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Introduction: The UNICEF-WHO Global Report on Developmental Delays, Disorders, and Disabilities is an ongoing initiative aimed at increasing awareness, compiling data, providing guidance on strengthening health systems, and engaging country-level partners. Data from its caregiver survey assessing impacts of the COVID-19 pandemic showed that half of youths with developmental delays and disabilities (DDDs) and their caregivers struggled to cope, with a significant portion reporting a lack of supports and difficulty managing the worsening of the child's symptoms in isolation. Governments created service strategies supporting vulnerable groups. Little is known about the alignment between COVID-19 policies for persons with disabilities and their lived experiences. Contextualizing caregivers’ experiences can promote the development of tailored public supports for these families following a public health crisis.



Methods: Online survey data were collected from June-July 2020, leading to a convenience sample of caregivers of youth with DDDs across Canada. Respondents answered two open-ended questions regarding challenges and coping strategies during the pandemic. We conducted a thematic analysis of responses using inductive coding on NVivo software. Overarching codes derived from the dataset were contextualized using an analysis of provincial policies published during the pandemic. Parallels with these policies supported the exploration of families’ and youths’ experiences during the same period.



Results: Five hundred and seventy-six (N = 576) participants answered open-ended questions. Barriers to coping included family mental health issues, concerns about the youths’ regression, challenges in online schooling, limited play spaces, and managing physical health during quarantine. Environmental barriers encompassed deteriorating family finances, loss of public services, and a lack of accessible information and supports. In contrast, caregivers reported coping facilitators, such as family time, outdoor activities, and their child's resilience. Environmental facilitators included community resources, public financial supports, and access to telehealth services. Few COVID-19 policies effectively addressed caregiver-identified barriers, while some restrictions hindered access to facilitators.



Conclusion: Prioritizing needs of families of youths with DDDs during public health emergencies can significantly impact their experiences and mental health. Enhancing financial benefits, providing telehealth services, and creating inclusive public play spaces are priority areas as we navigate the post-pandemic landscape.
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1 Introduction

In March 2020, the World Health Organization (WHO) declared the novel coronavirus (COVID-19) outbreak a global pandemic. Many countries imposed various restrictive public health measures to mitigate the spread of the virus, including social distancing, mandatory quarantining for citizens at home (1), the closure or suspension of schools, daycares, health and social services, and in some cases, obligatory curfews (2). These public health measures were gradually lifted, and in some instances reinstated, depending on outbreak severity.

While many governments successfully slowed the spread of COVID-19 through the adoption of these regulations, scholarly findings indicate that children and youth with disabilities experienced negative impacts on their wellbeing along with limited or reduced access to services and supports (3, 4). Compelling evidence suggests that pre-existing vulnerabilities and inequities for many children and youth with developmental disabilities and disorders (DDDs) were amplified by the pandemic (5, 6). In many countries, policies were published and implemented at various levels of government to support vulnerable populations (7, 8). There is a dearth of research, however, surrounding the alignment between the needs and experiences of children and youth with disabilities, and this knowledge gap exists in Canada's COVID-19 policy context. Information is also limited on the alignment of public policies with international guidance such as those proposed by the WHO and the United Nations (UN).


1.1 Rights-based approaches in policymaking for developmental delays, disorders, and disabilities

Evidence suggests that policymaking for individuals with disabilities is most comprehensive when aligned with human-rights-based approaches (9). An example is the 2006 United Nations Convention on the Rights of Persons with Disabilities (UNCRPD), an international treaty ratified by 184 States Parties, including Canada. The UNCRPD provides signatories with a “code of implementation” to follow when drafting laws or administrative measures related to persons with disabilities, supporting the promotion of human rights while setting guidelines for abolishing discriminatory legislation (10). The Treaty advances the disability rights movement by shifting the paradigm of viewing persons with disabilities as “objects” of charity toward “subjects” with rights and agency as well as active members of their communities (10).

In Canada, public strategies to support persons with disabilities were implemented by federal, provincial, and territorial governments following the ratification of the UNCRPD. Current federal accessibility legislation includes the 2019 Accessible Canada Act (ACA), passed to remove barriers to inclusion for persons with disabilities within the federal sphere while preventing the emergence of new barriers (11). The ACA defines a disability as “any impairment, including a physical, mental, intellectual, cognitive, learning, communication or sensory impairment […] whether permanent, temporary, or episodic in nature, or evident or not, that, in interaction with a barrier, hinders a person's full and equal participation in society.” The ACA also establishes a framework for accessibility standards, setting the objective to achieve a barrier-free Canada by 2040 (11).

The Canadian federalist context renders some jurisdictions as federal responsibilities (e.g., citizenship, unemployment insurance, national defence) and others as provincial powers (e.g., health services, education, social welfare). Most daily essential services for children and youth with disabilities are of provincial responsibility, accessed through healthcare and educational institutions. The provinces of Ontario, Manitoba, Nova Scotia, and British Columbia have adopted specific accessibility legislation as of 2005 (12–15). Across jurisdictions, concrete public supports for these youths and their families are translated into financial benefits and income support programs, tax measures, community and caregiver support programs, housing programs, employment measures, educational programs, and subsidies for advocacy groups supporting persons with disabilities. Evidence suggests that expenditures and public service users in Canada who have at least one disability have continued to rise across most provinces since 2000 (16).



1.2 Children with developmental delays, disorders, and disabilities, and vulnerability in public health emergencies

Despite Canada's ratification of the UNCRPD and the implementation of numerous public policies supporting persons with disabilities, this population is still vulnerable to adversities in Canada. According to a 2018 report published by Statistics Canada, persons with more severe disabilities are at increased risk of living in poverty than their counterparts without disabilities or with milder disabilities (17). This same report found that, as disability severity level increased, the likelihood of being employed decreased, albeit that two in five of the individuals with a disability who were not employed and not currently in school had the potential to work (17). Moreover, academic research indicates that the needs of Canadian families of children and youth with disabilities are inadequately met by public supports, as they may face insufficient access to social activities and information regarding services available to them and more frequent interrupted service provision (18). Other obstacles regarding public service utilization for these youths and their families within high-income countries include inadequate insurance coverage, difficulty obtaining referrals to specialist healthcare providers, and a lack of care coordination and shared decision-making between service providers (18, 19).

Children are generally more susceptible to negative outcomes during disasters, and special protections are granted for children with disabilities, as enshrined by the UNCRPD and the UN Convention on the Rights of Children. Youth with DDDs are at higher risk for socioeconomic hardship and homelessness, poor nutrition, domestic and sexual abuse, higher levels of stress and mental health complications, and bullying (20, 21). Moreover, caregivers of youth with a neurodevelopmental disability have also been found to be increasingly likely to experience financial hardship, high levels of stress, and mental health complications (22, 23). Parent stress can be characterized as psychological symptoms of distress experienced by parents as a result of aversive responses to parental obligations (24, 25), and has been linked to negative impacts on the child's wellbeing (26). Causes of stress in parents of children with disabilities include concerns about the child's symptoms, such as distressed behaviours (27), parents’ socioeconomic status (28), child sleep problems (29), and difficulties in access to services (30). In contrast, coping is defined as a “behavioural reaction to aversive situations” (31) and is associated with decreased stress levels and better child outcomes (31–33). While coping is an intrinsic mechanism, external circumstances can facilitate or hinder parents’ ability to cope, with direct consequences on their child and family well-being.

Evidence suggests that the vulnerabilities, inequities, and gaps in services and supports for children with DDDs are further exacerbated in the context of disastrous events. Disastrous events have been defined differently across the existing literature. For the purpose of this study, a disastrous event is referred to as a hazard that has consequences regarding damages to livelihood, economic disruptions, and/or casualties that are too great for the affected area and for individuals to manage without supports (34). Following this description, the COVID-19 pandemic qualifies as a global disastrous event, in that it caused millions of deaths worldwide (35), significant disruptions to livelihood globally (36, 37), and long term negative impacts on world economies (38, 39).



1.3 The COVID-19 pandemic and developmental delays, disorders, and disabilities

The COVID-19 pandemic and disruptions to essential services posed significant challenges for individuals with DDDs. A recent scoping review by Taggart et al. sought to establish key learning points emerging from the literature regarding the experiences of persons with DDDs during the pandemic (40). This review revealed that policy responses in several high-income countries, despite prior ratification of the UNCRPD, fell short in safeguarding the human rights of individuals with DDDs. Issues included limited availability to personal protection materials, lack of plain-language information, essential service closures, and, disturbingly, compulsory covert “do not resuscitate” orders, among others (40). Findings from this scoping review stress the need for better inclusion of this population in emergency planning and responses for future pandemics and disasters.

Moreover, the impacts of public health measures adopted to mitigate the spread of the COVID-19 virus contributed to mental health challenges for children with DDDs, resulting from a lack of access to social networks and activities, restricted access to health supports, and tensions within family units (41–43). The pandemic was also challenging for caregivers of youth with DDDs in that they experienced higher stress levels and mental health complications than parents of neurotypical youth (44, 45) and of youth with intellectual disabilities or a visual or hearing impairment (46). Higher caregiver stress levels may have further exacerbated negative impacts of the pandemic on children with DDDs as they may have needed to rely on their caregivers more heavily. Other negative impacts of the pandemic on the wellbeing of children with DDDs as reported by their caregivers were reduced exercise and poorer sleep and diet quality (47).

Reported pandemic-related stressors in caregivers included changes in their children's routines, worrying about contracting the COVID-19 virus, and transitioning to online learning (48). One study found that over half of parents of youth perceived an increase in stress during the pandemic, notably related to the closure of child facilities and social distancing, with a subgroup of these parents reporting heightened depressive symptoms and anxiety (49). Parent stress is an important factor to consider in the context of the pandemic, as it has been found to impact the emotional regulation and lability/negativity of their children, with parent-perceived self-efficacy acting as a mediator (50). Moreover, early evidence from the pandemic indicates that many parents who experienced negative mental health consequences related to the pandemic did not access any online or phone psychiatric support (51). The wellbeing of these children may also be affected, as low parent self-efficacy has been linked to increased internalizing problems and negative emotionality in children when compared with caregivers with high parent self-efficacy (52).



