Open access

Original research

BM) Open Top 10 (plus 1) research priorities for
expectant families and those with
children to age 24 months in Alberta,
Canada: results from the Family
Research Agenda Initiative Setting
(FRAISE) priority setting

To cite: Brockway ML, Keys E,
Bright KS, et al. Top 10 (plus 1)
research priorities for expectant
families and those with children
to age 24 months in Alberta,
Canada: results from the Family
Research Agenda Initiative
Setting (FRAISE) priority setting
partnership project. BMJ Open
2021;11:¢047919. doi:10.1136/
bmjopen-2020-047919

» Prepublication history and
additional supplemental material
for this paper are available
online. To view these files,
please visit the journal online
(http://dx.doi.org/10.1136/
bmjopen-2020-047919).

MLB and EK contributed equally.

MLB and EK are joint first
authors.

Received 11 December 2020
Accepted 17 November 2021

| '.) Check for updates

© Author(s) (or their
employer(s)) 2021. Re-use
permitted under CC BY-NC. No
commercial re-use. See rights
and permissions. Published by
BMJ.

For numbered affiliations see
end of article.

Correspondence to
Dr Elizabeth Keys;
Elizabeth.Keys@ubc.ca

partnership project

Meredith Lee Brockway
Carla Ginn
Lianne Tomfohr-Madsen

ABSTRACT

Objective The study objective was to identify the top 10
research priorities for expectant parents and caregivers of
children up to age 24 months.

Design A priority setting partnership using a modified
James Lind Alliance approach was implemented. First, a core
steering committee was formed, consisting of 17 parents,
clinicians and community agency representatives. Second,
through in-person collaboration with steering committee
members, we developed and distributed a survey to identify
research priorities across 12 topics. In total, 596 participants
consented and 480 completed the survey. Survey responses
were grouped and themed into codes during a consensus-

building workshop with steering committee members (n=18).

Research and practice experts were consulted to provide
feedback on which themes had already been researched.
An in-person (n=21) workshop was used to establish the top
34 priorities, which were circulated to the broader steering
committee (n=25) via an online survey. Finally, the core
steering committee members (n=18) met to determine and
rank a top 10 (plus 1) list of research priorities.

Setting This study was conducted in Alberta, Canada.
Participants Expectant parents and caregivers of children
up to age 24 months.

Results Survey results provided 3232 responses, with 202
unique priorities. After expert feedback and steering committee
consensus, a list of 34 priorities was moved forward for final
consideration. The final top 10 (plus 1) research priorities
included three priorities on mental health/relationships, two
priorities on each of access to information, immunity and child
development, and one priority on each of sleep, pregnancy/
labour and feeding. Selecting 11 instead of 10 priorities was
based on steering committee consensus.

Conclusions The findings will direct future maternal—child
research, ensuring it is rooted in parent-identified priorities
that represent contemporary needs. To provide meaningful
outcomes, research in these priority areas must consider
diverse socioeconomic backgrounds and experiences.
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Strengths and limitations of this study

» The study had a large sample size (n=480) for the
online survey, comparable to other priority setting
partnerships.

» Targeted recruitment strategies, including in-person
recruitment at community and social service lo-
cations and father parenting classes, were used
to successfully improve representation of diverse
participants.

» Although attention was paid to promote genuine
participation of diverse stakeholders and reach con-
sensus on the research priorities, there is potential
that these priorities were influenced by the steering
committee members’ and/or researchers’ inherent
and individual biases.

» While the partnership approach followed principles
of participatory action research and was modelled
after other published studies that used a modified
James Lind Alliance methodology, this approach has
not yet been validated.

» By creating a welcoming and family-friendly at-
mosphere and including alternate engagement
strategies, parents were meaningfully engaged
throughout the partnership process, resulting in the
identification of parent-oriented research priorities,
many of which differed from priorities previously es-
tablished by researchers, funders and industry.

