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ABSTRACT 
 

THE EXPERIENCES OF CO-PARENTS RAISING CHILDREN WITH AUTISM SPECTRUM 

DISORDERS DURING THE COVID-19 PANDEMIC  

 

 

Madison Myers       Advisor: 

University of Guelph, 2021     Dr. John Beaton  

 

This study aimed to explore the experiences of caregivers raising children with Autism Spectrum 

Disorders (ASD) during the COVID-19 pandemic. The theoretical frameworks of Self-Efficacy 

Theory and the Ecological approach were employed to examine the experiences of co-parents 

during the COVID-19 pandemic. This study included 176 Ontario caregivers of children with 

ASD who participated in a mixed-methods analysis which included the collection of descriptive 

demographic information and qualitative responses to examine the nuanced experiences of co-

parents raising children with ASD during the pandemic. The main themes which emerged from 

the data included caregiver’s concerns regarding their own wellbeing due to increased caregiver 

demands and confinement related stressors, their child’s adjustment to a lack of structure and 

routine, relational functioning due to negotiating time together, and family resilience in the face 

of adversity. An illustration of the centrality of the co-parenting relationship in supporting child 

adjustment is provided. Finally, clinical and research implications and recommendations are 

discussed.  
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Introduction 
 

Autism Spectrum Disorder (ASD) is a neurodevelopmental disorder that is characterized 

by impairments in social communication, interactions, fixed interests, and restrictive, repetitive 

behaviours (American Psychological Association, 2013). In Canada, one in 66 children between 

the ages of five to seventeen are diagnosed with ASD annually, making it one of the most 

prevalent developmental disorders (Government of Canada, 2018). The Canadian Medical 

Association (2019) reported that one to two percent of the Canadian population is living with 

ASD. As such, there is a significant proportion of Canadian children who require full-time care 

inside and outside of the home. The childhood diagnosis of ASD may have a substantial impact 

on the family system as there is evidence that raising a child with ASD1 results in an increase of 

caregiver stress levels, decreased parent-child closeness, and low marital satisfaction (Higgens et 

al., 2005; Sim et al., 2017). For caregivers of children with ASD, the parenting responsibility is 

often extended beyond the typical early adulthood years that parents of children with neuro-

typical development often experience. Specifically, caregivers of children with ASD tend to be 

their child’s primary caregiver well into their adult years (Brannen & Heflinger, 2006). Jarbrink 

and colleagues (2013) found that 85% of individuals with ASD will not be able to live 

independently as adults. Thus, it is unlikely that caregivers will see their child move out and have 

the opportunity to become “empty nesters,” resulting in the increased emotional and financial 

responsibility of advocating and providing primary care for their child for an indefinite amount 

of time (Volkmar & Pauls, 2003). An extended caregiving responsibility in conjunction with the 

uncertainty regarding their child’s future may increase familial stressors and affect how the 

family navigates typical life cycle transitions (Brobst et al., 2009). This 



 

 

 

2 The term “caregivers” will be used throughout the thesis to reference the participants in the study who are parents 

of children with Autism Spectrum Disorders  

2 

research aims to shift the focus to the wellbeing of caregivers of children with ASD and the lack 

of funding and accessible services available for the parents themselves. 

Children with ASD often display significant behavioural, social, and communication 

difficulties which can be more challenging than those of children with other developmental 

delays (Jarbrink et al., 2013). Specifically, caregivers of children with ASD have been found to 

experience greater stress compared not only to caregivers of neuro-typically developing children, 

but also to caregivers of children with other disabilities as well, including Down Syndrome 

(Abbeduto et al., 2004; Eisenhower, Baker, & Blacher, 2005; Lee, Furrow & Bradley, 2017; 

Pisula, 2007; Schieve et al., 2007). It is particularly important to examine caregiver2 stress for 

individuals raising children with ASD, as in children with disabilities, caregiver distress has been 

reported to have a greater association with a child’s behaviour problems than the child’s 

developmental delay itself (Brobst et al., 2009). In instances where caregiver stress is particularly 

high, the child’s behaviour issues have been found to be more pronounced (Baker et al. 2003; 

Wachtel & Carter, 2008).  

The tribulations of parenting are known to place strain on any relationship; however, it is 

reported that caregivers raising children with ASD have increased levels of relationship 

dissolution compared to the general population (Sim et al., 2019). The divorce rate of caregivers 

raising children diagnosed with ASD has been found to be as high as 80% (Freedman et al., 

2011; Hartley et al., 2010; Lofholm, 2008; Mitchell et al., 2006). Researchers have found that 

caregivers of children with ASD experience a significantly increased likelihood of becoming 

separated or divorced compared with caregivers of neuro-typically developing children 

(Freedman et al., 2012; Wymbs et al., 2008). Further, Lecavalier and Wiltz (2005) found that 

caregivers raising children with ASD experience significantly increased levels of physical, 



 

 

 

3 

psychological, and financial stress compared to caregivers raising neuro-typical children. 

However, there have been limited studies which explore the reason for the increased risk of 

relationship dissolution for this population.  

Since the COVID-19 pandemic began, these co-parenting relationships are now at further 

risk of strain as caregivers may be faced with changes to their employment, financial 

implications, lack of childcare supports available, and extension of waitlists for early 

intervention programs (Aishworiya & Kang, 2020). The current lockdown measures and loss of 

support from family and community members add to the already challenging caregiving 

experience (Ashbury et al., 2020). Increased stressors in the home, such as renegotiating one’s 

roles and responsibilities since the COVID-19 pandemic, have been found to be associated with 

negative behaviours and increased stress in children with ASD (Rao & Beidel, 2009). Further, it 

has been reported that children with ASD have been displaying a decrease in prosocial behaviour 

due to increased distress from lack of routine and being unable to access the intensive therapy 

they rely on (Aishworiya & Kang, 2020; Ehrler et al., 2020; Gassman-Pines et al., 2020). Thus, it 

is crucial to examine the wellbeing of caregivers raising children with ASD during the COVID-

19 pandemic. Gaining a deeper understanding of the experiences of caregivers raising children 

with ASD during a worldwide pandemic will enable community services to identify the needs of 

these caregivers and provide effective and meaningful community-based interventions, supports, 

and services to strengthen the family system, caregiving relationship, and improve parent-child 

attachments as families navigate life in an ongoing pandemic.  

1. Literature Review 

 

1.1 Children with ASD 
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Autism Spectrum Disorder (ASD) is a chronic condition that is typically diagnosed early 

in a child’s development, persists throughout the life course, and is often accompanied by 

comorbid physical and/or psychological illnesses (Government of Canada, 2018). ASD is a 

lifelong disability that affects both verbal and nonverbal communications and social interactions. 

Symptoms may include rigid routines, repetitive behaviours, aggression, and sensory processing 

difficulties (American Psychological Association, 2013).  These behavioural implications may 

result in unique and unfamiliar challenges for caregivers, such as outbursts, expensive and time-

consuming therapies, and social stigma from family members and the community (Wachtel & 

Carter, 2008). Children typically begin displaying signs they may be on the autism spectrum 

when they are approximately 12 to 18 months, with more than half of children (56%) receiving a 

diagnosis by the age of six, and a majority of children (90%) having an ASD diagnosis by the 

age of 12 (Government of Canada, 2018). Children with ASD may experience a plethora of 

unique comorbid disorders. For example, preschool children with ASD are significantly more 

likely to be diagnosed with Attention Deficit Hyperactivity Disorder (ADHD), Intellectual 

Disability (ID), and speech and language delays, while older children with ASD may develop 

comorbid mental health disorders, such as Obsessive-Compulsive Disorder (OCD) (Wiggens et 

al., 2015). However, as autism is a spectrum disorder, children with ASD typically present their 

symptoms in very different ways. Meaning that while some children may experience significant 

social communication delays and few repetitive and restrictive behaviours, other children present 

many aggressive restrictive behaviours but limited social communication delays (Wiggens et al., 

2015). Additionally, the severity of symptoms related to ASD vary between children as well, 

therefore it is not only the symptoms that vary but also the magnitude of said symptoms. 

Research by Davis and Carter (2008) reported that impairments in communication and social 
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relationships were indicated by caregivers to be the most stressful of ASD symptoms.   

1.2 Autism in Ontario          

 There are an estimated 40,000 children and youth in Ontario who have been diagnosed 

with ASD, and according to the Center for Disease Control and Prevention’s (2010) report, the 

prevalence of the disorder has increased from 1 in 150 children in 2002, to 1 in 68 children in 

2010 (Ontario Ministry of Children, Community and Social Services, 2017).  Further, of the 

children with ASD in Ontario, there are currently 13,119 children receiving autism supports from 

the Ontario Autism Program (OAP), and 22,124 on the waitlist to access these services (Ontario 

Autism Program, 2020). Once a child receives an ASD diagnosis from their healthcare provider, 

they become eligible to apply for OAP funding. The funding amount that the child receives, 

which is typically based off their family’s income and child’s age, intended to cover the child’s 

participation in therapies, interventions, travel expenses, and medical and respite care (Ontario 

Autism Program, 2020). Since the waitlist to access funding from the OAP Childhood Budget is 

extremely lengthy, there is now a surplus of children missing out on receiving therapies and 

treatments during the child’s critical developmental years. The National Institute of Child Health 

and Human Development (2017), reports that receiving early interventions is more likely to 

result in an increase of long-term positive effects regarding diminishing undesirable behaviours 

and improving social skills for children with ASD. Thus, the sooner a child receives funding 

from the OAP, the sooner they can access services and the increased likelihood of optimal 

development throughout the child’s life course (American Psychological Association, 2019). 

Related to the emphasis on early interventions, caregivers are now tasked with the decision of 

spending thousands of dollars out of pocket to cover their child’s treatments or having their child 

miss out on receiving interventions during their early formative years (Ontario Autism Advisory 
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Panel Report, 2019). This decision may be distressing for caregivers as a result of treatment 

concerns and the financial implications of the interventions (Gentles et al., 2019).   

 In Ontario, families can access publicly funded ASD interventions such as behaviour 

therapy, speech language pathology, occupational therapy, and mental health supports through 

three provincial government agencies: The Ministry of Health, the Ministry of Education, and 

the Ministry of Children, Community and Social Services. However, families are often required 

to independently fund private interventions and treatments such as biomedical, clinical, 

educational, and social interventions (Gentles et al., 2019). The proposed OAP that was said to 

roll out April 2020 recently released additional information regarding the first phase of services 

that are available to caregivers. Most notably, the new foundational family services which were 

to be made available for caregivers beginning August 7th, 2020. Foundational family services are 

said to include family and peer mentoring, caregiver workshops, and coaching “tailored to the 

unique regional and cultural needs in different communities” (Ontario Newsroom, 2020). This 

was a significant step for Ontario towards developing family supports that put children at the 

centre of care, as Olsson and Hwang (2003) found that caregivers of children with ASD 

experience increased emotional and practical pressures which affect the family structure.  

 However, since the province of Ontario has been in re-occurring lockdown for over a 

year, there has been a delay in the original roll-out plan for the updated OAP (Ontario 

Newsroom, 2020). As such, the OAP is now offering interim one-time funding to all new eligible 

OAP applicants that they may use over the course of eighteen months (Ontario Autism Program, 

2021). However, children are now not able to attend in-person therapies offered through 

developmental service providers or in-home therapist visits. Often in children with ASD, 

receiving virtual care may result in great difficulties due to impairments in attention and 
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communicational abilities, therefore decreasing the efficacy of the therapies provided 

(Aishworiya & Kang, 2020). As a result, caregivers may be tasked with providing their child 

with intensive therapies, which is a difficult task for trained professionals, to ensure minimal 

long-term implications of COVID-19 on their child’s development (Nonweiler et al., 2020). The 

current research examines caregiver’s experiences during the COVID-19 pandemic and the 

changes to service availability and delivery. 

1.3 Caregivers of Children with ASD        

 Negotiating the role of being a caregiver and partner is difficult for most individuals 

raising neuro-typically developing children and may be particularly challenging if the child 

requires increased attention and supports from their caregiver (Brobst et al., 2009). It is often 

laborious for caregivers to find time to adequately attend to both the needs of their child as well 

as the needs of their partner. The typical stressors that most caregivers experience due to 

balancing the couple’s relationship and the child’s needs is significantly heightened when the 

caregivers are raising a child diagnosed with ASD (Rao & Beidel, 2009). Children with ASD 

often experience significant behavioural, social, and communication difficulties, which may 

translate to an increased emotional strain on the entire family system (Jarbrink et al., 2013; 

Resch et al., 2010). Additionally, individuals with ASD who have decreased social, behavioural, 

and physical abilities typically need constant caregiver supervision, meaning that they are unable 

to be left unattended even as they become adults (Lecavalier & Wiltz, 2005). This may translate 

to difficulties for both the caregiver and the child in everyday social situations, meaning that 

caregivers are often unable to attend community events or sibling activities as they are required 

to stay home and care for their child. As such, raising a child with ASD has been considered a 

full-time job (Brobst et al., 2009).          
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A full-time caregiving role in addition to employment, relationships, financial issues, and 

other children may result in significantly elevated stress levels for caregivers of children with 

ASD (Lecavalier & Wiltz, 2005). These additional stressors may help explain why caregivers of 

children with ASD experience increased mental health disturbances such as anxiety and 

depression when compared to caregivers raising neuro-typically developing children and 

children with other disabilities as well (Hamlyn-Wright, Lorenz & Ellis, 2007). In caregivers of 

children with ASD, parental depression has been linked with a higher degree of undesirable child 

behaviours (Davis & Carter, 2008). More specifically, Gray (2002), found that one-third of 

caregivers raising children with ASD were receiving psychotherapy in addition to medication for 

their mental illness. Davis and Carter (2008) reported that caregivers play an imperative role in 

maintaining the family system, and those struggling psychologically may have fewer coping 

strategies and resources which may translate to the caregivers feeling increasingly more stressed 

by their child’s challenging behaviours.         

Individuals with ASD frequently demonstrate aggressive, irritable, and noncompliant 

behaviours as they enter into their adolescent years (Masse et al., 2016). Raising a child with 

ASD who exhibits these behaviours can create a challenging environment for the caregivers and 

extended family system (Brobst et al., 2009). However, limited research has examined the effects 

of ASD and behavioural problems on the caregivers and their relationship. It is important to note 

that the way caregivers are affected by their child’s ASD symptoms is dependent on the family’s 

external circumstances, their child’s level of functioning, and individual family attributes 

(Bromley et al., 2004). External circumstances may include the family’s income, the level of 

community acceptance of their child, and the number of supports and services their child has 

access to (Brobst et al., 2009). Individual family attributes include preceding issues within the 
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family such as mental health or loss of employment, religiosity, and the extent to which the 

caregivers receive supports from their friends and family (Cuzzocrea et al., 2016). Research has 

widely reported that the availability of external supports for the caregivers themselves is a key 

determinant of caregiver psychosocial wellbeing (Cuzzocrea et al., 2016; Davis & Carter, 2008). 

Raising a child with ASD often translates to providing additional time, energy, and financial 

resources to ensure their child’s psychosocial wellbeing and optimal development. These added 

supports that caregivers provide their child, and often continue to provide throughout their adult 

years, may translate to increased emotional and financial stressors for the caregivers (Brobst et 

al., 2009). The most commonly reported factors that increase stress in caregivers of children with 

ASD have been reported to be the permanency of the condition, society not accepting their child, 

and insufficient access to ASD services (Sharpley et al., 1997). Moreover, caregivers have 

reported limitations in their careers regarding the hours they were able to work. Specifically, 

maternal figures reported having to deny opportunities for employment due to the need to staying 

home to support their child, as it is often difficult to find adequate childcare for children with 

ASD (Hamlyn-Wight et al., 2007). Seeing that therapy for a young child with ASD is 

particularly intensive, the responsibility of advocating for and making decisions about treatment, 

finding transportation, and accompanying their child to their various therapies and supports often 

falls on the maternal caregiver (Gray, 2002; Wachtel & Carter 2008). Further, mothers of 

children with ASD commonly experience an increase in mental health disturbances compared to 

paternal figures and caregivers of children without ASD (O’Brien, 2007). Research by Mungo 

and colleagues (2007) reported that the level of maternal stress found in family systems where 

there is a child with ASD is correlated with the child’s behavioural issues and social 

communication abilities.   
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Concerning psychological distress, caregivers of children with ASD have been found to 

experience increased levels of stress and anxiety compared to caregivers of neuro-typically 

developing children and caregivers of children with other disabilities (Davis & Carter, 2008). 

This is particularly concerning as a significant relationship between high levels of caregiver 

stress, decreased parent-child attachment, and behavioural issues in children with and without 

disabilities has been demonstrated (Davis & Carter, 2008). As such, the overall health of 

caregivers raising children with ASD has become a priority in the realm of public health policies 

(Resch et al., 2010). The added stress of raising a child with ASD is heightened due to caregivers 

being responsible for the child’s treatment concerns and the financial implications of their child’s 

therapies, medications, and respite programming (Negash, Woods & Nalbone, 2015).  

 The degree of caregiver stress reported by individuals raising children with ASD is 

associated with the severity of the symptoms and comorbid illnesses the child possesses (Mungo 

et al., 2007). Literature examining how families successfully adjust to their child’s diagnoses of 

ASD has most commonly reported that the child’s behavioural characteristics, the severity of the 

child’s antisocial behaviours, and the social supports available to the family impacted caregiver 

psychosocial wellbeing (O’Brien, 2007). Additionally, caregivers involved in support groups 

reported experiencing significantly lower levels of stress compared to caregivers of children with 

ASD not participating in support groups (Ramisch, 2012). Therefore, providing caregiver 

directed support and psychoeducation is indispensable in assisting to improve caregiver 

psychosocial wellbeing, problem-solving skills, coping strategies, and confidence in one’s 

parental role (Ramisch, 2012). Raising a child with ASD has the potential to negatively affect 

caregiver’s psychosocial wellbeing as their self-esteem and confidence as a parent may be at risk 

from the increase in pressures on the family system, such as social exclusion, isolation, feelings 
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of loss, unfamiliar child behaviour, and unique caregiving demands (Olsson & Hwang, 2003). 

