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ABSTRACT

EXPERIENCES AND KNOWLEDGE OF TURKISH SIBLINGS
REGARDING AUTISM SPECTRUM DISORDER

Areej AWWAD
Department of Applied Behavior Analysis
Anadolu University, Graduate School of Social Sciences, August 2020
Supervisor: Prof. Dr. Elif TEKIN IFTAR

The present study aims to describe the experience of Turkish siblings (n = 7) with
typical development aged between 8-18 years-old about having a brother or a sister with
autism spectrum disorder. Moreover, their knowledge about autism spectrum disorder
was also examined in the study. This hopefully will contribute to improving the quality
of services granting to families with a child with autism spectrum disorder the Turkish
society and shed light on an equally important aspect of the effect of autism spectrum
disorder on the family in comprehensive vision and on siblings in particular from their
point of view.

A descriptive method was used in this qualitative study. Data were collected by the
researchers conducted semi-structured interviews with the siblings. The questionnaire
includes 20 open-ended questions. Content validity of the questionnaire was ensured by
asking the opinions of experts (n = 3?). Prior to interviews with participants, the
researcher conducted to a pilot study to test the interview process and the feseability of
the questionnaire. Knowledge Of Autism Questionnaire (KAQ) developed by Ross and
Cuskelly (2006) was used to evaluate participants’ knowledge on autism. Seven
participants from six families from the city of Eskisehir were recruited in a snowball
sampling (Hays & Singh, 2012).

The researcher audio-taped the the interview with each participant and then
transcribed them. Data were analyzed descriptively and manually in the order: data
immersion, coding, and themes identification. Four major themes; Understanding of
autism spectrum disorder, Relationships, and Interactions between the siblings,
Emotional dealings, and Value of siblinghood were grouped out of the data. Containing

10 subthemes, were emerged from the essences of the participants’ lived experiences.



Results indicated that the older siblings of children with autism that have diagnosed
for more than five years have a better insight into autism, thus, their understandings
regarding autism rely on their personal conclusions formed depends on their experiences
with their diagnosed sibling, moreover, this understanding gets more advanced with age.
Although, some of these understandings are unreliable and do not reflect a clear
awareness about autism, thus, they still find it difficult to explain autism to other people
around them.

By focusing on qualitative methodology within obtaining a deeper understanding
of the sibling relationship directly from the siblings' own perspective, this study
contributes to an understanding of mental health professionals, clinicians, and
paramedical workers toward children who have a sibling with autism spectrum disorder
's implicating. Suggestions of potential interventions, including at the first place siblings’
education about the autism as early as possible, preventing implications that can evoke
confusing thoughts, in the purpose of optimizing the strengths of the sibling relationship
to reach effective dealing among this population, considering their specific needs in a
cultural context that suits them. This study intended also to families for their education
considering what the siblings may live and feel, as well as for research involving families

when one of their children is diagnosed with autism spectrum disorder.

Keywords: Autism spectrum disorders, Sibling relationship, Knowledge about

autism, Turkish society, Semi-structured interview, Descriptive analysis.



OZET

TURK KARDESLERIN OTiZM SPEKTRUM BOZUKLUGU OLAN
KARDESLERINE ILISKiN DENEYIMLERI VE BILGILERI
Areej AWWAD
Uygulamali Davranis Analizi Anabilim Dal1
Anadolu Universitesi, Sosyal Bilimler Enstitiisii, Agustos 2020
Danisman: Prof. Dr. Elif TEKIN IFTAR

Bu aragtirmanin amaci, 8-18 yaslar1 arasindaki tipik gelisim gosteren Tiirkiye’de
yasayan yedi kardesin, Otizm Spektrum Bozuklugu (OSB) tanis1 olan kardesleriyle olan
deneyimleri ve otizme iliskin bilgi diizeylerini ortaya koymaktir. Aragtirmadan elde
edilen bulgularin Tiirkiye’de OSB'li ¢ocugu olan ailelere verilen hizmetlerin kalitesinin
tyilestirilmesine katkida bulunmasi hedeflenmektedir.

Arastirmada nitel yontem kullanilmistir. Veriler arastirmaci tarafindan
gerceklestirilen yari-yapilandirilmis goriismeler araciligiyla toplanmistir. Bu amagla 20
acik uclu sorudan olusan goriisme formu kullanilmistir. Sorular arastirmacilar tarafindan
hazirlanmis ve ardindan uzman (n = 3?) goriisii alinmistir. Caligma 6ncesinde arastirmaci
goriisme teknigi hakkinda deneyim kazanmak ve Ol¢ii aracinin uygunlugunu siamak
tizere bir pilot ¢alisma yapmistir. Ross ve Cuskelly (2006) tarafindan gelistirilen Otizm
Bilgisi Anketi (Knowledge Of Autism Questionnaire- KAQ) katilimcilarin otizm
hakkindaki bilgilerini degerlendirmek i¢in kullanmistir. Eskisehir'deki alt1 aileden yedi
katilimer kartopu 6rnekleme ile (Hays & Singh, 2012) belirlenmistir.

Aragtirmaci tiim katilimeilarla yaptig1 gortismeleri ses kaydina almis ve ardindan
dokiimlerini yapmustir. Veriler betimsel ve maniiel olarak su sirayla analiz edilmistir; veri
kaydetme, kodlama ve temalarin tanimlamasi islemleri. Sonug¢larin dort ana temada
toplandig1 goriilmiistiir: OSB'yi anlama, Kardesler arasindaki iliskiler ve etkilesimler,
Duygusal isleme ve Kardesligin degeri. Bunlari da igeren 10 alt tema, katilimcilarin
yasadiklar1 deneyimlerin 6zlerinden ortaya ¢ikmustir.

Bulgular bes yildan uzun bir siiredir otizm teshisi olan gocuklarin kardeslerinin
otizm hakkinda daha iyi bir kavrayisa sahip olduklarini; yaslar1 biiyiidiikge otizmi daha
iyi anladiklarmi gostermektedir. Kardeslerin otizmi anlamalar1 kardesleriyle olan

deneyimlerine baghdir. Fakat, bazen kardeslerin otizme iliskin anlayislarinin giivenilir



olmadigi, otizm hakkinda net bir farkindalik edinemedikleri, otizmi ¢evrelerindeki diger
kisilere agiklayabilmekte zorlandiklar1 da goriilmiistiir.
Otizm spektrum bozuklugu olan ¢ocuklarin kardesleriyle yiiriitiilen bu ¢alismada nitel
yollardan veri toplandigi i¢in onlarin bakis agilarini yansitan bulgulara dayali olarak akil
sagligl alaninda calisan uzmanlarin, uygulamacilarin ve saglik gorevlilerinin uygun
miidahaleler olusturmalarina katki getirildigi diisiiniilmektedir. Oncelikle kardeslere
otizm spektrum bozuklugu hakkinda en erken donemde bilgi verilerek onlarin otizmi
dogru tanimalarina destek olunabilir. Bu durum hem kardesler arasindaki iliskinin
giiclenmesi agisindan hem de toplumsal acidan otizmin anlasilmasi agisindan katki
saglayabilir. Bu ¢alismanin bulgular1 ayn1 zamanda ailelere otizm spektrum bozuklugu
olan ¢ocuklarin kardeslerinin neler yasadiklari ve hissettikleri konusunda bilgi
sunmaktadir.

Anahtar Kelimeler: Otizm spektrum bozuklugu, Kardes iliskisi, Otizm hakkinda

bilgi, Tiirk toplumu, Yar1 yapilandirilmis gériisme, Betimsel analiz.
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CHAPTER |
1. INTRODUCTION AND RATIONALE FOR THE THESIS

Families of children with autism spectrum disorder may face major and ongoing
challenges, often accompanied by stress and emotional difficulties that may affect the
family composition as a unit in several ways (Gray, 2002; Schall, 2000; Sivberg, 2002).
Family incubation is profoundly important to the developmental, emotional, and
cognitive growth of a child (Sameroff, 1990). In her role, "family" is expected to provide
support and containment for each child in the family (Lukie et al., 2014).

In the field of autism, an abundance of studies has addressed essential aspects of
the disorder and its impacts on the affected children and as well on their parents. Thus,
the focus generally is given to these two factors (the child with autism and his parents).
However, toward other family members (siblings) little studies conducted to examine the
impact may autism have on them.

Recently, researchers began to investigate the implications of autism for non-
effected siblings, however, the existing research on the experience of siblings of
individuals with autism is relatively little, most of these studies are quantitative studies,
which do not analyze the effect in-depth, or that relied on indirect methods in information
acquisition by parents, not directly through the siblings and is also limited to European-
American families (Sage & Jegatheesan, 2010).

With seven participants aged between 8-18 years old, | have tried in this study to
document the experiences of brothers and sisters who have siblings with autism. In the
belief that each member of the family has a different perspective that the parents may not
fully understand, a direct method was used through semi-structured interviews guided by
a qualitative framework. Considering a person's cultural background which has an
important effect on how people interact with each other, behaviors, perceptions,
education, and social values (Horton & Hunt, 1980).

The current research is confined to Turkish families in Turkish society in order to
describe the experiences of typically developing siblings about having a sibling with
autism, from their own perspective. Other aspects examined in this study were siblings'
knowledge of autism and their needs (if any) from their point of view. This hopefully will

contribute towards improving the quality of services received by families with a child



with autism in the Turkish society and shed light on an equally important aspect of the
effects of autism on the family in a comprehensive vision.

Clinicians, paramedical workers, and other mental health providers who work with
families of a child with autism will benefit from the exploration of the sibling’s
contributions as being an integral part of the family. Exposing their experiences and
taking into consideration their needs can clarify the holistic image of the family system.
This consideration may suggest a way that takes into account all members of the family

to recruit them to more effectively cope with autism as a family.

1.1. Autism Spectrum Disorder

Autism spectrum disorder is a lifelong childhood-onset neurodevelopmental
disorder characterized by persistent deficits in social communication and interaction
across multiple contexts and by restricted, repetitive patterns of behavior, interests, or
activities (American Psychiatric Association, 2013). To date, the exact cause/causes of
autism spectrum disorder are unknown, but there is an agreement that there is a genetic
component to the autism spectrum disorder manifestation. However, the genetic
component of autism spectrum disorder is predominantly unlocked by certain
environmental factors leading to the development of the disorder (Elsabbagh et al., 2012;
Hallmayer et al., 2011).

Since there is a lack of biological tests or specific biological markers, autism
spectrum disorder is diagnosed based on observations and behavioral descriptions
(Abrahams & Geschwind, 2008). Initial signs and symptoms are usually evident early in
the developmental period; However, social deficits and patterns of behavior may not be
noticed until a child is unable to meet social, educational, occupational, or other important
life demands. According to the characteristics of the individual and his environment,
functional impairment's stage becomes obvious (American Psychiatric Association,
2013). While individuals with autism have certain core symptoms, 70% of individuals
with autism can have at least one comorbid disorder (Simonoff et al., 2008).

When using the term "spectrum™ in defining the autism disorder, it means that the
degree of autism is expressed in different severities: mild, moderate, or severe autism
(American Psychiatric Association, 2013). Individuals with autism do not resemble each
other, there is a great deal of variation in the way autistic symptoms manifest and affect
each person uniquely. According to that, in the fifth edition of Diagnostic and Statistical



Manual of Mental Disorders (DSM-5) three "functional levels” were defined based on
the amount of “support” an individual requires to function, by classification to level 1,
level 2, or level 3 which may make it easier to better diagnose and provide the services
and intervention tailored to each case. These three levels reflect the individuals' ability to
communicate, adapt to new situations, expand beyond restricted interests, and manage
daily life. Individuals at level 1 are “Requiring Support”, while those at level three are
“Requiring Very Substantial Support” (Masi et al., 2017).

Autism may emerge in every society, regardless of race, ethnic origin, geographical
area, and socio-economic structure, however, cultural and socioeconomic factors may
affect awareness and diagnosis age (Elsabbagh et al., 2012). Individuals with autism
spectrum disorder are expected to have lifelong symptoms and impairments and there is
currently no cure (American Psychiatric Association, 2013). Which makes it an ongoing
syndrome, thus adjustment, and adaptive lifestyle is an important aspect which must be
considered.

1.1.1. Diagnosis and characteristics

Until 2013, according to the Diagnostic and Statistical Manual (DSM-1V), autism
was defined as a disorder including five distinct diagnoses: Asperger syndrome which
reflected the "high functioning autism", an autistic disorder which considered "severe
autism", PDD-NOS diagnosis was given to individuals who had some but not all of the
symptoms of autism (either mild or severe symptoms). Additionally, two rare genetic
disorders, Rett and Fragile X syndrome, were also considered to be part of the autism
spectrum.

However, according to the most recent update of the 5 Diagnostic and Statistical
Manual (DSM-V) (American Psychiatric Association, 2013), autism defined as a single
“spectrum disorder” and refined diagnostic criteria that appear at early developmental
ages, describing symptoms in the areas of social communication, behavior, flexibility,
and sensory sensitivity.

Based on DSM-V, the first criterion describes the disruption of social
communication and social interaction in different contexts and continuously.

