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Learning objectives

• Describe the development and roles of a patient advisory board 
within a health research organization

• Discuss opportunities and challenges in partnering with 
patients in research priority setting, data collection and KT

• Illustrate the process of peer-to-peer mentoring for patient 
partners in health research
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Agenda

1. Getting to Know the Dance Venue: Development & Roles

2. Choreographing the Dance: Opportunities & Challenges in 
Partnering

3. Learning to be Dance Partners: The Process of Mentoring 
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Getting to Know the Dance Venue: 

Development & Roles 
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The dance began… By building the right venue

• 1998 – Canadian Arthritis Network
₋ Consumer Advisory Council

• 2000 – Arthritis Research Canada (ARC)
₋ Arthritis Patient Advisory Board

₋ Mission: to participate in all aspects of arthritis research at ARC and to 
serve as a bridge between researchers, people with arthritis and the 
community at large
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APAB: Partners in the dance

Who are we?
• Arthritis Patient Advisory Board (APAB) 
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APAB: Partners in the dance

Patients Researchers

Patient 
informed 
researchers

Research 
informed 
patients
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ARC/APAB communications
ARC Board of Directors

Executive Director
Shauneen Kellner

Scientific Director 
Dr John Esdaile

ARC Researchers/ 
Staff

APAB Members

APAB Co-chairs

Annual 
Funding APAB 

Board 
Liaison

Quarterly 
Reporting

14



What does the Arthritis Patient Advisory Board do?

• Initial patient roles

₋ Provide feedback about research ideas

₋ Write letters of support

₋ Assist in disseminating ARC research findings 

• APAB /ARC Board liaison enabling 2 way communication at a 
board level
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What does the Arthritis Patient Advisory Board do?

• Publish/present

• Public Forum

• Newsletters

• Lay summaries

• Podcasts / webcasts

• Social Media

• Letters of support

• Contribute to grant 
applications

• Co-identify questions

• Co-design

• Recruit

• Undertake, interpret

• APAB members 

• Researchers & Trainees

• External patient groups

Mentoring ‘Co’-research

Translation / 
Dissemination

Support
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Choreographing the Dance: 

Opportunities & Challenges in Partnering
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Why ask us to the dance? 

• Understanding what patients value 

• Understanding what problems need to be solved

• Help in getting the word out to the right people 
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Finding the right partner

• Not patients as research participants……but as partners 
integrated into the research process

• Not a token member of a board or committee
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• Passion for bringing the patient voice to research

• Interest in lifelong learning  

What to look for in a patient dance partner
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How to be a good researcher dance partner

• Value patient contributions

• Be a good listener and communicator in plain language

• Be trustworthy 

• Offer support and mutual respect 

• Be willing to allot the time

21



Challenges: How to avoid stepping on toes

• Avoid the “know it all”

• Avoid unclear expectations 
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How to find a patient dance partner

• Word of mouth 

• Letters to supportive rheumatologists with accompanying poster

• Notices in our various communications channels
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Finding a patient dance partner
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Choreographing the dance: 
Opportunities in co-researching
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• Co-identify questions

• Co-design

• Recruit

• Undertake, interpret

‘Co’-research



Opportunities for co-researching

Arrange meetings with patients and researchers

• Coffee meetings

• Tours of research lab
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Choreography: Co-researching

Patient driven research examples
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Challenges in co-researching: 
How to avoid stepping on toes

• Failing to set clear expectations

• Failing to recognize time involved in building relationships

• Failing to be flexible

• Costs of engaging patients
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Choreographing the dance: 
Opportunities in providing support
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• Letters of support

• Contribute to grant 
applications

Support



• ARC – Arthritis Research Canada

• BJD – Bone & Joint

• CAC – Consumer Advisory Council

• CAPA – Canadian Arthritis Patient Alliance 

• TAS – The Arthritis Society

• AAC – Arthritis Alliance of Canada

• ACE – Arthritis Consumer Experts

• CIHR – Canadian Institutes for Health Research……..

A Challenge: Battling the acronyms
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Choreographing the dance:
Opportunities in translation/dissemination

• Publish/Present

• Public Forum

• Newsletters

• Lay Summaries

• Podcasts / Webcasts

• Social Media

Translation / 
Dissemination









Choreographing: 
Opportunities for professional networking/connections/health information

Potential for wearing other “hats” – Being connected with other patients to 
be sure you are representing more than your own opinion

• Arthritis Alliance of Canada (AAC)
• Canadian Arthritis Patient Alliance (CAPA) 
• Outcome Measures in Rheumatology (OMERACT) 
• Canadian  Coordinating Office for Health Technology (CADTH)
• Sjogrens Canada
• Patients in Education (UBC)
• Lupus BC
• Allied Health Professionals Association 
• Inter-professional Health Mentors Program UBC  
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Learning to be Dance Partners: 

The Process of Mentoring 
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Learning to be dance partners:
Opportunities in mentoring
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• APAB members 

• Researchers & Trainees

• External patient groups

Mentoring



Coaching
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Coaching: Mentoring by senior members:

• Sharing 2-minute personal update

• Annual members’ feedback survey

• Culture of caring
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Coaching: Mentoring challenges

• Taking time to build relationships

• Using plain language (not dumbed down)

• Understanding enough

• Disease burden affecting participation

• Organizational support
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Coaching: Co-learning with patient and research partners
Fred Astaire and Ginger Rogers- doing it backward in high heels…

• Small group meetings with researchers

• Monthly interactions with researchers at the APAB meeting

• Proximity for spontaneous discussions

• Trainee day
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Coaching: Opportunities for Conference Attendance

• Canadian Rheumatology Association – February

• American College of Rheumatology – November

• Cochrane Canada Symposium – May 

• OMERACT – Outcome Measures in 
Rheumatology – May

• AAC – Arthritis Alliance of Canada 
Annual Meeting – October 
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Coaching: Mentoring other groups

• Reaching out to other research organizations 

• Responding to requests
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In Summary…
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The Performance: Dancing with the stars

• Have fun

• Have great dance coaches when you start- a researcher 
champion and a patient champion

• Build the right dance hall

• Find the right partners
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The Performance

• Workout some good choreography that fits both your talents

• Practice!

• You will step on each others toes at times

• Sometimes the patient leads, sometimes the researcher leads

• Enjoy the feeling of whirling around the dance floor as graceful 
partners in research!
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