
Gilirbiiz and Henderson (2014) stated that lack of friends
negatively affects participation of individuals in leisure
activities. Kara and Ozdedeoglu (2017) concluded that social
cognition and lack of a partner were each significant
interpersonal constraints for participation in leisure activities
by individuals. Brewster and Coleyshaw (2011),
investigating leisure activities of individuals with ASD, stated
that participation in leisure activities of individuals with ASD
was more difficult compared to individuals with typical
development. In this situation, the lack of tolerance by other
people due to the disorders existing in individuals with ASD
was concluded to be effective. Within this scope, the topic of
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stigma comes to the agenda as a result of qualifying
individuals with ASD due to existing diagnoses and
extraordinary behavior in society.

Stigma and Leisure Participation in ASD

Stigma appears to be a concept loaded with the meaning of ‘a
sign of shame or disrepute’ leading to disapproval or negative
beliefs about a person’s qualities or conditions (Paananen et
al., 2020). According to Coleman Brown (2013), stigma is a
concept reflecting a characteristic, a process, a form of social
categorization, and an emotional state. Goffman (1963),
shaping the stigma theory in the present day, defined stigma
as ‘an attribute that is deeply discrediting’. In line with this
discrediting, individuals are proposed to be rejected by
society due to this attribute. After Goffman, Link and Phelan
(2001, 2006) conceptualized stigma in several stages. Firstly,
people identify differences observed in others and label that
person. The second stage of personalization, involves
assumptions made about the stigmatized group and these
assumptions being applied to all individuals in the group
without differentiation. In the next stage, people avoid the
stigmatized group and see the group as being different from
other people. The stigmatizing group generally experience
feelings of fear, disgust or distress, while the stigmatized
group experience feelings of shame, embarrassment and
contempt. In the final stage, the determined stereotypes are
used to discriminate against people in the stigmatized group
and people act according to these stereotypes.

Stigma is very effective on the lives of individuals with ASD
and it appears stigma applied to individuals with ASD is very
common (Kinnear etal., 2016). Mitter et al. (2019) stated that
parents of children with ASD frequently encounter a range of
stigma forms due to their children’s existing disorder and this
stigma generally comprises a range of prejudiced attitudes,
discriminatory behavior, cliches and prejudiced social
attitudes. Corrigan and Watson (2002) defined this situation
as ‘public stigma’. According to this definition, individuals
express their reactions against people they perceive as being
different to themselves (e.g., individuals with ASD). Public
stigma includes stereotypes, prejudices and discrimination.
McMahon et al. (2020) stated that individuals with ASD are
exposed to stigma during physical activity and sports
participation and as a result individuals encounter negative
outcomes like bullying, exclusion, anxiety and labelling. The
same study communicated that parents whose opinions were
taken felt they were also stigmatized.

Stigma, one of the problems experienced by individuals with
ASD during social interaction, does not only affect the
individual with ASD but also is encountered as a problem
with the potential to spread to the family (Gray, 2002).
Stigmatized individuals choose a variety of methods to cope
with the experience of negative stigma and one of the most
common responses when faced with this situation is to avoid
public places due to the perception of not being liked by
others or only going out when there is a person to accompany
them (Bedini, 2000; West, 1984). Botha et al. (2022)
completed research with the aim of understanding how
individuals with ASD experienced stigmatization related to
the “autism” concept and the results of this research
concluded that the word autism acquired negative meaning in
society in line with the opinions of individuals with ASD.

Again, according to research findings, individuals with ASD
communicated that they were continuously exposed to
stigmatization in society. Additionally, individuals in society
assigned different meanings to ASD and it was concluded that
the stigmatization applied by each individual displayed
differences in line with this attributed meaning. The study by
Gray (1993) investigated the stigmatization perceived by
parents of children with ASD. The research results stated that
the majority of participants felt stigmatized and that the
perceived stigmatization displayed differences according to
mother/father. Another study researched the correlation
between stigma and activity participation of parents with
children with ASD. In line with the research findings, the
stigma perceived by parents was concluded to have a negative
effect on participation of children with ASD in community-
based activities (Ng et al., 2020).

When the literature is examined, the concept of ‘disability’
has a relationship with culture. Cultural factors are effective
in feeling the disability state of the individual himself and also
relatives (parents, sibling etc.) (Anastasiou & Kauffman,
2012; MacKay, 2002). Disability in Turkish culture is
perceived with the concepts of ‘pity, excluded,
useless/inadequate’ (Burcu, 2011). This leads to differences
in attitude towards disabled individuals (such as individuals
with autism) (Batum & Aydin, 2021). In addition, individuals
with disability and their relatives do not have equal
opportunities compared to non-disabled individuals in
accessing opportunities (physical, social, economic, cultural
environment etc.) (Caglar, 2012; Ipek, 2020). In this context,
in Turkish culture another effective factors are thought to
have increased anxiety, intolerance, loneliness and alienation
to each other in recently (Bumin et. al., 2008; Sarigcam et. al.,
2020; Ugurlu, 2021). These factors can also directly affect
CBLA participation of individuals with ASD.

