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Abstract
Our original patient-oriented research project identified the 
top 10 priorities for pediatric chronic pain research and care in 
Canada from the perspective of people with lived experience 
(patients), their family members and healthcare professionals 
through a modified James Lind Alliance Priority Setting 
Partnership. We undertook subsequent knowledge transla-
tion activities with youth, families, healthcare professionals, 
decision makers and researchers to (1) generate aware-
ness and interest in the top 10 priorities and our partner-
ship process, (2) facilitate collaborative dialogue and open 
innovation and (3) integrate and adopt the top 10 priorities 
into stakeholder activities. This paper describes our knowl-
edge translation activities, outcomes and impact.

Introduction
Chronic pain affects 11–38% of children and adolescents 
(King et al. 2011) or approximately one to three million youth 
in Canada, and costs C$40 billion annually (Health Canada 
2021). Youth with chronic pain experience poor quality of life 
and impairment in physical, sleep, social, family- and school-
related functioning (Eccleston et al. 2021; Forgeron et al. 2010; 
Groenewald et al. 2020; Lewandowski et al. 2010; Valrie et al. 
2013). Pediatric pain researchers have identified priorities for 
future research (Caes et al. 2016; Liossi et al. 2017), but prior to 
our work, the patient and family voice was largely absent from 
guiding what research should be prioritized to improve chronic 
pain for youth in Canada and their families.

Our original patient-oriented research (POR) project sought 
to identify the top 10 priorities for pediatric chronic pain research 
and care in Canada from the perspective of people with lived 
experience (patients), family members and healthcare profes-
sionals (Birnie et al. 2018; Birnie et al. 2019). We modelled 
our methods to identify the top priorities after the internation-
ally established James Lind Alliance Research Priority Setting 
Partnership (James Lind Alliance Priority Setting Partnerships 
2018). The James Lind Alliance methodology is recognized for 
its equitable and rigorous approach to identify what matters 
most to people who need to use the research in their everyday 
lives (Manafò et al. 2018). We have previously published on 
our partnership (Birnie et al. 2018) and our national multi-
stage engagement process to reach the f inal top 10 list, 
which was completed in December 2018 (Birnie et al. 2019).  

Key Points
•	 Partnership with youth with chronic pain and parents led to a 

greater impact of knowledge translation activities. 
•	 A focus on knowledge translation and patient partnership enabled 

our work to move beyond knowledge sharing to behaviour and 
policy change. 

•	 Challenges in patient engagement and knowledge translation were 
overcome through inclusion of multiple youth and parent partners.

 

P = Patient partner.



See Box 1. Since then, our national team of youth with lived 
experience, parents, healthcare professionals and researchers 
have been working in partnership to ensure these top 10 priori-
ties are being mobilized for the greatest impact. 

Patient Partnership
Our approach to patient engagement recognizes and values the 
expertise of lived and living experience of youth with chronic 
pain and their family members. Youth and parent partners 
were engaged equally as members of the project team (Birnie 
et al. 2018), including as members of the steering committee 
overseeing the Priority Setting Partnership (Birnie et al. 2019). 
They were also responsible for co-producing and mobilizing 
all knowledge translation activities. Youth and parent partners 
were identified through known relationships to project team 
members (e.g., former patients and family members), as well 
as through postings to patient engagement registries (e.g., 
Saskatchewan Centre for Patient-Oriented Research). Youth 
and parent partners were diverse in race, geography/rurality, 
type of chronic pain and experience of chronic pain care. 
Youth and parent partners identified important areas of repre-
sentation to ensure that diverse participants from underrep-
resented groups engaged in the priority setting partnership 
(e.g., age, sex and gender, chronic pain experience, geography/
rurality, family member relationship, family system, healthcare 
setting and discipline of healthcare professionals). Youth and  

parent partners were co-authors on resulting publications, 
co-facilitators and co-presenters. Youth partner experiences 
with the project (Birnie et al. 2018), as well as evaluation  
of our patient engagement process (Birnie et al. 2019), have 
been previously reported. 

Knowledge Translation Goals and Activities
With support from the Ontario SPOR (Strategy for Patient-
Oriented Research) SUPPORT Unit EMPOWER award, our 
team set out three primary knowledge translation goals to act 
on the top 10 patient-oriented priorities for pediatric chronic 
pain research and care in Canada. Together, we undertook 
diverse activities aligned with our goals to reach various key 
audiences including patients and families, healthcare profes-
sionals, researchers, research funders, decision makers and 
policy makers.

First goal: To generate awareness about and interest 
in the top 10 priorities in pediatric chronic pain  
and the partnership process undertaken to identify 
these priorities

Activities
We co-created a suite of materials outlining the top 10 priori-
ties. Three key outputs included (1) a one-page infographic 
available in English and in French outlining the priority-setting 
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BOX 1.  
Top 10 patient-oriented research priorities in pediatric chronic pain in Canada

1 What treatments or strategies effectively prevent acute pain from becoming chronic in children and adolescents?

2 What is the impact of living with chronic pain on children’s and adolescents’ academic performance and educational attainment, and what strategies 
best support vocational planning for children and adolescents with chronic pain?

