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Canadian Autism Spectrum Disorder Alliance (CASDA)

The Canadian Autism Spectrum Disorder Alliance (CASDA) is a not-for-profit coalition
of over 300 sector leaders, including Autistic people, caregivers, clinicians,
researchers, and representatives from organizations across Canada that have
proactively mobilized as one voice to successfully advocate for a National Autism
Strategy (NAS). We lead by convening. We have a track record of delivering national
initiatives and a demonstrated history of collaboration with the federal government.
We hope to continue to lead by being an inclusive and collaborative convener to
address pan-Canadian priorities that impact Autistic people in Canada and their
families as a collective voice.
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Introduction
On October 5th, 2021, the Canadian Autism Spectrum Disorder Alliance (CASDA)
hosted the inaugural Autism Data Collaborative meeting bringing together
stakeholders from across the country to discuss how to better leverage Canadian
data assets to inform Autism policy in Canada.

CASDA’s vision is to develop a Pan-Canadian Autism Data Collaborative that
facilitates and accelerates multidisciplinary, multi-sector, and multi-jurisdictional
data initiatives and health services and policy research for Autism.

Since the inaugural event, we have been synthesizing what we heard so that we can
co-create the next actionable steps toward building this collaborative. This report will
summarize the ideas expressed by our diverse group of attendees, and provide you
with opportunities for leadership, engagement and involvement in this initiative.
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Background
In 2020, CASDA established policy development working groups in partnership with
the Kids Brain Health Network (KBHN). These working groups produced over 15
policy briefs with specific recommendations for immediate action in five areas of
federal jurisdiction: access and affordability, employment, research and governance,
housing, and information that were submitted to the Public Health Agency of
Canada (PHAC).

These recommendations embody the ideas and perspectives of stakeholders, which
include Autistic people living in Canada, service providers, researchers, and various
others who are dedicated to accelerating the momentum for systemic change. One
of the key recommendations developed through these working groups was the
need to “Invest in sustainable linkages of population-level databases to determine
the trends in prevalence and developmental health of Autistic children over time.”
Canada is home to many world-class data platforms that collect data (e.g.,
government administrative data holdings, Canadian Institute of Health Information,
clinical data registries), however, organizations that are custodians and/or stewards of
this data often operate in disconnected “islands of excellence”. The lack of
coordination and information sharing hinders our ability to use data to improve the
effectiveness and efficiency of the health system, better service delivery to Autistic
people and their families, and inform autism-related policy throughout the country.

In December of 2020, CASDA contributed to the McMaster Health Forum’s Evidence
Brief to inform stakeholders on the current gap between what is being learned in the
research community and what actions are being taken to improve patient care and
experiences. The McMaster Health Forum disseminated 5 major challenges people
with neurodevelopmental disorders face in Canada:

1) many Canadians are affected by neurodevelopmental disorders over their
lifespan;

2) neurodevelopmental disorders are not easy to consider in isolation;
3) without appropriate integrated programs and services, neurodevelopmental

disorders can place a significant burden on individuals, their families, health
systems, and society;

4) health-system arrangements are not conducive to optimizing services for
neurodevelopmental disorders, and

5) health and research systems are not aligned to enable a rapid-learning and
improvement approach.

Through a systematic review, one vital component of establishing a rapid-learning
health system that arose was the need for the system to be data and
evidence-driven. To establish such a system, the community must work together to
ensure the digital capture, linkage, and timely sharing of relevant data. This brief
further supported the need for a Pan-Canadian Autism Data Collaborative.
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Who Engaged
At the inaugural Autism Data Collaborative meeting, we all participated in building
connections across sectors and jurisdictions, while keeping the voice of those with
lived experience at the forefront. We engaged in important dialogue around what is
needed to drive bottom-up action to better leverage Canadian data assets to inform
Autism policy in Canada.

Figure 1: Description of Participants at the Autism Data Collaborative
Meeting

Upon registration, our attendees indicated how they identify by selecting all that
applied to them. We had 103 registrants and 75 attendees. Our event brought
together people from diverse backgrounds, and across nearly all provinces and
territories.

