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Kelly English & Sheila Kerr
Arthritis Patient Advisory Board (APAB)

NCC

Arthritis Research Canada (ARC)

Leading research. Finding answers. Saving lives.



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

lllustrate 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

. 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

e 1998 — Canadian Arthritis Network
_ Consumer Advisory Council

e 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
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ARC/APAB communications

ARC Board of Directors
A {L

Executive Director Scientific Director

Annual Shauneen Kellner Dr John Esdaile
Funding APAB "\
Board ARC Researchers/

Liaison " staff

Quarterly APAB Co-chairs
Reporting
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What does the Arthritis Patient Advisory Board do?

* |nitial 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
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What does the Arthritis Patient Advisory Board do?

~
(o APAB members W ( e Co-identify questions

e Researchers & Trainees e Co-design

e External patient groups * Recruit

Undertake, interpret
- Y
Mentoring ‘Co’-research

-

Translation / e Publish/present

Dissemination e Public Forum

e Letters of support

e Contribute to grant
applications

e Newsletters

e Lay summaries

e Podcasts / webcasts
e Social Media

N\
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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

e Not a token member of a board or committee

NCC
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What to look for in a patient dance partner

 Passion for bringing the patient voice to research
* Interest in lifelong learning

= Sneak fwwm EXPERIING
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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

e Offer support and mutual respect
* Be willing to allot the time
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Challenges: How to avoid stepping on toes

e Avoid the “know it all”

* Avoid unclear expectations

We kKnow ,
i's challenging’
\ s C | 3\ 9

.\‘

i
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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

’
"Manananas A‘ C
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Finding a patient dance partner

Arthritis Is Ageless

A' C most expensive

ARTHRITIS RESEARCH CANADA chronic condition Population Affected by Arthritis Types of Arthritis

for the Canadian economy »
600,000 W 5,200,000 - 350,000,000

Arthritis
Research
Canada

@arthritisar
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About
Photos Photos Medical research centre in Richmond, British
Columbia
Reviews 50 %A h k%
Likes |~ Using Patient Self-Report Data to ‘Personalize’
and Enhance Administrative Health Data
Events TERRES NN st 1t Mt . 4 s Invite friends to like this Page
Videos
Arthritis Research Canada is an international
Notes leader in medical research on Canada’'s most
debilitating chronic disease.
Posts
|ﬁ 836 people like this and 799 people follow
Create a Page this
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Choreographing the dance:
Opportunities in co-researching

( e Co-identify questions A
e Co-design

e Recruit

e Undertake, interpret

‘Co’-research
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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

-l
-al

-al

ing to set clear expectations

ing to recognize time involved in building relationships

ing to be flexible

 Costs of engaging patients

WE
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Choreographing the dance:
Opportunities in providing support

-

e Letters of support

e Contribute to grant
applications
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A Challenge: Battling the acronyms

e ARC — Arthritis Research Canada

* BJD — Bone & Joint we Know

* CAC — Consumer Advisory Council i's c\r\allengmg ’,
* CAPA — Canadian Arthritis Patient Alliance ﬁ/;r’_f

* TAS — The Arthritis Society A

e AAC — Arthritis Alliance of Canada
* ACE — Arthritis Consumer Experts

 CIHR — Canadian Institutes for Health Research........ AFC
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Choreographing the dance:
Opportunities in translation/dissemination

-

Translation /
Dissemination

e Publish/Present

e Public Forum

e Newsletters

e Lay Summaries

e Podcasts / Webcasts
¢ Social Media

\
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Assessing Meaningful Patient Engagement in Research

A
y

Study Title: Patient Engagement in Research Scale (PEIRS) Study WebKIN é \ ACﬁ{ES'EM

Principal Investigator: Clayon Hamilton, PhD. Postdoctoral Research Fellow, Facu

Study Start Date: 2016/ Study End Date: TBA

Why do this research?

