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2SLGBTQIA+ – Two-Spirit, Lesbian, Gay, 

Bisexual, Transgender, Queer or Questioning, 

Intersex, Asexual or Aromantic or Agender, and 

other minority genders and sexualities

ABA – Applied Behavioral Analysis

ACT – Autism Community Training

ADHD – Attention Deficit Hyperactivity Disorder

AHP – At Home Program

ASD – Autism Spectrum Disorder

BC – Behavioural Consultant

BC – British Columbia

BCAAN – BC Autism Assessment Network

BCBA – Board Certified Behaviour Analyst

BI – Behaviour Interventionist

CYSN – Children and Youth with Support Needs

FASD – Fetal Alcohol Spectrum Disorder

FCC – Family Connections Centre

IF – Individualized Funding

MCFD – Ministry of Children and Family 

Development

MS – Multiple Sclerosis

ODD – Oppositional Defiant Disorder

OT – Occupational Therapist

PhD – Doctor of Philosophy

PT – Physiotherapist

RASP – Registered Autism Service Providers

RDI – Relationship Development Interventionist

SAET - School-Aged Extended Therapies

SFU – Simon Fraser University

SLP – Speech Language Pathologist

TRC – Truth and Reconciliation Commission

TS – Tuberous Sclerosis
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UNCRPD – United Nations Convention on the 

Rights of Persons with Disabilities 

UNDRIP – United Nations Declaration on the 

Rights of Indigenous Peoples
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Reconciliation requires constructive action on 
addressing the ongoing legacies of colonialism that 
have had destructive impacts on Indigenous peoples’ 
education, cultures and languages, health, child 
welfare, the administration of justice, and economic 
opportunities and prosperity.  — Truth & Reconciliation 
Commission of Canada [1]

AutismBC acknowledges and appreciates that we carry out our work on the 
traditional, unceded territories of the Indigenous Peoples of Turtle Island, and 
specifically what is colonially known as British Columbia. We express our gratitude 
for the land, waterways, cultural traditions, and teachings that are generously 
shared with us by the many First Nations, Métis, and Inuit across the province. As 
a disability organization with over 6500 members, we are committed to enacting 
meaningful reconciliation in our support of the diversity of autism families in BC.   

About       
AutismBC
We empower, support, and connect     
the autism community in BC. 

AutismBC is a small, non-profit and registered charity that encourages 
the inclusion and acceptance of the entire autism community. We value 
the lived experience of our team and members and prioritize making 
decisions that reflect their needs and wants. We have offices in the Lower 
Mainland, Northern BC, the Interior, and Vancouver Island; however, our 
programs run province-wide thanks to our incredible team. 

www.autismbc.ca
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Executive  
Summary

AutismBC would like to thank the many parents and caregivers who shared their 
thoughts, stories, and experiences with us for this report. In addition, we would 
like to acknowledge the staff, volunteers and contractors who contributed to 
this research project: Julia Boyle, Executive Director; Cayley Burton, Research 
Coordinator; Kate Rho, Research Assistant; Hilary Williams, Research Volunteer; 
Nicholas Yu, Research Volunteer; Julia Mitchell, Research Volunteer; Terri Hopkinson, 
Marketing Coordinator; Selina Lim, Marketing Manager; Amanda Flentjar, Regional 
Coordinator; and Flowmarq Creative.

We also graciously acknowledge the community partners who generously shared 
their knowledge, time, and feedback on our survey and/or report: Dr. Jennifer 
Charlesworth, BC’s Representative for Children and Youth; Dr. Pat Mirenda, UBC 
Professor Emeritus; Dr. Connor Kerns, UBC Associate Professor; Deborah Pugh, 
Executive Director of ACT – Autism Community Training; Angela Clancy, Executive 
Director of Family Support Institute of BC; Wayne Leslie, Chief Executive Officer at 
Down Syndrome Resource Foundation; Symbia Barnaby, Indigenous Parent and 
Advocate; Gregory Davies, Psychology Resident, ABLE Developmental Clinic and 
others who requested to remain anonymous. We also thank the staff and Board 
Members who reviewed and supported our survey and/or report.

AutismBC recognizes that some people prefer identity-first language (i.e., “autistic 
people”) while others like person-first language (i.e., “people with autism”). This 
report uses “autistic people” and “people on the autism spectrum” interchangeably 
without judgment and with respect for the diverse preferences of the autistic 
community.

On October 27th, 2021, the Ministry of Children and Family Development (MCFD) 
announced changes to the Children and Youth with Support Needs (CYSN) 
Framework. Existing programs like the Autism Funding Programs are set to be phased 
out and replaced by Family Connections Centres (FCCs) by 2025, beginning with pilot 
programs in 2023. The announcement of these changes sparked strong responses 
– with varying degrees of support and disapproval – from community members and 
disability organizations across BC. AutismBC felt a responsibility to ensure the voices 
of our community members are heard. 

In early 2022, AutismBC took steps to capture the perspectives of parents and 
primary caregivers of children on the autism spectrum who are under the age of 19. 
We developed a mixed methods survey in the Spring of 2022 to address this guiding 
research question: “As a parent or primary caregiver, how do you think the new Family 
Connections Centres (or hubs) will impact the accessibility and availability of services 
for the children on the autism spectrum in your care?” We analyzed the survey 
responses of 1,563 parents and caregivers. 

Though participants express positive feelings about addressing the inequity of the 
current system, only 4% chose the FCCs as the service delivery model that best meets 
their needs. Furthermore, 65% of participants in our survey do not feel they had an 
opportunity to have meaningful consultation about the FCCs. When asked to choose 
the most important topics related to the FCCs, 73% of participants selected “their 
children receiving the right amount of support,” 71% chose “their children receiving the 
right types of support and services,” and 52% chose “the recruitment and retention 
of service providers.” Finally, 85% of parents and caregivers state that a diagnosis is 
necessary to understand their child’s development and learning.

Based on these findings, this report offers recommendations for the BC government, 
including greater consultation with families and Indigenous communities, ending 
the phase-out of individualized autism funding, and investing in assessment and 
diagnostic services.

6 7
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To understand the survey results, we define accessibility 
and availability as:

Purpose       
of the Survey
In April 2022, AutismBC launched a survey to better 
understand parent and caregiver reactions to the proposed 
changes to the CYSN Framework. This survey provides the 
opportunity to gather and document important statistics and 
diverse perspectives from parents in one report.   

Research Question:

8

As a parent or primary caregiver,  
how do you think the new Family 
Connections Centres will impact 
the accessibility and availability of 
services for the children on the autism 
spectrum in your care?  

The amount of opportunities for 
support that families experience   
at FCCs.      

This includes:

• The number of children that can be 
served at the FCCs

• The quality of service provision, 
including number of service providers 
per child 

• The logistics of receiving services, 
including the hours and types of 
services and therapies offered to 
children and families at the FCCs  

Availability

The overall ease of visiting and using 
services offered through Family 
Connections Centres (FCCs).   

This includes: 

• The geographic location of FCCs

• The process of registering and receiving 
services through the FCCs

• Which families and children can 
participate and are eligible for services at 
the FCCs 

Accessibility

8
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The United Nations Convention on the Rights of Persons with Disabilities (UNCRPD), 
which Canada ratified in 2010, serves to promote, protect, and ensure the full and 
equal enjoyment of all human rights and fundamental freedoms by all persons with 
disabilities and to promote respect for their inherent dignity [2]. The UNCRPD “has 
served as the major catalyst in the global movement towards viewing persons with 
disabilities as full and equal members of society [3] ”and should inform how the BC 
government implements the CYSN Framework.

The CYSN Framework is a service model in BC that directs the available 
governmental services, programs, support, and funding to families whose children 
are neurodivergent and/or have other disabilities. It is currently used by the MCFD to 
determine the eligibility services. Examples of services include the Autism Funding 
Programs, respite and, for children with complex needs, the At Home Program. The 
CYSN Framework is a policy meant to streamline “prevention, early intervention, and 
family preservation” for families with disabilities in BC [4].  

Currently, 1 in 39 children has an autism diagnosis in BC. Autism is a broad spectrum 
of neurodevelopmental differences that affect how people communicate, behave, 
and learn. Autistic people are considered neurodivergent, a term which refers to 
individuals who have a unique way of interacting with and seeing the world through 
brain differences that set them apart from their neurotypical peers [5, 6]. Given the 
diversity of how autism is experienced, each autistic child has unique needs that 
need to be met for them to thrive and have a fulfilling life. Some of the common 
shared experiences family members of autistic children report include sensory 
processing difficulties [7], social communication difficulties [8], and co-occurring 
physical, mental, and developmental conditions [13, 58, 59] . It is important to remember 
that autism is a spectrum and therefore experienced differently by every person who 
has a diagnosis or self-identifies as autistic.

In 2002, Autism Funding Programs were established as a component of the CYSN 

Framework. The Autism Funding Programs give parents and caregivers of children 
diagnosed with autism spectrum disorders (ASDs) access to $22,000 per year until 
their child’s sixth birthday to pay for intervention. For children 6-18, families have 
access to $6,000 annually until the child turns nineteen. The funding decreases at age 
six because the education system is expected to deliver some of the required services 
and supports. Provincial resources are provided to the school districts for this reason. 
Families use their available funding to pay for therapies and services and to purchase 
equipment and supplies. Specifically, parents and caregivers of children under six 
must receive Registry of Autism Service Providers (RASP) services. This list includes 
behaviour consultants/analysts, speech-language pathologists, physiotherapists, and 
occupational therapists. Parents and caregivers of children aged 6-18 can use their 
funding for a broader range of service providers; they are not restricted to those on 
the RASP list [12]. 

The Autism Funding Programs allow parents and caregivers the freedom and 
responsibility to choose services and service providers for their autistic children. 
However, this model also comes with complexities and limitations, including that many 
rural and remote families in BC do not have access to service providers. Furthermore, 
managing a child’s care team and services can be strenuous and time-consuming for 
families and can exacerbate the negative impact on work and income that families of 
children on the autism spectrum already experience [14]. Additionally, it should be noted 
that the current CYSN Framework excludes and underserves many neurodivergent 
and disabled children and youth, such as those with Down syndrome [for further 
reading, see 15] or Fetal Alcohol Spectrum Disorder (FASD) [for further reading, see  
16]. The inequity within the CYSN Framework has left thousands of disabled and 
neurodivergent children and youth in BC without the services and supports they need 
and are entitled to under the UNCRPD. As of March 2022, of the 26,103 children 
accessing CYSN Services, 24,127 are receiving individualized autism funding (92%) 
[17]. This demonstrates that autistic children and their families are currently the vast 
majority of CYSN service users.

