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The SPOR Evidence Alliance Central Coordinating Office is

located on land now known as Tkaronto (Toronto). Tkaronto is the

traditional territory of many groups, including the Mississaugas of

the Credit and the Chippewa/ Ojibwe of the Anishnaabe Nations;

the Haudenosaunee, and the Wendat. It is now home to many

diverse First Nations, Inuit and Métis peoples. We also

acknowledge that Tkaronto is covered by Treaty 13 with the

Mississaugas of the Credit and The Dish with One Spoon treaty

between the Anishinaabe, Mississaugas and Haudenosaunee that

connected them to share the territory and protect the land. All

Indigenous Nations and peoples, Europeans and newcomers,

have been invited into this treaty in the spirit of peace, friendship

and respect.

We would like to honour the Elders and Knowledge Keepers, both

past and present, and are committed to continuing to learn and

respect the history and culture of the communities that have come

before and presently reside here.

We acknowledge the harms of the past and present, and we

dedicate ourselves to work with and listen to First Nations, Inuit

and Métis communities in the spirit of reconciliation and

partnership.
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 Introduction to the Strategy for 

Patient-Oriented Research 

(SPOR) Evidence Alliance.

 Key functions and milestones of 

the SPOR Evidence Alliance

 Query Response Services

 Training and Capacity 

Development

 Ideas and Innovation

 Top 10 tips on Patient 

Engagement
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Who can researchers co-create with?
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 End-users of the research

 Typically 3 categories: patient and public partners, healthcare 

providers, policy-makers

 Goal is to engage all three categories in each research study! 

 Everyone receives co-authorship – researchers + patient and public 

partners + policy-makers + healthcare providers
 “Knowledge user” is more inclusive and culturally safe term than 

“stakeholder” 

Sharfstein JM, Milbank Quarterly. 2016.



Terminology of Patient and Public Partners
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Patient: 

Patient: 

 “Overarching and is inclusive of individuals with personal experience of a 
health issue and informal caregivers, including family and friends”

Patient engagement: 

 “About meaningful collaboration. Patients become patient partners in the 
project and can be actively engaged in governance, priority setting, 
developing the research questions, and even performing certain parts of the 
research.”

Patient-oriented research: 

 “Continuum of research that engages patients as partners, focusses on 
patient-centric priorities and improves patient outcomes individually and in 
communities such as vulnerable populations. …conducted by 
multidisciplinary teams in partnership with relevant stakeholders, aims to 
apply the knowledge generated to improve healthcare systems and 
practices.”

https://cihr-irsc.gc.ca/e/45851.html; https://cihr-irsc.gc.ca/e/49307.html

https://cihr-irsc.gc.ca/e/45851.html


The Importance of Patient-oriented Research
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 50% of patients do not get treatments of proven effectiveness

 Up to 25% get care that is not needed or potentially harmful

 This care is expensive

o In 2021, Canada spent approximately $308 billion on health

care, or $8019 per person

 Patients and clinicians have a right to expect that important health

decisions are made on the basis of solid evidence

 CIHR introduced SPOR in 2011 to improve health systems and

practices and to ensure the right patient receives the right clinical

intervention at the right time

http://www.cihr-irsc.gc.ca/e/44000.html; http://www.cihr-irsc.gc.ca/e/47473.html



Foundational Principles for Patient Engagement
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Harrison J, Auerbach A, Anderson W, Health Expectations 2019



Effectiveness of Patient Engagement
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O'Mara-Eves A, Brunton G, Oliver S, BMC Public Health 2015



Our Journey
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SPOR Evidence Alliance is funded.

CIHR awards a 5-year operating grant 

towards our mission to facilitate learning 

health systems that are increasingly 

informed and improved using up-to-date 

health research evidence.

SPOR Evidence Alliance goes live.

Research Query Service intake process is 

launched, Asset Map of Canadian 

Guideline Developers is published, and 

Governance Structure is established.

Training & Patient Engagement

Annual Seed Grant is launched, 

Patient/Public Appreciation Policy 

is released, Patient/Public Topic 

intake is launched, and 

Membership registration opens.

Covid-19 Response

Established a rapid response model to 

support decision-maker evidence needs, 

Cross-collaboration established 

nationally and internationally, and 

Training Resources prepared for 

research teams,

Patient-Driven Research

Course on rapid reviews 

developed for patients with 

patients, and 3 Patient-

Driven research projects 

funded.

