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PUBLIC ENGAGEMENT IS A GLOBAL SOCIAL MOVEMENT

“Research carried out ‘with’ or ‘by’ members of the public, 
rather than ‘to,’ ‘about,’ or ‘for’ them” 

“Patients, researchers, health care providers and decision 
makers actively collaborate to build a sustainable, 
accessible, and equitable health care system to bring
positive change in the health of people living in Canada” 

“Research guided by patients, caregivers, and the broader 
healthcare community… driving U.S. clinical research to be 
more patient-centered, relevant, and useful.”



Trend in PPI reporting in health research 2000 to 2024



Trends in PPI reporting in health research, adult versus paediatric, 2000 to 2024





SPOR National Research Networks



SPOR Enabling Functions



SPOR SUPPORT Units

Support for People and Patient-Oriented Research and Trials (SUPPORT) Units



OSSU Initiatives. 

Board
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14 Research Centres .

Office of Spread and Scale
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Ontario Child Health Support Unit



OCHSU Support to PIs and Trainees

METHODOLOGICAL SUPPORT (Research and Engagement)

• 793 research methods consultations for patient-oriented research projects

• $39 million in new research funding; 220 peer-reviewed publications

• Research Family Advisory Committee at SickKids and Patient and Family Advisory Committee at CHEO

• 40 patient/family research advisors at SickKids, 52 family leaders at CHEO

• 270 consultations with researchers on patient engagement in research

BUILDING CAPACITY IN PATIENT-ORIENTED RESEARCH IN CHILD HEALTH

• Symposia, Seminars, Online Resources on patient-oriented research in child health
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Institutional Support for Engagement









Supporting Patient, Family 
and Community Engagement 
Across SickKids
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SUPPORTS FOR STAFF & RESEARCH TEAMS

The Office of Engagement offers a variety of services and supports to help 
SickKids staff across the hospital to partner with patients in all we do.



HOW CAN YOU GET SUPPORT?

The Office of Engagement offers support at any stage of your research.
Reach out with any questions

Scan to submit an 
engagement request

email us at

aSK.Engagement@sickkids.ca

The 
Research 
Pathway

SPRINT



CIHR SPOR: https://cihr-irsc.gc.ca/e/41204.html

PASSARELLE: https://passerelle-nte.ca/en/

OSSU: https://ossu.ca/ 

OCHSU: https://www.ochsu.ca/en/OCHSU

PORCCH: https://porcch.ca/

PCORI: https://www.pcori.org/ 

NIHR: https://www.nihr.ac.uk/ 

ONLINE RESOURCES
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Authentic patient and 
community engagement
a paradigm shift in health research

Dalya Kablawi (she/her)

Program Coordinator, Research Engagements

Office of Patient, Family and Community Engagement



Program Coordinator, Research Engagements

Office of Engagement

DALYA KABLAWI
she/her

dalya.kablawi@sickkids.ca



Strategies for Effective Engagement

Resources & Support

session 
objectives

Background & Evidence

Tokenism 

Evaluation



background & evidence
what is engagement and why is it important?





VALUE OF ENGAGEMENT

engaging community members 

ensures research reflects 

unique experiences, 

challenges and needs in 

relevant patient and caregiver 

population

inspiring creative viewpoints to 

research design, implementation, 

and interpretation and can lead to 

innovative solutions that may not 

emerge from traditional research 

approaches

including and uplifting 

perspectives of marginalized 

communities will build trust in 

research findings and improve 

historically inequitable health 

outcomes  

increasing relevance & 

impact

generating innovative 

insights

advancing health equity



IAP2 spectrum of public 
participation



ADAPTATION: HEALTH RESEARCH 
ENGAGEMENTS



SICKKIDS
FRAMEWORK FOR ENGAGEMENT



strategies for effective 
engagement
when and how to engage patient and community partners