INTRODUCTION

Due to the critical and rapid development
that occurs within the first 3years of life,
investing in early childhood has an estimated
return of 800%." Parents of young children
have the greatest potential to optimise social
and environmental conditions to foster
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optimal child health outcomes.” High parental expecta-
tions, intensive parenting, and increased access to infor-
mation have drastically changed parenting experiences
over the past 10-15 years.” The dynamic nature of the
contemporary maternal—-child and parenting landscape
may be inadequately incorporated into existing research
priorities and questions. Further, researchers and clini-
cians often encounter difficulties effectively translating
and implementing research on child health and devel-
opment.* As the knowledge base for supporting healthy
developmental outcomes grows in breadth and scope,
effectively prioritising research investment is crucial to
maximise impact and minimise research waste.”

Understanding health research priorities of knowledge
users, such as parents, clinicians and community agency
representatives, is vital to conducting research that is
more likely to contribute to meaningful changes in health
outcomes.’ Evidence generated without the consideration
of the knowledge user will have minimal effect on clin-
ical practice and reduce meaningful outcomes.” Further,
there is growing awareness of the importance of adopting
an intersectional lens when conducting health research to
adequately address culturally and socio-politically appro-
priate parenting outcomes.® Employing an intersectional
lens by centring the perspectives of knowledge users
will result in evidence and resultant policies that better
accounts for their diverse needs.” Engaging knowledge
users in research priority setting initiatives is recognised
as an effective and ethical means of prioritising the allo-
cation of limited public research funds.” Not only does
priority setting work promote researcher accountability,
but this integrative approach to knowledge translation
may also reduce lag time between producing and imple-
menting knowledge,'’ while contributing to the devel-
opment of culturally and socially meaningful outcomes.
Moreover, knowledge user involvement in research may
enhance engagement with, and uptake of, interventions
and services that support early childhood health, resulting
in more timely and effective care.

Priority setting partnerships

Patientoriented research, specifically priority setting
partnerships (PSPs), is increasingly identified as an effec-
tive method to decrease research waste and develop
research outcomes meaningful to knowledge users.’
PSPs bring together knowledge users, including clini-
cians, researchers and patients or other service users
(ie, parents of well children), to identify and prioritise
research uncertainties using a systematic and collabora-
tive process.

Involving knowledge users such as parents and care-
givers (ie, those who provide direct care for children and
who may or may not self-identify as parents, as well as
professional caregivers who provide care to families with
children) in the foundational development of research
through PSPs is a feasible method to produce mean-
ingful outcomes—by creating knowledge important to
parents and caregivers, the likelihood of new evidence

uptake and shifting healthcare practices is increased.
To date, there have been no PSPs focused on identi-
fying community-based research priorities for families of
well children from conception to age 24 months. When
purposefully employing a participatory action framework,
PSPs can use intersectional principles by capturing the
perspectives and experiences of traditionally neglected
populations.® ¥ Therefore, the objective of this study was
to engage a diverse group of perspectives in identifying
the top 10 research priorities of expectant parents and
caregivers of children up to age 24 months.

