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Abstract

Having a member with an autism spectrum disorder in the family creates a
wide range of challenges and problems for the family members. The present
study was conducted with the aim of discovering the thematic network of
challenges and communication problems of families that have children with
autism spectrum disorder. The research method was a qualitative approach
with a thematic analysis method. The statistical population was families with

autistic children (v to A years old) in Isfahan city (Yf. families), eighteen

families participated in the research. Participants were selected by
purposeful sampling method. A depth semi-structured interview was used

for collecting information. The results revealed #vb initial codes, YY basic

themes, five organizing themes, and one global theme. The extracted
organizing themes were: social, personal, related to interaction with the
child, lack of time and within the family issues. The global theme was also
identified as the culture of avoiding autism. This research showed that
pursuing an approach that encourages more acceptance of autism in the
community can be the first step for improving the environment of
destigmatization and reducing the culture of avoiding autistic individuals. In
addition, cultural programs help raise awareness about autism and
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developmental disorders and also, could help to connect the families with
early intervention resources
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V. Introduction

Upon receiving an autism diagnosis, families are compelled to alter

their regular way of life (Kuhlthau et al., Y+\¥) and redefine their

family values (Macedo Costa & Pereira, Y+14; Ou et al., Y+10). In the
majority of these families, one of the parents is forced to leave their
job in order to tend to the child's needs and financial matters (Wyek,
Y.YY¥; Ntre et al., Y+\A; Barrett et al., Y+\Y). These stresses lead to

communication issues within these families (Hancock et al., Y+Y:;

Gau et al., Y+1Y). Research suggests that poor communication patterns
are associated with communication problems like communication
anxiety, aversion to communication, and shyness among family
members (Kelly et al., Y++Y). In families with a child on the autism
spectrum, the disruption in the child's communication and social
interaction significantly complicates the relationship between parents
and children (Hastings et al., Y.+«08; Maljaars et al., Y:\¥).

Additionally, the probability of emotional issues arising among other
children in the household is heightened (Douglas et al., Y:Y¥), and
sibling relationships in families where one sibling has autism
spectrum disorder can be strained due to the characteristics of this
disorder (Zucker et al., Y+ YY; Diener et al., Y+10).

Y. Research Question

The current research endeavors to answer the following question:
What communication problems do families of children with autism
spectrum disorder encounter?
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Y. Literature Review

In a qualitative study, Papadopoulos (Y+ Y1) delved into the challenges
of living with an autistic child, revealing three related themes in the
analysis: (a) emotional pressure, (b) family pressure, and (c) social
pressure. Grinker et al.'s (Y+10) research further demonstrated the role
of cultural factors in determining the extent of social pressure on these
families. During the examination of the lived experience of mothers
with children having autism in Ramzanlou et al.'s (Y:14) research,
four primary themes were identified, including the experience of

conflicting emotions, low psychological resilience, limitations in
social support networks, and effects and consequences.

¢. Methodology

The research methodology in this study is qualitative and descriptive
phenomenology, employing thematic analysis as the method of
analysis. The study population encompassed all families with autistic

children in the city of Isfahan in Y.YY, where these autistic children
had been diagnosed within special education and were attending
elementary and secondary schools in these institutions. There were
Y¥. families in total, with Y\& students from these families studying in
special schools. The sampling method employed was purposive
sampling, wherein the sample was chosen from families with at least
one child diagnosed with autism aged between v and \A, following the
principle of saturation. The selection process continued until no new
data emerged during the interviews, ultimately resulting in a sample
size of A families. The data collection tool used was semi-structured
interviews, featuring questions such as: "What is the atmosphere like
in your family?" The interviews commenced with questions like this
and proceeded with inquiries such as "How does having an autistic

child affect your life?" with additional elaboration as necessary. The
interviews, dependent on the need for more information, ranged from

\ to ¥ sessions, averaging between ¥0 to 4+ minutes each.
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0. Results

From the analysis of the data, #v& semantic codes were extracted,
which were categorized into YY basic themes, & organizing themes,

and one global theme. The & identified organizing themes, together

with their fundamental themes, include: social issues (confinement in
place of residence, ties with the nuclear family, filtered social
relationships, social pressure, and the need for community support),
interaction with the child (challenges in control, educational
challenges, academic challenges, and pressure stemming from
abnormal behavior), individual issues (falling short of parental
aspirations, despair, experiencing negative emotions, future-oriented
thinking, belief-value challenges, vexing cognitive rumination),
communication issues within the family (marital conflicts, family
communication structure, child-rearing, and affairs related to other
children), and time constraints (spending time with the spouse and
children, leisure time and interests, household management, personal
growth, and disruption in lifestyle). The global theme was defined as
the culture of avoiding autism.

1. Discussion

The problems addressed in this research can be linked to a more
extensive and comprehensive issue, namely the culture of avoiding
autism within society. In such a manner, the non-acceptance and lack
of understanding of the nature of autism by organizations, regular
individuals, and family members of children with autism can predict
the communication issues faced by these families. Kang-Yi et al.'s

study (Y- \A) illustrates that discomfort, stigma, and discrimination are

prevalent attitudes within society regarding autism and developmental
disorders. Their study reveals that common beliefs regarding the
causation of autism include poor parenting, low parental intelligence,
parents' lack of attachment to their children, a poor family
environment during pregnancy, and a "lack of love". These societal
beliefs concerning autism and developmental disorders influence how
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families respond to their children's conditions and impact the
professional efforts to provide services.

Y. Conclusion

The findings of this research indicate that an approach fostering more
accepting attitudes toward autism at the community level can be the
initial step toward improving the stigmatization environment, the
culture of avoiding autism, and, ultimately, reducing the
communication problems faced by these families. Appropriate cultural
programs at the community level can help raise awareness about
autism and developmental disorders and connect families with timely
intervention resources.
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V. International Classification of Functioning, Disability and Health
Y. demandingness
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