A SCOPING REVIEW

Engaging hard-to-reach populations
in childhood disability research

Why are we doing this?

What is the purpose?

Lack of research on the
process of engagement
in childhood disability
(particularly hard-toreach populations)

Identify strategies
used to engage hardto-reach populations
and how they were
evaluated

What were the main findings?
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Only anecdotal evidence
was used to report
evaluation of engagement
strategies and outcomes

Engagement was
more common in the
early stages of the
research process

What engagement strategies were used?
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Spending time explaining
project and giving children
explicit instructions
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Being a member
of an advisory
committee to
provide feedback
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Coding and
deciding which
photo narratives
to include in
findings

No strategies
reported

Developing rapport
or trust with
children
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Conducting focus group
consulations with parents

Having psychosocial
support available for
consultation participants

Evidence
dissemination
& application

Families work
with researchers
on write-up
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Provide
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feedfindings
back
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Developing trusting relationships
with parents and empowering
them (e.g., positive feedback,
encouraging involvement in
decision making)

What does our parent-partner recommend?
FOR PARENT-PARTNERS

FOR RESEARCHERS

Understand the research phase
they will be engaging in

Be open to different means of
communication

Think about the research
phase where they would like to
contribute

Identify tasks for parentpartners at each stage of the
process

Ask questions about time
commitment and expected
contribution at each phase

Share information about each
research phase and their
importance

What are the next steps?

Systematically
report and examine
effectiveness of
engagement strategies
and outcomes

Use quantitative
and mixed methods
approaches to study
engagement

Develop strategies to
engage hard-to-reach
populations
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