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ABSTRACT

There is a lack of knowledge among Malaysian parents in detecting signs of autism in
their children. This situation could lead to late detection and intervention. Children’s
condition would be harder to improve and this would affect the parents’ and caregivers’
well-being. Thus, parental awareness and knowledge is important for early diagnosis of
autism. This study explored parents and caregivers’ experiences in recognising signs of
autism, providing intervention for their autistic children at home, coping with their
challenges and making adaptations. The study used a qualitative research approach with
a narrative inquiry method. A total of eleven respondents were interviewed. In-depth
interviews and four non-participant observations were carried out. The study found ten
signs of autism that parents and caregivers had noticed in their children’s behaviour.
Children’s delay in speaking was common and the most noticeable sign for all eleven
respondents. Respondents admitted having no knowledge and awareness about autism
or signs of autism at the beginning. The periods before and after the detection of autism,
were difficult periods and many respondents had expressed feelings of sadness, worried
as well as frustration. The severity of autism played an important role in alerting parents
or caregivers to speed up the process of investigation. Respondents had used many types
of interventions for their children and these included behavioural, developmental,
family based, therapy based, alternative interventions and medications. Islamic
practices were also used by Muslim respondents. Coping strategies used by respondents
were problem and emotion focused strategies as well as adaptive and maladaptive
strategies. The role of religion as an emotion-focused coping strategy is an important
one as it enabled respondents to use a more flexible practice intervention which helped
improve their children’s development and also overcome their challenges and cope with
their lives. Findings from this study gave added knowledge and information on
Malaysian parental concerns about the signs of autism, provide suggested interventions
for parents, and effective adaptive strategies to face their challenges in caring for the
autistic child. The findings are not only beneficial to parents and caregivers but also to
teachers, school authorities, practitioners and curriculum developers.



¢aal) LA

aa il Aladle e cadSH 8 cp dlall cLY G dd jaal) 8 ) gad Slla
G Jaally calaky) a oAbl U s o of oSars (JubYI sl
Slo 513 5o Gl 84y saen ST Jalall Alla ) <5 Uil 5 o Slal
o el Saall cpall ) Gl ol SN dle S adie e g ol Sl
s Ale U et s s Cojlad CaiSiud Al all sda Tan aga 2 il
(Cudl 8 2l e silay cpdl)l JubYlal as gl Gl 48 y2a
o= s grgriall Al all Caaniil 5 Lgme KAl 5 Lgi sl 5 A ibpantll
C.q\.m;.u)u.c J;\c.qwq)um;\);\e;j dadll JJ.UAL—\)SM\
Gn&jwﬂ\)]\u\mbﬂ\ud;ij.uﬁMoyw\)gcA.LAM\
ciladle ol s gl sl Ldas sl cildle e | glaaY sile )
@A.A)gi‘j_ﬂé)im‘}iem‘el&@O:}:IM‘JSL@LAYH‘JAJ:\M
Olsedlall A ailde o aa gl o 5 Y 5 A jaa 2 ga 5 ades G saiaadll
agie S el s damia <l i sany e 3 i 5 aa gill CaLEES) (8 La 3 538
53 3 5l i ye By shad Cual 285 LlaY) s 5 0l jelia oo
i) 38y datl) Aulee w3 Adle I e s oY) 4nB 8 Lala
Sl colaall ciled aglill Z3al de gie Lol gl suatill
L) aasin) LS bl 4y oVl g mall = 3all g ey ) Agilaiyl g
leeadiind il Cladi) i) e Aaedlal! clajled) (g salisdll
o 5SSl ACE e 38 5l g ¢ Al Ciliail i) ¢ s saianall
Gl yia) caf By Al s il Gilbal i) e Dcad ddlalall
ae b Laa A5 ye T (5 Al Glasi) jind aladial ) dilalall e 38 5
Al Al el Canca gl 5 agilinl puza g Gy laail) e calsll
CilaDay G 3allall cpall sl clalaial e cila slaall g 48 yaall (e T 30
ol Allad laas) il 5 «lgal) s LU Aa jiaal) Bl 5 caa gl
C )yl LAJ\ N cdasd Al ) ‘;A.‘@.AJ Lo 3080 t_u.n,.dc_a\l\j\ 5l
Al )Al) aliall (5 shae 5 ¢ jlaall ¢ s plaalll ginsa



APPROVAL PAGE

The dissertation of Badariah Sani has been approved by the following:

Mastura Badzis
Supervisor

Supiah Saad
Co-Supervisor

Ismail Sheikh Ahmad
Co-Supervisor

Siti Rafiah Abd.Hamid
Internal Examiner

Yeo Kee Jiar
External Examiner

Saim Kayadibi
Chairperson



DECLARATION

| hereby declare that this dissertation is the result of my own investigations, except
where otherwise stated. | also declare that it has not been previously or concurrently

submitted as a whole for any degrees at [IUM or other institutions.
Badariah Sani

Signature.................o.eeennl. Date .........cvviiiiinnin.



