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[bookmark: _Toc177995320]Abstract
This study explores the lived experiences of biological parents raising adolescents with autism spectrum disorder (ASD), focusing on the differences in experiences between mothers and fathers, the social support available to them, and their coping strategies. The research employed a qualitative research design using a phenomenological approach. A sample of 12 biological parents (6 mothers, 6 fathers) was drawn from the Greater Kampala Metropolitan Area, selected through convenience sampling. Data was collected through in-depth individual interviews guided by a semi-structured interview protocol. Thematic Analysis (TA) was utilized to identify key patterns and themes from the qualitative data.
The findings revealed distinct differences in the caregiving roles of mothers and fathers, with mothers often assuming primary caregiving responsibilities, leading to higher emotional and physical fatigue. Fathers, while supportive, typically focused more on financial stability and expressed feelings of inadequacy in handling their adolescent’s emotional and behavioral challenges. Social support was found to be a critical buffer, particularly emotional support from family and professional support from healthcare providers. Coping strategies varied, with parents using both adaptive strategies, such as seeking peer support (whatsapp support group) and professional counseling, and maladaptive coping mechanisms, like denial and avoidance, which increased stress levels. In conclusion, the study highlights the need for increased emotional support and counseling services for parents, as well as improved access to professional resources. Recommendations include fostering inclusive peer support networks, enhancing educational programs for both parents and teachers, and advocating for policies that provide financial and social support for families affected by ASD. These strategies would promote resilience among parents and improve the well-being of their adolescents with ASD.