1.4 The WHO Global Report Survey on Developmental Delays, Disorders, and Disabilities

Assessing the impact of the COVID-19 pandemic on youth with DDDs and their caregivers by considering their experiences helps to identify priority areas for service improvement. The Global Report Survey on Developmental Delays, Disorders, and Disabilities, henceforth the Global Report Survey, exists as an ongoing initiative led by the WHO, UNICEF, and Autism Speaks to describe experiences of caregivers of youth with DDDs worldwide (53). This project seeks to increase awareness, compile novel data, provide guidance to strengthen health systems, and to engage international partners. The development of the Global Report Survey began before the COVID-19 pandemic. Due to additional challenges faced by families of youth with DDDs during the initial months of the pandemic, objectives for the Global Report Survey were adjusted to reflect potential impacts. The aims of the Global Report Survey in Canada were thus adapted to “assess the impact of the pandemic on the health and wellbeing of caregivers and their children” and to “understand the patterns of help seeking access to services and supports prior to and during the pandemic” (53).

Canadian federal and provincial governments implemented public service strategies to address challenges faced by disabled youth and their families during the pandemic (8). However, evidence from the Canadian iteration of the Global Report Survey suggests that many caregivers of youth with DDDs reported difficulties with accessing information regarding services available during the pandemic and an overall worsening of children's symptoms related to their disability (53). Further findings from the Global Report Survey indicate that some youth with disabilities and their families may have faced more layers of vulnerability than others. A recent study using this data found that various sociodemographic characteristics of families of youth with DDDs affected their receipt of physical and mental health services during the pandemic (54). Caregiver-related factors that decreased the likelihood of receiving services were being a single parent, having low educational attainment, working less than full time, and having a yearly income lower than CAD$40,000. Child- and youth-related factors that decreased the likelihood of receiving services were male gender and older age (54).

Other findings from the Global Report Survey in Canada support the notion that, while many youths with DDDs experienced negative impacts because of the pandemic, a considerable minority displayed resilience. Resilience is defined as experiencing better-than-expected outcomes in the face of adversity (55). For individuals with some diagnoses, such as autism spectrum disorder, some risk factors for hindered resilience can be considered modifiable to improve resilience outcomes, namely enhanced parenting self-efficacy, outside of the context of a disastrous event (56). A latent class analysis of the Canadian Global Report Survey data found that parenting self-efficacy and support in accessing schooling were potentially modifiable factors related to resilience in children with a DDDs during the pandemic (57). This same analysis highlighted the need for tailored supports responding to different diagnoses through interventions fostering caregiver empowerment along with maintained access to schooling, health, and social services (57). Evidence suggests that some parents of youth with a DDD in other countries found establishing coping strategies useful in managing the impact of the pandemic (58). Strategies included structuring their days, using visual supports or new technologies for learning and leisure, and online contact with relatives and psychological supports (58).

While the COVID-19 pandemic presented negative impacts on Canadian families of youth with DDDs and exacerbated existing inequities, there remains a dearth of information regarding whether their needs aligned with public supports created during the same period, and particularly in relation to the UNCRPD. Considering factors that promote resilience in Canadian youths and their families is essential in improving their outcomes as we develop tailored supports for the transition out of the pandemic. This study aims to:


	1.Describe barriers and facilitators related to coping identified by caregiver of youth with DDDs in Canada during the pandemic.

	2.Contextualize the experiences of youth with DDDs and their caregivers in relation to Canadian COVID-19 policies for persons with disabilities to identify alignment and gaps.



A secondary objective is to inform public policy and services on the areas of need in recovering from the pandemic. Understanding families’ experiences during the pandemic can inform better integration of their needs and UNCRPD considerations into public policies and programs.




2 Materials and methods


2.1 Study design and participants

The data source for this study is qualitative data (open-ended responses) from the Canadian iteration of the WHO Global Report Survey on Developmental Delays, Disorders, and Disabilities. Questions for the Global Report Survey were developed based on COVID-19 UNICEF and WHO policy guidance recommendations for persons with disabilities, and the United Nations Washington Group Disability Statistics indicators (54, 59, 60). In Canada, question topics for the Global Report Survey included a set of questions related to the COVID-19 pandemic experiences and subsequent access to care supports, mental health impact, and coping (a total of 49 Likert-scale, multiple choice, and open-ended questions). The survey was distributed online through social media platforms along with mailing lists of partner organizations and individual collaborators, including parents and researchers within the team's network. This resulted in a non-random, convenience sample of caregivers of youth with DDDs. A cross-sectional design was used, and the survey was available in English and French. Data were collected from June 11 to July 21, 2020. Participants of the survey were identified as primary caregivers to a child, youth, or adult with a DDD. Each participant was offered CAD$15 for their participation in the survey, and written informed consent was obtained.



2.2 Survey questions

We analyzed qualitative data from the Global Report Survey for the following two open-ended questions. Participants were asked: “Write down anything that has made it harder to keep safe and cope during the pandemic. Think about yourself and everyone in your home when answering.”, and “Write down anything that has made it easier to keep safe and cope during the pandemic. Think about yourself and everyone in your home when answering.” The survey provided participants with a text box without a character limit to respond.



2.3 Ethics approval

This study was approved by the Research Ethics Office (Institutional Review Board) of the Faculty of Medicine and Health Sciences at McGill University (study ID: A10-M75-12B).



2.4 Data validation

A two-stage screening process was used for data validation. Once the survey closed, the dataset (n = 2,133) was verified for invalid cases. In the first stage, the research team identified potentially erroneous and invalid responses by checking for: (a) duplicate IP addresses, (b) incorrect responses in free-text fields (e.g., participant's name), (c) duplicate responses to open-ended questions, (d) completing the survey in less than ten minutes, (e) impossible time gap between the ages of caregiver and the respondent, and (f) cases where the same multiple-choice response was selected repeatedly. Data were cleaned and responses from 883 caregivers of children and youth with disabilities were deemed valid. Responses from participants for this project were retained if they responded to both open-ended questions selected.



2.5 Data analysis

Qualitative data from open-ended question responses underwent thematic analysis using inductive coding (61, 62). English and French responses were reviewed and coded by the bilingual lead author (AK), trained by a supervisor and senior trainee (KS, SY). Codes were defined as labels assigned to text from the open-ended responses of caregivers.

We used NVivo software (version 1.7.1) to store and organize qualitative data and codes. Open-ended question responses were uploaded to NVivo software with their numerical participant identifier to record and link the respondent's province of residence and other sociodemographic information.

The dataset underwent two rounds of coding to account for coding errors. A codebook was created containing codes emerging from the dataset and start and end dates for coding were recorded. Definitions for each code were drafted and included. The codes were then reviewed and grouped into overarching codes, based on common themes. For example, the codes “mental health complications in the youth with a disability” and “mental health complications in the caregiver” were grouped into the “mental health” overarching code. Overarching codes were identical for both barriers and facilitators. The codes’ definitions were consulted when collapsing and expanding codes in subsequent analysis phases. The lead author (AK) met regularly with the supervisors (ME, KS) and a senior trainee (SY) to review codes, discuss analysis, and make decisions in group about collapsing, expanding, and new directions. Any changes made to the codebook (e.g., merging of two similar codes, removing duplicate codes, etc.) were dated and initialed on a record sheet.



2.6 Researcher positionality

Researcher positionality refers to an individual's world view and the position they adopt about a research task and its social and political context (63, 64). Qualitative researchers often disclose their social location with respect to their areas of focus, with some suggesting that a scientist's proximal positionality to their area of focus often strengthens their analysis (64).

In undertaking research focused on factors related to coping among caregivers of youth with DDDs during the pandemic, it is essential to acknowledge and articulate the lead author and analyst's (AK) positionality. The lead author is a primary caregiver to an autistic young adult who possesses complex needs and requires ongoing support. Their roles as a caregiver and a researcher bring distinctive perspective to this study, influencing the way they approached, interpreted, and contextualized participants’ experiences.

The lead author possesses an in-depth understanding of challenges faced by caregivers of youth with DDDs, both within and beyond the context of the COVID-19 pandemic. This perspective enabled a heightened sense of empathy and comprehension evident in the interpretation and analysis of participant responses. It is nonetheless necessary to acknowledge the potential for subjective emphasis on certain aspects of participants’ experiences and inadvertent oversight of others. To address this position, a reflexive approach was maintained throughout the research process, involving ongoing self-examination of assumptions and pursuit of alternative viewpoints in collaboration with other members of the research team (KS, SY, ME).




3 Results

A total of five hundred and seventy-six (N = 576) caregivers from 10/13 Canadian provinces and territories provided responses to open-ended survey questions (see Table 1). Respondents resided in diverse geographic locations including urban, suburban, and rural settings, with both low- and high-income households represented. The children and youth of participants had at least one DDD, but were reported to have multiple diagnoses, with a diverse range of diagnoses represented, including autism spectrum disorder, intellectual disabilities, anxiety disorders, vision and hearing impairments or issues, troubles with mobility, sleeping disorders, eating disorders, chronic breathing problems, and epilepsy, among others.


TABLE 1 Survey respondents by province/territory of residence.

[image: Table 1]


3.1 Participant characteristics

Table 1 describes the Canadian province or territory of residence as indicated by the respondent. Most participants indicated their province of residence as Ontario, Quebec, or British Columbia. Table 2 describes sociodemographic characteristics for the sample, and Table 3 provides conditions that the child or youth with a DDD has been diagnosed with.


TABLE 2 Sociodemographic characteristics of the respondents.

