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 To discuss the emerging roles of patients in research.

* To illustrate how to meaningfully engage patients in
research using 2 recent projects.

* To discuss lessons learned from patient-researcher
collaboration.
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Patients in research
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= Participants — ‘health consumers’
» Knowledge users
= Collaborators/partners

> Experts (their illness experiences)

» Mentors for researchers, trainees and other patients
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‘Nothing about us without us’

> _
Arthris‘c/o;sumer Exper't_é' Hea ll-h

Canadian Arthritis Patient Alliance

experience - perspective - voice

Arthritis Consumer Experts

Canadian Arthritis Patient Alliance

Arthritis Patient Advisory Board, Arthritis
Research Canada

Canadian Association of Psoriasis Patients

Canadian Pain Coalition

British Columbia Lupus Society
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ARC Arthritis Patient Advisory Board
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= An arm’s length patient-led board

= Fully integrated w'ith_in Arthritis Research Canada

» 13 patient members (including 2 co-chairs)

@Arthritis_UBC
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Roles of ARC Arthritis Patient AdVisory Board
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= Take an active role in the research projects brought forth
| by ARC scientists or suggested by the Advisory Board
- members

= Participate in training to enrich their input into arthritis
research

* Train and mentor fellow patient members

= Collaborate with other patient-centred arthritis
organizations on patient/researcher-driven initiatives
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We participate in each other’s meaningful activities
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http://www.arthritisresearch.ca/graphic-recording-eroar2013
http://www.arthritisresearch.ca/graphic-recording-eroar2013

The ‘FIRST" Model in patient-researcher collaboration
(Hewlett, 2006) '

= Facilitate
= |dentify

= Respect

= Support (effective communication, plain language
research summary)

= Training (basic concepts of research methods, statistic) -
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Case 1: ANSWER
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A patient decision aid for patients with rheumatoid arthritis
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Rheumatoid arthritis (RA) treatm'ent:

E———

Strong evidence, weak uptake

In RA, disease-modifying drugs, DMIARDs, should be used
early to prevent joint damage and reduce the risk of
cardiovascular disease.

> 50% of RA patients are not using DMARDs.

Up to 70% of people do not adhere to their medications

Lacaille et al (2005), Feldman et al (2005), Shipton et'al (2004)
Widdifield (2013), van den Bart et al. (2012)
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Why are peopl'e not using medication?

Not suggested by doctor
Did not think they need it

“ear of side-effects

Preferred to avoid medications

———— = - —

Lacaille et al (2007)

Feeling uncertain about taking DMARDs

= Concern about the consequences of RA

= Concern about side effects

Li et al. (2009), Townsend et al. (2013)
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The solution
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» We created a web-based patient decision aid with
animated patient stories

- It helps peo}ple with RA make informed decisions about
taking methotrexate
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Patient partners

L

Arthritis Consumer Expertg

" Arthritis Consumer Experts

= Cénadian Arthritis Patient Alliance

experience - perspective - voice
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Patient involvement in ANSWER '
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= As partners, they assisted in...

I Developing the initial research qguestion
= Designing the decision aid
= Recruiting study participants

= As knowledge users, they...

= Disseminated the final product to their peers — ‘project champions’

= As ‘participants’, they...
= Participated in the usability test and proof-of-concept study

[@i @Arthritis_UBC 14




ANSWER: A methotrexate decision aid
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2 options:

= Start MTX as prescribed by my doctor

= Refuse MTX and talk to my doctor about other treatment
options

6 patient stories

Interactive questionnaire

1-page summary for physicians

Li et al. BMC Medical Informatics and Decision Making 2013
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Results (n = 30)

Decisional Conflict 49.5(23.2) 21.8(24.1) -27.7
(0-100) (-15.4, -39.9)

Methotrexate 30.6 (9.6) 41.7 (6.8) 11.0| <0.001 §
Knowledge (O - 60) (6.73 15.3)

Effective Consumer 68.2 (12.5) 72.9(12.7) 4.7 0.15
Attribute (0 - 100) (-1.8, 11.2)

Li et al. Arthritis Care & Research, 2014
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Methotrexate decision

Decided to take MTX 14 (46.7%)

Decided to refuse MTX & talk to doctor 6 (20.0%)
about other treatment options

Not sure 10 (33.3%)