IDENTIFYING OPPORTUNITIES FOR 
ENGAGEMENT

priority setting document review knowledge dissemination data analysis

participant interviews participant recruitment strategies

• James Lind Alliance priority 
setting exercise

• Consent/assent forms
• Study protocols

• Conference presentation
• Co-authorship in publications

• Coding and thematic analysis
• Co-interpretation of data

• Co-development of interview questions
• Co-designing and validating digital material for recruitment
• Sharing research participation opportunities in local networks



connection & 
communication

accountability & 
governance

Investment of time and 

capacity

Diverse outreach efforts

Accessible language and 

mutual respect

Transparency around 

research process

Regular updates and 

touchpoints

Feedback loops and 

grievance processes



ACCESSIBILITY

Clear agreements about data 

privacy and usage

OCAP principles of data 

sovereignty

Accommodations to reduce 

participation barriers 

Patient & community partner 

retention

Compensation & recognition  

DATA ACCESS & 
GOVERNANCE



EQUITY, DIVERSITY AND 
INCLUSION

Some communities may harbor mistrust or resentment towards research/medical 

institutions due to discriminatory historical practices. This may create a barrier to equitable 

representation in research and may lead to poorer health outcomes. 

Gap analysis - who isn’t around 

the table?

Planning ahead

Diverse outreach strategies

Consider intersectionality Flexible engagement 

opportunities

recruitment



tokenism
distinguishing between extractive and meaningful engagement



What does tokenism look like in 
engagement?

• Often well-intentioned efforts to represent diversity of identity, 
background or opinion around the table. 

• Symbolic representation with minimal investment of time to build 
relationships. 



TOKENISM

You are recruiting participants from the South Asian community 
for a study. You approach a patient partner to request their 
support translating some of the recruitment materials into Urdu. 

TOKENISM

Translation of materials does not solicit or incorporate patient 
partner feedback or input into content, design or dissemination of 
materials.



TOKENISM

You recruit two patient and community members to a Steering Committee. One 
of them is assigned a co-chair role alongside the PI of the study. The co-chair is 
invited to co-develop the meeting agenda and Steering Committee activities.

Partners are offered decision-making authority with co-chair assignment. Partner 
has a chance to inform direction of discussion and review agenda items ahead of 
meetings, giving way to meaningful partnership with significant opportunity for 
influence.



evaluation
measuring impact and learning lessons



evaluation

assessing partner and staff 

experience to enhance safety 

and impact of future 

engagements

existing tools and resources to  

support evaluation of engagements 

include Public and Patient 

Engagement Evaluation Tool (PPEET) 

and Patient Engagement In Research 

Scale (PEIRS-22)

assessing methods, activities 

and structures

outcome evaluation evaluation toolsprocess evaluation

example metrics may include 

number of partners, diversity of 

partner group, nature of 

engagements

qualitative methods may be 

used to evaluate outcomes 

(surveys, interviews, focus 

groups)



resources & support
for staff and partners



TRAINING & EDUCATION

Family Engagement in Research 

(Course/Leadership Academy)

McMaster’s University Continuing Education

Patient-Oriented Research Curriculum

in Child Health (PORRCH)

Online, self-paced

Engagement and Partnering for People-Centred Care Microcredential

McMaster’s University Faculty of Health Sciences Continuing Professional 

Development Office

PATIENT ENGAGEMENT IN RESEARCH

Patient-Oriented Research Training and Learning – Primary 

Health Care

Ontario SPOR SUPPORT Unit (OSSU) 

Online, self-paced

Patient Engagement in Research Training Program

Canadian Institutes of Health Research's (CIHR) Institute of 

Musculoskeletal Health and Arthritis (IMHA) 



Please feel free to reach out for any engagement 

support at asK.Engagement@sickkids.ca or scan 

the following QR code to fill out the engagement 

support request form.



