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A B ST R A CT 

Background: COVID-19 continues to disproportionately impact families of children with developmental disabilities (DD). There is an urgent 
need to understand these families’ experiences, particularly those that face economic or social marginalization. This qualitative study sought to 
identify the experiences of families of children with DD during the COVID-19 pandemic.
Methods: Using phenomenology, in-depth interviews (IDIs) were conducted with caregivers and health care providers of children with DD liv-
ing in a large urban Canadian city. Interviews were recorded, transcribed, and coded using inductive coding methods by two independent coders. 
Transcripts were analyzed within and across stakeholder groups using thematic analysis.
Results: A total of 25 IDIs were conducted in 2020. 3 main themes and 7 sub-themes emerged related to the experiences of parents and health 
care providers for children with DD: families reported difficulty adhering to public health measures leading to isolation and increased paren-
tal stress; restricted access to in-person services worsened behaviour and development; and worsened household financial security in already 
marginalized families.
Conclusions: Our study demonstrates that families of children with DD have been negatively impacted by the evolving environment from the 
COVID-19 pandemic, and even more so in those who face social and economic challenges. Public health restrictions have impaired the daily 
lives of these families and our study suggests that limitations to accessing in-person services may have long-lasting impacts on the well-being of 
families of children with DD. It is imperative that the unique needs of these families be considered and centred for future interventions.
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I N T RO D U CT I O N
One in 16 children in Canada has a developmental disability 
(DD) impacting motor, cognitive, language, and behavioural 
developmental domains (1). DD refers to a wide range of 
conditions, including autism spectrum disorder (ASD), cere-
bral palsy (CP), intellectual disability, attention deficit hyper-
activity disorder (ADHD), and metabolic-genetic disorders 
(2). Children with DD rely on a delicate patchwork of services 
from health care providers, therapists (behavioural therapists, 

occupational therapists, physiotherapists, speech-language 
therapists), respite services, and family support services (3). 
During the COVID-19 pandemic, many services were ab-
ruptly cancelled or severely restricted (4,5). While challenges in 
accessing services are not new, they were magnified during the 
pandemic and continue to persist (4,5).

As seen in previous humanitarian crises, research since the 
onset of the pandemic reveals significant negative impacts of the 
COVID-19 pandemic on families of children with DD (FCDD) 
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compared to other families (4–8). FCDD are twice as likely 
to be living in poverty compared to the general population. 
Children and youth living in poverty have been significantly 
impacted by COVID-19, with an increased risk of poor mental 
health outcomes (2,8,9).

To best support FCDD, interventions should address their 
identified family and community needs, for example, delivering 
programs in the community instead of requiring travel (10). 
However, few studies have engaged FCDD to understand their 
specific needs and develop tailored interventions during the 
COVID-19 pandemic. In this formative research study, we 
explored the experiences of FCDD to understand the impact of 
the COVID-19 pandemic on their well-being and functioning, 
with the intent of informing a future community-based interven-
tion.

M ET H O D S

Study design and location
This was a formative research study using phenomenology as 
our primary qualitative methodology, which explores the lived 
experiences of individuals who have shared a common experi-
ence (11). Our study took place in a large, Canadian hospital that 
provides outpatient, multidisciplinary care for FCDD, many of 
whom face social barriers. In addition, our study included com-
munity agencies that have a strong working relationship with the 
department.

Sampling and recruitment
Using a non-random purposive sampling framework, 15 
caregivers and 10 care providers were invited to participate 
in in-depth interviews (IDIs) conducted virtually by tele-
phone. The number of participants was in accordance with 
recommended sample sizes for phenomenological studies (12). 
Caregivers were included if they had a child with a diagnosed 
DD that had been previously assessed in the clinic and were 
informed of the study by a social worker or service navigator 
within their circle of care. Types of DDs included can be found 
in Table 2. Care providers who work with children with DD were 
identified by publicly available means (e.g., hospital and clinic 
websites, listservs). Care providers were included in the study if 
they currently worked or supported children and families with 
DD. These included physicians, social workers, nurses, occu-
pational therapists, dietitians, and early childhood educators. 
All participants provided consent to participate, were 18 years 
of age or older, and had access to a telephone. Caregivers who 
wished to participate but did not speak English consented to an 
interview with a trained researcher with a medical interpreter. 
Caregivers were provided a $50 grocery store gift card for their 
participation in the study.