On October 27th, 2021, the MCFD announced changes to the CYSN Framework [18]. 

Background   
Context

10 11



survey responses and were required to indicate their consent. Participants could 
skip all other questions to only share information about their children and families 
that they felt comfortable sharing. Further information on the methods is available in 
the Appendices under Study Design.

12 13

Previously referred to as “hubs,” the FCCs are envisioned as a new service model in 
which a diagnosis will no longer be required before a child can access vital services. 
Service providers will be contracted through the FCCs instead of families. This 
service and funding model is scheduled to replace the Autism Funding Programs 
in 2025. This announcement sparked strong responses – with varying degrees of 
support and disapproval – from community members and disability organizations 
across BC. While some community members welcomed changes to address the 
inequity of the current CYSN Framework, the news sent other families into dismay 
and crisis regarding the potential impact on their children. Many from the autism 
community and beyond felt that the FCCs would not be able to support their 
children. First Nations and Indigenous community members were particularly vocal 
about their concerns [19].

With these considerations in mind, AutismBC created a survey to understand the 
perspectives of parents and primary caregivers of children on the autism spectrum 
on the proposed changes to the CYSN Framework.

Methods       
Summary
Parents and primary caregivers currently living in BC and having at least one child in 
their care who is on the autism spectrum were invited to participate. 

Recruitment was organized and orchestrated by AutismBC’s Marketing Team 
on Facebook, Instagram, and Twitter, and the AutismBC website advertised the 
survey and press release. An invitation to participate was emailed to all members 
of AutismBC’s mailing list (7,589 email addresses). Access to the survey was open 
from April 5th to 26th, 2022. Participants were informed about the parameters of 
confidentiality and anonymity within the survey and the potential publications of their 

1,563 

1,890

participants met the inclusion 
criteria and were included in 

the final analysis

parents and primary 
caregivers completed 

the survey

Access to the survey 
was open from 

April 5th to 26th, 2022

12 13

Figure 1. Participant Engagement and Inclusion
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In total, 1890 parents and primary caregivers 
completed our survey in April 2022. Among these 
participants, 1,563 met the inclusion criteria and 
became the final analytic sample. 

A total of 327 participants were excluded because they were identified as bots and 
duplicates, did not specify their relationship to the autistic child being represented, 
or had uninterpretable qualitative responses. Of the total participants, 90% 
identified as the birth parent of a child on the autism spectrum (Table 5). Most of the 
participants described themselves as having two children (44%), but a little over a 
third of participants had only one child (38%) (Table 6). Most families have only one 
child on the autism spectrum (Table 8).

Parents and caregivers report that 21% of children identify as 2SLGBTQIA+ (Table 11). 
This is notably higher than the 4% of the general population of Canada who identify 
as 2SLGBTQIA+ [20]. There are several possible reasons for this disparity, including 
the age of the individuals reported on and research that suggests autistic people are 
less likely to be heterosexual than neurotypical people [21]. Regarding racial identity, 
68% of participants reported that at least one of their autistic children identified as 
white (Table 9). Fifty-six percent of participants report annual household incomes 
less than or equal to $99,000 (Table 10).

From this demographic data, we can see that middle-class, white families with one or 
two autistic children living in urban centres – particularly the Lower Mainland (Table 
2) were the most likely to respond to the survey. This picture is important to consider 
when interpreting the survey findings since the intersectional realities of families with 
racial, socioeconomic, and urban privileges do not necessarily speak to the diversity 
of family composition or challenges in BC.  

14

Participants Table 1. Eligible Services  —  Total Sample

Question: What type of services are you eligible 
to receive for your children? Select all that apply

# of 
responses

Proportion/ 
Respondents

Autism Funding Unit, under age 6

Autism Funding Unit, ages 6-18

At Home Program (AHP)

School-Aged Extended Therapies (SAET) benefit of 
the At Home Program (AHP)

Early Intervention Therapies (publicly funded 
speech-language therapy, occupational therapy 
and/or physiotherapy for children under age 6)

School Age Therapies (occupational therapy and 
physiotherapy for school-age children)

Infant Development Program or Aboriginal Infant 
Development Program

Supported Child Development Program or 
Aboriginal Supported Child Development Program

I don’t know

None of the above

Other

Total Responses & Respondents

318

1,175

231

158 

 

201  

  

 

289  

 

92 

 

206  

 

80

14

57

2,821

20%

75%

15%

10% 

 

13%  

  

 

18% 

 

6% 

 

13% 

 

5%

1%

4%

1,563

14
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This suggests that their autistic child has multiple racial identities or they have more 
than one autistic child with different racial identities. Racial identities were defined 
by family, not by individual children. Fifty-five percent (62) of parents and caregivers 
of Indigenous children report having at least one autistic child who identifies as First 
Nations, and another 35% (39) of parents and caregivers of Indigenous children 
report having at least one autistic child who identified as Métis (Table 13). Eighty-
five percent (95) of parents and caregivers of Indigenous children report living off 
reserves (Table 14).

Within this sample, 78% (87) were birth parents of a child on the autism spectrum. 
Interestingly, 16% (18) identify themselves as adoptive parents of Indigenous autistic 
children, a substantially higher rate than the 3% of adoptive parents within the total 
sample (Table 6). One potential reason for this high percentage is the systematic 
apprehension and placement of Indigenous children into the child welfare system, 
overseen by the MCFD, historical and ongoing [22], resulting in the overrepresentation 
of Indigenous children in foster care [9]. In June 2021, 55%-60% of children and youth 
in care were Indigenous [10]. Many Indigenous Peoples and allies discuss how the 
current foster care system is a continuation of the historical removal of children from 
Indigenous families into residential schools [11], despite the MCFD’s mandate “to keep 
families together” [23].

Indigenous 
Participants  
Of the 112 (7%) parents and caregivers of children who are 
identified as Indigenous (later paraphrased as Indigenous 
children), 42 (38%) respondents chose “Indigenous” as the sole 
racial identity of their children, and 70 (63%) respondents chose 
an additional racial identity of their children (Table 12). 

Table 2. Location  —  Total Sample

Question: Where do you live in BC? # of 
responses

Proportion/ 
Respondents

East Kootenays

West Kootenays

Okanagan

Thompson Cariboo Shuswap

East Fraser

North Fraser

South Fraser

Vancouver/Richmond

Coast/North Shore

South Vancouver Island

North Vancouver Island

Northwest

North Central

Northeast

Other

Did not disclose their location

Total Responses & Respondents

46

49

204

93

92

159

225

301

77

152

52

34

41

19

15

4

1,563

3%

3%

13%

6%

6%

10%

14%

19%

5%

10%

3%

2%

3%

1%

1%

0%

1,563
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Table 3. Eligible Services  —  Indigenous Children Sample

Question: What type of services are you eligible 
to receive for your children? Select all that apply

# of 
responses

Proportion/ 
Respondents

Autism Funding Unit, under age 6

Autism Funding Unit, ages 6-18

At Home Program (AHP)

School-Aged Extended Therapies (SAET) benefit of 
the At Home Program (AHP)

Early Intervention Therapies (publicly funded 
speech-language therapy, occupational therapy 
and/or physiotherapy for children under age 6)

School Age Therapies (occupational therapy and 
physiotherapy for school-age children)

Infant Development Program or Aboriginal Infant 
Development Program

Supported Child Development Program or 
Aboriginal Supported Child Development Program

I don’t know

None of the above

Other

Total Responses & Respondents

18

91

17

13 

 

15  

  

 

25  

 

5 

 

23  

 

13

1

3

224

16%

81%

15%

12% 

 

13%  

  

 

22% 

 

4% 

 

21% 

 

12%

1%

3%

112

Table 4. Location of the families  —  Indigenous Children Sample

Question: Where do you live in BC? # of 
responses

Proportion/ 
Respondents

East Kootenays

West Kootenays

Okanagan

Thompson Cariboo Shuswap

East Fraser

North Fraser

South Fraser

Vancouver/Richmond

Coast/North Shore

South Vancouver Island

North Vancouver Island

Northwest

North Central

Northeast

Other

Did not disclose their location

Total Responses & Respondents

2

2

13

15

5

13

9

13

8

11

3

12

2

3

1

0

112

2%

2%

12%

13%

4%

12%

8%

12%

7%

10%

3%

11%

2%

3%

1%

0%

112
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Survey    
Results and 
Discussion



2322 23

When asked to select which service delivery model best fit 
their Indigenous family's needs (Table 16)

When asked to select which service delivery model 
best fit their family’s needs (Table 15)

Choice    
of Service 
Model

1
27%

2%

Participants say: 
Parents and caregivers of autistic 
Indigenous children say:

They want to continue to receive 
individualized funding even after 2025 

21%

They want the option of having 
access to individualized funding 
AND services at FCCs 

They want the option of having 
access to individualized funding 
AND services at FCCs 

They want support from the 
FCCs only  

They want support from the 
FCCs only  

59%

They want to continue to receive 
individualized funding even after 2025 

62%

22

ONLY 4%

23
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It is highly alarming that only 4% of participants in our survey 
chose the FCCs as the service delivery model that best meets 
their needs.    

Overwhelmingly, parents and primary caregivers of autistic children in our 
survey anticipate the change in the service model to have a negative impact. 
The most frequently endorsed option by 96% of participants is to continue with 
individualized autism funding.

Participants believe that the benefits of the current funding model significantly 
outweigh the anticipated benefits of the FCCs. A hybrid model (i.e., having 
access to the Autism Funding Programs and the FCCs) is the second most 
frequently endorsed service delivery model. This suggests that some families 
believe they could benefit from either approach or saw benefits for families in 
different situations, such as those not receiving individualized funding. 

I think a two-tiered 
model would be a much 

better approach. Those who 
need one-on-one support and 

already have it should be able to do 
that, and those that need access to a 
center could benefit from that model 

instead. I don't believe it should be all 
one way or the other.

I am excited at the prospect 
of the hub. However, I 
fear without substantial 
advocacy that the hubs will 
be the creation of another 
type of inequitable system.

I want the option to continue with 
individual funding...I cannot face 
another useless wall of bureaucrats 
telling me they are helping me 
while doing NOTHING.

24 25
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When asked to select the most important topics related 
to the FCCs (Table 17) 

Change is often difficult or even traumatic for autistic children, 
who rely on routine and established relationships with service 
providers.

