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ABSTRACT

CAREGIVER PARENTS OF CHILDREN WITH AUTISM SPECTRUM
DISORDER: NEED ASSESSMENT, MODEL TESTING, AND
INTERVENTION STUDIES

Yalg¢in, Cagdas
Department of Psychology
Supervisor: Assoc. Prof. Ozlem Bozo

September 2016, 140 pages

The aim of the present thesis was to examine the predictors of well-being in
caregivers of children with autism spectrum disorder and to develop a group
intervention program for these caregivers. The current thesis is composed of
three interrelated studies, whose aims were (1) to determine the problems of
caregivers of autism spectrum disorder, (2) to reveal the predictors of
caregiver well-being by using the integrative coping model of Holahan and
Moos (2007), and (3) to develop and implement a group intervention program.
Study 1 examined subjective experiences of the caregivers of children with
autism spectrum disorder. The identified themes were insufficient knowledge,
emotions, social support, and change. At Study 2, five hierarchical regression
analyses were performed to reveal the predictors of depressive symptoms,
positive affect, negative affect, and well-being indicators. Study 3, including
development and implementing a group intervention program, was based on

the findings of Study 1. Study 3 was conducted with 6 participants and

iv



findings revealed that after the intervention program, positive affects scores of
caregivers as well as the well-being indicators were significantly increased as
compared to their reports before the intervention. The possible explanations
for and the implications of findings; and the limitations of these three
interrelated studies were discussed. Overall, this thesis examined the factors
associated with caregiving experiences of parents of children with autism
spectrum disorder by performing need assessment, qualitative and quantitative
studies; and it shed light on important factors in the development of an

intervention program for caregivers.

Keywords. Caregiver, autism spectrum disorder, ASD, intervention,

adaptation, coping, qualitative
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OTiZM SPEKTRUM BOZUKLUGUNA BAKIM VEREN EBEVEYNLER:
IHTIYAC ANALIZi, MODEL TESTi VE MUDAHALE CALISMASI

Yal¢in, Cagdas
Psikoloji Boliimii
Tez Yoneticisi: Dog. Dr. Ozlem Bozo

Eyliil 2016, 140 sayfa

Bu calismanmn amaci otizm spektrum bozuklugu tanisina sahip c¢ocuklarin
bakim verenlerinin iyilik hallerini yordayan etmenleri incelemek ve bu bakim
verenler i¢in bir grup miidahale programi gelistirmektir. Bu tez birbiri ile
iligkili {i¢ ayr1 ¢alismadan olusmaktadir. Bu ¢alismalar (1) otizm spektrum
bozuklugu birincil bakim verenlerinin problemlerini belirleme, (2) birincil
bakim verenlerin iyilik hallerini yordayan etmenleri Holahan ve Moos’un
(2007) entegre basa ¢ikma modeli cergevesinde ortaya c¢ikarma ve (3) otizm
spektrum bozuklugu birincil bakim verenlerine yonelik bir grup miidahale
programi gelistirmek ve uygulamaktir. Birinci g¢aligma otizm spektrum
bozuklugu birincil bakim verenlerinin 6znel deneyimlerini 6 katilimer ile
incelemistir. Bu ¢alismada belirlenen temalar yetersiz bilgi, duygular, sosyal
destek ve degisim’dir. Ikinci calisma 72 katilimci ile gergeklesmistir. Bakim
verenlerin depresif semptom, olumlu duygulanim, olumsuz duygulanim, temel
ihtiyaglarin karsilanma ve yasamsal faaliyetleri yerine getirme seviyelerinin
yordayan etmenleri belirlemek {izere bes ayr1 hiyerarsik regresyon analizi
yapilmustir. Ugiincii ¢alisma, birinci ¢calismada elde edilen bulgular 1s1ginda bir
grup miidahale programi gelistirme ve uygulamay1 kapsamaktadir. Bu ¢alisma

6 katilimci ile gergeklestirilmis ve uygulanan miidahale programinin sonunda
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otizm tanili ¢ocuklarin birincil bakim verenlerinde pozitif duygulanim ve
iyilik hali gostergeleri (temel ihtiyaglarin karsilanmasi ve yasamsal
faaliyetlerin yerine getirilmesi) puanlarinin ¢alisma Oncesi puanlarina goére
anlamli bir sekilde arttig1 goriilmiistiir. Bu ii¢ ayr1 fakat iliskili ¢aligmanin
sonuglarinin olas1 agiklamalari tartigilmis, ¢ikarimlari ve sinirliliklarindan
bahsedilmistir. Genel olarak bu tez otizm spektrum bozuklugu birincil bakim
verenlerinin deneyimlerini ihtiyag¢ analizi, nitel ve nicel ¢alismalarla incelemis
ve birincil bakim verenler i¢in gelistirilebilecek miidahale programlart ile ilgili

onemli etmenlere 151k tutmustur.

Anahtar Kelimeler. Birincil Bakici, Otizm Spektrum Bozuklugu, OSB,

miidahale, uyum, basa ¢ikma, nitel
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CHAPTER 1

INTRODUCTION

While everyone needs care during infancy and childhood; people with
chronic illnesses, disabilities, and developmental disorders need permanent or
long-term caregivers and most of the time these caregivers are family
members. Approximately there were 43.5 million unpaid caregivers in the US.
in 2015 and while % 60 of them were female, % 85 of these caregivers were
caring one of their relatives (Caregiving in the U.S., 2015). Since caregiving
consumes time, money and resources of caregiver, it can be a great source of
stress and burden. The emotions and cognitions emerging from caregiving
experiences depend on various factors and the relations among these factors.
The demographic characteristics of caregiver, social support perceived and
coping strategies used by the caregiver, and the symptom severity of care-
receiver both affect and affected by the cognitions, emotions, and behaviors of
caregiver. Some of the characteristics of care-receiver's condition do also
influence the burden of the caregiver; when the care-recipient has long-term
physical conditions, memory problems, behavioral problems or
developmental/intellectual disorder, caregivers generally report higher burden.
Furthermore, the duration of caregiving also affects the perceived physical
health; with the increase in the duration of caregiving, caregivers are less
likely to report their health as very good or excellent (Caregiving in the U.S.,
2015).

Like most of the children with neurodevelopmental disorders, children
who are diagnosed with autism spectrum disorder need full-time caregiving in
most of the cases (Ruiz-Robledillo & Moya-Albiol, 2015). With the increase
in the prevalence rate of autism spectrum disorder, more and more children
were diagnosed with this disorder, which also means increased number of

autism spectrum disorder caregivers. According to Centers for Disease Control



and Prevention, autism spectrum disorder occurs approximately one in every
68 births (2014). People with autism spectrum disorder show deficits in social
communication and interaction as well as restricted and repetitive patterns of
behavior, interests, or activities in varying degrees. Depending on how much
caregiving needed by the person diagnosed with autism spectrum disorder,
there are three levels of autism spectrum disorder according to DSM-V; level
1 “requiring support”, level 2 “requiring substantial support” and level 3
“requiring very substantial support” (DSM-V, 2013). As it can be understood
from diagnostic criteria, most of the people with autism spectrum disorder —if
not all- needs support in varying degrees.

In Turkey, children with autism spectrum disorder can receive
education at the inclusive education, at special education classes, at autistic
children education centers or at autistic children occupation education centers.
The children with autism spectrum disorder should get health certificate from
public hospitals in order to get education; and then Ministry of Education of
Turkey covers the education expenses (Otizmli Bireylerin Haklar1, 2013)

Since the well-being of caregivers depends on different variables, it is
important to mention these variables and their impact on the well-being of
caregivers. In this chapter of the thesis, general knowledge about caregiving
and autism spectrum disorder will be provided. Furthermore, effects of
caregivers' demographic variables, social support received or perceived by
caregivers, coping strategies used by caregivers will also be discussed. This
chapter ends with a summary of the literature on the well-being of caregivers
of children with autism spectrum disorder; their levels of stress, depression,

and anxiety, as well as their physical health and burden.



1.1. Caregiving

1.1.1. Demographic Factors

Demographic characteristics of caregivers sometimes play a significant
role in the quality of life, stress, depressive and anxiety symptom levels of
caregivers, and even on children's symptom severity. It has been found that
family income is negatively correlated with the level of depression and stress
of caregivers and severity of autism (Athari, Ghaedi, & Mohd Kosnin, 2013).
Moreover, maternal age is negatively correlated with the level of anxiety
(Falk, Norris, & Quinn, 2014; Barker et al., 2011). These results mean that as
family income decreases, mothers caregiving their children with autism
spectrum disorder report higher levels of depression and stress, and the
children's disorder severity increases. It is important to mention the association
between severity of autism spectrum disorder and family income. Because of
the scarcity of money, parents cannot reach effective/appropriate education
and treatment options for their children with autism spectrum disorder, which
might explain the increase in the severity of autism. On the other hand, for
fathers, although age was not correlated with anxiety, the level of stress was
negatively correlated (Falk, Norris, & Quinn, 2014). Eventually, while both
fathers and mothers reported increased levels of stress, mothers were found to
be more stressful than fathers (Dabrowska & Pisula, 2010)

Longer caregiving duration may also affect the anxiety and depression
levels of the caregivers of children with autism. It was found that after ten
years of caregiving, anxiety levels of caregivers' significantly decreased but
the level of their depressive symptoms was not significantly changed (Barker

etal., 2011).



1.1.2. Social Support

As mentioned above, social support is a well-known protective factor
for caregivers. Like other protective factors, with the increase of social support
perceived by the caregiver, different components of well-being are positively
affected. There is a positive correlation between social support and family
adaptability, family functioning, and family quality of life. In other words,
while social support increases, the family adaptability (Lin, Orsmond, Coster,
& Cohn, 2011), family functioning (Manning, Wainwright, & Bennett, 2010),
and family quality of life (Pozo, Sarrid, & Brioso, 2013) increase, as well.
Moreover, Stuart and McGrew's study (2009) showed that the individual and
family burden decreases when social support is increased. Likewise, both
maternal and paternal depression and stress were negatively correlated with
social support; but anxiety was negatively correlated with social support only

in fathers of children with autism spectrum disorder (Falk, Norris, & Quinn,

2014).

1.1.3. Coping

Coping strategies used by the caregiver is another predictor of
caregivers' well-being. Based on the study of Lazarus and Folkman (1984),
coping strategies were generally grouped into two categories; namely
problem-focused coping strategies that aim to solve the problem or doing
something in order to change the source of stress, and emotion-focused coping
strategies that aim to manage or reduce feelings related to the stressor. Most
of the studies investigating coping strategies used this categorization. For
instance, a study that compared U.S. and Taiwanese mothers suggested that
increase in problem-focused coping means higher levels of family
adaptability. On the other hand, less emotion-focused coping meant higher

levels of family adaptability for U.S. mothers but not for Taiwanese mothers



(Lin, Orsmond, Coster, & Cohn, 2011). Likewise, mother caregivers who
utilize more problem-focused coping than emotional focused coping strategies
reported higher levels of well-being (Benson, 2010; Pozo, Sarria, & Brioso,
2013), less perceived stress, and less perceived child behavioral problems as
well as increased daily positive mood, lower depressive symptoms, and higher
parental satisfaction. On the other hand, it was found that emotion-focused
coping and disengaged coping, which corresponds closely to the category of
emotion-focused coping (Benson, 2010), increased the stress level of
caregivers (Dabrowska & Pisula, 2010). Disengaged coping did also indirectly
affect the stress level of caregivers via children behavior problems. Relying
more on disengaged coping led to higher perceived child behavior problems,
which in turn, resulted in higher perceived stress level. In other words,
caregivers who relied more on disengaged coping managed child's behavior
problems less effectively (Lovell & Wetherell, 2015). Moreover, it was found
that there is a significant adverse effect of disengagement/emotion-focused
coping on the well-being of caregiver (Benson, 2010). Although most of the
studies supported the claim that problem-focused coping strategies are
negatively correlated with caregiver burden, stress and decreased well-being;
there are some studies that could not verify these associations. For instance,
according to Stuart and McGrew's (2009) study, although people who employ
problem-focused coping strategies are expected to report decreased burden,
this association has not been demonstrated. As it was mentioned above,
although problem-focused coping generally has more advantages over
emotion-focused coping; selection of coping strategies should be matched
with adaptive tasks, and there are some exceptions that emotion-focused
coping has more advantages over problem-focused coping due to
characteristics of the stressful situation (Holahan & Moos, 2007). Likewise, it
was theorized that problem-focused coping preferred in the case of high-
appraised control and emotion-focused coping preferred in the case of low-

appraised control (Folkman & Moskowitz, 2004). Therefore, it is important to



distinguish controllable and uncontrollable parts of stress related to child’s
autism spectrum disorder and use proper coping strategies. Conway and Terry
referred this relation between personal control and the situation as the

goodness of fit (1992).

1.1.4. Well-being

Having a child diagnosed with autism spectrum disorder can affect
parents in different aspects. While this diagnosis means giving up their dreams
of their children, most of the caregivers cannot pursue their careers, as well
(Zima, Kokot, & Rymaszewska, 2011). Moreover, individuals with autism
spectrum disorder can be aggressive, impulsive or hyperactive or they may
show unusual eating and sleeping habits, and have short attention (National
Autism Association, 2014), all of which can make caregiving process
emotionally, socially, and physically challenging.

When caregivers of children with autism spectrum disorder are
compared with the caregivers of children with other neurodevelopmental
disorders or with the caregivers of children who were typically developed,
adverse impacts of autism spectrum disorder on caregiver well-being can
easily be realized. Having a child with autism spectrum disorder is a greater
source of burden for caregivers as compared to having a child with Down
syndrome. (Zima, Kokot, & Rymaszewska, 2011; Eisenhower, Baker, &
Blacher, 2005). Likewise comparing autism spectrum disorder caregivers to
the general population, they possess higher levels of chronic stress (Ruiz-
Robledillo & Moya-Albiol, 2015), depression (Manning, Wainwright, &
Bennett, 2010) and anxiety (Dabrowska & Pisula, 2010), and poorer perceived
general health (Bouma & Schweitzer, 1990; Hayes & Watson, 2012).

The severity of symptoms is another factor that may increase the
caregiver burden and stress. It has been observed that the increase in the

severity of symptoms of autism spectrum disorder and the behavioral



problems may lead to higher levels of individual and family burden (Stuart &
Mcgrew, 2009), higher levels of caregiver stress (Lecavalier, Leone, & Wiltz,
2006; Lovell, Moos, & Wetherell, 2013), and lower levels of family quality of
life (Pozo, Sarria, & Brioso, 2013). While most of the studies demonstrated
that there 1is a positive correlation between child's behavior
problems/symptoms and caregiver stress, Manning et al.'s (2010) study
showed that while behavior problems predict higher stress levels, symptom
severity is not correlated with caregiver stress level. In a similar vein, Huang
and Chen's study (2014) showed that caregiver stress is highest when the child
has mild to moderate behavior problems and autism spectrum disorder
symptoms. This difference was explained by lower expectations of caregivers
from their children with severe autism spectrum disorder. On the other hand,
another study suggested that caregivers who use more problem-focused coping
strategies report lower levels of stress due to the child's behavioral problems
(Lovell & Wetherell, 2015). This finding suggested that it is not the children's
behavioral problems and symptoms that cause stress but how caregiver
handles the situation might be the actual source of stress. Although most of the
studies indicated a positive correlation between caregiver stress and child's
behavioral problems and symptom severity, there are some other studies that
could not verify this association. According to Benson's (2010) study
conducted with one hundred and thirteen caregivers of autism spectrum
disorder, while the level of child problem behavior was not a significant
predictor of maternal well-being, the heavy use of emotion-focused coping
strategies might be problematic if the child with autism spectrum disorder
display relatively less intense behavioral difficulties.

Depression is another probable outcome of the caregiving process.
There are several studies demonstrating that the caregiver of a child with
autism spectrum disorder can have higher levels of depression due to the
child’s symptom severity (Athari, Ghaedi, & Mohd Kosnin, 2013), and

aggressive behavior, as well as decreased social support and parental locus of



control (Falk, Norris, & Quinn, 2014). Caregiver's depression does not only
affect the well-being of caregiver but also of the care-receiver via the
caregiver's depression. According to the study of Mazefsky et al. (2010),
maternal depression and anxiety can explain child's comorbid depression and
anxiety. Therefore, interventions aiming to decrease the caregiver depression
may not only positively affect the caregiver well-being but also may reduce

children's depression and anxiety levels.

1.2. Significance and Purpose of the Study

The present thesis aims to examine the predictors of caregiver
depression, positive affect, negative affect and well-being of caregivers of
children with autism spectrum disorder as well as to develop an intervention
program specifically designed for these caregivers. This thesis is composed of
three interrelated studies. The first study is designed to analyze the needs of
caregivers of autism spectrum disorder. In this qualitative study, an interview
targeting the caregivers was prepared to determine their needs. The second
study aims to reveal predictors of caregiver depression, stress, and well-being
by using an integrative coping model proposed by Holahan and Moos (2006).
The last study of this thesis aims to develop and implement an intervention
program based on the findings of qualitative phase of this dissertation and
examine its effectiveness.

Although there are several interventions conducted with caregivers of
different illnesses, disabilities, and disorders, as far as we know, this thesis is
the first study that develops an intervention program based on the needs of
caregivers of children with autism spectrum disorder in Turkey. Moreover, the
assessment of caregiver depression, stress, and well-being predictors through
the integrative coping model of Holahan and Moos (2006) may provide
another pathway to understand which kind of interventions are needed for

autism spectrum disorder caregivers.



CHAPTER 2

STUDY 1: QUALITATIVE ASSESSMENT OF ADAPTATION TO
CAREGIVING FOR CAREGIVERS OF CHILDREN WITH AUTISM
SPECTRUM DISORDER

2.1.INTRODUCTION

Although there are not many qualitative studies conducted with the
caregivers of children with Autism Spectrum Disorder, qualitative studies
provide important and detailed information about the caregiving process and
its related cognitions, emotions and behaviors.

The study of Myers et al. (Myers, Mackintosh, Goin-Kochel, 2009)
identified five different clusters. The first one was stress, which is the most
common theme of the study. Over the 70 % of the caregivers used statements
related to stress. The second cluster was the child’s behaviors and the demands
of the child’s therapy and care. This cluster had four negative and two positive
themes, namely (1) difficulty in dealing with child’s behavior problems, (2)
time demanded for care and therapies, (3) sleep problems, exhaustion, (4)
struggles with schools and services, (5) new understanding regarding the
world of disabilities, and (6) glad for child’s autism, uniqueness, would not
change it (child’s autism diagnosis) if we could. The third cluster was the
impact on parents’ personal well-being, which has three negative and five
positive themes, namely (1) marital or couple strain, (2) difficult emotions:
grief, depression, guilt, blame, (3) mother’s and/or father’s career/employment
affected, (4) enriched our lives, a blessing, love for this child, (5) positive
emotions: taught us compassion, tolerance, patience, joy, (6) learned to
appreciate the little things, slow down, (7) spiritual life enriched, and (8)
marriage enriched. The fourth cluster was work life and marital relationship.

In this cluster, there were four negative and two positive themes, and the



positive themes were the counterparts of the negative ones: (1) effects on
siblings, (2) financial strain, (3) the feeling that autism became the center of
their lives, and (4) strained relations with extended family members were the
negative themes; and (1) positive family adjustment and (2) positive impact on
sibling were the positive ones. The last cluster was social isolation, the themes
of which were (1) restrictions on where we can go and what we can do, (2) lost
friends, no social life, and (3) bad treatment by strangers

Another study conducted with 22 mothers of children with autism
spectrum disorder depicted similar results. In this study, researchers asked
open-ended questions about the impact of diagnosis on caregiver and family,
society’s reactions, factors that support caregiver, and necessary qualities of
caregivers of children with autism spectrum disorder. In this study most of the
caregivers emphasized the negative aspect of the autism spectrum disorder
diagnosis as shattered dreams, major negative changes in family life, child’s
rejection by the father, denial of the diagnosis, depression, neglecting the other
child(ren), and disagreements between spouses. Moreover, there were some
negative emotions like fear of changes, unhappiness, despair, and helplessness
emphasized by these mothers. Only small portion of these mothers identified
positive aspects of this diagnosis as increased family unity and a change in a
constructive manner. Furthermore, when society’s reaction was asked, all
mothers emphasized the tendency of individuals to marginalize the child with
autism spectrum disorder and his/her family as well as lack of understanding
from society. Supporting factors arose from this questionnaire were the
importance of hope, trust in God, support from family, and support by
specialists. Mothers indicated that a caregiver of a child with autism spectrum
disorder should have or should develop optimism, commitment, understanding
to overcome the critical moments, patience, and perseverance in making
efforts to help their child (Oprea & Stan, 2012).

The effect of caregiving on employment was examined by a qualitative

study carried out by McCabe (2010). According to results of this study, for
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mothers in China, caregiving meant sacrificing their own lives for their
children with autism spectrum disorder. This sacrifice included their career
and their identity apart from being a mother. Moreover, because of lack of
educational services in China, mothers became their children’s own teacher.
Interestingly, it was found that these mothers hoped that their children can
enter school and typically develop like other children who did not have any
disorder. Since the symptoms of autism spectrum disorder frequently appears
throughout children’s life, these beliefs and hopes can be a source of
disappointment as well as higher levels of stress and depression for these
mothers who indicated the importance of education about autism spectrum
disorder for the caregivers and help them to cope with the consequences of the
disorder.

The qualitative study conducted with 16 Turkish mothers of children
with autism spectrum disorder showed that mothers appraise this disorder as
uncontrollable, unchangeable, and enduring (Aslanli, Cihan, & Altin, 2014).
Another qualitative study conducted with 6 mothers of older adolescents
diagnosed with autism spectrum disorder (Mason, 2012) showed that while
isolation, coping with their child’s challenging behaviors, and frustration with
the establishment increase the stress levels of the caregivers, professional
behavior or support teams, support from others, and church or spiritual
connection decrease their stress levels.

In the study of Truett (2012) three themes emerged; namely, service
issues, awareness of autism, and emotional continuum. According to service
issues theme, parents complained about financial concerns, amount of
services, lack of information, and waiting for services. In the awareness of
autism theme, the main concerns of caregivers were lack of knowledge or
awareness of medical, educational professionals, family members, and the
general population. The last theme, emotional continuum, contained emotions

of caregivers, which were negative most of the time.
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In the light of the literature mentioned above, the aim of the present
study was to define the factors associated with caregiving from the perspective
of caregivers and to develop an intervention program for caregivers of children
with autism spectrum disorder based on these factors. In order to define these
factors associated with caregiving, an interview comprising the subjects listed
below was conducted:

1- The emotions of caregivers of children with autism
spectrum disorder,
2- Caregivers’ opinions about their knowledge related to

autism spectrum disorder,

3- Caregivers’ experiences about diagnosis and caregiving
processes,
4- Coping mechanisms that are used by caregivers,
5- Perceived and received social support
6- Caregivers’ opinions about their child’s future
7-
2.2. Method

2.2.1 Participants

Six caregivers of a child with autism spectrum disorder participated in
the need assessment study. Four of them were mothers of these children and
two of them were fathers. The age of the participants ranged between 33 and
46 and the mean age was 40.67 (SD = 4.41). All of the participants were
married and they identified themselves as a member of middle-income group.
Five of the participants (83 %) were university graduates and 1 of the

participants was high school graduates (17 %).

All the participants’ children were diagnosed with autism spectrum

disorder. The time passed since their diagnosis ranged between 2-8 years with
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a mean of 4.83 years. The age of the children ranged between 4 years and 13
years (M = 7.5; SD = 3.94). One of the children (17 %) whose mother is a
participant of Study 1 was female and 5 of the children (83 %) was male.

2.2.2 Measures
2.2.2.1. Interview Question Form

The interview questionnaire form consisted of nine questions. The aim
of the interview questions was to assess the problems of the caregivers. The
main content of the questions was about the diagnosis process and the
emotions related to this diagnosis, the main changes occurred in their life and
how they cope with these changes. The answers of the caregivers were

evaluated with thematic analysis (see Appendix A).

2.2.2.2. Procedure

Ethical approval was obtained from Middle East Technical University
Review Board and participants were reached from a special education and
rehabilitation center in Eskisehir, Turkey.

After selecting the participants, they were informed about the aim and
the rationale of the study. Following this, audio recording was started with the
consent of the participants. Two of the participants did not allow audio
recording; thus, the interviewer transcribed their answers during the interview.

The interviews were started with the questions about how the
participants decided to see a doctor for their child, what they experienced
during this process, how they felt during the process, and about the changes
occurred in their life during this process. After these questions, interviews
were continued with the questions about participants’ knowledge about autism
spectrum disorder, their opinions about the education their child received, the
difficulties they encountered after the diagnosis, and how they coped with

these difficulties. The interviews ended with questions on the self-perception
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of caregivers regarding their weak and strong sides, and on their expectations
about future. The interviews were conducted at the psychologist’s office in the
special education and rehabilitation center, and lasted approximately for 25

minutes.

2.2.2.3. Data Analysis

Throughout the qualitative phase of this study, the steps suggested by
Braun and Clarke (2006) were utilized to conduct a thematic analysis. During
the initial phase of the analysis, audio recording of the interviews have been
transcribed and meticulously examined to generate the initial codes. At this
stage of data analysis, potential themes and recurrent patterns that have been
identified in the transcripts were coded. At the next stage, initial codes that
were generated at the previous stage were clustered to identify themes.
Having identified some themes, these themes were reviewed to determine
whether there are sufficient data to support the identified themes, whether the
themes are too diverse, and whether different themes could be combined into
one theme. At the last step of thematic analysis, each theme was further
defined and named. The result section of this chapter presents the themes with

representative quotations and frequencies.

2.3. Results: Themes

There were four themes emerged from the need assessment study of
this thesis. The first theme was “insufficient knowledge”, the second theme
was “emotion”, third one was “social support”, and the fourth theme was
“changes”. The numbers in parentheses represent the number of participants

who expressed statements related to the respective theme.
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2.3.1. Insufficient Knowledge

All of the participants reported insufficient knowledge about autism

spectrum disorder (n = 6).

“We don’t have sufficient knowledge, because there are very few people with
the same characteristics around us.” (Yetersiz bilgiye sahibiz. Ciinki

cevremizde ayni 0zellikleri gosteren kisi sayist ¢ok az)

“I don’t think that I have sufficient knowledge about this disorder. I think we
still lack some knowledge.” ( Bu bozuklukla ilgili yeterli bilgiye sahip

oldugumu diistinmiiyorum, hala eksiklerimiz oldugunu diisiiniiyorum...)