These deficits may be expressed in three aspects:


https://www.verywellhealth.com/why-high-functioning-autism-is-so-challenging-259951
https://www.verywellhealth.com/what-is-severe-autism-260044
https://www.verywellhealth.com/what-is-severe-autism-260044
https://www.verywellhealth.com/what-is-atypical-autism-260551

Lack of social-emotional reciprocity: inadequate dialogue skills, lack of sharing of
feelings, limited expression of feelings. The third severity degree is expressed in the
absence of initiative or response to social interaction.

Lack of social non-verbal communication: poverty in social gestures, eye contact, and
body language defects, difficulty in deciphering nonverbal communication of others.
The third severity degree is expressed in the total lack of nonverbal communication
and facial expression.

Lack of development, preservation, and understanding of social relations: difficulty
in adapting behavior to social context, difficulty in the imaginative game, and creating
friendships. The third severity degree is expressed in isolation and lack of interest in

peers.

The second criterion describes the limited and repetitive patterns of behavior and interest;

These patterns are expressed in two of the following four aspects:

Stereotypical or repetitive movements expressed in motor movements, objects, or
speech: echoing, waving hands, turning around, arranging objects in a row, rolling
objects, etc.

Inflexible adherence to routines, insistence on the same, routine patterns of verbal or
nonverbal behavior (Examples: insistence on a regular route to kindergarten, rigid
patterns of thinking, rigid patterns of eating, etc.).

Narrow and fixated interests and deviations in intensity and focus: non-functional
gameplay, over-preoccupation with the details of something rather than the general
picture, obsessive about something, and dealing with it repetitively.

Hyper- or hypo-reactivity to sensory inputs, or an unusual matter in the sensory
aspects of the environment: such as attraction to lights and movement, sensitivity to
noise and textures, apathy to pain, touching, or smelling objects (American
Psychiatric Association, 2013).

1.1.2. Prevalence

Autism Spectrum Disorder described as one of the fastest-growing medical

concerns in the United States, is currently estimated to affect 1 in 68 school-aged children

(Baio, 2012). Statistics show that autism prevalence rates have increased by 10 to 17

percent annually over the past few years;14.7 diagnose per 1,000 children in 2010 (Baio,



2012), compared with 2008 among 11.3 children (Baio, 2012) and 6.7 diagnoses in 2000
(Baio, 2012).

Other studies conducted in England, revealed a 1% prevalence among children in
regular and special education schools diagnosed with autism spectrum disorder (Baron-
Cohen et al., 2009; Waterhouse, 2008). Autism is diagnosed four times more often among
boys than girls, it is estimated that 1 in 42 boys and 1 in 189 girls are diagnosed with
autism (American Psychiatric Association, 2013). In Turkey, the prevalence of children
with autism spectrum disorder is estimated to be 12/10,000 (Namal et al., 2009).

The increase in the frequency of diagnosis is partially explained by increased
awareness in the field, both by the public and professionals and by the fact that over the
years, the criteria for diagnosis have been updated and recently diagnostics can be
performed earlier, as well as environmental influences (Presmanes Hill et al., 2007).

These data make the existence of a child with autism in the family, school,
neighborhood, or in any other human environments more common. This triggers a red
lamp on studying and indicating aspects regarding the existence of a child with autism

and supplying a suitable service that meets the needs.

1.1.3. Impact of autism spectrum disorder on families

Having a member with autism in the family has a huge impact on the ways a family
function (Corcoran & Walsh, 2009). Studies have indicated poor family cohesion among
families affected by autism spectrum disorder than the general population (Gau et al.,
2012; Higgins et al., 2005). Because of the unique nature of autism, its impact is not
limited only to the individual’s functioning, however, all subsystems of the family
(marital, parental, sibling and extended family) may be affected (Meadan et al., 2010; P.,
2009), in multi-effect aspects: financially, emotionally, practically, and educationally on
the family as well. These impacts need to be considered since they can influence the
effectiveness of interventions, as well as indicate what services that family needs to
obtain.

Financially, compared with having a typically developing child, as reported,
spending money may be debilitating when having a child with autism spectrum disorder;
These costs cover the bills for medical treatments, appointments, prescriptions, special
school, and therapies (Boyle et al., 2018). Financial burdens are often exacerbated when



the parent is forced to leave the job to stay full time for the child with autism spectrum
disorder (Baio, 2012).

Additionally, researchers have reported that parents of children with autism
spectrum disorder are at a higher risk of experiencing stress, poor psychological outcomes
and health problems (De Andrés-Garcia et al., 2012; Hastings & Brown, 2002; Seltzer et
al., 2010; Woodman et al., 2016). This, in turn, affects the whole family, starting from
the child with autism spectrum disorder, parents as a couple, and including the siblings.
Besides, since autism spectrum disorder is mainly characterized by impairments in
communication, emotional understanding, and behavioral characteristics, researchers
suggested that individuals with autism spectrum disorder would be expected to face
difficulties in their sibling relationships (Orsmond & Seltzer, 2007).

Before reviewing studies that examined the presence of a child with autism in the
family and the impact it can have, we will understand the sibling relationship, its
contribution, its mutual effect, and its value, particularly in the Turkish society.

1.2. Sibling Relationships
1.2.1. Typical sibling relationship and its impact on individuals

Psychologists Stephen Bank and Michael Kahn were the first who investigated the
sibling relationship deeply, they described it as the "first peer relationship™ that we
experience and the longest relationship in our lives. Although this relationship may
change over time, it is a permanent one, and one of great emotional significance. A study
conducted in sixteen countries found a universal pattern that the closest emotional bonds
were with mother, second with siblings, and third with father (Georgas et al., 2001). The
nature of sibling interaction is arbitrary rather than determined by parental wishes or other
external conditions (Stewart & Kushner, 2001). Strong sibling bond can be loving and
warm, but it also can be negative and tension-filled and provide a source of either joy or
pain (Bank & Kahn, 1982). Among typically developing siblings, positive behavior of
sibling relationship focuses on helping, supporting, sharing and turn-taking in play,
teaching, and caregiving, provision of advice and warmth, while sibling conflict
behaviors include verbal (tease, argue), relational (social exclusion, undermining) and
physical aggression (Coldwell et al., 2008).

In addition to the contributing of siblings' bond in self-satisfaction and providing a
sense of security, siblings' relationship is a significant context for gaining and learning

10



some skills like social skills, including the ability to understand others’ minds and
considering the other’s feelings, emotion regulation, and empathy (Bornstein et al., 2003;
Brody, 1998; Stormshak et al., 1996; S. Tucker et al., 1999; Youngblade & Dunn, 1995).
Positive sibling relationships among children create a lifelong support system for the
siblings involved, and it is associated with multiple benefits related to social, emotional,
and health development throughout childhood and adolescence. Benefits include higher
peer competencies (Kim et al., 2007), prosocial behaviors (Brody et al., 2003; Whiteman,
Mchale, & Crouter, 2007; Whiteman, Mchale, Crouter, et al., 2007), academic
engagement and individual achievement (Bouchey & Shoulberg, 2010; Wheeler, 2012),
regulation of emotional health (Cassidy et al., 2008), empathy (C. J. Tucker et al., 1999),
high level of self-regulation (Padilla-Walker et al., 2010) and better adjustment (Noller,
2005; Pike et al., 2005). Positive sibling relationships also contribute to deterring
depression and other adversities (R. D. Conger & Conger, 2002; Kim et al., 2007; Widmer
& Weiss, 2000). Additionally, in cases of poor contact with parents, having a strong
sibling relationship may help to balance the void (Kitzmann et al., 2002). In the context,
different parental dealing with children by varying amounts of attention, responsiveness'
level to child's requests, discipline, intrusiveness, and control; may make a sibling
relationship less amiable and more conflictual, unless the children do not see it as unfair
(Kowal & Kramer, 1997).

Besides the direct effects, sibling support could also lessen the impacts of painful
life events; As stated by Pérez & Verdugo (2008), the quality of family life is closely
related to the life quality of each member in it. In a study by (Gass et al., 2007), after
distressing life events, children with supportive siblings were reported to experience
fewer depressive symptoms than those in unsupportive sibling relationships.

In parallel, conflicted siblings' relationship is likely related to anti-socialization,
externalizing problem behavior, and involvement in criminal activities (Aguilar et al.,
2001; Natsuaki et al., 2009). Several studies also found a clear relationship between
sibling conflict and behaviors that reflect emotional problems of internalization (Kim et
al., 2007; Pike et al., 1996; Stocker, 1994; Vogt Yuan, 2009). A study conducted by
(Howe et al., 1998) showed that children who experience conflicts with their siblings are
less likely to discuss their own and others' feelings, therefore, they may have difficulty

expressing empathy and consideration for others (Stocker et al., 2002). Besides, several
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studies point out increasing depressive symptoms over time among siblings who are in a

very conflictual sibling relationship (Brody, 1998; Richmond et al., 2005).

1.2.2. Sibling relationships across the lifespan
1.2.2.1.  Early childhood.

The change in the attention given to a child when a sibling is born often produces
at least temporary behavioral problems for the older child, including difficulties with
toileting, withdrawal, aggressiveness, dependency, and anxiety (Cicirelli, 1995).
However, in general, most children adjust well and pass this transient discomfort, mainly
with the crucial role of the parents. Typically, between the ages of three and four years,
children starting to show playing skills, which make them increasingly desirable
companions for childhood play, as a result, the older child begins to pick interest in his
young sibling as a playmate (Dunn, 1992). Sibling relationship begins to take shape often
when older siblings act as behavioral models, play's head, taking a leadership role, as well
as providing a security source for the young ones, while the second-born siblings are more
likely to learn, imitate and be a follower (Cicirelli, 1995; Klein et al., 2002).

In early childhood, siblings spend time together and share valued relationships
including parents' relationships, relatives, neighbors, and other common human contexts.
This excessive contact would also increase the level of rivalry among siblings and create
a multitude of conflicts (DeHart, 1999).

During this period, sibling's relationship is characterized mainly by three major
characteristics: First, emotional loading which is defined by strong, uninhibited, positive,
negative, and sometimes ambivalent feelings. Second, intimacy: when siblings spend
more time together, they get to know each other well. Third, individual differences among
the interaction between siblings. These factors are reflected in the need for emotional
containment and instrumental support for one another, as well as in parent's role and
intervention to solve conflicts considering the perspective of each one of the children
(Deater-deckard et al., 2002).

The natural differences arising from the difference in ages among siblings may be
reflected in the different responses toward family experiences by each one of the children.
For example, younger children have the advantage of learning from their older siblings,
while the eldest child did not have this opportunity, which sometimes leads to the
precocious development of the second- borns in certain areas (Perner et al., 1994).
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1.2.2.2.  Middle childhood and adolescence

During middle childhood, there is an important change in how the sibling gets
along. This is a time when the interaction between children becomes more equal and
balanced when the younger sibling reaches eleven or twelve years of age, the older sibling
does less nurturing, creating a more balanced relationship between the children. Besides,
there is also a shift in dominance, with the younger child achieving a more equal footing
with the older by about twelve years of age, this greater equity in caretaking and power
may benefit both children. The younger child reaches an age of increased independence,
and the older child is no more responsible for looking after the younger and may have
more freedom to pursue adolescent goals (Buhrmester, 1992). During early and middle
childhood and preadolescence, parents and siblings are the most important sources of
emotional support and sharing for the children in the family.

During adolescence, increasing an individual's autonomy and emotional
separateness from the family is reflected in a growing distance among the siblings (Perner
et al., 1994), thus, this period is characterized by a poor level of affection and intimacy
between the siblings (Buhrmester, 1992).

Sibling relationship undergoes continuous changes during the different periods of
development. While siblings are close to each other during childhood, feel intense
feelings, either positively or negatively; Early adolescence is characterized by a growing
interest in the peer world, in later stages of adolescence, they spend more time with peers
and less with siblings, but even so, they can be a source of security and taking advice
from each other (Scharf et al., 2005).

1.2.2.3.  Adulthood

Siblings are often at different phases on the pathway to adulthood, sometimes they
may be ‘‘in sync’’ with one another, and at other times, ‘‘out of sync’’.

A prime period of sibling relationships' change occurs in late adolescence and early
adulthood (K. J. Conger & Little, 2010). According to identity development research, the
period between 18 to 25 years old is considered the individual self-exploration period, in
which the individual deals with three main tasks: taking self-responsibility, making
decisions independently, and formatting independence financial source (Arnett, 2004).

Emerging adults reported that they spend a little time with their siblings, or they
simply choose to have little contact because they do not get along well with their siblings
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(Stacker & Lanthier, 1997). Which in result leads to lower levels of conflict with their
siblings than adolescents, displayed by less antagonism, quarreling, competition, and less
conflict-related to power (R. B. Stewart et al., 2001). (Whyte, 2001) found that sibling
social support (as measured by proximity, contact, giving, and receiving help) declines in
early adulthood. However, proximity and contact stabilized in middle adulthood and
sibling exchanges of giving and receiving help rise slightly after age 70.