Many parents and primary caregivers of autistic children are concerned about having 
the connections between their service providers and their children disrupted. This 
aligns with recent research exploring potential sources of trauma among autistic 
individuals [24]. According to the participants in our survey, strong relationships 
between support providers and autistic children play an essential part in families’ 
lives. Many participants state that they have established trust with their current 
service providers, who have acquired knowledge and skills to best support their 
child. Parents and caregivers of autistic individuals report that any change and 
transition in life, regardless of magnitude, can cause traumatic experiences. 
Specifically, they note that the loss of service providers through staff turnover and 
funding termination could be traumatic for autistic individuals. One concerning aspect 
is that even if the FCCs prioritize keeping the existing matches between service 
providers and autistic children, many service providers may not choose to work at or 
with the FCCs due to a mismatch with their desired working conditions [11].

The change is also perceived as distressing for parents and caregivers of autistic 
children. Many parents and primary caregivers of autistic children share that they feel 
forced to start over when it took a long time and a tremendous effort to get to where 
they are today. For instance, many participants express how much work, time, and 
resources were put into accessing diagnostic services and establishing a support 
team tailored to their family’s needs.

Keeping the service providers 
that are currently supporting 
my children

Whether parents and caregivers 
get to choose service providers 
for their children

66%

69%

Change   
of Services 
is Traumatic

2

26

Participants chose: 

27
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Most kids with autism don't function 
as well in a group setting and find 
dealing with people they don't 
have a relationship with extremely 
stressful.

Families that currently have 
an excellent support system 
would no longer benefit from the 
one on one relationships that 
their kids have. This would be 
extremely disruptive to the child. 

I feel like having 
to start ‘new’ and go 

through all sorts of new 
assessments, strategies, people 

just to get to a possible situation 
that might work for my children will 

possibly break me. Just writing about 
this now sends me in to high anxiety 

and has brought tears to my eyes.

28 29
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When asked to select the most important topics related 
to the FCCs (Table 17) 

Their children receiving the       
right amount of support

The elimination of lengthy waitlists  for 
services and assessments”

The number of kids that will be 
served at local FCCs

When asked if they pay for services out-of-pocket or would 
if they could afford it (Table 18)

They pay more 
than $1,000 out-of-
pocket for additional 
services for their 
autistic children 
each year 

They would pay 
out-of-pocket 
if they had the 
funds 

74% 14%

88%

73%

46%

39%

Insufficient 
Support  
Services at FCCs

3
Participants  
say:

Their current government 
funding is insufficient

30

Participants chose: 

31
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Many participants report concerns regarding the frequency 
and amount of services their children will receive at the FCCs.

This is due to many reasons. For instance, some parents and caregivers 
anticipate their children will receive fewer services, as they view the new 
proposed changes as the policy makers’ attempt to save money. Other parents 
and caregivers are worried that each child will receive fewer services as more 
children would be accessing limited funding and resources at the FCCs. Many 
parents and caregivers anticipate that children with less obvious needs will 
receive fewer services due to an insufficient assessment process.

Additionally, the data regarding services paid out-of-pocket 
suggests that many autistic children need more services than 
what is currently covered by the Autism Funding Programs, 
demonstrating high demand, need, and cost. 

Many parents and primary caregivers share how an increased number of children 
accessing limited services will lead to longer waitlists and fewer available 
services overall. As one of the drawbacks of the needs-based system, parents 
and caregivers predict that the needs-based system would be overloaded, 
leading to “unevenly distributed” resources and “a huge line for people with 
needs.” Service providers are compared to “gatekeepers” who control access to 
services.

We are concerned that 
waitlists for service 
providers will increase 
[and] we will be paying a 
substantial amount (if not 
all) out of pocket.

“Needs based” is just 
a fancy way of saying “our 
budget is being slashed, 
and your child is losing 
services”

32
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When asked to select the most important topics related 
to the FCCs (Table 17) 

Their children receiving the right 
types of support and services

The services that FCCs 
will provide

71%

Specialized services for their 
children’s unique needs

64%

Participants 
say: 

Mental health services are either very or 
extremely important (Table 20)

76%

Participants 
say: 

Participants 
say: 

Participants 
say: 

Respite service is either very or extremely 
important to their families (Table 21)

Culturally safe supports and services are 
important to their families (Table 22)

Trauma-informed services are 
important to them (Table 24)

56%

73%

73%

55%

62%

The Wrong 
Types of 
Supports and 
Services at FCCs

4

34

Participants chose: 

35
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Participants worry that service distribution will be “watered 
down” or delivered through a “cookie cutter approach” in 
order to respond to a larger number of children accessing the 
system. 

These beliefs are consistent with the findings of Simon Fraser University’s (SFU) 
Autism and Developmental Disabilities Lab and Autism Community Training’s 
(ACT) recent report on the perspectives of Registry of Autism Service Providers 
(RASP) [25], where the majority of the participants express their concerns related to 
the decreased quality of services (75%). 

Many parents and caregivers are concerned with the availability of services 
specialized to their children’s and family's needs. The complexity of their 
children’s needs is highlighted in Table 30, where 60% of participants indicate at 
least one of their autistic children has anxiety or an anxiety disorder, 53% have 
attention deficit hyperactivity disorder (ADHD), 36% have a learning disorder, and 
17% experience depression. Further signs of distress are outlined in Table 31.

Additionally, some parents and caregivers are worried that they may lose access 
to practices that align with the families’ values and needs. In general, participants 
in our survey express that access to the following services are important to their 
family: (1) Options outside ABA-based services, (2) Trauma-informed services, (3) 
Mental health services (See Table 30 & 31 for co-occurring conditions and signs 
of distress), and (4) Respite services. Specifically, many parents and caregivers 
express that currently, there are extremely long waiting periods to access respite 
services in the current system. 

I like to hire my own providers who practice from 
a strength-based perspective. We started with the 
Behavioral (ABA) model and my son was hurt and 
ended up meeting the criteria for post-traumatic 
stress disorder. Now we choose providers who 
don't use ABA because my son has a lot of gifts, 
not just deficits, that the system sees with their 
pathologizing lens. I can also access Indigenous 
focusing therapies that are safer for my family.

Respite is a huge asset to us. Being a stay-at-home 
mom that parents three teens on the spectrum 
is hard as hell. I now suffer from anxiety and 
depression. Respite gives me a very much-needed 
break to breathe and relax for a few days a month. 
But sadly, even with that, there is a waitlist. This 
past year was the first year we were able to get 
respite. We are still on a waitlist a year later for my 
eldest’s respite.
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Inadequate 
Availability of 
Service Providers 
at FCCs

5
When asked to select the most important topics related 
to the FCCs (Table 17)

Participants 
chose: 

The recruitment 
and retention of 
service providers 

52%

I’m afraid there is 
not enough staff 
or professionals 
available to provide 
either system. 

When asked what service providers their 
families rely on (Table 19)

53%

52%

47%

45%

45%

40%

30%
UNDER

Behaviour 
Interventionist

Occupational 
Therapist

Speech Language 
Pathologist

Behaviour 
Consultant

Pediatrician

All other 
selections 

Family Doctor
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Adding to the concerns about lengthy waitlists and availability of services, many 
parents and primary caregivers also express apprehension about the recruitment 
and retention of service providers at the FCCs. 

Many participants in our survey express that there aren’t 
enough service providers in British Columbia to support 
children and youth accessing the Autism Funding Programs. 
They are worried that the existing capacity of the service 
providers will not meet the increased demands at the FCCs. 

Consequently, many participants express that the anticipated reduction in the 
amount of services at the FCCs poses a significant threat to the well-being of 
their children and family. 

Worryingly, findings from SFU and ACT’s survey of Registered Autism Service 
Providers (RASP) show that a significant portion of the study participants (79%) 
are reluctant to be employed at the FCCs or don’t have enough information to 
decide 25]. Specifically, they report concerns related to poor working conditions. 
Examples include a lack of agency, decreased salaries, burnout, and working 
outside their scope of expertise. The striking overlap of concerns between 
parents and service providers points to a strong possibility that there will be a 
lack of service providers at the FCCs. It is already very hard to find 

therapists for therapy, usually 
they have a very long waiting 
list. It took us a year to find one 
SLP, how can the government 
guarantee our child can receive 
the service?

There are just not enough 
service workers or services 
for everyone at the moment 
[and] it won't change going 
to a needs-based system.
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The Need for 
Diagnosis 6
When asked whether a diagnosis is necessary for their 
children’s development and growth (Table 27)

Participants 
chose: YES

85%

The majority of the participants in our survey believe a diagnosis is a necessary 
tool required for the child’s development and learning. Many participants report 
that it is required to guide the support and services that children need. Some 
parents and caregivers also point out that a diagnosis will still be required to 
access support and services in public school systems. 

Providing services for 
autistic children without 
a diagnosis would be 
like treating someone for 
cancer without a diagnosis, 
it’s dangerous and simply 
doesn’t make sense.

You need a proper 
diagnosis to 
understand the 
child’s needs!!
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Distribution 
and Access to 
Services at FCCs

7
When asked to select the most important topics related 
to the FCCs (Table 17) 

Participants chose: 

The geographic 
locations of the FCCs

Travel to and from the 
FCCs

How services will be 
accessed outside the FCCs

The hours of service 
of the FCCs

57%

50%

58%

Participants chose: 

School-based supports 
and services

The lack of services in northern, remote, 
and/or Indigenous communities

The availability of services that are 
offered in languages other than English

56%

16%

8%

When asked if distance services offered over the internet 
would be helpful for their autistic children (Table 26) 

Participants 
chose: NO

54%
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Parents and caregivers feel that moving away from a 
diagnosis-based system would fail to address the current lack 
of available services in Northern and remote areas of BC. 

Parents and caregivers express that they are already experiencing a shortage of 
service providers in remote areas of BC and that this issue will be even be more 
significant with the adoption of the FCCs. Other parents and caregivers remark 
that remote communities would have limited access to services offered at the 
FCCs.

Many parents and caregivers express concerns about the distribution of services 
at the FCCs. They share that the Autism Funding Programs offer flexible access 
to services. Parents do not want to lose this flexibility. The setting of the services 
is important for autistic children and families. Many parents and caregivers 
express that they benefit from home-based or school-based services and are 
concerned about receiving services at the FCCs. 

For instance, parents and caregivers report that travelling 
to and from the FCCs will cause a lot of stress to the whole 
family. 

Some parents and caregivers express that it would be difficult for autistic children 
with complex sensory needs to get used to the new environment. Other parents 
and caregivers fear losing the ability to accommodate service schedules into 
their work and family schedules. 

We are also in a town 
on the outskirts on the 
mainland so without a car 
we won’t be able to travel 
far to the hubs.

Tailored therapies that 
work for our schedule and 
allow us to uphold our jobs. 
Who is supposed to drive kids 
to therapy – there and back – 
multiple times a week while 
being able to work full time? 