CBLA participation of children with ASD occurs with more
difficulty compared to children with typical development and
the benefits they obtain from participation are known. When
the literature is investigated, there are inadequate numbers of
studies related to CBLA participation and stigma toward
children with ASD. This research, and research that will be
performed in the same field, appears to be important in terms
of reducing existing constraints and creating awareness about
children with ASD to adjust and be accepted by society. In
facilities and areas where leisure activities are held together
with the community, it is critical to acquire attitudes easing
participation of children with ASD. In line with this, the aim
of the research was to investigate perceived stigma during
CBLA participation in line with the opinions of parents of
children with ASD.

MATERIALS AND METHODS
Research Model

The research was designed with the qualitative research
approach. The research was determined to be a case study, in
order to investigate in depth, the question “have you
experienced extraordinary behavior from people around you
due to your child’s differences during your child’s
participation in community-based leisure activities?”
(Creswell and Poth, 2016, p.44-45). Yin (2003, p.13) defined
a case study as “empirical research that explores a
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phenomenon in a real-life context, especially when the
boundaries between phenomenon and context are not clearly
evident”. The conceptual framework of the research
comprised Goffman’s (1963) “Theory of Stigma”.

Sample and Setting

The study group for the research was chosen with the criterion
sampling method from among the purposeful sampling
methods. According to Merriam and Tisdell (2015), as most
qualitative research aims to understand a specific and original
case in depth rather than obtain general information,
purposeful sampling may be chosen. In the research, sample
size calculations were not performed and data continued to be
collected until the point of data saturation was reached
(Corbin & Strauss, 2008). Participants for the research were
determined according to the following criteria;

e No physical limitation in the child with ASD,

e  Child with ASD being 7-18 years of age,

e Being diagnosed as in the group requiring support at
secondary or tertiary level according to APA (2013)
criteria,

e Child with ASD and mother/father participating in
at least 2 different community-based leisure
activities per week,

e Living in Ankara,

e Voluntary participation in the research.

The study group for the research comprised parents of
children with ASD diagnosis receiving education in a special
educational institution. Necessary permissions were obtained
from the institution, parents were informed about
participation in the research and researchers began to
communicate with parents volunteering for participation in
the research. Necessary information was shared with parents
who would participate in the research. Within this scope,
participation of 10 parents was provided for the research.
Participant parents provided a consent form about
participation in the research and all participation in the
research was completed within a volunteer framework. The
research received permission from Kirikkale University
Social and Human Sciences Research Ethics Committee.
Demographic information for parents participating in the
research and children with ASD are shown in Table 1. Code
names were used to ensure confidentiality of the names of
research participants.

Table 1: Demographic information for participants

Demographic information for Demographic information for

parents child with ASD
-2 & b g CBLA 2z
58 £ % S 38 % & Participaion S 3
O =t i [} (Week/hour) & &
Horse
Fatma ™M 35 U Teacher 9 Boy 10 riding
Filiz M 45 U Trade 17 Boy 5 Walking
Playing in
Damla ™M 42 U Unemployed 12 Boy 4 the park
Sakine M 34 U Housewife 8 Boy 5 Ice skating
Esma M 40 Hs Housewife 10 Girl 5 Swimming
Melike M 51 Hs Retired 10 Boy 7 Swimming
Playing in
Duu M 36 M Doctor 7 Boy 4 the park
. . Table
Dilek ™M 45 D  Academic 17 Boy 5 tennis
Aysel M 38 Hs Housewife 9 Boy 3 Scooter
Tevik F 41 U Technician 14 Boy 4 Going toa

restaurant

M: Mother, F: Father, U: Undergraduate, H: High school, M: Master, D:Doctorate
Data Collection

With the aim of acquiring information about the
sociodemographic characteristics of participants during
collection of data in the research, a personal information form
and semi-structured interview form were used. Additionally,
participant individuals were informed and completed a ‘pre-
participation informed consent form’ for the research. The
procedures applied during the process of preparing the semi-
structured interview form were as follows: a) creation of a
conceptual framework as a result of detailed literature
screening and investigation. b) Preparation of a semi-
structured interview form with a total of 5 items for parents
of children with ASD to be asked by researchers within the
scope of the research. c¢) Investigation of the prepared
interview form by two experts and reports about the form.
One of these experts was an academic with experience of
qualitative research methods and working with children with
ASD, while the other was an academic qualified in the
academic and implementation field for individuals with ASD.
d) The prepared semi-structured interview form was given its
final form and proven to provide a healthy interview process
and interviews with participants began.