It should be mentioned that, when the relationship is warm and supportive, siblings
may experience a sense of loss as the older sibling moves into adult roles (leaving home,
completing education, being employed, getting married, and childbearing). In contrast,
adolescents with highly conflictual sibling relationships may feel relief that a source of
daily discomfort is gone. Given the primacy of siblings to wellbeing throughout life
(Akhtar & Kramer, 1999; Barden et al., 1989; Bengtson et al., 2006; McGoldrick, 2011;
Merrell, 1995; Sutton-Smith & Rosenberg, 1970; Toman PhD, 1992; Waldman & Adler,
1979), in dealing with special needs children, clinicians, family scholars and development

psychologists should give importance to this context and not overlook it.

1.2.3. Factors impacting sibling relationships

Research has identified many factors that affect the sense of being “‘in sync’’
among siblings throughout the life course, for instance, changes in power and equality
within the relationship (Shortt & Gottman, 1997), the maturity of individual siblings (S.
H. Stewart & Kushner, 2001), changes (either more or less) in daily interaction patterns
(Cicirelli, 1996; Whyte, 2001), and ethnic and cultural influences (Riedmann & White,
1996; Suggs, 1989). In addition, structural variables, such as sibling age, gender
composition, birth order, and family characteristics affect relationship properties like
satisfaction, support, or competition (Bass & Riggio, 2006; Connidis & Barnett, 2018;
Sullaway & Dunbar, 1996; C. J. Tucker et al., 2001). Culture is a powerful context that
shapes societal and familial values, including siblings' interactions (Diana T. Slaughter-
Defoe, 1995). Even considering someone to be a sibling varies ethnically and culturally
(Bengtson et al., 2005; Mcguire & Shanahan, 2010; Riedmann & White, 1996).

A process called "access" is one of the elements of the emotional bond between
children, strong sibling bonds with high access, is most likely to occur when children are
of the same gender, close in age, and have many shared activities (Bank & Kahn, 1982).
Family size also appeared to have an impact on sibling relationships. Typically
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developing children from families with many children had more feelings of self-doubt
and psycho-emotional difficulties compared to typically developing children from
families with two children (Stampoltzis et al., 2014a). Baham (Baham, 2009) also found
a positive correlation between siblings’ conflict at home and increased behavioral
problems. Higher levels of internalizing problems in a child may predict poorer sibling
relationships with less warmth and more conflict. Moreover, (Fiedler et al., 2006)
reported that culture, traditions, interests, and environmental contexts all influence sibling

relationships.

1.2.4. Sibling relationships in Turkish culture

Traditionally, the Turkish society is a society which is structured around
collectivism, where the individual's value is subordinate to the values, goals, and success
of the group (Goregenli, 1997; Uskul et al., 2004). Collectivists value loyalty rather than
an individual's autonomy since interdependence between people is a key mechanism of
the society, great importance is placed on preserving relationships (Erdogan & Liden,
2006). Additionally, there is a strong hierarchical ordering of Turkish families' members,
especially regarding gender and generations (Sunar & Fisek, 2005). Younger siblings
never call an older sibling by name, but rather by respectful terms (Abi/Abla) that are
used for elder brothers or sisters (Selin, 2014). Children are socialized early into social
norms according to this patriarchal environment and are controlled firmly by parents and
close relatives. They are expected to be obedient and respectful toward their elders
(Aycicegi-Dinn & Kagitcibasi, 2010).

In sum, a traditional Turkish family is generally characterized by their attitude of
faithfulness to one another, sensitivity to the needs of each other, respect, and valuing
family success far more than their own (Sunar & Fisek, 2005). Thus, the sibling
relationship has an essential value in Turkish culture; preserving it, is part of maintaining
family cohesion and unity.

In describing the Turkish family structure and functioning, it has been reported that
the expressive role of the siblings involves giving emotional support to grandparents and
siblings, keeping the family united, maintaining a pleasant environment, conveying
traditional and religion to younger siblings, and preserving family relations. The

instrumental roles involve doing housework, shopping, taking siblings to school,
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contributing financially, helping parents with their work, and babysitting siblings
(Bekman & Aksu-Kog, 2009).

1.3. Sibling Relationships when Having a Brother or Sister with a Disability

When living with a young person with a disability, the effects on siblings may be
different than if they lived with a typically developing young person (Dervishaliaj &
Murati, 2014).

When one sibling has a developmental disorder, the aspect of the family system is
out of whack, the typical relationships may not develop, in such cases, common rules
about sharing parental attention and the concept of “if you are nice to him, he will be nice
to you” may or may not apply. In case of having a child with special needs in one family,
it is likely that most of the attention, time and engaging be dedicated to him, remaining a
little of parents’ energies, time and attention for the rest of the children in the family
(Aytekin, 2016), in parallel, the child with typical development may be expected by the
parents to lead the interaction and act maturely and responsibly even when such behavior
is inappropriate for his or her age (Knott et al., 1995; Stoneman et al., 1991). The pressure
exerted on the sibling as the "ideal child" who is tasked with compensating the "gap" of
the disabled child in achieving and succeeding, many times prevents the parents from
seeing the sibling as an individual with his personal needs, immersing in their
expectations and the image they created for themselves.

Evidence suggests that when competencies of children with disabilities get lower,
it is harder for them to maintain an interaction with their siblings, as a result, this creates
a gap in siblings’ skills' level which children find difficult to skip (Stoneman, 2001).

Sibling with typical development may experience feelings of anger, frustration, and
rejection due to the impairment in the family's ability to become socially involved, and
lots of sacrifices required of all family members. They also may feel compelled to help
watching over their disabled sibling, keep him or her occupied and not burden their
parents with more difficulties (Kaminsky & Dewey, 2002; VVollmer et al., 1999).

Studies have also shown a significant role for culture and religious beliefs in
understanding the disability and dealing with it among the family members, on issues
such as child-rearing and education, practices of socialization, roles and responsibility

granting to family members such as siblings (Sage & Jegatheesan, 2010).
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1.3.1. Siblings and autism spectrum disorder

An increase in autism spectrum disorder diagnosis means an increase in the number
of typically developing siblings, who experience the impact of autism in their life (Meyer
et al.,, 2011). Some researchers have discussed the quality of the sibling relationship
concerning autism (Roeyers & Mycke, 1995). Having a sibling with an autism spectrum
disorder could often add challenges to siblings that can affect a sibling both positively
and negatively (Sicile-Kira, 2014a).

Past research has supported the positive influences of the sibling relationship, such
as increased cooperation, nurturance, sensitivity, compassion and empathy (Dellve et al.,
2000; Ferraioli et al., 2012; Guzman, 2009; Kiburz, 1994; Macks & Reeve, 2007;
Pilowsky et al., 2004; Shivers & Plavnick, 2015), despite few positive interactions among
the siblings (Kaminsky & Dewey, 2001). Chantal Sicile-Kira claimed that siblings of
autism spectrum disorder children develop maturity, sense of responsibility and loyalty
more than their peers, they learn the importance of supporting those around them, so they
take pride in their siblings' accomplishments, they tend to show increased patience, more
tolerant to differences in people and show acceptance and empathy toward others with
special needs (Sicile-Kira, 2014a). A sibling can play a vital role in the life of a child with
autism in developing social interaction skills, a child with autism can benefit from playing
with siblings, which can provide appropriate play behaviors and modeling (Harris &
Glasberg, 2012). Depending on siblings' reports, some studies have reported that
compared to normally developing siblings' groups, siblings of a child with autism showed
less competition and conflicts it was interpreted as a result of a lack of participation and
spending time together (Kaminsky & Dewey, 2001).

However, siblings can suffer from being a member of a family with a child with
autism spectrum disorder, as autism inherent with atypical social interaction styles and
impairment in non-verbal behaviors, which may affect the development of sibling and
peer relationships (Howard et al., 2006). It is hard to maintain a sibling relationship with
a sibling who does not show interest in sharing or being a playmate. Some siblings, after
several attempts, stop trying to interact with the one with autism spectrum disorder, thus,
research has revealed that siblings of adults with autism spectrum disorder had less
contact with their brother or sister and were less likely to be involved in the adult care of
their sibling (Orsmond & Seltzer, 2007). Not only do they have a sibling who is hard to
understand, is not social and who has a limited interest; but they may also have to deal
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with some bizarre behaviors by their sibling with autism, such as stereotypical
movements and even manage certain behaviors, such as temper tantrums, self-injury, and
aggression (Gray & Holden, 1992; Guzman, 2009).

Some other challenges siblings may face include relationships with their parents,
they can feel the stress their parents are under and may be affected by it. Many siblings
feel resentment towards the extra attention the child with autism gets, some feel guilt over
their own good health. They may also feel overburdened and saddled with what they
perceive as parental expectations for them to be high achievers, many of them feel anxious
about how to deal and interact with their sibling with autism (Sicile-Kira, 2014a). Often
there is a feeling of resentment toward having to take on extra household chores, coupled
with restrictions in participating in social activities (Allgood, 2010). Siblings who are
younger than the child with autism may be at higher adjustment difficulties risk (Hastings,
2003). In addition, findings from many studies among siblings of individuals with autism
have indicated their concerns and worries about the future of their siblings with autism
(Damiani, 2013).

Based on the research literature, there seems to be more negative than positive
impacts exhibited in having a sibling with autism spectrum disorder when compared to
having a sibling with Down Syndrome (DS), developmental disability (DD), Mental
Retardation (MR) or no disability at all (Bagenholm & Gillberg, 1991; Greenberg et al.,
2006; Hodapp & Urbano, 2007; Knott et al., 1995; Mascha & Boucher, 2006; Rivers &
Stoneman, 2003; Ross & Cuskelly, 2006). Negative impacts of having a child with autism
spectrum disorder on the adjustment of the siblings include alienation, aggression,
loneliness, bitterness, low levels of prosocial behavior, externalizing problems and
increased internalizing and peer difficulties (Fisman et al., 1996; Gold, 1993; Hastings,
2003, 2003; Ross & Cuskelly, 2006; Smalley et al., 1995; Verté et al., 2003).
Additionally, siblings of individuals with autism spectrum disorder reported greater
feelings of embarrassment than siblings of individuals with no disability (Mascha &
Boucher, 2006). Other studies found no differences when comparing siblings of a child
with autism comparing to siblings of typically developing individuals (Kaminsky &
Dewey, 2002; Mates, 1990; Pilowsky et al., 2004).

Overall studies seem to indicate that the sibling relationship is a complex and
diverse one, some siblings can be affected in a variety of domains to varying degrees,
both positively and negatively (“The Views and Experiences of Disabled Children and
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Their Siblings: A Positive Outlook,” 2005). Understanding the siblings of a family with
a member with autism helps professionals to understand the dynamics of the family and
this particular dyad.

1.4. Rationale of The Study

Since great importance has been attached to sibling relations and its mutual
influence on every individual in every family, the unclear vision of the literature, the lack
of studies about siblings of children with autism in the Turkish society, and taking into
account the increase of autism prevalence in the world as well as Turkey, more research
is needed to fully understand the impact of having a sibling with autism spectrum disorder
and to address the existing inconsistencies in the literature. The impacts of these aspects
which may affect the quality of life of the siblings, the children with autism, parents, and
the family as a whole, should be noted and indicated in order to provide a suitable
intervention.

Taking in key recommendations from most researchers, who stressed the
importance of considering one's cultural background, as it may also impact how
individuals interact and perceive individuals with disabilities. Having the foundational
background of the system in which the child exists lays the groundwork for exploring the
specific experiences of sibling relationships. This study was conducted under the context
of Turkish culture.

The present study aimed to describe the impact of a child with autism spectrum
disorder among siblings from Turkish families in Turkey through self-reporting, to
describe the knowledge that siblings of children with autism have on autism, and to

indicate their adaptation ways with an emphasis on the social effect.

1.5. Research Questions
Using a qualitative research design, the following questions were attempted to be
answered:
1. What are the experiences and feelings of typically developing siblings of children
with autism spectrum disorder among Turkish families in Turkey?
2. What knowledge does the sibling of a child with autism spectrum disorder in Turkey

know about autism spectrum disorder?
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1.6. Significance of The Study

From the literary, little is known about the siblings of children with autism in
Turkey (Aksoy & Yildirim, 2008; Kahraman & Karadayi, 2015; Yavuz, 2014), prior to
our research very few researches have been published in the English language about this
category in Turkey. This study describes the experiences of siblings of children with
autism aged between 8-18 years and exhibits a typical development, from the perspective
through self-reporting, examines their knowledge on autism, and their needs (if found) in
the Turkish society precisely, which didn't get enough spotlight before.

Through this study I'm trying to clarify the existing situation of typically developing
siblings of children with autism in the Turkish society realistically and directly, their
experiences and what they live in everyday life from their own perspective, the challenges
they may deal with, and maybe the positive sides of having an a sibling with autism, their
awareness and knowledge on autism and their needs, taking into account the cultural
context.

Findings from this study can also be used by clinicians, paramedical workers in the
various fields and educators, as well as parents and family members in dealing with an
autism case.

