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From care to research

LET'S PARTNER!
Y

Partnering in research broadens perspectives

The family

The family shares priorities,
expectations and needs in
daily life.

They are the experiential expert!

The health professional The researcher
Based on their assessment, They build scientific
dialogues with the family, knowledge using rigorous
their clinical opinions, they methods and test
share information from innovative solutions to well-
research reviews to propose defined questions.

n the appropriate care.
They are the clinical expert! They are the expert scientist!
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Scientific results and deciding about

interventions
When decisions are important, research evidence is needed (i.e., results of
rigorous scientific studies). When decisions are difficult, patient and family goals

must be identified through a dialogue. Sharing this information together will help
select the right pathway.

This document was drafted by Christelle Pons, Alain Chatelin and Sandrine Gagné-Trudel within the CanChild, Kids
Brain Health Network, and McMaster University Family Engagement in Research Certificate of Completion Course.



The care eartnershlp
TOM'S STOR
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years old. | love doing Tom? Do
new technology! you have any ¢
} questions?
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| see... your
. wrist is stiffer!
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_ It is getting
harder for me to
play video
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Tom's writing is | | can propose that

also less legible you an injection to
according to his relax the muscles in

teacher. your wrist. It will help
you to perform your
daily activities.

It is difficult to draw
conclusions based on
a single case.
According to scientific /
studies, adverse j—

B A friend's child  reactions are rare, 1he tolerance

N 4 _—— should be
had injections. It - and mild. —¢
went badly. My 1\l excellent for
friend told me to
‘ avoid injections.

If you agree, we
could begin with
a small dosage
to avoid too
much weakening
of the muscles.
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What are clinical studies for?

Quantitative studies focus on the effectiveness of interventions (e.g., medication, rehabilitation
interventions). Rigorous evaluations of their effects are carried out. It is thus possible to

recommend the intervention or not. Qualitative studies collect detailed information regarding
individuals' perspectives and experiences using a structured methodology (e.g., interviews with
families). This makes it possible to gain insight into the interventions to be developed.



The research partnership
TOM'S STORY

| am more We know from =
studies that —
injections effectively
reduce spasticity. )
=4
We also know that
So, what are the L this treatment is
risks and EIENTE -j~j-j-j{” \ [/ more effective when
benefits? - ‘_\ R combined with
..................................... ‘ rehabilitation
sessions.

reassured... The most common
risk is to have a
bruise after the
injection. It is
temporary.
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A research team may be able, with the collaboration of Tom and his
mother, to define a study that will meet the needs of future families with
a similar situation. <
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It is hard to catch up when
| miss classes to go to
rehabilitation...

It could be relevant to verify if an
online rehabilitation program
following an injection is effective!
It may be an option appreciated
by several families, right? | would
to propose this idea to a research
team.

NP independent
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3 programe at home
be effective?

| don't know ...
There is no

research data
on this yet.
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DID YOU KNOW THAT? Families can join research teams! They can help f
researchers plan and implement studies so they can meet real needs of
families. To learn more, go to the CanChild Website :

www.canchild.ca/fercourse e
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