METHODS

The Family Research Agenda Initiative Setting (FRAISE)
project used a modified James Lind Alliance (JLA)"
approach to identify research priorities of knowledge
users (eg, parents, clinicians and community agency
representatives) within Alberta, a province in Western
Canada.” Many PSPs use the JLA approach®; however,
employing an accredited JLA facilitator may be imprac-
tical for lower resourced research studies. As such, a
modified approach to the JLA method has emerged as
a feasible alternative.”” These modifications included
facilitation of the initial steering committee workshop
by subject matter experts in patient and public engage-
ment and PSPs (ie, external facilitators from the Alberta
Strategy for Patient-Oriented Research Support Unit),
rather than a JLA advisor. After this initial workshop,
the lead authors, who are trained in group facilitation
and community engagement, facilitated the remaining
in-person workshops using consensus-building and
shared decision-making strategies. During the analysis
and prioritisation of the potential research priorities, we
used collective sensemaking to narrow down and rank the
research priorities. Rather than conduct rapid literature
reviews to determine the level of evidence available for
the research uncertainties, we asked practice and research
subject matter experts to rate the availability of evidence
on research uncertainties. These rankings were then used
by the steering committee members to help them prior-
itise the top 30 priorities. FRAISE applied a consensus-
building and strengths-based approach, modelled after
participatory action research and the JLA. JLA PSPs bring
together patients or service users with lived experience
and/or their carers (eg, family members)and clinicians,
which requires sensitivity to varying participant capacities,
ongoing effective communication, transparency in deci-
sion making and inclusivity of all views."' The modified
JLA process used in the FRAISE project involved a series
of iterative steps (figure 1): (1) formation of a steering
committee, including parents, clinicians and community
agency representatives and online survey development;
(2) delivering the survey to gather research uncertain-
ties or questions from parents, clinicians and commu-
nity agency representatives; (3) grouping responses into
codes; (4) consulting with research and practice experts
to determine which codes were already well researched,
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(5) consensus building to determine and rank the top
priorities and (6) prioritise and rank top 10 research
priorities as directed by the steering committee.

In previous iterations of the JLA, determining prior-
ities of those experiencing social vulnerability was a
challenge”; as such, the FRAISE project employed
in-person techniques with key community organisations
to include responses from respondents with a variety of
socioeconomic backgrounds. These techniques included
research assistants physically attending programmes and
services that provided targeted care to populations who
were under-represented in the survey to recruit poten-
tial participants. To facilitate participation at these sites,
research assistants carried electronic tablets that partic-
ipants could use to complete the online survey before
or after their programming or appointments. Parent
steering committee members were given a US$50 hono-
rarium, childcare and meals at each session. We followed
the REporting guideline for PRlIority SEtting of health
research' for this study. All survey participants provided
informed consent.

Steering committee

Between November 2017 and March 2020, we engaged
a steering committee comprised of researchers, parents
and caregivers (ie, clinicians, community agency

representatives). We aimed for 30 steering committee
members who mirrored the regional population,
including a minimum of 3% who were Indigenous, and
30% who identified as immigrants and/or visible minori-
ties."® While membership was flexible to accommodate
the realities of parenting young children, a core group
of steering committee members emerged. The core
group included 15 parents, 4 clinicians and 2 commu-
nity agency representatives. While we did not meet our
target for Indigenous representation, we exceeded our
aim for a diverse group, with 5 of the 15 parents identi-
fying as a visible minority, 2 parents identifying as fathers
and 2 parents identifying as new to Canada. To accom-
modate the regionality and required flexibility of steering
committee members, we provided opportunities for a
larger online group of additional steering committee
members. These members consisted of parents and care-
givers who attended some, but notall workshops in person,
as well as healthcare providers from other geographic
sites in Alberta, and directors and managerial staff who
were unable to attend in-person workshops due to time
constraints. The size of this group fluctuated throughout
the study timeline, with a maximum of 10 members in
addition to the core steering committee. The role of the
larger steering committee was to provide online feedback
and consultation throughout the priority setting process.

Online survey development to identify research questions

The first consensus building workshop focused on
introducing and training the core steering committee,
orientating them to FRAISE, and developing the survey
instrument. To develop the online survey, members of
the core steering committee (n=17) collaboratively iden-
tified 12 broad parenting topics of interest. Researchers
then developed open-ended survey questions that could
elicit potential research questions from families related
to each of these 12 topics. The survey was refined by the
core steering committee using an iterative process of
online and in-person engagement. The final survey was
piloted with a small group of parents who were unfamiliar
with the FRAISE project. The survey was launched online
using Qualtrics XM Survey Software (Qualtrics, Provo,
Utah, USA) in May 2018 and promoted via Facebook
and Twitter. In-person survey completion sessions were
also held at various inner-city community and healthcare
agencies to increase the inclusion of underrepresented
populations, particularly those without reliable internet
access and who may be experiencing social vulnerability.