These findings can reflect the quality of life of the siblings and the family as a whole
by sharing their life experiences; specify their needs, review the knowledge they have;
and accordingly suggesting and offering appropriate interventions to help them cope more
effectively, provide them with information and knowledge necessary to achieve a fair and

comfortable lifestyle and recruit them as autism' awareness agents.
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CHAPTER II
2. LITERATURE REVIEW

2.1. Reviewing Sibling Experiences About Having a Sibling with Autism
Spectrum Disorder

In a study conducted in India among 12 typically developing Indian siblings
between nine and sixteen years old who all had a younger brother or sister with
disabilities, (two of them had autism spectrum disorder, others had: Down syndrome,
Speech delays, Attention Deficit, Hyperactive Disorder, Developmental Disabilities, and
Intellectual disability). Through interviews, they shared about their relationships with
their siblings and their knowledge about their siblings' disabilities. Positive perceptions
about their siblings with disabilities among siblings of children with autism were
observed to be the lowest compared with the other participants. Their perceptions were
attributed to the behaviors and communication defects of their siblings, as also to lack of
knowledge about the brothers' disability and misunderstanding of why they behave in a
way they do. Based on the results, in this study, children with disabilities in the Indian
society described as "not always welcome”, which was reflected in having no
opportunities to play or to be engaged in peer interaction, other children' reactions that
include teasing or bullying, that also affects their typically developing siblings by limiting
access to play with peers. The unrealistic wishes obtained, such as the hope of "healing"
or the expectation of a brilliant future of the brother or sister with a disability, indicated
the lack of information and misconceptions about the disability among Indian siblings
and highlighted to need for supporting and awareness programs (Bhattashali et al., 2018).
One thesis that adopted the quantitative methods, conducted in Turkey among 2
groups of 6th-8th grades student in Istanbul. The study group contained 42 students who
have a sibling with autism and a control group of 62 siblings of a typically developing
child. Sibling relationship, self-estimating, and stress management have been examined
using a self-esteem scale, stress-manage scale, and sibling relationship survey. Results
indicated differences between the groups in some subfields like self-preservation,
avoidance, superstition, self-preservation, behavior, and adjustment problems. Typical
developing siblings of children with autism take over responsibility, have difficulty in
accepting their sibling's situation, and indicated their social support needs. additionally,
it has found that they try to rationalize accepting the condition of the autism of the sibling

to fatalism and superstition (Kizilap, 2018).
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One general review study aimed to review the results of studies conducted about
siblings of special needs children in Turkey. Few of the 15 studies that have been
reviewed examined the category of siblings of children with autism, besides, most of
these studies have examined the psychological and emotional aspects. The study indicated
the lack of research among the siblings of the children with autism in Turkey, the neglect
of attention given to them by parents and in the professional field. According to the
results, in Turkey it can be said that there is no support program or any interventions for
siblings of disabled children; Despite the need to learn about disability, how to contact a
disabled brother and how to overcome problems (Aytekin, 2016).

Typically developing siblings of children with autism, aged between 7—17 years old
from 94 "white" families in the UK, were recruited to explore whether siblings' self-
reported behavior problems and sibling relationships were associated with their
psychological adjustment. Based on the Sibling Relationship Questionnaire, siblings
reported very high levels of behavioral and emotional problems; These problems risk
increase when the child with autism spectrum disorder has significant behavior problems.
In other words, the behavior problems of the child with autism predicted less warmth and
more conflictual relationship among the siblings (Hastings & Petalas, 2014).

Psychosocial characteristics that included school adjustment, self-esteem, social
relations, and attitudes of peers toward children with autism had investigated among 22
siblings of children with autism aged between 8-18 years and their parents in Greece.
Using a semi-structured interview with the siblings and a sibling problems questionnaire
filled by the parents. Relying on parental reports, the majority described good
relationships between the siblings and tend to believe that their typically developing
children overall had no emotional or behavior problems, they even claimed that they have
well-developed pro-social skills. However, siblings reported about changes in their daily
routine, they revealed that their relationship with their siblings with autism sometimes
evokes feelings of self-doubt and a burden-bearing in taking over responsibilities more
than they can handle. In terms of friendships and peer acceptance skills, they were
unsatisfied. The siblings described their parents 'and their friends' attitude toward the
sibling with autism, neither positive nor negative, they indicated that they feel
uncomfortable when friends visiting at home because of their sibling's condition which
they find it difficult to explain to their friends (Stampoltzis et al., 2014b).
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A qualitative collective case study conducted among 12 siblings (7—15 years) in the
United States to explore sibling experiences of individuals with autism and identify their
support needs through semi-structured interviews. Data support mixed findings on sibling
cohesion. On a positive note, participants infrequently quarreled with their siblings,
enjoyed mutual activities, and were friends with their siblings. Also, higher levels of
empathy and patience in siblings of individuals with disabilities. On the other hand,
negative reports focused on their embarrassment or frustration with their siblings'
aggressive or socially inappropriate behavior, feeling unsafe, and anxiety when their
siblings manifested aggressive behavior. Siblings of individuals with autism spectrum
disorder's needs as supporting methods reported in this study included private time for
themselves when situations were stressful, talking with others who understood their
situation, educating others about autism spectrum disorders, and implementing
techniques to assist their siblings with autism spectrum disorders (Angell et al., 2012).

A study by (Meyer et al., 2011) aimed to examine the relationship between child
autism severity, presence of the broader autism phenotype (BAP), and adjustment
problems among typically developing siblings of children with autism. The sample
consisted of 70 mothers from Caucasian families, each one of them, had at least one child
with autism and at least one typically developing child aged 6-18. Multi parent-report
questionnaires were passed on to the mothers in order to: describe the severity of autism
for the child with autism, to identify the effect of the child with autism on the family, to
identify children at risk for autism spectrum disorder, and to measure of siblings’
behavioral adjustment. According to the findings, siblings of children with autism had
more adjustment problems compared to children in a normative sample; The effect of a
child with autism on sibling has been observed to be associated with the severity of
autism, and with adjustment of the sibling. Another important finding was that many of
the siblings in this study were experiencing a significant number of autism characteristics,
thus, the greater number of BAP characteristics exhibited, the more difficult adjustment
of the siblings of children with autism spectrum disorder was found. However, the study
had one big limitation, in that they gained the data quantitatively from the children's
mothers, which may be misinformed and maybe was reflected wrongly and do not
necessarily reflect the experience of children.

Through describing the dynamic relationship between them and their sibling with
autism spectrum disorder, nine domains of their quality of life were identified. The study
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showed that the positive and the negative experiences are inextricably linked to the sibling
relationship. As an impact on their lives, siblings meanly mentioned bothersome and
negative behaviors and communicating difficulties with their autism spectrum disorder
siblings, some of them liked private times when alone and shared worries about the sibling
with autism spectrum disorder. As a support method, they indicated the importance to
meet other siblings of children with autism, their need for support from parents, and
together time. This study also referred to the "invisibility" of autism spectrum disorder in
which individuals with autism have a “typical” physical appearance as an issue that
influences the experience of typically developed siblings, while this invisibility brings
relief because sometimes everything looks “normal”, it can on the other hand cause
siblings and the outside world to doubt and to have a lack of understanding about the
diagnosis. The sibling's dilemma about being allowed to tell others was also highlighted
in this study, the dilemma about whether to keep silent about autism spectrum disorder
causes a lot of stress and tension for siblings of children with autism spectrum disorder
(Moyson & Roeyers, 2011).

Hwang and Charnley (2010) used visual ethnographic methods to explore children's
experiences and perspectives of living with a sibling with autism among 9 children from
South Korea, aged 7-15 years. The study found that siblings of children with autism faced
‘Ijil’ (the shame of difference) created by stigmatizing attitudes to autism; They
experienced shame and embarrassment, did not speak openly about autism, got used to
strange behaviors, experienced prejudice from others and referred to autism as a
“sickness”. Simultaneously, the children valued and took pride in the abilities of their
siblings with autism. The findings suggested that the power of the social model of
disability is unequally distributed across different socio-cultural settings (Hwang &
Charnley, 2010).

In a qualitative descriptive, (Barak-Levy et al., 2010) compared the views of Israeli
parents of children with autism to the views and feelings of their healthy children
regarding their social and emotional adjustment and levels of behavioral problems,
through both parental and sibling report, among 27 children who have siblings with
autism and 27 children with no disabled sibling. As a result, by qualitative information in
a deep analysis, two major difficulties confronting healthy siblings of children with
autism were revealed. Unlike children in the control group, these children have a much
lower level of participation in child activities and poorer social relations and school
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performance. Simultaneously, they are seen and see themselves as responsible for the
considerably higher levels of assistance within the home. Unlike their peers, the vast
majority (over 80%) of the siblings of children with autism in this study were enrolled in
very few extracurricular activities, if any. Researchers' explanations were given as in
several options: first, as a result of the lack of parents' time and attention in arranging
extracurricular activities because they must care for a child with autism. Second, the
family's financial resources make it difficult to pay for extracurricular classes and
activities. Genetic aspect of autism may yet provide another explanation in which a
genetic trait of the typically developed siblings, causes them to be more internalized and
introverted and less active than other children, expressing a ‘broad phenotype’, which
causes them to prefer staying home and not participate in social activities (Barak-Levy et
al., 2010).

One thesis study investigated the thoughts and feelings of three participants aged
between 15-16 years old toward their younger siblings with autism, within a narrative
inquiry, using photographs and semi-structured interviews. Results indicated the lack of
knowledge about autism among the participants, also pointed the participants' feelings of
embarrassment about their siblings' behaviors, dissatisfaction with the time they spend
with their parents, as well as their concerns about their siblings' future (Alagézoglu,
2016).
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CHAPTER 11
3. METHOD

3.1. Theoretical Framework and Study Design

The purpose of this study is not to test a hypothesis, and not to evaluate participants'
ideas. Instead, it tries to understand participants' lived experiences, focusing on the
meanings they emphasize for their experiences. Thus, this study has been led by the
phenomenological approach, which established by Edmund Husserl and others at the
beginning of the 20th century, characterized as a philosophy that studies lived
experiences, depending on descriptions but not interpretations as experienced and the
meanings they create, from the subjective first-person point of view (Dowling, 2007).

Guided by the constructionist perspective methodology which is in line with the
phenomenological approach. The Constructionist Perspective contends that people
attribute meanings to their experiences through past and present interactions in the world
(Michael Crotty, 2012). Thus, the experience of having a sibling diagnosed with autism
spectrum disorder may carry different implication for different children and may be
affected by many past and present circumstances, including age, the order of birth,
number of siblings, understanding of an autism spectrum disorder diagnosis, available
social support, parental interactions, and other factors.

There have been few studies that have allowed siblings of persons with disabilities
to explore the meanings of their experiences. Also, most research has focused on the
adversity faced by siblings of persons with disabilities. Our goal in this study was to
capture a more holistic picture of these lived experiences as judgmentless as possible and
for that constructionist methodology was be chosen allowing voices of the participants to
be heard, in which individual interpretations can vary considerably from each other but
still considered valid (Ernesto, 2005; Michael Crotty, 2012).

3.2. The Researcher
After finishing my occupational therapy bachelor's degree from the University of
Haifa- Israel, 1 worked as an occupational therapist basically with kindergarten children
that have been diagnosed with autism in the Arab community in Israel. The interventions
were direct with the individuals, and as a holistic view of seeing the child, | was involved
in the weekly para-medical professionals meeting as well, in addition to the parents

meeting that conducted often. At the same time, | worked in an Institute for
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multidisciplinary psychological and developmental care and as part of the Institute's
vision of intervention in the individual and his family from a comprehensive and
integrative perspective, | have witnessed the dynamics of siblings when a child had
particular challenges.

Later, as part of my master's degree studies in the department of applied behavior
analysis in the University of Anadolu- Turkey, as part of the implementation and
observations I had in the developmental support unit | was exposed also to the impact and
the value granted to siblings in the life of the child with autism. | observed the interaction
between siblings when accompanying, how siblings amuse and scrimmage, and above
all, the apparent bond they have, in caring, loving, or even fighting and the way they
communicate, play together, and share.

Which made me interested in this effect in reverse, thus, the impact of having a
child with autism on the siblings (the side that is less under the spotlight as | assume),
their own perspectives on the experiences of growing up with a sibling with autism.

After studying the subject, which was rarely highlighted in a cultural context, much
of the literature that invested siblings' adjustment used a parents' or teachers' reports or
used quantitative methods without analyzing the impact in depth.

In the framework of my thesis, | wanted to focus on siblings' experiences from their
own perspective, the knowledge they have about autism, and the needs they may have in

Turkish society through a qualitative study.

3.3. Participants Selection and Recruitment

Seven participants from 6 families were recruited using a “snowball” approach
(Hays & Singh, 2012). Thus, depending on the initial participants who met the criteria (I
came to this family by chance as a neighbor of a friend), other families (who reside in the
city of Eskisehir) known to the first family were purposefully contacted. One family
agreed to participate, another family did not meet the criteria, (Notable to mention that
most of the families with a child who has autism, were families with few children, one or
two children when the sibling does not meet the age criterion), it continued in this way
(from family to family), two families where contacted but did not agree to participate in
the study. Interview appointment was in accordance with the family, and in that period,
some families were on vacation in another city, thus, just upon his return, the process kept

on. Thus, until recruited 6 families in a period of two months.
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Families recruited were meeting the following inclusion criteria: (a) Turkish family
who lived in Turkey, (b) the family has a child member who had received a diagnosis of
autism spectrum disorder from medical or Psychiatric professional, and (c) have another
child and both siblings reside at home with their biological parents.