In order to reach the experiences of participants in the
research in depth, face-to-face individual interviews were
held. Interviews were completed in empty classrooms of the
private education institution. Additionally, interview
questions were prepared to determine stigma perceived by
parents of children with ASD in line with Goffman’s (1963)
stigma theory forming the conceptual framework of the
research. Interviews with each parent lasted nearly 15
minutes.

Data Analysis

Interviews with parents were recorded with an application
and transcribed in the digital environment. Data were
analyzed with the thematic analysis method. Thematic
analysis was completed in six stages as defined by Braun and
Clark (2012). Within this scope; a) 2 researchers read and
investigated the responses related to perceived stigmatization
during CBLA participation obtained after interviews with
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parents of children with ASD. b) The researchers
independently used an empty coding table to code the
responses given by parents and determined the initial codes.
c) The researchers compared the codes and determined
themes in line with these codes. d) After ensuring consensus
between researchers about the potential codes, themes were
shared with an expert in the field and discussions were held
about whether the themes reflected the whole data set or not.
e) After ensuring consensus about the themes, the names of
the themes were investigated again within the scope of the
topic and given their final forms. f) In the last stage,
consensus was ensured between researchers and experts and
all data were reported.

Credibility,
Confirmability

Transferability, = Dependability  and

Validity and reliability concepts in qualitative research are
expressed by credibility, transferability, dependability and

confirmability (Creswell ve et al., 2018; Guba & Lincoln,
1982). With the aim of increasing credibility in the research,
the research process was explained in detail and information
was given in detail related to the participants. The study was
constructed by receiving the opinions of a field expert with
experience of qualitative research and an expert in the field of
special education, apart from the researchers. For
transferability, the research used understandable language,
and explained the data collection processes and reporting in
detail. To ensure dependability, coding was performed
separately by two researchers for analysis of data and
comparative coding was performed. Different codings were
discussed and common decisions were made by the
researchers. The compatibility rate of the research was
calculated using the reliability formula of Miles & Huberman
(1994) (reliability=consensus/consensus+difference X 100)
and the compatibility rate was .90. Within the scope of
confirmability, information related to all procedures during
the research (raw data, interview transcripts, etc.) were stored

by archiving in the computer environment.
FINDINGS
In this research completed in line with stigma theory, 5 themes emerged as a result of the interviews. These themes determined
under metaphoric headings were an important necessity, tones of stigma, parents’ reactions, wishes and reality and learned
loneliness.
An Important Necessity
The first theme in the research findings investigated the aims of participating in CBLA of participant parents and their children with

ASD under the heading ‘an important necessity.” Within the scope of this theme, parents appeared to participate in CBLA with the
aims of socialization, adjustment to society, feeling good, communication, movement and spending quality time.

An important
necessity
|
[ I I I ]
Socialization Adjgggr;?;t to Feeling good Communication Movement

Figure 1: An important necessity theme and codes

In line with the opinions of parents, it is very important that their children spend time in social environments and with children with
normal development. The primary aim of participation in CBLA was emphasized to be socialization of children.

“It is very important for me that my child be included in society and spend time with his peers. We try to spend as much time as we
can in social environments. Socialization of my son is our highest priority aim.” (Sakine, age 34)

Parents attached importance to the topic of children with ASD being able to adjust to society. They appeared to be very determined
about the topic of inclusion of children with ASD within society and acceptance by society.

In line with aims of CBLA participation, parents stated that children with ASD felt good and they wanted to continue participation
as a result. Again, they stated that with CBLA, children were active and used their energy positively. Additionally, parents stated
that they had the chance to create awareness in society about children with ASD through CBLA.

The Tones of Stigma

According to the findings obtained as a result of our research, parents communicating their CBLA experiences with children with
ASD stated they were faced with many negative experiences during participation. Within this scope, the negative experiences faced
by parents during CBLA participation with children with ASD were investigated in the theme “the tones of stigma”. Within this
scope, they were identified to face negative experiences like disturbing looks, prejudice, protective attitudes, mocking, exclusion
and bullying.
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The tones of

stigma

Disturbing
looks

Prejudice

Protective
attitude

Exclusion

Mocking

Bullying

Figure 2: The tones of stigma theme and codes

The majority of parents participating in the research appeared to experience disturbing looks from people around them during CBLA
participation. This situation was stated to negatively affect the CBLA participation of parents and children.

“The most important are the stares... People continuously look. For example, my sibling’s wedding was last year. I had to go as it
was my sibling’s wedding. There I was very disturbed by the people’s looks. I wanted to take my child and run away from there.”
(Sakine, age 34)

Parents stated they experienced significant degrees of prejudice from society due to the differences of their children with ASD and
that they had much difficulty in overcoming this situation.