[image: Table 2]


TABLE 3 Conditions the child or youth has been diagnosed with.

[image: Table 3]



3.2 Thematic analysis

Codes were assigned to open-ended question responses from caregivers of the survey. These codes were then grouped into 12 overarching codes based on their themes. Table 4 contains a list of the preliminary overarching codes emerging from the dataset.


TABLE 4 Overarching code definitions.

[image: Table 4]


3.2.1 Caregiver-identified barriers to coping with the pandemic

Caregivers described what made coping difficult during the pandemic. Barriers to coping at the individual level are described below and included: (a) mental health complications experienced by the caregiver, their child or youth with a DDD, and other members of the family; (b) caregiver fatigue; (c) maintenance of physical health and sanitary measures; (d) limited access to health and social services; (e) disruption of education services; (f) caregiver employment challenges and situations.


3.2.1.1 Mental health complications

Mental health complications for the youth with a DDD were identified as a perceived increase in anxiety and depression since the beginning of the pandemic, dysregulation, and distressed behaviours related to the youth's disability (e.g., increase in frequency of meltdowns, acts of aggression and violence against themselves or others within the home, refusing food and/or sleep). A caregiver from Ontario reported: “It has been hard to cope because my children thrive on routine and I’m not able to provide it for them. Because of this, they have regressed in every possible way. [They engage in] self-injury […] and [are] violent [toward us]. [They are] no longer sleeping at night and [refuse] food […]. My husband is working full-time [until] midnight, so I don't get a break from the children, and we are all just emotionally drained and exhausted.” (ID: 60) Another caregiver from Quebec explained: “The most difficult thing was the drastic change in my son's routine. Routine changes are very difficult for him and going from regular trips to school [and] respite to sitting at home all day was extremely difficult for him. He had a lot of aggression and anxiety because he didn't understand what was happening.” (ID: 394)

In contrast, mental health complications mentioned in caregivers were perceived increases in anxiety and stress, lack of sleep, feelings of depression, hopelessness, and loneliness, and heightened familial and/or marital conflict. A respondent from Alberta described: “No time for myself: playmate, parent, [work] and homeschooling. Not a minute to do anything for me. Arguing with my husband. No control for the present or future causes incredible anxiety. My child with autism needs to move and be out and about. He's going crazy, anxiety is up. We have no choice but to stay home. It's so hard. Worried about the impact on my daughter as well. Worry. Worry. Worry. All. The. Time.” (ID: 88) Another caregiver from Ontario expressed: “I was at a loss what to do with my life.” (ID: 48) Some caregivers also articulated a perceived increase in the frequency of events of domestic abuse. A sibling caregiver from Quebec stated: “[…] Since the beginning of [the pandemic], I experienced violence in my home and had to live with constant fighting throughout the entire pandemic, since there was no way to avoid the person in question without being able to go to work or school.” (Translated from French; ID: 249)



3.2.1.2 Caregiver fatigue

Survey respondents also expanded upon caregiver fatigue as a stressor, with one caregiver from Alberta stating: “I found it difficult to get a break. Ideally, I wanted them out of my home while I tidy. This was not possible. My [expletive] husband was still doing his masters and was reluctant to take them out. All childcare and education [were] dumped on me. I am a healthcare worker and [have] to find my own time to learn more about the virus. […] I suffer. Like most women. Right?” (ID: 97) Another individual-level barrier was having more than one child with a disability. Caregivers spoke to the difficulty of listing and then prioritizing their family members’ and their own competing needs. A caregiver from Alberta expressed: “One child finds video conferencing too stimulating and [cannot] participate without being dysregulated for the remainder of the day. The other child is severely dyslexic and needs help to do even basic homework which isn't possible to give while trying to work from home.” (ID: 78) Several caregivers also reported a lack of or completely restricted access to psychological services as a barrier to coping related to mental health for the whole family.



3.2.1.3 Maintenance of physical health and sanitary measures

Another obstacle faced by these families revolved around the management of physical health and hygiene during quarantine. Participants confirmed the restricted access or complete unavailability of family and specialist physicians, physical, speech, and occupational therapy services, and prescription medication. A caregiver from Ontario explained: “The limit on prescriptions has made it challenging to venture out monthly as a single parent with a child in a wheelchair [who is] immune compromised. Hard to keep safe when some hospital appointments weren't rescheduled, and we still needed to make it to them.” (ID: 137) Similarly, another caregiver from Quebec stated: “My daughter had intense tooth pain during quarantine and finding a dentist during quarantine [was difficult], (even more so for a 25-year-old with a severe intellectual disability) and normally it's hard.” (Translated from French; ID: 338) Moreover, several participants reported difficulties with following public health measures in place to reduce the spread of the virus, such as social distancing, mask wearing, and frequent handwashing. A caregiver from Alberta reported: “My daughter has very limited [spatial] awareness so this hampers her physical distancing, and it also makes strangers upset because they do not understand. She has sensory issues and cannot wear a mask.” (ID: 89)



3.2.1.4 Limited access to health and social services

Caregivers described the limited or no access to public and private social and health service-related supports for themselves or their child with a disability as a barrier to coping with the pandemic. This included hindered access to autonomous and semi-autonomous living centres, in-home and out-of-home respite care services, and rehabilitation services, among others. The moratorium of such services was reported as resulting from lockdowns related to virus outbreaks and understaffing. One participant from Alberta spoke to this loss of services: “Lack of support. Zero respite. Zero. That's how it is for every parent of a disabled child. For those who are single parents, their emotional [and] mental health [are] deteriorating. There is zero help. Zero.” (ID: 99) Some caregivers also expressed that some health- and social-related services that had transitioned to online platforms, such as Zoom and Skype, were rendered ineffective, as maintaining the sustained attention of their youth for the duration of the online session was unfeasible.

Caregivers highlighted the moratorium of in-home services as a significant barrier to coping, such as aid from Personal Support Workers (PSWs). One caregiver from Ontario stated: “Access to nursing and PSW supports is limited as staff also work out in the community. [Ontario Local Health Integration Networks] staff that work for families via self-directed funding were not offered the 4$ top-up for front line workers until [two] days ago. This meant many nurses and PSWs choose to work out in the community instead of [committing] to working with one family.” (ID: 433) Another reported issue for access was the inability for caregivers to see their special needs child or young adult that was staying in a public residence due to lockdowns. A caregiver from Quebec stated: “My daughter lives in [publicly funded] intermediate resource [housing] and I was not allowed to visit her. This caused me great distress and my daughter had to increase her prescription medication.” (Translated from French; ID: 275)

Finally, several caregivers reported feeling a lack of access to administrative staff of their health and social service providers, along with a lack of care coordination for their youth with a DDD. A caregiver from Quebec reported: “We were alone in taking care of our autistic child along with our four-year-old daughter, all while working from home. We asked for help from our CLSC [Centre local de services communautaires] and we are still waiting for a response. While looking for help, we are bounced around from one person to another, and this becomes extremely exhausting.” (Translated from French; ID: 277)



3.2.1.5 Disruption of education services

Caregivers also spoke to difficulties related to their child or youth's education and schooling, namely the loss of access to teachers and academic staff and navigating the transition to online schooling. Several participants noted a limited ability to keep up with learning materials and contend with other caregiving, work, and academic responsibilities. One caregiver reported: “My child is in shared custody with [their] father. Taking care of a child by myself with non-verbal autism while working on a major project for work in a university setting was very stressful. I could not provide educational support and enough physical activity. Just handling basic needs was overwhelming. […]” (ID: 247) Another caregiver from Alberta expressed “[Not having] school has impacted us. Change in routine to online school has been very hard. [Implementing] a new schedule has been next to impossible. [To] support my autistic child, I would need help or more hours in a day to be prepared for the next [day's] activities, assignments, and schedule. […] Missing friends, teachers, family, and routines. New rules to learn. Some [too] hard to understand with a receptive language delay. […]” (ID: 138) Other barriers to coping that were related to schooling included challenges with sustained attention for their youth and online classes, reported cuts to the schools’ budgets, and a lack of material resources needed for online learning, such as a stable internet connection and computers.

Several caregivers also reported the halted educational development and progress of their youth with a disability as a barrier to coping. One such caregiver reported: “We had the most amazing and supportive teacher this year and our child was finally making progress on his social skills. He was on the precipice of positive change. And all of that has been wiped out. Next fall, if school returns, he will be a shell […] of himself, afraid to be close to people. Also, his time with this amazing teacher is finished and we have to learn and connect with yet another one.” (ID: 246) Another caregiver from Ontario explained: “The sudden disconnect from school supports was tough. It took a while to get the teachers able to connect directly with students. Online learning worked for our [neurotypical] child, but not for our child with additional needs. He needs 1:1 support to access the curriculum. With both of us, [his parents], working full time from home, there was no one extra to support the work that was sent home.” (ID: 434)



3.2.1.6 Caregiver employment challenges and situations

Another barrier to coping with the pandemic included job loss, a reduction in working hours, unemployment, and an overall worsening of the family's finances. Some reported struggling to pay for food and living essentials, along with housing and other living costs. A caregiver from Quebec reported: “I have worked in a specialized school for 22 years. I won't be able to return to work because I do not have the financial means to pay someone to [watch my 27-year-old daughter] for 38 h per week. [This means we are living with] financial insecurity, job loss without access to [Canada's Emergency Response Benefit] CERB, a significant decrease in revenue for the household, and enormous stress.” (Translated from French; ID: 330) Another caregiver from Quebec described “[…] my employer decided to no longer provide the option of working from home and forced me to take a leave without pay because he did not consider my child's condition. […]” (ID: 319) (Translated from French) Moreover, several caregivers reported being an essential worker during the pandemic as a barrier to coping, with some displaying concern about bringing the virus into their homes and a lack of protective materials against the virus provided by public employers.

