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Health, Education or 
Other Professionals

If you have professional experience working with 
individuals with neurodevelopmental disorders and
their families, we need your help sharing and advo-
cating for the priorities of those you work with. We
hope this initiative can serve as a powerful tool to
demonstrate the needs of the neurodevelopmental
disorder community.

If you know someone who could support any of
these priorities and would like us to connect with
them, please reach out to us. We welcome the 
opportunity to speak with any researchers, funders,
organizations, or other stakeholders who can help
address these priorities (prioritysetting@brain 
institute.ca).

Persons with
Lived Experience

If you are an individual with a neurodevelopmental
disorder, a family member, or a carer, we also need
your help increasing awareness of and advocating for
these priorities. The more people know about these
priorities, the more likely we are to see these priori-
ties addressed. Share them with your networks and
use the Top 10 as an advocacy tool for more atten-
tion, funding, and research into neurodevelopmental
disorders.

To get in touch, please email us at:
prioritysetting@braininstitute.ca, or visit:
www.braininstitute.ca

“The benefits from this research are going to spill out at every level, 
from down to every single person who has any of these disorders 
all the way up to ministries.”

Rick Green
Patient Advocate, TotallyADD.com
Priority Setting Partner

Interested in the Data?

The data from this initiative will be made publically
available on OBI’s neuroinformatics platform Brain-
CODE. The open-access data will include the original
questions submitted, with associated summary
questions and some de-identified demographics
data. We hope to encourage interest in these priori-
ties and stem further patient-oriented research on
them. Please visit www.braincode.ca for more details.

Funders

In order to find answers to these questions, there
needs to be funding allocated to these community
priorities that will help incentivize and enable 
research to be done in these key areas of importance.
We encourage funders and grant organizations to 
use these priorities to help inform funding decisions
in the field of neurodevelopmental disorders. We
hope you can provide the leadership to guide the
field towards research aligned with the needs of the 
community. If you are already funding one or more 
of these priorities, we would love to hear about 
how you are addressing the priority (email us at 
prioritysetting@braininstitute.ca).

Researchers

We need researchers working to find answers to
these questions; therefore we encourage you to 
consider these priorities to help inform the direction
of your work. Working towards one of these priori-
ties allows for meaningful research to have a huge
impact on the lives of individuals with neurodevelop-
mental disorders. These questions came from the
community, and your findings will be relevant and
needed. If you are planning to research one of these
priorities or if your research already aligns with one
of them, reach out to us and tell us about your work 
(prioritysetting@braininstitute.ca). We are trying 
to keep track of efforts made to address these ques-
tions in order to capture the influence and impact 
of this Priority Setting Partnership.

“Having experienced this process, I can attest to the interest, care and 
diligence in the Steering Committee’s consideration of every idea, every 
comment and every experience reflected in the survey responses.”

Sue Lynch
Regional Executive Director, Community Living Toronto
Steering Group Member

In addition, researchers can help us increase aware-
ness of these priorities. Spread the word to your 
colleagues in the field. Make mention of the Top 10
when presenting your research. We have resources 
on our website to help present the Top 10 and to
communicate the importance of them to others.

“Autism touches people from all walks of life. Our families, experiences 
and passions shape our priorities. When it comes to the future of autism 
research, our hopes reflect what we see as success and quality of life for 
our families. Opening up this project to the public gave every one of us a
chance to have our voices be a part of the future of research in neuro-
developmental disorders.”

Susan Cosgrove
Parent Advocate
Priority Setting Partner
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Respondent Demographics

“People who are autistic (like myself) have a hard time communicating. 
But this project made it easy for me and people like me to tell researchers
about what we want them to study.”

Liam Cosgrove
Youth Self-Advocate
Priority Setting Partner

Figure 2

Neurodevelopmental Disorder Diagnosis

The occurrence of different neurodevelopmental disorder diagnoses for survey
respondents with lived experience.

* This group includes other genetic syndromes related to intellectual disability or
  comorbidities identified by respondents.
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Figure 3

Geography

The geographical distribution of survey respondents in Ontario.
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Step 1
Establishing the 
Priority Setting Partnership

A Steering Group of clinicians and patient advocates
was formed. It was responsible for overseeing and
guiding the priority setting process. The Steering
Group for this Neurodevelopmental Disorders
Priority Setting Partnership played an active role in
setting the scope of the project, making decisions on
how questions were categorized and grouped, and
ensuring that the perspectives brought forward from
the community were accurately represented in the
final summary questions. The project scope was 
limited to treatments/interventions (e.g. biological,
psychosocial, educational, system navigation) for
neurodevelopmental disorders, in order to not put
people in a position of having to choose between 
diagnosis, causes/biology, or treatment/interventions.