A participant from each family: (a) was a sibling with typically developing. (b) aged
between 8 and 18 years old. Siblings who had significant developmental disabilities were
not included in this study. Both male and female siblings were recruited without
discrimination or preference regarding gender as well as socio- economic background.

Participants were contacted by phone, what's up, or in-person to determine a
meeting location and time and to provide them with the consent form (attached as
appendix A). after being approved by the thesis supervisor Prof. Dr. Elif Tekin iftar at
Anadolu University- The research institute for the handicapped.

Upon receiving informed consent, the interviews scheduled at times and locations
convenient for the participants. Any questions or concerns have been answered as
possible in a clear way prior to obtaining their signature for consent.

A demographic form was filled by parents, then interviewing the sibling take place
in individual form and was taped, then the KAQ questionnaire that translated to Turkish
by the author was passed to the siblings, consisting of 21 statements that answered by

"true" or "false" or "l do not know".

3.4. Measures
3.4.1. Demographic questionnaire
The questionnaire included demographic information about the family status, the
child with autism spectrum disorder, and the typically developing sibling as mainly.
Parents reported their marital status, and their level of education, monthly income, field,
and hours of job. Information about the participants as siblings including age, gender,
birth order, health conditions, and involvement in any activity outside the education
framework. And regarding the child with autism spectrum disorder including age, gender,
birth order, diagnostic classification, year of diagnosis (Demographic form attached as

appendix B, and in his Turkish version attached as appendix C).
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3.4.2. Semi-structured interview

To describe the siblings' experiences and follow a review of the literature, a semi-
structured interview guide of 22-questions based on previous research was developed by
the researcher. The semi-structured interview used allowing the researcher to be prepared
before the interview and to manage the interview competently especially with the fact
that I'm not a native speaker of the Turkish language, but also, it is semi-structured, in the
concept of enabling the participants to express their thoughts and views freely according
to their terms.

The interview questions were written and sent by e-mail to experts in order to
determine the appropriateness of the interview form. The questions were reduced to 20
questions (Interview protocol attached as appendix D).

Interview questions were related to the three items: The first section focused on the
siblings' relationship and their awareness of the brother's disability (e.g. How do you think
your brother is different? Tell me about some of the things you do with (name of the
sibling with autism spectrum disorder). What is the best part of being a sibling to (name
of the sibling with autism spectrum disorder? The second section addressed participant
understanding of autism spectrum disorder within five questions (e.g. How would you
explain autism to someone who had never heard it before? / How do you think people get
autism?). The third section included three questions focusing on siblings' needs and
suggestions (e.g. what things that help you handle the difficult parts/ situations?/ What
advice would you give to other kids who have a brother or a sister with autism spectrum

disorder).

3.4.3. Knowledge of autism questionnaire (KAQ)

To achieve the second goal of this study in assessing autism siblings' knowledge of
autism spectrum disorder, Knowledge of Autism Questionnaire (KAQ) developed by
Ross and Cuskelly (2006) has been used. The KAQ was designed with input from three
experts in the field of autism to increase content validity (Ross & Cuskelly, 2006). It has
not been officially published yet, though it has been used in previous studies, like in their
study of (Mavropoulou & Sideridis, 2014).

KAQ was available by request from the first author; After receiving it by contacting
the author and getting the permission for translation and using, the tool had been

translated and was handed over to a team of four Turkish-speaking experts in the field of
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autism spectrum disorder to ensuring clear translation. Then the Turkish version was
passed to four native speaker children aged between 8-12 years old to ensure
understandable translation.

The questionnaire contains 21 items based on definitions and criteria provided in
the Diagnostic and Statistical Manual of Mental Disorders — 4th Edition (American
Psychiatric Association, 1994) covering aspects of the disorders such as course,
prevalence, etiology, cognitive ability, and associated features. The questionnaire has
been designed and used with middle-aged (range 8-15) typically developing siblings.
Through it, participants were asked to read each statement about their sibling’s disorder
(for these who was not easy to read, each statement has been read to them), and then
he/she was asked to rate it as either true or false. The questionnaire was used as a
continuous measure — thus, the more correct answers, the more the child understood about

autism. (The questionnaire as received from his author attached as appendix E).

3.5. Data Collection

The data needed for this study were obtained in the following sequence: Upon
receiving participation consent signed by the parents. Information about the family status
obtained via the demographic form filled by parents, then the interview took place in
individual form, then the Turkish version of the KAQ questionnaire was passed to the
participant.

Data from the siblings about their experiences, perceptions about their brother's
diagnosis, and their suggestions were obtained through interviews. Every interview was
conducted at a place and time convenient for the family. All but one interview was
conducted in the family home, allowing comfortable for the participants, and observing
the siblings in their home environment. Each interview conducted individually with a
participant, in the presence of the parent proximity (in another room in the home) and
lasted about 30 minutes. All interviews were audio-recorded using a Galaxy-phone and
then transcribed verbatim. Since the participants were interviewed in Turkish, the
interview data were transcribed into English. While transcribing, the researcher typed the
interviewer and interviewees' comments to identify them easily while analyzing the data.
The total number of transcript pages was 62 with the range was 6-12 pages per participant.

As mentioned above, to achieve a view of siblings' knowledge about autism

spectrum disorder, participants were asked to fill the Knowledge of Autism Questionnaire
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(KAQ) by rating each statement of it as either true or false, in order to distinguish between
the lack of knowledge and mis-knowledge "I do not know" was added as a third choice
for each statement. (The translated KAQ including the modification attached as appendix
F).

3.6. Ethical Considerations

The study was designed and carried out according to the Ethical Code of Anadolu
University and the American Psychological Association (APA). Before commencing the
participant recruitment process, the participating consent form was checked and approved
via the supervisor.

After obtaining the participants' oral approval to be part of the study, parent
information sheets were provided to the families. Parents signed parent consent and were
able to maintain confidently by choosing to use pseudonyms. It was clarified for each
participant before interviewing that the interview would be recorded and transcribed

verbatim, and their permission was taken directly from the participant and his family.

3.7. Data Analysis

Following the description of Liamputtong (2013) data analysis was completed in
the order: data immersion, coding, themes identification, and reviewing themes. Data
immersion involves verbatim transcription of the audio- recorded interviews and reading
through the transcripts without any interpretation (Liamputtong, 2013).

To explore the data at an initial level and for accuracy purposes, a partner working
on a similar type of research method was used for a reliability check after the interviews
took place. Both the researcher and the partner read through each of the transcriptions.
Codes were refined gradually devising manually by the author based on summaries of
meaning and basic notes that were taken while reading the transcriptions (Alan, 2008).
Data were organized into a table, with each participant's information placed in a column
separately on the table to create different codes of the data. Based on these codes, as the
data were combined across participants, detailed descriptions of siblings' experiences
emerged, and consequently, categories began to emerge within each theme. Thus, codes
were organized into potential themes. All data within a potential theme was read and

discussed to ensure that it belonged under that theme.
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Since the number of participants is small, the data analysis from the demographic

and autism knowledge of the autism questionnaire was done manually.

4. CHAPTER IV: RESULTS
4.1. Demographics of the Participants

This study included a small sample size of seven adolescents (Mage = 11.9 years,
SD = 3.4, range: 8-18; three males and four females). All the participants and siblings
were Turkish lived in the city of Eskisehir in Turkey.

In four cases, the participant was a younger sibling of the brother/ sister with an
autism spectrum disorder and in three cases he or she was an older sibling. The number
of children in the home ranged from two to three (M= 2.28, SD = 0.45, mode = 2). Two
of the participants were siblings of the same family when one is older than the diagnosed
child, and the other one is younger. Six of the participants were from two married parent
families and one was from single parents after the death of the father. In four cases, the
child's autism diagnosis in the family was over ten years, while in the other 3 cases was

between 1-3 years before (see Table 4.1)

Table 4.1. Profile of participants.

. . Profile of sibling with an o
Profile of participant ] . Family situation
autism spectrum disorder

Involving  Diagnosis . Number
Gend Age ) Age Marital Monthly
in any (year of Gender of )
er (Year) - ) . (Year) status ) income
activity diagnosis) Children
Atypical
Second autism ) More than
P1 Male 13 16 Male Married 2 Male
Language  +ADHD 8000 TL
(2007)
Taekwond  Autism 2001-
P2 Male 10 21 Male Married 2 M
0 2000 4000 TI
Less
Autism 2(AM,
P3  Male 8 None 10 Female Married than
(2018) 1F)
2000 TL
Single
Fema Autism parent 2(1M, 2001-
P4 18 None 16 Male
le (2005) (Father 1F) 4000 TI
is dead)
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Table 4.2. (Continuous) Profile of participants.

Atypical
Fema Taekwond ) ] 3(2F,1 2001-
P5 8 autism 6 Male Married
le 0 M) 4000 TI
(2016)
Atypical
Femal ) . 3(2F,1 2001-
P6 15 None autism 6 Male Married
e M) 4000 TI
(2016)
Femal o Autism ) 4001-
P7 11 Swimming 13 Female  Married 2F

e (2008) 6000 TL

4.2.Participants' Experiences of Being a Sibling of a Child with Autism Spectrum
Disorder
Following data analysis, four major themes, with 10 sub-themes emerged from the

essences of the participants' lived experiences.

4.2.1. Thematic
The thematic clusters and subthemes are described below regardless of hierarchical
order. Additionally, siblings' quotations were cited to illustrate their points of view as
enriching in reflecting on their experiences. For clarity, the quotes are labeled P1, P2,...
where the letter (P) identifies the participant.

4.2.1.1.  Thematic cluster #1: understanding of autism spectrum disorder

This theme includes the siblings' understanding of autism spectrum disorder, as it
relates to subthemes of the knowledge essence they have about the diagnosis, as the
resource of this understanding and recognizing the impact of the autism spectrum
disorder on the lives of their brothers and sisters.

Six participants out of seven defined their sibling's difference mainly as a verbal
disability clarified by lack of ability to talk, pronunciation problems, or echolalia. Three
answers explained it as a mental problem saying that their brain works differently; Aspect
of repetitive patterns, behavioral disturbances, and limited interest was mentioned in the

incidence of four times, while two answers included social interaction problems
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concentrates on social withdrawal and being introverted. P3 and P7 started their answers
with the description of "no difference” explaining that their sibling is normal kids.

All participants (apart from one who still does not know what autism is) shared that
they had not heard about autism before the sibling has diagnosed, and they were told by
the parents, with the most common description of the diagnosis as "a gift or a test from
Allah/ Allah gave to us because he loves us ", parents are considered the main informative
resource. P1 shared about his curiosity when tried to search about autism on the internet
mainly to know how to deal with his big brother, but as shared " There are many different
things on the internet, which | cannot decide what things to believe. For example, I have
read somewhere, that children with autism get angry when there is a lot of voices or
something, but my brother does not! | guess it is depending on the person, it may be
different, for example, as | read some children with autism can do big things."

Understanding of autism spectrum disorder based on individual conclusions that
were reflected by examples and stories told by the siblings included indicating the impact
the autism spectrum disorder had on the diagnosed brother/sister. Thus, regarding the
know-how about information about autism, the hesitation was evident for all participants,
consequently, answers to questions of knowledge initiated with "1 am not sure/ | guess/ |
assume/ but it can be wrong". Accordingly, four participants guessed that autism spectrum
disorder maybe from birth, three added that they have no idea, P4 added that autism
spectrum disorder may be transmitted through genes, and P6 mentioned "vaccines or
some medicament™ as a probable cause.

Three participants do not think that autism is something that one can get rid of or
be fixed but can get lighter by interventions. P3, P5, and P7 think that autism is something
that can be disposed of. Those participants were the youngest and defined autism
spectrum disorder as just a verbal disability. Thus, P7 explained that according to the
neighbor, one child who cannot talk from birth, later he talked in a miracle. P3 and P5
believed that "after intensive teaching, my sister/brother can talk and be normal like me".
While P6 thinks that maybe, after long years ahead, scientists can find a cure for autism.

Reviewing the understanding of autism spectrum disorder implications on the child
with autism spectrum disorder, siblings were asked what they think their brother/ sister
who deal with autism will do when growing up. P2, P4, and P5 described their siblings
as a with high-functioning autism, suggesting that depending on their interests or
obsessions he/she can work as a waiter/ repairman/ driver or a car cleaner. P5 added a
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very gentle thought with the words "he will be a good person, with self-confidence, he
will be someone who will love his family and his friends". P1 and P6 think that he/she
will stay at home, under their families' care, P6 added: "I will be there for him". P3 and
P7 answered that he/she will be "like me™ with a normal future as others with a job they
want, "she wants to be a doctor, and | believe she will be".

Observed from information collected from the siblings that there is a lack of
awareness, especially for the youngest participants whose siblings have been diagnosed
in the last two years. Parallelly, the lack of autism spectrum disorder awareness by the
wider community puts siblings in the face of negative emotions, thus P7 shared "in public,
some people stare, | get angry, as if she did it on purpose!"