CANCER.CA

Building Authentic Partnerships with 
Patient and Community Partners

Edwin S.H. Leong Centre for Healthy Children Trainee Hub in collaboration with the SickKids Research Training 
Centre – January 27, 2026

Stephanie Bazinet, Manager, Research Partnerships and Engagement, CCS – stephanie.bazinet@cancer.ca / 
research@cancer.ca 

mailto:stephanie.bazinet@cancer.ca
mailto:research@cancer.ca


1. Our research strategy and patient engagement plan

2. How we include people with lived experience (PWLE) 
in our work

3. What we’re looking for when we engage PWLE and  
how we train and support them

4. Focus areas of engagement

5. Challenges in Patient Engagement and how to avoid 
them

6. Connecting with a charitable funding agency as a 
trainee 

Patient Engagement in Research at the Canadian Cancer Society



To provide a foundation for our strategy and set an ambitious path 
forward, we have identified 5 grounding principles.

      

Canadian Cancer Society Research Strategy Principles 



Canadian Cancer Society Patient Engagement in Research Plan

63 activities in the research process 
identified for PWLE to participate in

We follow a set of 8 guiding principles

https://rdcu.be/d6X1A



How we Work – Guiding Principles 



Ways we Engage Patient Partners



What we look for in a PWLE and how we fit people to their strengths

Celebrating Diversity in Oncology Table Leads. Top row: Greg Mitchell, Dawn Barker, Clare Cruickshank, Michelle Audoin, Lori 
Thomas, Nate Thomas, Randy Freese. Bottom row: Lori Chambers, Katrina Graham, Evaristo Ramos, Dana Bellis, Angelico Obille.



Training in PE in Research at CCS

Training resources are self-paced and a compensated activity



2SLGBTQI+

CCS Identified Underserved Communities 

Communities that don’t     

speak English or French 

Racialized communities

Advanced cancer

Older adults

Newcomers to Canada 

Indigenous communities

Rare cancer

Rural and remote 

communities
Adolescents and young 

adults with cancer



Building Relationships with Underserved Communities 

FNHMA Conference 2023 with friends 
from the Aundeck Omni Kaning First 

Nation, Manitoulin Island, the First 
Nations and Inuit Secretariat in Québec 

and the First Nations of Québec and 
Labrador Health and Social Services 

Commission

FNHMA Conference with friends from 
the Aundeck Omni Kaning First Nation, 

Manitoulin Island, the First Nations of 
Québec and Labrador Health and Social 

Services Commission and some new 
friends from Big Stone Cree Nation, in 

AlbertaOur sponsorship of the conference this 
year



Challenges in Patient Engagement 

Richards et al. Research Involvement and 

Engagement (2023) 9:41 

https://doi.org/10.1186/s40900-023-00454-1 
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What Patient Engagement Is and Is Not: 

What this looks like What it's not

Patient / caregiver partners Study participants, PDX models

An exchange – discussion and questions 'Educating' or talking at patients / caregivers

Equal team members Tokenism

Involvement early Connecting the day before the grant deadline

Recognition / acknowledgement Leaving them out



How to Connect with a Charity Funding Partner on Patient Engagement 

Our Website: www.cancer.ca  

 

 

 

 

http://www.cancer.ca/


▪ Taccone, M.S., Baudais, N., Wood, D. et al. Co-creation of a patient engagement strategy in cancer research funding. Res Involv 
Engagem 9, 86 (2023). https://doi.org/10.1186/s40900-023-00501-x 

▪ CCS Patient Engagement Compensation Policy and Procedures: https://cancer.ca/en/research/for-researchers/managing-
your-grant/patient-partner-compensation-policy-and-procedures 

▪ CIHR Bias in Peer Review: https://cihr-irsc.gc.ca/lms/e/bias/ 

▪ Health Equity at CCS: https://cancer.ca/en/about-us/our-health-equity-work 

▪ Richards et al. Research Involvement and Engagement (2023) 9:41 https://doi.org/10.1186/s40900-023-00454-1 