Advancing Science and Renewal

A collection of four papers on the 

SPOR Evidence Alliance is published 

in the FACETS journal, CIHR renews 

funding for 18 months.
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SPOR Evidence Alliance Leadership
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Linda Li MSc, PhD

Lead, Knowledge 

Translation 

Methods Cluster, 

BC SUPPORT Unit

Fiona 

Clement PhD

Annie LeBlanc PhD

Lead, KT and 

Implementation Core, 

Quebec SUPPORT 

Unit

Janet Curran PhD

Capacity Development 

Advisory Committee,

Maritime SUPPORT Unit

Liris Smith 

B.Sc., B.Sc.PT, 

M.Sc.PT, PhD

Scientific 

Director,

Yukon 

SUPPORT Unit

Janet 

Gunderson

Patient Partner, 

Patient Partner 

Advisory 

Committee, 

Saskatchewan 

SUPPORT Unit

Andrea Tricco 

MSc, PhD

David Moher 

MSc, PhD

Sharon Straus 

MD, FRCPC, MSc

Lead, KT Working 

Group, Ontario 

SUPPORT Unit

Heather

Colquhoun

OT Reg. (ON), PhD

Christina 

Godfrey 

RN, PhD

Wanrudee

Isaranuwatchai

PhD

Maureen Smith 

Patient Partner, 

Board of 

Directors, Ontario 

SUPPORT Unit

Linda Wilhelm 

Principal Knowledge 

User



Governance Structure
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12 Members

10 Members

8 Members
(includes co-chair rep 

from other committees)

12 Members 13 Members 10 Members

 There are 6 advisory committees 

composing of 62 members with 

diverse experience and 

expertise.

 Membership was refreshed in 

2020 through a formal application 

and selection process.

 There are 13 patient partners, 

including 4 co-chairs serving in 

our governance structure.
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Our Results-Based Governance Model

Process

• Research Query Intake 

and Management Process 

(e.g., budget, work plans)

• Patient Topic Intake and 

Prioritization Process

• Indigenous People’s 

Engagement

• Seed Grant Competition 

Process

• Development of Query 

Client Experience Survey

• Membership Registration 

Process

Communication

• Website content

• Refining Vision and 

Mission Statements

• Preparing the Facets 

Collection

• Infographic on 

knowledge dissemination

Together, the 6 standing committees advised on the 

following essential administrative functions:

Policy

• Patient Partner 

Appreciation Policy

• Conflicts of Interest 

Policy
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Patient Partner Appreciation Policy and Protocol

 Available here: https://sporevidencealliance.ca/about/policies-

procedures/

https://sporevidencealliance.ca/about/policies-procedures/
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Query Services 
Response

Since the launch of the query 

services in 2018, the SPOR 

Evidence Alliance received 247 

requests and responded to 

216. 
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An Inclusive Research Service

 Our research query service accepts requests from patients and public, as 

well as health system decision-makers.

 To learn more about the research query intake process, you can watch this 

short instructional video.

https://sporevidencealliance.ca/submit-a-request/make-a-query-suggestion-to-the-alliance/

https://sporevidencealliance.ca/submit-a-request/make-a-query-suggestion-to-the-alliance/
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Health System Decision-
Maker Query Process

 Research requests submitted by health 

system decision-maker(s).

 Research proposal developed by the 

research team and decision-maker(s).

 Teams are provided with capacity-building 

(e.g., patient engagement webinars), 

coaching, and resources (e.g., Right 

Review tool, AI enhanced tool for screening 

in reviews).

 Knowledge products and tools are tailored 

to the decision-maker(s) needs.



Our Query Service Fosters Co-Creation

• “The collaborative generation of

knowledge by academics working

alongside stakeholders from other

sectors”.

• Spirit of co-creation is to invite

multidisciplinary and diverse

knowledge users as equal members

of the research team to produce

research alongside researchers and

create a sense of ownership by

everyone on the team.

• By working together towards a

common goal, the sum is greater

than the parts.

20

Greenhalgh T, Jackson C, Shaw S, Janamian T. Milbank Q 2016; Jull J, Giles A, Graham ID. 
Implement Sci. 2017; Grindell BMC Health Services Research, 2022.



Details on the Research Query Services
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 SPOR Evidence Alliance teams provided services to 50 different decision-

making organizations at the local (46%), national (41%), and international 

(13%) levels 

 Established collaborations and partnerships with 200+ knowledge users.



Research Query Service Outputs

 Across the 216 queries, 46 were led by an early career researcher 

and 71 queries included graduate students and trainees (n= 119) as 

part of the research team.

 Our co-creation model resulted in more than 200 decision-maker 

engagements and 280+ patient and public partnerships.

 The research findings were disseminated in various forms to reach a 

broader audience.