[bookmark: _Toc177995321]Chapter One
[bookmark: _Toc177995322]Introduction
[bookmark: _Toc177995323]Background 
Autism spectrum disorder (ASD) is a condition that affects people who have autism, Asperger's disorder, or another developmental problem (Lerner et al., 2022). This neurodevelopmental issue manifests itself in childhood and can last into adulthood. Impaired social communication and engagement, as well as constrained, stereotyped behavior, hobbies, and interests, are all common indicators (Gyawali & Patra, 2019). It has been difficult to determine the causation of ASD since its discovery; nonetheless, studies have sought to link the etiology of ASD to genes, environmental variables, old age in both parents, and, most controversially, vaccines (Cheng et al., 2020). Alternative paradigms, such as neuro-diversity, see ASD as a variance in an individual's neurology and a part of that person's identity.
Caregivers of adolescents with ASD, particularly in Africa, have a variety of experiences, some of which differ from those of caregivers in more resource-rich nations such as the United States, the United Kingdom, and Northern Ireland (Neumeyer et al., 2019). Brien (2007) shows in a study done in the United States that a diagnosis of autism, as well as the severity of the impairments, might operate as external stresses for carers and family (Wise, 2020). Parents of autistic children and adolescents report higher levels of stress and lower levels of self-efficacy, psychological and physical well-being, and relationship satisfaction than parents of non-autistic children (Mutluer et al., 2020). The need to address challenging behaviors associated with ASD is one of the well-documented stressors, and these can put families at risk of stigma and social isolation (Buxbaum, 2022).
Caregivers often encounter difficulties in selecting, obtaining, and coordinating medical, therapy, and educational services (Hyman et al., 2020). Best practice stresses early and intensive multimodal care with substantial parental participation. As a result, the caring demands of a child with ASD might consume parents' and or caregivers’ time and energy, resulting in neglect of other aspects of family life (Hodges et al., 2020). For example, parents frequently express concern for the well-being of their children who do not have ASD, as well as decreased quality time with their partner, decreased participation in leisure activities, and changes in employment that can affect the availability of social support and cause financial strain (Perrotta, 2019). It is possible that all of the above-mentioned problems are interconnected and contribute to a vicious circle of reduced social life for parents of hence this study sought  to examine the biological parents’ lived experiences of adolescents with Autism Spectrum Disorder (Mutluer et al., 2020). 
[bookmark: _Toc177995324]Problem Statement
Autism spectrum disorders (ASD) are ranked among the top five developmental disabilities among children younger than 5 years in 195 countries and territories (Li et al., 2022). The World Health Organization (WHO) recognizes ASD as a significant public health problem yet there is limited research data on ASD from low- and middle-income countries (Divan et al., 2021). The number of children and adolescents with ASD in Uganda is increasing by 39.8% as of 2020 yet the recognition and support for those suffering from it and their care givers remains limited (Samadi et al., 2022). The Ugandan Health System does not have a well-developed and funded structure for children, adolescents with Neuro-Developmental Disorders like ASD (Namazzi et al., 2020). Biological parents who are mothers and fathers to adolescents with ASD typically seek health support from the formal health sector which is ill-equipped and also the private sector seems to be extremely expensive for most of them to offer the needed support (Hisle-Gorman et al., 2019). Therefore, these parents mostly carry the responsibilities surrounding their children’s care with either little or no support. Limited research has documented the social support, coping strategies and experiences of parents to adolescents with ASD in Uganda. Without well documented notes on the parents to adolescents with ASD, appropriate interventions aimed at helping both these adolescents and their parents might be difficult if not impossible to develop.
[bookmark: _Toc177995325]Purpose
[bookmark: _Toc111110002][bookmark: _Toc111110656][bookmark: _Toc111110785]To explore the biological parents’ lived experiences of adolescents with Autism Spectrum Disorder.
[bookmark: _Toc177995326]Objectives
The study was guided by the following objectives;
1. To examine the differences in experiences between mothers and fathers to adolescents with ASD.
2. To examine the social support of parents to adolescents with ASD.
3. To examine the coping strategies of   parents to adolescents with ASD.
[bookmark: _Toc177995327]Research Questions
The study was guided by the following research questions;
1. What are the differences in experiences between mothers and fathers to adolescents with ASD?
2. What is the social support available for parents to adolescents with ASD?
3. What are the coping strategies of parents to adolescents with ASD?
[bookmark: _Toc177995328]Scope
Geographically, the study was carried out in Greater Kampala Metropolitan Area due to the growing reported cases of the Disorder among both female and male parents with adolescents with ASD between the ages of 12- 19 years (Russell et al., 2022). The parents must be above the age of 18 years.
Contextually, Autism spectrum disorder (ASD) is an umbrella term used to describe a range of neurodevelopmental conditions with shared core symptomology of impaired social interaction and communication abilities and stereotyped or restricted patterns of activities, interests and behaviors which significantly impact the individual’s functioning (Smith-Young et al., 2022). ASD falls under the category of Neurodevelopmental Disorders in the Diagnostic and Statistical Manual of Mental Disorders (5th ed.; DSM-5; American Psychiatric Association, 2013) and the International Classification of Diseases, 11th Revision (ICD-11; World Health Organization, 2018).
Conceptually social support was defined as the emotional, instrumental, and informational assistance that parents receive from various social networks, such as family, friends, and community, which helps them cope with the unique challenges of raising a child with ASD. Social support includes practical help, emotional understanding, and guidance, and it plays a critical role in reducing stress, promoting well-being, and enhancing the overall quality of life for these parents. This support can mitigate the psychological burden often associated with caregiving and improve parents' resilience in managing the complexities of raising an adolescent with ASD.
According to Thoits (2011), social support acts as a buffer against the stress experienced by individuals in challenging situations, such as caregiving for a child with ASD, by providing both emotional and practical assistance. Coping strategies, in the context of Biological Parents’ Lived Experiences of Adolescents with Autism Spectrum Disorder (ASD), can be conceptually defined as the methods, behaviours, and psychological mechanisms that parents employ to manage the emotional, social, and practical challenges of raising a child with ASD. These strategies may include problem-focused approaches, such as seeking out resources and support, or emotion-focused strategies, such as finding ways to reduce personal stress or maintaining a positive outlook. Effective coping strategies help parents adapt to the ongoing demands of caregiving and can reduce the emotional and psychological strain associated with the unpredictable and often overwhelming nature of ASD.
Lazarus and Folkman (1984) describe coping as a process through which individuals manage internal and external stressors that are perceived as exceeding their personal resources, which is particularly relevant for parents navigating the challenges of raising adolescents with ASD.
[bookmark: _Toc177995329][bookmark: _Toc177991413][bookmark: _Toc177991599][bookmark: _Toc177992613]Significance   
[bookmark: _Toc177991414][bookmark: _Toc177991600][bookmark: _Toc177992614]The study may hold significance for several stakeholders, including researchers, parents, professionals, and policymakers;
[bookmark: _Toc177991415][bookmark: _Toc177991601][bookmark: _Toc177992615]The study may contribute to the growing body of literature on ASD, particularly focusing on the lived experiences of biological parents, which is often an under-researched area. It may provide insights into the psychological, emotional, and social challenges parents face while raising adolescents with ASD. The findings may also serve as a basis for future studies, helping researchers explore more nuanced aspects of caregiving and family dynamics, thereby enriching academic discourse on autism.
[bookmark: _Toc177991416][bookmark: _Toc177991602][bookmark: _Toc177992616]For parents, this study may offer a sense of validation and understanding by highlighting shared experiences and struggles. It may provide them with strategies and coping mechanisms used by other parents in similar situations, offering practical tools and emotional support. Additionally, it may create awareness about the importance of self-care and community support, which may contribute to reducing caregiver stress and improving family well-being.
[bookmark: _Toc177991417][bookmark: _Toc177991603][bookmark: _Toc177992617]Professionals such as psychologists, educators, and social workers may benefit from the study by gaining a deeper understanding of the needs and challenges faced by parents of adolescents with ASD. This knowledge may help them design more tailored interventions, counseling services, and educational programs aimed at supporting both the parents and their children. By understanding parental perspectives, professionals may be better equipped to foster collaborative relationships with families.
The findings of the study may inform policymakers about the gaps in current support systems and the specific needs of families raising adolescents with ASD. This could lead to the development of more effective policies that address areas such as healthcare access, educational accommodations, and financial support for families. By considering the lived experiences of parents, policymakers may be able to craft legislation that is responsive to the real-world challenges faced by this community.
[bookmark: _Toc177995330]Theoretical Framework: The Resilience Theory 
In this study, social support, coping strategies and experiences of parenting children with ASD will be depicted using the theoretical framework of the resilience theory by Basset (2012) and Van Breda (2018). The theory helps to open up new understanding of how people in the resource-constrained environment work for growth and development. This theory also provides a useful framework for research that bridges the micro-macro divide, guides research questions and celebrates local and indigenous knowledge. It further embraces culture, poverty and underdevelopment (Bassett, 2012). 
Resilience can be defined as the ability of an entity to anticipate, resist, absorb, respond to, adapt to and recover from a disturbance. The resilience of the object of analysis determines both the amount by which the activity/well-being declines and the amount of time required to return to the pre-event equilibrium (or some other new equilibrium). According to the resilience theory, parenting experiences are a function of having an adolescent with ASD. Therefore, the researcher will be exploring some, if not all such experiences from parents to adolescents with ASD.
[bookmark: _Toc65653725]Assumption of the Resilience Theory
The terms resist, resistance, anticipation and preparation refer specifically to the subset of action that is taken prior to an adverse event’s occurrence on the speculation that an adverse event is going to occur. The theory argues that it is not the nature of adversity that is most important, but how we deal with it. When we face adversity, misfortune or frustration, resilience helps us bounce back. Thus it helps us survive, recover and even thrive in the face and wake of misfortune-but that is not all there is to it (Wiig & Fahlbruch, 2019).
The theory offers a projection about the parents’ reaction to a diagnosis of their child with ASD. This diagnosis is presumed to unbalance parents and force a reaction on a timeline. Some people are unfazed while others need time to make sense of the diagnosis. The model presents a Resilience Measurement Index (RMI) with four attributes including preparedness, mitigation measures, response capabilities and recovery mechanisms which are all based on the individual’s ability to withstand and rebound from a life’s event. In this study, the event is the diagnosis of a child with ASD (Bassett, 2012).
Preparedness: parents to adolescent with ASD may anticipate for differences in their adolescents with ASD. The differences in their adolescents with ASD may be delayed or deviant developmental milestones such as loosing speech skills (Pickles et al., 2009). Therefore, these parents may engage in various activities such as making various consultations to health workers before their children’s diagnosis for ASD (Olsson et al.,2013) in an effort to define symptoms.
Mitigation: this involves activities taken by parents to children with ASD prior to the ASD diagnosis so as to reduce the severity or consequences of the diagnosis. For example, parents may resist by experiencing conflict between wishing to hold on to the ‘normal’ status of their child due to the perceived threat that the label could lead to prejudice and discrimination (Scheff, 1974) and the possibility that a diagnosis could help them better understand and manage their child (Hinton, C. E., & Wolpert, 1998). Furthermore, parents may absorb the occurrence of ASD to their children by experiencing relief after the correct diagnosis is made.
Response: it involves the immediate and ongoing activities, tasks, programs and systems that are undertaken or developed by parents to manage their children with ASD. Therefore, the parents’ reaction includes response and adaptation strategies. For example, a correct diagnosis appears to enable parents to understand and accept ASD and the limitations imposed on their children. A correct diagnosis also seems to improve the parents’ adoption to the condition within the family life and to foster more realistic expectations of their children’s future (O’Neill.M, 1997). This enables parents to deflect blame that their children’s behavior is as a result of inadequate parenting (Hinton, C. E., & Wolpert, 1998).
Recovery: this includes activities and programs designed by parents to children with ASD to effectively return to a level that makes them feel empowered to deal with their children. For example, keeping the number of professionals involved with their children to a minimum (Reed et al., 2016). 
Criticisms of the Resilience Theory
First, some cultural resilience processes such as traditional spirituality and practices are more highly valued by older persons than by the youth and can become points of conflict rather than resilience for younger people (COOK, P. & WHITE, 2006)). For example, although God occupies positions in people’s lives, for many older persons reading holy books and prayers are resilience strategies used for coping with unfavorable situations (Reis et al., 2019).
 	Second, Van Breda observed that some apparently cultural resilience processes such as ‘passive acceptance’ are probably less an expression of culture and more of generations of socio-political oppression and poverty (van Breda & Hlungwani, 2019). There is little literature on the matter of cultural resilience processes (Van Breda, 2018) which seem to affect all the four attributes of the Resilience Measurement Index.
Third, considerable attention has been directed to individualized resilience processes such as the intra psychic factors (hardness, sense of coherence, self-efficacy and grit) and other variables (intelligence, problem-solving skills, emotional regulation to succeed, faith and hope) which in turn are responsible for a person’s well-being. Thus, the state is free to disregard adverse social systems and dynamics, such as poverty, racism, lack of access to resources and poor-quality education. Individuals are, in effect, made responsible for dealing with collective challenges that should be dealt with by collective structures, such as the state. Although it remains resilient in the face of the criticisms, resilience theory continues to grow and develop (van Breda, 2019).
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Chapter Two
[bookmark: _Toc177995332]Literature Review
This chapter explores the available literature on Biological Parents’ Lived Experiences of Adolescents with Autism Spectrum Disorder. The literature presented below gives the theoretical, conceptual, contextual and historical perspectives of the study.
[bookmark: _Toc177995333]Experiences of Parents to Adolescents with ASD
The experiences of parents raising adolescents with autism spectrum disorder (ASD) are characterized by unique emotional, social, and practical challenges that differ from those encountered during earlier childhood. As adolescents with ASD transition into a period of increased independence, their parents often face heightened stress, uncertainty, and pressure to provide additional support for emerging needs related to social integration, education, and future planning (Myers et al., 2009).
Parents of children with ASD often notice developmental differences in their children before they turn one-year-old, and many become concerned over the next year. Many parents worry before their children are diagnosed with ASD because they are challenged to hold multiple dialectics: hope and despair, perfection and disability, acceptance and fight, shame and pride (Arnell et al., 2020).
Many parents were unhappy with how their children's diagnoses were announced, and the diagnostic process as a whole was stressful for them. Parental satisfaction with the diagnostic process was associated with the speed with which the diagnosis was obtained, the clarity of the diagnosis, and the perceived quality of information provided by health care professionals (Berkovits et al., 2020).
Parents expected intervention to begin immediately after a diagnosis, but they felt they had to fight for the resources their child required. As a result, they felt empowered but still alone, and they were left to deal with many of their children's problems on their own, such as feeding (Musetti et al., 2021).
However, the support (if any) given to parents was deemed inadequate, and it was identified as a source of particular concern among parents (Rispoli et al., 2019). They had much higher expectations of service delivery systems, which were frequently not operating in accordance with best practices recommended in the literature and needed to provide better and more services for parents and their children with ASD (Eggleston et al., 2019).
 	Depressive symptoms are common in parents of children with ASD, with more than half of them displaying at least mild symptoms. Approximately one out of every ten of these parents is depressed. Despite the fact that their children with ASD were no less secure, their parents were more stressed and reported more attachment-related anxiety (Mazumder & Thompson-Hodgetts, 2019).
Feeling overwhelmed, developing a negative self-perception as a career, feelings of guilt and blame, and receiving public criticism are all challenges faced by parents of children with ASD (André et al., 2020). They were also concerned about the possibility of divorce, which was understandable given the emotional, practical, and financial challenges of developing and implementing a comprehensive treatment plan for their child's autism (Smith-Young et al., 2020). These parents reported spending less time with their partners, being less close to them, and having fewer positive couple interactions.
As a result, caring for a child with ASD is a constant struggle. Parents of children with ASD needed support through their journeys, which are complicated by having a sibling with autism, if they were also raising typically developing children (Arnell et al., 2020). Parents of children with ASD needed to strike a work-life balance that was both sustainable and did not jeopardize the family's connection. Social acceptance and independence for their autistic children were important goals for fathers (Berkovits et al., 2020).
Many parents felt a great deal of anxiety as a result of their children's ASD diagnosis. This was higher than for parents of children who are typically developing or children who have special needs (Musetti et al., 2021). The severity of a child's behavioral problems, the need for high levels of vigilance, difficulty with daily routines, social difficulties, and being left alone with a high nursing burden were all factors linked to increased parental stress (Rispoli et al., 2019).
Both fathers and mothers of children with ASD felt stigmatized and showed signs of high parenting stress. Externalized behaviors, such as aggressive outbursts displayed by their children with ASD, caused increased parenting stress for fathers in particular (Eggleston et al., 2019). These fathers also expressed dissatisfaction with health and social care professionals when they felt they were not being heard. Fathers accepted their children for who they are and described their experiences as a journey, with acceptance serving as a turning point where their frustrations were alleviated (Mazumder & Thompson-Hodgetts, 2019).
One of the most documented aspects of parenting an adolescent with ASD is the significant emotional toll it takes on caregivers. Studies indicate that parents experience higher levels of stress, anxiety, and depression compared to parents of typically developing children. These feelings are often exacerbated by concerns over their child's future independence, social relationships, and the ability to lead a self-sufficient life (Hayes & Watson, 2013). Furthermore, research by Benson (2010) found that mothers of adolescents with ASD reported more chronic and acute stress than those whose children have other developmental disabilities, suggesting that the nature of autism may lead to greater emotional strain during adolescence, a time when the gap between their child’s abilities and those of neurotypical peers becomes more evident.
Social isolation is another common experience for parents of adolescents with ASD. According to Woodgate et al. (2008), many parents feel isolated from their social circles due to the demands of caregiving and the unpredictable behaviors of their children, which often lead to exclusion from social events. This isolation may be compounded by societal stigma, as parents report feeling judged or misunderstood by those who are unfamiliar with autism. Gray (2002) suggests that public misunderstandings about autism can lead to negative interactions in community settings, which in turn increases the likelihood of families withdrawing from public life, further deepening their sense of isolation.
Parents of adolescents with ASD also face significant challenges in navigating educational and healthcare systems. Adolescence is a period where transitions between educational stages occur, which can be particularly difficult for children with ASD due to their need for consistent routines and specialized support (Lilley, 2014). Parents often find themselves advocating for their child’s needs in educational settings, negotiating individualized education plans (IEPs), and ensuring that appropriate accommodations are provided. This process can be emotionally exhausting and time-consuming, as noted by Mueller and Buckley (2014), who observed that parents frequently encounter resistance from schools, leading to frustration and burnout.
The healthcare system also presents challenges, as parents must coordinate a range of therapies and medical interventions. Research by Kuhlthau et al. (2010) indicates that parents of adolescents with ASD often report dissatisfaction with healthcare services, citing difficulties in accessing specialized care and the financial burden associated with ongoing treatments.
[bookmark: _Toc177995334]Social Support of Parents to Adolescents with ASD
The social support available to parents raising adolescents with autism spectrum disorder (ASD) plays a critical role in their ability to cope with the various challenges associated with caregiving. Social support refers to the emotional, informational, and practical resources provided by family, friends, professionals, and community networks, which can significantly reduce parental stress, enhance resilience, and improve the overall well-being of both the parents and the child with ASD (Cohen & Wills, 1985).
Emotional Support
Emotional support, including empathy, understanding, and encouragement, is essential for parents of adolescents with ASD, as they often face high levels of stress, frustration, and isolation. According to Weiss et al. (2013), emotional support from family members and friends has been found to buffer the negative effects of caregiving stress. This type of support is particularly important during adolescence when behavioral challenges may intensify, and concerns about the future become more pronounced. Research by Woodgate et al. (2008) highlighted that parents who received consistent emotional support were better able to manage the demands of raising an adolescent with ASD and felt less isolated in their caregiving roles.
For many parents, support groups specifically for ASD caregivers provide a valuable outlet for sharing experiences and seeking advice. In a study conducted by Hodgetts et al. (2013), parents who participated in peer support groups reported feeling understood and less stigmatized, as they were able to connect with others facing similar challenges. These groups offer a sense of community and reduce the feelings of alienation that often accompany the caregiving journey.
Informational Support
Informational support, which includes advice, resources, and guidance from professionals and knowledgeable peers, is crucial for parents navigating the complexities of raising an adolescent with ASD. Access to accurate information about the condition, as well as strategies for managing behaviors and accessing services, can alleviate some of the uncertainty and stress parents experience (Altiere & von Kluge, 2009). Studies have shown that parents who are well-informed about their child’s condition are better equipped to advocate for their needs, particularly in educational settings (Lilley, 2014).
Professionals such as psychologists, social workers, and special education teachers play a significant role in providing informational support to parents. According to a study by Kuhlthau et al. (2010), parents of adolescents with ASD who received comprehensive, family-centered care from healthcare providers reported greater satisfaction and felt more empowered to manage their child’s condition. The study also emphasized the importance of continuity of care, as inconsistent support can lead to increased stress and confusion for parents.
[bookmark: _Toc177995335]Practical Support
Practical support refers to tangible assistance such as help with daily caregiving tasks, financial support, and respite care, which can alleviate some of the physical and emotional burdens parents face. According to Hartley et al. (2011), parents of adolescents with ASD often struggle with the increased caregiving demands as their child grows older, particularly in relation to managing behaviors and facilitating social integration. Practical support, whether from extended family, friends, or professional caregivers, can help parents balance their caregiving responsibilities with other aspects of life, reducing the risk of burnout.
Respite care, in particular, has been identified as a critical form of practical support for parents of children with ASD. Studies by Harper et al. (2013) found that parents who received regular respite care reported lower levels of stress and greater satisfaction in their caregiving roles. Respite care provides parents with an opportunity to rest and recharge, which is essential for maintaining their mental and emotional health.
[bookmark: _Toc177995336]Community and Peer Support
Community support, including access to inclusive programs and activities, is also essential for parents of adolescents with ASD. According to Weiss and Lunsky (2011), community involvement provides both the adolescent and their parents with social interaction, reducing the isolation that many families experience. Inclusive community programs that accommodate individuals with ASD can provide parents with a sense of belonging and normalcy, helping them feel more supported in their local environment.
Peer support, particularly from other parents of children with ASD, is another valuable resource. A study by Smith et al. (2012) found that parents who engaged in peer networks, whether in person or online, reported higher levels of resilience and emotional well-being. These networks provide parents with a platform to share experiences, seek advice, and offer emotional support, fostering a sense of community and mutual understanding.

