COMMENTARY

Engaging parents to research childhood
interventions aimed at preventing common

health problems

Theresa H.M. Kim MSc PhD, Erika Tavares MSc PhD, Catherine S. Birken MD MSc

M Cite as: CMAJ 2018;190(Suppl 1):522-S23. doi: 10.1503/cmaj.180323

uch of the previously published theories and evidence

supporting patient engagement in research has focused

on improving engagement in individuals with chronic
disease who are participating in treatment interventions. Less is
known about engaging parents as “patient partners,” and very lit-
tle is known about engaging parents to develop interventions
designed to prevent chronic disease in young children.?® Our goal
was to develop a pediatric prevention trial that addressed priority
areas identified by parents of young children in Ontario. We
designed a randomized controlled trial (RCT), the Parenting and
Addressing at-Obesity Risk Early Years Intervention With Home
Visits in Toronto (PARENT) trial (www.targetkids.ca/parent), to
determine whether an integrated primary care and public health
intervention that includes parenting-skills training and home
visits can lead to improved weight status and mental health out-
comes in young children.

The PARENT trial is a pragmatic, parallel-group, one-to-one,
superiority RCT (ClinicalTrials.gov NCT03219697) that aims to
recruit 120 children aged 18 to 36 months who are at risk of obesity.
Children and their families will be recruited through TARGet Kids!, a
primary care-based research network in Canada. TARGet Kids!
(www.targetkids.ca) provides a platform to expand knowledge on
patient engagement and involves parents as representatives for
healthy young children enrolled in primary care-based preven-
tion trials, through their mission to partner with community
health care providers, families and children and create know-
ledge to raise healthy children. Young children in Canada and
their families access primary care frequently in the first few years
of life, making primary care an ideal setting to implement and test
a scalable intervention aimed at preventing obesity.

The concept of engaging parents and families in the PARENT
trial aligns with the principles and core beliefs of the Strategy for
Patient-Oriented Research (SPOR).* A recent scoping review
identified that there is insufficient literature on engaging parents
to aid with planning for a trial.? To address this gap in the litera-
ture, we previously recruited 115 parents and 42 clinicians
through the TARGet Kids! network via email and invitation letters
to parents, and included those who agreed to participate in a

KEY POINTS

® Little is known about parent engagement in prevention
research for young children.

® TARGet Kids! is a primary care-based research network in
Canada, dedicated to parent engagement in prevention trials to
promote healthy growth and development in young children.

® The Parenting and Addressing at-Obesity Risk Early Years
Intervention With Home Visits in Toronto (PARENT) trial
intervention comprises group-based parenting-skills training in
primary care practices and home visits from public health
nurses to support healthy behaviours.

® Meaningful parent involvement has resulted in improved
recruitment strategies and informed our research design to
enhance impact for children.

priority-setting consensus workshop. We used the James Lind
Alliance framework,*® a priority-setting methodology, to identify
the most important unanswered research questions in pediatric
preventive care from the perspectives of parents of young chil-
dren and clinicians in Ontario (methods are described else-
where’). Parents and clinicians attended a consensus workshop
and used the nominal group technique (a type of small-group
discussion to prioritize key ideas®); they identified important
areas as research priorities, including preventing obesity,
advancing parenting skills and promoting mental health. These
three priorities informed the intervention, design and outcomes
in the PARENT trial.

Building on this formative work undertaken by TARGet Kids!,
the PARENT research team has executed an engagement plan
inspired by the International Association for Public Participation
framework.® A lack of training opportunities for parent partners
was identified as a key challenge in parent-engagement research.?
Before the launch of the PARENT trial, a parent partner recruited
through TARGet Kids! social media and another recruited by a
research coordinator, along with research team members, com-
pleted training in the research process and scientific-research lit-
eracy by attending a full-day workshop on patient engagement
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and knowledge translation run by SPOR. One parent partner
(coauthor E.T.) and other research team members met regularly
in the early phases of the project, in person and via telephone
as necessary.

Through active engagement, our parent partners brought their
perspectives on the trial design, recruitment strategies, target
audience for the findings, and methods to translate and dissemi-
nate research findings in meaningful ways to the public. With
their input, we developed an animated white-board video as a
novel recruitment strategy; it is an efficient and informative way
to help researchers to recruit parents while they are in the waiting
rooms of their primary care physicians (https://youtu.be/
hIBVF_5ZQnl). Further to this work, two advisory panels of
8-10 parents, called parent panels, are being established through
the TARGet Kids! PARENT trial. In collaboration with the Know-
ledge Translation Program (https://knowledgetranslation.net),
the parent panels will provide recommendations and advice on
how to improve trial design, recruitment strategies and engage-
ment with families to inform future studies, as well as help to pri-
oritize research outcomes and provide suggestions on ways to
translate our findings effectively.

One of the main challenges we experienced was the inherent
unpredictability of research processes, including the long waiting
period for ethics approval that led to periods of limited commu-
nication between researchers and parent partners. As a result,
some participants were concerned that parental involvement
would be tokenistic, and researchers feared that parent partners
would become disengaged owing to a lack of immediate results
from their contributions.? Parent partners typically volunteer
their time in research, and as such they require flexibility in plan-
ning of meetings, and accommodations for meals and child care,
for example.2 We learned that, in future, we should clearly and
transparently outline roles, expectations and anticipated time-
lines from the outset, and acknowledge parent partners’ time by
offering honorariums.

Parents are highly invested in ensuring good health care for
their children, and therefore they are highly motivated and
engaged.? Engaging parents in all aspects of the PARENT trial
helped us to shift our thinking about the research. In informal dis-
cussions, parent partners emphasized that we need to be cau-
tious in using language that may raise concerns for parents (e.g.,
“obesity” or “at risk of obesity”) when referring to their children,
especially for parents of children who may not recognize health
problems related to overweight. Input from parent partners
enabled us to consider issues that are important to families
participating in research, including parenting skills to manage
challenging behaviours and focusing on mental health outcomes.

The impact of patient and parent engagement work thus far,
and our continued planned work through our parent panels, will be
valuable in helping us to improve the way in which we develop,
deliver and measure the impact of our interventions to fit the needs
of children and their parents. High-quality research dedicated to

developing the science of parent-oriented research is needed. The
PARENT trial provides an opportunity to build the evidence base to
support best practice guidelines to engage parents in prevention
research that can ultimately improve outcomes for children and
their families.
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The TARGet Kids! PARENT video is available at https://
youtu.be/hIBVF_5ZQnl

The TARGet Kids! video is available at www.youtube.com/
watch?v=-8bmbztoRkw&feature=youtu.be
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