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Abbreviations, Definitions, and Terminology
Abbreviations
• ASD:

Autism Spectrum Disorder; autistic

• CASDA:

Canadian Autism Spectrum Disorder Alliance

• COVID-19

Coronavirus disease 2019 (World Health Organization, n.d.)

• GST:

Goods and Services Tax

• HST:

Harmonized Sales Tax

• MacART:

McMaster Autism Research Team

• NT:

Neurotypical, typically developing; non-autistic

• NR:

No Response. Throughout this report, the acronym NR stands for
‘no
`no response’
response' and it refers to a situation whereby a respondent
does not respond to a question in the survey or otherwise left it
blank.

• WHO:

World Health Organization

Definitions
Participants in this survey were asked about their roles in filling out the survey and we
define those roles here as well as explain how the these terms are used in this report.
• Advocates:

The role of advocate was for members of the autism community
who do not provide care for others. Unless otherwise specified,
used, itit only
only includes
includes advocates and
when the term ‘advocate’
'advocate' isis used,
does not include caregiver advocates.

• Caregivers:

The role of caregiver was for people who provide care for people
on the autism spectrum. Unless otherwise specified, when the
used, itit includes
includes both
both caregivers
caregivers and caregiver
term ‘caregivers’
'caregivers' isis used,
advocates.

Therole
roleof
ofcaregiver
caregiveradvocate
advocate was
was for
for autistic
autistic people who also
• Caregiver Advocates:
Advocates: The
provide care for people on the autism spectrum.
• Respondents:

Any person who responded to the survey regardless of role is
considered a respondent.
respondent. When
When the
the term
term ‘respondents’
'respondents' is used in
this report, it is to indicate that a question was asked of all
respondents in the same way and the results represent all types of
respondents: caregivers, advocates, and caregivers advocates.
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Terminology
This survey had specific questions for caregivers as well as for advocates. If a respondent
indicated that they were a caregiver or a caregiver advocate, they would continue in the survey to
the caregiver questions first and then the caregiver advocates would continue to the advocate
questions and then finish the survey. Respondents identifying themselves as advocates were not
asked the caregiver questions and were able to continue directly to the advocate questions. All
advocate questions were equivalent to a set of caregiver questions, with an altered focus. For
example, a caregiver question would ask about oneself and
and one’s
one's household or family, advocate
questions asked only about oneself. For this reason, caregiver advocates’
advocates' responses to advocate
questions were not analysed here but their responses to caregiver questions were. This was to
make sure that the caregiver advocates were not counted twice, and also to ensure that the voices
of advocates who were not caregivers were not overwhelmed by the responses of the caregiver
advocates, who outnumbered the advocates by 45%. Lastly, when reviewing the data, the
responses of caregiver advocates aligned much more closely with those of caregivers than with
those of advocates.
In this report, words in italics in the main text indicate that these words refer to scale
response options that were given in the survey.

xii

Language Statement
Throughout this report, we
we use
use person-first
person-first language
language ‘person
'person with autism’
autism' and identityfirst language ‘autistic
person’ interchangeably.
interchangeably. While
While some
some style
style guides may require authors to
'autistic person'
use person-first language for the purposes of reducing stigma, there is a general but not complete
preference within the autism community for identity-first language over person-first language. It
has also been argued that the practice of exclusively using person-first language can actually
serve to increase the stigma faced by people with specific types of disabilities due to the fact that
many authors only use person-first language to refer to people with disabilities and not for
people without disabilities (Gernsbacher, 2017).
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Background and Timeline
In early 2020, a cluster of pneumonia cases in Wuhan, China lead to a novel coronavirus
11th, China reported its first coronavirus-related death
being identified as the cause. On January 11th,
th
30 , the World Health Organization (WHO) declared a global
and two weeks later, on January 30th,
health emergency. As of February 11th,
11th, the WHO's
WHO’s official
official name
name for the disease caused by the
th
,
novel coronavirus was COVID-19 (World Health Organization, n.d.), and on March 11th
COVID-19 was declared a global pandemic. The first identified case of COVID-19 in Canada
th
was reported on January 25
25th
(Vogel, 2020). Since then, the country has been implementing
guidelines and regulations for the general public to follow in order to decrease the risk of
spreading COVID-19 at various levels of government. On March 14th, Canada recommended
against any international travel and advised those returning from outside of the country to selfisolate for fourteen days. As Canada began to shut down, Prime Minister Justin Trudeau
announced an $83 billion aid package to support Canadians through the pandemic. The package
1
, changes to the Canada Child
introduced the Canadian Emergency Response Benefit (CERB)
(CERB)1,
2
3
(CCB) plan, GST/HST credit3,
credit , a 6-month moratorium on student loans, a temporary
Benefit (CCB)2
business subsidy and increased tax flexibility (deadline deferrals and mortgage deferrals).
Throughout April, the Federal government also launched the Canada Emergency Business
4
, the Canada Emergency Wage Subsidy (CEWS)
Account (CEBA)
(CEBA)4,
(CEWS)55 and the Canada Emergency
6
Student Benefit (CESB)
(CESB)6.. At the provincial level, this report will be looking into the COVID-19

1
i Temporary

income support for workers who have stopped working or are earning less than $1,000 (before taxes) in
a month due to COVID-19. It provides a payment of $2,000 for a 4-week period for up to 24 weeks. (Service
Canada, 2020)
2
2

Canadians who normally receive the CCB got a one-time payment increase of an extra $300 for each child on May
20, 2020. (Government of Canada Department of Finance, 2020b)
3
3

Eligible people currently receiving the GST/HST credit will continue to receive these payments based on their
2018 tax return information in the event 2019 income tax return is not assessed by September 2020. Also, there is a
9th. (Canada Revenue Agency, 2020a)
one time supplementary GST/HST credit payment that was issued on April 9th.
4
4

“Originally launched on April 9, 2020, CEBA is intended to support businesses by providing financing
"Originally
fmancing for their
expenses that cannot be avoided or deferred as they take steps to safely navigate a period of shutdown, thereby
helping to position businesses for successful relaunch when the economy reopens.
This $55 billion program provides interest-free loans of up to $40,000 to small businesses and not-for-profits.
Repaying the balance of the loan on or before December 31, 2022 will result in loan forgiveness of 25 percent (up to
$10,000).”
$10,000)." (Government of Canada Department of Finance, 2020a)
5
5

This program provides a 75% wage subsidy to eligible employers, retroactive to March 15, 2020, as a result of a
drop in revenue due to COVID-19. (Canada Revenue Agency, 2020d)
6
6

“The CESB is a taxable benefit that provides relief for
"The
for eligible
eligible students
students for
for aa maximum
maximum of
of 16
16 weeks.
weeks.[…]
[...] The
benefit provides a payment of $1,250 for each 4-week period from May to August 2020.”
2020." (Canada Revenue Agency,
2020b) This program is intended for post-secondary students and graduating high school students who are unable to
work or unable to find work due to COVID-19 or who are currently working but making less than $1000 per month.
(Canada Revenue Agency, 2020c)
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response timelines for Ontario, Quebec/Montreal, Alberta and British Columbia to provide a
holistic view of how the governments responded to their
their population’s
population's needs.
th
From March 12th
to 23rd,
23rd, Ontario and Quebec both indefinitely closed public schools and
daycares, while Alberta and British Columbia prohibited gatherings over 250 people. In
Montreal, this marked the indefinite closure of public facilities such as public arenas, libraries,
sports facilities and swimming pools. Alberta closed down its schools and some regions closed
all city-run facilities. At the same time in Montreal, daycare services were reinstated for frontline
workers. In mid-March, both Ontario and British Columbia declared a public health emergency
and closed all non-essential businesses, forcing workers who could to work from home. Quebec
banned indoor and outdoor gatherings and closed shopping malls, dining rooms, restaurants and
Premier, Jason
Jason Kenney,
Kenney, announced a $1145 payment for Albertans in
beauty salons. Alberta’s
Alberta's Premier,
self-isolation. Additionally, British Columbia announced $58B in financial help for struggling
families and businesses. Meanwhile, as COVID-19 cases increased in Montreal, the Montreal
Police declared a state of emergency throughout its territory to optimize COVID-19 related
interventions. Following Ontario and British Columbia’s
Columbia's lead, Alberta mandated the closure of
th
all non-essential businesses on March 26
26th,, and a ban on evicting Albertan renters over failure to
pay rent was put in place, and penalties for late property tax payments were also removed
(Vogel, 2020).

In mid-April, Jason Kenney announced an additional $53 million in mental health
funding available for all related programs and services, Quebec elementary schools and daycare
11th, classes would be limited to 15
centers outside of Montreal were allowed to open as of May 11th,
students and attendance was up to the discretion of parents.
parents. On
On April
April 30th,
30th, Alberta’s
Alberta's restrictions
started to be lifted in several phases as the province began to reopen (Vogel, 2020).
In May, British Columbia offered a one-time, tax-free $1000 payment to those people
whose work has been affected by COVID-19. The province also saw its first drop in the number
of hospitalizations, being the first
first province
province in
in Canada
Canada to
to ‘flatten
'flatten the curve’.
curve'. Around the same
time, 60% of COVID-19 fatalities were found to be stemming from Quebec, and Montreal was
ofthe
thepandemic
pandemic in
in Canada.
Canada. In
In order
order to
to alleviate
alleviate some pressure from the
termed the ‘epicentre’
'epicentre' of
Montreal Health Network, some patients in the greater Montreal region were transferred to
hospitals in other regions of Quebec. On May 14th, the Montreal school year was officially
cancelled. Five days later, bigger gatherings were permitted in other parts of Quebec, provincial
parks reopened, and other restrictions were lifted. Meanwhile, in Ontario, some businesses were
allowed to reopen, subject to social distancing and other guidelines. Although the province began
its plan to reopen, public schools were to remain closed until September, as announced on May
19th. In British Columbia reopening also began, with non-essential businesses reopening as long
as they meet industry-specific guidelines (Vogel, 2020). See Appendix A: Visual Timeline for a
visual timeline of these events.
As demonstrated above, a multitude of changes were implemented in various parts of the
country, many of which have fundamentally changed significant aspects of Canadian society.
With no end in sight to these changes
changes being
being necessary,
necessary, itit has
has become
becomeaa‘new
'new normal’.
normal'. Physical
and social distancing measures, alongside the sudden shut-down of the country, has required our
2

society to make rapid and sudden changes to everyday habits, routines and living conditions.
While this has caused the general population to experience many unprecedented barriers, highrisk and marginalized groups have faced their own unique stressors and challenges. Difficulties
managing unexpected change and uncertainty, high risk of vulnerability, and health inequalities
could all be magnified during the pandemic. Recent research shows that marginalized groups
generally have more health-care needs than other groups and are therefore more vulnerable to the
impact of low quality or inaccessible healthcare services, in this case, exacerbated by a global
pandemic (Wrigley & Dawson, 2016).
The many uncertainties around the impacts of the COVID-19 pandemic, specifically on
the autism community across Canada, led to a collaboration between Autism Speaks Canada, the
McMaster Autism Research Team (MacART) and the Canadian Autism Spectrum Disorder
Alliance (CASDA) to create and develop the Pandemic Canadian Autism Needs Assessment
Survey. Together, we invited caregivers with children with autism spectrum disorder (ASD) and
self-advocates/autistic adults across Canada to participate in this online survey between May
13th and May 24th, 2020. Through this survey, caregivers and self-advocates had the opportunity
to share their experiences to help inform on the impacts of the COVID-19 pandemic and what
support strategies were helpful in coping. The results of the survey are compiled and summarized
in this report. The survey was intended for people and families in the autism community to share
how they have been impacted by changes related to the COVID-19 pandemic, to inform service
organizations of what services and supports are most helpful for families, and to inform
governments of how the autism community has been impacted and advocate for increased
supports in response to the COVID-19 pandemic and future emergencies.
Participation in this survey was voluntary. Participants were able to skip any question
they did not wish to fill out, and they were also able to exit the survey at any time. Completing
this anonymous survey took about 10-15 minutes. Social media handles, account names, email
addresses and IP addresses were not recorded or retained by Autism Speaks Canada, the
MacART, or CASDA.
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Demographics
Sample
Sample
The survey was created using Google Forms and was advertised a number of ways.
Announcements were sent out via social media including Twitter and Facebook as well as via
emails from Autism Speaks Canada to its members and emails sent to members of partner
organizations through snowball sampling.
The total number of unique respondents to the survey, after removing duplicate entries,
was 1066. The English-language survey was completed by 1001 people, while the Frenchlanguage survey was completed by 65 people.
Table 1: Survey Response Languages

Response Language
English
French

Number of Responses
1001
65

Percentage of Responses
93.90%
6.10%

Figure 1: Graph of Survey Response Languages

In Which Language Did Respondents
Complete The Survey?

Respondents were asked how many other people lived with them. Two percent of
respondents lived alone, 10% of respondents lived with one other person, and the majority of
respondents lived with three other people (34%). The next two largest groups of respondents
lived with four (23%) or two (21%) other people respectively.

4

Table 2: Responses to "How many other people do you currently live with?"

Number of Other People with Whom
the Respondent Currently Lives
0
1
2
3
4
5
6
7
8+
NR

Number of
Responses
19
107
221
359
243
57
27
10
5
18

Percentage of
Responses
1.78%
10.04%
20.73%
33.68%
22.80%
5.35%
2.53%
0.94%
0.47%
1.69%

Figure 2: Graph of responses to "How many other people do you currently live with?"

How Many Other People Do The Respondents Live With?
27, 2.53%
57, 5.35%

10, 0.94%

5. 0.47% ._18,r 1.6. 9%

0

19, 1.78%

1

107, 10.04%

2
221, 20.73%

243, 22.80%

3
4
5
• 13

359, 33.6.8%

will

•is

7

8R.

The majority of respondents (52%) lived in Ontario. Next largest groups of respondents
lived in British Columbia (13%), Alberta (11%), and Quebec (9%). The only province or
territory not represented in this sample was Nunavut; no residents of Nunavut completed the
survey.
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Table 3: Survey Response Geographic Breakdown

Province/Territory
Alberta
British Columbia
Manitoba
New Brunswick
Newfoundland and Labrador
Northwest Territories
Nova Scotia
Ontario
Prince Edward Island
Quebec
Saskatchewan
Yukon
NR

Number of Responses
117
143
17
9
20
4
35
558
2
100
49
3
9

Percentage of Responses
10.98%
13.41%
1.59%
0.84%
1.88%
0.38%
3.28%
52.35%
0.19%
9.38%
4.60%
0.28%
0.84%

Figure 3: Graph of Survey Response Geographic Breakdown

Survey Response Geographic
Breakdown
Nunavut

10%

PEI
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Nova Scotia
Saskatchewan

I 3.28%
I 4.6%

Quebec

9.38%

Alberta

10.98%
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Ontario
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Participants were asked if they were on the autism spectrum and 21% of the respondents
identified themselves as autistic. In another question, participants were asked whether they were
filling out the survey as caregivers or as advocates or both. Respondents identifying themselves
6

as caregivers made up 82% of the sample, those identifying as advocates made up 7% of the
sample, and those identifying as both caregivers and advocates made up 11% of the sample.
Respondents who identified themselves as being on the autism spectrum were present in each of
the above roles, as can be seen in Figure 6.
Table 4: Responses to "Are you on the autism spectrum?"

Response
No
Yes
NR

Number of Responses
835
219
12

Percentage of Responses
78.33%
20.54%
1.13%

Figure 4: Graph of responses to "Are you on the autism spectrum?"
Are the Respondents on the Autism Spectrum?
12, 1.13%

No
■ Yes

219, 20.54%

■ NR

835, 78.33%
f

Table 5: List
Respondent Roles
List of
ofRespondent

Roles
Caregiver
Advocate
Caregiver Advocate
Total Number of Respondents

Number of Responses
877
77
112
1066

Percentage of Responses
83.37%
7.22%
10.51%
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Figure 5: Graph of Distribution of Roles of Respondents

In What Role Are You Completing the Survey?
112, 10.51%
77, 7.22%

IIIIIb
ih4)

877, 82.27%

■Caregiver 0 Advocate

Caregiver Advocate

Table 6: Distribution
Roles and ASD Status
Respondents
Distribution of
ofRoles
Status of
ofRespondents
Percentage
of ASD
Number of
Number of
ASD
NT
Respondents
Roles
in Role
Respondents Respondents

Caregiver
Advocate
Caregiver
Advocate
Total

Percentage
of NT
Respondents
in Role

Overall
Percentage
of ASD
Respondents

Overall
Percentage
of NT
Respondents

98
59

771
15

11.17%
76.62%

87.91%
19.48%

9.19%
5.53%

72.33%
1.41%

62

49

55.36%

43.75%

5.82%

4.60%

219

835

8

Figure 6: Graph of Distribution of Roles and ASD Status of Respondents

Respondents by Role and Whether They Are on the
Autism Spectrum
59, 5.53%

15, 1.41%
49, 4.60%

98, 9.19%

771, 72.33%

■ ASD Caregiver Advocate

NT Caregiver Advocate

■ ASD Caregiver

■ NT Caregiver

■ ASD Advocate

■ NT Advocate

Caregivers were asked for whom they provide care and to check the age categories that
applied. The majority of caregivers who responded to this survey provide care for children from
5-17 years of age (79%). A significant portion of caregivers also provide care for adults, 18 years
of age or older (20%) and the final category was for pre-school-aged children, 5 years of age and
under (19%).
Table 7: Responses
Responses to
to "As
"As aa caregiver,
caregiver, who
whodo
doyou
youcare
carefor?"
or?"

Categories
Children under 5 years
Children 5-17 years
Adults 18 years and older

Number of Responses
189
779
195

Percentage of Responses
19.11%
78.77%
19.72%
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Figure 7: Graph of responses to "As a caregiver, who do you care for?"
Who Do the Caregivers Care For?
189, 19.11%

195, 19.72%

Children under 5 years
Children 5-17 years
Adults 18 years and older

4
1 779, 78.77°A
.

Caregivers were asked to identify their role and a vast majority identified their caregiving
role as that of a mother (85%). Fathers made up the next largest group (10%), followed by
grandparents (2%), other (4%), and
and siblings
siblings (<1%).
(<1%). Many
Many of
of the
the roles
roles categorized
categorizedunder
under‘other’
'other'
are professional caregiving roles such as childcare providers or personal support workers, other
familial relations, or otherwise the respondents listed multiple caregiving roles.
Table 8: Responses to "In which roles do you identify as a caregiver?"

Roles
Mother
Father
Sibling
Grandparent
Other

Number of Respondents
840
97
4
19
41

Percentage of Respondents
84.93%
9.81%
0.40%
1.92%
4.15%

Figure 8: Graph of responses to "In which roles do you identify as a caregiver?"
Roles of the Caregivers
4, 0.40%

19, 1.92%

41, 4.15%

97, 9.81%
Mother
Father
Sibling
840, 84.93%

Grand parent
Other
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In addition to the people for whom they provide care, caregivers were asked how many
members of their immediate family had a diagnosis of ASD. The majority of caregivers
responded that they had a single person in their immediate family with ASD (74%). The next
most frequent response was caregivers having two people in their immediate family with an ASD
diagnosis (16%).
Table 9: Responses to "How
"How many
many members
members in
in your
your immediate
immediatefamily
familyhave
haveaadiagnosis
diagnosisofo ASD?"

Number of other people with an ASD
diagnoses in the caregivers’
caregivers' immediate family
0
1
2
3
4
Other
NR

Number of
Responses
37
729
162
23
8
11
19

Percentage
of Responses
3.74%
73.71%
16.38%
2.33%
0.81%
1.11%
1.92%

Figure 9: Graph of responses to "How many members in your immediate family have a diagnosis of ASD?"