“For example, at that time, my son’s interest in small children increased. When small children were running he noticed their hands
and feet and went towards those children (...). For example, in those situations a mother/father appeared and said ‘No, no! Don't
attack.” What does attack mean? Why would he attack? Perhaps they’d experienced something different before, I can’t know. But
there is an attitude of ‘they may attack, they may harm’ against our children with autism.” (Aysel, age 38)

Some behavior displayed by children with ASD that is different to children with normal development is seen as being unusual by
other children in society and parents of these children were stated to display a protective attitude by avoiding children with ASD,
especially due to this behavior.

“For example, my son was on the swing in the park or wanted to slide down the slide and there was a child ahead of him. My son
had a movement like kicking his foot. He was doing it, | was trying to prevent it in the moment but there were families who reacted.
They put on an attitude protecting their own child like ‘Look after your child!’, ‘Take care!’, ‘Son, don’t do that, why are you doing
that?’” (Damla, age 42)

Parents’ Reactions

Another theme in the research was ‘parents’ reactions’. The responses of parents when faced with extraordinary and negative
situations during their children’s participation in CBLA were investigated. In line with this, parents appeared to react with mainly
anger, discussions, leaving the area, explaining and not reacting.

Parents'
reactions

Leaving the

Getting angry space

Discussing Explaining Not reacting

Figure 3: Parent’s reactions theme and codes

Parents comprising the study group in our research appeared very sensitive to negative attitudes toward children with ASD and
experienced during CBLA participation. Due to this sensitivity, parents may have increased violence in their reactions and may get
angrier toward people against them.

Angry parents have an over-protective attitude to their children against people displaying negative attitudes and it appears that
mutual communication transforms to conflict. Parents faced with some people in society continuously displaying negative attitudes
become tired of this situation, cannot control themselves and stated they find themselves in the middle of conflict in a moment.
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“We have to explain to people (...) We re sick of it. If the reactions from the other side are strong, our reactions are equally strong,
of course. For example, if they say ‘What's he doing, there!’, if they say ‘Would you be quiet? You're disturbing us!’, first we have
to explain the situation. But if this attitude continues, then our reactions are stronger.” (Tevfik, age 41)

Parents stated that the general attitudes about children with ASD from people are negative during CBLA participation and that there
is a judgmental attitude with cliched information, and they stated they felt hopeless in the face of this situation. They stated that
some behavior of their children during the activity they participated in attracted attention and they chose to leave the area as they
could not stand the general attitude of people.

“My son’s stereotypical movements increased a lot, and plainly we didn’t want to stay in that environment. When people begin to
look at us strangely, generally we leave the space. For example, if we eat, we eat very quickly, we ask for the bill and leave. We
choose not to stay in that area.” (Duru, age 36)

Some parents attempted to explain the situation and reasons to others with a calm attitude when faced with people’s negative
attitudes and reactions. They stated that it was important to inform people to pay attention to their reactions in this and similar
situations and that it was necessary to talk to people to create a general social awareness.

Some parents faced with negative experiences during CBLA participation appeared not to react due to being tired of explaining and
discussing. Parents who continued CBLA participation without caring about people’s reactions thought that it was not easy not to
react but people did not have adequate understanding about other people’s special situations. For this reason, they displayed this
type of attitude. Additionally, among findings, some parents spoke to the child with ASD and attempted to calm them when faced
with negative reactions.

Wishes and Reality

According to the findings in our research, another theme was determined to be ‘wishes and reality’. In this theme, the basic causes
of negative and extraordinary behavior they encountered during CBLA participation of children with ASD were investigated. Within
the scope of this theme, noting that parents and their children with ASD were on a different side to other individuals in society and
that there was a clear distance between them, the basic behavior modes comprised lack of awareness, inability to be empathic and
rumors and intolerance.

Wishes and
Reality
|
| | |
Lack of Inability to be
awarenesss empathic Rumors

Figure 4: Wishes and reality theme and codes

Parents who considered that the basis of negative attitudes displayed against children with ASD during CBLA participation was not
knowing ASD and not knowing the characteristics of children with ASD, stated that people in society lacked awareness. This lack
of awareness was the actual source of many problems among our findings.

“There are still people who don’t know what autism is. They qualify it as an illness like flu, there are those who think like that. Even
doctors pronounce it like this, as if it wil/ pass and like there is a drug for it.” (Damla, age 42)

Parents stated that the number of people with an approach to understanding children with ASD and their families was very low in
society in general. They emphasized that people needed to be empathic and thought they may be faced with a similar situation in
the future.

It appears there are some negative rumors that spread in society about children with ASD and their characteristics and in line with
these rumors people change their attitudes to children with ASD. Additionally, people’s inability to tolerate the behavior displayed
by children with ASD was among other findings obtained.

