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METHOD

BACKGROUND

Exploring what motivates parents
of children living with medical

complexity to participate in
research studies: An Interpretive

Phenomenology study
 

Family-centered and a 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 potential
of health care research to optimize their child’s care. This qualitative
study aims to understand the experience and identify the motivations
for parents participating in research that indirectly or directly affects
their child.

CONCL US I ON

RESULTS  

This research demonstrates that parents who are already entrenched
in high demand care for their child with medically complex conditions
and their families often sacrifice their time and energy on behalf of
contributing to better outcomes for their child and others. Further,
when asked, they bring rich and meaningful data to the research
being conducted . Recognizing families’ motivation for research
participation can help researchers enrich their engagement and
create more meaningful experiences for themselves and their
participants.
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Moving beyond a standard
feedback form, simply

"positive" or "negative".

Towards hearing the
nuances in each person's

experience. 

12 semi-structured
interviews were
conducted and

transcribed by a
parent peer research

member

We engaged 12
parents of children

with medical
complexities, from a
previous study: Pain

& Irritability of
Unknown Origin

a collaborative
interpretive

phenomenology
methodology was

used to analyze the
parents’ responses 

Parents also described the factors that detracted from their ability or desire to
participate: Time required, Personal capacity, & The level of invasiveness for their
child.

Parents’ descriptions about the reasons they participated in research studies with
and about their child fell within four themes:

" I  u n d e r s t o o d  t h a t
i t  w a s  s o m e t h i n g
t h a t  w a s  d e a l i n g
w i t h  c h i l d r e n  l i k e
m i n e  a n d  w a s  j u s t

s o  e x c i t e d  t h a t
s o m e b o d y  w a s

f i n a l l y  s a y i n g ,  h e y ,
t h e r e ’ s  s o m e t h i n g
w e  m i g h t  b e  a b l e

t o  d o . "  

" T o  h a v e  a  d i f f e r e n t
l e n s  o f  h o w  o u r  c h i l d
w a s  s t r u g g l i n g  m e a n t

t h e  w o r l d  t o  u s .
R e g a r d l e s s  o f  t h e

o u t c o m e . "

" I t ’ s  n i c e
t o  f e e l  l i k e
w e  c a n  d o
s o m e t h i n g
t o  h e l p . "

" T h i s  s t u d y
g a v e  u s  l i k e  a
c e l e b r a t i o n  o f
h u m a n i t y  t h a t

w e  w e r e
n e e d i n g . "

" S h e  s a w  h i m ,  
a s  a  w h o l e  p e r s o n .

F r o m  h i s  b e i n g . . .
T h a t  m o v e d  m e . "

The study lead on this project is a parent partner embedded within
our research team. Her lived experience as a parent to a medically
complex child adds a shared context and lends to creating
meaningful and open conversations with our parent participants. 
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