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BACKGROUND

Family-centered and o patient-oriented focus to research requires health

care professionals to appreciate how families understand and experience

their role and participation in their child’s health care and the po+en+io|
of health care research to optimize their child’s care. This qua|i+a+ive
s+udy aims to understand the experience and ideni‘ify the motivations

for parents participating in research that indirecHy or direc”y affects
their child.

Moving beyond a standard Towards hearing the
feedback form, simply nuances in each person's
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RESULTS

Parents’ descriptions about the reasons they participated in research studies with

and about their child fell within four themes:

FEELING HELPLESSNESS & HOPEFULNESS
CHILD-CENTERED MOTIVATION
BEING PART OF SOMETHING GOOD

EXPERIENCING RELATIONSHIP WITH THE RESEARCH TEAM

Parents also described the factors that detracted from their obi|i+y or desire to

participate: Time required, Personal capacity, & The level of invasiveness for their

child.
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CONCLUSION

This research demonstrates that parents who are already entrenched
in high demand care for their child with medico”y comp|e>< conditions
and their families offen sacrifice their time and energy on behalf of
conJrribquing to better outcomes for their child and others. Further,
when asked, Jrhe\/ bring rich and meomngfu| data to the research
bemg conducted . Recognizing families’ motivation for research
participation can |'19||o researchers enrich their engagement and
create more meaningful experiences for themselves and their

participants.

"I understood that
it was something
that was dealing
with children like
mine and was just

"She saw him,
as a whole person.
From his being...

so excited that That moved me."

somebody was
finally saying, hey,
there’s something
we might be able
to do."

"It’s nice
to feel like
we can do
something
to help."
"This study
gave us like a
celebration of
humanity that
we were
needing."

"To have a different
lens of how our child
was struggling meant
the world to us.
Regardless of the
outcome."”

REFLECTION

The study lead on this project is a parent partner embedded within
our research team. Her lived experience as a parent to a medically
comp|ex child adds a shared context and lends to creating

mecningfu| and open conversatfions with our parent participants.

Laesa Kim (1,2);

Hal Siden, MD, MHSc, FRCPC (2,3):
Karen Cook, PhD, RN (4);
Anne-Mette Hermansen, MA (2);

(1) Parent Partner; (2) BC Children’s Hospital Research Institute;
(3) Department of Pediatrics, University of British Columbia;
(4) Faculty of Health Disciplines, Athabasca University