INTERNATIONAL ISLAMIC UNIVERSITY MALAYSIA

DECLARATION OF COPYRIGHT AND AFFIRMATION OF
FAIR USE OF UNPUBLISHED RESEARCH

A NARRATIVE INQUIRY ON MALAYSIAN PARENTS’ AND
CAREGIVERS’ EXPERIENCES IN DETECTING AUTISM,
SEEKING INTERVENTIONS, CHALLENGES AND
ADAPTATIONS

| declare that the copyright holder of this dissertation is jointly owned by the student
and International Islamic University Malaysia.

Copyright © 2017 Badariah Sani and International Islamic University Malaysia. All rights reserved.

No part of this unpublished research may be reproduced, stored in a retrieval system,
or transmitted, in any form or by any means, electronic, mechanical, photocopying,
recording or otherwise without prior written permission of the copyright holder
except as provided below

1. Any material contained in or derived from this unpublished research
may only be used by others in their writing with due acknowledgement.

2. IIUM or its library will have the right to make and transmit copies (print
or electronic) for institutional and academic purpose.

3. The UM library will have the right to make, store in a retrieval system
and supply copies of this unpublished research if requested by other
universities and research libraries.

By signing this form, | acknowledged that | have read and understand the 1IUM
Intellectual Property Right and Commercialization policy.

Affirmed by Badariah Sani

Signature Date

Vi




ACKNOWLEDGEMENTS

All glory is due to Allah, the Almighty, whose Grace and Mercies have been with me
throughout the duration of my programme. Although, it has been tasking, His Mercies
and Blessings on me ease the herculean task of completing this dissertation.

I am most indebted to my supervisor, Assoc. Prof. Dr Mastura Badzis, whose
enduring disposition, kindness, promptitude, thoroughness and friendship have
facilitated the successful completion of my work. | put on record and appreciate her
detailed comments, useful suggestions and inspiring queries which have considerably
improved this dissertation. Her brilliant grasp of the aim and content of this work led to
her insightful comments, suggestions and inspiring queries which have considerably
improved this dissertation. Despite her commitments, she took time to listen and attend
to me whenever requested. The moral support she extended to me is in no doubt a boost
that helped in building and writing this research. | am also grateful to my co-supervisors,
Asst. Prof. Dr. Supiah Saad and Assoc. Prof. Dr. Ismail Sheikh Ahmad, whose support
and cooperation contributed to the outcome of this research.

Lastly, my gratitude goes to my beloved husband and family members; for their
prayers, understanding and endurance while away.

Once again, we glorify Allah for His endless mercy on us and one of which is

enabling us to successfully round off the efforts of writing this dissertation.
Alhamdulilah.

vii



TABLE OF CONTENTS

ADSITACE ettt et e s I
ADSIract in ATabiC ......oouiiiii e ii
APPIOVAl Page ..o Y%
DeClaration .........c.oiiuiiii i e, v
COPYTINt .ot Vi
ACKNOWIEdZEMENTS ..ot vii
LiSt Of Tables .. .ueeieiiite e e xii
List Of FIGUIES ....veniit e e e, Xiii
CHAPTER ONE: INTRODUCTION. .cttetttiiiiniiuriesisnieeseesnesnssescesases 1
1.0 INtroduCtion ..........oouieiiuiiei i 1
1.1 Background of Study .........cooiiiiiii 2
1.2 Statement of the Problem ... 8
1.3 Purpose of the Study .......coooviiniiiiiiii e 11
1.4 Objectives of Study .......coeiiiiiiiiii 12
1.5 Research QUEStIONS .......couviiiiiiiiii i e, 13
1.6 Significance of Study ..........coooiiiiiiii 13
1.7 Definition of TErms .........ooeiniiiiiii e 15
1.7.1 Autism Spectrum Disorder.............cooeiiiiiiiiiiiiiiia 15
1.7.2 Asperger Syndrome............ooeviiiiiiiiiiiiiiei i 16
1.7.3 INterVentioNS. . ..vviete ettt e 16
1.7.4 Parents’ or Caregivers’.......c.ovvivueeiiieanteineeeereieennennn, 17
1.7.5 Narrative InqUiry.........coooiiiiiii e 17
1.7.6 Family Adaptation.............cooeiiiiiiiiiiiiiiiiieie e, 17
1.8 Limitations and Delimitations...............oveveiririiniininiiienennns. 18
1.9 Summary Of Chapter ......c.ovviiiiiniiiiiee e 19
CHAPTER TWO: LITERATURE REVIEW....cccccciiiiiiiiiiiniiiinncennnnnn. 20
2.0 INtrodUCtioN. .......ointi e 20
2.1 What is AUtISIM? ....vinitiiee e 20
2.2 Causes of Autism Spectrum Disorders (ASD)...........cceovvvivinnnnn. 21
2.3 Comorbidity in AUtiSm ...........ooeiiiiiiiit i e 24
2.4 Theoretical Framework.................coooiiiiiii 28
2.5 Conceptual Framework .............coooiiiiiiiiiiiii 31
2.6 Detection Of AUtiSM.......ouiiiie i, 37
2.6.1 Parental Concern in Detecting Signs of Autism................... 37
2.6.2 Signs of AULISIN....oouiiniiiii e, 43
2.6.3 Age of Autism Symptom Onset...........cccovvvieiiiinienannnnn. 46
2.6.4 Autism Screening Tools: Methods Used to Screen Autism...... 47
2.7 Studies On Parents’ and Caregivers’ Interventions for Children with