Moreover, most of them (n = 4) expressed that when their child
received this diagnosis, the doctors and counseling research center workers did

not properly inform them about autism spectrum disorder.

"When I went to see a doctor, s’/he did not explain it (autism spectrum
disorder) to me. When I went to counseling center, they took my documents
and handed me the reports regarding the education I was about to receive, but
nobody informed me about it." (Bir doktora gittigimde bana bunu (otizm
spektrum bozuklugu) anlatmadi. Rehberlige gittigimde evraklarimi aldi,
egitim gorecegime dair raporlar1 elime teslim ettiler, bununla ilgili bilgi veren

yine olmadi.)

2.3.2. Emotion

When participants’ emotions regarding their child’s autism spectrum

disorder were asked, all of them expressed negative emotions. Sadness was the

most commonly expressed emotion by the participants (n = 6). Participants
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reported that their sadness peaked short after the diagnosis. Although they also
articulated that their sadness declined in time, the majority of them (n = 5)

expressed that they still feel sad.

“ We were sad, but we knew that this thing wouldn’t be resolved by being

sad.” (Uziildiik, ama iiziilmeyle bu isin ¢dziilmeyecegini biliyorduk.)

“Oh at that time we felt so sad that we didn’t want to believe it at first.” (Ha

biz ¢ok iiziildiik mesela o zaman da, s0yle 6nce inanmak istemedik.)

“I felt so sad, I cried.” (Cok iiziildiim, agladim.)

“My whole world, as a matter of course, got shaken” (Diinyam yikildi dogal

olarak)

“When I first heard about this (that his/her child has autism spectrum disorder)
and learned that there is such a thing, I felt very sad,. That process, until the
diagnosis... I was also feeling sad, when I first came here (Special Education
and Rehabilitation Center). Diagnosis has been given, and I am coming here, I
was spending my entire time crying in here. I can’t tell why, perhaps I don’t
think it was befitting, maybe because of sadness, or seeing other people
around me, I don’t know. I spent my entire time crying.” (¢ok iiziildiim ben.
Yani, ilk bunlar1 (cocugunun otizm spektrum bozukluguna sahip oldugunu)
duydugumda da, bdyle bir seyin oldugunu duydugumda da ¢ok iiziildiim. O
stire¢, teshis konulana kadar. Ben buraya (6zel egitim ve rehabilitasyon
merkezi) ilk geldigimde de iiziiliiyordum. Teshis kondu, buraya geliyorum,
hep aglamakla geciyordu benim zamanim burada. Sebebini bilemiyorum, belki
yakistiramiyorum, belki {ziiliyorum, belki etrafimdakileri goriiyorum,

bilemiyorum. Hep aglamakla gegiyordu).
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Anxiety is another emotion that was frequently expressed by the
participants (n = 5). Participants’ anxiety was generally about their child’s
future. Participants were anxious about their child’s school life, whether they
can learn to read, get married, get a job and earn money, and what will happen

to them if and when the parents pass away.

“I get worried, I get worried a lot about everything. So, our child is four and a
half years old, and we are thinking about whether s/he can marry or not.”
(Kaygilaniyorum, ¢ok kaygilaniyorum hem de her konuda. Yani dyle bir sey

ki cocugumuz dort buguk yasinda, evlenebilecek mi diye diisiinliyorsunuz.)

“S/he will be alone. Will s/he earn money? How s/he is going to make her/his
living? Fear, anxiety, sadness... all of it.” (Yalniz kalacak, maast olacak mu,

nasil geginecek biz olmasak? Korku, kaygi, tizlintii...hepsi)

“Of course, my anxiety increases as my son gets older. We struggle with
endless questions like "How is it going to be?, Will he learn how to read? Is he
going to have a job?, Will he fall in love?”" (Kaygilarim oglum biiyiidiikce
artiyor tabi ki. Nasil olacak okuma 6grenecek mi? Bir isi olacak m1? Asik

olacak m1? gibi bitmez sorularla miicadele ediyoruz)

“Our worry and fears are regarding his/her future. What will happen, if we

die?” ( Gelecegi acisindan endisemiz, korkumuz. Biz 6liirsek nolur?)

“I’ve come across an article the other day. It says: “Every parent hopes to die
before their children pass away. Only parents who have children with
disabilities want that their children will die before them.” We feel exactly the
same. We have to live longer than them so that we can support them.” ( Gegen
giin bir yazi vardi. Diyor ki: ‘Her anne baba evladindan 6nce 6lmeyi temenni

eder. Sadece 6ziirlii cocugu olanlar evladinin 6nce 6lmesini ister.” diyor. Tam
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olarak Oyleyiz. Yani onlardan uzun yasamak zorundayiz ki onlara destek

verebilelim.)

Two of the mothers and one of the fathers (n = 3) who participated in
this interview, expressed increased anger towards other people including their

own children with autism spectrum disorder.

“I usually get easily angry and react.” (¢cabuk sinirlenip tepki verebiliyorum.)

Although it is not a physical violence, we hurt each other as well as our
children with verbal violence. (fiziki olmasa bile sozlii-siddetle hem
birbirimizi hem ¢ocuklar etkiliyoruz.)

“I eventually say, “I need to go somewhere”, “there must be someone to leave
my kid with.” With that anger, I spill out all that anger to his father.” (Artik

diyorum ki “bir yere gitmem gerekiyor”, “cocugu birakacagim bir insan olmak

durumunda”. Artik o sinirle, biitiin sinirimi babasina kusuyorum.)

On the other hand, there was only one statement expressing positive
emotions, which was articulated by a father of a child with autism spectrum

disorder.

“We are happy that we have a kid like him/her. We’ve learned the
preciousness of life with him/her. We love him/her very much.” (Onun gibi bir
cocugumuz oldugu i¢in seviniyoruz. Onunla hayatin kiymetini 6grendik. Onu

cok seviyoruz.)
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2.3.3. Social Support

Participants frequently expressed lack of social support from their
families and friends (n = 5). Most of them mentioned that only their spouses
support and help them with their child’s caregiving (caregiving of their child

with autism.)

“We haven’t received sufficient support from our family members. We’d like
them to help us but since it didn’t happen to them, and since they don’t have
any information about it, they’re not aware of the situation.” (Aile fertlerinden
yeterli destegi gormedik. Yardimci olmalarini isterdik ama baglarina gelmedigi

ve bilgi sahibi olmadiklarindan bu olayin farkinda degiller!)

“They’re already not properly aware of the situation. They still cannot accept
it. Therefore, we don’t receive any support from them. They rather have a
judgmental and questioning attitude toward our behaviors as parents of this
type of children. They think we are the reason of this situation. We don’t
receive any family support.” (Zaten durumun farkindaliklar1 zayif.... Halen
onlarda kabul edememezlik var. Dolayisiyla onlardan bir destek géremiyoruz.
Daha ¢ok boyle cocuklarla ilgili davranislarimizi, bizim ebeveyn
davraniglarimizi sorgular tavirlari var. Bizden kaynaklandig: gibi diistincelere

sahipler. Aile destegi alamiyoruz.)

“My family stayed with us for one and a half month, I couldn’t make them
stay just for one more day. They couldn’t take it anymore. They tried it but
whenever I invite them again, they do anything to avoid it.” (Benim ailem bir
bucuk ay kaldi, 1 giin fazla tutamadim onlari. Dayanamadilar. Gayret

gosterdiler ama simdi tekrar davet ettifimde gelmemek icin her seyi

yapiyorlar.)
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“We don't receive much support from family members, I can even say that we
receive almost no support whatsoever.” (Aile fertlerinden destek cok fazla

gérmiiyoruz, hatta hemen hemen hi¢ gérmiiyoruz sayilir.)

“We have usually left alone regarding his/her caregiving. Our families were
not with us. Sometimes [ think that I can’t keep up with it.” ( Bakimu ile ilgili
genelde yalniz olduk. Ailelerimiz yanimizda olmadi. Bazen yetisemedigimi

diisiiniiyorum.)

One of the mothers who was a participant in the interview expressed
that there have been adequate support from her family but not from her

husband or her husband’s family.

“For instance, my parents come over during the winter, they stay with me for a
while, and I go to their place during summer and stay quite a while. My
parents were staying with me, and when they’re around, yes, I’'m really at
ease.” (Annemler geliyorlar mesela kisin, belli bir donem benim yanimda
kaliyorlar, yazin ben gidiyordum epeyce bir siire kaliyordum. Annemler

yanimda kaliyordu, onlar yanimda oldugu zaman, evet, ¢ok rahatim.)

“There is no one in my family with judgmental attitudes towards us. It is such
that there is a positive attitude privileging my daughter besides others
(grandchildren). (Ailemde bizi yadirgayan, yan gozle bakan, ya da “aman
aman o bir dursun” diyen biri yok. Hatta kizim bir yana, digerleri (torunlar) bir

yana, o sekilde.)

“But we haven’t had a contact with my husband’s family for a long time.
When we ask their opinion, they supposedly have nothing bad to say. They
just don’t want to take care of my daughter.” (.... Ama esim tarafiyla zaten ¢ok

uzun zamandir goriismiiyorduk, onlarin bakis agisini sorarsak, sdzde olarak

20



onlar da bir sey demiyorlar. Sadece, (kizimi) almak istemiyor, bakmak

istemiyorlar...)

To her husband: “OK, you’re working, but I get extremely bored. You don’t
take care of us; there is no one around you to make you take care of us. My
family isn’t here. There is a child in need.” ((Esine) Tamam, sen ¢alisiyorsun,
adin var calisiyorsun, ama benim de ruhum sikiliyor artik. Sen bizle
ilgilenmiyorsun, ¢evrende kimse yok bizimle ilgilenmeni saglayacak. Benim

ailem yok burada. Zor da bir ¢ocuk var.)

2.3.4. Changes

Another theme emerged from interviews was the changes after autism
spectrum disorder diagnosis (n = 5). Participants expressed that their lives
have dramatically changed after their child’s diagnosis in terms of social

activities, behaviors, and daily life.

“You constantly feel that you have to explain yourself to others and apologize
from them. When with other people, one feels him/herself as looser. This then
leads to social withdrawal and results in introversion.” (Siirekli olarak
kendinizi aciklama ve 6ziir dileme konumunda hissediyorsunuz. Etrafa karsi
ezik bir tavir halinde oluyor insan. Bu da daha az gitme daha az gelme ile

devam edip igeriye dogru kapanmayla sonuglaniyor.)
“It (our life) has changed a lot. It got restrained. It changed socially. We
withdrew ourselves from social activities.” ( Hayatimiz ¢ok degisti. Hayatimiz

kisitlandi, sosyal anlamda degisti. Sosyal aktivitelerden kendimizi ¢ektik.)

“For example, there was a funeral for a friend of mine. I didn’t want to go

there. I worried about how they are going to treat my kid, whether someone
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will say anything and I will inappropriately react to them.” (Mesela
arkadagimin cenazesi vardi. Oraya gitmek istemedim. Cocuga nasil
davranacaklar, birisi bir sey soyler, ben ters tepki gosteririm.)

“Everything have changed for me, everything. I couldn’t easily carry out my
daily activities. My daughter started walking. When children first start
walking, usually mothers easily go out using strollers, but my daughter did’t
even let me do that. She started to jump off the stroller immediately after she
learned to walk.” (Benim i¢in her sey degisti, her sey. Ben rahat rahat isimi
giicimil yapamiyorum. Kizim ayakland, ilk ayaklandiginda, normalde anneler
bebek arabalariyla rahat rahat disar1 ¢ikarlar, ama kizim onu bile yaptirmadi
bana. Ayaklanip bacagini atma hareketini 6grendigi anda arabadan atlamaya

basladi.)

2.4. Discussion

The aim of the Study 1 was to identify the subjective experiences of
caregivers of children with autism spectrum disorder and the problems of
these caregivers. In order to identify these subjective experiences and
problems, a thematic analysis conducted within the frame of Braun and
Clarke’s study (2006). There were four themes emerged from this study,
namely, (1) insufficient knowledge, (2) emotions, (3) social support, and (4)

changes.

2.4.1. Insufficient Knowledge

Regardless of the diagnosis time, all of the caregivers expressed a

belief of insufficient knowledge about autism spectrum disorder. This result is

congruent with the results of Truett’s study (2012), in which one of the three

themes was “awareness of autism theme”. According to “awareness of autism
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theme” the main concerns of caregivers were the lack of knowledge or
awareness of medical or educational professionals, family members, and the
general population. Likewise, in the first study of this thesis, caregivers
expressed that they were not sufficiently informed about their child’s
diagnosis and they would like to know better what autism spectrum disorder
is. The study of Patra et al. (2015) revealed that at the end of a
psychoeducational intervention program that aimed to give information to
caregivers about autism spectrum disorder, the stress level of caregivers was
significantly decreased, which was negatively correlated with knowledge
about autism spectrum disorder. Increased knowledge about autism spectrum
disorder can help caregivers in terms of developing realistic goals and
decrease uncertainty about their children’s autism spectrum disorder.
Therefore, this theme constituted an important component of the caregiver

intervention program (Study 3).

2.4.2. Emotions

Emotions was the second theme emerged from Study 1 of this thesis.
All of the participants of Study 1 expressed sadness due to their child’s autism
spectrum disorder diagnosis. Sadness, which is usually associated with the
appraisal of permanent loss (Bonanno, Goorin, & Coifman, 2008), can be a
result of their children’s diagnosis as well as their restricted lives and shattered

dreams.

Besides sadness, anxiety was the most frequent emotion expressed by
caregivers participated in Study 1. According to DSM-V (2013), anxiety is
the anticipation of future threat. Parallel to this definition, participant
caregivers’ anxiety was usually about their child’s future. Caregivers were
anxious about their children’s future, especially about the things that will

happen to them when they pass away.
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Anger is another emotion that was expressed by half of the
participants. Anger, which is associated with many psychological disorders, is
regarded as a secondary emotion or symptom of a psychological disorder.
Likewise, in a study conducted with dementia caregivers, increased scores in
anger and lower scores in cognitive reappraisal were significantly associated
with psychological disorders (Romero-Moreno, Marquez-Gonzalez, Losada,
& Lopez, 2011). The participants of qualitative phase of this thesis expressed
increased anger towards other people including their own children with autism

spectrum disorder.

Positive emotions of caregivers regarding to their child’s autism
spectrum disorder diagnosis were revealed by some studies. Participants of the
study of Myers et al. expressed their gladness for their child’s autism and
uniqueness. Moreover, they mentioned that their lives were enriched, their
children’s diagnosis taught them compassion, tolerance, patience, joy and they
learned to appreciate little things (Myers, Mackintosh, & Goin-Kochel, 2009).
Furthermore, increased family adjustment was expressed by some of the
caregivers. (Myers, Mackintosh, & Goin-Kochel, 2009; Oprea, Stan, 2012).
In Study 1 of this thesis, only one of the participants expressed positive
emotions regarding to their child’s autism spectrum disorder diagnosis. They
emphasized that they learned the preciousness of life with their child.

Since Turkey is a collectivistic culture (Hofstede, 1980), in which
people share fewer emotions (Singh-Manoux & Finkenauer, 2001), the lack of
positive emotions expressed by participants may be due to the cultural
charcteristics of Turkey. Moreover, anxieties expressed by the participants
usually focused on their child’s future. This can be interpreted as resulting
from economic distress and insufficient social policies about autism spectrum

disorder.
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2.4.3. Social Support

Social support was the third theme emerged from the interviews.
Although family adaptability (Lin, Orsmond, Coster, & Cohn, 2011), family
functioning (Manning, Wainwright, & Bennett, 2010), and family quality of
life increase (Pozo, Sarrid, & Brioso, 2013), and caregiver burden and
depression level (Stuart & McGrew, 2009) decrease with the increase of social
support; most of the participants expressed lack of social support received
from their families or friends. Only one of the participants mentioned adequate
support from her family. According to this participant, adequate social support
helped her to satisfy her basic needs, such as getting enough sleep and eating
healthy.

Autism is barely recognized in Turkey. According to the study of
Tohum Autism Foundation (“Tiirkiye’de Her 10 Kisiden 7’si Otizmi
Duymamis!”, 2016), only 27 % of the population have heard the word
“autism” before, and 93 % of this group did not know any symptoms of autism
spectrum disorder. Therefore, it is highly possible that people may consider
caregivers as an inadequate parent or the children as being spoiled rather than
a child with autism spectrum disorder. This discrimination might be increased
for children whose symptoms are mild since sometimes symptoms of autism
are not easily recognizable. Therefore, lack of social support might be a result

of this unawareness.

2.4.4.Change

All of the participants expressed significant changes in their life after
the autism spectrum disorder diagnosis given to their child. Consistent with
the study of Oprea and Stan (2012), these changes were generally in a negative

manner. Similar to the findings documented in the relevant literature (e.g.,
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Myers, Mackintosh, & Goin-Kochel, 2009), caregivers expressed restrictions
in daily activities, as well as limited or no social life. Furthermore, according
to participants, their style of communication with other people was changed
after the diagnosis. Isolation from other individuals is a noticeable issue for
the caregivers of children with autism spectrum disorder, which is more likely
than non-caregivers to report social isolation (Glozman 2004,).

Again this theme should not be appraised apart from social and
political elements. None of the participant caregivers were receiving economic
support from government and on average these children were getting 12 hours
of education per month (Hegci & Kirsehirli 2007). Therefore, one of the
parents should spent almost all of his/her time with the child with autism
spectrum disorder and the other parent should work. On the other hand, as
described above, Turkish people are almost unaware of what autism spectrum
disorder is. Therefore, parents cannot get sufficient social support, even

though they would like to receive such support.

2.4.5. Implications for the Intervention

The aim of the Study 1 of this thesis was to assess problems of
caregivers of children with autism spectrum disorder and design an
intervention program pursuant to these problems. According to themes
emerged from the thematic analysis conducted with the steps suggested by
Braun and Clarke (2006), psychoeducation about autism spectrum disorder
can help caregivers, since all of the participants expressed misbeliefs or
insufficient information on autism spectrum disorder. Moreover, supporting
caregivers in terms of expressing, sharing and coping with their negative
emotions could help them. Therefore, caregiver intervention programs can be
designed to help caregivers in dealing with their sadness, anxiety, and anger.
Since most of the participants expressed insufficient social support, it became

necessary to include "social support" to caregiver intervention program. They
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could be educated about importance of the social support, how to ask for
social support and how to accept it. Lastly, almost all of the participants of
Study 1 (n = 5) expressed that their life was changed in a negative manner.
Thus, cognitive reframing changes can help them to increase their positive
emotions. Moreover, situation-specific coping strategies might increase their
adaptation as well as their positive affect. Finally, it can be necessary to
express the importance of "acceptance" if the situation is not changeable.

In the light of information gathered in Study 1, the 7-week intervention
program was designed and practiced with the caregivers of children with
autism spectrum disorder. More information about this intervention program
and the results of this intervention program was discussed in the Study 3 part

of this thesis.

2.4.6. Limitations

Although there are several strengths of the Study 1, it is important to
note its limitations as well. The first limitation of this study is its
generalizability. The Study 1 of this thesis was conducted with only six
participants. Moreover, all of the participants had high school or higher
education and all of them appraised themselves as a part of middle SES.
Therefore, the results of this qualitative study should be examined carefully.

The interview and thematic analysis were conducted by the same
researcher, which brings about the subjectivity of researcher into
consideration. This means that although the themes emerged from Study 1 of
this thesis were consistent with the literature described above, objectivity can

be another limitation of this study.
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CHAPTER 3

STUDY 2: PREDICTORS OF CAREGIVER DEPRESSION, POSITIVE
AFFECT, NEGATIVE AFFECT AND WELL-BEING AMONG THE
CAREGIVERS OF CHILDREN WITH AUTISM SPECTRUM
DISORDER

3.1 Introduction: The Model: Holahan & Moos Coping Model

The present study uses Holahan and Moos' (2007) integrative coping
model as a theoretical framework. Diverse models of coping processes and
resources, crisis theory, and biopsychosocial orientation have shaped this
coping model.

Crisis theory (Caplan, 1964) focuses on how major life crises handled
by individuals. According to crisis theory, individuals' reaction to chronic
illness or disability affects the community and family; and in the first few days
of the onset of a crisis, psychological first aid opportunities exist for family
and community. After the first few days, with the reestablished coping, the
crisis is resolved, and equilibrium will eventually occur whether for good or
ill. This resolution has a significant effect on the overall health of
neighborhoods, communities, and society (Slaikeu, 1984).

The biopsychosocial orientation to health care integrates
psychosomatic orientation, which focuses on environmental and personal
factors on the onset and progression of chronic disorders, and behavioral
medicine that emphasize the role of the individual in managing and controlling
the consequences of chronic illness or disability (Holahan, Moos, 2007).

At the "coping resources and processes" component of the integrative
coping model of Holahan and Moos (2007), coping was classified into four
groups as the following; cognitive approach coping, which includes search for

meaning and cognitive reappraisal, behavioral approach coping, which
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includes taking problem-solving action and seeking guidance and support;
cognitive avoidance coping, which covers cognitive avoidance or denial, and
acceptance or resignation; and behavioral avoidance coping, which includes
seeking alternative rewards and emotional discharge.

According to the model proposed by Holahan and Moos (2007),
selection of coping skills is associated with health-related factors, personal
resources, the social and physical context, cognitive appraisal, and adaptive
tasks. Personal resources (Panel 1), health-related factors (Panel II), and the
social and physical context (Panel IIT) affect how the health-related condition
is appraised (Panel IV) and how adaptive tasks are formulated (Panel V).
Selection of coping skills (Panel VI) are determined by these factors, and these
selected coping skills mediate the influences in Panels I through V and health-
related outcomes (Panel VII).

Panel I, which is personal resources, compromises intellectual ability,
ego strength, self-confidence, demographic characteristics like age, gender
education, as well as personality characteristics, such as extroversion,

optimism, internal control, and broad cognitive and problem-solving styles.

Panel II, which is health-related factors, includes rapidity of onset and
progression of a condition, the stage and severity of illness, and the type of

disability.

Panel III is the social and physical context. This panel includes social
relationships and social support as social context. Moreover the physical
features of a home and workplace like the ease of access to a physical setting

are the physical context for this panel.

Panel IV, which is the cognitive appraisal, includes how the problem is
appraised; whether as a challenge or threat, whether it is changeable or
controllable.

Panel V, which is adaptive tasks, comprises of seven adaptive tasks;
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namely managing symptoms, managing treatment, forming relationships with
health-care providers, managing emotions, maintaining a positive self-image,
relating to family members and friends, and preparing for an uncertain future.
In order to analyze adaptive tasks of caregivers of children with Autism
Spectrum Disorder, Caregiver Adaptation Scale for Autism (CASA) was
developed by the present researcher, and these tasks are discussed in more

detail in the method and result section of this chapter.

Panel VI, which is coping skills, consists of eight coping skills;
namely, logical analysis and the search for meaning, positive reappraisal,
seeking guidance and support, cognitive avoidance or denial, taking problem-
solving action, acceptance, and resignation, seeking alternative rewards, and

emotional discharge.

Health-related outcomes, which are related to Panel VII, like
depression, stress, well-being, illness, disorder symptoms, and adherence are
mediated by coping style. Although action focused approaches to coping
strategies are generally associated with positive health-related outcomes, there
are some exceptions where the avoidance coping strategies are more effective;
and coping choices must be analyzed according to task requirements of the
specific health crisis (Holahan & Moos, 2007). For instance, at the early
stages of a traumatic event, denial may help the individual to regulate his/her

mood (Goldbeck, 1997 retrieved from Holahan & Moos, 2007).

The study of de Vries (2012), which was used the adaptive tasks model
of Moos and Holahan, proposed that maintaining a positive self-image,
relating to family members and friends, managing treatment and managing
emotions was the most influential ones for Dutch adolescents with chronic

illness and disability.

Another study conducted with cystic fibrosis patients (Findler, Shalev

& Barak, 2014), was also used Holahan and Moos model as a theoretical
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framework. In this study psychosocial adaptation of cystic fibrosis patient
were examined. The result of this study proposed that psychosocial adaptation
was significantly associated with gender, symptom severity and forming

relationships with health-care providers.

In this thesis, the integrative coping model of Holahan and Moos
(2007) was used as a theoretical framework for Study 2. Thus, based on the
literature mentioned above, the aim of the second study of the present thesis
was to test adaptive task and coping model of Holahan and Moos (2007). In

more detail the aims of the present study were:

1. To examine the differences among the levels of demographic
variables in terms of depression, positive and negative affect, and

well-being in caregivers of children with autism spectrum disorder.

2. To examine the associations among demographic factors, self-
efficacy, social support, adaptation to caregiving, coping strategies,
depression, positive and negative affect, and well-being in

caregivers of children with autism spectrum disorder.

Therefore, the hypotheses of the study were:

1.Perceived social support of caregivers will be
a. positively associated with positive affect
b. positively associated with well-being
c. negatively associated with negative affect

d. negatively associated with depression of caregivers.
2. Problem-focused coping strategies will be

a. positively associated with positive affect
b. positively associated with well-being
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c. negatively associated with negative affect
d. negatively associated with depression of caregivers.

3. Emotion-focused coping strategies will be
a. positively associated with depression
b. positively associated with negative affect
c. negatively associated with positive affect

d. negatively associated with well-being of caregivers.

4. Adaptation to caregiving will be
a. positively associated with positive affect
b. positively associated with well-being
c. negatively associated with negative affect
d. negatively associated with depression of caregivers.

5. General self-efficacy will be
a. positively associated with positive affect
b. positively associated with well-being
c. negatively associated with negative affect

d. negatively associated with depression of caregivers.
3.2 Method
3.2.1. Participants
There were 72 participants in the Study 2 of this thesis. Fifty-nine of
them were mothers of a child (81.9 %) and 13 of them were fathers (18.1 %).
The ages of the participants ranged between 29 and 59 (M = 39.75, SD =

6.63). Seven of the participants (9.7 %) had no education or they were
graduates of either primary school or middle school. Fifteen of the
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participants (20.8 %) had high school education and 50 of the participants
(69.4 %) had a university or higher degree. Sixty of the participants (83.3 %)
were married and 12 of them (16.7 %) were divorced, widowed or single.
Regarding perceived socioeconomic status (SES), 9 of the participants (12.5
%) reported that they had a low SES, 56 of the participants (77.8 %) reported
that they had a middle SES, and 7 of the participants (9.7 %) reported that they
had a high SES. The majority (n = 48) of the participants reported that they
had more than one child (66.7 %) and 24 of them (33.3 %) reported that they
have only one child who has autism spectrum disorder. While 42 of the
caregivers (58.3 %) reported that they received support in caregiving, 30 of
them (41.7 %) reported that they did not receive any support. Moreover,
caregiving duration ranged between 3 months and 264 months (M = 82, SD =
68.11).