Li et al. Arthritis Care & Research, 2014
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BMC Medical Informatics and | )
Decision Making Biolled Cental

Study protocol

Improving healthcare consumer effectiveness: An Animated,

Self-se rve, Web-based Rese: e . 81c medical informatics :ar;d_De_d;ion‘Making 2013, 134131 -
eal"ly rheumatoid al’thl’itis http://www.biomedcentral.com/1472-6947/13/131 BMC
Linda C Li*'2, Paul Adam?, Ann
Diane Lacaille27, Susan Cox*, Je:

Gerri Sinclair®, Kendall 11010 an G S U9 Open Access

Usability testing of ANSWER: a web-based
methotrexate de( g.r)tlhrrlilthlj o, Researfjhzolﬂr, pp 000—000

10.1002/acr. q
2014, American College of Rheumatology

Medical Informatics & Decision Making

rheumatoid arthrig

Linda C Li'*, Paul M Adam®, Anne F Tc
Diane Gromala“, Chris D Shaw’, Peter Ti

Proof-of-Concept Study of a Web-Based
Methotrexate Decision Aid for Patients With
Rheumatoid Arthritis

LINDA C. LI,' PAUL M. ADAM,* CATHERINE L. BACKMAN,' SYDNEY LINEKER,* C. ALLYSON JONES,*
DIANE LACAILLE.:‘ ANNE F. TOWNSEND," ELAINE Y/ SHYN,* CHARLENE YOUSEFL?
PETER TUGWELL,® JENNY LEESE,” axo DAWN STACEY
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What next? Ask the patients...

———— = - —

High priority activities:

=5

2.

WELE ANSWER available for the public

Develop tools for more difficult decisions, such as

-biologic therapy

Increase use of patient decision aids by health
professionals

@Arthritis_ UBC
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Disseminate the ANSWER

The Arthritis
Society

« Arthritis is a leading cause of disability in Canada.

+ About one out of every 100 Canadians has rheumatoid
arthritis (RA). That's about 300,000 Canadians.

+ Anyone can get RA at any age, but it most often appears
between the ages of 25 and 50.

« RA affects women three times more often than men.

There is no cure for RA, but when you are diagnosed early and
start the right treatment, you can take better control of your
disease and often avoid severe damage to your joints. Most
people with RA can lead active and productive lives with the
help of the right medication, surgery (in some cases), exercise,
rest and joint protection techniques.

Rheumatoid arthritis (RA) is a type of inflammatory arthritis and

Are You Living With
Rheumatoid Arthritis?

Visit the ANSWER tool, a
medication decision aid tool to
help you find out if Methetrexate
is the right treatment option for

Go to the

ANSWER Tool

Learn more about how to
manage your arthritis by
exploring the links below.




ANSWER-2

What else is there to know? About us Contact

ANSWER-2

Sho
CIHR IRSC

Canadian Institutes of  Instituts de reche I
u Canada

Health Research  en santé ¢

Which medication is

L]

You should use this program only if you
have rheumatoid arthritis and if your
doctor has recommended biclogics as a
treatment for you.

This program is not recommended i
vou have not been diagnosed with
rheumatoid arthritis or if yvour doctor
nas not suggested biologics for vou.

right for you?

o —

QOur aimis to help you decide if and
which biologic therapy is right for you.,
This program focuses on two decisions:

o To start/add a biologic OR to stay on
your current treatment

@ Which biologic to start/add

4

The decision of which optionto choose
is different for everyone. It is important
to consider how rheumatoid arthritis
affects you and how you feel about the
different pros and cons of each option.

By providing you with the information
you need to know about each Biologic,
this program will help you make an
informed choice.

rehe
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Increase use of patient decision aids by health professionals-
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= The first patient decision aid for rheumatoid arthritis was

- developed in early 2000.

= Use of patient decision aids has been low in clinical
practice.