4.2.1.2.  Thematic cluster #2: relationships and interactions between the
siblings.

This category includes the subthemes of describing the sibling bond depending on
the lived experiences including activities shared; challenges and advantages of being a
sibling to an autism spectrum disorder brother/sister; and lastly, the role of the parent on
the siblings' relationship.

In describing their relationships with the autism spectrum disorder sibling, seven
participants spontaneously described it positively as a lovely and enjoyable relationship,
however, by illustration, they explained it as neutral in that they do not play together,
never fought; and usually cannot communicate or share things. Four of them mentioned
also negative vibes represented in mentally fatigued, uncomfortableness, and enraging
when causing damage. It is noteworthy that those who shared these feelings were younger
than their diagnosed siblings.

Indicating games or activities they do together with the sibling with autism,
activities that need no direct interaction were the most common, thus, five of them
mentioned sports activities (e.g. swimming), bike riding, and games with the ball. Four
mentioned spending time on smartphones or watching television as an activity they both
shares. Activities under the supervision of the parents like going out to parks or markets
mentioned twice, doing creative art activities (drawing, painting), instrumental activity of
daily living like shopping, and housekeeping mentioned twice (for each field), while

interactive games like hiding and seek or pretend game mentioned by two participants.
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From their experience, siblings were asked about the best part of being a sibling to
his/her sibling with autism, four participants indicated having a play partner, P2 and P7
participants mentioned that the best part is having no disturbing or quarrels as usually
between siblings. P4 and P6 mentioned the positive influence on the character (as they
described) in being patient and feeling responsible.

Parallelly, in indicating the hardest part of being a sibling to his/her sibling with
autism; Insisting on illogical things, non-receipt of changes and non-obedience were the
most common answers. P4 shared: "His life so restricted to his rules and routines, for
example, just him is entitled to insert the TV plug and no one else is allowed to do that
but him, when we have to do for having little time, then he gets angry, shout, scream,
ourselves get more annoyed, so these times when running out of patience are the hardest
for me". P1, P2, and P5 mentioned situations of getting a tantrum and being a witness for
self-harm or hitting others. P1 touched in his answer the specific element of paying
attention continuity not to harm himself.

As described from most of the participants, in hard times parents (the mother in
general) showed understanding toward the siblings and continually asked from them to
show tolerance toward the diagnosed brother/ sister. P1 " sometimes I tell my mother and
we talk about that, my father is at his work in general, he already knows so | can't tell him

every time, so | tell my mother".

4.2.1.3.  Thematic cluster #3: emotional dealings

Emotional dealings were particularly prominent in the siblings' stories. This
category includes two main subthemes: siblings' emotions toward their siblings who have
autism. And into themselves reflected in the Emotion-focused coping they use to reduce
negative emotional responses.

Relying on previous studies, siblings of people with autism spectrum disorder have
described various emotions such as anger, love, and embarrassment. This was particularly
noticeable when the sample included children at an early age, so detecting mostly
negative emotions may be more spontaneous among this population. And so, this sample
appealed to the population of a young age to produce as true a description as possible
with comfortable. Based on that, participants were asked to describe the emotions they
feel regarding the relationship toward the sibling with autism. Seven participants

described love as the main feeling, three answers included anger feeling when getting hit
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by the sibling with autism or toward people when staring at him/her. P1 and P5 mentioned
embarrassment when showing stereotypes or behaving unsuitably in public, P2 and P4
shared that they used to feel embarrassed when they were younger but not anymore. P4
added feeling sorry and sadness when making his sibling upset.

For more reliability, this topic came up within a different question with a 0-10
measurable of how much the participant likes being a sibling to his/her brother/sister with
autism spectrum disorder, each one had to pick a number; when 0 reflects "disliking"
while 10 reflects "really liking it". Six of the seven participants picked the number 10 and
clarified this from the point of relative bond that the sibling is a part of the soul, or by
describing him/her as a good person even when things get bad, and for the fact that being
without sibling means having no partner. P5 picked the number 9 explained it by being
upset sometimes for getting hit from the sibling.

In indicating ways of dealing with hard situations, siblings tend in the first place to
illustrate that they are strong individuals who can handle also hard stuff, thus, statements
like " 1 am a strong person/ patient person/ | stand hard things/ | control myself/ | don't
complain/ I do not care much/ | keep calm/ | can handle things myself" were frequent.

Most of the participants sharing their hard experiences with parents, specifically
with the mother, or with a close friend. P1 shares with his close friend, who (as he
described) cannot do a thing but to console him. Three of the participants P3, P4 and P5
shared that crying helps them to release. While P6 and P7 shared that going outdoor,
taking some fresh air, or listening to music, painting, or playing with the smartphone is

their way to skip difficult situations.

4.2.1.4.  Thematic cluster #4: The value of siblinghood

Siblinghood value reflected within the two subthemes: Participants' image of the
sibling bond they aspire to reach. In addition to their piece of advice to other children
who have an autism spectrum disorder diagnosed sibling.

In describing what would their interaction looks like if their sibling was not
diagnosed with autism, five participants suggested that they would do things together:
playing, hanging out, traveling, and enjoying, "being friends", having conversations, and
sharing things. Three answers included better interaction since he/she would be able to
speak better, to express himself, and would be understandable. Two participants took the

question from another point of view, suggesting that it is better to be with autism since it
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Is "comfortable™ having no fights and less cost to the whole family. P4's answer included
the diagnosed sibling's future consideration, suggesting that his future could be better by
establishing his own life.

One hypothetical question was If the participant could wave a magic wand, what
things about his diagnosed sibling he/she would change. Three participants wished they
could change the bond between the two of them in being able to talk deeply, understand
each other's feelings, the way they play, or share activities.

P4 " | would like to tell him everything that | keep deeply in myself and parallel, 1
want to hear from him and know his feelings, for example when we lost my father, he did
not share anything yet, | would know about that, what he thinks about me, am | a good
sister for him". P3 shared "I would teach her how to ride the scooter outside".

Three participants addressed the behavioral problems desiring not to cause self-
harm or to others, thus, P2 shared "I wish he never hurt himself". Two answers started
with the wish to get recover directly and being "a normal child". Two answers included
granting him/her the ability to talk. P5 " I would like him not to hit me, | would like him
to talk to me, for example, to be able to explain what he wants or need".

Beyond the autism spectrum disorder and lived experiences when having a
diagnosed sibling, in their good and hard aspects, sibling bond was vast and rooted within
this study, which may be related to the sibling's values emphasized in the Turkish society.
Thus, even when describing tough situations, touching statements like:

P1 "he is my soul, even he is with autism after all he is my brother in the first
place”

P2 "he is so unique, and for me being with autism is a good thing, we don't fight,
he doesn't cost much expense, and | love him in this form."

P3 "l am the only one that can understand her".

P4 "I love him so much, he is the person I love the most from my family, no one
else, 1 also love my mother, but his place is different, just hearing his voice, it's
like the world is mine".

P5 "when | play with him, | forget about all troubles™

P6 " when he will grow up, so I will, thus, no worry I will be for him".

P7 "she is so cute, and I love her so much”

Asking their advice to other kids who have a brother or sister like theirs, three
participants emphasize the importance of finding a communicate way with the sibling that
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have autism, spending time with, encouraging them, accepting each one of them as he/she
IS, and trying to understand their needs. P1 and P4 supposed that they must be very patient
and show tolerance toward their sibling with autism. Two participants advised not to
evoke their anger. P1 mentioned the advice of the necessity of self-defense in difficult
situations.

All the siblings showed willingness and a desire for joining a course devoting to
siblings of children with autism to educate and raise awareness about autism, sharing, and
getting consultations. This willingness stemmed mainly from the need to find ways to
deal and communicate with the diagnosed sibling, and as P6 clarify "to gain methods to
teach him, so | also can pass this information to my mother to help him get to improve".
It should be noticed that all the families participating in the study are families with only
two children (except one family of 3 children), each one of the mothers stays at home
most of the time and devotes all her time to the children, taking into account the needs of
the child with autism but also showing concern and care for the other child as well.

4.3. Participants’ Knowledge About Autism Spectrum Disorder- Results of
Knowledge of Autism Questionnaire (KAQ)

Results of the answers on the gquestionnaire are summarized in Table 4.2, ranked

hierarchy according to the most correct choices. Thus, Participant number 4 got 20 correct

answers, and one statement she "did not know".

Table 4.2. KAQ's results: the number of correct, incorrect, and unknown answers for each participant.

True Answer False answer Did not know
P4 20 0 1
P6 17 3 1
P1 16 4 1
P2 15 3 3
P5 12 5 4
P7 12 9 0
P3 5 15 1

The table was ranked according to the highest number of correct answers. Thus,

The participant that got the most correct answers was with the profile of:
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Female, aged 18 years old, have just one brother who diagnosed from 2005 with autism.
She mentioned that she learned a lot, from her experience with her brother she became
more aware of autism in general and for his brother in particular.

While, P3 exhibited less knowledge about autism, with the profile of:
Male, aged 8 years old, have one sister who diagnosed recently in 2018 with autism. There
was also lack of knowledge for the diagnosis in the first place, he did not know the term
"Autism™ and for this reason, for the length of the participants also within the interview,
the term was not used, however, explanations like (children who are in the same situations
as your sister) were used.

Regarding the questionnaire statements, Table 4.3 presents each statement with the
number of right/wrong choices or lack of knowledge which was chosen as "don't know"

choice.
Table 4.3. Results regarding KAQ's statements: number of correct, incorrect, and unknown chooses for

each statement.

Right choice Wrong choice Lack of knowledge
Statement 1 4 0 3
Statement 2 6 1 0
Statement 3 6 1 0
Statement 4 5 2 0
Statement 5 1 4 2
Statement 6 3 4 0
Statement 7 2 3 2
Statement 8 6 1 0
Statement 9 7 0 0
Statement 10 5 2 0
Statement 11 5 2 0
Statement 12 5 2 0
Statement 13 6 1 0
Statement 14 5 1 1
Statement 15 6 1 0
Statement 16 5 1 1
Statement 17 2 5 0
Statement 18 5 2 0
Statement 19 4 2 1
Statement 20 5 2 0
Statement 21 4 2 1
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Statements that answered with many wrong choices were:

- Statement number five "Autism is more common in families who have a history
of the disorder (e.g. more likely to have autism if grandparents have autism)" only
one participant chose the correct answer.

- Statement number seven " Most children with autism do very well at school" and
statement number seventeen "Many children with autism don't make friends" with
just two correct choices on it.

- Statement number three " All children with autism deliberately hurt themselves™
and statement number six " Not many people have autism in the world — it is quite
rare™ with three correct choices on it.

When on statement number nine " You can “catch” autism from children who have it —
it's a disease like chickenpox™ all the participants answered it rightly.
Statements number 2, 3, 8, 13, and 15 were commonly answered right too (six participants

picked the right choice on each of it).
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5. DISCUSSION
5.1.Thematic

The current research presents a phenomenological view of siblings of autism
spectrum disorder diagnosed children among seven participants aged between 8-18 years
of old belonged to Turkish families. Without generalizable either to all siblings in Turkish
society, neither to all children with a sibling with an autism spectrum disorder. Each

thematic cluster was separately discussed and compared with the relevant literature.

5.1.1. Thematic Cluster #1: Understanding of autism spectrum disorder

This thematic presents essence knowledge that siblings have about the autism
spectrum disorder diagnosis, results showed that autism was defined by most of the
participants as a verbal disability, and so it was when indicating first thing they felt their
brother's/ sister's difference, most of the participants explained that first thing they turned
to ask their parents was why their brother cannot talk or not able to communicate verbally
as supposed. That was stated in their book of Bryna Siegel and Stuart Silverstein (Bryna
& Stuart, 2001), thus, children in the ages of preschool are aware that speech is a universal
feature for children who are not infants, so this field is the first they note and start to ask
why their brother or sister can't talk, while recognition of behavioral (as opposed to
physically traits disorder) requires a higher cognitive level, thus, depending on its
severity, behavioral differences will be noticeable to siblings at different ages.

As a resource of the understanding of autism spectrum disorder among the siblings,
parents found as the main resource for gaining information, however, the most common
explanation provided by the parents was "we have a unique child and it is a test or a gift
from Allah". These were interpreted that sometimes parents hesitate to tell the siblings
anything about what is wrong, either because they do not yet fully understand themselves,
or because they fear to stigmatize one of their children in the eyes of the others (Bryna &
Stuart, 2001).

Indeed, parents need to be aware that when children have none of the answers, they
tend to create their own ideas about autism and their sibling in particular. These may
include misconceptions, for example, they may feel guilty (my brother doesn't play with
me because he doesn't like me) or may worry about them (my brother is sick and may

die) and other assumptions that can be very damaging (Shira, 2000).
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Whereas, siblings in this study found to form their concept of autism based on
conclusions from what is experienced by the diagnosed brother/ sister and recognizing
the impact of the autism spectrum disorder on the lives of their brothers and sisters. It has
been suggested that acceptance of the siblings towards their brother or sister with autism
spectrum disorder increased with improving the understanding of the diagnosis and its
impact on their sibling's behavior (Hoskinson, 2011). This understanding usually became
more advanced with age (Angell et al., 2012; Harris & Glasberg, 2012; Hastings &
Petalas, 2014). Yet, it is important to provide objective knowledge and a language suitable
to a child's needs in order to be able to cope with his feelings toward situations that may
arise, allowing him to have a better understanding of the behavior that his diagnosed
brother/ sister may exhibit.

