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CIHR DEFINITION OF PATIENT-ORIENTED RESEARCH

Engaging patients, caregivers, and families as partners in the research process, leading 
to meaningful and active collaboration in governance, priority setting, conducting 
research, and knowledge translation.

‘Patient’ is an overarching term, inclusive of individuals with personal experience of a 
health issue as well as caregivers, including family and friends. 
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Ontario Child Health Support Unit



OCHSU Support to PIs and Trainees
1.   METHODOLOGICAL SUPPORT

• 793 research methods consultations for patient-oriented research projects

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

2.   PATIENT AND FAMILY ENGAGEMENT IN CHILD HEALTH RESEARCH

• 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

3. BUILDING CAPACITY IN PATIENT-ORIENTED RESEARCH IN CHILD HEALTH

• Symposia, Seminars, Online Resources on patient-oriented research in child health
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SickKids Strategic Plan – “SickKids 2025”

Advance discovery research, training, and education opportunities

Corporate Scorecard KPI: 
# of studies with engagement of 
patient partners as advisors



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/ 

ONLINE RESOURCES

https://cihr-irsc.gc.ca/e/41204.html
https://passerelle-nte.ca/en/
https://ossu.ca/
https://www.ochsu.ca/en/OCHSU
https://porcch.ca/
https://www.pcori.org/


Macarthur C, Walsh C, Karoly A, Buchanan F, Jones N. Development of the Patient-Oriented Research Curriculum in Child Health (PORCCH). Research Involvement and Engagement 2021;7:27 
https://doi.org/10.1186/s40900-021-00276-z.

Walsh C, Jones L, McCreath G, Connan V, Pires L, Chen A, Karoly A, Macarthur C. Co-Development and Usability Testing of Research 101: A Patient-Oriented Research Curriculum in Child Health 
(PORCCH) E-Learning Module for Patients and Families. Frontiers in Pediatrics 2022, 10:849959. doi: 10.3389/fped.2022.849959. 

Walsh C, Jones L, McCreath G, Connan V, Pires L, Abuloghod L, Buchanan F, Macarthur C. Co-Development and Usability Testing of Patient Engagement 101: A Patient-Oriented Research Curriculum in 
Child Health (PORCCH) E-Learning Module for Healthcare Professionals, Researchers, and Trainees. CMAJ Open 2022;10(4):e872-e881. DOI:10.9778/cmajo.20210336. 

Macarthur C, Van Hoorn R, Lavis J, Straus S, Jones N, Bayliss L, Terry A, Law S, Victor C, prud’Homme D, Riley J, Stewart M. Training and Capacity Development in Patient-Oriented Research: Ontario 
SPOR SUPPORT Unit (OSSU) Initiatives. Research Involvement & Engagement 2023;9:5. https://doi.org/10.1186/s40900-023-00415-8. 

Vanstone M, Canfield M, Evans C, et al. Towards conceptualizing patients as partners in health systems: a systematic review and descriptive synthesis. Health Research Policy and Systems (2023) 21:12 
https://doi.org/10.1186/s12961-022-00954-8

Aubin D, Hebert M, Eurich D. The importance of measuring the impact of patient-oriented research. CMAJ. 2019;191:e860-864.

Staniszewska S, Brett J, Simera I, et al. GRIPP2 reporting checklists: tools to improve reporting of patient and public involvement in research. BMJ 2017;358:j3453 http://dx.doi.org/10.1136/bmj.j3453

Osmond M, Legace E, Gill P, Correll R, Cowan K, Dawson JE, Duncan R, Fox E, Gupta K, Kolstad AT, Langevin LM, Macarthur C, Macklem R, Olszewska K, Reed N, Zemek R. Partnering with patients, 
caregivers, and clinicians to determine research priorities for concussion. JAMA Network Open 2023;6(6):e2316383. doi:10.1001/jamanetworkopen.2023.16383. 

Gill PJ, Bayliss A, Sozer A, Buchanan F, Breen-Reid K, De Castris-Garcia K, Green M, Quinlan M, Wong N, Frappier S, Cowan K, Chan C, Arafeh D, Anwar MR, Macarthur C, Parkin P, Cohen E, Mahant S. 
Patient, caregiver, and clinician participation in prioritization of research questions in pediatric hospital medicine. JAMA Network Open. 2022;5(4):e229085. doi:10.1001/jamanetworkopen.2022.9085. 