Consequently, caregivers raising a child with ASD often experience feelings of inadequacy, 

helplessness, guilt, and failure (Jones, 1997). As such, few disabilities appear to be more taxing 

on caregivers than ASD (Bromley et al., 2004; Seltzer et al., 2001). However, it is important to 

note that much of the current literature surrounding caregivers of children with ASD is not 

framed from a Critical Disability Studies framework; as such, the child with ASD is often 

identified as the root of co-parenting difficulties. Framing from Critical Disability Studies 

framework would instead acknowledge that our social environment was not designed to 

adequately support individuals with disabilities, oftentimes resulting in external stress and 

pressure on caregivers to advocate for an environment which promotes their children as active 

members of society.                 

1.4 The Co-Parenting Relationship         

 Feinberg (2011) conceptualizes co-parenting as the way caregivers relate to one another 

in their role as a parent. Specifically, a co-parenting relationship occurs when caregivers share 

the responsibility of raising a child and includes the mutual support and coordination that 

caregivers display while childrearing. There has been an association found between high levels 

of caregiver stress and concurrent problems in child and caregiver functioning for neuro-

typically developing children and even more so for children with ASD (Jarbrink et al., 2013). It 

is suggested that caregiver stress increases the frequency of undesirable behaviours for children 

with ASD (Davis & Carter, 2008). Previous literature widely supports the finding that the quality 

of the co-caregiving relationship for intact partners is correlated to a multitude of positive child 

and caregiver psychosocial outcomes (Hartley et al., 2017; May et al., 2015). In raising a child 

with ASD, the quality of the co-parenting relationship is particularly critical as the symptoms of 
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ASD may be linked to negative parenting outcomes, such as low levels of caregiving self-

efficacy and high levels of stress (Gray, 2003). The child’s diagnosis of ASD has been noted to 

lead to a decrease in the quality of the co-parenting relationship, therefore providing further 

evidence surrounding the necessity of interventions providing caregiver training and support to 

subsequently improve the co-parenting relationship (Hock, 2011; May et al., 2015). The optimal 

intervention period in improving the co-parenting relationship is while the child is in their key 

developmental years as caregivers with a lower degree of co-parenting skills may face 

limitations when applying the unique caregiving practices that are typically required when 

raising a child with ASD (May et al., 2015). A strong co-parenting relationship, and therefore 

family system, is reported to optimize child psychosocial development and strengthen parent-

child attachments in children with ASD (Resch et al., 2010).      

 Identifying the factors that assist in maintaining a strong co-parenting relationship will 

initiate the development of services aimed at assisting caregivers in raising children with ASD 

who may be struggling to adapt to their child’s diagnosis (Brobst et al., 2009). Congruently, 

partner support is an essential component of the reported co-caregiving quality. Factors such as 

the sharing of responsibilities, solidarity, and cooperation between partners have been found to 

increase the quality of the co-parenting relationship (Feinberg, 2003; VanEgeren & Hawkins, 

2004). Moreover, Sim et al. (2015) found evidence of a positive association between relationship 

health and the quality of the co-parenting relationship. Concerning the significant divorce rate for 

caregivers of children with ASD, (e.g., Freedman et al., 2011; Hartley et al., 2010; Lofholm, 

2008; Mitchell et al., 2006), a strong co-parenting relationship may pose a fundamental role in 

promoting family cohesion and minimizing the emotional impact in the instance of caregiver 

separation (Sim et al., 2015). Further, co-parenting quality is particularly important for families 
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that have a child with ASD, as research has demonstrated that caring for a child with ASD may 

increase social isolation and exclusion, high levels of stress and mental health disturbances 

(Gray, 2003; Hastings & Brown, 2002; Levy, Mandel, & Schultz, 2009). Caregivers must rely on 

each other for emotional support to navigate this unique, unknown caregiving experience. Thus, 

accessible community-based parental education programs must be developed to support this 

population of caregivers and the unique challenges that may arise while raising a child with 

ASD. There is evidence to suggest that cohabitating partners who have engaged in parental 

education are more satisfied with the quality of their co-parenting relationship, compared to 

caregivers who have not taken any parental education programs (McStay et al., 2013). Therefore, 

the link between raising a child with ASD and the quality of the co-caregiving relationship must 

be explored (Dopkins et al., 2003; Lindsey et al., 2005).       

             1.5 Caregiver Relationship    

 In light of the distressing and widely cited 80% divorce rate for caregivers of children 

with ASD (e.g., Freedman et al., 2011; Hartley et al., 2010; Lofholm, 2008; Mitchell et al., 

2006), there has been extremely limited empirical research which addresses the frequency of 

separation and divorce for this population (Freedman et al., 2012). Caregivers of children with 

ASD have reported decreased relationship satisfaction compared to caregivers of neuro-typically 

developing children and caregivers of children with other disabilities (Freedman et al., 2012; 

Hartley et al., 2011). Seeing as increased stressors and low relationship satisfaction are often 

associated with marital dissolution, it is logical that caregivers of children with ASD frequently 

separate or divorce (Gottman, 1994). It has been reported that the caregiver’s relationship “spills-

over” to the parent-child relationship (Essex, 2002). Meaning that caregivers who report stronger 

partner relationships also report stronger parent-child relationships and stronger feelings of 
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closeness to their child (Krishnakumar & Buehler, 2000; Schoope-Sullivan et al., 2007). Further, 

the caregiver relationship may affect the caregiver’s psychological wellbeing in families who 

have children with ASD, as one’s partner is also a co-parent and often the primary source of 

support for family-related stressors (Dale et al., 2013).  The negative relationship experiences of 

caregivers raising children with ASD may subsequently be linked to the level of caregiver stress 

this population experiences (McStay et al., 2013). Emotional distress in caregivers raising 

children with ASD has been reported to generate a strain on the caregiver’s intimate romantic 

and sexual relationship (Freedman et al., 2012). A full-time caregiving role in addition to 

employment, relationships, financial issues, and other children generates elevated stress levels, 

thereby not leaving the partners time to connect and maintain their relationship (Lecavalier & 

Wiltz, 2005). The negative individual experiences of caregivers may consequently have a 

damaging impact on their partners and, more specifically, on their relationship (Freedman et al., 

2012). Seeing that caregiver’s coping strategies and social support networks are closely 

connected with decreased stress levels and increased marital satisfaction in caregivers of children 

with ASD, completing research exploring how raising a child with ASD affects the caregiver’s 

relationship is of critical importance (Rao & Beidel, 2009).      

 Raising a child with ASD has been found to impact caregivers' lives by affecting 

recreational activities, finances, sibling relations, caregiver mental health, relationships with 

extended family members, and marital relationships (Roeyers & Mycke, 1995; Senel & Akkok, 

1996). These increased stressors may be linked to increased mental health disturbances and 

relationship dissatisfaction (Davis & Carter, 2008). Caregivers of children with ASD typically 

experience a high degree of caregiving demands which may lead to a decrease of attention 

towards one’s partner, feelings of burnout and relationships becoming stressed and dissolved 
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(Freedman et al., 2012). Further, partner support and relationship satisfaction are reported as 

correlates to the levels of caregiving stress for individuals raising children with ASD (Cuzzocrea 

et al., 2016). Thus, exploring the basis for the frequent relationship dissolution for caregivers 

raising children with ASD is crucial as these factors may attribute to decrease co-caregiving 

quality and poor child development outcomes (Freedman et al., 2012).   

 Congruently, the stress of raising a neuro-diverse child poses a significant strain on the 

caregiver’s intimate relationship (Freedman et al., 2012). These negative caregiver experiences 

have subsequently resulted in caregivers of children with ASD reporting decreased relationship 

satisfaction (Jarbrink et al., 2013). The high degree of caregiver demands, and stress placed on 

individuals raising children with ASD has resulted in a subsequent lack of attention towards 

one’s partner (Brobst et al., 2009). Additionally, in families of children with developmental 

disabilities such as ASD, caregivers focus a majority of their attention towards the child and risk 

ignoring the needs of their partner and their romantic relationship (Higgens et al., 2005). 

Specifically, partners raising children with ASD have indicated they are unable to fully attend to 

their relationship as the demands of their children add increase stressors leave them with limited 

energy for their partner (Johnson, 2012). It is critical for caregivers to have access to couple’s 

relationship and family therapy as a higher level of relational satisfaction has been found to 

generate negative caregiver-child experiences for both paternal and maternal caregivers raising 

children with ASD (Essex, 2002). Additionally, the quality of the co-parenting relationship is 

reported to be closely related to the extent individuals experience caregiver burnout and the 

quality of the child-caregiver relationship (Hartley et al., 2011).               

 It is essential to examine the variables contributing to the high divorce rate for this 

population during the formative childhood years to detect when and why these couples are 
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reported to be increasingly more vulnerable to relationship dissolution than caregivers of neuro-

typically developing children and caregivers of children with other disabilities as well. 

Therefore, research is needed to examine how raising a child with ASD affects the caregiver’s 

relationship while considering the individual, dyadic, and family system variables that may 

impact the caregiving experience (Brobst et al., 2009). As such, this study represents a key first 

step towards empirically examining the impact of raising a child with ASD on co-parenting 

relationships. 1.6 COVID-19         

   The World Health Organization (WHO) declared the coronavirus 2019 

(COVID-19) a worldwide pandemic on March 1, 2020. Subsequently, the Ontario government 

issued a state of emergency by closing schools, childcare facilities, halting travel and instating a 

stay-at-home order, where everyone was instructed to leave the home only for essential purposes 

(Government of Ontario, 2020). As such, 5.7 million Canadian children were unable to attend 

school and have since switched from classes being offered in person to an online learning format 

various times, depending on Ontario region. The restrictive measures set in place to mitigate the 

spread of the deadly disease have had an extensive impact on people’s everyday lives (Prime, 

Browne & Wade, 2020). The pandemic has caused fear, anxiety, and loneliness, with an 

emphasis of concern regarding health and finances (Marchetti et al., 2020). Caregivers are now 

tasked with harbouring their own stressors surrounding COVID-19 in addition to working from 

home, attending to the unique needs of each of their children, adapting to assisting with online 

learning and being confined to the home with their family (Ehrler et al., 2021). Moreover, as 

caregiver stress levels increase due to the pandemic, their children’s levels of stress and anxiety 

regarding COVID-19 have been reported to increase as well (Marchetti et al., 2020).   

 Caregivers of children with ASD are now tasked to do a job that trained professionals 
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find challenging, without any training to do so (Ashbury et al., 2020). Within the home, 

caregivers may struggle to provide effective academic and behavioural support to their child 

without proper formal training (Gassman-Pines et al., 2020). Further, children with ASD may 

lack the cognitive flexibility to comprehend that their caregivers are now playing the role of their 

teacher and therapist, and therefore be less compliant to adhere to fully engaging in their new 

learning routine (Aishworiya & Kang, 2020). The current method of online learning may also 

exclude families who do not have access to technological devices or stable internet connection 

and risk slipping through the cracks (Ashbury et al., 2020). Ehrler and colleagues (2020), 

completed a longitudinal study where they surveyed 200 families of children with developmental 

disabilities to examine the impact of COVID-19 on the family system. The researcher’s reported 

that both child psychosocial wellbeing and family functioning were significantly affected as a 

result of the pandemic. Specifically, they found that neuro-diverse children scored 30% lower 

than neuro-typical children on scales assessing childhood wellbeing (Ehrler et al., 2020). It was 

also reported that as the pandemic continued to evolve over the spring of 2020, childhood 

psychosocial wellbeing continued to decline as well (Gassman-Pines et al., 2020). 

 Previous research regarding children with neuro-developmental impairments, such as 

ASD, found increased levels of behavioural symptoms during the COVID-19 pandemic due to a 

lack of structure and routine and being unable to access therapies (Ehrler et al., 2020). 

Additionally, caregivers of children with neuro-developmental disabilities were reported as being 

more worried about their child being infected with COVID-19 and the possible implications the 

disease may have on their child’s overall health, compared to caregivers of neuro-typical 

children (Gassman-Pines et al., 2020). Further, caregivers of children with ASD were reported as 

increasingly anxious regarding the negative consequences of the pandemic on their child’s 
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education and academic development, as children with ASD were found to experience more 

distress related to homeschooling than their neurotypical peers (Ehrler et al., 2020). It has been 

suggested that children with neuro-developmental disabilities may be among the populations 

most affected by the implications of COVID-19, subsequently resulting in caregivers 

experiencing long-term consequences of the pandemic (Summers et al., 2020).  

 Families of children with ASD are particularly vulnerable during COVID-19 as the 

closure of schools and services are especially challenging for this population. Often children with 

ASD rely on behavioural supports, consistent routines, therapies and social services carefully 

designed for their unique needs to maintain their wellbeing (Volkmar & Pauls, 2003). The 

sudden discontinuation of said supports during the lockdown period, in conjunction with 

extended isolation, may pose a significant risk for behavioural issues in children with ASD 

(Summers et al., 2020). Subsequent consequences on the family system may include an increase 

of physical and mental strain from navigating their child’s increased behavioural distress 

(Summers et al., 2020). The additional stressors may therefore influence the quality of family 

relationships, in addition to making it challenging to respond to their child’s undesirable 

behaviours using patient and empathetic parenting techniques (Ashbury et al., 2020).  

Caregivers of children with ASD have been reported to have higher levels of stress prior 

to the COVID-19 pandemic (Lee, Furrow & Bradley, 2017), in addition to increased levels of 

marital dissolution due to increased stressors raising a child with additional needs may pose 

(Freedman et al., 2012; Hartley et al., 2011). The current lockdown measures and loss of support 

from family and community members adds to the already challenging caregiving experience 

(Ashbury et al., 2020). Caregivers of children with ASD have historically been the primary 

advocates for their children (Aishworiya & Kang, 2020; Lee, Furrow & Bradley, 2017). During 
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the COVID-19 pandemic where caregivers themselves are experiencing increased levels of 

mental health disturbances, stress, anxiety, and burnout, it is essential accessible supports be 

made available to assist this population. In addition, the role of supporting children with ASD 

can no longer rest solely on the caregiver. A multidisciplinary team of educators, social service 

provides, and community healthcare workers must focus on alleviating the unique challenges 

children with ASD and their families are now experiencing. As such, it is critical to consider how 

COVID-19 is affecting the psychosocial wellbeing of caregivers and families raising children 

with ASD to gain insight into how services can support this vulnerable population over the 

coming months.                    1.7 

COVID-19 and Children with ASD       

 Worldwide, children are reported as being particularly vulnerable to the negative mental 

health implications of lockdown measures, homeschooling, and social distancing protocol related 

to the COVID-19 pandemic (Summers et al., 2020). Compared to neuro-typically developing 

children and youth, those with neuro-developmental disorders, such as ASD, may be even more 

at risk (Nonweiler et al., 2020). Children with ASD often experience difficulties surrounding 

changes in daily routine, restrictions to activities and confinement (Wachtel & Carter, 2008; 

Wiggens et al., 2015). Specifically, a cross-sectional, parent-reported study by Nonweiler and 

colleagues (2020), surveyed 453 caregivers of neurodivergent and neuro-typical children from 

the United Kingdom, and found a high prevalence of emotional and behavioural distress for all 

children, and particularly those with neurodevelopmental disorders such as ASD, in addition to 

impairment regarding prosocial behaviours for the neurodivergent group (Nonweiler et al., 

2020). Females with ASD were found to be especially vulnerable to increased emotional 

symptoms as a result of COVID-19 compared to their male counterparts (Nonweiler et al., 2020). 
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Further, children with ASD often present additional comorbid conditions that may exacerbate 

their mental health difficulties in the face of the pandemic (Wachtel & Carter, 2008).  

 In children with ASD consistency and intensity of behavioural interventions including 

home and school-based therapies, has been found to be key for their development (Sim et al., 

2017). Since COVID-19 began, online education and telemedicine have become the new normal. 

However, children with ASD often experience impairments in communication and attention, 

thereby requiring specific accommodations to learn effectively in an online environment 

(Aishworiya & Kang, 2020). The consequences of the COVID-19 pandemic in combination with 

the lockdown measures in place to mediate the spread of the deadly disease have resulted in 

children with ASD not able to access the services they depend on therefore increasing distress 

and anxiety surrounding their new routine (Aishworiya & Kang, 2020). These findings support 

the urgency of special consideration being made towards children with ASD when integrating 

back into the school systems and navigating daily life during lockdown. Specifically, focusing on 

individualized supports, such as psychological resources, and increased access to respite services 

may assist in easing the transition of reintegration for children with ASD. Therefore, COVID-19 

risks creating larger inequalities for children, and particularly those with ASD. Research such as 

the study presented in this thesis are essential to examine the imbalance of support for children 

with ASD and their families as we adjust to the resurgent viruses and the impact of those on 

family life.              

2. Theoretical Framework 

 

The guiding theoretical frameworks which will be employed to examine the proposed 

research are the Ecological Framework and Self-Efficacy theory, while interpreting through a 
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Critical Disability Theory framework to explore the impact of raising a child with ASD on the 

co-parenting relationship. A synopsis of the theories and lenses implemented during the data 

collection and analysis process are discussed.   

2.1 Critical Disability Studies 
 

 Critical Disability Theory will be employed as an interpretive perspective for the current 

study. Critical Disability Studies stems from the notion that disability is the starting point from 

which to examine issues in policy, theory, and everyday accessibility (Goodley, 2013). The term 

‘critical’ refers to a shift away from the typical ableist social model and promotes the re-

evaluation of social and political paradigms to be used as a means to understand the lived 

experiences of individuals with disabilities (Meekosha & Shuttleworth, 2009). The field of 

disability studies began in the late 1970’s and has continued to build momentum in the realm of 

academia ever since, starting with the Medical Model, then the Social Model of Disability, and 

now Critical Disability Theory (Meekosha & Shuttleworth, 2009). Critical Disability Theory 

promotes the development of a social environment in which is accessible for all individuals in 

society, regardless of their abilities. By removing physical and social barriers in which 

precipitate oppression towards individuals with additional needs, we can disentangle the 

discrimination that often coincides disabilities (Goodley, 2013).  