AULISIN Lottt 48
2.7.1 Early Intensive Behavioural Intervention.......................... 49
2.7.2 Interventions to Obtain Eye Contact .................cceevvvveeee.. 49

viii



2.7.3 New Social Communication Intervention for Children with

AULISIN. Lo 52
2.7.4 Dietary Supplements Intervention..................cccccovivviiennee. 92
2.7.5 Parent-focused Intervention...............ccoovviiiiiiiiiiiiniinnnnn. 56
2.7.5.1 Parent-Child Interaction Therapy...........c.ceceeceveveene.. 56
205 2THPIE-Poeee 59
2.7.5.3 Incredible Years........coovvviiiiiiiiiiiii i, 62

2.8 Challenges Faced by Parents and Caregivers of Children with Autism
.......................................................................... 63
2.8.1 Parental or Family Stress . e 04
2.9 Parents’ and Caregivers’ Adaptatlon . 68
2.9.1 Coping Strategies Employed by Parents of Autlstlc Chlldren 69
2.10 Researches on Autism In Malaysia................cccoeviiiiiiiiinan... 76
2.11 Summary of Chapter........c.ovvriieiie e 81
CHAPTER THREE: METHODOLOGY .....citiiiitiiiiiaiiiiinnicoissicsnnsenn. 82
3.0 INtroducCtion .......oouiiii i e 82
3.1 Rationale for Qualitative Research Design..................ccocoevvinnnn. 82
3.1.1 Narrative InqUITy ....oooviiiiii e, 82
3.2 Role of the Researcher .............coooiiiiiiiiiiiii 84
3.3 SAMPLING .o 85
3.4 Data Collection TeChniques. ......c..ovuviiriiiiiiiiiiiieieieeeenan, 87
3.5 Data Collection Procedure ...........ccovviiiiiiiiiiiiiiii e, 90
3.6 Data ANAlYSis ....ovuieniiiiitii e 91
3.7 Issues Of Trustworthiness ..........c.covvuiiiiiiiiiiiiii e, 93
3.7.1 Credibility of Research..............ccocviiiiiiiiiiiiiiien 93
3.7.2 Transferability of Research....................cociiiiiiiieee. 96
3.7.3 Dependability of Research................cooeiiiiiiiiiiiiannn. 97
3.7.4 Confirmability of Research ................cocooii . 97
3.8 Ethical Procedures............cooiiiiiiiiiiiii e, 98
3.9 Summary of Chapter..........ovuiiniiii i 99
CHAPTER FOUR: STORIES FROM PARENTS AND CAREGIVERS..... 100
4.0 INtrodUuCtion ......ouineinii e 100
I 10 P 100
A2 SHOTY 2 oot 109
A 3 SOy 3 it 118
Ah SEOTY 4 oo 128
A D SOy 5 ot 137
4.6 STOTY O oottt 143
O N 0] o0 A PPN 153
A8 SHOTY 8 ettt 163
4.0 SHOTY O it e 172
A0 StOrY 10 oo 180

CHAPTER FIVE: FINDINGS FROM INTERVIEWS AND
OBSERVATION....citiiuiiiiiiiiieiieiiiiiietietittiiatisstessecacsasessssassasasss 185
5.0 INtrodUCHION .....ouiuieii i 185
5.1 Detection of Autism: Signs from the Child............................... 185