Considering physical and mental health of the caregivers, while only
11 of them (15.3 %) reported as being diagnosed with a physical illness, 13 of
them (18.1 %) reported that they have a physiological disorder diagnosis.
Table 3.2.1.Demographic Characteristics of the Sample

Variables N % M SD
Gender

Female 59 81.9

Male 13 18.1
Age 39.75 6.63
Education

Lower than High School 7 9.7

High School 15 20.8

Higher than High School 50 69.4
Marital Status

Married 60 83.3

Single 12 16.7
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Table 3.2.1. (Continued)

Variables N % M SD

Number of Children

One 24 33.3

More than one 48 66.7
Perceived SES

Low 9 12,5

Middle 56 77.8

High 7 9.7
Caregiving Duration 82.02 68.11
Physical Illness

Yes 11 15.3

No 61 84.7
Psychological Disorder

Yes 13 18.1

No 59 81.9
Support for Caregiving

Yes 42 58.3

No 30 41.7

3.2.2. Measures
3.2.2.1. Demographic Information Form

The demographic information form is prepared for caregivers of
children with autism spectrum disorder. The form includes general
demographic questions regarding gender, education, age, income, marital
status, physical illness and psychological health status of caregivers as well as

the date of autism diagnosis, other people providing care for their child, and
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the number of children they have (including their child with autism spectrum

disorder) (See Appendix B).

3.2.2.2. Beck Depression Inventory (BDI)

BDI (Beck, Ward, Mendelson, Mock, & Erbaugh, 1961) was used to
measure the severity of caregivers' depression in terms of cognitive,
behavioral, affective, and somatic components of depression. There are 21
multiple-choice questions in BDI, and the scores obtained from each item
ranges between 0 and 3. Higher overall score from BDI (of 63) reflects a
greater level of depression. BDI was adapted to Turkish by Hisli (1988), and
test-retest reliability of the BDI for the Turkish version was .65, whereas the
split-half reliability was .61 for depressive patients and .78 for students. By
looking at BDI's correlation with Hamilton Depression Rating Scale
(Hamilton, 1960), convergent validity of the scale was calculated as .75 (Hisli,
1988; 1989). The internal consistency reliability as measured by Cronbach's
alpha was .89 for the present sample (See Appendix C).

3.2.2.3. The Caregiver Well-Being Scale (CWB Scale)

Caregiver Well-Being Scale was developed by Berg-Weber et
al.(2000). This scale consists of two subscales, namely basic needs and
activities of living. The basic needs subscale includes the physical needs like
sleep and nutrition and some other needs like personal growth, relaxation and
expression of feelings. The internal consistency reliability of this subscale was
91(Berg-Weger, Rubio, & Tebb, 2000). The second subscale, which is
activities of living, includes the daily activities and some additional leisure
activities like having a hobby. The internal consistency reliability of the
activities of living subscale as measured by Cronbach's alpha was .81. The
correlation coefficient between the two subscales was found as .69, indicating

the convergent validity of the subscales (Berg-Weger, Rubio, & Tebb, 2000).
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The Caregiver Well-Being Scale was adapted to Turkish by Demirtepe and
Bozo (2009). Internal consistency reliability coefficients were .89 for the
activities of living subscale and .93 for the basic needs subscale. Test-retest
reliability of this scale was also strong (» = .79, p < .001). Caregiver Well
Being Scale’s divergent validity was assessed by its correlation with BDI (r =
=71, p <.01); and its convergent validity was assessed by its correlation by
Mental, Physical and Spiritual Well-being Scale (MPSWS) (» = .55, p < .01)
(Demirtepe & Bozo 2009). The internal consistency reliability as measured by
Cronbach’s alpha were .93 for basic needs subscale and .89 for activities of

living subscale for the present sample (See Appendix D).

3.2.2.4. Positive and Negative Affect Schedule (PANAS)

PANAS, which was developed by Watson, Clark, and Tellegen (1988),
has 20 items that constitute two subscales. The first subscale is positive affect,
which consists of 10 items, and the second subscale negative affect also
consists of 10 items. The PANAS was adapted to Turkish by Gen¢dz (2000).
In this scale, respondents rate their affective states in the last two weeks.
Cronbach's alpha coefficient for positive affect was reported as .83 and for
negative affect it was reported as .86. Test-retest reliability for Turkish version
was .40 and .54 for positive and negative affect, respectively. Positive affect’s
validity was assessed by its correlation with BDI (» = -.48, p <.001), and Beck
Anxiety Inventory (r = -.22, p < .005). Moreover, negative affect’s validity
was also assessed by its correlation with BDI (» = .51, p < .001) and Beck
Anxiety Inventory (r = .47, p <.001) (Gencoz, 2000). The internal consistency
reliabilities as measured by Cronbach's alpha were .87 for positive affect and

.86 for negative affect in the present study (See Appendix E).
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3.2.2.5. Ways of Coping Inventory (WCI)

Ways of Coping Inventory was developed by Folkman and Lazarus
(1980) and adapted to Turkish by Siva (1991) with the Cronbach's alpha
coefficient .90. There are 74 items in the Turkish version of the scale.
Hierarchical dimensions of coping styles were examined in the Gengdz,
Gengoz, and Bozo study (2006), and three factors were identified; the problem
focused, emotion focused, and indirect coping. The internal consistency
reliabilities of the subscales were .90 for problem-focused coping, .88 for
emotion-focused coping, and .84 for indirect coping. In this thesis, only
problem focused coping and emotion-focused coping subscales were used (see
Appendix G). Problem focused coping’s validity was assessed by its
correlation with sociotropy (r = -.23, p < .001), trait anxiety (r = -.62, p <
.001), submissiveness (» = -.29, p < .001), and external locus of control (r = -
27, p < .001); and emotion-focused coping’s validity was assessed by its
correlation by sociotropy (r = .42, p < .001), trait anxiety (» = .17, p < .05),
submissiveness (» = .45, p <.001), external locus of control (» = .25, p <.001);
and the autonomy measure (» = -.18, p < .05). (Gencoz, Gencoz, & Bozo,
2006). The internal consistency reliability as measured by Cronbach's alpha
was .92 for problem-focused coping subscale and .85 for emotion-focused

coping subscales for the present sample (See Appendix F).

3.2.2.6. Multidimensional Scale of Perceived Social Support (MSPSS)

Multidimensional Scale of Perceived Social Support was developed by
Zimet, Dahlem, Zimet, and Farley (1988) and adapted to Turkish by Eker and
Arkar (1995). (See Appendix G). There are 12 items in this scale measuring
perceived social support. The scale includes three subscales, namely support
from family, support from friends, and support from significant others. The

items are rated on a 7-point Likert type scale ranging between 7 (agree very
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strongly) and 1 (disagree very strongly). Lower scores on this scale mean
lower levels of perceived social support. Test- retest reliability of the MSPSS
was.85 (Zimet et al., 1988) and Cronbach’s alpha reliability coefficient for the
12 items as .93; and for the subscales of family, friends, and significant other
as .91, .89, and .91, respectively (Canty-Mitchell & Zimet, 2000). Moreover,
MSPSS’s construct validity was assessed by its correlation with Adolescent
Family Caring Scale (AFCS), which were .76 for the family subscale, .33 for
the friends subscale, and .48 for the significant other subscale (p < .001). The
internal consistency reliability as measured by Cronbach's alpha was .94 for

the present sample.

3.2.2.7. General Self-Efficacy Scale (GSE)

General Self-Efficacy Scale was developed by Jerusalem and
Schwarzer in 1979 (1995). In the first version of the GSE, there were 20 items.
In their 1981 study, Jerusalem and Schwarzer reduced the number of items to
10. GSE generally yields internal consistencies between .75 and .91 (Scholz,
Dofia, Sud, & Schwarzer, 2002). GSE was adapted to Turkish by Aypay
(2010) with the overall alpha internal consistency of .83 and test-retest
reliability of .80. In the Turkish GSE, there are two factors, effort and
resistance and ability and confidence. The response scale of General Self-
Efficacy Scale ranges from exactly true (4) to not at all true (1). Problem
focused coping’s validity was assessed by its correlation with depression (» =
.52, p <.001) and state-trait anxiety inventory (» = .48, p <.001) (Bourland et
al., 2000). The internal consistency reliability as measured by Cronbach's

alpha was .86 for the present sample (See Appendix H).
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3.2.2.8. Autism Behavior Checklist (ABC)

Autism Behavior Checklist (Krug, Arick, & Almond 2008) has been
developed by Krug, Arick, and Almond in 1978, then revised twice in 1993
and 2008. The latest revision of Autism Behavior Checklist has been used in
this thesis. According to reliability and validity studies, ABC has .88 internal
consistency, .99 test- retest reliability for professionals, and .76 test-retest
reliability for parents. ABC was adapted to Turkish by Ozdemir and
colleagues (2013). In the Modified Turkish Version of Autism Behavior
Checklist (MTV-ABC), there are 57 behaviors rated by a person who is well
acquainted with the individual diagnosed with autism spectrum disorder. The
57 behaviors are rated as 1 (Yes) if the individual shows this behavior and as 0
(No) if the individual does not show this behavior. Thus, in the present study
higher scores on ABC means higher autism related behaviors/behavioral
problems. Test-retest reliability of ABC was .73 correlation coefficient for
parents and .69 for professionals. Moreover, in terms of criterion related
validity, there was a significant correlation (» = .67, p <.01) between ABC and
Gilliam Autism rating Scale-2-Turkish Version. The internal consistency
reliability as measured by Cronbach's alpha was .88 for the present sample

(See Appendix I).

3.2.2.9. The Index for Adaptation of Caregivers of Children with Autism

Spectrum Disorder:

In order to assess caregivers' adaptation to changes after their child’s
autism spectrum disorder diagnosis, an index with 53 questions were
generated and four experts (one associate professor of psychology, two
psychology Ph.D. students, and a psychology M.S. student) gave feedbacks on
these questions. The questions were prepared based on the integrative coping

model of Holahan and Moos (2007). Thus, theoretically the questions were
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believed to assemble under 7 factors, namely; managing symptoms, managing
treatment, developing and maintaining adequate relationships with health-
care providers, managing emotions, maintaining a positive self-image,
relating to family members and friends and preparing for an uncertain future
(See Appendix J).

(see results section for psychometric properties of Caregiver Adaptation Scale

for Autism).

3.2.3. Procedure

Ethical permissions of the study were granted from Middle East
Technical University (METU) Ethics Committee for Studying with Human
Subjects. Participants of the study were reached through a world-wide-web
based data collection tool (Qualtrics) and they were contacted via face-to-face
meetings. Participants were informed prior to their participations to the study,
and their consents were acquired. The questionnaires were completed in

approximately 40 minutes. The order of scales was counter-balanced.

3.3. Results

3.3.1. Group Comparisons

In order to examine the differences among the levels of demographic
variables on the measures of the study, series of one-way Analyses of
Variances (ANOVA) and independent samples t-tests were conducted. To
examine whether there were significant gender differences in terms of
dependent variables of the study, an independent samples t-test was
conducted. The independent samples t-test indicated that there was a
significant difference between female and male participants on Autism
Behavior Checklist (ABC) scores (t(70) = 2.01, p < .05). Female participants
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(m =33.97, sd = 9.01) reported significantly higher scores on ABC than male
participants (m = 28.15, sd = 11.22), which means that female caregivers
reported more autism related behaviors than male caregivers. Males and
females did not significantly differ on any other variable (i.e., depression,
adaptation, coping, well-being, positive and negative affect).

In order to examine the differences between the levels of marital status
on the dependent variables of the study, an independent samples t-test was
conducted. The independent samples t-test indicated that there was a
significant difference between single and married participants on emotion-
focused coping scores (t(70) = 2.00, p <.05). Married participants (m = 55.45,
sd = 9.20) reported significantly higher scores on emotion-focused coping
subscale of WCI than single participants (m = 49.25, sd = 12.46). Single and
married participants did not significantly differ on any other variable (i.e.,
depression, adaptation, well-being, positive and negative affect).

For education levels, one way Analyses of Variances (ANOVA) were
conducted, but according to results of one way ANOVA, there were not any
study variable that significantly differ among the levels of education.

In order to examine differences among SES levels on the measures of
the study, one way ANOVA was conducted. The analysis yielded a significant
result for Beck Depression Inventory (BDI) (F(2, 69) = 6.80, p < .01). The
post hoc analysis showed that caregivers who reported themselves as a
member of low SES (m = 24.20, sd = 11.59) had significantly higher BDI
scores than participants who reported themselves as members of middle SES
(m =12.80, sd = 7.92) or high SES (m = 15.85, sd = 10.46). However, BDI
scores of middle SES group and high SES group was not significantly
different. Moreover, the analysis yielded a significant result for positive affect
(PA), F(2, 69) = 4.45, p < .05. According to results of one way ANOVA,
participants who reported themselves as a member of middle SES (m = 31.90,
sd = 7.26) had significantly higher positive affect (PA) scores than both low
SES group (m = 26.89, sd = 5.23) and high SES group (m = 25.14, sd = 5.52).
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On the other hand, PA scores of low SES group and high SES group was not
significantly different from each other. The result of one way ANOVA that
examined the differences among SES levels in terms of negative affect (NA)
was also marginally significant F(2, 69) = 3.13, p = .05). According to post
hoc analysis, middle SES group’s NA scores (m = 20.78, sd = 7.00) was
significantly lower than both high SES group (m = 24.28, sd = 8.11) and low
SES group (m = 26.55, sd = 5.63).

There was also a significant difference between participants who
received support for caregiving and who did not receive any support in terms
of basic needs subscale of Caregiver Well-Being Scale (1(70) = 2.43, p < .05).
The caregivers who reported that they receive support for caregiving (m =
72.86, sd = 13.87) had significantly higher basic needs score than caregivers
who reported that they did not receive any support (m = 64.20, sd = 16.20). In
other words, the ones who reported that they receive support for caregiving,
met their basic needs more. Likewise, in terms Multidimensional Scale of
Perceived Social Support, there was a significant difference between
participants who received support for caregiving and who did not receive any
support, (t(70) = 2.96, p < .01). The caregivers who reported that they receive
support for caregiving (m = 59.79, sd = 17.59) perceived significantly higher
support than caregivers receiving no support (m = 46.80, sd = 19.40).

In order to investigate the differences between the caregivers having an
only child with autism spectrum disorder diagnosis and having more than one
child on the continuous variables of the study, an independent samples t-test
was conducted. According to independent t-test results, there was a marginally
significant difference between participants who had only one child and who
have more than one child on Autism Behavior Checklist (ABC), (t(70) = 1.95,
p = .54). The caregivers who had only one child (m = 36.00, sd = 7.93)
reported significantly higher ABC scores than caregivers who have more than
one child (m = 31.38, sd = 10.10), which means that the caregivers who had
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only one child, reported more autism related behaviors of their children than
caregivers who had more than one child.

In order to examine whether there were significant differences between
the participants with and without physical illness in terms of study variables,
an independent samples t-test was conducted. The independent samples t-test
indicated a significant difference on Autism Behavior Checklist (ABC) (t(70)
=-2.09, p < .05). The caregivers who reported that they had a physical illness
(m = 27.45, sd = 4.93) had significantly lower ABC scores than caregivers
who reported that they did not have any physical illness (m = 33.90, sd =
9.97). In other words, caregivers who had a physical illness expressed more
autism related behaviors of their children than caregivers who did not have a
physical illness.

Lastly, to examine whether there were significant differences between
the participants with and without psychological illness in terms of study
variables, an independent samples t-test was conducted.. The independent
samples t-test indicated that there were some significant differences between
participants who had a psychological disorder and who did not have a
psychological disorder on BDI scores (t(70) = 5.44, p < .001), activities of
living scores (t(70) = -2.92, p < .01), ABC scores (t(70) = -1.98, p = .52),
problem-focused coping scores (t(70) = -3.72, p < .001), emotion-focused
coping scores (t(70) = -2.88, p < .01), positive affect scores (t(70) = -2.69, p <
.01), negative affect scores (t(70) = 3.31, p = .001), and self-efficacy scores
(t(70) = -3.58, p = .001). The caregivers who had a psychological disorder (m
= 25.30, sd = 9.57) reported significantly higher BDI scores than caregivers
who did not have any psychological disorder (m = 12.14, sd = 7.50).
Moreover, the caregivers with a psychological disorder (m = 54.21, sd =
13.15) reported significantly lower activities of living scores than caregivers
without psychological disorders (m = 67.20, sd = 14.75). Furthermore, the
caregivers who had a psychological disorder (m = 28.23, sd = 8.97) reported
significantly higher ABC scores than caregivers who did not have any
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psychological disorder (m = 33.95, sd = 9.54). For problem focused coping
strategies, the caregivers who had a psychological disorder (m = 90.54, sd =
13.02) reported significantly lower PFC strategies than caregivers who did not
have any (m = 107.38, sd = 15.07). Likewise, for emotion focused coping
strategies, the caregivers who had a psychological disorder (m = 47.53, sd =
13.02) reported significantly lower EFC strategies than caregivers who did not
have any psychological disorder (m = 55.94, sd = 9.06). For positive affect, the
caregivers who had a psychological disorder (m =25.92, sd = 5.69) reported
significantly lower PA than caregivers who did not have any psychological
disorder (m = 31.64, sd = 7.18). In a similar vein, the caregivers who had a
psychological disorder (m = 27.46, sd = 7.43) reported significantly higher NA
scores than caregivers who did not have any psychological disorder (m =
20.61, sd = 6.55). Lastly, the caregivers who had a psychological disorder (m
= 27.77, sd = 4.24) reported significantly lower self-efficacy scores than
caregivers without any psychological disorder diagnosis (m = 31.58, sd = 3.29)
(See Table 3.2.2.)
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Table 3.3.1.1. Descriptive Statistics and Mean Differences of Demographic

Characteristics of Participants

Variables BDI Perceived Social Support
M SD df t F M SD df t F
Gender 70 157 70 1.08
Female 1461 9.36 55.52 18.97
Male 1415 9.67 49.15 20.92
Education 2,69 .29 2,69 .836
Lower than 16.69 9.74 60.45  9.40
High School
High School 1520 10.19 4953  20.37
Higher than 14.02 9.18 54.98 20.00
High School
Marital Status 70 -23 70 1.34 -
Married 1441 941 55.74 20.37
Single 15.08 941 47.58 11.37
Number of 70 -39 70 .96
Children
One 1392 8.58 57.46  19.03
More thanone  14.83  9.79 52.84 19.51
Perceived SES 2,69 6.80** 2,69 46
Low 2421 11.59 48.80 2451
Middle 1280 7.92 54.95 18.22
High 15.86 10.46 57.00 22.89
Physical Iliness 70 1.27 70 -.90 -
Yes 17.82 10.76 49.55 16.23
No 1393 9.04 5525  19.84
Psychological 70 5.44%** ... 70 -1.40 -—-
Disorder
Yes
No
Support for 70 -.36 70 2.96**
Caregiving
Yes 1419 984 59.79 17.59
No 15.00 8.75 46.80 1941
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Table 3.3.1.1. (Continued)

Variables NA PA
M SD df t F M SD df t F
Gender 70 .59 70 -.30 -
Female 21.73 7.44 30.85 7.24
Male 22.38 6.08 2954 745
Age
Education 26 - 43 269 - .29
9
Lower than 21.14 7.65 3114 576
High School
High School 20.47 5.83 2933 7.78
Higher than 22.36 7.54 30.92 7.35
High School
Marital Status 70 -1.01 70 -.03 -
Married 21.47 7.39 30.60 7.02
Single 23.75 5.86 30.67 8.60
Number of 70 -1.23 70 -1.10 -
Children
One 20.38 5.91 29.29 572
More than 22.58 7.68 31.27 7.87
one
Perceived SES 26 - 3.13* 269 - 4.45%*
9
Low 26.56 5.64 26.89 523
Middle 20.79 7.01 3189 7.26
High 24.29 8.12 25.14 5.52
Physical IlIness 70 .76 70 37 -—-
Yes 23.36 8.36 3136 8.23
No 21.57 6.98 3048 7.12
Psychological 70  3.33*** 70 -2.69**
Disorder
Yes 25.31 9.57 47.62 16.42
No 12.15 7.50 55.87 19.74
Support for 70 .61 70 21
Caregiving
Yes 22.29 7.40 30.76 7.47
No 21.23 6.93 3040 7.03
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Table 3.3.1.1. (Continued)

Variables Adaptation to Health Related Changes Adaptation to Daily Changes
M SD df t F M SD df t F
Gender 70 199 - 70 .939
Female 88.19 12.82 77.24 14.10
Male 87.38 14.74 7262  23.35
Education 2,69 1.01 2,69 154
Lower than 87.29 17.22 76.86  7.13
High School
High School 83.93 16.34 7433  21.93
Higher than 89.38 11.33 76.96 15.10
High School
Marital Status 70 -.61 70 1.02
Married 87.62 13.88 7727  16.65
Single 90.17 8.10 72.08 12.32
Number of 70 -08 - 70 41
Children
One 87.88 9.89 7750 1351
More than one 88.13 14.51 75.85 17.29
Perceived SES 269 - .32 2,69 .58
Low 85.11 15.10 80.00 13.43
Middle 88.25 13.29 7723  16.14
High 90.14 9.19 76.71 19.26
Physical Iliness 70 187 - 70 -44
Yes 94.73 8.82 74.45 14.24
No 86.84 13.41 76.75 16.44
Psychological 70 - 70 -1.62
Disorder 1.23
Yes 84.00 13.98 69.92  10.48
No 88.93 12.83 7783  16.77
Support for 70 -.76 70 .51
Caregiving
Yes 87.05 12.76 77.21 16.00
No 89.43 13.61 75.27  16.33
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Table 3.3.1.1. (Continued)

Variables Activities of Living Basic Needs
M SD df t F M SD df t F

Gender

Female 65.97 15.22 69.29 15.15

Male 59.77 14.83 69.08 17.10
Education 2,69 21 2,69 1.63

Lower than 68.23 10.43 63.88 10.83

High School

High School  63.78 15.82 64.60  15.00

Higher than  64.70 15.80 71.40 15.78

High School
Marital Status 70 -20 70 41

Married 64.69 15.15 69.59 14.89

Single 65.65 16.35 67.58 18.34
Number  of 70 .56 70 -52
Children

One 66.29 17.80 67.92 16.71

More than 64.13 13.93 69.92 14.82

one
Perceived 2,69 46 2,69 2.00
SES

Low 60.26 13.07 59.80 15.27

Middle 65.54 15.02 70.57 14.85

High 65.29 20.35 70.86 17.84
Physical 70 -1.57 70 -.33
Iliness

Yes 58.27 12.40 67.82 15.12

No 66.03 15.48 69.51 1555
Psychological 70 -2.92%* - 70 -1.49
Disorder

Yes 54.21 13.15 63.54 21.88

No 67.20 14.75 70.51 13.49
Support  for 70 .68 60 2.43*
Caregiving

Yes 65.89 13.95 7286  13.87

No 63.40 17.02 64.20 16.21
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Table 3.3.1.1. (Continued)

Variables Self-Efficacy Autism Behavior Checklist
M SD df t F M SD df t F

Gender 70 2.01*

Female 30.92 3.80 33.97 9.02

Male 30.77 3.65 2815  11.22
Education 269 - .04 2,69 - 91

Lower than 31.29 2.29 28.61 552

High School

High School  30.80 2.65 3453 1259

Higher than  30.86 4.20 33.04 9.06

High School
Marital Status 70 .89 70 -.65

Married 31.07 3.78 32.59 10.06

Single 30.00 3.62 34.58 7.23
Number  of 70 -.82 70 1.96*
Children

One 30.38 3.17 36.00 7.93

More than 31.15 4,01 31.38 10.11

one
Perceived 269 - .59 269 - 1.18
SES

Low 31.22 3.46 29.03 9.84

Middle 31.02 3.73 3313 9.60

High 29.43 4.47 36.29 9.43
Physical 70 .02 70 -2.09*
Iliness

Yes 30.91 517 27.45 4.93

No 30.89 3.49 3391  9.97
Psychological 70 - 70 -1.98*
Disorder 3.58***

Yes 27.77 4.25 2823 897

No 31.58 3.29 3395 954
Support  for 70 -1.50 70 1.26
Caregiving

Yes 30.33 3.55 34.13  9.40

No 31.67 3.94 31.23 9.87
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Table 3.3.1.1. (Continued)

Variables Problem-Focused Coping Emotion-Focused Coping
M SD df t F M SD df t F

Gender 70 12 70 .69

Female 104.45 16.33 54.80 9.73

Male 103.85 15.22 52.69 1141
Education 2,69 .92 2,69 - 1.80

Lower than 98.65 13.83 60.78  13.73

High School

High School  108.33  17.19 5233 6.20

Higher than 103.94  15.96 54.16 10.18

High School
Marital Status 70 -37 70 2.01*

Married 104,03  16.59 5546 921

Single 105.92 1341 49.25 12.47
Number  of 70 -.78 70 -43
Children

One 102.25 12.45 53.71 9.37

More than 105.39  17.58 54.78 10.38

one
Perceived 2,69 1.90 2,69 .99
SES

Low 96.73 17.58 50.71 10.49

Middle 106.27  15.77 5529  10.34

High 98.71 13.83 52.29 4.75
Physical 70 -.16 70 -1.13
Iliness

Yes 103.64  16.01 51.27 11.94

No 104.47  16.16 54.99 9.61
Psychological 70 -3.73%** 70 -2.88**
Disorder

Yes 90.54 13.03 47.54 11.49

No 107.38  15.08 55.94  9.06
Support  for 70 .76 70 -.63
Caregiving

Yes 10556 15.82 53.80 10.25

No 102.64  16.44 55.30 9.73

Note. * p < .05, ** p < .01, *** p <.001
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3.3.2. Psychometric properties of Caregiver Adaptation Scale for Autism

(CASA)