I think the 
drawback is you can 
only offer Zoom-style 
meetings for families 
like mine, who are 
four hours away from 
the closest hub you’re 
offering.
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Proving     
Needs Through   
the FCC Assessments 

8
When asked to select the most important topics related 
to the FCCs (Table 17)

Participants 
chose: 

How their children will be 
assessed for services 

Other parents and caregivers are not sure why their children needed to undergo 
another assessment when they have already had gone through the assessment 
process to obtain an Autism diagnosis, which can sometimes be “complex and 
traumatizing experiences” for both children and their families. 

Many parents and primary caregivers are also concerned that their child’s less 
obvious needs might not be reflected in the assessment. For instance, parents 
and primary caregivers of autistic children share that children with internalizing 
conditions, such as anxiety or depression, may not outwardly show their struggles 
during the assessment process. A child’s ability to ‘mask’ their symptoms is also one 
of the most frequently identified concerns among parents and primary caregivers. 

Many participants believe that their child’s masking abilities 
would hide their children’s actual needs during the assessment 
process. 

This concern is prominent among the parents and caregivers representing autistic 
girls. Indeed, autistic individuals’ masking has been frequently reported in previous 
literature [for a review, see 26, 51]. That is, whether that be an intentional choice 
or an unconscious pattern of behaviour, autistic individuals tend to ‘mask’ or hide 
their difficulties related to autism to cope with a society that lacks inclusion for 
neurodivergent needs. As many participants suggest, further research exploring 
the intersection between gender and autism reveals that masking tends to be more 
prevalent among girl/woman-identifying autistic children and youth [27]. 

Many participants want to know who would define the ‘needs’ in 
the new ‘needs-based’ system and what those definitions will be. 

Specifically, participants express concerns regarding the assessors’ qualifications 
and the frequency and quality of the assessments. Many parents and caregivers 
anticipate that the assessment process offered at the FCCs will be insufficient to 
capture their child’s actual needs. 

48

68%
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Why does my child need to be re-
evaluated when it took so long 
to be evaluated the first time by 
a well-educated psychologist? 
Only severe physical needs would 
end up being addressed and 
autistic children that need help 
with “invisible” needs could be 
missed and not helped.

The system will definitely miss 
the needs that are more hidden 
(mental, social, anxiety etc.). I 
believe each child needs an 
individual approach to therapy 
and support.

I think because our needs don’t 
“shout out” we will be pushed aside 
and denied services just as we 
currently are in the public school 
system.
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Potential for 
Increased 
Inclusion, Equity, 
and Immediacy of 
Supports in a Needs-
Based System

9
When asked about the wait time for obtaining a medical 
diagnosis of autism for their children (Table 29)

Participants 
report: 

2 YEARS AND 
MORE

33%

18%

This section highlights the responses related to the 
perceived benefits of a needs-based system. 

While most participants do not support the adoption of the FCCs as the primary 
service delivery model, some parents and primary caregivers share potential benefits 
of a needs-based model. This needs-based model does not necessarily have to be 
FCCs, but – in the context of the proposed changes to the CYSN Framework in BC – 
parents and caregivers reflect on how a hub-model could provide greater inclusion, 
equity, and immediacy of supports than individualized funding. Concerning how many 
children with disabilities other than autism do not receive individualized funding, 
parents and caregivers express optimism that the FCCs would include children 
whose needs are unmet by the current system. Some parents and caregivers feel 
that this overall inclusion would lead to greater equity since “all children” who need 
support could theoretically get it at FCCs. Participants tie immediacy to not requiring 
a diagnosis before receiving funding and services. 

A. Inclusion
Regarding reduced barriers, many parents and caregivers of 
autistic children identify the inclusion of services as the number 
one perceived benefit. 

Participants express that “all children” or “everyone” would be able to get the 
support they required in a needs-based system compared to a system reliant on 
a diagnosis. Many participants express that, under a needs-based model, children 
without a diagnosis or with a diagnosis outside of autism will have access to the 
services they do not currently have under the diagnosis-based model. Many parents 
and caregivers seem to anticipate the needs-based model as an inclusive approach, 
allowing more children to receive the services they deserve.
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In our analysis, we found that many people believe there would be fewer barriers 
to accessing services in the needs-based model. It is important to note, however, 
participants were not required to consider the impact on individuals currently 
receiving autism funding. Many parents and caregivers identify that the inclusive 
model would allow access to services for children who do not currently have 
access to the Autism Funding Programs. These includes children on the waitlist 
for receiving the medical diagnosis of autism or children with diagnoses other 
than autism. 

B. Immediacy
Many parents and caregivers of autistic children identify 
immediacy of support as a perceived reduced barrier in a needs-
based system.  

To some families, diagnosis is a significant barrier to having their children’s needs 
met due to a lack of consensus on diagnostic criteria of autism among professionals, 
prolonged periods on a waitlist, and having to pay out-of-pocket to access private 
diagnostic services to reduce the wait time. Not surprisingly, many participants state 
that they could have benefitted from having access to services while they were on 
the waitlist to access diagnostic services. 

[S]ome children do not get 
funding for therapies, children 
with Down syndrome or 
cerebral palsy for example, 
there should be something 
developed to help [these] 
children.

[A]nyone who can’t 
afford to get a 
private diagnosis 
can have [the] 
barrier removed to 
access help.

[M]y son suffered for 
years before he got his 
diagnosis, without any 
support to speak of so 
it would be beneficial 
for those who go 
through the same 
situation.
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As previously mentioned, increased barriers to obtaining a diagnosis also seem 
to be more significant among girl/woman-identifying autistic children and youth. 
Without access to a private diagnostic service specializing in autism diagnosis in 
girls and women, some girl-identifying autistic children cannot access or obtain 
a diagnosis. Again, gender bias in autism assessments has been reported in 
emerging literature [for a review, see 28] resulting from the under-representation 
of girls and women in research investigating how autism is presented. 

Furthermore, consistent with well-documented health inequities experienced 
by the Indigenous population in Canada, our survey data suggests a more 
significant proportion of Indigenous children having to wait more than 2 years 
to obtain a medical diagnosis of autism. This might be due to a lack of culturally 
sensitive assessment tools and diagnostic criteria along with cultural biases that 
favour a diagnosis of fetal alcohol spectrum disorder (FASD) over autism and 
other neurodevelopmental disorders (e.g., cerebral palsy) [for a review, see 16, 29] . 

C. Equity & Individuality
Participants describe that reducing barriers to meeting needs 
would promote greater equity and individuality in tailoring 
services.  

Participants also indicate that children with recognizably “high needs” would get 
“more support” as well as “priority for funding.” Our participants believe equity 
is more possible in a needs-based system due to “less discrimination” against 
children who do not have diagnoses or experience other barriers to receiving 
support. Participants express positive sentiments towards the “reallocation” of 
funds and support towards children belonging to “vulnerable populations” who 
may be under-served in a diagnosis-based service model. Many parents and 

caregivers of autistic children identify being able to tailor services and support to a 
child’s unique needs as a perceived benefit of the needs-based system. 

[E]ach child receives the care 
they need as an individual and 
not as someone with a specific 
diagnosis. Each child is different 
and unique and deserves to 
receive treatment that works for 
them with a team of providers 
that work for them. 
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Consultation
10

When asked about consultation following the MCFD 
service change announcement (Table 32) 

Participants say: 

No, I have not had an 
opportunity for meaningful 
consultation

Yes, I had an opportunity for 
meaningful consultation 

65%

ONLY 17%

This finding is consistent with the messages AutismBC has received from families 
of children on the autism spectrum in the community. As most participants do not 
endorse the FCCs as the primary service delivery model they support, policymakers 
need to consult with community members about how the new service delivery model 
will impact their lives. 

Meeting after an 
announcement is not 
consultation. Repeating the 
same rhetoric and completely 
ignoring questions is not 
consultation. 

58

None. I don’t believe 
the government cares 
or is listening to our 
needs as a family and 
I don’t have time to 
waste. 
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Recommendations



63

making for their children. Improvements to the MCFD’s communications strategy 
will also reduce caregiver stress and burnout in navigating complex information 
and service systems. 

We also urge the government to collaborate with the disability 
and neurodivergent communities to define “trauma-informed” 
and “culturally safe” practices, with focused engagement 
with Indigenous and racialized families and members of the 
2SLGBTQIA+ community. 

This should be prioritized to begin to address the high degree of need and 
scarcity of trauma-informed services for autistic youth [30, 31, 32].

62 63

1Consultation & 
Communication 
We urge the BC government to commit to working 
collaboratively with all neurodivergent and disability 
community stakeholders to co-develop and co-create 
an improved CYSN service framework.

We urge the BC government to engage in meaningful 
consultation, as defined by the disability community in BC, 
and to collaborate to co-create and co-develop a new service 
framework. 

This will ensure that the BC government supports the unique needs and 
circumstances of children, youth, and families with disabilities across the province. 
The phrase “nothing about us without us” is essential in the disability community 
as it calls for decision-makers to work collaboratively with the community on the 
social policies and practices that affect them. Moreover, we urge the MCFD to 
develop a transparent and consistent communications plan to empower families 
with the information they need to engage in informed consultation and decision 
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Likewise, we strongly recommend that the BC government consider expanding 
individualized funding to non-autistic disabled and neurodivergent children and 
youth, as has been requested by advocates in the Down syndrome community 
[33].

We also urge the BC government to work collaboratively with the disability and 
neurodivergent communities to identify ways to build on and improve existing 
programs. This should include the exploration of new and innovative solutions to 
serve families left behind in the current CYSN Framework. 

For families without support and services, consultation with 
government on short-term measures would help ease the 
current strain these families and children are under. 

This is particularly important for families and children in crisis who face 
impossible and heart-breaking decisions, such as keeping their children in their 
care versus getting them the services they need [34, 35, 36].

Choice of    
Service Model
We urge the BC government to maintain all existing 
supports and services, such as the Autism Funding 
Programs, until a formal policy review can be 
conducted to get the best support in place for all 
neurodivergent and disabled children. 

We urge the BC government to end the phase-out of 
individualized funding in 2025 for children and youth who 
benefit from these programs. 

Our research demonstrates the deep-seated fears of parents and caregivers that 
believe the forced transition to the FCC model will be traumatic for their autistic 
children and families. Many parents and caregivers express that their children 
rely on the established, trusting relationships they have spent years building with 
the service providers they are contracting under the Autism Funding Programs. 

2
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Cross-    
Ministerial  
Approach   

We urge the BC government to plan and execute 
services through an inter-agency/inter-ministerial 
approach and explore “wraparound” services to 
support neurodivergent and disabled people across 
their lifespans. 