External barriers that related to their ability to cope are described below and included: (a) limited access to play and physical activity; (b) limited social interactions, and (c) lack of accessible information and supports.



3.2.1.7 Limited access to play and physical activity

External barriers to coping with the pandemic included insufficient outdoor and indoor spaces for play and leisure for the youth and their caregiver. A caregiver from Ontario stated: “We have a backyard for our daughter to play, however not having access to playgrounds has been very hard as she is a very active child who needs to burn off energy to be happy.” (ID: 399) Moreover, several caregivers reported small living spaces as a barrier to coping with the pandemic, with a participant from Quebec describing: “It is extremely difficult for six people to be in a 5 and a half [apartment] constantly.” (Translated from French; ID: 249)



3.2.1.8 Decreased social interactions

Other barriers that were specifically related to the COVID-19 pandemic included a significant decrease in social interactions with people living outside the home due to mandatory lockdowns and a general fear of contracting the virus. This fear of contracting COVID-19 was sometimes reported to be exacerbated when either the child or the caregiver was immunocompromised or an essential worker (e.g., physicians, nurses, teachers, etc.). One such caregiver from Quebec described: “I needed to leave the home for work, and despite the measures we took [to avoid virus contraction], we received a false alarm. This worried me terribly because I do not want my daughter to contract the virus. I couldn't imagine her being alone in the hospital.” (Translated from French; ID: 316) Other external stressors reported by participants included a dearth of essential and protective materials (e.g., masks, surgical gloves, disinfectants) and cleaning supplies. This stressor became particularly challenging when reported by families living in rural areas. One caregiver from Ontario stated: “Living in a rural environment means driving everywhere. It was often tricky to get to places before [they] closed. It was tricky to get to places before they sold out of some cleaning supplies.” (ID: 29)



3.2.1.9 Lack of accessible information and supports

Moreover, several participants reported feeling abandoned by their governments. One such caregiver from Ontario stated “[…] We were again forgotten by our [government] so we struggled with adding expenses and reduced [working hours] for my partner.” (ID: 115) Several caregivers also reported that managing information from various sources was a barrier to coping with the pandemic. Specifically, some participants reported receiving inconsistent or too much information regarding the state of the spread of the virus and how to mitigate its spread. A caregiver from Quebec reported: “Trying to act and live like everything is normal but obviously it's not [made it harder to cope]. Also, the day-to-day changes in information we have received from the [government] and school has made it difficult to keep up with what is going on.” (ID: 52)

Finally, several caregivers also reported a lack of information specific to the needs and risks of COVID-19 infection of children and youth with disabilities as a barrier to coping. One such caregiver from Quebec stated: “There is a lack of communication between [my son's] healthcare team to know whether our son had specific risks with this novel virus.” (Translated from French; ID: 273) Some caregivers also reported feeling alienated by their governments, citing a lack of communication of their needs. One such caregiver from Manitoba stated: “Families like ours were absolutely ABSENT from any conversation from politicians. We had no security for our daughter if me or my husband would be symptomatic. This felt like life or death.” (ID: 401) A participant from Alberta also described: “The media saying only the vulnerable are at risk making it sound like our kids do not matter in this.” (ID: 130)




3.2.2 Caregiver-identified facilitators to coping with the pandemic

Several caregivers reported that nothing made coping and keeping safe during the pandemic easier. For instance, a caregiver from Alberta reported that “Nothing [has helped]. It has been horrible.” (ID: 69) Other caregivers reported some facilitators, but reiterated barriers to coping. One such participant from Manitoba stated: “Staying home, online ordering, and closures made it easier to stay safe, even [though] at the same time those same things made it harder to cope.” (ID: 390)

Individual-level facilitators related to coping during the pandemic were identified by caregivers as: (a) leisure; (b) calmer daily routines; (c) access to health and education services; (d) support from extended family and community; (e) maintenance of basic organization structures; (f) financial supports, (g) access to protective measures.


3.2.2.1 Leisure

Leisure time, including media entertainment (e.g., watching movies and television shows and scrolling through social media platforms) and engaging in hobbies were facilitators in coping with the pandemic. Engaging in hobbies such as baking, home decorating, painting, meditation, and gardening were perceived as positive, as well as increased opportunities for time spent together. A caregiver from Manitoba stated: “Our family is great comfort for each other. We've relished our time home together. More family time, more outside time and more healthy practices.” (ID: 486) Another example of uplifting family interactions was videoconferencing with extended family (e.g., grandparents, aunts, and uncles, etc.) through platforms like Zoom and FaceTime. This was described as a facilitator to coping in both the youth with a DDD and the caregiver.

Facilitators linked to physical wellbeing included engaging in exercise for both the caregiver and the youth with a DDD, when possible, adopting a healthy diet, and staying adequately hydrated throughout the day. A caregiver from Quebec shared: “Finding thirty minutes to exercise on my elliptical, going for a walk by myself! Eating well.” (ID: 88) Another caregiver from Alberta expressed: “We are lucky to have a backyard and a nature/green space at the end of our street that no one else seemed to visit which allowed the kids to easily get out of the house and get some fresh air and exercise.” (ID: 133) Caregivers also highlighted the importance of sustained access to outdoor spaces for leisure and sports as a means of coping with the pandemic, with some noting that living in a rural area facilitated this. One participant from Manitoba mentioned: “living in a rural location where we could still play outside without interacting with other people.” (ID: 421)



3.2.2.2 Calmer daily routines

Several caregivers also described perceived decreases in anxiety related to changes in their youth with a DDD. One such caregiver from Alberta described: “Limited transitions means fewer transition tantrums.” (ID: 89) Another caregiver from British Columbia expressed: “There is less interaction with society. Less driving in traffic, less being in crowded places. This makes it easier and less mentally draining. My children are not completely drained after the end of the school day and having meltdowns.” (ID: 139) Caregivers also spoke to the ability of their child to understand the pandemic as being a factor that facilitated their own ability to cope, with several caregivers citing child skill improvement in lockdown. Several caregivers also spoke to allowing their child to develop their own coping skills, with a participant from Ontario reporting that “[…] Letting my son dictate how much and what he does. Letting him have more screen time if that keeps him more […] balanced emotionally.” (ID: 412)

Another facilitator impacting family coping consisted of a perceived “slowing down” of life. This perceived slowdown was described as no longer needing to commute to and from work or school while ensuring all family members were prepared for the day, with some participants even reporting being retired or on maternity leave as a facilitator to coping. A caregiver from Quebec stated: “Less stress due to no longer needing to wake up early and rush to get ready for school, more sleep, had time to play outside and walk each day. I was receiving an income so no financial stress, I could help my children with their academic tasks and see where they were at, family game time, having internet, we could stay in touch with parents and friends.” (Translated from French; ID: 353) Several caregivers also reported the implementation of a new routine as a facilitator to coping. In addition, some participants cited finding ways to connect to routines implemented prior to the start of the pandemic and its subsequent quarantines. One such caregiver from Quebec described: “Taking [my son] for daily drives to see his favourite places helped a lot.” (ID: 91) Some caregivers also reported setting up a contingency plan for quarantining and caregiving among members of the home should they contract the COVID-19 virus as a facilitator to coping.



3.2.2.3 Access to health and education services

Caregivers reported maintained access to healthcare providers, whether through virtual means such as videoconferencing and telephone calls or in-person appointments, as a facilitator to coping with the pandemic. A caregiver from Ontario described: “Virtual medical appointments made it easy to keep up with our health. Travel and doctor visits are stressful for my child, being able to do these from home, saved hours of stress on our family.” (ID: 433) Several caregivers cited pre-existing experience and expertise in navigating public health- and education-related systems and supports as a facilitator to coping.

Maintained access to teachers and educational staff was also reported as a facilitator by caregivers, as was a solid understanding of navigating the educational system during the pandemic and an awareness of scholastic resources available. A caregiver from Quebec stated “I have great knowledge of the educational field, which facilitated homeschooling. My children cooperated well and with a family meeting, we implemented a routine that responded to everyone's needs.” (ID: 349) (Translated from French). Another participant from Ontario reported that “It does make it easier when the educators […] provide [my son with] sensory items and resources to try and keep him happy. The school has been essential to me in trying to get my children back on track.” (ID: 60)



3.2.2.4 Support from extended family and community

Receiving caregiving support from other family members, friends, and community organizations was also identified as a facilitator for coping. This manifested in various ways, encompassing caregiving assistance such as respite and in-home care providers, alongside community and online resources, and even general check-ins (e.g., online educational materials, virtual peer and parent support groups, community centers sending care workers for check-ins to families’ homes). One caregiver from Ontario explained that “[they] have wonderful neighbours who allow [their] children to ride their bikes down their trails […], a neighbour who brings [them] food and helps weed the garden. [The] local [Communities That Care Centre] has an excellent parent support group and many caring parents ([and] a couple staff) that help brainstorm ideas.” (ID: 398) Furthermore, several participants highlighted the sense of community and witnessing compassion in others as additional facilitators for coping. A caregiver from Yukon reported, “The grocery stores in town have really gone above and beyond to make sure folks can continue to shop. That's because the owners care […].” (ID: 372)



3.2.2.5 Maintenance of basic organization structures

Some caregivers pointed to the maintenance of the cleanliness and organization of the family home and spaces as a facilitator to coping. Several caregivers also described attributing work- and school-related functions to specific areas of their homes as an organizational facilitator related to coping. For instance, a participant from Alberta stated: “Setting my husband's work area up separately in the basement helped him to stay working.” (ID: 119) Additionally, maintained access to food and grocery delivery services and online shopping for essentials, such as disinfectant products, laundry products, and personal hygiene products, was described as a facilitator to coping during the pandemic. Delivery of such products was also explained as a facilitator to coping, as caregivers felt safer when they did not need to enter stores to purchase essential items where they were at risk of contracting the virus.



