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Exploring Parents’ Voices: The Role of Orientation in Shaping Understanding of Disability Legislation in Autism
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This paper explores parents’ perspectives on disability legislation and its psychosocial implications for families raising children with Autism Spectrum Disorder. Drawing on doctoral research examining the impact of orientation and awareness among parents, the study focuses on understanding parental perspectives and lived experiences in navigating legal and social frameworks.
Using a descriptive research design supported by qualitative case studies, the findings reveal that 88.46% of parents reported significant psychosocial challenges associated with raising a child with autism, while all participating siblings (100%) expressed personal and emotional difficulties. Ten in-depth case studies further highlighted key themes, including positive sibling influence, adjustment challenges within the family, and notable gender-based differences in coping and responsibilities.
The study also incorporates the researcher’s dual perspective as both an academic and a parent, offering critical reflections on how legal orientation and family adaptation intersect to influence advocacy, resilience, and inclusive practices. The findings emphasize that awareness of disability legislation plays a crucial role in empowering families and enhancing their engagement with support systems.
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Introduction
As both a parent and researcher, I have witnessed how disability legislation, family dynamics, and autism awareness intersect to shape the caregiving journey for families of children with Autism Spectrum Disorder. This study is rooted in a personal and academic commitment to understanding how parents perceive and utilize legal frameworks designed to protect their children’s rights. Despite progressive policies such as the Rights of Persons with Disabilities Act and the UN Convention on the Rights of Persons with Disabilities, many parents remain unaware of their entitlements or face challenges in effective advocacy. Raising a child with Autism Spectrum Disorder presents multifaceted challenges that extend beyond clinical and educational needs to include social, emotional, and legal dimensions. In recent years, disability legislation has evolved significantly to promote inclusion, protect rights, and ensure access to services for individuals with disabilities. Frameworks such as the Rights of Persons with Disabilities Act and the UN Convention on the Rights of Persons with Disabilities emphasize equality, dignity, and full participation in society. However, the effectiveness of these legal provisions largely depends on the awareness and understanding of families who are expected to access and implement them.
Parents of children with autism often serve as primary caregivers, advocates, and decision-makers, navigating complex systems of education, healthcare, and social welfare. Despite the availability of progressive legal frameworks, many parents remain unaware of their rights or lack the necessary orientation to translate legislative provisions into practical support. This gap between policy and practice limits the potential impact of disability laws and may contribute to continued challenges in accessing appropriate services and opportunities.
Orientation and awareness programs play a critical role in bridging this gap by equipping parents with knowledge, skills, and confidence to advocate for their children. Such programs not only enhance legal literacy but also support psychosocial adaptation within families. In this context, siblings—often overlooked in research and intervention—also experience significant emotional and social adjustments, influencing overall family dynamics.
This study, grounded in both personal and academic perspectives, seeks to explore parents’ voices in understanding disability legislation and its real-life implications. By examining parental awareness, psychosocial experiences, and sibling dynamics, the paper highlights how orientation can empower families, strengthen advocacy, and contribute to more inclusive and responsive systems of support for children with autism.
Objectives 1 and 3 of my doctoral research aimed to explore these parental perspectives and to analyze the psychosocial dimensions of disability orientation. Specifically, the study examined how siblings, as secondary participants in the family system, experience and adapt to the presence of autism. Through this lens, the research combined descriptive analysis and qualitative narratives to highlight the lived experiences of parents navigating autism-related legislation and caregiving realities.
Methodology
Research Design
The study employed a descriptive research design integrating both quantitative and qualitative approaches to explore the experiences of parents and siblings of children with Autism Spectrum Disorder.
Participants
The sample comprised parents and siblings of children diagnosed with autism, drawn from diverse socioeconomic and educational backgrounds. Participants were selected through purposive sampling from special schools and autism support networks. A total of ten families were included for in-depth case analysis to gain comprehensive insights into their lived experiences.
Data Collection Instruments
1. Structured Survey Tool: Used to collect demographic information and parental responses related to psychosocial impacts, levels of awareness, and perceptions of available support systems. 
2. In-depth Case Study Interviews: Conducted to capture detailed narratives reflecting emotional experiences, social dynamics, and advocacy-related challenges within families. 
Data Analysis
Quantitative data were analyzed through descriptive statistics mainly percentages and frequencies—to interpret awareness patterns and psychosocial responses.
Qualitative data from case studies were thematically analyzed to identify recurring patterns such as positive sibling influence, adjustment difficulties, and gender-based differences.