5.2

5.3

5.1.1 Speech Delay, Communication and Socialisation Problem...... 185

5.1.2 Tantrums, Aggressive Behaviour and Self-Injury..................... 196
5.1.3 NoEye Contact.........ooviiiiiiiiiiiiiii e 199
5.1.4 Autism Regression........c.vvuiiniiiiiiiiiiiiiiiieiiiieiieanaeans 201
5.1.5 Late Physical Development; Child’s not Meeting the
Developmental Milestones.............ccovvvviiiiiiiiinnienennnnn. 202
5.1.6 Living in Their Own World and Peculiar or Strange
Behaviours. .......couiiuiiii 202
5.1.7 Different and Peculiar Way of Playing............................. 203
5.1.8 Problems with Loud NOiS€S.........ccovviiriiiiiiiiiiiiiiiiaianan, 204
5.1.9 Childlike Behaviours...........ccooviiiiiiiiiiii e, 205
5.1.10 Repetitive Behaviours............cooovviiiiiiiiiiiiiienn. 207
Responding to the Child: Parents’ and Caregivers’ Experiences in
Providing Interventions for their Children with Autism................ 208
5.2.1 Experiences in Toilet Training...............coevviiiiiininnannnn. 208
5.2.2 Experiences in Enhancing Self-help Skills......................... 210
5.2.3 Experiences in Enhancing Eye Contact and Socialisation 211
SKIIIS. . et 212
5.2.4 Dietary Intervention............ovviiiiiiiiiiiii e 212
5.2.4.1 Back to Nature Food..............cooiiiiiiiiiiiiii, 216
5242 Change Menu...........ooeiiiiiiiiiiiiii i, 217
5.2.4.3 Diet Elimination..............c.ooviiiiiiiiiiiii e, 218
5.2.44 Medication.......ooviiiniiiie e 219
5.2.5 Suitable Indoor and Outdoor Activities................coceuenenn. 227
5.2.6 Approaches to Reduce Children’s Tantrums...................... 230
5.2.7 Islamic Practice.........couiieiiiiiiiiiii e 233
5.2.8 Parents or Caregivers’ Teaching Approaches and Behaviour
Modification ISSUES. .......c.vvuiiiiiiiii i 239
Challenges Parents and Caregivers Faced in Taking Care of Children
WIith AULISIN. . oee e, 239
5.3.1 Dealing with Child Temperament and Self-Injury............... 242
5.3.2 Child’s Aggressive or Anti-social Behaviours.................... 247
5.3.3 Child’s Hyperactivity...........ooeiuiiuiiiiiiinninineeene. 248
5.3.4 Problems when Child is Stressed or Having Sickness............ 249
5.3.5 Dealing with Child Sexual Urges..........c.ccoevieiiiiiiiinini 249
5.3.6 Lack of Social SKills............ooiiiiiiii, 250
5.3.7 Slow in Learning New SKkills.............ccoooviiiiiiiiiiin... 251
5.3.8 Stress and Well-being of Parents and Siblings.................... 253
5.3.9 Community Awareness and Family Support...................... 256
5.3.10 Other Related ISSU€S.........cceviuiiiiiiiiiiiiiiea, 256
5.3.10.1 Difficulty to Enrol in Special Education School....... 257
5.3.10.2 Untrained Teachers in Special Education School and
Home schooling..............ooooiiiiiiiiiiiiiii e, 261
5.3.10.3 Lack of Facilities in Hospitals..................c.ouennen. 262
5.3.10.4 Financial Constraints Faced by Parents and
CarE@IVETS. ..ttt eitee et 263
5.3.10.5 Distant and Time Constraint..........................uee. 263
5.3.10.6 Limited Time Spend with Children because of
WOTK. 265



5.3.10.7 Unpredictable Future...............coviiiiiiiiininnnn, 265
5.4 Parents’ and Caregivers’ Experiences of Coping with Children with