Priority setting workshops and consensus building

Three additional in-person priority setting workshops were
hosted with the steering committee to build consensus
around survey development, survey response theming,
the top 30 list, and the top 10 list (figure 1). Each session
was structured using a nominal group technique.17 To
analyse survey responses and identify top research priori-
ties, core steering committee members were broken into
six groups and provided with survey responses from four
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of the 12 topic areas. Each author acted as a group facil-
itator to guide the work and ensure that all voices were
heard, but not to direct the content of the discussion.
Each group member was provided with research questions
from the survey results and given time to silently generate
ideas. Then, each group member shared their ideas; the
facilitator clarified and recorded them. Following group
discussion to clarify ideas and priorities, group members
voted and ranked each priority, with the top priorities
moved forward to the steering committee for consider-
ation. Consensus building concluded with discussion and
agreement on which content to move forward from each
session. After each in-person session, this process was
repeated, using survey software with the broader online
steering committee to develop consensus. In the spirit of
true consensus building and PSP, researchers facilitated
sessions allowing steering committee members to drive
decisions and finalise results.'” As such, modifications
were made to the wording of the final top 10 list, resulting
in an additional (11th) research priority."

Role of the funding source

The funders of the study had no role in study design, data
collection, data analysis, or report writing. All authors
had access to study data. The corresponding author, EK,
had full access to all data and responsibility for the final
decision to submit for publication.

DATA ANALYSIS

Characteristics of survey participants were calculated
using descriptive statistics in Microsoft Excel. Responses
from the survey were captured verbatim in each of the
12 topic areas. All individual responses were printed and
cut into individual items. In-person steering committee
members (n=18) worked together to group responses
into themes, within each topic area. Responses from
each topic area were analysed by two separate groups to
validate theming. Researchers then built the resultant
themes (research priorities) into a codebook. Research
and practice experts provided feedback on the extent to
which each of the 202 codes had been researched. These
experts were asked to indicate if each potential research
priority was: (1) well researched (systematic reviews and
meta-analysis available), (2) somewhat researched (single
studies, some inconsistent evidence on topic), (3) not
researched (no studies) or (4) unsure. Experts were
encouraged to provide comments or feedback on each
of the potential priorities. This information, in conjunc-
tion with the 202 codes, was provided to the steering
committee during a third consensus building workshop
(n=21) to develop the top 30 list. Steering committee
members were instructed to review and consider expert
feedback when building consensus around which of the
30 priorities to move forward. While the frequency that
a particular priority was submitted in the online survey
was considered important for subsequent prioritisation,
steering committee members did not rely solely on these

counts to move items forward to the top 30 and top 10
lists. While the original intent was to narrow down the
priorities to a top 30 list, at the time of prioritisation,
the steering committee reached a consensus that the list
should include 34 priorities.

The top 34 list was shared with the broader online
steering committee and committee members (n=25)
were asked to select and rank their top 10 selections.
These results were brought back to the fourth and final
consensus building workshop (n=18) to develop the top
10 priorities. The final top 10 (plus 1) list was circulated
online for final approval. Steering committee members
were also asked to rank the top 10 (plus 1) priorities on
their perceived order of importance.

PATIENT AND PUBLIC INVOLVEMENT STATEMENT

The public was engaged via membership in the steering
committee after the study and research objectives were
conceptualised, and funding was obtained,. Steering
committee members designed the survey and participated
in data collection via disseminating the survey through
their professional and social networks and provided
advice on how to increase survey response rates for diverse
groups. These members also provided feedback on the
survey regarding participant burden and conducted data
analysis in collaboration with the researcher team. In
addition, steering committee members were sponsored to
participate in local, regional and national study dissemi-
nation via virtual and in-person child health rounds and
conferences as well as manuscript authorship (LC and
SD).