Interpreting through a Critical Disability Theory perspective will be employed  to 

examine the ways in which Western society has imposed barriers for caregivers of individuals 

with ASD. By using critical disability theory as a lens, the researcher will be able to identify the 

ways in which the current social environment was not designed for individuals with ASD, 

thereby perpetuating the notion of discrimination towards this population. As a result of this 

systemic oppression, the responsibility of advocating for an environment designed to promote 
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independence for children with unique needs, such as ASD, often falls on the caregivers 

(Brannen & Heflinger, 2006). It is important to note that, in this current study, children with 

ASD are not being viewed as the basis for increased caregiver distress and decreased co-

parenting quality. Rather, it is the social environment which does not adequately support those 

with ASD and their families that is regarded as the main obstacle impeding caregiver self-

efficacy and optimal child development.  

2.2 Ecological Framework 
 

Feinberg’s Ecological Framework, also known as the Multi-Dimensional Co-Parenting 

Framework, considers co-parenting to be the most significant mediating and moderating factor in 

which influences child developmental outcomes, caregiver practices and individual personal 

characteristics (Feinberg, 2003). According to Feinberg (2012), co-parenting is conceptualized as 

a four-domain model which includes a co-parenting and theoretical approach that presents a 

critical role for caregiver adjustment, their romantic relationships, and caregiving practices. The 

four overlapping co-parenting domains proposed by Feinberg are: (1) childrearing agreement, (2) 

co-parental support/undermining, (3) division of labour, and (4) joint management of family 

dynamics (Feinberg, 2012).  

While the Ecological Framework was developed by Mark Feinberg (2003), the theory is 

heavily influenced by Urie Brofenbrenner’s Ecological Systems Theory (1992). This theory 

presents the significant impact the environment poses on child development and behaviour 

(Brofenbrenner, 1992). Brofenbrenner organized specific contexts of child development into five 

different levels external influences. The levels are categorized from most intimately correlated to 

child developed to least intimately correlated (Brofenbrenner, 1992). The primary microsystem 

level within the Ecological Systems Theory encompasses the child’s immediate environment, 
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such as their family and close peers (Volkmar & Pauls, 2003). Conversely, Feinberg’s Ecological 

Framework examines caregiver influences at the individual level, such as gender norms and 

stereotypes the caregiver’s experience, and at the family level, which are the caregiver’s 

romantic and co-parenting relationship, and finally the extrafamilial level, which is the level of 

social support the caregivers are receiving outside the home (Feinberg, 2012). Moreover, the 

Ecological Framework views the co-parenting practice as the fundamental mediating and 

moderating factor in child development, which promotes the understanding of the ways 

individual caregiver characteristics subsequently affect children (Beaton, Doherty & Wenger, 

2011).  

Raising a child with ASD has been found to result in increased caregiver stress as a result 

of increased caregiver isolation and lack of social support (Cuzzocrea et al., 2016; Davis & 

Carter, 2008). There has been a substantial body of research surrounding caregiver parenting 

style, family dynamics, and environmental influences as significant indicators which promote the 

assessment and treatment of children with disabilities, such as ASD (Gfroerer et al., 2011; 

Middlebrooks & Audage, 2008). Congruently, Feinberg’s model is one of the first frameworks to 

consider the influence of the caregiver romantic and co-parenting relationship and more broad 

ecological factors which may affect caregiver psychosocial wellbeing (Feinberg, 2003). The 

ecological framework outlines that caregivers’ who receive positive social supports report a 

strengthened co-parenting relationship compared to co-parents not receiving positive social 

supports outside the home (Feinberg, 2012). This framework will thereby enable the examination 

of external influences that may cause an increase in stress for caregivers raising children with 

ASD, therefore, enabling the identification of the systemic gaps in the lack of caregiver social 
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support which has the potential to negatively influence the child’s developmental outcomes 

(Brobst et al., 2009). 

2.3 Self-Efficacy Theory  
 

The concept of caregiver self-efficacy stems from Bandura’s Social Learning Theory. 

Bandura (1977, 1989) placed significant importance on the self-perception an individual has 

surrounding their internal abilities to navigate difficult external circumstances. This theory posits 

that the more perceived self-efficacy an individual possesses, the more effort they expend, the 

more they persist when obstacles arise and exhibit greater coping mechanisms following the 

adverse experiences (Bandura, 1977). There has been a body of research which places immense 

importance on co-parenting quality for families raising a child with ASD, and the necessity of 

caregivers relying on each other for emotional and financial support to navigate this unique and 

challenging caregiving experience together (e.g., Gray, 2003; Hastings & Brown, 2002; Levy et 

al., 2009). Therefore, caregiver self-efficacy may enhance co-parenting quality.  

According to self-efficacy theory, in order for caregivers to feel they are successful at the 

task of raising a child with ASD, they must possess the knowledge of how to properly care for 

their child and have confidence in their ability to carry out caregiving tasks while believing their 

child will respond positively to their advances (Coleman & Karraker, 1997; Bandura, 1977). This 

suggests that as caregivers of children with ASD successfully employ caregiving tactics which 

result in positive behaviour from their child, these perceptions of efficacy will increase caregiver 

confidence, parental efficacy and success (Feinberg, 2003). The development of self-efficacy in 

caregivers raising children with ASD is a significant predictor of caregiving success as it is 

considering a mediating factor for high levels of caregiving stress and co-parenting satisfaction 

(Godoy et al., 2008). Once caregivers are able to develop confidence and efficacy regarding their 



 

 

 

25 

caregiving practices, Self-Efficacy Theory proposes that caregiver efficacy will promote 

increased sensitive, calming, problem-solving oriented co-parenting practices (Shumow & 

Lomax, 2002). Self-Efficacy Theory views co-parental support as a means to increased 

caregivers’ individual sense of successfully carrying out the caregiving role (Godoy et al., 2008). 

This increase of caregiver efficacy may generate increased confidence, translating to the 

heightened ability to navigate stressful circumstances that raising a child with ASD may pose, 

subsequently resulting in increased co-parenting competence and improved child developmental 

outcomes (Feinberg, 2003). 

3. Purpose and Objectives 

 

The purpose of the proposed study is to explore the experiences of caregivers co-

parenting a child with ASD during the COVID-19 pandemic. Caregivers have an essential part in 

maintaining the family system. Their roles and relationships warrant further exploration to better 

understand the impacts COVID-19 has posed on their co-parenting relationships, and the 

implications of the significant marital dissolution rates during this increasingly stressful 

pandemic. Children with ASD may be particularly vulnerable to the effects of the COVID-19 

pandemic, including social isolation, disruptions to structure and routine and lack of therapies 

and schooling available, especially considering need for routine and sameness are characteristics 

of ASD (Davis & Carter, 2008; Smile, 2020).   

Moreover, there has been no empirical literature completed in Canada in which examines 

the impact of COVID-19 on caregivers co-parenting a child with ASD. Gaining a more in-depth 

understanding of the factors that promote co-parenting relationship success for partners caring 

for children with ASD is essential, as relationship strain is indicated to have adverse outcomes on 

the child with ASD, their siblings, and the family system as a whole (Jarbrink et al., 2013). As 
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such, the following research questions will be employed to guide the collection and analysis of 

data for this current study: 

1. What are the maternal and paternal caregiving experiences of caregivers raising a child 

with ASD during the COVID-19 pandemic? 

2. What are the co-parenting experiences of caregivers raising a child with ASD during 

the COVID-19 pandemic? 

3. What factors promote and/or impede co-parenting efficacy in caregiving partners 

raising a child with ASD during the COVID-19 pandemic? 

4. Methodology 

 

This section outlines the methods employed to examine the experiences of caregivers co-

parenting children with ASD during the COVID-19 pandemic. Participant demographics, 

research design, data collection and analysis processes are reviewed.  

4.1 Participants 
 

The participants recruited for the study were caregivers of children and youth with ASD 

between the ages of one to eighteen, as the Ontario Autism Plan (OAP) provides supports to 

children diagnosed with ASD until they are eighteen years of age. The criteria to be included in 

the study were: (1) must be a caregiver of a child with ASD under the age of 18, (2) actively 

share the co-parenting responsibility with another caregiver, (3) live in Ontario, and (4) be 

proficient in written English. There is limited research focusing on the viewpoints of the 

caregivers themselves, and the literature available is primarily from the maternal standpoint 

(Resch et al., 2010). As such, both maternal and paternal caregivers were recruited for the study. 

In instances where the caregivers were married or co-habituating with their co-parenting partner, 

only one partner was encouraged to provide survey responses based on their co-parenting and 
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romantic relationship. Additionally, single caregivers who were no longer romantically involved 

with, or cohabitating with their co-parenting partner were included in the study if they still 

continued to share their caregiving responsibility with their previous partner. Further, the 

researcher was purposeful to include participants from rural, remote locations across Ontario 

with diverse backgrounds as caregiver research typically focuses on white participants in urban 

locations (McStay et al., 2013).  

4.2 Data Cleaning Process 
 

 The survey for the study was published to Qualtrics on December 17th, 2020, and closed 

on February 1st, 2021, with 278 responses. A master copy of the data from the study was then 

downloaded to Microsoft Excel to begin the cleaning process. From there, participants who had 

completed less than 90% of the study were deleted from excel (n = 99). One of the inclusion 

criteria for the study was to be actively co-parenting a child with ASD. There were three 

participants removed from the study as they indicated on the survey, they did not have a co-

parenting partner and were raising their child with ASD on their own, thus excluding them from 

the study. The remaining participants were then assigned a participant ID in Excel. After the 

exclusions were made to the master copy of data in Excel, the final sample consisted of 176 

participants. A copy of the clean data was then exported to SPSS for quantitative data analysis 

and NVivo for qualitative data analysis.  
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Figure 1. Flow chart of participant sample during cleaning process 

 

4.3 Characteristics of Caregivers 
 

 The sample was composed of 176 participants. Demographic information characterizing 

the caregivers and the children involved in the study was collected from the participants. 

Detailed characteristics for the caregivers represented in the study can be found in Table 1. A 

majority of the participants identified as being White/European, female, married, with an average 

of two children and living in an urban location. The average age for participants was found to be 

39.1 years (range: 27-61 years old). Participants on average reported their yearly household 

income to be above $100,000 per year ranging from $20,000 to over $100,000. The caregivers 

who participated in the study also included demographic information regarding their child 

diagnosed with ASD, if participants had multiple children with ASD they were instructed to 

answer the demographic questions based on one of their children. The average age of the 

children in the study was 11.8 years of age, with ages ranging from seven to eighteen. On 

average, participants reported their children’s level of independence was mostly high, meaning 

that they felt their child required minimal additional support. Caregivers were asked to report, in 
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an open-ended format, if their child with ASD had any additional comorbid disabilities, and 

49.2% responded yes. Participants stated ADHD as being the most common comorbid illness in 

addition to Obsessive Compulsive Disorder, Generalized Anxiety Disorders, Epilepsy, 

Depression, Global Developmental Delay, Oppositional Defiant Disorder, Tourette’s, learning 

disabilities, Dysgraphia, and Fragile X Syndrome. Finally, caregivers were asked which 

foundational family services available from the OAP they were participating in, if any. It was 

found that a large proportion of families (54%) were not participating in the foundational family 

services made available by the OAP. However, of the caregiver’s who were using the OAP 

foundational family services, 17% were using caregiving workshops, 14% were participating in 

the family and peer mentoring program, 9% were using parental and peer coaching and 6% were 

accessing family clinics. 

Table 1. Demographic Characteristics of Caregivers & Children 

Variable  n Mean (SD)/ % 

Gender Woman                                                                                              

Man                                                                                         

Gender identity not listed (please specify): Non-binary 

164 

10 

2 

93.2% 

5.7% 

1.1% 

Age  172 39.1 (SD) 

Ethnicity Indigenous (Inuit/First Nations/Métis)                    

White/European                                           

Black/African/Caribbean                                                     

Southeast Asian (e.g.,Chinese, Japanese, Korean, etc)                                                              

Arab (Saudi Arabian, Palestinian, Iraqi, etc)                               

South Asian (East Indian, Sri Lankan, etc)                                   

Latin American (Costa Rican, Guatemalan, Brazilian, Columbian)                                                                                              

West Asian (Iranian, Afghani, etc).                                          

Other (please specify) 

4  

126 

7 

7 

2 

10 

6 

3 

8 

2.3% 

72.8% 

4.0% 

4.0% 

1.2% 

5.8% 

3.5% 

1.7% 

4.6% 

Relationship 

Status 

Married                                                                             

Cohabitating                                                                           

Divorced                                                                             

Separated                                                                                

Single, never married                                                                  

Other, please specify: Common law 

116 

12 

10 

17 

15 

5 

 

66.3% 

6.9% 

5.7% 

9.7% 

8.6% 

2.9% 
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Yearly 

Household 

Income 

$20,000 - $39,999 

$40,000 - $59,999 

$60,000 - $79,999 

$80,000 - $99,999 

$100,000 or more 

14 

28 

30 

26 

50 

8.0% 

16.1% 

17.2% 

14.9% 

28.7% 

 

Location Urban location (in the city; large population) 

Suburban location (towns surrounding larger cities) 

Rural location (less populated, small towns) 

I do not live in Ontario 

77 

60 

37 

1 

44.0% 

34.3% 

21.1% 

0.6% 

Number of 

Children 

 

 

2 53% 

Age of Child with 

ASD 

 162 11.8 (SD) 

Level of Child’s 

Independence  

High Independence                                                            

Moderate Independence                                                           

Low Independence                                                                  

Other, please specify: Depends on situation  

77 

54 

36 

4 

46.1% 

29.5% 

22% 

2.4% 

 

4.4 Recruitment 
 

This study received clearance from the University of Guelph Research Ethics Board. 

Participants were recruited using e-flyers which were posted to Facebook and Twitter, Emails 

including the purpose of the study and e-flyer were sent to developmental service agencies across 

Ontario such as Autism Ontario, Thames Valley Children’s Centre, Kinark Child Services, 

Kerry’s Place and Erin Oak Kids to share the survey with their clients, after approval. In order to 

obtain participants in rural, remote, and Indigenous regions, the researcher contacted caregiver 

support groups online in northern Ontario regions to share the flyer with caregivers of children 

with ASD in their respected regions. Once individuals had decided to participate in the study, 

they had the opportunity to provide informed consent which highlighted the purpose of the study, 

the confidentiality measures, and the study procedures (see Appendix B). The survey used for the 

study was distributed online using the survey software Qualtrics. Upon the completion of the 

survey participants were able to register for an incentive prize draw to win one of four $25 

Amazon Canada gift cards.  

4.5 Materials 
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 The study used a mixed-methods approach in order to gather information regarding 

participants demographic variables, whether they were in an intact relationship with their co-

parenting partner, the quality of the co-parenting relationship, and the level of stress the 

caregivers experience while raising a child with ASD during the COVID-19 pandemic. The 

survey can be located in Appendix C. The following measures were employed to examine the 

impact of raising a child with ASD on the caregiving relationship for all participants involved in 

the study: demographic variables, the Co-Parenting Relationship Scale (CRS; Fienberg, 2012), 

and the Brief Parental Self Efficacy Scale (PSE; Purssell & While, 2011). Additionally, the 

participants were invited to respond to open-ended questions regarding what specific factors 

impact their co-parenting quality and how the COVID-19 pandemic has affected their co-

parenting practices and caregiver stress. A brief overview of the scales that were implemented 

for the study are provided below. 

4.6 Demographic Variables 
 

  The demographic variables included the assessment of the participants’ age, gender, 

ethnic and racial background, geographical location within Ontario, relationship status, number 

of children, age of child with ASD, level of independence for child with ASD, and whether they 

are accessing the OAP’s Foundational Family Services.  

4.7 Co-Parenting Relationship Scale (CRS) 
 

The CRS examines participants co-parenting relationship using three subscales: Co-

parenting Support (4 items), Endorsement of Partner’s Parenting (7 items) and Co-parenting 

undermining (6 items). All of the items included on the CRS use a 7-point Likert-type scale from 

0=not very true of us to 6= very true of us (Fienberg, 2012). Participants will be asked to answer 

the items based off the prompt, “select the response that best describes the way you and your 
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partner work together as parents.” The CRS demonstrated strong reliability with a Cronbach’s 

alpha of .91 across gender of caregiver and data collection time (Fienberg, 2012).  

4.8 Brief Parental Self Efficacy Scale (PSE) 
 

The PSE was developed to assess caregivers’ self-efficacy, or rather their confidence 

regarding their ability to successfully raise their child (Purssell & While, 2011). The brief 

version of the scale has five items on a 5-point scale which ranges from strongly disagree to 

strongly agree. Caregivers will be asked to respond to each statement indicating how much they 

agree or disagree with what is being asked. Wittkowski and colleagues (2017) reported a 

construct validity of 75% after conducting a systemic review of psychometric qualities of the 

PSE. 

4.9 COVID-19 
 

The COVID-19 pandemic has posed significantly increased caregiver challenges for 

individuals raising children with ASD. Caregivers of children with disabilities, such as ASD, 

typically rely on community supports and therapies in order to promote their child’s 

development and allow the caregivers to have opportunities for respite from their child’s unique 

behaviours (Rao & Beidel, 2009). Caregivers have had to take on the responsibility of being their 

child’s teacher and therapist due to a lack of in-person therapies, schools, and services being 

offered. Caregivers may also now be responsible for additional roles such as caring for other 

children, shifting to a working-from-home environment, and adapting to the increased financial 

stressors that the pandemic may have imposed. Survey questions inquiring what specifically 

about the pandemic has caused increased caregiver stress and how the pandemic has affected 

participants’ co-parenting practices were employed.   

5. Research Design and Analysis 
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Both qualitative and quantitative data were collected for the current study. As such, a mixed-

methods approach to analyzing the data was employed. For the purposes of this study 

quantitative data was used to gather a brief overview of the caregiver’s and children with ASD’s 

demographic information, caregivers stress levels, co-parenting practices, and relationship 

satisfaction. Qualitative methods were used to examine more rich data from the participants 

surrounding the specifics of the impact of COVID-19 on co-parenting relationships for 

caregivers raising children with ASD (see Table 2).  

