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ABSTRACT

The study aimed to gain knowledge on the parental adaptation process in
raising children with ASD by developing the parental adaptation model which
demonstrated the associations among influencing factors to parental adaptation
outcomes. The study was divided into two phases. In the first phase, in-depth
interviews with 13 parents and 5 professionals were employed for identifying the
influencing factors and adaptation outcomes in parents raising ASD children, and
associations were drawn as the hypothesized model. In the second phase, data were
collected from 303 parents for testing the significance of the model pathways and
testing the level of model fit.

The results revealed two stages of parental adaptation, including a
pre-diagnosis stage and a post-diagnosis stage. Therefore, two models were tested with
significant results. In the pre-diagnosis stage, it started with an observation of unusual
behavior and/or delayed development of a child, and parents applied personal coping
strategies to solve the ASD related problems, sought additional information on unusual
child behaviors and normal development, and sought support from someone within
and outside their network. The successfully adapted parents then decided to take their
child to see the doctor and get a confirmation of the child’s diagnosis. The pre-diagnosis
model was proved to have a good model fit with chi-square test (x’= 3.001, p-value
>.05), GFI=.996, CFI=.992, RMSEA =.041, RMR =.042, and NFI =.977.

The post-diagnosis model started after parents learnt from the
professionals of their child’s diagnosis, then the confirmed diagnosis increased the
level of stress in the parents. Parents should then put effort into accepting their child’s
diagnosis even though it was difficult; they redefined meaning and found positive
aspects from the ASD related situation, used religion or spiritual principles, sought
information related to the disorder and treatment, and sought social support. Finally,
successfully adapted parents were able to continue taking their child to receive
treatment and/or enroll him/her in a specialized education program for ASD, were able
to practice skills with the child at home, were able to share information with other
parents who are facing the same condition, have higher levels of self-efficacy for
parenting an ASD child, and have good quality-of-life. The post-diagnosis model was
proved as a good model fit with chi-square test (x*= 114.496, p-value < .05), GFl= .947,
CFI=.950, RMSEA =.109, RMR =.705, and NFI =.939. The findings on the two stages
of the parental adaptation model reflect a holistic adaptation process of parents for
raising children with ASD and it gives suggestions to practitioners on how to support
these parents so far.
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206 pages




Fac. of Grad. Studies, Mahidol Univ. Thesis /v

@

' 4
TuaamstSuarvesvions: ladedAgyninadon1sdedgims ASD

o

THE PARENTAL ADAPTATION’S MODEL: INFLUENCING FACTORS TOWARD RAISING CHILDREN WITH ASD
WM AAYAIFT 4938048 PHPH/D

= a o
a.a. (qleﬁﬂBH!aZWf]@lﬂiﬁiJﬁTﬁ@li)

AMYNTTNAMINUTAEINOTNUT: ¥2UIUNDI SUgMYIY, Dr. P.H., EDWIN B. FISHER, Ph.D.,

= > =
aapeu ilu@, Dr. P.H.

UNAAYD

e o Amo s Ay s yaA o o o ' '
\ﬂu’JﬂﬂﬂjQulﬂ@]ﬂﬂigﬁ\iﬂLWﬂﬁj’]\iﬂ\jﬂﬂj’]ﬂJ?‘Lﬂﬂ’Jﬂ‘Uﬂigﬂ’JuﬂWiﬂi‘Uﬂ’JmﬂQWﬂL!MiuﬂWjﬂllﬁuﬁi

a

o v o ' ra < v o ' v o o da ' o &
ASD Iﬂﬂﬂﬁ‘WﬁNuWIMmaﬂﬁﬂﬁUW?%@QW@L!NWLLﬁﬂQiﬁ}LWHﬁ\iﬂ'ﬂllﬁllwu‘ﬁiS'W'JN'ﬂ"fﬁ]ﬂﬁ?ﬂmﬂuﬂﬂﬁﬂwaﬁWﬁﬂaqu

'
1A

v o ' ' Fe ' o ¢S 1o ' § '
ﬂ1§ﬂ§'1Jﬂ'J‘Uﬂ\i‘Wﬂ!!ll Ghlfﬂﬁﬁﬂ‘HWﬂi\‘lu ﬂzumtﬂu 2588 izﬂzu‘imﬂumiﬁnmymnqumamﬁuﬂuwmmmu

A3 ASD $119U 13 AU tazfiFermgdin ASD $1au 5 au iedumiladvddyimneidesiumsisudivene

o

4

' o daa & oA (v o MY o & s o v o o o Ia
LLllLLa$WﬁﬂW‘ﬁ‘VILﬂﬂ"UuﬁlquJuilﬂﬂiﬂ@]’)llﬂﬁﬂuﬁﬂi‘\] ﬂWﬂuuu?!ﬁuﬂﬂ’3111ﬁilWuﬁﬂlﬂﬁﬂﬂ%ﬂllﬂ%WﬁaW‘ﬁﬂWﬂiu
o Y ,:i < 3 9 Y o "o &g ' T
anymmﬂﬂumammmu 1“5383‘1/]’5’(@\1 L‘]JuﬂWi!ﬂ‘]JsUﬂiJ“ﬁﬂ'JfJu‘U‘UiWENTIN]'I!L@Qﬂ‘]Jﬂ's]i]ﬁ')’ﬂfJN“]f\H‘lJuWﬂLLJJ‘I/HJ‘]J‘ﬁi

I o 4 aa
il ASD 91U49U 303 AU Lﬁﬂ1/]ﬂﬁﬂ°1Jﬂ’;ﬂ1JQﬂﬁﬂﬂ‘u@ﬂnlﬂﬁéfml‘ﬂ‘ﬂﬁ)ﬂﬁﬂﬁ

v

HAINNITITE WU ATZVIUMSTYSUAIveaNeulszRRUAenTzUIUM TSR 2 Tuaeu Tu

o
v ' v
@

< v o Lo aa o oA o o A2
Tunpuus N unszIUMITUAIvENBLNFINBUTINIIVHATHIRBYRIYAS TueI9H MUz UAWANS
o < a ay a o Ay ' 1A e o Y Y aa o
dunaiuanuralnadunganssuaziaumsnaidvesyas Woudnl5uaa 1dez 19nads lunsdansilam
Y0913 ASD TaedtmFgyiuilym Aumanuiimudunernuianmsimunzauiuyas Aummrasaivayu
o 2 o o " TR o o & a o A Y o aa o s
nudan Fanaansnuaasiwendlsu Iaiduraduseluduil Aemsaadulomyasdisumsitdanoninunng

9y A 3 o o v o ' ' ' ' o aa o Y Yo
AFe19y Taeisr dmsuTuaamsdsudvesomilugineusunsumaiianevesyasi lasumsnagounis

anailuluaaifinnugndeuiiued1ed in las-aunds il 3.001 (p-value >.05), GFI 1§lu 996, CFI 1§11 992,

RMSEA 1111 .041, RMR 15]u .042 g NFI 1114 .977

o v o { e v o Vo e aa o

’sﬂ“lri’i‘lJ"UuﬂE)uﬁﬁEN L‘]Juﬂizlnumiﬂi1_|G]’JGUENWE)LLMWQQTU‘VI‘J11Jwam’i’mﬁmEJ"II@quIGIimﬂLLWVIET
A ga £ an o A o Y1 = 2 Y B Y 2 2 ' ' A
Wiaﬁmfﬂ’)slﬂﬂ]u ‘ﬁfﬂwaﬂ']iauﬂﬂﬂuﬂ$ﬂ111’iWﬂLlililﬂq'lillﬂiﬂﬂ!!azﬂ’]']llﬂqqa!ﬂﬂjﬂﬂu@]ilwnmuﬂEn\iinﬂ NOLUN

A

o Y] ° P v o aa o DX Y A A ] Y o
Usudldazweeuilalfseusudunanisdtane udnaziludinen weeumdeanseyuuoIn1auIn leuan

3

9 ) A A d o o Ve o & Y
NWNAFTU ﬂuWWGUfHJ“'QLWll!@]ll!ﬁﬂ'lﬂ‘ﬂiiﬂ!!ﬁgfnﬁif]EW AADAIUNITUT WU N AITUUTUUNWNAIAN Gluﬂluﬁ@uﬁ