RESULTS

In total, 596 participants consented to participate in the
survey, of which 480 completed the survey. Of these,
the majority were parents (76.3%; n=130 tablet; n=236
online), 16.0% were clinicians (n=3 tablet; n=74 online),
4.8% were early childhood educators (n=10 tablet;
n=13 online), and 2.9% were community agency repre-
sentatives (n=0 tablet; n=22 online). Most participants
were recruited via social media and electronic networks
(n=337, 70.2%), with 29.8% (n=143) recruited during
targeted in-person sessions where participants were
provided with a tablet to record responses. The mean age
of all survey respondents was 34.1 years (SD=9.1), with
tablet-based respondents having a slightly younger mean
age in years (32.1; SD=5.9) than the mean age of online-
based respondents (34.8; SD=9.9). For parent participants
who were not born in Canada (n=65), the mean number
of years in Canada was 10.7 (SD=11.4), with tablet-
based respondents having fewer mean years in Canada
(M=8.1; SD=9.3) than online-based respondents (M=13.6;
SD=13.0). Table 1 describes participant and household
characteristics. The socioeconomic and ethnicity distribu-
tion of parent participants was comparable to population
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Total completed Online survey Tablet survey
(N=480) (n=337) (n=143)
All respondents N % n % n %

Working for pay, profit, or self-employed 233 48.5 182 54.0 51 35.7

Not working, but looking 14 2.9 9 2.7 5 3.5

Completed post-secondary education (eg, certificate or diploma 404 84.2 306 90.8 98 68.5
programme, undergraduate/graduate degree)

Caucasian 333 69.4 256 76.0 77 53.8

South Asian 14 2.9 10 3.0 4 2.8

| latinAmerican 12 25 7 21 5 35
Indigenous 25 5.2 6 1.8 19 13.3

- Cabpen 7 15 & 18 1 07
Filipino 6 1.3 4 1.2 2 1.4

CAe 5103 09 2 14
Korean 4 0.8 3 0.9 1 0.7

~ SoutheastAsean 7 15 3 09 4 28
Japanese 2 0.4 2 0.6 1 0.7

West Asian 2 0.4 0 0.0 2 14
S Oer 4 29 8 24 6 42
Prefer not to say 15 3.1 9 2.7 6 4.2
Clncans 7 10 74 20 3 21
Nurse 47 9.8 47 13.9 0 -
C Physin 7457210 -
Dietician 3 0.6 3 0.9 0 -
- Occupational therapist 3 06 3 09 0 -
Other (midwife, social worker, etc) 17 3.5 14 4.2 3 2.1
Community agency representative 14 29 14 42 0 -
Early childhood educator/care provider (eg, nanny, daycare, 23 4.8 13 3.9 10 7.0
preschool)

Mother 292 60.8 194 57.6 98 68.5

Father 71 14.8 40 11.9 31 21.7

Parent respondents only (n=366)

No of households with children

Two children in household 74 20.2 48 20.3 26 20.0
Continued
Brockway ML, et al. BMJ Open 2021;11:€047919. doi:10.1136/bmjopen-2020-047919 5
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Table 1 Continued

Total completed Online survey Tablet survey

(N=480) (n=337) (n=143)
All respondents N % n % n %
4* children in household 13 3.6 4 1.7 9 6.9
Born in Canada (Yes) 280 76.5 190 80.5 90 69.2
English as primary household language 318 86.9 206 87.3 112 86.2
Household income (yearly)
Less than US$40000 66 18.0 17 7.2 49 37.7
US$40 000-US$79999 82 22.4 64 271 18 13.8
US$80 000-US$119999 69 18.9 54 22.9 15 11.5
US$120 000-US$159999 49 13.4 34 14.4 15 11.5
More than US$160000 53 14.5 35 14.8 18 13.8
| don't want to say 31 8.5 19 8.1 12 9.2

Due to missing data, numbers in this table may not sum to the total number of completed responses.

*Indicates respondents could choose all that apply.
FRAISE, Family Research Agenda Initiative Setting.

distributions.'® Participation rates mirrored geographical
population densities (figure 2).