We urge the BC government to take a cross-ministerial approach to ensure that 
the Ministry of Children and Family Development, the Ministry of Education, the 
Ministry of Health, the Ministry of Advanced Education, the Ministry of Social 
Development and Poverty Reduction, the Ministry of Attorney General and the 
Ministry of Indigenous Relations and Reconciliation, and crown corporations like 
Community Living BC, are all working together to support neurodivergent and 
disabled people.

We urge the BC government to address service gaps for 
disabled children as a cross-governmental issue by developing 
wraparound services for each child and adult. 

This can only be effective when ministries and agencies work together to address 
the existing patchwork of services, approaches and supports by developing 
one support plan for each disabled or neurodivergent person. This cannot be 
accomplished under the MCFD alone.

We also urge the BC government to collaborate with the Government of Canada 
to develop and implement the National Autism Strategy [37]. Similarly, we call for the 
BC government to ensure the families of First Nations children have access to their 
regional focal point for Jordan's Principle to explore options for unmet needs [38].
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Truth &  
Reconciliation    
and UNDRIP 

We urge the BC government to, at a minimum, meet 
the basic standards set out in the United Nations 
Declaration on the Rights of Indigenous Peoples 
(UNDRIP) and the Truth and Reconciliation Commission 
(TRC) of Canada’s Calls to Action concerning 
consultation and services for Indigenous Peoples.

We urge the BC government to invest in consultation and 
Truth and Reconciliation with Indigenous community members, 
including rights and title holders.  

This investment is crucial in supporting healing from the colonially destructive 
ways of the past and disrupting practices and ways of thinking that perpetuate 
discrimination, mistrust, and trauma. 

Indigenous leaders have expressed strong concerns regarding consultation and 
self-determination. In a recent News Release by the Union of British Columbia 
Indian Chiefs, it was stated that “British Columbia’s reckless and harmful policy 
shift has been developed in violation of the requirement of the Declaration on the 
Rights of Indigenous Peoples Act. No consultation, co-operation, or free, prior, and 
informed consent has taken place with First Nations. […] While British Columbia 
claims it did “consultation” in 2019, that consultation was not on this specific 
proposal, was not with First Nations, and does not come close to meeting the basic 
standards of the UN Declaration[19].”  

In order to improve health equity and ensure Indigenous children in BC have 
access to culturally safe, trauma-informed services, we urge the government to 
consult with Indigenous community members and honour the human rights and 
governmental responsibilities outlined in the BC DRIPA Act and DRIPA Action 
Plan, and by the TRC. Furthermore, we recommend the BC government integrate 
Indigenous ways of knowing, being and understanding, and cultural and healing 
practices into its service delivery model, such as Mi’kmaq Elder Albert Marshall’s 
guiding principle of “two-eyed seeing” for inter-cultural collaborationi [39]. 

4

i   Mi’kmaq Elder Albert Marshall describes, ‘two-eyed seeing’ is an approach that uses the best strengths of 
both Indigenous and Western scientific ways of knowing for the benefit of all.
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Investment in 
Assessment and 
Diagnostic    
Services 

We recommend the BC government eliminate the 1.5 
year waitlist for children’s autism assessments through 
the BC Autism Assessment Network (BCAAN) ii [40] by 
investing in the program and human resources needed 
to provide these specialized assessments. 

We urge the BC government to invest in eliminating the waitlist 
for autism assessments and diagnosis, and explore ways to 
accelerate early access to autism diagnosis [41].  

Our research shows a strong desire for diagnosis, with 85% of participants 
indicating that diagnosis is necessary for their children’s development and 
growth. We urge the government to invest in improving access to assessments 
and diagnoses rather than building a new system to access support services 
which does not address diagnostic wait times. By investing directly in diagnostic 
systems, the BC government would improve equity, inclusion, and the immediacy 
of supports. It would also address the inequity in the current two-tiered diagnostic 
system, favouring wealthier families that can afford a private autism assessment. 
Private assessments currently have substantially shorter wait times than the publicly 
funded BCAAN. In 2018, the Representative for Children and Youth highlighted 
in the Alone and Afraid Report the need to reduce wait times for an assessment 
of autism and behavioural developmental conditions and diagnosis to 3 months. 
Longer wait times impede on the benefits of early intervention [42]. After three years, 
the wait times for assessments have increased despite the Ministry of Health’s 
efforts and investments [43]. We request that the BCAAN budget be indexed to the 
waitlist for autism assessments to ensure it has the budget and staff to eliminate 
the waitlist. 

An investment in assessments and diagnostics other than autism is also important 
to support children with different disabilities and given the high rate of co-occurring 
conditions amongst autistic children, youth, and adults. Another crucial factor in 
timely diagnosis is travel support for families living at a distance from diagnostic 
centres.

ii  As of December 1, 2021, the average wait time for a public autism assessment in BC is one year and a half (21 
months). In March 2016, the wait time was 7 months with a standard of care of having 80% of children assessed 
in less than 7 months. The wait time increased to 15 months in Dec. 2019 and reporting on the previously stated 
standard of care stopped.
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Training,   
Recruitment and 
Retention of Service 
Providers  

We urge the BC government to invest in the training & 
recruitment of service providers for children and youth 
with disabilities to eliminate the 1 to 2 year waitlists for 
support from Speech Language Pathologists (SLP), 
Occupational Therapists (OT), Physiotherapists (PT), 
and Board Certified Behaviour Analysts (BCBA).

We urge the BC government to open new academic 
opportunities for SLPs, OTs, BCBAs, and PTs, as they are the 
disability sector’s greatest resource.

There is a chronic and growing shortage of these allied professionals, with many 
having waitlists of over one year. Last year, when the MCFD announced a transition 
away from the Autism Funding Programs to the new FCCs, they stated they 
would be opening up services to an additional 8,300 children. We urge the BC 
government to develop a comprehensive training, recruitment, and retention plan 
to eliminate waitlists. This comprehensive plan would also prevent the shift away 
from the standard best practice of one-to-one therapy sessions, as stated in the 
MCFD Request for Proposals for the Early Implementation Sites [44]. 

Specific to training, we urge the BC government to open 
academic seats for those interested and qualified, focusing on 
regional cohorts that will train students across the province.

We encourage the BC government to urgently double the seats in these four 
educational programs and provide bursaries and loan forgiveness for Indigenous 
and disabled students. Bursaries and loan forgiveness is also needed for students 
from rural and remote areas who will return to their communities to practice for a 
minimum number of years after they graduate. These bursaries will ensure a better 
disbursement of inclusive service providers across the province [45]. The proximity of 
services to families is crucial. 
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Protecting and 
Supporting Mental 
Health  

We urge the BC government to integrate wraparound 
mental health and flexible respite services into all CYSN 
programs as a part of their core service approach and 
delivery. 

Many families were relieved when the BC government let CYSN families use 
respite funds more flexibly during the pandemic. However, moving forward these 
services cannot be treated as “add-ons” that families need to qualify for based 
on severity of need or disability. Families that participated in our survey indicate 
that they have been on a respite wait list for years and fear they will age out of 
services without ever getting access to respite funding. 

In addition to expanding how families can utilize respite funding, 
we urge the BC government to develop and implement long-
term strategies to address the limited availability of respite 
and mental health service providers and address the funding 
shortage for these services. 

Mental health and respite services cannot be seen as services for people and 
families in emergency situations. Our research indicates that the majority of autistic 
youth in BC have co-occurring conditions and/or signs of distress. (Table 30 & 31). 
Mental health approaches need to be grounded in research and best practices 
such as wraparound services [46, 47]. They should be part of a wraparound and 
comprehensive support plan developed in collaboration with families, children and 
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available about the FCCs in terms of distribution of services, service provision and 
service setting, among others. 

This survey and report represent the first time AutismBC has done a research project 
of this scope. This means that, for everyone involved, there are things left to learn. 
While we have strived for a transparent research and community-based review 
process, this study was not received by an Ethics Board. Nonetheless, our study 
strictly followed the core principles of research ethics. As explained on page 12 & 83, 
all participants in our study provided informed and ongoing consent by responding 
to the consent question at the beginning of the survey and by voluntarily choosing 
to respond or skip each of the questions presented to them. The voluntary nature of 
participation in our survey ensured that the potential risks associated with answering 
sensitive and personal questions were minimized, further ensuring the welfare of 
the participants. The community-based approach taken in our study established 
an equitable research process via the collaborative and horizontal nature of the 
relationships between the participants and the research team members.

Also worth noting is that AutismBC and 33 other BC-based disability organizations 
publicly advocated for a hybrid system instead of the totality of FCCs on December 
3rd, 2021. Having this stance known ahead of collecting data on parent and primary 
caregiver perspectives may have shaped who participated in the survey and the 
type of information shared by participants. The influence of this public statement has 
been considered when creating the survey and reporting on this study's findings.

Many people were excluded from participating in this survey, some of whom 
would have shared their stories if the project had been designed for them. In 
particular, autistic adults, parents and caregivers who support autistic adults, 
professionals and service providers affected by these changes, and folks beyond 
BC are not represented by this study. AutismBC acknowledges that autistic adult 
voices are commonly undermined. We encourage decision-makers and advocates 
to invite and engage neurodivergent, autistic, or otherwise disabled people in the 
consultative process. Additionally, children’s perspectives are noticeably missing 
from this report. Future studies on needs-based versus diagnosis-based services 
should seek to include these individuals and groups to uncover a fuller picture of 
the autism landscape in BC. 

Regarding service providers, Simon Fraser University’s Autism and Developmental 
Disabilities Lab and Autism Community Training (ACT) recently released a report 
representing the collective perspective of 485 clinicians on the Registry of Autism 
Service Providers [RASP] [25]. The findings of SFU’s survey, endorsed by AutismBC, 
raises serious questions regarding the staffing of service providers at the FCCs as 
is outlined on page 30 and 40 of this report. 

Additionally, we were not able to document the differences between multiple 
children in the same household. More research is needed in this area because, as 
one participant points out, structural changes too often fail to “take into account 
the impact of having multiple children with autism in one family.” These families 
have unique needs, and the uniqueness of their children as individuals needs to 
be carefully considered when delivering supports. 

Furthermore, some of our survey questions were potentially confusing or difficult 
to answer. Results that were surprisingly high on topics like Microboards (with 
16% of participants stating they had one organized for their children) may indicate 
inaccuracy in our data due to a lack of understanding of the term. Similarly, 
participants did not know what the term “satellite services” meant in comparison 
with “virtual services,” pointing to the fact that there are still not enough details 

Limitations
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Conclusions
On October 27th, 2021, the MCFD announced changes to the CYSN Framework. 
Stakeholders and community members throughout the disability community 
expressed differing viewpoints.