Learned Loneliness
The final theme among our research findings comprised “learned loneliness”. In this theme, it was stated that children with ASD

and their families avoided society in an unwanted way; however, they could not do anything about this situation. Within this scope,
parents were revealed to have withdrawing attitude, selectivity of activities, pessimism, uneasiness and low motivation.
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Learned
loneliness

Withdrawing Selectivity of
attitude activities

Uneasiness Pessimism

Figure 5: Learned loneliness theme and codes

Parents stated they had withdrawing attitudes before participation in activities in line with attitudes faced during CBLA participation.
The anxiety felt about any negative situation that may be experienced as a result of participation in activities affected both parents
and children.

“I think a lot before joining an activity. These thoughts don’t keep me away from participation, I struggle for my child. But | think
seriously before participating in an activity. | may not sleep the night before, because of an activity we will go to the next day...
saying ‘I wonder, will that happen, will this happen?’” (Aysel, age 38)

After negative experiences, parents carefully chose CBLA they will participate in with their children with ASD. In line with previous
experiences of problems, reactions and withdrawing attitudes, they appear to be very selective about activities.

The behavior of children with ASD and reactions from people around them during CBLA participation was stated to cause parents
to be pessimistic and uneasy about the future. The negative reactions given by people upset parents greatly and negatively affected
them in the sense of participating in activities. Among the findings obtained, this situation lowered parents’ motivation, created

unwillingness to participate in activities and as a result was effective in children avoiding activities.

DISCUSSION AND CONCLUSION

This research was completed with the aim of investigating
perceived stigma of children with ASD during CBLA
participation. When the literature was investigated, it was
considered that this research will contribute to the literature
due to the few studies about children with ASD and stigma in
the sense of leisure. CBLA has an important place in the lives
of children with ASD and their families. CBLA may support
children with ASD in terms of both physical and mental
health. However, they are exposed to a variety of stigma from
society and this affects CBLA participation. The conceptual
framework comprised Goffman’s (1963) theory of stigma and
in the research, parents stated their opinions representing their
children and the stigma experienced during CBLA
participation of children with ASD was investigated. The
findings of the research identified 5 themes of an important
necessity, tones of stigma, parents’ reactions, wishes and
reality and learned loneliness.

In line with the findings obtained in the research, the first
theme comprised “an important necessity”. Within the scope
of this theme, socialization appeared to be an important factor
in CBLA participation of children with ASD. The findings
obtained are supported by the literature. A study completed
about supporting leisure activities of children with ASD
within the scope of a university volunteer program by Nieto
et al. (2015) concluded that CBLA participation increased the
social communication of individuals with ASD and that
CBLA was an important opportunity for socialization.
Another finding in our research mentioned the effect of
movement of children with ASD during CBLA. For children
with ASD, CBLA comprised an important portion of their
physical activity. In line with parental opinions, favorite
activities of children with ASD were concluded to be
walking, swimming, playing in the park and skating. Similar
to the research findings, the study by Eversole et al. (2016)

stated that physical activities were the activities that
individuals with ASD enjoyed most during leisure. Within the
scope of the research and the literature, CBLA may be said to
be effective on the socialization, communication and
movement of children with ASD. In line with this, increasing
CBLA facilities and services offering the opportunity for
children with ASD to be together with other individuals or
their peers in society and informing families about this topic
are important needs.

The second theme in the research comprised “the tones of
stigma”. In line with the related theme, it appears children
with ASD encountered many negative situations during
CBLA participation. Among the findings obtained were very
disturbing looks from individuals in society when faced with
extraordinary behavior of children with ASD (e.g., clapping,
shouting, not talking, etc.) and the negative impact on
children with ASD and their parents. Jones et al. (2021) stated
that individuals in society had information about ASD;
however, this information was not at adequate levels and so
differences in attitudes may be experienced toward
individuals with ASD. Another finding was the prejudice
against children with ASD. With similar outcomes to our
research, a study by Ellen Selman et al. (2018) investigated
stigma against individuals with ASD with Somali roots in
England and stated that individuals with ASD were
stigmatized with negative definitions by society due to their
disorder. This stigma was stated to affect the prejudiced
behavior of society toward individuals with ASD. The effect
of a similar attitude was observed in our research where
mothers of children with normal development displayed a
protective attitude by distancing their children from children
with ASD. Additionally, in many public recreational areas,
children with normal development mocked children with
ASD and excluded them from activities and even bullied
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them, as included in the obtained findings. Cappadocia et al.
(2012) stated that individuals with ASD frequently
encountered similar situations and this negative behavior was
connected to the age, difficulties in communication and
health problems, etc. of the individual with ASD. To reduce
and prevent the stigma against children with ASD and their
parents, creating awareness about ASD in society is
encountered as an important necessity. Educational
institutions, media channels and state organizations should
play an active role in creating this awareness. They can
contribute to this role by organizing and completing
informative announcements, ads, training and activities
including children with ASD.