5.1 Quantitative Analyses 
 

The participant’s demographic information and their responses to the measures outlined 

above was analyzed using SPSS Statistics for Mac (Version 27.0). Each of the scales outlined 

above come with their own unique scoring criteria, which was used to examine the co-parenting 

relationship, level of caregiver stress, and relationship satisfaction. Descriptive statistics were 

also used to examine if any correlations arose between participants’ total scores on the scale 

measures and the responses from their demographic questions. The descriptive analysis 

generated the sample size of the study in addition to the means, standard deviations and 

percentages for the demographic information collected from the participants.  

 After the data had been collected for each of the scale measures, Spearman’s correlation 

tests were then run to examine the relationships between variables. The Spearman’s correlation 

coefficient (r) was then used to determine the strength and relationship direction between the 

associations of two variables that were measured on an ordinal Likert type scale. Correlational 

analysis was run on each of the subscales to determine if any correlations arose across all of the 

subscale rankings.  

5.2 Qualitative Analyses 
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The qualitative short-answer portion of the questionnaire was analyzed using Thematic 

Analysis (TA), to examine the participant responses for the open-ended section of the survey. TA 

helps in identifying patterns of meaning (themes) within the data (Braun & Clarke, 2006). Once 

cleaned, the data was uploaded to the NVivo 12 program, which is a qualitative data analysis 

computer software package. Braun and Clarke (2006) identified two primary approaches to TA. 

The first approach is inductive (data driven) and the second is deductive (theory driven). They 

argued that although deduction is inevitable and “data are not coded in an epistemological 

vacuum” (p. 11), researchers can emphasize either inductive or deductive reasoning. Given the 

study’s aim to examine the experience of caregivers co-parenting children with ASD during the 

COVID-19 pandemic, a hybrid of induction and deduction was deemed appropriate. This 

approach allowed the researcher to examine the data through the Critical Disability Studies lens 

(deductive) while still maintaining open-mindedness regarding the ways which caregivers 

reported their co-parenting experiences during the COVID-19 pandemic.  

While adopting Braun and Clarke’s (2006) method of thematic analysis, a recursive six phase 

analysis of the participant responses was carried out to identify patterns and themes within the 

data which involves familiarizing yourself with the data, generating initial codes, searching for 

themes, reviewing themes, defining, and naming themes and producing the report (Braun & 

Clarke, 2006).  

5.2.1 Phase 1: Familiarizing Yourself with the Data 
 

 This primary phase involves the researcher immersing themselves in the data to gain a 

familiarity with the depth and breadth of the content. This process included reading and re-

reading the participant responses, in addition to taking notes regarding re-occurring language 
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used to develop initial ideas for themes, as Braun and Clarke (2006) state that researchers must 

read through their full dataset at least once prior to coding to identify possible patterns.  

5.2.2 Phase 2: Generating Initial Codes 
 

 Defining and naming themes through the process of coding refers to defining what is 

occurring within the data in order to organize the data into meaningful groups (Braun & Clarke, 

2006). The analysis software NVivo 12 was used to employ a word frequency text search 

through the data to determine the terminology that was most frequently reported by participants. 

These frequently reported words and phrases from the participants were used then sorted into 

relevant categories. Next, line by line coding was carried out to further categorize the data into 

preliminary themes.  

5.2.3 Phase 3: Searching for Themes 
 

 After the data were initially coded an extensive list of 127 codes were produced. In this 

phase, the analysis was focused on the broader level themes, or parent nodes. This is considered 

a lengthy process whereby an analysis of codes is employed to examine how the overarching 

themes have been developed, sorting remaining codes into potential themes and ensuring all 

relevant data was coded appropriately. Searching through themes is considered an active process 

where the researcher must identify meaningful patterns within the data and ensure that it relates 

directly to the research questions (Braun & Clarke, 2006). During this stage, an immense amount 

of coding and re-coding occurred where themes were often absorbed into larger themes if they 

did not consist of enough depth to be considered a main theme.  

5.2.4 Phase 4: Reviewing Themes  
 

 During this phase of the analysis process themes were refined, merged due to overlapping 

codes, split into separate themes, or rejected and deleted as they were not relevant to the research 
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question. The NVivo12 mind-map feature was utilized to illustrate the themes that had been 

generated and to see if there were any connections that could be made between the themes to 

further narrow down the result of the study. This was considered an iterative process of 

generating new themes, collapsing themes into each other, and breaking down larger themes into 

further subthemes (Braun & Clarke, 2006). 

5.2.5 Phase 5: Defining and Naming Themes 
 

 To adequately define and name themes, the significance of each theme must be 

identified, including which aspects of the data each theme captures (Braun & Clarke, 2006). This 

phase was also considered the process of uncovering the main findings presented within the data. 

My academic thesis advisors Dr. Beaton and Dr. van Rhijn provided invaluable insight into the 

final organization and labelling of themes and subthemes. It was decided that the study would 

focus on participant responses regarding the COVID-19 pandemic as opposed to co-parenting 

practices in general. The final themes are presented in the results section of the thesis regarding 

the experiences of caregivers co-parenting a child with ASD during the COVID-19 pandemic.  

5.2.6 Phase 6: Producing the Report 
 

 The final stage of TA is to report the data clearly and concisely in a comprehensible, 

interesting and compelling manner (Braun & Clarke, 2006). Throughout the results section direct 

quotations are used to give voice to the caregivers who participated in the study and clearly 

outline the significance of each theme. The results from the thematic analysis are then discussed 

in comparison with the quantitative data from the study to further grasp the caregiver’s 

perspectives and experiences.  

5.3 Analytic Strategy 
 

 Table 2 presented below depicts the research alignment table used for the study to ensure 
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the main research questions match the survey questions presented to participants. The table 

outlines the study’s primary research questions, the data collected to answer each of the 

questions, and the analytical method used for each.  

Table 2.  

Research Alignment Table 
Research questions/hypotheses  Specific data being collected i.e. measures  Analysis method  

Descriptive information of 

participants  

• Gender 

• Age 

• Number of children  

• Relationship status 

• Ethnicity  

• Age of child with ASD 

• Does child have other disabilities 

• Level of functioning of child with 

ASD 

• Currently using OAP services 

• Descriptive 

analysis for 

sample size (N), 

means, % count, 

standard 

deviation (SD) 

What are the caregiving 

experiences of maternal and 

paternal caregivers raising a 

child with ASD during the 

COVID-19 pandemic? 

• What impact, if any, has the 

COVID-19 pandemic had on your 

individual caregiving experience 

for your child with ASD? 

• Means and total 

scores, 

Spearman’s 

correlations 

• Thematic 

Analysis 

What are the co-parenting 

experiences of caregivers 

raising a child with ASD 

during the COVID-19 

pandemic?  

• What do you believe most 

positively impacts your co-

parenting relationship during the 

COVID-19 pandemic? 

• What impact, if any, has the 

COVID-19 pandemic had on your 

co-parenting and/or romantic 

partner relationship? 

• Thematic 

Analysis 

What factors promote and/or 

impede co-parenting efficacy 

for partners raising a child 

with ASD? 

• Multi-Dimensional Co-Parenting 

Scale (quantitative – 30 items) 

• Brief Parental Self-Efficacy Scale 

(quantitative – 5 items) 

• What impact, if any, has the 

COVID-19 pandemic had on your 

co-parenting and/or romantic 

partner relationship? 

• Means and total 

scores, 

Spearman’s 

correlations 

• Thematic 

Analysis 
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6. Results 

 

The results of the current study examining the experiences of co-parents raising a child with 

ASD during the COVID-19 pandemic are organized by family subsystem, which include 

caregiver wellbeing, child adjustment, family resilience and the co-parenting relationship. The 

flow chart in Figure 2 demonstrates how the scales and themes utilized throughout the study 

attend to each of the research questions the study aimed to answer.  

 

Figure 2. Flow chart of research questions and their corresponding themes and scales 

 

6.1 Analysis of Scales 
 

 The scales used in the current study to examine the co-parenting experiences of 

caregivers raising a child with ASD during the COVID-19 pandemic were the Co-Parenting 

Relationship Scale (CRS; Fienberg, 2012), and the Brief Parental Self Efficacy Scale (PSE; 

Purssell & While, 2011). The descriptive statistics for both scales are presented below.  

6.1.1 Brief Parental Self-Efficacy Scale 
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 To measure the participants’ perceptions of their parental self-efficacy as a caregiver, 

participants were asked to indicate how confident they are managing daily caregiving tasks and 

attuning to their child’s behaviours. Participants’ perceptions of their caregiving self-efficacy 

were assessed using the five-item Brief Parental Self Efficacy Scale (PSE; Purssell & While, 

2011). The range of scores for participants was five to 25, with a mean score of 17 (SD = 2.57). 

Based on the scale, a score of 25 indicated that caregivers displayed the highest level of parental 

self-efficacy achievable. Thus, on average, caregivers in this study indicated a moderate to high 

level of parental self-efficacy.  

6.1.2 Co-Parenting Relationship Scale 
 

 Participants were also asked to complete the 30-item, Co-Parenting Relationship Scale 

(CRS; Fienberg, 2012), to assess participants’ levels of co-parenting agreement, co-parenting 

closeness, co-parenting support, co-parenting undermining, endorsement of partners parenting, 

and division of labour. The range of scores for caregivers was 45 to 140, with a mean score of 

90, (SD = 23.00). Following the calculation of mean scores for each of the participants, 

Spearman’s correlation tests were run across the Co-Parenting Relationship Scale’s six subscales 

related to co-parental functioning. The results indicate that each of the correlations were 

statistically significant (Table 3). The implications regarding the significant correlations 

indicated for each of the subscales will be further expanded upon in the discussion section.  

Table 3. 

Spearman Correlation Matrix for the CRS subscales 
Variable n M SD 1 2 3 4 5 6 

1.Co-parenting 

Agreement 

167 13.89 4.70 −−      

2.Co-Parenting 

Closeness 

166 16.18 5.96 .78** −−     
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3.Co-parenting 

Support 

166 20.37 7.80 .74** .83** −−    

4.Co-parenting 

Undermining 

165 9.91 5.34 -.68** -.64** -.65** −−   

5.EndorsePartner 

Parenting  

167 24.16 8.22 .84** .78** .82** -.62** −−  

6.Division of Labour 167 6.04 2.42 .61** .56** .53** -.54** .55** −− 

* p < .05. **p < .01. 

6.2 Theme One: Caregiver Wellbeing  
 

The first theme of caregiver wellbeing aims to answer the first research question 

surrounding the individual caregiving experiences of co-parents raising children with ASD 

during the COVID-19 pandemic. This theme encompasses the physical, psychological and 

emotional wellbeing of caregivers raising children with ASD during the COVID-19 pandemic. 

The subthemes included within the first theme include caregiver burnout, confinement related 

stressors, psychological distress, and renegotiation of roles and responsibilities. Caregivers noted 

the significant impact of the pandemic surrounding being confined to the home, experiencing 

feelings of isolation and loneliness, financial stressors, and burnout due to renegotiating their 

typical role within the family system.  

6.2.1 Confinement Related Stressors  
 

Participants in the study consistently noted that they were experiencing increased stress 

from being confined to their home with the entire family system due to Ontario’s Stay-at-Home 

Order, implemented to slow the spread of COVID-19. When caregivers raising children with 

ASD were asked what impact, if any, the COVID-19 pandemic has had on their individual or co-

parenting experiences many participants commented on the implications of being always home 

with their family. Specifically, Participant #30 noted that there is “no time on your own to think 

or process things. Having to learn to be in each other's space 24/7.” Additionally, another 
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participant expressed that were experiencing “far too much together time. There has been far too 

much time with all of us in the house at the same time, with competing priorities. It has pushed 

us to the brink of divorce” (Participant # 83). It was common for participants to feel that being 

confined to their home has increased their stress related to their own caregiving experience, as 

Participant #12 stated, “no time on your own to think or process things. Having to learn to be in 

each other's space 24/7.” However, participants also noted now the pandemic has affected their 

romantic partner relationships due to having no time to connect one-on-one, since their children 

are always home and requiring their attention. This was expressed by Participant #120 when they 

said, “we are spending more time together, but have less quality together time.” 

Caregivers also emphasized the difficulty of being “trapped” in their home and attending 

to the needs of their children since the pandemic began, as one caregiver stated, “It is very 

challenging to be trapped at home. Hard to meet the needs of two very different children.” This 

sentiment was further supported by other participants who noted “I need a break and I haven't 

left my house/property in a month. I'm so sick of feeling trapped in my house” (Participant #64) 

and “I was not used to spending 12-14 hours a day non-stop with my child, and some days just 

trying to have 15 minutes to myself was impossible” (Participant #102). The Stay-at-Home order 

and additional isolation measures placed by Ontario as a result of the COVID-19 pandemic have 

caused caregivers to experience increased stress from being confined to the home with their 

family system.  

6.2.2 Caregiver Burnout          

 Caregivers who discussed issues surrounding exhaustion, fatigue and burnout were 

primarily concerned with the lack of services and supports available. Participants also 

commented on how being confined to the home for an undetermined amount of time has taken a 
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toll on them mentally and physically. For example, Participant #152 mentioned “it is more 

mentally exhausting, being at home 24/7 without respite or in-class school or seeing other 

adults.” This was further supported by Participant #147 when they added, “we just don't get a 

break at all anymore. We are so exhausted, and our housework gets put off which is extra 

stressful. We try to work through it together, but we're exhausted. Exhausted and alone.” Other 

participants commented on the implications related to services being closed, as one caregiver 

expressed, they are feeling “more burnout with access to school and therapy diminished” 

(Participant #38).  

 Participants in the study further discussed burnout related to working-from-home while 

ensuring their children actively engaged in homeschooling, providing additional care to their 

child with ASD and completing housecleaning tasks. Caregivers discussed the ways they are 

trying to balance all their responsibilities which is causing them to experience burnout: 

Online learning does not work for my ASD child. Even with me dedicating my time to be 

there beside him to help him. It has been stressful. I have another child that also requires 

my help throughout the day which is limited and she is always second in line for top my 

child with ASD having serious behaviors have to deal with. I also work from home and 

sometimes have been up past midnight trying to get my workday in. (Participant #152) 

Similarly, other participants commented on the fatigue related to juggling the responsibilities of 

being a full-time caregiver for a child with ASD in addition to adapting to changes in their 

employment, “I am exhausted most nights after all day with the kids and then working at night” 

(Participant #29), and, 

My husband works from home right now, and I work as an ICU nurse. We’re currently 

doing virtual learning for our older two neuro-typical children (8 & 6) and our ASD child 



 

 

 

43 

is currently out of IBI therapy while they’re closed during lockdown. This has by far been 

the hardest year of our lives and marriage. The constant needs for all children, work, 

home maintenance etc has brought us to our edge. We long for normalcy to return. 

(Participant #22) 

Feelings of exhaustion and burnout were also commented on more generally by caregivers as a 

result of raising a child with ASD in addition to neuro-typical children during a global pandemic, 

“I'm more stressed than before and find myself feeling tired, sluggish and worn out. Mentally I'm 

exhausted” (Participant #48). Another caregiver also commented on the increased fatigue 

experienced from the pandemic by stating, “all parents get tired, I haven't had a break for more 

than 6 hrs school days in a year” (Participant #33). Caregivers raising children with ASD are 

struggling to adapt to the overwhelming load they now may be carrying, as there is an immense 

lack of supports available for this population since the pandemic began, leaving them with no 

breaks and increased responsibilities.  

6.2.3 Renegotiation of Roles and Responsibilities 
 

As a result of services and supports being closed, caregivers often noted the challenges 

associated with balancing new roles and responsibilities which may have arisen since the 

COVID-19 pandemic began. Participants primarily mentioned struggles related to 

homeschooling their children in addition to managing their other responsibilities. Participant 

#119 exemplified this by saying: 

Greatly decreased the amount of care I can provide. Schooling 2 kids at home while 

working full time from home as a single parent is overwhelming and most services we 

had before Covid are not available now, so I feel very unsupported 
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Other caregivers further supported these feelings of increased stress from juggling multiple roles, 

as Participant #136 stated, “it’s hard with two younger siblings and he is my oldest. Everyone 

needs my help with school and I'm running each day from 9-3:30. Then I have to clean and make 

dinner and do my work.” Congruently, Participant #82 mentioned “It’s been challenging being a 

teacher, mom and care support for him”. Caregivers also commented on increased levels of 

emotional turmoil as Participant #22 further added feeling “stressed with no support. Trying to 

manage 3 kids at all different ages while trying to maintain my house and myself.” Other 

participants discussed the implications of caring for their child with ASD as well as their other 

children and ensuring everyone actively engages in online schooling and that each child’s needs 

are met. Participants who indicated issues surrounding the renegotiations of their roles and 

responsibilities since the COVID-19 pandemic began, also discussed the increased stress due to 

their child with ASD not being able to access therapy in-person, resulting in caregiver’s being 

responsible for providing behavioural therapy to their child themselves,   

Due to most school and therapy being online. I now do all of my child's therapy. my child 

doesn't respond well to online learning, so I do all therapy and school myself. I get some 

guidance from therapists and teachers but for the most part responsibility is mine. 

(Participant # 156) 

Another example of this is when Participant #170 said,  

I have felt the stress of having to try to provide his behavioural therapy at home, and 

though I know basics... it’s not the same. I’m the pressure on any parent during this 

pandemic has been horrible. But those with ASD, it feels so isolating. 

As a result of being a caregiver during the COVID-19 pandemic to neuro-typical and 

neurodiverse children in addition to working full-time and maintaining the home, a large 
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proportion of participants indicated feelings of being stressed, overwhelmed, and exhausted from 

juggling their new roles and responsibilities with a lack of external support outside the home. 

6.2.4 Psychological Distress        

 Throughout the study, a small portion of caregivers of children with ASD noted the 

psychological challenges associated with being confined to the home with their children, 

adapting to their new responsibilities and having limited social interaction outside the home. 

