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Event Schedule 

All times are in Pacific Time
10:00 –   10:50 Session 1 
10:50  –  11:00 Break   
11:00 –   12:00 Session 2 
12:00  –  12:30 Lunch 
12:30  –    1:30 Session 3 

Tips for Improving the Zoom Experience: 

• Join the Zoom webinar prior to 10:00am to ensure you can
access the platform without issue.

• Be sure your speakers are on or your headphones are
plugged in, and the volume is up.

• Check that you have an up-to-date version of Zoom
installed: https://www.zoom.us/download

• If you are viewing in a web browser,
o Check that your browser is up to date.
o If you are having trouble with Internet Explorer or

Safari, try Google Chrome.
o Close all other open ‘tabs’. These use your

computer’s memory and slow the connection.

https://www.zoom.us/download
https://www.google.com/chrome/browser/desktop/
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BACKGROUND

WHY FAMILIES OF AUTISTIC CHILDREN MAY BE 
UNIQUELY IMPACTED
Social relatedness and connectedness are at the core of the disability

Genetic risk means that one or more family members are impacted in 
some way

Severity of symptoms does not necessarily reflect the level of need

We know a great deal about the types of service needs but not how best 
to meet the needs of families

BEFORE THE PANDEMIC
Quality of Life in Families of Children with Autism Spectrum Disorder: Considerations of Risk and 
Resilience (Gardiner, 2014)

Child characteristics such as adaptive functioning and behavior problems predicts family 
quality of life

A Community Engaged Approach to Examining Service Navigation and Quality of Life in Korean 
Families of Autistic Children (Fong, 2021)

System: delays and waitlists for services; ineffective school policies to address child 
behavioral challenges 

Provider/Professional: lack of qualified professionals; negative attitudes; lack of guidance 
navigating services 

Family/Cultural: language and communication difficulties; out-of-pocket costs; stigma 
impeded service access

STUDY CONTEXT
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STUDY CONTEXT

Prior to the pandemic, families of autistic children experience 
high levels of stress and strain due to behavioural and learning 
challenges their children face

COVID-19 has exacerbated challenges due to school closures, 
parental employment changes, social isolation, and a loss of 
essential services and supports

WHAT IS COMMUNITY ENGAGED 
RESEARCH?

COMMUNITY ENGAGEMENT

Role of Community Partners
Identified research priorities 

Formulated the research questions and objectives

Co-created COVID-19 online survey

Recruitment 

Knowledge translation

RESEARCH QUESTIONS

1. What is the impact of COVID-19 on the child, caregiver, and
family?

2. How does FQOL differ before and during COVID-19
lockdown?

3. What are families’ service and support needs?
4. What characteristics of the family are linked to improved

FQOL?

METHODS

STUDY SAMPLE
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MEASURES

Data collected from July 30 – September 26, 2020

Online survey assessed child, caregiver, family functioning and 
quality of life during March through June 2020

Beach Family Quality of Life Scale

FINDINGS: IMPACT ON THE 
CHILD AND CAREGIVER

RESEARCH QUESTIONS

1. What is the impact of COVID-19 on the child, caregiver, and 
family?

2. How does FQOL differ before and during COVID-19 
lockdown?

3. What are families’ service and support needs?
4. What characteristics of the family are linked to improved 

FQOL?

COVID-19 IMPACT ON CHILD

COVID-19 IMPACT ON CAREGIVER COVID-19 IMPACT ON CAREGIVERS
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COVID-19 IMPACT ON CAREGIVERS RELATIONSHIP BETWEEN CHILD AND CAREGIVER 
ANXIETY

COVID-19 IMPACT ON THE FAMILY SUMMARY

During the pandemic, families report negative outcomes 
during the lockdown period

There is a relationship between child and caregiver anxiety

9% of caregivers have considered putting their child into care

37% of caregivers were worried their child would physically 
hurt another family member

67% of families report a slight to severe impact on their 
family income

FINDINGS: IMPACT ON 
THE FAMILY

WHY FOCUS ON THE FAMILY?
Developmental disability is unexpected, atypical 

No parenting role models or prior knowledge on how to parent a 
child with DD

Family functions as a system and impact is felt on the whole unit

Child is more dependent on family and for longer 

Family relies on government, professional services-they are 
essential 
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RESEARCH QUESTIONS

1. What is the impact of COVID-19 on the child, caregiver, and 
family?

2. How does FQOL differ before and during COVID-19 
lockdown?

3. What characteristics of the family are linked to improved 
FQOL?

4. What are families’ service and support needs?

STUDY SAMPLE

FAMILY QUALITY OF LIFE
Beach Center Family Quality of Life Scale

BEACH CENTRE FQOL SCALE

EXAMPLE ITEMS FROM THE BEACH FQOL SCALE FAMILY QUALITY OF LIFE
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FAMILY QUALITY OF LIFE DOMAINS FAMILY QUALITY OF LIFE DOMAINS

FAMILY QUALITY OF LIFE DOMAINS FAMILY QUALITY OF LIFE DOMAINS

FAMILY QUALITY OF LIFE DOMAINS SUMMARY

Families during the pandemic report a significantly lower 
overall FQOL

Out of all 5 domains, caregivers report the lowest satisfaction 
in the emotional well-being domain 
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QUESTIONS FINDINGS: SERVICE AND 
SUPPORT NEEDS

RESEARCH QUESTIONS

1. What is the impact of COVID-19 on the child, caregiver, and 
family?

2. How does FQOL differ before and during COVID-19 
lockdown?

3. What are families’ service and support needs?
4. What characteristics of the family are linked to improved 

FQOL?