In total, we received 3232 submissions of poten-
tial research priorities spread across all 12 topic areas
(figure 3). When asked to rank the 12 broad parenting
topics of interest, survey participants ranked stress,
emotional and mental health; sleep; and infant feeding
as the three most important parenting topics. The 3232
suggested priorities obtained via survey responses were
coded, themed, and collapsed by the steering committee,
resulting in 202 unique priorities (figure 1). Of these 202
priorities, 34 were shortlisted for consideration in the top
10 list (online supplemental table). Steering committee
members used this shortlist to build consensus on the
final top 10 (plus 1) list of research priorities (table 2).

Figure 2 Geographical distribution of responses.

DISCUSSION

To our knowledge, this is the first attempt to identify
community-based research priorities for families of well
children from conception to age 24 months. Throughout
all steps of the PSP, concerns for mental, social and
emotional well-being of parents and children were consis-
tently expressed as priority areas. Comparing the top 10
(plus 1) priorities with the initial 12 survey categories,
we found that stress, emotional and mental health were
consistently a top concern for families and were identi-
fied in three of the top 10 (plus 1) priorities. Addition-
ally, steering committee members repeatedly specified
the need for structural health system changes at the indi-
vidual, family, community and government levels to focus
on building emotional /mental well-being, physical health
and healthy relationships—taking the onus off individual
families to solve problems related to mental and phys-
ical wellness and prioritising policy and systems shifts.
As such, these research priorities highlight the need to
situate individual-focused or family-focused research

Number of raw submissions
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Figure 3 Number of raw submissions in each topic area
from provincial survey.
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Table 2 Final list and topic areas of the top 10 (plus 1) research priorities from conception to 2 years of age for families in the

community
Rank Question Topic area
1 How can families be supported to develop healthy coping strategies, emotional Mental health/relationships
regulation, and resiliency in both parents and children?
2 How can families access supportive care and information when things do not go as Access to information/

expected during pregnancy, labour, birth, or postpartum?
3 How can the healthcare system and providers ensure access to prevention and

pregnancy, labour and birth
Mental health

treatment of mental health concerns in a safe and trusting environment?

4 How do families navigate multiple sources of health information and access services

tailored to their specific circumstances?

5 What supports and services can be developed at the individual, family, community, and

Access to information

Mental health/relationships

government levels to build emotional/mental well-being, physical health, and healthy

relationships?

6 How can eczema, asthma and allergies be more effectively prevented, assessed and Immunity
treated?
7 In a constantly changing social and physical environment, how can families increase Child development/child
safety and manage developmentally appropriate risk-taking? safety/environmental risk
8 How can sleep problems be prevented, assessed, and treated in a culturally appropriate Sleep
way that is tailored to individual families?
9 How can families be better supported to make informed, family-centred feeding Feeding
decisions?
10 How can families be better supported to promote healthy child development, recognise  Child development
milestones and access services for delay?
11 With increasing vaccine hesitancy, how can individual, family and population health best Immunity

be protected?

priorities within the context of complex health and social
systems and involve multiple sectors such as government
and health boards.

Across themes, the top 10 (plus 1) research priorities
reflect the importance of fostering access to information
and developing information and services using a cultur-
ally sensitive and humble framework. While identified
as its own research priority (table 2), concerns about
access to information emerged in each topic area. The
ubiquitous nature of access to information as a research
priority raises a fundamental question about the acces-
sibility of safe, reliable and valid information for young
families. Previous research from Canada indicates the
majority of parents use the internet to access information
about children’s health, but many use unreliable sources
of information.'® In contrast, Australian women who
are pregnant most often reported discussion with their
midwife as an information source, while less than half
reported using the internet to access information; group
information sessions were the least preferred information
sources.'! This contrasts with a report from Devolin et al*’
where Albertan parents rated the Internet (55.3%) and
drop-in programmes (42.9%) as preferred information
sources. With such conflicting evidence, it is unsurprising
that researchers and care providers have long struggled
with providing safe and reliable information related to
child and infant health. Healthcare providers and admin-
istrators should collaborate with researchers and parents

to critically examine health information provision and
consider transformative frameworks to create meaningful
and innovative knowledge translation strategies to better
communicate evidence.