3 What physical and psychological treatments are effective for improving pain and function in children and adolescents with chronic pain (e.g., functional 
outcomes including quality of life, depression, fatigue, sleep, acceptance, concentration, resilience, coping and self management)?

4 What strategies improve access and delivery of evidence-based treatments, and coordination of care for all Canadian children and adolescents with 
chronic pain and their families with a view to reduce disparities?

5 What strategies effectively increase healthcare providers’ training, knowledge, recognition, beliefs, attitudes and communication about the validity and 
risk of chronic pain in children and adolescents, and its evidence-based treatments?

6 What strategies effectively increase governmental and healthcare organizational financial support for evidence-based pediatric chronic pain care 
in Canada?

7 What strategies for educating school personnel about pediatric chronic pain effectively increase their awareness, understanding and recognition of the 
validity, impact and treatment of pediatric chronic pain?

8 What interventions are effective for managing acute pain flares in children and adolescents with chronic pain?

9 What is the interaction between chronic pain and mental health symptoms in children and adolescents, and when and how can co-occurring chronic pain 
and mental health symptoms be most effectively diagnosed and treated?

10 When are treatments for chronic pain in children and adolescents most effective (e.g., after medical investigation is complete, during variation by type of 
treatment modality or with the readiness of the child/adolescent or family to engage in treatment)?

 

Source: Birnie et al. 2019.



methodology and results to enable quick communication; (2) a 
brief video taken at the final priority-setting consensus meeting 
that includes interviews with youth, parents and healthcare 
professionals engaged in the priority-setting activities and 
outlines the top 10 list; and (3) a co-developed patient journey 
map that graphically outlines one family’s lived experience with 
chronic pain from early childhood to late adolescence, including 
highlights. The patient journey map is intended to meaning-
fully articulate the lived experience impact of the top 10 priori-
ties. A “Partnering For Pain” logo and website were created 
to further facilitate communication and awareness through 
brand recognition and centralized access to outputs (https://
partneringforpain.com/portfolio/top-10-priorities-for-pain/). 
Additional activities to generate awareness about the top 10 
priorities include articles written for the Canadian Institutes 
of  Health Research (CIHR) Institute of  Musculoskeletal 
Health and Arthritis (Birnie 2019) targeting researchers and 
health research funders and in RELIEF – a publication by the 
International Association for the Study of  Pain (Sukel 2020) – 
targeting the public, and a podcast episode with Pain BC’s (2020) 
Pain Waves targeting healthcare professionals and the public. 

Impact
Increased awareness and interest in the top 10 priorities in 
pediatric chronic pain and the partnership process is reflected 

through widely reached key audiences who have read, listened 
to and attended the knowledge translation activities. In 2020, 
the Partnering For Pain Priority Setting Partnership received 
the Pain Awareness Award from the Canadian Pain Society, as 
well as a CIHR Institute of  Human Development Child Youth 
Health Video Prize (https://partneringforpain.com/portfolio/
top-10-priorities-for-pain/).

Second goal: To facilitate collaborative dialogue 
among patients, families, researchers, healthcare 
professionals and decision makers to address the 
top 10 priorities in pediatric chronic pain

Activities
Research team members and youth and parent partners 
co-developed and co-facilitated round-table discussions of 
the top 10 priorities with multidisciplinary groups of health-
care professionals and researchers at the Ontario Chronic 
Pain Network annual meeting, the Chronic Pain Network 
(CIHR-funded SPOR) and the Canadian Pain Society 
annual meeting.

Impact
Evaluation from the round-table dialogue sessions about the 
top 10 priorities are shown in Figure 1.

FIGURE 1. 
Evaluation from the round-table dialogue sessions about the top 10 priorities in pediatric chronic pain

The top 10 priorities reflect my own priorities for 
pediatric chronic pain research and/or care in Ontario.

www.partneringforpain.com

86.8% agree or 
strongly agree 

Session Participants (n = 38)

Healthcare professionals
(e.g., physicians, psychologists, 
nurses, child-life specialists, 
physical therapists)

Hospital administrators
and decision makers

People with lived experience
(e.g., youth, parents/caregivers)

44.7%

23.7%

18.4%

I am interested to act on at least one of the top 10 
identified priorities in my current role. 

I feel able and empowered to act on at least one of 
the top 10 priorities in my current role.

I think the input provided through today’s session will 
make a difference to the work of the organization 
(i.e., Ontario Chronic Pain Network, Chronic Pain Network, 
Canadian Pain Society).

I believe it is important to partner/engage 
with patients and families to identify and 
address these priorities.

I am better informed about what 
priorities Canadians with chronic pain, their 
families and clinicians have about treating
pediatric chronic pain.