Vanderhout SM, Bhalla M, Van A, Fergusson DA, Potter BK, Karoly A, Ly V, Macarthur C. The impact of patient and family engagement in child health research: A scoping review. J Pediatrics 
2023;253:115-28. doi.org/10.1016/j.jpeds.2022.09.030. 

Vanderhout S, Richards DP, Butcher N, Courtney K, Nicholls SG, Fergusson D, Potter B, Bhalla M, Nevins P, Fox G, Ly V, Taljaard M, Macarthur C. Prevalence of patient partner authorship and 
acknowledgment in child health research publications: an umbrella review. J Clin Epidemiol 2023;164:35-44. doi: 10.1016/j.jclinepi.2023.10.012.

BIBLIOGRAPHY AND RECOMMENDED READING

https://doi.org/10.1186/s40900-021-00276-z
https://doi.org/10.1186/s40900-023-00415-8
https://doi.org/10.1016/j.jpeds.2022.09.030


23 January,2025

a paradigm shift in health research

Dalya Kablawi (she/her)

Program Coordinator, Research Engagements

Office of Patient, Family and CommunityEngagement



We acknowledge that we are meeting on the  

unceded and unsurrendered ancestral territory  

of many nations including the Mississaugas of  

the Credit, the Anishnabeg, the Chippewa, the  

Haudenosaunee and the Wendat peoples.

We also acknowledge that Toronto is covered  

by Treaty 13 signed with the Mississaugas of  

the Credit, and the Williams Treaties signed  

with multiple Mississaugas and Chippewa  

bands.



Program Coordinator, 
ResearchEngagements

she/her

Office of Patient, Family and Community Engagement

dalya.kablawi@sickkids.ca

mailto:dalya.kablawi@sickkids.ca


Resources & Support

Background & Evidence

Strategies for Effective Engagement

Avoiding Tokenism

Evaluation



what is engagement and why is it important?





including and uplifting  

perspectives of marginalized 

communities will build trust  

in research findings and  

improve historically  

inequitable healthoutcomes

increasing relevance &  

impact

engaging community  

members ensures research 

reflects unique  

experiences, challenges  

and needs in relevant  

patient and caregiver  

population

generating innovative  

insights

inspiring creative viewpointsto  

research design,  

implementation, and  

interpretation and can lead to  

innovative solutions that may  

not emerge from traditional  

research approaches

advancing health  

equity







when and how to engage patient and community partners



priority setting

• James Lind Alliance  
priority settingexercise

document review

• Consent/assent forms
• Study protocols

knowledge dissemination

• Conference presentation
• Co-authorship inpublications

data analysis

• Coding and thematicanalysis
• Co-interpretation of data

participant interviews

• Co-development of interviewquestions

participant recruitment strategies
• Co-designing and validating digital material for recruitment
• Sharing research participation opportunities in local networks



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



Clear agreements about  

data privacy and usage

OCAP principles of data  

sovereignty

Accommodations to reduce

participation barriers

Patient & community

partner retention

Compensation & recognition



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



distinguishing between superficial and meaningfulengagement



• 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.



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.

Translation of materials does not solicit or

incorporate patient partner  feedback or input

into content, design or dissemination of

materials.



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 Committeeactivities.

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.



measuring impact and learning lessons



existing tools and resources to  

support evaluation of  

engagements include Publicand  

Patient Engagement Evaluation  

Tool (PPEET) and Patient  

Engagement In Research Scale  

(PEIRS-22)

outcome evaluation evaluation toolsprocess evaluation

assessing methods,  

activities and structures

example metrics may  

include number ofpartners,  

diversity of partner group,  

nature of engagements

assessing partner and  

staff experience to  

enhance safety andimpact  

of futureengagements

qualitative methodsmay  

be used to evaluate  

outcomes (surveys,  

interviews, focus groups)



for staff and partners



Family Engagement in Research

(Course/Leadership Academy)

McMaster’s University ContinuingEducation

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 DevelopmentOffice

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  

dalya.kablawi@sickkids.ca or scanthe  

following QR code to fill out the  

engagement support requestform.

mailto:dalya.kablawi@sickkids.ca


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 23, 2025

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



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 

https://doi.org/10.1186/s40900-023-00454-1


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  

 

2

 

 