3.2.2.6 Financial supports

Caregivers also reported facilitators to coping that were related to household income. Having the option of working from home was a facilitator to coping, in that they were able to supervise their youth with DDDs during school closures, along with maintaining a stable financial income. Several participants also reported that public financial aid helped them to cope. Specifically, the Canada Emergency Response Benefit (CERB) provided financial support to any employed and self-employed Canadian citizens whose employment status was directly affected by the COVID-19 pandemic, with eligible recipients receiving CAD$2,000 for each four-week period they required, between March 2020 to May 2022. A recipient of CERB from Quebec stated: “The Canadian Emergency Response Benefit […] has been a huge relief because with that I don't need to do Uber (my second job), so I have more time to take care of my son.” (ID: 511) Several caregivers reported finding ways to save money as a facilitator to coping.



3.2.2.7 Access to protective measures

Facilitators specifically related to the COVID-19 pandemic involved following public health measures, such as wearing a mask, social distancing, and isolation, when possible, for all members of the family. Several caregivers also reported having access to protective and disinfectant materials as a facilitator to coping and feeling protected from the virus. Moreover, caregivers reported that receiving information and updates on the spread of the virus from governmental representatives and experts, along with Health Canada's recommendations on staying safe, facilitated their coping.





3.3 Caregiver perspectives and alignment with policies

Several of our team members (AK, SY, KS, ME) participated in a collaborative effort to analyze Canadian policies during the initial phases of the COVID-19 pandemic (65). This encompassed an investigation of policies published by provincial and territorial governments from September 2020 to April 2021, marking the pandemic's initial stages. Policies included for analysis pertained to the pandemic specifically, referred to persons with disabilities or their caregivers, and included youth (<24 years). Our approach involved employing text mining techniques in conjunction with thematic analysis to assess policy content while focusing on their alignment with UNCRPD articles and mental health supports. Specifically, our team developed a mental health categorization model specifically addressing mental health objectives (65). We operationalized mental health according to the WHO's definition in relation to the COVID-19 pandemic and assessed policies using this mental health impact model (65).

Employing our mental health impact model, our analysis revealed a relatively restricted scope of policies addressing the psychological implications of the pandemic on youth with DDDs (65). Some policies acknowledged potential mental health risks stemming from disruptions to daily routines and prolonged lockdown-related isolations. The subset of policies highlighting these risks was nonetheless even smaller when it came to addressing unique needs of youth with DDDs and their families. Additionally, none of these policies proposed action plans featuring specific services aimed at mitigating adverse effects or fostering mental wellbeing during or after the pandemic for this group (65).

When considering the analysis of provincial policies published during the pandemic's initial stages (65), evidence from the present study underscores a discernible misalignment between caregiver-identified needs and public supports available during a national emergency. Notably, a limited number of COVID-19 policies were effectively aligned with practical services that addressed caregiver-identified barriers, such as extending assistance for mental health complications and ensuring ongoing service access for youth with DDDs. For instance, schools were considered to be the main community setting for children in the policies included for analysis. A subset of provincial policies related to education for youth with disabilities acknowledged the role that schools perform in providing daily essential services for this group, however concrete implementation mechanisms to address issues related to service losses were scant (65). Difficulties related to financial instability during the pandemic were also a notable barrier. While broad financial supports were made available federally, such as CERB, our analysis captured a very limited number of provincial financial assistance specific to youth with DDDs and their families. Some policies only providing financial resources to families to cover some extra costs for caring for their child with a severe disability (65).

Our results also indicate that facilitators did align with pre-existing policies. Caregivers reported access to play and leisure and outdoor spaces, along with physical activities and sports as facilitators to coping. However, many COVID-19 public health restrictions were deterrents to accessing these facilitators as policies during the pandemic. A growing concern thus revolves around the inadequacy of considering social determinants of health in policymaking for youth with disabilities during and outside the context of emergencies (66), with this issue only amplified by the context of the pandemic.




4 Discussion

The objective of this project was to describe caregiver-identified barriers and facilitators related to their coping during the COVID-19 pandemic. Our aim was to contextualize the experiences of youth with DDDs and their families during this public health emergency while describing their alignment with Canadian public policies targeted at this demographic. The outcomes of our study reveal that this global disastrous event impacted the mental wellbeing and external stressors faced by youth with DDDs and their caregivers.

Our thematic analysis found that caregiver-identified coping factors aligned with existing literature. Caregivers articulated perceptions of negative mental health impacts for both them and their youth with a DDD, consistent with emergent COVID-19 findings pertinent to this demographic (4, 41). Participants further communicated a depletion of services and constrained care coordination between their youth's healthcare providers, also mirroring trends in existing literature (54, 67). Stressors encompassing physical health challenges during the pandemic, including gaps related to telehealth and services accessed through educational systems, have also been previously documented within this group (68–70). Moreover, several coping facilitators may support modifiable factors for resilience, such as parent self-efficacy (56), as reported by caregivers in our sample. This includes receiving support in accessing schooling with online and material resources, maintained telehealth and in-person services and interventions where possible, and public financial supports in the form of tax credits and emergency benefits. Some caregivers also reported improvements in their youth's skills (e.g., self-regulation, motor skills) as a facilitator to coping during the pandemic, which is consistent with pre-existing quantitative data from the same sample (57).

Exploring the alignment between caregiver-identified barriers and facilitators to coping during the COVID-19 pandemic and Canada's social policy landscape reveals a significant gap in the way policies respond to the most pressing needs of families of children with disabilities. The WHO Global Report on Developmental Disabilities and Delays initiative, aimed at documenting the experiences of youth with DDDs and their families throughout a global disastrous event, provides an overview of how families across the globe experienced this worldwide public health phenomena. Our work holds distinctive value as it stands as the inaugural endeavor to delve into the Global Report Survey's substantial qualitative dataset, thereby enhancing the depth of insights derived from this valuable resource, namely with respect to policy analyses developed by the same team. It thus expands the thinking of intersections of health and policy, with the understanding of how policies reflect human rights frameworks and protect equity-deserving groups.

Social determinants of health can be described as non-medical factors that have been found to exert influence on health outcomes, encompassing facets such as income, education, unemployment and job security, housing, and food insecurity, social inclusion and discrimination, among others (71). Disability is considered one social determinant of health (72, 73), and intersects with many others, justifying further the use of normative frameworks as the UNCRPD to guide policy and program development for this population. This framework considers many aspects that are crucial for wellbeing, including health services, rehabilitation, and community living (74, 75). Within Canada's federalist context, many public services that underpin social determinants of health are offered through educational systems and schools (76–78). These systems faced notable disruptions and service moratoriums during the pandemic, speaking to the vulnerability of maintaining a high reliance on these settings to deliver essential services.

There is also increasing concern in the disability advocacy community about individuals with DDDs and their families and caregivers being insufficiently considered and included by decisionmakers when designing policies and supports for them (66). Our findings indicated that many families of youth with DDDs felt alienated by their governments and public discussions around the needs of persons with disabilities during the pandemic. Improved consultation of persons with disabilities and youths with DDDs and an overall shift toward a policy co-design approach to policymaking for these groups could support the creation of better measures and a lesser sense of neglect in policy and program development (79). Children, youth, and their caregivers and families, along with community organizations and professionals, should be engaged in policy co-design at all stages of policy development, including conceptualization, drafting, and implementation, facilitating policy co-design that can better reflect this population's priorities.

Findings from the current study may be timely, given the recent passing of national strategy legislation for autism spectrum disorder (ASD), the most prevalent neurodevelopmental disability, by the Canadian Parliament. The Bill S-203, An Act respecting a federal framework on autism spectrum disorder, received royal assent in Canadian Parliament in March 2023. The Act mandates the drafting of a national framework for autism policy by the federal Ministry of Health. This framework must identify measures to enhance equitable access to screening and diagnosis, financial support for autistic persons and their families, a national research network to promote research and improve data collection, national public knowledge campaigns, accessible and culturally relevant resources on evidence-based information to support autistic persons and their caregivers, and mechanisms to ensure accountability in the use of federal funds (80).

The passing of Bill S-203 and its resulting drafting of a national framework represent a unique and unprecedented opportunity in Canada to integrate evidence-based findings and a rights-based approach into autism policy. The needs of children and youth with DDDs and their families must be considered in emergency planning, as our results reinforce the notion that families experienced marginalization from service acquisition and access during the pandemic. Development of financial benefits and supports, such as potential tax benefits and/or direct financial supports should be considered, such as updating the Canada Disability Tax Credit (81). Considerations include enhancing coordinated care between health, social, and education service providers. Information related to the COVID-19 virus and services and recommendations available must be accessible in language and have plain-language formats.

Finally, our results reinforce the notion that the COVID-19 pandemic exacerbated pre-existing inequities for youths with disabilities and their families. Several caregivers described an alienation from public systems and service infrastructure that was only amplified by this global disaster. When drafting policy for youth with DDDs, it is essential to enshrine human-rights language, as outlined by the UNCRPD, to optimize social determinants of health through public systems and service provision infrastructure and to pave the way for future policy frameworks that align with protecting human rights.


4.1 Limitations and future directions

A potential limitation of this study was recruiting from a non-random convenience sample. While a strength of the study is the considerably large sample size of caregivers for the Global Report Survey who responded to open-ended questions, our sample may not have been representative of the population of children and youth with disabilities in Canada, particularly those who did not have access to the internet or were not connected to social media or community organizations through which the Survey was distributed. Many convenience samples comprise participants that are in proximity or are highly accessible to the research team. In the case of the current study, participants were recruited through our research network's social media networks and mailing lists of partners.

