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THE PROJECT
The Health Design Lab (HDL) at Emily Carr University of Art + Design has been collaborating with the Pacific Autism
Family Centre (PAFC) and Michael Smith Foundation for Health Research (MSFHR) with the goal of deepening the
understanding of family needs and connecting those needs to research opportunities. For the 2015/16 school year
we collaborated on a two-phase project to engage with families directly. In the first phase, the HDL led a series of
community based co-creation workshops with families of autistic children as well as adults with Autism Spectrum
Disorder (ASD) in both the Greater Vancouver area and smaller communities within BC. For the second phase
the HDL evaluated and summarized the results and proposed key areas for further ASD research based on family
needs, creating a family-centred perspective towards ASD research.
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THE OUTCOME
Based on the co-creation sessions the HDL produced a report which articulates needs
expressed by families and areas of research families felt were unmet. This report seeks to give a
voice to parents and foster a family-centred perspective towards ASD research. Families needs
and opportunities for further research fell into 12 core themes:
Diagnosis

Family Support

Adulthood

Tools to Support ASD

Education

Community Awareness

Health and Wellness

Language Development

System Navigation

Treatments and Therapies

Transitioning to Adulthood

Understandable Access to Research

THE PROCESS
The co-creation sessions focused on gathering responses to the following questions:
•

What are the needs of individuals with ASD and their families?

•

How do parents view research as connecting to these needs?

•

What other areas of research might parents propose?

During the first phase of this project, the Health Design Lab developed kits to support 2-hour
activity-based sessions in Prince George, Courtenay/Comox, and Vancouver. Participants
included parents of children on the autism spectrum as well as adults with ASD. They were
asked to express their own needs as well as how they envisioned that existing and new areas of
research might connect to those needs.
In the second project phase the team analyzed the data generated, building their
understanding of the relationship between family needs and research. Using such
techniques as affinity diagramming we were able to generalize key themes and establish
relationships between areas of need and research.

roadmap activity

block activity

AFFINITY MAPping

This roadmap activity was used to help
gain information about the experiences of
parents of children with ASD.

Parents used blocks to express their areas of
need and connect them to existing areas of
ASD research.

Data analysis and synthesis from
co-creation sessions.