Barlett's test of sphericity was significant (32 = 2766.85, df = 903, p <
.001) and the Kaiser—-Meyer—Olkin value was .718, suggesting that the items
of Caregiver Adaptation Scale for Autism (CASA) were appropriate for factor
analysis. Fifty-three items of the CASA were subjected to factor analysis by
using varimax rotation and forced to two factors. Eight of the items were not
loaded to any of the factors. After deleting these eight items, CASA were
again subjected to factor analysis by using varimax rotation and forced to two
factors. Two of the items were not loaded to theoretically appropriate factors.
Therefore, these two items were also deleted from the scale. Consequently, 10
of the 53 items were discarded from the scale because of low factor loadings,
theoretical problems, or unloading to a factor. For these factors, the
eigenvalues were 11.75 and 4.95, respectively. The amounts of variance
explained by these factors were 27.33 % and 11.52 %, respectively. Thus,
these 2 factors totally explained 38.85 % of the variance. The cut-off score for
the item loadings was considered as .30. According to this criterion, 19 items
constituted the first factor (i.e., items related to managing symptoms,
managing treatment, and developing and maintaining adequate relationships
with health-care providers), which was labeled as "adaptation to health related
changes". The adaptation to health related changes factor revealed an alpha
coefficient of .894. The second factor, which was named as "adaptation to
daily changes" (i.e., items related to maintaining of a positive self-image,
relating to family members and friends, and preparing for an uncertain future),

consisted of 24 items with an alpha coefficient of .903 (See Table 3.3.1.)
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Table 3.3.2.1. Factor loadings, explained variances and alpha coefficients
for Caregiver Adaptation Scale for Autism (CASA)

Factors Corrected Cronbach’s
Adaptation  Adaptation Item-total ﬁ‘é?r?a if
Item to Health to Daily Correlation  Deleted
Related Changes
Changes
Q11 (Cocugum kendine siddet gosterdiginde 717 -.104 .668 .884
bunun sebebini anlayabiliyorum)
Q10 (Cocugum kendine siddet gosterdiginde 713 .036 .644 .885
bununla basa ¢ikabiliyorum)
Q14 (Cocugum bir bagkasina giddet 712 .009 .623 .886
gosterdiginde bunun sebebini anlayabiliyorum)
Q3 (Cocugumun isteklerini kargilayabiliyorum) 708 073 .658 .886
Q6 (Cocugum agladiginda bunun sebebini 675 .086 .646 .886
anlayabiliyorum)
Q5 (Cocugumun davranis problemi gosterecegi 671 .026 627 .886
zamanlar1 dnceden anlayabiliyorum)
Q9 (Cocugum bagirdiginda bununla basa .665 122 .604 .887
¢ikabiliyorum)
Q8 (Cocugum bagirdiginda bunun sebebini 661 .058 602 .887
anlayabiliyorum)
Q21 (Cocugumun hangi alanlarda egitime 660 177 .585 .887
ihtiya¢ duydugunu anlayabiliyorum)
Q12 (Cocugum bana siddet gosterdiginde 659 .043 574 .887
bununla basa ¢ikabiliyorum)
Q2 (Cocugumun ihtiyaglarini anlayabiliyorum) 602 -.018 528 .889
Q20 (Cocugumun daha iyi bir egitim almast ile 577 147 535 .889
ilgili neler yapacagimi biliyorum)
573 .200 496 .890
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Table 3.3.2.1. (Continued)

Factors Corrected Cronbach’s
Adaptation  Adaptation Item-total ﬁ‘;?r?a it
Item to Health to Daily Correlation ~ Deleted
Related Changes
Changes
Q19 (Cocugumun ihtiyaci olan egitim igin 502 417 .504 .890
gerekli kaynaklara ulasabiliyorum)
Q16 (Cocugumun (eger aliyorsa) dzel egitim 444 .130 493 .890
stirecine uyum saglayamadim)
Q24 (Cocugumun 6gretmeni ile istedigim gibi 392 161 391 .893
iletisim kurabiliyorum)
Q25 (Cocugumun 6gretmenine isteklerimi ifade .340 -091 316 .897
edemiyorum)
Q4 (Cocugumun ihtiyaglarini karsilayamiyorum) 339 131 324 .895
Q22 (Doktor kontrollerine ve rapor alma- 321 .080 .320 .890
yenileme siireglerine uyum saglayamadim)
Q42 (K&k ailem (kendi anne-babam ve .166 .798 743 .894
kardeslerim) ile yasadigim problemleri saglikli
bir sekilde ¢ozebiliyorum)
Q39 (Kok ailem (kendi anne-babam ve 154 770 .703 .895
kardeslerim) ile iligkilerimi saglikli bir sekilde
stirdiirebiliyorum)
Q41 (Cekirdek ailem (esim ve diger gocuklarim) 189 .664 .603 .897

ile yasadigim problemleri saglikli bir sekilde

¢ozebiliyorum)

Q40 (Cekirdek ailem (esim ve diger gocuklarim) 093 .655 551 .898
ile iliskilerimi saglikli bir sekilde

stirdiirebiliyorum)

Q47 (Arkadaslarimla iliskilerim saglhkl bir .180 .652 .604 .897
sekilde siirdiirebiliyorum)

Q44 (Cekirdek ailemden (esim ve diger 167 .648 .590 .898
¢ocuklarim) bekledigim destegi onlara ifade

edebiliyorum)

Q38 (D1s goriiniisiime dzen gosterebiliyorum) .350 .633 .697 .895
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Table 3.3.2. 1. (Continued)

Factors Corrected Cronbach’s
Adaptation  Adaptation Item-total 'Iat‘éfr?a if
Item to Health to Daily Correlation  Deleted
Related Changes
Changes
Q48 (Arkadaglarimdan bekledigim destegi .208 .618 .589 .898
onlara ifade edebiliyorum)
Q53 (Cocugumun gelecekte ihtiyag duyabilecegi 305 612 .639 .897
bakim i¢in gerekli hazirliklar1 yapabiliyorum)
Q49 (Arkadaglarimdan bekledigim destegi -.008 609 516 .899
alabiliyorum)
Q43 (Kok ailemden (kendi anne-babam ve 110 .605 .549 .898
kardeslerim) bekledigim destegi onlara ifade
edebiliyorum)
Q52 (Cocugumun gelecekte karsilasabilecegi 361 585 613 .897
ekonomik zorluklar i¢in gerekli hazirligi
yapabiliyorum)
Q46 (Kok ailemden (kendi anne-babam ve -.207 535 397 .901
kardeslerim) bekledigim destegi alamiyorum)
Q35 (Kendi 6z bakimimu istedigim sekilde .206 519 549 .898
saglayabiliyorum)
Q32 (Otizm spektrum bozuklugu tanist almig bir 141 518 513 .899
¢ocugun ebeveyni olarak duygusal ihtiyaglarimi
karsilayamiyorum)
Q51 (Cocugumun gelecekte almasi gereken .460 516 .564 .898
egitim i¢in gerekli hazirligi yapabiliyorum)
Q50 (Cocugumun gelecekte karsilagabilecegi 487 510 .588 .897
saglik problemleri igin gerekli hazirlig
yapabiliyorum)
Q45 (Cekirdek ailemden (esim ve diger -.016 491 401 901
¢ocuklarim) bekledigim destegi alamiyorum)
Q37 (Kendimden hognutum) 579 491 .604 .897
Q34 (Kendime istedigim kadar vakit -.154 467 376 .902
aylramiyorum)
Q36 (Fiziksel sagligima dikkat edemiyorum) -.132 435 .353 .902
Q30 (Otizm spektrum bozuklugu tanist almig bir 535 407 517 .899
¢ocugun ebeveyni olarak olumsuz duygularin
yarattig etkileri kontrol edebiliyorum)
Q33 (Kendi fiziksel bakimimu istedigim sekilde  -.020 .332 279 .920
saglayabiliyorum)
Q31 (Otizm spektrum bozuklugu tanist almuig bir 330 .325 .390 901

¢ocugun ebeveyni olarak olumsuz duygularimla

basa ¢ikamiyorum)
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Table 3.3.2.1. (Continued)

Factors Corrected Cronbach’s
Adaptation Adaptation Item-total ﬁ‘éﬁ:‘a it
Item to Health to Daily Correlation  Deleted

Related Changes
Changes

Eigen Values 11.75 4.95

Explained Variance (%)  27.33 11.52

Alpha coefficient 894 903

Note. Items that were loaded to a factor were shown in bold characters under the respective factor

The adaptation to health related changes factor was significantly and
negatively correlated with depressive symptoms (» = -.35, p <.05) and
negative affect (» =-.35, p <.05). Moreover, it was significantly correlated
with self-efficacy (» = .42, p <.001), positive affect (» = .38, p =.001),
problem focused coping (r = .45, p <.001), emotion focused coping ( = .25, p
<.05), basic needs (» = .26, p <.05) and activities of living subscales of

Caregiver Well Being Scale (r =.29, p <.05).

The adaptation to daily changes factor was significantly correlated
with basic needs (r = .60, p < .001) and activities of living (» = .62, p <.001)
subscales of Caregiver Well Being Scale, perceived social support (» = .51, p <
.001), problem focused coping (» = .56, p <.001), emotion focused coping (» =
31, p <.05), positive affect (r= .47, p <.001), and self-efficacy (r = .27, p <
.05). Moreover, it was significantly and negatively correlated with negative

affect (r =-.55, p <.001) and depressive symptoms (r = -.64, p <.001).
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Table 3.3.2.2. Pearson Correlation Coefficients among Variables

Variable 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15
1.Age -

2. Age of Child 589*** -

3. Diagnosis age of 210 .324%* -

child

4. Caregiving Duration S68%FEk - 97 HE* .093 -

5.BDI - 114 -.349%* -055  -35%  (.89)

6. Basic Needs 182 155 -.106 190 540wk (.93)

7. Activities of Living 167 181 .022 86 .64k 565%** (.89)

8. Perceived Social -.059 -.022 -.052 -010  -33%%  506%**  399%w+* (.94)

Support

9. ABC -.131 -.087 -.180 -.047 -.24% 179 3971 %** .169 (88)

10. Adaptation to 312%* 266%* 133 247 61T 533%Ex SeekkE 308%* 5% (84)

Caregiving

11.Problem-Focused 219 .298%* 201 264%  -64xxx 356%F  400%** 222 205 600+ (.92)

Coping

12.Emotion-Focused .069 .079 167 042 -35%* 221 .283%* 173 .149 Ko A4 (.85)

Coping

13.Positive Affect .155 231 .140 208 -59 Al 466%x 246% .106 SkEx o JRRR 37 REE (.87)

14 Negative Affect -.133 -.063 -.039 -056  .653%xx 34k = S5Txex - 266% -2% SR Sk QT ek - ATHx% (86)
15. Self-Efficacy .093 .033 275% -.033 -231 .027 .169 .013 .047 ArEx o SRk 350k 5D[xkx -30%*  (.86)

Note 1. "p < .05, ™p < .01, ""p <.001

Note 2. Scores within the parentheses on the diagonal represent the Cronbach’s alpha coefficients for the scales and subscales of the study



3.3.3. Hierarchical Regression Analyses for Positive Affect, Negative

Affect, Depression, Activities of Living, and Basic Needs

Five hierarchical regression analyses were carried out to determine
the predictors of positive affect, negative affect, depression, activities of
living, and basic needs. The entry order of the variables was determined based
on the model of Holahan and Moos (2007). The first panel consisted of
demographic variables and self-efficacy of the caregiver. The second panel
consisted of autism related behaviors. The third one consisted of perceived
social support. The fourth one consisted of adaptation to caregiving activities.
The fifth one consisted of coping strategies, and at the last panel represents the
outcome variables, which were depressive symptoms, positive and negative
affect, and caregiver well-being indicators, i.e., the extent to which the
caregivers perform activities of living and meet their basic needs. Cognitive
appraisal, which is originally a component of Holahan and Moos’ integrative
coping model (2007), was not taken into consideration in present study.

The first hierarchical regression analysis was conducted using
positive affect as the criterion, and psychological disorder of caregiver as the
first step predictor. Gender, age, SES, education, perceived social support,
general self-efficacy, and child’s behaviors related to autism spectrum disorder
obtained through ABC were the second step predictors. Adaptation to
caregiving was the third step predictor and coping styles were the fourth step

predictors. In the first step, psychological disorder explained 9.4 % of the
variance in positive affect (R2 =.09, F(1, 70) = 7.22, p < .01). According to
regression analysis, psychological disorder ( 4/ =-.31, p <.01) was negatively

associated with positive affect. In other words, having been diagnosed with a
psychological disorder predicted less positive affect in caregivers of autistic
children. The addition of gender, age, SES, perceived social support, general

self-efficacy, and child’s behaviors related to autism spectrum disorder in the
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second step led to an increment in explained variance by 26.6 % in positive
affect (R2 = .36, F(8, 63) =4.43, p <.001). While gender ( 4 = -.05, p = .65),
age (/4 = .16, p = .16), education ( 4/ =-05, p = .67), SES (4 =-.05, p = .68)
and child’s behaviors related to autism spectrum disorder ( 4 = .03, p = .76)
were not significantly related to positive affect, general self efficacy ( 4 = .45,
p < .001) and perceived social support ( 4 = .22, p < .05) were positively
associated with positive affect. Thus, after controlling for the effect of
psychological disorder, higher self-efficacy and higher perceived social
support predicted more positive affect in caregivers of autistic children. The
addition of adaptation to caregiving obtained through Caregiver Adaptation
Scale for Autism in the third step led to an increment in explained variance by
5.5 % in positive affect (R2 = .42, F(9, 62) = 4.88, p < .001). Adaptation to
caregiving ( 4 = .30, p <.05) was positively associated with positive affect. In
other words, after controlling for the effect of psychological disorder, self-
efficacy and perceived social support, higher adaptation predicted more
positive affect in caregivers of children with autism spectrum disorder. The
addition of problem focused coping and emotion focused coping in the last
step let to an increment in explained variance by 13.5 % in positive affect (R2
=.55, F(11, 60) = 6.58, p < .001). While emotion-focused coping ( & = .05, p
= .62) was not significantly related to positive affect, problem focused coping
was positively associated with positive affect ( 4 = .53, p <.001) Thus, after
controlling for the effect of psychological disorder, self-efficacy, perceived
social support and adaptation to caregiving, higher problem focused coping
strategies predicted more positive affect in caregivers of children with autism

spectrum disorder (see Table 3.3.2.1.).
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Table 3.3.3.1. Hierarchical Regression Analysis for Predicting
Positive Affect

AR df t V4 ?

R
First step 7.22 1,70 .094
Psychological -2.69  -306%*
Disorder
Second Step 3.75 7,63 .360
Gender =453 -.048
SES -416  -.047
Perceived  Social 2.15 224%
Support
Age 1.44 156
Child’s  behaviors 302 .033
(ABC)
Education 429 .048
Self-Efficacy 3.946  .450***
Third Step 577 1,62 415
Adaptation to 2402  .300%*
Caregiving
Fourth Step 8.725 2,60 547
Emotion-Focused .504 .051
Coping
Problem-Focused 4.005  .528%**
Coping

Note. * p <.05, ** p <.01, *** p <.001

A similar procedure was followed to test the hypotheses about negative
affect. Psychological disorder of caregiver was the first step predictor at the
hierarchical regression. Gender, age, SES, education, perceived social support,
general self-efficacy, and child’s behaviors related to autism spectrum disorder
were the second step predictors. Adaptation to caregiving was the third step

predictor and coping styles were the fourth step predictors. In the first step

psychological disorder explained 13.7 % of the variance in negative affect (R2
=.14, F(1, 70) = 11.09, p = .001). Psychological disorder ( & = .37, p = .001)

was positively associated with negative affect. In other words, existence of a
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psychological disorder predicted more negative affect in caregivers. The
addition of gender, age, SES, perceived social support, general self-efficacy

and child’s behaviors related to autism spectrum disorder in the second step let
to an increment in explained variance by 16 % in negative affect (R2 = .30,
F(8, 63) =3.31, p <.01). According to results of hierarchical regression, age (
g =-21, p =.06), education ( 4 = .16, p = .18), SES (4 = -.08, p = .51),
general self-efficacy ( 4 =-.19, p = .12), perceived social support ( & =-.20, p
= .07), child’s behaviors related to autism spectrum disorder ( 4 = -.18, p =
.12) and gender ( 4 = -.46, p = .68) were not significantly related to positive
affect. The addition of adaptation to caregiving in the third step let to an
increment in explained variance by 11 % in negative affect (R2 = .41, F(9, 62)
= 471, p < .001). Adaptation to caregiving ( 4/ = -.43, p < .001) was
negatively associated with negative affect. Thus, poor adaptation predicted

more negative affect in caregivers. The addition of problem-focused coping

and emotion-focused coping in the last step let to an increment in explained
variance by 8 % in negative affect (R2 = 47, F(11, 60) = 4.85, p < .001).
However, both emotion-focused coping ( 4/ = -.21, p = .06) and problem-
focused coping ( 4 =- .22, p = .13) were not significantly related to negative

affect (see Table 3.3.2.2.).
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Table 3.3.3.2. Hierarchical Regression Analysis for Predicting Negative

Affect
AF df t Vs R
First step 11.094 1,70 124
Psychological 3.33 37*
Disorder
Second Step 2.055 7,63 297
Gender -414 -.046
SES -.664 -.079
Perceived -1.846 -.201
Social
Support
Age -1.932 -219
Child’s -1.536 -.179
behaviors
(ABC)
Education 1.370 162
Self-Efficacy -1.581 -.189
Step 3 11.37 1,62 406
Adaptation to -3.372 -.425%
Caregiving
Step 4 3.66 2,60 A71
Emotion- -1.958 -214
Focused
Coping
Problem- -1.517 =216
Focused
Coping

Note. * p <.001

A similar procedure was followed to test the hypotheses about
depression. Since age of children was a significant predictor of depression at
the correlation analysis; in addition to psychological disorder of caregiver, the
age of the autistic child was entered as another first step predictor in the

hierarchical regression analysis. Gender, age, SES, education, perceived social
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support, general self-efficacy and child’s behaviors related to autism spectrum
disorder were the second step predictors. Adaptation to caregiving was the
third step predictor, and coping styles were the fourth step predictors. In the
first step psychological disorder and age of the autistic child explained 39 %
of the variance in depression (R2 =.39, F(2, 69) =22.19, p <.001). While age
of the child (4 = -.31, p < .01) was negatively associated with depression,
psychological disorder ( 4 = .52, p <.001.) was positively associated. In other
words, as the age of the child decreased and if the caregiver had a
psychological disorder, they reported more depressive symptoms. The addition
of gender, age, SES, perceived social support, general self-efficacy, and
child’s behaviors related to autism spectrum disorder in the second step let to
an increment in explained variance by 12 % in negative affect (R2 = .51, F(9,
62) =7.24, p <.001). According to results of hierarchical regression analysis,
age (4 =.03, p=.83), education ( 4/ =-.04, p = .68), SES ( 4 =-.06, p = .53),
general self-efficacy (4 = -.06, p = .57) and child’s behaviors related to
autism spectrum disorder ( 4 = -.16, p = .12), and gender ( & = -.17, p = .09)
were not significantly related to depression. On the other hand, perceived
social support ( 4 = -.26, p < .01) was negatively associated with depression.
In other words, after controlling for the effect of psychological disorder,
higher perceived social support predicted less depressive symptoms in
caregivers of children with autism spectrum disorder. The addition of
adaptation to caregiving in the third step let to an increment in explained
variance by 15 % in depression (R2 = .66, F(10, 61) = 12.81, p < .001).
Adaptation to caregiving ( 4 = -.50, p < .001) was negatively associated with
depression. Thus, higher adaptation predicted less depressive symptoms in
caregivers of children with autism spectrum disorder. The addition of problem

focused coping and emotion focused coping in the last step let to an increment

in explained variance by 5 % in positive affect (R2 =.71, F(12,59)=11.95, p
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< .001). While emotion-focused coping ( 4/ = -.03, p = .68) were not
significantly related to negative affect, problem focused coping ( 4 =-.33,p <
.01) was negatively associated with depression. In other words, after
controlling for the effect of psychological disorder, perceived social support
and adaptation, higher problem focused coping strategies predicted less

depressive symptoms in caregivers of children with autism spectrum disorder

(see Table 3.3.2.3.)
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Table 3.3.3.3. Hierarchical Regression Analysis for Predicting Depression

AF df t V4 RZ
First step 22.194 2,69 391
Psychological 5.530 S521%*
Disorder
Age of the -3.270 -.308*
Child  with
Autism
Spectrum
Disorder
Second Step 2.203 7,62 513
Gender -1.734 -.174
SES -.639 -.064
Perceived -2.853 -262%
Social
Support
Age 207 .026
Child’s -1.599 -.156
behaviors
(ABC)
Education -.409 -.041
Self-Efficacy -.576 -.057
Step 3 26.287 1,61 .659
Adaptation to -5.127 -.496**
Caregiving
Step 4 4.974 2,59 .709
Emotion- -415 -.034
Focused
Coping
Problem- -2.997 -331*
Focused
Coping

Note. * p < .01, ** p <.001

The fourth hierarchical regression analysis was conducted using

activities of living as the criterion, and psychological disorder of caregiver as
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the first step predictor. Gender, age, SES, education, perceived social support,
general self-efficacy and child’s behaviors related to autism spectrum disorder
were the second step predictors. Adaptation to caregiving was the third step
predictor, and coping styles were the fourth step predictors. In the first step
psychological disorder explained 11 % of the variance in activities of living
(R2 =.11, F(1, 70) = 8.56, p < .01). Psychological disorder ( & =-.33, p <.01)
was negatively associated with activities of living. So, having no
psychological disorder predicted better functioning in daily activities. The
addition of gender, age, SES, perceived social support, general self-efficacy
and child’s behaviors related to autism spectrum disorder in the second step let
to an increment in explained variance by 29 % in activities of living (R2 = 40,
F(8, 63)=5.20, p <.001). While gender ( 4 =-.05, p =.61), education ( 4 = -
09, p = .42), SES (/4 =-.03, p = .81), and general self efficacy ( 4 = .02, p =
.88) were not significantly related to activities of living, child’s behaviors
related to autism spectrum disorder ( 4 = .32, p < .01), perceived social
support ( 4/ = .32, p < .01), and age (4 = .30, p < .01) was positively
associated with activities of living. In other words, with the increase in age of
caregivers and perceived social support, caregivers reported higher
performance in activities of living. The addition of adaptation to caregiving in
the third step let to an increment in explained variance by 9 % in activities of
living (R2 =.49, F(9, 62) = 6.73, p <.001). Adaptation to caregiving ( 45 = .40,
p < .001) was positively associated with activities of living. Thus, caregivers
who adapted to caregiving better, have increased activities of living scores.
The addition of problem focused coping and emotion focused coping in the
last step did not let to an increment in explained variance in activities of living
(R2 = .49, F(11, 60) = 5.33, p <.001). Both emotion-focused coping ( & = .02,
p = .83) and problem-focused coping ( 4 = -.01, p = .99) were not

significantly related to activities of living (see Table 3.3.2.5.)
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Table 3.3.3.4. Hierarchical Regression Analysis for Predicting Activities of

Living
AF df t Vs R
First step 8.558 1,70 .109
Psychological -2.925 -.330*
Disorder
Second Step 4311 7,63 398
Gender -.509 -.053
SES -.246 -.027
Perceived 3.133 316*
Social
Support
Age 2.893 .304*
Child’s 3.004 319%
behaviors
(ABC)
Education -.802 -.089
Self-Efficacy .145 .016
Fourth Step 11.823 1,62 494
Adaptation to 3.438 A400**
Caregiving
Fifth Step .024 2,60 494
Emotion- 217 .023
Focused
Coping
Problem- -.008 -.001
Focused
Coping

Note. * p < .01, ** p <.001

Lastly, a similar procedure was used to test the hypotheses about basic
needs. Since having someone to support for caregiving activities was
significantly correlated with basic needs at the correlation analysis, it was
entered as the first step predictor at the hierarchical regression. Gender, age,

SES, education, perceived social support, general self-efficacy, and child’s
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behaviors related to autism spectrum disorder were the second step predictors.
Adaptation to caregiving was the third step predictor, and coping styles were
the fourth step predictors. In the first step, support for caregiving explained 8
% of the variance in basic needs (R2 = .08, F(1, 70) = 5.93, p < .05). Support
for caregiving ( 4 = -.28, p <.05) was negatively associated with basic needs.
In other words, caregivers who reported as having someone to support for
caregiving, met less basic needs. The addition of gender, age, SES, perceived
social support, general self-efficacy, and child’s behaviors related to autism
spectrum disorder in the second step let to an increment in explained variance
by 27 % in basic needs (R2 = .35, F(8, 63) = 4.36, p < .001). According to
results of hierarchical regression, age ( 4 = .20, p = .06), education ( 4 = .13,
p=.27), SES (4 =-.03, p =.79), general self-efficacy ( 4 = -.02, p = .83),
child’s behaviors related to autism spectrum disorder ( 4 = -.10, p = .38), and
gender ( 4 =-.02, p = .89) were not significantly related to basic needs. On the
other hand, perceived social support ( 4/ = .47, p < .001) was positively
associated with basic needs. Thus, after controlling for the effect of having
someone to support for caregiving, higher perceived social support predicted
higher basic needs scores in caregivers of children with autism spectrum
disorder. The addition of adaptation to caregiving in the third step let to an
increment in explained variance by 13 % in basic needs (R2 = 48, F(9, 62) =
6.41, p < .001). Adaptation to caregiving ( 4 = .47, p < .001) was positively
associated with basic needs. In other words, caregivers who had higher
adaptation reported increased basic needs scores. The addition of problem
focused coping and emotion focused coping in the last step let to an increment
in explained variance by 1 % in basic needs (R2 = .49, F(11, 60) =533, p <
.001). However, both emotion-focused coping ( /4 = .09, p = .42) and problem-

focused coping ( 4 = .10, p = .50) were not significantly related to basic needs
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Table 3.3.3.5. Hierarchical Regression Analysis for Predicting Basic Needs

AF df t V4 R

First step 5.926 1,70 .078
Having -2.434 -.279%*
Someone to
Support for
Caregiving
Second Step 3.784 7,63 351
Gender 136 .015
SES 269 .031
Perceived 4219 A465%*
Social
Support
Age 1.393 202
Child’s .893 .097
behaviors
(ABC)
Education 1.115 126
Self- 220 .023
Efficacy
Third Step 15.710 1,62 482
Adaptation 3.964 A467%*
to
Caregiving
Fourth Step 719 2,60 494
Emotion- 285 .028
Focused
Coping
Problem- 416 .044
Focused

Coping

Note. * p < .05, ** p <.001
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Table 3.3.3.6. Summary of the Results of Hierarchical Regression Models

Depressive Negative Affect Positive Affect Basic Needs Activities of

Symptoms Living

First Step Variables

Having Someone Significant( +)
to Support for
Caregiving

Psychological Significant (+) Significant (+) Significant (-) Significant (-)
Disorder

Age of the Child Significant (-)

with Autism

Spectrum

Disorder

Second Step Variables

Gender

SES

Perceived Social Significant (-) Significant (+) Significant (+)

Support

Age Significant (+)
Child’s behaviors Significant (+)
(ABC)

Education

Self-Efficacy Significant (+)

Third Step Variables

Adaptation to Significant (-) Significant (-) Significant (+) Significant (+) Significant (+)

Caregiving

Fourth Step Variables

Emotion-Focused

Coping

Problem-Focused Significant (-) Significant (+)
Coping

Note. (-) for negatively associated and (+) for positively associated

3.4. Discussion

The aim of the Study 2 of this thesis was to examine the correlates of

positive affect, negative affect, depressive symptoms, activities of living, and
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the basic needs of caregivers of children with autism spectrum disorder. In
order to explore these associations, based on the model of Holahan and Moss
(2007), 5 hierarchical regression analyses were conducted. The results of these

hierarchical regressions will be discussed below.