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 

https://doi.org/10.1186/s40900-023-00501-x
https://cancer.ca/en/research/for-researchers/managing-your-grant/patient-partner-compensation-policy-and-procedures
https://cancer.ca/en/research/for-researchers/managing-your-grant/patient-partner-compensation-policy-and-procedures
https://cihr-irsc.gc.ca/lms/e/bias/
https://cancer.ca/en/about-us/our-health-equity-work
https://doi.org/10.1186/s40900-023-00454-1
https://pubmed.ncbi.nlm.nih.gov/34213358/
https://cancer.ca/en/research/for-researchers/patient-and-community-engagement-for-researchers
https://cancer.ca/en/research/for-researchers/patient-and-community-engagement-for-researchers
https://cancer.ca/en/research/for-researchers/memberships/patient-engagement-in-cancer-research-cop
https://cancer.ca/en/research/for-researchers/memberships/patient-engagement-in-cancer-research-cop
https://cancer.ca/en/research/research-newsletter
https://cancer.ca/en/research/for-researchers/funding-opportunities
https://cancer.ca/en/research/for-researchers/ignite




Partnering– In Each and Every Moment

Dr Julia Orkin

Associate Professor, University of Toronto

Associate CMO, Clinical Operations, System Integration & Patient/Family Experience 

Medical Director. Complex Care 



Objectives 

Explore the role of family/patient engagement in clinical research

A tale of two projects: describe the experience of patient/family 
partnership across two research projects 

Share opportunities for integration with family/patient partners in 
all we do 



Sloane



Sloane 



Lesson 1: The magic of listening AND changing 



STORY 1 
“ See you on Tuesday”







Lesson 2: Start early and often



Story 2- “Peer Support is the answer”



Coached Coordinated Enhanced Neonatal Follow Up

Principle Investigators Nurse Navigators 

Patient-Partner Lead

Pictured: Eleanor 
Warren (CHEO/The 
Ottawa Hospital)
Annette Van Bergen 
(Mount Sinai Hospital) 
Amie Nowak (BCCW)
Rosanna Manarin 
(Sunnybrook)
Andre-Anne Matte 
(McGill)
Kim Colapinto 
(SickKids)
Not pictured: Melissa 
Zweiers, Lea Carle 
Herbert

Kate Robson 
(Sunnybrook)

Dr. Julia Orkin 
(SickKids)

Dr. Eyal Cohen 
(SickKids)

Dr. Nathalie Major 
(CHEO)

Dr. Paige Church 
(Sunnybrook)



N= 275

At 7 sites 

Total 
Total 

Phase 1 – Intervention

Pillars of the CCENT 
model

Delivered by 
Nurse 

Navigators (NN)



Phase 1 – Results

First 3m ~4 per month

Post 6m ~1 per month

NN Interactions 
Over Time



Phase 1 – Nurse Navigator Utilization Data - Purpose of Nurse Navigator 
Interactions

70% of interactions were 
supporting parental wellbeing + 
personal updates from parent’s

Phase 1 – Results – Fidelity Outcomes

NN Interactions



N= 275

At 7 sites 
Total 

Phase 1 – Results – Quantitative

Primary Outcome: Compare parental stress between intervention and control groups at 12 months

o Measure: Parental Stress Index Fourth Edition Short Form

Baseline 6-weeks
4-

months
12-

months
18-

months

Null Result – no significant differences in PSI 12 months or any other time 
points



N= 275

At 7 sites 

Total 
Total 

Identify core components 
of the CCENT intervention

Identify barriers and 
facilitators to 

implementation

Co-design optimized 
intervention with key 

stakeholders (i.e., parent 
partners, implementation 

science experts)

Map identified barriers and 
facilitators to implementation 

strategies

Implement optimized 
navigator role

Implementation Science Phase 2 - Process



A two-pronged vision for the future of engagement at SickKids

An enterprise-wide community of patients and families who 
want to support the design of care, research and learning.

A suite of services, tools and processes to make engagement 
easy for staff, consistent enterprise-wide and value creating

A broader + more diverse community to recruit from
Will include patients & families from PFACs

We can keep them connected to each other + SickKids

very engaged
e.g. sit at BQSC, 
involved in large 
projects, etc.

more engaged
e.g. involved in a 
few local projects 

a little engaged
e.g. respond to surveys, 
want updates

Provide consultations, tools and templates
Evaluate engagement to drive ongoing improvement

Easier onboarding + fair compensation policies



Thank you for 
listening. 

73
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