Data collection
IDIs were conducted by telephone between June and 
August 2020. Interviews were conducted by 2 trained fe-
male researchers (T.F., P.K.B.) and were overseen by prin-
cipal investigators (S.S., R.S.M.), who were female and 
male, respectively. The authors conducting interviews were 
not involved in patient care or clinic procedures and did 

not have an established relationship with any participants. 
Participants were introduced to T.F. and P.K.B. as research 
assistants. A semi-structured interview guide was iteratively 
developed and pilot tested. All interviews were recorded 
and transcribed verbatim, and field notes were made during 
and after interviews. Interviews ranged from 30 minutes to 
2 hours. A demographic questionnaire was completed after 
each interview, which identified children’s diagnoses, age, 
and household factors, including language, income, em-
ployment and immigration status for caregivers and gender 
identity, occupation, and length of practice for health care 
providers.

Data analysis
A codebook was created inductively by the research team (T.F. 
and S.S.) by identifying, classifying, and labelling the primary 
patterns in the interview transcripts. Inductive coding uses 
a bottom-up approach, allowing emerging themes to come 
from stakeholder sentiments to drive the creation of codes. 
Transcripts were coded by 2 independent coders (T.F. and S.S.). 
Iterative testing was conducted, and the codebook was modified 
accordingly until a pooled kappa coefficient of 0.85 was reached, 
demonstrating high inter-rater reliability (13). Dedoose qual-
itative software was used for data management during coding 
and analysis (14). Themes were explored within and between 
stakeholder groups and verified using group discussion with 
the research team. Redundancy was reached in thematic anal-
ysis, indicating data saturation (15,16). Preliminary findings 
were summarized and presented at research team meetings 
(in July and August 2020) to provide an opportunity to solicit 
feedback from stakeholders (i.e., participant checking). This 
study complied with the Consolidated Criteria for Reporting 
Qualitative Research (COREQ) Checklist (17). This study was 
approved by the St. Michael’s Hospital Research Ethics Board 
(REB #: 20-127).

R E SU LTS

Demographics
A total of 25 interviews were conducted: 15 caregivers  
(Table 1) and 10 care providers (Table 2). All 15 caregivers 
reported being the birth parent of their child with DD. Five 
caregivers (33%) had arrived in Canada less than 5 years ago. 
The most common DD was ASD (66%), followed by ADHD, 
developmental delay, CP, and speech impairment. Nine families 
(60%) had a total household income of less than $60,000 per 
year, of which most were below the low-income cut-off (LICO) 
for a family of 4 (18). Most caregivers (66%) spoke English as 
their primary language. Before the pandemic, 6/15 (40%) were 
unemployed, which increased to 10/15 (66%) after the pan-
demic began.

A variety of care providers were interviewed, including a 
dietician, early childhood educator, occupational therapist, 
physicians, registered nurses, and social workers. Of the care 
providers, most (7/10) had worked with children with DD 
for over 10 years. In terms of practice setting, half (5/10) were 
based out of a hospital, 4 were community-based, and 1 worked 
in both settings. All care providers were female.
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Thematic analysis
We identified 3 main themes and 7 sub-themes related to the im-
pact of COVID-19 on FCDD (Supplementary Table).