It appears that some parents responded to the situation with
the effect of stigma from society against children with ASD
during participation in leisure activities. The third theme in
the research of “parents’s reactions” discussed these
behaviors in detail. McMahan et al. (2020) concluded that
individuals with ASD faced stigma during physical activity
during leisure and parents felt they were similarly
stigmatized. Bonis (2016) stated that parents of children with
ASD had higher stress levels compared to parents of children
with normal development. Additionally, along with the
special situations and responsibilities of children, another
finding was stated to be the impact on mental health of
parents. Parents of children with ASD may be considered to
have higher anger levels, a problem linked to existing stress
(Benson and Karlof, 2009). In the research, anger levels
increased and they were even seen to enter discussions with
individuals when faced with stigma during CBLA
participation. Among the findings, some parents did not react
in the face of stigma and left the space. Parents of children
with ASD appear to feel general tiredness about coping with
existing problems (Mount and Dillon, 2014) and were tired of
expressing themselves to others. In line with research
findings, individuals with ASD in addition to their parents
were negatively impacted by stigma and may be said to create
a defense mechanism. Within this scope, parents stated they
chose to either overreact or not react at all. Social awareness
came to the agenda again, for parents to be less exposed to
these negative attitudes. Additionally, opportunities for
parents to spend time alone without their children may offer
the chance for parents to renew themselves physically and
mentally. Counseling and activity services should be offered
for parents. A healthy parent in physical and mental terms is
thought to increase the quality of CBLA by participating with
their child.

The fourth theme in the research comprised “wishes and
reality”. In this theme, parents assessed society as two sides
of individuals with and without special needs. When the
literature is investigated, it was stated that the concept of
‘autism’ had acquired a negative meaning for society (Botha
et al., 2022) and negative rumors developed about individuals
with ASD (Jones et al., 2022). Parents in the research stated
there were common negative rumors within society about
their children’s disorder. The basis of these rumors was the
lack of awareness of individuals in society, according to the
findings obtained. Papoudi et al. (202) stated that information
about ASD was not known by society and the source of
negative perceptions about ASD was due to lack of
awareness/lack of knowledge. Parents, additionally, stated
that individuals in society avoided being empathic toward

children with ASD. Mixing of children with ASD within
society and increasing the quality and numbers of activities
they can participate in within society will be effective in the
public learning about children with ASD and their families.
Creation of a society that is aware of ASD is thought to make
CBLA nparticipation of both children with ASD and their
parents easier.

The final theme in the research comprised “learned
loneliness™. Within the scope of this theme, parents stated that
children with ASD were exposed to stigma during CBLA and
as a result they displayed a withdrawing attitude toward
participation in CBLA. Kinnear et al. (2016) stated that
individuals with ASD experienced stigma intensely and this
stigma affected both children and their families. Additionally,
due to the stigma faced by parents, they experienced anxiety
before and during activities and appeared to act very
selectively in choosing activities. Bedini (2000) stated that
stigmatized individuals avoided society and felt
uncomfortable. Due to this avoidance and discomfort, parents
of children with ASD had pessimistic mental state (Hebert
and Koulouglioti, 2010) and lowered motivation, which were
among the findings obtained. This situation appeared to
negatively affect the parents with low motivation as well as
their children with ASD (Uljarevi¢ et al., 2021). It is very
important to inform parents and sustain CBLA participation
by emphasizing the benefits for children with ASD of CBLA
participation. It is thought that informative activities
completed to increase social awareness will be effective in
reducing this situation.

RECOMMENDATIONS

The research was completed with parents of individuals with
typical ASD, without any physical limitation, aged from 7-18
years and participating in at least 2 CBLA activities with their
parents per week. The research included parents of 10
children with ASD living in Ankara. It is thought that all
research completed in the name of including individuals with
ASD in society and ensuring they and their families do not
encounter negative attitudes during this process is very
important. Every study included in the literature will
contribute to the creation and development of awareness in
society.

Within this scope, it is considered that research planned for
completion in the future about stigma, social attitudes and
leisure participation of individuals with ASD from different
age groups, living in different cities or cultures will contribute
to the literature. In addition, it is considered important to
examine and interpret the perceived stigma in different
groups with special needs. It is important to reduce negative
opinions in order to adopt individuals with special needs in
society. In this context, integrative leisure activities can be
planned, projects can be created and policies can be
developed.
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GENISLETILMIS OZET

Calismanin Amaci: Arastirmanin amaci, ASD’li ¢ocugu
olan ebeveynlerin goriisleri dogrultusunda CBLA katilimda
algilanan damgalamanm incelenmesidir.

Arastirma Sorulari

e  Cocugunuz ile birlikte topluluk igeren serbest zaman
etkinliklerine ne amagcla katildiginiz1 agiklayabilir
misiniz?

e Topluluk igeren serbest zaman aktivitelerinde
cevrenizdeki insanlar tarafindan gocugunuzun
farklhiliklarindan dolayr edindiginiz olagan disi
deneyimleri ayrmtili sekilde agiklar misiniz?

e Cocugunuzun  farkhilifindan  kaynaklandigmi
diisiindiigiiniiz davranislara kars1 verdiginiz tepkiler
neler oldugunu anlatabilir misiniz?

e Toplumdaki bireyler tarafindan bu davraniglarin
sebebinin ne oldugunu diisiiniiyorsunuz?

e Bu davraniglarin topluluk igeren serbest zaman
aktivitelerine katiliminiza ne gibi etkileri oldugunu
aciklayabilir misiniz?