N 0133 s o 265
5.4.1 Accepting Responsibility and be Positive......................... 268
5.4.2 Social Support from Family and Community..................... 270
5.4.4 Social Isolation...........coouiiiiiiiiiiii e, 275
5.5 Summary of Chapter........c.ovvviiiiiii e 275
CHAPTER SIX: DISCUSSION AND CONCLUSION........ccocvviiienne. 276
6.0 INtroduction ............ooviuiiniitii i 276
6.1 Parents’ and Caregivers’ Experiences in Detecting Signs of
AULISIN . Lttt 276
6.2 Parents’ and Caregivers’ Interventions...............coevveieineennnnnn.. 286
6.3 Challenges Faced by Parents and Caregivers ............................ 293
6.4 Coping Strategies Used by Parents and Caregivers...................... 300
6.5 Recommendation for Future Research..........................coooi 308
6.6 Limitation of Study...........oooiiii 308
6.7 CONCIUSION. .....iutitt e 309
6.8 Implications of the Study...........coooiiiiiii 310
REFERENCES. ... e 312
APPENDIX A : DAYS, TIME, AND PLACES INTERVIEWS WERE
CARRIED OUT ... 330
APPENDIX B : DAYS, TIME AND PLACE OBSERVATIONS WERE
CARRIED OUT ... 331

Xi



Table No.

6.1

6.2

6.3

6.4

6.5

6.6

6.7

LIST OF TABLES

Parents and Caregivers Noticing Signs in Their Children’s
Behaviours

Children’s Age When Autism was detected and Types of
Autism and Comorbidity in Children

Time Gap between Parents’ and Caregivers’ Concern to
Diagnosis of Autism

Types of Interventions used by Parents and Caregivers

Summary of Parents’ and Caregivers’ Experience in Providing
Interventions and the Types of Interventions Used

Challenges faced by Parents and Caregivers of Children
with Autism

Parents’ and Caregivers’ Coping Strategies

xii

Page No.

281

283

286

287

292

298

303



Figure No.
2.1

2.2

6.3
6.4

6.5

LIST OF FIGURES

Bronfenbrenner’s Ecological Systems Theory

A Conceptual Framework of Factors Influencing Parents’ and
Caregivers’ Experiences in Detection of Autism, Intervention,
their Challenges and Adaptations

Challenges Faced by Parents and Caregivers

The Parents’ and Caregivers’ Teaching Approach

The Religion and Emotion-Focused Triangle for Children
with Autism

Xiii

Page No.
29

36
300

304

307



CHAPTER ONE

INTRODUCTION

1.0 INTRODUCTION

Autism is a brain disorder that affects an individual’s ability to learn, communicate,
socialise and develop normally and results in having repetitive behaviours and narrow
interests (Jasni et al., 2011). According to UNICEF (2014), children with autism have
learning difficulties and their developments are not the same as normal children.
Howlin (1999) described children with autism as more physically dependent on their
parents and people looking at the children’s behaviours would think that they were
misbehaving or had poor discipline as opposed to understanding that the child is
mentally disabled. From the many definitions of autism, we learn the signs of autism
in children. To date, majority of Malaysian parents and caregivers lacked awareness
and handling skills related to autism (Jasni et al., 2011; Amar (2008)). Amar (2008)
noted that parents would not bring their children to be checked by health professionals
to determine the children’s condition.

Having a child with autism would mean parents and caregivers as well as the
family members have to manage their lives and care for their children with autism.
Amar (2008) mentioned that children with autism, especially those with severe
autism, have difficult behaviours that can be puzzling and confusing to their parents
and family members. Parents or caregivers need to accommodate the needs of children
with autism and care for them. Many of these parents and caregivers in Malaysia have
high prevalence rate of stress and experience psychological disturbances (Nikmat et

al, 2008). Similarly, Paynter et al. (2013) who conducted a study on Australian



families with autistic children found that many of the parents and caregivers of
children with autism experience high level of stress. They experience increased
psychological distress in caring for a child who has autism compared to other families
with normal children. Due to this, parents and caregivers need to make adjustments to
fit the needs of their children with autism as well as to accommodate the needs of
other members of the family. Thus, family adaptation is crucial for family well-being
because they have to be able to understand and adapt themselves or make changes to
their lives to suit the needs of the child with autism in the family. Therefore, there is a
need to learn about Malaysian parents’ and caregivers’ coping strategies for children
with autism and the sort of support they need to understand their children’s

challenging behaviours so as to cope with life.

1.1 BACKGROUND OF STUDY

Researches concerning autism in Malaysia are relatively new if we were to compare
Malaysia with the Western countries (See, 2012). Before 2003, most of the autistic
children were classified under mental retardation and hearing disability category and it
was only after 2008, children with autism were placed under the learning disability
category (See, 2012). Jasni et al. (2011) in their article mentioned that autism in
Malaysia was misconstrued as a mental illness and these children were mostly kept at
home and not given any opportunities to improve their conditions.

