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ABSTRACT 

 

MENTAL HEALTH AND PARENT-CHILD RELATIONSHIPS AMONG PARENTS OF 

TRANSITIONAL AGE YOUTH WITH AUTISM 

 

Samantha O’Leary     Advisor: 

University of Guelph, 2021    Dr. John Beaton 

 

The aim of this thesis is to explore the lived experiences of parents of autistic transitionally aged 

youth (16-24), with regard to their mental health and wellbeing, parent-child relationships, and 

co-parenting relationships. A prominent gap in the literature exists surrounding autistic youth of 

this age group, let alone their parents. With a focus on parents who live in Ontario, Canada, this 

study uses open-ended surveys (n = 19) and follow up interviews (n = 9) to explore the mental 

health and relational dynamics between parents and their autistic transitionally aged youth as 

well as their co-parent/co-caregiver, both prior to- and during the COVID-19 pandemic. 

Theoretically informed by family systems and symbolic interactionism, thematic and 

interpretative phenomenological analyses are used to generate themes across participant data. 

Thematic analysis of the survey responses suggests three themes of: “I have good times and 

bad”: The importance of external factors; Parenting variability: Ongoing learning and an 

uncertain future; and, The co-parenting/co-caregiving divide: Conflict vs. engagement. Using a 

smaller subset of the study sample, interpretative phenomenological analysis is used to provide a 

more in-depth exploration of parenting experiences. Four themes are evident from the 

interviews: When the internal becomes external; Systemic (dys)functioning; Parenting 

appraisals: Internal reflections and external judgement; and, Strengths and resources. Though 

not addressing a research question per se, an important finding reflects the overarching impact of 

COVID-19, suggesting that COVID is “the challenge of a lifetime”, but not for everyone. This 



study reveals the complex and varied experiences of parents, reflecting strengths and challenges 

at multi-systemic levels. Policy and practice implications indicate the need for additional 

supports and resources to parents and their transitionally aged youth with autism. The 

significance of this study is that it is one of the first to explore parenting and co-parenting 

experiences of transitionally aged youth with autism in Ontario, Canada, and how the global 

COVID-19 pandemic may have affected parents’ perceptions of their mental health and family 

relationships. 
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1 Chapter 1: Introduction 

 The experiences of parents of children with disabilities1 such as autism spectrum 

disorder, including the impact of stress and wellbeing have been well documented throughout the 

literature. Research in this domain has explored early intervention, maternal wellbeing and 

distress, behavioural challenges, and the biological factors of disabilities. Moreover, research 

indicates that the intensity of parental distress may be moderated by disability type and severity, 

as research has found that parents of children with autism spectrum disorder report more 

profound distress than parents of children with other disabilities; all of whom reportedly 

experience greater distress than parents of children without disabilities (Cuzzocrea et al., 2016).  

Canadian research involving national post-censal data (weighted n = 120,700) from the 

Participation and Activity Limitation Survey found that functional characteristics of children 

with neurodevelopmental disabilities were more informative for child and family outcomes than 

was the type of the child’s diagnosis (Miller et al., 2016). This contrasts with previous research 

by Blacher and McIntyre (2006) that found that disability type and the presence of behavioural 

problems predicted maternal wellbeing, reporting the highest behavioural scores, and lower-rated 

maternal wellbeing for young adults with autism spectrum disorder. It is estimated that 40% of 

children with disabilities exhibit behavioural challenges, with higher accounts of behavioural 

issues in children with autism spectrum disorder (Miodrag et al., 2015). In addition to 

behavioural challenges, caregiving demands related to the child’s physical care needs can affect 

 

 

1 There is increasing preference for identity-first language among the Autism and broader disability communities; 

however, the exact preference of the terms used varies greatly (Botha et al., 2021; Bury et al., 2020). This paper will 

use both person-first and identity-first terms to represent the diversity of preferences, though acknowledges that 

some terms may be preferred over others. More context is provided later in this introduction. 
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parental distress. With the extensive caregiver demands and costs associated with care, parents 

report having less time to address their own needs (Miodrag et al., 2015).  

The sources of parenting stress with a child with a disability are varied and can be 

attributed to the type of disability, the characteristics of the child, family-related factors, social 

factors, and personal factors related to the caregivers (Golfenshtein et al., 2016). McConnell et 

al. (2016) added that difficulties related to services and supports for the child with a disability 

can be a significant source of parental stress and this point is further elaborated by more recent 

research from the Laurier Autism Research Consortium (see McLaughlin & Schneider, 2019). 

Miodrag and colleagues (2015) reported that the physical health ramifications of chronic high 

stress in parents of children with disabilities can manifest in cardiovascular, gastrointestinal, and 

other profound health problems. Specifically, through their meta-analytic study, these authors 

found that mothers of children with disabilities reported elevated frequency of headaches, muscle 

aches, sleep issues, and worse perceptions of health and quality of life compared to mothers 

without children with disabilities. Masulani-Mwake et al. (2016) agreed and added that parental 

stress disturbs sleeping patterns of the caregivers and can contribute to a fear for the future of the 

child with a disability, should something happen to the caregiver. The perspectives and 

experiences of fathers’ stress and physical health has been limited throughout the literature. One 

study compared the experiences of fathers of children without- and those with-disabilities, 

reporting that in the latter group, fathers reported lower life satisfaction, increased parenting and 

health stress characterized by feelings of pressure and tension (Darling et al., 2012). These 

studies revealed that the negative effects of stress on the wellbeing of parents of children with 

disabilities can be profound.  
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Seltzer et al. (2000) commented that autism spectrum disorders pose a significant threat to 

the psychosocial wellbeing of the family, more so than do many other disorders. As outlined in 

the American Psychiatric Association’s (2013) Diagnostic and Statistical Manual of Mental 

Disorders (5th ed.; DSM-5), autism spectrum disorder (hereafter referred to as autism), is a 

chronic neurodevelopmental disability characterised by persistent deficits in social interaction 

and communication that can include non-verbal communication, social-emotional reciprocity, 

and the development and maintenance of relationships, as well as restricted or repetitive patterns 

of behaviour, interests, or activities. The level of severity of autism can range between 

individuals and each presentation can vary drastically. Scant research exists on the impact of 

caregiving of adolescents and adults with autism (Lounds et al., 2007). From a relational 

standpoint, limited research exists surrounding the parenting experience of raising a transitional 

age youth between the ages of 16 to 24 with autism. Few studies have examined this age cohort; 

however, the research focus has primarily been related to outcome evaluations of 

vocation/employment or gains in independence for the youth (Chen et al., 2019). Moreover, little 

is understood about the impact on couple/co-parenting relationships when parenting a child with 

autism (Hock et al., 2012). Even less is known about this relationship as the child ages into the 

transitional age cohort of development. 

Autism has been extensively researched throughout the literature, with an emphasis on 

exploring autism diagnosis, treatment, and services in early childhood. Although Ontario has 

created the Ontario Autism Program to assist families with funding and access to services, the 

impact on family and child wellbeing remains critical (McLaughlin & Schneider, 2019). This 

program currently provides families with a childhood budget based on the age of the child, rather 

than their needs, and has been widely criticized for its shortcomings including a lengthy waitlist, 
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insufficient funds, and ongoing delays for implementation. New program changes, based on the 

recommendations from the Ontario Autism Program Advisory Panel (2019) originally projected 

for April 2020, have been delayed several times leaving many families waiting for necessary 

support. A research summary provided by the Laurier Autism Research Consortium 

(McLaughlin & Schneider, 2019) outlined several key findings relevant to supporting research 

on families of children and youth with autism and about health consequences for parents. 

Relevant to this research study, they reported that there is a need to examine the transitional age 

of development including appropriate programs for youth transitioning to adulthood and that 

there are numerous physical and mental health challenges associated with parenting a child or 

youth with autism. This study focused on transitional age youth, which was defined as youth 

between the ages of 16-24, consistent with other scholarly work (i.e., Burnham Riosa et al., 

2015; Wilens & Rosenbaum, 2013). Limited research about transitional age youth exist, with the 

focus primarily on the developmental stage of emerging adulthood and/or on youth involved in 

the mental health system (Burnham Riosa, 2011). A gap exists surrounding literature about 

parenting transitional age youth with a developmental disability, such as autism.  

There has been significant discussion around person-first versus identity-first language 

throughout the literature on disabilities as well as specific to autism. For example, identity-first 

language has been used in social identity and critical disability studies reflecting the nature and 

identity of belong to a group; however, Ferrigon and Tucker (2019) explained that person-first 

language is still the preferred terminology. For individuals in the autism community there is an 

increasing push towards identity-first language (Botha et al., 2021; Bury et al., 2020). Some 

literature suggests that both person-first and identity-first language are appropriate and that 

researchers should consider the preferences of their participants (Vivanti, 2020).  
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1.1 Purpose 

The purpose of this study was to explore the lived experiences of parents of transitional age 

youth with autism. A phenomenological approach, using thematic analysis and interpretative 

phenomenological analysis, was implemented to study parents’ mental health and their 

experiences of parenting, including their co-parenting relationships. The co-parenting 

relationship was used to refer to the sharing of parental and caregiving responsibility for a child. 

This term may also include parents who are married, separated, or divorced and still share 

parenting responsibilities. This could include LGBTQ+ parenting relationships, cohabitating 

couples, and single parents that may or may not receive support from a secondary caregiver. The 

term caregiving was used interchangeably with parenting to be inclusive of parents who may not 

be biologically related to the transitional age youth and the traditional, self-identified parenting 

roles of mothers and fathers are also explored. 

The specific aim of this study was to understand the lived experiences of the parents of an 

under-researched age group, namely transitionally aged youth (16-24) with autism. Further, I 

sought to address several gaps in the literature with regard to context and in the approach to 

discussing mental health, which I have defined as one’s state of psychological, social, and 

emotional wellbeing, which is related to, yet distinct from mental illness (Westerhof & Keyes, 

2010). Specifically, I examined parents of transitionally aged youth with autism in the Ontario 

context, exploring an understanding of their mental health and wellbeing that highlights both 

strengths and challenges, rather than solely focus on a deficit-orientation, which appears to 

dominate the literature. For example, Burnham Riosa and colleagues (2017) conducted a content 

analysis of 1154 articles, randomly selected from five high-caliber autism journals and found that 

of the articles that discuss the wellbeing of individuals with autism (n = 431), the majority 
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(50.3%) of these articles conceptualized wellbeing from a deficit approach. Finally, the most 

notable gap I addressed for this current study was the transitional age of development. It is 

important to acknowledge, however, that there may be great variability of lived experiences from 

parents of 16 year olds to parents of 24 year olds (i.e., resource availability, eligibility 

determination for adult developmental services). Despite these possible differences, this study 

added to the limited parenting and relational research for parents of transitionally aged youth 

with autism. In studying parents of this age cohort, this research aimed to:  

• Explore the factors that influence parent mental health with older children with autism 

and recognize how this impacts their parenting. 

• Understand the experiences of parents and primary caregivers, including both mothers 

and fathers in raising a transitional age youth with autism. 

• Provide greater information about co-parenting and parent-child relationships. 

This research was significant in its contributions to understanding the experiences of parents 

of transitional age youth with autism in Ontario. Identifying parental mental health and 

wellbeing, as well as their parent-child relationships provided relevant insight for mental health 

professionals, families of children/youth/adults with autism, other family clinicians, and for 

future policy development. This research extended upon the findings from the report by the 

Laurier Autism Research Consortium (McLaughlin & Schneider, 2019) by examining parents of 

older youth/young adults with autism, which was not examined in their study. 

1.2 Theoretical Framework 

 The guiding theoretical framework used in this paper was symbolic interactionism 

(Blumer, 1969). Using the symbolic interactionist framework as a guide, this project also 
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examined family systems theory (Bowen, 1978) for this phenomenological study that explored 

the lived experience of parents of transitionally aged youth with autism. It is important to note, 

however, that neither of the selected theories, nor any other theory to date have been developed 

specifically to examine families of children and youth with developmental disabilities such as 

autism. A brief overview of the aforementioned theories will be provided herein. The results of 

this study may provide an opportunity to guide further research and theoretical development to 

better understand families of children with disabilities such as autism, though theoretical 

reconceptualization was not the primary aim of this paper. 

1.2.1 Symbolic interactionism. An eminent theory used throughout sociological, family, 

and social science research to date is symbolic interactionism. Although most scholars identify 

George Herbert Mead (1913) as the figurehead of symbolic interactionism, several other scholars 

have made significant contributions to its conception such as Peirce, James, Dewey, Cooley, and 

Blumer (White et al., 2015). Blumer, for example, coined the phrase symbolic interactionism and 

can be credited as the founder of the framework although other schools of thought have 

developed from his original view, each emphasizing a different focus of the theory (Aksan et al., 

2009; Carter & Fuller, 2016). According to Blumer (1969), symbolic interactionism consists of 

three basic premises: (1) individuals act on and develop attitudes toward things based on the 

ascribed meanings they have for the object, (2) the ascribed meaning is developed through social 

interaction, and (3) meaning can be modified or refined through an interpretive process. Meaning 

is not intrinsic to an object, nor due to the psychological features of the individual or social actor; 

rather, meaning is a “physical attachment” garnered through the process of interaction and 

interpretation (Aksan et al., 2009; Blumer, 1969). This view of symbolic interactionism comes 
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from a pragmatic epistemology, whereas future derivations of this framework have used 

positivism (Carter & Fuller, 2016; Handberg et al., 2015).   

Blumer (1969) discussed four central conceptions of symbolic interactionism. He 

postulated that meaning can influence behaviour, at individual and collective levels, that the 

interpretative process is paramount to our relationship with ourselves and others, that behaviour 

at individual and/or collective levels is enacted through the assessment and interpretation of 

ourselves in our environment and that the interactions and interpretations between objects are 

constantly being revised as this is not a static process.  

 The key concepts and terms used within symbolic interactionism are multifaceted. 

Blumer (1969) described the basic ideas of the theory as “root images” which include the 

following: human groups or societies, social interaction, objects, the human being as an actor, 

human action, and the interconnectedness of lines of actions. Objects, as he described, were 

broad categories which could be physical (tangible items or things), social (people, roles), or 

abstract (principles, morals, ideas). Other scholars provided summaries of symbolic 

interactionism suggesting that the emphasis of key terms may differ depending on the 

perspective of the theorist (Aksan et al., 2009; White et al., 2015). For example, Aksan and 

colleagues (2009) discussed the three core principles of symbolic interactionism as meaning, 

language, and thinking, whereas meaning is the centre of human behaviour and there is a 

reciprocal relationship between language and symbols such that language provides meaning 

through symbols, which are explained through language. They added that thinking 

(interpretation) can alter the impact of symbols. Kashima (2015) agreed that the interpretative 

process involved in symbolic interactionism is paramount to our understanding of actions, 

symbols, and language. Symbols are relatively stable, although they can be revised over time, 
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consistent with Blumer’s (1969) conception of the evolution and iterative process involved in 

symbolic interactionism. 

 The concept of identity is an important element within symbolic interactionist research. 

Mead (1913) discussed the process through which one comes to understand them self as one that 

is dependent on the interaction of others. This is a process wherein we engage in introspection or 

self-consciousness of thought and activity, after engagement with others in our environment. The 

context of one’s culture and society, however, is not regarded as an important element within 

symbolic interactionism, as social environment and experiences are co-constructed between an 

individual and those in their immediate surroundings (Blumer, 1969; Handberg et al., 2015). For 

parents of autistic children and youth, the emphasis may not be on larger societal features (e.g., 

being Canadian), but rather on the interaction with objects in their immediate environment. This 

could include their access to autism services, stigma, and sociopolitical rules and/or barriers 

existing for their family members.  

At its basic level, symbolic interactionism relates to the symbolic meaning one attaches to 

behaviour, choices, and interactions. Much can be learned from how social interaction influences 

the parent-child relationships of families of children and youth with disabilities such as autism. 

Moreover, we need to better understand the structure of symbols and meanings connected with 

parenthood as it relates to the raising of a transitional age youth with autism. Unique obstacles, 

such as having a non-verbal child, can be particularly challenging for these families; however, 

this model could help shape how families can effectively use non-verbal communication and can 

provide insight into the intergenerational and/or dyadic exchange of meaning within a family 

(White et al., 2015). Additionally, some of the key concepts within symbolic interactionism can 

be salient for families of children with autism such as identity and roles/role strain. For example, 
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having a child with a disability could be an identity marker for both the child and the parent, 

which relates to the concept of identity formation. Seligman and Darling (2009) noted that some 

parents lose part of their identity and are reduced to their titles of mom/dad, and the child is 

known as the child with a disability. Similarly, parenting roles can become ambiguous or 

strained, as parents are often expected to act as caregivers, breadwinners, and clinicians for their 

child (Maich & Hall, 2016; Seligman & Darling, 2009). 

1.2.2 Family systems theory. Arguably one of the most influential theories within family 

therapy research, systems theory has evolved since its inception with Bowen’s (1978) family 

systems theory as one of the most comprehensive and widely used approaches in family research 

to date (Brown, 1999; White, et al., 2015). With its early roots in mathematics and a mechanistic 

way of thinking, systems theory has undergone a paradigm shift allowing for wide application 

across disciplines, richly so within the literature on family relationships (Nichols, 2006). Head 

and Abbeduto (2007) suggested that the best way to understand the dynamics of a family with a 

child with a disability is through systems theory. Similarly, White et al. (2015) contended that, to 

understand the relational processes within a family raising a child with a disability, we must look 

at the family system as a whole.  

Systems are complex in nature, with each intricate component influencing one another 

(Caldwell & Claxton, 2010; Gardner et al., 2006). Caldwell and Claxton (2010) noted that we 

determine “the self” (identity) through the process of contextual comparisons - the self in relation 

to others around. Scabini and Manzi (2011) also wrote about the influence of family systems 

theory in identity development and suggest that individual identity cannot be understood in 

isolation from one’s family identity as a group. They explained that reciprocal interactions 
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between individual and dyadic subsystems develop the larger family system. There are structural 

and symbolic elements of family bonds that are integral in understanding both the identity of the 

self and of the family. In families of autistic children and youth, examining multiple systems 

(i.e., parent-child and co-parent systems) will provide greater context through which parenting 

experiences, and broadly, family experiences can be understood. This can be particularly helpful 

in understanding the individual parenting experiences and meanings formed in families with 

transitionally aged youth with autism. While symbolic interactionism examines the role of the 

individual and how they form meaning, including family systems theory under this lens will 

provide a broader look at the context in which the meaning is formed and explore the dynamics 

that exists between family members. Specifically, in this study the unit of analysis will be 

parents, situated from a relational standpoint, which acknowledges the influence of the family 

system, including transitional age youth with autism, on individual parents.  

Both symbolic interactionism and family systems theory are limited in that they were not 

developed specifically for examining families with autistic children and youth, though as 

described above, their concepts can certainly be applied to better understand these families. 

These theories have ample support and application throughout the literature having been 

documented for decades in a wide array of contexts. In relation to families with autistic youth, 

symbolic interactionism supports the exploration of how individual parents assign meaning and 

make sense of their world(s) (Cronin-Davis et al., 2009; Smith, 1996) while family systems 

theory provides a framework to explore how different sub-systems within the larger family 

system continually interact, shaping meaning for all members within the family, including 

parents. Both of these theoretical frameworks fit within my own epistemological and ontological 

perspectives. I am a proponent of a contextualist epistemology in that knowledge is constructed 
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based on meaning(s) derived from context and experience and that what is ‘true’ is a subjective 

perspective held by each individual (Madill et al., 2000; Nichols, 2006). Ontologically, I reflect a 

critical realist stance in that this subjective ‘truth’ can only ever be partially accessed as it 

evolves and is undoubtedly socially influenced (Braun & Clarke, 2013). 

1.3 Research Questions 

 The guiding question of this qualitative research study was: what are the experiences of 

parenting a transitionally aged youth with autism? Based on the limited research surrounding the 

transitional age of development and the existing literature on parent-child relationships of parents 

of children with autism, I answered the following research questions: 

1. How does parent’s mental health influence their raising of a transitionally aged youth 

with autism? 

2. What are the parent-child relationships between parents and their transitionally aged 

youth with autism? 

3. What are the co-parenting relationships between parents of transitionally aged youth with 

autism? 

1.4 COVID-19 – Parenting During a Pandemic 

 Contextually situating oneself is important in qualitative research. Throughout this study, 

the lives of Canadians and people across the world were being disrupted (and continue to be 

disrupted) by the COVID-19 pandemic. With the partial closures of schools, non-essential 

support services, businesses, and requirements for social distancing, these disruptions were 

particularly challenging for families with children with disabilities (e.g., McCue, 2020; Reid, 

2020). For example, the CBC shared two articles reflecting the challenges parents and families of 
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children with disabilities were facing during the pandemic, such as feelings of isolation, hardship 

managing multiple roles (i.e., caregiver, home school teacher, and their own gainful 

employment; McCue, 2020), and the difficulties due to lack of respite and formalized support 

services that have been deemed “non-essential” (Reid, 2020). In Ontario, families were often 

confused by ambiguous “colour-coded” regional restrictions, intermittent lockdowns, mixed 

messaging about vaccination efficacy, and last-minute decisions that impacted schooling and 

service delivery.  

A UK study examined how the COVID pandemic had affected the mental health of 

children with disabilities and their families. Asbury et al. (2021) reported that overwhelm, loss, 

worry, and changes to mood and behaviour were observed in both parents and children, while a 

small handful of parents indicated either little change, or had a positive change to their mental 

health. Parent-reported data revealed that parents were more likely than their child to experience 

increased anxiety during the pandemic and that loss (of routine, support networks, services, and 

finances) were particularly challenging for caregivers (Asbury et al., 2021). The present study 

explored the experiences of Ontario-based parents of transitional age youth with autism, with 

questions devoted to their mental health and co-parenting experiences during an unprecedented 

time of a global pandemic. 

2 Chapter 2: Literature Review 

 The following section details the current and historical literature pertaining to transitional 

aged youth, autism research, parental mental health, and the dyadic relationships between 

parents, their adolescent, and co-parents. Traditional sources and gray literature including 

government reports and policies, unpublished dissertations and theses, and academic posters 
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were consulted for the following review. While the unit(s) of analysis in this study were the 

parents of transitional age youth with autism, it is important to understand both the dynamics of 

transitional age youth, with and without autism as well as the sociopolitical context or climate in 

which we are understanding these parents.  

2.1 Transitional Age Youth  

The incongruent definitions of the adolescent developmental stage, as evidenced by 

opposing age-range classifications throughout the literature, contributes to confusion about this 

stage and is problematic for many reasons, including operationalizing adolescent research and 

program planning (Curtis, 2015). In contemporary western culture and industrialized societies, 

adolescence can be understood from a variety of perspectives including biological, sociological, 

and cognitive frameworks. Cross-cultural studies on adolescence suggested that this stage is both 

a relative and highly variable construct, often revolving around puberty (Roopnarine & Gielen, 

2016). Moreover, there are a variety of cultural norms and roles to be fulfilled during 

adolescence, which differ depending on one’s cultural heritage. Several eminent scholars have 

explored adolescence in either developed or developing countries including Erikson, Piaget, 

Kohlberg, Levinson, Mead, and Keniston (Arnett, 2000; Roopnarine & Gielen, 2016). From the 

Western conceptualization of adolescence and adulthood, there seems to be an evolving 

framework of characteristics that signify adulthood occurring later in life than has historically 

been demonstrated. As such, the transitional stage of development, prior to adulthood has been 

described as a time for identity development and exploration before one assumes adult 

responsibilities such as marriage and parenthood (Arnett, 2000).  

While the general literature on adolescence is diverse, limited research exists surrounding 

the transitional age of development. This may be due to a variety of factors including the lack of 
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clarity around the distinct age parameters of this population. Curtis (2015) explained that, while 

there is not a unified understanding of the age criteria for transitional age youth, a common 

designation includes the ages of 16-24 years. This reflects the developmental span between older 

adolescence to young adulthood (Wilens & Rosenbaum, 2013). Some of the published research 

focusing on this age cohort included studies related to youth in mental health services (Burnham 

Riosa et al., 2015), or used transition as a verb, rather than a noun to explore the act or process of 

a change in services. This study used transition as a noun to denote a developmental stage in 

between adolescence and adulthood, while acknowledging that transitionally aged youth may 

also actively transition between services, such as the child and adult health sectors and the 

education system; both functions of transitions (i.e., developmental and institutional transitions) 

are part of the process of being a transitionally aged youth. 

2.1.1 Emerging Adulthood. The developmental period between adolescence and 

adulthood can be associated with marked change and challenge. Arnett (2000) proposed the term 

emerging adulthood as the conception of this developmental stage wherein an individual may not 

neatly fit or identify as either an adolescent or an adult. This stage, focused on individuals 

between the ages of 18-25, reflects a period of identity formation and the exploration of life 

trajectories. This view is consistent with Erikson’s (1968) propositions that identity formation is 

the developmental goal in the stage of adolescence and that industrialized societies can foster a 

period of prolonged adolescence in which individuals experiment with their ambiguous societal 

roles (Arnett, 2000; Reifman et al., 2007). Within this period, individuals tend to focus on their 

education and vocational opportunities, rather than marriage and family development (Arnett, 

2004; Reifman et al., 2007). Further, Arnett’s (2000) initial conceptualization of emerging 

adulthood has expanded to include five dimensions: the age of identity explorations, the age of 
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instability, the self-focused age, the age of feeling in-between, and the age of possibilities 

(Arnett, 2004; Reifman et al., 2007).  

Arnett’s (2000) conception of emerging adulthood is problematic for some youth with 

developmental disabilities, such as autism. Specifically, he suggested that emerging adulthood is 

the transitional period wherein an individual is no longer dependent; however, neither would 

they be entirely independent with adult responsibilities. For many individuals with disabilities, 

dependence on others may be a lifelong requirement. Further, self-sufficient criteria such as 

acceptance of responsibility, independent decision making, and financial independence are 

discussed as vital in the transition to adulthood (Arnett, 1998; Arnett 2000). Other critiques of 

this theory reflected that the process of adulthood is non-linear, with the attainment of some 

dimensions well into later adulthood, or at multiple stages of development (Burnham Riosa, 

2011). Further, the age of possibilities may not be the same for individuals with autism as it 

might be for same-aged, neuro-typically developing individuals due to socio-political barriers 

present within society. This may be a result of a myriad of factors including a deficit-focused 

interpretation of autism, environmental barriers such as a lack of support available, and stigma 

associated with a disability (Harmuth et al., 2018).  

2.2.2 Transitionally Aged Youth with Autism. In acknowledging that limited research 

exists for the typically developing population of transitional age youth, it comes as no surprise 

that there is a paucity of literature surrounding transitional age youth diagnosed with autism or a 

developmental disability. As this age cohort represents a heterogeneous subset of individuals, the 

research foci could be infinite, yet we know very little. Wilens and Rosenbaum (2013) briefly 

mention transitional age youth with autism in their paper on child and adolescent psychiatry, 
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noting that skill development during these years is a critical, though under-recognized, 

opportunity for development and improvement. Another study on transitional age youth with 

autism, conducted by Biggs and Carter (2016), explored the quality of life for youth with autism 

or intellectual disabilities. Using parental reports of youth wellbeing, these scholars found the 

reported wellbeing of youth with autism and intellectual disability were lower than found in a 

normative sample across the domains of social support/peers, and physical and psychological 

wellbeing. The lowest ratings were found amongst individuals with autism and those with 

challenging behaviours (e.g., aggression, self-injury) among other variables including low social 

support and peer interactions. It should be cautioned that there may be differences between 

parental reports and youth self-reports of wellbeing, though Biggs and Carter (2016) explained 

that when communication challenges or cognitive impairments may be present, a parent-proxy 

report can be an appropriate alternative option. Few other studies of transitional age youth with 

autism were found through traditional searches of scientific journals. To explore related studies, 

an examination of the publication records of Biggs and Carter were conducted which revealed 

that Carter has co-authored several studies on transitional age youth with disabilities and their 

employment or vocational outcomes. This search was beneficial as it aided in making other 

connections to the brief volume of literature on transitional age youth with disabilities.  

 Other research has explored a particularly tumultuous developmental period for 

adolescents, including adolescents with autism: puberty. Researchers exploring the effects of 

puberty in adolescents with autism referred to a ‘two-hit model’, wherein neural development 

could alter adaptive functioning, combined with hormonal fluctuations and increasing social 

demands that could impede the ability for adolescents with autism to transition successfully into 

their adult social roles (Picci & Scherf, 2015). Picci and Scherf (2015) indicated that 
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approximately 30% of autistic youth experienced a deterioration of their adaptive functioning 

after the onset of puberty. More research exploring the role of pubertal development among 

adolescents with autism is needed. 

The existing literature on transitional age youth with developmental disabilities was 

predominantly situated in an American context, explored educational outcomes and vocational 

readiness and attainment, and did not involve the individuals with the disability in the 

recruitment process; rather, they gathered this information from parental reports, through school 

administration or personnel, or by scoping and synthesizing existing literature (e.g., Lee et al., 

2018; Westbrook et al., 2014). Further, the pattern of inconsistent age criteria for transition age 

youth and/or adolescence was evident throughout the literature, with some studies examining 

smaller ranges such as 19-21 (i.e., Carter et al., 2013) and others including a multitude of 

individuals between the ages of 2-47 (i.e., Henninger & Lounds Taylor, 2014). These differing 

categories of youth and adolescence reinforces both the lack of clarity and generalizability in the 

research on transitional age youth with autism.  

Other areas that have received some attention in the literature included the strengths of 

transitional age youth with autism, the importance of person-centered planning in the transition 

process and successful markers of transitions. Carter and colleagues (2015) asked parents of 

youth ages 13-21 with autism and/or intellectual disabilities about the strengths of their 

son/daughter using a mixed methods study. The results of their study indicated that parents 

identified a variety of strengths in their children with disabilities including qualities related to 

relationship building, resiliency (overcoming challenges), cognitive abilities, and problem 

solving, explained as determination. Despite the many strengths of youth with autism such as 

their cognitive and problem-solving abilities, a deficit-oriented approach is generally taken 
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throughout research, even in the noticeable absence of these youth in the study recruitment 

process.  

Unfortunately, a similar deficit-approach is taken in the transition planning process, 

despite research support of the importance of person-centered planning for youth (Hagner et al., 

2014). This process involved the individuals at the centre of the goal setting and future planning. 