[bookmark: _Toc177995337]Challenges in Accessing Social Support
Despite the clear benefits of social support, many parents of adolescents with ASD face barriers to accessing these resources. According to Hodges et al. (2015), parents often encounter difficulties in finding appropriate services, especially in rural areas or low-resource settings. Additionally, stigma and societal misunderstandings about ASD can prevent families from seeking or receiving adequate support from their communities. Kapp and Brown (2011) found that many parents feel judged or misunderstood by others who are unfamiliar with ASD, leading to further isolation and stress.
For parents of children with ASD, social support is more important than for parents of typically developing children in terms of life satisfaction. Parents of children with ASD seek emotional and practical support from others (Ncube et al., 2019). Friends, informal support from other families facing similar problems, neighborhood social supports, and formal support from agencies and programs were all sought by parents of children with ASD (Khusaifan & El Keshky, 2021). These parents also had support from family, significant others, or professionals, such as the school nurse, who was able to identify needs and refer families to other local support groups and agencies (Tomeny et al., 2019). 
According to Luther et al., (2005), social media like Facebook was used to seek social support and this could impact supporting and maintaining effective communication among parents to children with ASD (Shepherd et al., 2020). Facebook social support groups could provide great avenue for parents to share personal experiences. Lower income parents were less likely to attend group gatherings around autism issues, used fewer information sources and reported fewer supports than middle- or upper-income parents (Marsack-Topolewski, 2020).
Unlike fathers, mothers perceived more social support from their family and friends. These mothers also had lower levels of support if they were a lone parent, were living in poor housing, or were the mother of a boy with ASD (Robinson & Weiss, 2020). Low levels of family support and bringing up a child with higher levels of challenging behavior led to significant psychological distress amongst mothers to children with ASD. However, having a larger social network was associated with improvements in maternal well-being (Drogomyretska et al., 2020). 
Nurses, doctors, and other health professionals can improve the health outcomes of families of children with autism by providing support and understanding of their experiences (Ncube et al., 2019). The most important factor in protecting parents of children with ASD from stress was the support they received from their friends (Khusaifan & El Keshky, 2021). As a result, in addition to the impact of child behavior problems, social support to parents of children with ASD predicted changes in well-being.
[bookmark: _Toc177995338]Coping Strategies of Parents to Adolescents with ASD
Caring for an adolescent with autism spectrum disorder (ASD) presents unique challenges for biological parents, requiring them to develop coping strategies to manage the stress, emotional burden, and practical demands of daily life. Research has shown that coping strategies play a vital role in determining the well-being of parents and their ability to support their children effectively (Lazarus & Folkman, 1984). These strategies often involve managing emotional stress, seeking social support, obtaining information about the disorder, and adjusting family dynamics.

[bookmark: _Toc177995339]Problem-Focused Coping
Problem-focused coping strategies are aimed at directly addressing the challenges posed by ASD. These strategies often involve seeking information, obtaining a diagnosis, and finding suitable interventions and therapies for the child. Altiere and von Kluge (2009) found that parents who actively sought out educational resources, medical advice, and behavioral interventions experienced a greater sense of control over their child’s condition and felt more empowered in their caregiving roles. By focusing on concrete steps to improve their child’s development and behavior, parents can reduce feelings of helplessness and uncertainty.
A study by Dabrowska and Pisula (2010) revealed that parents who adopted problem-focused coping strategies, such as structured daily routines and proactive problem-solving, were better able to manage the day-to-day challenges of raising an adolescent with ASD. These approaches not only helped in managing their child’s behavior but also enhanced parental confidence and self-efficacy.
[bookmark: _Toc177995340]Emotion-Focused Coping
Emotion-focused coping strategies, such as seeking emotional support from family, friends, or support groups, are crucial for parents dealing with the psychological and emotional strain of raising an adolescent with ASD. According to Hastings and Taunt (2002), emotional coping strategies, including the expression of feelings, reliance on close relationships, and finding comfort in religion or spirituality, were common among parents. These strategies helped parents process their emotions and reduce the emotional toll of caregiving.
Peer support groups, both in-person and online, have become important emotional outlets for parents of children with ASD. In a study conducted by Hodgetts et al. (2013), parents who participated in these groups reported feeling less isolated and stigmatized. The opportunity to share experiences with others in similar situations allowed parents to validate their feelings and reduce stress. Additionally, peer groups provided practical advice and emotional support, which helped parents cope with the complexities of adolescence in children with ASD.
[bookmark: _Toc177995341]Avoidance and Disengagement Coping
While problem- and emotion-focused coping are generally associated with positive outcomes, some parents may rely on avoidance or disengagement as coping strategies. These strategies may include denial, withdrawal from social activities, or minimizing the severity of the child’s condition. Research by Pisula (2011) found that parents who engaged in avoidant coping experienced higher levels of stress and anxiety. Avoidance can prevent parents from seeking necessary interventions or support, leading to increased emotional burden.
Although avoidance strategies may temporarily alleviate stress, they often result in long-term negative outcomes for both parents and the adolescent. According to Hall and Graff (2011), parents who disengaged from their caregiving responsibilities or avoided seeking help were more likely to experience burnout, depression, and difficulties in family functioning. The study emphasizes the importance of adopting proactive and supportive coping strategies to manage the ongoing demands of caregiving.
[bookmark: _Toc177995342]Adaptive and Maladaptive Coping
The distinction between adaptive and maladaptive coping strategies is critical in understanding parental well-being. Adaptive coping strategies, such as acceptance of the child’s condition, seeking professional help, and maintaining a sense of optimism, have been linked to better psychological outcomes for parents (Pozo & Sarria, 2015). Parents who are able to maintain a positive outlook and adapt to the changing needs of their adolescent with ASD experience lower levels of stress and greater overall satisfaction in their caregiving roles.
On the other hand, maladaptive coping strategies, such as substance use, over-reliance on medication, or avoidance of social interaction, have been associated with poorer mental health outcomes. Smith et al. (2010) noted that parents who relied on maladaptive coping strategies were more likely to experience chronic stress and depression, which negatively impacted their ability to care for their child. The study highlighted the need for interventions that promote adaptive coping techniques among parents of adolescents with ASD.
[bookmark: _Toc177995343]Seeking Professional Support
Professional support is an essential component of effective coping for parents of adolescents with ASD. This includes access to therapists, counselors, and medical professionals who can provide guidance on managing the child's developmental and behavioral challenges. According to Weiss et al. (2013), parents who received regular professional support were more likely to feel confident in managing their child's condition. The study also emphasized the importance of family-centered care, where professionals work collaboratively with parents to develop individualized intervention plans.
In addition to therapeutic interventions, respite care has been identified as a valuable coping resource for parents. Respite services allow parents to take a break from caregiving responsibilities, reducing the risk of burnout and promoting emotional well-being. Studies by Harper et al. (2013) found that parents who regularly accessed respite care experienced lower levels of stress and were better able to manage the ongoing demands of raising an adolescent with ASD.