Another potential limitation of this study is that the Global Report Survey consisted of a cross-sectional design. These types of study designs offer insight into only one point in time, with a limited ability in describing changes in coping factors over longer periods. The survey was open during the initial weeks of the first summer of the COVID-19 pandemic, offering a snapshot of perspectives of coping during an uncertain period for Canadian families. The school year had just ended, with many children and youth with a DDD not having been in classrooms to receive services they may have been relying upon for over three months. Research about the virus and the way it spread was still scant, with plans for vaccine trials unclear and without a timeline. Travelling was also strongly discouraged by governmental officials, with mandatory two-week quarantines in place for all international travellers (82). In some provinces, some restrictions related to public gatherings (e.g., the reopening of malls), had relaxed, and non-essential travel had reopened (83–85). Moreover, even though there was no specific character limit, responses provided in a written survey format might have been constrained in presenting a comprehensive account of caregivers’ experiences and contexts, as could have been obtained through other qualitative research methods, such as individual interviews.

An examination of how Canadian provinces responded to the COVID-19 pandemic's public health policies revealed inconsistencies. Most public health actions exhibited significant variations in their timing of implementation across different provinces and territories (86). At this juncture in the pandemic, it is conceivable that due to the absence of a definite conclusion to the pandemic and its subsequent protective public health measures, caregivers may have experienced a profound sense of hopelessness, potentially influencing our findings. Consequently, there exists a need for further research to investigate coping mechanisms and mental wellbeing among this population during the later phases of the pandemic and its aftermath.

Moreover, several policies that were included in our discussion on alignment between policy and coping factors were published following the closure of the Global Report Survey. It is thus possible that the publishing and implementation of these policies could have affected alignment between caregiver-identified needs during the pandemic and public supports available. The reinstation or addition and implementation of novel public supports during the later stages of the pandemic could have assisted parents who felt inadequately supported by their public services, potentially affecting their responses to our open-ended questions.

Further research should also account for potential differences in responses following postal codes. Barriers and facilitators may have differed for families from rural, suburban, and urban areas, and notably when comparing areas with high vs. low socioeconomic status. Better understanding of variations in such responses can help to tailor supports for these families based on regional supports and public infrastructure available.




5 Conclusion

Prioritizing the needs of families of youths with DDDs during a public health emergency can significantly impact their experiences with schooling and mental health. Findings from our study highlighted the need for increasing financial benefits and emergency physical and mental health supports for families of youth with a disability. Maintained offering of telehealth services and creating inclusive public spaces for play are also priority areas for decisionmakers as we emerge from the COVID-19 pandemic. Future legislation around disabilities must enshrine human-rights language, as posited by the UNCRPD, and approaches to promote social determinants of health. Policymakers must develop concrete action plans tailored to a post-COVID Canada for these youths and their caregivers, while enhancing strategies for future emergency planning.



Data availability statement

The datasets for this article are not publicly available due to concerns regarding participant/patient anonymity. Requests to access the datasets should be directed to the corresponding author, KS, keiko.thomas@mcgill.ca.



Ethics statement

The studies involving humans were approved by Research Ethics Office (Institutional Review Board) of the Faculty of Medicine and Health Sciences at McGill University. The studies were conducted in accordance with the local legislation and institutional requirements. The participants provided their written informed consent to participate in this study.



Author contributions

AK: Conceptualization, Formal Analysis, Investigation, Methodology, Project administration, Resources, Validation, Visualization, Writing – original draft, Writing – review & editing. ME: Conceptualization, Data curation, Formal Analysis, Funding acquisition, Investigation, Methodology, Project administration, Resources, Supervision, Visualization, Writing – review & editing, Writing – original draft. AY: Writing – review & editing, Data curation, Investigation. SY: Formal Analysis, Supervision, Writing – review & editing. JS: Writing – review & editing. NW: Writing – review & editing, Data curation, Software, Validation. MS: Data curation, Writing – review & editing. AS: Writing – review & editing, Resources. KS: Conceptualization, Formal Analysis, Investigation, Methodology, Project administration, Resources, Supervision, Visualization, Writing – review & editing.



Funding

The author(s) declare that financial support was received for the research, authorship, and/or publication of this article.

The current work was supported by the Azrieli Centre for Autism Research, Public Health Agency of Canada (PHAC), Fonds de recherche du Québec – Santé (FRQS), and Canadian Institutes for Health Research (CIHR). The funders had no role in study design, data collection and analysis, decision to publish, or preparation of the manuscript.



Acknowledgments

We express our sincere gratitude to the caregivers who generously participated in this research, contributing their valuable time, insights, and experiences. We also extend our heartfelt appreciation for the collaboration of our community and parent partners, who helped to disseminate our survey. Finally, this study would not have been possible without the generous support from our funders.



Conflict of interest

The authors declare that the research was conducted in the absence of any commercial or financial relationships that could be construed as a potential conflict of interest.



Publisher's note

All claims expressed in this article are solely those of the authors and do not necessarily represent those of their affiliated organizations, or those of the publisher, the editors and the reviewers. Any product that may be evaluated in this article, or claim that may be made by its manufacturer, is not guaranteed or endorsed by the publisher.



References

1. Cucinotta D, Vanelli M. WHO declares COVID-19 a pandemic. Acta Biomed. (2020) 91(1):157–60.32191675

2. Onyeaka H, Anumudu CK, Al-Sharify ZT, Egele-Godswill E, Mbaegbu P. COVID-19 pandemic: a review of the global lockdown and its far-reaching effects. Sci Prog. (2021) 104(2):00368504211019854. doi: 10.1177/00368504211019854

3. Zhang S, Hao Y, Feng Y, Lee NY. COVID-19 pandemic impacts on children with developmental disabilities: service disruption, transition to telehealth, and child wellbeing. Int J Environ Res Public Health. (2022) 19(6):3259. doi: 10.3390/ijerph19063259

4. Bentenuto A, Mazzoni N, Giannotti M, Venuti P, de Falco S. Psychological impact of COVID-19 pandemic in Italian families of children with neurodevelopmental disorders. Res Dev Disabil. (2021) 109:103840. doi: 10.1016/j.ridd.2020.103840

5. Buonaguro EF, Bertelli MO. COVID-19 and intellectual disability/autism spectrum disorder with high and very high support needs: issues of physical and mental vulnerability. Adv Mental Health Intel Dis. (2021) 15(1):8–19. doi: 10.1108/AMHID-07-2020-0016

6. Spain D, Mason D, Capp S J, Stoppelbein L, White S W, Happé F. “This may be a really good opportunity to make the world a more autism friendly place”: professionals’ perspectives on the effects of COVID-19 on autistic individuals. Res Autism Spectr Disord. (2021) 83:101747. doi: 10.1016/j.rasd.2021.101747

7. Mendoza ME, Brewer TF, Smith MS, Stein MA, Heymann SJ. Lessons from United States school district policies and approaches to special education during the COVID-19 pandemic. Int J Incl Educ. (2022):1–20. doi: 10.1080/13603116.2022.2056643

8. Béland D, Dinan S, Rocco P, Waddan A. Social policy responses to COVID-19 in Canada and the United States: explaining policy variations between two liberal welfare state regimes. Soc Policy Adm. (2021) 55(2):280–94. doi: 10.1111/spol.12656

9. Shikako-Thomas K, Shevell M. Promoting the human rights of children with neurologic conditions. Semin Pediatr Neurol. (2018) 27:53–61. doi: 10.1016/j.spen.2018.03.007

10. United Nations. Convention on the Rights of Persons with Disabilities (CRPD). United Nations (2022). Available online at: https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities.html

11. Jacobs L, Anderson M, Rohr R, Perry T. The Annotated Accessible Canada Act-Complete Text. (2021).

12. Accessibility for Ontarians with Disabilities Act, 2005, S.O. 2005, c. 11. (2005).

13. Government of Manitoba. The Accessibility for Manitobans Act. (2013).

14. An Act Respecting Accessibility in Nova Scotia. (2017).

15. Accessible British Columbia Act. (2021).

16. Finlay B, Dunn S, Zwicker JD. Navigating government disability programs across Canada. Can Public Pol. (2020) 46(4):474–91. doi: 10.3138/cpp.2019-071

17. Morris SP, Fawcett G, Brisebois L, Hughes J. A demographic, employment and income profile of Canadians with disabilities aged 15 years and over, 2017. Statistics Canada=Statistque Canada. (2018) (2018002):1–25.

18. Brown HK, Ouellette-Kuntz H, Hunter D, Kelley E, Cobigo V. Unmet needs of families of school-aged children with an autism Spectrum disorder. J Appl Res Intellect Disabil. (2012) 25(6):497–508. doi: 10.1111/j.1468-3148.2012.00692.x

19. Vohra R, Madhavan S, Sambamoorthi U, St Peter C. Access to services, quality of care, and family impact for children with autism, other developmental disabilities, and other mental health conditions. Autism. (2014) 18(7):815–26. doi: 10.1177/1362361313512902

20. Organisation for Economic Co-operation and Development. Combatting COVID-19’s Effect on Children. OECD (2020).

21. UN Sustainable Development Group. Policy Brief: The Impact of COVID-19 on Children. New York City: UN Sustainable Development Group (2020).