How Many of the Members of the Caregivers' Immediate
Family Have an ASD Diagnosis?
8, 0.81%
23, 2.33%

11, 1.11%

19, 1.92%

37, 3.74%

pra

0

162, 16.38%

1
2
3
729, 73.71%
4
Other
o NR
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Individual and Family Health
Respondents were asked about how easy it was for them to follow various measures to
reduce potential exposure of themselves and their household from COVID-19. The responses to
the different measures addressed in this question formed three different trends.

The first trend is a positive trend toward very easy, meaning that more respondents found
these measures easy than difficult. This trend, see Figure 10, consists of seven measures
including the following measures to reduce potential exposure to COVID-19 that were rated by a
majority of respondents as somewhat easy or very easy: frequent hand washing (83%), avoiding
crowded environments (76%), maintaining physical distance from others (71%), making
purchases online (69%), making necessary visits outside of peak time periods (62%), and selfisolating (59%).
The second trend, shown in Figure 11, is flat, meaning that similar number of
respondents found these measures easy as found them difficult. This trend consists of only a
single measure: avoiding touching of eyes, nose and mouth.
The third trend, shown in Figure 12, is a positive trend toward difficult, meaning that
more respondents rated these measures as difficult than easy. This trend consists of two measures
rated by a majority of respondents as somewhat difficult, or difficult: requesting assistance from
family, friends, or others to access crowded environments (42%); taking advantage of special
opening hours for people with disabilities (40%).
Table 10: Response counts to "In the last month, how easy has it been to take the following measures to reduce
potential
otential exposure to COVID-19 in your household?"

Factors
Frequently washing hands
Maintaining physical distance
with others
Avoiding touching of eyes, nose
and mouth
Avoiding crowded environments
Making necessary visits outside
of peak time periods
Taking advantage of special
opening hours for people with
disability or their caregivers
Making purchases online
Requesting assistance from
family, friends, or others to access
crowded environments
Gathering urgent items to reduce
access to public places, e.g. food,
cleaning supplies, medication
Self-isolating

Very
NR Easy
14 615

Somewhat
Easy
266

Ratings
Neither Easy
or Difficult
98

Somewhat
Difficult Difficult
57
16

13

366

387

118

123

59

16

127

329

180

236

178

16

471

350

119

84

26

17

317

341

172

152

67

47

149

157

320

127

266

22

411

329

148

99

57

45

146

181

276

157

261

30

169

312

248

192

115

28

336

289

190

109

114
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Figure 10: Very easy trend graph of responses to "In the last month, how easy has it been to take the following
measures to reduce potential exposure to COVID-19 in your household?"
In the Last Month, How Easy Has It Been to Take the Following Measures to Reduce
Potential Exposure to COVID-19 in your Household?
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Figure 11: Flat trend graph of responses to "In the last month, how easy has it been to take the following measures
to reduce potential exposure to COVID-19 in your household?":
In the Last Month, How Easy Has It Been to Take the Following Measures to Reduce
Potential Exposure to COVID-19 in your Household?
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Figure 12: Difficult trend graph of responses to "In the last month, how easy has it been to take the following measures to reduce
potential exposure to COVID-19 in your household?"
In the Last Month, How Easy Has It Been to Take the Following Measures to Reduce
Potential Exposure to COVID-19 in your Household?
70%

60%

50%

20%

10%

0%
Very Easy

Somewhat Easy

Neither Easy or Difficult Somewhat Difficult

Difficult

Ratings of Ease
—0—Taking advantage of special opening hours for people with disability or their caregivers
—0—Requesting assistance from family, friends, or others to access crowded environments

When asked about which factors prevented them from physically distancing themselves
or their families from others, the majority of respondents (82%) indicated that getting food or
groceries affected their ability to physically distance themselves and their families from others.
Other significant factors included needing to earn an income (34%) and getting physical activity
(30%).
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Table 11: Responses to "Which of the following factors prevent you from physically distancing yourself/your family
from
rom others?"

Response Categories
Need to earn an income
Need to care for someone outside
of your home (e.g.: elderly
parents)
Social events/gatherings
Getting food/groceries
Getting physical activity
Attending Appointments
Other
Total Respondents

Number of Responses
366
150

Response Percentage of Total
34.33%
14.07%

30
872
320
213
100
1066

2.81%
81.80%
30.02%
19.98%
9.38%

Figure 13: Graph of Responses to "Which of the following factors prevent you from physically distancing
yourself/your family from others?"
Which of the Following Factors Prevent You from Physically Distancing

Yourself/Your Family from Others
1000
872, 81.80%

Number of Responses

900
800
700
600
500
400

366, 34.33%

320, 30.02%

300

213, 19.98%
150, 14.07%

200

100, 9.38%

100

30, 2.81%

0
Need to earn an Need to care for
Social
Getting
income
someone outside events/gatherings food/groceries
of your home

Getting physical
activity

Attending

Other

Appointments

(e.g.: elderly
parents)
Factors Preventing Physical Distancing Yourself/Your Family from Others

Mental Health
Respondents were asked if they had any of a list of diagnoses or conditions and they
could select multiple options if applicable. The most common diagnoses reported by the
respondents were anxiety (41%), sleep problems (23%), attention problems (17%), and
gastrointestinal problems (15%).
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Table 12: Responses to "Do you have any of the following diagnoses and/or conditions?"

Conditions
Intellectual Disability
Anxiety
Mood Disorder
Behaviour Problems
Attention Problems
Sleep Problems
Gastrointestinal Problems
Seizure disorder
Physical or mobility challenges
Other Mental Health Issues
Other
Total Respondents

Number of Responses
88
438
121
88
176
244
160
30
71
127
66
1066

Percentage of Responses
8.26%
41.09%
11.35%
8.26%
16.51%
22.89%
15.01%
2.81%
6.66%
11.91%
6.19%

Figure 14: Graph of responses to "Do you have any of the following diagnoses and/or conditions?"

How Many Respondents Have Been Diagnosed With Other
Number of Respondents
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List of Conditions

Respondents who reported being diagnosed with other conditions, not listed in the survey
(6%), reported the following conditions most frequently: fibromyalgia (12%), post-traumatic
stress disorder (11%), obsessive compulsive disorder (9%), and suspected ASD but not
confirmed (8%). The table below shows all the options that were entered as other in response to
this question that occurred more than once. A total of 37 separate diagnoses were entered by
respondents as other options.
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Table 13: List of 'Other' responses to "Do you have any of the following diagnoses and/or conditions?"

Diagnoses

Fibromyalgia
Post-traumatic stress
disorder
Obsessive compulsive
disorder
Suspected ASD but
not confirmed
Arthritis
Asthma
Diabetes
Hypothyroidism
High blood pressure
Concussion
Dyslexia
Endometriosis
High stress
Raynaud’s
Raynaud's

Number of
Percentage of Respondents
Respondents who Chose ‘Other’
'Other' who
Reported Diagnosis
8
12.12%
7
10.61%

Overall Percentage
of Respondents who
Reported Diagnosis
0.75%
0.66%

6

9.09%

0.56%

5

7.58%

0.47%

4
4
3
3
2
2
2
2
2
2

6.06%
6.06%
4.55%
4.55%
3.03%
3.03%
3.03%
3.03%
3.03%
3.03%

0.38%
0.38%
0.28%
0.28%
0.19%
0.19%
0.19%
0.19%
0.19%
0.19%

Caregivers who reported taking care of people with other conditions not listed in the
survey (14%) reported the following conditions most frequently: obsessive compulsive disorder
(10%), global developmental delay (9%), nonverbal (9%), and learning disability (9%). The table
below shows all the options that were entered as other in response to this question that occurred
more than twice. Caregivers reported a total of 62 separate co-existing diagnoses in the other
category for the autistic people for whom they provide care.
Table 14: Responses to "Do(es) the individual(s) with autism, for whom you are a caregiver, have any co-existing
diagnoses?"

Coexisting Diagnoses
Intellectual Disability
Anxiety
Mood Disorder
Behaviour Problems
Attention Problems
Sleep Problems
Gastrointestinal Problems
Seizure disorder
Physical or mobility challenges
Other Mental Health Issues
Other
Total Respondents

Number of Responses
363
526
143
437
489
392
193
71
89
108
134
1066

Percentage of Responses
36.70%
53.19%
14.46%
44.19%
49.44%
39.64%
19.51%
7.18%
9.00%
10.92%
13.55%
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Figure 15: Responses to "Do(es) the individual(s) with autism, for whom you are a caregiver, have any co-existing
diagnoses?"
Do the People with ASD for Whom You Are a Caregiver
Have any Coexisting Diagnoses?
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Table 15: List of 'Other' responses to "Do(es) the individual(s) with autism, for whom you are a caregiver, have any
co-existing diagnoses?"

Diagnoses
Obsessive compulsive
disorder
Global developmental
delay
Nonverbal
Learning disability
Sensory processing
disorder
Speech impairment
Hearing loss –- Deafness
Apraxia speech disorder
Asthma
Blindness or Vision
issues
Gifted
Tourette’s syndrome
Tourette's
Diabetes
Eating disorder
Fetal alcohol spectrum
disorder
Post-traumatic stress
disorder

Percentage of Caregivers
who Chose ‘Other’
'Other' who
Reported Diagnosis of
Number of
People for Whom they
Respondents
Provide Care

Overall Percentage
of Caregivers who
Reported Diagnosis
of People for Whom
they Provide Care

14

10.22%

1.42%

13

9.49%

1.31%

13
12

9.49%
8.76%

1.31%
1.21%

9

6.57%

0.91%

9
5
4
4

6.57%
3.65%
2.92%
2.92%

0.91%
0.51%
0.40%
0.40%

4

2.92%

0.40%

4
4
3
3

2.92%
2.92%
2.19%
2.19%

0.40%
0.40%
0.30%
0.30%

3

2.19%

0.30%

3

2.19%

0.30%

All respondents were asked to rate their level of stress related to the COVID-19
pandemic. While a majority of respondents (47%) responded that their level of stress related to
the pandemic was manageable, the next most frequent response indicated that a large number of
respondents (42%) were feeling very stressed by the pandemic.
Table 16: Responses to "How
stress related to COVID-19?"
"How would
would you
you rate
rate your
your current
current level
levelof
ofstress

Level of Stress
Very stressed
Manageable stress
Minimal stress
No stress
NR

Number of Responses
452
496
92
12
14

Percentage of Responses
42.40%
46.53%
8.63%
1.13%
1.31%
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Figure 16: Graph of responses to "How would you rate your current level of stress related to COVID-19?"

How Would You Rate Your Current Level of
Stress Related to COVID-19?
92, 8.63%

12 1.13% 14, 1.31%

452, 42.40%

Very stressed
Manageable stress

496, 46.53%

Minimal stress
No stress
NR

Respondents were asked to indicate their level of concern that they or a family member
had caught or could catch COVID-19. The majority of respondents (29%) answered that they
were somewhat concerned with this possibility. Subsequent groups of respondents answered that
they were concerned (25%), very concerned (20%), and extremely concerned (15%) with the
possibility of themselves or their families contracting COVID-19. A minority of respondents
(9%) indicated that they had no concerns related to catching COVID-19.
Table 17: Responses to "What level of concern do you have that you or a family member have caught/will catch
COVID-19?"

Level of Concern
Extremely concerned
Very concerned
Concerned
Somewhat concerned
None
NR

Number of Responses
164
215
267
311
95
14

Percentage of Responses
15.38%
20.17%
25.05%
29.17%
8.91%
1.31%
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Figure 17: Graph of responses to "What level of concern do you have that you or a family member have caught/will
catch COVID-19?"

What Level of Concern Do You Have That You or a
Family Member Have Caught/Will Catch COVID-19
95, 8 . 91% 14, 1.31%

164, 15.38%
o Extremely concerned

ft

Very concerned

215, 20.17%
Concerned
Somewhat concerned

#

None
NR

Respondents were also asked how well they thought they were coping with changes in
their lives related to the COVID-19 pandemic and the majority of the participants (55%) felt that
they were coping okay with those changes in their lives. Subsequent groups of respondents felt
that they were coping poorly (19%) or felt that they were coping well (16%).
Table 18: Responses to "How well
with the changes related to COVID-19?"
well do
do you
you think
think you
you are
are currently
currently coping
copingwith

Level of Coping
Very well
Well
Ok
Poorly
Very poorly
NR

Number of Responses
35
173
588
201
56
13

Percentage of Responses
3.28%
16.23%
55.16%
18.86%
5.25%
1.22%
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Figure 18: Graph of responses to "How well do you think you are currently coping with the changes related to COVID-19?"

How Well Do You Think You Are Currently
Coping With The Changes Related to COVID-19?
56, 5.25%

13, 1.22%

35, 3.28%
Very well
Well

01, 18.861
Ok
Poorly
588, 55.16%

Very poorly
NR

follow various
various measures
measures to increase
Respondents were asked how easy it was for them to follow
their household during the COVID-19 pandemic. Three trends
coping and resilience in their
trends of
of ease
emerged when the responses to this question were analysed.
below, trends
trends toward very easy, meaning that
The first trend,
trend, as
as can
can be
be seen
seen in Figure 19 below,
more respondents rated measures as neither easy or difficult, somewhat easy, or very easy, than
somewhat difficult or difficult. This trend
trend consists
consists of
of the
the following measures: seeking
information updates and
and practical
practical guidance
guidance (76%), avoiding separation from your child(ren)
during the day (68%), avoiding information
(69%), limiting information updates
updates to specific times during
that makes
COVID-19 with
with your
your child(ren) (62%),
that
makes you
you feel uncomfortable (64%), discussing COVID-19
staying connected yourself
yourself and
and maintaining your social networks (60%).
The trend toward difficult, meaning more respondents rated measures as neither easy or
difficult, somewhat difficult, or difficult, than somewhat easy or very easy, can be seen in Figure
20. This trend is made up
measures to increase coping and resilience:
up of the following measures
maintaining familiar routines
routines or
or creating
creating new
new ones
ones for your child(ren) (70%), helping children to
stay connected and maintain your
your social
social networks (68%), encouraging your child(ren) to play
and socialize with others in the household (67%), engaging in activities that you enjoy and find
ways to
to help
help your
your child(ren) express their feelings (65%),
relaxing (65%), finding positive ways
engaging age-appropriate
age-appropriate activities (64%).
providing engaging

Lastly, the steeper trend toward difficult means that
that a majority of
of participants
participants rated
measures as somewhat difficult or difficult, as can be seen Figure 21. This trend
trend consists
consists of two
measures: maintaining your own personal routines or creating new routines (57%), and
maintaining a healthy
healthy lifestyle
lifestyle (55%).
(55%) .
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Table 19: Response counts to "In the last month, how easy has it been to take the following measures to increase
coping and resilience
resilience in
in your household?'
household?"
copingand

Very
Measures
NR Easy
Engaging in activities that
20
91
you enjoy and find relaxing
Maintaining your own
personal routines or creating
19
80
new routines
Staying connected yourself
and maintaining your social
21 153
networks via telephone,
social media, or video
conference
Maintaining a healthy
20
79
lifestyle, e.g., regular sleep,
exercise, healthy eating
Seeking information updates
27 190
and practical guidance
Limiting information updates
to specific times during the
29 148
day
Avoiding information that
makes you feel
31 143
uncomfortable
Finding positive ways to help
your child(ren) express their
88
49
feelings, e.g., playing or
drawing
Avoiding separation from
65 252
your child(ren)
Providing engaging age54 106
appropriate activities
Encouraging your child(ren)
59 104
to play and socialize with
others in the household
Discussing COVID-19 with
58 153
your child(ren)
Maintaining familiar routines
or creating new ones for your 54
73
child(ren)
Helping children to stay
connected and maintain your
social networks via
53
89
telephone, social media, or
video conference

Somewhat
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Figure 19: Very easy trend graph of responses to "In the last month, how easy has it been to take the following
measures to increase coping and resilience in your household?"
In the last month, how easy has it been to take the following measures to increase coping and
resilience in your household?"
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Figure 20: Difficult trend graph of responses to "In the last month, how easy has it been to take the following
measures to increase coping and resilience in your household?"
In the last month, how easy has it been to take the following measures to increase coping and
resilience in your household?"
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Figure 21: Steep difficult trend graph of responses to "In the last month, how easy has it been to take the following
measures to increase coping and resilience in your household?"
In the last month, how easy has it been to take the following measures to
increase coping and resilience in your household?"
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Caregivers were asked in which ways they felt the disruptions related to COVID-19 had
negatively impacted their child with ASD. A majority of caregivers (79%) felt the COVID-19
pandemic had negatively affected their
education. More than half of caregivers
their child’s/children’s
child's/children's education.
also reported negative impacts in the following areas in their children with ASD: behaviour
(72%), relationship with family/friends (68%), emotional/mental health (64%), sleep (56%), and
attention (55%).
Table 20: Responses to "In which ways do you feel the disruptions related to COVID-19 have negatively impacted
your
our child with autism?"

Possible Areas for Disruption
Behaviour
Sleep
Attention
Appetite
Emotional/mental health
Physical health
Education and learning
Relationship with family/friends
Total Number of Caregivers

Number of Responses
711
558
543
336
636
452
783
676
989

Percentage of Responses
71.89%
56.42%
54.90%
33.97%
64.31%
45.70%
79.17%
68.35%

26

Figure 22: Graph of responses to "In which ways do you feel the disruptions related to COVID-19 have negatively
impacted your child with autism?"
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Advocates were asked a similar question to the one above, asking in which ways they felt
disruptions due to COVID-19 had negatively impacted themselves. The majority of advocates
(65%) felt the COVID-19 pandemic had negatively affected their emotional/mental health. More
than half of advocates also reported negative impacts on sleep (57%) and relationship with
family/friends (52%).
Table 21: Responses to "In which ways do you feel the disruptions related to COVID-19 have negatively impacted
you?"
ou ?"

Possible Areas for Disruption
Behaviour
Sleep
Attention
Appetite
Emotional/mental health
Physical health
Education and learning
Relationship with family/friends
Total Number of Advocates

Number of Responses
35
44
29
31
50
37
20
40
77

Percentage of Responses
45.45%
57.14%
37.66%
40.26%
64.94%
48.05%
25.97%
51.95%
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Figure 23: Graph of responses to "In which ways do you feel the disruptions related to COVID-19 have negatively
impacted you?"
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Caregivers were asked how well they felt their families were coping with the day-to-day
demands amidst the changes related to the COVID-19 pandemic. Most caregivers responded that
they were coping well enough (41%) or somewhat well (35%).
Table 22: Responses to "How well do you feel your family is coping with the day-to-day demands amidst the
related to
to COVIDCOVID-19?"
changes related
19?"

Level of Coping
Extremely well
Very well
Well enough
Somewhat well
Not at all well
NR

Number of Responses
25
106
401
345
94
18

Percentage of Responses
2.53%
10.72%
40.55%
34.88%
9.50%
1.82%
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Figure 24: Graph of responses to "How well do you feel your family is coping with the day-to-day demands amidst
the changes related to COVID-19?"
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Advocates were asked how well they thought they themselves were coping with the dayto-day demands amidst the changes related to the COVID-19 pandemic. While 39% of advocates
felt they were coping well enough, 29% of advocates responded that they were only coping
somewhat well.
Table 23: Responses to "How well do you feel you personally are coping with the day-to-day demands amidst the
changes related to COVID-19?"

Level of Coping
Extremely well
Very well
Well enough
Somewhat well
Not at all well

Number of Responses
3
12
30
22
10

Percentage of Responses
3.90%
15.58%
38.96%
28.57%
12.99%
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Figure 25: Graph of responses to "How well do you feel you personally are coping with the day-to-day demands
amidst the changes related to COVID-19?"
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Caregivers were asked what feelings they or their family had experienced during the
pandemic. The most common feelings reported by caregivers were stress (84%), worry (81%),
anxiety (81%), isolation (74%), and feeling more pressure for daily tasks (72%).
Table 24: Responses to "Which of the following feelings
feelings have
have you/your
you/your family
family experienced
experienced during
during the
the COVIDCOVID-19
19
pandemic?"
andemic?"