These challenges were occurring while managing their own stress and anxieties surrounding the 

rapid spread of COVID-19: 

I reached out to friends and family virtually for support. I contacted my doctor and she 

put me on anxiety medication which has helped. I had to re-evaluate my 

priorities/expectations, and some days those are quite low but the main thing is we are 

calm and happy. (Participant #109) 

For some participants, the loss of their social life was causing them psychological distress, 

“Overall, we are more stressed/depressed for not being able to spend more time ‘alone’ with our 

friends” (Participant #91). Other participants expressed issues surrounding their mental 

wellbeing since the pandemic began, for example, “both of our mental health has declined and 

we are both more on edge” (Participant #63). Another caregiver discussed the implications of 

COVID-19 on their mental health, “I’m depressed and have anxiety and my kids don’t sleep I 

work full time managing PPE pressures for a hospital and I home school my other son who is in 

kindergarten” (Participant #14). When asked the impact of the COVID-19 pandemic on the co-

parenting relationship Participant #74 shared: 

Having a young child with ASD has caused indescribable amounts of stress and trauma. 

It has been the most difficult thing we have ever faced. We are attempting to cope as best 
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we can while ensuring our child has what he deserves to meet his needs and improve his 

prognosis. In saying that, the impact has been unbelievably devastating in all areas of our 

lives. 

As a result of increased psychological distress, some caregivers noted feeling that they had a lack 

of patience to implement calm parenting techniques with their child. For example, “not as patient 

to manage the behaviours / meltdowns or to implement the required strategies’ to keep our son 

on a good level” (Participant #89). Another caregiver noted that, “I find I sometimes lose my 

patience with my son, I’m overwhelmed by the responsibility of raising an ASD child” 

(Participant #111). 

Caregivers of children with ASD have expressed psychological distress throughout the 

study as a result of being confined to the home, providing 24/7 care of their children, feeling 

lonely from not being able to engage in social activities and experiencing increased emotional 

stress.  

6.2.5 Loneliness and Isolation  
 

 Caregivers participating in the study often mentioned feeling increasingly lonely and 

isolated while raising a child with ASD during the COVID-19 pandemic. Participants noted the 

challenges associated with not being able to socialize outside of the home, since the Ontario 

Stay-at-Home order required individuals to not leave the home other than emergency situations: 

COVID-19 has been challenging in the sense that I have had to work through the 

behavioural issues and challenges/anxieties with my son alone. This has become better 

over time but last year it was really difficult, especially being isolated and locked down 

around the clock. I reached out to friends and family virtually - contacted my doctor 
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when I felt it was getting to be too much for me and initiated counselling. (Participant 

#123) 

Similarly, other caregivers noted the loneliness they were experiencing since the COVID-19 

pandemic began, “it’s hard not being able to get out and socialize. Because of the fact that I 

cannot socialize (and they cannot socialize) has affected my mental health. It’s been very lonely” 

(Participant #139). Caregivers also noted issues surrounding feelings of isolation being 

exacerbated when at home with their non-verbal child, “it’s just me and him. No adult 

conversation, no solid conversation as he’s non-verbal. Loneliness” (Participant #85). Since the 

ability to enjoy social outings was halted during the time of the survey, many caregivers 

emphasize the loneliness experienced as a result, as Participant #67 stated, “we are now stuck at 

home almost 24/7, only going out for the occasional walk and going to therapy. It is very lonely 

as my partner works outside the home.” Overall, many caregivers of children with ASD are now 

experiencing heightened feelings of loneliness and isolation since the pandemic began and 

uncertainty surrounding when they will be able to socialize with adult peers again.  

6.3 Theme Two: Child Adjustment  
 

 The next theme which emerged from the data was child adjustment during the COVID-19 

pandemic. This attended to the third research question surrounding what factors promote or 

impede caregiving self-efficacy for individuals raising children with ASD. The theme of child 

adjustment encapsulates the overall wellbeing of children with ASD and the impact of COVID-

19 on their social and educational development, behaviours, and emotional wellbeing. The 

subthemes included in this theme are behavioural influence, lack of services available, lack of 

structure and routine, and social disruptions. Specifically, this theme examines how child 

adjustment to the COVID-19 pandemic impacted parental and co-parental efficacy for their 
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caregivers. According to self-efficacy theory, for caregivers to feel they are successful at the task 

of caring for their child with ASD, they must view their children as adequately adjusted to their 

surroundings, displaying positive behaviours, and responding positively to their caregiving 

advances (Bandura, 1977; Feinberg, 2003). 

6.3.1 Behavioural Influence 

Participants in the study often noted the influence of their child’s behaviours, as a result 

of the COVID-19 pandemic, on their own wellbeing. Children with ASD may now be 

experiencing immense stressors from a lack of routine, no social outings, not being able to attend 

school or therapy and being confined to the home (Wachtel & Carter, 2008; Wiggens et al., 

2015). The stressors children with ASD were experiencing posed implications towards the 

increased likelihood of negative behaviours, which may decrease their caregivers’ feelings of 

parental self-efficacy, as Participant #73 stated, “COVID-19 has been challenging in the sense 

that I have had to work through the behavioural issues and challenges/anxieties with my son 

alone.”  Further, another caregiver noted difficulties for their child surrounding isolation 

measures, “our child does not handle the self-isolation well, he is also prepubescent so there are 

new hormones to consider. He is very angry and I am having a hard time helping him manage 

these new feelings without support” (Participant #44). Other participants noted the stress that an 

increase of their child’s undesirable behaviours placed on the entire family system, which 

subsequently impacted the co-parenting relationship: 

The meltdowns/behavior issues my child experiences on a daily basis put a lot of stress 

on us and make our patience disappear. We then have no energy or patience for each 

other and prefer to avoid things or run away. We often deal with our son separately since 

we don't see eye to eye on most things. (Participant #59) 
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Moreover, caregivers of children with ASD may not have been able to take any time away from 

their child since COVID-19 began. Caregivers may now be responsible for mediating their 

child’s behaviours without the typical respite of school or therapies, posing potential difficulties 

for caregivers responding to their child’s behaviours with a calm demeanor if their perceptions of 

their parental self-efficacy are diminished (Shumow & Lomax, 2002). As Participant #31 said, 

“his outbursts have been more often and more intense - stressful for us to deal with that all day 

and night with no breaks.” Another caregiver added that, “the stress our son puts on the whole 

family with his difficult behaviours. Makes everyone edgy.  Husband and I end up agitated with 

each other. We often disagree on how to handle our son” (Participant #97). 

Children’s behaviours have implications to negatively affect their caregivers’ perceptions 

of their own parental self-efficacy. This may in-turn, pose implications towards caregiver 

confidence and the ability to navigate their child’s difficult behaviours that may have emerged 

due to the COVID-19 pandemic.  

6.3.2 Lack of Services Available 
 

 Caregivers in the study expressed concern regarding the lack of services available to 

support their children’s development and provide them respite from the additional demands of 

parenting a child with ASD. Participants reported feeling distressed about their child’s 

development since they are unable to access the therapies and interventions clinically proven to 

improve their child’s development, as Participant #17 mentioned, “[my child has] not been able 

to receive therapy which has made it that much harder to progress and assist them.” Another 

participant discussed the implications regarding the lack of services in more detail: 

My child’s prognosis is being impacted with each week as services remain suspended or 

inaccessible. It weighs heavily on us each day. We feel helpless at times. Virtual is not 



 

 

 

50 

appropriate nor suitable for a young toddler and was ineffective. We had to privately 

contract in home work that has resulted in extremely high monthly fees. (Participant #66) 

Other caregivers discussed the difficulty associated with locating accessible services available to 

them as they are living in more Northern or remote regions of Ontario, As Participant #23 

reported they “felt lost hope because mostly all center is close. No therapies and felt helpless in 

order to have extra support which puts us at edge of frustration, depression.” Another caregiver 

further supported feelings of distress regarding their child’s development due to a lack of 

services: 

It has been very difficult finding services for my child. A lot has fallen on my shoulder, 

and I feel like my child would be progressing more if they were able to attend services 

rather than doing everything remotely. It is holding my child back from their highest 

capabilities. (Participant #70) 

One of the caregiver’s who participated in the study expressed how the lack of supports available 

impacts the entire family system: 

Complete lack of support for myself and my husband (groups, therapies, respite difficult 

to access or do not meet our needs as they are either far away or offered via platforms 

that are ineffective) as we attempt to cope and navigate this difficult time. (Participant 

#89) 

Overall, a vast majority of the participants highlighted that a lack of services available during the 

COVID-19 pandemic was causing them increased stress and worry surrounding their child’s 

developmental progress, in addition to the caregivers being unable to take a break from their 24/7 

parenting duties.  

6.3.3 Lack of Structure and Routine  
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As a result of a lack of services and supports being available for families of children with 

ASD, the study’s participants noted that changes to their child’s structure and routine since the 

pandemic began has resulted in negative implications for their children, the co-parenting and 

romantic relationship and individual caregiving experience. One caregiver conceptualized these 

challenges by saying “COVID-19 has made everything more challenging. There is no 

consistency in parenting. There is no regular schedule. There are huge differences in what is 

‘acceptable’ during covid and following the rules. Both children sense this and are uneasy” 

(Participant #15). Similarly, Participant #67 noted, “my daughter has suffered greatly because of 

isolation. The change in her routine has added new sensory needs and regressions. Nothing is 

available in person and it is hard to get support.” Further, participants often mentioned difficulty 

maintaining their own employment with a lack of structure and routine for their children: 

Much harder without a routine. We are both essential workers therefore still have to leave 

the home to work so it's exhausting. Not as patient to manage the behaviours / meltdowns 

or to implement the required strategies to keep our son on a good level. (Participant #157) 

Other caregivers highlighted the challenges of being confined to their home when their child 

does not have a routine to follow, as Participant #31 said, “being locked in a house with an 

ASD/ADHD child is absolutely overwhelming. He never stops, can’t tell us what he wants and 

doesn’t play with toys. It’s all day, the same shows, same music, screaming all day long.” When 

asked about the challenges of parenting a child with ASD during the COVID-19 pandemic, 

Participant #147 added that, “he thrives on routine and this unpredictable schedule has been very 

challenging. His outbursts have been more often and more intense - stressful for us to deal with 

that all day and night with no breaks.” Another participant noted the difficulties in managing 

their child with ASD in addition to other children at home when stating: 
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Has made the struggles even more isolating and draining. Put even more on our plate 

with our daughter home from school. Disrupted my son's routine causing significant 

regressions. We are both burnt out, exhausted. Increase in anxiety and depressive 

symptoms. No supports. (Participant #119) 

At the time of the survey, caregivers consistently mentioned the difficulty they were 

experiencing being confined to the home with their children while there is a lack of structure and 

routine to their child’s day and no supports available to assist in relieving the caregiving load.  

6.3.4 Social Disruptions  
 

Alongside a lack of structure and routine, caregivers often noted challenges regarding the 

social disruptions which have occurred since the COVID-19 pandemic began. Participants had to 

mediate the implications surrounding the lack of opportunity to enjoy any outings or activities, 

which oftentimes had been the main source of socializing for both themselves and their children. 

As Participant #149 mentioned, “not as many opportunities to get out and do things we enjoyed 

previously. For example, even our local beach was closed this past summer.” Caregivers often 

reported that they missed being able to do fun things with their families to get out of the house 

and make their children happy, “not being able to do what we use to do. Going to McDonald’s 

play land. Playing with friends outside. Going and jumping at the sky zone” (Participant #113). 

A few caregivers had expressed that the social disruptions had made it more difficult to enjoy 

family bonding time: 

It has been hard as we have lost day care, therapies, swim lessons (my son calms in 

water, it has been a huge part of his growth over the past 2 years), etc. We have had a lot 

less time together, which can be hard to connect. (Participant #102) 
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Participants also mentioned how the social disruptions caused by the pandemic negatively 

affected their child’s mood and overall wellbeing: 

He likes to be busy - we go all over with him - zoo, wonderland, science centre, aquarium 

etc - he can’t tolerate a mask w his sensory issues - has limited what we can do. His 

outbursts are more often and more intense - he spends More of his time upset Which is 

just hard He audio stimms - makes it harder to work from home. (Participant #96) 

Further, the caregivers in the study noted that not being able to partake in fun activities with 

peers was said to cause their children with ASD distress, as Participant #116 said, “not being 

able for him to see friends or do "fun" things like trampoline Park has made him depressed.” As 

a result of a lack of social outings for their child to attend, caregivers are now worried about the 

potential regressions on their child’s social development and how this impacts the family system: 

Less options available to take him places which helps him cope better with his ASD. All 

the places are closed. We can't do playdates. He doesn't attend school so he is losing 

opportunities to socialize with his peers and become educated in appropriate grade. This 

all has a negative impact on our child and our coparenting relationship. (Participant #87) 

Participant #122 also expressed concern regarding the potential for their child to experience 

regression due to a lack of therapies available during the COVID-19 pandemic: 

She has regressed socially and there are limited or no opportunities to attempt to regain 

any previously obtained skills. Nursery school opening a few weeks then closing 

repeatedly poses a huge change for her and it comes with major behavioural issues. Sleep 

has also been impacted most recently being unable to get outside and expend energy 

because sensory issues with cold. (Participant #61) 
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At the time of the study, caregivers often noted an increase of undesirable behaviours and mental 

health concerns as their child is feeling frustrated, they are confined to the home and unable to 

enjoy social outings, “our child has suffered with more mental health issues, lack of social 

gatherings with friends (limited ones they had) and have been reduced to online friends” 

(Participant #117). Moreover, the social disruptions the COVID-19 pandemic has imposed have 

resulted in increased stress and anxiety in both caregivers and children with ASD, therefore 

disrupting the family system and leading to a decrease in caregiver self-efficacy.  

6.4 Theme Three: Family Resilience 
 

The third theme that emerged during the data analysis process was family resilience when 

faced with stressors. This theme answers the research question associated with the impact of 

COVID-19 on the co-parenting relationship. The subthemes presented within this theme include 

familial support, increased communication, and increased opportunities for connection. While 

some participants noted that raising a child with ASD during the COVID-19 pandemic resulted 

in increased stress levels for the family system, other caregivers mentioned that the pandemic 

allowed them time to slow down, connect with their family and engage in the quality family time 

that they felt they were missing out on beforehand.  

6.4.1 Increased Communication and Closeness 
 

Participants in the study discussed how being confined to the home during the COVID-19 

pandemic allowed them to enhance their familial closeness and reconnect with their co-parenting 

partner and children. As Participant #24 stated that their, “trust and communication improved 

during the pandemic.” In caregiver relationships, it is common for one parent to spend more time 

with the children while the other caregiver must spend more time at work. Since the pandemic 

began, both caregivers were required to stay at home which allowed increased time for co-
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parenting practices to flourish, “we have to talk about so much regarding our child, it has led to 

them being a better communicator about their feelings” (Participant #78). Another participant 

also commented on improved co-parenting practices: 

The pandemic has placed my spouse and I and our two young-adult children in close 

quarters in a small house together for nearly a year now. That has improved our co-

parenting relationship because removing commuting from our lives has given us more 

time to talk about our parental responsibilities. (Participant #139) 

Further, some caregivers stated that having increased time together allowed them to realize what 

is truly important, and the shared connection they have for the family they created together, “the 

love we both share for our ASD child has brought us closer together” (Participant #163). This 

sentiment was additionally expressed by caregivers who enjoyed having the opportunity to slow 

down and enjoy time with their family, as Participant #84 said that the COVID-19 pandemic 

“made us appreciate small things in life.” Overall, a small portion of caregivers in the study were 

able to find positives of being confined to the home by becoming closer with their co-parenting 

partner and children, and therefore strengthening the family system.  

6.4.2 Increased Opportunities for Connection  
 

Following experiencing an increase of closeness and communication, caregivers often 

noted how the COVID-19 pandemic allowed families an increased opportunity to connect with 

one another. With a lot of caregivers required to work from home and extra-curricular activities 

for children being cancelled, families were able to pause their busy life to reconnect. As 

Participant #108 stated, “COVID-19 has been fantastic for our family. We have bonded in ways 

we never have before.” Another caregiver added to this positive outlook, “it had helped us spend 

more quality time and appreciate each other more. All positive” (Participant #77). 
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Additionally, some participants noted that the COVID-19 pandemic has improved their 

romantic and co-parenting relationship, such as “we work on our relationship everyday” 

(Participant #119). Caregivers noted how an improvement in their child’s behaviour has 

positively impacted their own relationship due to decreased stress levels within the home: 

I've had a lot more time to help my son work through emotions and navigate situations 

(losing in a board game, a picture getting ruined, etc) and we have seen a huge 

improvement in behaviour. In turn, this has helped make our home happier and more 

peaceful which has helped our marriage. (Participant #138) 

Of the caregivers whose responses fit into the theme of connection, most emphasized the strong 

connection they now have with their children due to spending more quality time together, as 

Participant #126 said, “it's made us closer because we are both working from home and virtual 

schooling.” Caregivers further expressed the positive aspects of being home with their family for 

an extended length of time: 

Being with him more has given us more time to bond, more time for me to understand 

him, more time to try out strategies with him. The pandemic has just even me more time 

to develop a stronger bond with my son and for him and his siblings to interact more and 

appreciate each other. (Participant #144) 

Other caregivers expressed feelings of excitement surrounding seeing their child’s development 

improve as a result of spending an increased amount of time assisting with their child’s 

education and having the opportunity to view their progress in school firsthand: 

I feel more connected with my children since the pandemic started. They showed me new 

skills I didn't know they had, such as reading. I know that sounds ridiculous but let me 

explain. I read to my children every night. When I asked my daughter to read with me or 
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a word she would shake her head no or shrug as if to say I don't know. During online 

learning, her teacher asked her to read a sentence out loud and she did perfectly! I was 

shocked and excited! I followed the teacher's lead on how to help her sound out the word 

and now she's been reading every night to her brother and I. (Participant #159) 

Further, participants discussed how spending increased time with their children has allowed them 

to be more attuned to their child’s feelings and needs, thus resulting in a decrease of undesirable 

behaviours: 

It has improved my capacity to provide more patient and responsive caregiving, because 

both my child with ASD and I are at home every day and that makes it easy to check in 

and see how she's doing, and to jump more quickly on problems that have arisen for her 

(e.g., insomnia, challenges obtaining school supplies, the need to schedule doctor's 

appointments, etc.). (Participant #64) 

During the time of the survey caregivers felt that increased time together due to being confined 

to the home during the COVID-19 pandemic allowed them to work on their relationship with 

their children and co-parenting partner every day, to get to know one another on a deeper level 

and provide more responsive caregiving practices.  