22. Rothwell DW, Gariépy G, Elgar FJ, Lach LM. Trajectories of poverty and economic hardship among American families supporting a child with a neurodisability. J Intellect Disabil Res. (2019) 63(10):1273–84. doi: 10.1111/jir.12666

23. Bonis S. Stress and parents of children with autism: a review of literature. Issues Ment Health Nurs. (2016) 37(3):153–63. doi: 10.3109/01612840.2015.1116030

24. Deater-Deckard K. Parenting stress and child adjustment: some old hypotheses and new questions. Clin Psychol: Sci Pract. (1998) 5(3):314. doi: 10.1111/j.1468-2850.1998.tb00152.x

25. Holly LE, Fenley AR, Kritikos TK, Merson RA, Abidin RR, Langer DA. Evidence-base update for parenting stress measures in clinical samples. J Clin Child Adolesc Psychol. (2019) 48(5):685–705. doi: 10.1080/15374416.2019.1639515

26. Crnic KA, Neece CL, McIntyre LL, Blacher J, Baker BL. Intellectual disability and developmental risk: promoting intervention to improve child and family well-being. Child Dev. (2017) 88(2):436–45. doi: 10.1111/cdev.12740

27. Craig F, Operto FF, De Giacomo A, Margari L, Frolli A, Conson M, et al. Parenting stress among parents of children with neurodevelopmental disorders. Psychiatry Res. (2016) 242:121–9. doi: 10.1016/j.psychres.2016.05.016

28. Mathew NE, Burton KLO, Schierbeek A, Črnčec R, Walter A, Eapen V. Parenting preschoolers with autism: socioeconomic influences on wellbeing and sense of competence. World J Psychiatry. (2019) 9(2):30–46. doi: 10.5498/wjp.v9.i2.30

29. Martin CA, Papadopoulos N, Chellew T, Rinehart NJ, Sciberras E. Associations between parenting stress, parent mental health and child sleep problems for children with ADHD and ASD: systematic review. Res Dev Disabil. (2019) 93:103463. doi: 10.1016/j.ridd.2019.103463

30. Zamora I, Harley EK, Green SA, Smith K, Kipke MD. How sex of children with autism spectrum disorders and access to treatment services relates to parental stress. Autism Res Treat. (2014) 2014:721418. doi: 10.1155/2014/721418

31. Wechsler B. Coping and coping strategies: a behavioural view. Appl Anim Behav Sci. (1995) 43(2):123–34. doi: 10.1016/0168-1591(95)00557-9

32. Fairfax A, Brehaut J, Colman I, Sikora L, Kazakova A, Chakraborty P, et al. A systematic review of the association between coping strategies and quality of life among caregivers of children with chronic illness and/or disability. BMC Pediatr. (2019) 19(1):215. doi: 10.1186/s12887-019-1587-3

33. Russell BS, Hutchison M, Tambling R, Tomkunas AJ, Horton AL. Initial challenges of caregiving during COVID-19: caregiver burden, mental health, and the parent–child relationship. Child Psychiatry Hum Dev. (2020) 51(5):671–82. doi: 10.1007/s10578-020-01037-x

34. Wisner B, Gaillard J-C, Kelman I. Framing Disaster: Theories and Stories Seeking to Understand Hazards, Vulnerability and Risk. the Routledge Handbook of Hazards and Disaster Risk Reduction. London: Routledge (2012). p. 18–33.

35. Msemburi W, Karlinsky A, Knutson V, Aleshin-Guendel S, Chatterji S, Wakefield J. The WHO estimates of excess mortality associated with the COVID-19 pandemic. Nature. (2023) 613(7942):130–7. doi: 10.1038/s41586-022-05522-2

36. Gosh K, Chowdhury S, Acharjee DC, Mamun A-A, Ghosh R. Assessing the economic impacts of COVID-19 on the aquaculture and fisheries sectors in relation to food security: a critical review. Sustainability. (2022) 14(14):8766. doi: 10.3390/su14148766

37. Decerf B, Ferreira FHG, Mahler DG, Sterck O. Lives and livelihoods: estimates of the global mortality and poverty effects of the COVID-19 pandemic. World Dev. (2021) 146:105561. doi: 10.1016/j.worlddev.2021.105561

38. Delardas O, Kechagias KS, Pontikos PN, Giannos P. Socio-economic impacts and challenges of the coronavirus pandemic (COVID-19): an updated review. Sustainability. (2022) 14(15):9699. doi: 10.3390/su14159699

39. Chowdhury EK, Khan II, Dhar BK. Catastrophic impact of COVID-19 on the global stock markets and economic activities. Bus Soc Rev. (2022) 127(2):437–60. doi: 10.1111/basr.12219

40. Taggart L, Mulhall P, Kelly R, Trip H, Sullivan B, Wallén EF. Preventing, mitigating, and managing future pandemics for people with an intellectual and developmental disability - learnings from COVID-19: a scoping review. J Policy Pract Intellect Disabil. (2022) 19(1):4–34. doi: 10.1111/jppi.12408

41. Currie G, Finlay B, Seth A, Roth C, Elsabbagh M, Hudon A, et al. Mental health challenges during COVID-19: perspectives from parents with children with neurodevelopmental disabilities. Int J Qual Stud Health Well-being. (2022) 17(1):2136090. doi: 10.1080/17482631.2022.2136090

42. Aishworiya R, Kang YQ. Including children with developmental disabilities in the equation during this COVID-19 pandemic. J Autism Dev Disord. (2021) 51(6):2155–8. doi: 10.1007/s10803-020-04670-6

43. Akobirshoev I, Vetter M, Iezzoni LI, Rao SR, Mitra M. Delayed medical care and unmet care needs due to the COVID-19 pandemic among adults with disabilities in the US: study examines delayed medical care and unmet care needs attributable to the COVID-19 pandemic among US adults with disabilities. Health Aff. (2022) 41(10):1505–12. doi: 10.1377/hlthaff.2022.00509

44. Corbett BA, Muscatello RA, Klemencic ME, Schwartzman JM. The impact of COVID-19 on stress, anxiety, and coping in youth with and without autism and their parents. Autism Res. (2021) 14(7):1496–511. doi: 10.1002/aur.2521

45. Samji H, Wu J, Ladak A, Vossen C, Stewart E, Dove N, et al. Review: mental health impacts of the COVID-19 pandemic on children and youth – a systematic review. Child Adolesc Ment Health. (2022) 27(2):173–89. doi: 10.1111/camh.12501

46. Chen S-Q, Chen S-D, Li X-K, Ren J. Mental health of parents of special needs children in China during the COVID-19 pandemic. Int J Environ Res Public Health. (2020) 17(24):9519. doi: 10.3390/ijerph17249519

47. Masi A, Mendoza Diaz A, Tully L, Azim SI, Woolfenden S, Efron D, et al. Impact of the COVID-19 pandemic on the well-being of children with neurodevelopmental disabilities and their parents. J Paediatr Child Health. (2021) 57(5):631–6. doi: 10.1111/jpc.15285

48. Adams EL, Smith D, Caccavale LJ, Bean MK. Parents are stressed! patterns of parent stress across COVID-19. Front Psychiatry. (2021) 12:626456. doi: 10.3389/fpsyt.2021.626456

49. Calvano C, Engelke L, Di Bella J, Kindermann J, Renneberg B, Winter SM. Families in the COVID-19 pandemic: parental stress, parent mental health and the occurrence of adverse childhood experiences—results of a representative survey in Germany. Eur Child Adolesc Psychiatry. (2022) 31(7):1–13. doi: 10.1007/s00787-021-01739-0

50. Morelli M, Cattelino E, Baiocco R, Trumello C, Babore A, Candelori C, et al. Parents and children during the COVID-19 lockdown: the influence of parenting distress and parenting self-efficacy on children’s emotional well-being. Front Psychol. (2020) 11:584645. doi: 10.3389/fpsyg.2020.584645

51. Gallagher S, Wetherell MA. Risk of depression in family caregivers: unintended consequence of COVID-19. BJPsych Open. (2020) 6(6):e119. doi: 10.1192/bjo.2020.99

52. Albanese AM, Russo GR, Geller PA. The role of parental self-efficacy in parent and child well-being: a systematic review of associated outcomes. Child Care Health Dev. (2019) 45(3):333–63. doi: 10.1111/cch.12661

53. Gonzalez M, Yusuf A, Steiman M, Wright N, Karpur A, Shih A, et al. The Global Report on Developmental Delays, Disorders and Disabilities-Canada. (2021).

54. Gonzalez M, Zeidan J, Lai J, Yusuf A, Wright N, Steiman M, et al. Socio-demographic disparities in receipt of clinical health care services during the COVID-19 pandemic for Canadian children with disability. BMC Health Serv Res. (2022) 22(1):1434. doi: 10.1186/s12913-022-08672-1

55. Rutter M. Implications of resilience concepts for scientific understanding. Ann N Y Acad Sci. (2006) 1094(1):1–12. doi: 10.1196/annals.1376.002

56. Elsabbagh M. Linking risk factors and outcomes in autism spectrum disorder: is there evidence for resilience? Br Med J. (2020) 368:l6880. doi: 10.1136/bmj.l6880

57. Yusuf A, Wright N, Steiman M, Gonzalez M, Karpur A, Shih A, et al. Factors associated with resilience among children and youths with disability during the COVID-19 pandemic. PLoS One. (2022) 17(7):e0271229. doi: 10.1371/journal.pone.0271229

58. Mumbardó-Adam C, Barnet-López S, Balboni G. How have youth with autism spectrum disorder managed quarantine derived from COVID-19 pandemic? An approach to families perspectives. Res Dev Disabil. (2021) 110:103860. doi: 10.1016/j.ridd.2021.103860

59. Gonzalez M, Yusuf A, Steiman M, Wright N, Karpur A, Shih A, et al. The Global Report on Developmental Delays, Disorders and Disabilities-Canada. Report Submitted to the Steering Group for the UNICEF and World Health Organization Global Report on Developmental Delays, Disorders and Disabilities. (2021).

60. Washington Group. Washington Group on Disability Statistics. Available online at: https://www.washingtongroup-disability.com/

61. Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psychol. (2006) 3(2):77–101. doi: 10.1191/1478088706qp063oa

62. Wæraas A. Thematic Analysis: Making Values Emerge from Texts. Researching Values: Methodological Approaches for Understanding Values Work in Organisations and Leadership. London: Springer International Publishing Cham (2022). p. 153–70.