In parallel, lack of awareness among the community, which demonstrates
sometimes when being in public in the company of the diagnosed brother/ sister, evoked
a feeling of the anger of some participants. In line with the literature, a lack of autism
spectrum disorder understanding among the wider community has reportedly added to
the negative experiences of the siblings (Hastings & Petalas, 2014; Petalas et al., 2009,
2012). For instance, in positions of dealing with questions from peers or the wider
community regarding their brother/sister in public (Petalas et al., 2009).

5.1.2. Thematic Cluster #2: Relationships and interactions between the
siblings.

The relationship between the siblings was described by the participants in this study
as a lovely and enjoyable relationship. Consistent with previous work, indicating that as
siblings, children between the ages of 6-15 share mostly positive things about their
brother or sister, regardless of whether the sibling had autism, mental retardation, or was
developing typically (McHale et al., 1986). In some research, when having a child with
autism, sibling relationships have reported as less competitive and conflicted than
normally developing sibling groups (Kaminsky & Dewey, 2001), which fit with the
descriptions told by the participants in this study by reporting having no fights or
disturbing. Parenting styles also found as impacted on the sibling experience (Sage &
Jegatheesan, 2010; Seltzer et al., 2010).
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While shared activities with the brother / sister with autism spectrum disorder,
reported more among younger siblings than the older ones, those activities included

activities that need no direct interaction, like watching Tv, riding a bike, or swimming.

5.1.3. Thematic Cluster #3: Emotional dealings

Emotions that expressed toward the siblings with autism spectrum disorder were in
total positive and characterized by compassion, while anger was mentioned in cases were
the brother/ sister with autism spectrum disorder with behaviour problems and was causes
hurts or damage to things.

Some studies suggest that siblings of autism spectrum disorder children tend to
share increased patience, more tolerant of differences in people, and show acceptance and
empathy toward others with special needs (Sicile-Kira, 2014). Whilst aggressiveness in
children with autism spectrum disorder is a predictive factor in the social and emotional
adjustment of their siblings, thus, the more aggressive behaviours of the children with
autism spectrum disorder exhibit, the more problems of self-regulation the sibling of the
child with autism spectrum disorder presents (Hastings, 2007; Mascha & Boucher, 2006;
Ross & Cuskelly, 2006).

Regarding Emotion-focused coping, some studies indicated that most of the
children who have a sibling with autism learn to handle the experience and show no major
ill effects (Grissom & Borkowski, 2002; McHale et al., 1986). The thing that as an
implication could result in less referencing toward the siblings and their emotional
dealing, which can be individually different, deep, and changed with age. Thus, while
turning to parents to gain the parental consent to participate in the study, one parent
claimed that the study should be conducted among parents because they deal with the
whole things, for him, there is nothing to worry about the sibling, he has all the things he
needs from the tablet to the new phone and a second language course and he supposed to
be in well-being, while particularly his own son shared about feeling psychological
fatigue as a result of continuous anxiety for his big brother diagnosed with autism and
behavior problems, from reaching the key or leave the house suddenly, either eating
inedible things that may harm him.

As for coping ways, most of the participants share their hard experiences with
parents, however, as shared "nothings changes, they cannot do a thing, we used to that",
which at some point may cause to despair. Thus, siblings of children with autism spectrum

disorder need to feel comfortable asking questions, and getting effective answers, when
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their diagnosed brother or sister has behavior problems, they need tools and to be told
explicitly that they do not have to worry about safety, preparing them for difficult
situations that can take place in public in response to questions or probable ridicule from
friends, they also need peer support, in knowing that there are other children like them in

the same situation.

5.1.4. Thematic Cluster #4: Value of siblinghood

The findings of the study provided much insight into the value of the sibling in
Turkish society. All the participants expressed love and concern toward the diagnosed
sibling and shared emotional bonds with no influence by either exhibiting behavior
problems or hard situations. They illustrate their desire in joining a course to understand
autism as getting a better understanding to help their brothers and to find ways to
communicate with them more than joining to share and relief their emotions.

Contrary to literature reported on siblings' negative feelings like resentment toward
taking responsibility for their siblings (Allgood, 2010). These feelings were not raised
among participants in the current study, although some of them do play a role in helping
and caring for a brother with autism, which may rely on the cultural context of providing
emotional support to the sibling, keeping the family united, and taking the instrumental
role of housework as the expressive role of the siblings in the Turkish society (Ataca,
2009). And maybe explained by the fact that the mothers are constantly available at home
and show caring and concern for the siblings as well, and can also be explained by the
small number of children in the family so that siblings have one experience without any

comparison.

5.2. Siblings' Knowledge of Autism

In total, according to the questionnaire, participants showed knowledge of autism.
The item that included etiology (Autism is more common in families who have a history
of the disorder) got most of the wrong answers, showing a lack of information. While
misinformation like (You can “catch” autism from children who have it) was clear to all
the participants as a wrong statement. Sentences that contained a generalization form,
were the statements that confused the participants (e.g. " All children with autism
deliberately hurt themselves™). This indicates that siblings' conclusion and the formation

of their knowledge based on their own experiences with their diagnosed brothers/ sisters.
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However, some of these understandings are unreliable and do not reflect a clear awareness
about autism, thus, they still find it difficult to explain autism to other people around
them.

Studies showed that acceptance of the siblings towards their brother or sister with
autism spectrum disorder increased with improving the understanding of the diagnosis
and its impact on their sibling's behavior (Hoskinson, 2011). This understanding usually
became more advanced with age (Angell et al., 2012; Harris & Glasberg, 2012; R. P.
Hastings & Petalas, 2014). Studies also show that when social support increases, the stress
level of their families decreases (Coskun & Akkas, 2009)

5.3.Limitations

I am not going to point out the size of the small sample as a limitation, as it is a
qualitative study that aimed to provide an in-depth understanding of the participants'
experience, with no purpose for generalizing the results regarding all siblings of children
with autism. however, it can be mentioned the recruitment process was a challenging
process, not every family was willing to participate in the study.

Conducting interviews with young children in their own language that is not my
mother tongue was a bit challenging, since understanding the language at this age is
concrete, and | had to be careful with each letter's accent. It also robbed me of a lot of

effort and time to rewrite and translate the questionnaires and the collected data.

5.4. Clinical Implications

As mentioned in the first chapter, a positive sibling bond contributes to the quality
of the individual's life and has the great impact on the family as a unite, which emphasizes
the importance of the deep understanding of parents, mental health professionals,
clinicians, and paramedical workers on this issue.

Having a child with a diagnosis of autism, create an atypical interaction between
the family members, including on siblings. Impact on siblings has little highlighted in the
literature, thus, this study exhibited this effect and its implication may be produced.

To facilitate positive interaction between the siblings, support should be offered for
children who have a sibling with a diagnosis. Therapeutic programs, for instance, a
therapy group led by professional experts intended to the siblings as a source of reliable
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information, in order to grant knowledge and awareness about autism and avoiding
confusing ideas or any incorrect knowledge. It can be a safe space, where the individual
feels relief that everybody in the group is in the same boat, which could allow for
emotional sharing and feeling free to ask about anything related to autism, as well as a
professional address for getting a consultation related to their experiences. Such groups
also may extend to include dyad therapy sessions with parents or siblings, for the purpose
of processing interactions between the siblings or the parents individually.

By both increasing their awareness theoretically and practically by supplying them
tools and methods, communication between the siblings may be streamlined, enabling the
siblings to deal with any challenging situations.

5.5. Future Directions

This study can evolve through a variety of data collection tools to include video
tapings of direct interaction between siblings in their home natural environment within
diverse contexts, and this is to point out things that perhaps as individuals themselves the
siblings are unaware of.

This study can also be among participants with different demographic features, such
as the number of children in a family or the busyness of both parents.

This study can also be continued by providing the intervention offered to the
siblings and then comparing the contents before and after the intervention to identify
therapeutic programs' effectiveness. Additionally, expanding this study can be among
siblings from various cultural backgrounds would add richness and depth for sibling
experiences.

Reliability and validity study for the Turkish version of the Knowledge of Autism
Questionnaire (KAQ) also could be a suggestion for a future study.

As individual's well-being get a focus emphasized by social studies in the last few
years, siblings' coping strategies and their quality of life could also maybe another topic

for a future study.
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7. APPENDIX
7.1. Appendix A: Research Study — Parental Consent Form- Turkish Version.

Goriisme izin Formu

Amag: Bu ¢alismanin amaci, Anadolu Universitesi Otizm'de Uygulamali Davranis
Analizi Yiiksek Lisans Programi, tez ¢alismasi; “Otizm spektrum bozuklugu tanist olan
kardese sahip normal gelisim gdsteren ¢ocuklarin otizme iliskin bilgi ve deneyimleri”
belirlemektir.

Goriismeci: Areej Awwad, Anadolu Universitesi Sosyal Bilimler Enstitiisii
Uygulamali Davranis Analizi Anabilim Dali Otizmde Uygulamali Davranig Analizi
Yiiksek Lisans Programi 6grencisidir.

Siire¢: Gortismelerin 60-90 dakika arasinda siirmesi planlanmaktadir; goriisme
sirasinda istediginiz anda goriismeden ¢ekilebilirsiniz.

Goriisme, ses kaydi ile kayit altina alinacaktir. Goriisme kayitlari aragtirma rapor
edilecektir. Bu raporda izninize bagl olarak isminiz gecebilir.

Goriligsmeler sirasinda isminizin kullanilmamasini tercih ediyorsaniz, goriisme sizin
belirleyeceginiz bir rumuz adiyla sunulacaktir.

Bu calismada gizlilik esas alinmigstir, alinan ses kayitlari sadece 6grenci ve 6gretim
iyeleri tarafindan dinlenecektir.

Bulgular sunulurken isminiz kullanilmayacak Kardes 1, 2, 3 gibi kodlanacak ya da

rumuz bir isim kullanilacaktir.

Katihhm Sartlar:

(3 Dogrudan alint1 yapilmay1 kabul ediyorum.

() isimsiz olarak alint1 yapilmayi kabul ediyorum.

(J Yukarida yazilanlari dikkatle okudum ve bu calismada goniillii olarak yer almayi

kabul ediyorum.

Isim ve Imza Tarih
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7.2. Appendix B: Demographic Form- English

Instructions: To be

filled out by the participant's

parent.

Form filled out by: | Date:
Contact Information
City, state:
Address:
Phone number: ( ) -
OHome QO cell (O Work
Belongs to:
Email address:
Family status
Number of Children, Children
Gender and Ages
Male
Female

How many people live

in the household

Is there anyone other than parents and children live in the house?

D Yes

ONo

Parents status

(O Married O Separated
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Mother

Father

(O Divorced (O One of the parents has died

Name:

Date of birth: / /

Does the mother has any special health conditions? () Yes (O No

If Yes, what kind of condition

Mother's Education level:
(O Elementary school (Less than 6 th Grade)
(O Junior high school (7th — 9 th Grade)
(O High school (10th -12th Grade)
(O Associate Degree
O University (BA.)

(O University degree (MA. or PhD.)

Name:

Date of birth: / /

Does the father has any special health conditions? () Yes () No

If Yes, what kind of condition

Father's Education level:

Working condition

Does the mother works outside the home? (O Yes (O No
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If Yes, what Job

O Public sector employee
(O An employee in the private sector
(O Freelance

work hours: -

Does the father works outside the home? () Yes (ONo

If Yes, what Job

O Public sector employee
(O An employee in the private sector
QO Freelance

work hours: -

Monthly income

(O Less than 2000 TL
(O Between 4001-6000 TL

(O More than 8000 TL

(O Between 2001-4000 TI

(O Between 6001-8000 TL

Name of Child with Autism Spectrum Disorder:

Gender OMale (O Female
Birth order
Date of birth / /
Day Month Year
Place of birth
City State Country
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Autism Spectrum
Disorder Diagnosis

Specific diagnosis / Level:

When:

By whom:

Does there is any other special health conditions? () Yes (ONo

If Yes, what kind of condition

Is there any medicine that he/she uses regularly?

Current Educational

Framework

Is the child will be interviewed and the child diagnosed with autism spectrum disorder a

biological sibling?

OYes ONo

Sibling, Name:

Gender

OMale (O Female

Birth order

Date of bhirth

Day Month Year

Place of birth

City State Country

Health conditions

Does he/ she has any special health conditions? () Yes (ONo

If Yes, what kind of condition
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Is there any medicine that he/she uses regularly?
Current Educational
Framework
Which grade:
Is he/she involved in any activity outside the education framework?
OYes ONo
If Yes, what kind of activity
How many times and hours a week
NOTE:
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7.3. Appendix C: Demographic Form- Turkish Version.

Formu

Talimatlar: Katilimcinin

ebeveyni tarafindan doldurulacak

Demografik Bilgi

Formu

Tarih:

tarafindan doldurdu.

