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PATIENT PARTNER Q&A

Room: Chat and Learn for Patient Partners, hosted ,

APA, prospective atient partners can learn \\
e . f Ehe Web?nar takeaways through the ‘

about some o . {
resources and information shared below.

The webinar invited participants to join Therese and
Linda for a candid Q&A about lived experience in
research and policy—where they started, where they
are now, and the many roles patient partners play.

LINDA WILHELM

¢ Linda lives with rheumatoid arthritis and has
been an advocate for over 20 years

e She was diagnosed at the age of 23

o Often heard that she was “too young” to
have arthritis

e Hopes that in sharing her story, improvements
can be made for others with living with arthritis

THERESE LANE

* Therese lives with chronic pai
Wi ain from s
forms of arthritis and has Igeen a patigxsml
partner for many years

As a patient partner, she has learned that:

© “Patient engagement isn't abo '
“F ) ut perfe
It's about Partnership, progress, gnd tﬁteion'
courage to learn from each other”

WHAT PATIENT PARTNER ROLES HAVE YOU HAD?

Linda: Therese:

e First role was with the e Joined the Strategy and
Canadian Arthritis Research Sustainability Committee at
Network as a part of a grant the Chronic Pain Network
review with clinicians > Suggestions she makes

e Had a role in a drug review are considered, which
modernization consultation, feels validating
speaking on the importance e Was also recently involved in
of arthritis medications the authorship of a research

» Expert Advisory Panel for the paper — patient partners can
COX-2 inhibitors, speaking develop and submit |
up for Vioxx abstracts, present, etc.!

) HOW DO YOU KNOW WHAT TO SHARE AND WHEN?

Linda:
¢ |t can be incredibly difficult:

Therese:

It car : / If you put yourself out the
You're trying to relive one of ’ don’ A £t

. . o
the worst times of your life” shgr; %gfgﬁﬁﬁﬁdy’éﬁuéfg o

* The need to “put ourselves comfortable with

out there” to get access to e Consi i
here on
medications and treatments storily?c% gpel%grpn?gtr?oogléour

and to help benefit others sharing, which groups you

* Partnering with researchers want to share it with, and
\r/]vhlo understand the trauma how you want to share it
elps make sharing a more * “If it helps just one person,

positive experience then it helps me”

.\"

“Lived experience brings a kind of knowledge that is grounded in reality” — Therese



WHERE DO YOU FIND PROJECTS?

Linda suggests social media as one avenue:

“You can follow gove
rnment, you can follow
researchers, you can follow /%stitutions and

b get opportunities through them.”

The CAPA newsletter often
mentions current opportunities:

arthritispatient.ca/en/#main-

footer
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OTHER RESOURCES:

Healthcare Excellence
Canada has a newsletter
which often has opportunities:

www.heoIthcqreexcellence.co
[en/partnerships/

The Chronic Pain Network has
a tool called Pain Connect
which matches patient
partners with researchers,
clinicians, and policy makers:

WWW.painconnect.ca

Pain Connect

There were several resources which came up during the
webinar, including projects Linda and Therese mentioned:

SPOR SUPPORT Units: A collaboration
between the federal government and
the provinces and territories. "SUPPORT"
stands for "Support for People and
Patient-Oriented Research and Trials.”

cihr-irsc.gc.ca/e/45859.html

V<

ished:
authorship with

Research paper Therese authored:
“Guidance on authorship with and
acknowledgement of patient partners
in patient-oriented research”

', Richards B3, Kathryn A. Birnie, Kathleen Eubanks, Therese Lane,
y Singer, Jennifer N. Stinson & Kimberly N. Begley

and. 6, Article number: 38 (2020) | Ciu

earch
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tract

researchinvolvement.biomedcentral.co
m/articles/10.1186/s40900-020-00213-6

rategy for Patient-Oriented Research Chronic Pain Networ!
is a patient-oriented research network funded by the
earch, The Network incorporates patient partners,
operations meaning that patient partne:

Article Linda spoke on: Related to the role
Linda had on the Expert Advisory Panel for
cox-2 inhibitors: “Drug giants, patients
attempt to sway panel at historic hearing
on disputed painkillers”

www.theglobeandmail.com/life/drug=
gia ﬂts—patients—ottempt—to—swoy;ponel—
at-historic-hearing-on-disputed-
painkillers/article981778/?login=true

WATCH THE WEBINAR!

Hear more about Linda and
Therese’s patient partnership ;
experiences in the recording: T

www.youtube.com/watch?
v=calPITcDOGO

20 on YouTube

CAPA
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