Research on the markers of a successful transition to adulthood from the perspective of 

transitional age youth with autism was missing; however, parental reports have been identified 

and vary with the prominence given to each transition factor. For example, Henninger and 

Lounds Taylor (2014) reported variations of parental endorsements of the following transition 

outcome variables: having a job, moving out (i.e., could be moving somewhere else that provides 

full care, just not provided by the parents), relationships with peers, activities of daily living 

(e.g., money management, cooking), further education, autonomy (may include some support), 

bidirectional community engagement, accessibility and transportation, romantic 

relationships/family growth, and physical health and safety. Russa et al. (2015) commented on 

the confusion and emotional toll transition planning has for parents of individuals with autism 

and describe a number of key issues for families with children with adolescents and young adults 

(13-21) with autism such as understanding health and safety issues, learning self-determination, 

planning for guardianship or independence, access and coordinating services and preparing for 

the transition to adulthood. 

2.2.3 Autism in Ontario. The Ontario Autism Program (OAP) through the Ministry of 

Children, Community and Social Services (MCCSS, 2019) provides funding and services to 

families with children and youth with a formal diagnosis of autism. Youth over the age of 18 are 

not eligible for this program and there is an extensive waitlist for the childhood budget which 
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entails age-dependant funding to access autism supports. For children under the age of six years, 

the annual budget is $20,000 per child; this amount drops to $5,000 annually for children over 

six years of age. Among its applications, the budgets can be used for evidence-based behavioural 

services, specialized services and training, family service coordination/navigation, and program 

equipment and materials. Consistent supports, either formal or informal have been found to 

relate to the quality of life for individuals with autism (Lee et al., 2017). To learn more about 

supports and services, informational sessions, workshops and service navigation programs are 

available for families to learn how to access and use the OAP. It should be clearly stated, 

however, that if a system requires support for navigation, it is likely too complex. Moreover, 

with the constant changes to the agenda of the provincial political climate and to the program 

itself, the future direction of the OAP is uncertain.  

In spring 2019, an OAP advisory panel was appointed to provide recommendations to the 

government about the design and development of a needs-based, sustainable OAP that can 

support as many children and youth as possible, within the budgetary framework. This aim was 

consistent with the recommendations from the Laurier Autism Research Consortium insofar as 

supporting the responsivity of individualized supports for each child (McLaughlin & Schneider, 

2019). The panel, consisting of experts in the fields of psychology, behaviour analysis, and 

education, autistic adults, as well as parents with lived experience supporting a child with autism 

met throughout the summer and autumn of 2019 to develop recommendations to the government 

for the creation of a needs-based, sustainable, program that can be achieved within an annual 

budget of $600 million. While the advisory panel issued detailed recommendations related to 

services and supports (e.g., early intervention, mental health services, respite), needs 

determination, capacity building and oversight, and alignment with the Ministries of Education 
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and Health, they did not explicitly outline supports for transitional age youth. As one of their 

markers of success, the report stated that the OAP should “offer a continuum of evidence-based 

care through a broad range of services and supports, early intervention and support during 

challenging times such as adolescence and the transition to adulthood” (OAP Advisory Panel, 

2019, p. 10). Despite this identified marker, supports for adolescences and the transition to 

adulthood were barely mentioned, only in relation to the need for ongoing mental health supports 

through the Ministry of Health.  

A change to the OAP came in February/March 2021, with the piloted launch of core 

services to 600 children and youth registered with the program. The intention of this program 

expansion was to provide a breadth of families with agency in collaboratively developing 

treatment options with clinicians that are tailored to their child’s needs (Ontario Ministry of 

Children, Community and Social Services, 2021). This announcement, however, has been met 

with criticism for its lack of representation of families from Northern Ontario, where services are 

either limited, or non-existent (Ritchie et al., 2021). The COVID-19 pandemic has also been 

problematic regarding the implementation of this program and more broadly to developmental 

services in general; as such, the Ontario Ministry of Children, Community and Social Services 

extended deadlines for when their interim one-time funds and childhood budgets need to be 

spent. This likely came as a result of service curtailment, which would have prevented families 

from being able to use their funds within the designated time frame. 

2.2.4 Transitional Process in Ontario. In Canada, a federal plan for autism has yet to be 

developed; however, there are plans implemented at the provincial level. There are a number of 

developmental and contextual barriers in Ontario for transitional age youth with developmental 

disabilities, such as autism. Transition planning for youth with autism in Ontario begins at the 
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age of 14, or when they begin high school (Maich & Hall, 2016). Transitions to adult services 

once an adolescent turns 18 is not a linear process as it is for typically developing individuals. 

Whereas children’s developmental services are based on diagnosis, adult services are based on 

eligibility (Shogren & Plotner, 2012). In Ontario, adult developmental services are informed by 

the legislation Services and Supports to Promote the Social Inclusions of Persons with 

Developmental Disabilities Act (2008). This law encourages individuals with developmental 

disabilities to participate in their community and made way for the development of 

Developmental Services Ontario (DSO). In order to receive funding, access to community 

programs, or residential placements after the age of 18, an individual must meet cognitive and 

adaptive eligibility criteria for the DSO. These parameters are particularly challenging for 

families of higher functioning individuals with autism, who may be ineligible for adult 

developmental services based on the criteria, yet still require services and supports. Regardless 

of whether an individual meets criterion for the DSO, a student in Ontario that has been 

identified as an exceptional pupil can remain in school until June of the calendar year in which 

they turn 21 years of age (Education Act, 1990). The challenge though, is that children’s services 

are mandated to end at age 18 and adult developmental services are only available for DSO-

eligible individuals, a process that can take years to complete and typically involves parental 

navigation of services as well as a psychological assessment which can cost upwards of $3,000. 

At the time of writing, provincial plans were announced to reform adult developmental services, 

with an emphasis on inclusion, support, and empowerment. 

2.3 Parenting 

Parenthood is multifaceted, with complex challenges and deeply meaningful rewards that 

endure throughout the life course. Although early parent-child literature indicates there is a 
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unilateral model of relationship development wherein an asymmetrical relationship exists with 

the parent holding all relational power, Kuczynski (2003) posits that mutual agency, context, and 

power more likely exist in parent-child relationships. This denotes a bidirectional process which 

can also be seen in families of children with autism as both the child and their family mutually 

influence their relationships. For example, the child or adolescent can shape the parents with 

regard helping to develop their patience, parenting style and involvement with professionals and 

other individuals with disabilities. The parents and other family members can similarly influence 

the child or adolescent’s development through their emotional and tangible supports. A change in 

one family member can influence a change in another.  

The parenting literature on transitional age youth, albeit limited, offers support to the 

ongoing nature of parental relationships and discusses how roles and influence may change 

throughout the life course. Test et al., (2014) discussed the importance of parental relationships 

for youth with autism and commented that parents typically provide care and support throughout 

life, but this is particularly salient during the transitional process as youth with autism often 

experience difficulty coping with change. Russa and colleagues (2015) also noted how parents 

are generally life-long advocates for their children. Other scholars have also explored the insights 

parents have about the strengths of their adolescents with autism, finding that many parents 

reported a variety of interpersonal strengths for their son/daughter such as compassion, loyalty, 

lovingness and helpfulness (Carter et al., 2015). The following sections of this literature review 

examine parents of youth with autism. To begin, research on parental mental health and 

wellbeing is discussed, followed by an exploration of the literature on mothering and fathering 

relationships. Additionally, co-parenting or co-caregiving research (terms used interchangeably) 
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round out this section exploring the relationships that are present between these parents and 

caregivers. 

2.3.1 Parental Mental Health and Wellbeing. Families with children with autism 

endure more stress in general than do other families. Research on families with younger children 

with autism have reported a variety of contributing factors that impact family wellbeing and 

ability to cope including timely and appropriate diagnosis, access to services, and having 

stability or balance in family responsibilities (e.g., Falk et al., 2014; Seligman & Darling, 2009). 

The majority of the literature on parental wellbeing and mental health focused on the experience 

of mothers of younger children with autism, from a perspective of examining stress-related 

factors external to the parent (e.g., Davis & Carter, 2008). Specifically, much of the literature 

examined the impact of the child on the parent’s perception of stress and does not address 

intrinsic characteristics of the parent themselves (e.g., McStay et al., 2014). The research often 

explored mental health from a negative or deficit-based perspective, highlighting poor mental 

health outcomes, however strengths-based and mixed-approaches to wellbeing have increased in 

the recent years (Burnham Riosa et al., 2017). This limited, albeit growing, research focuses on 

perceived strengths or benefits in relation to 15 strength constructs, such as personal 

relationships, which was a focus in the current study. There was also a gap related to mental 

health research for fathers of children with autism, for parents of transitional age youth with 

autism, and information on parenting stress from a Canadian context.  

Despite an emphasis on the negative mental health outcomes of parents of children with 

autism, there was a considerable heterogeneity in their symptom presentation. These symptoms 

may vary depending on the age of both the parent and the child, as well as the gender of parents. 



 

 

 

25 

For example, Davis and Carter (2008) explored the factors that influence parenting stress for 

very young children who have just received an autism diagnosis. They found that parenting 

stress for the dyad was related to challenges with their child’s social relatedness, while more 

nuanced stressors existed between mothers and fathers. For mothers, their study found that stress 

was associated with child regulatory problems, while father stress was associated with child 

externalizing behavioural problems. This was consistent with the limited research on fathers of 

children with disabilities that suggested that fathers portray masculine social scripts and any 

norm-deviating behaviour from their children, such as externalizing problems, may prompt 

paternal withdrawal consequently contributing to ambiguous loss (O’Brien, 2007; Seligman & 

Darling, 2009). In older children, factors such as externalizing behaviours have been found to 

contribute to parenting distress, although there seemed to be inconsistencies in these results 

across the literature (McStay et al., 2014).  

The mental health of parents of children and adolescents with autism has been examined 

between genders and also as a dyadic unit. Maternal mental health and wellbeing has been well 

documented, although the variables contributing to this presentation vary. Davis and Cater 

(2008) commented that regulatory problems (e.g., eating, sleeping, emotion regulation) in 

children contributed to maternal stress, whereas other research suggests psychosocial (Smith et 

al., 2012), physiological (Seltzer et al., 2010), and cognitive factors (Falk et al., 2014; McStay et 

al., 2014) influenced mental health outcomes. Cognitive appraisals or perceptions of parenting 

skills were related to parental interpretations of their child’s overall quality of life and wellbeing 

(McStay et al., 2014). This suggested that locus of control and appraisals of one’s ability to 

parent and manage challenges, or parental self-efficacy influenced parental mental health (May 
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et al., 2015). Falk and colleagues (2014) explained that an external locus of control was related 

to parental reports of depressive symptoms.  

Seltzer and colleagues (2010) explored physiological markers of stress in mothers of 

adolescents and adults with autism. They found that these mothers had significantly lower levels 

of cortisol throughout the day when compared to mothers of same-age adolescents and adults 

without a disability. This result was consistent with research on chronic and acute stress in that 

individuals who endured chronic stress, such as those with PTSD and clinically significant 

burnout levels, had low levels of cortisol throughout the day. Seltzer and colleagues (2010) 

further stated that youth behavioural problems predicted morning increases in maternal cortisol, 

the point in the day when one’s cortisol levels are at their highest. A reduction in externalizing 

behaviour was found to improve maternal wellbeing in a study of mothers of adolescents and 

adults with autism, as was the transition out of high school and prescriptions of psychotropic 

medications for their son or daughter (Lounds, et al., 2007). Canadian research on the mental 

health impact on parents of children with autism revealed that a majority of parents endorsed 

their overall mental health as either very poor (42%) or extremely poor (29%) (McLaughlin & 

Schneider, 2019). Open-ended responses in the Laurier Autism Research Consortium’s report on 

Autism in Ontario revealed that parents experience stress with: planning, lack of respite, 

relationship stress, waiting for services, aggressive behaviours, and difficulties with schools, 

therapists, and society (McLaughlin & Schneider, 2019). 

Less is known about the mental health outcomes of fathers of children and adolescents 

with autism. The limited information about paternal mental health suggests that myriad variables 

influence fathers including child externalizing behaviours (Davis & Carter, 2008), social support, 

perceived limit setting ability, age of father, satisfaction with parenting and co-parent mental 
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health (Falk et al., 2014; Hastings et al., 2005). Hastings and colleagues (2005) found that 

spousal mental health had an influence on both parents and that, when compared within the dyad, 

differences in depressive symptoms and positive parenting perceptions existed, such that fathers 

had lower endorsements of both constructs than did mothers. Overall parenting stress may be 

related social factors including the social relatedness of their child and whether parents had 

access to social support (Davis & Carter, 2008; Falk et al., 2014; Smith et al., 2012; Tehee et al., 

2008).  

 Social support has been identified as an important predictive factor of parental wellbeing; 

however, most of the formal and informal supports were directed toward the mother (Tehee et 

al., 2008). More empirical research regarding the impact of social support for parents is needed. 

For parents of transitional age youth with autism, a reduction in the access to formal supports 

may occur due to age and eligibility restrictions (e.g., Smith et al., 2012) and/or as a result of the 

pandemic restrictions to professional services. In their study, Smith and colleagues (2012) found 

that larger support networks were associated with improvements in wellbeing and lower reports 

of depression and anxiety for mothers of adolescents and adults with autism. Falk et al., (2014) 

reported that social support was particularly salient for fathers as a negative predictor of 

depression and that formalized supports (e.g., services, psychoeducation, behavioural training) 

and informal supports (e.g., respite, socializing) should be integrated into parental intervention 

programs. They add that intervention programs should address perceptions of parental control, 

differing presentations of mental health concerns, and elements of social support to provide more 

holistic supports for parents of children and youth with autism. 

 During the COVID-19 pandemic, parental stress and wellbeing has been particularly 

precarious. Reports of heightened anxiety and depressive symptoms among parents was 
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associated with higher ratings of parental stress (Brown et al., 2020). Sources of parenting stress 

during the pandemic included but were not limited to social distancing, closures of child-

centered services (e.g., schools, daycares) and job-related concerns (Calvano et al., 2021). While 

a majority of parents have reported an increase in negative mental health symptomology, 

research suggested that some parents have reflected on their positive coping strategies and more 

quality time with family members during the lockdowns (Dib et al., 2020; Calvano et al., 2021). 

It is important to caution, however, that these studies generally reflected the perspectives of 

mothers and that fathers’ mental health experiences need also to be considered. The American 

Psychological Association (2021) examined fathers’ perceived mental health during the 

pandemic and reported that fathers expressed concern with their unwanted weight gain, changes 

to their sleep patterns, increased alcohol consumption, and 82% indicated a desire for increased 

emotional support.  

2.3.2 Mothering Relationships. While the majority of the literature on parent-child 

relationships with children with autism have focused on mothering relationships, more research 

is necessary. The majority of the published studies have examined mothering relationships with 

children and youth under the age of 18, leaving a gap surrounding mothers of transitional age 

youth with autism. For example, Marquis and Baker (2019) explored conflict resolution skills 

between mothers and their 15-year old adolescent who were either typically developing, had an 

intellectual disability or had a diagnosis of autism and acknowledged that some conflict at this 

age is normative across all groups. Limited research on mother-child relationships and maternal 

wellbeing in developing countries has also been identified as a gap in the literature. Ilias et al. 

(2017) explored the meaning making process of mothers raising a child with autism in Malaysia 

and found that there were both intrapersonal and interpersonal, as well as systemic factors 
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associated with being a mother to a child with autism. These included cultural beliefs about 

autism, lack of resources, concerns for the future, the impact on the family (mothers as primary 

caregivers), and the impact on their mental health and coping. 

There are multiple roles parents—generally mothers—of children with autism typically 

occupy in their family, requiring high levels of engagement, which included that of caregivers, 

primary decision maker, organizer of multi-therapeutic services, and clinician (Gentles et al., 

2019; Seligman & Darling, 2009). Parent involvement and engagement was critical for 

transitional age youth with disabilities in the school system and has been found to predict post-

secondary outcomes related to education and employment (Hirano et al., 2018). This 

involvement was also associated with youth perceptions of quality of life; however, for mothers 

of adolescents and adults with autism, Lounds and colleagues (2007) reported poorer mother-

child relationships than did mothers of adolescents and adults without disabilities. Moreover, the 

demands of parenting a child or adolescent with autism can be associated with elevated levels of 

caregiver burnout (Tehee et al., 2008). 

Research on parent-reported strengths of transitional age youth with autism revealed that 

the most frequently endorsed strength identified by mothers was related to positive relationship 

characteristics such as compassion, kindness, caring, and helpfulness (Carter et al., 2015). Other 

variables that may influence mother-child relationships can be external to the relationship itself, 

including hypo- and hyper-sensitives of the child with autism, the physical home environment, 

and low levels of support (Bromley et al., 2004). Low levels of support were often related to 

single-motherhood, unmet needs, and low-income, or unsuitable housing. As noted previously, 

low support has a negative impact on maternal mental health and wellbeing, which subsequently 

impacts the rest of the family (Falk et al., 2014). Tehee and colleagues (2008) regard these 
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challenges as stressful events that exceed parents’ resources to cope. More research is needed to 

better understand relationship quality among mothers of transitional age youth with autism 

(Lounds et al., 2007; Seltzer et al., 2010; Smith et al., 2012). Further, Seltzer and colleagues 

(2010) indicated that examining parenting relationships for adolescents and adults with autism 

would add to the literature on chronic and daily parenting stress. 

2.3.3 Fathering Relationships. A prominent gap in the literature exists surrounding 

research on fatherhood and disabilities. Consequently, the influence of fatherhood and children 

with autism is an underdeveloped area. Seligman and Darling (2009) noted that fathers may be 

more inclined to be cautious of societal influence and stigma regarding socially acceptable 

behaviour of their child with a disability. Lashewicz et al. (2019) conducted a meta-synthesis of 

fathers’ experiences of raising a child with autism. As only six studies met inclusionary criteria, 

they acknowledged that there is a dearth of paternal representation within the qualitative research 

literature. Moreover, they cautioned that studies that describe parental experiences of raising a 

child with autism generally reflects the experiences of mothers, and therefore results should be 

interpreted with caution. In their interpretative phenomenological analysis, Martins et al. (2013) 

explored the meaning and lived experience of five fathers of pre-school aged children with 

autism. They found that, in general, fathers reported feeling overwhelmed and perceived 

fatherhood as a challenge. Lashewicz and colleagues (2019) additionally reported father-oriented 

themes of adaptation and concern for the future, the impact of culture, and reverence for the child 

and for new opportunities. Lack of emotional-responsivity of the child with autism also 

influenced father-child relationships (Martins et al., 2013). More research on fatherhood with 

autistic children is needed. 
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Martins and colleagues (2013) identified several themes related to fathering relationships 

which include cognitions/emotions, challenges (child-specific and parent-specific), and patterns 

of coping. Specifically, they noted that fathers believe they are responsible for their child’s 

diagnosis, engage in patterns of fierce advocacy and denial, and are concerned about the impact 

on their relationships and their perceived role as a parent. Similarly, Falk et al. (2014) reported in 

their study that one father acknowledged that he did not identify with occupying the role a father 

per se, but rather as a carer of his children due to their lack of a productive bi-directional 

relationship. Expectations of fathers within the family may also influence their parenting 

experiences. For example, in a survey of families in Ontario, fathers worked an average of 39 

hours per week, whereas, mothers worked an average of 23 hours (McLaughlin & Schneider, 

2019). This finding was consistent with the sample of fathers interviewed by Martins et al. 

(2013), all of whom reported working full-time at their place of employment. Perhaps social 

scripts related to working and generating an income fit with the masculine conception of being 

the breadwinner and may be an important identity marker for fathers (Seligman & Darling, 

2009). Other research on fathering relationships suggested that fathers may have more distant 

relationships with their autistic children, including youth at the transitional age (e.g., Hartley et 

al., 2011) which may be related to avoidant coping strategies (Martins et al., 2013). Exploring 

the meaning and experiences of the roles associated with fathering a transitional age youth with 

autism was an aim of the current study. 

2.3.4 Co-Parenting and Caregiving Relationships. Co-parenting involves a process of 

role sharing and understanding between parents and caregivers. Feinberg (2003) identified four 

overlapping elements of co-parenting, including a childrearing agreement, co-parental 

support/undermining, division of labour, and shared management of family dynamics. Limited 
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understanding of the nature of the co-parenting relationship between parents of children with 

autism exists. Even less is known about the co-parenting of transitional age youth with autism. 

Research on dyadic and/or polyadic positive co-parenting depicted cooperative alliances, mutual 

engagement and consistent support between parents and caregivers (McHale et al., 2004; 

McHale, 2011; Thullen & Bonsall, 2017). Feinberg (2003) explained that co-parenting involves 

an overlap or sharing of parental responsibility but did not relate to other aspects of martial 

relationships such as romantic, emotional, or financial aspects that did not have an explicit 

influence on their caregiving. Feinberg et al., (2012) developed the Coparenting Relationship 

Scale to assess co-parenting across: childrearing agreement, co-parental support/undermining, 

division of labour, and joint management of family dynamics. While this measure was not 

developed specifically for parents of children with autism, the co-parenting domains may still be 

relevant as Thullen and Bonsall (2017) used this measure within their study on co-parenting 

children with autism.  

The co-parenting relationships of parents of children with autism have been associated 

with parenting stress (Kurz, 2018; May et al., 2015; Thullen & Bonsall, 2017). Falk and 

colleagues (2014) reported a deterioration of martial satisfaction among parents of children under 

the age of 17 with autism, which may be due to cognitive appraisals of parenting self-efficacy. 

Conversely, in their systematic review of relationship quality among parents of children with 

autism, Saini and colleagues (2015) found inconclusive evidence for marital stability or family 

breakdown. The bulk of the articles from their analysis indicated that there are higher levels of 

divorce and martial dissatisfaction among parents of children with autism and that maternal 

mental health was a predictor of whether the child lived in a two-parent household. The latter 

finding is particularly striking, given the extant empirical studies of mental health outcomes for 
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mothers of children with autism. In studies of the marital satisfaction of parents of adolescents 

and adults with autism, a spill-over effect from marital to parent-child relationships may have 

existed in that positive spousal interactions were associated with fewer negative parent-child 

exchanges (Hartley et al., 2011). 

The quality of co-parenting relationships has been examined in families of children 

without disabilities, with little research on families of children with autism. A variety of factors 

for this population has been identified as contributing to either positive or negative co-parenting 

relationships. Sim et al. (2017) described factors associated with negative co-parenting 

experiences for parents of children with autism, which include one’s perception or interpretation 

of negative co-parenting experiences and distance from services. The latter required an increase 

in demands of the parents and may have resulted in less time spent with the other members of 

one’s family. This point may have been particularly salient for families in rural locations, such as 

northern Ontario, where local autism services and supports might be scarce. Parents of children 

with autism indicated that they spent less time with their spouse, had fewer positive couple 

interactions, and lower reports of closeness with their partner. Positive interactions included 

sharing compliments, jokes, intimacy, and communication; whereas, negative interactions 

included criticism, avoidance, and impatience with one’s partner (Hartley et al., 2017). May and 

colleagues (2015) have also suggested the importance of support from one’s partner as their 

research indicated that single parents report higher levels of parenting stress. While this finding 

supported the research on the importance of social support on parental wellbeing, the nature of 

the co-parenting relationship itself may have a strong influence regarding feelings of isolation 

experienced by family members.  
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Little is known about the dynamics of co-parenting during the COVID-19 pandemic. Law 

and legal studies have noted that shared custody during the pandemic appears to be of particular 

concern due to the mandated stay-at-home orders and how this can be a moral and legal grey 

area in divorced or separated families (e.g., Cooper, 2020; McBratney, 2020). In families with 

intact parental relationships, parental rigidity and inflexibility were found to predict heightened 

COVID stress, heightened co-parenting and family dissonance, and parent-child distress, while 

the opposite was found for parental flexibility, which suggested that the more cognitive 

flexibility parents had, the more resilient they were throughout the pandemic, and their co-

parenting and parent-child relationships were viewed as more constructive (Daks et al., 2020). It 

is important to note, however, that these studies did not exclusively examine parents of children 

with autism which highlights a gap in the ‘co-parenting during the pandemic’ literature. More 

research exploring co-parenting dynamics and co-parenting during COVID in this area are 

needed. 

To briefly summarize the literature discussed above, there have been a number of 

qualitative studies about parents of children with autism; however, few studies have examined 

the experience of parents of transitional age youth. This age cohort is unique as it reflects an in-

between stage of development wherein an individual is no more a child, than they are an adult. In 

Ontario, there are unique obstacles present for transitional age youth with autism that 

undoubtedly affects their parents and families. The existing literature on parents of autistic 

children has, in large part, reflected the perspectives of white, heterosexual, cis-gender women. 

Participant characteristics have generally lacked diversity with regard to race, culture, family 

constellation, sexual orientation of the parents, father perspectives, and income. This research 

study intended to address several gaps in the literature. Specifically, this study explored the 
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mental health of parents of transitional age youth from a qualitative approach that reflected both 

the nuanced challenges and strengths. Relationships, including parent-child and co-parenting or 

co-caregiving, also filled in some of the gaps in the literature, although it is acknowledged that 

this has only begun to scratch the surface of the research. Some diverse characteristics of 

participants were reflected, albeit in a relatively small sample of Canadian parents, though more 

research is needed to continue to explore intersectional parenting identities and the experiences 

of raising autistic transitionally aged youth. 

3 Chapter 3: Methods 

3.1 Ethics 

Ethical approval of this study was obtained through the research ethics board at the 

University of Guelph, prior to data collection (REB #20-06-018; Appendix A). Online surveys 

(Appendix B) were completed via Qualtrics (https://www.qualtrics.com), with consent being 

obtained prior to any survey questions displayed to the participant. If a participant responded that 

they were interested in being contacted for a follow up interview, a separate email was sent to 

them at a later date asking if this was something in which they were still interested. For the semi-

structured interviews, participants indicated their availability for a virtual interview via Microsoft 

Teams. At the time of the interview, the participant provided their verbal consent to engage in 

this research after the primary researcher reviewed consent (Appendix H), and the participant 

had read the written document outlining consent and confidentiality of the study. All interviews 

were conducted by the primary student researcher, with the exception of one that was conducted 

by the student’s advisor, due to the student’s previous dual relationship with a participant. 

Compensation was provided for participants for the survey, via a random draw for five prizes of 

a $25 e-gift certificate of their choosing. All participants that took part in the interview portion 
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were provided with a $25 honorarium via e-transfer. Confidentiality was maintained for 

participants through the use of pseudonyms, and de-identifying information and examples 

throughout the surveys and interviews. The names of the participants were known only to the 

primary researcher and faculty mentor; this information has been stored in a secured, encrypted 

location and was destroyed after the completion of the data analysis.    

3.2 Participants  

The sample of participants in this research study were parents or primary caregivers of a 

transitional aged youth, a youth between the ages of 16 to 24 with autism. Proof of formal 

diagnosis for their child was not required. The inclusion criteria for this study were: (1) all 

participants must be in a parental and/or caregiving role of a transitional age youth with autism, 

(2) share caregiving responsibilities with a co-parent, or co-caregiver, (3) live in Ontario, and (4) 

were able to read and converse in the English language. Age restrictions reflected that of the age 

of the youth, rather than the parent/caregiver to align with the transitional age of development. 

Research involving parents of children with autism has primarily focused on the experiences of 

mothers; therefore, this study sought to include fathers and other individuals who may be in a 

supportive caregiving role, such as step-parents and grandparents. Participation was not 

restricted to the biological parent(s) of the transitional age youth. In two-parent households, both 

parents were eligible and encouraged to participate in the study. For single-parents, a relationship 

with a co-caregiver, such as occasional support from another family member, was required to 

address the research questions about co-parenting. 

3.2.1 Characteristics of parents. A total of 19 parents and caregivers met eligibility 

criteria for this research study. Demographic characteristics were collected for both the parents 
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and the transitional age youth; however, it should be noted that the youths’ characteristics were 

reported by the caregivers. Demographic characteristics for parents are reflected in Table 1. The 

mean age for parents was 51 years (SD = 5.01, Range = 41-60) and the majority were female 

(84.2%). The majority of parents identified as White (73.7%), had a post-secondary certificate, 

diploma, or degree (94.7%), and were employed full time (68.4%). All participants lived in 

Urban regional locations (36.8% Halton, 21% Peel, 10.5% Guelph/Wellington, 10.5% 

Kitchener/Waterloo, 5.3% Toronto, 5.3% London-Middlesex, 5.3% Windsor/Essex). The 

majority of parents identified as being married (57.9%) and having an annual household income 

of over $100,000 (gross; 42.1%). The number of children they had ranged from 1 to 4.  
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Table 1. Demographic characteristics of parents 

Variable Range n Mean/% SD 

Gender Male  3 15.8%  

Female  15 83.3% 

Sex at Birth Male  3 15.8%  

Female  16 84.2% 

Age  41-60  51.0 5.01 

Ethnicity White  14 73.7%  

Filipino  1 5.3% 

Black  2 10.5% 

South Asian  1 5.3% 

Other (White, Spanish)  1 5.3% 

Relationship 

Status 

Single  5 26.3%  

In a Relationship (not married)  1 5.3% 

Married  11 57.9% 

Divorced  2 10.5% 

Education 

Level 

Some post-secondary  1 5.3%  

Post-secondary certificate, 

diploma, or degree 

 18 94.7% 

Employment Employed, Part-time  1 5.3%  

Employed, Full-time  13 68.4% 

Unemployed, Looking for work  3 15.8% 

Unemployed, Unable to work  1 5.3% 

Retired  1 5.3% 

Annual 

Household 

Income 

(Gross) 

$0 - $19,999  1 5.3%  

$20,000 - $39,999  2 10.5% 

$40,000 - $59,999  3 15.8% 

$60,000 - $79,999  2 10.5% 

$80,000 - $99,999  3 15.8% 

$100,000 or more  8 42.1% 

Region of 

Ontario 

Durham  1 5.3%  

Guelph/Wellington  2 10.5% 

Halton  7 36.8% 

Kitchener/Waterloo  2 10.5% 

London/Middlesex  1 5.3% 

Peel  4 21% 

Toronto  1 5.3% 

Windsor/Essex  1 5.3% 

Number of 

Children 

 

1  5 26.3%  

2  7 36.8% 

3  4 21.1% 

4  3 15.8% 

 



 

 

 

39 

3.2.2 Characteristics of transitional age youth with autism. Demographic 

characteristics of the transitional age youth are reflected in Table 2. Youth’s ages ranged from 16 

to 23 years (M = 19.9, SD = 2.40) and were mostly male (78.9%). All youth represented in the 

sample had a diagnosis of autism and many had co-occurring diagnoses such as a cognitive 

disability (52.6%), or a mental health diagnosis (26.3%). There was variability regarding 

approval status to Developmental Services Ontario. Services accessed by transitional age youth 

prior to COVID-19 include educational programs, social supports, behavioural supports, 

communication supports, and other recreational opportunities and vocational placements. 