Families of children with DD had difficulty adhering to public 
health measures which increased isolation and stress

Both caregivers and providers reported difficulty coping with 
the increased isolation and stress that resulted from adhering 
to public health measures. They found it difficult to leave their 
homes; some reported that they felt they were not allowed to 
leave while others found it too challenging to manage their 
children’s behaviours and comply with public health meas-
ures (Q1–4, Supplementary Table). Most caregivers felt it was 
more stressful to try to leave home with their children and 
therefore, opted to spend more time indoors than they pre-
viously would have. Caregivers also noted that it was difficult 
to engage their children in virtual school and programming, 
especially while working from home (Q5–8, Supplementary 
Table). With increased demands on caregivers, lack of support, 
and changing work environments, many felt stressed and un-
productive, unable to work efficiently and balance the needs of 
their children (Q9–11, Supplementary Table). Care providers 
felt that families had no routines at home during lockdown, 

Table 2. Demographics of caregivers (n=15)

N (%)

Relationship to child
 � Biological mother 13 (87%)
 � Biological father 2 (13%)
Households with ≥2 children 13 (87%)
Age of children in household
 � School age (2007–2016) 14 (93%)
 � Adolescents (2006 and earlier) 1 (7%)
Households with ≥1 child with diagnosis
 � Autism spectrum disorder 

(ASD)
11 (73%)

 � Attention deficit hyperactivity 
disorder (ADHD)

4 (27%)

 � Developmental delay 5 (33%)
 � Other (i.e., cerebral palsy, learn-

ing disabilities, mood disorder)
6 (40%)

Parent immigration status
 � Canadian/Permanent resident 12 (80%)
 � Refugee/Refugee Claimant 3 (20%)
Length of time in Canada
 � >5 years 9 (60%)
 � ≤5 years 6 (40%)
Spoken language preference
 � English 10 (67%)
 � Other 5 (33%)
Total household income
 � <$60 K 9 (60%)
 � ≥$60 K 4 (27%)
 � Not reported 2 (13%)
Full-time employment
 � Pre-pandemic 5 (33%)
 � During pandemic 3 (20%)
Part-time employment
 � Pre-pandemic 4 (27%)
 � During pandemic 2 (13%)
Not employed
 � Pre-pandemic 6 (40%)
 � During pandemic 10 (67%)
Housing
 � House (market rent/own) 3 (20%)
 � Apartment (market rent/own) 9 (60%)
 � Subsidized housing 2 (13%)
 � Not reported 1 (7%)
Number of Internet-enabled devices at home
 � <5 9 (60%)
 � ≥5 6 (40%)
Monthly household Internet costs
 � >$100 12 (80%)
 � <$100 3 (20%)
 � Not reported 2 (13%)

Table 1. Demographics of care providers (n=10) 

N (%)

Gender identity
 � Female 10 (100%)
Professional designation
 � Dietitian 1 (10%)
 � Early Childhood Educator 1 (10%)
 �  Occupational Therapist 1 (10%)
 � Physician 3 (30%)
 � Registered Nurse 2 (20%)
 � Social Worker 2 (20%)
Length of time working with children with devel-
opmental disabilities (DD)
 � 1–10 3 (30%)
 � 10+ 7 (70%)
Practice setting
 � Community health centre or public health 

agency
4 (40%)

 � Hospital-based ambulatory care or commun-
ity agency providing direct developmental 
services

5 (50%)

 � Family health team 1 (10%)
Virtual services
 � Yes 10 (100%)
Virtual service modality
 � Telephone 10 (100%)
 � Zoom/Skype 4 (40%)
 � Ontario Telemedicine Network (OTN) 5 (50%)
 � Webex 2 (20%)

http://academic.oup.com/pch/article-lookup/doi/10.1093/pch/pxac105#supplementary-data
http://academic.oup.com/pch/article-lookup/doi/10.1093/pch/pxac105#supplementary-data
http://academic.oup.com/pch/article-lookup/doi/10.1093/pch/pxac105#supplementary-data
http://academic.oup.com/pch/article-lookup/doi/10.1093/pch/pxac105#supplementary-data
http://academic.oup.com/pch/article-lookup/doi/10.1093/pch/pxac105#supplementary-data
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which they believe led to increased behavioural challenges 
amongst children (Q12–13, Supplementary Table).