As shown in this report, many lingering questions and anxieties surround the 
changes to the CYSN Framework and the proposed FCCs model for parents and 
caregivers of children on the autism spectrum. Although the findings in this report 
may initially seem discouraging, AutismBC urges readers and participants to use 
the pages of this report to consider their next steps as the FCCs are implemented. 
This report shows that parents and caregivers have valuable feedback regarding the 
availability and accessibility of supports for their children and families. By listening 
to their voices, a collection of recommendations and narratives have been compiled 
and are meant to be used by community members in their continued advocacy for 
their children’s rights. 

This report also reveals the importance of the accessibility and availability of 
services in response to our primary research question. We hope that the BC 
government, the MCFD and the FCCs seriously consider the findings of this report 
and the ways that the sweeping changes to the CYSN Framework are impacting 
families of children on the autism spectrumi, which are anticipated to be largely 
negative. However, it is not too late for the BC government or the MCFD to engage 
in meaningful consultation with the autism and disability community about what 
families envision for their children’s well-being and healthy development. 

AutismBC hopes that this report empowers the community to take the findings 
forward. We continue to stand in solidarity with children whose needs must remain 
at the forefront of changes in a framework that directly impacts their lives. We hope 
that this report provides insight into what families want, on their terms, for their 
children on the autism spectrum. 

Appendices        

Study Design

Eligibility

To participate in our study, parents and primary caregivers had to live in BC and have 
at least one child in their care on the autism spectrum. Our study focuses exclusively 
on parents’ and caregivers’ perspectives because the upcoming CYSN Framework 
changes will directly impact them. Our report, therefore, speaks to the self-reported 
experiences of parents and caregivers about their autistic children. 

Community-based research 

Parallel to academic research, community-based research is community-led and 
orchestrated. This approach brings the benefit of being valuable and accessible to 
the same participants who generously shared their time, stories, and perspectives 
during data collection. Conversely, academic research sometimes is not applicable 
or legible to the people whose lives it seeks to represent. For example, Indigenous 
study participants have historically been taken advantage of in academic research, 
with cultural knowledge and stories taken by researchers without permission or proper 
protocols [48]. AutismBC aimed to avoid perpetuating this problem.

Some benefits of community-based research include the collaborative process 
of inviting community members to participate directly in the research design and 
interpretation of results. AutismBC has taken both these steps in the creation of 
our survey as well as in writing this report. We chose to adopt a community-based 
research practice, emphasizing “the participation and influence of non-academic 
researchers in the process of creating knowledge [49]”. Grounded in the principles of 
community-based research, we invited Indigenous and non-Indigenous parents and 
caregivers, autistic adults, community organizations, academics, and allies to provide 
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i   Ninety-two percent (92%) of children accessing CYSN services are autistic. https://mcfd.gov.bc.ca/reporting/
services/children-and-youth-with-support-needs/case-data-and-trends
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feedback on the survey design. This was done in Feb. 2022 by providing a draft of 
the survey and asking questions related to the research question, researcher bias, 
diversity and representation, etc.

Similarly, in October 2022, a draft copy of the report was reviewed by community 
stakeholders before publication on our website to ensure that the research was 
representative of the intended group. A list of survey and report reviewers is 
available in the Acknowledgements section of this report i. In this way, community-
based research allows participants to co-create the overall usefulness of a research 
project, ensuring the findings return to them and can be applied to their lived 
experiences.

Intersectionality

This research design and the results were interpreted through an intersectional 
lens, relying on the foundational work of Kimberle Crenshaw and Patricia Hill 
Collins [50]. Both scholars wrote about the intersections of race and gender, which 
are also discussed in this report. Crenshaw explains the importance of “the need 
to account for multiple grounds of identity when considering how the social world 
is constructed” [48]. In addition to gender and race, disability, income level, family 
structure, and geographic location are considered in this report as intersectional 
factors that may influence the responses provided.

Mitigating bias 

The research team took strategies to manage and mitigate potential bias from 
influencing the direction of the survey design and the data analysis. Since 
community members were collaboratively drawn into the entire research process 
– from the draft stage of survey design to peer-reviewing the report – any bias 
from AutismBC staff members was critiqued and addressed. Bias was mitigated 
by incorporating written feedback into revised survey and report drafts, ongoing 
discussions about the ethical representation of survey data among the research 

team, and having multiple perspectives weigh in on key findings. Quantitative and 
qualitative analytical steps informed by structured, common practices of manipulating, 
understanding and interpreting data [52, 53] were used to ensure analysis remained 
rigorous despite the absence of an ethics board. These steps to address bias were 
used consistently to ensure the data's validity was not compromised [54]. 

Each research team member had unique identities, which lent different perspectives 
to this project. For instance, the racial differences among team members allowed 
for critical discussions about the racialized implications of the demographic data. 
Members of the team identified as autistic and as belonging to the 2SLGBTQIA+ 
community. Research team members came from different socioeconomic backgrounds 
and sexual and gender identities as well. This diversity in research team identities and 
group dynamics was an important asset in the project design and data interpretation. 

Methods

The Mixed Method Survey  

The guiding question for this project asked, “As a parent or primary caregiver, 

how do you think the new Family Connections Centres (or hubs) will impact the 

accessibility and availability of services for the children on the autism spectrum in 

your care?” 

 
The Mixed Method Survey was created by AutismBC staff through a collaborative 
process involving volunteer researchers, community stakeholders, and other disability 
organizations in BC. Survey drafts were written through a process involving discussion 
during staff and volunteer research team meetings, and written feedback was attached 
directly to each survey draft document. The iterative process of reviewing and revising 
survey drafts happened nine times before the survey was circulated internally to staff 
and Board Members and externally to academics, Indigenous and non-Indigenous 
community stakeholders and disability organizations for pilot review. Reviewers were 
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provided instructions by the survey research team outlining what aspects of the 
survey to consider for critique. Reviewers were asked to pay specific attention to 
overall inclusivity, accessibility, diversity, and representation within the survey design 
and questions. 

It was a goal of the research team that the survey would capture the experiences of 
families whose children had neurodivergencies and/or other disabilities in addition 
to or besides autism. The review process was integral to the research methodology 
without the involvement of a formal ethics board. However, the external review 
process promoted accountability by addressing biases pointed out by reviewers. 
This supported the researchers to be self-reflective and incorporate the feedback 
from community members into the survey design and report. 

Survey design    

This survey featured multiple choice, matrix, Likert rating and sliding scale questions 
and was created using Qualtrics. Qualitative questions included short answer 
text boxes to share their perceived drawbacks and benefits of the needs-based 
system as opposed to a diagnosis-based system. This also provided an optional 
opportunity for participants to share their personal stories at the end of the survey. 
The survey was available in multiple languages, making the survey more accessible: 
French, Spanish, Punjabi, Chinese (both simplified and traditional), Hindi, Korean, 
and Japanese. Qualitative responses written in languages other than English were 
translated through Google Translate before the data analysis.    

Recruitment     

Recruitment for this survey was organized and orchestrated by AutismBC’s 
Marketing Team on Facebook, Instagram, Twitter, and the AutismBC website 
advertised the survey. Videos that promoted the survey featuring AutismBC’s 
Director of the Board President, Kaye Banez and her children, as well as AutismBC’s 
Program Ambassador, Jake Anthony, were used on social media. The survey stayed 
open for 3 weeks, from April 5th to 26th, 2022.  

Consent     

All survey sections and questions could be skipped or left unanswered by participants. 
The only question that required a response was the consent question (to which 
participants selected either “yes” or “no”). The option to skip questions is ethical 
because participants should be able to provide ongoing consent while completing 
the survey. Participants were empowered only to share information that they felt 
comfortable sharing. The story-sharing section at the end of the survey was entirely 
optional. Participants were informed about the parameters of confidentiality and 
anonymity within the survey and the potential publication of their survey responses. 
This information was available at the beginning and the end of the survey.   

Eligibility criteria    

The survey was promoted to parents and caregivers of autistic children throughout the 
province of BC. A total of 1,890 individuals filled out the survey, of which 327 failed to 
meet the inclusion criteria. (Figure 2) 

Reimbursement    

Participants opted into a draw to win one of forty $50.00 gift cards at the end of the 
survey, to thank them for their time. All gift cards were physically mailed out with thank 
you cards to randomly selected participants following the data cleaning process of the 
gift card survey data. The winners were randomly selected from 1,117 participants who 
opted into the draw. 

Data Analysis    

We utilized a mixed-method approach to emphasize the strengths of qualitative and 
quantitative methods [55]. Given that our data was collected through a web-based 
survey, extensive data cleaning steps were conducted to maximize the integrity of 
the data collected. The responses of participants who did not meet the inclusion 
criteria were excluded from the final data analysis. Analysis of the descriptive and 
qualitative data occurred concurrently, allowing the findings of each method to inform 
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the researchers’ understanding of the nuanced experiences and concerns of the 
autism community. A strength of a mixed method analysis is that a more profound 
knowledge of statistical data is gleaned.  Qualitative data can provide more detail 
and a fuller picture of participant perspectives than multiple-choice survey questions. 

Quantitative analysis

Descriptive statistics were calculated with the package ‘tidyverse’ in RStudio [56]. We 
calculated the frequency and percentage distribution of respondents’ endorsement 
throughout the survey. To capture the families with multiple autistic children, select 
all that apply questions were frequently adopted throughout the survey. Therefore, to 
generate an accurate representation of the percentage distribution of “select all that 
apply questions,” the analyses were based on the total number of respondents instead 
of the total number of responses. This resulted in the sum of percentages per question 
being greater than 100%.  

Qualitative analysis 

The quantitative data was cleaned before the qualitative analysis. In other words, 
the qualitative responses analyzed were contingent on the participant list generated 
from the cleaned quantitative data. The qualitative analytical process also considered 
the same 1,563 participants whose responses were included in the quantitative 
analysis. The reason for this consistency was to ensure that the same participants 
were represented throughout the report through the statistical data and the text entry 
responses analyzed by the research team.

The Coding Process

The qualitative analysis involved a multi-step coding process where participant 
responses were labelled and separated by themes. Coding is a research term for 
identifying common categories and topics from the sentences and paragraphs 
provided in the textbox questions. In this report, the qualitative approach called 
constant comparative analysis [57] helped to identify which issues were the top 
concerns for parents and primary caregivers about the FCCs. 