Literatiir Arastirmasi: Literatiir incelendiginde, ASD’li
bireylerde damgalamanin yasamlari iizerinde oldukca etkili
oldugu ve ASD’li bireylere yonelik olarak uygulanan
damgalamanin  oldukg¢a yaygin oldugu goriilmektedir
(Kinnear et al., 2016). Mitter et al. (2019), ASD’li ¢ocuklarmn
ebeveynlerinin, ¢gocuklarinin mevcut rahatsizliklari nedeniyle
siklikla cesitli damgalama bigimleriyle karsilagtiklarmni ve bu
damgalamalarin genellikle bir dizi onyargili tutumlar,
ayrimci1 davranislar, kliseler ve dnyargili sosyal tutumlardan
olustugunu belirtmistir.

ASD’li bireylerin sosyal etkilesim yoluyla yasadiklar
sorunlardan biri olan damgalama, yalnizca ASD’li bireyi
etkilemekle kalmayan, ayni zamanda ailesine de yayilma
potansiyeline sahip bir sorun olarak kargimiza ¢ikmaktadir
(Gray, 2002). Damgalanmis bireylerin olumsuz damgalanma
deneyimiyle basa ¢ikmak i¢in ¢esitli yontemler sectigi ve bu
durum Kkarsisinda en yaygin tepkilerden biri olarak ise
bagkalar1 tarafindan hos goriilmedigi algis1 nedeniyle halka
acik yerlerden kaginmak veya yalnizca kendisine eslik eden
bir kisi yaninda oldugunda disar1 ¢ikmaktir (Bedini, 2000;
West, 1984). Botha et al. (2020) ASD’li bireylerin “otizm”
kavramina iligkin damgalamayr nasil deneyimlediklerini
anlamayl amagclayan bir aragtirma gerceklestirmis ve bu
arastirma  sonucunda  ASD’li  bireylerin  goriisleri
dogrultusunda, “otizm” kelimesinin toplum igerisinde
olumsuz bir anlam edindigi sonucuna ulagmistir. Yine
arastirma bulgularina gére ASD’li bireyler siirekli olarak
toplum icerisinde damgalamaya maruz kaldiklarini
aktarmistir. Ayrica toplum igerisinde bireylerin ASD’ye
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farkli anlamlar yiikledikleri ve yiikledikleri anlam
dogrultusunda her bir birey tarafindan uygulanan
damgalamanin farklilik gosterdigi sonucuna ulasilmistir.

ASD’li ¢ocuklarm CBLA katilimlarmin tipik gelisim
gosteren ¢ocuklara kiyasla daha zor gergeklestigi ve
katilimlar1 sonucunda elde ettikleri faydalar bilinmektedir.
Literatiir incelendiginde ASD’li ¢ocuklarin CBLA katilimlari
ve damgalama ile ilgili yeterli sayida galisma
bulunmamaktadir. Bu arastirma ve aymi alanda yapilacak
arastirmalarm ASD’li ¢ocuklarin toplum igerisine adapte
olmalar1 ve kabul gérmeleri, mevcut engellerin azalmasi ve
farkindalik yaratmasi agisindan &nemli goriilmektedir.
Ozellikle toplumun bir arada gerceklestirdigi serbest zaman
aktivite tesis ve alanlarinda, ASD’li ¢ocuklarin katilimini
kolaylagtirict tutumlar edinebilmeleri adina oldukga kritiktir.

Literatiir incelendiginde serbest zaman anlaminda ASD’li
gocuklar ve damgalamaya yonelik ¢aligmalarin az
olmasindan  dolayi, arastrmanm literatire  katki
saglayabilecegi diistinlilmektedir.