Feelings
Felt more pressure for daily tasks
Worry
Anxiousness
Stressed
Depressed
Isolated
Relaxed
Happy
Total Number of Caregivers

Number of Responses
716
798
796
826
547
735
184
275
989

Response Percentage of Total
72.40%
80.69%
80.49%
83.52%
55.31%
74.32%
18.60%
27.81%
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Figure 26: Graph of responses to "Which of the following feelings have you/your family experienced during the COVID-19
pandemic?"
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Advocates were asked what feelings they had experienced during the pandemic. The
most common feelings experienced by advocates were anxiety (79%), worry (77%), stress
(75%), and isolation (65%).
Table 25: Responses
Responses to
to "Which
"Which of
of the
the following
followingfeelings
feelingshave
haveyou
youpersonally
personallyexperienced
experiencedduring
duringthe
theCOVID-19
COVID-19pandemic?"
andemic?"

Feelings
Felt more pressure for daily tasks
Worry
Anxiousness
Stressed
Depressed
Isolated
Relaxed
Happy

Number of Responses
43
59
61
58
41
50
24
24

Total Number of Advocates

77

Response Percentage of Total
55.84%
76.62%
79.22%
75.32%
53.25%
64.94%
31.17%
31.17%
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Figure 27: Graph of responses to "Which of the following feelings have you personally experienced during the COVID-19
pandemic?"
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Caregivers were asked about how well they felt that their children with ASD understood
information and changes related to COVID-19. Most caregivers felt their children with ASD did
not understand information or changes related to COVID-19 at all (31%), while some caregivers
felt their children understood COVID-19 related information somewhat (25%). Very few
caregivers felt that their children with ASD understood COVID-19 related information and
changes completely (7%).
Table 26: Responses to "How well does your child with ASD understand information and changes related to COVID-19?"

Response Categories
Completely
Moderately well
Moderately
Somewhat
Not at all
NR
Total Number of Caregivers

Number of Responses
67
188
157
251
305
21
989

Response Percentage of Total
6.77%
19.01%
15.87%
25.38%
30.84%
2.12%
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Figure 28: Graph of responses to "How well does your child with ASD understand information and changes related to COVID19?"
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Impact of COVID-19 Pandemic
Respondents were asked about whether they themselves or anyone in their immediate
family had been directly affected by COVID-19 and if so, how. Almost one fifth of respondents
(18%) indicated that they or a family member had been directly affected by COVID-19. In terms
of being tested for COVID-19, 12% of respondents answered that they had been tested for
COVID-19. An extremely small portion of respondents actually tested positive for COVID-19
(<1%). A small portion of respondents (9%) developed symptoms associated with COVID-19.
Lastly, a very small portion of respondents (1%) indicated that they had been hospitalized as a
result of infection or possible infection with COVID-19.
Table 27: Responses measuring direct
direct impact
impact of
of COVIDCOVID-19
19 pandemic

Direct Impacts of COVID-19
Developed symptoms
associated with COVID-19
Been tested for COVID-19
Tested positive for COVID-19
(infected with the virus)
Been hospitalized as a result of
infection or possible infection
of COVID-19
Total Respondents

Number of Responses

Percentage of Responses

98

9.19%

131

12.29%

2

0.19%
0.19°A

6

0.56%

1066

measuring direct
direct impact
impact of
of COVIDCOVID-19
Figure 29: Graph of responses measuring
19 pandemic
How Have Respondents Been Affected by COVID-19?
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Caregivers were asked about the ways their family has been affected by COVID-19 over
the preceding month. They were given fifteen different options and were encouraged to select all
responses not specified in the fifteen provided
that applied to them including a section
section for
for ‘other’
'other' responses
options. The most significant ways that caregivers’
caregivers' families were affected by the COVID-19
school/daycare has been closed (78%), I am homeschooling my
pandemic were: my child’s
child's school/daycare
children (64%), and accessing food, home essentials and medications have become challenging
(41%).
Table 28: Responses to "In what ways has your family been affected with the COVID-19 situation?"

Factors Potentially Affecting One’s
One's Family During
COVID-19
child’s school/daycare
school/daycare has been closed
My child's
child’s day
day program
program has been closed
My child's
child’s intervention
intervention services
services (ABA, SLP, OT, respite)
My child's
have been closed
I am home schooling my child(ren)
I have been asked to work from home
My earnings/income have decreased
I have had to close down my business
I have been laid off
I am on a leave without pay
I am on leave with pay
My city is under a mandatory lockdown
I am unable to access healthcare when needed
Accessing food, home essentials and medication have become
challenging
Family displacement (a member living outside of the home,
outside member moved into home)
Concern a family member has COVID-19
Other
Total Number of Caregivers

Number of
Responses
776
11

Percentage of
Responses
78.46%
1.11%

31

3.13%

631
322
354
47
107
58
40
270
235

63.80%
32.56%
35.79%
4.75%
10.82%
5.86%
4.04%
27.30%
23.76%

408

41.25%

98

9.91%

69
112
989

6.98%
11.32%

35

Figure 30: Graph of responses to "In what ways has your family been affected with the COVID-19 situation?"
In What Ways Has Your Family Been Affected by the COVID-19
Situation?
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Similarly, advocates were asked how they were affected by the COVID-19 pandemic and
were given 17 options to choose from. The most common responses among advocates were:
accessing food, home essentials and medication have become challenging (38%), other (27%),
my search for employment is more challenging than before (26%), and my school/day program
has been closed (23%).
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Table 29: Responses to "In what ways have you been personally affected by the COVID-19 situation?"

Factors Potentially Affecting One During COVID-19
My school/day program has been closed
child’s school/daycare
school/daycare has been closed
My child's
I am home schooling
I am home schooling my child(ren)
I have been asked to work from home
My earnings/income have decreased
I have had to close down my business
I have been laid off
I am on a leave without pay
I am on leave with pay
My search for employment is more challenging than before
My city is under a mandatory lockdown
I am unable to access healthcare when needed
Accessing food, home essentials and medication have become
challenging
Family displacement (a member living outside of the home,
outside member moved into home)
Concern a family member has COVID-19
Other
Total Number of Advocates

Number of
Responses
18
9
14
6
16
17
1
14
3
3
20
27
17

Percentage
of Responses
23.38%
11.69%
18.18%
7.79%
20.78%
22.08%
1.30%
18.18%
3.90%
3.90%
25.97%
35.06%
22.08%

29

37.66%
37.66°A

8

10.39%

8
21
77

10.39%
27.27%
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Figure 31: Graph of responses to "In what ways have you been affected by the COVID-19 situation?"
In What Ways Have You Been Personally Affected by the COVID-19 Situation?
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Caregivers were asked if they were working from
from home or
or if
if their
their child(ren)’s
child(ren)'s school or
day programming was closed, to what extent were they able to perform a selection of activities
focused on their child(ren) and household. Generally,
Generally, caregivers’
caregivers' responses trended positively
toward always and away from never, as can be seen in Figure 32 below; however there were
some outliers to note. The activity that had the highest response in a single frequency category
was keep a positive environment at home with 43% of respondents rating that they were usually
able to do this during the COVID-19 pandemic while only 7% of respondents indicated that they
were rarely or never able to keep a positive environment at home. The activity that had the most
ratings of never (8%) was provide home schooling. The activity that had the least ratings of
always (8%) was maintain calm and reduce stress. This activity also had the most ratings of
38

about half the time (37%). The activity with the most ratings for rarely occurring was provide
physical recreation activities (21%). The activity with the most ratings for always was set aside
time to spend with your child (27%).
Table 30: Response counts for "If you are working from home or if your child’s
child's school/daycare/day programming is
closed, to what
what extent
extent are
areyou
youable
abletotodo
dothe
thefollowing?"
ollowin ?"

Activities
NR
Set aside time to spend with your
72
child
Do things with your child(ren) such
70
as reading, going on a walk, reading
books, doing household chores, etc.
Keep a positive environment at home 67
71
Establish a routine or schedule
Minimize bad behaviours and
70
encourage positive behaviour
67
Maintain calm and reduce stress
88
Provide home schooling
Provide physical recreation activities 66

Always

Frequencies
About Half
Usually the Time Rarely Never

265

269

253

124

6

217

286

266

138

12

139
103

428
281

284
327

66
182

5
25

119
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345
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288
215
260
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278
292

164
177
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27
79
41
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Figure 32: Graph of responses to "If you are working from home or if your
your child’s
child's school/daycare/day
programming is closed, to what extent are you able to do the following?"
If You Are Working from Home or If Your Child's School/Daycare/Day Programming Is Closed,
To what Extent Are You Able to Do the Following?
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Minimize bad behaviours and encourage positive behaviour
Maintain calm and reduce stress
—40—Provide home schooling
—s—Provide physical recreation activities

Caregivers were asked about how confident they were in talking to their children about
COVID-19 prevention measures. A majority of caregivers (68%) reported that they were
confident, very confident, or extremely confident in their ability to explain the preventative
measures being taken to address the spread of COVID-19 to their children while only a minority
of caregivers were not at all confident (13%).

40

Table 31: Responses to "How confident are you in talking with your child(ren) about ways to prevent COVID-19
from
in your
your community?"
rom spreading
spreadingin

Level of Confidence
Extremely confident
Very confident
Confident
Somewhat confident
Not at all confident
NR

Number of Responses
229
193
248
160
133
26

Percentage of Responses
23.15%
19.51%
25.08%
16.18%
13.45%
2.63%

Figure 33: Graph of responses to "How confident are you in talking with your child(ren) about ways to prevent
COVID-19 from spreading in your community?"
How Confident Are Caregivers in Talking with their Children about Ways to
Prevent COVID-19 from Spreading in their Community
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Caregivers were asked if they took part in a selection of 11 behaviours in response to the
COVID-19 pandemic. Vast majorities of caregivers stopped physically attending school,
daycare, or day programming (90%), increased hygiene protocols (88%), avoided crowded
places (84%), stopped travelling outside of the city you live in (75%), and paid closed attention
to physical health symptoms (75%). The behaviours that were engaged in by the fewest
caregivers were increased coping behaviours (drinking alcohol, use of drugs, online shopping,
eating patterns) (52%), and increased self-care activities (42%).
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Table 32: Responses to "Which of the following behaviours
behaviours have
have you/your
you/your family engaged in during COVID-19?"

Behaviours
Stopped physically attending school/daycare/day programming
Stopped physically attending work
Stopped travelling outside of the city you reside in
Avoided leaving home
Avoided crowded places such as malls, grocery stores
Increased hygiene protocols (washing hands, cleaning, avoid
touching face)
Paid closer attention to physical health symptoms
Increased purchases of home essential products (groceries, nonperishable foods, water, cleaning products, toilet paper)
Purchased products you normally would not (masks,
disinfectants, gloves, etc.)
Increased self-care activities
Increased coping behaviours (drinking alcohol, use of drugs,
online shopping, eating patterns)

Number of
Responses
895
598
745
715
831

Percentage
of Responses
90.50%
60.47%
75.33%
72.30%
84.02%

868

87.77%
87.77°A

743

75.13%

616

62.29%

672

67.95%

419

42.37%

518

52.38%
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Figure 34: Graph of responses to "Which of the following behaviours have you/your family engaged in during
COVID-19?"
COVID- 19?"
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In an analogous question to the caregivers, advocates were asked about what behaviours
they engaged in during the COVID-19 pandemic. The behaviours most frequently engaged in by
advocates during the pandemic were increased hygiene protocols (78%), avoided crowded places
(70%), avoided leaving home (64%), and paid closer attention to physical health symptoms
(61%). The behaviours least engaged in by advocates were stopped physically attending work
(39%), increased self-care activities (39%), increased coping behaviours (39%), and stopped
physically attending school/day program (30%).
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Table 33: Responses to "Which of the following behaviours have you personally engaged in during the COVID-19
pandemic?"
andemic?"

Behaviours
Stopped physically attending school/day program
Stopped physically attending work
Stopped travelling outside of the city you reside in
Avoided leaving home
Avoided crowded places such as malls, grocery stores
Increased hygiene protocols (washing hands, cleaning, avoid
touching face)
Paid closer attention to physical health symptoms
Increased purchases of home essential products (groceries, nonperishable foods, water, cleaning products, toilet paper)
Purchased products you normally would not (masks,
disinfectants, gloves, etc.)
Increased self-care activities
Increased coping behaviours (drinking alcohol, use of drugs,
online shopping, eating patterns)

Number of
Responses
23
30
44
49
54

Percentage
of Responses
29.87%
38.96%
57.14%
63.64%
70.13%

60

77.92%
77.92°A

47

61.04%

36

46.75%

40

51.95%

30

38.96%

30

38.96%
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Figure 35: Graph of responses to "Which of the following behaviours have you personally engaged in during the
COVID-19 pandemic?"
Which of the Following Behaviours Have You Personally Engaged in During the COVID-19
Pandemic?
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Service Access
Caregivers were asked to rank how challenging they found certain issues they faced in
supporting their child(ren) with ASD during the COVID-19 pandemic. In terms of overall trends,
there are three trend profiles that emerge with the responses to this question
The first trend profile, see Figure 36, is a positive trend toward not at all challenging,
meaning that more caregivers responded that the areas of difficulty were not at all challenging or
somewhat challenging than responded very challenging and extremely challenging. Six areas of
difficulty fit this profile. The difficulties that were rated by most caregivers as not at all
challenging or somewhat challenging were accessing groceries and essentials (60%), accessing
online curated resources and information (56%), and financial challenges (48%)
The second trend profile, see Figure 37, is a flat trend, meaning that a similar number of
caregivers rated the areas of difficulty as not at all challenging or somewhat challenging as rated
the areas of difficulty very challenging and extremely challenging. This profile only consists of
one area of difficulty: accessing educational supports and instructions.
The third trend profile, see Figure 38, has a positive trend toward extremely challenging,
meaning that less caregivers responded that the areas of difficulty were not at all challenging or
somewhat challenging than responded very challenging and extremely challenging. This profile
applies to four areas of difficulty that were particularly challenging for caregivers. The areas in
this profile were rated by most caregivers as very challenging or extremely challenging: lack of
social engagement (44%), accessing behavioural health services (43%), mental health concerns
(39%), and accessing peer-to-peer support (38%).

46

Table 34: Response counts to "Rank what difficulties your family is experiencing in supporting your child(ren) with
they are to deal with."
ASD during the COVID-19 pandemic
pandemic in
in terms
terms of
of how
how challenging
challengingthey

Ratings of Challenge
Challenges
Accessing educational
supports and instructions
Accessing usual source of
healthcare providers
Accessing online curated
resources and information
Accessing peer-to-peer
support
Accessing behavioural
health services (e.g.,
ABA, psychological
support, or care)
Accessing groceries and
essentials (toilet paper,
cleaning products)
Financial challenges
Mental health concerns
(high stress, anxiety,
OCD, depression)
Understanding everything
that is happening and why
things have changed
Relationship/Family
breakdown
Lack of social
engagement

NR

N/A

Not at all
challenging

Somewhat
challenging

Challenging

Very
challenging

Extremely
challenging

43

42

134

263

217

116

174

41

48

133

301

203

121

142

46

49

261

294

198

64

77

40

108

61

191

218

134

237

47

108

74

162

176

153

269

30

22

298

297

174

104

64

42

49

221

258

173

127

119

36

42

59

238

229

169

216

41

24

191

281

213

112

127

50

115

264

196

169

88

107

37

70

75

171

202

166

268
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Figure 36: Not challenging trend graph of responses to "Rank what difficulties your family is experiencing in
ASD during
during the
the COVIDCOVID-19
supporting your child(ren) with ASD
19 pandemic
pandemic in
in terms
terms of
of how
how challenging they are to deal
with."
Rank What Difficulties Your Family Is Experiencing in Supporting Your Child(ren) with ASD During
the COVID-19 Pandemic in Terms of How Challenging They Are to Deal With.
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Figure 37: Flat trend graph of responses to "Rank what difficulties your family is experiencing in supporting your
child(ren) with ASD during the COVID-19 pandemic in terms of how challenging they are to deal with."
Rank What Difficulties Your Family Is Experiencing in Supporting Your Child(ren) with ASD During
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Figure 38: Challenging trend graph of responses to "Rank what difficulties your family is experiencing in
ASD during
during the
the COVIDCOVID-19
supporting your child(ren) with ASD
19 pandemic
pandemic in
in terms
terms of
of how
how challenging they are to deal
with."
Rank What Difficulties Your Family Is Experiencing in Supporting Your Child(ren) with ASD During
the COVID-19 Pandemic in Terms of How Challenging They Are to Deal With.
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Advocates were asked to rank how challenging they found certain difficulties they faced
during the COVID-19 pandemic. In terms of overall trends, there are three trend profiles that
emerge with the responses to this question.
The first profile, see Figure 39, contains eight difficulties. This profile is a positive trend
toward not at all challenging, meaning that more advocates responded that the areas of difficulty
were not at all challenging or somewhat challenging than responded very challenging and
extremely challenging. The difficulties that advocates found the least challenging, rating them as
somewhat challenging or not at all challenging were accessing online curated resources and
information (64%), and accessing groceries and essentials (61%).
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The second profile, see Figure 40, contains two areas of difficulty. This profile is a flat
trend, meaning that a similar number of advocates rated the areas of difficulty as not at all
challenging or somewhat challenging as rated the areas of difficulty very challenging and
extremely challenging. These difficulties are accessing behavioural health services and lack of
social engagement.
The third profile, see Figure 41, has a positive trend toward extremely challenging,
meaning that less advocates responded that the areas of difficulty were not at all challenging or
somewhat challenging than responded very challenging and extremely challenging. This profile
only related to a single difficulty: mental health concerns which was rated as very challenging or
extremely challenging by 44% of advocates.
Table 35: Response counts to "Rank what difficulties you are personally experiencing during the COVID-19
pandemic
how challenQinQ
challenging they
andemic by how
they are
are to
to deal
deal with."
with."