Several research questions related to physical health
emerged as important. For example, parents expressed
concerns about how eczema, asthma and allergies could
be more effectively prevented, assessed and treated; with
this class of inflammatory disorders as one of the most
common issues in early childhood, this is unsurprising.
The fact that parents shared a strong desire for informa-
tion about preventing these disorders, suggests this is a
research area ripe for future development. Additionally,
questions emerged about preventing injury while encour-
aging appropriate physical development and accessing
information about culturally appropriate feeding and
sleep. While some research exists in each of these areas,
evidence is generally underdeveloped, and information
needs to be communicated to parents in culturally appro-
priate and meaningful ways. Of particular importance
given the COVID-19 pandemic, parents were unwilling
to leave the final steering committee workshop without
including a research priority related to vaccine hesi-
tancy. Diverse opinions emerged around this topic, and
it became clear that evidence-based information about
vaccines and immunity was a valued priority.

Findings from this PSP complement findings from
other paediatric research PSPs that have focused on

Brockway ML, et al. BMJ Open 2021;11:047919. doi:10.1136/bmjopen-2020-047919
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single issue priority setting, such as premature birth,”
stillbirth,? chronic pain,” neurodisabilities®* or learning
difficulties.” Despite the breadth in populations and that
most existing PSPs were conducted in the UK, research
priorities identified in these partnerships related to
access to information, mental and emotional health, and
healthy relationships, suggesting that these themes are
consistently important to parents.

One notable exception to the general trend of
conducting PSPs with specialised populations is a Cana-
dian PSP that developed research priorities for preven-
tative care of children aged 0-5years.”® Consistent with
our top research priority of mental and emotional health
in children and their parents, the top research question
found by Lavigne et al was “What are effective strategies
for screening and prevention of mental health problems?’
(p.750).%° Our findings confirm and extend this priority
of building mental and emotional wellness in children
belonging younger age groups (and during conception)
by broadening the focus to include parents and protective
factors for resilience. This suggests that parent, clinician
and researcher priorities are aligned with the emergence
of infant mental health (ages 0-5) as a relational concept,
whereby infant mental health is supported by optimising
the mental health and resiliency of children’s caregivers
(ie, parents and family members).! Other similarities
included: (1) supporting child development by improving
identification and services for developmental delays; (2)
developing effective interventions, supports and services
to improve mental health, physical health (obesity, phys-
ical activity) and healthy relationships (social skills); and
(3) understanding the impact and support of nutritional
and feeding factors. Contrasts with our research priori-
ties and those for children aged 0-5years included: (1)
the impact of daycare attendance on child health, (2)
behaviour management in children and (3) appropriate
screen time for children. In addition, research priorities
in our list that were not found in the list for children aged
0-5years included: (1) how families can access supportive
care and information during unexpected experiences in
the perinatal period; (2) access to information; (3) how
eczema, asthma and allergies can be more effectively
prevented, assessed and treated; (4) injury prevention
and appropriate levels of risk and (5) sleep problems in
families. It should be noted that differences may repre-
sent prioritisation related to different developmental
stages and ages (ie, screen time is not recommended
for children under age two) and/or slight differences in
the prioritisation method. For example, helping families
identify appropriate childcare appeared in our top 34 list
and aligns with a similar research priority related to the
impact of daycare attendance in the 0 to 5years list.

In a Delphi study of perceived research priorities of
clinical staff at an Australian parenting centre, Hauck et
al” determined the top research priorities to be related
to short-term and long-term evaluation of the effective-
ness of the centre’s programmes on children’s behaviour
and stress levels, parental expectations, healthy family

relationships, as well as parental use of sleep, settling
and feeding strategies. Determining the effectiveness of
the centre’s programme in the context of Eostpartum
depression was also an identified priority.?’ Although
these research priorities were not informed by parental
participation and may have limited generalisability to
other centres and/or countries, it is notable that issues
related to sleep, infant feeding, healthy relationships and
parental mental health are captured by both ours and
Hauck et als* lists. This is not surprising as a study in
our same geographical area suggested that breastfeeding,
sleep issues, child development, helping children cope
with emotions and understanding child brain develop-
ment were all in the top 10 (plus 1) parenting topics
ranked as somewhat or very important by parents.