]

' 1A v o 2 ' 1A o o (N 4 o v
wauwmmmﬂwm%’aum ﬁﬂW@LLNﬂﬁWﬂJWiﬂWWuﬁil%}ﬁUﬂTiiﬂ“l&ﬂhlg]}ﬂfJNﬁﬂLﬁﬂﬂ 'lJNﬂ‘l!ﬂﬁ]UWLIQiL“IQJ}ﬁ‘U

A A

= = Y a ° = ~ ~ & W
ﬂ']iﬁﬂ‘]&l']ﬁluﬁﬂ']uﬁﬂH'ILﬂW'lg‘Vl'Nﬂ'Iu ASD llﬂ']ﬁL!']Nﬁﬂ']5F\]ﬂPjuﬁ]']ﬂ‘VIIi\1!5UuWiﬂﬂ‘IiQWU'l'U']alJWJﬂVIﬂHgLLa&’

' ]
A A

o < oo A Ay = Fo . a 3 A A v

Wannmsveudnegaeriesfithy swsauanasulszaumssinureniauduiiiyesiudniiwemioniu I
@ 3 A g Y = a a d? = Aa  Aa v @ 1

dnemwlumsquamninilu Asp Tdedredialsz@niamunniu vazligunmdiang lTasTuaamsilsuarvesie

9 v o aa o 2y v aa1 g Ha < | A

uilugramdesunsiuramsitedevesyasi 1dsunmsnageuniadaindulumaniianugndeuiluedied
o 4 Jd o IS 3 <3 <]

woaunls ialas-aunls Wy 114.496 (p-value < .05), GFI 11y .947, CFI Wy 950, RMSEA 11 .109, RMR (Tu

7 & H & o o ]

705 wuz NFI i 939 wamsAnuiaaesduaouil azteunszuiumsdsvavesromilumsquayas Asp lu

I oo g ' { A 0 @ v oA ' '

s diiluedned Faziluls: Temidediinerveslumsih i 1¥miveayuuas duasuanuamisovearions

a

EA
Tumsquayasnquil Idedeiitszansnwae 1y

206 ¥iTh




CONTENTS

ACKNOWLEDGEMENTS
ABSTRACT (ENGLISH)
ABSTRACT (THAI)
LIST OF TABLES
LIST OF FIGURES
LIST OF ABBREVIATIONS
CHAPTER | INTRODUCTION
1.1 Background and Significance of the Study
1.2 Research Questions
1.3 Research Objectives
1.4 Research Hypotheses
1.5 Scope of the Study
1.6 Operational Definitions
CHAPTER Il LITERATURE REVIEW
2.1 Nature and Development of Children with ASD
2.2 Impact of Children with ASD on Their Parents and Families
2.2.1 The Impact of Children with ASD on Their Parents or
Primary Caregivers
2.2.2 The Impact of Children with ASD on Their Siblings,
Extended Family Members, Marital Relationship and
System as a Whole
2.3 Parental Adaptation and Its Outcomes
2.3.1 Behavioral Science Theory and Empirical Research
Works Related to Parental Adaptation
2.3.2 Factors Related to Parental Adaptation in the Context of
Raising Children with ASD

Vi

Xiv

W 0 NN O Rk e

12
13
16
24

25

27

28

42



vii

CONTENTS (cont.)

Page

CHAPTER Il RESEARCH METHODOLOGY 58

3.1 Research Design 58

3.2 Research Method 59

3.3 Ethical Consideration 73

CHAPTER IV RESULTS 74

4.1 The 1* Phase: Identifying Influencing Factors and Parental 74
Adaptation Outcomes for Raising Children with ASD

4.1.1 Cases Summary 75

4.1.2 Characteristics of Parents and ASD Children 83

4.1.3 Adaptation Process in Parents with ASD Children 87

4.1.4 Professional Views toward Parental Adaptation for 103

Raising ASD Children
4.1.5 The Hypothesized Model of Parental Adaptation in the 113
Context of Raising Children with ASD
4.2 The 2" Phase: Testing the Parental Adaptation Model in order to 116
Determine the Coefficient Values of the Significant Pathways
from Influencing Factors to Adaptation Outcomes and Testing
the Level of Model Fit

4.2.1 Characteristics of Samples 116

4.2.2 Analysis of Pre-Diagnosis Stage 119

4.2.3 Analysis of Post-Diagnosis Stage 129

CHAPTER V DISCUSSION 153
5.1 The Discussion on Parental Adaptation Model and 153

the Model Pathways
5.2 The Discussion on Parental Adaptation Outcomes 160
5.3 Limitation of the study 161



viii

CONTENTS (cont.)

Page

CHAPTER VI CONCLUSION 162
6.1 Research Conclusion 162

6.2 Application and Recommendation to the Future Study 164
REFERENCES 166
APPENDICES 183

Appendix A Certificate of Approval Ethical Review Committee for 184
Human Research, Faculty of Public Health, s
Mahidol University

Appendix B Descriptive Analysis According to 187
the Dependent Variables

Appendix C The Model Change in Pre-Diagnosis and 203
Post-Diagnosis Model

BIOGRAPHY 206



Table

LIST OF TABLES

Page

2.1 Summary of Qualitative Studies Regarding to Impact from ASD Children 17

2.2

2.3

2.4

2.5

2.6

2.7

2.8

4.1

4.2

4.3

4.4

4.5

4.6

4.7
4.8

Summary of Cross-Sectional Studies Regarding to Impact from

ASD Children

Summary of Comparative Studies Regarding to Impact from

ASD Children

Summary of Longitudinal Studies Regarding to Impact from

ASD Children

Summary of Behavioral Science Theories Related to

Individual’s Adaptation

Summary of Qualitative Studies and Meta-Analysis Studies Related to
Parental Adaptation

Summary of Cross-Sectional Studies Related to Parental Adaptation
Summary of Longitudinal Studies Related to Parental Adaptation
Characteristics of Parents Collected through Interview Technique
Characteristics of ASD Children Collected through Interview Technique
Characteristics of Therapists and Teachers Collected through

Interview Technique

The Summary of Adaptation-Related Factors and Outcomes
According to the Pre-Diagnosis and Post-Diagnosis Stage
Characteristics of Parents Collected through the Questionnaire
Characteristics of ASD Children Collected through the Questionnaire
The Summary of Stressors Related to ASD during Pre-Diagnosis Stage
The Summary of Adaptation-Related Factors during Pre-Diagnosis Stage

18

19

23

31

33

36

42

84

86

102

111

117

119

120
121



LIST OF TABLES (cont.)

Table

4.9 The Summary of Parental Adaptation Outcome during
Pre-Diagnosis Stage

4.10 The Analysis of Demographic Variables to Adaptation Outcome
during Pre-Diagnosis Stage, Run by Pearson Correlation

4.11 The Analysis of Demographic Variables to Adaptation Outcome
during Pre-Diagnosis Stage, Run by Independent t-test or
One-Way ANOVA

4.12 The Correlation Analysis of Adaptation-Related Factors to
Adaptation Outcomes during Pre-Diagnosis Stage

4.13 The Summary of Path Coefficient in Adaptation Model during
Pre-Diagnosis Stage

4.14 The Summary of Stressors Related to ASD during Post-Diagnosis Stage

4.15 The Summary of Adaptation-Related Factors during
Post — Diagnosis Stage

4.16 The Summary of Adaptation Outcomes during Post-Diagnosis Stage

4.17 The Summary of Personal Quality-of-Life Assessed by
the WHOQOL-BREF Test

4.18 The Analysis of Demographic Variables to Adaptation Outcomes
during Post-Diagnosis Stage, Run by Pearson Correlation

4.19 The Analysis of Demographic Variables to Adaptation Outcomes
during Post-Diagnosis Stage, Run by Independent t-test or
One-Way ANOVA

4.20 The Correlation Analysis of Adaptation-Related Factors to
Adaptation Outcomes during Post-Diagnosis Stage

4.21 The Summary of Path Coefficient in Adaptation Model during

Post-Diagnosis Stage: The Path from Raising of Stress and Worried

about ASD Children to Adaptation-Related Factors and

Parental Adaptation Outcomes

Page
123

124

124

125

128

129
130

133
135

136

137

138

146



Table
4.22

4.23

4.24

4.25

4.26

4.27

4.28

Bl

LIST OF TABLES (cont.)