13.2%

Researchers

92.1% agree or 
strongly agree 

86.8% agree or 
strongly agree 

94.7% agree or 
strongly agree 

100% agree or 
strongly agree 

94.7% agree or 
strongly agree 

Source: Image reprinted with permission from Partnering for Pain.
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Third goal: To engage pediatric pain researchers, 
healthcare professionals, government decision 
makers and healthcare and patient organizations  
to integrate and adopt the top 10 priorities in 
pediatric chronic pain research, clinical practice, 
policy and advocacy

Activities
Knowledge translation activities also focused on enabling 
action on the top 10 priorities. Following consultation with the 
Ontario SPOR SUPPORT Unit, our team created an Evidence 
and Gap Map, which mapped existing evidence from system-
atic review and clinical practice guidelines for any treatment 
for pediatric chronic pain to the top 10 priorities (Birnie et al. 
2020). Evidence and Gap Maps provide visual summaries of 
the scope and quality of available evidence to enable informed 
decisions for policy makers (Saran 2020; Snilstveit et al. 
2017). A research team member and youth partner evaluated 
whether each scientific article included in the Evidence and 
Gap Map addressed each of the top 10 priorities. This work 
identified POR priority areas with sufficient and high-quality 
evidence for immediate action by healthcare professionals, 
decision makers and policy makers (i.e., psychological inter-
ventions for pediatric chronic pain), as well as areas needing 
further evidence for prioritization by health research funders 
and researchers (e.g., strategies for educating school personnel 
about pediatric chronic pain).

Co-presentations with youth and parent partners of the 
top 10 priorities and our partnership process included posters, 
webinars and talks targeting researchers (e.g., Canadian Pain 
Society, International Association for the Study of  Pain, 
International Symposium on Pediatric Pain, Chronic Pain 
Network), healthcare professionals and families (Children’s 
Healthcare Canada, Pediatric Pain Project ECHO, Alberta 
SPOR SUPPORT Unit Patient Engagement platform) and 
decision makers and policy makers (Canadian Academy of 
Health Sciences). Two youth partners were also highly engaged 
in additional activities targeting policy makers as members of 
the External Advisory of  Health Canada’s Canadian Pain Task 
Force and as part of a lobby day on Parliament Hill in Ottawa, 
ON, in partnership with Solutions for Kids in Pain (SKIP)–  
a Networks of  Centres of  Excellence knowledge mobilization 
network focused on pediatric pain.

Impact
A great success for our knowledge translation activities was 
the integration of the top 10 priorities and patient partnership 
approach into the following: reports from Health Canada’s 
Canadian Pain Task Force (Canadian Pain Task Force 2019), 
the Canadian Academy of  Health Sciences’ development of a 
national strategy for chronic pain (CAHS 2018) and a recent 

Lancet Child & Adolescent Health Commission in Paediatric 
Pain (Eccleston et al. 2021). These documents guide priori-
ties and recommend actions for transformative change to 
improve pain care for youth and their families in Canada and 
around the world. Following completion of the Priority Setting 
Partnership, the Partnering For Pain POR program was devel-
oped at the University of  Calgary, led by Katie Birnie, which 
seeks to action all of the identified top 10 priorities.

Key Messages and Implications
The OSSU EMPOWER award and patient partnership 
enabled the creation of novel, creative and accessible knowl-
edge translation activities and outputs to better reach different 
audiences beyond other pediatric pain researchers (i.e., the 
public, patients and families, healthcare professionals, decision 
makers and policy makers). A focus on knowledge translation 
and patient partnership enabled our work to move beyond 
knowledge sharing to behaviour change. 

Challenges included some turnover of youth and parent 
partners due to the length of the project, as well as the high 
level of engagement required. This was overcome through 
inclusion of multiple youth and parent partners to decrease 
potential burden and create flexibility over type and amount of 
engagement. Additional challenges included the geographical 
location of project team members across the country, thereby 
requiring various methods – including virtual team meetings, 
phone calls and use of an online discuss forum – to build strong 
relationships and meaningful connections between team 
members. Lastly, having one main project lead and contact 
for youth and parent partners helped to mitigate any potential 
dual relationships and power differentials for youth partners 
who were former pediatric patients of healthcare professional 
team members. 

All project and knowledge translation activities were 
undertaken in partnership with youth with lived experience 
and parents. It is our belief that patient partnership achieved 
greater reach and impact of the top 10 priorities by power-
fully combining lived experience with rigorous scientif ic 
methodology. Our patient partners took the projects’ findings 
to new conversations and new audiences, particularly with 
decision makers and policy makers. Lived experience narra-
tives are a powerful knowledge translation tool that supports 
developing policies, shared decision making, strategies and 
research in healthcare through increased awareness of patient 
experiences (Park et al. 2021; Rose et al. 2016). Collaboration 
and advocacy by team members who are also researchers was 
needed to overcome challenges for youth and parent partners, 
including securing compensation for invited presentations with 
external partner organizations. 

The national scale and scope of this project’s high-quality 
and meaningful patient partnership serves as a key exemplar 
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to other researchers, thus enabling more researchers as well as 
youth and families to engage in patient partnerships, particu-
larly in the areas of child health and pain. 
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Youth and parent 
partners were engaged 
equally as members 
of the project team, 
including as members 
of the steering 
committee ...”

– p.19