Clinical and research applications

To move forward with these research priorities, it is
evident that multiple stakeholders must be engaged, and
connections made across a variety of sectors and disci-
plines. Wording for the top 10 (plus 1) research prior-
ities requested consideration of ‘culturally appropriate’
and ‘safe and trusting environments.” Our findings high-
light the need for an increased emphasis on parenting
education and culturally appropriate strategies to
support mental health and well-being. Adopting an inter-
sectional lens when conducting research and providing
care to pregnant and young families, will better address
these considerations and provide meaningful evidence
to inform health outcomes. Similar to how parents of
diverse groups may have differing or intensified concerns
relating to child health issues,” it is important to recog-
nise that research priorities may differ based on commu-
nity member’s characteristics, specifically in terms of
race, income, access to health services and experiences,
including racism. These top 10 (plus 1) priorities were
developed using an intersectional framework. Moving
forward, research in these priority areas must continue
to comprehensively and meaningfully include indi-
viduals with diverse socioeconomic backgrounds and
experiences.’

The findings from this study should be considered in
the context of its strengths and limitations. In terms of
strengths, there was a large sample size for the online
survey comparable to other PSPs; this created space for
a broad representation of stakeholders including clini-
cians, community agency representatives, parents and
ethnically diverse representatives of the study location.
Limitations included the inherent and individual biases
that self-selected, voluntary researchers and steering
community members view the world with, which may
reduce the generalisability of the final priority list.
Given that the research team was composed entirely of
white heterosexual women and although attention was
paid to ensure participation of fathers, individuals self-
identifying as non-white, and those in non-heterosexual
or single parent partnerships, these voices may not
have been entirely represented in the final priorities.

8

Brockway ML, et al. BMJ Open 2021;11:€047919. doi:10.1136/bmjopen-2020-047919



Additionally, while this research PSP used a process based
on a previously reported modified JLA approach,'’ these
modifications have not been validated against the stan-
dardised JLA method. Not employing an accredited JLA
facilitator means that the study did not have the rigorous
external supervision that other JLA-led studies benefit
from. Our modifications (eg, using external group
facilitators with expertise in patient and public engage-
ment to establish the steering committee rather than
an accredited paid JLA advisor; consulting with experts
on the level of evidence, rather than conducting rapid
literature reviews on each potential research uncer-
tainty) greatly reduced the cost of the project, thereby
increasing feasibility. Additionally, the current approach
incorporated principles of participatory action research
(eg, engaging with a community who have self-identified
in reciprocal relationships, recognition of local knowl-
edge and incorporating processes of colearning to take
actions that will improve community member’s well-
being), which are widely recognised as critical in facili-
tating meaningful participant engagement and ensuring
that participants’ voices are represented throughout the
research process.

Researching these family-driven priorities will reduce
the knowledge-to-practice gap and generate opportuni-
ties to improve services for families, including innovative
delivery models and evidence-based treatment options
to enable equitable access to services. Further, involving
practitioners in the PSP may enhance the implementa-
tion of new evidence-based practice recommendations.*
These outcomes, combined with decreased lag time from
research to practice, may result in improved child and
family outcomes. As a result of our strong collaborative
partnerships and inclusion of policy-makers in each stage
of the PSP, the provincial health service has already used
this information to streamline and enhance evidence-
based information delivery to parents and care providers
in the province. By sharing the FRAISE top 10 (plus 1)
research priorities, we invite other researchers to ensure
their work aligns with principles of patient-oriented
research as a foundation for future initiatives targeted at
improving outcomes in families with young children.
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