The Summary of Path Coefficient in Adaptation Model during
Post-Diagnosis Stage: The Path from Perceived Social Stigma to
Adaptation-Related Factors and Parental Adaptation Outcomes

The Summary of Path Coefficient in Adaptation Model during
Post-Diagnosis Stage: The Path from Adaptation-Related Factors of
Acceptance to Child’s Diagnosis and Situation to Parental Adaptation
Outcomes

The Summary of Path Coefficient in Adaptation Model during
Post-Diagnosis Stage: The Path from Adaptation-Related Factors of
Redefine Meaning and Finding Positive Aspects Related to

ASD Situation to Parental Adaptation Outcomes

The Summary of Path Coefficient in Adaptation Model during
Post-Diagnosis Stage: The Path from Adaptation-Related Factors of
Using Religion and Spiritual Principles to Parental Adaptation Outcomes
The Summary of Path Coefficient in Adaptation Model during
Post-Diagnosis Stage: The Path from Adaptation-Related Factors of
Seeking Additional Information on Disorder and Treatment to
Parental Adaptation Outcomes

The Summary of Path Coefficient in Adaptation Model during
Post-Diagnosis Stage: The Path from Adaptation-Related Factors of
Seeking Support to Parental Adaptation Outcomes

The Summary of Path Coefficient in Adaptation Model during

Post- Diagnosis Stage: The Path from Adaptation Outcomes of
Parental Functioning to Parental Quality-of-Life

Determining the Data According to the Dependent Variable in

the Pre-Diagnosis Stage

Xi

Page
147

148

149

149

150

150

151

185



Table

B2

B3

B4

B5

B6

B7

C1

C2

LIST OF TABLES (cont.)

Determining the Data According to the Dependent Variables in
the Post-Diagnosis Stage: Taking a Child to Receive
Treatment/Intervention

Determining the Data According to the Dependent Variables in

the Post-Diagnosis Stage: Taking a Child to Enroll in Specialized School

Determining the Data According to the Dependent Variables in
the Post-Diagnosis Stage: Practicing Child’s Skills at Home
Determining the Data According to the Dependent Variables in
the Post-Diagnosis Stage: Sharing Information with Other Parents
Who Were Faced with the Same Situation

Determining the Data According to the Dependent Variables in
the Post-Diagnosis Stage: Increasing of Self-Efficacy for
Parenting Children with ASD

Determining the Data According to the Dependent Variables in
the Post-Diagnosis Stage: Parental Quality-of-Life

The Change of Pre-Diagnosis Model Presented by the Fit Indexes
of Chi-Square, GFI, CFl, RMSEA, RMR, NFI

The Change of Post-Diagnosis Model Presented by the Fit Indexes of
Chi-Square, GFI, CFI, RMSEA, RMR, NFI

Xii

Page

188

190

193

195

197

199

201

202



Figure
2.1 Demonstrated the Transactional Model of Stress and Coping

2.2

3.1
4.1

4.2

4.3

4.4

4.5

4.6

5.1

LIST OF FIGURES

Demonstrated the Hypothesized Model Suggested by
the Theories and Literature

The Data Collection Plan

Demonstrated the Hypothesized Model in Stages of
the Pre-Diagnosis and Post-Diagnosis

The Test of Model Fit with the Hypothesized Model in
Pre-Diagnosis Stage

The Test of Model Fit with the Modified Model in

the Pre-Diagnosis Stage

The Test of Model Fit with the Hypothesized Model in
the Post-Diagnosis Stage

The Test of Model Fit with the Model Suggested by
Correlation Analysis in the Post-Diagnosis Stage

The Test of Model Fit with the Modified Model in

the Post-Diagnosis Stage

The Final Model of Parental Adaptation

Xiii

Page
30
S7

60
114

126

127

141

143

145

158



ASD

PDD

PSI
WHOQOL-BREF

Be-Stress

Be-CopeStra
Be_Seekinfo

Be_SocSupport

Be Adp_Tx

Af-Stress

Af_Stigma
Af-CopeStra

Af_Accept

Af_Cognitive

Af_religion

Xiv

LIST OF ABBREVIATIONS

Autism Spectrum Disorder

Pervasive Developmental Disorder

The Problem Solving Inventory

The World Health Organization test for Quality-of-Life:
Brief Version

The Parent Perception of Child’s Unusual Behaviors and
Development during Pre-Diagnosis Stage

The Parental Coping Strategy by Solving with the Problems
The Parental Action of Seeking Additional Information on
Child’s Unusual Behaviors and Normal Development

The Parental Action of Seeking Social Support from Someone
Within and Outside Their Network

The Parental Adaptation Outcome by Taking a Child to
Receive Diagnosis

The Heightened of Worrying Level and Negative Emotion of
Parents When Being Informed about Child’s Diagnosis

The Parental Feeling of Misunderstanding from Society

The Parental Coping Strategy by Solving with the Problems
during Post-Diagnosis Stage

The Level of Parental Acceptance toward Child’s Diagnosis
and Situation

The Level of Parental Redefine Meaning and Finding Positive
Aspects from ASD Related Situation

The Level of Parental Use of Religious and Spiritual Principles



XV

LIST OF ABBREVIATIONS (cont.)

Af_Seekinfo The Parental Action of Seeking Additional Information on the
Disorder and Treatment

Af_SocSupport The Parental Action of Seeking Social Support from Someone
Within and Outside Their Network

Af_Adp_Tx The Parental Adaptation Outcome by Taking a Child to
Receive One or Several Kinds of Treatment/Intervention

Af_Adp_School The Parental Adaptation Outcome by Taking a Child to Enroll
in Specialized Education Program

Af_Adp_Prac The Parental Adaptation Outcome by Implementing or
Initiating Activities and Practicing with a Child at Home

Af_Adp_Share The Parental Adaptation Outcome by Sharing Information with
Other Parents Who Had Faced with the Same Situation

Af_Adp_Self The Parental Adaptation Outcome by Having Self-Efficacy for
Raising an ASD Child

Sum_QoL The Level of Parental Quality-of-Life

C age Ages of ASD Children

C_sibling The Number of Siblings in the Family



Fac. of Grad. Studies, Mahidol Univ. Dr.PH./1

CHAPTER I
INTRODUCTION

1.1 Background and significance of the study

Children with ASD refer to group of children who are diagnosed in the
umbrella of Autism Spectrum Disorder (ASD) or other term as Pervasive
Developmental Disorder (PDD). There are five sub-disorders included in ASD (1)
Autistic disorder, (2) Rett’s disorder, (3) Childhood disintegrative disorder, (4)
Asperger’s disorder and (5) Pervasive developmental disorder- not other specified.
Those ASD children present their significant impairments in areas of social
interaction, communication and repetitive pattern of behaviors and interests (American
Psychiatric Association, 2010). The degree of ASD severity is varied. Theoretically,
classic autistic disorder is the most severity while Asperger’s disorder is mildest.
Moreover, ASD is unpreventable and long life condition (Stein, Ring, Shulman, et al,
2001, Seltzer, Shattuck, Abbeduto, et al, 2004). Children who are diagnosed as ASD
in childhood continue to grow up with ASD in adulthood. Mostly, parent is the first
person who notices unusual behaviors in their child and most of them reported that
impairments of ASD seem not improve throughout children life span (Siperstein &
Volkmar, 2004)

For the numbers of ASD children in society, the prevalent and incident
rate had been reported as dramatically increased with time and the numbers seem
likely to continue in all around the world. In US, where numerous studies on ASD
children had been published, revealed the estimated prevalent rate of children with
ASD that fell in the range of 5-10 per 10,000 through the years of 1990 and continued
to be approximately 10-20 per 10,000 by the years of 2003 (Newschaffer & Curran,
2003). The study of Montes & Halterman (2007) reported the prevalent rate of autism
that had been continuously increased to be 60 per 10,000. The study of Kogan,
Blumberg, Schieve, et al. (2009) revealed the autistic prevalence rate of 110 per