Please note: When asked about their role in attending the event, many people
selected more than one role, so the sum of responses does not match the total
number of registrants.
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Goals of the Event
1. To identify themes/priority areas to take collective action

2. To identify contributions and expectations from our attendees

3. To gauge interest

What We Did
To achieve our objectives we had participants engage in the following activities:

1. Virtual Brainstorming Session
Attendees engaged in a brainstorming activity using breakout rooms and using the
online platform Jamboard. Each room tackled topics from the categories that are
being used in the current Canadian Academy of Health Sciences (CAHS) autism
strategy consultations. Each room also had a facilitator to moderate the discussion.
In each breakout room, attendees were asked to list ideas they had about how an
Autism Data Collaborative (ADC) could approach the topics in each room and
potentially advance these areas, as well as actions that could be taken.

These data were consolidated and the research team at CASDA (led by two doctoral
level researchers and two students) conducted qualitative analysis to determine
underlying themes that emerged by inductively grouping them into categories.
Each member of the research team created thematic categories. These categories
were discussed with two additional researchers and another student and a final list
of mutually exclusive theme categories were determined by consensus. Results are
summarized in Table 1.

2. Gives and Gets
To determine the needs of potential members of the collaborative and what
members would be willing to contribute, we asked attendees to post in the “Zoom
chat” what they could give to the collaborative and what they expected to get out of
the initiative. The CASDA research team used the same qualitative inductive analysis
outlined above to categorize responses into mutually exclusive theme categories.
Results are summarized in the next section of this report, entitled “What We Heard”.

3. Survey
After the event we asked participants to answer the following questions to gauge
their future involvement with the Autism Data Collaborative.
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1. What stakeholder group do you identify with?
2. On a scale from 1 to 10, how important do you think supporting an Autism

Data Collaborative is?
3. How likely are you to continue engaging with us?

Responses are summarized in graphs found on page 12.

What We Heard
Values of the collaborative
The following values will guide the mission, goals, and actions of this collaborative.
These values were synthesized from dialogue and discussion generated by
participants during brainstorming sessions.

Figure 2: Values
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Guiding Principles
A significant proportion of participant comments throughout the day reflected
beliefs and suggestions that were best captured in a list of guiding principles. These
guiding principles emphasize our commitment to Autistic people, their families and
people with lived experience. These principles will be used to guide the work that we
do together, and the way that we do it.

1. Effective policy should be evidence- and data-driven

2. Co-design: People with lived experience should be driving research and policy
priorities

3. Multijurisdictional, with a goal to scale to the national level to help address
gaps in policies, services and research inequities across the country

4. Alignment with health sector priorities to ensure relevance to clinical
practice and the healthcare system

5. Alignment with community organizations to ensure relevance to service
providers

6. Alignment with federal policy makers charged with developing and
implementing a National Autism Strategy

7. Alignment with provincial policy makers to connect federal and
provincial/territorial initiatives

8. Alignment with national research infrastructure to reduce duplication,
leverage existing resources and interprofessional and multidisciplinary teams
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Table 1: Results of Thematic Analysis

Thematic
Categories

Scope Identified Priorities

Values Values that will
underpin this
collaborative and how
we engage with
stakeholders and treat
each other.

● Reciprocity
● Inclusivity
● Equity
● Respect
● Diversity

Community,
Patient, and
Public
Engagement in
Data Research

Involving the
community in
prioritizing, planning,
designing, data
collection and use of
research

● Involve patients in setting of
research priorities

● Inclusion of Autistic voices (and
not just those who are verbal),
family members, Northern and
remote communities, and
Indigenous populations

Awareness Involving education of
and knowledge sharing
with the greater public
in furtherance of
acceptance and
countering
misinformation

● Counter misinformation and
enhancing acceptance

Data
Standardization

Concerned with
common measures,
algorithms, definitions,
and datasets

● Clear and consistent data
definitions and outcome
measures

● More comprehensive data on
education, employment, and
housing

● National standards for data
collection/outcome measures

● Learn from existing structures

Data
Governance,
Privacy and
Ethics

Involving concerns
around data security,
handling, governance,
and how that data it is
collected, used, and
accessed

● Data transparency to all
(Autistics, family members,
service providers, etc.)