3.4.1. Positive affect

The results of hierarchical regression analysis demonstrated that while
having a psychological disorder was negatively associated with positive affect;
after controlling for the effects of having a psychological disorder, general
self-efficacy and perceived social support were still positively associated with
positive affect. Moreover, after controlling the effects of causal antecedents
(i.e., psychological disorder, general self-efficacy and perceived social
support), adaptation to caregiving and problem-focused coping strategies were
positively associated with positive affect.

As it was suggested in the literature, positive affect is negatively
correlated with depression in a non-clinical Turkish sample (Gencoz, 2002).
Therefore, the relation found between positive affect and having a
psychological disorder in the current study was not surprising, since caregivers
of children with autism spectrum disorder possess higher levels of chronic
stress (Ruiz-Robledillo & Moya-Albiol, 2015), depression (Manning,
Wainwright, & Bennett, 2010), and anxiety.

Again for perceived social support, the results were congruent with the
literature, since depression, stress and anxiety were negatively correlated with
social support (Falk, Norris, & Quinn, 2014). As a result of increased
perceived social support; family functioning (Manning, Wainwright, &
Bennett, 2010) and family quality of life (Pozo, Sarrid, & Brioso, 2013) can
increase, which may, in turn, increase the positive affect score of caregivers.

General self-efficacy is another variable that was positively associated

with positive affect. According to a study by Nair and Dovina (2015), self-
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efficacy has a significant influence on positive affect. Bandura (1995)
described self-efficacy as the belief of a person in his/her ability to succeed in
a particular situation, i.e., caregiving in this study. Therefore, the caregivers
who have a belief in his/her ability to succeed in caregiving might have
reported higher positive affect.

After controlling for the effects of causal antecedents (i.e.,
psychological disorder, general self-efficacy and perceived social support)
adaptation to caregiving was also positively associated with positive affect.
Adaptation to caregiving was measured by Caregiver Adaptation Scale for
Autism (CASA), which was developed by the theoretical frame proposed by
Holahan and Moos (2007). This scale consists of questions regarding the
managing symptoms of autism spectrum disorder, managing treatment and
education, forming relationships with health-care providers, managing
emotions, maintaining a positive self-image, relating to family members and
friends, and preparing for an uncertain future. Participants, who got a higher
score on adaptation, also had higher positive affect scores. After autism
spectrum disorder diagnosis, the life of a caregiver changes dramatically, and
new tasks emerge. They have to follow a new daily routine where there is little
time even for their basic needs, daily activities, and let alone for leisurely
activities. Therefore, adaptation to this new daily routine and managing this
routine might have increased the positive affect of caregivers of children with
autism spectrum disorder.

Consistent with the literature (Dunkley & Lewkowski, 2016), at the
last step of the hierarchical regression analysis problem-focused coping
strategies were also positively associated with positive affect. It was revealed
that mother caregivers who utilize more problem-focused coping strategies
reported higher levels of well-being (Benson, 2010; Pozo, Sarrid, & Brioso,
2013), less perceived stress, and less perceived child behavioral problems as
well as increased daily positive mood, lower depressive symptoms, and higher

parental satisfaction. Therefore, the use of problem-focused coping strategies
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is favorable in terms of positive affect, which is parallel with the literature,

that can be appraised as a strength of this study.

3.4.2. Negative Affect

The results of hierarchical regression analysis demonstrated that
having a psychological disorder was positively associated with negative affect.
Moreover, adaptation to caregiving was negatively associated with negative
affect. At the first step of hierarchical regression analysis, having a
psychological disorder predicted increased negative affect scores of caregivers
of children with autism spectrum disorder. Since increased negative affect is
common to depression and anxiety (Gengdz, 2002), this association was an
expected one.

Caregivers who are able to manage symptoms of autism spectrum
disorder, treatment and education; form relationships with health-care
providers; who can maintain a positive self-image; and relate to family
members and friends; manage their emotions; and prepare for future had lower
negative affect scores. If the caregivers can adapt well to caregiving in terms
of components of adaptation described above, it can be expected that their
anxiety level would be decreased, since the level of anxiety was positively
associated with appraisal of the situation as threatening and uncontrollable
(Lazarus & Folkman, 1984). The decreased negative affect scores of
caregivers, whose adaptation score was high, might be a result of this
decreased anxiety, since anxiety and negative affect was significantly and
positively associated (Gengdz, 2002).

Although an association between negative affect and perceived social
support was expected, this association has not been demonstrated in this study.
According to a study of Stuart and McGrew (2009), when social support
increases, caregivers’ burden decreases; thereby, caregivers experience less

negative affect. However, it was suggested that with the increase of negative
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affect, the positive effects of social support on stress decreases (Civitci, 2015).
Therefore, because of increased negative affect, caregivers may not benefit
from the stress-buffering effect of social support, even if they receive adequate

social support.

3.4.3. Depression

The results of hierarchical regression analysis demonstrated that
psychological disorder was positively associated with depression. Moreover,
the age of children, perceived social support, adaptation to caregiving, and
problem-focused coping were negatively associated with depression

As noted above, the association between depression scores and
psychological disorder is highly predictable. Likewise, the association
between depression scores and perceived social support has been demonstrated
by different studies. For instance, according to a study by Falk et al. (2014),
both maternal and paternal depression and stress were negatively correlated
with social support. On the other hand, although it was suggested that longer
caregiving duration did not affect depression levels of the caregivers of
children with autism (Barker et al., 2011), hierarchical regression analysis
revealed a different result, i.e., as the age of the child with autism spectrum
disorder increased, the depression levels of caregivers decreased, as well. The
decrease in depression scores was similar to what has been suggested for
anxiety in Barker et al.’s study (2011). The decrease in depression levels may
be explained by adaptation to caregiving tasks with the increase in experience
or decreased expectations of caregivers, which in turn, may result in decreased
disappointments, and less depressive symptoms.

After controlling for the effects of causal antecedents (i.e., age of
children, perceived social support) adaptation to caregiving was also positively
associated with depression. Caregivers, who can manage symptoms of autism

spectrum disorder, treatment and education, their emotions related to autism
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spectrum diagnosis of their child, as well as who can form relationships with
health-care providers and maintain a positive self-image, relate to family
members and friends, and who are able to prepare for future, did report lower
depressive symptoms in this study. As in the regression analyses where
positive and negative affect were dependent variables, adaptation to caregiving
is one of the key predictors of depression. Again, the caregivers, who can
adapt to changes that occur after the diagnosis, can cope better with the
negative aspects of caregiving, which in turn, may result in lower levels of
depression.

As consistent with the literature (Benson, 2010; Pozo, Sarria, &
Brioso, 2013), problem-focused coping was negatively associated with
depression, after controlling for the effects of causal antecedents. Caregivers
who utilize more problem-focused coping reported less depressive symptoms
in this study. Moreover, as discussed above, increase in problem-focused
coping means higher levels of family adaptability (Lin, Orsmond, Coster, &
Cohn, 2011). Therefore, the association between problem-focused coping,
adaptation and depression can be related to each other.

Although a negative association between family income and level of
depression was expected (Athari, Ghaedi, & Mohd Kosnin, 2013), this
association was not demonstrated in this study. Since more than half of the
participant caregivers (77.8 %) were the members of middle SES, the
association of family income with caregiver depression can be examined more
reliably with a study that has equivalently distributed participants in terms of
SES.

3.4.4. Caregiver Well-Being

According to the results of hierarchical regression analyses, having

someone to support for caregiving, perceived social support, and adaptation to
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caregiving were positively associated with basic needs. Moreover, the results
of hierarchical regression analyses demonstrated that while having a
psychological disorder was negatively associated with activities of living,
child’s behaviors related to autism spectrum disorder, perceived social
support, age of the caregiver, and adaptation to caregiving was positively
associated with activities of living.

It was highly predictable that having someone to support for caregiving
is positively associated with basic need subscale of CWB Scale, since basic
need subscale have questions with regard to the physical needs like sleep and
nutrition, and some other needs such as personal growth, relaxation and
expression of feelings. Having someone to support for caregiving might mean
increased time and energy for caregivers of children with autism spectrum
disorder to meet these needs, which explains this association.

Likewise, after the controlling for the effect of having someone to
support for caregiving, perceived social support was still positively associated
with both subscales of CWB scale, i.e., basic needs and activities of living.
Having adequate social support and perceiving it as such mean increased
family functioning (Manning, Wainwright, & Bennett, 2010) and family
quality of life (Pozo, Sarria, & Brioso, 2013), which may explain the increased
scores of basic needs and daily functioning. As a result of increased social
support, caregivers of children with autism spectrum disorder can satisfy their
physical needs like sleep and nutrition, and some other needs like personal
growth, relaxation, and adequate expression of feelings as well as increase
their activities of living including the daily routine activities, and some leisure
activities like having a hobby.

With the increase in age of the child with autism spectrum disorder,
caregivers had increased activities of living scores. With this increase, which
also means increase in caregiving duration, caregivers can be more
experienced in terms of coping with adverse affects of caregiving and can

adapt to changes related to their children’s diagnosis. Child’s behaviors related
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to autism spectrum disorder were positively associated with activities of living
subscale, but not with basic needs subscale. Although it was revealed that with
the increase in the severity of symptoms of autism spectrum disorder and the
behavioral problems, individual and family burden (Stuart & Mcgrew, 2009)
and caregiver stress (Lecavalier, Leone, & Wiltz, 2006; Lovell, Moos, &
Wetherell, 2013) are also increased; and family quality of life (Pozo, Sarria, &
Brioso, 2013) is decreased, the results of hierarchical regression analysis
showed an opposite association. Although this association may seem as
inexplicable, with the increase in symptom severity, the caregivers might
decrease their expectations of their children, which may result in decreased
time for educating their children and increased activities of living scores.
Lastly, after controlling for the effects of causal antecedents, like all of
the dependent variables of this study, adaptation to caregiving was also
positively associated with both subscales of the CWB Scale. Caregivers who
could manage symptoms of autism spectrum disorder, manage treatment and
education, form relationships with health-care providers, manage their
emotions related to autism spectrum diagnosis of their child, maintain a
positive self-image, relate to family members and friends, and get prepared for
future, did get higher basic needs and activities of living scores. Although
changes after the diagnosis are almost same for all of the caregivers, well-
being of caregivers are predicted by how well the caregivers adapt to these
changes. Therefore, adaptation to caregiving becomes prominent as a key
factor for depression, positive and negative affect, and well-being of
caregivers of children with autism spectrum disorder. In order to decrease
adverse affects of caregiving, the interventions should be designed to increase

adaptation for changes in caregivers’ life after the diagnosis.
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3.4.5. Limitations

Although there are several strengths of this study as mentioned above,
it is important to note some of its limitations, too. First of all, subgroups had
unequal number of participants in the group comparisons. Therefore, the
results of these analyses should be interpreted carefully. There were more
mother caregivers than fathers (81.9 % vs. 18.1 %), most of the participants
were members of middle SES (77.8 %), most of them were married (83.3 %),
most of them had a high school or a higher degree (69.4%), most of the
caregivers did not have a physical illness (84.7 %) or a psychological disorder
(81.9), and most of them had more than one child (66.7 %). Therefore, the
results of the study should be replicated with further studies conducted with
participants that are distributed equivalently across the levels of variables.

Furthermore, although integrative coping model includes cognitive
appraisal, it was not used as a variable in this study. The effects of cognitive
appraisal on depression, positive affect, negative affect and well-being of
caregiver is most probably important, since it has been claimed that the
problem-focused coping should be preferred in the case of high-appraised
control, and emotion-focused coping should be preferred in the case of low-
appraised control (Folkman & Moskowitz, 2004). Therefore, it is important to
include stress appraisal in further studies in order to get more reliable results.

The expected effects of both problem-focused coping and emotion-
focused coping have not been demonstrated at the Study 2 of this thesis. While
problem-focused coping was associated with the positive affect and
depression, emotion-focused coping has not been associated with any of the
dependent variables. On the other hand, adaptation to caregiving emerged as a
key contributor to depression, positive and negative affect, and well-being. It
is important to replicate the results of this study, since the situation specific
coping strategies has been deemed to be significantly associated to depression,

positive and negative affect, and well-being by many studies.
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Lastly, although anxiety of caregivers emerged as an important
variable in the qualitative part of this study, anxiety was not taken into account
as an outcome variable in the Study 2. However, it might be important to
understand the mechanisms that predict anxiety, as well as the association
between anxiety and adaptation to caregiving and coping mechanisms.
Therefore, not including anxiety as an outcome variable of Study 2 can be

considered as a limitation of this thesis.
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CHAPTER 4

STUDY 3: THE EFFECTIVENESS OF A COGNITIVE-BEHAVIORAL
GROUP INTERVENTION FOR THE CAREGIVERS OF CHILDREN
WITH AUTISM SPECTRUM DISORDER

4.1. Introduction: Interventions

There are several interventions designed to decrease stress, depression
and anxiety levels of caregivers of children with autism spectrum disorder as
well as to increase their subjective well-being and quality of life. Since
increment in positive feelings (Shu, 2009) and effective coping strategies
(McMillan et al., 2006 retrieved from Lovell & Wetherell, 2015) means
improvement in the quality of life of caregivers and decrement in behavioral
problems of children with autism spectrum disorder, some of the interventions
target these feelings and coping strategies. The results of the cognitive-
behavioral intervention program conducted with 17 mothers of children with
Autism Spectrum Disorder showed that there is a significant decrease in terms
of caregiver depression, burden, and negative mood state after participation to
this intervention program. In this intervention, Ruiz-Roblediollo and Moya-
Albiol (2015) taught caregiver’s effective communication styles and
assertiveness training as well as effective coping strategies. In another
intervention program again conducted by Robleddillo et al. (2014)
mindfulness-based interventions were used. They mainly focused on
acceptance, reframing, and effective coping strategies to reduce health
complaints and mood disturbances of the caregivers. In this study, caregivers
of children with autism spectrum disorder were compared with caregivers of
typically developed children. At the end of group sessions of nine weeks,
although the caregivers of children with autism spectrum disorder showed

greater improvements, both groups showed significant improvements in terms
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of mood, depression and anxiety levels, somatic symptoms, and self-perceived
general health. Mindfulness-based interventions were also effective on
positive reappraisal, feelings of well-being, and positive emotional states.
Furthermore, anxiety, depression and stress scores were also decreased at the
end of interventions (Rayan & Ahmad, 2016).

Another type of interventions was psychoeducational ones. The
psychoeducational intervention developed by Patra et al. (2015) used semi-
structured interviews to analyze problems of caregivers to develop an
intervention program based on these needs. At the end of the intervention
program, it was shown that stress levels of caregivers were decreased and their
knowledge about autism was increased, which may also reduce caregiver
burden (Zima, Kokot, & Rymaszewska, 2011).

Furthermore, the interventions those aim to enhance social support,
rational thinking and positive reframing were also effective on well-being of
caregivers of children with autism spectrum disorder. The interventions
designed to support social relationships (Alquraini & Mahoney, 2015),
familial and personal social activities (Phelps, Mccammon, Wuensch, &
Golden, 2009) can decrease stress levels of autism caregivers. Moreover,
caregivers of children with Autism Spectrum Disorder had a tendency to have
more negative cognitions about their children's situation (Bekhet, 2016; Stuart
& Mcgrew, 2009; Bekhet, Johnson, & Zauszniewski, 2012), more irrational
beliefs and automatic negative thoughts (Predescu & Sipos, 2013). These
negative cognitions may result in increased caregiver burden, depression,
anxiety and stress as well as more challenging behaviors of the child with
autism. On the other hand, as a result of reframing the autism spectrum
disorder diagnosis, parents can view the caregiving of a child with autism
from a more positive perspective (Manning, Wainwright, & Bennett, 2010).
Therefore, it can be suggested that the interventions that aim to change
cognitions and coping strategies of caregivers, may educate them about autism

spectrum disorder. These interventions can facilitate social activities and
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social support for caregivers, and thereby, help them to cope with negative
outcomes of caregiving process and increase their well-being and positive
emotions, which are positively correlated with quality of life of caregiver of
children with autism spectrum disorder (Shu, 2009)

The aims of the Study 3 of this thesis were to develop an intervention
program based on the data obtained from Study 1, and conduct this
intervention with caregivers of children with autism spectrum disorder. It was
hypothesized that at the end of the interventions, There will be statistically

significant

1- Decrease in depressive symptoms of caregivers.
2- Decrease in negative affect scores of caregivers
3- Increase in positive affect scores of caregivers

4- Increase in activities of living scores of caregivers

5- Increase in basic needs scores of caregivers.

The intervention study was conducted as a 7-week group sessions with the

caregivers of children with autism spectrum disorder.

4.2 Method

4.2.1. Participants

Six participants, all of whom were the mothers of children with autism
spectrum disorder, participated in the intervention program. These six
participants were not the same caregivers who participated in Study 1. The age
of participants ranged between 32 and 44 (mean age = 37.33, SD = 5.43). All
participants were married. While 4 of them identified themselves as a member
of the middle-income group (66 %), one of them identified herself as a

member of the lower-income group (16.50 %), and one of them as the higher-
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income group (16.50 %). Two of the participants were university graduates
(33 %), 3 of them were high school graduates (50 %), and one participant had
no formal education.

All participants’ children have been diagnosed with autism spectrum
disorder. The time passed since their diagnosis with Autism Spectrum
diagnose ranged between 6 months and 9 years with a mean of 4.25 years. The
age of the children ranged between 3 years and 12 years (M = 6.67, SD =
3.72).

4.2.2. Measures

4.2.2.1. Beck Depression Inventory (BDI)

BDI (Beck, Rush, Shaw, & Emery, 1979) was used before and after the
intervention program to measure changes in depression levels after the
intervention. There are 21 multiple-choice questions in BDI, and the scores
obtained from each item ranges between 0 and 3. Higher overall score from
BDI (of 63) reflects a greater level of depression. BDI was adapted to Turkish
by Hisli (1988), and test-retest reliability of the BDI for the Turkish version
was .65, whereas the split-half reliability was .61 for depressive patients and
.78 for students. By looking at BDI's correlation with Hamilton Depression
Rating Scale (Hamilton, 1960), convergent validity of the scale was calculated
as .75 (Hisli, 1988; 1989). The internal consistency reliability as measured by

Cronbach's alpha was .89 for the present sample.

4.2.2.2. The Caregiver Well-Being Scale (CWB Scale)

In order to measure the changes in the well-being of caregivers after
receiving the intervention, the Caregiver Well-Being Scale developed by Tebb
(1995) have been employed. This scale consists of two subscales, namely

basic needs and activities of living. The basic needs subscale includes the
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physical needs like sleep and nutrition and some other needs like personal
growth, relaxation and expression of feelings. The internal consistency
reliability of this subscale was .91(Berg-Weger, Rubio, & Tebb, 2000). The
second subscale, which is activities of living, includes the daily activities and
some additional leisure activities like having a hobby. The internal consistency
reliability of the activities of living subscale as measured by Cronbach's alpha
was .81. The correlation coefficient between the two subscales was found as
.69, indicating the convergent validity of the subscales (Berg-Weger, Rubio, &
Tebb, 2000). The Caregiver Well-Being Scale was adapted to Turkish by
Demirtepe and Bozo (2009). Internal consistency reliability coefficients were
.89 for the activities of living subscale and .93 for the basic needs subscale.
Test-retest reliability of this scale was also strong (r = .79, p < .001).
Caregiver Well Being Scale’s divergent validity was assessed by its
correlation with BDI (r = -.71, p < .01); and its convergent validity was
assessed by its correlation by Mental, Physical and Spiritual Well-being Scale
(MPSWS) (r = .55, p < .01) (Demirtepe & Bozo 2009). The internal
consistency reliability as measured by Cronbach’s alpha were .93 for basic

needs subscale and .89 for activities of living subscale for the present sample.

4.2.2.3. Positive and Negative Affect Schedule

PANAS was used before and after the intervention program in order to
measure changes in positive and negative affect after the intervention. It was
developed by Watson, Clark, and Tellegen (1988) and PANAS has 20 items
and two subscales. The first subscale is positive affect, which consists of 10
items, and the second subscale negative affect also consists of 10 items. The
PANAS was adapted to Turkish by Geng¢oz (2000). In this scale, respondents
rate their affective states in the last two weeks. Cronbach's alpha coefficient
for positive affect was reported as .83 and for negative affect it was reported as

.86. Test-retest reliability for Turkish version was .40 and .54 for positive and
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negative affect, respectively. Positive affect’s validity was assessed by its
correlation with BDI (r = -.48, p < .001), and Beck Anxiety Inventory (» = -
22, p < .005). Moreover, negative affect’s validity was also assessed by its
correlation with BDI (» = .51, p <.001) and Beck Anxiety Inventory (» = .47,
p <.001) (Gencoz, 2000). The internal consistency reliabilities as measured by
Cronbach's alpha were .87 for positive affect and .86 for negative affect in the

present study.

4.2.3. Procedure: Caregiver Intervention Program

The intervention program developed for this thesis, caregiver support
program, aimed to assist and support caregivers of children with autism
spectrum disorder. It has been designed to promote self-care of caregivers, to
provide an environment that caregivers can share and express their emotions
related to their child's disorder, to educate and adequately inform the
caregivers about autism spectrum disorder, to decrease their dysfunctional
thoughts and cognitive distortions, and finally to increase more active use of
problem-focused coping strategies. The intervention group was held in regular
meetings, once a week on Saturdays, by the main researcher, and every
meeting lasted approximately 2 hours. The meetings took place at the
psychologist's office in a special education and rehabilitation center. At the
end of the intervention program in post-test administration of the scales, it was
expected that as compared to their pre-test scores, the caregivers will have
higher scores in positive affect subscale of PANAS, in both subscales of the
Caregiver Well-Being Scale, and lower scores on Beck Depression Inventory
and negative affect subscale of PANAS.

The intervention program was designed according to the themes
determined via the need assessment carried out in the first study of this thesis.
In addition to the themes emerged in the first study, the intervention program

developed in this study was based on the following books; Cognitive
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Behavioral Therapy of Judith Beck (2011), Stress, Appraisal and Coping of
Lazarus and Folkman (1984), Feeling Good: The New Mood Therapy of
David Burns (1980) and Diagnostic and Statistical Manual of Mental
Disorders, Fifth Edition (2013), as well as some of the articles that are cited in
this thesis.

There were seven modules in caregiver support group, and each
module was implemented in one session carried out once a week. The first
module of the caregiver support group was psychoeducation. In this module,
participants were informed about autism spectrum disorder including its
etiology and symptoms. The second module aimed to educate participants
about cognitive distortions, dysfunctional thoughts and how behaviors,
cognitions, and emotions affect and affected by each other. Furthermore,
participants' negative feelings related to their child's autism spectrum disorder
diagnosis were also been identified and discussed.

The third module of the intervention program focused on the negative
emotions; and their relation to cognitive distortions were examined and
challenged with rational thoughts related to their children's autism spectrum
disorder diagnosis. The fourth module was coping with stress. During this
module, participants were informed about the symptoms of stress and
functional and dysfunctional coping strategies. The fifth module was reserved
for the discussion of the importance of social support. Throughout this
module, participants were informed about the importance of social support on
caregiver well-being and quality of life, as well as ways of asking for and
accepting help and increasing social network. The sixth module was entitled as
future. Accordingly, the aim of this module was to inform the participants
about what the future holds for their children with autism spectrum disorder.
Moreover, topics such as how to get prepared for future, accepting limitations,
and legal rights of children with autism spectrum disorder were discussed.
Each of the six modules was ended with progressive muscle relaxation. The

questionnaires were given to participants at the last meeting of the intervention
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program. After the completion of the questionnaires by participants, previous

weeks were evaluated with the participants and their feedbacks were received.

4.2.4. Data Analysis

Obtained data were analyzed using Wilcoxon signed-rank test. The
reason of using this analysis was that it does not assumes normality in the
data, since there were only 6 participants in the sample and normality in the

data has been violated.

4.3. Results

The Wilcoxon signed-rank test showed that caregiver support program
did lead to a statistically significant change in positive affect scores and both
of the subscales of caregiver well being scale. On the other hand, caregiver
intervention program did not elicit a statistically significant change in negative
affect and depression scores.

After the 7-week intervention program, participants’ positive affect
scores of PANAS were significantly increased (Z=-2.214, p = 0.027). Median
positive affect score rating was 28.0 in pre-test and 35.5 in post-test. Similarly,
activities of living subscale scores of Caregiver Well-Being Scale were
significantly increased at the end of interventions (Z = -2.201, p = 0.028).
Median activities of living score rating was 64.5 in pre-test and 73.5 in post-
test. Likewise, basic needs subscale scores of Caregiver Well-Being Scale
were significantly increased at the end of interventions (Z =-2.201, p = 0.028).
Median Basic Need score rating was 67.5 in pre-test and 75.0 in post-test.

