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Outline

1. Overview of patient-oriented research (POR)

2. IMAGINE SPOR - Patient-oriented research in digestive health

• POR projects that engage patients as partners

• Patient-identified priorities

• Capacity building for patient engagement in research

• Patient research partners (PRPs) 

• Patient and Community Engagement Research Program (PaCER) training

2



Strategy for Patient-Oriented Research
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…is about ensuring that
the right patient

receives 
the right intervention

at 
the right time

https://cihr-irsc.gc.ca/e/documents/P-O_Research_Strategy-eng.pdf

Di

“By 2025, health outcomes in 
Canada will be demonstrably 
improved and the health care 
experience for patients enhanced 
through the integration of 
evidence at all levels of the 
health care system.“



CIHR SPOR Chronic Disease Networks
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Some SPOR Milestones
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August 2020: 
Canadian Data Platform (CDP) and Data Access 
Support Hub (DASH) led by Health Data 
Research Network Canada (HDRN Canada)

August 2011:
SPOR launch

August 2015: SPOR 
Capacity Development 
Framework

June 2014: SPOR Engagement 
Framework

September 2017: 
SPOR Evidence 
Alliance (SEA)

2020: SPOR Patient Engagement 
Framework Update

Dates vary by province: SPOR SUPPORT (Support for 
People and Patient-Oriented Research and Trials) Units



Who We Are

• One of five chronic disease networks in CIHR’s 
SPOR initiative

• Investigating the interactions between 
inflammation, microbiome, diet and mental health 
in patients with inflammatory bowel disease (IBD) 
and irritable bowel syndrome (IBS)

• Research network of 17 hospitals/universities 
comprised of researchers, patients, and clinicians 
across Canada

Our Mission
Transform the management of IBD and IBS and 
associated mental health issues with these disorders.
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What is Patient-Oriented Research (POR)?

Conducted by 
multidisciplinary teams 
in partnership with 
relevant stakeholders 
and aims to apply the 
knowledge generated to 
improve healthcare 
systems and practices.
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-CIHR SPOR (https://cihr-irsc.gc.ca/e/48413.html)

Engages patients in “meaningful and active 
collaboration in governance, priority setting, 
conducting research and knowledge translation.” 

https://cihr-irsc.gc.ca/e/48413.html


Why Patient-Oriented Research?

• Achieve benefits that matter to patients
• Improved health and access to 

the healthcare system
• Quality of life that is tied to patient-

oriented outcomes
• The right treatment at the right time
• Being an active, informed partner 

in health care
• Contribute to improving the cost 

effectiveness of the health care system
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Patients are 
at the heart of 

SPOR
Patients have 

expertise through 
their lived 
experience

Patients must be 
involved as much and as 
meaningfully as possible
to make health research

more responsive to 
patient needs

- https://cihr-irsc.gc.ca/e/48413.html

https://cihr-irsc.gc.ca/e/48413.html
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Patient Research Partners
• IBD and IBS patients and caregivers from 
across Canada who provide guidance and 
direction to the IMAGINE Network and our 
research
• Their involvement ensures the network 
addresses the unique needs of patients, 
ultimately improving the quality of life of 
those living with GI diseases

Who contribute as: 
• Governance Committee members
• Working Group members
• Working as co-researchers and/or leading 

research projects

IMAGINE SPOR 
Patient Research Partners



PRPs| IMAGINE Governance
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IBD National Cohort Studies
Research Lead: Charles Bernstein
Clinical Lead: Remo Panaccione
Patient Lead: Anny Fernandez

IBS National Cohort Studies
Research Leads: Stephen Vanner, 
Premsyl Bercik
Patient Lead: Megan Marsiglio

Psychiatry Studies
Research Lead: Valerie Taylor
Patient Lead: Amy van Engelen

Knowledge Translation, 
Education, and Policy
Research Leads: John Lavis, Gil 
Kaplan, Paul Beck
Patient Leads: Kate Lee, 
Glen Allison