Reduced access to therapies and services impacted child 
behaviour and development

Caregivers and care providers reported that children with 
DD displayed behavioural changes throughout the pan-
demic. Before the pandemic, caregivers observed gains in their 
children’s behavioural, social, and language development, all 
of which slowed or regressed during the pandemic (Q14–17, 
Supplementary Table). Difficulties with sleeping and higher 
levels of stress were also noted. There were also reported 
difficulties in receiving therapy and services due to the abrupt 
closure of services (Q18–22, Supplementary Table). Caregivers 
were worried their children were missing critical therapeutic 
windows for intervention and had decreased opportunities 
for socialization, leading to mental health and developmental 
challenges. A few caregivers and care providers reported that 
their children’s social skills improved while at home, as caregivers 
were able to spend more time with their children in a controlled 
environment (Q23–25, Supplementary Table).

The pandemic negatively impacted family financial security
Both caregivers and care providers discussed the financial 
challenges that families experienced. Firstly, caregivers reported 
increased costs of having their children at home, as they needed 
to provide more food for them and invest in supplies for activi-
ties to keep them busy (Q26, Supplementary Table). In addition, 
caregivers and care providers noted challenges with receiving 

funding (Q27, Supplementary Table). For many, funding that 
had previously been confirmed was delayed. Those that were 
in the process of applying for funding or needed to contact 
funding offices experienced major barriers due to office closures. 
However, many caregivers did note the beneficial impact of gov-
ernment programs like Canadian Emergency Response Benefit 
(CERB) (Q28, Supplementary Table). They found this sup-
port to be very helpful and important for their well-being. Care 
providers discussed the financial impact that job loss had on the 
families they were working with (Q29, Supplementary Table).

D I S C U S S I O N
Our study highlighted the experiences of FCDD who also face 
social and economic barriers during the COVID-19 pandemic. 
Caregivers said that public health measures meant they stayed 
home and were isolated, and many reported that their child’s 
previous programming became virtual or stopped altogether, 
consistently highlighting the difficulties their children had with 
virtual programming. While many caregivers reported that their 
child’s behavioural progress slowed or regressed, some children 
with social anxiety may have experienced improvement. Most 
reported exceptional challenges to balance caring for a child with 
DD while also managing other roles at home, including working 
and managing other children, and many reported increased 
stress.

Our study findings highlight the indirect and direct impact of 
the COVID-19 and resultant public health measures on service 
disruptions for children with DD and family stress (Figure 1). 

Figure 1. Conceptual model of direct and indirect pandemic policy changes on families of children with DD.

http://academic.oup.com/pch/article-lookup/doi/10.1093/pch/pxac105#supplementary-data
http://academic.oup.com/pch/article-lookup/doi/10.1093/pch/pxac105#supplementary-data
http://academic.oup.com/pch/article-lookup/doi/10.1093/pch/pxac105#supplementary-data
http://academic.oup.com/pch/article-lookup/doi/10.1093/pch/pxac105#supplementary-data
http://academic.oup.com/pch/article-lookup/doi/10.1093/pch/pxac105#supplementary-data
http://academic.oup.com/pch/article-lookup/doi/10.1093/pch/pxac105#supplementary-data
http://academic.oup.com/pch/article-lookup/doi/10.1093/pch/pxac105#supplementary-data
http://academic.oup.com/pch/article-lookup/doi/10.1093/pch/pxac105#supplementary-data
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This has been seen in previous humanitarian and localized crises; 
for example, in Hurricane Ike, services were severely restricted, 
leading to lack of access to therapy and children with DD ex-
perienced behavioural, academic, and social skill regressions, 
as was noted in our current study (6). Although public health 
restrictions related to COVID-19 continue to change, it is im-
portant to recognize that the impact of service disruption was 
profound for these families.