At the end of the intervention program, although depression scores of
participants were decreased, these changes were not statistically significant (Z
=-1.483, p = 0.138). Median depression score rating was 16.0 in pre-test and

11.5 in post-test. Moreover, negative affect scores of participants obtained
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through PANAS administration did not significantly decrease at the end the
intervention program (Z = -.667, p = 0.498). Median negative affect score
rating was 18.0 in pre-test and 17.5 in post-test.

Thus, although the caregiver support program increased the caregivers'
scores on positive outcome variables (i.e., activities of living, basic needs, and
positive affect), it did not decrease their scores on negative outcome variables

(i.e., depressive symptoms and negative affect).

4.4 Discussion

The “Caregiver Intervention Program” was developed and designed
according to the findings obtained in the need assessment of caregivers of
children with autism spectrum disorder in Study 1. Throughout the
intervention program, mostly cognitive-behavioral therapy techniques were
used. Besides cognitive behavioral therapy approach, psychoeducation about
autism spectrum disorder, coping with stress, and importance of social support
were also the modules of “Caregiver Intervention Program”. The seven-week
intervention program provided an environment to caregivers to express and
share their emotions, as well as to increase their effective coping strategies and
social support.

As it was hypothesized, at the end of the seven-week intervention
program, positive affect scores obtained through PANAS, and basic need and
activities of living scores obtained through Caregiver Well Being Scale did
significantly increase. However, both negative affect scores obtained through
PANAS and depressive symptoms scores obtained through BDI did not
significantly decrease.

The result of the “Caregiver Intervention program showed that there
was a significant increase in terms of positive affect scores of caregivers. In
other words, participants expressed significantly more positive emotions

related to their last two weeks at the end of seven-week intervention program.
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This result is consistent with the study of Rayan and Ahmad (2016), in which
there was a significant increase in terms of positive emotional state after the
caregiver intervention program. This change in positive affect can be
explained by equity theory (Hatfield, Walster & Berscheid, 1978). According
to this theory, the imbalance of taking and giving results in more distress.
With the encouragement of asking and accepting social support during
intervention program, participants might get increased social support.
Therefore, participant caregivers might felt themselves as less distressed,
which can explain their increased positive affect scores. Moreover, participant
caregivers were encouraged to share their emotions related to their child’s
autism spectrum disorder and reappraise their situation with more rational
thoughts, which could also increase their positive affect (Brans, Koval,
Verduyn, Lim, & Kuppens, 2013).

Similar to the findings in the literature (e.g., Rayan, Ahmad, 2016), the
well-being scores of participant caregivers were increased after the seven-
week intervention program. Both basic needs and activities of living scores of
Caregiver Well-Being Scale were significantly increased. Increased scores on
the basic need subscale of Caregiver Well-Being Scale indicates that
participant caregivers better fulfilled their basic needs like healthy nutrition
and sleeping, as well as relaxation and expression of feelings. Our findings
also indicated that the caregivers began to perform or increased daily activities
and leisure activities at the end of interventions. At the “caregiver intervention
program” caregivers encouraged to take care of themselves, use problem-
focused coping strategies, ask and accept social support, use more rational way
of thinking, and express their emotions. This significant increase in well-being
scores can be explained by the different components of the interventions. As a
result of using more problem focused coping strategies rather than emotion
focused ones, the well being score of caregivers of child with autism spectrum
disorder was increased at the end of both Benson’s study (2010) and Pozo et
al.’s study (2013). Furthermore, as in the findings regarding to positive affect,
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well-being is positively correlated with social support (Pozo, Sarrid, & Brioso,
2013), which may also explain these differences in well-being.

Although the hypotheses about well-being (i.e., basic needs and
activities of living) and positive affect were confirmed with the Wilcoxon
signed-rank test results, changes in negative affect and depression scores of
caregivers did not significantly differ at the end of the intervention.

Since both negative affect and depressive symptoms of the caregivers
were significantly and negatively correlated at the hierarchical regression
analysis of Study 2, the insignificant change in negative affect and depressive
symptoms may be related to caregivers adaptation to caregiving. Therefore, a
module that supports caregivers in terms adaptation to caregiving might
decrease negative affect and depressive symptoms, as well.

The insignificant decrease in depressive symptoms can be explained by
some other perspectives, as well. Athari et al. (2013) suggested that while
family income is negatively correlated with the level of depression, child’s
symptom severity is positively correlated. Moreover, according to study of
Falk et al. (2014), child’s aggressive behavior increases maternal depression.
These factors might be more effective on caregiver depression than coping
strategies, rational thinking style or social support, and accordingly, the
insignificant changes in depression scores can be appraised as the result of
child’s symptom severity, child’s aggressive behaviors, and family income.

In order to understand this statistically insignificant change in negative
affect and depressive symptom scores, cultural backgrounds of participants
should also be taken into account. According to study of Hofstede (1980),
Turkey is a collectivistic society, in which people are expected to share fewer
emotions (Singh-Manoux, Finkenauer, 2001) and suppress their emotions
(Huwaé & Schaafsma, 2016). The insignificant change in negative affect and
depressive symptom scores can be interpreted as stemming from this cultural
framework. Thus, negative affect and depressive symptom scores obtained

before the start of the intervention can be less than actual negative affect and
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depression levels of the participants. At the intervention program, caregivers
were encouraged to talk about their emotions, gave feedback to each other,
and share their emotions with their family and friends. For this reason,
participant caregivers might have expressed their emotions more easily at
post-test administration of the measures. For instance, one participant
caregiver’s negative affect score, can be interpreted in that perspective.
Although the minimum negative affect score of PANAS can be 10, which
interpreted as no negative affect, the negative affect score of this caregiver was
11 at pre-test and 17 at post-test. Likewise, the only increase in BDI score was
7 from 3 out of 63. Rather than explaining these changes as an increase in
negative affect and depressive symptom level, it may be more appropriate to

explain this difference as an increase in emotional sharing.

4.4.1. Implications

Although there is an increasing trend in autism spectrum disorder
prevalence according to Centers for Disease Control and Prevention (2014),
effects of this disorder on caregivers and how to prevent these adverse effects
were not studied enough, especially in Turkey. Moreover, according to
Ministry of Education of Turkey (Ozel Egitim ve Rehabilitasyon Merkezleri
Yonetmeligi, 2011), every special education and rehabilitation center in
Turkey, where children with autism spectrum disorder get education, must
employ a full-time psychologist. When working with children with autism
spectrum disorder, it is important to work also with caregivers, since caregiver
depression and anxiety can explain child's comorbid depression and anxiety
(Mazefsky, Conner, & Oswald, 2010). Therefore, interventions aiming to
decrease caregiver depression and anxiety are also effective on child’s
depression and anxiety.

In order to help caregivers, the findings of the Study 3 of this thesis

can be a guideline to the psychologists who work in these special education
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and rehabilitation centers. Furthermore, the intervention of this study was
developed according to a qualitative study, which was conducted with
caregivers. Although generalizability is a potential problem, this intervention
program was specifically designed for caregiver’s of autism spectrum

disorder.

4.4.2. Limitations

The intervention study (Study 3) of this thesis revealed important
findings. While both of the well-being indicators’ and positive affect scores of
participant caregivers were significantly increased, depression and negative
affect scores of participant caregivers were not significantly decreased at the
end of interventions. Therefore, it is possible to interpret these results as
“Caregiver Intervention Program” was significantly effective on the
psychological well-being of caregivers. However, there are also several
limitations of this study that must be noted.

The caregiver intervention program consisted of different modules, and
it is not possible to express which module of intervention is effective on
depression, positive affect or well-being. There might be some inefficient
modules that can be eliminated in the “Caregiver Intervention Program”.

Although it was planned to conduct “caregiver intervention program”
with more participants, there were not enough interest from autism caregivers
to this intervention study. Because of limited participants and their lack of
interest, it was not possible to have a control group and follow-up
measurements. Therefore, it was not possible to say whether the changes
observed at the end of intervention were permanent or not.

Although having a control group in intervention studies were criticized
as being unethical, not having a control group can be considered as a

limitation of this study.
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All of the participants were mothers of children with autism spectrum
disorder. Therefore, the effectiveness of “Caregiver Intervention Program” is
unknown for fathers of children with autism spectrum disorder.

Lastly, insignificant changes in negative affect and depression were
interpreted by present researcher as caregivers’ being more emotionally
expressive after participation to the intervention program. However, this
interpretation should be evaluated carefully and demonstrated in further

studies.
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CHAPTER 5: CONCLUSION

With the increase in lifespan, increase in chronic illnesses, disabilities
and disorders, more and more people need caregivers. The caregiving
experience can be a great burden, and source of stress and depression.
Therefore, it is important to conduct studies that are designed to examine
caregiving experiences, ways of coping with stress, adaptation to caregiving,
and well-being of caregivers. Accordingly, this thesis aimed to assess the
needs of caregivers of children with autism spectrum disorder, develop and
conduct an intervention designed for caregivers of children with autism
spectrum disorder, as well as to understand the predictors of well-being,
positive affect, negative affect, and depression of these caregivers.

The results of this study indicated that the well-being, the level of
positive and negative affect, and depressive symptoms of autism spectrum
disorder caregivers are significantly associated with adaptation to caregiving.
Therefore, it is highly important to develop interventions aiming to improve
managing symptoms of autism spectrum disorder, managing treatment and
education, forming relationships with health-care providers, managing
emotions, maintaining a positive self-image, relating to family members and
friends, and getting prepared for an uncertain future. The results of this study
revealed the importance of adaptation to caregiving, maybe more than coping
strategies, demographic factors, and social support. Furthermore, the
association of problem focused coping with positive affect and depression was
still congruent with the literature. The caregivers who utilized more problem-
focused coping strategies had increased positive affect and lower levels of
depression. Therefore, the result of this study also supported the interventions
that aim to enhance problem-focused coping strategies.

The results of the qualitative study of this thesis indicated that the
caregivers of children with autism spectrum disorder did not have sufficient

knowledge about autism spectrum disorder, did not perceive sufficient social
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support, and were sad because of this disorder, and they were anxious about
their children’s future, as well. These findings helped us to understand the
impacts of this diagnosis on caregivers, and so, helped us to design an
intervention program specific to these caregivers.

Although it is not known for sure which module(s) of the intervention
was really effective, the “caregiver intervention program” of this study yielded
an increased well-being and positive affect scores in caregivers of children
with autism spectrum disorder. Therefore, it can be encouraged to apply this
intervention on caregivers of children with autism spectrum disorder, and

maybe with small variations on other caregivers.
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APPENDICES

APPENDIX A: INTERVIEW FORM

. Hangi belirtiler {izerine c¢ocugunuzu doktora  gotiirdiiniiz?
Cocugunuzun otizm spektrum bozuklugu tanisini aldiginda neler
yasadiniz?

Cocugunuz otizm spektrum bozuklugu tanis1 aldiginda neler
hissettiniz? Tani alma silirecinden bu yana hislerinizde ne gibi
degisiklikler oldu? Su anda nasil hissediyorsunuz?

Cocugunuzun gosterdigi belirtilerin siz ve aileniz iizerinde ne gibi
etkileri oldu?

. Simdiye kadar Otizm Spektrum Bozuklugu ile ilgili hangi alanlarda

bilgilendirildiniz? Bu bozukluk ile ilgili yeterli bilgiye sahip
oldugunuzu diisiiniiyor musunuz? Otizm spektrum bozuklugu ile ilgili
hangi alanlarda bilgi sahibi olmak isterdiniz?

. Bu siirecte yasadiginiz zorluklar ile bas etmenize neler yardimci oldu?

Cocugunuzun aldig1 egitimin yeterli oldugunu diisliniiyor musunuz?
Egitim stirecleri ile ilgili yeterince bilgilendirildiginizi diisiiniiyor
musunuz? Egitim siiregleri ile ilgili ne gibi degisikliklerin size faydali
olacagini diisliniiyorsunuz?

Sizce otizm tanisit almis bir cocugu annesi olarak giicli ve zayif
yanlariniz nelerdir?

Cocugunuzun bakimi ile ilgili karsilastiginiz zorluklar nelerdir?
Ailenizin diger fertlerinden yeterli destegi gordiigiiniizii diisiiniiyor

musunuz? Nasil olmasini isterdiniz?

Cocugunuzu  gelecekte nelerin  bekledigini  diislinliyorsunuz?
Cocugunuzun gelecegi ile ilgili neler hissediyorsunuz?
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APPENDIX B: DEMOGRAPHIC INFORMATION FORM

1. Yasiniz:

2. Cinsiyetiniz: Kadin : Erkek:

3. Egitim Durumunuz: Egitimim Yok: Sadece Okur-Yazarim: ilkokul:
Ortaokul: Lise: Universite: Yiiksek
Lisans/Doktora:

3. Medeni Haliniz: Bekar: Evli: Bosanmis : Esi vefat etmis:

6. Aylik gelir diizeyiniz: Diisiik: Orta: Yiiksek:

7. Cocugunuzun yasi:

8. Cocugunuzun otizm spektrum bozuklugu tanisi alma yasi:

9. Otizm Spektrum Bozuklugu tanisi almis cocugunuzla beraber toplam kag
gocugunuz var?

10. Otizm Spektrum Bozuklugu tanisi almis ¢ocugunuzun bakiminda size destek
olan birileri var m1: Var: Yok:

Var ise kim(ler)?

9. Herhangi bir fiziksel rahatsizliginiz var mi: Var: Yok:
10. Fiziksel bir rahatsizliginiz i¢in tedavi gériiyor musunuz: Evet: Hayir:
9. Herhangi bir psikolojik rahatsizliginiz var mi: Var:

Yok:

10. Psikolojik rahatsizliginiz icin tedavi goriiyor musunuz: Evet:

Hayir:
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APPENDIX C: BECK DEPRESSION INVENTORY

Asagida gruplar halinde bazi sorular yazilidir. Her gruptaki cltimleleri dikkatle
okuyunuz. Bugiin dahil, gegen hafta icinde kandinizi nasil hissettiginizi en iyi
anlatan ciimleyi se¢iniz. Se¢mis oldugunuz climlenin yanindaki numaranin
lizerine ( X ) isareti koyunuz.

1.

(a) Kendimi tizglin hissetmiyorum.

(b) Kendimi tizgilin hissediyorum.

(c) Her zaman icin lizgiiniim ve kendimi bu duygudan kurtaramiyorum.
(d) Oylesine iizgiin ve mutsuzum ki dayanamiyorum.

(a) Gelecekten umutsuz degilim.

(b) Gelecege biraz umutsuz bakiyorum.

(c) Gelecekten bekledigim hicbir sey yok.

(d) Benim icin bir gelecek yok ve bu durum diizelmeyecek.

(a) Kendimi basarisiz gormiiyorum.
(b) Cevremdeki bircok kisiden daha fazla basarisizliklarim oldu sayilir.
(c) Geriye doniip baktigimda, ¢ok fazla basarisizligimin oldugunu

goruyorum.

(d) Kendimi tiimiiyle basarisiz bir insan olarak goriiyorum.

4,

(a) Her seyden eskisi kadar zevk alabiliyorum.

(b) Her seyden eskisi kadar zevk alamiyorum.

(c) Artik hi¢bir seyden gergek bir zevk alamiyorum.
(d) Bana zevk veren hicbir sey yok. Her sey cok sikicl.

(a) Kendimi suglu hissetmiyorum.

(b) Arada bir kendimi suglu hissettigim oluyor.
(c) Kendimi ¢ogunlukla suclu hissediyorum.
(d) Kendimi her an i¢in suclu hissediyorum.

(a) Cezalandirildigimi diistinmiiyorum.

(b) Bazi seyler i¢cin cezalandirilabilecegimi hissediyorum.
(c) Cezalandirilmay1 bekliyorum.

(d) Cezalandirildigimi hissediyorum.

(a) Kendimden hosnutum.

(b) Kendimden pek hosnut degilim.
(c) Kendimden hi¢ hoslanmiyorum.
(d) Kendimden nefret ediyorum.

(a) Kendimi diger insanlardan daha kétii gormiiyorum.
(b) Kendimi zayifliklarim ve hatalarim igin elestiriyorum.
(c) Kendimi hatalarim i¢in ¢ogu zaman sugluyorum.

(d) Her kotii olayda kendimi sucluyorum.

(a) Kendimi 61diirmek gibi diisiincelerim yok.

(b) Bazen kendimi 6ldiirmeyi diisiiniiyorum, fakat bunu yapmam.
(c) Kendimi 6ldiirebilmeyi isterdim.

(d) Bir firsatin1 bulsam kendimi éldiirtirdiim.
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10. (a) Her zamankinden daha fazla agladigimi sanmiyorum.
(b) Eskisine gore su siralarda daha fazla agliyorum.
(c) Su siralarda her an agliyorum.
(d) Eskiden aglayabilirdim, ama su siralarda istesem de aglayamiyorum.

11. (a) Her zamankinden daha sinirli degilim.
(b) Her zamankinden daha kolayca sinirleniyor ve kiziyorum.
(c) Cogu zaman sinirliyim.
(d) Eskiden sinirlendigim seylere bile artik sinirlenemiyorum.

12. (a) Diger insanlara karsi ilgimi kaybetmedim.
(b) Eskisine gore insanlarla daha az ilgiliyim.
(c) Diger insanlara kars1 ilgimin cogunu kaybettim.
(d) Diger insanlara karsi hic ilgim kalmada.

13. (a) Kararlarimi eskisi kadar kolay ve rahat verebiliyorum.
(b) Su siralarda kararlarimi vermeyi erteliyorum.
(c) Kararlarimi vermekte oldukea giicliik cekiyorum.
(d) Artik hi¢ karar veremiyorum.

14. (a) D1s goriiniisiimiin eskisinden daha koétii oldugunu sanmiyorum.
(b) Yaslandigimi ve gekiciligimi kaybettigimi diistiniiyor ve tziiliiyorum.
(c) Dis goriintisimde artik degistirilmesi miimkiin olmayan olumsuz
degisiklikler oldugunu hissediyorum.
(d) Cok cirkin oldugumu disiinliyorum.

15. (a) Eskisi kadar iyi calisabiliyorum.

(b) Bir ise baslayabilmek icin eskisine gére kendimi daha fazla zorlamam
gerekiyor.

(c) Hangi is olursa olsun, yapabilmek icin kendimi ¢ok zorluyorum.

(d) Higbir is yapamiyorum.

16. (a) Eskisi kadar rahat uyuyabiliyorum.
(b) Su siralarda eskisi kadar rahat uyuyamiyorum.
(c) Eskisine gore 1 veya 2 saat erken uyaniyor ve tekrar uyumakta zorluk

cekiyorum.
(d) Eskisine gore cok erken uyaniyor ve tekrar uyuyamiyorum.
17. (a) Eskisine kiyasla daha ¢abuk yoruldugumu sanmiyorum.

(b) Eskisinden daha ¢abuk yoruluyorum.
(c) Su siralarda neredeyse her sey beni yoruyor.
(d) Oyle yorgunum ki hi¢bir sey yapamiyorum.

18. (a) Istahim eskisinden pek farkli degil.
(b) istahim eskisi kadar iyi degil.
(c) Su siralarda istahim epey kotii.
(d) Artik hig istahim yok.

19. (a) Son zamanlarda pek fazla kilo kaybettigimi sanmiyorum.
(b) Son zamanlarda istemedigim halde {i¢ kilodan fazla kaybettim.
(c) Son zamanlarda istemedigim halde bes kilodan fazla kaybettim.
(d) Son zamanlarda istemedigim halde yedi kilodan fazla kaybettim.
Daha az yemeye calisarak kilo kaybetmeye ¢alisiyorum. Evet ( ) Hayir ( )
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20.

var.

(a) Saghgim beni pek endiselendirmiyor.
(b) Son zamanlarda agri, s1z1, mide bozuklugu, kabizlik gibi sorunlarim

(c) Agry, s1z1 gibi bu sikintilarim beni epey endiselendirdigi icin baska
seyleri diisiinmek zor geliyor.

(d) Bu tiir sikintilarim beni 6ylesine endiselendiriyor ki, artik baska
hicbir sey diisiinemiyorum.

21.

(a) Son zamanlarda cinsel yasantimda dikkatimi ¢eken bir sey yok.
(b) Eskisine oranla cinsel konularla daha az ilgileniyorum.

(c) Su siralarda cinsellikle pek ilgili degilim.

(d) Artik cinsellikle hicbir ilgim kalmadi.
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APPENDIX D: CAREGIVER WELL-BEING SCALE

Asagida bazi temel ihtiyaclar siralanmistir. Her bir ihtiyag i¢in hayatinizin son 3
ayini diisiiniin. Bu siire i¢cinde her bir ihtiyacin ne 6l¢iide karsilandigini belirtiniz.
Asagida bulunan 6l¢egi kullanarak sizin i¢in uygun sayiy1 yuvarlak icine aliniz.

1 hi¢bir zaman
2 nadiren

3 arasira

4 sik sik

5 her zaman

1. Yeterli paraya sahip olmak 1 2 3 4 5
2. Dengeli beslenmek 1 2 3 4 5
3. Yeterince uyumak 1 2 3 4 5
4. Fiziksel saghginmiza dikkat etmek
(doktora, dis hekimine gitmek vs.) 1 2 3 4 5

5. Kendinize vakit ayirmak 1 2 3 4 5
6. Sevildigini hissetmek 1 2 3 4 5
7. Sevginizi ifade etmek 1 2 3 4 5
8. Ofkenizi ifade etmek 1 2 3 4 5
9. Nesenizi ve keyfinizi ifade etmek 1 2 3 4 5
10. Uziintiiniizii ifade etmek 1 2 3 4 5
11. Cinsellikten keyif almak 1 2 3 4 5
12. Yeni beceriler 6grenmek 1 2 3 4 5
13. Kendini degerli hissetmek 1 2 3 4 5
14. Baskalar tarafindan takdir edildigini

hissetmek 1 2 3 4 5
15. Ailenizden hosnut olmak 1 2 3 4 5
16. Kendinizden hosnut olmak 1 2 3 4 5
17. Gelecekle ilgili kendinizi giivende

hissetmek 1 2 3 4 5
18. Yakin arkadaslara sahip olmak 1 2 3 4 5
19. Bir eve sahip olmak 1 2 3 4 5
20. GelecekKle ilgili planlar yapmak 1 2 3 4 5
21. Sizi diislinen birilerinin olmasi 1 2 3 4 5
22. Hayatinizin bir anlami olmasi 1 2 3 4 5
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Asagida herbirimizin yaptigl ya da birilerinin bizim i¢in yaptigi
bazi yasamsal faaliyetler siralanmistir. Her bir faaliyet i¢cin yasaminizin
son 3 aymni diisiiniin. Bu siire i¢inde, her bir faaliyetin ne derecede
karsilandigini diistiniiyorsunuz? Asagida bulunan 6l¢egi kullanarak sizin
i¢cin uygun sayiy1 yuvarlak i¢ine aliniz.

1 hi¢bir zaman
2 nadiren

3 arasira

4 sik sik

5 her zaman

1. Yiyecek satin almak 1 2 3 4 5
2. Yemek hazirlamak 1 2 3 4 5
3. Evitemizlemek 1 2 3 4 5
4. Evin gekip cevirilmesiyle ilgilenmek 1 2 3 4 5
5. Ulasim kolayligina sahip olmak 1 2 3 4 5
6. Kiyafet alis verisi yapmak 1 2 3 4 5
7. Kiyafetleri yikamak ve giydiklerine 6zen
gostermek 1 2 3 4 5
8. Gevsemek/ rahatlamak 1 2 3 4 5
9. Egzersiz/spor yapmak 1 2 3 4 5
10. Bir hobiden keyif almak 1 2 3 4 5
11. Yeni bir ilgi alan1 ya da hobi edinmek 1 2 3 4 5
12. Sosyal etkinliklere katilmak 1 2 3 4 5
13. Herhangi bir konu hakkinda derinlemesine
diisiinmek icin zaman ayirmak 1 2 3 4 5
14. Manevi ve ilham verici faaliyetlere
zaman ayirmak 1 2 3 4 5
15. Cevredenizdeki giizelliklerinin farkina
varmak 1 2 3 4 5
16. Arkadaslar ya da aileden destek istemek 1 2 3 4 5
17. Arkadaslar ya da aileden destek almak 1 2 3 4 5
18. Gililmek/ kahkaha atmak 1 2 3 4 5
19. Kendinize iyi davranmak veya kendinizi
odiillendirmek 1 2 3 4 5
20. Kariyerinize/ isinize devam etmek 1 2 3 4 5
21. Kisisel temizlik ve dis goériiniigiiniize zaman
ayirmak 1 2 3 4 5
22. Aile ya da arkadaslarla hos¢a vakit gecirmek
icin zaman ayirmak 1 2 3 4 5
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APPENDIX E: POSITIVE AND NEGATIVE AFFECT SCALE

Bu 6l¢ek farkli duygular: tanimlayan bir takim sozciikler icermektedir.
Son iki hafta nasil hissettiginizi diisiiniip her maddeyi okuyun. Uygun
cevab1 her maddenin yaninda ayrilan yere (puanlari daire icine alarak)
isaretleyin. Cevaplarinizi verirken asagidaki puanlari kullanin.
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APPENDIX F: WAYS OF COPING INVENTORY

Asagida, verilen her climleyi dikkatle okuyunuz. Cocugunuzun bozuklugu
ve buna bagh ortaya ¢ikan sorunlarla basa ¢ikmak i¢in, bu ciimlelerde

anlatilanlar ne siklikla kullandiginizi size uygun gelen kutuyu (X) ile

isaretleyiniz. Hi¢bir climleyi cevapsiz birakmamaya calisiniz. Her cltimle

ile ilgili yalniz bir cevap kategorisini isaretleyiniz.