6.5 Theme Four: Relational Functioning  
 

 The final theme developed from the data was relational functioning. This theme attends 

to the second research question regarding the co-parenting experiences of caregivers raising a 

child with ASD during the COVID-19 pandemic and includes subthemes surrounding the 

imbalance of responsibilities, relational conflict and dissolution, and renegotiating time together. 

The theme of relational functioning surrounds the nuanced experiences of caregivers in a 
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romantic relationship with their caregiving partner and those in dissolved relationships with their 

co-parenting partner, in the context on the global pandemic.  

6.5.1 Relational Conflict and Dissolution  
 

 Caregivers in this study often commented on the challenges of being confined to their 

home with their caregiving partner. Specifically, participants expressed the challenges 

surrounding their different styles of parenting and experiencing struggles related to whose 

preferred parenting practice should be employed, as Participant #57 said, “it is more evident that 

our teaching styles differ and is causing tension.” Other participants added that their co-parenting 

partner spends less time with the child, therefore resulting in less experience providing adequate 

behavioural techniques: 

We have different viewpoints. One parent spends majority of their day so they understand 

situations better but allowing the working parent to still have just as much say in 

parenting and working together to create a workable plan for both of us. (Participant 

#109) 

Other caregivers experienced a divide surrounding the risk of continuing behaviour therapy 

during the COVID-19 pandemic versus considering the developmental regression that may occur 

if their child stops attending therapy: 

It’s been a constant fight about taking him to therapy I think the advantage of therapy 

outweighs the risk his dad doesn’t want him to go because of the virus I think if he put as 

much effort into these things as I do he would think they are a little more important. 

(Participant #84) 
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Moreover, a few participants expressed that their co-parenting partner did not feel as though 

online education was necessary for their child with ASD as it may be stressful to assist a 

neurodiverse child to adequately participate in virtual classes: 

We're at each other about our children and with the school closures he doesn't see our 

ASD diagnosed son needed to partake in online schooling which has been frustrating on 

my end. I feel like every has to fall on me because he simply doesn't want to do it. 

(Participant #32) 

Further, participants discussed that they were experiencing increased conflict with their co-

parenting partner related to financial stressors as a result of the COVID-19 pandemic, as 

Participant #149 stated, “COVID has added financial insecurity to the mix, making things even 

more strained between us.” Some participants also experienced challenges related to which 

caregiver should stay home to care for the children and assist them with virtual schooling and 

therapies, “It has been really hard. We have had many disagreements about who can afford to 

stay home when the school or daycare is closed or if our child is sick or had exposure to a case” 

(Participant #156). 

Many participants noted an increase in relational conflict with their co-parenting partner 

since the COVID-19 pandemic began. Caregivers are now responsible for adapting to new roles, 

mediating their own anxieties surrounding the pandemic, oftentimes without the external support 

of extended family or community programming, therefore increasing stress levels of both 

caregivers and generating relational tension. Participant #133 conceptualized this by saying, “it's 

been very frustrating to the point of putting our marriage in jeopardy.” When asked a question 

regarding the impact of COVID-19 on the co-parenting relationship, Participant #162 added that 

the pandemic has “tested it (I am finding it highly challenging to have my 2 sons at home do 
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online learning, with our ASD son often distraught--I sometimes take it out on my husband, re 

starting arguments).” 

Some caregivers reported having experienced relationship dissolution since the pandemic 

began, as Participant #94 discussed, “we separated. It impacted things very negatively.” While 

other caregivers discussed the implications of being a single caregiver during the COVID-19 

pandemic and expressed how critical support from their co-parenting partner may be, as one 

caregiver stated, “we split up during the pandemic, he left the province for a short time, until I 

desperately needed help and couldn’t do it on my own any longer” (Participant #93). Many 

participants throughout the study expressed challenges maintaining a supportive co-parenting 

relationship during the COVID-19 pandemic when adjusting to new roles and responsibilities 

and being confined to the home together for an undefined amount of time.  

6.5.2 Imbalance of Responsibilities 
 

As a result of spending more time together at home, caregivers discussed how the 

imbalance of responsibilities between partners became more pronounced. Some caregivers often 

noted feeling that they carried a larger portion of the workload in terms of fulfilling more of the 

childcare requirements, including assisting with homeschooling, and completing more of the 

household tasks compared to their partner, as Participant #133 stated, “I now take care of my son 

more than 70% of the time during the week, even though I'm the only one who works in my 

household.” Other caregivers expressed that it is difficult to find activities to keep their children 

entrained and busy since the pandemic has resulted in children’s regular programming being 

cancelled. One caregiver stated, “I do try to take them to parks or something if have them alone 

but when he has them, he doesn't do anything with them. If we're both home, then I do 

housework or exercise while he babysits” (Participant #107).  
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Caregivers expressed the challenges experienced with their co-parenting partner not truly 

grasping how stressful the balancing new roles and responsibilities has been, as they are not 

home to see first-hand how much their partner is doing, as Participant #18 stated, “it’s been hard 

because we have 2 kids with special needs and my ex works midnights leaving the online 

schooling to me alone and he doesn’t seem to get the toll that that takes on me.” Further, 

caregivers discussed the contempt they sometimes felt towards their co-parenting partner who 

was still working as they got to leave the home for periods of time or take a break from their 

children, which left their co-parenting partner to do a larger share of the work, “resentment that 

my partner gets to leave the home daily while I am home 24/7 with my ASD child and a baby” 

(Participant #96). Balancing new roles and responsibilities without a sense of support from one’s 

co-parenting partner was a common theme discussed by participants, as Participant #139 stated 

that it has been, “very hard to homeschool as my son is not independent. My husband has a 

demanding job and I’m currently on maternity leave with a 7-month-old baby.” Another 

caregiver added, “I do everything and he gets to leave for work everyday. We barely talk 

anymore as I have to work at night as well. I work from home. It is tense in our house right now” 

(Participant #107). 

Other participants discussed the challenges they have experienced with their co-parenting 

partner whom they are no longer in a relationship with since the pandemic began. Caregivers 

described the implications of their child going back-and-forth between different homes during 

the pandemic, as there are oftentimes differences in each caregivers’ expectations for their child, 

upholding of routines, continuation of therapies and maintaining safe COVID-19 practices: 

I believe it is important for my child to see his father as much as possible so access has 

not been restricted although, at times I have been concerned about the COVID-19 rules 
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and how they are being upheld in my son's other home and who he is around. (Participant 

#118) 

Some participants who were not residing with their co-parenting partner at the time of the survey 

commented on the challenges experienced surrounding their co-parenting partner not equally 

sharing the parenting load and denying their obligatory visitation times with their children during 

COVID-19, as Participant #141 said, “I'm a single mom with no breaks. I have asked their father 

to take the kids more frequently when school has been out for the kids.” This was further 

emphasized by another participant when they stated, “My co-parenting partner refuses to take a 

kid” (Participant #65).  

Overall, caregivers have experienced challenges associated with an imbalance of 

responsibilities between them and their co-parenting partner since the pandemic began. These 

challenges seem to be exacerbated for participants when their co-parenting partner does not 

reside with them, as COVID-19 has resulted in increased challenges for children to share their 

time between separate homes.  

6.5.3 Renegotiation of Time Together 
 

When responding to questions surrounding the impact of COVID-19 on the co-parenting 

relationship for caregivers raising children with ASD, participants often discussed needing to 

renegotiate the time they are spending with their partner. Specifically, the pandemic has resulted 

in most caregivers being confined to the home with their children which subsequently 

diminished opportunities for caregivers to connect one-on-one and foster their sense of intimacy 

together: 
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Too much time together at home. No support from family in the way of caring for our 

daughter so we can have time together not as parents. No romance is happening! I’m 

wearing too many hats! (Metaphorically speaking). (Participant #19) 

Caregivers often discussed the lack of time available to connect with their partner without their 

children, engage in date nights and connect as a couple, as Participant #32 said, “we have 

obviously spent more time together, with less opportunity to focus on each other individually or 

as a couple. We are also more stressed and struggling even more with time management related 

to work/ child/ schooling.” Moreover, since the pandemic began, caregivers have lost the 

supports they once relied on for respite from their children. Babysitters are no longer available to 

come watch the kids, leaving the caregivers no time to themselves, as Participant #137 stated, 

“no time for us with three kids home. They are always around.” This feeling was also expressed 

by another caregiver when they said, “no one to babysit our child due to the pandemic makes it 

very difficult to have a moment when it's only the two of us” (Participant #77). Other caregivers 

noted the increased stress from trying to maintain their romantic relationship while being 

surrounded by family: 

The pandemic has not particularly improved our romantic partner relationship, however, 

as there are few recreational things we can do outside the home as a couple, and we feel 

our privacy as a couple at home is quite strained by having all four family members at 

home nearly all the time, 24/7/365. (Participant #103) 

Further, caregivers discussed that though they want to work on building their relationship with 

their co-parenting partner, there are limited opportunities to do so since the COVID-19 pandemic 

began, as Participant #30 explained, “we have no time to work on our relationship or private 

time.” Another caregiver further conceptualized this common theme by stating, “we are 
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often/always in each other’s company. There doesn’t seem to be much respite from each other. 

Time for a romance is extremely limited” (Participant #91). Caregivers now may be adapting to 

changes in their employment, being confined to the home with their family and juggling new 

roles and responsibilities while trying to maintain their relationship with their co-parenting 

partner: 

This was hard enough, but we were also working two full-time corporate jobs which put a 

lot of stress on us. I reduced my workload to 80% which helped a bit but we still had little 

time for ourselves, either alone or as partners. (Participant #125) 

At the time of the survey, many caregivers were experiencing challenges connecting with their 

co-parenting partner as they felt the additional stressors posed by the COVID-19 pandemic had 

put a strain on their romantic relationship and caused them to renegotiate the time that they were 

spending together “our sources of escape or outlets are gone so our romantic relationship is gone. 

Our relationship has deteriorated since my son's arrival, and they have gotten worse with the 

pandemic” (Participant #129). 

7. Discussion 

7.1 The Experiences of Caregivers Raising a Child with ASD During the COVID-19 

Pandemic 
 

The findings of the current study demonstrated that participants frequently reported 

implications surrounding their own wellbeing as a caregiver, while raising a child with ASD 

during the COVID-19 pandemic. Specifically, participants expressed concerns regarding burnout 

and fatigue, confinement related stressors, decreased levels of patience, financial stressors, 

increased instances of loneliness, isolation, and psychological distress, in addition to 

renegotiating their roles and responsibilities related to the pandemic.  
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As COVID-19 continues to impact families, the wellbeing of caregivers raising children 

with ASD is particularly important as caregiver wellbeing is reported to serve as a protective 

factor, whereby COVID-19 related social disruptions affect the functioning of the overall family 

system through changes to the co-parenting, parent-child, and sibling relationships (Prime et al., 

2020). A common theme reported by participants in the study was increased psychological 

distress regarding their children’s education, mental health implications, behaviours, and 

developmental progression throughout the lockdown. This finding aligns with a recent study by 

Arim and colleagues (2020), where it was reported that 76% of Canadian caregivers raising 

children with disabilities, such as ASD, were extremely concerned about managing their child’s 

behaviours and stress levels during the lockdown, compared to only 57% of caregivers of neuro-

typical children. Participants often commented on stress related to financial pressures during the 

COVID-19 pandemic. Specifically, some participants discussed experiencing lay-offs or needing 

to step away from their careers to take care of their children, as childcare centres and schools 

were closed for extended periods in most parts of Ontario to help stop the spread of the disease. 

This finding is congruent with current research surrounding the financial turmoil Canadian 

families are often facing since the pandemic began, with unprecedented rates of unemployment, 

and delayed financial relief from the government leading many families to experience rates of 

increased stressors surrounding supporting their families (Arim et al., 2020; Prime et al., 2020; 

Reicher et al., 2020).  

Prior to the COVID-19 pandemic, caregivers of children with ASD have been cited to 

experience increased stress compared to caregivers of neuro-typical children and children of 

other disabilities, including Down Syndrome (Abbeduto et al., 2004; Eisenhower, Baker, & 

Blacher, 2005; Lee, Furrow & Bradley, 2017; Pisula, 2007; Schieve et al., 2007). The additional 
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stressors experienced by caregivers of children with ASD are reported to be attributed to children 

with ASD’s often rigid structure and routine, behavioral meltdowns, and social communication 

delays (Hill-Chapman et al., 2013). Caregivers often rely on assistance from extended family 

members and developmental community services to help mediate levels of caregiver burnout and 

distress (Latzer et al., 2020). However, since the pandemic began, participants in the study 

frequently commented on feeling unsupported, as they were often unable to receive external 

assistance outside of the home. Specifically, due to school and developmental service agency 

closures, and stay-at-home orders in place, caregivers reported concern regarding carrying the 

responsibility of ensuring their child with ASD was engaging in online education, providing 

behaviour therapies, working-from-home, and caring for their other children, without additional 

external support. Participants also expressed concerns related to their child’s online education 

and academic development during the pandemic. Some caregivers reported that their child with 

ASD experienced difficulty learning in a virtual format, resulting in the caregiver’s needing to 

supervise the child to ensure adequate participation. This finding is congruent with literature 

indicating that 58% of Canadian families of children with ASD reported being extremely 

concerned about child’s academic success since education has shifted to an online format in most 

regions of Ontario, compared to 36% of caregivers of neuro-typical children expressing concern 

(Arim et al., 2020). 

Further, at the time of the study participants often reported experiencing increased 

parental burnout leading to less patience while managing their child’s behaviours. Caregivers 

noted that their increased stress levels from the pandemic resulted in challenges maintaining a 

positive and patient demeanor while parenting their children. Research by Prime and colleagues 

(2020) indicates that it becomes increasingly difficult to maintain authoritative parenting 
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practices when caregivers are experiencing instances of increased stress. Moreover, as caregivers 

become increasingly distressed, it has been found that caregiver stress ‘spills over’ to the parent-

child relationship (Reicher, 2020). Participants stated feelings of distress from being confined to 

the home with their family for extended periods of time and reported that their child’s 

maladaptive behaviours became more frequent as the lockdown continued. This could be a result 

of caregivers experiencing an increased demand on their caregiving role, while experiencing less 

support (Summers et al., 2021). This increased caregiving demand may result in undesirable 

parent-child interactions whereby the caregiver reacts emotionally to their child’s behaviours, 

leading to the behaviour to escalate and cause increased distress for both caregiver and child 

(Prime et al., 2020). Further, Hill-Chapman and colleagues (2013), suggested that caregiver 

stress levels and child behaviours operate in a reciprocal fashion whereby they intensify one 

another over time. Increased stress levels may be why caregivers in the study reported their 

children’s maladaptive behaviours to escalate as the pandemic progressed. Overall, these results 

indicate that caregivers’ psychosocial wellbeing have been significantly impacted since the 

COVID-19 pandemic began. Much of the literature concerning families of children with ASD 

available focuses on the initial diagnosis process and accessing funding and supports (Latzer et 

al., 2020). There has been limited research to date which focuses on the wellbeing of caregivers 

of children with ASD facing crises or significant life stressors such as COVID-19. As such, it is 

of utmost importance more research focusing on the wellbeing of caregivers themselves during 

the COVID-19 pandemic be completed to further understand the long-term implications of the 

pandemic on the family system.  

7.2 The Co-Parenting Experiences of Caregivers Raising a Child with ASD During the 

COVID-19 Pandemic  
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An overall objective of the current study was to assess the impact of the COVID-19 

pandemic on the co-parenting relationship for caregivers raising a child with ASD. According to 

the ecological theory, the quality of the co-parenting relationship directly influences caregiver 

and child adjustment, in addition to acting as a mediating factor for important family outcomes 

(Feinberg, 2003). The current study findings demonstrate that while a large proportion of the 

participants experienced co-parental conflict or distress due to an imbalance of responsibilities 

and having to renegotiate the time they were spending together, other participants displayed 

family and co-parental resilience in the face of significant stressors. It is important to note that 

caregivers who reported increased co-parenting conflict were typically separated from their co-

parenting partner, from a marginalized population or had a household income of $50,000-

$80,000, and were living in a rural area where they had difficulty accessing supports. This is 

compared to caregivers who indicated family resilience as typically being in an intact romantic 

relationship, where they are residing with their co-parenting partner, being able to readily access 

OAP services, and having a family income of over $100,00. These findings indicate that 

demonstrating resiliency during the pandemic was dependent on support and income levels for 

caregivers of children with ASD. 

Participants were asked to complete the Co-Parenting Relationship Scale to assess the 

perceived quality of their co-parenting relationship. Overall, the participants recorded an average 

score of 99/165 (SD = 23.00) on the scale. The reason for the scale’s high SD may be attributed 

to the different experiences of caregivers raising a child with ASD during the COVID-19 

pandemic. For example, a large percentage of the participants reported feelings of increased 

distress impacting their individual caregiving experience and co-parental relationship, while 

other caregivers stated that they enjoyed being able to spend more time with their family to bond 
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and connect on a deeper level. These variations found across participants is congruent with 

recent literature suggesting that some families may have been particularly vulnerable to the 

impacts of the COVID-19 pandemic, including families with low socio-economic status, families 

experiencing racism or marginalization, and families with pre-existing illnesses (Nonweiler et 

al., 2020; Summers et al., 2021). As discussed in the results section of this paper, the results from 

Spearman’s correlation analysis suggested that the subscales of Co-Parenting Agreement, Co-

Parent Closeness, Co-Parenting Support, Co-Parenting Undermining, Endorsement of Partner 

Parenting and Division of Labour were all significantly correlated at the p > .01 level. Moreover, 

participants scored the highest on the subscales of Parenting Agreement, Endorsement of Partner 

Parenting and Co-Parenting Support, and indicated lower scores for Co-Parenting Undermining 

and Division of Labour.  