63. Holmes AGD. Researcher positionality–a consideration of its influence and place in qualitative research–a new researcher guide. Shanlax Int J Educ. (2020) 8(4):1–10. doi: 10.34293/education.v8i4.3232

64. Power RJ. Positionality, and the ethic of care in qualitative research. Qual Sociol. (2021) 44(4):575–81. doi: 10.1007/s11133-021-09500-4

65. Shikako K, Lencucha R, Hunt M, Jodoin-Pilon S, Chandra A, Katalifos A, et al. Children with disabilities in Canada during the COVID-19 pandemic: an analysis of COVID-19 policies through a disability rights lens. Children. (2023) 10(6):942. doi: 10.3390/children10060942

66. Chandra A, Katalifos A, Shikako K. Well-being of Children with Disabilities Calls for Rights-Based Policies. Montreal: Policy Options - Health and Social Policy (2023).

67. Currie G, Materula D, Gall N, Lachuk G, Richard C, Yohemas M, et al. Care coordination of children with neurodevelopmental disabilities and medical complexity during the COVID-19 pandemic: caregiver experiences. Child Care Health Dev. (2023) 49(5):834–45. doi: 10.1111/cch.13149

68. Arbour-Nicitopoulos KP, James ME, Moore SA, Sharma R, Martin Ginis KA. Movement behaviours and health of children and youth with disabilities: impact of the 2020 COVID-19 pandemic. Paediatr Child Health. (2022) 27(Supplement_1):S66–71. doi: 10.1093/pch/pxac007

69. Merrick H, Driver H, Main C, Kenny RPW, Richmond C, Allard A, et al. Impacts of health care service changes implemented due to COVID-19 on children and young people with long-term disability: a mapping review. Dev Med Child Neurol. (2023) 65(7):885–99. doi: 10.1111/dmcn.15503

70. Lindsay S, Ahmed H. School and employment-related barriers for youth and young adults with and without a disability during the COVID-19 pandemic in the greater Toronto area. Adolescents. (2021) 1(4):442–60. doi: 10.3390/adolescents1040034

71. World Health Organization. Closing the Gap in a Generation: Health Equity Through Action on the Social Determinants of Health. Geneva: World Health Organization (2008).

72. Frier A, Barnett F, Devine S, Barker R. Understanding disability and the ‘social determinants of health’: how does disability affect peoples’ social determinants of health? Disabil Rehabil. (2018) 40(5):538–47. doi: 10.1080/09638288.2016.1258090

73. Wolbring G. People with disabilities and social determinants of health discourses. Can J Public Health. (2011) 102(4):317–9. doi: 10.1007/BF03404058

74. Filipe AM, Bogossian A, Zulla R, Nicholas D, Lach LM. Developing a Canadian framework for social determinants of health and well-being among children with neurodisabilities and their families: an ecosocial perspective. Disabil Rehabil. (2021) 43(26):3856–67. doi: 10.1080/09638288.2020.1754926

75. Gruskin S, Bogecho D, Ferguson L. ‘Rights-based approaches’ to health policies and programs: articulations, ambiguities, and assessment. J Public Health Policy. (2010) 31:129–45. doi: 10.1057/jphp.2010.7

76. Government of New Brunswick. Family Supports for Children with Disabilities. Available online at: https://www2.gnb.ca/content/gnb/en/services/services_renderer.10195.Family_Supports_for_Children_with_Disabilities_.html (Accessed January 1, 2023).

77. Government of Alberta. Family Support for Children with Disabilities (FSCD). Available online at: https://www.alberta.ca/fscd.aspx (Accessed January 1, 2023).

78. Government of Ontario. Children with Special Needs. Available online at: https://www.ontario.ca/page/children-special-needs (Accessed January 1, 2023).

79. Seth A, Edwards M, Milaney K, Zwicker J. How Governments Could Best Engage Community Organizations to co-Design Covid-19 Pandemic Policies for Persons with Disabilities. Calgary: The School of Public Policy Publications, SPP Research Paper (2022).

80. An Act respecting a federal framework on autism spectrum disorder, S-203. (2023).

81. Dunn S, Zwicker J. Policy Brief–why is Uptake of the Disability Tax Credit low in Canada? Exploring Possible Barriers to Access. Calgary: Exploring Possible Barriers to Access (January 11, 2018) The School of Public Policy Publications (2018).

82. Canadian Institute for Health Information. Canadian COVID-19 Intervention Timeline Ottawa, Ontario, Canada. Ottawa: Canadian Institute for Health Information (2022). Available online at: https://www.cihi.ca/en/canadian-covid-19-intervention-timeline

83. Bélair-Cirino M. Pas de “Confinement Total” en cas de Deuxième Vague de COVID-19, dit Arruda. Quebec City: Le Devoir (2020).

84. Staff S. Today’s coronavirus news: parts of Ontario now in stage 3 report slow start to reopening; province takes over another LTC home; masks will be mandatory on GO transit. Toronto Star. (2020).

85. Baker R. Here’s What to Expect as B.C. Enters Phase 3 of Restarting its Economy. CBC British Columbia (2020).

86. Cyr A, Mondal P, Hansen G. An inconsistent Canadian provincial and territorial response during the early COVID-19 pandemic. Front Public Health. (2021) 9:708903. doi: 10.3389/fpubh.2021.708903



OPS/images/fresc-05-1308062-t001.jpg
Province

Ontario

Number of participants
(n=576)
197 (342%)

Quebec

115 (20.0%)

British Columbia

88 (15.3%)

Alberta

79 (13.7%)

Saskatchewan

29 (5.0%)

Manitoba

27 (4.7%)

and Labrador

11 (1.9%)

Yukon

9 (1.6%)

Nova Scotia

8 (1.4%)

Northwest Territories

1(02%)

Unknown/not specified by respondent

12 (1.9%)





OPS/images/fresc-05-1308062-t002.jpg
Sociodemographic characteristics of
caregivers of youth with DDDs

Language of survey completed by participant

Number of
participants
(n=576)

English

465 (80.7%)

French

111 (193%)

Gender identity of participant

Male

141 (245%)

Female

426 (74.0%)

Missing

9 (1.6%)

Gender identity of youth with DDD

Male

350 (60.8%)

Female

216 (37.5%)

Missing

10 (1.7%)

Age of participant

11-20 years

1(02%)

21-30 years

61 (106%)

31-40 years

339 (58.9%)

41-50 years

116 (20.1%)

51-60 years

39 (6.8%)

61-70 years

9 (1.6%)

71-80 years

1(0.2%)

Missing

10 (1.7%)

Racial identity of participant

Indigenous

123 (21.4%)

White/Caucasian

371 (64.4%)

Chinese

4 (0.7%)

South Asian (e.g, East Indian, Pakistani, Punjabi,
Sri Lankan)

24 (4.2%)

Black (eg, African, Haitian, Jamaican, Somali)

17 (3%)

Arab/West Asian (e.g., Armenian, Egyptian, Iranian,
Lebanese, Moroccan)

11 (1.9%)

Southeast Asian (g, Cambodian, Indonesian, Laotian,
Vietnamese)

3 (0.5%)

Filipino

3 (0.5%)

Latin American

11 (1.9%)

Korean

1(02%)

Other

14 (2.4%)

Missing

8 (1.4%)

Educational attainment of participant

Elementary school or less

2(03%)

High school

56 (9.7%)

Diploma

129 (22.4%)

[ degree

233 (40.5%)

Master's degree

96 (16.7%)

Degree in Medicine, Dentistry, Veterinary Medicine,
Optometry, or Law

16 (3%)

Doctorate

5 (0.9%)

Other

23 (4%)

Missing

16 (2.8%)

Household income in 2019

Less than $20,000

38 (6.6%)

$20,000-$39,999

55 (9.5%)

$40,000-$59,999

135 (23.4%)

$60,000-579,999

136 (23.6%)

$80,000-$99,999

106 (18.4%)

$100,000-5250,000

86 (14.9%)

>$250,000

6 (1%)

Missing

14 (2.4%)





OPS/images/fresc-05-1308062-t003.jpg
Conditions the child or youth has
been diagnosed with
Autism spectrum disorder (ASD)

Number of
participants (n=576)
228 (40%)

Intellectual disability (ID)

209 (36.3%)

Anxiely (eg, generalized, separation, social)

141 (24.5%)

Depression

58 (10.1%)

Epilepsy

115 (20%)

Seizures

74 (12.8%)

Allergies

69 (12%)

Vision/hearing problems (e.g, blindness, deafness,
sensitivity to certain lights/sounds)

113 (19.6%)

‘Troubles with mobility (e.g. cannot walk, difficulty
walking or climbing stairs, limping)
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86 (14.9%)
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Overarching
code
Child’s condition

Description

Caregivers described factors related to coping with the
pandemic that are associated with the disability/condition
that their child/youth possesses.

Mental health

Caregivers described factors related to coping with the
pandemic that are associated with the mental health of
themselves, their youth with a disability, and the rest of
their families.

Physical health

Caregivers described factors related to coping with the
pandemic that are associated with the physical health of
themselves, their youth with a disability, and the rest of
their families.

Caregiving

Caregivers described factors related to coping with the
pandemic that are associated with caregiving for their youth
with a disability and maintaining their families’ wellbeing.

Relationships

Caregivers described factors related to coping with the
pandemic that are associated with their interpersonal

along with the relati in their homes.

Family finances

Caregivers described factors related to coping with the
pandemic that are associated with their ability to generate
and maintain their household income.

Education

Caregivers described factors related to coping with the
pandemic associated with educational institutions and

services.

Public services

Caregivers described factors related to coping with the
pandemic associated with public social services or their
governments.

Community

Caregivers described factors related to coping with the
pandemic associated with interactions and resources from
their local communities.

Environment

Caregivers described factors related to coping with the
pandemic associated with their physical environments (e.g.
indoor, and outdoor spaces).

Information

Caregivers described factors related to coping with the
pandemic associated with information made available via
various sources of media (e.g, press conferences, safety
guidelines regarding COVID-19).

COVID-19

Caregivers described factors related to coping with the
pandemic that are specific to COVID-19 (e.g, the virus
itself, public health measures and restrictions).
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