Table 2. Demographic characteristics of transitional age youth 

Variable Other Range n Mean/% SD 

Gender Male   15 78.9%  

Female   3 15.8% 

Other Non-binary  1 5.3% 

Age   16-23  19.9 2.40 

DSO Approval Yes   11 57.9%  

No  7 36.8% 

Application in 

Progress 

 1 5.3% 

Autism/Autism 

Spectrum 

Disorder 

Diagnosis 

Yes   19 100%  

Functioning 

Level2 

High   8 42.1%  

Moderate   6 31.6% 

Low   3 15.8$ 

Other 1). High functioning, 

without language or 

behavioural 

impairments, 

 2 10.5% 

 

 

2 I acknowledge that functioning level can be both stigmatizing and misleading and that many people in the ASD 

community are refraining from using this as a descriptive term. See Alvares et al. (2020). 
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intellectually gifted, but 

severely impaired due to 

mental health 

2). *no additional 

descriptive details 

provided by parent 

Other 

Diagnosed 

Disabilities 

None   3 15.8%  

Cognitive   10 52.6% 

Mental Health   5 26.3% 

Other 1) Down Syndrome 

2) Learning 

Disability 

3) ADHD 

4) Brain Injury 

 
1 

1 

1 

1 

5.3% 

5.3% 

5.3% 

5.3% 

Services 

Accessed Pre-

COVID 

None   3 15.8%  

High School   8 42% 

Special 

Education 

  8 42% 

Post-Secondary 

Education 

  1 5.3% 

Behavioural 

Supports 

  6 32% 

Communication 

Supports 

  3 15.8% 

Social Supports   8 42% 

Other 1) Sports 

2) Gender Support 

Group 

3) Work Placement 

4) Private School 

5) IEP Supports 

 
1 

1 

1 

1 

1 

5.3% 

5.3% 

5.3% 

5.3% 

5.3% 

 

3.2.3 Recruitment. Online recruitment through social media (i.e., Autism Facebook 

groups, Instagram) and internal postings on developmental service websites (e.g., Autism 

Ontario, Central West Specialized Developmental Services, Community Living Dufferin) were 

conducted. A written description of the study, paired with an informational flyer including the 

link to the Qualtrics survey and contact information for the principal and student investigators 

were shared.  
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3.3 Research Design 

 The purpose of this study was to explore the lived experience of parents of transitional 

age youth (16-24 years old) with autism with regard to their mental health and parent-child 

relationships. The specific relationships of study included parent-child and co-parenting 

relationships or co-caregiving relationships. It was our aim to understand the lived experience of 

parents of transitionally aged youth with autism as this is an under-researched area. Moreover, 

we provided a holistic understanding of parenting experiences and mental health, rather than 

strictly focus on a deficit-orientation. A phenomenological qualitative design that consisted of 

both textual and interactive data collection through broad, open-ended online surveys and in-

depth follow up interviews was used to address the purpose of this study. The interviews were 

semi-structured in nature and provided participants an opportunity to add more rich information 

about their subjective experiences of parenting a transitional aged youth with autism. 

Furthermore, pandemic-related questions were included in an effort to distinguish parenting 

mental health and relationships that existed prior to COVID-19, as well as how the pandemic 

may have affected these constructs. 

3.3.1 Phenomenology. A phenomenological design involves the understanding of the 

subjective experiences of participants about a specific phenomenon. Edmund Husserl’s early 

theorizing on phenomenology paved the way for later empirical investigations on individual 

perceptions about objects and the unique elements germane to a given phenomenon (Pietkiewicz 

& Smith, 2014). In this study, understanding the lived experience of parents of transitional age 

youth with autism was the phenomenon of interest. Scholars have used phenomenological 

qualitative approaches to understand meaning associated with parenting a child with autism. For 

example, Schaaf et al. (2011) conducted a phenomenological study of parents of children 
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between the ages of 5 to 12 with autism to explore the meaning behind their parenting 

experiences. They used interviews to better understand a typical day in the life of the family, 

daily activities and routines, and how parents implement these routines to support their child to 

engage in activities inside and outside of the home environment. Other studies have used 

phenomenological approaches to explore the coping strategies used by mothers of children with 

autism (e.g., Kuhaneck et al., 2010). This study added to the existing literature of qualitative 

phenomenological studies of parents of individuals with autism by addressing the subjective 

experiences of mental health, co-parenting, and parent-child relationships of parents of 

transitional age youth, a population that has traditionally been under-researched.  

3.4 Methodology 

3.4.1 Interpretative Phenomenological Analysis. The framework for conducting this 

research, as well as the method for collecting and analyzing interview data was interpretive 

phenomenological analysis. The aim of interpretative phenomenological analysis (IPA) was to 

provide a detailed understanding about how experiences influenced how individuals made sense 

of their world (Smith & Osborn, 2009). Larkin and Thompson (2011) stated:  

The outcome of a successful IPA study is likely to include an element of ‘giving voice’ 

(capturing and reflecting upon the principal claims and concerns of the research 

participants) and ‘making sense’ (offering an interpretation of this material, which is 

grounded in the accounts, but may use psychological concepts to extend beyond them … 

(p. 101; italics used in original).   

It was a subjective approach that made no objective inferences about a population in general; 

rather, it provided a detailed idiographic account of personal perceptions and meaning from the 
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perspective of the participants (Smith, 2019). Interpretative phenomenological analysis was 

originally created by Smith (1996) and remains a popular framework used for qualitative 

research. It has been defined as a dynamic research process, based out of phenomenology and 

symbolic interactionism (Smith, 1996; Smith et al., 1999). The epistemological basis of 

interpretative phenomenological analysis came from interpretive hermeneutic phenomenology 

(Larkin & Thompson, 2011).  

Case study designs or multiple participant samples may be used in this approach. This 

inductive method of inquiry used questions to ascertain explanations of how things are 

understood (e.g., what, how, why), rather than through quantitative or numerical data (Smith, 

2019; Tuffour, 2017). Eatough and Smith (2017) explained that the participant’s cognitions are 

important in understanding their lived experience and can be categorized as either hot- (i.e., in 

the moment reflections, burning or emotive responses) or cold-cognitions (i.e., longer term 

reflections across the life span). Analyzing data using the interpretative phenomenological 

analysis method involved multi-level interpretations. Specifically, the participants made sense of 

their world (interpretation), which was subsequently interpreted and decoded by the researcher 

(Pietkiewicz & Smith, 2014). This involved a process of perspective taking on the part of the 

researcher. Smith (2019) described this process as a second-order interpretation, as the researcher 

does not have access to the participant’s experience itself. 

 The experiences of parents of children with autism have been the focus in some studies 

using interpretative phenomenological analysis. Martins and colleagues (2013) used this 

methodology to understand the experiences of fathers of children with autism. They identified 

three superordinate themes that reflected the experiences, challenges, and coping of fathers of a 

child with autism. Ilias et al., (2017) have similarly conducted a study of the wellbeing of 
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mothers of children with autism in Malaysia using interpretative phenomenological analysis. 

They found themes related to learning how to spell autism in Malaysia, the impact of autism on 

the family, and resiliency. The present research used interpretative phenomenological analysis of 

the interviews to examine the experiences of parenting transitional age youth with autism to add 

to the existing literature and address the gaps in parenting and autism research for this 

population.  

3.5 Data Collection 

 First-person, in-depth accounts are appropriate data for thematic analysis and 

interpretative phenomenological analysis, which may include semi-structured interviews, and/or 

other written accounts (Larkin & Thompson, 2011). The methods of data collection used in this 

study were multi-leveled, starting with online, open-ended qualitative surveys via Qualtrics 

followed by a semi-structured interview, for a select number of participants who have provided 

consent to be contacted for the follow up interviews. The surveys intended to provide a 

background to the more in-depth exploration of participant experiences discussed throughout the 

interviews. These methods of data collection are suitable for understanding participant 

experience in qualitative research (Braun & Clarke, 2013). Pietkiewicz and Smith (2014) stated 

that the purpose of interpretative phenomenological analysis is to elicit detailed accounts and 

experiences from a first-person account, often gathered through in-depth semi-structured 

interviews. Larkin and Thompson (2011) explained that the focus is on depth and interviewing 

participants more than once or using other tools to collect data can help facilitate understanding 

of the participant’s experience. Survey data was retained when a minimum of 90% of the survey 

was completed; this allowed the inclusion of surveys where participants may have closed their 

web browser before selecting “submit” at the end of the survey. All interview data was retained 
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unless the participant explicitly withdrew their consent. The research materials that were used in 

this project included the qualitative survey and interview guide (Appendix B), recruitment email 

(Appendix C), informational poster (Appendix D), participant information sheet (Appendices E-

F), and consent forms (Appendices E, G-H).  

3.5.1 Surveys. The demographic characteristics of both parents/caregivers and 

transitional age youth that were collected are described elsewhere in this document. In addition 

to these questions, the surveys explored pandemic-related questions to determine how COVID-

19 has impacted families raising transitional age youth with autism. After the demographic 

portion of the survey, a series of three sections asked for open-ended responses pertaining to 

parent mental health, parent-child relationships, and co-parenting relationships, respectively. 

There were approximately four questions within each of these parts. Examples of the open-ended 

mental health related questions included “how would you describe your mental health and 

wellbeing”, “what strategies do you use to support your mental health and wellbeing”, and “how 

does your mental health influence your relationship with your transitional age youth.” The 

Family Stress and Coping Interview (FSCI; Nachshen et al., 2003) and the Co-Parenting 

Relationship Scale (CPRS; Feinberg et al., 2012) were used as guiding frameworks in the 

development of the survey questions. The FSCI explored experiences of stress and coping for 

parents of transitional age youth with autism. This measure was developed for families of 

individuals with developmental disabilities and is a beneficial measure for a number of reasons 

including: its responsivity to lifespan perspectives, involvement with families in its original 

conception, and its anti-pathologizing approach for understanding successes in coping and 

adaptation for families (Nachshen, et al., 2003). In its original conception, this measure explored 

the mental health and coping of parents and caregivers, and used both qualitative (5-items; open-
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ended responses) and quantitative research methods (23-items). Other established scales of 

parenting stress were not selected for this study due to the norm-referenced age criteria for the 

children. For example, Eapen et al., (2014) conceptualized an autism-specific quality of life 

measure for parents of autistic children between the ages of 2-18 years.  

Relationships, including parent-child and co-parenting or co-caregiving relationships 

were explored using open-ended survey questions. The nature of the questions reflected the 

quality of the relationships and explored both the challenges and strengths of these exchanges. 

The CPRS (Feinberg et al., 2012) was used as a guide for the questions, adapted to reflect 

wording of co-parenting transitional age youth with autism. The original 35-item measure 

demonstrated both reliability and stability, and the revised 14-item brief version was strongly 

associated with the original conception (Feinberg et al., 2012). The general nature of the 

questions in present study were descriptive. Questions elicited information related to strengths, 

challenges, influences on other relationships, meaning, role expectations as a parent of a 

transitional age youth with autism, changes over time, and qualities about the specific parent-

child and co-parenting relationships. For example, the open-ended questions about the parent-

child relationship included “what does being the parent of a transitional age youth with autism 

mean to you,” “how has your parenting role evolved throughout your child’s development,” and 

“what has been your most meaningful experience as a parent.” Examples of open-ended 

questions regarding the co-parenting relationship included “who is your co-parent/co-caregiver 

(e.g., nanny, current, or ex-partner, your parent, etc.),” “how has your relationship evolved 

throughout your child’s development,” and “in what ways does your co-parent/co-caregiver 

provide you with support.” 
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Due to an influx of ineligible survey submissions (i.e., from individuals outside of 

Ontario), the survey was temporarily closed while an amendment was submitted to the Research 

Ethics Board to change the participant incentive to a draw, rather than a guaranteed stipend. 

After receiving ethics approval for this change, the survey was re-launched, and there were no 

other technological concerns with data collection through the survey. 

3.5.2 Interviews. The most common and often preferred method of data collection in 

studies using interpretative phenomenological analysis are semi-structured interviews (Cronin-

Davis et al., 2009; Eatough & Smith, 2017; Pietkiewicz & Smith, 2014). After completing the 

surveys, participants were asked if they would be interested in being contacted for a follow up 

interview. A selection of positive responses to the latter question determined who will be 

selected for the interview. The specific selection of positive endorsements was used to ensure the 

experiences of fathers were included in the analysis. A qualitative interview guide was used with 

each participant, theoretically informed by symbolic interactionism and family systems theory. 

Smith and Osborn (2009) explained that, during the interview, the researcher aims to use short, 

specific questions, and tries to ask questions in sequential order as they appear on the guide, 

although the latter is not imperative. They added that the attempt to establish rapport with the 

participant will be paramount to the interview as this will help the researcher in their attempt to 

enter the world and experience of the participant. Eatough and Smith (2017) noted; however, that 

the interview questions are intended to guide, rather than dictate the interview. 

 The interview guide began with general questions about the participant and their 

transitional age youth, followed by a question to describe their parenting experience (Appendix 

H). Questions began at the individual level before exploring dyadic relationships. To start, the 
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mental health and wellbeing of these parents was addressed, followed by parenting and co-

parenting experiences. Strategic wording similar to “what is your experience with…” was used 

to ensure that the interviews begin from a place of the participant’s experience, consistent with 

other studies using interpretative phenomenological analysis (e.g., Burnham Riosa et al., 2015). 

Examples of interview questions included “how would you describe the experience of parenting 

a transitional age youth with autism,” “Let’s start with your parent-child relationship: what can 

you tell me about the strengths of your relationship,” and “earlier, I asked about the overall 

experience of parenting a transitional age youth with autism. Now, I would like to ask you some 

questions to better understand what is means to be a parent of a transitional age youth with 

autism. What can you tell me about what it means to you?”  

Prompts were included for abstract questions, in the event that participants required 

additional structure. A detailed researcher diary was used to reflect non-verbal and behavioural 

communication of the participants, as well as record the reflexive thoughts of the researcher 

(Pietkiewicz & Smith, 2014). As interviews were lengthy (more than one hour; up to three hours 

in one case; M = 90 minutes), the participants were asked at the outset whether they would be 

able to engage in an uninterrupted interview for the specified amount of time (Smith & Osborn, 

2009). All participants were additionally asked at the 90-minute mark if they were still able and 

interested in continuing their interview. Interviews were recorded via Microsoft Teams and 

transcripts were generated in its partner-platform, Microsoft Stream. There were many errors in 

the auto-generated transcription which required careful revisions for accuracy. 

 The interview guide (see Appendix H) was carefully curated in a manner that related to, 

though was distinct from the open-ended survey questions. There were questions about strengths 

and challenges, unique dynamics, changes over time, and meaning associated with mental health, 
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parent-child relationships and co-parenting relationships. Participants had an opportunity to add 

in any comments or details at the end of the interview that they wished to share. These questions 

elicited responses that explored the hot- and cold-cognitions of the participant. Additionally, 

questions related to COVID-19 were incorporated to help distinguish between parents’ typical 

mental health and relationships (i.e., prior to the pandemic), and how the pandemic has affected 

these parents. 

 There were some technological challenges of note during the interviews. For example, in 

a handful of interviews, the participant’s screen would freeze and the sound stopped. In an effort 

to problem-solve these scenarios, the chat feature was used to communicate with participants and 

some needed to log out of Microsoft Teams and re-join the call. In another interview, a 

participant was unable to join the video call from their computer. A telephone interview was 

conducted in this case and the participant’s responses were still recorded via Microsoft Teams 

through speaker phone. These technological glitches rendered the transcription difficult at times, 

as the speech/sound was sometimes garbled. This impacted the accuracy of the automatically 

generated transcript from Microsoft Teams/Stream. To ensure that the transcripts were verbatim, 

the recorded interviews were replayed and manual corrections were made to the transcripts. 

3.6 Data Cleaning 

3.6.1 Sample. In general, qualitative research studies have smaller sample sizes than do 

quantitative designs. Sample sizes of studies using interpretative phenomenological analysis can 

range from anywhere between 1-30 participants; however, it is often toward the lower end due to 

the depth of analysis (Eatough & Smith, 2017; Larkin & Thompson, 2011). Sufficient data for a 

small qualitative research project using interpretative phenomenological analysis could include 

between three to six interviews and 10-20 surveys (Braun & Clarke, 2013). Saturation in 
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qualitative research has been a seemingly contentious issue as there have been inconsistencies in 

its application across methodologies. Malterud et al. (2016) suggest that the concept of 

“information power” is a better guide for adequate sample size in qualitative research than would 

be saturation, as sufficient samples are dependent on: the aim of the study, sample specificity, 

theoretical application, quality of dialogue, and the analysis strategy. For the scope of this 

dissertation research and to ensure we captured the breadth of experience throughout Ontario, we 

aimed to obtain between 10-20 interviews and 15-50 qualitative surveys. Jonathan Smith, the 

founder of interpretative phenomenological analysis, however, stated that it is acceptable for 

doctoral dissertation research to include 8-10 participants (Smith, 2021). Our final sample 

consisted of 19 surveys and 9 interviews. While we aimed to sample participants throughout 

Ontario, including rural and centralized locations, and across a diverse range of social 

demographics, our sample ended up being rather homogeneous in its characteristics and 

geographic location. Participants that had more than one transitional age youth with autism, were 

permitted to complete one survey per child, however, only one interview was conducted as they 

could respond to all questions for both/all of their transitional age youth with autism. Clarifying 

questions were used to distinguish responses per child, for those interviews. 

The Qualtrics survey was originally published on October 13, 2020. Within 24-hours, 

over 530 survey responses were submitted, however, none of the entries met the eligibility 

criteria of residing in Ontario, Canada. To prevent the influx of ineligible entries from 

continuing, the survey was temporarily closed, while the research team sought clarity and an 

amendment of participant compensation (i.e., from a guaranteed stipend, to a draw format) 

through the Research Ethics Board. The survey re-launched on December 1, 2020 and closed on 

January 26, 2021 with a total of 649 survey submissions. The complete copy of the data collected 
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through Qualtrics was exported as a Microsoft Excel file. Ineligible submissions (n = 615) were 

excluded during the data cleaning process, as were submissions that were less than 90% 

completed (n = 13). See Figure 1 for the data cleaning process. Participant IDs were then 

provided using randomized numbers 1-21 in Excel. A duplicate entry (n = 1) was removed from 

the analysis, as was an entry by a participant who did not consent to the study (n = 1). After all 

exclusions, the final sample included 19 participants. Nine participants from the final sample 

consented to the follow up interviews, which were conducted between January-March 2021 via 

Microsoft Teams. 

Figure 1. Data Cleaning Process 
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3.7 Data Analysis 

The demographic information of the participants gathered through the online surveys was 

analyzed with descriptive statistics, using the IBM SPSS Statistics for Mac (Version 26.0). 

Thematic analysis and interpretative phenomenological analysis were used to evaluate the 

content of the surveys and interviews, respectively, and to categorize themes. Both of these 

analytic approaches are appropriate in phenomenological studies and thematic analysis of the 

surveys was intentionally used to help inform the more in-depth accounts of the interpretative 

phenomenological analysis from the interviews. Coding of the data from the online surveys was 

conducted using the qualitative data analysis computer software program, NVivo for Mac 

(released December 2020). An analysis chart was used to analyze the interview transcripts, as 

suggested by Smith et al., (2009). The middle column contained the verbatim transcript, while 

the left and right columns reflected the emergent themes and exploratory comments, 

respectively. See Figure 2 for an example of the analysis chart from a participant interview. 

Figure 2. Interview Analysis Chart Example 
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3.7.1 Interpretative Phenomenological Analysis. Smith and colleagues (2009) describe 

six stages involved in interpretative phenomenological analysis. In their first stage, interview 

recordings and transcripts are reviewed and read multiple times and with each iteration the 

researcher makes notes in the left margin about interesting or significant statements made by the 

participants; this is to ensure that the participant becomes the focal point of the analysis (Smith et 

al., 2009; Smith & Osborn, 2009). Personal reflections of the researcher should also be recorded 

during this process (Pietkiewicz & Smith, 2014). The researcher should become immersed in the 

transcripts and become as intimate as possible with the material; for this reason, interpretative 

phenomenological analysis can be incredibly time consuming (Smith et al., 1999). Step two 

entailed initial coding, whereby exploratory comments are recorded in the analysis chart noting 

any linguistic/semantic level comments. From there, step 3 involved the recording of emerging 

themes from the data.  Connections and clusters were made between these themes, creating a list 

of superordinate themes (step 4; Smith & Osborn, 2009). Steps 5 and 6 involved moving on to 

the next case (interview) and looking for patterns across cases. 

Translating the themes in a narrative account entailed listing themes and providing 

detailed examples, using the voices of the participants directly taken from the transcripts 

(Pietkiewicz & Smith, 2014; Smith et al., 1999). To generate credible and trustworthy data, 

triangulation was used. Methodological triangulation, which involved using more than one 

method to gather data (Cronin-Davis et al., 2009) was conducted through the use of online 

qualitative surveys (i.e., using Qualtrics) and in-depth semi-structured interviews. Although 

member-checking was another method of ensuring the accuracy of participant information, has 

been described as counter-productive in interpretative phenomenological analysis using multiple 

participants due to the complexity of the analysis (Larkin & Thompson, 2011).  
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Following Smith et al.’s (2009) prescribed steps in the interpretative phenomenological 

analysis process, I read and re-read the transcripts several times over. As the interviews had been 

conducted within a short time frame before analysis, I focused on reading each interview as if 

from the voice of the participant, reflecting back to my memories of the interviews. I created a 

table with three columns to assist with the analysis, with the transcript in the middle and 

emergent themes and exploratory comments flanked on each respective side. Exploratory 

comments were recorded next, where I captured my own thoughts/reflections as well as 

linguistic notes or words/phrases that were emphasized by the participant. I attempted to interpret 

the meaning of the participant’s experience with underlined text. I then examined emergent 

themes from the data and recorded the page number and line of the analysis chart where the 

participant’s quotes supported the theme. All themes were compiled at the bottom of the 

document and grouped according to the overarching theme in which they resonated. Following 

Smith et al.’s (2009) step 5 (above), I moved sequentially through the interviews, starting with 

the first interview conducted, then onto the longest interview (an interview with a couple), then 

to the remainder in the order of their participant number. I created a chart with all of the smaller 

themes across all interviews (Step 6) to provide a visual examination of recurring themes (see 

Appendix I). From there, the overarching patterns or superordinate clusters were established and 

mapped onto the research questions. 

3.7.2 Thematic Analysis. A popular method used within qualitative research is thematic 

analysis. Clarke and Braun (2017) explained that this is a useful tool for analyzing, organizing, 

and interpreting themes from qualitative data and can be used across theoretical frameworks. 

Unlike interpretative phenomenological analysis, thematic analysis is not a methodology with a 

distinct framework for research. As such, some researchers have critiqued thematic analysis for 
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its rigor and lack of guidance for how to conduct a trustworthy analysis (Nowell et al., 2017). 

Braun and Clarke (2013) have suggested six phases involved in the analytic process of thematic 

analysis: (1) familiarization of the data – reading, (2) generating initial codes, (3) searching for 

themes, (4) reviewing themes, (5) defining and naming themes, and (6) preparation and writing 

up the report. Nowell and colleagues (2017) offer suggestions for means of establishing 

trustworthiness at all phases of thematic analysis, including triangulation, reflexive journaling, 

and peer debriefing. 

In a systematic six-step process, I followed Braun and Clarke’s (2013) prescribed 

analysis method while analyzing the survey data. As the participant responses were open-ended 

they were treated as if it were a transcript. I first conducted a case-by-case review to familiarize 

myself with the data (step 1), reading and examining all open-ended responses per participant. 

Then, I explored the aggregate responses based on the survey question to explore multiple 

experiences/responses to a singular question. Data from similar questions were grouped into the 

four overarching areas of exploration: mental health, parent-child relationships, co-parenting 

relationships, and COVID-19. I re-read the grouped responses to get a better understanding of 

participant experiences, per topic area. Then, I established codes using NVivo across individual 

questions, and themes were then generated from the codes (steps 2 and 3). I started with the 

parental mental health questions, identifying codes from the parent responses. Tentative themes 

were then established for each question, based on the identified codes and examples of 

participant statements that expand on the theme were grouped. This process was repeated for the 

other questions/topic areas (e.g., parent-child relationships, co-parenting relationships). The 

themes were reviewed and clustered based on their overarching area of exploration to address the 

research questions of this study (step 4). The themes were further reviewed then re-named to 
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reflect the nature of the experiences of the participants (step 5) before the final write up (step 6). 

A visual representation of the themes and their connections to the research questions was created 

to further support the final write up (see Figure 3). 

4 Chapter 4: Results - Survey 

 The primary purpose of this research was to understand the lived experiences of parents 

of transitionally aged youth regarding their mental health, parent-child relationships, and co-

parenting relationships, both in the context of COVID-19 and in pre-pandemic times. 

Demographic characteristics and methods of data collection and analysis are described in chapter 

3. Participant quotes have been selected to support the identified themes and to give voice to the 

participants’ experiences. Where square brackets have been used (i.e., [], […]), wording changes 

were made by the researcher to protect the confidentiality of the participant, or to reflect a 

selection of a quote taken from a larger participant response. Further, a capital letter P followed 

by a number denotes the participant identification code, rather than a page number. 

 Three themes emerged from the thematic analysis of the survey data: “I have good times 

and bad”: The importance of external factors; Parenting variability: Ongoing learning and an 

uncertain future; and The co-parenting/co-caregiving divide: Conflict vs. engagement. The first 

theme “I have good times and bad: The importance of external factors” connected with all three 

research questions about parenting relationships and parental mental health. The second theme 

“parenting variability: ongoing learning and an uncertain future” reflected the second research 

question about parent-child relationships. Finally, the third theme “the co-parenting/co-

caregiving divide: conflict vs. engagement” addressed co-parenting and co-caregiving 

relationships among parents and caregivers of autistic transitional aged youth as well as parental 
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mental health. Figure 3 depicts a flow chart for the results of the thematic analysis from the 

guiding research focus and identified research questions. 

Figure 3. Thematic Analysis Flow Chart 

 

4.1 Theme 1: “I Have Good Times and Bad”: The Importance of External Factors 

 Mental health and wellbeing were discussed by all participants with varying degrees of 

strengths and challenges. Caregivers expressed how their mental health has changed as a result 

of the COVID-19 pandemic, listed daily strengths and challenges, and reflected on strategies in 

which they engage to support their own mental health. The prevalent theme among these 

responses were that external factors can either support or exacerbate parental mental health and 

wellbeing. These factors included the COVID pandemic, the complexity of their child’s needs, 

financial difficulties, lack of access to resources, coping strategies, and support received from 

family and friends. 
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4.1.1 Mental health challenges. Stress and self-described anxiety were reflected by 

several caregivers related to the ongoing nature and uncertainty of the COVID-19 pandemic. 

When asked about their current stressors, some caregiver responses were: “What if we cannot go 

back to the old normal” (P1); “Fear of not knowing when this pandemic will end.” (P2); and 

“Uncertainty around virus and employment.” (P7). Other caregivers discussed how the 

complexities of their children’s needs, coupled with little caregiving support negatively affected 

their mental health. Martial relationship difficulties and concerns for family wellbeing were also 

discussed. For example, P9 stated: 

My husband does not participate in the care of my two boys who both have ASD.  One 

has multiple diagnosis, in a wheelchair, g-tube fed and needs full time care (19-year-old).  

My second son who has ASD and ADHD is currently struggling with COVID school (has 

failed 2 courses so far this year in grade 12). My husband has no relationship with my 

second son and they are often at odds with each other. My daughters who were my 

support at home now both live away from home so I have less support. I feel 

unappreciated and lonely in this marriage, but do not have the means to leave this 

marriage. I worry about the future for my 19-year-old (and 16-year-old to be frank).  I 

don't have a plan yet for their care but that needs both my husband and I to meet with 

professionals to help us make that plan and it never seems important to him to do that. 

My mom, my best support, is 86 and I am terrified every day that she won't pick up the 

phone and be ok... I have gained 10 pounds over COVID :(  

Similarly, other parents discussed having multiple children, with and without autism and how the 

dynamics have been challenging for them. P3 stated “[having] two very different and complex 

kids cannot get along. under the same roof. We have had to get creative to separate them”; and 
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P4 commented “Also stressed of having an 11-year-old on the spectrum, plus two other children. 

Not enough for them to do outside of the home. We are sick of each other and always fighting.” 

Finances were also noted as an important factor that influences caregiver wellbeing. P12 

discussed the expenses he incurred trying to keep his son engaged, while not having a stable 

income: “Money (as I have spent over $7000 in gas driving him around) and with not being able 

to work since I was looking after him full time, Keeping him somewhat under control.”  

Whereas P18 expressed concern about financial planning for the future and how this could shape 

their retirement plans: 

[…] Also stressing about saving enough for him to retire before I can retire.  My hubby is 

retired but I want him to go back and double dip enough to set my son and us up better. 

But he was at the end of his rope. Oh and our dog’s cancer is back and treatment has been 

delayed by a week while we isolated.  Same with fixing our furnace. I saw a slogan on 

Facebook - I tried my month free subscription to 2021, I don’t want it to continue. 