These correlational findings suggest that on average, participants were satisfied with their 

co-parenting partner’s parenting practices in all areas except the division of labour surrounding 

caregiving and household responsibilities. This finding is supported by research from Hartley 

and colleagues (2014), indicating that caregivers of children with ASD often engage in role 

specialization, whereby one caregiver focuses primarily on employment and the other caregiver 

is responsible for providing childcare. It has been reported that caregivers of children with ASD 

engage in role specialization more than caregivers of neuro-typical children (Hartley et al., 

2017). As a result of increased role specialization and caregiving demands, co-parenting partners 

have been found to spend less time together on average than caregivers of neuro-typical children 

and caregivers of children with other disabilities as well (Sim et al., 2017).  

Congruently, when responding to open-ended questions surrounding the impact of COVID-

19 on the co-parenting relationship for caregivers raising children with ASD, several participants 
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stated that they felt resentment towards their co-parenting partner, and thought they were 

carrying most of the caregiving responsibility and housekeeping while their partner was at work. 

Specifically, during the COVID-19 lockdown, caregivers said there was an imbalance in 

responsibilities regarding homeschooling, virtual behaviour therapy, housework, and childcare. 

Participants further stated that the unequal division of childcare related practices often sparked 

conflict between the co-parenting partners. Additionally, caregivers in the study often 

commented on feeling disconnected with their partner as they had not been able to have any 

alone time with their partner since the pandemic began. Participants reported that, while they 

were at home with the co-parenting partner all day due to Ontario’s stay-at-home order, they 

have not had time for romance or intimacy to connect with one another. Co-parents may now 

need to renegotiate the time they spend with their partner as caregivers of children with ASD are 

often adjusting to the new roles of being a full-time caregiver, educator, therapist, and managing 

their own careers while experiencing increased stressors (Latzer et al., 2020). 

Significant life events and stressors have been indicated to exacerbate pre-existing relational 

issues or cause new difficulties to arise, particularly when the stressor is related to job loss, 

illness, or caregiving concerns (Prime et al., 2020). According to family systems theory, the co-

parenting relationship serves as the primary system responsible for bridging the marital and 

parent-child relationship (Sim et al., 2017). Therefore, the co-parenting relationship is suggested 

to act as a mediating factor for both the romantic partnership and child wellbeing (Hill-Chapman 

et al., 2013). Many participants in the study who commented on increased levels of stress since 

the pandemic began often discussed concerns related to relational functioning with their co-

parenting partner as well. This finding is supported by a previous study whereby highly stressed 

caregivers of children with ASD reported lower ratings of relationship satisfaction compared to 
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non-stressed caregivers of children with ASD (Sim et al., 2017). In families of children with 

ASD, the quality of the co-parenting relationship is indicated to directly impact the romantic 

partner relationship and parent-child relationship (Hill-Chapman et al., 2013). Research by 

Hartley and colleagues (2017) found that having a close, supportive co-parenting relationship 

mediated the negative effects of the stressor on the caregiver’s psychological wellbeing. In 

instances of heighten caregiver stress. Therefore, by strengthening the co-parenting relationship, 

caregivers may feel more prepared to manage the unique challenges of raising a child with ASD 

during a global pandemic (Nonweiler et al., 2020). This finding is supported in the current study 

where several participants discussed how their family has demonstrated resilience during the 

COVID-19 pandemic. However, demonstrating resiliency was dependent on the co-parents’ 

romantic relationship status, income levels, and how readily accessible OAP services were to 

them. 

When asked open-ended questions examining how the COVID-19 pandemic impacted co-

parenting relationships for caregivers of children with ASD, many participants stated that they 

appreciated how the pandemic allowed them increased opportunities to connect with their 

family. Specifically, caregivers noted how they were able to get to know their family on a deeper 

level by actively engaging in their child’s education and therapies and spending more purposeful 

family time connecting by playing board games or engaging in family movie nights.  During the 

pandemic, non-essential workers were instructed to work-from-home (Government of Ontario, 

2020). Some participants noted that they enjoyed having t co-parenting partner home with them 

to help with caregiving and household related responsibilities. These findings are further 

supported by recent literature which highlights the importance of children with ASD spending 

quality time with their family to maintain social development, mediate behaviours and increase 
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psychosocial wellbeing (Latzer et al., 2020). Family resilience in the face of stressors, such as 

the COVID-19 pandemic, has also been referred to as ‘post traumatic growth’, which is the 

capacity to thrive when facing adversity (Prime et al., 2020). In summary, the findings of this 

study indicate that while a large percentage of participants reported concerns regarding their co-

parenting relationship since the pandemic began, other caregivers embraced COVID-19 as an 

opportunity to further connect with their family. It is important to note that based on 

demographic factors, participants who reported positive family experiences since the pandemic 

began, also reported a family income of over $100,000, were receiving funding to access OAP 

services, and were living with their co-parenting partner. However, these findings underscore the 

importance of conducting further research to examine the impact of COVID-19 on family 

functioning for caregivers of children with ASD, and the link between the quality of the co-

parenting relationship and overall family wellbeing. 

7.3 What Factors Promote or Impede Co-Parenting Efficacy for Caregivers Raising a 

Child with ASD 

 
According to the ecological framework, a positive co-parenting relationship may 

influence caregiver and child adjustment from internal or external stressors, in addition to 

providing both caregivers with increased parental self-efficacy (Feinberg, 2003). Further, in 

caregivers raising children with ASD, increased levels of co-parental self-efficacy are suggested 

to provide caregivers with the confidence to overcome adversity with greater coping strategies, 

thus leading to increased levels of child adjustment following the adverse experience (Bandura, 

1977; Feinberg, 2003). Participants in this study completed the Brief Parental Self-Efficacy Scale 

to determine their perceived levels of caregiver self-efficacy. Overall, participants recorded an 

average score of 17/25 on the scale. These results indicate that caregivers of children with ASD 

possess a moderate degree of parental self-efficacy. At the time of survey distribution in January 
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2021, the Ontario government had just announced the extension of lockdown measures, and the 

stay-at-home order to decrease the rapid spread of the COVID-19 disease, whereby schools 

would remain closed for serval more weeks in most Ontario regions. Therefore, caregivers may 

have rated their levels of parental self-efficacy lower than average as they were likely 

experiencing increased stress surrounding mediating their child’s behaviours, continuing provide 

online education, virtual behaviour therapy and balance new roles, responsibilities, and routines 

without external support for an extended length of time (Nonweiler et al., 2020).  

Participants in the study frequently commented on concerns regarding their child’s 

adjustment to the implications of the COVID-19 pandemic, as many children with ASD often 

require a rigid, consistent, and predictable routine which includes carefully prescribed therapies 

and educational curricula to maintain their social, intellectual, and behavioural development 

(Brobst et al., 2009). As a result of the COVID-19 pandemic, caregivers in the study noted that 

their children with ASD were displaying an increase of maladaptive behaviours. Specifically, 

participants expressed the challenges related to lockdown measures that their children with ASD 

were experiencing, and how their children’s increased stress levels were resulting in more 

frequent displays of maladaptive behaviour. This finding is congruent with current research by 

Summers and colleagues (2021), which suggests a sudden discontinuation of behavioural 

supports and therapies in conjunction with extended isolation measures poses a risk of 

exacerbating behaviours in children and youth with ASD. Further, children’s increased 

behaviours may cause their caregivers and siblings to experience increased physical and 

emotional distress, as child psychosocial wellbeing and adjustment during the COVID-19 

pandemic has been found to be closely related to family functioning (Ehler et al., 2020; Prime et 

al., 2020). Research by Lecavalier et al (2006), suggested that externalized behaviours were 
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reported as being the primary factor impacting caregiver stress levels in children with ASD. This 

finding was supported in the current study whereby participants noted their child’s increase in 

problematic external behaviours resulted in heightened levels of stress, anxiety and fatigue for 

themselves and the family system.  

Congruently, caregivers in the study noted how difficult the loss of social activities had 

been for their child with ASD. Specifically, participants often commented on concerns regarding 

their child’s mental health as they missed interacting with classmates and peers at school and in 

social settings. This finding has been further supported by recent literature which indicated that 

70% of Canadian caregivers of children with ASD have reported being very concerned about 

their child’s opportunity to socialize with friends since the pandemic began, and 60% expressed 

great concern regarding their child’s mental health as a result (Arim et al., 2020). Moreover, 

participants expressed that their child’s maladaptive behaviour and mental health disturbances 

continued to decline as the pandemic and lockdown measures progressed. Specifically, 

caregivers noted that managing their child’s behaviour with a limited parental capacity and 

external supported resulted in increased feelings of burnout and doubt surrounding their 

caregiving abilities. This finding may be examined using the family systems theory, whereby the 

stressors that impact one family member may affect the functioning of all other family members 

as well (Prime et al., 2020). Therefore, examining co-parenting relationship and overall family 

functioning is critical in understanding the impact of the COVID-19 pandemic on children with 

ASD and their family subsystems (Ehler et al., 2020). As the quality of children with ASD’s 

family relationships has been indicated to assist in developing children’s coping related to severe 

adversity, such as the COVID-19 pandemic, and promote parental self-efficacy.  
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At the time of the study, caregivers frequently commented on the impact the lack of 

services and supports, such as childcare centres, schools, and developmental service agencies, 

had on their child with ASD and overall family system. Participants expressed concerns 

regarding their child’s social and emotional development, and felt their child was regressing due 

to Ontario’s lockdown measures. Further, participants often stated that online education was not 

appropriate for their child with ASD as they often experienced social barriers inhibiting their 

capacity to learn in a virtual environment. However, research by Reicher and colleagues (2020), 

found contrasting results whereby children with ASD preferred virtual learning compared to in-

person education, as virtual learning removes the need to follow social cues and behaviour 

norms, as neurodiverse children may lack the cognitive flexibility to do so. As such, further 

research is needed to examine the implications surrounding online education for children with 

ASD and their families. 

The sudden change in family routine, including school closures, was found to be 

challenging for caregivers in the study to navigate and may attribute to the decreased levels of 

family functioning recent literature has reported (Ehrler et al., 2020; Gassman-Pines et al., 2020; 

Prime et al., 2020). Additionally, the abrupt discontinuation of behavioural supports and 

consistent routines for children with ASD during the COVID-19 pandemic may result in 

behavioural implications for children and increased stress levels for their family system 

(Summers et al., 2020; Volkmar & Pauls, 2003). These findings are supported in the current 

study, whereby caregivers discussed the challenges their child with ASD experienced from the 

disruptions with their typical routines. Specifically, participants commented on challenges 

maintaining a consistent routine at home during the COVID-19 lockdown period. These 

challenges surrounded their child’s academic, social and emotional development, tending to 
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other children, household tasks, their own careers, and maintaining their romantic relationship 

with their caregiving partner. Caregivers in the study discussed feelings of concern surrounding 

daily scheduling inconsistencies and increased child distress, which may be attributed to routines 

being directly associated with academic, language and social skills in children with ASD, and 

routines as being strong predictors of family cohesion and attachment (Prime et al., 2020). 

Participants further commented about experiencing pressure to renegotiate their roles as a 

caregiver, co-parenting partner, therefore posing the potential of causing identity role confusion, 

testing the adaptability and flexibility of the family structure, and negatively impacting caregiver 

self-efficacy (Ehler et al., 2020). The findings of the current study suggest that caregiver’s 

individual and co-parenting self-efficacy has been negatively impacted by the COVID-19 

pandemic. Participants discussed the implications the pandemic has posed surrounding a lack of 

structure and routine for their child with ASD, new caregiving demands, and a lack of external 

support. Although the caregivers in the study noted that they retained some of their social 

support virtually, the pandemic represents a significant loss of external supports for caregivers 

raising children with ASD, which is concerning when considering that social support from 

extended family, friends and community services have been found to decrease caregiver stress 

levels and increase parental self-efficacy (Prime et al., 2020). This is particularly important to 

consider as participants in the study who demonstrated family resilience typically had increased 

levels of supports from their co-parenting partner, extended family and community members.  

7.4 Implications for Future Research  
 

The current research contributes to a small, but growing, body of literature regarding the 

impact of the COVID-19 pandemic on families of children with ASD and is the first Canadian 

study to gain insights into the co-parenting experiences of caregivers raising a child with ASD 
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during the pandemic. This study provides a comprehensive overview as to what factors promote 

and impede co-parenting self-efficacy for this population of caregivers. The findings of this 

research help illuminate gaps in current literature and may be used by several key stakeholders 

such as the Ministry of Children, Community and Social Services (MCCSS), clinicians, and 

developmental service agencies.  

Participants in the study frequently noted feeling increasingly distressed by the 

implications of the COVID-19 pandemic. Caregivers stated that they were experiencing 

heightened psychological distress, anxiety, parental burnout, and exhaustion from adapting to new 

roles and responsibilities, with a limited caregiving capacity and often minimal external support. 

At the time of the study, many caregivers expressed concerns regarding their child regressing from 

not being able to access therapies, behaviour interventions, and social services and discussed the 

negative implications the delayed distribution of the OAP interim funding during the COVID-19 

pandemic posed, such as requiring caregivers to purchase costly behaviour interventions out of 

pocket. Addressing these factors will require multidisciplinary efforts from national and regional 

agencies, and educational and healthcare service providers. As developmental service agencies 

reopen their doors to families of children with ASD, measures aimed at improving child wellbeing, 

such as outpatient behaviour intervention and diagnosis services for children with ASD, should be 

readily available and easily accessible to caregivers. This study examines the short-term 

implications of the COVID-19 pandemic for co-parents raising children with ASD during the 

COVID-19 pandemic. Moving forward, further longitudinal research must be completed to 

examine the long-term outcomes and adjustment of the COVID-19 pandemic on children with 

ASD and their caregivers.  It is critical the extensive waitlist to receive OAP funding be eliminated 

to better support families of children with ASD and alleviate the financial pressure these families 
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may be experiencing, as parental stress levels have been indicated to directly spill-over to the 

parent-child relationships and impact child development outcomes (Aishworiya & Kang, 2020; 

Krishnakumar & Buehler, 2000).        

 Considering the emphasis of the quality of the co-parenting relationship on the family 

system, is of utmost importance the MCCSS focus on establishing policy which addresses the 

needs of not only children with ASD, but their caregivers and family system as well. This 

recommendation is aligned with current research highlighting the need for the development of 

government policies to support families of children with ASD in the instance future adversities 

arise (Latzer et al., 2020; Pellicano et al., 2020). Moreover, as the new OAP continues to become 

available for caregivers to access in the months to come, and services transition back to an in-

person delivery format, a research team and advisory panel composed of clinicians, researchers, 

educators, advocates, caregivers, and autistic individuals must be implemented to establish 

measurable clinical and program outcomes. Participants in the study emphasized the lack of 

services available to support their needs as caregivers. Research by Aishworiya and colleagues 

(2020), found that caregivers of children with ASD have been experiencing increased emotional 

stressors, in conjunction with social exclusion and isolation since the COVID-19 pandemic began. 

As such, the MCCSS must take a step back to examine the child holistically, through the lens of 

the family system and ensure the OAP includes accessible services to support caregiver’s 

psychosocial wellbeing.          

 Further, the results of the current study pose important clinical implications. This study 

indicated a link between a strong co-parenting relationship and increased caregiver and child 

adjustment while managing the stressors of the COVID-19 pandemic. As such, virtual support 

groups which emphasize maintaining the co-parenting relationship for partners both in romantic 
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and dissolved relationships may be beneficial for caregivers of children with ASD (Brobst et al., 

2009). Prior to the COVID-19 pandemic, existing literature widely cited an 80% divorce rate for 

caregivers of children with ASD (e.g.,Hartley et al., 2010; Lofholm, 2008; Mitchell, 2006; 

Winfrey, 2007), however, there have yet to be any formal studies on rates of separation and divorce 

for this population since the pandemic began. This lack of research is particularly concerning 

considering the number of participants in the study who noted they had experienced separation or 

divorce with their co-parenting partner during the pandemic. Investigation into the rates of 

relationship dissolution for caregivers of children with ASD may provide insight to assist 

developmental service providers in developing parent-directed programming aimed at alleviating 

co-parental relationship challenges through caregiver education or family therapy. This insight is 

particularly important considering relationship strain has been indicated to have negative 

developmental outcomes for children with ASD, therefore strengthen the co-parenting relationship 

may result in increased levels of child psychosocial wellbeing during the COVID-19 pandemic 

(Jarbrink et al., 2013; Resch et al., 2010). 

When the recruitment poster for the study was posted to social media platforms such as 

Facebook, the researcher received feedback from members of the autistic community expressing 

disappointment that single caregivers were not included in the study, as their experiences have 

yet to be examined in the Canadian context since the pandemic began. It is important to note that 

much of the current research surrounding caregivers of children with ASD heavily privileges 

two-parent households and partners whose relationship is still intact. Moving forward, research 

should be completed to evaluate the psychosocial well-being of single parents raising children 

with ASD, as the COVID-19 pandemic poses a particular threat to the adjustment of single 

caregivers and their children with ASD, due to challenges surrounding social disruptions, 
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financial stressors, increased caregiving responsibility and decreased support (Prime et al., 

2020). The research in the current study demonstrated that caregivers of children with ASD 

experienced increased economic, psychological, and relationship turbulence since the COVID-19 

pandemic began. The aim of the study was not to suggest having a child with ASD poses 

negative implications for their caregivers and extended families. The study incorporates a 

Critical Disability Studies lens to consider how government systems have not yet implemented 

adequate accommodations and policies to assist this population of children and their families in 

readily accessing the services and treatments they need for optimal development and inclusion. 

The exclusion of children with ASD and their families in current policies is a result of systemic 

oppression and discrimination towards the autistic community, whereby the responsibility of 

advocating for an environment designed to promote independence for children with ASD often 

falls on their caregivers (Brannen & Heflinger, 2006). By considering these clinical and research 

gaps into future literature and policy development will allow community, federal and provincial 

services to provide effective and meaningful supports and interventions to strengthen the family 

system and improve parent-child attachments for families of children with ASD.  