ILETiSIiM BILGILERI

Sehir, Bolge:

Adres:

Telefon Numarast:

( ) -

OEv QO CepTelefonu Ols

Telefonun Sahibi:

Email Adresi:

AILENIN KiMLIiK BILGILERI

Ailedeki Cocuk Sayist,

Cinsiyetleri ve Yaslar

Erkek

Kiz

Evde kag kisi yastyor?
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Anne-baba ve cocuklar

disinda bir kisi var mi1?

(O Evet O Hayrr

Ebeveynlerin durumu

Anne

Baba

QO Evli O Ayrilmis Yastyor

(O Bosanmis (O Ebeveynlerden biri vefat etmis
Adr:
Dogum tarihi: / /

Annenin 6zel bir saglik durumu var m1? O Var Yok

Evet ise, ne tiir bir durum

Annenin Egitim durumu:
QO 1lkokul (6. Smiftan Az)
(O Ortaokul (7. - 9. Sinif)
O Lise (10. -12. Smif)

(O On Lisans
QO Universite

(O Lisansiistii (yiiksek lisans ya da doktora)

Adi;

Dogum tarihi: / /

Babanin 6zel bir saglik durumu var m1? () Var (QYok

Evet ise, ne tiir bir durum
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Babanin Egitim durumu:

Is Durumu

Anne ev disinda calistyor mu? (O Evet () Hayir

Evet ise, Meslegi

O Kamu QO Ozel (O Kendi Isyeri

Calisma saatleri: -

Baba ev disinda ¢alistyor mu? O Evet O Hayir

Evet ise, Meslegi

O Kamu O Ozel (O Kendi Isyeri

Calisma saatleri: -

Aylik Hane Gelir

(O 2000 TL alt1 (O 2001-4000 T1 aras1
(O 4001-6000 TL aras1 (O 6001-8000 TL arast

(O 8000 ve iistii

OTiZM SPEKTRUM BOZUKLUGU SAHIBi OLAN COCUGUN ADI:

Cinsiyet

(O Erkek OKiz

Kaginct Cocuk

Dogum tarihi

Glin Ay Yil

Dogum yeri

Sehir Bolge Ulke
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Otizm Spektrum Belirli tani/ Diizey:

Bozuklugu Tam

Ne zaman alindi:

Kim tarafindan verildi:

Baska 6zel bir saglik durumu var m1? (O Evet (O Hayir

Evet ise, ne tiir bir durum

Stirekli kullandig1 bir ilag var m1?

Halihazirdaki ~ egitim

alma durumu:

Goriisme yapilacak olan ¢ocugunuz ile otizm spektrum tanisi olan ¢gocugunuz

oz kardesler mi? (O Evet O Hayrr
KARDESI, ADI:
Cinsiyet (O Erkek OKiz
Kaginct Cocuk
Dogum tarihi / /
Giin Ay Yil

Dogum yeri

Sehir Bolge Ulke
Saglik Durumu Ozel bir saghk durumu var m? () Evet () Hayir

Evet ise, ne tiir bir durum
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Stirekli kullandig1 bir ilag var mi1?

Halihazirdaki egitim

alma durumu:

Kaginci sinif:

Okul disinda egitici, sportif ya da kiiltiirel herhangi bir

etkinlige diizenli olarak katiliyor mu?

(O Evet (O Hayir

Evet ise, ne tir bir faaliyet
Haftada kag kere ve kag
saat?

NOT:
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7.4. Appendix D: Interview Guide- Both English and Turkish Version

Part A: (Questions 1-11)
Brotherhood: describing the relationship and the experience of being a sibling to a brother/

sister with autism from the perspective of the sibling.

1- Can you tell me about yourself 1- Bana kendinden biraz bahseder misin?

2- Can you tell me about your family a | 2- Bana ailenden biraz bahseder misin?
little?

3- How do you think your brother is | 3- Kardesinin nasil farkliliklar1 var sence?
different?

4- Describe your relationships with (name | 4- Kardesin ile aranda nasil bir iligki var,
of the sibling with autism spectrum bahseder misin?
disorder)?

5- Tell me about some of the things you do | 5- (Otizmli kardesin adi1) ile birlikte
with (name of the sibling with autism yaptiginiz bazi seylerden bahseder
spectrum disorder). misin?

6- If you had to measure how much you like | 6- Eger bir kardes olmaktan ne kadar
being a sibling to (name of the sibling hoslandigin1 6lgmek zorunda olsaydin
with autism spectrum disorder), with O (Otizmli  kardes adi), 0 ile hig
meaning that you don't really like it at all hoglanmadigint  ve 10  gergekten
and 10 meaning that you really like it, hoslandigin1 belirtirseniz, hangi sayiy1
what number would you pick? Why? secersin? Neden?

7- What is the best part of being a sibling to | 7- (Otizmli kardes adi) ile kardes olmanin
(name of the sibling with autism en iyi yonii nedir?
spectrum disorder)?

8- What is the hardest part of being a sibling | 8- (Otizmli kardes adi) ile kardes olmanin
to (name of the sibling with autism en zor yonii nedir?
spectrum disorder)?

9- Other siblings of people with autism | 9- Arastirmalar otizmli kardesi olan ¢ogu

spectrum disorder have described feeling
other emotions such as anger, love,

embarrassment. Have you felt these

cocugun farkli duygular (6fke, sevgi,
utan¢ ve diger duygular) hissestigini

gostermektedir. Sen de bu veya buna

74




emotions or others toward your sibling?

If so, please describe it.

benzer duygulari hissettin mi? Eger
Oyleyse, liitfen biraz benimle paylasir

misin?

10-Have you other siblings without a
disability?

e If yes: Was there a difference
between your sibling in how you
interact with the disabled sibling?

e If no: How do you think your life
would have been different if your
sibling was not diagnosed with

autism?

10-Ozel gereksinimli olmayan baska
kardesin/kardeslerin var mi1?

e Varsa eger: (Otizmli kardesin
adi) ile aranizdaki iliskinin diger
kardesinle olan iliskinden farki
var mi, varsa nasil bir fark var?

e Hayirise: Kardesine otizm teshisi
konulmamais olsayd1 hayatin nasil

farkli olacagini diislinliyorsun?

11- If you could wave a magic wand, is there
anything you would change about how

things are between youand __ ?

11- Eger sihirli bir degnek olsaydi,  ile

arandaki iliskide neyi degistirmek

istersin?

12-How did most people respond to your

brother/sister?

12- Insanlar kardesine nasil bir tepki veriyor?

Part B: (questions 12-16)

General information about autism (knowledge of siblings).

13-Have you ever heard of the word

“Autism” before? tell me about it.

13- Daha once “Otizm” kelimesini duydun

mu? Anlat bana.

14-How would you explain Autism to
someone who had never heard it before?

14-“Otizm” daha 6nce hi¢ duymamis birine

nasil agiklarsin?

15- How do you think people get Autism?

15- Sence insanlar neden otizmli olur?

16- Do you think that autism is something
that you can get rid of?

16- Otizmin gegebilecek bir sey oldugunu

diisiiniiyor musun?

17-What do you think (name of the sibling
with autism spectrum disorder) will do

when he/she grows up?

17- Biiytidiigiinde kardesine (autism
spectrum disorder'li kardesin adi) ne

olacagim diistiniiyorsun?

Part C: (Questions 17-19)

Siblings' needs and suggestions.
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18-How do you deal with any difficult | 18- Yasadigin herhangi bir sikinti (bu sikinti
situation or trouble you experience (this kardesinle olmak zorunda degil) veya
trouble does not have to be with your zorluk karsisinda nasil davraniyorsun?
brother)? What helps you handle it.

19- What advice would you give to other kids | 19- Otizmli kardesi olan diger ¢ocuklara ne
who have a brother or sister like (name of tavsiye edersin?
the sibling with autism spectrum

disorder)?

20- If there is a course for siblings of children | 20- Otistik ¢ocuklarin kardesleri igin bilgi,
with autism, intended to knowledge, paylasim ve danisma amacglhi bir kurs
sharing, and getting a consultation. varsa. Katilmak ister misiniz?

Would you like to attend?

76




7.5. Appendix E: Knowledge of Autism/Asperger Syndrome (Autism) Ross &

Cuskelly (2006)

More girls have autism than boys

Many children with autism get upset if there are changes to routines at
home or school (e.g. usually on Tuesday's they go swimming, but one

day they can't)

All children with autism deliberately hurt themselves

All children with autism will become adults who have a job and live on

their own (i.e. be independent)

Autism is more common in families who have a history of the disorder

(e.g. more likely to have autism if grandparents have autism)

Not many people have autism in the world — it is quite rare

Most children with autism do very well at school

Children with autism don't seem to know how other people are feeling

(e.g. they can't tell when you are feeling angry or sad)

9. You can “catch” autism from children who have it — it's a disease like
chickenpox
10. Many children with autism have problems looking at you in the eye

when you are talking to them

11.

All children with autism will eventually “grow out” of the disorder and

no longer be with autism as adults
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12

. Some children with autism sometimes get upset by different noises or
when they are touched by people

13.

All children with autism can talk well

14.

Most children with autism prefer to play on their own

15.

Some children with autism move their body in unusual ways — e.g.

flap their hands

16

. Many children with autism spend lots and lots of time on specific
activities or things that interest them (e.g. Tom spends hours and hours
playing with his train set)

17

. Many children with autism don't make friends

18

. Some children with autism repeat words or phrases that they have

heard over and over again

19

. Children with autism usually enjoy playing games with other children

20.

All children with autism are good at making friends

21.

All children with autism generally like to share their interests or

enjoyment in activities with other people
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7.6. Appendix F: Knowledge of Autism- Ross & Cuskelly (2006) Otizm

Spektrum Bozuklugu Bilgi ve Anlama Soru Formu

Bu anket otizm hakkindaki bilgi seviyenizi test etmeyi amaclamaktadir.

Her ciimleyi okuduktan sonra, dogru ise (D)’yi ya da yanhs ise (Y)’yi isaretle
g ny y y

1. | Otizm kizlarda erkeklerden daha fazladir. D | Y | Bilmem

2. | Evde veya okuldaki rutinlerde degisiklikler yapildiginda, | D | Y
pekcok otizmli gocuk dfkelenir (6rnegin, her hafta sali giinleri
yiizen bir ¢ocuk, bir hafta o giin ylizmeye gidemediginde

sinirlenir).

3. | Otizmi olan tiim ¢ocuklar kasitli olarak (bilerek) kendilerine | D | Y

zarar verirler.

4. | Otizmi olan tim c¢ocuklar, yetiskin olduklarinda is sahibi | D | Y
olurlar ve ve kendi baslarma yasarlar (6rnegin bagismiz

olurlar).

5. | Otizm bozuklugu ge¢misi olan ailelerde otizm daha yaygindir | D | Y
(6rnegin, eger biliylikanne ve biiyiikbabada otizm var ise,

ailede otizmli insanlara sahip olma olasilig: daha yiiksektir.

6. | Diinyada otizmi olan ¢ok sayida insan yoktur. - Otizm ¢ok | D | Y

nadir goriiliir

7. | Otizmi olan ¢ocuklarin ¢ogu okulda oldukg¢a basarilidir. D|Y

8. | Otizmi olan c¢ocuklar diger insanlarin nasil hissettigini | D | Y
bilmiyor gibi goriiniirler (6rnegin, ne zaman kizgin veya

izglin hissettiginizi sdyleyemezler)

9. | Otizmli olan g¢ocuklardan, otizm “bulasabilir” - su ¢icegi | D | Y

hastalig1 gibi bulagici bir hastaliktir.
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10.

Otizmi olan c¢ocuklar, onlarla konusurken goziiniize

bakmakta sorun yasarlar.

11.

Tim otizmi olan ¢ocuklar sonunda "biiyilir" ve hastaliktan
kurtulur, yetigkin olunca otizmli olma durumlar1 biter son

bulur.

12.

Otizmi olan bazi ¢ocuklar bazen farkl sesler duyunca ya da

insanlar onlara dokunduklarinda sinirlenirler.

13.

Otizmi olan tiim ¢ocuklar iyi konusabilir.

14.

Otizmi olan c¢ocuklarin ¢ogu kendi baglarina (yalniz) oyun

oynamay1 tercih eder.

15.

Otizmli baz1 c¢ocuklar viicutlarii alisilmadik  (farkli)
sekillerde hareket ettirirler (6rnegin, ellerini hizli bir sekilde

cirparak alkislamak)

16.

Otizmi olan bir¢ok cocuk belirli aktiviteler veya onlari
ilgilendiren seyler i¢in cok fazla zaman harcar (6rnegin

Ahmet, tren setiyle saatlerce ve saatlerce zaman gegirir)

17.

Otizmi olan bir¢ok ¢ocuk arkadas edinmez.

18.

Otizmi olan bazi c¢ocuklar duyduklari sozciikleri veya

ifadeleri tekrar ederler.

19.

Otizmi olan c¢ocuklar genellikle diger ¢ocuklarla oyun

oynamayi SCver.

20.

Otizmi olan tiim ¢ocuklar arkadas edinmede iyidir.

21.

Otizmi olan tiim ¢ocuklar genellikle ilgi alanlarini veya
eglenceli  bulduklar1  etkinlikleri ~ diger  insanlarla

paylagmaktan hoslanirlar.
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