= Minimal in rheumatology practice

@Arthritis_ UBC 22




Top barriers for rheumatologists to use PtDA  (Zonget al,, 2014)

= 6/%: It req'uires reorganization of my practice
= 57%: I am not familiar with PtDAs
= Qualitative interview themes:

= The perception that PtDAs offer patient education rather
than decision support '

= Based on RCT data only
= Fear of impairing MD-pt communication

= The next step: Implementation

3



Case 2: ICON

Imvproving Cognitive & jOint'health Network
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What is ICON?

o - o

= Improving Cognitive & jOint health. Network
* A CIHR-funded 3-year knowledge translation network

= Expertise: digital media, health research, patient/public
engagement

= Mission: To transform how research in musculoskeletal
and cognitive health is used to improve mobility
independence in older adults

P place of ming s
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The team
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= LlindaLi = Cheryl Koehn (ACE)

= John Esdaile | = Jennifer O’'Hagan (Alzheimer
» Teresa Liu-Ambrose Society BC)
= Diane Gromala = Elise Kayfetz (CARP)
= Chris Shaw = Paul Adam (MPAP)
= Richard Smith = Leslie Soever (AHPA)
= Allyson Jones = Daniel Swartz (QxMD)
= Sharon Straus = Alison Hoens (Knowledge Broker)

IUBC = France Légaré
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Crow_dsourcing priority setting
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= A patient/public survey to:

= Assess the public’s views and priorities in using digital
- media to promote cognitive health and musculoskeletal
health

= |dentify KT opportunities

= English and French questionnaires

(k AlzheimerSociety = v ADvVOCACY
27 Bonerrs
/ ™
Arthritis Consumer Experts »]» _
L LAREY COMMUNITY
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Public opin'ion survey (Jul —AUgust, 2014)
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| English = 668 attempted

French = 355 attempted

Completed = 250

/50 responses

p Ploce oTming _
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Participant characteristics (Eng_lis'h; n= SOO')
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> Age 65 232 (46.4) §
Female 383 (76.6)
Resided in a city with at least 1 hospital 426 (85.2)

Employment: full-time, part-time, self-employed 223 (44.6)

Diagnosis
' Osteoarthritis 168 (33.6)
Rheumatoid arthritis 62 (12.4)
Caregivers 146 (29.2)

@Arthritis_ UBC 30



Provinces (English: n = 500)
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Views about arthritis prevention and treatment
(English; n = 500)

Top 3 challenges faced by people with arthritis Participants (%)

1. Managing pain 240 (48.0)
| 2. Loss of mobility 178 (35.6)

3. Loss of functional independence 173 (34.6)

Top 3 ‘preventative strategies’

1. Exercise 169 (33.8)

2. Diet 105 (21.0)

3. Healthy body weight 68 (13.6)

Top 3 effective arthritis treatment

1. Physical activity 220 (44.0)
Bl 2. Medication 189 (37.8)

3. Physical therapy 76 (15.2)




KT opportuniti'es

S ——— - — = - — ———— = — = =

1. 12% did not know how arthritis c.ould be prevented
2. 24% did not know how arthritis could be treated

3. How should digital media be used to promote joint health?
= 22% - Provide educational material
= 15% - Monitor exericse
= 8% - Track symptoms

» 49% - Could not name a role or said that there was no role for
digital media in arthritis management

[ place of ming s
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ICON KT strategy: A more active you!

Improving

brain health &
joint health

/{\;'-' _
The generalpopulation

(PA campaign for the
public and workplace;
digital media tools to
support an active lifestyle)

General population

Controlling mild cognitive
impairment

Late-stage disease

(Targeted & progressive
exercise program
prescribed by a health
: professional, supported

E.-a:.'r'lv,:.- e ilense by digital media tools)

(Digital media tools to )

track and motivate Controlling early

people to be active; T

counselling by an exercise arthritis

professional when

needed)

Managing
dementia

Patients &
Caregivers

Managing late
stage arthritis




Improving Cognitive & jOint Health Network

Improving

Controlling

Managing

. Walk 10 Blocks

. A symptom & physical activity monitoring tool in

rheumatoid arthritis

. An exercise counseling intervention in mild cognitive

impairment

. An online chronic disease education toolkit & decision

aid for older adults

. A tailored messaging tool for health professionals to

help older adults to stay active
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Lessons learned...
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= Start early — It takes time to develop collaboration with
patients

- Seize any bpportunity

= Build a research team with connections
= Warm calls are better than cold calls

= Important to listen carefully

= Keep your promises

[@i @Arthritis UBC 36




Invest in training students to work with patient partners

CANADIARN LE RESEALU
ARTHRITIS | CANADIEN
NETWORK DE ARTHRITE

@Arthritis_UBC 37
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