Communication and interaction are difficult for ASD parents and their children. As a result, parents' coping strategies are focused on their child's physical health as well as their own psychological well-being (Ang & Loh, 2019). When it comes to challenging behaviors, communication patterns, and basic life skills, parents of children with ASD face challenges. They appeared to bear a greater burden of care, and they reported stress and difficulty coping with the heavy workload (Han et al., 2022). As a result, these parents use more maladaptive coping strategies than parents of children who are developing normally.
The majority of parents of children with ASD employ a variety of coping strategies, the most common of which are service agencies, family support, social withdrawal, religion, normalization, individualism, and activism (Shilubane & Mazibuko, 2020). In dealing with their child with ASD, parents' spouses were rated as the most frequently used resource. In an attempt to cope, these parents engaged in 'me time' activities and disengaged from a stressor (Adams et al., 2019).
Some parents of children with ASD use spiritual support to relieve stress and cope with their child's many problems. Finding and using spiritual support, on the other hand, had no effect on reducing parental stress (Miranda et al., 2019). The mobilization of the entire family to accept help or seek social support was another strategy used by parents of children with ASD that did not appear to reduce parenting stress (McKee et al., 2020).
[bookmark: _Toc65653731]When children's behavior problems were not severe, seeking and obtaining social support was more effective in reducing parenting stress. This implies that parents of children on the autism spectrum have always needed family psychosocial support (Vernhet et al., 2019). Many professionals, including psychologists, medical doctors, nurses, social workers, and teachers, offered their support to these parents (Ang & Loh, 2019). These professionals were frequently present to assist parents in caring for their autistic child. Professional interventions for parents of children with ASD included goals aimed at providing them with a wide range of emotional, cognitive, and instrumental positive coping strategies, as well as developing the flexibility to use the most appropriate strategy for the situation at hand (Han et al., 2022).
In comparison to parents of typical children, parents of children with ASD used more avoidance strategies and less social support-seeking strategies (Shilubane & Mazibuko, 2020). Active avoidance coping strategies appeared to be maladaptive and did not appear to improve the well-being of parents (Adams et al., 2019). Female parents used more avoidance, social diversion, and distraction coping strategies than male parents. Although no single coping strategy appeared to provide a definitively better outcome for the parents' adjustment, for a significant number of parents, the use of services and family support appeared to be the most successful strategy of coping (Vernhet et al., 2019).
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[bookmark: _Toc177995344]Chapter Three
[bookmark: _Toc482210797][bookmark: _Toc482211347][bookmark: _Toc45166873][bookmark: _Toc65653735][bookmark: _Toc177995345][bookmark: _Toc482210799][bookmark: _Toc482211349]Methods
This section includes; research design, study population and sample, sample selection, sample size, inclusion and exclusion criteria, data collection methods, data analysis, data interpretation and the appendices.
[bookmark: _Toc65653736][bookmark: _Toc177995346]Research Design
The study was a qualitative research design particularly, the phenomenological research approach to help better understand the different experiences of the parents to adolescents with ASD at a given point in time. The study used an in-depth open-ended interview until when these narratives got to saturation. This research was based on individual experiences. These experiences coupled with individualistic secretive culture of families in Uganda. Therefore, for the researcher to get the information, respondents were in the comfort of their homes, work places and public spaces of their choice to ensure that data collection is convenient. 
[bookmark: _Toc45166874][bookmark: _Toc65653738][bookmark: _Toc177995347]Study Population and Sample
Respondents were obtained from both female and male parents aged above 18 years residing in Greater Kampala Metropolitan Area. The parents included in the study were from diverse socio-economic backgrounds, ensuring representation from different income levels, which may influence access to resources, therapeutic interventions, and social support networks. This variability allowed for a broader understanding of how socio-economic factors impact the lived experiences of parents with adolescents diagnosed with ASD.
Participants also varied in educational background, ranging from those with no formal education to those with tertiary education. This factor is important in understanding how access to information and comprehension of the disorder affects the way parents cope with their children’s condition, seek interventions, and utilize support systems.
Parents involved in the study had a variety of family structures, including single-parent households, nuclear families, and extended families. These differences are crucial in examining how family dynamics influence caregiving experiences, as extended family members may provide additional support or, in some cases, add to the complexity of caregiving roles.
The sample also represented parents at different stages of their adolescent’s diagnosis and treatment journey. Some parents had received the diagnosis at toddler stages and others at pre-adolescent stage, which showed differences in the way they were managing over the years. This allowed for a comparative analysis of parents’ experiences at various points in the adolescent’s development and treatment process, highlighting changes in coping strategies, emotional responses, and engagement with support services over time.
Additionally, participants’ involvement in formal support groups or community organizations for parents of children with special needs was considered. Those actively participating in these groups could offer insights into the role of peer support, while parents not involved in such networks provided perspectives on isolation and the challenges of navigating ASD without external assistance.
Inclusion of parents whose adolescents were at different levels of functioning within the autism spectrum was also a key characteristic. The study captured experiences from parents of adolescents with varying degrees of social, communication, and behavioral challenges, thereby providing a comprehensive view of how ASD severity affects parental stress, coping mechanisms, and access to treatment.
[bookmark: _Toc65653739][bookmark: _Toc177995348][bookmark: _Toc482210801][bookmark: _Toc482211351]Sample Selection
Convenience sampling was used and it’s a non-probability sampling technique commonly used in research studies when access to participants is readily available and convenient. In the context of this study on biological parents' lived experiences of adolescents with ASD, convenience sampling was appropriate approach. Where participants voluntarily came up to participate in the research after a request through whatsApp and a plea from the founder encouraging them to be part as research contributes to the autism awareness cause, here, the mothers contacted the researcher voluntarily to show their readiness to participate in the study but the fathers it was recommendations from the mothers in the group and the researcher  had to make direct calls to them so that they would be part, many turned down because of various reasons like time, and others agreed after they were contacted by members who knew them on a personal basis. 
Those targeted in the study were parents from varying socio-economic backgrounds. These parents had an adolescent with ASD who is in the age (between 12 and 19 years). Mothers and fathers who replied and wished to take part in the study were shortlisted. Then, every parent having a child with ASD meeting the criteria of inclusion was selected until the required sample size was achieved.
[bookmark: _Toc482210802][bookmark: _Toc482211352][bookmark: _Toc45166876][bookmark: _Toc65653740][bookmark: _Toc177995349]Sample Size
The study involved 12 parents and these included 6 mothers and 6 fathers. This is because qualitative research focuses on quality and not quantity (Chowdhury, 2015). Also, too many interviews often result in a paralyzing amount of data, which discourages transcription and penetrating interpretations (Langley, 1990). However, if there is need for enrichment of the gathered data, more parents were recruited and then interviewed.
[bookmark: _Toc65653741][bookmark: _Toc177995350]Inclusion Criteria/Exclusion Criteria
Inclusion Criteria:
1. Biological Parents: Participants were biological parents (both mothers and fathers) of adolescents diagnosed with autism spectrum disorder.
2. Adolescents with ASD: The study focused on parents of adolescents (aged 12-19) who had a confirmed diagnosis of autism spectrum disorder by a qualified professional.
3. Diversity: Parents from diverse backgrounds (e.g., different ethnicities, socioeconomic statuses, educational levels) was included in the study to capture a broad range of experiences.
4. Ability to Communicate: Participants who were able to communicate effectively in the language of the study to provide meaningful insights and experiences (English) were included in the study.
5. Willingness to Share Experiences: Participants had to be willing to openly discuss their lived experiences as parents of adolescents with ASD.
Exclusion Criteria:
1. Non-Biological Parents: Non-biological parents, such as adoptive parents or legal guardians, may have different experiences and perspectives. To maintain focus, non-biological parents were excluded from the study.
2. Parents of Younger or Older Children: To maintain consistency and focus on the experiences during this particular developmental stage, the study was limited to parents of adolescents within the specified age range (12-19 years)
3. Inability to Communicate: The study excluded parents who have severe communication challenges, language barriers, or cognitive impairments that may hinder their ability to participate meaningfully in the study.
4. Inadequate Understanding of ASD: Parents who have limited knowledge or understanding of Autism Spectrum Disorder may not provide comprehensive insights into the lived experiences of raising an adolescent with ASD, hence they were excluded from the study.  
5. Unwillingness to Share Experiences: Some parents may not feel comfortable sharing personal experiences or may not be willing to discuss sensitive topics. Respect was given to their decision and excluded those who are unwilling to participate or share their experiences.
[bookmark: _Toc177995351][bookmark: _Toc341940569][bookmark: _Toc497106814]Instruments and Measurements 
The study used individual in depth interviews based on an interview guide. The researcher developed the guide purposely to achieve the purpose and objectives of the study; with research questions focusing on the biological parents’ lived experiences of adolescents with autism spectrum disorder. The interview guides’ six aspects of Ryff, (1989) explored to establish the differences in experiences between mothers and fathers to adolescents with ASD, the social support available and their coping strategies while living with these adolescents. 
Instruments such as audio recorders were used to record the interviews and transcribed verbatim at a later date as the lines were numbered, the participant’s voice disguised unless they don’t mind being identified. Notations were inserted for looks of discomfort, laughter and pauses. More to this, other factors that may have affected the interview such as the weather, noise and may be language barriers were catered for as well on ground.
[bookmark: _Toc177995352]Procedure 
Before going to the field, the researcher submitted her proposal to supervisors and a Higher Degree Committee to ascertain that the entire research process is confirmatory to the ethical guidelines set by the approval authorities. To begin with, an introductory letter of which the researcher is; containing information about her as well as the purpose for the study was issued. The introductory letter was followed with a consent letter to which the respondents were asked to append their signature after reading and understanding its contents. This acted as a confirmation that the respondent had acknowledged (accepted) to be part of the research. The researcher then also signed as a witness to the participant’s consent letter.
A letter of approval was also secured from the School of Psychology which was taken to the different parents with adolescents with ASD. After Approval from these parents, appointments with the participants were secured. There was need for pilot visits with the purpose of creating rapport so as to familiarize with the parents enough to get information from them. The interview guide construction was guided mainly by the shared experiences and narratives of the parents with adolescents with ASD. The interviews were conducted in the respondent’s home or a place of the respondent’s convenience for a duration of about 2 hours with intervals depending on the mood of the respondents, this was to create convenience for the respondents and after a compensation of 15,000shs was given to participants for their time spent while being interviewed. However, this compensation was turned down by most of the parents except those that the researcher met in public places of their choice and allowed to pay a soft drink for them.
The interviews were recorded on voice recorders for transcribing later as well as writing notes of the responses. In cases of breakdowns which were inevitable, there was an allowance for the respondent to go through the emotions thus the breaks mentioned above and then the researcher continued helped the client process the feelings or ask for the next appointment which has to be in agreement with the respondent. There was need for being open to specific feedback from the respondent as the researcher regulated their own emotional reactions. Issues such as confidentiality, risks and benefits as well as participation being voluntary was all inclusive.  
[bookmark: _Toc65653744][bookmark: _Toc177995353]Ethical Considerations
There was approval by; (1) the supervisor; (2) Department of Mental Health and Community Psychology at Makerere University and; (3) the institutional review board (IRB) before the research was carried out. All respondents were asked to consent before the interview. The consent was written. The interview guide has mandatory questions on the tool that should be addressed. However, the researcher requested that respondents who consent to take part in the study to make a decision to respond to all the questions.
No new drugs or biologic agents were administered to the respondents and no adverse events are anticipated. In the event that a respondent is upset by the questions being asked, they can end their participation immediately without any repercussions. Also, there is a group of volunteer counselors that were available to speak to anyone distressed as a result of taking part in the study.
The data of this study was kept strictly confidential and used only for research purposes. The identity of respondents was concealed and their names did not appear anywhere on the coded forms with the information. Audio, paper and computer records were kept under lock and key and with password protection respectively.
[bookmark: _Toc177995354]Data Management
The interviews were recorded and transcribed verbatim. Recording is important to allow the interaction between the researcher and the respondent to be the focus. The interviews were conducted in English and a mixture of Luganda language which was directly translated into English by the researcher who conducted the interviews. Then the interviews were written on transcripts. The transcripts were stored in a locked storage room and they were only accessed by the researcher and research supervisor when needed.
Data management was based on the Virginia Braun and Victoria Clarke’s six-phase approach to coding and theme development (Braun & Clarke, 2006). The six-phase of approach includes familiarization, coding, and ‘searching for themes’, reviewing themes, defining and renaming themes, and finally writing the report.
Familiarizing with the data: this is focused on reading, re-reading the data and noting down initial ideas. I immersed myself in data, transcribe each interview, and re-read the transcripts to identify patterns and meanings.
Coding: this involves placing features of the data in a systematic fashion across the entire data set and collating data relevant to each code.  Coding reduces data to small chucks of meaning such as texts, passages, quotations etc. Coding builds solid foundations for theme development. It is therefore the first and most basic level of analysis that is used as an organizational tool.
Searching for themes: this phase includes assembling codes into potential themes and gathering all data relevant to each potential theme. This was possible by analysis and sorting the codes to identify themes. This phase is used as the draft of theme development and code placement.
Reviewing themes: This involves checking if the themes work in relation to the coded extracts and the entire data set generating a thematic map of the analysis. This phase is focused on refining the draft themes identified. The first level involves reading through the codes for each theme and determining if a coherent pattern has developed. 
Defining and naming themes: on-going analysis is to refine the specifics of each theme and the overall story the analysis tells, generating clear definition and names for each theme. The goal of this phase is to clearly define what themes are and what they are not. To meet this goal, focus was put on- defining each theme, identifying the essence of the theme and determining what aspect of the data and research questions the theme fits under.
Writing the report: this involves selection of vivid, completing extract examples, final analysis of selected extracts, relating back of the analysis to the research questions, literature and producing a scholarly report of the analysis. This is the final phase which focuses on analysing the data and writing a report about the data that goes beyond description of the data and make an argument in relation to the research questions. This phase also provides a concise, coherent, logical, non-repetitive and interesting account of the story the data tells within and across themes.
[bookmark: _Toc177995355]Data Analysis
Thematic Analysis (TA) was the method for examining the subjective biological experience of parents to adolescents with ASD. TA is flexible and it was based on an interactive approach. An interactive approach enables reflection of emergent data upon the active interests, current literature, granted priorities and theories to the data. All the audio-recorded interviews were first collected and prepared before analysis. Once the transcripts are ready for analysis, they were analyzed using TA method. TA focuses on the surface meaning of the data and the opinions that are explicitly stated by the respondents. Therefore, the researcher seeks to remain close to the respondents’ experiences and opinions.  