Inflammation and Basic Science
Research Leads: Paul Kubes, 
Stephen Collins, John Bienenstock

Pediatrics
Research Lead: Anthony Otley
Patient Lead: TBD

Patient Engagement
Research Lead: Deborah Marshall
Patient Lead: Sandra Zelinsky

Microbiome, Genetics, and 
Metabolomics
Research Lead: Mike Surette, 
Richard Fedorak, John Rioux

Diet and Environment
Research Leads: Elena Verdu, 
Leo Dieleman
Patient Lead: Shawn Reynolds

Sex and Gender Studies
Research Lead: Laura Targownik
Patient Lead: Kim Daley



IMAGINE Patient Engaged Projects
• Adult FMT Treatment Preferences Survey

• Child FMT Treatment Preferences Survey

• Priority Setting Study (paediatrics and adults)

• Recruitment and Retention Study

• PaCER Cohort Studies

• Health Economics/Health Resource Use Study

• IMAGINE SPOR AB/BC Co-Design Study

• Sex & Gender IBD/IBS Study

• IBD and Mental Health (anxiety and depression)
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PRPs| Project Examples

Graphic designed by Sandra Zelinsky



PRP | Patient-Led Study
Recruitment and Retention
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PRPs | James Lind Alliance (JLA) Priority Setting

IBD in Pediatrics; CIDSCANN

Upcoming project:

• Develop research priorities for 
IBD/IBS with patients, caregivers, & 
clinicians

• The top ten previously 
unanswered research questions 
generated from this study will 
inform future quality improvement 
efforts & research within IMAGINE

14
-CIDSCANN Network



PRPs | AB & BC SPOR SUPPORT Partnership 
Patient Engagement Study

Does level of patient engagement make a 

difference? 

Assess relationship between level of 

patient engagement and key research 

outputs



PRPs | Knowledge Translation Activities
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2019/20 Patient and Community 
Engagement Researchers (PaCERs) 
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IBD National Team: The Mob
A peer-to-peer study on the 
psychosocial relationship between 
individuals with IBD and food

IBD Alberta Team: We’ve Got Guts
Exploring what resources IBD 
patients need after diagnosis



PaCER Training Program
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Practicum in research
and consultation skills 

in patient and 
community 

engagement research

CPE 
219|40 Hours|Online

Theoretical 
foundations

in patient and 
community 

engagement research

CPE 
221|40 Hours|Online

Internship in 
conducting patient and 

community 
engagement research

CPE 220|80 Hours|
Online and field work
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Model: Co-creation of PaCER role as a ‘Twin Innovation’

Results: 3 major areas of impact:
1) increased capacity of patients to engage in healthcare 
research and planning
2) New roles for patients in health care planning –
impacting attitudes and practices 
3) New, collaborative roles for patients in research. 

Interpretation: Fundamental cultural change, and a way 
to embed and measure patient value.

- Marlett N, Shklarov S, Marshall DA, Santana MJ, Wasylak T. Building New Relationships in Research: A Model of Patient Engagement Research. Qual Life Res 2015;24(5):1057-67.
- Shklarov S, Marshall DA, Wasylak T, Marlett NJ. “Part of the Team”: Mapping the outcomes of training patients for new roles in health research and planning. Health Expectations 

2017;20:1428-36
- Miller JL, Teare SR, Marlett N, Shklarov S, Marshall DA. Support for living a meaningful life with osteoarthritis: A patient-to-patient research study. The Patient – Patient-Centred Outcomes 

Research 2016;9(5):457-64

“Part of the Team”: Building New Patient Roles and 
Relationships in Health Research and Planning



We have come a long way …and we look 

forward to the journey ahead together!
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Thank you!
Dr. Deborah Marshall
damarsha@ucalgary.ca

@Marshall_HEcon

Sandra Zelinsky
sandra.zelinsky@ucalgary.ca

@SandraZelinsky
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