SATISFACTION WITH MCFD SUPPORTS

SATISFACTION WITH MED SUPPORTS WHAT GOVERNMENT SUPPORTS DID YOU NEED?
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WHAT EDUCATIONAL SUPPORTS DID YOU NEED? WHAT TYPES OF INFORMATION DID YOU NEED?

SUMMARY

Caregivers of 13-18 year old's report the lowest satisfaction with 
government and educational supports

Parents prioritize government supports such as respite, centralized 
information, flexibility in funding, and emergency/safety supports

For their child’s education, parents prioritize supports from EAs for 
virtual learning, in-person learning options, individualized instruction 
consistent with IEPs, and funding for educational supplies and 
equipment

Caregivers prioritize information related to parent support groups, 
mental health resources and supports, and social groups/activities for 
their child

FINDINGS: 
CHARACTERISTICS 
LINKED TO IMPROVED 
FQOL

RESEARCH QUESTIONS

1. What is the impact of COVID-19 on the child, caregiver, and 
family?

2. How does FQOL differ before and during COVID-19 
lockdown?

3. What are families’ service and support needs?
4. What characteristics of the family are linked to improved 

FQOL?

WHAT IS RESILIENCE?

“Characteristics, dimensions, 
and properties which help 
families to be resistant to 
disruption in the face of change 
and adaptive in the face of 
crisis situations.” 

-McCubbin & McCubbin, 
1988, p. 247 
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RESILIENCE
Ability to develop optimally despite 
exposure to elevated risk or adversity 

Strengths-based perspective

Family is considered a dynamic system

Risk and protective factors

Interaction between child, family, 
community, and environmental factors

CHILD CHARACTERISTICS
Fewer behavioral problems

Fewer mental health concerns
“My child is a calm, happy, easy-going person, who is very articulate and 
grounded and emotionally stable. She’s handled this all really well. Better than her 
parents, in some ways.” 

Connections to peers 
“We’re really doing just fine. Our kid is happy, calm, and socializing with her 
friends online.”

FAMILY CHARACTERISTICS
Parent training and expertise

“I feel that we have been very fortunate in terms of my career and training. His 
mom is very hard working and good at organizing and working with him.”

Parent resourcefulness
“We had to lean on every resource we had with family and friends to give ourselves 
a break from our son, since he is very needy and requires constant supervision.”

Extended family and friends 
“Without the support of family, parents, aunts, and sisters we would have had way 
worse outcomes with our children.”

Stable income, two-parent households

FAMILY INCOME AND FQOL

GOVERNMENT SUPPORT CHARACTERISTICS
Flexibility in funding

“I was very grateful to be able to use 35% of funding and sign the forms as a 
parent. We know what our kids need. Using a professional that is unfamiliar with 
the child just causes more anxiety and often costs hundreds of dollars.”

Availability of respite
“We were fortunate to still receive respite funding during this time and that was 
greatly helpful to us.”

Funding for equipment and educational supplies
“Being able to get equipment for my son without having to get a signature from a 
professional was extremely helpful as I usually do not have access to a service 
provider that can do so. Also, the increased flexibility of use for the directly funded 
respite was helpful as I could not use the funding within its usual requirements.”

SCHOOL SUPPORT CHARACTERISTICS
Consistent communication with teachers and school staff

“Teachers checked in and provided weekly lesson plans which I was able to build 
upon to ensure my child was learning at a similar pace as before.”

Availability of EAs to support learning
“The daily check-ins with his EA were essential for him to stay connected to 
school.”

Connecting families with educational supports
“Our school is very supportive. As soon as I contacted the Special Needs Resource 
Coordinator, she did what she could to involve my child with the school resources.”
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MENTAL HEALTH SUPPORTS
Availability of mental health supports

“I encouraged my son to have counselling to help him balance his hormones and 
mitigate depression/anxiety.”

Prioritized mental health and well-being
“We did reach out to mental health services as we are not trained to support our 
son in the ways he might need. Reaching out before there is any sign of trouble is 
what we think is best.”

Individual and family counselling
“Appointments with his psychologist and family counsellor have helped him with 
these concerns. Again, those supports have been critical for us.”

CAREGIVER MENTAL HEALTH AND FQOL

CAREGIVER MENTAL HEALTH AND FQOL

TAKEAWAY MESSAGES

RECOMMENDATIONS
Fong & Iarocci (2020)

Improve access to parent and child mental health services

Policies are needed that emphasize flexibility for the diversity of childcare needs

Easy and quick access to government relief funding to prevent financial burden 

and help ease the transition back to work.

Childcare support programs that allow parents to better cope with their 

responsibilities during the pandemic. 

Governments should protect and support civil society organizations and communities who 

play a critical role in implementing policies, protecting public health, and providing access 

to needed supplies, medical care, and social services. 

KNOWLEDGE 
TRANSLATION
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KNOWLEDGE TRANSLATION

Conferences

Policy Report

SFU Panel: Addressing the Impact of the Pandemic 
on Families of Children with Special Needs

THANK YOU!

REPORT

QUESTIONS
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