Ratings of Challenge
Challenges
NR
Accessing educational
supports and
3
instructions
Accessing usual source
3
3
of healthcare providers
Accessing online
curated resources and
1
information
Accessing peer-to-peer
1
1
support
Accessing behavioural
health services (e.g.,
3
ABA, psychological
support, or care)
Accessing groceries and
essentials (toilet paper,
1
cleaning products)
Financial challenges
1
Mental health concerns
(high stress, anxiety,
1
OCD, depression)
Understanding
everything that is
1
happening and why
things have changed
Relationship/Family
2
breakdown
Lack of social
1
engagement

N/A

Not at all
challenging

Somewhat
challenging

Challenging

Very
challenging

Not at all
challenging

25

20

14

5

5

5

6

20

17

14

12

5

6

40

9

14

4

3

10

19

16

13

7

11

18

17

8

10

11

10

1

22

25

15

6

7

3

22

15

17

8

11

5

10
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14

20

3

26

11

12

12

12
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20

12

9

8

9

3

16

16

10

13

18
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Figure 39: Not challenging trend graph of responses to "Rank what difficulties you are personally experiencing
during the COVID-19 pandemic by how challenging they are to deal with."
Rank what Difficulties You Are Personally Experiencing During the COVID-19 Pandemic by
How Challenging They Are to Deal With.
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Figure 40: Flat trend graph of responses to "Rank what difficulties you are personally experiencing during the
COVID-19 pandemic by how challenging they are to deal with."
Rank what Difficulties You Are Personally Experiencing During the COVID-19
Pandemic by How Challenging They Are to Deal With.
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Figure 41: Challenging trend graph of responses to "Rank what difficulties you are personally experiencing during
COVID-19
the COVID19 pandemic
pandemic by
by how
how challenging
challenging they
they are to deal with."
Rank what Difficulties You Are Personally Experiencing During the COVID-19 Pandemic by
How Challenging They Are to Deal With.
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Respondents were asked to rate their access to a list of types of information, services, and
supports. The responses showed three distinct trending profiles. The first profile, shown in
Figure 42 below, trends strongly toward adequate and strongly away from none. This profile was
only applicable to relevant information on COVID-19 with 60% of respondents indicating that
their access to this type of information was adequate while only 9% of respondents indicated that
they had no access to this type of information.
The second profile, shown in Figure 43, trends strongly toward none and away from
adequate. The steepest trend toward none belonged to communication channels with the
government to ask questions or raise concerns with only 11% of respondents indicating that
access to communication channels with the government were adequate while 58% of responses
indicated that they had no access to communication channels with the government at all. While
access to most types of information and services had a slight increase from adequate to some but
not adequate and then a jump in responses to none, there were three outliers to this exact pattern
in this profile. Regarding support or compensation for the technology required to work from
home, 23% of respondents specified their access to this type of support as adequate. This
decreased to 16% of respondents specifying that they had some but not adequate access, then
this increased significantly to 54% of respondents indicating that they had no access to this type
of support. In assessing access to your usual health and social services for your child(ren), only
14% of respondents felt their access was adequate. This increases sharply to 40% of respondents
feeling that they had some but not adequate access and then increases again only slightly to 41%
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of respondents who had no access. The third outlier that fits the same overall trend that can be
seen in Figure 43 but less steeply is that of access to frequent communication from service
providers. Access to frequent communication from service providers was adequate for 24% of
respondents, while 38% of respondents felt they had some but not adequate access, and 34% of
respondents felt they had no access.

Lastly, the third profile, shown in Figure 44 below, features a fairly flat trend overall
between adequate and none. All but one type of information followed the same pattern of
responses: adequate and none response rates were fairly similar with an increase in responses for
some but not adequate. The only exception to this pattern was flexible, work-from-home
arrangements. Only 35% of respondents rated their access to flexible, work from home
arrangements as adequate. The number of respondents who rated their amount of access to
flexible work as some but not adequate decreased to 19% before rising again to 39% of
respondents indicating that they had no access to flexible work.
Table 36: Response counts to “In
"In the last month, have you had access to the following information, services and
supports?”
su
orts?"

Types of Information, Services, or
NR
Support
Relevant information on COVID-19, e.g.,
26
health information, available supports
Accessible information for your child(ren)
40
about COVID-19, e.g., visual, easy-to-read
60
An education plan for your child(ren)
Your usual health and social services for
your child(ren), e.g., medical, behavioural,
55
etc.
Home-based consultation with professionals, 35
35
e.g., telephone, video conferencing
Frequent communication from service
39
providers through phone, social media, etc.
Financial compensation to take time off work 56
63
Flexible, work-from-home arrangements
Support or compensation for the technology
72
required to work from home
53
A tax relief or subsidy related to COVID-19
Help or support from the community, e.g.,
41
family, neighbours
Communication channels with the
government to ask questions and raise
53
concerns

Adequate

Ratings of Access
Some but not adequate

None
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Figure 42: Steep adequate trend graph of responses to “In
"In the last month, have you had access to the following
information, services and supports?”
supports?"
In the Last Month, Have You Had Access to the Following Information,
Services and Supports?
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Figure 43: Steep none trend graph of responses to “In
"In the last month, have you had access to the following
information, services and
and supports?”
supports?"
In the Last Month, Have You Had Access to the Following Information,
Services and Supports?
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Figure 44: Flat trend graph of responses to “In
"In the last month, have you had access to the following information,
services and supports?
supports?”"
In the Last Month, Have You Had Access to the Following Information,
Services and Supports?
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Caregivers were asked what types of supports their family was receiving at the time of
the survey. The most frequently received supports were educational plans (40%), followed by
financial support related to COVID-19 (26%), virtual intervention (24%), access to health
professionals (24%), and peer and family support (22%). The least frequently received supports
were parent coaching (6%), and other (4%).
Table 37: Responses to "What supports is your family currently receiving during this time?"

Types of Supports
Virtual intervention
Education plans
Access to health professional
Financial support related to COVID-19
Peer and family support
Virtual peer support groups
Mental health supports
Technology (products, training on how to use)
Parent Coaching
Webinars (support strategies, how to cope, information on
COVID-19)
Flexibility in using government funding/subsidies
Recreational programs/products (i.e. trampoline, equipment)
Other

Number of
Responses
241
398
242
253
221
129
113
113
63

Percentage
of Responses
24.37%
40.24%
24.47%
25.58%
22.35%
13.04%
11.43%
11.43%
6.37%

126

12.74%

156
139
39

15.77%
14.05%
3.94%
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Figure 45: Graph of responses to "What supports is your family currently receiving during this time?":
What supports is your family currently receiving during this time?
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Many of the caregivers who responded other to this question shared snapshots of their
lives and some of these will be provided here for context. These responses have not been
modified from how they were submitted and are presented as block quotes with quotation marks
to separate them from the main text. Responses from surveys completed in French are listed in
the original French with an English translation. The decision was made that the original
comments, regardless of language, would not be modified, even for spelling issues or
grammatical ambiguities, to ensure that the voice of the respondent was preserved. Of the 39
caregivers who responded other, four indicated that they were not receiving supports at all:
“We have no supports. Waiting for the government to give the 25% of the Passport
"We
Funding up front that they said they would do to help get some supports and activities
started. That still has not happened and has made it so much more stressful.”
stressful."
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Some caregivers also noted that while they were aware that some supports were out there, that
they were overwhelmed by the circumstances of the COVID-19 pandemic:
“A lot of the supports are there but I find with two kids I’m
"A
I'm overwhelmed doing
everything with them and I just shut down. Then I fell guilty and like people are mad at
me and I’m
I'm failing for the kids”
kids"
In addition, four caregivers also noted that while they had
had virtual
virtual support
support from
from their
their child’s
child's
educational assistant or school counsellor, it was very limited and not enough. One caregiver
noted that their child only received 30 minutes per day of virtual support from their educational
assistant. One caregiver noted that the educational support their child received was not specific
needs and was more general:
to their child’s
child's needs
“Have received some funding flexibility but not enough , some educational support but
"Have
not enough specific to my child more geared toward the whole class”
class"
One caregiver specifically mentioned that they were receiving respite services, and another
mentioned receiving in-home support programming:
“Support from day program staff in form of home visits to stimulate our son and give us 3
"Support
four hour breaks per week.”
week."
Advocates were about what types of supports they were personally receiving at the time
of the survey. The most frequently received type of support was peer and family support (57%),
followed by virtual peer support groups (30%), access to health professionals (29%), and mental
health supports (27%). The least frequently received supports were technology (5%), recreational
programs (6%), parent coaching (8%), and other (8%).
Table 38: Responses to "What supports are you currently receiving during this time?"

Types of Supports
Virtual intervention
Education plans
Access to health professional
Financial support related to COVID-19
Peer and family support
Virtual peer support groups
Mental health supports
Technology (products, training on how to use)
Parent Coaching
Webinars (support strategies, how to cope, information on
COVID-19)
Flexibility in using government funding/subsidies
Recreational programs/products (i.e. trampoline, equipment)
Other

Number of
Responses
14
8
22
19
44
23
21
4
6

Percentage
of Responses
18.18%
10.39%
28.57%
24.68%
57.14%
29.87%
27.27%
5.19%
7.79%

9

11.69%

7
5
6

9.09%
6.49%
7.79%
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Figure 46: Graph of responses to "What supports are you currently receiving during this time?"
What supports are you currently receiving during this time?
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Only a few of the advocates who responded other to this question, provided additional
details to contextualize their experience but there were some interesting things to note. Apart
from one general request for more help, the rest of the comments discussed positive types of
support situations. One advocate mentions that their employer allowed them to use their vacation
time during the pandemic and another advocate mentions that their bank allows them to do night
deposits so that the advocate does not have to go into the bank. One advocate really highlighted
the social support that they received from their province and municipality for specific mention.
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spécialisée en tsa et de ma is
ts au département
« J'ai le soutien de ma psychologue specialisee
departement di-tsacongelés pcq j'ai de la difficulte
difficulté
dp et une auxiliaire pour les commissions pour les repas congeles
aà cuisiner et aucune envie de cuisiner. Je n'avais déjà pas d'emploi. »
“I have the support of my psychologist, who is an ASD specialist, and of my social
"I
worker from the ID-ASD-PD7,
ID-ASD-PD7, and a personal support worker who makes frozen meals
for me because I have difficulty cooking and I don’t
don't feel like cooking. I was already
unemployed.” (Translation by Mackenzie Salt).
unemployed."

7

This is a program run by the government of Quebec
Québec and Sante
Santé Montréal
Montreal offering support services via integrated
university health and social services centres (CIUSSS) and local community services centres (CLSC) to people with
intellectual disabilities, ASD, and physical disabilities for the purposes of support and rehabilitation in the Montreal
area.
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Service Gaps
Caregivers were asked what types of supports they felt would be helpful for their families
to receive during the pandemic but were not currently receiving. The most highly requested
supports among caregivers were recreational programs or products (54%), flexibility in using
government funding and subsidies (42%), financial support (40%), mental health supports
(39%), an ASD-specific hotline (39%), and peer and family support (39%). The least requested
types of support, beyond other were webinars (24%), virtual intervention (27%), and virtual peer
support groups (28%). It is important to note that the least requested types of support were still
requested by almost a quarter of caregivers.
Table 39: Responses to "What supports is your family not currently receiving but would be useful for you during this
time?"

Types of Support
Virtual intervention
Education plans
Access to health professional
Financial support
Peer and family support
Virtual peer support groups
ASD-specific hotline
Mental health supports
Technology (products, training on how to use)
Parent Coaching
Webinars (support strategies, how to cope, information on
COVID-19)
Flexibility in using government funding/subsidies
Recreational programs/products (i.e. trampoline, equipment)
Other
Total Number of Caregivers

Number of
Participants
267
329
295
391
382
277
386
387
313
324

Percentage of
Participants
27.00%
33.27%
29.83%
39.53%
338.62%
8.62%
28.01%
39.03%
39.13%
31.65%
32.76%

236

23.86%

411
534
54
989

41.56%
53.99%
5.46%
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Figure 47: Graph of responses to "What supports is your family not currently receiving but would be useful for you
during this time?"
What supports is your family not currently receiving but would be useful for you during
this time?
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387, 39.13%

Technology (products, training on how to use)

313, 31.65%

Parent Coaching

324, 32.76%

Webinars (support strategies, how to cope, information on...

236, 23.86%

Flexibility in using government funding/subsidies

411, 41.56%

Recreational programs/products (i.e. trampoline, equipment)

534, 53.99%

Other

54, 5.46%
0

100

200

300

400

500

600

Number of Responses

From the other responses there are some important contextual factors that help us
understand the numerical data. One of the supports not listed but requested in the other responses
was respite. Respite support was requested by five of the caregivers who responded other:
“My ASD child and I desperately need a break from one another. He cried himself to
"My
sleep at night requesting his therapy providers. Respite”
Respite"
Another common request, from six caregivers, was for additional educational resources focused
specifically on online education programs as some found these programs difficult for their
autistic children:
“Educational support - very difficult for autistic teen to follow online program. He can do
"Educational
the work- when he knows what to do....but flipping screen to screen slows him down.”
down."
Conversely, it is important to note that some caregivers found that online educational
programming worked very well and hoped that online educational programming could be
expanded after the pandemic:
“Online school has been amazing, more opportunities for school directed online school
"Online
post pandemic.”
pandemic."
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Lastly, two caregivers had requests not specifically about services but about help with service
navigation:
“A complete list (that is updated) of supports available via government for
"A
ASD/families/patients with disability would be good to have - it's hard to keep up with
the many government announced changes, especially when working full time and
homeschooling/keeping up with chores on new work schedule with longer hours.”
hours."
“I need an ASD Support Sherpa for my area. I need someone who knows how to access
"I
my daughters diagnosis, and automatically funnels me to someone who is the right match
for mental health, teen programs, tutoring, and financial supports.”
supports."
Advocates were asked what types of supports they felt would be helpful to receive during
the pandemic but were not currently receiving. The most highly requested supports among
advocates were access to health professional (30%), an ASD-specific hotline (30%), recreational
programs or products (30%), financial support (22%), mental health supports (21%), and
flexibility in using government funding and subsidies (21%). The least requested types of
support, beyond other were parent coaching (8%), and virtual peer support groups (10%).
Table 40: Responses to "What supports are you not currently receiving but would be useful for you during this
time?"

Types of Support
Virtual intervention
Education plans
Access to health professional
Financial support
Peer and family support
Virtual peer support groups
ASD-specific hotline
Mental health supports
Technology (products, training on how to use)
Parent Coaching
Webinars (support strategies, how to cope, information on
COVID-19)
Flexibility in using government funding/subsidies
Recreational programs/products (i.e. trampoline, equipment)
Other
Total Number of Advocates

Number of
Participants
11
15
23
17
11
8
23
16
11
6

Percentage of
Participants
14.29%
19.48%
29.87%
22.08%
14.29%
10.39%
29.87%
20.78%
14.29%
7.79%

14

18.18%

16
23
8
77

20.78%
29.87%
10.39%
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Figure 48: Graph of responses to "What supports are you not currently receiving but would be useful for you during
this time?"
What supports are you not currently receiving but would be useful for you during this
time?
Virtual intervention

11, 14.29%
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15, 19.48%
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23, 29.87%

Financial support
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Peer and family support
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Several advocates responded other to this question. One of the requests for support was
not specific to the pandemic, however, it was noteworthy as multiple advocates mentioned
employment services as being problematic:
“Employment services that actually understand how to support a midcareer change for an
"Employment
accomplished autistic individual who has had orevious management experience.”
experience."
Multiple advocates also noted current financial supports as being restrictive and they sought
increased flexibility:
“Financial support, as a I am a student I would wish for more flexibility in the time to
"Financial
complete the courses without financial aid punishment”
punishment"
As with caregivers, respite was also a request from 3 advocates, whose experiences touched on
some of the new challenges of the COVID-19 pandemic including working from home and
online schooling:
“Having some respite would be so helpful for us. With no school it's only my husband
"Having
and I here with our daughter and he's on the frontlines.”
frontlines."
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“Respite for special needs care and support with teaching the kids with ASD when each
"Respite
kid at school has individual EA support. Working from home is very hard.”
hard."
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Respondent Voices
While not necessarily addressed by a single question, in analysing the results of this
survey, several themes emerge from the data as well as from some of the open-ended response
entries that should be noted. This section will present themes that came out of the responses of
this survey along with open-ended responses that support or exemplify these themes.
A prevalent theme in the responses to this survey was the need for recreation or physical
activity. This was the largest support request of caregivers as noted in the previous section
(54%), however there are a number of open-ended survey responses that make this theme
particularly salient:
“We live in rural Ontario and one of our sons favourite activties is swimming but the
"We
funding does not allow us to use the money for purchasing a pool which would help him
stay active and in is happy place”
place"
“Keeping children active has become much harder and my stress levels have greatly
"Keeping
increased with 3 kids at home and 1 on the spectrum with no where to go”
go"
“Recreational activities like swimming are completely shut down and funding does not
"Recreational
allow us to provide this at home with SSAH funding or Autism one-time fund. Very
difficult is rural Ontario.”
Ontario."
Another common theme was having to choose between work and childcare or homeschooling,
especially among essential workers. This can be a challenge for any family and ASD community
families are no exception:
“Since both of us as parents essential workers, but I work part time and school can not
"Since
provide 5 days a week in person service because I work part time and their regular
daycare is closed and I have no choices for the childcare when both of us are working.
We both can not work from home because of the nature of the works. This past 2 months
has been difficult. Plus they are grade 6 and only able to go school 1 day a week. It is
very hard for us to navigate the schedule of the work and childcare.”
childcare."
“I am an essential health care worker as is my spouse; neither one of us could get time off
"I
to work from home and home school our son (on the spectrum) and we have needed to
rely on elderly grandparents to watch him while at work (cannot stop working due to
need for income); grandparents homeschooling as best they can with supplemental
homeschooling by parents when we are home. My employer changed hours of my work
to 12 hour shifts - very difficult for myself - had to use up my vacation time to reduce
hours spent at work but still maintain a pay check while not losing all of my earned
vacation for this year.”
year."
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“We do not qualify for a single federal or provincial assistance program despite having
"We
two young children with ASD and living within very modest means. Wife cannot quit her
job or take sick leave since she is classified as an essential service. Husband has to work
from home and home school two kids with ASD at the same time.”
time."
“It's been very difficult for us as I'm a front line worker and my husband essential work.
"It's
We have been going through stress to get support to watch our son. There should have
some support when both parent are working. It's been extremely challenging and difficult
as we can't give the support our child needs”
needs"
"Trying
“Trying to engage my children while I'm working from home. I can either be a good
mother or a good employee. Struggling to be both”
both"
Respite was a common request of both caregivers and advocates and throughout the survey.
Thirty seven different respondents mentioned a need for respite services in some way:
“ASD community is unsupported. Children can go to school but there is no one in class
"ASD
routines are gone. Supervision is poor. I have had to cut my work hours to home school
and then parent at night. Respite is gone and I have no soicial network as keeping g
friends when you have an autistic child is difficult. Often the adults don't understand bad
days and their children usually don't like your child. Very isolating. You are left on your
own. Please consider revisiting special schools where kids with asd. Adhd, other
disabilities go so we can make better social connections for ourselves and our children.
We are in a smaller city and there are fewer of us and less resources”
resources"
“Summer overnight respite camp has been cancelled and it will be difficult for our adult
"Summer
son with Autism to understand why he can't go, and will mean we, his parents, don't get
our much needed respite.”
respite."
Funding issues and financial pressures are commonplace during the COVID-19 pandemic;
however, for many ASD community families there is increased pressure in this area due to
government support delivery models and the high costs of private support services:
“Actually receiving government funding. She has been diagnosed for over two years, and
"Actually
we have received nothing. All therapies and school have been paid out of pocket, and
during this time, we continue our therapy virtually and are purchasing products to help
regulate and use as physical therapy - all out of pocket”
pocket"
“Having to pay privately to replace community supports which are no longer available.
"Having
It's is costing us $3600/month to bring in a private caregiver as our children require two
adults at all times to maintain safety. This kind of expense has not been accounted for in
any of the provincial or federal COVID-19 support programs.”
programs."
Aggression and meltdowns by autistic children were also reported by respondents, with many
noting that while these behaviours were not new, they had become worse since the pandemic
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started. Respondents also reported concerns about
about their families’
families' safety due to increased
aggression, and chronic illness:
“It's hard to give my son what he needs at times. I'm doing everything I can to help him
"It's
he couldn't sleep until 2 or 3 am but I wished finding can support us in the things we need
to calm our child down. There are few things that might not be approved by the funding
but they don't know what we are going threw. Only we know and understand what will
calm our child down. For my kids art and craft, music and dancing playing board games
that's what relaxes him. I don't work and I can't keep on buying punches, papers or
anything mentioned above. I can only buy what I can afford. He starting to hit his sister ,
screaming, yelling and it's stressful for me and it's hard sometimes. There are times when
I only get 4 to 5 hours of sleep at night I wake up early in the morning my son sits up
middle of the night almost like sleep walking. So how can a mother sleep worrying about
her child. I'm sorry I wrote all of this but it feels good getting it off my chest. Thank
you.”
you.
99