Additionally, caregivers discussed the concerns they have about their own health and that of their 

family members, particularly in light of the pandemic. For example, some responses were: “I am 

high risk (autoimmune disease) and my son is high risk (heart failure).” (P3); “[…] looking after 

myself as I have heart problems (I had heart failure a couple of years ago.” (P12); and P19 

commented: 

Husband without full time employment.  Health concerns re: COVID as I consider myself 

high risk with asthma and a blood clotting disorder.  No family in Ontario.  Kids coping 

quite well considering but worries related to our son's (ASD) rigid thinking, poor choices 

related to health and self care (e.g. food intake and sleep habits), organization and school 

focus, does regularly stress us out, me more than my husband. 
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4.1.2 Supported mental health. A variety of factors also contributed to positive 

wellbeing and mental health including access to resources, coping, support from one’s co-

parent/co-caregiver, and adequate finances. Co-parenting support was particularly emphasized as 

being critical for supported mental health, as evidenced by P15: 

My husband has been amazing supporting me exercising a few times a week during the 

day when I still have energy.  If I left it until the evening I would totally lack the 

motivation.  I try to eat decently.  When I feel all the negative thoughts creeping in, I try 

to take a step back to look at the bigger picture and focus on the positives. My husband 

and I make a good team so supporting each other in our struggles and negative times is 

amazing (not that we always get along or are always on the same page). I do text 

frequently with friends (both those that have children with autism and those that don't) to 

keep me feeling connected. 

Similarly, P14 suggested that support from her family has been something that supports her 

mental health and wellbeing: “Mostly my family., my husband and I support one another. Also 

my daughter will help from time to time.” 

Social support from friends was also cited as an important resource, as some parents 

reflected that the absence of having time with friends and family was detrimental to their 

wellbeing (e.g., “I miss walking and talking with my friends” [P18]; “Social distancing is very 

difficult with family members not in the bubble, not being able to hug” [P17]). Positive examples 

of social support included: “Surrounded by family friends, continuing to have employment.” 

(P2); “Having my social contacts to go walking with […]” (P17); and “Friends and family. 

Walking especially with friends and family […].” (P18) 
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Resources, such as food, fitness, and professional services were also described as 

important factors that promote caregiver wellbeing. For example, P9 stated that her resources 

include: “My therapist, working out (when I can because I have to have a caregiver here to look 

after my son), my daughters, my mom, wine.” Other caregivers discussed walking the dog, and 

physical activity as beneficial to their wellbeing, while another specifically discussed financial 

resources and employment as their supports: “Work, making money.” (P10) 

Some parents provided a variety of factors that contributed to their positive wellbeing, 

suggesting that a multitude of supports can exist and be accessed. P19, for example, stated that 

her supports come from: “Calm environment. Sleep and good food. Support spousal relationship. 

$ in the bank. Time with our foursome family.” While P4 listed: “Chocolate. Good meals. 

Sleep.” Both P8 and P18 reflected that they enjoy being able to plan things, which is important 

for their mental health: “Reading, dog walks, training at home, family video night. Planning for 

special events: Halloween, Christmas rituals.” (P8); “Reading. Puzzles. Trying to do mindfulness 

with my own private therapist. Having a plan- I hate anything where I don’t have a plan.” (P18) 

4.1.3 Mental health during COVID-19. Prior to the pandemic, caregivers reflected 

great variability in their mental health with some stating that they had good or strong mental 

health, while others described themselves as being drained, exhausted, or struggling. One parent 

stated “Things were building before COVID 19. Covid was just the icing on the cake” (P18). For 

many parents, COVID had a profoundly negative impact on their mental health and wellbeing. 

For example, P4 noted the need for an increase in her medications for a pre-existing mental 

health diagnosis: “Had to increase my medication dosage. Have a stress related rash that won't 

go away. Have trouble sleeping, always tired.” Others described a feeling of being trapped and 

even joked about their own mental health fragility: 
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It is definitely a stretch to put on a happy face some days because I feel we are trapped in 

this life with no refuge. I can see that my daughter is also bored as there is not enough 

stimulation for her. If we didn't volunteer we would have gone mad by now. The only 

saving grace is that we volunteer at [mental health centre] so when the last marble drops 

we won't have far to walk for help. (P5) 

Some caregivers expressed frustration with the limitations on services being offered for 

themselves and their transitionally aged youth during the pandemic. “Mixed, some opportunities 

have opened up but a lot of what I was looking forward to has been cut off or limited.” (P11); 

“Good, but I miss going to the gym, yoga class, and the movies.” (P8); and 

I have had a hard time since COVID hit. He lost school, [developmental services supports] 

and sports, We spent 4 to 6 hours in the car a day driving to keep him calm. I have taken 

him to Hospital EMG and have had people call the police a few times as he has turned on 

me (punching, kicking) My mental health was not good for a few months but has been a 

little better since school has started. (P12) 

One caregiver shared how isolated she feels and how individuals outside of the autism 

community do not understand what it is like, yet how she also struggles to maintain connections 

with friends in the autism community. P15 disclosed: 

I definitely feel isolated, like people outside the autism community have no idea what it's 

like for us. I have more difficulty making the effort to connect with friends, even good 

friends, especially in my autism community.  The main challenge is that I am too busy 

homeschooling during the day then too tired or focused on my own family in the evening.  

I will be honest though, the children of all of my friends in the autism community have 
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returned to school and that's hard for me, feeling like we've been left behind almost. I have 

good times and bad, trying to exercise, eat decently, focus on the positives etc; take care of 

myself so I can keep our son moving forward.  It takes a lot of resilience some days.  I am 

not looking forward to the depths of winter. I am doing ok.  I worry about my husband 

trying to work from home.  He can be a worrier and is concerned about both our son and 

me. 

Mental health presentations varied greatly between parents of autistic transitionally aged 

youth. Heightened anxiety and depressive symptoms were reported by many parents during 

COVID-19, while frustrations and other mental health challenges were exacerbated by external 

factors such as lack of support, and resources, as well as having more than one child with 

complex needs. Positive mental health and wellbeing were also influenced by external factors 

including adequate resources, supports, and finances. There was overlap between parental mental 

health and their parenting and co-parenting relationships. 

4.2 Theme 2: Parenting Variability: Ongoing Learning and an Uncertain Future 

 The second theme encapsulates the diverse parenting experiences and meanings 

expressed by caregivers. While each had their own unique parenting experience, almost all 

caregivers described their parenting as challenging. Many reflected that parenting a transitionally 

aged youth with autism is a continuous learning experience and that learning continues to shift in 

an effort to prepare for the unknown of their child’s adult life. Parents were able to reflect on the 

strengths of their parent-child relationship and many of them discussed unconditional love, their 

child’s kindness and sense of caring, their child’s accomplishments, and the time that they spend 

with their child. When describing their overall experience and meaning associated with 

parenting, the struggles and difficulties were particularly emphasized. 
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4.2.1 Challenges of Parenting. Parenting challenges were reflective of a myriad of 

factors including the complexities of their child’s needs, as well systemic barriers that are 

preventing their child from accessing services. P14 described the challenges of parenting, 

navigating systems and the emotional journey of parenting a transitionally aged youth with 

autism: 

It has really been the most challenging thing of my life, continues to be. Navigating the 

system to find help, the waiting lists, I even took a lot of these courses myself while 

waiting for IBI treatments, the costs that you pay. This has been a full on journey since his 

diagnosis when he was almost 3. Having an older child worrying about her well being and 

attention. We have been through a lot mainly because of our son's disability and obviously 

continue on that journey. We are trying to balance our own lives but try to make sure he is 

having a great one too. Sometimes this is so heartbreaking and you feel guilty that its 

possible that you are still not doing enough. 

The reflection of guilt and concern about not doing enough was noted but other caregivers as 

well. As P9 explained, challenges supporting an autistic transitionally age youth continue as she 

too ages, and that this experience this can be lonely, scary, yet also filled with love: 

[…] In the past year he has grown to be bigger than me and my husband.  The physical 

challenges of looking after him are growing as I age. He still has interests of a toddler.  My 

house doesn't get to grow up...we have 24 Elmos, cause and effect toys, picture books.  His 

interests are limited and he needs someone interacting with him most of the time.  He 

cannot be left alone.  When he is at home he is my responsibility.  I cannot leave him with 

my husband because he has not learned enough to keep him safe.  He wears a helmet for 

his seizures and once I left him with my husband to use the washroom and my son had a 
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seizure, fell and we were at the hospital with a concussion... He is usually happy, but when 

upset can become physical - hitting, pinching, pushing and now because he is bigger it 

hurts. I worry - all the time.  Is he safe? (when at school, out with a worker, if I let go of his 

gait belt will he have a seizure?) Am I doing enough? What will happen when I am gone? 

My experience is lonely, scary and loving too. On the flip side, we celebrate any new skills 

like crazy!  He is funny and sweet and loves people and loves me deeply as I do him. 

Other caregivers, such as P3 discussed the challenges with having children with complex needs, 

without adequate professional involvement and validation: 

Autism diagnosis came very late (age 21) despite years of advocating. Professionals always 

brushed it off as being mental health. Very hard to find helpful supports for a complex 

individual (both my kids are highly complex). There is no help for them. Very difficult to 

parent in a family where everyone is so different, so needy and so dependent. 

The systemic barriers and difficulties with service providers was echoed by P8, though they 

expressed tentative fears about a resurfacing of prior behavioural concerns: 

At times it has been very difficult. Finding the proper medical and social supports for his 

behavioral issues has been frustrating and expensive. We have had several police visits for 

some of his outbursts. Getting him medicated properly for his anxiety and mental health 

issues was very challenging. Just finding a doctor who was willing to work with us who 

had the expertise was difficult to do and expensive and then the initial drug treatment 

caused him to hallucinate to such a disturbing degree that we had to take him to the 

hospital for observation. The last few years have been quite a bit better, but we are always 

wary and watching for signs of past behaviors which indicated things were not well. 
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4.2.2 Ongoing Learning. As a parent of an autistic transitionally aged youth, learning 

was described as a continuous process. This learning incorporates an understanding of the self 

(as a parent), the child (and their presenting concerns, which may change over time), and how to 

navigate the system. One caregiver used the analogy of her parenting experience as taking a 

“lifelong University course”. This comment not only reflects the complexity of the learning, but 

also its enduring nature: 

How much time do you have. It is like taking a lifelong University course. There are 

always challenges and so much to learn. Most parents don't have to deal with all that 

parents with a special needs child/adult do. For instance, food allergies/sensitivities, 

anxiety, OCD, speech issues, sensitivity to large crowds and noise, etc. (P5) 

Other caregivers actively sought to expand their knowledge about their child’s diagnosis, which 

was helpful for them to understand their own needs and empathize with their son, ultimately 

strengthening their relationship: 

When he was first diagnosed, and I did some research, figured out I and the male members 

of my family probably had Asperger's. That opened my eyes and explained a lot of things. 

Knowing that gave me an understanding of myself and what I had to work on (social skills, 

shyness, change from regular routine, hating noise) and also helped me understand what 

my son was going through. I have been raising him since he was about 13 so we have a 

very strong bond. Also as I get older and start losing my memory, (I have explained to him 

about dementia and Alzheimer's) he is part of team with me, we look after each other. 

(P11) 

Parents also discussed learning by comparison to others. For some (e.g., P5) it was comparing 

their experience to other parents “A huge learning experience and a source of pride. I am happy 
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so far with the results but like most parents I wish I could do more for my daughter.”, while for 

others, comparisons were made to their other children, and to neurotypical peers: 

Can be isolating and complicated!  Can also be fun treating him in a more adult way. There 

are limited programs that welcome youths on the more severe end of the spectrum. It 

becomes more complicated to sort through the root of behaviour when you add hormones 

and a changing body into the mix.  We were lucky to have the experience of parenting our 

older children but still have to remind ourselves that we need to grow along with him.  His 

interests change, he can be moody, his body changes, just like a neurotypical teen. (P15) 

4.2.3 Concerns for the Future. Many caregivers expressed fears about their child’s 

future, due to a lack of support, preparation, and uncertainty about whether or not their child will 

thrive. For example, parents said: “Very challenging and stressful, scared for his future to 

survive himself” (P1); “There are many concerns for his future and not much out there to support 

him, or us.” (P4); “[…] But once he turned 18 it’s like the government thinks they’re magically 

cured […]” (P16); and “Trying to get him to prepare for his future continues to be difficult. […]” 

(P17). 

Disillusionment was also reflected in P18’s statement regarding their child’s level of 

independence, and the ‘cracks’ that exist in the system: 

[…] And when you sign up to be a parent you think they will leave home by 30 anyway.  I 

have no idea how he will be able to work or live alone.  But he’s not considered low 

enough functioning to get DSO   He does get ODSP. But who can live on that. I was part 

of [public consultation and advocacy efforts] for people with ASD.  Glad I could be part of 
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it because no one represents kids like my son who fall through the cracks. Not low enough 

functioning to get a lot of the help but not able to be fully independent […]. 

This uncertainty around the future reportedly contributes to heightened parental anxiety, as 

explained by P19: 

[…] I have high anxiety because of worries about the future.  Will he establish strategies 

and habits by adulthood that will support his decision making once he's 18?  Can we 

support him finding a healthy focus to study towards a career?  Can we keep him away 

from marijuana to 21 (having already been down that road a bit...)? Will he ever want to 

choose the actions that support his own health and success without our daily support (even 

with self care.) 

4.2.4 Other Factors Affecting the Parenting Relationship. COVID-19, among other 

factors was something noted to affect the parent-child relationship, particularly due to the 

increased time spent together at home. As P15 described “SOOO much time together with me 

homeschooling - what teen wants that?  I must really annoy him sometimes and he can get under 

my skin at times as well!”. Other challenges include having other children with complex needs 

and not having sufficient co-caregiving support. Both of these factors were identified by P2 who 

stated: “Very challenging to manage a youth with autism, adding to that being a single parent 

with another teenager going through mental health issues.” 

 Parenting and raising an autistic transitionally aged youth reflects complex relational 

dynamics, described by many parents as challenging. A multitude of factors contribute to these 

challenges, including systemic barriers, lack of supports, having family members with differing 

support needs and the pressure on many parents to plan for their child’s future. Continual 



 

 

 

69 

learning and personal growth were described by parents during their child’s transitional age of 

development, with several participants reflecting on parenting differences with their other 

children, suggesting that parenting a transitionally aged youth with autism is not a one-size-fits-

all approach. 

4.3 Theme 3: The Co-Parenting/Co-Caregiving Divide: Conflict vs. Engagement 

 All participants in this research study identified as being a parent of a transitionally aged 

youth with autism; the person with whom they shared caregiving responsibilities varied for all 

participants, with some supported by their current partner/spouse, the child’s sibling, a 

grandparent, and/or a respite provider or hired helper. For this reason, the terms co-parenting and 

co-caregiving are used interchangeably. With the exception of single-father families, primary 

caregiving was typically provided by the mother and the support they received from their co-

caregiver included emotional, validation, respite, and assistance with household responsibilities. 

Some mothers acknowledged this seemingly unequal division of parenting, such as P13: “We get 

along well together. We agree on a lot of things. Parenting my kids is my job first and he for the 

most part backs me up.”; and P4: “Sometimes I don't feel like we are equally committed to 

raising our kids. We are tired and sometimes get frustrated with each other for not being 

consistent or on top of things with the kids.” 

4.3.1 Co-Caregiving Conflict. In general, the responses to the questions about co-

caregiver support received negative feedback. Several caregivers reflected that they do not 

receive much support and their frustration were evident in their responses. For example, one 

parent simply described the challenges of their caregiving relationship as “everything” (P6). 
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Others discussed how their co-caregiver’s mental and physical health presented as a challenge in 

their relationship. As P16 wrote: 

My husband suffers from depression so is not a support for me or my kids. Quite often is 

critical or sleeps a lot and duz [sic] not assist with issues. He also is recovering from cancer 

so quite often too tired to participate. We mostly live as roommates. 

Conflicting perspectives between caregivers also presented as a challenge within the co-

caregiving relationship. This was reflected in the responses by P7: “We r [sic] on a different page 

when come to what she needs or what would be best for her” and P9 “Inequality of responsibility 

and care of the children. I am unable to rely on him. He participates to the level that he chooses, 

not the level that is needed. His need for my attention.”  

 P15 suggested that conflict and challenges arise during times of heightened stress such as 

when their son is having difficulties: “Well, when you've been married a long time sometimes 

there's a build up of the small things.  Or rehashing old disagreements especially under stressful 

situations like when our son is struggling.” Others suggest that poor communication may be at 

the root of co-caregiving conflict: “Because my son had rejected my husband and I’m better at 

calming him it separates us.  And he sometimes feels like I shush him and correct him.  We don’t 

communicate enough and plan for future together.” (P18) 

 At times, parents noted their difficulty recognizing any strengths of their co-caregiving 

relationship. The exhaustion and frustration were exemplified by P10 in response to two different 

survey questions: “She is a good babysitter after the respite workers leave for the day, other than 

that.. I don’t know” and “Don’t know .. because when both of them depend on you for 

everything .. you don’t know the other’s strengths, I do it all and still work full time.” 
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4.3.2 Engagement and Teamwork. While the responses to the questions about co-

caregiving supports were largely negative (i.e., not very much support), some parents expressed 

genuine friendships and engagement from their co-caregiver. These positive co-parenting 

relationships were encapsulated within a handful of participant quotes, such as: “we love each 

other and are committed to our marriage” (P4) and “We love each other very much. We enjoy 

each other’s company. We are there for each other. Our strength’s compliment each other.” 

(P18) 

Mutual support and engagement were evident in several responses. The concept of 

teamwork and respect for one another were also cornerstones within positive co-parenting/co-

caregiving relationships. P18 discussed their division of labour, in addition to emotional 

reciprocity with their spouse: “Love and affection. We divide and conquer. He does the cooking 

and more of the cleaning. I do elder care and doctors as well as take the lead on therapies and 

school.” Other caregivers similarly reflected the importance of modelling a loving relationship, 

as suggested by the following participant quotes: 

We communicate well and are NOT disrespectful of each other. I think we model a loving 

relationship in front of our son. Balance. We both have a good sense of humour. We do 

thoughtful things for each other all of the time. (P8); 

We are a team, we support each other. we were friends prior to marriage we have know 

each other for 32 years and 27 of them married. we support our son and daughter together. 

I primarily make the decisions for our Son and do the investigating and networking to get 

help and resources in place. My husband supports me and looks out for my well being. 

Previously my parents would look after our son so we could go out. but with his new 

behaviours I can't trust my parents safety they are seniors. (P14); 
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So many.  Love.  Communication.  Ability to listen and validate each others point of view.  

Humor.  Time together doing couple or family things including even an occasional date 

night.  Refusal to swear at each other or just be reactively mean to each other.  He's my 

best friend and I know he wants me to be happy and fulfilled as I do him. (P19) 

Specific tasks, such as cooking and cleaning were identified as being helpful when completed by 

one’s co-caregiver. For example, P17 stated that their co-caregiver: “Will take care of everyday 

duties such as shopping for daily living supplied, help with housekeeping, cooking, etc.” Other 

acts of service and support included engagement with their children’s education and giving the 

primary caregiver ample space/respite: 

He does all the cooking, he helps the teenagers with school work. He does laundry and 

cleans keeps the house fairly clean. He is kind to me and brings me chocolate. He 

understands I need a lot of alone time. (P4) 

The discussion on co-parenting/co-caregiving supports reflected very passionate responses 

from participants that were either very negative or very positive. In all cases, one primary 

caregiver took on the majority, if not all of the caregiving responsibilities for their autistic 

transitionally aged youth. Lack of support and poor communication were prominent frustrations 

among parents who described their co-parenting relationship negatively, while positive attributes 

of co-caregiving relationships included love, shared tasks, and good communication. 

4.4 Summary 

 The themes taken together indicate that there is much variability in parenting 

experiences, co-parenting, and mental health among parents of transitionally aged youth with 

autism. Many parents discussed how external factors such as finances, their child’s complex 

needs, lack of resources, systemic barriers, and lack of support negatively affect their mental 



 

 

 

73 

health and parenting relationships, while added supports and resources positively affect these 

constructs. Additionally, the COVID-19 pandemic has added yet another layer of complexity 

into these parents’ lives with the ongoing uncertainty and fear around the virus, closures of some 

resources, possible employment/financial impacts, and the addition of home schooling 

responsibilities (for some). Parents were clear in their responses that lack of supports, be it from 

their co-parent, and/or service providers, are detrimental to their relationships and overall 

wellbeing. 

5 Chapter 5: Results - Interviews 

 Expanding on the qualitative results from the open-ended surveys, rich in-depth accounts 

were obtained from nine follow up interviews. Consistent with the aim of the survey, the purpose 

of the interviews were to explore the experiences of parenting a transitionally aged youth with 

autism in more depth, focusing on aspects of parental mental health and wellbeing, parent-child 

relationships, and co-parenting/co-caregiving relationships both during and pre-COVID times. 

While the overall demographic information of the participants for the overall study were reported 

in Chapter 3, Table 3 below reflects the characteristics of the sub-sample of participants that 

completed the follow up interviews. 
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Table 3. 

Characteristics of Interview Sample 

Variable Range n Mean (SD)/% 

Gender Male  2 22.2 

Female  6 66.7 

Sex at Birth Male  2 22.2 

Female  7 77.8 

Age  43-57  50.0 (4.3) 

Ethnicity White  7 77.8 

Filipino  1 11.1 

Black  1 11.1 

Relationship 

Status 

Single  3 33.3 

Married  5 55.6 

Divorced  1 11.1 

Education 

Level 

Post-secondary certificate, 

diploma, or degree 

 9 100 

Employment Employed, Part-time  1 11.1 

Employed, Full-time  4 44.4 

Unemployed, Looking for work  1 11.1 

Unemployed, Unable to work  1 11.1 

Retired  1 11.1 

Annual 

Household 

Income (Gross) 

$20,000 - $39,999  2 22.2 

$80,000 - $99,999  3 33.3 

$100,000 or more  4 44.4 

Region of 

Ontario 

Guelph/Wellington  1 11.1 

Halton  5 55.6 

Kitchener/Waterloo  1 11.1 

Peel  2 22.2 

Number of 

Children 

 

1  3 33.3 

2  4 44.4 

3  1 11.1 

4  1 11.1 

 

As with the surveys, participant quotes were selected to support the identified themes and to give 

voice to the participants’ experiences. The latter is of particular importance with interpretative 

phenomenological analysis. Where square brackets have been used with the interview excerpts 

(i.e., []), wording changes were made by the researcher to protect the confidentiality of the 

participant. Similar to the surveys, a capital letter P followed by a number denotes the participant 
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identification code, however, page numbers of the transcript where the quote can be found will 

be denoted by pp. followed by the page number and corresponding lines from the transcript. 

 Four overarching themes emerged from the semi-structured interview data: When the 

Internal Becomes External; Systemic (Dys)Functioning; Parenting Appraisals: Internal 

Reflections and External Judgement; and Strengths and Resources. A fifth, recurring theme 

related to COVID-19 that contextualized the experiences of parenting during a pandemic was 

evident: COVID is the Challenge of a Lifetime, But Not for Everyone. As portrayed by the flow 

chart in Figure 4, there were overlap between some of the identified themes and the research 

questions. The first research question about parental mental health was supported by the 

following themes: “When the internal becomes external” and “Systemic (dys)functioning.” The 

second research question about parent-child relationships was supported by three themes: 

“Systemic (dys)functioning”, “Parenting appraisals: internal reflections and external 

judgements”, and “Strengths and resources.” The third research question was supported by two 

themes: “Systemic (dys)functioning” and “Strengths and resources.” The parenting experiences 

during COVID-19 were reflected within all research questions; however, as participants 

discussed their experiences during and prior to the pandemic, this theme reflects a contextual 

framework for the study, rather than a direct response to the research questions. 
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Figure 4. Interpretative Phenomenological Analysis Flow Chart 

 

5.1 Theme 1: When the Internal Becomes External 

 The first theme of “when the internal becomes external” reflects caregiver’s own 

experiences with their mental health, including the presentation of stress, anxiety, and other pre-

existing mental health diagnoses. Parents discussed their mental health at various points in their 

parenting journey and also reflected on factors that significantly contributed to their own mental 

health challenges within their parenting experience. For some, developmental challenges for 

their child such as the onset of puberty was a particularly stressful period within their parenting 

relationship. Positive factors that contributed to parental wellbeing were also explored including 

having adequate support from a co-caregiver and friends. 

5.1.1 Parental Mental Health. As described above, during their interviews, parents 

discussed their positive and challenging mental health experiences. Many reflected that their 

mental health was precarious, while a select few identified with having “good” mental health. 
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One parent, for example, explained that reframing her perspective on her wellbeing and her 

family’s situation was the key to her positive mental health: “So that you have to be so 

resilient with changing your way of thinking about things. Otherwise you could just spiral, 

right?” (P15; pp. 9:26-29). Others discussed striving for balance and how coping with difficult 

days is important for her overall wellbeing: 

I like to balance things. I- I like to work hard as well, but I also balance it out wherein part 

of my mental health is to destress. Like um, when I have a tough day um at work 

especially, I just have a quiet time. I use the tub. I take the bubble bath and stay there for 

awhile until you know, things are better, And, having that I, you know, given to 

yourself, kind of makes you feel better already or sometimes. When it's really, really hard, 

I buy myself something.  (P2; pp. 14:29-31 - 15:1-7) 

For P4, the coping provided by her prescribed medication was necessary for her mental health as 

she referenced previous suicidal ideation: 

So, for me, the antidepressants are a lifeline for me and I know that without them I 

wouldn't be coping well, I would be in tears. But a lot of the time and I just did not want to 

be here, so they keep me from- from being in that place. (pp. 9:20-25) 

For other parents, connection with others was a cornerstone of their coping routines. This was 

observed in the following quotes: 

I guess if I had to pin it down to a word connection [emphasis added] is a strategy for 

mental health. And I like you know, I like movies and music and um … I like hanging out 

with friends, but we're not going to do that very often. And occasionally I like shopping for 

mental health. (P19; pp. 12:7-12); 
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Trying to think of what I do. Well, I talk to friends. Like I have friends, different parts of 

Canada. Yeah, mainly talk to friends just as an outlet once in awhile, stop by and visit 

them in social distance. (P5; pp. 14:19-23) 

 5.1.1.1Challenges. The disclosures of presenting mental health challenges discussed by 

the parents in the interviews were varied, with some feeling pressured to stay mentally well (e.g., 

P15: “You know, in terms of my mental health, like- like I- I think both my husband and I feel 

the feel that pressure that we have to stay as healthy as we can.” [pp. 12:12-15]), while others 

reflected that they have not had time to support their own wellbeing: 

Well, it's been consistently hard… And stressful. Um… But like I said, there hasn't been a 

lot of time or energy for me to focus on anything that has to do with me. So, getting out 

and getting a life of my own and exploring my interests. Might come along for a short time 

and then it's gone again. So, there hasn't been consistency. (P5; pp. 28:5-11) 

One caregiver even explained that her mental health diagnosis was an important facet of her 

identity: 

Um what else…I think it's important or relevant to know that I live with depression, so 

sometimes things are really hard but also, I think that because I'm on the medication 

sometimes that actually balances things out fairly nicely. (P4; pp. 1:19-24) 

 Mental health reflections of parents described the stress and state of feeling overwhelmed 

that they have experienced while their child was in the transitional age of development. P10 

suggested a profound impact on her wellbeing due to stress: “I'm probably messed up too. You 

know, because it's a lot of stress. It's a lot of stress.” (pp. 30:9-10), and P16 commented on how 

she has felt overwhelmed lately: “So yeah, so now trans- the transitioning to the adult thing. I 

have found overwhelming." (pp. 26:19-20). For one parent, her feelings of overwhelm required 



 

 

 

79 

professional mental health supports: “It's depleting. [laugh] I'll be honest. I speak to a 

counselor. I've had to the last couple of years just going through everything. (P16; pp. 27;28-30) 

 Two fathers that participated in the interviews explained that their mental health and 

wellbeing have also been negatively impacted by external factors, such as COVID-19 (e.g., P12) 

and seasonal affective disorder (e.g., P8). While external factors have affected many caregivers, 

these fathers described a desire to withdraw from others or that they noticed a decline in their 

mental health during times of stress or traditionally merry times (i.e., Christmas) which was not 

as prevalent in other parent responses: 

I find lately, that I have been withdrawn more and more now. And that I don’t want to 

engage in relationships with people anymore, really, as much. I have a couple of close 

friends. Other than that, it just seems like people ask you the same questions over and over. 

And it’s like “hey, what are you doing this weekend?” For the last year, I drove around for 

6-8 hours a day to keep him busy, otherwise, he’ll get physical, right? So, hearing the same 

people ask you the same questions, it’s getting a little tiring to be honest. (P12; pp. 4:14-

24); 

I'm kind of 1/2 glass, half empty kind of guy in a way, but I- I do think of myself as a 

positive person. I do think I have seasonal affective disorder and I think [our son] has 

it too, but apparently like 1/3 of Canadians probably have it. And I see both of us and I 

could recognize now of my- my teenage years over again. Things would kind of unravel. 

I would get kind of semi depressed around Christmas time, in January. And then you know 

in March things started getting a lot better and I think it had to do with sunlight. (P8; p. 