This research will create and test a measurement tool, the Patient Engagement in Research Scale (PEIRS). The PEIRS will assess patients’ perceptions of being
meaningfully engaged as Patient Research Partners in health research. The practice of patient engagement in research is a change from the usual way of doing health
research, and it is becoming increasingly valued and required. Patient engagement in research occurs when patients take a role in conducting tasks and making decisions
in research governance and at any stage in the research process, from planning the research through to the dissemination, the use, and assessment of the use of the
research findings. Patients who engage in research bring their important experiences of living with health issues and using health services. Their experiences can make
the research more relevant to the needs of patients. Patient engagement is meaningful when the research process demonstrates certain values, such as mutual respect
and co-building of knowledge, which benefits the patients, researchers, research funders.
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The Arthritis Newsletter: Winter 2016

Will | Ever Feel Better Again? Arthritis and
Depression

With the added issues brought on by a systemic arthritic condition, the depressed
person can feel a sense of diminishing capacity that they are convinced can and will
only get worse. There is no doubt that depression poses a serious threat to the well-
being of an arthritis patient, but we need a sound understanding of what depression
looks and feels like.
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Action on Arthritis: Steps to a better you

Listen. Learn. Ask questions. #2ROAR

With rapid changes in access to health care information and health technologies, managing your chronic
disease is becoming more collaborative and patient-centred. The ROAR 2016 public forum featured a group of
researchers from Arthritis Research Canada who are at the forefront of these changes. They shared what the
latest research, developed in collaboration with patients, is telling us about arthritis care and self-management.
Updates on current research were presented in a relaxed and informative series of talks for people with
arthritis and those who care for them.

Speaker Topics & Presentation Slides

You Don’t Have To Quit: Working with Inflammatory Arthritis

Dr. Diane Lacaille, Rheumatologist, Professor & Associate Head of Academic Affairs, Department of Medicine, University of British Columbia

Dr. Lacaille speaks about supporting people with inflammatory arthritis in dealing with employment issues, preventing work disability, and improving
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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

e Arthritis Alliance of Canada (AAC)

e Canadian Arthritis Patient Alliance (CAPA)

 Outcome Measures in Rheumatology (OMERACT)

* Canadian Coordinating Office for Health Technology (CADTH)
* Sjogrens Canada

e Patients in Education (UBC)

* Lupus BC
* Allied Health Professionals Association A' ‘
* 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

-
e APAB members
e Researchers & Trainees
e External patient groups

-

Mentoring
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Coaching
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Clinical Review
THE ARTHRITIS RESEARCH CANADA Femoroacetabular impingement
BOARD MEETING — THURSDAY, SEPTEMBER 08, 2016 agn -
ANNUAL REPORT OF THE SCIENTIFIC DIRECTOR and OSteoarthntls Of the hlp
ARTHRITIS RESEARCH CANADA Charlie Zhang Mo Linda Li preno  Bruce B. Forster mp  Jacek A. Kopec mp pho
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" TRAINEES J i i
) Abstract
Trainee Grants and Awards Objective To outline the clinical presentation, physical examination findings, diagnostic criteria, and management

options of femoroacetabular impingement (FAI).
Natalie McCormick (Supervisor: Antonio Avina) was the recipient of a Michael Smith
Foreign Study Supplement (value: $6,000) from the Canadian Institutes of Health Sources of information PubMed was searched for relevant articles regarding the pathogenesis, diagnosis,
Research (CIHR). Ms. McCormick spent three months at the University of California at treatment, and prognosis of FAI.
San Francisco working with Professor Patricia Katz on a project entitled “Long-term health
resource utilization and total economic burden following diagnosis of systematic
autoimmune rheumatic diseases: a population-based study’. Ms. McCormick also
received the Santosh M. Wasan Graduate Student Travel Award from the Faculty of
Pharmaceutical Sciences at UBC (value: $500).

Main message In recent years, FAI has been increasingly recognized as a potential precursor and an important
contributor to hip pain in the adult population and idiopathic hip osteoarthritis later in life. Femoroacetabular
impingement is a collection of bony morphologic abnormalities of the hip joint that result in abnormal contact during
motion. Cam-type FAI relates to a non-spherical osseous prominence of the proximal femoral neck or head-neck

~UBC DIVISION OF RHEUMATOLOGY
WEEKLY ROUNDS

Meeting Room # 3, on the 3™ floor
Mary Pack Arthritis Centre, 895 West 10t Ave.
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Coaching: Mentoring by senior members:

* Sharing 2-minute personal update
 Annual members’ feedback survey
* Culture of caring

P eer
Q@g peer
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Coaching: Mentoring challenges

* Taking time to build relationships

 Using plain language (not dumbed down) we kKnow
 Understanding enough H's Cm”mﬂ‘hﬂ{
* Disease burden affecting participation i“:[f/’ pud

* 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

e 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

NCC
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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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