[bookmark: _Toc177995356]Chapter Four
[bookmark: _Toc177995357]Results
This chapter presents the study findings. Individual face-to face interviews were conducted
and analyzed them thematically. Therefore, the socio-demographic characteristics of respondents followed by themes that inductively emerged from individual interviews with participants sharing their lived experiences of raising adolescents with autism spectrum disorder were captured. Excerpts of respondents’ transcripts were used to further clarify and give evidence in support of the themes.
[bookmark: _Toc177992598]Table 1: Socio-Demographic Information
	
	
	
	
	
	
	
	
	Participants 
	Parents’ Initials
	Age
	Sex
	Marital Status
	Place of Residence
	Occupation
	Child’s Age
	Child’s Gender

	
	
	
	
	
	
	
	
	P1
	N K
	Adult
	F
	Married
	Nalumunye
	Special Needs Instructor
	16
	M

	
	
	
	
	
	
	
	
	P2
	D K
	52
	F
	Widow
	Luzira
	Teacher
	19
	M

	
	
	
	
	
	
	
	
	P3
	N P
	46
	F
	Married
	Nalumunye
	Medical Doctor
	15
	M

	
	
	
	
	
	
	
	
	P4
	T R
	44
	M
	Married
	Gayaza
	Businessman
	13
	M

	
	
	
	
	
	
	
	
	P5
	E N
	50
	M
	Divorced
	Kansanga
	Radio Presenter
	13
	M

	
	
	
	
	
	
	
	
	P6
	W J
	48
	M
	Married
	Gayaza
	Banker
	19
	M

	
	
	
	
	
	
	
	
	P7
	M M
	42
	F
	Married
	Wakiso
	Dentist
	13
	M

	
	
	
	
	
	
	
	
	P8
	H N
	56
	F
	Married
	Bunga
	Housewife
	16
	F

	
	
	
	
	
	
	
	
	P9
	D E
	45
	M
	Married
	Wakiso
	Dentist
	16
	M

	
	
	
	
	
	
	
	
	P10
	M N
	37
	M
	Married
	Kira
	Businessman
	13
	M

	
	
	
	
	
	
	
	
	P11
	M T
	35
	F
	Married
	Kira
	Business Lady
	12
	M

	
	
	
	
	
	
	
	
	P12
	R M
	Adult
	M
	Married
	Namugongo
	Engineer
	18
	F



Table 1 above shows an equal representation of respondents (6 females) and male (6 males). This indicates that both genders are involved in caring for their children’s wellbeing and are inclined to engage in discussions about their child's condition. 
The ages of the respondents vary, with a significant number in their 40s and 50s. This age distribution suggests a wealth of experience in navigating the complexities of raising a child with ASD. Additionally, the presence of younger parents may highlight a growing awareness and diagnosis of ASD at earlier developmental stages. The marital status of participants reveals a mix of family dynamics, encompassing married, divorced, and widowed parents. Such variations can significantly influence their support systems and coping strategies. Research by Hastings (2003) indicates that marital status can profoundly affect parental stress levels and coping mechanisms in families with children with ASD, suggesting that these dynamics may play a crucial role in the experiences reported by respondents.
The respondents come from various professional backgrounds, including education, healthcare, business, and media. This occupational diversity may impact their access to resources, knowledge about ASD, and the coping strategies they employ. For example, parents with healthcare backgrounds may possess a more profound understanding of medical interventions and available therapies for their children. In contrast, those in other educational fields might have unique insights into effective educational strategies and support mechanisms. This diversity could contribute to a broad spectrum of experiences and perspectives regarding the challenges and triumphs of raising adolescents with ASD.
The adolescents’ ages range from 12 to 19 years, encapsulating a critical developmental period filled with both challenges and opportunities for growth. This stage often presents unique hurdles as adolescents begin to navigate their identities and social relationships. The gender distribution of the children, predominantly male, aligns with established findings that ASD is diagnosed more frequently in males than in females. Understanding the age and gender of the children is essential for contextualizing the parents’ experiences, as it allows for a better grasp of the specific challenges they encounter at various developmental stages.
Theme: Differences in Experiences between Mothers and Fathers
In the study of biological parents’ lived experiences of adolescents with Autism Spectrum Disorder (ASD), significant differences were observed between mothers and fathers in their emotional, practical, and psychological responses to their child’s condition. These differences highlight the distinct roles and expectations placed on each parent, as well as the unique ways in which mothers and fathers cope with the challenges associated with raising an adolescent with ASD.
[bookmark: _Toc177995358]Initial Concerns and Observations
 In the initial stages of detecting developmental delays or unusual behaviors in their child, the experiences and reactions of mothers and fathers often differ based on their perspectives and the aspects of development they focus on. This period marks a critical point in the journey toward recognizing that their child may have autism spectrum disorder (ASD), as it often prompts parents to seek a diagnosis. The way mothers and fathers observe and interpret these early signs can be shaped by their respective roles and interactions with the child.
Mothers are typically more attuned to the nuanced social and emotional development of their child. They often notice subtle delays in communication, social interactions, or behaviors that deviate from what is considered typical at certain developmental stages. Their close involvement in caregiving allows them to observe small but significant signs, such as the child’s lack of eye contact, difficulty with speech, or resistance to social engagement.
Many mothers describe an instinctive feeling that something is "off," even if the signs are not immediately apparent to others. This intuition often leads them to voice their concerns early on, even if those concerns are initially met with skepticism by others, including their partner or healthcare professionals.
“I just knew something wasn’t right. He wasn’t responding to his name, and he avoided looking at me when I spoke to him. I kept telling people, but they said he would ‘catch up’—but I just knew deep down that it was more than that.” P1
Mothers often express their concerns through emotional reactions, feeling a deep sense of worry or anxiety when they first notice these developmental differences. Their close involvement in daily caregiving tasks, such as feeding, bathing, and playing, allows them to observe these signs repeatedly, reinforcing their sense that something may be wrong.
"First of all the initial milestones were all archived... but when it came to a point when you think a child should be speaking... we thought that he was not up to speed." P2
Fathers, on the other hand, may be more focused on physical milestones or general behavior rather than social or emotional cues. They often notice whether the child is walking, growing, or playing actively, which can delay their recognition of potential developmental issues related to ASD. Fathers might be less likely to see the social or communication challenges that are early indicators of autism, instead focusing on whether the child appears physically healthy and active.
For many fathers, the realization that something may be wrong can come later, often triggered by their partner’s persistent concerns or a noticeable gap between their child’s development and that of other children. Fathers may initially downplay concerns, attributing delays to normal variations in development or believing that the child will “grow out of it.”
“He was running around and playing just fine, so I didn’t think much of it. Kids develop at different rates, and I figured he’d start talking when he was ready. It wasn’t until my wife kept pushing me to look into it that I started thinking something might be up.” P4
This tendency to delay acknowledging potential problems can sometimes cause tension between parents, as fathers may initially resist the idea of seeking a diagnosis. However, when fathers do begin to recognize developmental delays, their reactions can range from frustration to acceptance, depending on their understanding of ASD and their emotional readiness to confront the possibility.
“It took me a while to accept it. I wanted to believe he was just a late bloomer. But then I saw how he avoided other kids and didn’t respond when I talked to him. That’s when I started to realize something wasn’t right.” P6
[bookmark: _Toc177995359]Denial and Acceptance
The process of denial and acceptance represents a complex emotional journey that parents face when coming to terms with their child's autism spectrum disorder (ASD) diagnosis. This journey is often full of emotional turmoil and can vary significantly between mothers and fathers. Both parents typically experience denial as a defense mechanism, struggling to accept the reality of their child’s condition. However, the ways in which they express this denial and work toward acceptance often differ, influenced by societal expectations, emotional roles, and practical responsibilities within the family.
Mothers tend to express their denial in highly emotional and visible ways, often because they are the primary caregivers, responsible for managing their child’s daily needs. The diagnosis of ASD can evoke deep feelings of grief, guilt, and helplessness, as they face the daunting task of raising a child with unique challenges. Mothers often report a profound sense of loss, mourning the future they had envisioned for their child. This emotional grief is a common aspect of their denial, as they struggle to reconcile their hopes with the reality of the diagnosis. For many mothers, the denial phase is characterized by intense questioning of their own actions and feelings of self-blame.
As the primary caregivers, mothers usually engage more actively with support networks, seeking information, emotional support, and professional help. This often facilitates their journey toward acceptance, although it is not without emotional strain.
  "When the doctor first told me about the diagnosis, I couldn’t believe it. I kept thinking, ‘No, this can’t be right. Maybe he’s just a late bloomer or maybe it’s something we did wrong as parents.’ It took me a long time to accept it. I was in denial because accepting it felt like admitting failure on my part as a mother." P7
 "I spent weeks convincing myself that it wasn’t true, that maybe the doctors were mistaken. I kept looking for other explanations—stress during pregnancy, the way he was raised—anything but autism. It was so hard to accept that this was our reality. Even now, some days, I still wake up hoping it’s all a mistake." P11
"There were moments I cried alone because I couldn’t talk about it. I didn’t want to burden my husband or family. It took time, but slowly I started to accept it. I realized it wasn’t about blaming myself; it was about understanding how to help my child." P8
Fathers, on the other hand, often exhibit a more subdued form of denial. Rather than expressing their emotions openly, fathers tend to internalize their feelings, sometimes avoiding discussions about the diagnosis altogether. This denial can manifest as silence or a refusal to acknowledge the permanence of the situation, holding on to hope that the diagnosis may be incorrect or that the child will “grow out of it.”
Many fathers feel the societal pressure to be the problem-solver in the family, and the inability to “fix” their child’s condition can lead to feelings of helplessness. Fathers may focus on other areas, such as work or providing financially for the family, as a way to cope with the emotional burden.
"At first, I didn’t want to believe it either. I thought, maybe he just needed more time, or maybe it was something that would go away. I kept hoping it wasn’t as serious as the doctors were saying. I didn’t really talk about it much because it was too hard to face." P5
"For me, it was easier to stay in denial because I felt powerless. As a father, I’m supposed to fix things, and this was something I couldn’t fix. I kept hoping for a solution, thinking maybe if we changed schools or tried something different, he would be fine. Acceptance took a lot longer for me." P6
"I struggled with it in a different way than my wife. She was more emotional, but I stayed quiet. I guess that was my way of coping with it, by not talking about it. I felt like if I accepted it too soon, I’d be giving up on the hope that he might just ‘grow out of it’ somehow." P10
[bookmark: _Toc177995360]Emotional Impact
The emotional impact of raising a child with ASD can be profound, affecting both the parents individually and their relationship as a couple. Understanding this impact is crucial for providing appropriate support.
Mothers often described their emotional journey as deeply personal and intense. Many felt a profound sense of responsibility, accompanied by feelings of guilt and anxiety. Mothers frequently spoke about their fear for their adolescent’s future, particularly regarding independence, social relationships, and the ability to function in a society that may not fully understand or accommodate ASD.
"It was hard for me as a person and it was hard for us as a couple being he was our first child like any family you have a lot of dreams, hopes, and um indeed sometimes the dreams are bashed it’s very confusing you’re wondering what went wrong." P9
Fathers, while also experiencing emotional distress, expressed their concerns in more pragmatic terms. They often focused on the long-term financial and practical challenges of raising a child with ASD. Fathers tended to express their emotions indirectly, focusing more on problem-solving and resource management, while mothers often directly confronted their emotional vulnerabilities. As one father puts it;
"My main worry is how to provide for her needs now and in the future. The therapies are expensive, and I think about how we will manage when she grows up." P4
[bookmark: _Toc177995361]Division of Labor and Caregiving Roles
The division of caregiving responsibilities also highlighted significant differences between mothers and fathers. Mothers often took on the majority of the day-to-day caregiving tasks, including attending medical appointments, managing therapies, and addressing their adolescent’s emotional and behavioural needs. This constant caregiving role left many mothers feeling overwhelmed and isolated, especially when they felt unsupported or when the emotional load became too heavy to bear alone. As one mother said;
"I try not to complain, but sometimes it feels like the weight of the world is on my shoulders. I’m juggling everything—his needs, the house, and trying to keep it all together emotionally. I wish I had more help, but I guess as a mother, it just falls on me." P1
Fathers, while involved in caregiving, tended to take on a more secondary role, often stepping in for specific tasks or providing support when needed. Fathers often felt less confident in handling their adolescent’s emotional and behavioural challenges, preferring to contribute through practical means, such as managing finances or making decisions about long-term care. However, some fathers expressed frustration with societal expectations that positioned them as secondary caregivers, despite their willingness to be more involved. Fathers noted;
"I want to be more involved, but between work and trying to provide for the family, it’s hard to be there for every therapy session or meltdown. I know she’s better at managing his emotional needs, so I just try to focus on keeping things stable financially." P10
"I don’t always know how to help when he’s having a bad day. I feel like my wife knows exactly what to do, but I struggle with that. It’s not that I don’t care—I do—but I feel like I’m not as good at handling the emotional stuff. My job is to make sure we’re taken care of in other ways." P5
Theme: Social Support for Parents
In the context of the current study, social support refers to the emotional, practical, and informational assistance that parents receive from their family, friends, community, and professional networks. This support plays a critical role in helping parents cope with the challenges of raising a child with ASD, especially during adolescence when developmental, social, and behavioral issues may become more pronounced.
[bookmark: _Toc177995362]Emotional Support:
Parents of adolescents with ASD often experience high levels of stress, anxiety, and emotional fatigue. Emotional support, which can come from family members, close friends, or parent support groups, helps to buffer these feelings by providing parents with a safe space to express their frustrations, fears, and hopes. Many parents report that having someone to talk to, who listens without judgment, is invaluable in navigating the emotional difficulties associated with parenting a child with ASD.
"Finding a group of mothers who understand what I’m going through has been a lifeline for me. We share our struggles and fears, and knowing that I'm not alone in this journey makes all the difference." P2
For instance, mothers in the study noted that being able to share their experiences with other mothers of children with ASD gave them a sense of solidarity and understanding. Fathers, while more hesitant to seek out emotional support, also found comfort in connecting with other fathers facing similar challenges. These connections helped to alleviate feelings of isolation and allowed parents to develop a shared understanding of the emotional demands of their role.
"At first, I thought I had to handle everything on my own. But talking to other fathers in similar situations helped me realize that it’s okay to share my feelings. It’s a relief to know I’m not the only one facing these challenges." P10
[bookmark: _Toc177995363]Professional Support
Professional support is essential for accurate diagnosis, effective intervention, and ongoing management of ASD. The responsiveness and expertise of professionals can significantly influence the family's experience.
"I tried to consult, yeah but at that point I must say they were not as helpful because maybe they were dealing with their own denial they didn’t at that point many pediatricians or doctors wouldn’t be so easy issuing the diagnosis because they knew this was a lifetime of disability." P4
"Accessing reliable information about ASD has been crucial. After attending a workshop, I left feeling empowered and equipped to advocate for my child's needs at school. Knowledge really is power." P3
[bookmark: _Toc177995364] Social Support as a Buffer:
The study also revealed that social support acted as a buffer against stress and burnout for parents. Those who reported having a strong support system felt better equipped to manage the demands of raising a child with ASD. On the other hand, parents with limited support networks described feeling overwhelmed, isolated, and unsure of how to manage their child's needs effectively;
”"Thankfully at that time my husband was around and fully on board so that was very very helpful while he was dealing with his own stigma and not wanting to accept the diagnosis, he was very willing to help in whatever way possible." P2
“Talking to other parents who are dealing with the same issues as I am has been a lifesaver. They understand my struggles, and it’s comforting to know I’m not alone.” P3
"The support I receive from my friends and family acts as a cushion against the stress. When I have someone to lean on, I feel more capable of facing the challenges of parenting my child with ASD." P11
"I realized that being part of a supportive network not only helps me cope but also makes me a better father. When I’m less stressed, I can be more present and engaged with my son." P6