Caregivers reported considerable frustration and difficulty 
with accessing services virtually. While virtual care and therapy 
were sometimes available for children with DD, caregivers felt 
it to be much less effective for children, and many opted out of 
these options, effectively leaving children and families without 
access to therapy at all. Many therapeutic services, such as physi-
otherapy, occupational therapy, and behavioural therapy, require 
specialized equipment that is not available at home, warranting 
in-person appointments (19). As virtual programming was 
akin to a cessation of therapies and services, this has led to care-
giver burnout and family stress, which was also endorsed by the 
participants in our study (4). Although virtual care has been 
touted as a way to increase access to health services for a number 
of populations, it may be challenging for children and youth 
with DD who receive treatment from therapists (20). Therefore, 
it is important that service providers recognize that children 
and youth with DD may not benefit from virtual services, and 
it is important that steps be taken to ensure that their access to 
in-person care is safeguarded, redefining these services as “essen-
tial” (21).

In addition to losing services, families reported worsening 
financial status in our study. Other studies have also shown 
that in the current pandemic, food insecurity has worsened 
due to a number of factors, including loss of income, lack of 
low-cost food supply, and public health messaging to self-
isolate and stay home, disproportionately affecting FCDD 
(22). All of these factors can lead to increased familial and 
caregiver stress. Caregiver stress profoundly impacts children’s 
development (23,24) and is associated with decreased effi-
cacy of behavioural interventions for children with DD (24). 
Caregiver stress may lead to children’s difficulty with emotion 
regulation and social skills (23). Moreover, caregiver stress can 
manifest as worsening mental health, a known adverse child-
hood experience, and yet another downstream impact of the 
COVID-19 pandemic (25). The impact of adverse childhood 
experiences (ACEs) and toxic stress on the developing brain 
is well known to be deleterious, and the impact is even more 
magnified in children with DD. Mitigating these factors is 
therefore not only important for the family unit, but for the 
health and well-being of children long-term.

Our study findings suggest that the impact of the pandemic 
had cascading effects on the development, family functioning, 
and quality of life for FCDD (Figure 1). While public policies 
had to be developed rapidly throughout the pandemic to 
contain the spread of COVID-19, they may have indirectly 
contributed to fewer services and increased stress for FCDD, 
impacting their quality of life. It is our intent to use these 
findings to build a community intervention that centres on the 
specific needs of the families of these children with DD. While 
this paper highlights experiences throughout the COVID-19 
pandemic, children with DD have been commonly isolated, 

neglected, and excluded from responses in other humanitarian 
crises, which has repeated itself throughout history (26). 
Families who are impacted by these policy decisions often do 
not have a seat at the table to help develop inclusive public 
health strategies (10). Health providers and policymakers 
alike must include FCDD in decision making, particularly 
when considering how to ensure their safety and well-being 
(27).

Limitations
There are some limitations to our study. First, caregivers were 
all recruited from one institutional site, an urban, inner-city 
setting. While they and their children all lived and accessed 
programs in different areas of the city, their views may be dif-
ferent from other caregivers of children who access care in 
different settings. Second, while our sample size was appro-
priate for phenomenological studies and reached data satura-
tion, our findings may not be generalizable in other contexts. 
Thirdly, we only have included a subset of illustrative quotes 
for primary themes which are most descriptive of the theme 
but do not include quotes from every interview. Fourth, 
the experiences captured in this study occurred early in the 
COVID-19 pandemic. Experiences may have shifted as the 
pandemic has evolved, and future research should seek to 
better understand the short- and long-term trajectory that the 
pandemic changes have had on the lives of FCDD. Lastly, the 
identities and lived experiences of the research team are im-
portant to acknowledge as they may have influenced the inter-
view experience.

CO N CLU S I O N
The pandemic has impacted FCDD in multiple areas, in-
cluding behaviour, development, financial security, and overall 
well-being. Our study findings suggest that the impact of the 
early phases of the pandemic has had cascading effects on family 
functioning and quality of life for children with DD and their 
families, which may remain for years to come. To deliver truly 
patient-centred services for FCDD, there is an urgent need for re-
sponsive programming that is co-developed with caregivers and 
providers. Future research should explore potential solutions 
to the many barriers experienced by families during pandemic/
crisis settings.
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Supplementary data are available at Paediatrics & Child Health 
Online by searching for pxac105.
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