22



Our COVID-19 Response

 We supported decision-maker 

evidence needs through out the 

pandemic.

 50+ requests addressed to date.

 Provided information in as little as 5-

10 business days.

 The SPOR Evidence Alliance also 

partnered with COVID-END to 

support requests for rapid and living 

reviews. Each work plan and budget 

prepared by the investigative teams 

for COVID-END is personally 

reviewed.

 All reports available on our website.

23

https://sporevidencealliance.ca/key-activities/covid-19-evidence-

synthesis/

https://sporevidencealliance.ca/key-activities/covid-19-evidence-synthesis/
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Patient and Public Query 
Process

 Research topics submitted by patients and 
public partners.

 Topics prioritized using rapid James Lind 
Alliance approach by a panel of patient 
partners, clinicians, policy-makers, 
researchers, trainees.

 Work plan, budget, and research findings are 
co-developed by patient partners and the 
research team.

 Patient partners are provided with capacity-
building, resources, and guidance.

87 topics were submitted this year
The top 20 will proceed to full projects!
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JoAnne Mosel

Patient Partner 

SPOR Evidence 

Alliance 

Heather Colquhoun

Assistant Professor 

University of 

Toronto

Beverley Pomeroy

Patient Partner

SPOR Evidence 

Alliance 

Lindsay Jibb

Scientist

The Hospital for 

Sick Children 

(SickKids)

Elliot PausJenssen

Patient Partner 

SPOR Evidence 

Alliance 

Elaine Moody

Assistant Professor 

Dalhousie 

University
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Training & 
Capacity 
Development

Since 2017, the SPOR Evidence 

Alliance has led or supported 148 

learning opportunities reaching 3300+ 

learners



2017-2018 2018-2019 2019-2020 2020-2021 2021-2022 Total

No. Events 18 29 32 34 35 148

Online 

Training
2 2 4 1 1 10

Workshops 2 3 3 8
Lecture or 

Webinar
8 9 9 14 15 55

Post-

secondary 

courses
1 1 1 1 1 5

Thesis 

supervision
5 3 8 8 24

Mentorship 5 9 8 8 8 38

Seed Grant 4 2 2 8

No. Learners 607 768 665 679 655 3374

27

Training and Capacity Development Breakdown 



Seed Grant Winners
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Richard Henry

Post Doctoral Fellow, McGill University

Jillian Macklin

MD-PhD Student, University of Toronto

Exploring multiple perspectives on 

how patients can and should be 

involved in the development of 

guidelines for patient engagement in 

artificial intelligence (AI) health 

research

Incorporation of 

recommendations for gender-

diverse people in clinical practice 

guidelines: A review of 

traditionally sex-binary 

guidelines and recommendations

Engaging Métis 

citizens in 

Manitoba in the 

development of 

child health 

resources

Lisa Knisley Jones

PhD Student, 

University Of Alberta

Exploring 

predictors of 

women’s overall 

satisfaction 

with their HIV 

care

Lashanda Skerritt

MD-PhD Student, McGill 

University

Engaging patient and public 

partners in a scoping review 

on the practice and science of 

James Lind Alliance Priority 

Setting Partnerships

Alexandra Korall

Post-Doctoral Fellow, 

University of Manitoba

Co-creating in-

hospital physical 

activity programming 

to enhance health for 

children during 

treatment for cancer

Amanda Wurz

Post-Doctoral Fellow, 

University of Calgary

Ghazal Fazli

Post Doctoral Fellow, Unity Health Toronto

Nicole George

PhD Student, McGill University

“Nothing about us, without us”: 

The need for trauma-informed 

intersectional analysis of 

diabetes risk during 

COVID-19 through patient and 

public engagement 

Community partnerships for 

chronic pain management: 

An equity, diversity and social 

justice lens 



2021 Rapid Reviews with 
Patient & Public Partners
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 3- week course for patient/public 

partners was co-developed with SPOR 

Evidence Alliance patient partners 

Maureen Smith and Janet Gunderson.

 24 participants – ON: 9 (38%); QC: 4 

(17%); AB, BC, NB, NS: 2 (8%); MB, NL, 

SK: 1 (4%)

 Final course evaluation (96% response 

rate)

 Very highly rated (4.7/5.0)

 To date, all 24 graduates were matched 

to at least one project, in pairs, across 

18 projects since June 2021.



2022 Patient and Public 
Engagement in Knowledge 
Synthesis 
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 4-week knowledge synthesis learning 
course for patient/public partners co-
developed and co-led by Maureen 
Smith & Janet Gunderson.