Two qualitative survey questions were analyzed for this report. The responses were 
coded and tallied to reveal the three most common themes within Q47 and Q48, 
which asked participants to reflect on any potential benefits and drawbacks of a 
needs-based system such as the FCCs. These questions were selected for analysis 

Figure 2. 

Eligibility Criteria
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because they directly relate to the research question to uncover parent and 
caregiver perceptions of the overall availability and accessibility of the FCCs.

There were 945 responses to Q47 (potential benefits) and 1,048 responses to Q48 
(potential drawbacks). These responses were first compiled into an Excel sheet. After 
two research team members read through the entirety of both data sets, generalized 
themes emerged. At this stage, themes remained broad enough to capture large 
chunks of participant text-entry responses, with nine generalized themes applied 
to each data set. Every word of the participant responses was coded and had to fit 
into one of these nine categories. If it did not, the codebook was revised to ensure 
every piece of data was represented. For Q47, examples of themes (or codes) that 
emerged during this first stage of analysis included “no benefits,” “role of diagnosis,” 
“reduced barriers,” and “financing.” For Q48, examples of codes that emerged from 
participant responses included “anticipated waitlists,” “proof of needs,” “uncertainty,” 
and “change as traumatic.” It is important to note that not all these preliminary 
themes were included in this report, based on frequency, with only the most 
common themes included in the main findings.

Through this process, the 3 most frequently occurring codes for each survey 
question were identified. For Q47 (potential benefits), the codes with the highest 
frequency – in order of prevalence – were “reduced barriers,” “no benefits,” and 
“individuality.” For Q48 (potential drawbacks), the codes with the highest count 
– again, in order of frequency – were “proof of needs,” “limits of services,” and 
“change as traumatic.” During the second round of analysis, every other response 
within these top 3 categories was extracted and placed into a new data set. This 
was done because the number of responses was greater than anticipated, and 
we did not have the resources to analyze each response. Alternating responses 
ensured that the sample remained representative of the whole. These smaller data 
sets were then thematically broken down into sub-themes. Sub-themes became the 
explanation for the main theme, providing the nuance and detail for the overarching 
umbrella codes. For Q47, the most popular sub-theme for the main theme of 
“reduced barriers” was the potential benefit of “immediacy of services.”

Meanwhile, for Q48, the most constant sub-theme that emerged under the main 
theme “proof of needs” turned out to be “assessment anxiety.” The sub-theme process 
allowed the researchers to locate the most common parent and caregiver concerns 
within the broader range of responses. The six main themes, and their qualifiers, 
can be seen in the chart below. Please note that the numbers in this chart signify the 
number of times each code appeared within each data set. These numbers represent 
the frequency count of each of the themes and sub-themes (codes). These numbers 
do not add to the total number of responses within each text-entry question, as not all 
participants endorsed each theme.

Mixed Method Analysis 

Finally, the quantitative and qualitative data were considered alongside each other. 
Descriptive statistics were paired with qualitative themes to reach the key narratives 
presented in the Survey Results section of this report. The thematic findings that 
emerged from the qualitative analysis were condensed and synthesized with the 
quantitative data to reach the key narratives represented through the data. The 
demographic information has been deeply considered and is overlaid on the statistical 
and qualitative findings. This consideration has allowed the report to present an 
intersectional and critical lens about how parents and caregivers anticipate their 
autistic children to be impacted by the upcoming changes to the CYSN Framework. 
Through this mixed methods research process, the quantitative survey data 
complements the qualitative thematic findings around parent and caregiver support or 
concerns for a needs-based system such as the FCCs. 
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Figure 3. Qualitative emergent themes 

Qualitative 
Emergent 
Themes

Table 5. Parent/Caregiver Type — Total Sample 

Question: From the options below, select all that apply to 
your identity as a parent or caregiver. 

# of 
responses

Proportion/ 
Respondents

Birth parent  

Co-parent  

Stepparent  

Adoptive parent  

Foster-parent  

Family member  

Other  

Total Responses & Respondents

1,414  

111  

28  

63  

8  

60  

14  

1,698

90%  

7%  

2%  

4%  

1%  

4%  

1%

1,563  

Table 6. Parent/Caregiver Type — Indigenous Children Sample

Question: From the options below, select all that apply to 
your identity as a parent or caregiver. 

# of 
responses

Proportion/ 
Respondents

Birth parent  

Co-parent  

Stepparent  

Adoptive parent  

Foster-parent  

Family member  

Other  

Total Responses & Respondents

87

10

4

18  

4 

7  

2  

132

78% 

9%

4%  

16%  

4%  

6%  

2%

112  

Tables
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Table 7. Number of Children — Total Sample

Question: How many children under the age of 19 are 
you legally responsible for?

# of 
responses

Proportion/ 
Respondents

1

2

3

4

5

6

7

8+

Did not disclose the number of children 

Total Responses & Respondents

588

683

191

57

17

8

5

6

8

1,563

38%

44%

12%

4%

1%

1%

0%

0%

1%

1,563 

Table 8. Number of Autistic Children — Total Sample

Question: How many of your children are on the autism 
spectrum (with or without a medical diagnosis)?

# of 
responses

Proportion/ 
Respondents

1

2

3

4

5

6

7

8+

Did not disclose the number of children 

Total Responses & Respondents

1154

312

65

13

7

3

2

1

6

1,563

74%

20%

4%

1%

0%

0%

0%

0%

0%

1,563 

Table 9. Racial identities of autistic children being represented — Total Sample

Table 10. Income — Total Sample

Question: Please estimate the combined annual 
income for your household within the last year (CAD)

# of 
responses

Proportion/ 
Respondents

$13,000 or less

$14,000 to $26,000 

$27,000 to $41,000 

$42,000 to $49,000 

$50,000 to $75,000 

$76,000 to $99,000 

$100,000 to $150,000 

$151,000 to $199,000 

$200,000 to $499,000 

$500,000 to $1,000,000 

$1,000,000 or more

Rather not say

Did not disclose the annual household income

Total Responses & Respondents

36

77

117

117

276

258

313

111

83

12

7

150

6

1,563

2%

5%

7%

7%

18%

17%

20%

7%

5%

1%

0%

10%

0%

1,563

Question: What is the racial identity of the children in 
your family? Select all that apply 

# of 
responses

Proportion/ 
Respondents

Black or African Canadian  

Indigenous  

Spanish, Hispanic, or Latina/o/x  

East Asian  

South Asian  

Southeast Asian  

Middle Eastern  

Mixed race, multiracial, or biracial  

White  

Identity not otherwise listed  

Did not disclose the children’s racial identity   

Total Responses & Respondents

64  

112  

61  

128  

69  

71  

25  

150  

1,059  

12  

3  

1,754

4%  

7%  

4%  

8%  

4%  

5%  

2%  

10%  

68%  

1%  

0%

1,563 
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Table 12. Racial identity of the autistic children — Indigenous Children Sample

Question: What is the racial identity of the children in 
your family? Select all that apply 

# of 
responses

Proportion/ 
Respondents

Black of African Canadian

Indigenous

Spanish, Hispanic, or Latina/o/x

East Asian

South Asian

Southeast Asian

Middle Eastern

Mixed race, multiracial, or biracial

Caucasian/White

Identity not otherwise listed

Did not disclose the children’s racial identity 

Total Responses & Respondents

2

112

3

3

4

1

0

20

57

0

3

205

2%

100%

3%

3%

4%

1%

0%

18%

51%

0%

3%

112

Table 11. Sexual orientation, gender identity/expression of the autistic children 
being represented — Total Sample

Question: To your knowledge, do any of your children 
on the autism spectrum identify as having a sexual 
orientation, gender identity, or gender expression 
under the 2SLGBTQIA+ umbrella?

# of 
responses

Proportion/ 
Respondents

My child identifies as 2SLGBTQIA+  

My child does not identify as 2SLGBTQIA+  

I am not sure if my child identifies as 2SLGBTQIA+  

Rather not say  

Total Responses & Respondents

327  

925  

271  

40  

1,563

21%  

59%  

17%   

2%

1,563 

Table 13. Indigenous identities of the autistic children — Indigenous Children Sample

Table 14. Living on or off reserve — Indigenous Children Sample

Question: Select all that apply to your children’s 
Indigenous identities 

Living on or off reserve

# of 
responses

# of 
responses

Proportion/ 
Respondents

Proportion/ 
Respondents

First Nations

Métis

Inuit

Status

Non-status

Urban Indigenous

Identity not otherwise listed 

Did not disclose the children’s Indigenous identity 

Total Responses & Respondents

On reserve

Off reserve

Not sure

Did not disclose this information

Total Responses & Respondents

62

39

7

26

27

14

4

1

112

11

95

5

1

112

55%

35%

6%

23%

24%

13%

4%

1%

112

10%

85%

4%

1%

112
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Table 15. Service Delivery Model — Total Sample Table 17. Topics of Importance Related to FCCs — Total Sample 

Table 16. Service Delivery Model — Indigenous Children Sample

Question: Thinking about MCFD’s decision to phase out 
Individualized Autism Funding, select which option 
best describes your family’s situation

Question: Select all topics related to Family 
Connections Centres (FCCs) that are important to you 
and your family. Select all that apply 

Question: Thinking about MCFD’s decision to phase out 
Individualized Autism Funding, select which option 
best describes your family’s situation

# of 
responses

# of 
responses

# of 
responses

Proportion/ 
Respondents

Proportion/ 
Respondents

Proportion/ 
Respondents

I want to continue to receive Individual Funding even after 
2025 – our tailored program is working well for my family

I want the option of having access to Individual Funding AND 
services at Family Connections Centres

I do not want to continue receiving Individualized Funding – 
the support we’d receive from Family Connections Centres 
sound like a better fit for my family

My child will have turned 19 by 2025 and therefore age out of 
funding

None of the above

Other (please specify below):

Did not disclose this information

Total Responses & Respondents

Geographic locations of FCCs

Travel to and from FCCs

Hours of service at FCCs

The services that FCCs will provide

How services will be accessed outside of FCCs

How will my children be assessed for services

Specialized services for my children's unique needs

That my child will receive the right amount of supports   
and services

That my child will receive the right types of supports   
and services

Availability of services that are offered in languages   
other than English

The recruitment and retention of service providers

Whether parents and caregivers get to choose service  
providers for their children

Keeping the service providers that are currently   
supporting my children

The number of kids that will be served at local FCCs

The elimination of lengthy waitlists for services and assessments

Lack of services available in northern, remote, and/or  
Indigenous communities

Local Indigenous perspectives, knowledge, and   
approaches to disability

Reconciliation between MCFD and Indigenous communities

School-based supports and services

I don't know

None of the above

Other (please specify below):

Did not disclose this information 

Total Responses & Respondents

I want to continue to receive Individual Funding even after 
2025 – our tailored program is working well for my family

I want the option of having access to Individual Funding AND 
services at Family Connections Centres

I do not want to continue receiving Individualized Funding – 
the support we’d receive from Family Connections Centres 
sound like a better fit for my family

My child will have turned 19 by 2025 and therefore age out of 
funding

None of the above

Other (please specify below):

Did not disclose this information

Total Responses & Respondents

919  

415  

70  

10  

58

88

3

1,563

69  

24  

2  

7  

1

9

0

112

59%  

27%  

4%  

1% 

4%

6%

0%

1,563

62%  

21%  

2%  

6% 

1%

8%

0%

112

894

787

895

1,105

906

1,067

993

1,147 i  

1,109

131

817

1,072

1,029

605

724

256

186

178

872

52

5

95

2

14,927

57%

50%

57%

71%

58%

68%

64%

73%

71%

8%

52%

69%

66%

39%

46%

16%

12%

11%

56%

3%

0%

6%

0%

1,563

i   The total responses are greater than the total number of respondents as this was a select all that apply 
question. Please refer to data analysis section of the report for more information.
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Table 18. Out-of-Pocket Expenses — Total Sample

Question: How much money does your family typically pay 
out-of-pocket each year for services for your children on 
the autism spectrum that are not covered by government 
programs? 