Step 2
Gathering Questions

A survey was open for three months to gather ques-
tions or uncertainties from the community about
treatment/interventions for neurodevelopmental 
disorders. We mainly targeted the Ontario commu-
nity through our dissemination partners. However,
we collected responses from the broader community
as well. A total of 258 individuals responded to the
survey, with a total of 1264 questions. These individ-
uals were people with a neurodevelopmental disor-
der, family members, carers, or professionals who
work with people who have a neurodevelopmental
disorder (e.g. clinician, service provider). For more 
information about the distribution of experience,
neurodevelopmental disorder diagnosis, and geo-
graphical representation from the 258 individuals
who responded, see Figures 1-3 on page 11-13.
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* 366 questions were
out of scope.

Establishing the Priority
Setting Partnership
A Steering Group was formed of clinicians and 
community representatives. 
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* 1 question was

answered previously.
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Gathering Questions
258 individuals submitted 1264 questions on
interventions for neurodevelopmental disorders.

Analyzing the Data
366 questions were deemed out of scope. The rest of 
the 898 questions were gathered and grouped into 
64 summary questions. These questions were checked
against published data; 1 question with enough evidence
was removed.

Interim Ranking Survey
177 individuals ranked the unanswered questions based on
their priorities, creating a shortlist of the 20 highest ranked
questions.

TOP 10
Priorities

Final Prioritization
Workshop
31 stakeholders from the neurodevelopmental disorder
community discussed how to prioritize the shortlist and
jointly agreed on the final ranking of the Top 10 priorities.
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Priority 1
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Why we need 
more research

More research is needed to determine effective treat-
ment plans that include when to start or stop a given
treatment(s), considering what will be the most im-
pactful in the short term as well as the long term, as
well as different intensities/doses. This question is a
challenging one that has yet to be answered mainly
because of its complexity. Most studies examine the
effect of a treatment on a specific behaviour or skill
rather than overall benefit. There are very few head-
to-head studies of different treatments, so we don’t
necessarily know what treatment is best for what
person. Further, there are very few studies comparing
combinations of treatments (such as medication plus
behavioural intervention).

Example of original 
questions submitted*

• Person with lived experience
What non-drug interventions can be proven to
work, both short term and long-term?

• Professional
What are the best ages or developmental stages
for treatment to begin?

* The examples of original questions in this section are unedited 
and were taken verbatim from survey submissions we received.

Explanatory note

This question is aimed at understanding the short-
term vs. long-term outcomes of treatments. It also
asks about the timing of treatments (i.e. how long
and how often), as well as intensity/dose of treat-
ments (i.e. how much).

What are the most effective treatment options/plans (e.g., timing, 
frequency, duration, type, intensity or dosage) for individuals with 
neurodevelopmental disorders for both short and long-term benefits?

1

The Top 10

Which resources are needed to
more effectively address the health,
social and emotional needs of fami-
lies or caregivers of individuals with
neurodevelopmental disorders?

How can treatment decisions for
individuals with neurodevelop-
mental disorders be more precise
(i.e., based on the diagnosis, age,
functional need of the individual)?

Which are the most effective 
pharmacological and non-pharma-
cological treatments for aggressive
and self-injurious behaviour in 
individuals with neurodevelop-
mental disorders?

Which are the most effective 
pharmacological and non-pharma-
cological intervention(s) to reduce
anxiety in individuals with neuro-
developmental disorders?

Which interventions are most 
effective to help individuals with
neurodevelopmental disorders 
improve their social skills and 
develop and maintain social 
relationships?

The Top 10 research priorities from the neurodevelopmental disorder 
community are:
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What are the most effective treat-
ment options/plans (e.g., timing,
frequency, duration, type, intensity
or dosage) for individuals with 
neurodevelopmental disorders for
both short and long-term benefits?

How can system navigation be 
organized in a manner that enables
coordinated services and supports
across the lifespan for individuals
with neurodevelopmental disorders
and their families??

Which biological treatments (in-
cluding medications, gene therapy,
stem cell therapy, etc.) are effective
for neurodevelopmental disorders
and associated symptoms?

Which child and family-centered
interventions or approaches pro-
mote optimal individual and family
functioning?

Which interventions best help indi-
viduals with neurodevelopmental
disorders develop emotional and
behavioural regulation (including
increasing impulse control and 
reducing compulsive behaviour)?

See Appendix A on page 28 for questions 11-20 ranked at the workshop.