7.5 Strengths and Limitations  
 

Within the context of the current study’s research design, there are strengths and 

limitations that must be acknowledged. Although the study was able to reach 176 Ontario 

caregivers of children with ASD, this is still a relatively small sample size and only included 

participants who experienced the COVID-19 pandemic in the context of Ontario, Canada as 

lockdown measures were particularly extensive compared to other provinces and parts of the 

world. As such, these results may not be generalizable to caregivers raising children with ASD in 

other parts of Canada, or North America. As mentioned in the previous section, many of the 
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study’s participants completed the survey just after extended lockdown measures were 

announced in the province of Ontario. Therefore, at the time of the survey, caregivers had just 

been informed that their child would not be able to return to in-person learning for at least two-

weeks in most parts of Ontario, which may have caused increased stress levels regarding the 

extension of the increased caregiver demands and minimal support the pandemic posed. 

Considering this study relied primarily on self-report measures, caregivers may have reported 

increased levels of psychological distress and poor child adjustment and parental self-efficacy 

during this time of adversity (Prime et al., 2020). The current research study utilized a Critical 

Disability Studies perspective; however, due to the limited literature which employs a Critical 

Disability framework when examining children with ASD and their families, it is suggested that 

future research be more soundly grounded in a Critical Disability perspective.  

The participants in the study were fairly heterogenous in nature. A large proportion of the 

study’s participants identified as female (93%), whereas only 6% of participants identified as 

male, and 1% identified as non-binary. When considering the co-parenting relationship for 

caregivers of children with ASD, this has been a commonly cited limitation, as there is extremely 

limited research focusing on the viewpoints of the caregivers themselves, and the literature 

available is primarily from the maternal standpoint (Brobst et al., 2009). Considering that the 

COVID-19 pandemic posed implications for caregivers of all genders, further research must be 

completed to examine the experiences of paternal and LGBTQ+ caregivers raising children with 

ASD. Further, the study largely consisted of White caregivers earning a household income of 

over $100,000 annually, therefore indicating these findings cannot be broadly generalized. 

Specifically, racialized and minority families were indicated to experience larger social 

inequities and increased difficulties receiving government funding during the COVID-19 
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pandemic (Brown et al., 2020). The limited number of Black Indigenous Person of Colour 

(BIPOC) participants in the study may be due to inconsistent internet connection for racialized 

communities, particularly on Indigenous reserves, and White caregivers’ particular motivations 

for wanting to participate in the online study (Latzer et al., 2020). It is important that future 

studies target BIPOC caregivers of children with ASD to illuminate their experiences during the 

COVID-19 pandemic as they are at a much more significant risk of poor outcomes for both 

caregiver and child during global health crises due to discrimination and political inequities 

(Brown et al., 2020).  

The sample of participants in the study included caregivers with a child under the age of 

18-years. Therefore, there were a large range of children with different levels of independence, 

which may have influenced the impact of COVID-19 related stressors and the protective factors 

which determine caregiver psychosocial wellbeing and child adjustment in the face of adversity 

(Brown et al., 2020). Moreover, this study utilized a mixed-methods design incorporating 

quantitative scale questions as well as open-ended questions. During the quantitative analysis 

process, descriptive statistics were primarily utilized to supplement the results from the 

qualitative, thematic analysis. The only true statistical test completed was Spearman’s correlation 

to identify the relation between subscales present on the Co-Parenting Relationship Scale; as 

such, results should be interpreted with caution. Further, the study found that, on average, 

caregivers with a higher income, in an intact relationship with their co-parenting partner typically 

demonstrated family resilience. Compared to caregivers who indicated co-parenting conflict, as 

being from a single household, who were typically separated from their co-parenting partner and 

had a lower household income. However, a comparative analysis was not completed between the 

two groups so a true statistical conclusion cannot be made.  
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Despite the limitations of the survey, these findings pose several important associations 

surrounding the wellbeing of caregivers of children with ASD and the implications of the co-

parenting relationship on child adjustment and the wellbeing of the family system during 

COVID-19. To date, there are very limited studies examining the impact of the COVID-19 

pandemic on the co-parenting relationship for individuals raising children with ASD, and there 

has been no studies completed in the Canadian context. As such, this study poses several 

important implications for supporting the wellbeing of caregivers raising children with ASD and 

strengthening the co-parenting system to mitigate the long-term effects of the COVID-19 

pandemic. For example, given that a strong co-parenting relationship, and therefore family 

system, is reported to optimize child psychosocial development and strengthen parent-child 

attachments in children with ASD, the findings in the study may be used to develop caregiver 

education focused on strengthening the co-parenting relationship during instances increased 

stressors (Resch et al., 2010). This study is a first step in conceptualizing the experiences of 

caregivers raising children with ASD and giving caregivers a voice to express their concerns 

surrounding their own wellbeing, thereby gaining insight into the factors that promote and 

impede caregiving self-efficacy for this population. Specifically, this research adds to a growing 

body of empirical research which indicates the OAP did not adequately support the needs of 

caregivers during the COVID-19 pandemic. This research may be used to demonstrate the 

OAP’s need for the development of services aimed at supporting the overall wellbeing of 

caregivers raising children with ASD. The information collected by participants in the study 

demonstrates the importance of strengthening the co-parenting relationship for caregivers of 

children with ASD in times of adversity to increase levels of child adjustment and strengthen the 

family system.  
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7.6 Conclusion 
 

This study investigates the experiences of co-parents raising a child with ASD during the 

COVID-19 pandemic. This research illuminates the challenges Ontario caregivers of children 

with ASD have been experiencing since the pandemic began. This study was also the first in 

Ontario to consider the impact of the COVID-19 pandemic on the co-parenting relationship, 

providing novel but valuable findings to a small, but growing body of ASD caregiver research. 

The results of the current study demonstrate that caregivers have been experiencing implications 

surrounding their own wellbeing, their child’s adjustment to the changes the pandemic posed, 

challenges with co-parental relationship functioning, and family resilience. Further, the study 

indicated that caregivers who reported family resiliency during the COVID-19 pandemic had 

increased internal and external support and high household incomes, while caregivers who 

reported increased levels of co-parental conflict were typically separated from their co-parenting 

partner, had decreased support and a lower household income. The main objective of the current 

study was to understand how caregivers have been impacted by the pandemic, and how they 

relate to their co-parenting partner in times of adversity. Many participants reported 

psychological distress, parental burnout, confinement related stressors, decreased levels of 

patience, financial stressors, increased instances of loneliness, isolation, and psychological 

distress, due to renegotiating their roles and responsibilities as a caregiver since the pandemic 

began. Specifically, caregivers were often responsible for additional caregiving demands with 

limited parental capacity and external support. Therefore resulting in decreased parental self-

efficacy and often a weakened co-parenting relationship, which consequently impacted levels of 

child distress and adjustment. While this study is a first step in conceptualizing the experiences 

of co-parents raising children with ASD during the COVID-19 pandemic, more longitudinal 
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research must be completed to examine the long-term implications of the pandemic on these 

families. Nevertheless, the co-parenting relationship plays an essential role in strengthening the 

family system, whereby the quality of the co-parenting relationship has been found to impact 

caregiver psychosocial wellbeing, child adjustment and overall family functioning (Jarbrink et 

al., 2013). As such, this study illustrates how caregivers construct and negotiate their role as a 

co-parenting partner as well as a caregiver to their child with ASD. These results will allow 

community, federal and provincial services to provide effective and meaningful supports and 

interventions to strengthen the family system and improve parent-child attachments. This 

research presents an opportunity for clinicians, policy makers and developmental service 

agencies to consider the implications of the COVID-19 pandemic and readdress the imbalance of 

support available for caregivers raising children with ASD as families navigate life in an ongoing 

pandemic. 
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Appendix B – Informed Consent for Online Survey 

 

  

 
 

You are invited to participate in a research study titled “The Impact of Raising a Child with Autism 

on the Caregiving Relationship”. 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. Participation will result in your chance to win 1 of 4 $25 Amazon Canada gift cards, with 

approximate winning odds of 1 in 25.  

Principal Investigators:  

Dr. John Beaton, Department Chair, Family Relations and Applied Nutrition (FRAN), University 
of Guelph, 519-824-4120 x56256 or beaton@uoguelph.ca 

Student Investigator 

Madison Myers, Masters Student, Family Relations and Applied Nutrition (FRAN), University of 

Guelph, 519-312-3273, or mmyers05@uoguelph.ca 

Inclusion Criteria 

o Must be a caregiver to a child with autism 

o Must actively share the co-parenting responsibility with another caregiver 

o Must live in Ontario 

o Must be proficient in written English 

Purpose of the Study 
 
The purpose of the proposed study is to explore the impact of raising a child with Autism 
Spectrum Disorder (ASD) on the caregiving relationship. The caregiving relationship is defined 
as the caregivers’ co-parenting relationship and romantic relationship, when relevant. The 
survey questions will explore your relationship and parenting satisfaction with your co-
parenting partner.  
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Procedures 

Due to the sensitive nature of the survey questions about your co-parenting and romantic 
relationship, it is recommended the survey be completed in private, if you do not want anyone 
to view your responses.  

Participation in the current study is completely voluntary and you may choose to withdraw 
from the study at any point without consequence. Should you choose to participate, you will be 
asked to complete a 25-minute online survey about your experiences co-parenting your child 
with ASD. The survey will include questions collecting demographic information, such as age 
and gender, and about your co-parenting experience and relationship satisfaction. You do not 
have to answer any questions that you do not want to, by selecting the “I Choose Not to 
Answer” option on the survey.  

Once data is collected, the researchers will perform statistical analysis of the anonymous survey 
results. If significant, the overall participant results will be shared with Ontario autism service 
agencies and political leaders to promote the development of increased supports available for 
caregivers of children with autism. 

If you are interested in a summary of the collective results after participation, please contact 
Madison Myers after August 2021 via email at mmyers05@uoguelph.ca. 

Confidentiality 

All data will remain anonymous. As such, please do not disclose any identifiable information 
that would identify yourself or others during the open-ended section of the survey.  

An encrypted, password protected website (Qualtrics.com), will be used to collect and store the 
survey data. This website uses the same encryption type (SSL) that online banking websites use 
to transmit secure information. No identifying information or IP addresses will be collected, 
which makes the data anonymous. The only people who will have access to your survey 
information will be the primary researcher (Dr. Beaton) and the student researcher (Madison 
Myers). All data from this experiment will be stored in a secure locked office. Due to the 
anonymous nature of the data collection process, the researchers will be unable to report the 
disclosure of imminent harm or child abuse/neglect, as we will be unable to identify which 
participant disclosed this information unless they have provided identifiers in their survey 
responses.  

We recommend that you complete the survey in one sitting and then follow the instructions 
below to further protect your privacy; otherwise, other individuals with access to your 
computer may be able to view your survey responses.  
 
If you would like to further protect your privacy you can:  
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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.   
 
Every effort will be made to make sure that all data collected is held securely. We will never 
share your personal information (email) with anyone else. 
 
Please note that confidentiality cannot be guaranteed while data are in transit over the 
Internet. However, all collected data will be stored on a secure server dedicated to these types 
of surveys. In order to enhance the privacy of your responses, we recommend that you use a 
private computer in a private setting. If you are going to use a public computer, please be sure 
to clear the browsing history and close your browser after use. You will not be able to see your 
past results once a single questionnaire is completed: therefore, your answers will not be visible 
to others, even if someone else uses the computer after you. 
 
Potential Risks and benefits 
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. Considering the nature of the survey 
asking questions about your co-parenting and romantic relationship it is recommended the 
survey be completed in private if you do not want anyone to see your responses. There is a 
potential for the survey to negatively impact your relationship if your partner views your 
responses.  
There will be no direct benefit to participants, but we believe you may find the experience 
helpful in terms of sharing your experiences with the Ontario service system. This research will 
further benefit autism research, as caregiver perspectives are largely understudied. There may 
also be societal benefits, as this study may lead to a better understanding of the impact raising 
a child with autism has on caregivers and family.   

Participation and Withdrawal 

For participants recruited through developmental service agencies, your decision to participate 
will not impact any current or future services you receive. Participants will be unable to 
withdrawal from the study once their survey been submitted, unless the participant includes 
identifiable information in their survey responses. Survey responses are automatically 
anonymized once submitted.  To receive compensation if you choose to withdraw, please select 
the “I Choose Not to Answer” option for all questions to the end of the survey. Doing this will 
allow you to receive the compensation code needed to receive your payment for participation. 
Please note: once your survey is submitted, your data will not be able to be removed from the 
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study because responses are anonymous (i.e., we cannot determine which survey data belongs 
to you).  

Compensation for Participation 
 
To thank you for your time, you are eligible to enter a randomized draw for 1 of 4 $25 CAD 
Amazon Gift Certificates, with approximate winning odds of in in 25. You will need to provide 
an email address to join the draw. The email address you use will be collected separately from 
the rest of the study data and will not be linked to your responses to any questions in this 
study. Four (4) winners will be notified and sent an Amazon Gift Certificate by email. All email 
addresses collected for this study will be deleted after the draw prizes have been awarded. 
Note that winning participants will have 14 days to collect their prize or it will be awarded to 
another participant to ensure the prizes not go unclaimed.  
 
Rights of Research Participant 

 
You are not obligated to answer any questions that you do not want to. Participation in this 
study is voluntary. You may refuse to participate, refuse to answer any questions, or withdraw 
from the study with no consequences or effect on you 
 
This project has been reviewed by the University of Guelph Research Ethics Board, for 
compliance with federal guidelines for research involving human participants. If you have any 
questions regarding your rights and welfare as a research participant in this study (REB #), 
please contact: Manager, Research Ethics; University of Guelph; reb@uoguelph.ca; 519-824-
4120 ext. 56606. You do not waive any legal rights by agreeing to take part in this study. You 
may withdraw your consent at any time during the survey by discontinuing your participation 
and not submitting your responses. There will be no penalty to you for withdrawing from this 
study. 
 

Click here to download a PDF copy of this consent form for your records. Thank you for your 
participation! 

Dr. John Beaton  
Department Chair 

Family Relations and Applied Nutrition 
University of Guelph 

Guelph, ON  N1G 2W1 
beaton@uoguelph.ca 
519-824-4120 x56256 

Madison Myers 
Masters Student  

Family Relations and Applied Nutrition 
University of Guelph 

Guelph, ON N1G 2W1 
Mmyers05@uoguelph.ca 

519-312-3273  

 
 
 

https://uoguelph.eu.qualtrics.com/jfe/form/SV_ekSOX9wx1drHJIx?Q_CHL=social&Q_SocialSource=twitter
mailto:Mmyers05@uoguelph.ca
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Appendix C - Data Collection Table 

 

Online survey questions including source and item  

Source Items 

Research Questions: 

1. What are the caregiving experiences of co-parents raising a child with ASD? 

2. What factors promote and/or impede co-parenting efficacy for individuals raising a child 

with ASD  

3. How has the COVID-19 pandemic impacted the co-parenting relationship for Ontario 

caregivers raising children with ASD? 

Researcher 

Created 

About the Parent: 

1. Please indicate your gender: 

2. How old are you? 

3. How many children do you have? 

4. What is your current relationship status? 

5. What is your total annual household income before taxes and 

deductions from all sources during the year? 

6. What best represents where you live in Ontario?  

7. Please choose your ethnicity 

About the Child: 

8. Please select the age of your child with ASD? 

9. Does your child have a diagnosis of Autism/Autism Spectrum 

Disorder? 

10. Does your child with ASD have other diagnosed disabilities? 

11. What level of independence best represents your child with ASD? 

12. Are you currently using foundational family services from the OAP 

either online or in person? Please select all that apply: 

 

Scale Measures 
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Co-Parenting 

Relationship 

Scale (CRS) 

(Fienberg, 

2012) 

 

 

 

For each item, 

select the 

response that 

best describes 

the way you 

and your 

partner work 

together as 

parents 

1. I believe my partner is a good parent. 

2. My relationship with my partner is stronger now than before we had a 

child. 

3. My partner asks my opinion on issues related to parenting. 

4. My partner pays a great deal of attention to our child. 

5. My partner likes to play with our child and then leave dirty work to 

me. R 

6. My partner and I have the same goals for our child. 

7. My partner still wants to do his or her own thing instead of being a 

responsible parent. R 

8. My partner and I have different ideas about how to raise our child. R 

9. My partner tells me I am doing a good job or otherwise lets me know 

I am being a good parent  

10. My partner and I have different ideas regarding our child’s eating, 

sleeping, and other routines. R 

11. When all three of us are together, my partner sometimes competes 

with me for our child’s attention. 

12. My partner undermines my parenting. 

13. My partner is willing to make personal sacrifices to help take care of 

our child. 

14. My partner doesn't like to be bothered by our child. R 

15. My partner sometimes makes jokes or sarcastic comments about the 

way I am as a parent. 

16. My partner does not trust my abilities as a parent. 

17. My partner is sensitive to our child's feelings and needs. 

18. My partner and I have different standards for our child’s behaviour.R 

19. My partner tries to show that she or he is better than me at caring for 

our child. 

20. I feel close to my partner when I see him or her play with our child. 

21. My partner has a lot of patience with our child. 

22. We often discuss the best way to meet our child’s needs. 

23. My partner does not carry his or her fair share of the parenting work. 

R 

24. We are growing and maturing together through experiences as 

parents. 

25. My partner appreciates how hard I work at being a good parent. 

26. When I'm at my wits end as a parent, my partner gives me the extra 

support I need. 

27. My partner makes me feel like I'm best possible parent for our child. 

28. The stress of parenthood has caused my partner and I to grow apart. R 
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29. Parenting has given us a focus for the future. 

Brief Parental 

Self Efficacy 

Scale (PSE) 

(Purssell & 

While, 2011) 

 

Indicate the 

extent you 

agree or 

disagree with 

each statement 

 

1. Even though I may not always manage it, I know what I need to do with 

my child 

2. I am able to do the things that will improve my child’s behaviour 

3. I can make an important difference to my child 

4. In most situations I know what I should do to ensure my child behaves  

5. The things I do make a difference to my child’s behaviour  

 

Influences – COVID-19 

Researcher 

Created  

1. What impact, if any, has the COVID-19 pandemic had on your co-parenting 

and/or romantic partner relationship? 

 

2.  What impact, if any, has the COVID-19 pandemic had on your individual 

caregiving experience for your child with ASD? 

 

 