See (2005) noted that there were different ministries in Malaysia which
provide services for children with autism at this time. These include Ministry of
Education, Ministry of Health, and Ministry of Women, Family and Community
Development which the Social Welfare Development placed an important role. Along

the same line, there were also Non-Governmental Organisations which also provide



services for children with autism. She mentioned that the Ministry of Health was
responsible to identify and screen disabilities in special children while the Ministry of
Education was in charge of providing Early Intervention Programmes and educational
services for children as well as individuals with autism. The Ministry of Education
also catered for children with other disabilities such as children with hearing and
visual impairment and learning difficulties such as Down syndrome, mild autism or
Asperger Syndrome, Attention Deficit Hyperactive Disorder (ADHD), mild mental
disabilities and also specific learning difficulties such as Dyslexia. The Ministry of
Health and the Ministry of Education recognised the importance of early detection and
intervention for children with autism and they provided services and facilities for
parents and caregivers for early detection and intervention for these children.
However, these were still not enough to face the fast growing number of disability
cases.

In 2005, the Malaysian Health Ministry had stated that the number of autistic
children was only one in every 10,000 children diagnosed with autism. However,
statistics taken in 2013 Health Ministry’s record, showed an increased number of 117
cases of autism and 87 cases of ADHD in 2011 and the following year, the number
had increased to 170 cases of autism and 96 cases of ADHD. In addition, the figures
quoted by The Malaysian Times dated on the 28 March 2014, had given the estimated
number to be one in every six hundred children while the statistics shown recently
stated that there were about 47,000 individuals who are autistic in Malaysia and from
this figure, four out of every 10,000 children and adults have severe autism. It also

mentioned that from every 5 children with autism, 4 of the children are male.



Though there is no statistical data documented in Malaysia in relation to the
number of children and adult with autism, data from Western countries have shown
the current ratio of children with autism is 1: 150. However, Ong et al. (2013) noted
that the number of children with autism has gradually increased from 1: 5,000 in 2001
to 1:100 in 2010. Due to the growing number of children with autism, the Malaysian
Ministry of Health had to provide more services for parents and caregivers as well as
making the services easily accessible to all parents and caregivers who wish to obtain
them (Amar, 2008).

Detection of autism as well as other disabilities in Malaysia was mainly left to
the Ministry of Health and the Ministry of Education. Parents’ and caregivers’ who
were concerned about their children’s behaviours had consulted health professionals
which led them to the screening process. Amar (2008) noted that from 2005 to 2006,
the Ministry of Health through its Health Development Division had conducted a pilot
programme to screen disabilities among young children at the early age of 5 months,
12 months, 18 months and 4 years. In 2011, the Ministry of Health had started the
Health Record for Baby and Child from infant to 6 years and in 2012, the health
monitoring programme had extended to the national level whereby this programme
had begun screening children at the prenatal stage to 6 years old. Early detection
efforts for autism and ADHD as well as other learning disorders among children had
utilised the Modified Checklist for Autism or the M-CHAT to screen young children.
Earlier, Amar (2008) noted that two other screening tools, which include the Denver-
Il Developmental Screening Test and the Schedule of Growing Scale 1l (SGS) were
also used to detect developmental problems in children. However, he mentioned that
these tools lack sensitivity and specificity because instead of screening children’s

disability, health professionals used it to monitor the children’s progress.



In addition, the National Early Childhood Intervention Council (NECIC)
(2013) mentioned that there were several shortcomings of the health monitoring
programme. Firstly, it was not accessible to the urban poor as well as parents and
caregivers living in rural areas. Next, since the programme was not compulsory, its
effectiveness depended mostly on the parents’ and caregivers’ perseverance to follow
up with private medical institutions, state health departments and health centres.

Detection of children with disabilities was also done in schools. The National
Early Childhood Intervention Council (NECIC) (2013) noted that children attending
mainstream schools, were asked to take the Literacy and Numeracy Screening
(LINUS) Programme, where tests were conducted over a period of three years of the
child’s primary 1 through primary 3 and all of the children in the mainstream schools
have to pass. Should a child fail the LINUS screening tests repeatedly over the three
year period, his or her parents were asked to refer the child to the Ministry of Health
for further medical assessment and screening. Similarly, the LINUS screening tests
were not able to detect all forms of learning disabilities. The threshold of the
screening tests was low, so it made some children with learning disabilities able to
pass the tests. Special Education Division, Ministry of Education (2013) mentioned
that although the tests identify a child with a learning disability, it was up to the
parents of the child to carry on with the process of assessment at the Ministry of
Health. Hence, parents and caregivers play major roles in not only detecting a child’s
disability but also providing interventions for their children.