Hig | Pek Oldukca | Cok
uygun | uygun | Uygun Uygun dygun
degil | degil

1. Aklim1 kurcalayan seylerden
kurtulmak i¢in degisik islerle
ugrasirim

2. fyimser olmaya ¢alisirim

3. Bazi seyleri biiylitmemeye
iizerinde durmamaya ¢aligirim

4. Sakin kafayla diisiinmeye ve
ofkelenmemeye calisirim

5. Olayin degerlendirmesini
yaparak en iy1 karar1 vermeye
calisirim

6. Problemin kendiliginden
hallolacagina inanirim

7. Ne olursa olsun kendime
direnme ve miicadele etme giicii
hissederim

8. Kendime kars1 hosgoriilii
olmaya caligirim

9. Olanlar1 unutmaya ¢aligirim

10. Telagimi belli etmemeye ve
sakin olmaya calisirim

11. “Basa gelen cekilir” diye
diigtinlirim

12. Problemin ciddiyetini
anlamaya caligirim

13. Kendimi kapana sikismig gibi
hissederim

14. “Her iste bir hayir vardir”
diye diisiiniiriim

15. Dua ederek Allah’tan yardim
dilerim

16. Olanla yetinmeye caligirim

17. Olanlar1 kafama takip siirekli
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diistinmekten kendimi alamam

18. Mutlaka bir yol
bulabilecegime inanir, bu yolda
ugrasirim

19. Sanki bu bir sorun degilmis
gibi davranirim

20. “Is olacagina varir” diye
diistinlirim

21. Neler olabilecegini diistiniip
ona gore davranmaya caligirim

22. Isin iginden ¢ikamayinca
“elimden bir sey gelmiyor” der,
durumu oldugu gibi kabullenirim

23. Her seye yeniden baslayacak
giicli bulurum.

24. Problemin ¢0zliimii i¢in adak
adarim

25. Olaylardan olumlu bir sey
¢ikarmaya caligirim

26. Alin yazisina ve bunun
degismeyecegine inanirim

27. Soruna birkag farkli ¢6ziim
yolu ararim

28. Basima gelenlerin herkesin
bagsina gelebilecek seyler
olduguna inanirim

29. “Olanlar1 keske
degistirebilseydim” derim

30. “Her seye ragmen elde
ettigim bir kazang vardir” diye
diistinlirim

31. Gururumu koruyup giiclii
goriinmeye caligirim

32. Problemi adim adim ¢6zmeye
calisirim

33. Elimden higbir seyin
gelmeyecegine inanirim

34. Problemin ¢dziimii i¢in
hocaya okunurum

35. Her seyin istedigim gibi
olmayacagina inanirim

36. Bu dertten kurtulayim diye
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fakir fukaraya sadaka veririm

37. Ne yapilacagini planlayip
ona gore davranirim

38. Miicadeleden vazgecerim

39. Sorunun benden
kaynaklandigini distniirim

40. Olaylar karsisinda “kaderim
buymus” derim

41. “Keske daha giiclii bir insan
olsaydim” diye diisiinliriim

42. Nazarlk takarak, muska
tasiyarak benzer olaylarin
olmamasi icin 6nlemler alirim

43. Ne olup bittigini
anlayabilmek i¢in sorunu enine
boyuna diisiiniirim

44. “Benim sucum ne” diye
diistiniirim

45. “Allah’in takdiri buymus”
diye kendimi teselli ederim

46. Temkinli olmaya ve yanlis
yapmamaya calisirim

47. Cozlim icin kendim bir
seyler yapmak istemem

48. “Hep benim yliziimden
oldu” diye diisiinliriim

49. Mutlu olmak icin baska
yollar ararim

50. Hakkimi savunabilecegime
inanirim

51. Bir Kkisi olarak iyi yonde
degistigimi ve olgunlastigimi
hissederim
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APPENDIX G: MULTIDIMENSIONAL SCALE OF PERCEIVED
SOCIAL SUPPORT

Asagida 12 climle ve her birinde de cevaplarinizi isaretlemeniz icin 1 den 7ye
kadar rakamlar verilmistir. Her climlede sdyleneni sizin i¢in ne kadar ¢ok dogru
oldugunu veya olmadigini belirtmek icin o climle altindaki rakamlardan yalniz bir
tanesini daire i¢ine alarak isaretleyiniz. Bu sekilde 12 ciimlenin her birinde bir isaret
koyarak cevaplarinizi veriniz.

1. Thtiyacim oldugunda yanimda olan ézel bir insan var.

Kesinlikle hayir ‘ 1 ‘ 2 ‘ 3 ‘ 4 ‘ 5 ‘ 6 ‘ 7 ‘ Kesinlikle evet

2. Seving ve kederimi paylasabilecegim 6zel bir insan var.

Kesinlikle hayir 1 2 3 4 5 6 7 Kesinlikle evet

3. Ailem bana gercekten yardimci olmaya calisir.

Kesinlikle hayir ‘ 1 ‘ 2 ‘ 3 4 ‘ 5 ‘ 6 ‘ 7 ‘ Kesinlikle evet

4. ihtiyacim olan duygusal yardimi ve destegi ailemden alirim.

Kesinlikle hayir 1 2 3 4 5 6 7 Kesinlikle evet

5. Beni gerc¢ekten rahatlatan bir insan var.

Kesinlikle hayir ‘ 1 ‘ 2 ‘ 3 ‘ 4 ‘ 5 ‘ 6 ‘ 7 ‘ Kesinlikle evet

6. Arkadaslarim bana gercekten yardimci olmaya calisirlar.

Kesinlikle hayir 1 2 3 4 5 6 7 Kesinlikle evet

7. Isler kotii gittiginde arkadaslarima giivenebilirim.

Kesinlikle hayir ‘ 1 ‘ 2 ‘ 3 ‘ 4 ‘ 5 ‘ 6 ‘ 7 ‘ Kesinlikle evet
8. Sorunlarimi ailemle konusabilirim.
Kesinlikle hayir 1 2 3 4 5 6 7 Kesinlikle evet
9. Seving ve kederlerimi paylasabilecegim arkadaslarim var.
Kesinlikle hayir ‘ 1 ‘ 2 ‘ 3 ‘ 4 ‘ 5 ‘ 6 ‘ 7 ‘ Kesinlikle evet
10. Yasamimda duygularima 6nem veren 6zel bir insanim.
Kesinlikle hayir 1 2 3 4 5 6 7 Kesinlikle evet
11. Kararlarimi vermede ailem bana yardimci olmaya isteklidir.
Kesinlikle hayir ‘ 1 ‘ 2 ‘ 3 ‘ 4 ‘ 5 ‘ 6 ‘ 7 ‘ Kesinlikle evet
12. Sorunlarimi arkadaslarimla konusabilirim.
Kesinlikle hayir 1 2 3 4 5 6 7 Kesinlikle evet
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APPENDIX H: GENERAL SELF-EFFICACY SCALE

Asagida 10 cliimle vardir ve her ciimlede séyleneni sizin icin ne
kadar dogru oldugunu veya olmadigini belirtmek i¢in o ciimle yanindaki
bosluklardan yalniz bir tanesini isaretleyiniz. Bu sekilde 10 climlenin her
birinde bir isaret koyarak cevaplarinizi veriniz.

Tamamen | Dogru | Yanlis | Tamamen
Dogru Yanlis

1. Yeterince ¢aba harcarsam, zor
sorunlar1 ¢6zmenin bir yolunu daima
bulabilirim.

2. Bana kars1 ¢ikildiginda, istedigimi
elde etmemi saglayacak bir yol ve
yontem bulabilirim.

3. Amagclarima bagli kalmak ve bunlari
gerceklestirmek benim i¢in kolaydir.

4. Beklenmedik olaylarla etkili bir
bicimde basa c¢ikabilecegime
inanityorum.

5. Yeteneklerim sayesinde beklenmedik
durumlarla nasil bag edebilecegimi
biliyorum.

6. Gerekli gabay1 gosterirsem, bir¢ok
sorunu ¢Ozebilirim.

7. Bas etme giiciime giivendigim igin
zorluklarla karsilastigimda, genellikle
birka¢ ¢6ziim yolu bulabilirim.

8. Bir sorunla karsilastigimda, genellikle
birkag ¢6ziim yolu bulabilirim.

9. Basim dertte oldugunda, genellikle bir
¢Oziim diisiinebilirim.

10. Oniime ¢ikan zorluk ne olursa olsun,
iistesinden gelebilirim.
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APPENDIX I: AUTISM BEHAVIOUR CHECKLIST

Asagida otizm spektrum bozuklugu tanisina sahip ¢ocuklarin sergiledigi
bazi davramslar vardir. Cocugunuzu sergiledigi davranislar icin EVET,
sergilemedigi davramislar icin ise HAYIR seceneginin altindaki kutuya

isaret koyunuz.

Evet | Hayir

1 Kendi etrafinda uzun siire doner.

2 Basit bir isi 0grenir ama ¢abuk unutur.

3 Sosyal veya cevresel uyaranlara(sesler, 151k, insanlar,
konugma, seslenme gibi) siklikla cevap vermez.

4 Basit emirleri bir kere sOylendiginde yerine
getirmez.(otur, buraya gel, ayaga kalk gibi)

5 Oyuncaklar1 uygun sekilde kullanmaz.(Ornegin
arabalarla normal oynamaz, ters ¢evirip tekerleklerini
dondiirerek seyreder.)

6 Esyalarin ve oyuncaklarin biiyiikliigline, rengine,
pozisyon gibi bir 6zelligine takilir kalir, agir1 ilgilenir.

7 Karsilikl olarak giiliimsemesi yoktur.(Kendi kendine
veya anlamsiz giilmeleri olabilir.)

8 Zamirleri ters kullanir.(6rnegin “ben” yerine “sen”
der.)

9 Bazi nesneleri birakmak istemez, yaninda tasimakta
1srar eder.

10 Isitmiyor gibi goriinebilir bu sebeple isitme kayb1
oldugu kuskusunu uyandirir.

11 Konugmasi ritmik degildir, belli bir tonu yoktur.

12 Kendi kendine uzun siireler sallanir.

13 Ona dogru uzanildiginda kollarint uzatmaz.(bu durum
bebeklik doneminde de olmus, olabilir.)

14 Cevredeki veya giinliik programindaki diizenin
degisikligine asir1 tepki verir.

15 Bagka insanlarin arasindayken, digerlerinin isimleri
ile beraber kendi ismi de sdylendiginde cevap
Vermez.

16 Kendi etrafinda donme, parmak ucunda yiiriime,
kanat ¢irpma vs. gibi hareketleri vardir, bazen bu
davraniglarini keserek birden bagirir ve ani hareketler
yapar.

17 Bagka insanlarin yiiz ifadelerine ve duygularina karsi
cevapsizdir.

18 “Evet” veya “ben” sozciiklerini nadiren kullanir.

19 Gelisiminin bir alaninda 6zel yetenekleri vardir, bu
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genel zihinsel diizeyinin iizerindedir. Ornek veriniz.

20 “Topu kutunun iistiine koy, topu kutunun i¢ine koy”
gibi yer bildiren emirleri uygulayamaz.

21 Bazen yiiksek ve ani seslere “irkilme” tepkisi vermez.

22 Kanat ¢irpma gibi kendini uyarici davraniglar1 vardir.

23 Zaman zaman ¢ok siddetli 6fke patlamalari veya ¢ok
sik kiiciik 6fke nobetleri gegirir.

24 Goz goze gelmekten kaginir.

25 Dokunulmaya veya tutulmaya itiraz eder.

26 Bazen ciirtik, kesik, igne yapma gibi ac1 verici
uyaranlara hig tepki vermez.

27 Simdi veya bebekken gergin, kucakta tutulmasi zor
bir bebektir.

28 Kucaga alindiginda pelte gibidir, sarilmaz tutunmaz.

29 Belirli bir yiiz ifadesi takinarak istedigi esyay1 alir.

30 Parmak uglarinda yiiriir.

31 Isirarak, vurarak, tekmeleyerek digerlerinin canin
yakar.

32 Bazi ciimleleri defalarca tekrarlar.

33 Oyun oynarken diger ¢cocuklari taklit etmez.

34 Gozlerine parlak bir 151k tutuldugunda genellikle
gdzlerini kirpmaz.

35 Kafasini vurarak, elini 1sirarak kendi canini acitir.

36 Ihtiyaclarinin hemen karsilanmasini ister, bir siire
bekleyemez.

37 Ismi sdylenen bes nesneden daha fazlasini isaret
ederek gosteremez.

38 Hig, arkadas1 yoktur.

39 Bir ¢ok sese kulaklarini kapatir.

40 Esyalari ¢evirir, dondiiriir, yere carpar.

41 Tuvalet egitimi sorunludur.

42 Cogunlukla korkar ya da ¢ok kaygilidir(sikintilidir)

43 Isteklerini ve ihtiyaglarim belirtmek icin ya hig,
konusmaz ya da kendiliginden sdyledigi kelime sayis1
5'1 gegmez.

44 Normal giin 1s181nda bile gozlerini kisar, kaslarini
catar, gozlerini kapatir.

45 Yardimsiz kendisi giyinemez.

46 Sesleri ve sozciikleri sik sik tekrar eder.

47 Bakaislari sanki insani “delip gecermis, gibidir.

48 Bagkalarinin sorularini veya sesli ifadelerini tekrarlar.

49 Cevresinde olup bitenin siklikla farkinda degildir ve
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tehlikeli durumlarda ilgisiz kalabilir.

50 Insanlardan ziyade cansiz nesnelerle oynamayi ve
vakit gecirmeyi tercih eder.

51 Egyalarin tadina bakar ,koklar, uzun siire dokunur.

52 Ortamda yeni bir kisi bulundugunda gorsel tepki
vermez, bakmaz, onunla ilgilenmez.

53 Esyalar siraya dizmek gibi daha karmasik torensi
davraniglar1 vardir.

54 Cok zarar vericidir, oyuncaklarini ve ev esyalarini
hemen kirar.

55 Gelisimsel gecikme belirtileri 30.ayda veya daha
once baglamistir.

56 Giin i¢inde kendiliginden iletisim saglamak i¢in
kullandig1 kelime sayis1 15 ile 30 arasindadir.

57 Uzun siireler bosluga bakar.
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APPENDIX J: CAREGIVER ADAPTATION SCALE FOR AUTISM

Bu 6lgek ¢ocugunuzun Otizm Spektrum Bozuklugu tanist aldiktan sonra gerceklesen
degisikliklere ebeveyn olarak ne kadar uyum saglayabildiginizi 6lgmektedir. Olgekte
bulunan her bir soruyu ayr ayr1 degerlendirip 1-Hi¢ Uygun Degil, 2-Pek Uygun
Degil, 3-Biraz Uygun Degil, 4- Ne Uygun Ne Uygun Degil, 5-Biraz Uygun, 6-Uygun
ve 7-Tamamen Uygun seceneklerinden birini isaretlemeniz gerekmektedir.

1-Hi¢ | 2-Pek | 3-Biraz 4- Ne 5- 6- 7-
Uygun | Uygun | Uygun Uygun Biraz | Uygun | Tamamen
Degil | Degil Degil Ne Uygun Uygun
Uygun
Degil

1.Cocugumun
isteklerini
anlayamiyorum

2.Cocugumun
ihtiyaglarini
anlayabiliyorum

3.Cocugumun
isteklerini
kargilayabiliyorum

4.Cocugumun
ihtiyaglarini
karsilayamiyorum

5.Cocugumun
davranis problemi
gosterecegi
zamanlar1 6nceden
anlayabiliyorum

6.Cocugum
agladiginda bunun
sebebini
anlayabiliyorum

7.Cocugum
agladiginda bununla
basa ¢ikamiyorum

8.Cocugum
bagirdiginda bunun
sebebini
anlayabiliyorum

9.Cocugum
bagirdiginda
bununla basa
¢ikabiliyorum

10.Cocugum
kendine siddet
gosterdiginde
bununla basa
¢ikabiliyorum

11.Cocugum
kendine siddet
gosterdiginde
bunun sebebini
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anlayabiliyorum

12.Cocugum bana
siddet gosterdiginde
bununla basa
¢ikabiliyorum

13.Cocugum bir
baskasina siddet
gosterdiginde
bununla basa
¢ikamiyorum

14.Cocugum bir
bagskasina siddet
gosterdiginde
bunun sebebini
anlayabiliyorum

15.Cocugum bana
siddet gosterdiginde
bunun sebebini
anlayamiyorum

16. Cocugumun
(eger aliyorsa) 6zel
egitim siirecine
uyum
saglayamadim

17.Cocugumun
(eger aliyorsa)
kaynastirma
egitimine uyum
saglayamadim

18.Cocugumun
(eger aliyorsa) 6zel
alt sinif egitimine
uyum
saglayamadim

19.Cocugumun
ihtiyac1 olan egitim
icin gerekli
kaynaklara
ulagabiliyorum

20.Cocugumun
daha iyi bir egitim
almasi ile ilgili
neler yapacagimi
biliyorum

21.Cocugumun
hangi alanlarda
egitime ihtiyag
duydugunu
anlayabiliyorum

22.Doktor
kontrollerine ve
rapor alma-
yenileme
stireglerine uyum
saglayamadim

23.Doktor
kontrollerinde ve
rapor alma-
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yenileme
stireglerinde saglik
personeli ile
istedigim gibi
iletisim
kurabiliyorum

24.Cocugumun
Ogretmeni ile
istedigim gibi
iletisim
kurabiliyorum

25.Cocugumun
O0gretmenine
isteklerimi ifade
edemiyorum

26.Cocugumun
psikologu ile
istedigim gibi
iletisim
kurabiliyorum

27.Cocugumun
psikologuna
isteklerimi ifade
edemiyorum

28. Cocugumun
psikiyatristi ile
istedigim gibi
iletigim
kuramiyorum

29.Cocugumun
psikiyatristine
isteklerimi ifade
edebiliyorum

30.0tizm spektrum
bozuklugu tanisi
almis bir cocugun
ebeveyni olarak
olumsuz duygularin
yarattig1 etkileri
kontrol
edebiliyorum

31.0tizm spektrum
bozuklugu tanisi
almis bir cocugun
ebeveyni olarak
olumsuz
duygularimla basa
¢ikamiyorum

32.0tizm spektrum
bozuklugu tanisi
almis bir cocugun
ebeveyni olarak
duygusal
ihtiyaglarimi
kargilayamiyorum

33.Kendi fiziksel
bakimimi istedigim
sekilde
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saglayabiliyorum

34.Kendime
istedigim kadar
vakit ayiramiyorum

35.Kendi 6z
bakimimi istedigim
sekilde
saglayabiliyorum

36.Fiziksel
sagligima dikkat
edemiyorum

37 Kendimden
hosnutum

38.Dis goriiniisiime
O0zen
gosterebiliyorum

39.Kok ailem
(kendi anne-babam
ve kardeslerim) ile
iliskilerimi saglikli
bir sekilde
stirdiirebiliyorum

40.Cekirdek ailem
(esim ve diger
¢ocuklarim) ile
iligkilerimi saglikli
bir gekilde
stirdiirebiliyorum

41.Cekirdek ailem
(esim ve diger
¢ocuklarim) ile
yasadigim
problemleri saglikli
bir sekilde
¢Ozebiliyorum

42.Kok ailem
(kendi anne-babam
ve kardeglerim) ile
yasadigim
problemleri saglikli
bir sekilde
¢Ozebiliyorum

43.Kok ailemden
(kendi anne-babam
ve kardeslerim)
bekledigim destegi
onlara ifade
edebiliyorum

44.Cekirdek
ailemden (esim ve
diger ¢ocuklarim)
bekledigim destegi
onlara ifade
edebiliyorum

45.Cekirdek
ailemden (egim ve
diger ¢ocuklarim)
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bekledigim destegi
alamiyorum

46.Kok ailemden
(kendi anne-babam
ve kardeslerim)
bekledigim destegi
alamiyorum

47.Arkadaslarimla
iliskilerim saglikli
bir sekilde
stirdiirebiliyorum

48.Arkadaslarimdan
bekledigim destegi
onlara ifade
edebiliyorum

49.Arkadaslarimdan
bekledigim destegi
alabiliyorum

50.Cocugumun
gelecekte
karsilasabilecegi
saglik problemleri
i¢in gerekli hazirlig:
yapabiliyorum

51.Cocugumun
gelecekte almast
gereken egitim i¢in
gerekli hazirlig
yapabiliyorum

52.Cocugumun
gelecekte
karsilasabilecegi
ekonomik zorluklar
i¢in gerekli hazirlig
yapabiliyorum

53.Cocugumun
gelecekte ihtiyag
duyabilecegi bakim
icin gerekli
hazirliklart
yapabiliyorum
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APPENDIX K: TURKISH SUMMARY

OTiZM SPEKTRUM BOZUKLUGU TANISI ALMIS COCUKLARA
BAKIM VEREN EBEVEYNLER: IHTIYAC ANALIiZI, MODEL TESTI
VE MUDAHALE CALISMASI

1. Giris

Biitlin insanlarin ¢gocukluk doneminde bakim almaya ihtiyag
duymasinin yaninda, kronik hastaligi bulunan kisiler, engelli bireyler ve
gelisimsel bozukluga sahip bireyler siirekli ya da uzun sureli bakim almaya
ihtiya¢ duymaktadirlar ve bu bakim ¢ogunluklar kisilerin aile bireyleri
tarafindan saglanmaktadir. 2015 yilinda Amerika Birlesik Devletlerinde
yaklasik 43.5 milyon para kazanmayan bakim veren bulunmaktadir ve
bunlarin % 60’1 kadin, %85°1 ise bakim alanin aile iiyesidir (Caregiving in the
U.S., 2015). Bakim verme bireyin zaman ve para gibi kaynaklarini
tiikettiginden, cogunlukla stres ve tiikenmislik kaynagidir..

Noro-gelisimsel bozukluga sahip bir ¢ok bireyde oldugu gibi, otizm
spektrum bozuklugu tanisi almis cocuklar da ¢gogunlukla siirekli bakima
ihtiya¢ duymaktadirlar (Ruiz-Robledillo & Moya-Albiol, 2015). Otizm
spektrumun tanis1 konma oraninin yildan yila artmasi, bir taraftan da otizmli
spektrum bozuklugu tanis1 almig bireylere bakim verenlerin sayisinin da
artmast anlamina gelmektedir. Otizm spektrum bozuklugu ortalama olarak her
68 yeni dogan ¢ocuktan birine konmaktadir (Centers for Disease Control and
Prevention, 2014). Otizm spektrum bozuklugu tanisina sahip ¢ocuklar sosyal
iletilisimde eksikliklere sahip olmakta, kisitli ve tekrar eden davranis motifleri
ve ilgiler sergileyebilmektedirler.

Tiirkiye’de otizm spektrum bozuklugu tanis1 almis bireyler genellikle
kaynastirma egitimi, 6zel egitim siiflarinda egitim, otistik cocuklar egitim
merkezlerinde egitim ya da otistik ¢cocuklar is egitim merkezlerinde egitim
almaktadirlar. Otizmli ¢ocuklar bu egitimlerden yararlanabilmek i¢in devlet

hastanelerinden bir saglik belgesi almalidirlar ve bu saglik belgesi sonucunda
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egitim masraflar1 Milli Egitim Bakanlig1 tarafindan saglanmaktadir (Otizmli
Bireylerin Haklari, 2013).

Tezin sonraki boliimiinde otizm spektrum bozuklugu tanisi almig
bireylere bakim verenlerin iyi olma durumlar1 ve iyi olma durumlarini

etkileyen degiskenler ile ilgili bilgi verilecektir.

1.1. Bakim Verme

1.1.1. Demografik Degiskenler

Bakim veren bireyin demografik 6zellikleri, bireyin yasam kalitesi,
stres, kaygi ve depresif semptom seviyesi lizerinde 6nemli bir etkiye sahip
olabilmektedir.

Ornegin ailenin gelir seviyesinin bakim verenin depresyon ve stres
seviyeleri ve cocugun otizm spektrum bozuklugu semptomlarinin ¢coklugu ile
negatif yonde korale oldugu ortaya konmustur (Athari, Ghaedi, & Mohd
Kosnin, 2013). Buna ek olarak annenin yasinin annenin kaygi seviyesi ile
negatif sekilde korale oldugu da yapilan ¢aligmalarda ortaya konan bir diger
bulgudur Falk, Norris, & Quinn, 2014; Barker et al., 2011).

1.1.2. Sosyal Destek

Sosyal destek bakim verenler i¢in iyi bilinen bir koruyucu faktordiir.
Diger koruyucu faktorler gibi, sosyal destegin artmasi, bakim verenlerin iyi
olma durumlarini farkl: sekillerde olumlu etkilemektedir. Sosyal destek ile aile
uyumu, aile fonksiyonelligi ve aile yasam kalitesi arasinda pozitif bir iligki
vardir. Diger bir deyisle sosyal destek arttik¢a aile uyumu Lin, Orsmond,
Coster, & Cohn, 2011), aile fonksiyonelligi (Manning, Wainwright, &
Bennett, 2010) ve aile yasam kalitesi (Pozo, Sarrid, & Brioso, 2013)
artmaktadir. Benzer bir sekilde Stuart ve McGrew’in ¢alismasi (2009)
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gostermistir ki bireysel ve aile tiikenmisligi sosyal destegin artmastyla diisiise
gegmektedir. Dahast hem annelerin hem de babalarin depresif semptomlar ve
stres seviyeleri sosyal destek ile negatif yonde iligkili bulunmustur (Falk,

Norris, & Quinn, 2014).

1.1.3. Basa Cikma

Bakim verenler tarafindan kullanilan stresle basa ¢ikma yontemleri, bakim
veren iyi olma durumunu yordayan bir diger degiskendir. Genel olarak
problem odakl1 basa ¢ikma yontemleri bakim veren iyi olma durumunu olumlu
yonde yordarken, duygusal basa ¢ikma yontemleri olumsuz yonde
yordamaktadir. Diger bir taraftan uyum gosterilmesi gereken durum ile basa
cikma yonteminin de uymasi gerekmektedir (Holahan & Moos, 2007). Bu
anlamda bireylerin kontrollerini yliksek olarak yorumladiklari durumlarda
problem odakl1 basa ¢ikma yontemlerinin, kontrollerini diisiik olarak
yorumladiklari durumlarda ise duygusal odakli basa ¢ikma yontemlerinin
tercih edilmesi, bakim veren iyi olma durumu iizerinde olumlu etkilere sahip

olabilecektir (Folkman & Moskowitz, 2004).

1.1.4. Iyi Olma

Otizm spektrum bozuklugu tanist almis bir cocuga sahip olma
ebeveynleri bir ¢cok yonden etkileyen bir durumdur.