“This pandemic/staying at home orders has put my family in crisis. My 16 year old non
"This
verbal son with Autism is now throwing his head into walls and engaging in aggressive
behaviours which were not present prior to all of this social distancing and stay at home
very angry
angry and
and upset,
upset,always
alwayssad
sad—
– cannot
orders. He is very
cannot grasp
grasp what/why
what/why this is all
happening. Also, we do not have the money to purchase him the equipment he
desperately needs to help him maintain his general well being. Without numerous
equipment he just cannot function on many levels.”
levels."
“My eldest son's angry outbursts were a big issue even before the lockdown. However,
"My
during the lockdown there is no relief whatsoever for other family members. There is
constant threat of my soon atracking his younger siblings. There used to be only a few
hours a day when my son could attack someone (aftef school), now it is all day long.”
long."
“Extreme levels of violence and self injury. My eldest child has severe autism & ID and
"Extreme
requires 24 hour a day hands on supervision/support. I am a single Mother with two
autistic children in my home. I CANNOT be on duty 24 hours a day without any help, we
are in crisis.”
crisis."
“I have a chronic illness that makes having a child home full days very tiring, and also
"I
puts me at high risk of I were too contract Covid. The combination is quite stressful”
stressful"
“Behavioural challenges (head banging, hitting, self harm) have increased, regression of
"Behavioural
skills, no comprehension of why there has been a disruption in their routine. Eating habits
have changed (eating less)”
less)"
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“Child with autism frequently and sometimes very violently attacking younger sibling.
"Child
Very hard to both work from home, take care of kids and give both children what they
need, while calming the older child and keeping safe the younger child. Have seen signs
of major regression in child with autism and loss of hard-won gains, along with increased
social anxiety, which had been slowly improving over the past two years”
years"
In addition to increased aggression, 19 respondents voiced concerns about seeing a regression of
behaviour in their autistic children:
“Our daughter, who is autistic and eight years old, has been regressing since school shut
"Our
down after so many gains this past year. She was just finally starting to attend full days
and to engage her peers and she's now devastated. Her anxiety is through the roof and the
energy in the home is one that's on pins and needles. We're doing our best here but it's
extremely challenging. I was also diagnosed with complex PTSD with sub diagnosis of
add and anxiety. With my husband being on the front lines as a paramedic this has been
trying for all of us. I'm receiving mental health support here in my province after a more
than two year journey to get to this point. Having some respite would be so beneficial to
our family when things are safe to do so. Lili adores social interaction and I worry so
much about the impact of this pandemic on her and the family unit. Keep fighting for
us!”
us!"
“Without access to therapies and supports for our son, his behaviour has regressed and
"Without
his meltdowns and tantrums has become more frequent, and any of the tools he learned
previously to help with his emotional regulation have been forgotten and he no longer
uses them.”
them."
“Her behaviours have regressed significantly through this time, and with schools going
"Her
back only part time at best, and am going to have to increase ABA back to pre-school
level in order to help her progress. I think the province should restore her funding to preschool age levels for as long as the schools are unable to provide full time education.”
education."
One factor that surfaced a number of times
times was
was aa lack
lack of
of employment
employment in
in the
the ASD
ASD community.
community It
has been shown previously that unemployment as well as underemployment are significant
issues for autistic people (Robertson, 2009; Stoddart et al., 2013); however, in this pandemic it is
not just autistic people who are having issues in this area, but caregivers as well, as can be seen
by the comments below:
“I have not been able to access the Canada Emergency Response Benefit because I did
"I
not earn enough income prior to COVID-19, due to facing barriers to employment,
related to my autism, as well as social stigmas around poverty and difference. I am still
living below the poverty line, since housing takes up more than half my living expenses,
and COVID-19 has exposed the pitfalls of that reality. I have done the math on Income
Assistance and found that under the system, it is impossible to get enough income to live
most affordable
affordable parts
parts of
ofNew
NewBrunswick
Brunswick—causing
–causing financial
on, even in the most
financial independence
to look like a pipe dream for me. For these reasons, given the extreme expenses for
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society of having the consequences of inequality, inequity, the cycle of poverty and social
stigmas, the implementation of a livable Guaranteed Basic Income would be much more
affordable for the government and taxpayers, given what it would save in terms of
poverty-related health care costs, not to mention the mental health struggles of living in
an unjust society. A Guaranteed Basic Income at a decent, livable level for all would
simplify things and share the load more equitably.”
equitably."
“I don't work I'm stressed out not much money.”
"I
money."
“We had to lay off 75% of our employees. Husband is sleeping at the company. He is
"We
miserable. Wants to be alone -very irritable and has no time for any of us, or desire to
manage the boys -or even talk to me. We have to SELL OUR HOME. We are staging it
to ut it up for sale. Husband may leave us during this process. this has thrown him over
the edge. I have worked so hard to prevent marital breakdown.The boys need their Dad.
He will NOT be involved with them if he leaves our family.”
family."
While some caregivers spoke about the need for more educational support for their autistic
children during the COVID-19 pandemic, others provided insight into particular challenges they
faced in trying to homeschool their children on the spectrum:
“Homeschooling a reluctant learner with poor self regulation skills”
"Homeschooling
skills"
“We have the tech and the teachers trying to engage, but my ASD child is not interested
"We
in doing any of these things, or being structured in any way. One day it's all outside play,
the next it's only wanting tv and the next it's all day doing online learning programs.”
programs."
“The school work...not having a computer and printer is hard. I have to have the teacher
"The
email the work then have a friend print and leave it on the porch. Also if my child
requires help I have to email her teacher and wait for them to respond (sometimes it a day
two days) Also the work is 3 to 4 hours a day not including home reading. My child is in
grade 2!”
2!"
“Time! we are super short of time to be able to teach/intervene with our kids AND do a
"Time!
full-time job at home. It's too much AND I am saddened that my work has priority over
my son's education at this time.”
time."
While people were encouraged to lockdown and maintain limited social circles, in some cases,
this was not easy due to family members (especially elderly or autistic family members who
lived outside the home) who needed assistance or support:
“Our autistic adult son lives in N MB and was sick (tested Negative) had to quarantine
"Our
for 14 days on his own. Travel ban to Northern MB prevents us from driving to caregivefrightening experience for everyone.”
everyone."
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“Our family broke and could no longer care for our child with extraordinary needs. We
"Our
were looking at placing him in care but COVID-19 sped things up and we entered a
special needs agreement and he is in a staffed residential home.”
home."
“As primary caregiver I recently broke my ankle and had to send youngest son to stay
"As
with relatives until I can walk and care for him also son with HFASD/ADHD must now
provide care for me...as my husband is the sole wage earner.”
earner."
“i got diagnosed with cancer of uterus at beginning of pandemic and hysterectomy
"i
surgery was cancelled but finally after very anxious month I was able to have surgery.
Now must go through radiation to start in next week. Also very upsetting not being able
to see my elderly mother in nursing home and fears home might have outbreak of Covid
19.”
19.
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“supporting elderly parents in another house, and supporting family member in hospital”
"supporting
hospital"
“elderly mother I used to visit every day now in lockdown in long term care facility.
"elderly
Have not seen her in over 8 weeks”
weeks"
“Concern for elderly family members. Impossible to care for child with autism 24 hours a
"Concern
day and find time to help elderly family.”
family."
One final theme of note is one of homelessness and the need to relocate. During the COVID-19
pandemic, eviction moratoria and other rent assistance measures were implemented by most of
the province and territories in Canada (Canada Mortgage and Housing Corporation, 2020)
because there were concerns about a potential increase of homelessness due to nonpayment of
rent because of lost jobs. Unfortunately, a few respondents needed to relocate during the
pandemic and some experienced homelessness:
“Both my usual routine (in addition to the fact that I have moved from the provinces ...)
"Both
as well as that of my spouse are disturbed. However, we manage to create new routines
since we now share our daily life since I arrived in the province where he lives. We must
therefore learn to live together in a trailer, in the middle of a pandemic. Big challenge,
but we get there Well enough. My trailer is not equipped with a shower / toilet. All public
sanitation facilities are closed in my province. Hygiene is therefore a challenge.”
challenge."
dû quitter la province dans laquelle je résidais
« J'ai du
residais temporairement cet hiver pour aller
retrouver mon conjoint et car je n'avais plus les moyens de me loger. Je vis dans ma
roulotte, àa l'autre bout du pays. »
“I had to leave the province where I was staying temporarily this winter to reunite with
"I
my partner and also because I no longer had the means to cover my rent. I live in my
trailer, at the other end of the country.”
country." (Translation by Mackenzie Salt)

74

“My aging mother had to leave her home to come live with me (adult non verbal with
"My
autism )and
andmy
my support
support workers
workers had
had to
to leave
leave and
and II cannot go to my volunteer work in
autism)
the community”
community"
In conclusion, the largest takeaway from this report is that the ASD community is not one
homogenous group with one set of needs. As shown in the data from this survey, caregivers and
advocates have different support needs and are in different circumstances during the COVID-19
pandemic. One set of assistance measures will not support the entire autism community as a
whole and distinct sets of assistance measures are necessary to support different parts of the
community.ItIt isis important
important not
not to
to forget
forget that
that the
the ASD
ASD community
community itself needed support before
community
the pandemic; however, the pandemic has made the need for support even more pressing and the
types of support the ASD community needs may not match the support needs of the NT
population. One caregiver advocate expressed these points very powerfully in a response she
gave when asked about other difficulties that she had personally been experiencing during the
COVID-19 pandemic:
« La situation fait ressortir mon sentiment d'exclusion, et que mes besoins ne ressemblent
pas aux besoins de la majorité
majorite »
“The situation brings out again my feeling of exclusion, and that my needs do not
"The
resemble the needs of the majority”
majority" (Translation by Mackenzie Salt)
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Appendix A: Visual Timeline
This appendix contains a visual representation of several timelines in relation to COVID19 up to the survey described in this report. These timelines look at global events, national events
as well as provincial and municipal events in several large and significantly affected provinces in
Canada. This visual timeline can be seen in its entirety at the following link:
https://my.visme.co/view/ojqye667-covid-19-timeline-by-asd-macart-casda
https
: //my. visme. co/view/oj gye667-covid-19-timeline-by-asd-macart-casda
COVID-19
Figure 49: Global COVID19 Pandemic
Pandemic Visual Timeline

GLOBAL

DECEMBER 31, 2019

•

Chinese authorities treated dozens of cases
of pneumonia of unknown cause

•

JANUARY 11, 2020
China reported its first death

JANUARY 30, 2020

•

The W.H.O. declared a global health
emergency

•

FEBRUARY 11, 2020 •
The W.H.O. proposed an official name:
COVID-19
MARCH 11, 2020
Declaration of a Global Pandemic.
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Figure 50:
PandemicVisual
Visual Timeline
Timeline
Figure
50: Canada
Canada National
NationalCOVID-19
COM-19 Pandemic

CANADA

I

JANUARY 25, 2020

\CANADA

•

First identified case in Canada
Travel advisory against non-essential travel
to China
MARCH 14, 2020
Canada recommends against any
international travel and advised those
returning from outside of Canada to selfisolate for 14 days
MARCH 18, 2020

•
$83-billion aid package introducing the
Canada Child Benefit, GST credit,
Canadian Emergency Response Benefit
(CERB), Student Loans, Temporary
Business Subsidy & Tax flexibility
MARCH 26, 2020
Quarantine Act deployed (mandatory 14day quarantine for all travelers). Fines
applicable to those not following guidelines
APRIL 6, 2020
CERB was launched
APRIL 10, 2020
Canada Emergency Business Account
(CEBA) was launched

,CANAI
A.

Offers loans, interest-free until 2022, of up to
$40,000 for small/medium sized business
APRIL 11, 2020
Canada Emergency Wage Subsidy was
launched
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APRIL 15, 2020
Trudeau extended CERB to workers making
up to $1000/month
Government planned to work with provinces
to implement salary top-ups for essential
workers making less than $2500/month
MAY 1, 2020
Implementation of the Canada Emergency
Student Benefit (CESB)

MAY 13, 2020
•

The Pandemic Canadian Autism Needs
Assessment Survey Opened

MAY 24, 2020
The Pandemic Canadian Autism Needs
Assessment Survey Closed

JUNE, 2020
Survey Data Analysis

JULY, 2020
Knowledge dissemination of Survey
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Figure 51: Ontario Provincial COVID-19 Pandemic Visual Timeline
MARCH 12, 2020

ONTARIO

CLOSED

•

•
Indefinite closure of all public schools

MARCH 17, 2020
•
♦
Doug Ford declared a public health emergency
Licensed child-care centers were legally
required to close

a

APRIL 14, 2020
•
e—
Extension of provincial state of emergency
through May 12th
Schools remain closed

MAY 14, 2020
•

•
Some businesses allowed to reopen, subject
to social distancing and other guidelines
MAY 19, 2020

•

Announcement that all public schools will
remain closed until September
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Québec Provincial COVID-19 Pandemic Visual Timeline
Figure 52: Quebec
A

QUEBEC

MARCH 12/13, 2020

•

•

Declared public health emergency
Daycares, public schools, CEGEPs and
universities close for 14 days
MARCH 13, 2020
•
Closure of public facilities effective: public arenas,
libraries, sports facilities, swimming pools
MARCH 21/22, 2020

•

Premier Legault announces that all indoor
and outdoor gatherings are banned
Shopping malls, dining rooms, restaurants,
salons and beauty parlors closed

•

MARCH 23, 2020

Montreal Police declared state of emergency
throughout its territory to optimize COVID19-related interventions .
65 police officers on bikes reminding
population of instructions, specialized team of
30 police officers was put in place, and 125
police officers assigned to the parks

MARCH 27, 2020
•
•
Montreal Mayor declares a state of health
emergency for Montreal (still in effect)
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MARCH 28, 2020
•

Montreal closes dog parks and community gardens

APRIL 27, 2020
0001000

•

NNW'

•
Elementary school and daycares would be allowed
to reopen outside of Montreal on May 11th
Classes limited to 15 students, attendance up to
parents

MAY 5, 2020
•
Some patients in the greater Montreal region were
transferred to hospitals in the regions in order to relive
some pressure on the Montreal Health Network
MAY 8, 2020
60% of COVID fatalities were in Quebec
Montreal called epicenter of the pandemic in
Canada
MAY 14, 2020
•
Montreal school year cancelled, but daycares
reopened May 1st

CLOSED

MAY 20, 2020
•

•
Bigger gatherings permitted up to 10 people,
provincial parks reopen, other restrictions lifted
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Figure 53: Alberta Provincial COVID-19 Pandemic Visual Timeline

•

ALBERTA

•

MARCH 13, 2020

•

Gatherings over 250 people prohibited
Travelers must self-isolate for 14 days upon
return

MARCH 15, 2020

Closure of public schools & daycares
Calgary declares local state of Emergency and closed
all city-run facilities
Child daycare still provided for frontline workers
MARCH 18, 2020
•
Premier Jason Kenney announces those in selfisolation not receiving employment insurance
payments would qualify for a payment of $1146 for
two weeks until federal aid payments become
available

*P

MARCH 20, 2020

enalties for late property tax payments from
both residents and business are removed. Public
Transit is also made free

APRIL 15, 2020

-11

Premier Kenney announced an addition
$53 million in mental health funding
available for programs and services
APRIL 30, 2020
Restrictions start to lift in several phases
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Pandemic Visual Timeline
Figure 54: British Columbia Provincial COVID-19 Pandemic
MARCH 13, 2020

BRITISH
COLUMBIA

•
Gatherings over 250 people prohibited
Travelers must self-isolate for 14 days upon
retu rn
MARCH 16, 2020

Residents start working from home
Physical distancing measures ramp up
50+ gatherings banned

o-•

MARCH 17-23, 2020

•

Public Health Emergency declared
Classes cancelled
Businesses shut down
$5B in financial help for struggling families and
businesses

MAY 1, 2020
Financial Aid Program opens
One-time, tax-free $1000 to those whose work
has been affected
Hospitalizations dropping
MAY 19, 2020

•

•

Reopening begins
Non-essentials reopen as long as they meet
industry-specific guidelines

85

Appendix B: English Survey
This appendix and the following one contain the English- and French-language versions
of the survey, respectively. The questions are listed here as they appeared on Google Forms
including the introductory texts. Response options for Other appear as such in both the English
and French surveys. This was due to system limitations inherent to Google Forms.

Pandemic Canadian Autism Needs Assessment Survey
During these challenging times, it is important to understand the impacts the COVID-19
We invite
invite caregivers
caregivers with children with autism
pandemic is having on the autism community.
community We
spectrum disorder (ASD) and self-advocates/autistic adults to participate by filling out the survey
to share their experiences to help inform on the impacts of the COVID-19 pandemic and what
support strategies are helpful in coping.
Participation is voluntary. You can skip any question you wish not to fill out. You may also
change your mind and exit the survey at any time. Completing the survey should take about 1015 minutes. This is an anonymous survey. Social media handles, account names, email addresses
and IP addresses will not be recorded or retained by Autism Speaks Canada, the McMaster
Autism Research Team, and the Canadian Autism Spectrum Disorder Alliance.
Purpose of the Survey:
The purpose of the survey is to understand how the autism community is being impacted by the
COVID-19 pandemic. The results of the survey will be compiled into a report and shared widely.
The survey will be used:
(i)
For individuals and families in the autism community to share how they have been
impacted by changes related to the COVID-19 pandemic
(ii)
To inform service organizations of what services and supports are most helpful for
families
(iii) To inform governments of how the autism community has been impacted and advocate
for increased supports in response to the COVID-19 pandemic and future emergency situations
Participants:
We invite caregivers of children (all ages) and family members as well as self-advocates on the
autism spectrum across Canada to participate.
The survey is scheduled to close on Sunday, May 24, 2020. 11:59 PM EST.
Who is Conducting this Survey?
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This survey has been developed in partnership between Autism Speaks Canada, the McMaster
Autism Research Team (MacART) and the Canadian Autism Spectrum Disorder Alliance
(CASDA). We have asked for participation from the autism community in helping to share the
survey. Feel free to share the survey on social media, email, and websites.