Theme: Coping Strategies of Parents
In the context of a study on Biological Parents’ Lived Experiences of Adolescents with Autism Spectrum Disorder (ASD), coping strategies refer to the various methods and techniques that parents employ to manage the emotional, psychological, and practical challenges associated with raising a child with ASD. These strategies are vital as they directly influence parents' well-being and their ability to provide effective care for their adolescents.
[bookmark: _Toc177995365]Emotional Coping Strategies
Parents often face significant emotional stress due to the unique challenges posed by ASD, including behavioural issues, communication difficulties, and social interactions. Emotional coping strategies can include seeking therapy, joining support groups, or practicing mindfulness and relaxation techniques. Many parents reported that engaging in counseling or talking with other parents helped them process their feelings of grief, frustration, or anxiety. For example, mothers frequently mentioned that sharing experiences in support groups provided not only emotional relief but also validation of their feelings, allowing them to navigate their journey more effectively.
"Being part of a support group has been life-changing for me. I can finally share my fears and feel understood; it’s comforting to know I’m not alone in this." P3
"When I first learned about my child’s diagnosis, I felt completely lost. Counseling helped me sort through my emotions, and I’ve learned that it’s okay to ask for help." P3
"I used to bottle everything up, but I realized that talking about my feelings with a therapist made a world of difference. It’s a relief to have someone listen." P4
"I found a men's group specifically for parents of kids with autism. Sharing experiences with other dads has really helped me process my feelings and let go of some guilt." P10
[bookmark: _Toc177995366]Problem-Solving Strategies
Problem-solving strategies involve actively seeking solutions to specific challenges related to their child's condition. This can include researching effective therapies, advocating for educational accommodations, or collaborating with healthcare providers to create tailored interventions. In the study, parents often described their proactive approach to understanding their child's needs and exploring various resources, indicating a commitment to finding the best possible outcomes for their adolescent. For instance, fathers highlighted their role in gathering information and making informed decisions about treatment options, which empowered them to feel more in control of their child’s care.
"I realized early on that I needed to be my child’s advocate. I started researching different therapies and options, which gave me a sense of control over our situation." P9
"Navigating the school system can be tough, but I’ve learned how to push for my child's rights. It’s exhausting, but I know it’s necessary for his future." P 4
"I’ve become an expert on autism resources in our area. Knowledge is power, and it’s helped me make informed decisions about my son’s therapies." P8
"I keep a notebook filled with all the information I gather about therapies and resources. It helps me stay organized and focused on what’s best for my child." P10
[bookmark: _Toc177995367]Practical Coping Strategies
Practical coping strategies encompass everyday actions that help manage the complexities of caregiving. This may include establishing routines, organizing schedules for therapies and appointments, and implementing behavioral strategies at home. Many parents noted that creating structured environments helped reduce anxiety for both themselves and their adolescents. For example, mothers shared how developing consistent daily routines not only provided stability for their child but also facilitated smoother interactions throughout the day.
"Having a consistent daily routine has made our lives so much easier. It provides my son with the stability he needs, and honestly, it makes me feel more organized and less stressed." P7
"I’ve started using visual schedules to help my daughter understand what comes next in her day. It’s reduced her anxiety, and I can see the difference." P8
[bookmark: _Toc177995368]Adaptive vs. Maladaptive Coping
The study also explored the distinction between adaptive and maladaptive coping strategies. Adaptive strategies, such as seeking support and actively problem-solving, were associated with more positive outcomes, while maladaptive strategies, such as avoidance or denial, often led to increased stress and emotional distress. Parents who employed adaptive coping mechanisms reported greater satisfaction in their caregiving roles and an improved sense of well-being.
"In the beginning, I tried to avoid thinking about my child’s diagnosis, but it only made things worse. Once I started facing the reality and seeking help, I felt more empowered and hopeful." P6


"I realized that shutting down my feelings didn’t help. Acknowledging my struggles and seeking support has made me a stronger parent." P9
"I went through a phase of denial where I just wanted everything to go back to ‘normal.’ Accepting the diagnosis was hard, but it helped me focus on what really matters." P4