Autism intervention programmes were first run by Non-Government
Organizations (NGOs) such as National Autism Society of Malaysia or NASOM and
they played an important role in providing interventions especially the Early

Intervention Programmes (EIP) for young children with autism. From the NASOM



handout (2008), it indicated that NASOM was formed in 1987 by a group of parents
and professionals who later provided a range of support services to assist parents and
caregivers to improve their children’s autistic behaviour. Their approach was basically
using behavioural techniques.

Next, Amar (2008) mentioned that the EIP programme was highly structured,
specialised and designed to fit individual children’s needs. He added that the
programme includes communication therapy, physical therapy, social skill
development as well as behaviour modification therapy. The EIP programmes were
run and delivered by trained professionals in a consistent and coordinated manner.
Their therapies are usually carried out in one to one ratio with one therapist to one
autistic child or in a small group environment. However, Amar (2008) also mentioned
that these services were inadequate as they were fragmented, hospital based and they
did not address the emotional burden of the caregivers and the rest of the family. In
addition, medication and diet intervention were not emphasized and most of the
service providers for children with autism had adopted approaches and techniques
from industrialised countries which were not really suitable for Malaysian parents and
caregivers.

There were numerous researches done on challenges faced by parents and
caregivers of children with autism in Malaysia. The two earliest researches were done
by Zasmani in 1993 and two years later, Kasmini and Zasmani in 1995. Zasmani’s
(1993) findings showed that parents and caregivers with autistic children were
significantly stressed and they underwent intense crisis after the child’s diagnosis was
done. There were many negative feelings experienced by parents and caregivers and
these include the feelings of grief, hopelessness, anger, rejections as well as

depression.



Besides the negative feelings, Zasmani (1993) mentioned that the severity of
the child’s autistic condition is also a predictor of parental stress. Parents and
caregivers were embarrassed and disappointed to take their child out in public places.
This is because society did not understand the child’s conditions. So, parents and
caregivers tend to isolate their child at home. In another research done by Kasmini and
Zasmani (1994) on children with Asperger Syndrome noted that parents and
caregivers of children with Asperger Syndrome needed support to cope with their
unique problems and teachers in Special Education schools were asked to be trained
so that they were more aware of their children’s conditions. Later, Liaw (2008) found
five negative feelings and behaviours which included continuous stress, anger-love
paradox, self- blaming, fear and phobia. Thus, the literature shows that parents and
caregivers having children with autism in Malaysia experienced very stressful lives.

There were not many researches done on parents’ and caregivers’ coping
strategies in Malaysia and there was one research done by Ting and Chuah in 2010 on
Malaysian parents’ and caregivers’ coping strategies. Their findings showed that
parents and caregivers with autistic children had coped with their lives because of
their religious beliefs and they had family support. Thus, using religious means were
considered as a positive coping strategy and this strategy helped parents and
caregivers with autistic children to cope with their lives. However, Hastings et al.
(2005) viewed parents and caregivers who used religious means to cope with their
challenges were using a denial strategy instead of a positive coping strategy.

Therefore, Malaysian parents and caregivers with autistic children needed to
make life adjustments to meet the needs of the child with autism and at the same time
they need to accommodate the needs of other members of the family. Thus, failure to

do so would affect the well-being of the whole family. Parents and caregivers of



children with autism have to understand and make changes to their lives to suit to the

needs of the autistic child in the family.

1.2 STATEMENT OF THE PROBLEM

There are many problems faced by parents and caregivers of children with autism in
Malaysia. Sufean et al. (2008) commented on the challenges faced by parents and
caregivers of autistic children, which included lack of financial support, insufficient
teaching resources and staff, and difficulties to integrate and implement intervention
programmes. Similarly, Natasya (2010) in her article in the New Straits Times entitled
“Money and distance are letting down children with autism” mentioned that Dr.
Hasnah Toran from Universiti Kebangsaan Malaysia stated that most of the Special
Education schools in Malaysia do not have enough teachers to cater for every child
who is autistic and that many parents are finding it hard to send their autistic children
to the centres due to the distance between the centres and their homes.

In the article, another important issue raised was the high cost of intervention
programmes that made many parents with autistic children could not afford to pay for
the programmes. In addition, the next problem faced by parents with autistic children
was their children have to be educable before they could be accepted into Special
Education schools (Pang, 2009). She added that these children with autism were only
taken in if they could manage themselves and were ready to learn while those children
who did not meet these conditions were expected to find other places for help. Thus,
all these problems gave parents and caregivers of children with autism no choice but
to look after their children at home. This would mean parents and caregivers would
have no specific guidance or advice from health professionals on how to conduct

interventions for their children at home. Thus, parents and caregivers had to manage



their children all by themselves without the support and guidance from health
professionals. This task would be a difficult one for them to handle.