▪ Spears, 2021. Patient engagement in cancer research from the patient's perspective. Futur Oncol. 17(28): 3717-28. 
https://pubmed.ncbi.nlm.nih.gov/34213358/ 

▪ Patient and Community Engagement Resources for Researchers: https://cancer.ca/en/research/for-researchers/patient-
and-community-engagement-for-researchers 

▪ Community of Practice in Patient Engagement in Research: https://cancer.ca/en/research/for-
researchers/memberships/patient-engagement-in-cancer-research-cop

▪ CCS Research Newsletter: https://cancer.ca/en/research/research-newsletter 

▪ CCS Funding Opportunities: https://cancer.ca/en/research/for-researchers/funding-opportunities

▪ CCS IGNITE Trainee Program: https://cancer.ca/en/research/for-researchers/ignite 

Resources 
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Francine Buchanan (she/her)
Sr. Man, Patient, Family & Community Engagement
Office of  Engagement
francine.buchanan@sickkids.ca

Putting the Pieces Together:
Building Authentic Partnerships with 
Patient & Community Partners

mailto:Francine.Buchanan@sickkids.ca


a process of developing relationships that 

enable stakeholders to work together to 

address health-related issues and promote 

well-being to achieve positive health impact 

and outcomes

COMMUNITY ENGAGEMENT

World Health Organization. (2020, October 5). Community 
engagement: A health promotion guide for universal health 
coverage in the hands of the people. 
https://www.who.int/publications/i/item/9789240010529



developing relationships 

to work together 
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EXAMPLES:

• Lay language research 
summaries are shared with 
patients & families 

• Patients & families are               
invited to educational                   
and knowledge sharing                  
events

CORE VALUES

Transparency

Mutual Respect

Emotional Safety

Inclusiveness

Co-Learning

IN
FO

RM CONSU
LT

INVO

LV
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SH
A

R
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LEADERSHIP

FA
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:

Ad
equate

Resources -- Continuous Improvem
ent

--
C
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pioningLived-Experience--ClearCommunicatio

n

• Lived-experience                        
advisors collaborate on                
designing a research                   
study and apply for funding

• Lived-experience advisors                
co-design and co-deliver                
training for new staff

• Lived-experience advisors actively 
participate in the hospital 
accreditation process

• Lived-experience advisors                
review an info-graphic to 
ensure the content is clear 
and easy for patients to 
understand

• Lived-experience advisors 
give general feedback on a 
grant application

• Lived-experience advisors complete 
surveys or an interview to inform a 
quality improvement project. 

• Lived-experience advisors 
assume co-investigator 
roles on research studies 
or grant applications

• Lived-experience advisors 
lead the  development of 
an agenda and content for 
a training  and education 
day event, with the support  
of hospital staff.

EXAMPLES OF ENGAGEMENT



• 5 Advisors
• Met regularly with 

research teams
• Included in 

discussions on:
• Outcomes
• Variables
• Interpretation
• Discussion

• Reviewed & 
contributed to 
manuscript writing

INFORM

CONSULT

INVOLVE

SHARED
LEADERSHIP
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There is no one 

size fit all 

engagement 

method.  
It is finding the right 

approach to promote 

the right values, at the 

right time, for the 

right engagement 

goals.



Grants, 
Planning & 

Methods 
Consults

Custom 
Engagement 

Training & 
Education

Advisor 
Committee 

Consultations  
& Document 

Reviews

Engagement 
Facilitation & 

Staffing

Lived-
Experience 

Advisor 
Recruitment &  

Partnerships

Evaluations & 
Surveys

SUPPORTS FOR STAFF & RESEARCH TEAMS
The Office of Engagement offers a variety of services and supports to help 

SickKids staff across the hospital to partner with patients in all we do.

aSK.Engagement@sickkids.ca



Panel Discussion



Thank you for 
attending! 

Share your feedback
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