Yontem: Arastrma, nitel arastrma yaklagiminda
tasarlanmistir.  Arastrmada  “Cocugunuzun  topluluk
icerisinde  katildigi  serbest  zaman  aktivitelerinde
¢ocugunuzun farkliliklarindan dolayr ¢evrenizdeki insanlar
tarafindan olagan disi bir davrams deneyimlediniz mi?”
sorusunu derinlemesine inceleyebilmek adina durum (vaka)
calismas1 olarak belirlenmistir (Creswell and Poth, 2016,
S.44-45). Arastirmanm c¢alisma grubu amagli 6rnekleme
yontemlerinden Olgiit ornekleme yontemiyle segilmistir.
Aragtirmanin c¢alisma grubunu, bir 6zel egitim kurumunda
egitim alan ASD teshisi konulan gocuga sahip 10 ebeveyn
olusturmaktadir. ~ Arasgtirmada verilerin toplanmasinda
katilimeilarin  sosyo-demografik o6zellikleri hakkinda bilgi
edinmek amaciyla kisisel bilgi formu ile yar1 yapilandirilmis
goriisme formu kullanilmistir. Ayrica arastirmaya katilimei
bireyler arastirma 6ncesinde “katilim 6ncesi bilgilendirilmis
onam formu” doldurarak bilgilendirilmistir. Goriismeler yiiz
yiize gerceklestirilmistir ve yaklagik 15 dakika siirmiistiir.
Ebeveynler ile yapilan goriismeler uygulama iizerinde
kaydedilerek dijital ortamda yaziya aktarilmistir. Veriler,
tematik analiz yontemiyle analiz edilmistir. Gegerlilik ve
giivenirlik kavramlart nitel arastirmalarda; inandiricilik,
aktarilabilirlik, tutarlilik ile teyit edilebilirlik kavramlar ile
ifade edilmektedirler (Creswell ve et al., 2018; Guba &amp;
Lincoln, 1982). Bu kapsamda arastirmada ilgili kavramlarin
saglanmasina 6zen gosterilmistir.

Sonug ve Degerlendirme: Bu arastirma, ASD’li ¢ocuklarin
CBLA katilmi sirasinda gergeklesen  damgalamayi
incelemesi amactyla gerceklestirilmistir. Literatiir
incelendiginde serbest zaman anlaminda ASD’li ¢ocuklar ve
damgalamaya yonelik caligmalarin az olmasindan dolayi,
arastirmanin literatiire katk1 saglayabilecegi
diistintilmektedir. ASD’li ¢ocuklar ve aileleri icin CBLA,
hayatlarinda 6nemli bir yere sahiptir. CBLA ile ASD’li
cocuklar hem fiziksel hem de mental sagliklarimi
destekleyebilmektedirler. Ancak toplum tarafindan cesitli
damgalamalara maruz kalmakta ve CBLA katilimlar
etkilenmektedir. Kavramsal g¢ercevesini Goffman (1963)’n
damgalama teorisi olusturan ve ebeveynlerin cocuklarmni
temsilen gorislerini  belirttikleri aragtirmada, ASD’li
¢ocuklarm CBLA katilimlar1 sirasinda deneyimledikleri

damgalama incelenmistir. Arastirmanin bulgular1 “onemli bir
ihtiva¢”, “‘damgalamanin tonlart”, ‘“‘ebeveyn tepkileri”,
“dilekler ve gergekler” ve “dgrenilmis yalmzhk” olarak 5
tema belirlenmistir.

Arastirmada elde edilen bulgular kapsaminda, ASD’li
cocuklarin CBLA katilimlari, ebeveynler i¢in oldukg¢a 6nemli
bir konu olarak karsimiza c¢ikmaktadir. Aragtirmamiza
katilim saglayan tiim ASD’li ¢ocuklar ve ebeveynleri haftada
toplam 2 farkli CBLA’ya en az 3 saat katilmaktadir.
CBLA’lara bakildiginda, aktivitelerin biiyiik bir kismiin
fiziksel aktivitelerden olustugu goriilmektedir. Ebeveynlerin
ASD’li ¢ocuklarimi CBLA katilimina tesvik ettikleri ve
CBLA’lart  6nemli bir ihtiyag olarak  gordiikleri
vurgulanmaktadir. CBLA katilim amaglarinin  basinda
sosyallesmenin geldigi sonucuna ulagilmaktadir.
Arastirmamizda yer alan tiim ebeveynler, g¢ocuklarinin
rahatsiz edici bakislar basta olmak iizere damgalamaya maruz
kaldigini ifade etmektedir. Ayrica ASD’li gocuklara yonelik
olarak  toplumda genel bir Onyargmm  oldugu
diisiiniilmektedir. Ebeveynlerin toplum tarafindan uygulanan
damgalamalara karsi 6fkelendiklerini ve g¢ocuklarina karst
olumsuz tavir sergileyen kisiler ile tartigtiklarini ifade
etmiglerdir. Toplumdaki bu davranislarin genel sebebinin
bilingsizlik oldugu ve ebeveynlerin CBLA se¢iminde oldukga
segici olduklari, arastirmanin bir diger sonucu olarak
karsimiza ¢ikmaktadir.

Sonug olarak; ASD’li ¢ocuklarda CBLA katilimmin dnemli
bir ihtiyag oldugu, katilmi etkileyen olumsuz tutum ve
davraniglarin azaltilmasi ile birlikte katilim konusunda daha
fazla bireyin bu tiir serbest zaman katilim deneyimleri
yasayacagi arastirmamiz sonucunda sdylenebilmektedir.
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