10,000. Their study also estimated overall population of US children that roughly
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673,000 of them were diagnosed as ASD. The study of Crane (2008) reported
approximately of 34 per 10,000 US children were diagnosed as classic autistic
disorder. Not only in US that had continuously increased in number of ASD, the study
in UK also indicated the similar trend, for example, the study of European
Commission (2005) reported the prevalent rate of ASD children during the years of
1999 that the number of ASD was approximately 57 per 10,000. While another study
in UK, the study of Chakrabarti & Fombonne (2005) reported the prevalent rate of
children with Pervasive Developmental Disorder (PDD, another name of ASD) that
was approximately 58.7 per 10,000. Roughly 22 per 10,000 was the rate of classic
autistic disorder while 36.7 per 10,000 was the rate of other disorders in autistic
spectrum. Meanwhile, in Australia, there were studies that also reported the prevalent
rate of ASD children in their society, for example, the study of Buckley (2006)
reported the ASD prevalent rate during the years of 2000-2003 which was
approximately 67.2 ASD per 10,000 normal children. While in Thailand, the report
from National Research Council of Thailand (NRCT) indicated that approximately 2-5
per 10,000 Thai children were diagnosed as autism by the years of 1999. Meanwhile,
in 2005, the NRCT revealed the numbers of autistic children that there were roughly
15,210 Thai autistic children out of 1.54 million disability children who lived in
metropolitan areas. For all those children, only 32.19% (4,869) of them were included
in educational system while the others 67.81% (10,314) were not. In 2006, NRCT had
surveyed and reported the total number of autism that range between 425,000 to 1.2
million while the ratio of children who were diagnosed as autism to children who were
diagnosed as learning disability was 166:1. Moreover, there were studies identifying
the underlying reasons for dramatically increase of the numbers of ASD children
around the world. Those reasons might partly explained by (1) changing and
broadening of definition and diagnosis criteria from classic autism to umbrella of
autistic spectrum (2) increasing in awareness from parents, health professionals and
public which might be resulted by the growing of published articles and media
coverage (3) improving in the effectiveness of process for screening and identification
and (4) more autistic related services available in community. (Wolf, Noh, Fisman, et
al, 1989; Jick, & Kaye, 2003; Newschaffer & Curran, 2003; Johnson, Myers, The
Council on Children with Disabilities, 2007; Kogan, Blumberg, Schieve, et al, 2009).
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In addition, there were some other studies indicated the estimation of total societal cost
for a child with ASD, for example, the study of Jarbrink, Fombonne, Knapp, et al.
(2003) indicated the societal cost for ASD child as approximately £689 per week
while the annual costs of autism in the country would be counted for billions. Most of
the costs were positively associated with use of medical intervention and behavioral
therapy expenses (Sharpe & Baker, 2007) while the study of European Commission
(2005) indicated the costs of residential care/living support and day activities as the
majority of the total costs. Other than the estimation of ASD calculated costs, the
study of Newschaffer & Curran (2003) also indicated the uncalculated costs as
parental emotional strain and altered lifestyle of affected family which were also vital
for consideration.

For helping children with ASD, previous studies had reviewed
effectiveness of early tailored interventions that there were success in improving
children skill and functioning, reducing severity of autistic symptoms and against the
development of secondary problematic behaviors (Rogers, 1996; Valente, 2004).
However, most of interventions for ASD children were implemented by professionals
at autistic centers, it might not reach the full effectiveness due to some limitations,
especially the limitation regarding to ability of parents to early notice unusual
behaviors in their children, limited in knowledge about development of children with
ASD, limited in expanding the practice to a child at home, limited in opportunity to
access to services and limited in capacity to raise significant parental concerns to
professionals (Johnson, Myers, The Council on Children with Disabilities, 2007,
Crane, 2008).

When having ASD children in family, children with ASD had certainly
impact on their parents, other family’s members and family system as a whole. Several
studies emphasized the negative impact from ASD children that brought to their
parents, especially in domains of emotional and psychological functioning (Davis &
Carter, 2008; Myers, Mackintosh, Goin-Kochel, 2009), social functioning (Dunn,
Burbine, Bowers, et al, 2001, Myers, Mackintosh, Goin-Kochel, 2009), and overall
parental quality-of-life (Lee, Harrington, Louie, et al, 2008; Shu, 2009; Benjak, 2011).
Some other studies emphasized the impact of ASD children to functioning of siblings
(Constantino, Lajonchere, Lutz, et al, 2006; Toth, Dawson, Meltzoff, et al, 2007),
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marital relationship (Rodrigue, Morgan, Geffken, 1990; Rodrigue, Morgan, Geffken,
1992; Toth, Dawson, Meltzoff, et al, 2007; Milshtein, Yirmiya, Oppenheim, et al,
2010), and family system as a whole (Myers, Mackintosh, Goin-Kochel, 2009).
Moreover, since ASD was long life condition, the impact that ASD children had
brought to their parents and families would continue overtimes.

However, the impact that each parent perceived, the reaction from parents
to diagnosis of ASD children and the behaviors of them to functionally raise their
ASD child were greatly varied from person to person. For unadapted parents, literature
suggested that unadapted parents faced difficulties in accepting the diagnosis of
children which led to poor abilities of family functioning and child raising activities.
The unadapted parents also needed to face with emotional strain and less in their
quality-of-life overtimes. While in adapted parents, they were able to positively
reinterpret the situation related to ASD which led to the outcomes of accepting
children diagnosis early. The adapted parents were also able to function for raising
their ASD children with effectiveness and optimism together with having more
positive emotional and high level of their own quality-of-life as the consequence.
These differences of function between groups of parents, their personal health status
and personal quality-of-life could be explained through the process of parental
adaptation.

The process of parental adaptation could be explained by some behavioral
science theories, particularly the transactional model of stress and coping by Lazarus
et al. (1977 cited in Glanz, Rimer, Lewis, 2002) The Lazarus’s model stated the
framework for evaluating the process of personal coping to stressful situation. The
model emphasized on personal judgment of external stressors or threats and personal
evaluation on their ability to manage or control over those stressors, then applied
various types of coping including of coping efforts and meaning-based coping, in
order to mediate person’s appraisal of stressors to adaptation outcomes of emotional
well-being, functional status and health behavior. The Lazarus’s model also stated the
importance of social and cultural resources as moderators that go between coping
efforts, meaning-based coping and adaptation outcomes as well. This concept of
Lazarus was pretty fit with the research objective. Moreover, there were some theories

explained the reciprocal interaction between individual and environment that relevant
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to individual’s desirable behavior and health status, for example, the construct of self-
efficacy by Bandura or the construct of social network and social support by House.
Furthermore, some parts of those theories were determined as practical application in
several empirical studies within group of parents with ASD children. Their findings
from several empirical works could be categorized in terms of factors related to
parental adaptation and parental adaptation outcomes.

For this research, the factors related to parental adaptation included (1)
adaptation related factors, the factors that suggested by the behavioral science theories
and repeatedly reviewed by numerous studies on ASD, for example, factor of
perceived child’s severity (Kasari & Sigman 1997; Allik, Larsson, Smedje, 2006;
Osborne, McHugh, Saunders, et al, 2008), coping strategies (Pakenham, Samios,
Sofronoff, 2005; Smith, Seltzer, Tager-Flusberg, et al, 2008), parental personality
(Yau & Li-Tsang, 1999; Ekas, Lickenbrock, Whitman, 2010), perceived social stigma
(Case, 2000; Schall, 2000; Gray, 2006), social support (Gray & Holden, 1992, Stuart
& McGrew, 2009; Meadan, Halle, Ebata, 2010). (2) The contextual factors, factors of
demographic variables that related to parental adaptation for raising ASD children,
including the factors of child gender, child age, child age at diagnosis, parent gender,
parent age, parent level of education and family structure. All those factors were
determined as potential factors which could be added or removed according to real
data with parents of ASD children in the process of data collection so far.