42:11-22) 
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5.1.2 Characteristics of the Child Impact Parental Mental Health. Puberty and other 

developmental and/or behavioural challenges were described by caregivers as having a profound 

impact on their own mental health. Knowing that their child was struggling was a common 

theme reported by parents. P2 described this notion in multiple points within her interview when 

she said: “Um, what kind of derails me, my mental health, is when my kids are not um doing 

well” (pp. 15:24-25) and “It's more external, it's more what's happening to them. That affects me 

as well. Yeah.” (pp.16:15-16). Another parent described their son’s challenges as being a dark 

time that impacted the entire family’s wellbeing: 

Yeah, and [our son] was having challenges so I think those are for all of us, that was 

probably the darkest, most difficult time. But we came out of that all OK. And I think 

you know when you learn that even through the difficult challenging things, there's a way 

to kind of make things work. (P8; pp. 72:19-25) 

One caregiver reflected that she wished she would have known how puberty would have 

affected her son: “I wish I had known how his hormones were gonna, uh, interplay with 

his diagnosis.” (P4; pp. 21:6-7) For others, the challenges that came with puberty were very 

concerning, impacting the mental health of both their child and themselves:  

There was a period when he was around 18? 17-18, where it seemed someone said this 

after and again, there's so many things you don't know as a parent with an autism spectrum 

kid, because there are so many differences. Um, that it's going through puberty, then you 

know, boys’ brains change when they go through puberty, but when you already have a 

mental health issue like autism that it triggers other things. And it just got weird. He 

became incredibly physically aggressive. He could get angry at the slightest thing, and we 

lost many things that got because they got thrown in moments of extreme anger where we 
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would end up calling the police because we just didn't know what else to do and we were 

we were scared for him and for us. (P8; pp. 14:15-31) 

Another caregiver stated that during puberty, her son was almost unrecognizable. She reflected 

on a meaningful conversation with a doctor who had encouraged her to hold on:  

I had previously had a great doctor, a developmental pediatrician, and she had told me, like 

I went to see her and we were talking about it and stuff and she had. She gave me a 

great, an honest pep talk about transition to adulthood and puberty and how hard it is on 

them, and how it can be such a rollercoaster and gave me a pep talk about like ‘just hold on 

and make it through an when you get through the other side you know you'll. You'll see 

your son again, hopefully’, and I- I feel like that is so true like. he's just so like. He was so 

different. (P15; pp. 5:21-32) 

The autistic transitionally aged youth were very attuned to their parent’s mental heatlh, in 

some cases, which was explained to be positive factor in the parent-child relationship. One 

parent described how her daughter cares deeply for her and wants to support her mother during 

times of frustration:  

Yeah, yeah my- my daughter is very sensitive to how I'm feeling, so she picks up on it 

right away and. She’ll often ask me why are you OK? Mom then say ‘well that's my job to 

make sure you're OK’ and I'll say ‘well actually it isn't your job, but. But thanks 

for caring.’ Um? But yeah, she picks up on it right away. I find with other people I can at 

least talk- talk about it, And work through it. What I'm feeling, but no, they know my 

frustration. I don’t keep it secret. [laugh] I'm pissed off and, I'm, I'm, I talk about it. (P5; 

pp. 26:9-19) 
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Another mother discussed how she tries to model effective communication about mental health 

and wellbeing with all of her family members, including her children, as she believes this to be 

valuable for their family: 

We… I'm an overly huge communicator. You might already be getting a bit of a handle 

on. And so I've.... led my husband as a student in communicating and said now he's a really 

good communicator [laugh], and so we we do our very best to have a strong 

communication with the kids as well, which I think helps a tremendous amount. So, I think 

all of that really really helps our family dynamic. And, um, you know, and we all kind of, 

uh, try to talk about how emotional well-being doesn't necessarily mean you're OK all the 

time. It just means that you… you know, you can. You can own what you're what you're 

going through. You can experience what you're going through. You just can't let it 

completely derail you and get stuck there. (P19; pp. 10:3-20) 

Parental mental health and wellbeing was affected by a variety of factors that may be 

internal to them or their child such as their own perceptions and puberty, respectively. When 

these factors became external (e.g., affecting others within the family system), parents’ mental 

health was often challenged. Many noted difficulties in taking care of their own wellbeing, yet 

felt a sense of pressure to remain mentally and physically well. Some parents were able to use 

coping strategies and resources to support their mental health and wellbeing, including finding 

balance, reframing perspectives, use of medication, and social supports and connection with 

others. 

5.2 Theme 2: Systemic (Dys)Functioning 

The thematic concept of systemic (dys)functioning is a play-on-words with a dual focus 

on the functioning of the family system and on the broader societal constructs in place for 
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developmental services, often referred to as “the system.” This theme reflects a myriad of factors 

that influence dynamic of the family including external factors such as barriers and gaps in 

services, school difficulties, financial hardship, medication, and internal family system factors 

such as having more than one child with complex needs, child behaviours, and relationship 

dissolution. For many parents, a multitude of these factors coexist, which can result in challenges 

and dysfunction within their individual and family systems. 

5.2.1 The Family System. There is a complex interaction of individual components 

within the larger family system framework in families of transitionally aged youth with autism. 

These interactions, be it from the child/youth, a co-parent, or even at the individual level, all 

influence the identity and functioning of parents within the system. Throughout the semi-

structured interviews, parents were clear about challenges that existed within their family unit 

and spoke about how these challenges affect a variety of relational domains, including their 

parenting and co-parenting relationships. One parent discussed how her role as a single parent 

has evolved, particularly as a result of having more than one child with complex needs: “Yeah. 

[My parenting role] has evolved, especially with another child who is also undergoing anxiety 

and depression. Um [pause] So I have to adapt to, um, not my what I thought, you know 

parenting would be.” (P2; pp. 13:4-8) Having to consider more than one child in two-parent 

families was also discussed by some participants. For example, P16 discussed how having more 

than one child with autism has affected her martial relationship: 

I am married, unhappily. I will admit that. And I think a lot of that is been due to the 

situation we're talking about. It's very stressful on a marriage. Raising two kids on the 

spectrum, and they're both different. (pp. 1:17-20) 
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Similarly, differences in parenting styles created a divide for P4’s family system: 

And for the two younger kids, I called ‘the kids you raised’, so poor him and poor kids. 

Anytime they do something, I'm like ‘the child you raised is doing blah blah blah’. And so 

unfortunately, I've created a divide and between the kids I raised in the kids he raised. (pp. 

14:12-17) 

Other parents discussed how their co-caregiving (or seemingly lack thereof) has impacted 

them at an individual level. Several mothers expressed frustration with their lack of support, 

including P16: “So, and I feel like I'm the only one that's really working for them.” (pp. 14:25-

26). Even during the pandemic, one mother discussed how the responsibility of caring for 

everyone negatively impacted her health as she tested positive for COVID-19: “And I clearly 

couldn't quarantine or get better properly because I had to take care of everybody, right?” (P10; 

pp. 32:16-18). This same caregiver described her parenting experience as “hell”, suggesting that 

her co-parent’s presenting mental health needs were central to this outlook: “But I'll be honest 

with you. It's- it's been hell and I don't think it's [my daughter’s] fault. I think it's more [my 

roommate], right? Because she kinda eggs her on because she has her own problems, too.” (P10; 

pp. 23;13-16) 

 Some parents reflected on the challenges within their family system regarding decision 

making, particularly when thinking about the future. One mother commented on the need to 

figure things out so that her children will eventually be on their own, living independently: 

“We’re his parents, we have to figure out what the next thing is, but I don't want my kids living 

with me into my old age.” (P4; pp. 7:26-29) Another mother normalized the concept of bickering 

about decisions, and how she and her co-parent recognize it is process-oriented rather than 

personal: 
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Whenever we have those bigger decisions to face right, like we're just both of us are 

feeling a lot of emotions and a lot of worry, so that always results in, you know, more 

tension and sometimes more bickering and sometimes more. You know, less- less patience 

with each other when we're trying to talk about this stuff, right? But I think, you know, at 

the end of the day I think that so that stuff happens, but we don't take it personally, right? 

(P15; pp. 16:9-17) 

Another identified factor that impacts the functioning of the family system was difficulties 

with the child’s behaviour and/or unique challenges. Several parents used the term “exhausting” 

to describe their parenting experiences. One father described his parenting experience as if he 

were stuck between a rock and a hard place, as his son would react with anger if he did any of 

the following: “I find that I can't be compassionate or soft hearted. Then I can't be angry. And I 

can't leave the situation, and I can’t, I can’t stay.” (P8; pp. 63:4-7) He went on to say that his 

wife is often the mediator, which puts a lot of strain on her. When conflict occurred between his 

son and his wife, this father recalled being very protective of her, noting that parent-child 

conflict was a problem for him in their family relationship: “Sometimes our biggest problems are 

him mistreating or being really angry with her. Sometimes those are the biggest problems.” (P8; 

pp. 64:25-27) A single father also discussed his parenting relationship, describing it as 

overwhelming due to the demands of his son: 

I find [my son] is, right now, very high needs that he needs to know everything. He needs 

to be around me a lot more now, kinda thing. I wouldn’t say, it’s the best, with him being 

demanding, kinda thing, right? Because like I’m doing 2 loads of his laundry per day. So, 

he’ll walk around when I try to get him to sit. So, the relationship…it’s there. But then, I 

don’t know. Maybe a little overwhelming at this time. (P12; pp. 6:15-23) 



 

 

 

86 

5.2.2 The Service System. Systemic barriers and difficulties within the service system 

were by far the most discussed concept across the parent interviews. These conversations 

explored difficulties in obtaining diagnoses, a general lack of resources, the need for a systemic 

overhaul, barriers in transitioning to adult services, disastrous experiences with medications, and 

the many cracks and limitations (e.g., financial) that exist in the current system. Parents 

discussed how they wish they had known about the paucity of available supports and resources 

for their child: 

I wonder if I knew if I knew then, that there would be so little programming and so little 

experience with this age group, like, would have tried harder to make the public [school] 

system work so we had somewhere now, right? (P15; pp. 20:26-29 – 21:1-2) 

Another parent discussed a quote often used in relation to parenting, though added a caveat 

about how the availability of supports limits the assistance that can be provided: “My phrase that 

I say it all the time is ‘it takes a village to raise a child’. Our village is really tiny.” (P8; pp. 18:9-

11) The lack of services was echoed by many parents including p4: “It's concerning because 

there's not any services, really. Especially, with him being high functioning. So, he kind of falls 

between.” (pp. 5:1-3); P15: “So, I found that like the resources to look forward to try and help us 

through the stage, we're just nonexistent.” (pp. 6:18-21); and P8: “But I found in the autism 

world, again, services are really hard to find.” (pp. 88:4-6) 

 While some parents felt that services were tailored towards them (e.g., P2: “there's not 

much really services for them. It's more so geared towards parents and how to help us help them, 

so that's kind of what's lacking. What's missing, and then the system. [pause] Based on my 

experience.” [pp. 5:1-5]), others felt like there were not enough supports available for parents 
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(e.g., P8: “And parents like us we're not looking for the world, but give us the occasional 

resource or the occasional professional who could actually [emphasis added] help us out 

because, ultimately, it does make a difference to everybody, right?” [pp. 88:20-25]) 

 School difficulties were discussed by several parents in their interviews. Private schools, 

or home schooling (pre-COVID) were preferred by some parents over the traditional school 

system due to the lack of support and judgement their autistic child received. For example, one 

parent described a lack of understanding by her son’s teacher, resulting in a negative school 

experience: 

I don't think she got autistic kids at all. She was very critical of him. She was always 

calling me about everything that he would do like he was too slow getting into 

the classroom like and. She just had zero patience for any of that, even though he had an 

IEP, even though he was already labeled and identified and everything. (P16; pp. 18:24-29) 

 5.2.2.1 The system needs to change. Parents articulated a clear desire for the service 

system to be revamped, in a more efficient and effective way to truly support families with 

autistic children. Removing barriers was one theme identified by several parents, including 

paperwork and personnel changes (e.g., “There's all these different services and you get 

overwhelmed with paperwork with talking to all these people, it's hard to keep track of 

who who's who and who's for what, and then you then workers switch.” [P16; pp. 49:19-23]), 

lack of male representation among staff (e.g., “But you really, they really need to get a lot more 

men into this area, into this field […]” [P8; pp. 90:30-32]), and professionals without adequate 

experience working with transitionally aged youth with autism (e.g., “So that's where the 

challenge is. Is there's really not a therapist or even a psychiatrist that specializes in-in that field 

of serving them both at the same time.” [P2; pp. 20:13-17]; “Maybe it's hard to 
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find programming for them is because it's hard to find staff that that is willing to deal with the 

unique challenges of this age group, right? [P15; pp. 8:3-6]) 

 Parents identified that access to proper supports were essential for their coping and 

wellbeing: “I think I just wanna add that I think having supports really important. For when we 

have kids, that have challenges because that's what's getting me through and that that's also what 

I that’s what helped me.” (P2; pp. 18:23-27) Finding these supports, however, seemed like 

finding a needle in a haystack for many parents. One mother discussed how she keeps the 

business cards of the helpful resources in her wallet, so that she has them nearby if needed: “But 

my- my whole life shouldn't be depended on saving those two or three names and clinging to 

them like gold, right?” (P8; pp. 77:1-4) She added that due to the flaws in the system, both the 

child and the parents are at a disadvantage: “Fix the system so that people can actually grow and 

develop in a way that's meaningful and don't make their parents bear the burden of all of 

that.” (P8; pp. 92:19-22) 

  What happens when a transitionally aged youth does not qualify for adult developmental 

services? A handful of parents in this study resonated with this situation, such as P4 “I'm 

concerned now that he got a year and a half of high school left. What is going to happen next? 

He doesn't qualify for DSO.” (pp. 5:17-20) and P16 “But if you don't qualify for the DSO, what 

do you do, right?” (pp. 50:16-17) Both of these parents discussed the need for the system to 

change, particularly the assumption that supports are not needed into adulthood: 

I feel like this is probably my main point of everything: I feel like when your kids turn 18 

[hand washing motion] they're cured. The government, the tax resident agency says, ‘oh, 

they don't need the disability tax credit anymore because they're 18’ and they’re, suddenly 
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they don't have autism anymore and the special services at home is sorry they're 18 off on 

their own. And then so then you gotta go through the disability services. (P16; pp. 14:1-8); 

And we need to continue to support our people on the spectrum throughout their life. So 

just like autism doesn't end at 5, it also doesn’t end at 16 or you know 66. It's a life 

thing. So, we need support throughout people's lives. (P4; pp. 27:26-31) 

The complexities of parenting a transitionally aged youth with autism can be made more 

challenging by the systemic barriers noted above. In their interview, P8 discussed typical aspects 

of parenting a young adult, however, when support is needed it is frustrating that there are so few 

resources available to them: 

So I think from that perspective that's the only time I find it's upsetting or angering to think 

that there are so few people who can help us. And so few people who understand. Holy 

cow. You know, what is it? and why can't you do better? And we have to really fix that 

part of the system. And then the other days is just to me. It's normal parents stuff right? 

Make your bed, put your pick up your socks off the floor like there are things that as a 

parent, any parent does an I don't think about it, it's just it's dealing with a young 

man who's growing up and and he needs some extra help to get through some of the things. 

(P8; pp. 77:7-20) 

 5.2.2.2 Cracks and limitations. The description of cracks within the system were 

discussed by several caregivers in their interviews. One parent expressed how she felt oppressed 

by the system, noting that “We've fallen through every crack that is in the system. Every crack. I 

promise you, we have fallen through it.” (P5; pp. 43:16-18) She explained that as a parent and 

also being an on disability herself, the financial limitations are profound: “This is what's been 

hard is that it's the financial constraints. and the lack of support and when you phone and you 
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don't you just don't get any- any help.” (P5; pp. 12:11-14) Another mother also commented on 

the financial barriers that impacted her family due to being on funding waitlists for many years 

and how it seemed like she needed to wait even longer for her second child with autism to 

receive any funding: 

So, financially, I have found that we've suffered a lot, even though we had the special 

services at home. By the time we started getting that my oldest son was probably young 

teenager as we were on a wait list for several years. And then my youngest, because we 

already had one that was qualifying, you wait even longer for the second one. (P16; pp. 

26:4-10) 

The mayhem that came with medication use was discussed by a handful of parents in their 

interviews. In their examples, medications were prescribed for their children due to the 

presentation of either self-injurious or physically aggressive behaviours. These recommendations 

came from schools and other medical professionals, and one parent recalled feeling obligated to 

pursue medication for her daughter out of the fear of losing her school placement: “We were so 

glad for this relief and we got the impression that she was gonna be kicked out. That's the 

impression we got. So, and they’re the ones who suggested meds so...” (P10; pp. 5:9-12) The 

relief she described, however, was short lived as her daughter’s behaviours increased after being 

on the medications. She disclosed that at one point, her daughter’s medications could fill a 

freezer bag and she put on over 300 pounds at her heaviest. Another parent recalled a negative 

experience with her son being on medication during the increase in self-injurious behaviours that 

came during his pubertal development:  

With [my son’s] onset of self-injurious behaviour and tracking not providing any answers 

we ended up turning to antidepressants which we have heard helped others deal with 
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puberty and its hormonal challenges.  Wow, what a nightmare process for us and [our son]. 

(P15; pp. 29:6-11) 

She went on to say that despite this being a negative experience, she was appreciative of her 

doctor validating their concerns, rather than suggesting that the behaviours were only a by-

product of autism: “His doctor was supportive and really listened to our concerns which was 

fantastic.  I have heard others have the experience where health care professionals just use autism 

as the excuse for behaviour.” (P15; pp. 30:17-21) 

The dysfunctional systems in which parents of autistic transitionally aged youth are 

required to navigate influence their mental health and relationships. With multiple systems to 

explore (e.g., family system, autism system, health care system) several participants discussed a 

challenging and disappointing experience with system navigation. The necessity to have 

adequate supports within these systems, including within the family system, was expressed in 

almost all interviews. Changes to these systems, reflective of increased supports (throughout the 

lifespan) were encouraged.  

5.3 Theme 3: Parenting Appraisals: Internal Reflections and External Judgement 

 Throughout their interviews, parents reflected on their parenting experiences and the 

meaning of raising a transitionally aged youth with autism. Their responses were varied, with 

some emphasizing how challenging they have found it, while others explained that this is an 

easier time in their lives. Many parents discussed the need to think about and plan for their 

child’s future. Internal parenting reflections captured elements of acceptance (e.g., of diagnosis, 

their child’s abilities), ongoing learning, and the importance of reframing their expectations for 

their child. Despite their emphasis on reframing, several parents discussed how they felt judged 

by others (e.g., parents, community) and how this can be a difficult experience for them. In the 
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same vein, these parents also discussed how they make external comparisons of their child and 

family to a variety of others including their other children, neurotypical transitionally aged 

youth, families with autistic children, and families without autistic children.  

5.3.1 Internal Reflections. One common reflection discussed by caregivers in their 

interviews was the importance of reframing perspectives when it comes to parenting a 

transitionally aged youth with autism. For some parents, this shift entailed recognizing that their 

child has their own strengths, even if that looks different than what they had envisioned. For 

example, P16 stated “I have to lower my expectations of but set expectations that are good for 

them and be satisfied with that.” (pp. 3:16-18) P8 also recognized that it is okay that they child 

leads a different life than they do: “But then I also realize that you know kids grow up to lead 

their own lives. They don't grow up to lead your life. You know?” (pp. 74:6-9) For some parents, 

seeing these unique strengths in their child was empowering (e.g., “So, it’s very empowering 

because his strength really brought, made, gave me strength in a way.” [P12; pp. 12:1-3]), while 

others found this a difficult concept to process:  

You know, you're always kind of as a as a parent, you can't kind of help, but have visions 

or ideals of what you what you think their life might become or what you hope for them to 

achieve, or you know and every time something happens where you realize you have to 

calibrate your own [vocally emphasized by participant] vision, then- then that's you know. 

That's hard, right? That it's challenging. (P19; pp. 25:15-22); 

And maybe I'm expecting too much of a teenage boy in general? So...the challenges are 

when I'm being stubborn and I want him to do something right away, and, you know, he 

can't do things right away. You need more time. He needs to think about it. And wrap his 
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brain around and do it so when I need something done quickly, that's really hard. (P4; pp. 

17:7-14) 

On the other hand, learning from their children’s experiences has helped some parents learn 

more about themselves and their values, and how to see the world differently: “Well, you know, 

in in many ways I'm- I'm grateful. [laugh] I keep Using that word, but I feel like, you know, he's 

been one of my biggest teachers in in my life.” (P19; pp. 23:22-25) Others said: 

I prefer to think of it as um how to learn differently? I have learned a lot being a parent of 

children on the spectrum. I… I- I feel I've learned to look at things differently, 'cause they 

look at things like from the time they were children, little children, they've said, things that 

I- I go. ‘Wow, I never thought- thought of it that way’. And then you think of it that way 

and then you're like “oh OK” and you learn to look at things differently and I think as an 

even for myself, it's helped me to look at people differently […] (P16; pp. 1:20-23 to 2:1-

7); 

There are a lot of high income families here. That have, you know, that have a lot of 

material things, and um, and you could get caught up in that stuff, right? You could get 

caught up in what may be nice, but not so important in life, right? And certainly having 

[my son] and raising [my son] has changed our whole family in terms of that perspective, 

like not just for [my husband] and I, but for other kids too, right? Yeah, so I think that's- 

that's maybe one of the biggest, one of the biggest things is keeping perspective 

about what's important in life, right? Your relationships, your health, like those things that 

people take for granted, I think sometimes. (P15; pp. 18:12-25) 

Acceptance was also discussed by some parents, even when parenting situations are 

challenging for them. For example, P8 chose acceptance over worry (“So, I can't, I can't say that 
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as a parent, I said, ‘oh gosh, somethings wrong’. I just accept that this is his life.” [pp. 34:21-23]) 

and P2 acknowledged that this is what her son’s life looks like: “He is different, so whether 

going to be dealing with the autism. So, it's just, you know, kind of life that we have come to 

accept now.” (pp. 12:24-27) Others discussed parenting rewards and how strength is needed to 

get by: “What it means is… it’s very challenging. And it does have its rewards. And there’s 

really having hope and just staying strong every day through this whole thing.” (P12; pp. 11:4-7) 

 Two other parents used a similar analogy when discussing their parenting reflections of 

acceptance and challenges, both with a slightly different emphasis. In P16’s perspective, she 

commented how expectations do not always meet reality and that is still okay. This is evident 

when she said: “I think that's my biggest learning is that A+B doesn't always equal C, but you 

still get an effort but it's- it's a good effort.” (P16; pp. 45:21-23) On the other hand, P19 

explained that she thrived on the structure of A+B=C and when things did not align neatly, she 

questioned whether her son is adequately prepared for his future:  

I'm a detailed kind of person. I like A + B = C and so, um…So, parenting him at this time 

as he's going through all these changes, and as you know, I start to wonder, like am I, is he 

prepared? (pp. 24:1-5) 

 With a child at the transitional age of development, many parents expressed concern 

about planning for the future. One parent commented that she feels the pressure to have things 

sorted out, as she will not be able to be as involved in the decision making after her son turns 18: 

“It's definitely harder now that he's at this age because we just feel like we don't have as much 

time to sort it out.” (P4; pp. 7:15-18) Another parent cautioned, however, that constantly thinking 

about the uncertain future is not necessarily helpful: 
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And who knows, like you get other kids to transition to adulthood without all the 

challenges I'm sure or without as many challenges so, you know, to worry about something 

that may or may not come in the future, like I don't think that would be helpful 

either. (P15; pp. 21:28-32) 

A single father shared that he struggled with feelings of guilt when planning for his son’s 

need for supported living in a group home, however, is starting to feel more reassured knowing 

that his son is interested in this option: “For the longest time, I had a lot of guilt, kinda thing, 

about wanting him to go, but I think the fact that he keeps going on about it, it’s like it would be 

a better thing for him.” (P12; pp. 5:1-4) Another single parent shared that she sees her parenting 

role as more of a facilitator of short-term plans for her daughter, who will be living with her for 

the foreseeable future: 

Oh yeah. Yeah, it's like an evolution, right? Um? So it it's more, um. Helping her to 

become a-a productive young adult is what it is. The focus is ‘OK. What is it you want to 

do? Maybe not for the rest of your life, but at least for this next little while, what do you 

wanna do? What do you want to learn?’ So it's kind of like being a facilitator. I'm trying to 

help her, you know, develop skills to do different things, to figure out what she wants to do 

out in the world. (P5; pp. 10:5-14) 

5.3.2 External Judgement. Perceptions of judgements were particularly distressing for 

the parents of transitionally aged youth with autism in this study. Many shared their experiences 

with judgements based on their child’s behaviour, from professionals and other members of their 

community. While some were able to challenge these judgements (e.g., “I reached a point and I 

don't know exactly when where I thought ‘who the hell cares?’ Who the hell cares what my kid 
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does on when he's not bugging anybody […]” [P8; pp. 36:13-16]), others acknowledged how 

they tended to internalize these comments. For example, P16 stated: “There's a lot of, not 

understanding like when a parent another parent criticizes you or your child, you feel guilty or 

what am I doing wrong?” (P16; pp. 43:18-21) Another parent also explained how the judgements 

and lack of understanding can feel lonely and how he believes that other parents assume he is 

making things up about his son’s behaviour: 

Yeah, and people not understanding, and feeling alone. You kinda just want to isolate. So, 

its like, you have to like, people just do not get it. Like the challenges. When they see [my 

son], like I have this friend, who says oh [son’s name] is cool, this and that, because we’ll 

go to a park, kick the ball around and get some take-out food. Since the pandemic, kick the 

ball around and social distance. But when I tell them other parts, it’s like… you feel like 

you think they think you’re making it up, kinda thing, right? (P12; pp. 20:12-22) 

 The desire for others to understand, including family members, was echoed by several 

participants (e.g., “Understanding that people in general can misinterpret or judge you based on 

how your children behave, how they act, how whether they are successful or not, or- or not doing 

well.” [P16; pp. 3:29-32]) P19, for example, urged others not to judge and explained that they are 

just doing their best. They added: 

Sadly, I worry about judgement. I worry about how I'm viewed and how other people view 

me. And uh, and I wish that, I wish that there was more understanding for- for parents that 

that deal with, you know, non-neurotypical children and how it how it alters them like like 

say for instance. The fact I'm probably closer to what some might call a ‘helicopter parent’ 

that I'm like always checking. Well how are we doing this now? How are we going to do 

that now? But that's come from having to parent this child, right? (P19; pp. 33:2-11) 
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 Having an autistic son that is physically the size of an adult, has been challenging for 

some parents based on the comments made by others. Some concerns expressed were serious, 

including an insinuation of inappropriate behaviour/intent toward children: “And, I said And? I 

said ‘did he say something offensive?’ She said no, no, no but she doesn't know why a grown up 

is in the kids section. So you see where this is going? (P8; pp. 95:28-31) Other parents, including 

P2 and P15 discussed how their son’s physical appearance did not necessarily match socially 

accepted behaviours: 

It's sort of like you know, a challenge being a parent of that because not a lot of people 

understand by just looking at, you know at him, they wouldn't right away pin point out: 

‘OK, he is behaving like a child, but you know he's grown.’ (P2; pp. 23:3-8); 

It's very clear things are up, right? 'cause he's a big 17-year-old man, young man, and 

he's skipping or he's got some weird thing in his hand and you know, making weird noises, 

stuff like that, right? (P15; pp. 17:19-23) 

 Judgements from professionals, including doctors and others working within 

developmental services were noted as particularly frustrating for parents. The impression that 

parents have is that service providers do not want to help families of transitionally aged youth 

with autism. One parent explained feeling like a burden in the doctor’s office: 

But we are also referred, and I took a day off work which I don't care too much about, so 

we can see this Doctor of Psychiatry at [a local] Hospital and he, I hate to say this, but he 

couldn't get us all his office fast enough. (P8; pp. 19:7-11) 

While another parent stated that she feels as if people with disabilities are treated like “second 

class citizens” (P5, pp.18:19-20): 
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So that's- that's where I get very frustrated with the system and I just I tell them ‘I just don't 

want to deal with you anymore. You know, no, don't call me. Don't talk to me. You have 

nothing to offer me. 'cause you're just not willing to help.’ (P5; pp. 21:6-11) 

One mother wanted the experiences of parents with autistic children to be recognized and 

validated, regardless of how their disability presents, as the emotional toll can be profound: 

The high functioning kids on the spectrum are very underrepresented and the challenges 

that we face, those families are very real. I'm thankful that my kids are verbal, and you 

know they can play right and so on. Absolutely, I don't have the same challenges as other 

families in that sense, but the emotional toll is quite significant, even though they are high 

functioning because there's still things that they can't do or that are extremely difficult for 

them to do and there's an impact on the dynamics of siblings. (P4; pp. 26:17-27) 

 5.3.2.1 Comparisons. Almost all parents made comparisons to others during their 

interviews; some used this comparison to describe themselves as ‘better off’ while others tried to 

normalize their experiences. Some made comparisons to their overall family functioning (e.g., 

“It's a lot of worrying. And I think most parents worry about. Take care of my child when I'm 

gone […]” [P10; pp. 31:11-12]; “Well, you know, I think a lot of parents are with special needs 

children are bordering on the edge of exhaustion.” [P5; pp. 11:13-15]; “We can do stuff 

for ourselves so, I get it, that there are families in far worse situations than we are.” [P4; pp. 

22:5-7]; “And so that's what you know what's special with that, so we don't have much family 

conflict like maybe other, other, other families. So that's one of the good things.” [P2; pp. 8:24-

27]) P8 even commented how having children naturally creates changes in family dynamics: 

I don't know how our relationship is too different from anyone else who has kids. I think 

once you have kids, there's a certain amount of your life that changes right away and get it 
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just does. And… and then once- once you have medical issues, there's a certain amount of 

your life being impacted by that as well. (pp. 71:5-12) 

 Other comparisons reflected the differences and similarities between their autistic child 

and other children with and without disabilities. For example, P19 discussed how her son can 

“skate by as normal” as he is able to blend in with neurotypical peers:  

He was, you know he was diagnosed Asperger’s. When Asperger’s was still in the DSM 4 

or whatever. Um, that's still terminology that I think. We still are quite comfortable with 

and that we tend to use, so he's he's very high functioning and- and I think he's what he 

called the other day he's learned... what was the word he used? ‘High skilled masking’ 

basically to- to fit, to normalize. And um, allow a lot of the times he's able to skate by as 

‘Normal’. [laugh] ‘Neurotypical’, I guess is what it means. (P19; pp. 6:21-30) 

Another parent added that comparing her son’s journey to neurotypical peers, or even young 

adults on television may not be realistic at the same point in time, but that there is a possibility of 

a delayed catch up: 

You know you might watch people on TV who are 16 to 24 dating all the time, but the- 

the- the reality is it's not like everybody's dating and you're the only guy who's not, so you 

know. And again, I think if you I think if he's mentally, two or three years or three or four 

years behind people who are neuro-typically that age. It'll catch up, right? (P8; pp. 30:1-7) 

When it comes to autistic individuals, P5 acknowledged that there is still so much that we do not 

know, and that it does not make sense to do one-size-fits-all comparisons with this population:  

Well, autism is kind of a mixed bag. Each child with autism is unique. I think most of them 

and you can't pigeonhole it. You can't say well this is autism and this is how you deal 
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with it. That's what I've learned [laugh] is that we don't know autism. We think we do. We 

don't… (P5; pp. 39:10-15) 

Parental self-reflections involved perspective taking, comparisons, and active strategies to 

shift their thinking. The recognition that their autistic transitionally aged youth would lead a life 

different than themselves was an important lesson for some parents. Others sought strategies to 

reframe the expectations of their child, their own parenting appraisals, and what was important in 

life. A challenge related to parenting appraisals included the pressure parents placed on 

themselves to have their child’s future figured out, as many commented that time was running 

out before certain services end and while they still had legal decision-making abilities for their 

child. One of the most distressing challenges discussed throughout parent interviews, however, 

was the external judgements they experienced. Specifically, parents were hurt and angered by 

judgments about their autistic child and their parenting abilities, wishing that others 

(professionals, family, community) to be kind and know that they are doing the best they can. 