[bookmark: _Toc177995369]Chapter Five
[bookmark: _Toc177995370]Discussion, Conclusion and Recommendations
This chapter synthesizes the findings from the study on biological parents’ lived experiences of adolescents with autism spectrum disorder (ASD) and provides detailed programmatic and workable recommendations for various stakeholders. These recommendations aim to address the challenges identified in the study, enhance support systems, and improve the quality of life for adolescents with ASD and their families. 
[bookmark: _Toc177995371]Discussion
Differences in Experiences between Mothers and Fathers
Research on the experiences of parents raising children with autism spectrum disorder (ASD) consistently demonstrates that mothers and fathers often experience the challenges of caregiving differently. These differences are shaped by gender roles, emotional responses to their child’s diagnosis, and the division of caregiving responsibilities, which often lead to divergent lived experiences.
[bookmark: _Toc177992660][bookmark: _Toc177995372]Initial Concerns and Observations
The early detection of developmental delays or unusual behaviors is often the first indication to parents that their child may have autism spectrum disorder (ASD). This initial stage is critical as it marks the beginning of the parents' journey towards seeking a diagnosis and understanding their child's condition. The literature supports the finding that the experiences of mothers and fathers can differ significantly in how they notice and interpret these early signs. Fathers are more likely to observe physical milestones and general behavior, while mothers might be more attuned to the nuances of developmental progress and social interactions (Cassidy et al., 2020). This aligns with previous research suggesting that maternal observations are often more detailed and nuanced, leading to earlier detection of ASD (Ozonoff et al., 2018).
According to Zwaigenbaum et al., (2015), this discrepancy highlights the importance of a collaborative approach between parents in monitoring developmental milestones. Joint vigilance can ensure early detection and intervention, which is critical since early intervention has been associated with improved long-term outcomes for children with ASD. The findings from this study underscore the need for parents to be educated about the early signs of ASD and the importance of reporting any concerns to healthcare professionals promptly.
[bookmark: _Toc177995373]Denial and Acceptance
Jones et al., (2013)’s findings are in line with the present findings as they found out that the process of denial and acceptance is a significant emotional journey for parents as they come to terms with their child's ASD diagnosis. This journey often involves substantial emotional turmoil and adjustment. Consistent with existing literature, this study found that parents often attribute their child's condition to external stressors or circumstances before gradually accepting the diagnosis. This initial phase of denial can delay seeking professional help and accessing necessary interventions.
According to Dale et al., (2017), the emotional journey of denial and acceptance reflects the struggle parents face, highlighting the need for emotional support and counseling during the initial stages of diagnosis. Counseling and support groups can provide parents with the emotional tools to process their child's diagnosis, facilitating a smoother transition towards acceptance and effective management of their child's condition.
[bookmark: _Toc177995374]Emotional Impact
According to Hayes & Watson, (2013), raising a child with ASD has a profound emotional impact on both individual parents and their relationships as couples, these findings are in agreement with the present findings. This study's findings echo previous research indicating that parents of children with ASD experience higher levels of stress, depression, and marital strain compared to parents of typically developing children. The emotional strain can lead to feelings of confusion, frustration, and grief over unmet expectations (Woodgate, Ateah, & Secco, 2008).
The emotional and psychological support for parents is crucial to help them navigate these challenging emotions and maintain their mental health and family stability (Nealy et al., 2012). Interventions that address the emotional and psychological needs of these parents can enhance their coping mechanisms and overall well-being.
[bookmark: _Toc177995375]Caregiving Roles and Division of Labor
A significant difference in the experiences of mothers and fathers arises from the division of labor in caregiving responsibilities. Mothers tend to handle the majority of caregiving tasks, including managing medical appointments, coordinating therapies, and addressing daily behavioral challenges. Studies indicate that this division often leads to mothers feeling overburdened by the physical and emotional demands of caregiving (Gray, 2003). In a study by Kuo et al. (2011), mothers reported feeling isolated and exhausted due to the lack of shared caregiving responsibilities. Fathers, on the other hand, tend to adopt a secondary, supportive role, often focusing on providing financial stability rather than being directly involved in daily caregiving tasks (Flippin & Crais, 2011). While fathers often desire to be more engaged, societal expectations regarding traditional gender roles, along with work commitments, can limit their involvement.
Theme: Social Support for Parents
The role of social support in the lives of parents raising adolescents with autism spectrum disorder (ASD) is critical in mitigating stress and improving their coping abilities. Social support can be categorized into three key areas: emotional support, professional support, and social support as a buffer against stress. Each of these forms of support plays a vital role in helping parents manage the unique challenges they face.
[bookmark: _Toc177995376]Professional Support
Professional support is critical for the accurate diagnosis, effective intervention, and ongoing management of ASD. However, parents often encounter challenges when seeking professional support, including hesitancy from healthcare providers to diagnose ASD promptly. This study found that healthcare providers' reluctance to diagnose ASD could stem from their own denial or lack of training and awareness about ASD (Mandell et al., 2007).
Improving the training and awareness of healthcare providers can ensure timely and supportive diagnoses, which are crucial for accessing appropriate interventions (Altiere & von Kluge, 2009). This highlights the need for ongoing professional development and education to enhance the diagnostic process and support provided to families.
[bookmark: _Toc177995377]Emotional Support
Emotional support, often provided by family members, friends, or peer support groups, helps alleviate the emotional burden parents carry. This type of support allows parents to express their frustrations, fears, and anxieties about raising a child with ASD without judgment. Research has shown that parents who receive emotional support from their close social circles report lower levels of stress and anxiety. In a study by Benson and Karlof (2009), mothers of children with ASD who had access to emotional support networks reported significantly lower stress levels than those who felt isolated. The presence of a support system where parents can share their experiences and feelings helps reduce the emotional burden, fosters resilience, and provides reassurance that they are not alone in their journey.
In addition, peer support groups provide a unique space where parents can connect with others who understand their situation. Mandell and Salzer (2007) found that support groups, specifically for parents of children with ASD, were associated with improved emotional well-being and increased feelings of competence in handling their child’s condition. These groups offer emotional validation and practical advice, which is often not available from other social networks. Fathers, in particular, are found to benefit from peer support, though they may be less likely than mothers to seek it out actively (Braunstein et al., 2013).
[bookmark: _Toc177995378]Social Support as a Buffer
Social support, in general, serves as a buffer against the stress that parents of children with ASD experience. Social support theory, as outlined by Cohen and Wills (1985), posits that social support can cushion individuals from the negative effects of stress by providing emotional, informational, and tangible resources. For parents of adolescents with ASD, these resources help reduce the impact of stressors related to caregiving, uncertainty about their child’s future, and the social stigma associated with ASD.
According to Boyd (2002), social support can significantly mitigate the levels of distress experienced by parents of children with developmental disorders, including ASD. Parents with strong social support networks, including friends, extended family, and community groups, are less likely to experience burnout and depression. These support systems offer practical help (e.g., babysitting, financial assistance) and emotional comfort, helping parents maintain a sense of normalcy and stability. When social support functions as a buffer, parents feel better equipped to handle the day-to-day challenges of raising a child with ASD (Tobin et al., 2012).
In addition to reducing stress, social support can also foster a sense of belonging and reduce feelings of isolation that many parents of children with ASD experience. Studies by Weiss et al. (2013) indicate that social isolation is a significant concern among these parents, and the presence of a supportive social network can substantially alleviate feelings of loneliness.
[bookmark: _Toc177992667][bookmark: _Toc177993471][bookmark: _Toc177995379]Theme: Coping Strategies of Parents
Parents raising adolescents with autism spectrum disorder (ASD) often develop a range of coping strategies to manage the daily challenges they encounter. These strategies are crucial in mitigating stress, preserving their emotional well-being, and enhancing their capacity to support their child. Coping strategies can be broadly categorized into problem-focused coping, emotion-focused coping, practical coping strategies and adaptive Vs. maladaptive coping. Each strategy offers parents different means to adapt to the unique demands of raising a child with ASD.
[bookmark: _Toc177995380]Emotion-Focused Coping
Emotion-focused coping involves strategies that help parents manage the emotional toll of raising a child with ASD, such as dealing with feelings of sadness, anxiety, or frustration. This form of coping is especially relevant when parents feel powerless to change their child’s condition or the challenges that come with it. Techniques such as mindfulness, acceptance, emotional regulation, and cognitive reframing are often employed by parents to manage their internal emotional landscape.
Research by Pottie and Ingram (2008) revealed that parents of children with ASD frequently use emotion-focused coping strategies to deal with stressors that cannot be directly changed, such as societal stigma or their child’s long-term prognosis. Mothers, in particular, are more likely to engage in acceptance-based strategies, allowing them to manage their emotional response to their child’s behavior and developmental challenges. These strategies often involve adjusting expectations and focusing on the positive aspects of their parenting experience (Samadi et al., 2012). Fathers, on the other hand, may resort to emotional suppression or distraction techniques, which can be less effective in the long term (Goble et al., 2010).
[bookmark: _Toc177995381]Problem-Focused Coping
Problem-focused coping refers to strategies aimed at addressing the practical challenges that arise in raising a child with ASD. This includes seeking information, implementing behavioral interventions, and coordinating medical or therapeutic support for their child. Studies have shown that parents who adopt problem-focused coping strategies tend to experience less long-term stress and greater feelings of competence in managing their child's condition.
In a study by Hastings et al. (2005), parents who actively sought out interventions, treatments, and educational strategies reported feeling more empowered and in control of their situation. These parents were more likely to pursue knowledge about ASD, advocate for their child’s needs in educational settings, and engage in structured routines that helped manage their adolescent's behavior. Problem-focused coping has been linked to better psychological outcomes for parents, as it gives them a sense of agency over their circumstances (Benson, 2010).