After achieving in the process of parental adaptation, literatures suggested
the finding of outcomes in adapted parents including (1) adapted parents should be
able to raise their child for better (Yau & Li-Tsang1999; Hauser-Cram, Warfield,
Shonkoff, et al, 2001; Altiere & Kluge, 2009; Clutterbuck, 2009). (2) Adapted parents
should be able to maintain their healthy quality-of-life (Arksey, Beresford,
Glendinning, et al, 2007; Bayat, 2007; Woodgate, Ateah, Secco, 2008; Samous,
Pakenham, Sofronoff, 2009). (3) Adapted parents should be able to increase their level
of parenting competency (Johnson, Myers, The Council on Children with Disabilities,
2007; Siller & Sigman, 2008). Those outcomes suggested by literature were
determined as the guideline then they were confirmed with the real data from parents
of ASD children later on.
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Moreover, the review from literature led to objectives of this research
which determined to develop the parental adaptation model in group of parents with
ASD children. The model demonstrated association among influencing factors to
parental adaptation outcomes in the context of raising children with ASD. For this
regards, the techniques of qualitative and quantitative methods were employed within
two main research phases. The first phase, qualitative method would be employed in
order to identify influencing factors and parental adaptation outcomes in the context of
raising children with ASD It had been run through steps of literature review and in-
depth interview with parents and professionals. Then, the collected data were analyzed
by means of theme and content analysis, and drawn the hypothesized model that
demonstrated association among those influencing factors and adaptation outcomes.
For the second phase, quantitative method would be employed in order to test the
parental adaptation model and determine the coefficient values of the significant
pathways from influencing factors to parental adaptation outcomes, in aspects of
parental functions for raising ASD children and parental quality-of-life. This phase
included five steps continued from the previous first phase starting with the
development of instruments for assessing variables included in the model, pretest the
quality of all the instruments, collecting data in research participants, analyzing
collected data by means of descriptive statistic, t-test. F-test and correlation, analyzing
the model by mean of path analysis and testing for model fit. The importance of
developed parental adaptation model for raising children with ASD would suggest not
only the significant factors, but also the suggestion for designing potential
interventions to help either ASD children or their parents henceforth.

1.2 Research questions

1. How do parents adapt and function to raise ASD children?

2. What are the influencing factors relevant to parental adaptation and
what are the adaptation outcomes?

3. What are the significant pathways of the influencing factors and the

parental outcomes?
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1.3 Research objectives

General objective:
To develop the parental adaptation model that demonstrates the association
and prediction of those influencing factors toward parental adaptation outcomes for

raising children with ASD

Specific objectives:

1. To identify influencing factors and parental adaptation outcomes for
raising children with ASD

2. To determine the coefficient values of the significant pathways from the
influencing key factors to parental adaptation outcomes, in aspects of parental function
for raising ASD children and parental quality-of-life

3. To draw the parental adaptation model based on the significant findings

1.4 Research hypotheses

To test the overall parental adaptation model and their significant pathways,

the research hypotheses were set according to stages of adaptation as follows:

In the pre-diagnosis stage, the research hypotheses were:
1. There were significant associations among group of influencing factors
to outcomes of taking a child to receive diagnosis

2. The pre-diagnosis model fit well with the data set

In the post-diagnosis stage, the research hypotheses were:

3. There were significant associations among group of influencing factors
to outcomes of parental adaptation, including taking a child to receive treatment,
taking a child to enroll in specific educational program, ability of parents to practice a
child at home, ability of parents to share information with other parents who faced
with the same situation, heightening of self-efficacy for parenting an ASD child, and
having good quality-of-life

4. The post-diagnosis model fit well with the data set
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1.5 Scope of the study

The research was conducted in order to develop the parental adaptation
model that demonstrated association among influencing factors to parental adaptation
outcomes in the context of raising children with ASD. The techniques of qualitative
and quantitative methods were employed for collecting data within two main research
phases. The first phase, qualitative method with snowball technique was employed
with key-informants of 13 parents and 5 professionals from 5 settings of (1) Darakam
School, (2) Piboonprachasan School, (3) Sawangkaniwas Hospital, (4) Teacher Aor
Therapy Center for Special Child and (5) Kasetsart University Laboratory School
Center for Educational Research and Development. The second phase, quantitative
method was employed in order to analyze data from 303 parents with ASD children.
All of them were recruited according to the inclusion criteria from 5 settings of
(1) Yawaprasart Hospital, (2) Ramathibodi Hospital, (3) Autistic Center at Chonburi
Province, (4) Special Education School at Nakhon Pathom Province and (5) Kasetsart
University Laboratory School Center for Educational Research and Development.

1.6 Operational definitions

1. Children with autism spectrum disorder (ASD)

Children with ASD in this study referred to group of children who were
diagnosed in the umbrella of Autism Spectrum Disorder (ASD) or other term as
Pervasive Developmental Disorder (PDD). There were five sub-disorders included in
ASD (1) Autistic disorder, (2) Rett’s disorder, (3) Childhood disintegrative disorder,
(4) Asperger’s disorder and (5) Pervasive developmental disorder- not other specified
(PDD-NQS). The ASD children presented their significant impairments in areas of
social interaction, communication and repetitive pattern of behaviors and interests. In
this research, the definition of children with ASD and children with autism referred to

the same meaning.
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2. Parent

Parent, in this study, referred to the main-caregiver who had relationship
as mother, father, grandparent, uncle or aunt to an ASD child. Parent stayed with an

ASD child in the family and provided care to him/her.
3. Adapted parent

Adapted parent referred to parent who was able to perform functioning of
taking a child to receive diagnosis from doctor, able to continue taking a child to
receive treatment and/or enrolling in specific education program, able to practice skills
with a child at home, able to sharing information with other parents who were at the
same condition and heightening of self-efficacy for parenting an ASD child.
Moreover, adapted parents should also have healthy quality-of-life. Level of adaptable
in parents was measured by the parental adaptation questionnaire, the PSI test and the
WHOQOL-BREF test. All instruments had pretested for validity and reliability before
using to collect data. The higher score indicated higher level of adaptable in parents.

4. Parental adaptation model

Parental adaptation model was the model demonstrating the statistical
significant associations among influencing factors to parental adaptation outcomes in

the context of raising children with ASD.
5. Parental influencing factors or adaptation related factors

Parental influencing factors or adaptation related factors referred to a
group of factors that mediated between stressors and adaptation outcomes. They were

proved to have positive impact in enhancing level of parental adaptation.
6. Parental coping strategy

In this research, parental coping strategy referred to the problem-focus
strategy that parents used for dealing with ASD situation and it could lessen their
stress. This coping strategy was assessed by the standardized test- the Problem-
Solving Inventory (PSI).
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7. Seeking additional information

Seeking additional information referred to an action that parents were done
for fulfilling their knowledge, which in turn lessening their stress related to raising
ASD child. The performance of seeking information was assessed by yes/no question
and its level of satisfaction was assessed by the parental adaptation questionnaire
developed for this current research.

8. Seeking support

Seeking support referred to an action that parents sought and received the
aid and assistance from someone within and outside their social relationship. The
support could be in various types, including emotional support, instrumental support,
informational support and appraisal support. It was assessed by yes/no question and its
level of satisfaction was assessed by the parental adaptation questionnaire developed

for this current research.
9. Accepting to the child’s diagnosis and situation

Accepting to the child’s diagnosis and situation referred to the cognitive
coping when parents could be able to shift their ways of thinking to be more accept
with the diagnosis of their child and accept with the responsibility to take a good care
of them. The response was assessed by yes/no question and its level of satisfaction
was assessed by the parental adaptation questionnaire developed for this current

research.