5.4 Theme 4: Strengths and Resources 

 Supports and resources were discussed in relation to caregiver mental health and 

wellbeing, positive parent-child and co-caregiving relationships. This theme represented a 

plethora of positive factors in the participants’ parenting experiences. While many discussed 

hardships and challenges, the strengths that were also discussed were meaningful. Each caregiver 

was asked about the strengths they could identify for their mental health, such as their coping 

strategies, and associated with their family relationships. All caregivers were able to discuss a 

variety of strengths in their parent-child dyad, while only a handful did so about their co-

caregiving relationships; however, the ones that did were quite emphatic about these strengths. 

Supportive resources for parental wellbeing included a variety of factors including spending time 
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with the family pet (e.g., “We have this lovely giant dog sleeping on the floor beside us. [laugh] 

And he's a huge [vocally emphasized by participant] part of all of our lives.” [P8; pp. 9:1-4]; 

“We spend family time together that I think really helps a lot. You know, we take, we take dog 

walks of course. So, puppy is part of our mental health calibration system for [my son] too.” 

[P19; pp. 11:16-19]), faith (e.g., “We've always gone to church. Been church family from 

beginning.” [P16; pp. 13:1-2]), a supportive employer (e.g., “I've been really fortunate to have a 

great job that I love and- and over the years they have always been flexible with me.” [P8; pp. 

38:11-13]), internal strength (e.g., “Well just perseverance. I mean, you just have to find a way 

to do it without the help even though it's like living in a box that’s too small for you.” [P5; pp. 

13:18-21]), and social support: 

If you know if things are building up for me, then I will- I will tell [my husband] and he'll 

say like, like ‘go for a walk with [your friend] or do you wanna go for a walk by yourself 

of like what, what you know? What do you wanna do?’ (P15; pp. 12:19-24) 

 External resources were also appreciated by parents. Several participants discussed 

finding supports for their child’s education including P15, who stated: “And eventually when we 

got our third set up in a good, stable private school environment where he could go to school full 

time and go to school regularly and the trust factor was there.” (pp. 2:12-16). P8 also discussed 

accessing online resources as their son got older: 

We were really fortunate that we could leverage the fact that my husband was a teacher 

and get at resources in their system even though he wasn't teaching little kids. So, we did 

that all the way through to high school age where we started working with ILC 

[independent learning centre], which is the, it's really what TV Ontario was created for 

years ago by the province. (pp. 2:12-19) 
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A consistent routine for his son was identified by one father as being particularly helpful for his 

own wellbeing; however, due to the COVID pandemic, this has been difficult to obtain: “Before 

COVID, he had his sports, he used to go to Community Living, every day. So that routine.” 

(P12; pp. 6:26-28) 

 Other parents discussed the importance of resource sharing. One mother stated that 

having a concise list of appropriate supports was something that she wished she had as this 

would save her time, energy, and could point her in the right direction to support her son: 

That's my biggest wish is like somebody give me a list of supports that are actually 

relevant so that I don't have to go through the process of finding them and then contacting 

them and then finding out that it's not the right fit, because that takes time and it's tiring. 

(P4; pp. 22:27-32) 

Similarly, P8 discussed a willingness to pass on helpful resources to parents with younger 

children in an effort to help them find the right supports: 

I've been introduced to people whose who are who have younger children who just recently 

been diagnosed. And I, and it's not usually through a friend and they say, would you mind 

if they called you and I always say absolutely. I'd love to talk to them. (pp. 25:13-18) 

5.4.1 Relational Strengths Between Parent and Child. Love, trust, and respect were 

commonly identified as positive characteristics of the parent-child dyad. This is evident among 

the following quotes: “We have a strong bond like we love each other. You know when we care 

about each other, we wanna know that each other is OK […]” (P5; pp. 29:9-11); “But so, I think 

he's got a deep understanding of the fact that I am genuinely always trying to support him and 

always trying to help.” (P19; pp. 16:23-26); “We have a great relationship [laugh]. He uh…I 

think he trusts… He trusts me wholeheartedly. I think he respects me […]” (P15; pp. 16:25-26); 
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“[…] so that's a strength we have is very close to me. And I'm I feel close to him because I can 

do and say anything to him as well as he doesn't disrespect me.” (P2; pp. 21:2-6); and 

We have a very, very close bond. We love each other, obviously. But…We get each other 

and I give her a chance. You know, I give her a chance and I and I make her be who she is, 

but I also tell her I said, you know, there are times that, I said there are things that I have to 

teach you that [daughter] prepared for the world's great. I said, you know, and, and I 

told her, you know, like, like we talk, we can talk and sometimes it's a one-way 

conversation and it is or one-way conversation. But she's listening and she's engaged and 

she listens to me very well. (P10; pp. 34:14-24) 

5.4.2 Relational Strengths Between Co-Caregivers. The words “fortunate” and “lucky” 

were used by several parents when discussing the strengths of their co-parenting/co-caregiving 

relationships to reflect their gratitude for their co-caregiver offering support and encouragement. 

Specific qualities of their co-caregiver, and their relational dynamic were discussed as strengths 

including: being giving (e.g., “Um? I think personally as a person my mom is [pause] very 

giving. That's why it has been easy. For me and for our relationship.” [P2; pp. 8:21-23]), having 

shared values (e.g., “Um, I’m not sure what to say, but it's good. We share the same values, then 

the same hopes for our kids. We're good about talking about things.” [P4; pp.12:12-14]), and 

listening to each other’s perspectives (e.g., “We certainly always talk about it and try to listen to 

each other’s point of view, right? Try to figure out where the other one is coming from.” [P15; 

pp. 15:1-4]) The support that a single mother received from her co-caregiver was described as 

being critical to her being able to get by: 
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Well, they are paramount in our lives because they're like family too. Yeah, I don't see 

them as different than, I think they're better than family because they're here, you know if 

you need them, they're there on a regular basis. Yeah, almost daily. Some of them, right? 

Your friends, and when you need that help, they're there for you. I think they are pivotal. I 

couldn't get by without them. (P5; pp. 33:4-12) 

 Two parents discussed the quality of their co-parenting relationship in comparison to other 

families, with P8 having noted that their marriage differs from many that end in divorce, 

particularly in the autism community, 

And so I think that we found our own way to manage this and I think you know we, you 

would hear those stories when you go to autism seminars and things or read books about 

parents and how difficult it was and how those relationships often ended up in divorce. 

And I don't think we've ever never, ever been close to that point. (pp. 68:1-8); 

and P19 commented on some of the praise her marital relationship received from acquaintances 

for its strengths: 

I feel we have… Anybody would tell you, that knows us, would say we have one of the 

one of the best relationships that- that they've seen. And so that serves us in a multitude of 

ways, but, you know, and he makes me laugh and that helps regulate me sometimes. 

Sometimes that's all it takes, it's just – just give me a lift a little bit. Yeah, so I'm glad I'm 

co-parenting with him. I'll say that. (P19; pp. 21:8-16) 

The fourth theme encapsulated positive characteristics and strengths that support parental 

mental health, parent-child relationships, and co-parent relationships. Despite some difficulties 

across these areas, the relative strengths and resources were emphasized by several caregivers. 

Loving, supportive relationships between the parent-child and co-parents were identified as 
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particular strengths. Other positive factors discussed by caregivers included social supports, 

quality time with family and pets, appropriate resources, and consistency in their autistic youth’s 

routines. 

5.5 Other Findings: COVID is the Challenge of a Lifetime, But Not for Everyone 

 As this research was conducted during the COVID-19 pandemic, its impact was discussed 

by all participants. Overall, the pandemic has been a significant period of adjustment for these 

families, however, some parents suggested that not all the restrictions have been a challenge for 

their child or their family. The latter impression is held by a small minority of parents, though, as 

the majority of responses identified increased difficulties, anxiety, and restrictions on already 

limited services/supports for their child. This was particularly noted by P12, a single father who 

no longer has support from community programs and sports teams that were a regular part of his 

son’s routine. Their absence has resulted in him spending thousands of dollars on gas driving his 

son around to occupy his time, in an effort to prevent physical aggression. The impacts of the 

pandemic have even influenced his perceived meaning of being a father. For example, he said 

“With COVID hitting, I don’t feel like a father too much. I feel like his server, in a way.” (pp. 

11:10-11). Throughout most of his responses, he reiterated how difficult things have been since 

COVID. 

 The pandemic has been particularly challenging for some of the transitionally aged youth 

with autism. The confusion surrounding the restrictions and why they were unable to go places 

was evident in P15’s statement: 

The first couple months where the worst, like just the worst. Every morning. You know ‘I 

want go here. I want go here. I want see. This person. I want see this person.’ like every 
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day and then it got to the point where like he'd wake up in the morning and he would, he 

would just say everything like he would just keep trying and trying like OK if I can't go 

here can I go here? And like oh it's exhausting and we felt terrible for him, right? (pp. 25:3-

12) 

She added that she worked with her son on wearing a mask, but is concerned about the loss of 

other skills that they had developed prior to COVID, such as grocery shopping, and whether 

these skills will return when the restrictions lift.  

 For some youth, particularly those with anxiety, the switch to remote learning during 

COVID has actually been helpful. For example, one parent commented: “So yeah, COVID hasn't 

exactly been the worst thing for him in some ways that he talks about how it's taken. Some of 

the pressure off of his social anxiety day.” (P19; pp. 6:6-9) She added that the quadmester system 

in Ontario (i.e., having only two classes during a condensed time, rather than four) has been 

helpful at reducing the number of transitions that her son has in a day, which was something that 

he reportedly struggled with prior to the pandemic. For other youth, however, the pandemic 

seems to have heightened their anxiety, as their resources were restricted for a time, and they felt 

constantly bombarded with distressing news: 

So, it was really important to get him out of the house and get it moving again. So, I would 

say during that period it was tough. I'm a news junkie and communications world. I have a 

degree in journalism. I'm fine to watch all that stuff and laugh it up, but he wasn't. So, he 

would say to me, you know, ‘could you please change the channel? I don't want to see that. 

I don't want to hear how many people have died’ and so to this day I still have to be careful 

and not watch that stuff around him because he doesn't want to hear about it. (P8; pp. 82:9-

20) 
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It would appear that the experiences of COVID are varied among families of children with 

autism. For some parents, the need to keep themselves and their family healthy has been a 

priority, while for others, like P10, the realities of getting ill as a primary caregiver have shifted 

her perspective on the future care for her daughter. She explained that she had previously been 

adamant against her daughter moving to a group home, however, after contracting COVID 

herself, her own mortality became indisputable: 

And I told him I said ‘because I wanted to know that she's in a safe place. You know 'cause 

we all got sick and nobody could take care of anybody and it was just left to me.’ And I 

clearly couldn't quarantine or get better properly because I had to take care of everybody, 

right? And it's too much on me. I'm not getting any, any younger. It's too much on me and I 

want to know that [my daughter] is in a safe place […]. (pp. 32:13-21) 

As described in the responses above, COVID-19 has added a layer of complexity and new 

challenges for many parents, while for others it has not been as negative. Concerns for 

caregiver’s health and wellbeing and the importance of them staying safe during uncertain times 

was echoed by many participants. Disruptions to services and routines was arguably one of the 

most challenging aspects of COVID-19, adding another barrier to an already complex system for 

autistic transitionally aged youth. 

5.6 Summary 

 Throughout their interviews, parents were able to provide in-depth accounts of their 

experiences related to their mental health and wellbeing, parent-child, and co-caregiving 

relationships. As evidenced by the length of these interviews, parents had a lot to say and were 

appreciative of having the opportunity to share their experiences. The gratitude expressed by 

several parents for having the opportunity to partake in research and to ultimately try to help 
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others was very moving. Overall, parents discussed their lived experiences of raising a 

transitionally aged youth with autism, commenting on their strengths and challenges both prior 

to, and during the COVID-19 pandemic. There was not a universal experience when it came to 

their parenting as some described their parenting and mental health during this developmental 

stage as exhausting, while others found it to be more cohesive. A common concern among the 

parents in this study was a lack of support, which for many, has been exacerbated by the 

pandemic restrictions. This gap in support applied to themselves (e.g., mental health resources, 

lack of co-caregiving supports) and for their child (e.g., problems with ‘the system’ and resource 

closures due to COVID). There was a clear emphasis on how the impact to different parts of the 

family system (e.g., the child, the parent, co-parent, siblings) affects other members within the 

family; therefore, support in any of these domains can have a positive impact on other members 

of the family.  

6 Chapter 6: Discussion 

 Theoretically informed by symbolic interactionism and family systems theory, this study 

explored the experiences of parents of transitionally aged youth with autism through open-ended 

surveys and semi-structured interviews. Meaning and perceptions of parents’ experiences were 

elicited through data collection and were analyzed using thematic and interpretative 

phenomenological analyses. There was not a unified, singular experience of parenting a 

transitionally aged youth with autism; rather, there were many varied experiences influenced by 

a myriad of factors including the level of co-caregiving supports, the needs of the child, systemic 

barriers, the parent’s own presenting mental health and wellbeing, and other external elements 

such as a global pandemic (COVID-19). Throughout the surveys and the follow up interviews, 
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parents discussed diverse experiences of the strengths and challenges within their relationships 

with their child and their co-parent/co-caregiver, and with their mental health. Synthesized 

results are reiterated below, based on the respective research question. Limitations and 

implications for policy and practice will be offered thereafter. 

6.1 Parental Mental Health  

 Across the surveys and interviews, parents discussed their overall experiences with their 

mental health and wellbeing, commenting on the strengths and challenges endured. There were a 

diverse range of responses among the parents regarding their appraisal of their overall mental 

health. While I did not explicitly ask parents to rate their overall mental health on a Likert-style 

scale as conducted in other research (e.g., McLaughlin & Schneider, 2019), the written and 

verbal descriptive explanations ranged from “very poor and depleting”, to “good/strong”. The 

impact of COVID-19 has also negatively (in general) influenced parental mental health and 

wellbeing due to the increased restrictions on supports/services and increased role demands for 

the caregivers. As social supports have been identified as a predictive factor of parental 

wellbeing (Falk et al., 2014; Smith et al., 2012; Teehee et al., 2008), it is not surprising that due 

to COVID-19 and lack of available supports and resources, parental mental health has been 

negatively affected, particularly for single parents who rely on outside caregiving supports (e.g., 

respite/professional organizations). Both fathers and mothers within this study discussed how 

they valued the validation and, at times, helpful distractions that came from social supports from 

their friends and family both in and outside of the autism community. This was particularly 

emphasized as an important resource that has been affected by COVID restrictions in Ontario. 

 External and internal factors were also discussed regarding their impact on parental 

mental health and wellbeing. As emphasized within the family systems theoretical framework, a 
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multitude of factors can influence any one individual within the family system. Previous research 

has demonstrated how a variety of child factors contribute to parental stress (e.g., Davis & 

Carter, 2008; McStay et al., 2014). The current study also found that other external factors such 

as the parent’s work and martial relationship can either support or contribute to their stress as can 

a variety of internal factors, including the parent’s ability to reframe their perceptions and 

whether they had pre-existing mental health diagnoses. The concepts of locus of control and 

parenting self-efficacy (Falk et al., 2014; May et al., 2015) can also be connected to parental 

mental health and wellbeing, with parents reporting greater distress when situations are 

perceived as out of their control (e.g., uncertainty around the future, medication side effects for 

their child). Consistent with Russa et al. (2015) planning for their transitionally aged youth’s 

future was stressful for many parents and this stress has been further complicated by the 

uncertainty of COVID-19. Some parents, however, expressed a desire to remain physically close 

to their child as they age (e.g., willing to relocate/move wherever their child goes), while others 

reported wanting to transition away from their current level of caregiving responsibilities for 

their child by encouraging their child’s independent living or through professionally supported 

care. 

 Medication use was also highlighted as a profound concern for several parents in this 

study, which contrasts previous research by Lounds et al. (2007) who reported that medication 

use was positively endorsed by parents and was associated with improved caregiver wellbeing. 

In the present study, when medications were mentioned by a parent in relation to their child, it 

was in a negative context due to challenging side effects such as emerging aggressive behaviours 

(e.g., self-injury, physical aggression; requiring police intervention), significant weight gain, 

and/or psychosis-like symptoms. These side effects were described as frightening to parents and 
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many expressed that their mental health and wellbeing was particularly fragile while their child 

was reacting to medication side effects, such as suspected psychosis or increased physical 

aggression. Regardless of medication use, many caregivers commented that their mental health 

was at its worst when their child was not doing well or was struggling; however, for parents who 

mentioned medication trials, their child’s struggles were particularly worrisome. In contrast, 

when used by parents, medications were viewed as a “life-saver” for their wellbeing. This could 

relate to the concept of an external locus of control with medications for their child as opposed to 

themselves, as parents are at an arms-length and cannot have direct control to improve their 

child’s symptoms; whereas, when the parent takes medication for themself, they could perceive 

the intervention as within their control as they can decide to start or stop their own medication if 

they notice any side effects, yet may feel compelled to continue medications for their child based 

on the advice from doctors/professionals. Further, the risk of losing supports for their child (e.g., 

school placement) prompted parents to continue with medication use, despite their reservations. 

 Overall, positive factors that promote caregiver mental health and wellbeing reflect 

adequate supports and resources (formal and informal), open communication, and striving for 

work-life balance. Larger support networks were found to improve depressive and anxious 

symptomology among parents (Smith et al., 2012); however, the access to and availability of 

formal and informal support resources for parents were drastically impacted by COVID-19. 

Supports were generally limited to one’s co-caregiver or within their immediate household. 

Parents mentioned that communication between themselves and their co-caregivers and with 

children was helpful, as this acknowledged their feelings, fostered ideas for self-care strategies 

(e.g., going out for a walk), and modelled to their children that it is okay to talk about feelings. 
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Communicating with children about each family member’s wellbeing was also evident as a 

beneficial factor used by families that discussed a positive parent-child relationship.  

6.2 Parent-Child Relationships 

 Parenting relationships were discussed throughout the surveys and interviews, addressing 

the perceived meaning and experiences of raising an autistic transitionally aged youth. These 

meanings evidently evolved throughout one’s parenting journey, with some parents reporting 

that their parenting seemed easier at this stage while others believed that it became more 

complex. These shifts are reflective of symbolic interactionism, wherein the interactions between 

the parent and their child continue to shape and develop their meaning, rather than it being static 

throughout the lifespan. This shift has also been particularly evident during COVID-19 due to 

the caregiving role ambiguity and added responsibilities that parents take on with service 

closures, including home schooling, acting as clinicians, and being the organizers and constant 

companions for their child(ren). Both mothers and fathers discussed their experiences with role 

ambiguity. For example, one father perceived his role as that of a ‘server’ rather than a parent 

during COVID-19 due to the increased demands for laundry washing, meal preparation, and 

driving his son around town to prevent physical aggression. Another father disclosed feeling 

more like a companion than a parent in that he was not taken seriously by his son as a decision 

maker, nor as a compassionate parent as these were roles occupied by the mother. While there is 

discussion within the literature regarding how role ambiguity is prevalent among parents of 

autistic children (e.g., Falk et al., 2014; Gentles et al., 2019; Maich & Hall, 2016), the results of 

the current study suggest that COVID-19 has further exacerbated this demand. Though limited 

Canadian research explores the impact of COVID-19 and parenting for autistic transitionally 

aged youth, let alone children with disabilities in general, one UK study reported that parents of 
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children with special education needs felt ill-prepared for the added responsibilities and role 

expectations that came with homeschooling during the closures of schools (Greenway & Eaton-

Thomas, 2020). The division of labour between mothers and fathers working from home in dual-

earner families was also disproportionate, with mothers reducing their paid employment hours 

while taking on more caregiving responsibilities while schools were closed than were fathers 

(Collins et al., 2020). This, combined with the finding of this current study relating to perceived 

father roles may suggest that a different dynamic exists between mothers, fathers, and their 

autistic youth, though more research in this area is needed. 

In discussion of their evolving parenting roles, comparisons were often made to their 

previous parenting experiences, other families, and between their child and neurotypical peers. 

This act of comparison supports both the family systems theory in that parents understand 

themselves and their child in relation to others (e.g., Caldwell & Claxton, 2010) and symbolic 

interactionism where parenting meaning can be derived and adapted based on interactions with 

others. Despite internal evaluations made by these parents through comparisons, a commonly 

reported difficulty expressed by these caregivers reflected their perception of others’ judgements. 

Parents discussed feeling judged by family, peers, and professionals based on their child’s 

behaviours, needs, and diagnosis of autism. Several parents commented on how they wished 

others understood their experiences, could empathize, and refrain from judging them as they 

were doing the best they could. The impact of autism stigma has been discussed in the literature 

as influencing fatherhood identities (e.g., Seligman & Darling, 2009); throughout the present 

study, mothers also expressed how external judgments shaped their parenting. When judgments 

pertained to insinuations of mal-intent on the part of their child (i.e., their youth was presumed to 

be a child predator), parents recalled intense anger at the accusations and also at the lack of 
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defence of their autistic youth by familiar adults. Acceptance and understanding (of the autistic 

youth) was discussed as something these parents strived to demonstrate, while they wished it 

would also be reciprocated by others in the community. 

Positive and challenging parent-child relationship elements reflected a variety of internal 

and external factors. Consistent with Carter et al. (2015), positive child characteristics including 

unconditional love and kindness were appraised as helpful factors within a strong parent-child 

relationship. Caregivers in this study added that their child’s sense of humour, cleverness, and 

resilience benefitted their relationships, and even were empowering to the parents. Factors that 

challenged the parent-child relationship included complex behaviours of the child, systemic 

barriers, and lack of support from co-caregivers. Lack of support has been discussed in the 

literature particularly in relation to single-parents (e.g., Bromley et al., 2014); however, in the 

present study, lack of support was more often discussed by married parents, reflecting ongoing 

tensions within their co-caregiving relationship. It should be cautioned, however, that COVID-19 

may have influenced this perception due to increased parenting role demands, changes in 

employment (availability of work, working from home, and/or income), and the overall increase 

in family tension during the provincial stay-at-home orders.  

As discussed previously in relation to parental mental health and wellbeing, lack of 

transitional supports also impacted the parent-child relationship, with many parents trying to 

model, guide, and prepare their child for more independent living. Aligned with the discussion of 

successful markers of transition by Henninger and Lounds Taylor (2014), teaching independent 

living skills to their autistic transitionally aged youth was important for parents. For some 

parents, this involved including their child in conversations about elder care and meal 

preparation, as well as legal and financial matters. This study adds to the existing literature by 
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exploring particular challenges associated with transitional planning including the stress and 

uncertainty parents have regarding their child’s future, the pressure they feel as parents to have 

things figured out at this stage in life, and the barriers that exist if their child has not met DSO 

eligibility criteria. Recent American-based research has explored transition outcomes for autistic 

transitional age youth and their parents, focusing on stressors, resources, and coping styles as 

predictors of parental health outcomes; though they did not explore whether the transitional age 

youth qualified for adult developmental services (Wong et al., 2020). Parents commented on a 

variety of hopes they had for the future including financial stability for their child and family, 

increased services and support availability, that they are able to support their child in the future, 

and that their child will find stable employment and make the right decisions. These hopes, like 

one’s parenting meaning, have also been adapted over time and continue to shape parents’ own 

learning and understanding about autism, their child, and themselves. 

6.3 Co-Caregiving Relationships 

Consistent with the existing literature on caregiving children on the autism spectrum, this 

study found that mothers, in general, take on the primary caregiving of transitionally aged youth. 

Even in supportive co-caregiving relationships, there is still an unequal caregiving division 

whereby one parent takes on the majority of the care responsibility. This unequal division of care 

responsibility can be due to a variety of factors including availability of work schedules, 

education, parental mental health, and bidirectional relationship between parents and the child. 

The disparate divide in caregiving responsibility can have a detrimental impact on a caregiver’s 

physical and mental health, which can be further compromised when there is more than one child 

with complex needs in the household. More positive co-parenting appraisals were noted when 

one’s co-parent does provide caregiving support for the children, including homework support or 
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in pre-COVID times, taking the child out shopping. In two-parent households, when a spouse 

works outside of the home, routines that prioritize family (e.g., being home for dinner) and 

shared values were highly regarded by the primary caregiver as necessary for a healthy co-

caregiving relationship. 

Although Feinberg (2003) stated that co-parenting does not relate to other aspects of 

martial relationship like financial aspects or emotional aspects, many caregivers discussed how 

the emotional support and validation they receive from their co-parent contributed to their 

positive appraisal of the overall co-parenting relationship. This may be reflective of the primary 

caregiver feeling appreciated and supported, which may contribute to their own feelings of 

parenting self-efficacy, wellbeing, and their perception of co-caregiving support. This also 

relates to the research from Hartley et al. (2011), who described a spill-over effect of positive 

spousal interactions and their association with positive parent-child interactions. In the current 

study, when a caregiver used positive characteristics to describe their co-parent, they also had 

more positive comments about their overall familial and parent-child relationships, centred 

around communication, support, and encouragement. In contrast to Feinberg (2003), I would 

argue that the emotional aspects of martial and/or supportive caregiving relationships are 

necessary to explore and cannot be examined in isolation due to their indirect effects on the 

entire family system (i.e., co-parenting systems/martial systems can influence individual and 

parent-child systems). Co-caregiving and the parenting relationships with the child can be 

enhanced when there are emotional supports shared between caregivers. 

Resentment towards one’s co-parent was evident in several caregiver responses, with 

terms like “roommates” being used to describe their co-parent. Within these relationships, 

parents also disclosed conflictual relationships between their co-parent and their autistic 
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transitionally aged youth. This lack of emotional connection between the two caregivers and the 

conflictual co-parent-child relationship appears to reflect Falk et al.’s (2014) discussion of the 

deterioration of martial satisfaction among parents of autistic children; though, this is not true in 

every case. Several caregivers described loving, supportive martial relationships and the value 

they place on maintaining a loving connection with their spouse. Heightened conflict, even in 

healthier martial relationships was noted during COVID-19, which may stem from increased 

demands, lack of respite, and fewer opportunities to leave the home environment.  

6.4 Parenting in a Pandemic 

 The impact of COVID-19 has been profound for many individuals and families, with and 

without autism, and this impact is also evident among families of autistic transitionally aged 

youth. The closures of schools and services, as well as the financial implications with workplace 

closures has been particularly challenging for these families (Abel & Lai, 2020; Corbett et al., 

2021). One study revealed that parents of autistic youth and in typically developing youth had 

elevated self-reports of stress and anxiety, while autistic youth reported higher anxiety than did 

typically developing youth during the COVID-19 lockdowns (Corbett et al., 2021). In the current 

study, there was great variability in responses of how COVID-19 has affected the parents of 

autistic transitionally aged youth. One parent, for example, described COVID-19 as “the 

challenge of a lifetime”, while others have said that it has been frustrating, but not as bad for 

them as it they believe it has been for others. This is consistent with other research on how 

COVID-19 has affected the mental health and wellbeing of families of children with disabilities 

(Asbury et al., 2021). Parents discussed how their transitionally aged youth learned how to adjust 

to mask-wearing and social distancing, but how the inability to go out to stores and organizations 

has been incredibly disappointing to the youth. On a positive note, one parent commented that 
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the change to the school day structure with fewer transitions has actually been helpful at 

reducing symptoms of anxiety in their autistic youth. Explaining the constantly-changing abstract 

rules and guidelines around COVID-19 protocols in Ontario has also been challenging for 

parents to discuss with their child, as undoubtedly it is also difficult for themselves to stay up to 

date on these details.  

The need for respite and out-of-home services to resume was discussed by several 

parents, both in relation to their child and for themselves. The lack of social support 

opportunities for parents has also had a negative impact on their overall mental health and 

wellbeing. The emotional toll of COVID-19 has also influenced caregiver’s future planning for 

their child, with some considering supported living options as the reality of these caregivers’ 

own mortality became a reality during this global health crisis. Heightened parental stress related 

to future planning for their youth with autism was congruent with recent research on the impact 

of COVID-19 in families of autistic youth (Corbett et al., 2021). Hope for the safe reopening of 

Ontario and the necessity for services to resume was emphasized by many throughout this study. 

At the time of writing, COVID-19 restrictions were still in place in Ontario; however, 

vaccinations had become available. Time and future research will tell how the impact of 

COVID-19 has affected the mental health and relationships of parents of autistic children, youth, 

and adults, though early research suggests that the mental health outcomes for these parents has 

been tenuous and that future research should explore interventions and coping strategies in more 

depth (Brown et al., 2020; Calvano et al., 2021; Corbett et al., 2021). 

6.5 Limitations 

 A prominent limitation of this study was the lack of diversity among the participants’ 

characteristics (e.g., sex, ethnicity, education level, income, region in which they lived). I had 
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hoped to have a wider diversity, including breadth across Ontario; however, despite sharing the 

recruitment instruments more than once on social media for families with Autistic Children in 

Northern Ontario, the sample ended up being clustered primarily in the Halton and Peel regions. 

This is a notable limitation for several reasons including the availability of services and for a 

potentially higher-skewed household income. Additionally, a relatively small portion of this 

sample identified as being male/fathers (15.8%) which limited the representation of fathers’ 

experiences, something already commonly underrepresented in research. This appears to be a 

smaller proportion of fathers than in some other studies examining parent-child relationships 

such as May et al. (2015; n = 72 [47% of sample]) and Hartley et al. (2011; n = 91 [50% of 

sample]). Future research should aim to include more fathers and participants from diverse 

backgrounds to better understand these underrepresented perspectives. In their systematic review 

of fathers’ involvement with youth with autism, Rankin et al. (2019) suggest ways to involve 

more fathers in autism research including directly soliciting their engagement and for researchers 

to understand the needs of fathers as they pertain to involvement with their child as this can help 

to inform research questions. They add that continuing to explore family-systems approach to 

autism research can provide a helpful framework in which the relationships between fathers and 

their autistic children can be explored. 

