
Likely
45%

Very Likely
27%

Neutral
23%

Unlikely
5%

AFFILIATIONS

AUTHORS
Nancy Butcher, Ami Baba, Joanne Tay, Cassandra Malandrino, 
Nicole Pallone, Matthew Prebeg, Dawn Richards, Maureen 
Smith, Shelley Vanderhout, Martin Offringa, Beth Potter 

Background.
Advancements in treatments and health outcomes for children are driven
by the findings of clinical trials. Efforts in Canada are ongoing to
increase family-centered clinical trial design and conduct for paediatric
clinical trials. A critical knowledge gap remains: how do we best
communicate trial results with children and their families, whose
participation in these trials makes them possible? Clinical Trials
Ontario (CTO) recently created a generic trial results template using a
multi-stakeholder approach that included people who do clinical trials, adult
members of the public, patients, and research ethics board (REB)
specialists.
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Objective.
We hypothesized that youth
and their families have
unique knowledge needs
and preferences. The
objective of this project was
to co-develop a freely
accessible toolkit for
communicating trial results
to youth and families:
CommuniKIDS.  

2
Methods.
Beginning with an environmental scan of the literature, recommendations for
communicating clinical trial results regarding timing, content, and format were
identified. This informed proposed modifications to the CTO generic template,
which was further modified through a series of three workshops each with
youth (n=5) and caregivers (n=8), as well as consultation with trialists and
members of Research Ethics Boards via an an online survey (n=27). At the end
of each workshop, youth and caregivers were asked to complete a feedback
survey, adapted from the Public and Patient Engagement Evaluation Tool
(PPEET). 
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Results.

"Thank You": Moved to beginning of the template
"At a Glance": Section added to provide executive summary to readers 
"Side Effects": Section added specifically to highlight the most frequent, serious, and
unexpected side effects in the trial
"What's Next?": Section added to highlight next steps in the trial, if applicable

Key sections added to the template: 
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Conclusion.
Through the co- 
development process, it 
became evident that a 
trial results 
communication template, 
is needed for sharing trial 
results back to youth and 
their families. 

CommuniKIDS, an 
innovative and freely 
available knowledge 
translation tool, can now 
fill that gap. 
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Workshops #1 & #2 

Provided unique insights into
how the CTO generic template
could be adapted, and
reviewed how these
suggestions were
implemented.

Workshop #3 

Reviewed adapted template
and tip sheet to gauge
usability and accessibility, and
discussed final considerations. 

Adaptations

To ensure usability, worked
with a graphic designer to
improve design and consulted
trialists and members of a
Research Ethics Board.

Trialists: how likely 
are you to use this 
template?

It is important to share trial results back to help youth and their 
families understand the trial's implications and if/how they can act 
on the findings;
Receiving trial results should be optional; and
For longer trials, periodic updates would be appreciated with a 
final summary at the end.

Youth and parents also recommended: 

The CommuniKIDS template will be made available in English & 
French in June 2022 via CTO website and pediatric trial network websites.

https://www.ctontario.ca/
https://www.ctontario.ca/patients-public/resources-for-engaging-patients/toolkit-to-improve-clinical-trial-participants-experiences/plain-language-summaries/
https://www.child-bright.ca/kt-innovation-incubator
https://www.child-bright.ca/kt-innovation-incubator
https://www.child-bright.ca/kt-innovation-incubator