10. Redefining the meaning and finding positive aspects from ASD related

situation

This factor referred to the cognitive coping when parents could be able to
reinterpret ASD situation by finding the strength of an ASD child and having realistic
expectation toward child’s recovery, instead of suffering with signs of child
abnormality and sadness. The response was assessed by yes/no question and its level
of satisfaction was assessed by the parental adaptation questionnaire developed for this

current research.
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11. Using of religious and spiritual principles

This factor referred to an induction of emotion by using principle of
religion that parent believed. The response was assessed by yes/no question and its
level of satisfaction was assessed by the parental adaptation questionnaire developed

for this current research.
12. Contextual factors

The contextual factors were groups of demographic variables related to
parental functioning and outcomes. For this research, the contextual factors included
(1) demographic variables of ASD children, such as child gender, child age, child age
at diagnosis, (2) demographic variables of parents, such as parent gender, parent age
and parental level of education, and (3) family structure, such as single parent in

family, two-parent in family, extended family.
13. Parental adaptation outcomes

Parental adaptation outcomes referred to the consequence of adaptation
process in parents. Parents who were able to adapt could be able to function for raising

ASD child and have good quality-of-life.
14. Coefficient value

The coefficient value showed in the pathways of parental adaptation
model. It indicated the degree of association and/or prediction from stressor-to-factor,
factor-to-factor, stressor-to-adaptation outcome, and factor-to-adaptation outcome.
Finally, all those coefficient values were summarized and determined in terms of the

total effect, direct effect and indirect effect.
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CHAPTER I
LITERATURE REVIEW

For this study, the literature related to concept and research works which
primarily focused on parents and families of children with ASD had been reviewed
accompanying with the review of empirical studies regarding to relationship between
children with ASD and their parents, the behavioral science theory related to parental
adaptation, factors related to parental adaptation and outcomes that were found in
successful adapted parents, then categorized those reviewed into three major parts as

following:

2.1 Nature and development of children with ASD.
2.2 Impact of children with ASD on their parents and families.
2.2.1 The impact of children with ASD on their parents or primary
caregivers.
2.2.2 The impact of children with ASD on their siblings, extended
family members, marital relationship and family system.
2.3 Parental adaptation and its outcomes.
2.3.1 Behavioral science theories and empirical research works
related to parental adaptation.
2.3.2 Factors relates to parental adaptation in the context of raising
children with ASD.
2.3.3 Outcomes of successful adapted parents
2.3.4 The significant variables and adaptation model from previous
studies.
2.4 The summary of literature and conceptual framework.
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2.1 Nature and development of children with ASD

Children with autism spectrum disorder (ASD) refer to group of children
who are diagnosed in the umbrella of pervasive developmental disorder (PDD) which
in 2000, the latest version of standard criteria for diagnosis- The Diagnosis and
Statistical Manual of Mental Disorders, Fourth edition- Text Revision (DSM IV-TR)-
classiy PDD into five categories including (1) Autistic disorder, (2) Rett’s disorder, (3)
Childhood disintegrative disorder, (4) Asperger’s disorder and (5) Pervasive
developmental disorder- not other specified (PDD-NOS). Children who are diagnosed
as some particular types of disorder within PDD or widely used term as ASD present
common signs of impairment regarding to the impairment in social interaction ability,
language and communication skill, repetitive pattern of behaviors and interests
(American Psychiatric Association, 2010). However, the degree of severity is varied
for each type. Theoretically, classic autistic disorder is the most severity while
Asperger’s disorder is mildest. The study of Gillham, Carter, Volkmar, et al. (2000)
supported the theory that children who were diagnosed as autism presented more
severity than children who were diagnosis as PDD-NOS or Developmental Delayed
(DD). Moreover, the study found that children with autism would present other areas
of impairments rather than specified in standard criteria including the impairment of
daily living skills and serious maladaptive behaviors

For the etiology of ASD, the specific cause of ASD remained unknown
therefore it was no known way to prevent the disorder. Moreover, most of
comprehensive literatures assumed that not only single factor contributed to autism,
but several of them had been proposed as possible cause, for example, genetic,
neurological, infectious, metabolic, immunology, vaccine and obstetric complication
(Jick & Kaye, 2003; Valente, 2004). In addition, the developmental levels of children
with ASD were unique and different from typically normal children. Children with
ASD usually failed to develop their skills in the normal as typical children could,
especially in areas of social interaction, communication and repetitive pattern of
behaviors and interests. Mostly, parents were the first person who could notice unusual
behavior in their children and most of them reported that the disabled skilled in their

children seem not improve throughout children’ life span (Siperstein & Volkmar,
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2004). Others studies reported similar results, for example, the study of Stein, Ring,
Shulman, et al. (2001) found the stability of autistic condition continued from
childhood to adulthood with full symptoms of disorder. The meta-analysis study of
Seltzer, Shattuck, Abbeduto, et al. in 2004 had also reviewed several studies to
confirm the long-life condition of autism as well. In their finding, the modest
improvement in some areas of disabilities in adolescents and adult with ASD were
possibly found, but a few of them could reach normal level. While the study of Sutera,
Pandey, Esser, et al. in 2007 initiated ‘idea of recovery’ in toddlers diagnosed with
ASD in their two-year longitudinal study that children who were diagnosed as ASD at
first might possibly grow up to be non-ASD depending on predicting factors such as
prior cognitive ability and motor skill. However, the better outcomes which were
found in children with ASD during the period of not receiving any of intervention had
been reviewed in few studies.

To help children with ASD getting better, there were interventions toward
ASD children which designed uniquely and differently from interventions designed for
helping children with other mental problems or chronic physical handicap. For helping
children with ASD, the study of Rogers (1996) and the study of Valente (2004)
indicated that early interventions tailored with children needs and targeted specifically
to area of impairments were required. Those interventions included, for example,
education and skill training, behavioral intervention and medical used which aimed to
improve children functioning and skill, reduce severity of autistic symptoms and
prevent secondary outcomes. The study of Crane (2008) supported the idea that early
intervention and early detection of autistic symptoms were effective for reducing
autistic severity and useful for against the development of secondary deficits.
Moreover, there were numbers of literatures revealed the effectiveness of variety types
of interventions toward ASD children, for example, the study of Jensen & Sinclair, in
2002 indicated that behavioral intervention- Applied Behavior Analysis (ABA)- was
effective for reducing problematic behaviors performed by children with autism. The
four-year study of Sallows & Graupner (2005) found long-term outcomes of intensive
behavioral intervention that it was effective for improving adaptive behaviors in
children with autism as well as enhancing children cognitive, language academic
abilities and skills for the period of time. While the study of Goldstein (2002) reported
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the effectiveness of communicative intervention applied in children with autism that it
could successfully help children learn and expand communication in other different
setting and promote social skills for interact with others. The study of Bosa (2006) had
concluded the effectiveness of multiple intervention approaches toward children with
autism that they could help foster children in social and communicative development,
enhance their learning and cognitive ability, and decrease undesirable behaviors that
interfere their ability to learn.

In summary, children with ASD referred to group of children who were
presented their significant impairments in areas of social interaction, communication
and repetitive pattern of behaviors and interests. ASD was long-life condition.
Children who were diagnosed as ASD in childhood continued to grow up with ASD in
adulthood. Moreover, ASD was unpreventable but it could be cured. Several
literatures indicated that ASD condition could be cured and treated when applying
early tailored interventions to children since they were young. Above was also
emphasized the effectiveness of early tailored interventions that were repeatedly
reviewed, for example, improve specific skill and functioning in children, reduce
severity of autistic symptoms and against the development of secondary problematic
behaviors. Some other studies, for example, the study of Plienis, Robbins, Dunlap
(1988) indicated the benefits that autistic children might gain if their parents were
trained for implementing interventions for them at home. While the single-case
longitudinal study of Lucyshyn, Albin, Horner, et al. (2007) further reported the
prolong positive outcomes that autistic child gained, especially in long-term reduction
of problematic behaviors, when her parent were able to expand the process of
intervention- positive behavior support (PBS)- at home. However, those interventions
for ASD children might not reach their full effectiveness if some limitations occurred,
especially the limitation regarding to ability of parents to early notice unusual
behaviors in their children, limited in knowledge and information about normal
development versus the development of children with ASD and how that development
related to later problematic behaviors, limited in opportunity to access to services and
limited in capacity to raise their concerns to professionals (Crane, 2008; Johnson,
Myers, The Council on Children with Disabilities, 2007). When parents were

determined as key-person for ASD children, therefore in the next section, the details
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about interactions between parents and ASD children were deeply classified together
with the impact that ASD children brought to their parents and how parents reacted
and adapted themselves for crisis situation as having ASD children in family were also

reviewed in details.