Other limitations to this study reflect temporal issues, as this data was collected at a point 

in time, rather than longitudinally. Although some participants with older youth described their 

overall parenting experiences throughout all the transitional ages (i.e., from the time their child 

was 16), the vast majority did not. This could have impacted the discussions of mental health and 

relationships, as longitudinal data could better represent their overall experiences. Future 

research could explore a longitudinal design to examine parenting experiences across the 
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transitional age of development. Further, as provincial restrictions around COVID-19 continually 

fluctuated over the course of this research, the questions related to COVID may have only 

captured participants’ reflections in that particular moment, as opposed to holistically. Moreover, 

despite asking about parents’ experiences of their mental health and relationships prior to 

COVID-19, it is important to note that their responses may have been influenced by their 

perceptions and experiences of COVID-19. A further limitation, based on COVID-19 

restrictions, was the necessity of electronic data collection; this may have limited who was able 

to participate in this study as access to a computer and internet was required. This may also 

account for the lack of breadth across regions during recruitment, limiting the diversity of the 

study sample. 

 Questions related to the transitionally aged youth were also potentially limited. As the 

inclusion criteria did not require participants to live with their child, accurate reflections of the 

daily and ongoing nature of care demands reported by parents may have been impacted. Other 

questions related to the child’s age and functioning level should also be highlighted as 

limitations, as there is significant variability in services and supports offered (e.g., autistic youth 

not in school after the age of 21; not eligible for the DSO/adult developmental services if the 

youth has higher cognitive and adaptive functioning scores). As discussed, language, including 

the term “functioning” is also a contentious issue, with some researchers and academic journals 

discouraging these terms (e.g., Alvares et al., 2020). While several parents used the term “high 

functioning” when describing their child, it may not be representative of the presentation of their 

child’s needs and abilities. Future research could continue to explore autistic youth and 

caregivers’ preferences around language use, narrowing in on preferential terms and phrases, 

rather than only on the broader constructs such as person-first vs. identity-first language and 
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“functioning level.” For example, Botha et al. (2021) discuss most and least offensive terms 

determined by individuals within the autism community (e.g., “person with autism spectrum 

disorder” is regarded as offensive by some), however, there is a lack of convergence in the 

literature. Incorporating other perspectives (i.e., from the youth, co-caregiver) in future studies 

could also offer a comparison to parental experiences and provide a multi-perspective 

understanding of the relationships between parents, caregivers, and transitionally aged youth 

with autism, and may add to the discussion around preferred terms that can inform research 

questions. 

6.6 Implications for Policy and Practice 

 The emphasis that parents placed on wanting their participation in this study to help 

others and make changes to autism services cannot be overstated. Their passionate stories have 

left clear implication for desired changes to both policy (e.g., funding, life-long service) and 

practice (e.g., having more men in the field, specialized resources, supports for parents). 

Moreover, parents sought a positive research impact, insofar as they wanted to help provide 

greater general understanding of their experiences and for judgement and stigma for parents of 

autistic youth to be lessened. 

6.6.1 Policy. Systemic barriers were discussed by nearly all participants within this study, 

indicating an overwhelming consensus of challenges within the current autism/developmental 

service sector. While each parent’s experience(s) was unique in its own right, the similarities of 

experiencing hardship in finding appropriate services and supports was evident across the 

majority of participants. Many urged that changes need to be made to autism services and I 

would argue that transitional age-autism services should be explored more in-depth as a priority 



 

 

 

122 

area. Autism does not end at 18; however, for individuals that have not met DSO criteria (either 

due to an outdated assessment, or being deemed “higher functioning”), there is an abrupt end in 

support. In comparison to autistic children, young adults with autism reportedly have increased 

unmet needs across a variety of services (Lai & Weiss, 2017). Parents are largely unfamiliar with 

the integrated transitional planning process in Ontario, and therefore many are unfamiliar with 

resources and strategies for how to support their child’s future. Establishing a dedicated 

transitional planning program for autistic transitional age youth, wherein they are able to 

continue to receive funding, future planning support, and resource navigation can possibly be a 

helpful strategy that could alleviate some parental distress, while ensuring individuals with 

autism are connected to relevant services moving forward. This would allow interim financial 

support and guidance for individuals and families to apply for relevant adult services (e.g., 

ODSP, finding specialized doctors/psychiatrists for adults with autism) during the transitional 

age of development (i.e., 16-24). In a study on health care use among autistic young adults and 

young adults with developmental disabilities between the ages of 18 to 24, results indicate that 

autistic adults were more likely to have repeated visits with healthcare professionals including 

psychiatrists, neurologists, and family physicians (Weiss et al., 2018). It could be argued that 

these supports should continue indefinitely, as there is no age-limit to autism and support needs 

do not disappear with adulthood. The proposed strategy could be implemented as a pilot project 

and parental mental health and wellbeing, as well as that of the transitionally aged youth, could 

be explored in future research studies with these additional transitioning supports. Future 

research and policy work could also explore needs-based long-term financial supports for autistic 

individuals (both DSO-eligible and ineligible). 
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6.6.2 Practice. Based on this research, I am suggesting three strategies be considered to 

address practice-related barriers impacting autism services in Ontario, followed by two family-

centred strategies. First, as the majority of individuals with autism are male, there should be 

more male-workers in autism services as this could benefit autistic clients through behavioural 

modeling and the relatability of male support staff. Incentives should be generated to entice more 

men to enter the field at the educational level (e.g., Applied Behavioural Analysis programs, 

developmental service worker), and as respite providers. The second and third strategies are 

related to one another as they pertain to resource availability. Specific resources should be 

available for parents of transitionally aged youth with autism to address their own mental health 

and wellbeing, their need for social support and validation, and parenting/co-parenting supports. 

In particular, assisting parents navigate the challenges associated with puberty and medication 

side effects could be helpful. The third strategy for resources pertains specifically to the autistic 

youth and suggests that a regionally-based resource guide be created that contains autism related 

services (e.g., doctors that have received specialized training in autism, recreational programs, 

life-skills courses, etc.). This list should be created in consultation with families that have 

participated the services first-hand and can speak to their experiences with the specific services. 

While a similar resource has recently been created by Autism Ontario, enhancing this (digital) 

tool could help parents refine their search by age, location, and support need. A dedicated section 

should be established for resources for the transitional age and could connect with the policy 

recommendation above for specialized transitional support services.  

 Family-centred strategies should aim to provide support to the entire family system, 

rather than just the autistic individual as the interactions between any/all family members could 

influence each individual member within the family. Further, these holistic supports should be 
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available to families of transitionally aged youth with autism (i.e., up to age 24) regardless of the 

youth’s DSO eligibility. By including families within these parameters, there will be an 

opportunity to offer resources, capacity-building, and transitional navigation to better prepare 

these autistic youths’ futures. Within these family supports, two elements are critical: teaching 

effective communication strategies, and providing mental health resources. The former was 

identified as a consistent factor in healthier co-parenting relationships among participants in this 

study. By teaching caregivers and youth how to effectively communicate with one another, we 

can help ease family conflict and work towards open dialogue about wants and needs. Adding in 

mental health resources, particularly for parents, can also help improve overall family 

relationships as caregivers will learn strategies and resources for their wellbeing, learn how to 

reframe perceptions of judgements, and may benefit from having more energy to be present with 

their family members through the prevention of compassion fatigue and/or caregiver burnout. 

These strategies are theoretically informed by family systems theory and symbolic 

interactionism, as all family members will be able to learn from their interactions with one 

another and can help shape and support each other’s growth. 

6.7 Conclusions 

 This study provided an opportunity to learn about the lived experiences of an under-

researched population: parents of autistic transitionally aged youth. The findings of the current 

study revealed that a complex interaction of internal and external factors influence parental 

mental health and wellbeing, and the relationships they have with their autistic youth and with 

their co-caregiver. Little is known about co-caregiving among parents of autistic children and 

this study provided some insight into these relationships among single and married caregivers of 

transitionally aged youth, who reside in Ontario, Canada. Further, as this study was conducted 
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during COVID-19, its impact on these families was of particular focus. This will be one of the 

first studies to explore the perceptions of COVID-19 and its subsequent impact on caregiver 

mental health and relationship from the perspective of parents of transitionally aged youth with 

autism within Ontario. Experiences with mental health and relationships prior to- and during 

COVID-19 reflected a breadth of strengths and challenges at multiple systemic levels, including 

the family system and the service system. Though concerns with the service systems pre-dated 

the pandemic, situating parental experience around the context of COVID-19 provided a unique 

opportunity that highlighted the additional challenges and exacerbated apprehensions with gaps 

in the system. Among other identified hopes for change, parents particularly emphasized their 

need for non-judgemental support in the service system, the family, and in the broader 

community. The results of this study encourage the demand for changes to these systems, 

namely, increasing the availability of relevant resources and supports to enhance the mental 

health and caregiving experiences of parents of autistic transitionally aged youth.  
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Research Questions: 

1. How do parent’s mental health influence their raising of a transitionally aged youth with autism? 

2. What parent-child relationships exist when raising a transitionally aged youth with autism? 

3. What are the co-parenting relationships between parents of transitionally aged youth with autism? 

 

Data Source Data 

Analysi

s 

Response 

Options 

Notes Qualtri

cs 

Questio

n # 

Demographic Questions 

 

Thank you for agreeing to participate in this survey. We would like to know about the experiences of parents of transitional age 

youth (16-24) with autism, specifically related to mental health and wellbeing, and parenting relationships. There will be 4 parts to 

this survey which will take approximately 45-60 minutes to complete. 

What is your 

current age? 

DS Numeric entry  Q3 

The following 

questions are 

about sex at birth 

and gender. Sex 

refers to sex 

assigned at birth. 

Gender refers to 

current gender 

which may be 

different from sex 

assigned at birth 

and may be 

different from 

what is indicated 

DS 1 – Male 

2 – Female 

3 – Other: please 

specify 

 Q4/5 
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on legal 

documents. 

 

What was your 

sex at birth? 

What is your 

gender? 

DS 1 – Male 

2 – Female 

3 – Other: please 

specify 

 Q6 

How many 

children do you 

have? 

DS Drop down list Specify the number of children Q7 

What is your 

relationship 

status 

DS 1 – Married 

2 – Widowed 

3 – Divorced 

4- Separated 

5 – Single 

6- In a 

relationship (not 

married) 

 Q8 

What is the 

highest level of 

education you 

have completed? 

DS 1 – Less than 

secondary (high) 

school graduation 

2 – Secondary 

(high) school 

diploma or 

equivalent 

3 – Some post-

secondary 

education 

4 – Post 

secondary 

From: Stats Canada – Classification of Highest Educational 

Attainment 

https://www23.statcan.gc.ca/imdb/p3VD.pl?Function=getVD&TVD

=305734 

Q9 

https://www23.statcan.gc.ca/imdb/p3VD.pl?Function=getVD&TVD=305734
https://www23.statcan.gc.ca/imdb/p3VD.pl?Function=getVD&TVD=305734
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certificate, 

diploma, or 

degree 

 

We are going to 

ask you some 

questions about 

your employment 

status. Full time 

employment 

consists of 

working 30 hours 

or more per week 

at one’s main or 

only job. Part-

time employment 

consists of 

working less than 

30 hours per 

week at one’s 

main or only job.  

 

What is/was your 

employment 

status (prior to 

COVID-19) 

DS 1 – Employed 

part time 

2 – Employed full 

time 

3- Unemployed, 

looking for work 

4- Unemployed, 

unable to work 

5- Retired 

 

 

1 – Employed part time 

2 – Employed full time 

3- Unemployed, looking for work 

4- Unemployed, unable to work 

5- Retired 

 

*Prompt: If response was either employed part time or employed full 

time, what is your occupation? (Open-ended response) 

 

This variable comes from the Stats Canada Labour Force Survey: 

https://www150.statcan.gc.ca/t1/tbl1/en/tv.action?pid=1410028701 

 

Prompt: There are a variety of contributing factors that may impact 

your ability to work: (e.g., school, caregiving demands [caring for a 

child, or an elderly family member], disability) For this question, do 

not include COVID-19 as a contributing factor that impacts your 

ability to work. 

Q10/11 

How has your 

employment 

status changed 

due to COVID-

19? 

DS Open-ended 

response 

 Q12 

https://www150.statcan.gc.ca/t1/tbl1/en/tv.action?pid=1410028701
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What is your total 

annual (gross) 

household 

income? (prior to 

COVID-19) 

DS 1 - $0-$19,999 

2 - $20,000-

$39,999 

3 - $40,000-

$59,999 

4 - $60,000-

$79,999 

5 - $80,000-

$99,999 

6 - $100,000 or 

more 

 Q13 

Has your income 

been impacted 

due to COVID-

19? If so, how? 

DS Open-ended 

response 

 Q14 

What are the first 

three digits of 

your postal code? 

DS Open-ended 

response 

Note: This will be coded by researcher during analysis to explore 

whether the participant lives in urban or rural locations in Ontario.  

 

Urban areas are those continuously built-up areas having a population 

concentration of 1,000 or more and a population density of 400 or 

more per square kilometre based on the previous census; rural areas 

have concentrations or densities below these thresholds. 

 

Statistics Canada. Table 17-10-0118-01 Selected population 

characteristics, Canada, provinces and territories doi: 

https://doi.org/10.25318/1710011801-eng 

Q15 

You may belong 

to one or more 

racial or cultural 

groups on the 

DS Multi-response 

 

1 – White 

2 – Filipino 

 Q16 
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following list. 

Are you… 

(please select all 

that apply) 

3 – Chinese 

4 – Black 

5 – South Asian 

(e.g., East Indian, 

Pakistani, Sri 

Lankan) 

6 – Latin 

American 

7 – Arab 

8 – Southeast 

Asian (e.g., 

Vietnamese, 

Cambodian, 

Malaysian, 

Laotian) 

9 – West Asian 

(e.g., Iranian, 

Afghan) 

10 – Korean 

11 – Japanese 

12 – Other: please 

specify 

We would like to 

know more about 

your transitional 

age youth (i.e., 

youth between 

the ages of 16-

24). If you have 

more than one 

transitional age 

youth, please 

DS Numeric 

response/continuo

us variable 

 

 

 

 

 

Q17/18 
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respond to the 

following 

questions based 

on the selection 

of one of these 

youth. Please 

answer the 

following 

questions: 

 

How old is your 

transitional age 

youth? 

Has your 

transitional age 

youth been 

approved for 

service with 

Developmental 

Services Ontario?  

DS 1-Yes 

2-No 

3- Application in 

progress 

 Q19 

With what gender 

does your 

transitional age 

youth identify? 

DS 1 – Male 

2 – Female 

3 – Other: please 

specify 

 Q20 

Does your 

transitional age 

youth have a 

diagnosis of 

autism/autism 

spectrum 

disorder? 

DS 1 – Yes 

2 – No 

3 – Unsure (open 

ended text box) 

 Q21 
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Does your 

transitional age 

youth have other 

diagnosed 

disabilities? 

DS Multi-response 

 

1 – No 

2 - Cognitive 

3 – Sensory 

4 – Physical 

5 – Mental Health 

6 – Unsure 

7 – Other: Please 

specify 

 Q22 

How would you 

describe the level 

of functioning of 

your transitional 

age youth? 

DS 1 – High 

functioning 

2 – Moderate 

functioning 

3 – Low 

functioning 

4 – Other: Please 

specify (e.g., it 

depends on 

situation) 

 Q23 

Prior to COVID-

19, was your 

transitional age 

youth accessing 

services (select 

all that apply) 

DS Multi-response 

 

1 – No 

2 - High school, 

special education 

3 – Post-

secondary 

education 

4 – Behavioural 

supports 

 Q24 
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5 – 

Communication 

supports 

6 – Social 

supports 

7 – Other: Please 

specify 

Have the supports 

for your 

transitional age 

youth changed 

due to COVID-

19? If so, how? 

DS Open-ended 

response 

 Q25 

Mental Health Questions (to address RQ1) (Q26) 

 

Please respond to the following questions about your own mental health and wellbeing. Please provide as much detail as you can 

and include examples where possible. 

How would you 

describe your 

mental health and 

wellbeing (prior 

to COVID-19)? 

TA Open-ended 

response 

Connection with Interview question 4 Q27 

Compared to 

before 

social/physical 

distancing, how 

would you say 

your mental 

health is now? 

TA Open-ended 

response 

Connection with Interview question 4 

Connection with Interview question 7 

Connection with Interview question 10 

Connection with Interview question 16 

Q28 
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What are some of 

your current 

stresses/challenge

s? 

TA Open-ended 

response 

Connection with Interview question 6 Q29 

What are some 

things that help to 

support your 

mental health and 

wellbeing? 

TA Open-ended 

response 

Connection with Interview question 5 

Connection with Interview question 7 

Connection with Interview question 9 

Q30 

Parent-Child Relationship Questions (to address RQ2) (Q31) 

 

For the following questions, please respond based on your relationship with your transitional age youth selected from part 1 of this 

survey. Please respond with as much detail as possible and provide examples where possible. 

What is your 

experience of 

parenting a 

transitional age 

youth with 

autism? 

TA Open-ended 

response 

Connection with Interview question 3 Q32 

What does being 

the parent of a 

transitional age 

youth with 

autism mean to 

you? 

TA Open-ended 

response 

Connection with Interview question 13 

Connection with Interview question14 

Q33 

What are some of 

the strengths of 

your parent-child 

relationship? 

TA Open-ended 

response 

Connection with Interview question 11 Q34 

What are some of 

the challenges of 

TA Open-ended 

response 

Connection with Interview question 11 Q35 
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your 

relationship? 

Co-Parenting Relationship Questions (to address RQ3) (Q36) 

 

For the following questions, please respond based on your co-caregiving/parenting relationship with another parent or caregiver 

(e.g., nanny, grandparent, current, or ex-partner). 

Please respond with as much detail as possible and use example where possible. 

Who is your co-

parent/co-

caregiver (e.g., 

nanny, current or 

ex-

spouse/partner, 

your parent, 

etc.)? 

DS Open-ended 

response 

Connection with Interview question 1 Q37 

Has your 

relationship with 

your co-

parent/co-

caregiver been 

impacted by 

COVID-19? If 

so, how? 

TA Open-ended 

response 

Connection with Interview question 12 

Connection with Interview question 16 

Q38 

What are the 

strengths of this 

relationship? 

TA Open-ended 

response 

Connection with Interview question 12 Q39 

What are some of 

the challenges of 

this relationship? 

TA Open-ended 

response 

Connection with Interview question 12  Q40 

In what ways 

does your co-

parent/co-

TA Open-ended 

response 

Connection with Interview question 12  Q41 
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caregiver provide 

you with 

support? 

End of Survey Questions 

Is there anything 

else you would 

like to tell us 

about parenting a 

transitional age 

youth with 

autism, mental 

health and/or 

your co-parenting 

relationship? 

TA Open-ended 

response 

Connection with Interview question 17 Q42 

We are interested 

in hearing more 

about your 

experience as a 

parent of a 

transitional age 

youth with 

autism! As a 

follow up to the 

survey, we will 

be conducting 

online/virtual, or 

in-person 

interviews that 

we anticipate 

lasting between 

1-1.5 hours. The 

interview 

DS 1 – yes 

2 - no 

 Q43/44 
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questions will be 

asking similar 

items related to 

your mental 

health and 

wellbeing, 

parent-child 

relationship, and 

your co-

parenting/co-

caregiving 

relationship. The 

interviews will be 

recorded on an 

audio-device or 

directly from the 

virtual platform. 

For in-person 

interviews (where 

permitted), you 

will have the 

choice of location 

for the interview 

(e.g., home, 

community, 

University of 

Guelph) so that 

you may feel 

more 

comfortable. 

Please note that 

by agreeing to be 
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contacted for the 

interview does 

not mean that you 

have to 

participate. If you 

are contacted, 

you can choose 

whether or not to 

participate at that 

time. Only a 

select number of 

participants will 

receive a follow 

up interview to 

ensure breadth of 

responses across 

Ontario.  

 

Would you be 

interested in 

being contacted 

for a follow up 

interview? 

Thank you for participating in this survey!  

 

Table 2: Interview guide, including follow up and clarifying questions (Data analysis will be IPA for interview questions) 

Main questions Follow up and Clarifying Questions 
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Please tell me a little bit about yourself • Family constellation, occupation 

I would like to know more about your transitional age youth. What can 

you tell me about them? 
• Age, hobbies, functioning, grade in school 

• Interests, personality 

• If more than one child, please distinguish 

which child to whom you are referring 

How would you describe the experience of parenting a transitional age 

youth with autism? 
• How has this role changed/developed 

throughout the years 

I would like to ask you a few questions about your mental health and 

wellbeing. Can you tell me about your overall mental health?  

• How would you define your mental health 

What are some of the strengths/successes of your mental health? 
• What is a good mental health day 

• What strategies do you use to support your 

mental health and wellbeing? 

What are some of the challenges/stresses to your mental health? 
• What would be an example of a situation that 

puts a toll on your mental health 

• What are your daily stressors 

What supports do you have for your mental health? 
• Are there any gaps in services for parents? 

• Has this been impacted by COVID-19? 

How does your mental health influence your relationships? [RQ1] 
• Parent-child 

• Co-parenting 

• Other relationships (e.g., service providers, 

friends) 

What are your hopes for the future? 
• For yourself, your transitional age youth, 

your family? 
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How does your current mental health compare to other times in your 

parenting journey? 

• How has COVID-19 impacted your overall 

mental health? 

I would like to ask you a few questions about your relationships. These 

can include your parent-child and co-parenting/co-caregiving 

relationships. Let’s start with your parent-child relationship: what can you 

tell me about the strengths of your relationship? [RQ2] 

• Challenges? 

Please tell me about your relationship with your co-parent: Think about 

your relationship with ____, what can you tell me about this relationship? 

[RQ3] 

• Strengths 

• Challenges 

• Dynamics/shared responsibilities 

• What types of support do you receive (e.g., 

physical support, financial, emotional, 

respite) 

Earlier, I asked about the overall experience of parenting a transitional age 

youth with autism. Now, I would like to ask you some questions to better 

understand what it means to be a parent of a transitional age youth with 

autism.  

What can you tell me about what it means to you? 

[RQ2] 

• What has been the most meaningful 

experience 

• Parenting expectations 

• Future care (for your child) 

• Role expectations 

• Societal/systemic barriers that exist 

 

Has this meaning changed or evolved over the years? 
• Do you have other children? 

• (if so, is there is difference in the meaning of 

parenthood and your relationships with your 

transitional age youth when compared with 

your other children 
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• What is something you know now about 

parenting a TAY that you wish you knew 

earlier? 

What would you need to further enhance your parenting relationship 
• How do you think this would impact your 

family overall? 

• How do your relationships influence how 

you interact with other family members? 

Overall, how has the COVID-19 situation impacted you? 
• Mental health 

• Parent-child relationship 

• Co-parenting relationship 

Is there anything else you would like to add before we end? Thank you for sharing a piece of your story with us. 

We appreciate the thoughtful answers you have 

provided. 

 

DS – Descriptive Statistics 

TA – Thematic Analysis 

IPA – Interpretative Phenomenological Analysis
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Appendix C: Recruitment E-mail 

Subject line: Parenting a Transitional Age Youth (16-24) with Autism research invitation  

We are thrilled to begin recruitment for the “Mental Health and Parent-Child Relationships 

Among Parents of Transitional Age Youth with Autism” research project! If you are a parent 

or primary caregiver of a transitional age youth (i.e., youth between the ages of 16-24) with 

autism and live in Ontario, we are sending this information to invite you to participate in this 

exciting project. Proof of a formal diagnosis of autism is not required. 

This exciting project is collecting information to deepen understanding of the lived experience of 

parenting a transitional age youth with autism, particularly focusing on parental mental health 

and wellbeing, parent-child relationships, and co-parenting relationships. There is a significant 

gap in research surrounding parenting during the transitional age of development for youth with 

autism. We will be conducting online surveys and virtual (or in person, as permitted) interviews 

in this new project to examine parents’ lived experiences. We believe that this research is 

important and can help to better understand what it means to be a parent of a transitional age 

youth with autism. Consideration will also be given to how parents are influenced by the 

COVID-19 pandemic. 

If you are a parent or primary caregiver of a transitional age youth with autism that has a shared-

caregiving responsibility and live in Ontario, we invite you to participate in this project. Please 

note that shared caregiving does not refer to relationship status, but rather, the sharing of 

parenting/care responsibilities (could be with one’s marital partner, a grandparent, etc.). Both 

mothers and fathers are encouraged to apply! Participants will be asked to complete an online 

survey that will take approximately 45-60 minutes to complete and will be entered in a draw to 

win one of five $25 e-gift certificates. In addition, participants will be invited to take part in a 

follow up virtual interview during the Fall of 2020, or Winter of 2021. Should they be selected 

for the interview, they will be thanked with a $25 honorarium.  The interviews will be 

approximately 1-1.5 hours in duration.   

If you are interested in participating, please click here to access the survey. If you have any 

questions or concerns, you may contact us using the contact information provided below. 

This study has been reviewed and received ethics clearance through the Research Ethics Office 

at the University of Guelph (REB# 20-06-018).   

Kind regards, 

John and Samantha 

Principal Investigator:    Co-Investigator: 

John Beaton, PhD     Samantha O’Leary, PhD(c), RP 

Family Relations and Applied Nutrition  Family Relations and Applied Nutrition 

University of Guelph     University of Guelph 

Email: beaton@uoguelph.ca    Email: solear01@uoguelph.ca 

https://uoguelph.eu.qualtrics.com/jfe/form/SV_0dM7mQ2KttilpGZ
mailto:beaton@uoguelph.ca
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Appendix D: Informational Poster  
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Appendix E: Survey Consent and Information Letter 

 

 

 

You are invited to participate in a research study titled, “Mental Health and Parent-Child 

Relationships Among Parents of a Transitional Age Youth with Autism.” This research is 

being conducted by the researchers listed below and contact information is provided should you 

have any questions or concerns about the research. 

Principal Investigator:  

Dr. John Beaton, Associate Professor, Family Relations and Applied Nutrition (FRAN), 

University of Guelph, 519-824-4120 ext. 56256 or beaton@uoguelph.ca 

Co-Investigators:  

Samantha O’Leary, Doctoral candidate, Family Relations and Applied Nutrition (FRAN), 

University of Guelph, solear01@uoguelph.ca  

Dr. Tricia van Rhijn, Associate Professor, Family Relations and Applied Nutrition (FRAN), 

University of Guelph, 519-824-4120 ext. 52412 or  tricia.vanrhijn@uoguelph.ca 

Dr. Priscilla Burnham Riosa, Assistant Professor, Applied Disability Studies, Brock University, 

905-688-5550 ext. 6376 or pburnhamriosa@brocku.ca  

PURPOSE OF THE STUDY 

The purpose of the proposed project is to investigate the lived experiences of parents of 

transitional age youth with autism. We seek to develop an understanding of how the raising of a 

transitional age youth with autism influences parents’ mental health, the parent-child 

relationship, and co-parenting relationships in Ontario families. Additionally, we would like to 

discuss how the COVID-19 pandemic has impacted you as a parent. 

PROCEDURES 

If you choose to participate in this research project, you will be asked to complete an online 

survey and be considered for a follow up interview (virtual, or in person, where permitted). Each 

survey will take approximately 45-60 minutes to complete, and the interviews, conducted at a 

date in Fall 2020, or Winter 2021, will take approximately 1-1.5 hours to complete. The online 

surveys will ask open-ended questions to investigate the primary objective of this proposed 

project (i.e., how the raising of a transitional age youth with autism influences parents’ mental 

health, parent-child relationships, and co-parenting relationships). You will be asked to provide 

mailto:solear01@uoguelph.ca
mailto:tricia.vanrhijn@uoguelph.ca
mailto:pburnhamriosa@brocku.ca
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as much detail as possible in your responses. You will have the choice to be contacted for the 

follow up interviews which will provide participants with a more in-depth opportunity to 

investigate the primary objective of this proposed project. To be eligible for this project, you 

must live in Ontario, Canada, be the parent or primary caregiver of a transitional age youth with 

autism, have shared caregiving responsibilities, and be able to read and converse in English. 

POTENTIAL BENEFITS AND RISKS  

When completing the survey, some of the questions deal with sensitive topics and personal 

feelings and you could feel some discomfort when answering them. You are free to answer in as 

much depth and detail that you feel comfortable sharing. There are no direct benefits to 

participating in this study. The discipline may benefit as the findings tap into and under 

researched area. There may also be societal benefits, as the long-term benefits of this study may 

lead to a better understanding of the mental health, parent-child relationships, and co-parenting 

relationships of parents of transitional age youth with autism in Ontario. Only a select number of 

participants will receive a follow up interview to ensure breadth of responses across Ontario. 

REMUNERATION INFORMATION  

As a thank you for your time, you will be entered in a draw to win one of five $25 e-gift 

certificates. Participants will also receive an additional $25 dollars if they participate in the 

interview portion of the research. This money will be e-transferred to participants. Records of all 

e-transfers will be provided to University of Guelph Financial Services.   

RESEARCH RESULTS 

The results of the research can be made available to you by contacting solear01@uoguelph.ca 

and requesting a copy.   

CONFIDENTIALITY 

To ensure confidentiality participants need to correspond with researchers using their personal 

email account and not a shared account. Your confidentiality will be protected to the extent 

allowed by the law; limitations to confidentiality include mandatory reporting of child abuse or 

neglect as well as imminent harm to yourself or others. Under the Duty to Report, any disclosure 

of child abuse or neglect must be reported to child protective services. 

Your identifying information will be confidential; in order to match responses for between 

surveys and interviews, a master list will be created that will assign a participant ID number to 

each participant. There will only be one hard copy of this master list that is stored in the principal 

investigator’s locked office. Once the final interview is completed, the master list will be 

destroyed. The research team, including student research assistants, will be the only persons who 

have access to the identified data. Please note that confidentiality cannot be guaranteed while 

data are in transit over the internet. 

The survey data will be secure and collected and stored on a password-protected, encrypted 

website (Qualtrics.com). Qualtrics uses the same encryption type (SSL) that online banking sites 

mailto:solear01@uoguelph.ca
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use to transmit secure information and IP addresses will not be collected. Please note that 

confidentiality cannot be guaranteed while data are in transit over the internet. Once downloaded 

from Qualtrics, data collected during this study will be stored on a password protected desktop 

computer in a private office and/or a password-protected computer with full disk encryption, 

only available to the research team of this project (i.e., research assistants and graduate students). 

However, it is possible that additional research assistants or graduate students might work with 

the data in order to complete analysis and dissemination activities. Should this occur, all 

individuals who are not identified on this application as part of the research team will be required 

to sign the confidentiality agreement prepared for this project.  