Which province or territory do you live in?
•
•
•
•
•
•
•
•
•
•
•
•
•

Alberta
British Columbia
Manitoba
Newfoundland and Labrador
New Brunswick
Northwest Territories
Nova Scotia
Nunavut
Ontario
Prince Edward Island
Quebec
Saskatchewan
Yukon

How many other people do you currently live with?
•
•
•
•
•

1
2
3
4
Other:_______________
Other:

Are you on the autism spectrum?
•
•

Yes
No

Do you have any of the following diagnoses and/or conditions? (Check all that apply)
•
•
•
•
•
•

Intellectual disability
Anxiety
Mood disorder
Behaviour problems
Attention problems
Sleep problems
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•
•
•
•
•

Gastrointestinal problems
Seizure disorder
Physical or mobility challenges
Other mental health issues
Other:_______________
Other:

In the last month, have you had access to the following information, services and supports?
Some but not
None
adequate
Adequate
Relevant information on COVID-19, e.g., health
0⃝
0⃝
0⃝
information, available supports
Accessible information for your child(ren) about COVID- 0
⃝
0⃝
0⃝
19, e.g., visual, easy-to-read
An education plan for your child(ren)
0⃝
0⃝
0⃝
0
Your usual health and social services for your child(ren),
⃝
0⃝
0⃝
e.g., medical, behavioural, etc.
Home-based consultation with professionals, e.g.,
0⃝
0⃝
0⃝
telephone, video conferencing
Frequent communication from service providers through
0⃝
0⃝
0⃝
phone, social media, etc.
Financial compensation to take time off work
0⃝
0⃝
0⃝
⃝
⃝
Flexible, work-from-home arrangements
0
0
0⃝
Support or compensation for the technology required to
0⃝
0⃝
0⃝
work from home
A tax relief or subsidy related to COVID-19
0⃝
0⃝
0⃝
Help or support from the community, e.g., family,
0⃝
0⃝
0⃝
neighbours
Communication channels with the government to ask
0⃝
0⃝
0⃝
questions and raise concerns
How would you rate your current level of stress related to COVID-19?
•
•
•
•

No stress
Minimal stress
Manageable stress
Very stressed

Have you or anyone in your immediate family (check all that apply)
•
•
•
•

Developed symptoms associated with COVID-19
Been tested for COVID-19
Tested positive for COVID-19 (infected with the virus)
Been hospitalized as a result of infection or possible infection of COVID-19
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What level of concern do you have that you or a family member have caught/will catch COVID19?
•
•
•
•
•

None
Somewhat concerned
Concerned
Very concerned
Extremely concerned

How well do you think you are currently coping with the changes related to COVID-19?
•
•
•
•
•

Very poorly
Poorly
Ok
Well
Very well

In the last month, how easy has it been to take the following measures to reduce potential
exposure to COVID-19 in your household:

Frequently washing hands
Maintaining physical distance with
others
Avoiding touching of eyes, nose
and mouth
Avoiding crowded environments
Making necessary visits outside of
peak time periods
Taking advantage of special
opening hours for people with
disability or their caregivers
Making purchases online
Requesting assistance from family,
friends, or others to access
crowded environments
Gathering urgent items to reduce
access to public places, e.g., food,
cleaning supplies, medication
Self-isolating
Avoiding crowded environments

Very Somewhat Neither Easy Somewhat
Easy
Easy
or Difficult
Difficult Difficult
0⃝
0⃝
0⃝
0⃝
0⃝
0⃝
0⃝
0⃝
0⃝
0⃝
0⃝
0⃝
0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝
0⃝
0⃝

0⃝

0⃝

0⃝
0⃝
0⃝

0⃝

0⃝

0⃝
0⃝
0⃝

0⃝

0⃝

0⃝
0⃝
0⃝

0⃝

0⃝

0⃝
0⃝
0⃝
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Which of the following factors prevent you from physically distancing yourself/your family from
others? (check all that apply)
•
•
•
•
•
•
•

Need to earn an income
Need to care for someone outside of your home (e.g.: elderly parents)
Social events/gatherings
Getting food/groceries
Getting physical activity
Attending appointments
Other: _______________

In the last month, how easy has it been to take the following measures to increase coping and
resilience in your household:

Very Somewhat Neither Easy Somewhat
Easy
Easy
or Difficult
Difficult Difficult
Engaging in activities that you enjoy
and find relaxing
Maintaining your own personal
routines or creating new routines
Staying connected yourself and
maintaining your social networks via
telephone, social media or video
conference
Maintaining a healthy lifestyle, e.g.,
regular sleep, exercise, healthy eating
Seeking information updates and
practical guidance
Limiting information updates to
specific times during the day
Avoiding information that makes you
feel uncomfortable
Finding positive ways to help your
child(ren) express their feelings, e.g.,
playing or drawing
Avoiding separation from your
child(ren)
Providing engaging age-appropriate
activities
Encouraging your child(ren) to play
and socialize with others in the
household
COVID-19 with your
Discussing COV1D-19
child(ren)
Maintaining familiar routines or
creating new ones for your child(ren)

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝
0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝
0⃝

0⃝

0⃝
0⃝

0⃝

0⃝
0⃝

0⃝

0⃝
0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝
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In what role are you completing this survey?
•
•
•

Caregiver
Self-advocate on the autism spectrum
Both as a caregiver and as a self-advocate on the autism spectrum

Caregiver Questions
As a caregiver, who do you care for? (Check all that apply)
•
•
•

Children under 5 years
Children 5-17 years
Adults 18 years and older

In which roles do you identify as a caregiver? (Check all that apply)
•
•
•
•
•

Mother
Father
Sibling
Grandparent
Other: _______________

Do(es) the individual(s) with autism, for whom you are a caregiver, have any co-existing
diagnoses? (Check all that apply)
•
•
•
•
•
•
•
•
•
•
•

Intellectual disability
Anxiety
Mood disorder
Behaviour problems
Attention problems
Sleep problems
Gastrointestinal problems
Seizure disorder
Physical or mobility challenges
Other Mental health issues
Other: _______________

How many members in your immediate family have a diagnosis of autism spectrum disorder?
•
•
•
•
•
•

0
1
2
3
4
Other: _______________
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In what ways has your family been affected with the COVID-19 situation? (Check all that apply)
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•

child’s school/daycare
school/daycare has been closed
My child's
day program has been closed
My child’s
child's day
child’s intervention
intervention services
services (ABA, SLP, OT, respite) have been closed
My child's
I am home schooling my child(ren)
I have been asked to work from home
My earnings/income have decreased
I have had to close down my business
I have been laid off
I am on a leave without pay
I am on leave with pay
My city is under a mandatory lockdown
I am unable to access healthcare when needed
Accessing food, home essentials and medication have become challenging
Family displacement (a member living outside of the home, outside member moved into
home)
Concern a family member has COVID-19
Other: _______________

If you are working from home or if your child’s
child's school/daycare/day programming is closed, to
what extent are you able to do the following:

Set aside time to spend with your child
Do things with your child(ren) such as
reading, going on a walk, reading books,
doing household chores, etc
Keep a positive environment at home
Establish a routine or schedule
Minimize challenging behaviours and
encourage positive actions
Maintain calm and reduce stress
Provide home schooling
Provide physical recreation activities

Always
0⃝
0⃝

0⃝
0⃝
0⃝

0⃝
0⃝
0⃝

About Half
Usually The Time Rarely Never
0⃝
0⃝
0⃝
0⃝
0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝
0⃝
0⃝
0⃝
0⃝

0⃝
0⃝
0⃝
0⃝
0⃝

0⃝
0⃝
0⃝
0⃝
0⃝

0⃝
0⃝
0⃝
0⃝
0⃝

How confident are you in talking with your child(ren) about ways to prevent COVID-19 from
spreading in your community?
•
•
•
•
•

Extremely confident
Very confident
Confident
Somewhat confident
Not at all confident
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How well does your child with ASD understand information and changes related to COVID-19?
•
•
•
•
•

Not at all
Somewhat
Moderately
Moderately well
Completely

Rank what difficulties your family is experiencing in supporting your child(ren) with ASD
during the COVID-19 pandemic in terms of how challenging they are to deal with.
Not at all
challenging

Accessing educational
supports and instructions
Accessing usual source of
healthcare providers
Accessing online curated
resources and information
Accessing peer-to-peer
support
Accessing therapeutic
and/or behavioural health
services (e.g., ABA,
psychological support or
care)
Accessing groceries and
essentials (toilet paper,
cleaning products)
Financial challenges
Mental health concerns
(high stress, anxiety, OCD,
depression)
Understanding everything
that is happening and why
things have changed
Relationship/Family
breakdown
Lack of social engagement

Somewhat
challenging Challenging

Very
challenging

Extremely
challenging N/A

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝
0⃝

0⃝
0⃝

0⃝
0⃝

0⃝
0⃝

0⃝
0⃝

0⃝
0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

Are there any other difficulties that your family has been experiencing during this outbreak of
COVID-19 that we did not list in the previous question that are particularly challenging to deal
with? ________________________________________________________________________
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In which ways do you feel the disruptions related to COVID-19 have negatively impacted your
child with autism? (Check all that apply)
•
•
•
•
•
•
•
•

Behaviour
Sleep
Attention
Appetite
Emotional/mental health
Physical health
Education and learning
Relationship with family/friends

How well do you feel your family is coping with the day-to-day demands amidst the changes
related to COVID-19?
•
•
•
•
•

Extremely well
Very well
Well enough
Somewhat well
Not at all well

Which of the following behaviours have you/your family engaged in during the COVID-19
pandemic? Please check all that apply if the item applies to any member in your family.
•
•
•
•
•
•
•
•
•
•
•

Stopped physically attending school/daycare/day programming
Stopped physically attending work
Stopped travelling outside of the city you reside in
Avoided leaving home
Avoided crowded places such as malls, grocery stores
Increased hygiene protocols (washing hands, cleaning, avoid touching face)
Paid closer attention to physical health symptoms
Increased purchases of home essential products (groceries, non-perishable foods, water,
cleaning products, toilet paper)
Purchased products you normally would not (masks, disinfectants, gloves, etc.)
Increased self-care activities
Increased coping behaviours (drinking alcohol, use of drugs, online shopping, eating
patterns)
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Which of the following feelings have you/your family experienced during the COVID-19
pandemic? Please check all that apply if the item applies to any member in your family.
•
•
•
•
•
•
•
•

Felt more pressure for daily tasks
Worry (e.g.: health, the future, finances, losing job)
Anxiousness (e.g.: unease with situation, discomfort with uncertainty)
Stressed (e.g.: health, the future, finances, responsibilities)
Depressed (e.g.: overwhelming sadness, grim view of future)
Isolated (e.g.: feeling alone, lack of social engagement)
Relaxed (e.g.: sense of calm and ease)
Happy (e.g.: more time for tasks, enjoying time to self and with family)

What supports is your family currently receiving during this time? (Check all that apply)
•
•
•
•
•
•
•
•
•
•
•
•
•

Virtual intervention
Education plans
Access to health professional
Financial support related to COVID-19
Peer and family support
Virtual peer support groups
Mental health supports
Technology (products, training on how to use)
Parent Coaching
Webinars (support strategies, how to cope, information on COVID-19)
Flexibility in using government funding/subsidies
Recreational programs/products (i.e. trampoline, equipment)
Other: _______________

What supports is your family not currently receiving but would be useful for you during this
time? (Check all that apply)
•
•
•
•
•
•
•
•
•
•
•
•
•
•

Virtual intervention
Education plans
Access to health professional
Financial support
Peer and family support
Virtual peer support groups
ASD-specific hotline
Mental health supports
Technology (products, training on how to use)
Parent Coaching
Webinars (support strategies, how to cope, information on COVID-19)
Flexibility in using government funding/subsidies
Recreational programs/products (i.e. trampoline, equipment)
Other: _______________
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Self-Advocate Questions
In what ways have you been personally affected with the COVID-19 situation (check all that
apply)?
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•

My school/day program has been closed
child’s school/daycare
school/daycare has been closed
My child's
I am home schooling
I am home schooling my child(ren)
I have been asked to work from home
My earnings/income have decreased
I have had to close down my business
I have been laid off
I am on a leave without pay
I am on leave with pay
My search for employment is more challenging than before
My city is under a mandatory lockdown
I am unable to access healthcare when needed
Accessing food, home essentials and medication have become challenging
Family displacement (a member living outside of the home, outside member moved into
home)
Concern a family member has COVID-19
Other: _______________

Rank what difficulties you are personally experiencing during the COVID-19 pandemic by how
challenging they are to deal with.
Extremely
Not at all
Somewhat
Very
challenging challenging Challenging challenging challenging N/A

Accessing educational supports
and instructions
Accessing usual source of
healthcare providers
Accessing online curated
resources and information
Accessing peer-to-peer support
Accessing therapeutic and/or
behavioural health services (e.g.,
ABA, psychological support or
care)
Accessing groceries and essentials
(toilet paper, cleaning products)
Financial challenges
Mental health concerns (high
stress, anxiety, OCD, depression)
Understanding everything that is
happening and why things have
changed
Relationship/ Family breakdown
Lack of social engagement

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝
0⃝

0⃝

0⃝

0⃝
0⃝

0⃝
0⃝

0⃝

0⃝
0⃝

0⃝
0⃝

0⃝

0⃝
0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

Q⃝

0⃝

0⃝

0⃝

0⃝
0⃝

0⃝

0⃝
0⃝

0⃝

0⃝
0⃝

0⃝

0⃝
0⃝
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Are there any other difficulties that you have personally been experiencing during this outbreak
of COVID-19 that we did not list in the previous question that are particularly challenging to
deal with? _____________________________________________________________________

How well do you feel you personally are coping with the day-to-day demands amidst the
changes related to COVID-19?
•
•
•
•
•

Extremely well
Very well
Well enough
Somewhat well
Not at all well

Which of the following behaviours have you personally engaged in during the COVID-19
pandemic? (Check all that apply)
•
•
•
•
•
•
•
•
•
•
•

Stopped physically attending school/day program
Stopped physically attending work
Stopped travelling outside of the city you reside in
Avoided leaving home
Avoided crowded places such as malls, grocery stores
Increased hygiene protocols (washing hands, cleaning, avoid touching face)
Paid closer attention to physical health symptoms
Increased purchases of home essential products (groceries, non-perishable foods, water,
cleaning products, toilet paper)
Purchased products you normally would not (masks, disinfectants, gloves, etc.)
Increased self-care activities
Increased coping behaviours (drinking alcohol, use of drugs, online shopping, eating
patterns)

Which of the following feelings have you personally experienced during the COVID-19
pandemic? (Check all that apply)
•
•
•
•
•
•
•
•

Felt more pressure for daily tasks
Worry (e.g.: health, the future, finances, losing job)
Anxiousness (e.g.: unease with situation, discomfort with uncertainty)
Stressed (e.g.: health, the future, finances, responsibilities)
Depressed (e.g.: overwhelming sadness, grim view of future)
Isolated (e.g.: feeling alone, lack of social engagement)
Relaxed (e.g.: sense of calm and ease)
Happy (e.g.: more time for tasks, enjoying time to self and with family)
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In which ways do you feel the disruptions related to COVID-19 have negatively impacted you?
(Check all that apply)
•
•
•
•
•
•
•
•

Behaviour
Sleep
Attention
Appetite
Emotional/mental health
Physical health
Education and learning
Relationship with family/friends

What supports are you currently receiving during this time? (Check all that apply)
•
•
•
•
•
•
•
•
•
•
•
•
•

Virtual intervention
Education plans
Access to health professional
Financial support related to COVID-19
Peer and family support
Virtual peer support groups
Mental health supports
Technology (products, training on how to use)
Parent Coaching
Webinars (support strategies, how to cope, information on COVID-19)
Flexibility is using government funding/subsidies
Recreational programs/products (i.e. trampoline, equipment)
Other: _______________

What supports are you not currently receiving but would be useful for you during this time?
(Check all that apply)
•
•
•
•
•
•
•
•
•
•
•
•
•
•

Virtual intervention
Education plans
Access to health professional
Financial support
Peer and family support
Virtual peer support groups
ASD-specific hotline
Mental health supports
Technology (products, training on how to use)
Parent Coaching
Webinars (support strategies, how to cope, information on COVID-19)
Flexibility is using government funding/subsidies
Recreational programs/products (i.e. trampoline, equipment)
Other: _______________
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Are you also a caregiver?
•
•

Yes
No
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Appendix C: French Survey
Sondage canadien sur l’évaluation
l'evaluation des besoins en autisme lors d’une
d'une
pandémie
pandemie
En ces temps difficiles, il
it est important de comprendre les impacts de la pandémie
pandemie de COVID-19
sur la communauté
communaute de l’autisme.
l'autisme. Nous invitons les aidants d’enfants
d'enfants atteints de troubles du
spectre autistique (TSA) et les adultes autistes/autonomes socialement àa remplir ce sondage, afin
de partager leurs expériences
experiences et nous informer sur les impacts de la pandémie
pandemie de COVID-19 et
les stratégies
strategies de soutien utiles pour y faire face.
La participation est volontaire. Vous pouvez sauter toute question àa laquelle vous ne souhaitez
répondre. Vous pouvez également
pas repondre.
egalement changer d’avis
d'avis et quitter le sondage aà tout moment.
Remplir le sondage devrait prendre environ 10 àa 15 minutes. Le sondage est anonyme.
Identifiants de médias
medias sociaux, noms de compte, courriels et adresses IP ne seront pas enregistrés
enregistres
ou conservés
conserves par Autism Speaks
Speaks Canada,
Canada, l’Équipe
l'Equipe de recherche sur l’autisme
l'autisme McMaster et
l’Alliance
canadienne des troubles du spectre autistique.
l'Alliance canadienne
Objectif du sondage :
L’objectif
L'objectif du sondage est de comprendre comment la communauté
communaute de
de l’autisme
l'autisme est touchée
touch& par
la pandémie
compilés dans un rapport et
pandemie de COVID-19. Les résultats
resultats du sondage seront compiles
largement diffusés.
diffuses. Le sondage sera utilisé
utilise pour :
(i)
Les personnes et les familles de la communauté
communaute de
de l’autisme,
l'autisme, afin de partager la manière
maniere
(i)
été touchees
touchées par
par les
les changements
changements lies
liés A
à la pandémie
dont elles ont ete
pandemie de COVID-19
(ii)

Informer les organismes des services et soutiens les plus utiles aux familles

(iii) Informer les gouvernements des impacts sur la communauté
communaute de
de l’autisme
l'autisme et plaider pour
réponse A
à lalapandémie
un soutien accru en reponse
pandemiede
deCOVID-19
COVID-19 et
et aux
aux futures
futures situations
situations d’urgence
d'urgence
Participants :
(de tous
tous ages),
âges), membres de la famille et personnes autonomes socialement
Aidants d’enfants
d'enfants (de
de partout
partout au Canada sont invites
invités aà participer.
atteintes d’autisme
d'autisme de
La clôture
cloture du sondage est prévue
prevue pour le dimanche 24 mai 2020, aà 23 h 59 HNE.
Qui mene
mène ce
ce sondage
sondage ??
Qui
Ce sondage a été
ete conçu
concu grâce
grace àa un partenariat entre Autism Speaks
Speaks Canada,
Canada, l’Équipe
l'Equipe de
l’Alliance canadienne
canadienne des troubles du spectre
recherche sur l’autisme
l'autisme McMaster (MacART) et l'Alliance
autistique (ACTSA). Nous avons demandé
demande la participation de la
la communauté
communaute de
de l’autisme
l'autisme pour
médias sociaux, les
nous aider àa partager le sondage. N’hésitez
N'hesitez pas aà partager le sondage sur les medias
courriels et les sites Web.
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Dans quelle
quelle province
province ou
ou quel
quel territoire
territoire habitez-vous
habitez-vous ??
Dans
•
•
•
•
•
•
•
•
•
•
•
•
•

Alberta
Colombie-Britannique
Manitoba
Terre-Neuve-et-Labrador
Nouveau-Brunswick
Territoires du Nord-Ouest
Nouvelle-Écosse
Nouvelle-Ecosse
Nunavut
Ontario
Île-du-Prince-Édouard
Ile-du-Prince-Edouard
Québec
Quebec
Saskatchewan
Yukon

Avec combien
personnes habitez-vous
habitez-vous actuellement
actuellement ??
Avec
combien d’autres
d'autres personnes
•
•
•
•
•

1
2
3
4
Other: _______________

Êtes-vous
de troubles
troubles du
du spectre
spectre autistique
autistique ??
Etes-vous atteint
atteint de
•
•

Oui
Non

Avez-vous l’un
des diagnostics
diagnostics ou
ou troubles
troubles suivants
suivants ?? (Cochez
(Cochez toutes
toutes les
les reponses
réponses applicables)
applicables)
Avez-vous
l'un des
•
•
•
•
•
•
•
•
•
•
•