 Live, interactive online sessions; 
quizzes; learning modules; and 
reflection journals and online discussion 
boards.

 23 participants – ON: 8 (35%); AB: 3 
(13%); BC, MB, NL, QC, SK: 2 (9%); 
NB, YU: 1 (4%)

 Course evaluations are underway
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Ideas & 
Innovation

Since the launch of the SPOR 

Evidence Alliance in 2018, we 

have co-created 10 policies/ 

templates with knowledge 

users, provided >100 coaching 

calls for our >20 teams, and 

peer reviewed >200 protocols 

for all projects.
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Methods Guidance during COVID-19

Key messages

 The COVID-19 pandemic has created 

several unique challenges to conducting 

rapid reviews, including:

o Closely involving decision-makers 

and engaging patient partners

o Urgency of the request (5-10 days)

o Finding all relevant evidence

o Interpreting results when clear and 

direct evidence does not exist

o Sharing the results widely

o Updating reviews on a continuous 

basis (e.g., living reviews)

Read full article: 

https://www.jclinepi.com/article/S0895-

4356(20)30616-8/fulltext

https://www.jclinepi.com/article/S0895-4356(20)30616-8/fulltext


Right Review Tool 

 Designed to provide guidance and supporting material 

to reviewers on methods for the conduct and reporting 

of knowledge synthesis.

 Users answer a series of simple questions and the tool 

matches these with an appropriate method from 41 

different knowledge synthesis methods.

 Freely available: 

https://rightreview.knowledgetranslation.net/

33

https://rightreview.knowledgetranslation.net/


AI-Enabled Tool

 Collaborative team from St Mike, University of Waterloo and Toronto 

Metropolitan University since 2016

 The team received a Canadian Foundation for Innovation grant to 

develop an AI-enabled tool to expedite the knowledge synthesis 

process from months to days, maintaining human performance.

 The Synthesi.SR-CAL tool will be offered to all SPOR Evidence 

Alliance teams (more to come in the future!).
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Training

Data
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Series of Papers on the SPOR Evidence Alliance
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Top 10 
learnings on 
Patient 
Engagement

1. Provide training to researchers:

 cultural safety training

 trauma-informed approaches

 patient engagement principles 

 effective co-creation guidance

 resources on planning to engage

2. Provide training to patients:

 overview of  the research process

 expectation that they provide lived 

experience (they are not scientists)

 guidance on their role in co-leading projects

3. Create a brave space:

 co-create principles/TOR for the team

 complete self-reflective exercise on 

power/oppression

 ensure everyone has a voice 
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Top 10 
learnings on 
Patient 
Engagement 
(continued)

4. Provide support on specific projects:

 ensure patient engagement begins before 

question development phase

 provide time to develop relationships 

 engage more than 1 patient per project

 discuss compensation/acknowledgement at 

the beginning

 find ways to bring the patient voice closer to 

policy/practice decision-making (e.g., patient 

interpretation of evidence)

 include a liaison person to communicate with 

patient partners

5. Include diverse partnerships:

 attempt to include clinicians, policy-makers, 

and patient partners 

 view disagreements as opportunities for 

growth and leads to better science
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Top 10 
learnings on 
Patient 
Engagement 
(continued)

6. Evaluate patient engagement:

 first do no harm!

 continuous improvement

 use appropriate tool (e.g., Patient 

Engagement in Research Scale, PEIRS-22)

7. Find opportunities for patients to submit 

topics and co-lead projects:

 advocate for this with funders

 strive for the “empower” level of the 

International Association for Public 

Participation (IAP2)

 highest for them to hold the funds  

8. Report patient engagement:

 use the Guidance for Reporting Involvement 

of Patients and the Public (GRIPP-

2) reporting checklist
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Top 10 
learnings on 
Patient 
Engagement 
(continued)

9. Embed equity, diversity, and inclusion in 

all that you do:

 many organizations strategically focusing on 

reducing health inequities

 find ways to embed EDI into everything (e.g., 

“bake” this into protocol and budget 

templates)

 ensure you engage with diverse patient 

groups

10. Provide tools to make the research 

process easier:

 online tool to match a knowledge synthesis 

question to a method

 AI tool for knowledge synthesis conduct

 templates for protocols, budgets, final reports 

and provide peer review of these

 focus on the engagement versus being 

bogged down with the process!
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SPECIAL THANKS to our Central Coordinating Office
The Central Coordinating Office of the SPOR Evidence Alliance is housed 

within the Knowledge Translation Program at St. Michael’s Hospital, Unity 

Health Toronto.
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Questions?
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