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Abstract

Background: Autism spectrum disorder, as one of the most prevalent neurodevelopmental disorders, not only
imposes specific challenges, pressures, and difficulties on children but also confronts parents with numerous
difficult experiences, consequences, and stressors across various aspects of life. Understanding and exploring
parents' lived experience can reveal different dimensions of parents' lives and represent a step toward reducing
their difficulties and improving their quality of life.

Aim: The purpose of the present study was to identify and analyze the various dimensions of the lived experience
of parents of children with autism spectrum disorder

Method: The present study employed a qualitative approach based on interpretive phenomenology. Participants
were selected using purposive sampling and were interviewed in accordance with the study's inclusion criteria.
Although theoretical saturation was reached after the eleventh interview, data collection continued through the
sixteenth interview to ensure adequate validation. The research instrument consisted of in-depth semi-structured
interviews. The data obtained from the interviews were analyzed using Colaizzi's seven-step method with the
assistance of MAXQDA software.

Results: In the domain of identifying challenges, pressures, and difficulties, four main themes (emotional and
psychological challenges, communicative and social challenges, economic challenges, and caregiving challenges)
and 16 sub-themes were extracted. In the domain of proposing solutions aimed at improving parents' lives, five
main themes (social and family support, access to therapeutic and educational services, mental health,
development of parent—child communication skills, and policymaking and legal support) and 20 sub-themes were
identified.

Conclusions: Based on the findings, it can be concluded that parents of children with autism spectrum disorder
face emotional, psychological, communicative, social, economic, and caregiving challenges and difficulties.
Accordingly, it is recommended that policymakers and relevant authorities design and implement support
programs grounded in parents' lived experiences, with the aim of enhancing the quality of life of parents of
children with autism spectrum disorder.
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Extended Abstract

Introduction

Autism spectrum disorder is one of the most prevalent yet complex neurodevelopmental
disorders in childhood, entailing extensive consequences for the personal, familial, and social
lives of both children and their parents. This disorder is characterized by features such as
deficits in social interaction and communication, difficulty understanding and responding to
emotional cues, and the presence of restricted and repetitive patterns of behavior and interests.
Based on symptom severity, autism spectrum disorder is classified into three levels: mild,
moderate, and severe. According to recent research findings, the prevalence of autism spectrum
disorder has shown an increasing trend over the past decade. Systematic reviews and meta-
analyses conducted up to 2024 indicate that approximately 0.77 percent of children worldwide
have autism spectrum disorder, with a higher prevalence reported among boys than girls.
Although this rise in reported cases may partly stem from improvements in diagnostic methods
and increased public awareness, autism nevertheless remains one of the most challenging
neurodevelopmental disorders for families.

The chronic and disabling nature of autism leads parents of these children to experience a
wide range of challenges, pressures, and difficulties. Studies have shown that, compared to
parents of typically developing children, parents of children with autism experience higher
levels of anxiety, depression, and stress. The psychological pressures arising from complex
caregiving demands, challenging behaviors, and the unpredictability of the child's future
disrupt family relationships and negatively affect parents' quality of life. In addition, the
economic pressures resulting from the substantial costs of rehabilitation, special education, and
therapeutic services reduce families' level of well-being and alter their lifestyle, to the extent
that, in many cases, one parent is compelled to reduce working hours or leave employment
altogether in order to care for the child. Such circumstances not only affect parents' mental
health but also leave serious consequences for family interactions, social relationships, and
their economic situation.

Despite the considerable body of research addressing various aspects of the consequences
of autism spectrum disorder, the deep, lived experiences of parents of children with autism
spectrum disorder have received comparatively little attention. Yet exploring these experiences
can provide a more comprehensive understanding of the needs, challenges, and appropriate
solutions for enhancing the quality of life of both parents and children. Accordingly, the present
study was conducted with the aim of exploring the lived experiences of parents of children with
autism spectrum disorder, focusing on two main axes: identifying parents' challenges,
pressures, and difficulties, and proposing supportive solutions aimed at improving quality of
life.

Method

The present study employed a qualitative approach based on interpretive phenomenology.
Participants were selected according to the principle of theoretical saturation, which was
reached after eleven interviews; however, data collection continued through the sixteenth
participant to ensure adequate validation. The inclusion criteria consisted of being a parent of
a child aged 9 to 11 years diagnosed with autism spectrum disorder by a psychiatrist or
specialist psychologist, and providing full consent to participate in the study. The exclusion
criterion was unwillingness to continue participation. The data collection instrument was an in-
depth, semi-structured interview. Each interview was conducted individually, lasted between
45 and 60 minutes, and took place at a predetermined location by prior arrangement.
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The research procedure involved identifying eligible parents at Atieh Clinic, explaining the
study's purpose and process, and obtaining informed consent. Following participants' consent,
all interviews were audio-recorded and subsequently transcribed verbatim. Data analysis was
carried out using Colaizzi's seven-step method. To ensure the trustworthiness of the study, the
criteria of credibility, transferability, dependability, and confirmability were applied.