Handicap intellectuel
Anxiété
Anxiete
Troubles de l’humeur
l'humeur
Problèmes de comportement
Problemes
Problèmes d’attention
Problemes
d'attention
Problemes
Problèmes de sommeil
Problèmes gastro-intestinaux
Problemes
Trouble convulsif
Difficultés physiques ou de mobilité
Difficultes
mobilite
problèmes de santé
Autres problemes
sante mentale
Other: _______________
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accès aux informations, services et soutiens suivants ?
Au cours du mois dernier, avez-vous eu acces

l’information pertinente sur la COVID-19, p.
De 1'information
ex., informations de santé,
sante, soutiens disponibles
l’information accessible pour votre ou vos
De 1'information
enfants sur la COVID-19, p. ex., de
l'information
l’information visuelle, facile aà lire
Un plan d’éducation
d'education pour votre ou vos enfants
Les services de santé
sante et sociaux habituels pour
médicaux,
votre ou vos enfants, p. ex., medicaux,
comportementaux, etc.
Des consultations aà domicile avec des
téléphone ou
professionnels, p. ex., par telephone
vidéoconférence
videoconference
fréquente avec des
Une communication frequente
téléphone, par
fournisseurs de services par telephone,
médias sociaux, etc.
medias
Une compensation financière
financiere pour
pour s’absenter
s'absenter du
travail
Des arrangements flexibles de travail aà domicile
Une compensation ou du soutien pour la
technologie requise afin de travailler aà domicile
allégement fiscal liés
Une subvention ou un allegement
lies àa la
COVID-19
l’aide ou
ou du
du soutien
soutien de la communaute,
communauté, p.
De l'aide
ex., de la famille, des voisins
Des canaux de communication avec le
gouvernement pour poser des questions et faire
part de vos préoccupations
preoccupations

Certains mais pas
Suffisamment
Aucun
suffisamment
0⃝
0⃝
0⃝
0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝
0

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝
0⃝
⃝

0⃝

0⃝

0⃝

0⃝

Comment evaluez-vous
évaluez-vous votre
votre niveau
niveau de
de stress
stress actuel
actuel lie
lié aà la
la COVID-19
COVID-19 ??
Comment

•
•
•
•

Aucun stress
Un stress minimal
gérable
Un stress gerable
Très
Tres stressé
stresse

vous-même ou un membre de votre famille immediate
immédiate (cochez toutes les reponses
réponses
Avez-vous, vous-meme
applicables) :

•
•
•
•

Développé des symptomes
symptômes associes
associés aà la COVID-19
Developpe
Été
Ete testé
teste pour la COVID-19
Été
Ete testé
teste positif pour la COVID-19 (infecté
(infecte par le virus)
Été
possible infection par la COVID-19
Ete hospitalisé
hospitalise àa la suite d’une
d'une infection ou d’une
d'une possible
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quant au fait que vous ou un membre de votre famille avez
Quel est votre niveau d’inquiétude
d'inquietude quant
attrapé ou
ou attraperez
attraperez la
la COVID-19
COVID-19 ??
attrape
•
•
•
•
•

Aucune
Un peu inquiet
Inquiet
Très
Tres inquiet
Extrêmement
Extremement inquiet

Dans quelle
quelle mesure
mesure pensez-vous
pensez-vous pouvoir
pouvoir faire
faire face
face aux
aux changements
changements lies
liés aà la
la COVID-19
COVID-19 ??
Dans
•
•
•
•
•

Très
Tres mal
Mal
acceptable
De façon
fawn acceptable
Bien
Très
Tres bien

facilité avez-vous pu prendre les mesures suivantes pour
Au cours du mois dernier, avec quelle facilite
réduire l'exposition
l’exposition potentielle
potentielle A
à la COVID-19 dans votre foyer :
reduire

fréquent
Lavage de mains frequent
Maintenir une distance
physique avec les autres
Éviter de se toucher les yeux,
Eviter
le nez et la bouche
Éviter les environnements
Eviter
bondés
bondes
Effectuer les visites
nécessaires hors des heures de
necessaires
pointe
Profiter d’heures
d'heures d’ouverture
d'ouverture
spéciales pour les personnes
speciales
handicapées ou leurs aidants
handicapees
Faire des achats en ligne
l’aide de la famille,
Demander 1'aide
des amis ou d’autres
d'autres personnes
accéder àa des
pour acceder
environnements bondés
bondes
Collecter des articles urgents
pour réduire
reduire l’accès
Fames aux lieux
publics, p. ex., de la nourriture,
des produits de nettoyage, des
médicaments
medicaments
S’isoler soi-meme
soi-même
S'isoler

Très
Tres
facilement
0⃝

0⃝

Assez
facilement
0⃝

0⃝

Ni facilement ni
difficilement
0⃝
0⃝

Assez
difficilement Difficilement
0⃝
0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

Q⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

Q⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝
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empêchent de vous distancer physiquement des autres
Parmi les facteurs suivants, lesquels vous empechent
ou de
de distancer
distancer votre
votre famille
famille des
des autres
autres ?? (Cochez
ou
(Cochez toutes
toutes les
les réponses
reponses applicables)
applicables)
•
•
•
•
•
•
•

Nécessité de gagner un revenu
Necessite
Nécessité de s’occuper
d’une personne
personne exterieure
extérieure aà votre
votre domicile (p. ex., des parents
Necessite
s'occuper d'une
âgés)
ages)
Événements/réunions
Evenements/reunions sociales
Se procurer de la nourriture/aller
nourriture/aller àa l’épicerie
l'epicerie
Activité physique
Activite
Rendez-vous
Other: _______________

facilité avez-vous pu prendre les mesures suivantes pour
Au cours du dernier mois, avec quelle facilite
améliorer
la
capacité
d’adaptation
et
la
détermination dans votre foyer :
ameliorer capacite d'adaptation
determination
Très
Tres
facilement
activités que vous
Pratiquer des activites
aimez et trouvez relaxantes
Conserver vos routines personnelles
ou en creer
créer de nouvelles
Rester cormecte
connecté et maintenir vos
réseaux sociaux par telephone,
téléphone,
reseaux
médias sociaux ou videoconference
vidéoconférence
medias
Maintenir un mode de vie sain, p.
régulièrement, en
ex., en dormant regulierement,
faisant de l’exercice,
l'exercice, en mangeant
sainement
Rechercher des mises àa jour
d’informations et des conseils
d'informations
pratiques
Limiter les mises àa jour
d’informations aà des moments
d'informations
journée
précis de la journee
Éviter les informations qui vous
Eviter
mettent mal àa l’aise
l'aise
Trouver des moyens positifs
positifs d’aider
d'aider
votre ou vos enfants aà exprimer
leurs sentiments, p. ex., en jouant
ou en dessinant
Éviter d’être
séparé de votre ou vos
Eviter
d'être separe
enfants
activités attrayantes et
Proposer des activites
adaptées àa l’âge
adaptees
Page
Encourager votre ou vos enfants àa
jouer et aà socialiser avec les autres
membres du foyer
Discuter de la COVID-19 avec
votre ou vos enfants

Assez
facilement

Ni facilement
ni difficile

Assez
difficilement

Difficilement

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

Q⃝

Q⃝

Q⃝

Q⃝

Q⃝

Q⃝

Q⃝

Q⃝

Q⃝

Q⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝
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Maintenir des routines familières
familieres
créer de nouvelles pour votre
ou en creer
ou vos enfants
connectés
Aider les enfants aà rester connectes
et aà entretenir leurs réseaux
reseaux sociaux
téléphone, medias
médias sociaux ou
par telephone,
vidéoconférence
videoconference

Q⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

Dans quel
quel role
rôle remplissez-vous
remplissez-vous ce
ce sondage
sondage ??
Dans
• Aidant
• Personne autonome socialement atteinte d’un
d'un trouble du spectre autistique
À la fois comme aidant et personne autonome socialement
• A
socialement atteinte
atteinte d’un
d'un trouble du
spectre autistique
Questions pour les aidants
En
de qui
qui vous
vous occupez-vous
occupez-vous ?? (Cochez
(Cochez toutes
toutes les
les reponses
réponses applicables)
applicables)
En tant
tant qu’aidant,
qu'aidant, de
•
•
•

D’enfants de
de moins de 5 ans
D'enfants
D’enfants de 5 aà 17 ans
D'enfants
D’adultes de
de 18 ans et plus
D'adultes

Dans quels
quels rôles
(Cochez toutes
toutes les
les reponses
réponses
Dans
roles vous
vous identifiez-vous
identifiez-vous en
en tant
tant qu’aidant
qu'aidant ?? (Cochez
applicables)
•
•
•
•
•

Mère
Mere
Père
Pere
Frère ou
ou sceur
sœur
Frere
Grand-parent
Other: _______________

La ou les personnes atteintes d’autisme
d'autisme dont vous vous occupez ont-elles des diagnostics
coexistants ?? (Cochez
coexistants
(Cochez toutes
toutes les
les réponses
reponses applicables)
applicables)
•
•
•
•
•
•
•
•
•
•
•

Handicap intellectuel
Anxiété
Anxiete
Troubles de l’humeur
l'humeur
Problèmes de comportement
Problemes
Problèmes d’attention
Problemes
d'attention
Problèmes de sommeil
Problemes
Problèmes gastro-intestinaux
Problemes
Trouble convulsif
Difficultés physiques ou de mobilité
Difficultes
mobilite
Autres problemes
problèmes de santé
mentale
sante
Other: _______________
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un diagnostic
diagnostic de
de troubles
troubles du spectre
Combien de membres de
de votre
votre famille
famille immédiate
immediateont
ontreçu
rep un
autistique ??
autistique
•
•
•
•
•
•

0
1
2
3
4
Other: _______________

De quelle manière
maniere votre famille a-t-elle été
ete touchée
touch& par la situation de la COVID-19 (cochez
toutes les
les reponses
réponses applicables)
applicables) ??
toutes
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•

L’école/la
L'ecole/la garderie de mon enfant a été
ete fermée
fennee
Le programme de jour de mon enfant a été
ete fermé
ferme
Les services d’intervention
d'intervention de mon enfant (ABA, SLP, OT, répit)
repit) ont été
ete fermés
fennes
Je scolarise mon ou mes enfants àa domicile
demandé de travailler aà domicile
On m’a
m'a demande
Mes gains/revenus ont diminué
diminue
J’ai
dû fermer
fermer mon entreprise
J'ai du
J’ai
été licencie
licencié
J'ai ete
Je suis en congé
conge sans solde
Je suis en congé
conge payé
paye
Ma ville est soumise aà un confinement obligatoire
Je n’ai
accès aux soins de santé
n'ai pas acces
sante lorsque
lorsque j’en
j'en ai besoin
L’accès
la nourriture,
nourriture, aux
aux produits
produits domestiques essentiels et aux medicaments
médicaments est
L'acces aà la
devenu difficile
Deplacement
Déplacement familial (un membre vivant hors de la maison, un membre exterieur
extérieur
s’installant aà la maison)
s'installant
Inquiétude
membre de la famille ait la COVID-19
Inquietude qu’un
qu'un membre
Other: _______________
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Si vous travaillez àa domicile ou si l’école/la
l'ecole/la garderie/le programme de jour de votre enfant est
fermé, dans quelle mesure pouvez-vous faire ce qui suit:
ferme,
Toujours

Réserver du temps aà passer avec
Reserver
votre enfant
Faire des choses avec votre ou vos
enfants comme une promenade, lire
des livres, faire des tâches
'aches
ménagères, etc.
menageres,
Garder un environnement positif àa
la maison
Établir une routine ou un horaire
Etablir
Minimiser les mauvais
comportements et encourager les
comportements positifs
Maintenir le calme et reduire
réduire le
stress
Assurer l’enseignement
l'enseignement aà domicile
activités de loisirs
Proposer des activites
physiques

Généralement
Generalement

Environ la
moitié du temps
moitie

Rarement

Jamais

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

degré de confiance pour parler avec votre ou vos enfants des moyens de prévenir
Quel est votre degre
prevenir
la
dans votre
votre communaute
communauté ??
la propagation
propagation du
du coronavirus
coronavirus dans

•
•
•
•
•

Extrêmement
Extremement confiant
Très
Tres confiant
Confiant
Assez confiant
Pas du tout confiant

Dans quelle mesure votre enfant atteint de TSA comprend-il les informations et les changements
liés
lies aà la COVID-19 ??
•
•
•
•
•

Pas du tout
Un peu
Modérément
Moderement
Modérément bien
Moderement
Complètement
Completement
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Classez le niveau de difficulté
difficulte que votre famille éprouve
eprouve àa soutenir votre ou vos enfants atteints
de coronavirus
coronavirus pour les situations suivantes. (Classez toutes les
de TSA pendant l’épidémie
l'epidemie de
réponses applicables)
reponses
Pas du tout
difficile
Accès aux soutiens et
Acces
instructions pédagogiques
pedagogiques
Accès aà la source habituelle de
Acces
prestataires de soins de santé
sante
Accès aux ressources et
Acces
informations en ligne
Accès au soutien entre pairs
Acces
Accès aux services de sante
santé
Acces
comportementale (p. ex., ABA,
soutien ou soins
psychologiques)
Accès aà 1'alimentation
l’alimentation et aux
Acces
produits essentiels (papier de
toilette, produits de nettoyage)
Defis
Défis financiers
Problèmes de sante
santé mentale
Problemes
élevé, arixiete,
anxiété, TOC,
(stress eleve,
dépression)
depression)
Comprendre tout ce qui se passe
et pourquoi les choses ont
changé
change
Rupture familiale/relationnelle
Manque d’engagements
d'engagements sociaux

Un peu
difficile

Difficile

Très
Tres
difficile

Extrêmement Ne s’applique
Extremement
s'applique
difficile
pas

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝
0⃝
0⃝

0⃝
0⃝
0⃝

0⃝
0⃝
0⃝

0⃝
0⃝
0⃝

0⃝
0⃝
0⃝

0⃝
0⃝
0⃝

Q⃝

0⃝

0⃝

0⃝

0⃝

0⃝

Q⃝

Q⃝

Q⃝

Q⃝

Q⃝

Q⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝
0⃝

0⃝

0⃝
0⃝

0⃝

0⃝
0⃝

0⃝

0⃝
0⃝

0⃝

0⃝
0⃝

0⃝

0⃝
0⃝

difficultés que votre famille a rencontrees
rencontrées durant cette épidémie
Y a-t-il d'autres difficultes
epidemie de COVID-19
pas enumerees
énumérées dans la question precedente
précédente et qui sont particulierement
particulièrement
que nous n’avons
n'avons pas
difficiles àa gérer?
gerer? _______________________________________________________________
De quelle manière
maniere pensez-vous que les perturbations liées
liees àa COVID-19 ont eu un impact négatif
negatif
sur votre
(Cochez toutes
toutes les
les reponses
réponses applicables)
sur
votre enfant
enfant atteint
atteint d’autisme
d'autisme ?? (Cochez
applicables)
•
•
•
•
•
•
•
•

Comportement
Sommeil
Attention
Appétit
Appetit
Santé
Sante émotionnelle/mentale
emotionnelle/mentale
Santé
Sante physique
Éducation
Education et apprentissage
Relations avec la famille/les amis
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malgré les
Comment pensez-vous que votre famille s’en
s'en sort avec les exigences quotidiennes malgre
changements lies
liés aà la COVID-19 ?
•
•
•
•
•

Extremement bien
Extrêmement
Très
Tres bien
Assez bien
Plutôt bien
Plutot
Pas bien du tout

Parmi les comportements suivants, quels sont ceux que vous ou votre famille avez adoptés
adoptes
pendant la
la pandémie
pendant
pandemie de
de COVID-19
COVID-19 ?? Veuillez
Veuillez cocher
cocher toutes
toutes les
les réponses
reponses qui
qui s’appliquent
s'appliquent àa au
au
moms
moins un membre de votre famille.
•
•
•
•
•
•
•
•
•
•
•

fréquenter physiquement l’école/la
Ne plus frequenter
l'ecole/la garderie/les programmes de jour
présenter physiquement au travail
Ne plus se presenter
où vous résidez
Ne plus voyager en dehors de la ville oil
residez
Éviter
Eviter de quitter le domicile
Éviter
épiceries
Eviter les endroits bondés
bondes tels que les centres commerciaux, les epiceries
éviter de se
Renforcement des protocoles d’hygiène
d'hygiene (lavage des mains, nettoyage, eviter
toucher le visage)
santé physique
Attention accrue aux symptômes
symptomes de sante
Augmentation des achats de produits essentiels àa la maison (épicerie,
(epicerie, denrées
denrees non
périssables, eau, produits de nettoyage, papier de toilette)
perissables,
achetés (masques, desinfectants,
désinfectants,
Achat des produits que vous n’auriez
n'auriez normalement pas achetes
gants, etc.)
activités de soins personnels
Augmentation des activites
problématiques (consommation
Augmentation des comportements
comportements d’adaptation
d'adaptation problematiques
(consommation d’alcool,
d'alcool,
de drogues, achats en ligne, habitudes alimentaires)

éprouvés pendant
Parmi les sentiments suivants, quels sont ceux que vous ou votre famille avez eprouves
la
au moins
la pandémie
pandemie de
de COVID-19
COVID-19 ?? Veuillez
Veuillez cocher
cocher toutes
toutes les
les réponses
reponses qui
qui s’appliquent
s'appliquent aà au
moms un
un
membre de votre famille.
•
•
•
•
•
•
•
•

Sentiment de pression accrue pour les tâches
'aches quotidiennes
Inquiétude
Inquietude (p. ex., santé,
sante, avenir,
avenir, finances,
finances, perte
perte d’emploi)
d'emploi)
Anxiété (p. ex.,
Anxiete
ex., malaise
malaise face
face àa la
lasituation
situationetetl’incertitude)
'Incertitude)
Stress (p. ex., santé,
avenir,
finances,
responsabilités)
sante,
responsabilites)
Dépression (p. ex., tristesse accablante, vision
Depression
vision sombre
sombre de
de l’avenir)
l'avenir)
Isolement (p. ex., se sentir seul, manque
manque d’engagements
d'engagements sociaux)
Détente (p. ex., sentiment de calme
calme et
et d’aisance)
d'aisance)
Joie (p. ex., plus de temps pour les tâches,
'aches, profiter de temps pour soi et en famille)
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Quels soutiens
soutiens votre
votre famille
famille recoit-elle
reçoit-elle actuellement
actuellement pendant
pendant cette
cette periode
période ?? (Cochez
(Cochez toutes
les
Quels
toutes les
réponses applicables)
reponses
•
•
•
•
•
•
•
•
•
•
•
•
•

Intervention virtuelle
Plans d’éducation
d'education
Accès aà des professionnels de la santé
Acces
sante
Soutien financier lié
lie àa la COVID-19
Soutien par les pairs et la famille
Groupes virtuels de soutien par les pairs
Soutien àa la santé
sante mentale
Technologie (produits, formation
formation àa l’utilisation)
l'utilisation)
Accompagnement professionnel pour les parents
Webinaires (stratégies
(strategies de soutien, comment gérer
gerer la situation, informations sur la
COVID-19)
flexibilité en utilisant les financements/subventions du gouvernement
De la flexibilite
récréatifs (p. ex. trampoline, équipement)
Programmes/produits recreatifs
equipement)
Other: _______________

reçoit-elle pas actuellement, mais qui seraient utiles pendant cette
Quels soutiens votre famille ne recoit-elle
période ?? (Cochez
periode
(Cochez toutes
toutes les
les réponses
reponses applicables)
applicables)
•
•
•
•
•
•
•
•
•
•
•
•
•
•

Intervention virtuelle
Plans d’éducation
d'education
Accès aux professionnels de la sante
santé
Acces
Soutien financier
Soutien par les pairs et la famille
Groupes virtuels de soutien par les pairs
Ligne d’assistance
téléphonique specifique
spécifique au TSA
d'assistance telephonique
Soutien àa la santé
sante mentale
Technologie (produits, formation
formation àa l’utilisation)
l'utilisation)
Accompagnement professionnel pour les parents
Webinaires (stratégies
(strategies de soutien, comment gérer
gerer la situation, informations sur la
COVID-19)
flexibilité en utilisant les financements/subventions du gouvernement
De la flexibilite
récréatifs (p. ex. trampoline, équipement)
Programmes/produits recreatifs
equipement)
Other: _______________
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Questions pour les personnes autonomes socialement
manière avez-vous ete
été personnellement touché par la situation de la COVID-19
De quelle maniere
(cochez toutes
(cochez
toutes les
les réponses
reponses qui
qui s’appliquent)
s'appliquent) ??
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•