● Ensuring data is broadly
communicated (including
remote and rural communities)

● Data ownership and access

Partnerships Involves creation of new ● Collaborate with national and
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collaborations,
leveraging of existing
national networks and
infrastructure to
advance evidence
synthesis and data
science in autism

provincial/territories data
custodians

● Partner with existing
pan-Canadian initiatives to
accelerate data sharing

● Leverage existing
population-level administrative
datasets

● Partner with clinician-scientists
leading learning health system
transformation in NDDs to scale
and spread innovative practices

Data Use Concerned with
potential future uses of
data, data utility, and
outcomes

● Highlight strengths and success
stories of Autistics using both
qualitative and quantitative
data

● Data-driven improvements to
the navigation of services and
supports for Autistics and their
families (including rural/remote
communities)

● Evidence-based practice
repository to inform policy

● Generate surveillance data to
understand the epidemiology of
autism across the country

● Generate up-to-date diagnostic
waitlist information

● Collect age-stratified data
across the lifespan

● Collect data on the impact of
current policies and practices,
identify gaps and to drive
decision-making

Other Salient Priorities

● Training opportunities for all professionals that support Autistics
● Standardizing supports across provinces and territories
● Increasing inclusion in workplace, school, community, and health settings

*See Appendix A (Page 13) for raw data
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Through iterative group discussion, fourteen ‘Data Knowledge Gaps’ were identified
from the ‘Identified Priorities’ compiled in the above table. To address these
knowledge gaps, four ‘Working Groups’ were designated, each informed by several
different knowledge gaps.

1. Advancing the use of Canadian administrative data
2. Developing capacity for common measurement across community

organizations
3. Implementation of standardized clinical outcomes
4. Exploring the development of a national clinical registry for autism and

concurrent conditions.

Values of the collaborative which were teased out from the Jamboard activity
informed three ‘Foundational Approaches’ which will underpin the entire initiative.
The figure below depicts this process.

Figure 3: Summarized Data Gaps and Working Groups
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Table 2: Synthesized Gives and Gets Data
Attendees indicated that they were willing to ‘give’ the following to the ADC, and
interested in ‘getting’’ the following from the ADC:

Gives Gets

● Time and leadership
● Community voices
● Data
● Collaboration/Networks

● Networking, teamwork, and
collaboration

● Making an impact/taking action
● Data-informed decisions
● Informing best practices
● Supporting the autism community

*See Appendix B (Page 16) for raw data

Individuals’ indications during this exercise will be used to mobilize efforts of the
collaborative by providing an understanding of who is willing to contribute, and how
we can provide value to those involved.

Attendees’ Commitments
After the event we asked participants to answer a short survey to gauge their future
involvement with the ADC. There were 28 responses.

Figure 4: What stakeholder group do you identify with?
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Figure 5: How important do you think supporting an Autism Data
Collaborative is? (1-10)

Figure 6: How likely are you to continue engaging with us? (1-10)
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CASDA’s Next Steps
Immediate Actions (next 3 months)

● Register participants and potential leads for working groups. From our
thematic analysis of the Jamboard data, data knowledge gaps arose,
from these gaps, we outlined the above mentioned working groups.

● If you are interested in participating or leading the working groups,
please register here https://forms.gle/QhqxKfYA8obeBGeW8

● Establish governance structure for each working group consisting of a:
○ Systems lead: Policy maker or clinician
○ Research lead: Canadian researcher
○ Lived-experience lead: Autistic self advocate or parent/caregiver
○ Training lead: Postdoctoral fellow

● Develop a terms of reference for each working group
● Identify key champions (leads) and participants for each working group

Short-Term (3-6 months)
● Working groups begin regular meetings
● Hybrid workshop (in-person and online) for working group members

following the Canadian Autism Leadership Summit (April 6th)
● Establish partnership with CHILD-BRIGHT to advance equitable POR

approaches in autism citizen engagement strategies
● Partner with SPOR Evidence Alliance to conduct knowledge synthesis

projects in key priority areas, eg. community measurements and
community-prioritized outcome measures

Medium-Term (6-12 months)
● Launch of post-doctoral/medical fellowship competition to identify

highly training individuals to enable research and actions from the
recommendations of working groups (Data2Policy Fellowship)

● Establish partnership/collaboration with Health Data Research Network
to explore project opportunities based on identified action from
working groups

Long-Term (1 year +)
● Partner with the SPOR-CIHR Data Platform to leverage national

infrastructure to advance administrative data science in autism
● Pan-Canadian CIHR team grant emerging from working group action

items
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Appendix A
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Appendix B
Gives
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Gets
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