Matters got more serious when Pang (2009), after conducting a survey, found
that there was lacked of knowledge and awareness among parents and caregivers
about signs of autism. She indicated that even after diagnosis of autism, parents and
caregivers failed to act quickly to start intervention for their children who were
diagnosed with Autism Spectrum Disorders (ASD). She said that some parents were
reluctant to admit that their children needed professional help and often delayed in
giving treatment to their children and this resulted in late intervention and therefore,
making it difficult for these children to function as normal children. Similarly, Jasni et
al. (2011) conducted a preliminary investigation on the Malaysian society’s awareness
of autism and found there was a lack of awareness among parents of autistic children
and parents with normal children, caregivers and unmarried women on the signs of
autism. Moreover, the lack of knowledge and skills is not only for parents and
caregivers but also the Malaysian public. In a research done by Jin and Chin (2012) on
public awareness and discrimination for parents with children with autism, they found
there was a lack of awareness and understanding about children with ASD among the
general public in Malaysia. Therefore, these studies showed that there is a gap among
Malaysian parents, caregivers and the public on the signs of autism. This study would
fill in the gap by exploring parents’ as well as caregivers’ experiences in detecting
signs of autism.

It is important for parents and caregivers to know the autism signs early so that
early intervention could be given. However, do parents and caregivers know how to
provide interventions for their children as well as manage their lives with the children

with autism at home? In the article written by Amar (2008), he commented that many



studies have concentrated mainly on autism centres and hospital interventions, which
use expensive tools and interventions. However, these methods or interventions were
not suitable or appropriate for Malaysian parents and caregivers to conduct
intervention in their own home simply because they cannot afford to buy all the
expensive tools or instrument. Amar further mentioned that most of the autism centres
and services provided in Malaysia have adopted models from industrialised countries
and this may not be suitable or applicable to meet the vast needs of autistic children in
Malaysia.

Amar (2008) also commented that most of the service providers for autism are
currently fragmented, hospital based, inadequate and it is not a priority in the medical
development and many parents have opted out from using these services. He added
that the lack of parental experiences in recognising signs of autism could lead to late
detection and intervention. He also stressed that parental concerns are important data
and health professionals must see to their concerns and assist them by providing
enough information for parents and caregivers to cater for their children. He added
that it would be harder to improve their children’s condition unless early intervention
is given. Similarly, Hasnah in Natasya (2010) had emphasised that there is a need to
find the best practices to manage children with autism within a local context and not
merely adopting practices from established nations. Thus, with the problems faced by
parents and caregivers, there is a need to have practical interventions to fit the needs
of children with autism in Malaysia. Hence, there is a gap in parents’ and caregivers’
experiences in recognising signs of autism and what interventions were suitable and
effective for them to use at home for their children with autism.

Recognising signs of autisms and providing effective interventions are crucial

for parents’ and caregivers’ well-being. Jasni et al. (2011) mentioned that Malaysian
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parents with autistic children are stressed due to the lack of knowledge on how to cope
with this unique problem. In an early study, Zasmani (1993) noted that parents of
autistic children were embarrassed and disappointed with their children’s behaviours
in public places. Kasmini and Zasmani (1995) added that a family having a child with
Asperger’s Syndrome needed support to cope with their life. Thus, parents and
caregivers do not have any guidance on how to recognise autism signs as well as to
take care and manage their autistic children at home. Without proper guidance given
to parents and caregivers of children with autism, they will not be able to detect
autism and provide needed interventions for their children and also to assist them to
face challenges and cope with these challenges. Therefore, it is clear that there is a
need to fill the gap to study parents’ and caregivers’ experiences in detecting signs of

autism and providing intervention so that parental and caregiver stress can be reduced.

1.3 PURPOSE OF THE STUDY

The main purpose of the study is to identify and describe the experiences of parents’
and caregivers’ in detecting signs of autism in their children. The study is interested to
learn when parents and caregivers first noticed any developmental delays in their
children’s development and the signs of autism that made parents suspect that their
children had some abnormalities.

Secondly, the study intends to describe parents’ as well as caregivers’
experiences of their past, current and future practices in providing intervention as well
as managing their children at home. From the data collected, the researcher intends to
develop some practical and useful suggestions for other parents and caregivers on how
to care and educate their children with autism. These suggestions would be more

suitable and appropriate for Malaysian parents and caregivers who have children with
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