2.2 Impact of children with ASD on their parents and families

Having children with ASD in family had certainly impact on their parents
and families. Theoretically, the impact of children on their parents and families had
been proposed based on fundamental concept of a well-known ecological perspective
by Bronfenbenner (Bronfenbenner, 1979 cited in Morgan, 1988) that ‘(1) the child was
embedded within multiple system which interact direct and indirect ways to influence
behaviors and (2) among the systems involved in this interactions, the most important
was the family system which included parent-child subsystem as well as the marital
relationship and sibling subsystem’. In 1988, the study of Morgan was one of the very
first papers attempting to apply an ecological principle on the research in which
families of children with autism were focused. His study emphasized the impact of
autistic children on their family within the context of developmental family system
and revealed that autistic children influenced on their parents and families in various
ways such as the influences of emotional and social functioning in parents, siblings,
extended family members, and total family system as a whole. His findings had been
the started point and expanded by several studies since then. In the present time, the
study of Meadan, Halle, Ebata (2010) had also confirmed the influenced of having
children with ASD on their family and expanded their findings to functioning and
well-being of family members. Their systematic reviews in 57 studies which focused
primarily on individual with ASD found common themes that having children with
ASD in family raised stress in parents, marital subsystem and sibling subsystem.
Children with ASD were also rearranged the roles of their parents. The study indicated
about parental roles that “mothers typically assume a larger part of the responsibility of
meeting the needs of their child with ASD rather than fathers’. While another study,
the study of Ghanizadeh, Alishahi, Ashkani (2009) had summarized the impact from



Fac. of Grad. Studies, Mahidol Univ. Dr.P.H./17

ASD children that brought about poorer mental health status in their mothers, reduce
maternal quality-of-life, reduce overall family quality-of-life, increase family financial
burden and increase rate of using healthcare services.

Apart from example of studies cited above, there were number of studies
indicated the impact of children with ASD on their parents and family system in
several domains by which variety of research designs and setting were employed. To
make it easier, the tables classified by types of research designs were conducted and

presented as table 2.1-2.4 below:

Table 2.1 Summary of qualitative studies regarding to impact from ASD children

Authors Years  Participants Setting Impact on parents and families

Schall 2000  Families of us - Parents realized to their child serious
children with disability and struggled with feeling of
autism child’s disabled

- Parents felt discrimination by community

Woodgate, 2008  Parents of Canada Parents experienced a sense of social
Ateah, Secco children with isolation that arisen from four main sources
autism 1 Society’ s lack of understanding

2 Missing a normal way of life
3 Feeling disconnected from family

4 Unsupportive system

Myers, 2009  Parents of us Mixed of positive and negative themes were
Mackintosh, children with found in five broad clusters including
Goin-Kochel ASD 1 Stress

2 Child’s demands of care and therapy

3 Impact on parents’ personal well-
being, work lives and marital
relationship

4 Impact on the family as a whole,
including siblings and extended
family

5 Social isolation
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Table 2.2 Summary of cross-sectional studies regarding to impact from ASD

children
Authors Years Participants Setting Impact on parents and families
Kasari & 1997  Parents of uUs An inability of parent to interact with their
Sigman young children autistic children during social play session
with autism
Dunn, Burbine, 2001  Parents of uUs Negative outcomes in parents regarding to
Bowers, et al. children with - Parental depression
autism - Social isolation
- Spousal relationship problems
Davis & Carter 2008 Mothers and us Parenting stress in mother and father
fathers of regarding to
toddlers with - Parent’s anxiety
autism - Parent’s depression
- Parenting stress
Osborne, 2008 Parents and England  Parenting stress and times of receiving early
McHugh, children with intensive intervention associated with
Saunders, ASD children outcomes
etal.
Rivers & 2008  Families of uUs Quality of sibling relationship associated
Stoneman ASD children with their satisfaction of parenting and
and siblings personality in siblings themselves
Shu 2009  Mothers of Taiwan 1. Impact of autism on quality of life in
children with their mothers in aspects of
autism - Physical health

- Psychological status

- Environmental features

- Spiritual concerns and personal beliefs

2. Impact of autism on their families

including

- Modify lifestyle of family members

- Family experienced different tasks
across their lifespan

- Family was exposed to stress, depress

and anxiety
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Table 2.2 Summary of cross-sectional studies regarding to impact from ASD

children (cont.)

Authors Years Participants Setting Impact on parents and families
Shu (cont.) 2009 Mothers of Taiwan - Restriction of roles and family
children with activities
autism - Strain on marital relationship

- Less parenting competence and
family adaptation
- Affected to caregivers’ self-identity

and perspective on life

Table 2.3 Summary of comparative studies regarding to impact from ASD children

Authors Years  Participants  Setting Impact on parents and families
Bebko, 1987  Mothers, us Mothers, fathers and therapists of children
Konstantareas, fathers and with autism evaluated family stress in
Springer therapists of terms of

children with - Degree of perceived child’s severity

autism - Degree of perceived stress in parents
Wolf, Noh, 1989  Parents of Canada Parents of children with autism, Down’s
Fisman, et al. children with syndrome, and normal development were

autism, compared in terms of

Down’s - Levels of parenting stress

syndrome, - Dysphoria

and normal - Perceived social support

development
Rodrigue, 1990  Mothers of us Mothers of children with autism, Down’s
Morgan, children with syndrome, and normal development were
Geffken autism, compared in terms of

Down’s - Parenting competence

syndrome, - Marital satisfaction

and normal - Family cohesion and family

development

adaptation
- Coping strategies

- Family activities and finances
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Table 2.3 Summary of comparative studies regarding to impact from ASD children

(cont.)
Authors Years  Participants  Setting Impact on parents and families
Rodrigue, 1992  Fathers of us Fathers of children with autism, Down’s
Morgan, children with syndrome, and normal development were
Geffken autism, compared in terms of
Down’s - Sense of parenting competence
syndrome, - Coping strategies
and normal - Marital adjustment
development - Family adaptability and family
cohesion
- Family activities and finances
- Social support
Sivberg 2002  Families with  Sweden Families with and without children with
and without ASD were compared in terms of
children with - Degree of family cohesion
ASD - Degree of purpose in life
- Strain on family system
- Parental coping strategies
Sivberg 2002  Mothers and Sweden Mothers and fathers of children with and
fathers of with without ASD were compared in terms of
and without - Coping strategies
ASD children - Parental attitude
Weiss 2002  Mothers of us Mothers of children with autism, mental
children with retardation and typical normal
autism, development were compared in terms of
mental negative psychological and physiological

Baker-Ericzen,
Brookman-
Frazee,

Stahmer

2005

retardation
and typical
normal

development

Mothers and us
fathers of with

and without

ASD toddlers

effected of stress as
- Anxiety and depression
- Somatic symptoms
- Parental burnout: emotional
exhausted, depersonalization, person
accomplishment
Mothers and fathers of toddlers with and
without ASD toddlers were compared in

terms of levels of parenting stress
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Table 2.3 Summary of comparative studies regarding to impact from ASD children

(cont.)
Authors Years  Participants  Setting Impact on parents and families
Duarte, 2005  Mothers of us Mothers of children with autism and
Bordin, children with normal development were compared in
Yazigi, et al. autism and term of their levels of stress
normal
development
Allik, Larsson, 2006  Mothers and Sweden Mothers and fathers with children as high-

Smedje

Constantino, 2006
Lajonchere,

Lutz, et al.

Toth, Dawson, 2007
Meltzoff,
et al.

fathers with
children as

high-

functioning

autism and

typical

development
Siblings of us
children with
autism, PDD

and other
psychopatholo

gy unrelated

to autism

Siblings and us
parents of

children with
autism and

normal

development

functioning autism and typical
development were compared in term of

maternal physical health

Siblings of children with autism, children
with PDD and children with other
psychopathology unrelated to autism were

compared in terms of their social skill

Siblings of children with autism and
siblings of normal children were compared
in terms of
- Their functioning: cognitive,
language, motor adaptive behaviors,
social-emotional functioning,
imitation and play
- Parental outcomes: parental mental
health, marital relationship and

parenting stress
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Table 2.3 Summary of comparative studies regarding to impact from ASD children

(cont.)
Authors Years  Participants  Setting Impact on parents and families
Rutgers, 2007  Families of Netherland  Families of young children with ASD,
Uzendoorn, young mental retardation, language delayed and
Bakermans- children with normal development were compared in
Kranenburg, ASD, mental terms of
etal. retardation, - Attachment
language - Child symptoms
delayed and - Parenting outcomes: parental efficacy,
normal authoritative parenting, parental daily
development hassles, social support and
psychological problems
Mugno, Ruta, 2007 Parents of Italy Mothers and fathers of children and
D'Arrigo, children and adolescents with PDD, mental retardation,
etal. adolescents cerebral palsy and normal development
with PDD, were compared in terms of their overall
MR cerebral perception of quality of life
palsy and
normal
Lee, 2008 Families of us Families of children with autism,
Harrington, children with ADD/ADHD and normal development
Louie, et al. autism, were compared in terms of
ADD/ADHD - Quality of life of parents and children
and normal - Parental concern toward their
development children: children” achievement, self-
esteem, stress coping strategies and
being bullied by classmate
Brobst, 2009 Couples uUs Couples whose children had ASD and
Clopton, whose without ASD were compared in terms of
Hendrick children had - Parenting stress
ASD and - Relationship satisfaction
without ASD - Social support