Otizm spektrum bozuklugu tanisi almis ¢ocuklarin ebeveynleri diger
norogelisimsel bozukluklar tanist almis ¢ocuklarin ebeveynleri , ile
kiyaslandiginda, otizm spektrum bozuklugu tanisinin olumsuz etkileri
kolaylikla fark edilebilmektedir. Otizm spektrum bozuklugu tanis1 almisg
cocuklarin ebeveynleri, Down sendromu tanisina sahip ¢ocuklarin
ebeveynlerine gore daha fazla tiikenmislik belirtileri gostermektedirler (Zima,

Kokot, & Rymaszewska, 2011; Eisenhower, Baker, & Blacher, 2005). Benzer
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bir sekilde otizm spektrum bozuklugu tanisi almis ¢ocuklarin ebeveynleri ile
genel popiilasyon karsilastirildiginda, otizm spektrum bozuklugu tanisi almis
cocuklarin ebeveynlerinin daha fazla kronik stres, (Ruiz- Robledillo & Moya-
Albiol, 2015), depresyon semptomu (Manning, Wainwright, & Bennett, 2010)
ve kaygt semptomu (Dabrowska & Pisula, 2010) gosterdikleri ve algilanan
genel sagliklarinin daha diisiik oldugu (Bouma & Schweitzer, 1990; Hayes &
Watson, 2012) ortaya konmustur..

1.2. Calismanin Amaci ve Onemi

Bu ¢aligmanin amaci otizm spektrum bozuklugu tanisina sahip ¢ocuklarin
bakim verenlerinin iyilik hallerini yordayan etmenleri incelemek ve bu bakim
verenler i¢in bir grup miidahale programi gelistirmektir. Bu tez birbiri ile
iligkili lig, ayr1 calismadan olusmaktadir. Bu ¢alismalar (1) otizm spektrum
bozuklugu birincil bakim verenlerinin problemlerini belirleme, (2) birincil
bakim verenlerin iyilik hallerini yordayan etmenleri Holahan ve Moos’un
(2007) entegre basa ¢ikma modeli ¢er¢evesinde ortaya ¢ikarma ve (3) otizm
spektrum bozuklugu birincil bakim verenlerine yonelik bir grup miidahale

programi gelistirmek ve uygulamaktir.

2. Birinci Calisma: Otizm Spektrum Bozuklugu Tams1 Almis Cocuklarin

Ebeveynlerinin Bu Siirece Uyumlarinin Nitel Analizi

Birinci ¢aligma otizm spektrum bozuklugu birincil bakim verenlerinin
0znel deneyimlerini 6 katilimei ile incelemistir. Katilimcilar ile goriismeler
yliz yiize ger¢eklestirilmis, ¢alismanin amaci ile ilgili bilgilendirilme
sonrasinda miilakatlar yapilmistir. Miilakatlar esnasinda katilimcilarin iznine
istinaden ses kaydi yapilmis, 2 katilimcinin ses kaydi istememesi dolayisi ile

goriigme sirasinda notlar alinmigtir. Miilakatlar sirasinda 6nceden belirlenmis
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9 soru katilimcilara sorulmustur. Daha sonra ses kayitlart notlara gecirilmis ve
Braun ve Clarke’ 1n (2006) 6nerdigi sekilde tematik analiz gergeklestirilmistir.
Bu ¢alismada belirlenen temalar yetersiz bilgi, duygular, sosyal destek ve
degisim’dir. Ortaya ¢ikan temalarin literatiir ile uyumludur.

Birinci ¢aligsmada gerceklestirilen nitel analizin amaci, ailelerin bakim
verme siireclerinde yasadiklar1 sorunlar belirlemektir. Ugiincii ¢alismada
gergeklestirilen grup miidahale programi i¢in 6nemli veriler ortaya koyan
birinci ¢aligma, gelistirilen miidahale programinin igerigini bilylik oranda
belirlemistir.

Verdigi 6nemli bilgilere ragmen gerceklestirilen nitel analizin 6nemli
sinirliliklart da bulunmaktadir. 1k olarak katilime1 sayisinin oldukga kisitli
olmas1 gbze carpmaktadir. Buna ek olarak miilakatlarin ve tematik analizin
ayn1 arastirmaci tarafindan gercgeklestirilmis olmasi da diger bir sinirlilik

olarak goze ¢arpmaktadir.

3. Ikinci Cahisma: Otizm Spektrum Bozuklugu Tanis1 Almis Bireylere
Bakim Verenlerin Depresyon, Olumlu Duygulanim, Olumsuz

Duygulanim ve Iyi Olma Hallerinin Yordayicilari

72 katilimer ile gergeklestirilen ikinci ¢aligma Holahan ve Moos’un
(2007) entegre basa ¢ikma modelini baz alarak depresyon, olumlu
duygulanim, olumsuz duygulanim ve iyi olma hallerini yordayicilari
belirlemeyi amag¢lamistir.

Holahan ve Moos’un entegre basa ¢ikma modeli birbirleriyle iligkili 7
panelden olugsmaktadir. Bu modele gore basa ¢ikma yontemlerinin segimi,
saglikla ilgili faktorler, kisisel kaynaklar, fiziksel ve sosyal baglam, biligsel
degerlendirme ve uyum gerektiren vazifelerle ilgilidir. Kisisel kaynaklar,
saglikla ilgili faktorler ve sosyal ve fiziksel baglam saglikla ilgili durumun
nasil degerlendirildigini ve uyum gerektiren vazifelerin nasil formiile

edilecegini belirler.
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Panel 1 kisisel kaynaklari icerir. Kisisel kaynaklar entelektiiel beceriyi,
benlik giiciinii, 6z yeterliligi, yas cinsiyet, egitim gibi demografik faktorleri,
kisilik faktorlerini ve problem ¢ozme stillerini kapsar. Bu ¢alismada Panel 1,
demografik bilgi formu ve genel 0z yeterlilik Olgegi araciligi ile

degerlendirilmistir.

Panel 2 hastalik, bozukluk ya da engellilik durumunun gelisimini ve
ilerleyisini, evresini ve tipini igeren saglikla ilgili faktorleri kapsamaktadir. Bu

calismada Panel 2 Otizm Davranis Kontrol Listesi araciligi ile dl¢tilmiistiir.

Panel 3 sosyal ve fiziksel baglami kapsar. Sosyal iliskiler ve sosyal
destek sosyal baglami olustururken, ev ya da isyerinin fiziksel Ozellikleri
fiziksel baglami kapsar. Diger taraftan panel 4, bilissel degerlendirmeden
olusur ve bu panel problemin meydan okuma, veya tehdit, kontrol edilebilir ya

da degistirilebilir olarak degerlendirilmesi bu panelin icerigidir

Panel 5 uyum gerektiren vazifeleri kapsar.. Bu panel yedi uyum
vazifesinden olugmaktadir. Bunlar semptomlar1 yonetme, tedaviyi yonetme,
saglik calisanlar1 ile 1iliski kurabilme, olumlu bir kendilik imajin1
stirdiirebilme, aile ve arkadaslarla iliski kurabilme, duygular1 yonetme, ve
belirsiz gelecege hazirlik yapabilmedir. Bu panelin 6l¢iimlerinin yapilabilmesi
adina bu tezde bir Olgek gelistirilmistir. Bu olcekle ilgili detayli bilgi
asagidadir.

Panel 6 problemle basa ¢ikma yontemlerini kapsamaktadir. Panel 6 bu
calismada Basa Cikma Yollar1 6lgegi ile degerlendirilmistir. Son panel ise
saglikla ilgili sonuglar, depresyon, stres, iyi olma durumu ve tedaviye uyum
gosterme gibi faktorleri kapsamaktadir. Bu paneli degerlendirmek iizere,
Bakim Veren Iyi Olma Durumu Olgegi, Beck Depresyon Olgegi ve Potizif ve
Negatif Duygulanim Olcegi kullanilmistir.

Bu model cercevesinde “Otizm Bakim Verenleri i¢in Uyum Olcegi”

gelistirilmistir. Bu 6lcek i¢in 53 soruluk bir indeks gelistirilmis ve 4 uzmandan

130



geri bildirimler alinmistir. Yapilan faktor analizleri sonucunda 2 faktérden
olusan 43 soruluk bir 6l¢ek olusturulmustur. Faktorler ““ Giinliikk Degisimlere
Uyum” ve “Saglikla Ilgili Degisimlere Uyum” olarak adlandirilmistir (Otizm
Bakim Verenleri i¢in Uyum Olgegi ile ilgili detayli bilgi igin Tablo 1’i

inceleyebilirsiniz.)

Tablo 1. Otizm Bakim Verenleri icin Uyum Olgegi igin faktor yiikleri,
agtklanan varyanslar ve alfa katsayilari

Faktorler Madde Madde
Saglikla Giinliik Toplam r ¢iktiginda
Madde Ilgili Degisimlere a degeri
Degisimlere  Uyum
Uyum
S11 (Cocugum kendine siddet gosterdiginde 717 -.104 .668 .884
bunun sebebini anlayabiliyorum)
S10 (Cocugum kendine siddet gosterdiginde 713 .036 .644 .885
bununla basa ¢ikabiliyorum)
S14 (Cocugum bir bagkasina siddet 712 .009 .623 .886
gosterdiginde bunun sebebini anlayabiliyorum)
S3 (Cocugumun isteklerini karsilayabiliyorum) 708 073 .658 .886
S6 (Cocugum agladiginda bunun sebebini 675 .086 .646 .886
anlayabiliyorum)
S5 (Cocugumun davranis problemi gosterecegi 671 .026 627 .886
zamanlar1 6nceden anlayabiliyorum)
S9 (Cocugum bagirdiginda bununla basa 665 122 .604 .887
¢ikabiliyorum)
S8 (Cocugum bagirdiginda bunun sebebini 661 .058 .602 .887
anlayabiliyorum)
S21 (Cocugumun hangi alanlarda egitime ihtiyag 660 177 585 .887
duydugunu anlayabiliyorum)
S12 (Cocugum bana siddet gosterdiginde 659 .043 574 .887
bununla basa ¢ikabiliyorum)
S2 (Cocugumun ihtiyaglarini anlayabiliyorum) 602 -.018 528 .889
S20 (Cocugumun daha iyi bir egitim almasi ile 577 147 535 .889
ilgili neler yapacagimi biliyorum)
573 .200 496 .890
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Tablo 1. (Devam Ediyor)

Faktorler Madde Madde
Saglikla Giinliik Toplam r ¢iktiginda
Madde Tlgili Degisimlere o degeri
Degisimlere  Uyum
Uyum
S19 (Cocugumun ihtiyaci olan egitim igin 502 417 504 .890
gerekli kaynaklara ulasabiliyorum)
S16 (Cocugumun (eger aliyorsa) 6zel egitim 444 130 493 .890
stirecine uyum saglayamadim)
S24 (Cocugumun 6gretmeni ile istedigim gibi 392 161 391 .893
iletisim kurabiliyorum)
S25 (Cocugumun dgretmenine isteklerimi ifade .340 -091 316 .897
edemiyorum)
S4 (Cocugumun ihtiyaglarini kargilayamiyorum) 339 131 324 .895
S22 (Doktor kontrollerine ve rapor alma- 321 .080 .320 .890
yenileme siireglerine uyum saglayamadim)
S42 (Ko6k ailem (kendi anne-babam ve .166 798 743 .894
kardeslerim) ile yasadigim problemleri saglikli
bir sekilde ¢ozebiliyorum)
S39 (K&k ailem (kendi anne-babam ve 154 770 .703 .895
kardeslerim) ile iliskilerimi saglikli bir sekilde
stirdiirebiliyorum)
S41 (Cekirdek ailem (esim ve diger ¢ocuklarim) .189 664 .603 .897
ile yasadigim problemleri saglikli bir sekilde
¢Ozebiliyorum)
S40 (Cekirdek ailem (esim ve diger ¢ocuklarim) 093 .655 551 .898
ile iligkilerimi saglikli bir sekilde
stirdiirebiliyorum)
S47 (Arkadaslarimla iligkilerim saglikli bir .180 652 604 .897
sekilde siirdiirebiliyorum)
S44 (Cekirdek ailemden (esim ve diger 167 .648 .590 .898
¢ocuklarim) bekledigim destegi onlara ifade
edebiliyorum)
S38 (D1s goriiniigiime 6zen gosterebiliyorum) .350 633 .697 .895
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Tablo 1. (Devam Ediyor)

Faktorler Madde Madde
Saglikla Giinliik Toplam r ¢iktiginda
Madde Tlgili Degisimlere a degeri
Degisimlere ~ Uyum
Uyum
S48 (Arkadaslarimdan bekledigim destegi onlara 208 618 .589 .898
ifade edebiliyorum)
S53 (Cocugumun gelecekte ihtiyag duyabilecegi 305 612 639 .897
bakim igin gerekli hazirliklari yapabiliyorum)
S49 (Arkadaslarimdan bekledigim destegi -.008 609 516 .899
alabiliyorum)
S43 (Ko6k ailemden (kendi anne-babam ve 110 .605 .549 .898
kardeslerim) bekledigim destegi onlara ifade
edebiliyorum)
S52 (Cocugumun gelecekte karsilasabilecegi 361 585 613 .897
ekonomik zorluklar i¢in gerekli hazirli:
yapabiliyorum)
S46 (Kok ailemden (kendi anne-babam ve -.207 535 397 .901
kardeslerim) bekledigim destegi alamiyorum)
S35 (Kendi 6z bakimimu istedigim sekilde .206 519 .549 .898
saglayabiliyorum)
S32 (Otizm spektrum bozuklugu tanist almuig bir 141 518 513 .899
¢ocugun ebeveyni olarak duygusal ihtiyaglarimi
karsilayamiyorum)
S51 (Cocugumun gelecekte almasi gereken .460 516 .564 .898
egitim i¢in gerekli hazirlig1 yapabiliyorum)
S50 (Cocugumun gelecekte kargilasabilecegi 487 510 .588 .897
saglik problemleri igin gerekli hazirlig
yapabiliyorum)
S45 (Cekirdek ailemden (esim ve diger -.016 491 401 .901
gocuklarim) bekledigim destegi alamiyorum)
S37 (Kendimden hosnutum) 579 491 .604 .897
S34 (Kendime istedigim kadar vakit -.154 467 .376 .902
aylramiyorum)
S36 (Fiziksel sagligima dikkat edemiyorum) -.132 435 .353 .902
S30 (Otizm spektrum bozuklugu tanist almig bir 535 407 517 .899
¢ocugun ebeveyni olarak olumsuz duygularin
yarattig1 etkileri kontrol edebiliyorum)
S33 (Kendi fiziksel bakimimu istedigim sekilde -.020 332 279 .920
saglayabiliyorum)
S31 (Otizm spektrum bozuklugu tanisi almis bir .330 325 .390 .901

¢ocugun ebeveyni olarak olumsuz duygularimla

basa ¢ikamiyorum)
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Tablo 1. (Devam Ediyor)

Faktorler Madde Madde
Saglikla Giinliik Toplam r ciktiginda
Madde Mlgili Degisimlere a degeri

Degisimlere  Uyum
Uyum

Ozdeger 1175 4.95

Aciklanan varyans (%) 27.33 11.52

Alfa katsayisi 894 903

Not. Maddeler yiiklendikleri faktoriin altinda bold karakterlerle belirtilmistir.

Bakim verenlerin depresif semptom, olumlu duygulanim, olumsuz
duygulanim, temel ihtiyaglarin karsilanma ve yasamsal faaliyetleri yerine
getirme seviyelerinin yordayan etmenleri belirlemek iizere bes, ayr1 hiyerarsik
regresyon analizi yapilmistir.

Bu calismanin sonuglari otizm spektrum bozuklugu tanisi sonrasi
gerceklesen degisimlere uyum becerisinin bakim veren depresif semptomlart,
pozitif ve negatif duygulanimi ve iyi olma hali gostergeleri iizerinde oldukca
giiclii bir etkisi oldugunu ortaya koymustur.

Ik basamak degiskenlerinden Psikolojik Bozukluk ve Cocugun Yast,
ikinci basamak degiskenlerinden Algilanan Sosyal Destek, iiglincii basamak
degiskenlerinden Uyum ve dordiincili basamak degisenlerinden Problem
Odakl1 Basa Cikma anlamli bir sekilde Depresif Semptomlar1 yordamaktadir.

Benzer bir sekilde ilk basamak degiskenlerinden Psikolojik Bozukluk, ,
ve liclincli Basamak Degiskenlerinden Uyum anlamli bir sekilde Olumsuz
Duygulanimi yordamaktadir.

Yine ilk basamak degiskenlerinden Psikolojik Bozukluk, ikinci
basamak degiskenlerinden Algilanan Sosyal Destek ve Oz Yeterlilik, {igiincii

basamak degiskenlerinden Uyum ve dordiincii basamak degisenlerinden
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Problem Odakli Basa Cikma anlamli bir sekilde Olumlu Duygulanimi
yordamaktadir.

Diger bir taraftan ilk basamak degiskenlerinden Bakim Verme i¢in
Destek Veren Birilerinin Olmasi, ikinci basamak degiskenlerinden Algilanan
Sosyal Destek ve ligiincii basamak degiskenlerinden Uyum anlamli bir sekilde
kisinin Basit Ihtiyaclarim gidermesini yordamaktadir.

Son olarak, ilk basamak degiskenlerinden Psikolojik Bozukluk, ikinci
basamak degiskenlerinden Bakim Verenin Yas1 ve Cocugun Davranislari ve
ticlincili basamak degiskenlerinden Uyum anlamli bir sekilde kisinin Yasam
Aktivitelerini gidermesini yordamaktadir.

Bu hiyerarsik regresyon analizlerin sonucunda ortaya ¢ikan 6zet tablo

icin Tablo 2’yi inceleyebilirsiniz.
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Tablo 2. Hiyerarsik Regresyon Ozet Tablosu

Depresif Olumsuz Olumlu Basit Ihtiyaglar Yasam

Semptomlar Duygulanim Duygulanim Aktiviteleri

ilk Basamak
Degiskenleri

Bakim Verme Anlamli( +)
Ig¢in Destek Veren
Birileri

Psikolojik Anlamli (+) Anlamli (+) Anlamli (-) Anlamli (-)

Bozukluk
Cocugun Yas1 Anlamli (-)

ikinci Basamak
Degiskenleri

Cinsiyet

Sosyoekonomik

Seviye

Algilanan Sosyal Anlamli () Anlamli (+) Anlamli (+)

Destek

Yas Anlamli (+)
Cocugun Anlamli (+)
Davranislari

Egitim

Oz-Yeterlilik Anlaml (+)

Ugiincii Basamak

Degiskenleri

Uyum Anlamli (-) Anlamli (-) Anlamli (+) Anlamli (+) Anlamli (+)

Dordiincii Basamak

Degiskenleri
Duygu Odakli
Basa Cikma

Problem Odakl1 Anlamli (-) Anlamli (+)
Basa Cikma

Not. (-) olumsuz yonde iliskili ve (+) olumlu yonde iliskili

4. Uciincii Calisma: Otizm Spektrum Bozuklugu Bakim Verenlerine

Yonelik Grup Miidahale Program
Ugiincii ¢alisma, birinci ¢calismada elde edilen bulgular 1s131nda bir

grup miidahale programi gelistirme ve uygulamay1 kapsamaktadir. Bu ¢alisma

birinci ¢alismanin katilimeilarindan farkli 6 katilimer ile gergeklestirilmistir.
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Bu miidahale programi 7 hafta ve her oturum yaklasik 2 saat olacak sekilde
gerceklestirilmistir. Grup miidahale programi bu tezin birinci ¢aligmasinda
ortaya ¢ikan temalar dogrultusunda, Judith Beck’in Cognitive Behavioral
Therapy (2011), Folkman ve Lazarus’un Stress, Appraisal and Coping
(1984), David Burns’un Feeling Good: The New Mood Therapy (1980),
Mental Bozukluklarin Tanisal ve Sayimsal El Kitab1 5 (2013) ve bu tezde
kullanilan bazi makaleler referans alinarak gelistirilmistir. Ugiincii calismanin
hipotezleri su sekildedir:

Yedi haftalik grup miidahale programinin sonunda katilimeilarin:

1- Miidahale 6ncesi puanlar miidahale sonrasi puanlarla kiyaslandiginda
depresif semptomlarinda anlamli bir azalma,

2- Miidahale 6ncesi puanlar miidahale sonrasi puanlarla kiyaslandiginda
olumsuz duygulanim puanlarinda anlamli bir azalma,

3- Miidahale 6ncesi puanlar miidahale sonrasi puanlarla kiyaslandiginda
olumlu duygulanim puanlarinda anlamli bir artma,

4- Miidahale 6ncesi puanlar miidahale sonrasi puanlarla kiyaslandiginda
basit ihtiyaglar puanlarinda anlamli bir artma,

5- Miidahale 6ncesi puanlar miidahale sonrasi puanlarla kiyaslandiginda

giinliik aktiviteler puanlarinda anlamli bir artma beklenmektedir.

Birinci haftada bakim veren annelere otizm spektrum bozuklugu ile
ilgili psikoegitim verilmistir. Bu oturumda otizm spektrum bozuklugunun
cesitleri, tan1 kriterleri, tan1 konma yas1 gibi konulara deginilmis, bozuklugun
tarihsel siireci islenmistir. Buna ek olarak ailelerin otizm spektrum bozuklugu
ile ilgili bilgileri tartisilmis ve degerlendirilmistir. ikinci ve iigiincii haftalarda
ailelerin otizm spektrum bozuklugu ile ilgili duygulari, bu duygulart ile iligkili
diisiinceleri lizerine ¢alisilmistir. Biligsel ¢arpitmalar ve diisiince hatalar
Ogretilmis ve aileler ile rasyonel diisiinme tizerine ¢aligmalar

gergeklestirilmistir. ikinci oturumda ailelere diisiince takip formu gosterilmis
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ve ailelerden bu formu hafta i¢lerinde doldurmalari istenmistir. Ugiincii
oturuma dolu olarak gelen formlar teker teker incelenmis, grup tiyelerinin
birbirlerinin diisiinceleri ile ilgili biligsel ¢arpitmalar lizerinden geri bildirim
vermeleri istenmigstir. Bu geribildirimleri takiben grup miidahale programu
ylrlitiiciisli de aileler geri bildirimler vermis ve rasyonel diisiinme ile ilgili
katilimcilar tesvik etmistir. Dordiincii haftanin ana konusu strestir. Bu
oturumda ailelere stres semptomlart ile ilgili bilgi verilmis ve stresle basa
cikarken islevsel olan ve iglevsel olmayan basa ¢ikma stratejileri tizerine
calisilmistir. Besinci hafta sosyal destegi artirma, sosyal destegi kabul etme
gibi konular1 kapsamaktadir. Altinci haftada gelecekte aileleri nelerin
bekledigi ile ilgili ¢calisilmis, ¢cocuklarin yasak haklar1 ve gelecekte
karsilasabilecekleri zorluklarla nasil basa ¢ikacaklar1 {izerinde durulmustur.
Son hafta ise degerlendirme modiilii olarak planlannustir. ilk 6 oturumun
sonunda agamali kas rahatlama egzersizleri gerceklestirilmis ve bakim veren
annelerin bu egzersizleri kendi baglarina da yapmas tesvik edilmistir. Grup
miidahale programinin son haftas1 degerlendirilmeye ayrilmistir. Bu oturumda
ailelerden geri bildirim alinmistir. Alt1 haftalik grup miidahale programi
stiresince ailelere nelerin 1yi geldigi, neleri degistirmek isteyebilecekleri
konusulmustur.

Uygulanan miidahale programinin sonunda otizm tanili ¢ocuklarin
birincil bakim verenlerinde pozitif duygulanim ve iyilik hali gostergeleri
(temel ihtiyaglarin karsilanmasi ve yasamsal faaliyetlerin yerine getirilmesi)
puanlarinin ¢aligma dncesi puanlarina gore anlamli bir sekilde arttig1
goriilmiistiir. Diger bir taraftan depresif semptom skorlar1 ve negatif
duygulanim puanlariin anlaml bir sekilde diislis gostermedigi ortaya
konmustur. Bu durum ailelerin negatif duygu ve semptomlarini miidahale
programindan sonra daha agiklikla ortaya koyabilmelerine baglanmistir. Bu
aciklama grup miidahale programinin basinda ve sonunda elde edilen 6l¢ek
puanlarinin degisimleri iizerinden 6rneklendirilmistir. SOyle ki grup miidahale

programinin basinda depresif semptom puani altmis {i¢ iizerinden {i¢ olan bir
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katilimcinin, grup miidahale programi sonucunda bu puan yedi ‘ye ¢ikmistir.
Benzer bir sekilde negatif duygulanim puaninin en diisiik on oldugu Pozitif ve
Negatif Duygulanim 6lgeginde bir katilimcinin negatif duygulanim skoru
miidahale 6ncesinde on bir, miidahale sonrasinda ise on yedi olmustur.
Miidahale 6ncesi puanlarin bu kadar diisiik olmasi, katilimeilarin olumsuz
duygularini ifade etmekte zorlandiklar1 seklinde degerlendirilmis ve bu
degerlendirme Tiirk toplumunun kolektivisttik bir toplum olmasi iizerinden
aciklanmistir. Miidahale programi siiresince katilimeilar olumlu ve olumsuz
duygularini ifade etme yoniinden tesvik edilmistir ve depresif semptomlar ve
negatif duygulanim puanlarinda gézlemlenen bu iki degisiklik bu tesvikin ise
yaramastyla agiklanmistir. Depresif semptomlar ve negatif duygulanim
puanlarinda yukarida yazan disinda baska bir yiikselme olmamaistir. Bu durum
yapilan agiklamay1 destekler niteliktedir. Diger bir taraftan katilimei sayisinin
siirlt olmasi, kontrol grubunun olmasi ve takip dlgiimlerinin
gerceklestirilememis olmasi bu ¢alismanin sinirliliklari olarak goze

carpmaktadir.
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APPENDIX L: TEZ FOTOKOPISI iZiN FORMU

ENSTITU

Fen Bilimleri Enstitiisi

Sosyal Bilimler Enstitiisii '

Uygulamali Matematik Enstitiisii I:I

Enformatik Enstitisi

Deniz Bilimleri Enstitiisii

YAZARIN

Soyadi : Yal¢in
Adi1 : Cagdas
Boliimii : Psikoloji

TEZIN ADI (Ingilizce) : CAREGIVER PARENTS OF CHILDREN WITH
AUTISM SPECTRUM DISORDER: NEED ASSESSMENT, MODEL
TESTING, AND INTERVENTION STUDIES

TEZIN TURU : Yiiksek Lisans | ¥ Doktora

1. Tezimin tamamindan kaynak gosterilmek sartiyla fotokopi alinabilir.

2. Tezimin igindekiler sayfasi, 6zet, indeks sayfalarindan ve/veya bir
boliimiinden kaynak gosterilmek sartiyla fotokopi alinabilir.

3. Tezimden bir bir (1) yil stireyle fotokopi alinamaz.

TEZIN KUTUPHANEYE TESLIiM TARIiHI:
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