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A rising tide…

Health promotion, behaviour change, 

knowledge translation, and spinal cord injury

IKT



A rising tide… lifts all boats

We need to change the system

Researchers
Research 

Users
Funders

IKTIKT IKT



Rising The Tide

1. Provide an overview of IKT concepts and frameworks

2. Discuss the emerging science examining IKT research partnerships

3. Discuss recommendations for developing meaningful IKT partnerships
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Spinal Cord Injury (SCI) 101

 Damage to the spinal cord due to 

trauma or disease

 Increase in life expectancy

 ~86,000 Canadians

 Few efforts have focused on promoting 

healthy behaviours



Integrated Knowledge Translation (IKT)

“HOW CAN I HELP?”

Spinal Cord Injury British Columbia



Partnered Projects

What is the magic of SCI peer mentorship?

Partners: SCI BC, SCI Alberta, SCI Ontario, SCI Canada, Abilities New Brunswick

How can we support people aging with SCI to participate in society?

Partners: SCI BC, SCI Alberta, SCI Ontario; Graduate Student: Emily Giroux

How can we support family and friends of people with SCI?

Partners: SCI BC, SCI Alberta, SCI Ontario; Graduate Student: Rhyann McKay

What was the impact of the RHI’s Praxis Conference?

Partner: Rick Hansen Institute



Praxis 2018 – Engagement is Needed

“So, packing into the SCI community to share data,

disseminate data and information and to gain input

on the design of trials or the design of

implementation. Actually, having people with SCI as

partners in all of these different aspects could

really, I mean and they can enhance recruitment

for other trials. They can spread the word about

clinical interventions that are trying to be

implemented into hospitals or clinical care. They

can be influential on their communities about

that. I mean there's so many ways that people

with spinal cord injuries can be helpful.”

- Praxis Attendee



“We need the system to change”

“Nothing about us without us”



Tokenism

When a person with SCI or organization is asked to 

endorse, and therefore legitimize, research programs 

over which they have little real control.



How can I help?

1. Conduct research that helps us understand how to combat tokenism 

and meaningfully engage people with spinal cord injury in research.

2. Develop and evaluate tools, resources, and interventions to support 

meaningful IKT research partnerships for three target audiences:

o Researchers

o Research Users

o Research Funders



The Black Box of Partnership

What fosters meaningful 

partnerships?

What are the outcomes and 

impacts of partnerships?



The Black Box of Partnership

IKT Guiding Principles for Conducting and Disseminating SCI Research
Partners: ICORD, Michael Smith Foundation for Health Research, North American SCI Consortium, 

Ontario Neurotrauma Foundation, Ontario SCI Alliance, Rick Hansen Institute, SCI Alberta, SCI BC, 

SCI Canada, SCI Ontario

Advancing the Science of Integrated Knowledge Translation with 

Health Researchers and Knowledge Users
Leads: Kathryn Sibley and Heather Gainforth

Integrated Knowledge Translation Research Network
Lead: Ian Graham 

Partner: Michael Smith Foundation for Health Research

Canadian Disability Participation Project

PI: Kathleen Martin Ginis; KT Lead: Heather Gainforth; Postdoctoral Researcher: Femke Hoekstra
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Integrated Knowledge Translation (IKT) Guiding Principles
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Our Leadership Panel

A team of multidisciplinary SCI researchers, clinicians, 

organizations, funders, and research users with IKT experience.
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Reviews of the IKT Literature

A review protocol on research 

partnerships: a Coordinated Multicenter 

Team approach

Hoekstra*, Mrklas*, Sibley, Nguyen, Vis-Dunbar, Neilson, Crockett, 

Gainforth*, Graham*

In Press in Systematic Reviews
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Reviews of the IKT Literature

Review of Reviews
Hoekstra et al.

Accepted in Systematic Reviews

• 84 reviews describing research partnerships

• 166 principles extracted

• 17 overarching principles

• E.g. Partners are flexible and creative in their collaborative research 
activities. 

• 116 strategies

• 11 overarching strategies

• E.g. Use a variety of methods to facilitate communication (e.g. email, 
discussion, surveys, photovoice).
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Advancing Consensus Methods

• Community-based Delphi with SCI peer 

mentors

• Compare Consensus Methods in IKT (BC 

Support Unit)
• PI: Nelly Okele; CoIs: Banner-Lukaris, Plamondon, Sibley

• Large Scale Community-Based Delphi 

Methods with the SCI Community
• >2500 people in the SCI community
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Knowledge Creation

1. Knowledge Product 

• AGREE II Guiding Principle 

Meeting

Leadership Panel
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Together we will rise the tide

Develop, implement, and evaluate the first 

integrated knowledge translation guiding principles

for conducting and disseminating research in partnership 

with the spinal cord injury community.
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Guidance in the meantime…

• Michael Smith Foundation for Health Research



From a community perspective

• Arrive early and get to know 

me and my organization

• Listen carefully

• Speak the same language

• Be relevant

• Bring value

• Be respectful



From a researcher perspective

• Start by asking ‘How can I help?’

• Foster an equal partnership

• Be compassionate

• Be in it for the long-term

• Report and evaluate



Engage Early, Engage Often

Bourke, Chernesky, Gainforth, Shepherd, 2018



DOs & DON’Ts

Bourke, Chernesky, Gainforth, Shepherd, 2018



Rising The Tide
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