Data Analysis and Findings
Quantitative Findings
The analysis of parental responses indicated that 88.46% of parents recognized significant psycho-social effects of autism on their family functioning and sibling relationships. Additionally, 100% of siblings reported experiencing personal problems ranging from emotional stress to social withdrawal associated with having a brother or sister with autism. These findings reveal a widespread awareness among families of the deep emotional and behavioral impact of autism, though awareness of legislative rights and entitlements remained inconsistent across respondents.
Further interpretation of descriptive data revealed:
· A majority of parents acknowledged that siblings develop empathy and patience through shared caregiving experiences.
· Some parents expressed difficulty balancing attention between children, resulting in emotional strain and sibling adjustment challenges.
· Families with higher educational backgrounds demonstrated better awareness of autism-related legislation and resources.
Qualitative Findings: Case Study Summaries
Ten case studies offered profound insights into the lived realities of families. Although each family’s experience was unique, three key themes emerged consistently.
Ten case studies offered meaningful insights into the lived experiences of families raising children with Autism Spectrum Disorder. Despite individual differences, three key themes consistently emerged.
1. Positive Sibling Influence
In the majority of cases (7 out of 10), siblings played a supportive and nurturing role. They contributed to the development of daily living skills and emotional regulation through interaction and play. Parents often described them as active facilitators of learning. This involvement helped siblings develop empathy, responsibility, and resilience.
2. Adjustment Difficulties
In a smaller number of cases (3 out of 10), families reported emotional strain and challenges among siblings. Feelings of neglect, social discomfort, and avoidance behaviors were observed, often linked to stigma and unequal attention within the family. These findings highlight the need for counseling and emotional support systems for siblings.
3. Gender-Based Patterns
Gender differences were evident, with female siblings showing greater adaptability and caregiving involvement, while male siblings were more likely to display withdrawal or frustration. These patterns reflect the influence of socialization and cultural expectations on caregiving roles.
Overall, the findings suggest that parental orientation and awareness of disability-related support systems can play a crucial role in addressing family challenges, strengthening sibling relationships, and promoting inclusive family environments.
Discussion
The findings align closely with Objectives 1 and 3 of my research: to analyze parental perspectives and examine the psycho-social adjustment of families with autistic children. From a policy viewpoint, these findings highlight that while parents are deeply aware of autism’s emotional and social impact, many remain only partially informed about existing disability legislation.
As a parent-researcher, I resonated deeply with this gap. When I first learned about the Rights of Persons with Disabilities Act (2016), I realized that many legal provisions were not effectively communicated to parents at the grassroots level. Orientation programs, though valuable, are often conducted in urban settings and fail to reach families in rural or marginalized contexts. My study showed that parents who participated in community awareness sessions displayed stronger advocacy confidence and were more likely to seek entitlements for therapy and inclusive education.
The sibling dynamics presented in the case studies also illustrate how disability orientation indirectly affects family well-being. Increased knowledge and sensitivity among parents led to improved communication and emotional resilience in siblings. These findings reaffirm that parental empowerment through orientation has ripple effects across the family system enhancing acceptance, reducing stigma, and fostering inclusive values.
Personal Reflection
Conducting this research while raising my own child with autism transformed my understanding of disability legislation from a theoretical framework into a lived reality. Every parent I interviewed echoed a familiar sense of determination mixed with fatigue. I saw myself in their narratives—the constant balancing act between hope and challenge.
This journey taught me that laws and policies acquire meaning only when parents understand and apply them confidently. My dual identity as a researcher and parent enabled me to translate academic insights into human stories reminding policymakers that behind every statistic lies a family striving for dignity and belonging.
Conclusion and Implications
This study highlights the critical role of orientation and awareness in bridging the gap between disability legislation and its practical application in the lives of families raising children with Autism Spectrum Disorder. While most parents demonstrate an understanding of the psychosocial challenges associated with autism, gaps remain in their awareness and utilization of legal rights and entitlements. This underscores the need for more structured and accessible dissemination of information related to disability laws and support systems.
Policy Implications
· Government bodies and non-governmental organizations should implement localized and practice-oriented orientation programs that enable parents to effectively understand and apply disability rights. 
· Educational institutions and clinical settings should actively involve siblings in awareness initiatives to promote empathy, emotional adjustment, and inclusive family dynamics. 
· Future research should extend this framework across diverse regions and examine the potential of digital platforms to enhance the reach and accessibility of orientation programs. 
In conclusion, empowering parents through awareness and a clear understanding of disability legislation not only strengthens advocacy but also enhances overall family well-being. When parents’ voices are acknowledged and integrated into policy and practice, legislation moves beyond theory into meaningful action—ensuring dignity, equity, and inclusion for every child.
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