- Spousal support
- Perceived child characteristics
- Respect for their partners

- Commitment
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Table 2.3 Summary of comparative studies regarding to impact from ASD children

(cont.)
Authors Years  Participants  Setting Impact on parents and families
Lee 2009  Mothers and us Mothers and fathers of children with and
fathers of without autism were compared in terms of
children with - Psychological distress
and without - Marital relationship
autism
Mori, Ujiie, 2009  Parents of Japan Parents of children with Asperger’s
Smith, et al children with Syndrome and autism were compared in
Asperger’s terms of parental stress
Syndrome and
autism
Milshtein, 2010  Parents of Israel Mothers and fathers of children with ASD
Yirmiya, children with were compared in terms of
Oppenheim ASD - Parental feeling about parenting ASD
et al. children
- Social relationship with others
- Financial impact
- Impact on siblings and married life
Benjak 2011  Parents with Croatia Parents of children with ASD and non-
ASD children disability were compared in terms of
and non- - Subjective quality-of-life
disabled - General health perception
children - Parental needs

Table 2.4 Summary of longitudinal studies regarding to impact from ASD children

Authors Years Participants Setting Impact on parents and families
Osborne, 2008 Parents of England  Parenting stress regarding to
McHugh, children with - Parent and family problems
Saunders, ASD - Pessimism
et. al. - Child characteristics

- Physical incapacity in children

Benson & 2009 Parents of uUs The change of parent depressed mood
Karlof children with within two years of study

ASD
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From table 2.1-2.4 as cited above, the mixed results were reported by
several studies in which variety of research designs and settings were employed,
however, those findings might be categorized in terms of (1) the impact of children
with ASD on their parents or primary caregivers, (2) the impact of children with ASD
on their siblings, extended family members and family system as a whole. More

details were explained below.

2.2.1 The impact of children with ASD on their parents or primary
caregivers

The research findings of impact from ASD children to their parents or
primary caregivers had been reported in terms of psychological and emotional distress
such as increasing in levels of parental depression and anxiety (Davis & Carter, 2008;
Lee, 2009; Dunn, Burbine, Bowers, et al, 2001), pessimism (Osborne, McHugh,
Saunders, et al, 2008), and parenting stress (Davis & Carter, 2008; Myers,
Mackintosh, Goin-Kochel, 2009). Other studies had determined the greater levels of
parenting stress in parents, mostly assuming to mother of children with ASD,
compared with parents of children with typical normal development or other
disabilities (Wolf, Noh, Fisman, et al, 1989; Baker-Ericzen, Brookman-Frazee,
Stahmer, 2005; Duarte, Bordin, Yazigi, et al, 2005). As well as the study of Weiss
(2002) which reported the finding of greater levels of parental burnout, emotional
exhausted and somatic symptoms in mothers of children with autism than in mothers
of children with mental retardation and typical normal development. Moreover,
longitudinal study of Benson & Karlof (2009) indicated that parent of children with ASD
reported continuously increasing in their depressed mood during two years of study.

The impact of children with ASD on their parents did not limited to just
the strain on psychological and emotional domain, but parents were also being limited
in terms of socially interact with their networks. Several studies indicated that
parenting children with ASD brought a sense of social isolation to parents (Dunn,
Burbine, Bowers, et al, 2001, Myers, Mackintosh, Goin-Kochel, 2009). While the
study of Woodgate, Ateah, Secco, et al. (2008) indicated four main sources of social
isolation, including the society’s lack of understanding, missing a normal way of life,

feeling disconnected from family and perceiving unsupportive system. The importance
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of supportive social system and acceptance from community to levels of social
isolation in parents were also reported by study of Schall (2000) while the study of
Wolf, Noh, Fisman, et al. (1989) and the study of Rodrigue, Morgan, Geffken (1992)
reported that parents of children with ASD mostly perceived less support than parents
of children with Down’s syndrome and normal development, therefore the feeling of
isolation would be higher in parents of children with ASD.

Additionally, some studies had extended the finding of impact from
children with ASD to their parents in terms of overall parental quality of life (Benjak,
2011), for example, the study of Shu (2009) in Taiwan found that autistic children
impact on quality of life in their mothers respected to decreased in mothers physical
health, strain on psychological status, environmental features and spiritual personal
beliefs. The study of Mugno, Ruta, D'Arrigo, et al. (2007) in Italy found lower levels
of quality of life in parents of children and adolescents with PDD than in parents of
children with mental retardation, cerebral palsy and normal development as well as the
study of Lee, Harrington, Louie, et al. (2008) in US which also found that parents of
children with autism reported lower overall quality of life than parents of children with
ADD/ADHD and normal development.

2.2.2 The impact of children with ASD on their siblings, extended family
members and family system as a whole

Parent or primary caregiver was not the only person impact by having
children with ASD in family, but sibling and other family members were also being
affected. Mostly, the severity of autistic behaviors raised greatest demands of time and
energy from parents, while siblings needed to wait for their turn and faced with miss
out fair share of attention, reflecting in feeling of neglect and hurt. Moreover, there
were other studies exploring the abilities in siblings of children with autism compared
with others and found that siblings of children with autism reported less skills in most
areas, such as social, cognitive, language, imitative skills and play (Constantino,
Lajonchere, Lutz, et al, 2006; Toth, Dawson, Meltzoff, et al, 2007) while factor, such
as satisfaction with parenting, presented its association with quality of siblings to

make contact with autistic brothers/sisters and others (Rivers & Stoneman, 2008)
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Marital relationship was another area which had been impact by ASD
children. The increasing of possibility to getting divorce, marital dissatisfaction and
spousal relationship problems had been reported by numerous studies (Dunn, Burbine,
Bowers, et al, 2001; Toth, Dawson, Meltzoff, et al, 2007; Rodrigue, Morgan, Geffken,
1992; Rodrigue, Morgan, Geffken, 1990; Milshtein, Yirmiya, Oppenheim, et al, 2010).
In the meantime, the study of Lee (2009) and the study of Brobst, Clopton, Hendrick
(2009) which specifically studied couples relationship in families with and without
ASD children revealed that couples whose children had ASD reported less relationship
satisfaction and greater stress than couples whose children were non-ASD.

Family system was also being affected by children with ASD. Several
studies indicated that families of children with ASD had to face with various strain
impact within their system, for example, restriction of roles and family activities, less
family leisure time and recreation, less family cohesiveness, changed in lifestyle of
each family members, disrupted family planning, strain relation with extended family
and strain in family financial (Rodrigue, Morgan, Geffken, 1990; Rodrigue, Morgan,
Geffken, 1992; Sivberg, 2002; Rutgers, 1Jzendoorn, Bakermans-Kranenburg, et al,
2007; Osborne, McHugh, Saunders, et al, 2008; Shu, 2009). Moreover, the
longitudinal study of Seltzer, Shattuck, Abbeduto, et al. (2004) and the study of Ritro
(2005) indicated the impact from children with ASD on their family overtimes. They
reported that family experienced elevating of stress and greatest in sense of isolation,
During the time of parenting children to become adolescents and adults, they felt
restriction of family activities and perceived less closeness with their children. Parents
also had to face with difficulty in management with school and related services. Some
might conclude that parenting ASD children impact on family system as a whole
(Myers, Mackintosh, Goin-Kochel, 2009).

In summary, it was obvious that having ASD children in family impact on
their parents, other family’s members and family system as a whole. Several studies
emphasized the negative impact from ASD children that brought to their parents,
especially in domains of emotional and psychological functioning (Davis & Carter,
2008; Myers, Mackintosh, Goin-Kochel, 2009), social functioning (Dunn, Burbine,
Bowers, et al, 2001