# of 
responses

Proportion/ 
Respondents

$1,000 or less

$1,000-$2,500 

$2,500-$5,000 

$5,000-$10,000

More than $10,000 per year

Not sure

Don’t have the funds to get more services or 
supports, but I would if I had the funds

Other

Did not disclose this information

Total Responses & Respondents

197

272

318

235

141

127

213 

49

11

1,563

13%

17%

20%

15%

9%

8%

14%

3%

1%

1,563

Table 19. Services Providers used by Families — Total Sample 

Question: Which of the following service providers do 
you currently rely on for your children on the autism 
spectrum? Select all that apply

# of 
responses

Proportion/ 
Respondents

Audiologist

Behaviour Consultant (BC)

Behaviour Interventionist (BI)

Board Certified Behaviour Analyst (BCBA)

Childcare Provider (Babysitter, Nanny, Life Skills Support Worker)

Dietitian

Family Doctor

Kinesiologist

Nursing Support Services

Nutritionist

Occupational Therapist (OT)

Pediatrician

Physical Therapist (PT)

Psychotherapist, Psychologist, or Psychiatrist

RDI Consultant (Relationship Development Intervention)

Respite Worker

Specialized Therapy (Massage, art, music, equine, animal, 
recreational, chiropractic) 

Speech Language Pathologist (SLP)

Social Worker

Tutor or teacher

None of the above

Other 

Did not disclose this information 

Total Responses & Respondents

106

624

836

350

352

109

812

52

67

79

696

736

270

363

60

282

300

701

316

450

14

143

4

7,722

7%

40%

53%

22%

23%

7%

52%

3%

4%

5%

45%

47%

17%

23%

4%

18%

19%

45%

20%

29%

1%

9%

0%

1,563
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Table 20. Mental Health Services — Total Sample

Table 21. Respite Services — Total Sample

Table 22. Culturally Safe Supports and Services — Total Sample

Table 23. Culturally Safe Supports and Services — Indigenous Children Sample

Table 24. Trauma-informed Supports and Services — Total Sample

Table 25. Trauma-informed Supports and Services — Indigenous Children Sample

Question: How important is mental health services to 
your family?

Question: How important is respite to your family?

Question: Are culturally safe supports and services 
important to your family?

Question: Are culturally safe supports and services 
important to your family?

Question: Are trauma-informed supports and services 
important to your family?

Question: Are trauma-informed supports and services 
important to your family?

# of 
responses

# of 
responses

# of 
responses

# of 
responses

# of 
responses

# of 
responses

Proportion/ 
Respondents

Proportion/ 
Respondents

Proportion/ 
Respondents

Proportion/ 
Respondents

Proportion/ 
Respondents

Proportion/ 
Respondents

Not at all important

Slightly important

Moderately important

Very important

Extremely important 

Did not disclose this information 

Total Responses & Respondents

Not at all important

Slightly important

Moderately important

Very important

Extremely important 

Did not disclose this information 

Total Responses & Respondents

Yes

No

Somewhat

Not sure

Did not disclose this information

Total Responses & Respondents

Yes

No

Somewhat

Not sure

Did not disclose this information

Total Responses & Respondents

Yes

No

Somewhat

Not sure

Did not disclose this information

Total Responses & Respondents

Yes

No

Somewhat

Not sure

Did not disclose this information

Total Responses & Respondents

18

104

232

474

725

10

1,563

1,219

187

275

380

489

13

1,563

858

233

293

173

6

1,563

82

5

18

7

0

112

970

213

230

144

6

1,563

82

7

17

5

1

112

1%

7%

15%

30%

46%

1%

1,563

14%

12%

18%

24%

31%

1%

1,563

55%

15%

19%

11%

0%

1,563

73%

4%

16%

6%

0%

112

62%

14%

15%

9%

0%

1,563

73%

6%

15%

4%

1%

112
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Table 26. Distance (Internet) Services — Total Sample

Table 27. Importance of Diagnosis — Total Sample

Question: Would your children benefit from distance 
services offered over the internet?

Question: In your opinion, is a diagnosis necessary for your 
children's learning and development as they grow up?

# of 
responses

# of 
responses

Proportion/ 
Respondents

Proportion/ 
Respondents

Yes

No

Somewhat

Not sure

Did not disclose this information

Total Responses & Respondents

Yes

No

Not sure

Rather not say

Did not disclose this information

Total Responses & Respondents

377

845

223

114

4

15,63

1,324

86

136

13

4

1,563

24%

54%

14%

7%

0%

1,563

85%

6%

9%

1%

0%

1,563

Table 28. Wait time for Diagnosis — Indigenous Children Sample 

Question: How long did you have to wait for your 
children's medical diagnosis of autism?

# of 
responses

Proportion/ 
Respondents

Less than 3 months

3 to 6 months

6 months to a year 

A year and a half

two years and more

not sure

rather not say

did not answer 

Total Responses & Respondents

13

21

24

22

33

5

0

0

44

12%

20%

23%

21%

31%

5%

0%

0%

44

Table 29. Wait time for Diagnosis — Total Sample  

Question: How long did you have to wait for your children's 
medical diagnosis of autism? Select all that apply 

# of 
responses

Proportion/ 
Respondents

Less than 3 months

3 to 6 months

6 months to a year 

A year and a half

two years and more

not sure

rather not say

did not answer 

Total Responses & Respondents

223

355

420

264

223

22

8

1

1,516

15%

25%

29%

18%

15%

2%

1%

0%

1,444
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Table 30. Co-occurring conditions — Total Sample  Table 31. Signs of Distress  — Total Sample 

Question: From the list below, select all that apply to 
your children on the autism spectrum. Select all that 
apply 

Question: Do your children on the autism spectrum currently 
experience any of the following? Select all that apply 

# of 
responses

# of 
responses

Proportion/ 
Respondents

Proportion/ 
Respondents

Anxiety or Anxiety Disorder 

Attention Deficit Hyperactivity Disorder (ADHD) 

Blind or Partially Sighted 

Brain Injury 

Cerebral Palsy 

Deaf or Hard of Hearing 

Depression 

Down Syndrome 

Dyslexia 

Encephalitis 

Epilepsy 

Fetal Alcohol Spectrum Disorder (FASD) 

Fragile X 

Intellectual Disability 

Learning Disability 

Multiple Sclerosis (MS) 

Oppositional Defiant Disorder (ODD) 

Prader Willi Syndrome 

Rett Syndrome 

Tics or Tourette Syndrome 

Seizures 

Tuberous Sclerosis (TS) 

None of the above 

Other 

Did not disclose the co-occurring conditions 

Total Responses & Respondents

Alcohol misuse or experimentation 

Drug misuse or experimentation 

Withdrawal from friends or social activities that they usually like 

Increased tiredness or experience low energy levels 

Decreased concentration on tasks 

Delusions, paranoia, or hallucinations 

Major changes in eating habits 

Suicidal thoughts or ideation (chronic or intermittent) 

Outbursts of anger or aggression 

Increased elopement or escaping behaviours 

Decreased empathetic behaviours or responses 

Increased obsession with digital screens (TV, computers, tablets, 
phones) 

None of the above 

Other 

Did not disclose the children’s experiences  

Total Responses & Respondents

942 

825 

43 

45 

49 

52 

266 

34 

143 

16 

50 

39 

22 

245 

555 

4 

118 

10 

4 

76 

56 

6 

131 

264 

36 

4,031

33

60

415

476

675

116

279

165

623

281

268

799

192

57

42

4,481

60% 

53% 

3% 

3% 

3% 

3% 

17% 

2% 

9% 

1% 

3% 

2% 

1% 

16% 

36% 

0% 

8% 

1% 

0% 

5% 

4% 

0% 

8% 

17% 

2% 

1,563

2%

4%

27%

30%

43%

7%

18%

11%

40%

18%

17%

51%

12%

4%

3%

1,563

Table 32. Perceptions on Consultation — Total Sample  

Question: Do you feel that you have had opportunities 
for meaningful consultation after the announcement was 
made?

# of 
responses

Proportion/ 
Respondents

Yes

No

Not sure

Rather not say

Not applicable

Did not disclose this information

Total Responses & Respondents

264

1011

175

9

93

11

1,563

17%

65%

11%

1%

6%

1%

1,563
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Table 33. Consultation Preferences — Total Sample

Question: How would you prefer to share your 
opinions on the CYSN changes? Select all that apply

# of 
responses

Proportion/ 
Respondents

803

523

594

507

498

313

573

916

225

76

18

5,046

51%

33%

38%

32%

32%

20%

37%

59%

14%

5%

1%

1,563

Virtual roundtables or panel discussions with experts, parents 
and primary caregivers, community members, service providers, 
and disability organizations

In-person town hall meetings or similar

Series of information sessions (a conference) where Family 
Connections Centres are defined and explored across multiple 
days with various stakeholders

Letters and emails to politicians addressing specific aspects of 
Family Connections Centres

Government representatives visiting communities to experience 
localized contexts

Grassroots protests with media coverage

Online petitions

Surveys like this one

Culturally appropriate and trauma-informed dialogue with 
Indigenous Peoples, including Indigenous leaders, organizations, 
and community members

Other (please specify below):

Did not disclose this information

Total Responses & Respondents
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