école/programme de jour a été
Mon ecole/programme
ete fermé
fenne
L’école/la
garderie de
de mon
mon enfant
enfant aa ete
été fermi&
fermée
L'ecole/la garderie
Je reçois
recois de l’enseignement
l'enseignement aà domicile
Je scolarise mon ou mes enfants àa domicile
demandé de travailler aà domicile
On m’a
m'a demande
Mes gains/revenus ont diminué
diminue
J’ai
dû fermer
fermer mon entreprise
J'ai du
J’ai
été licencie
licencié
J'ai ete
Je suis en congé
conge sans solde
Je suis en congé
conge payé
paye
Ma recherche d’emploi
d'emploi est plus difficile qu’avant
qu'avant
Ma ville est soumise aà un confinement obligatoire
Je n’ai
accèsaux
auxsoins
soinsde
desante
santé lorsque
lorsque necessaire
nécessaire
n'ai pas aces
L’accès
la nourriture,
nourriture, aux
aux produits
produits domestiques essentiels et aux medicaments
médicaments est
L'acces aà la
devenu difficile
Déplacement familial (un membre vivant hors de la maison, un membre extérieur
Deplacement
exterieur
s’installant dans la maison)
s'installant
Inquiétude
membre de la famille ait la COVID-19
Inquietude qu’un
qu'un membre
Other: _______________

Classez le niveau de difficulté
difficulte que vous éprouvez
eprouvez personnellement
personnellement pendant
pendant l’épidémie
l'epidemie de
réponses applicables)
COVID-19 pour les situations suivantes. (Classez toutes les reponses
Pas du tout
difficile
Accès aux soutiens et
Acces
instructions pédagogiques
pedagogiques
Accès aà la source habituelle de
Acces
prestataires de soins de santé
sante
Accès aux ressources et
Acces
informations en ligne
Accès au soutien entre pairs
Acces
Accès aux services de sante
santé
Acces
comportementale (p. ex., ABA,
soutien ou soins
psychologiques)
Accès aà 1'alimentation
l’alimentation et aux
Acces
produits essentiels (papier de
toilette, produits de nettoyage)
Défis financiers
Defis

Un peu
difficile

Difficile

Très
Tres
difficile

Extrêmement Ne s’applique
Extremement
s'applique
difficile
pas

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝
0⃝
0⃝
0⃝

0⃝

0⃝
0⃝
0⃝
0⃝
0⃝

0⃝
0⃝
0⃝
0⃝
0⃝

0⃝
0⃝
0⃝
0⃝
0⃝

0⃝
0⃝
0⃝
0⃝
0⃝

0⃝
0⃝
0⃝
0⃝
0⃝
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Problèmes de sante
santé mentale
Problemes
élevé, anxiete,
anxiété, TOC,
(stress eleve,
dépression)
depression)
Comprendre tout ce qui se passe
et pourquoi les choses ont
changé
change
Rupture familiale/relationnelle
Manque d’engagements
d'engagements sociaux

0⃝

0⃝

0⃝

0⃝

0⃝

0⃝

Q⃝

Q⃝

Q⃝

Q⃝

Q⃝

Q⃝

0⃝
Q⃝

0⃝
Q⃝

0⃝
Q⃝

0⃝
0⃝

0⃝
0⃝

0⃝
0⃝

difficultés que vous avez personnellement rencontrees
rencontrées durant cette epidemie
épidémie de
Y a-t-il d'autres difficultes
pas enumerees
énumérées dans la question precedente
précédente et qui sont
COVID-19 que nous n’avons
n'avons pas
particulièrement difficiles aà gérer?
particulierement
gerer? _________________________________________________

Comment pensez-vous que vous vous en sortez avec les exigences quotidiennes malgré
malgre les
changements lies
liés aà la
la COVID-19
COVID-19 ??
changements
•
•
•
•
•

Extremement bien
Extrêmement
Très
Tres bien
Assez bien
Plutôt bien
Plutot
Pas bien du tout

Parmi les comportements suivants, quels sont ceux que vous avez adoptés
adoptes personnellement
pendant la
la pandemie
pandémie de
de COVID-19
COVID-19 ?? (Veuillez
pendant
(Veuillez cocher
cocher toutes
toutes les
les réponses
reponses applicables)
applicables)
•
•
•
•
•
•
•
•
•
•
•

fréquenter physiquement l’école/les
Ne plus frequenter
l'ecole/les programmes de jour
présenter physiquement au travail
Ne plus se presenter
où vous résidez
Ne plus voyager en dehors de la ville oil
residez
Éviter
Eviter de quitter le domicile
Éviter
épiceries
Eviter les endroits bondés
bondes tels que les centres commerciaux, les epiceries
éviter de se
Renforcement des protocoles d’hygiène
d'hygiene (lavage des mains, nettoyage, eviter
toucher le visage)
santé physique
Attention accrue aux symptômes
symptomes de sante
Augmentation des achats de produits essentiels àa la maison (épicerie,
(epicerie, denrées
denrees non
périssables, eau, produits de nettoyage, papier de toilette)
perissables,
achetés (masques, desinfectants,
désinfectants,
Achat des produits que vous n’auriez
n'auriez normalement pas achetes
gants, etc.)
activités de soins personnels
Augmentation des activites
Augmentation des comportements
problématiques (consommation
comportements d’adaptation
d'adaptation problematiques
(consommation d’alcool,
d'alcool,
de drogues, achats en ligne, habitudes alimentaires)
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Parmi les sentiments suivants, lesquels avez-vous éprouvés
eprouves personnellement pendant la
pandémie de
de COVID-19
COVID-19 ?? (Cochez
pandemie
(Cochez toutes
toutes les
les réponses
reponses applicables)
applicables)
•
•
•
•
•
•
•
•

Sentiment de pression accrue pour les tâches
'aches quotidiennes
Inquiétude
Inquietude (p. ex., santé,
sante, avenir,
avenir, finances,
finances, perte
perte d’emploi)
d'emploi)
Anxiété (p. ex.,
Anxiete
ex., malaise
malaise face
face àa la
lasituation
situationetetl’incertitude)
'Incertitude)
Stress (p. ex., santé,
sante, avenir, finances, responsabilités)
responsabilites)
Dépression (p. ex., tristesse accablante, vision
Depression
vision sombre
sombre de
de l’avenir)
l'avenir)
Isolement (p. ex., se sentir seul, manque
manque d’engagements
d'engagements sociaux)
Détente (p. ex., sentiment de calme
calme et
et d’aisance)
d'aisance)
Joie (p. ex., plus de temps pour les tâches,
'aches, profiter de temps pour soi et en famille)

manière pensez-vous que les perturbations liees
liées aà la COVID-19 ont eu un impact
De quelle maniere
négatif sur
sur vous
vous ?? (Cochez
negatif
(Cochez toutes
toutes les
les réponses
reponses applicables)
applicables)
•
•
•
•
•
•
•
•

Comportement
Sommeil
Attention
Appétit
Appetit
Santé
émotionnelle/mentale
Sante emotiormelle/mentale
Santé
Sante physique
Éducation
Education et apprentissage
Relations avec la famille/les amis

Quels soutiens
soutiens recevez-vous
recevez-vous actuellement
actuellement pendant
pendant cette
cette periode
période ?? (Cochez
Quels
(Cochez toutes
toutes les
les réponses
reponses
applicables)
•
•
•
•
•
•
•
•
•
•
•
•
•

Intervention virtuelle
Plans d’éducation
d'education
Accès aà des professionnels de la santé
Acces
sante
Soutien financier lié
lie àa la COVID-19
Soutien par les pairs et la famille
Groupes virtuels de soutien par les pairs
Soutien àa la santé
sante mentale
Technologie (produits,
(produits, formation
formation àa l’utilisation)
''utilisation)
Accompagnement professionnel pour les parents
Webinaires (stratégies
(strategies de soutien, comment gérer
gerer la situation, informations sur la
COVID-19)
De la flexibilite
flexibilité en utilisant les financements/subventions du gouvernement
récréatifs (p. ex., trampoline, equipement)
équipement)
Programmes/produits recreatifs
Other: _______________
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Quels soutiens
soutiens ne
ne recevez-vous
recevez-vous pas
pas actuellement,
actuellement, mais
mais qui
qui seraient
seraient utiles
utiles pendant
pendant cette
cette periode
période ??
Quels
(Cochez toutes les réponses
reponses applicables)
•
•
•
•
•
•
•
•
•
•
•
•
•
•

Intervention virtuelle
Plans d’éducation
d'education
Accès aux professionnels de la sante
santé
Acces
Soutien financier
Soutien par les pairs et la famille
Groupes virtuels de soutien par les pairs
Ligne d’assistance
téléphonique specifique
spécifique au TSA
d'assistance telephonique
Soutien àa la santé
sante mentale
Technologie (produits, formation
formation àa l’utilisation)
l'utilisation)
Accompagnement professionnel pour les parents
Webinaires (stratégies
(strategies de soutien, comment gérer
gerer la situation, informations sur la
COVID-19)
flexibilité en utilisant les financements/subventions du gouvernement
De la flexibilite
récréatifs (p. ex., trampoline, equipement)
équipement)
Programmes/produits recreatifs
Other: _______________

Êtes-vous
Etes-vous également
egalement aidant?
•
•

Oui
Non
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Appendix D: Additional Data Tables
This appendix contains additional data tables that were not included in the main report
above due to possible redundancy. They are included here for potential future meta-analytic
purposes and to ensure that all data relating to this survey is in a single place.
Table 41: Response percentages to "In the last month, how easy has it been to take the following measures to reduce
potential
COVID-19
otential exposure to COVID19 in
in your
your household?"
household?"

Factors
Frequently washing
hands
Maintaining physical
distance with others
Avoiding touching of
eyes, nose and mouth
Avoiding crowded
environments
Making necessary
visits outside of peak
time periods
Taking advantage of
special opening hours
for people with
disability or their
caregivers
Making purchases
online
Requesting assistance
from family, friends,
or others to access
crowded
environments
Gathering urgent
items to reduce access
to public places, e.g.
food, cleaning
supplies, medication
Self-isolating

NR

Very
Easy

Ratings
Somewhat Neither Easy Somewhat
Easy
or Difficult
Difficult Difficult

1.42% 62.18%

26.90%

9.91%

5.76%

1.62%

1.31% 37.01%

39.13%

11.93%

12.44%

5.97%

1.62% 12.84%

33.27%

18.20%

23.86%

18.00%

1.62% 47.62%

35.39%

12.03%

8.49%

2.63%

1.72% 32.05%

34.48%

17.39%

15.37%

6.77%

4.75% 15.07%

15.87%

32.36%

12.84%

26.90%

2.22% 41.56%

33.27%

14.96%

10.01%

5.76%

4.55% 14.76%

18.30%

27.91%

15.87%

26.39%

3.03% 17.09%

31.55%

25.08%

19.41%

11.63%

2.83% 33.97%

29.22%

19.21%

11.02%

11.53%
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Table 42: Response percentages to "In the last month, how easy has it been to take the following measures to
and resilience
resilience in your household?"
increase coping
copingand
Ratings
Somewhat Neither Easy Somewhat
Very
Measures
NR
Difficult
Difficult
or Difficult
Easy
Easy
Engaging in activities that
..
1.88%
27.20%
20.54%
24.11%
1 '88% 8.54%
17.73%
you enjoy and find relaxing
Maintaining your own
personal routines or creating 1.78% 7.50%
31.99%
24.67%
18.39%
15.67%
new routines
Staying connected yourself
and maintaining your social
networks via telephone,
1.97% 14.35%
22.14%
24.67%
12.95%
23.92%
social media, or video
conference
Maintaining a healthy
lifestyle, e.g., regular sleep,
28.99%
25.70%
1.88% 7.41%
17.17%
18.86%
exercise, healthy eating
Seeking information updates
13.98%
7.50%
2.53% 17.82%
27.39%
30.77%
and practical guidance
Limiting information updates
to specific times during the
2.72% 13.88%
17.64%
11.35%
24.77%
29.64%
day
Avoiding information that
makes you feel
2.91% 13.41% 24.39%
25.70%
21.11%
12.48%
uncomfortable
Finding positive ways to
help your child(ren) express
8.26%
26.27%
13.98%
22.51%
24.39%
their feelings, e.g., playing or 4.60%
drawing
Avoiding separation from
6.10% 23.64% 18.76%
10.79%
14.17%
26.55%
your child(ren)
Providing engaging age5.07% 9.94%
26.17%
15.48%
21.11%
22.23%
appropriate activities
Encouraging your child(ren)
to play and socialize with
5.53% 9.76%
22.14%
20.92%
17.26%
24.39%
others in the household
Discussing COVID-19 with
5.44% 14.35% 22.98%
15.76%
16.98%
24.48%
your child(ren)
Maintaining familiar routines
or creating new ones for your 5.07% 6.85%
27.95%
20.64%
17.92%
21.58%
child(ren)
Helping children to stay
connected and maintain your
social networks via
4.97% 8.35%
19.14%
21.67%
22.89%
22.98%
telephone, social media, or
video conference
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Table 43: Response percentages for "If you are working from
from home
home or
or ifif your
your child’s
child's school/daycare/day
programming
rogramming is
is closed,
closed, to
to what
whatextent
extentare
areyou
youable
abletotodo
dothe
thefollowing?"
ollowin ?"

Frequencies
Activities
Set aside time to spend with
your child
Do things with your child(ren)
such as reading, going on a
walk, reading books, doing
household chores, etc.
Keep a positive environment at
home
Establish a routine or schedule
Minimize bad behaviours and
encourage positive behaviour
Maintain calm and reduce stress
Provide home schooling
Provide physical recreation
activities

Usually

About Half
the Time

7.28% 26.79%

27.20%

25.58%

12.54% 0.61%

7.08% 21.94%

28.92%

26.90%

13.95% 1.21%

6.77% 14.05%

43.28%

28.72%

6.67%

7.18% 10.41%

28.41%

33.06%

18.40% 2.53%

7.08% 12.03%

27.00%

34.88%

16.08% 2.93%

6.77% 7.79%
8.90% 15.37%

29.12%
21.74%

37.01%
28.11%

16.58% 2.73%
17.90% 7.99%

6.67% 12.23%

26.29%

29.52%

21.13% 4.15%

NR

Always

Rarely

Never

0.51%
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Table 44: Response percentages to "Rank what difficulties your family is experiencing in supporting your child(ren)
they are to deal with."
with ASD during the COVID-19
COVID-19 pandemic
pandemic in
in terms
terms of
of how
how challenging
challengingthey

Ratings of Challenge
Challenges
Accessing
educational
supports and
instructions
Accessing usual
source of healthcare
providers
Accessing online
curated resources
and information
Accessing peer-topeer support
Accessing
behavioural health
services (e.g., ABA,
psychological
support, or care)
Accessing groceries
and essentials
(toilet paper,
cleaning products)
Financial
challenges
Mental health
concerns (high
stress, anxiety,
OCD, depression)
Understanding
everything that is
happening and why
things have
changed
Relationship/
Family breakdown
Lack of social
engagement

NR

N/A

Not at all
challenging

Somewhat
challenging

Challenging

Very
challenging

Extremely
challenging

4.35%

4.25%

13.55%

26.59%

21.94%

11.73%

17.59%

4.15%

4.85%

13.45%

30.43%

20.53%

12.23%

14.36%

4.65%

4.95%

26.39%

29.73%

20.02%

6.47%

7.79%

4.04%

10.92%

6.17%

19.31%

22.04%

13.55%

23.96%

4.75%

10.92%

7.48%

16.38%

17.80%

15.47%

27.20%

3.03%

2.22%

30.13%

30.03%

17.59%

10.52%

6.47%

4.25%

4.95%

22.35%

26.09%

17.49%

12.84%

12.03%

3.64%

4.25%

5.97%

24.06%

23.15%

17.09%

21.84%

4.15%

2.43%

19.31%

28.41%

21.54%

11.32%

12.84%

5.06%

11.63%

26.69%

19.82%

17.09%

8.90%

10.82%

3.74%

7.08%

7.58%

17.29%

20.42%

16.78%

27.10%
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Table 45: Response percentages to "Rank what difficulties you are personally experiencing during the COVID-19
pandemic
how challenQinQ
challenging they
andemic by how
they are
are to
to deal
deal with."
with."

Ratings of Challenge
Challenges
Accessing
educational supports
and instructions
Accessing usual
source of healthcare
providers
Accessing online
curated resources
and information
Accessing peer-topeer support
Accessing
behavioural health
services (e.g., ABA,
psychological
support, or care)
Accessing groceries
and essentials (toilet
paper, cleaning
products)
Financial challenges
Mental health
concerns (high
stress, anxiety,
OCD, depression)
Understanding
everything that is
happening and why
things have changed
Relationship/Family
breakdown
Lack of social
engagement

NR

N/A

Not at all
challenging

Somewhat
challenging

Challenging

Very
challenging

Not at all
challenging

3.90%

32.47%

25.97%

18.18%

6.49%

6.49%

6.49%

3.90%

7.79%

25.97%

22.08%

18.18%

15.58%

6.49%

1.30%

7.79%

51.95%

11.69%

18.18%

5.19%

3.90%

1.30%

12.99%

24.68%

20.78%

16.88%

9.09%

14.29%

3.90%

23.38%

22.08%

10.39%

12.99%

14.29%

12.99%

1.30%
1.30%

1.30%
1.30%

28.57%

32.47%

19.48%

7.79%

9.09%

1.30%

3.90%

28.57%

19.48%

22.08%

10.39%

14.29%

1.30%

6.49%

12.99%

16.88%

18.18%

18.18%

25.97%

1.30%

3.90%

33.77%

14.29%

15.58%

15.58%

15.58%

2.60%

22.08%

25.97%

15.58%

11.69%

10.39%

11.69%

1.30%

3.90%

20.78%

20.78%

12.99%

16.88%

23.38%
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Table 46: Response percentages to “In
"In the last month, have you had access to the following information, services
and
andsupports?”
su orts?"

Types of Information, Services, or
Support
Relevant information on COVID-19, e.g.,
health information, available supports
Accessible information for your child(ren)
about COVID-19, e.g., visual, easy-to-read
An education plan for your child(ren)
Your usual health and social services for
your child(ren), e.g., medical, behavioural,
etc.
Home-based consultation with
professionals, e.g., telephone, video
conferencing
Frequent communication from service
providers through phone, social media, etc.
Financial compensation to take time off
work
Flexible, work-from-home arrangements
Support or compensation for the technology
required to work from home
A tax relief or subsidy related to COVID-19
Help or support from the community, e.g.,
family, neighbours
Communication channels with the
government to ask questions and raise
concerns

NR

Ratings of Access
Adequate Some but not adequate

None

2.44%

59.57%

28.52%

9.47%

3.75%

32.27%

37.62%

26.36%

5.63%

24.02%

42.12%

28.24%

5.16%

13.79%

39.68%

41.37%

3.28%

27.11%

38.46%

31.14%

3.66%

23.92%

37.99%

34.43%

5.25%

18.95%

20.08%

55.72%

5.91%
6.75%
6.75%

35.46%

19.32%

39.31%

23.08%

16.42%

53.75%

4.97%

17.17%

26.17%

51.69%

3.85%

16.14%

26.36%

53.66%

4.97%

11.35%

25.61%

58.07%
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