[bookmark: _Toc177995382]Practical Coping Strategies
Practical coping strategies refer to the specific actions and behaviors that parents engage in to manage their child's condition. These strategies are typically problem-focused, aiming to directly address challenges associated with caregiving. Examples include scheduling routines, organizing medical appointments, coordinating therapy sessions, and implementing behavioral management techniques at home.
Research indicates that parents who use practical strategies to manage their child’s behaviors tend to experience a greater sense of control over their situation. Hastings and Brown (2002) found that parents who consistently employ structured routines and interventions, such as Applied Behavioral Analysis (ABA), report lower levels of stress compared to those who struggle to organize their child’s care. Practical strategies also extend to seeking professional help, such as working with therapists or educators who specialize in ASD.
Parents often describe these strategies as crucial for maintaining order in their households. For example, a mother may rely on consistent daily schedules to prevent behavioral outbursts or sensory overload, while fathers may focus on logistical planning, such as managing finances to afford therapies and interventions. Hock et al. (2012) highlight that these strategies can reduce chaos in the home, thereby creating a more stable environment for both the parents and the adolescent.
[bookmark: _Toc177995383]Maladaptive Coping Strategies
While adaptive strategies lead to healthier outcomes, some parents resort to maladaptive coping strategies, which can exacerbate stress and negatively impact both the parents and the child. Maladaptive coping includes behaviors such as denial, emotional disengagement, avoidance, and substance abuse. These strategies may offer temporary relief but often lead to worsening mental health outcomes in the long term.
Benson (2014) found that parents who deny their child’s diagnosis or disengage from the situation experience higher levels of anxiety, depression, and marital conflict. Avoidance-based coping can manifest as procrastination in seeking medical care, ignoring problematic behaviors, or neglecting to participate in the child’s educational or therapeutic programs. These parents may feel overwhelmed by their responsibilities and, as a result, disengage from actively managing their child’s needs.
Additionally, some parents may turn to unhealthy coping mechanisms such as alcohol or substance abuse to numb the emotional burden of caregiving. According to Mugno et al. (2007), parents who rely on avoidance strategies or external sources of relief are at higher risk for psychological distress and burnout. These behaviors can create a negative cycle in which parents feel increasingly isolated and unable to provide effective care for their child.
Maladaptive coping can also impact the family as a whole. Studies by Goble et al. (2010) reveal that fathers who emotionally disengage from their children’s care leave mothers to bear the brunt of caregiving responsibilities, leading to increased stress for both parents. Emotional withdrawal can also prevent families from accessing necessary support systems, leaving them isolated and vulnerable.
[bookmark: _Toc177995384]Conclusion
This study on Biological Parents' Lived Experiences of Adolescents with Autism Spectrum Disorder (ASD) has revealed a journey for parents, marked by emotional, practical, and social challenges. Parents face significant stressors as they navigate their child’s diagnosis, developmental challenges, and daily care. The study highlighted that mothers and fathers often experience and express these challenges differently, with mothers typically assuming the primary caregiving role and fathers more frequently focusing on financial support. This division of labor often places a heavier emotional burden on mothers, who feel overwhelmed by their caregiving responsibilities, while fathers may feel less competent or less involved in the emotional and behavioral aspects of their child’s care.
In terms of coping strategies, parents employ a wide range of approaches, both practical and emotional. Practical strategies, such as structuring daily routines and seeking professional help, are essential in managing the child’s condition and improving household stability. Adaptive coping mechanisms, such as acceptance of the diagnosis, seeking social and professional support, and religious or spiritual practices, are crucial for parents’ emotional well-being. These strategies help them manage the long-term psychological impacts of raising a child with ASD. However, the study also revealed that some parents resort to maladaptive coping mechanisms, such as denial, avoidance, and emotional disengagement, which negatively affect their mental health and the quality of care they can provide.
Social support was identified as a critical factor in buffering the emotional stress of caregiving. Parents who have strong emotional support from family, peers, and professionals reported better psychological outcomes and a greater ability to manage their caregiving responsibilities. Professional support, particularly from healthcare providers, therapists, and educators, plays a pivotal role in guiding parents through their child’s treatment and care.
Finally, the study underscored the importance of recognizing gender differences in the experiences of mothers and fathers, particularly in how they perceive and manage the emotional, practical, and social aspects of raising an adolescent with ASD. Mothers, due to their primary caregiving role, reported higher levels of stress and fatigue, while fathers expressed a desire for greater involvement but often felt constrained by work commitments or societal expectations.
The findings of this study highlight the need for targeted interventions to support parents, including emotional counseling, peer support networks, and professional guidance, to reduce stress and improve their coping strategies. This research contributes to the broader understanding of the lived experiences of parents raising adolescents with ASD and emphasizes the importance of tailored support systems for both mothers and fathers.
[bookmark: _Toc177995385]Recommendation
The study highlights the significant emotional and practical strain placed on parents, particularly mothers, who often bear the primary responsibility of caregiving. Mothers frequently report feelings of isolation, exhaustion, and emotional overwhelm, as they manage the daily care and development of their adolescent with ASD. Fathers, while often playing a more secondary role, face their own set of challenges, including feelings of inadequacy in handling emotional and behavioral issues, and the stress of balancing financial responsibilities. Therefore, one key recommendation is the expansion of accessible counseling services for both parents. Emotional support may be offered through specialized counseling sessions that help parents process the initial diagnosis, manage ongoing stress, and navigate the evolving needs of their child. Additionally, parental training programs may be made widely available, empowering both mothers and fathers with the skills and knowledge needed to address the unique behaviors and developmental challenges associated with ASD. By enhancing their understanding, parents can foster more adaptive coping strategies and feel more confident in their roles.
In addition to counseling and training, peer support networks could play a pivotal role in reducing the sense of isolation reported by many parents. Support groups, both in person and online, can offer parents a space to share their experiences, seek advice, and provide mutual support, which can alleviate some of the emotional burdens they face. Creating opportunities for fathers to become more actively involved in these networks is also crucial, as their participation in caregiving is often limited by societal expectations and workplace obligations. Policies encouraging workplace flexibility, such as parental leave or flexible working hours, would enable fathers to engage more fully in caregiving without sacrificing professional commitments.
Healthcare and mental health professionals are integral to the lives of families with adolescents with ASD, yet many parents in the study expressed confusion or dissatisfaction with the diagnostic and therapeutic processes. As such, it is recommended that healthcare providers adopt a more holistic, family-centered approach to ASD care. This would involve not only focusing on the needs of the adolescent but also providing comprehensive support to the entire family. Professionals may guide parents through the diagnostic process with clarity and compassion, ensuring they are fully informed about treatment options and the developmental trajectory of their child. Mental health professionals may also offer specialized interventions for parents, particularly those grappling with emotional and psychological distress related to their child’s condition. Early and accurate diagnosis is another critical area for improvement. Streamlining the diagnostic process could help reduce delays in obtaining necessary services, allowing parents to access interventions as early as possible.
In the educational realm, educators and school administrators play a vital role in supporting the developmental and social needs of adolescents with ASD. However, many parents report feeling unsupported or disconnected from the educational institutions their children attend. Therefore, schools may prioritize inclusive education programs tailored to the individual needs of students with ASD. This could involve the development of individualized education plans (IEPs) that address the specific academic, behavioral, and social challenges faced by each student. Teacher training on ASD is also paramount. Educators may be equipped with the knowledge and tools needed to support adolescents with ASD, ensuring that they are not only accommodated but also given the opportunity to thrive academically and socially. Regular and open communication between parents and teachers is equally important, as it fosters collaboration and ensures that both parties are working together to support the adolescent’s development.
Policy-makers also have a significant role to play in improving the lives of families affected by ASD. One of the key recommendations for policy-makers is to ensure that social and financial support systems are in place for families with children diagnosed with ASD. This may include subsidies for therapies, access to respite care, and financial assistance for families who face the additional economic burden of specialized care. Furthermore, policy-makers may advocate for national ASD awareness campaigns aimed at reducing stigma and promoting acceptance of individuals with ASD in society. These campaigns may focus on educating the public about the nature of the disorder, the importance of early diagnosis, and the role of community support in enhancing the quality of life for families affected by ASD.
Finally, the broader community plays a crucial role in creating an environment of inclusion and support for families raising adolescents with ASD. Community organizations may offer workshops and educational programs to raise awareness and dispel misconceptions about ASD. This would not only help reduce the stigma surrounding the disorder but also encourage greater community involvement in supporting families. Furthermore, local community centers can serve as hubs for social activities that include adolescents with ASD, fostering a sense of belonging and reducing social isolation for both the adolescents and their families.
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[bookmark: _Toc177995388]Statement of consent. (English version)
Nabatanzi Jamila Jamal has described to me what is going to be done, the risks, the benefits involved and my rights regarding this study. Sections of the interview may be reproduced in published reports and my identity will be concealed. I understand that by signing this form, I do not waive any of my legal rights but merely indicate that I have been informed about the research study in which I am voluntarily agreeing to participate. I am free to withdraw at any time without giving any reason. The interviewer has discussed this information with me and offered to answer my questions. For any further questions, I may contact the research supervisor Dr. Simon Kizito on 0772925186. Therefore, I agree to take part in the study and a copy of this form will be provided to me.
Name…………………………………………………………………………...
Signature/thumbprint of respondent………………………………………........
Age.…………………………………………………………………………….
Date (DD/MM/YY).…………………………………………………………….
Please provide the name and signature of the witness if the research respondents are illiterate, or physically handicapped. 
Name of Witness ……………………………………………………………….
Signature of Witness…………………………………………………………….
Date (DD/MM/YY) ………………………………………………………………
Name…………………………………………………………………………….
[bookmark: _Toc177995389]Appendix II 
[bookmark: _Toc177995390]ASD-Uganda Parenting Study Interview Guide.  
INTRODUCTION: I am conducting interviews to better understand the experiences of parenting adolescents with ASD in Uganda. I will spend between 1 to 2 hours with you. To help us get started, I have a series of questions that I will be asking you. There is no right or wrong answers. The most helpful information is when you provide your honest opinions and personal experience of parenting. I want to remind you that I will save audio recording files of this interview. Please respond to all the questions. Your name and identity will be concealed and not tied to any of your responses. Feel free to interrupt or ask questions at any point in the interview.
Can we start? < To proceed only when the respondent answers positively >
SECTION A. Pre-ASD diagnosis context 
1. TELL ME ABOUT THE CIRCUMSTANCES SURROUNDING THE DIAGNOSIS OF YOUR CHILD? (15 minutes)
a). Did you suspect something wrong was happening?
b). As issues with your child arose what did you do to try to make things easier? 
c). What did you try first?
d). What strategies worked? 
e). Who suggested the strategies?
f). How did you make your choices? 
g). Were the strategies offered by others helpful? 
h). Did you have any thoughts about the causes?
SECTION B: Diagnosis process context.
2. HOW DID YOU FEEL AT THAT TIME WHEN YOUR CHILD WAS DIAGNOSED OF ASD? (5 minutes)
SECTION C. Post-ASD Diagnosis Context.
3. TELL ME ABOUT HOW YOU APPROACHED PARENTING AFTER YOUR CHILD WAS DIAGNOSED OF ASD? (40 MINUTES)
Possible probes:
a). What stressors have you faced while caring for your child?
b). What have you been doing to cope with these stressors?
c). What community supports do you have to help you?
d). What did you most appreciate about parenting a child with ASD?
e). What is the most challenging part of parenting a child with ASD?
f). How do you reward good behavior in your child?
g). How do you handle misbehavior in your child? 	
h). How do manage your child’s behavior in various environments (like school, home…) and on special occasions (like parties, church service…)?
i). What routines do you have to keep your child more or less engaged?
j). How do you manage your child’s self-care? (such as dressing, toileting, feeding and sleeping)
k). What are your experiences with your child’s health care?
l). What are your experiences with your child’s education?
m). What do you think your other children feel of their sibling? 
n). How are you striking a balance between work and caring for your child?
o). What has been the impact of a child with ASD on your family?
p). What have you learnt as a parent having a child with ASD?
q). What is your expectation when your child grows into adulthood?









[bookmark: _Toc177995391]Appendix III: Themes
	Theme
	Sub-Theme
	Direct Quotes

	Differences in Experiences between Mothers and Fathers
	Initial Concerns and Observations
	"First of all the initial milestones were all archived... but when it came to a point when you think a child should be speaking... we thought that he was not up to speed." "We suspected there was something... he delayed to crawl, but finally he did it." "I called my husband and told him he rushed to hospital and he just looked he didn’t have words."

	
	Denial and Acceptance
	"My husband became a bit ill so that could have been part of like a stressful event but other than that I couldn’t see any reason why like my son would turn out to have autism because many other women go through what I went through." "I couldn’t believe my first born is autistic. So, I said no this is impossible." "I hated the doctor I hated him at that moment."

	
	Emotional Impact
	"It was hard for me as a person and it was hard for us as a couple being he was our first child like any family you have a lot of dreams, hopes, and indeed sometimes the dreams are bashed it’s very confusing you’re wondering what went wrong." "Of course, as a parent you feel it, but you don’t feel it so much a hundred percent."

	Social Support for Parents
	Professional Support
	"I tried to consult, yeah but at that point I must say they were not as helpful because maybe they were dealing with their own denial, they didn’t at that point many paediatricians or doctors wouldn’t be so easy issuing the diagnosis because they knew this was a lifetime disability." "Community support, I don’t really have any community support apart from school and friends and family."

	
	Family and Peer Support
	"Thankfully at that time my husband was around and fully on board so that was very very helpful while he was dealing with his own stigma and not wanting to accept the diagnosis, he was very willing to help in whatever way possible." "We were put on a WhatsApp group of children who are autistic... people talk things you also copy." "They love her so much, in the beginning it was tough on them, but I kept telling them that it is okay."

	
	Community Involvement
	"I started a play game, play group in my village where we would get children from the neighborhood then they play so that opens my son up you know to also learn how to play." "One of the most challenging parts is that the community does not necessarily understand these children."

	Coping Strategies of Parents
	Seeking Information and Diagnosis
	"I visited a child psychiatrist who unfortunately at that time was also like no it cannot be autism this boy can sit, you know that many times they don’t do the same things in every environment so when we went to this person they thought it was me as a mother who was worried and pre-occupied with my son not speaking." "We visited different doctors... finally they told us that the guy had autism."

	
	Therapy and Interventions
	"We decided to start him on therapy... so we first enrolled him in that program and ah it came in it was very costly so at some point I knew that we needed as many hours as possible but given our income we couldn’t support all that so we decided to do that private the private therapies as well as add the free sessions from Mulago." "The medicine he was getting was making him more weaker, so we stopped... started managing him."

	
	Lifestyle Adjustments
	"We have done dietary restrictions and modifications um for two and a half years we didn’t do milk, meat, processed food and all that um what else have I done we’ve done vitamin therapy mineral supplementation so we have done so many things." "She knows when to have lunch, she will cook for herself she will tell you no am going to cook for myself she knows by 6:00 I have to have my shower and by 8:00 I have to be in bed."


 