Ethical considerations included voluntary participation, written informed consent, full
disclosure of information prior to the interviews, adherence to the principle of confidentiality,
imposition of no financial burden on participants, and the provision of appropriate guidance in
the event that any difficulties arose.

Results

Table 1 presents the demographic characteristics of the participants.

Table 1: Demographic Characteristics of Participants

Participant Age Family Role Education Occupation
1 38 Father Bachelor's degree Self-employed
2 44 Mother Master's degree Teacher
3 45 Father Bachelor's degree Bank employee
4 39 Mother Bachelor's degree Self-employed
5 47 Father PhD Telecommunications employee
6 58 Father Bachelor's degree Retired from the. Ministry of
Education
7 53 Mother ng.h school Homemaker
diploma
8 43 Mother Bachelor's degree Teacher
9 43 Mother Master's degree Teacher
10 52 Father Bachelor's degree Self-employed
11 48 Father Master's degree Employee
12 48 Mother Bachelor's degree Homemaker
13 42 Mother Bachelor's degree Homemaker
14 57 Mother Bachelor's degree Retired teacher
15 40 Mother Master's degree Self-employed
16 58 Father Bachelor's degree Self-employed

Table 2 provides a summary of the axes, main themes, and sub-themes.

Table 2: Axes, Main Themes, and Sub-Themes in the Domains of Challenges and Strategies

Axis Main Themes Sub-Themes
. Initial confrontation with the diagnosis, concern for
Emotional and .

sychological the future, emotion management, self-blame and
sy feelings of guilt, doubt regarding the child's abilities,

challenges . : . .

feelings of isolation and loneliness

Identifying parents' Communicative and Social rejection, social judgment, isolation, social

challenges and difficulties

social challenges

labeling, fear of others' reactions

Economic challenges

High treatment costs, reduced time available for the
child, concern over covering expenses, household
financial pressure, decreased quality of life

Caregiving challenges

Daily caregiving, continuous/ongoing caregiving

Proposing supportive
solutions aimed at
improving and enhancing
parents' quality of life

Social and family
support

Special care under particular circumstances, family
support, social and group support, government
support and public services, friendship and network
support
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Continuation of Table 2: Axes, Main Themes, and Sub-Themes in the Domains of Challenges and
Strategies
Axis Main Themes Sub-Themes
Access to therapeutic ~ Access to therapeutic services, access to educational
and educational services services
Psychological support and counseling, stress-

Mental health reduction techniques, emotional support from one's
Proposing spouse
supportive solutions aimed Verbal and effective communication, non-verbal
. . Development of parent— - .
at improving and communication and attention to body language,

. . hild icati . . S ;
enhancing parents' quality ot Corsrll(rirllll; CAHON 4 ctive responsiveness and listening, strengthening

of life linguistic and social skills
Financial and therapeutic support, special educational
Policymaking and legal  support, psychological and counseling support,
support monitoring and evaluation, quality of services,
establishment of support and counseling centers

Discussion

The findings of the present study revealed that parents of children with autism spectrum
disorder face a constellation of emotional, psychological, social, economic, and caregiving
challenges that directly and indirectly affect their quality of life. The results indicate that
anxiety, depression, worry, and feelings of guilt are salient features of parents' lived
experience. Parents also faced obstacles such as social rejection, negative judgments, and
labeling. In addition, economic pressures arising from high treatment costs and insufficient
insurance coverage were identified as one of the fundamental challenges facing parents.
Another part of the data analysis showed that strategies such as expanding social and family
support, facilitating access to educational and therapeutic services, providing psychological
interventions and counseling, teaching communication skills, and developing comprehensive
supportive and legal policies could play an effective role in reducing these pressures and
enhancing the health and quality of life of both parents and children.

Conclusion

The results of this study showed that parents of children with autism spectrum disorder face
multidimensional psychological, social, economic, and caregiving challenges that affect their
quality of life. Therefore, providing comprehensive support, enhancing therapeutic and
educational services, and formulating coherent policies can play an effective role in reducing
these pressures and improving the resilience of families.

Limitations

Among the limitations of the present study are the restriction of sampling to a single geographic
region, differences in the socioeconomic status of participating parents in terms of education
and access to medical care, and the absence of a comparison with parents of children with other
neurodevelopmental disorders. These factors limit the generalizability of the findings.

Future Studies

It is recommended that future research be conducted across diverse cultural and geographic
contexts and employ mixed-methods approaches. Comparative studies between parents of
children with autism and parents of children with other neurodevelopmental disorders are also
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recommended. Furthermore, it is essential to develop supportive, educational, and social
awareness-raising programs aimed at enhancing families' quality of life.
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