Following project completion, electronic data including survey responses and interview 

transcripts will be stored at the University of Guelph in a secure encrypted file in the locked 

office of the principal investigator (PI).  The PI will be charged with stewardship of the data;  

once the master list has been destroyed, all data will be anonymized so that no identifying 

information is retained. While verbatim quotations may be used for any reports, presentations or 

articles based on this data, any potentially identifying information will be removed from the 

quotation to ensure anonymity. Pseudonyms will be used in any reports of the study results. 

Alternatively, if you would like to further protect your privacy you can:  

1. Clear the browsing history  

2. Clear the cache  

3. Clear the cookies  

4. Clear the authenticated sessions  

5. LOG OFF  

If you are using Internet Explorer, going to Tools and selecting Delete Browser History 

can accomplish the first 4 steps. Your application may have a similar system. As 

browsers tend to hold onto information, clearing your browser, cache and cookies can be 

helpful for protecting your privacy.   

PARTICIPATION AND WITHDRAWAL  

You can choose whether to be in this study or not. If you decide to participate in this study (by 

clicking the ‘Next’ button below and answering the questions), you may withdraw at any time 

without consequences of any kind in one of two ways: 

1. While filling out the online survey, you may choose not to submit your survey by simply 

closing the survey page on your web browser; 

2. If you submitted the online surveys and/or participated in the interview, you may withdraw 

up until 3 months after the interview. You may not withdraw from the study after this point 

as your data will be identified by a participant ID, and the master list connecting your name 

and participant ID number will be destroyed to protect your confidentiality. If you only 

participated in the online survey, please email the co-investigator (solear01@uoguelph.ca) 

within 3 months from your survey date to withdraw. 

 

mailto:solear01@uoguelph.ca)
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Throughout the survey, you may also refuse to answer any questions you don’t want to answer 

(e.g., by skipping that question) and still remain in the study. You may still receive the 

honorarium for this survey even if you choose to withdraw by emailing the following 

information to the principal investigator: Your full name and email address to which the banking 

e-transfer would be sent. We encourage you to keep a copy of this consent information for your 

records. For a printable copy of this consent information, please click here: print button 

Any service agencies that have been used for recruitment will not know the identity of anyone 

who participated in this study. Participation is voluntary and will have no bearing or 

consequences for any services/supports that an individual may be receiving from those agencies. 

Funding:  

This research has not received any direct or indirect funding.  

RIGHTS OF RESEARCH PARTICIPANT  

This project has been reviewed by the University of Guelph Research Ethics Board for 

compliance with federal guidelines for research involving human participants (REB# 20-06-

018). You do not waive any legal rights by agreeing to take part in this study. If you have any 

questions about your rights as a research participant, please contact: 

Director, Research Ethics   Telephone: 519-824-4120, ext. 56606 

University of Guelph    E-mail: sauld@uoguelph.ca 

437 University Centre    Fax: 519-821-5236 

Guelph ON  N1G 2W1 

 

PARTICIPANT CONSENT 

I have read the information that explains this research project, or someone has read it to me. I 

know that I can discuss the research by emailing the principal investigator with any questions I 

have.  

If you need to stop the survey prior to its completion, you are able to return to it at a later time 

provided that you have not already cleared your browser history and are using the same device, 

simply by re-clicking the original survey link. By clicking the next arrow below and continuing 

onto the survey you are giving your consent to participate in the survey. Doing so affirms your 

understanding and willingness to participate. 

Do you consent to participate in this survey knowing that you can withdraw at any point with no 

consequences to you? [yes/no] 
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Appendix F: Interview Information Letter 

 

 

 

You are invited to participate in a research study titled, “Mental Health and Parent-Child 

Relationships Among Parents of a Transitional Age Youth with Autism.” This research is 

being conducted by the researchers listed below and contact information is provided should you 

have any questions or concerns about the research. 

Principal Investigator:  

Dr. John Beaton, Associate Professor, Family Relations and Applied Nutrition (FRAN), 

University of Guelph, 519-824-4120 ext. 56256 or beaton@uoguelph.ca 

Co-Investigators:  

Samantha O’Leary, Doctoral Candidate, Family Relations and Applied Nutrition (FRAN), 

University of Guelph, solear01@uoguelph.ca  

Dr. Tricia van Rhijn, Associate Professor, Family Relations and Applied Nutrition (FRAN), 

University of Guelph, 519-824-4120 ext. 52412 or  tricia.vanrhijn@uoguelph.ca 

Dr. Priscilla Burnham Riosa, Assistant Professor, Applied Disability Studies, Brock University, 

905-688-5550 ext. 6376 or pburnhamriosa@brocku.ca  

PURPOSE OF THE STUDY 

The purpose of the proposed project is to investigate the lived experiences of parents of 

transitional age youth with autism. We seek to develop an understanding of how the raising of a 

transitional age youth with autism influences parents’ mental health, the parent-child 

relationship, and co-parenting relationships. Additionally, we would like to discuss how the 

COVID-19 pandemic has impacted you as a parent. 

Study procedures:  

You’re invited to do an (in person, where permitted, or via an online webcam program) interview 

that will take about 60-90 minutes. We will ask you questions about your experiences as a parent 

of a transitional age youth with autism, and focus on your mental health, parent-child 

relationships, and co-parenting relationships. Handwritten notes will be taken to record your 

answers as well as a digital recording of the conversation to make sure we don’t miss what you 

say. 

Risks: 

mailto:beaton@uoguelph.ca
mailto:solear01@uoguelph.ca
mailto:tricia.vanrhijn@uoguelph.ca
mailto:pburnhamriosa@brocku.ca
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There are no identified risks as a result of participation in this study; however, when completing 

the interview, some of the questions deal with sensitive topics and personal feelings and you 

could feel some discomfort when answering them.  

Benefits:  

There are no direct benefits to participating in this study; however, many people enjoy 

participating in social science research of this type. You will learn about the process of 

conducting research regarding parents’ lived experiences raising a transitional age youth with 

autism. You may benefit by knowing that you are contributing to our understanding of the 

mental health, parent-child relationships, and co-parenting relationships that exist for parents of 

transitional age youth with autism in Ontario. 

Remuneration: 

As a thank you for your time, you will receive $25 for your participation in this aspect of the 

study. You can receive this honorarium via banking e-transfer. You will only need to provide us 

with your name and the email address to which you would like the e-transfer to be sent. You will 

incur no fees for this option and you will still receive this token of appreciation even if you do 

not answer all questions during the interview or decide to withdraw from the study. Records of 

all e-transfers will be reported to University of Guelph Financial Services.   

Confidentiality:  

We cannot guarantee anonymity for persons participating in this project as you will be 

participating in an in person or virtual interview (e.g., Microsoft Teams) with a researcher on the 

project. However, every effort will be made to ensure confidentiality of any identifying 

information that is obtained in connection with this study. Your confidentiality will be protected 

to the extent allowed by the law; limitations to confidentiality include mandatory reporting of 

child abuse or neglect as well as imminent harm to yourself or others.  

The interview will be digitally recorded to assure accuracy of the content and then transcribed. 

Pseudonyms will be used on the transcripts. A list of each participant’s assigned pseudonym will 

be kept on spreadsheet and saved on a password-protected and encrypted computer only 

accessible to the principal investigator and first co-investigator. All transcripts will be stored on a 

password protected desktop computer in a private office and/or a password-protected computer 

with full disk encryption. This information will only be available to the research team (i.e., 

research assistants and graduate students).  However, it is possible that additional research 

assistants or graduate students might work with the data in order to complete analysis and 

dissemination activities. Should this occur, all individuals who are not identified on this 

application as part of the research team will be required to sign the confidentiality agreement 

prepared for this project.  

Following project completion, electronic data including interview transcripts will be stored at the 

University of Guelph in a secure encrypted file in the locked office of the principal investigator 

(PI). The PI will be charged with stewardship of the data; all data will be anonymized so that no 
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identifying information is retained. While verbatim quotations may be used for any reports, 

presentations or articles based on this data, any potentially identifying information will be 

removed from the quotation to ensure anonymity. 

Participation and Withdrawal: 

You can choose whether to be in this study or not. If you volunteer to be in this study, you may 

withdraw without consequences of any kind. You may exercise the option of removing your data 

from the study in which case any recordings of your interview will be erased and eliminated 

from future analysis. You may also refuse to answer any questions you don’t want to answer and 

still remain in the study. If you complete the interview but decide that you would like to have 

your data removed from this study, you can email the co-investigator (solear01@uoguelph.ca). 

You may do so up until 3 months after the interview date. You may not withdraw from the study 

after this point as your data will be identified by a participant ID, and the master list connecting 

your name and participant ID number will be destroyed to protect your confidentiality.  

Funding:  

This research has received no direct or indirect funding. 

Rights of Research Participants: 

This project has been reviewed by the University of Guelph Research Ethics Board for 

compliance with federal guidelines for research involving human participants (REB# 20-06-

018). You do not waive any legal rights by agreeing to take part in this study. If you have 

questions regarding your rights as a research participant, contact: 

Director, Research Ethics  Telephone: 519-824-4120, ext. 56606 

University of Guelph   E-mail: sauld@uoguelph.ca   

437 University Centre   Fax: 519-821-5236 

Guelph ON  N1G 2W1  

 

We would be pleased to send you a short summary of the study results when we finish going 

over our results. Please contact the co-investigator (solear01@uoguelph.ca) if you would like a 

summary and what would be the best way to get this to you. 

  

mailto:solear01@uoguelph.ca)
mailto:sauld@uoguelph.ca
mailto:solear01@uoguelph.ca
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Appendix G: Consent Script for Interview (Participants) 

     

Mental Health and Parent-child Relationships Among Parents of  

Transitional Age Youth with Autism 

Informed Consent Script & Interview Guide 

Introduction:  

• You indicated that you would be willing to participate in a virtual interview for this part of 

the study being supervised by Drs. John Beaton and Tricia van Rhijn at the University of 

Guelph and Dr. Priscilla Burnham Riosa at Brock University regarding the lived experiences 

of parents of transitional age youth with autism.  

• During the interview, we would like to discuss with you how the raising of a transitional age 

youth with autism influences your mental health, parent-child relationships, and co-parenting 

relationships. Additionally, we would like to discuss how the COVID-19 pandemic has 

impacted you as a parent. 

• We will start by outlining what you can expect during this interview and give you the 

opportunity to agree or disagree to participating at this time.  

 

Study Procedures:  

You’re invited to do an (in person, where permitted or via an online webcam program) interview 

that will take about 60-90 minutes. We will ask you questions about your experiences as a parent 

of a transitional age youth with autism, and focus on your mental health, parent-child 

relationships, and co-parenting relationships. Handwritten notes will be taken to record your 

answers as well as a digital recording of the conversation to make sure we don’t miss what you 

say. 

Risks: 

There are no identified risks as a result of participation in this study; however, when completing 

the survey/interview, some of the questions deal with sensitive topics and personal feelings and 

you could feel some discomfort when answering them.  

Benefits:  

There are no direct benefits to participating in this study; however, many people enjoy 

participating in social science research of this type. You will learn about the process of 

conducting research regarding parents’ lived experiences raising a transitional age youth with 

autism. You may benefit by knowing that you are contributing to our understanding of the 

mental health, parent-child relationships, and co-parenting relationships that exist for parents of 

transitional age youth with autism in Ontario. 
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Remuneration: 

As a thank you for your time, you will receive $25 for your participation in this aspect of the 

study. You can receive this honorarium via banking e-transfer. You will only need to provide us 

with your name and the email address to which you would like the e-transfer to be sent. You will 

incur no fees for this option and you will still receive this token of appreciation even if you do 

not answer all questions during the interview or decide to withdraw from the study. Records of 

all e-transfers will be reported to University of Guelph Financial Services.   

Confidentiality:  

We cannot guarantee anonymity for persons participating in this project as you will be 

participating in an in person or virtual interview (e.g., Microsoft Teams) with a researcher on the 

project. However, every effort will be made to ensure confidentiality of any identifying 

information that is obtained in connection with this study. Your confidentiality will be protected 

to the extent allowed by the law; limitations to confidentiality include mandatory reporting of 

child abuse or neglect as well as imminent harm to yourself or others. The agency from which 

you are receiving services/supports will not know the identity of any participants in this study. 

Further, participation in this study will have no bearing or consequences for any support/service 

you may be receiving from any agencies. 

The interview will be digitally recorded to assure accuracy of the content and then transcribed. 

Pseudonyms will be used on the transcripts. A list of each participant’s assigned pseudonym will 

be kept on spreadsheet and saved on a password-protected and encrypted computer only 

accessible to the principal investigator. All transcripts will be stored on a password protected 

desktop computer in a private office and/or a password-protected computer with full disk 

encryption. This information will only be available to the research team (i.e., research assistants 

and graduate students).  However, it is possible that additional research assistants or graduate 

students might work with the data in order to complete analysis and dissemination activities. 

Should this occur, all individuals who are not identified on this application as part of the research 

team will be required to sign the confidentiality agreement prepared for this project.  

Following project completion, electronic data including interview transcripts will be stored at the 

University of Guelph in a secure encrypted file in the locked office of the principal investigator 

(PI).  The PI will be charged with stewardship of the data; all data will be anonymized so that no 

identifying information is retained. While verbatim quotations may be used for any reports, 

presentations or articles based on this data, any potentially identifying information will be 

removed from the quotation to ensure anonymity. 

Participation and Withdrawal: 

You can choose whether to be in this study or not. If you volunteer to be in this study, you may 

withdraw at any time without consequences of any kind. You may exercise the option of 

removing your data from the study in which case any recordings of your interview will be erased 

and eliminated from future analysis. You may also refuse to answer any questions you don’t 

want to answer and still remain in the study. If you complete the interview but decide that you 



  

 

 

174 

would like to have your data removed from this study, you can email the co-investigator 

(solear01@uoguelph.ca). You may do so up until 3 months after the interview date.  You may 

not withdraw from the study after this point as your data will be identified by a participant ID, 

and the master list connecting your name and participant ID number will be destroyed to protect 

your confidentiality.  

Funding:  

This research has not received any direct or indirect funding.  

Rights of Research Participants: 

This project has been reviewed by the University of Guelph Research Ethics Board for 

compliance with federal guidelines for research involving human participants (Guelph REB# 20-

06-018). You do not waive any legal rights by agreeing to take part in this study. If you have 

questions regarding your rights as a research participant, contact: 

Director, Research Ethics   Telephone: 519-824-4120, ext. 56606 

University of Guelph    E-mail: sauld@uoguelph.ca   

437 University Centre    Fax: 519-821-5236 

Guelph ON  N1G 2W1  

 

We would be pleased to send you a short summary of the study results when we finish going 

over our results. Please contact the co-investigator (solear01@uoguelph.ca) if you would like a 

summary and what would be the best way to get this to you. 

Possible resources: 

There are many support services available to parents of children with autism. The following 

contact information is included for your information. 

• Autism Ontario - https://www.autismontario.com/ 

• Ontario Mental Health Helpline - http://www.mentalhealthhelpline.ca/ 

• Distress and Crisis Ontario - http://www.dcontario.org/ 

• Developmental Services Ontario - https://www.dsontario.ca/ 

If you would like to talk to someone about any issues that came to your attention while 

participating in our research you may contact a mental health professional. Helpful services are 

widely available. You may find a psychologist near you by visiting the Canadian Psychological 

Association website at www.cpa.ca/public/findingapsychologist/. 

Consent questions: 

• Do you have any questions or would like any additional details?  

• Do you agree to participate in this study knowing that you can withdraw at any point with no 

consequences to you?   

mailto:solear01@uoguelph.ca
mailto:sauld@uoguelph.ca
mailto:solear01@uoguelph.ca
https://www.autismontario.com/
http://www.mentalhealthhelpline.ca/
http://www.dcontario.org/
https://www.dsontario.ca/
http://www.cpa.ca/public/findingapsychologist/
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Appendix H: Oral Consent Script and Interview Guide 

(Researchers)     

Mental Health and Parent-child Relationships Among Parents of  

Transitional Age Youth with Autism 

Informed Consent Script & Interview Guide 

 

Introduction:  

• Hello, my name is ______ I am a co-investigator for the Mental Health and Parent-Child 

Relationships Among Parents of Transitional Age Youth with Autism project and a (graduate 

student/faculty member) at the University of Guelph.  

• I am calling because you indicated that you would be willing to participate in an interview 

for this part of the study being supervised by Drs. John Beaton and Tricia van Rhijn at the 

University of Guelph, and Dr. Priscilla Burnham Riosa at Brock University regarding the 

lived experiences of parents of transitional age youth with autism.  

• During the interview, I would like to discuss with you how the raising of a transitional age 

youth with autism influences your mental health, parent-child relationships, and co-parenting 

relationships. Additionally, I would like to discuss how the COVID-19 pandemic has 

impacted you as a parent. 

• I am going to start by outlining what you can expect during this interview and give you the 

opportunity to agree or disagree to participating at this time.  

Study procedures: I’m inviting you to do an (in person, where permitted or via Microsoft 

Teams) interview that will take about 60-90 minutes. I will ask you questions about your 

experiences as a parent of a transitional age youth with autism, and focus on your mental health, 

parent-child relationships, and co-parenting relationships. I will take handwritten notes to record 

your answers as well as digitally record our conversation to make sure I don’t miss what you say. 

Risks: There are no identified risks as a result of participation in this study; however, when 

completing the survey, some of the questions deal with sensitive topics and personal feelings and 

you could feel some discomfort when answering them.  

Benefits: There are no direct benefits to participating in this study; however, many people enjoy 

participating in social science research of this type. You will learn about the process of 

conducting research regarding parents’ lived experiences raising a transitional age youth with 

autism. You may benefit by knowing that you are contributing to our understanding of the 

mental health, parent-child relationships, and co-parenting relationships that exist for parents of 

transitional age youth with autism in Ontario. 

Remuneration: As a thank you for your time, you will receive $25 for your participation in this 

aspect of the study. You can receive this honorarium by banking e-transfer. You will only need 

to provide us with your name and the email address to which you would like the e-transfer to be 
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sent. You will incur no fees for this option and you will still receive this token of appreciation 

even if you do not answer all questions during the interview or decide to withdraw from the 

study. Records of all e-transfers will be reported to University of Guelph Financial Services.   

Confidentiality: We cannot guarantee anonymity for persons participating in this project as you 

will be participating in an in person or virtual interview (e.g., Zoom) with a researcher on the 

project. However, every effort will be made to ensure confidentiality of any identifying 

information that is obtained in connection with this study. Your confidentiality will be protected 

to the extent allowed by the law; limitations to confidentiality include mandatory reporting of 

child abuse or neglect as well as imminent harm to yourself or others. The agency from which 

you are receiving services/support will not know the identity of any participants in this study. 

Further, participation in this study will have no bearing or consequence for any service/support 

you may be receiving from any agencies. 

The interview will be digitally recorded to assure accuracy of the content and then transcribed. 

Pseudonyms will be used on the transcripts. A list of each participant’s assigned pseudonym will 

be kept on spreadsheet and saved on a password-protected and encrypted computer only 

accessible to the principal investigator. All transcripts will be stored on a password protected 

desktop computer in a private office and/or a password-protected computer with full disk 

encryption. This information will only be available to the research team (i.e., research assistants 

and graduate students).  However, it is possible that additional research assistants or graduate 

students might work with the data in order to complete analysis and dissemination activities. 

Should this occur, all individuals who are not identified on this application as part of the research 

team will be required to sign the confidentiality agreement prepared for this project.  

Following project completion, electronic data including interview transcripts will be stored at the 

University of Guelph in a secure encrypted file in the locked office of the principal investigator 

(PI).  The PI will be charged with stewardship of the data; all data will be anonymized so that no 

identifying information is retained. While verbatim quotations may be used for any reports, 

presentations or articles based on this data, any potentially identifying information will be 

removed from the quotation to ensure anonymity. 

Participation and Withdrawal: You can choose whether to be in this study or not. If you 

volunteer to be in this study, you may withdraw at any time without consequences of any kind. 

You may exercise the option of removing your data from the study in which case any recordings 

of your interview will be erased and eliminated from future analysis. You may also refuse to 

answer any questions you don’t want to answer and still remain in the study. If you complete the 

interview but decide that you would like to have your data removed from this study, you can 

email me, the co-investigator (solear01@uoguelph.ca) you may do so up until 3 months after the 

interview date.  You may not withdraw from the study after this point as your data will be 

identified by a participant ID number to protect your confidentiality.  

Funding: This research has not received any direct or indirect funding. 

 

mailto:solear01@uoguelph.ca
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Rights of Research Participants: This project has been reviewed by the University of Guelph 

Research Ethics Board for compliance with federal guidelines for research involving human 

participants (REB# 20-06-018).You do not waive any legal rights by agreeing to take part in this 

study. If you have questions regarding your rights as a research participant, contact: 

Director, Research Ethics  Telephone: 519-824-4120, ext. 56606 

University of Guelph   E-mail: sauld@uoguelph.ca   

437 University Centre   Fax: 519-821-5236 

Guelph ON  N1G 2W1  

 

We would be pleased to send you a short summary of the study results when we finish going 

over our results. Please contact the co-investigator (solear01@uoguelph.ca) if you would like a 

summary and what would be the best way to get this to you. 

Possible resources: There are many support services available to parents of children with 

autism. The following contact information is included for your information. 

• Autism Ontario - https://www.autismontario.com/ 

• Ontario Mental Health Helpline - http://www.mentalhealthhelpline.ca/ 

• Distress and Crisis Ontario - http://www.dcontario.org/ 

• Developmental Services Ontario - https://www.dsontario.ca/ 

If you would like to talk to someone about any issues that came to your attention while 

participating in our research you may contact a mental health professional. Helpful services are 

widely available. You may find a psychologist near you by visiting the Canadian Psychological 

Association website at www.cpa.ca/public/findingapsychologist/. 

Consent questions: 

• Do you have any questions or would like any additional details? [Answer questions.] 

• Do you agree to participate in this study knowing that you can withdraw at any point with no 

consequences to you?  

[If yes, begin the interview.] 

[If no, thank the participant for his/her time.]   

mailto:sauld@uoguelph.ca
mailto:solear01@uoguelph.ca
https://www.autismontario.com/
http://www.mentalhealthhelpline.ca/
http://www.dcontario.org/
https://www.dsontario.ca/
http://www.cpa.ca/public/findingapsychologist/
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Main questions Follow up and Clarifying Questions 

Please tell me a little bit about yourself • Family constellation, 

occupation 

I would like to know more about your transitional age 

youth. What can you tell me about them? 
• Age, hobbies, functioning, 

grade in school 

• Interests, personality 

• If more than one child, please 

distinguish which child to 

whom you are referring 

How would you describe the experience of 

parenting a transitional age youth with autism? 
• How has this role 

changed/developed throughout 

the years 

I would like to ask you a few questions about your 

mental health and wellbeing. Can you tell me about 

your overall mental health?  

• How would you define your 

mental health 

What are some of the strengths/successes of your 

mental health? 

• What is a good mental health 

day 

• What strategies do you use to 

support your mental health 

and wellbeing? 

What are some of the challenges/stresses to your 

mental health? 

• What would be an example of 

a situation that puts a toll on 

your mental health 

• What are your daily stressors 

What supports do you have for your mental health? 
• Are there any gaps in services 

for parents? 

• Has this been impacted by 

COVID-19? 

How does your mental health influence your 

relationships? 

• Parent-child 

• Co-parenting 

• Other relationships (e.g., 

service providers, friends) 

What are your hopes for the future? 
• For yourself, your transitional 

age youth, your family? 

How does your current mental health compare to 

other times in your parenting journey? 

• How has COVID-19 impacted 

your overall mental health? 
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I would like to ask you a few questions about your 

relationships. These can include your parent-child and 

co-parenting/co-caregiving relationships. Let’s start 

with your parent-child relationship: what can you tell 

me about the strengths of your relationship?  

• Challenges? 

Please tell me about your relationship with your co-

parent: Think about your relationship with ____, what 

can you tell me about this relationship? 

• Strengths 

• Challenges 

• Dynamics/shared 

responsibilities 

• What types of support do you 

receive (e.g., physical support, 

financial, emotional, respite) 

Earlier, I asked about the overall experience of 

parenting a transitional age youth with autism. Now, I 

would like to ask you some questions to better 

understand what it means to be a parent of a 

transitional age youth with autism.  

What can you tell me about what it means to you? 

• What has been the most 

meaningful experience 

• Parenting expectations 

• Future care (for your child) 

• Role expectations 

• Societal/systemic barriers that 

exist 

 

Has this meaning changed or evolved over the years? 
• Do you have other children? 

• (if so, is there is difference in 

the meaning of parenthood 

and your relationships with 

your transitional age youth 

when compared with your 

other children 

• What is something you know 

now about parenting a TAY 

that you wish you knew 

earlier? 

What would you need to further enhance your 

parenting relationship 

• How do you think this would 

impact your family overall? 

• How do your relationships 

influence how you interact 

with other family members? 

Overall, how has the COVID-19 situation impacted 

you? 

• Mental health 

• Parent-child relationship 

• Co-parenting relationship 
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Is there anything else you would like to add before we 

end? 

Thank you for sharing a piece of your  

story with us. We appreciate the 

thoughtful answers you have 

provided. 

 

Conclude interview: 

• Thank participant for their time. Let them know they will receive information regarding their 

honorarium by email in the next day or two.  
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Appendix I: Analyzed Interview Themes Overview 
 P2 P4 P5 P8(couple) P10 P12 P15 P16 P19 

Acceptance x   x      

Single Parent x  x   x    

Comparisons x x x x x x  x x 

COVID Exhaustion x   x  x  x  

COVID restrictions x x x x  x x x x 

Child adapted to COVID 

in some ways 

x x x    x   

COVID not all bad    x     x 

Feeling Judged x   x x x  x x 

Ongoing Learning x  x      x 

Systemic 

Challenges/Barriers/Gaps 

in Service 

x x x x x x x x  

School Difficulty/Alt 

School Placement 

   x x  x x x 

Need to Reframe x      x x x 

Parenting Growth   x      x 

Mental Health Fluctuates x x x x x x  x x 

Parent’s Own 

Health/Mental Health 

Challenging 

 x x x  x  x  

Parenting is Challenging  x x  x x  x  

External Stressors x  x  x x  x x 

Puberty Was Challenging  x  x   x   

Child Struggles = Parent 

Struggles 

x  x x x x  x x 
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Child Behaviours are 

Difficult 

x    x x   x 

Good parent-child 

relationship 

x x x x x  x x x 

Positive Co-

Parenting/Co-caregiving 

Experience 

x x  x   x  x 

Relationship Dissolution     x x  x  

More than 1 child with 

needs 

x x    x  x  

Uncertainty Around the 

Future 

 x x  x x x x x 

Financial Difficulties   x   x  x  

Medication Mayhem     x  x   
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	5 Chapter 5: Results - Interviews
	Expanding on the qualitative results from the open-ended surveys, rich in-depth accounts were obtained from nine follow up interviews. Consistent with the aim of the survey, the purpose of the interviews were to explore the experiences of parenting a...
	Table 3.
	Characteristics of Interview Sample
	As with the surveys, participant quotes were selected to support the identified themes and to give voice to the participants’ experiences. The latter is of particular importance with interpretative phenomenological analysis. Where square brackets have...
	Four overarching themes emerged from the semi-structured interview data: When the Internal Becomes External; Systemic (Dys)Functioning; Parenting Appraisals: Internal Reflections and External Judgement; and Strengths and Resources. A fifth, recurring...
	Figure 4. Interpretative Phenomenological Analysis Flow Chart
	5.1 Theme 1: When the Internal Becomes External

	The first theme of “when the internal becomes external” reflects caregiver’s own experiences with their mental health, including the presentation of stress, anxiety, and other pre-existing mental health diagnoses. Parents discussed their mental healt...
	Another caregiver stated that during puberty, her son was almost unrecognizable. She reflected on a meaningful conversation with a doctor who had encouraged her to hold on:
	5.2 Theme 2: Systemic (Dys)Functioning
	5.3 Theme 3: Parenting Appraisals: Internal Reflections and External Judgement

	A single father shared that he struggled with feelings of guilt when planning for his son’s need for supported living in a group home, however, is starting to feel more reassured knowing that his son is interested in this option: “For the longest time...
	The desire for others to understand, including family members, was echoed by several participants (e.g., “Understanding that people in general can misinterpret or judge you based on how your children behave, how they act, how whether they are success...
	Having an autistic son that is physically the size of an adult, has been challenging for some parents based on the comments made by others. Some concerns expressed were serious, including an insinuation of inappropriate behaviour/intent toward childr...
	Judgements from professionals, including doctors and others working within developmental services were noted as particularly frustrating for parents. The impression that parents have is that service providers do not want to help families of transitio...
	While another parent stated that she feels as if people with disabilities are treated like “second class citizens” (P5, pp.18:19-20):
	One mother wanted the experiences of parents with autistic children to be recognized and validated, regardless of how their disability presents, as the emotional toll can be profound:
	5.3.2.1 Comparisons. Almost all parents made comparisons to others during their interviews; some used this comparison to describe themselves as ‘better off’ while others tried to normalize their experiences. Some made comparisons to their overall fam...
	Other comparisons reflected the differences and similarities between their autistic child and other children with and without disabilities. For example, P19 discussed how her son can “skate by as normal” as he is able to blend in with neurotypical pe...
	Another parent added that comparing her son’s journey to neurotypical peers, or even young adults on television may not be realistic at the same point in time, but that there is a possibility of a delayed catch up:
	When it comes to autistic individuals, P5 acknowledged that there is still so much that we do not know, and that it does not make sense to do one-size-fits-all comparisons with this population:
	5.4 Theme 4: Strengths and Resources

	Supports and resources were discussed in relation to caregiver mental health and wellbeing, positive parent-child and co-caregiving relationships. This theme represented a plethora of positive factors in the participants’ parenting experiences. While...
	External resources were also appreciated by parents. Several participants discussed finding supports for their child’s education including P15, who stated: “And eventually when we got our third set up in a good, stable private school environment wher...
	A consistent routine for his son was identified by one father as being particularly helpful for his own wellbeing; however, due to the COVID pandemic, this has been difficult to obtain: “Before COVID, he had his sports, he used to go to Community Livi...
	Other parents discussed the importance of resource sharing. One mother stated that having a concise list of appropriate supports was something that she wished she had as this would save her time, energy, and could point her in the right direction to ...
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