Working with Patients
as Full Partners’
in Research and Care

Susan Bartlett, Ph.D:

& McGill



= ‘. j, w
sTATUS ] )&
QUO f




The Challenge

Create a
healthcare
system that
addresses

patient needs,
values, and
preferences

‘ Ask new questions
‘ Engage new partners

Design studies differently

‘ Translate knowledge to action

T McGill




THE GOVERNMENT HAS
BLOOD ON ITS HANDS

ONE AIDS DEATH
EVERY 10 MINUTES
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Ask Carlo how he
feels about the
AIDS drug that’s costing
him $30,000 a year.

When medicine cin
save people like Caro from
going blind, abviously it's 2
goud thing. What's not so
apparent is how dramatically
the same dmigs increase
healthcare costs

Every vear one in every
four Amencans with AIDS
& dagnosed with CMV
retinins, a discase which
untrested keads to blindness
in @ maeter of days But re-
cent research has shown thar
Astra Pharmaceutical’s pre-

scnpoion dnag ed

"M Al ing pa
RVE IN INCAT- v
= afford $39.0

Foscaviris ¢
ing this condition
Unforunazely, a vear's

prescriprion can cost $30,000 or more.  pharmasceatical companies ase destroving

As 1 result, these drugs drain the lives and wassing your money, write or call
nacon billions in healtheare costs. I'he Phasmaceuncal Manufacturers

Amenca’s healthcare ensis culls for — Association, 1100 Fifteenth Street,
cost-saving powet. And new prescrip- N.W, Box Y, Washington, D.C. 20005,
von drugs are continuing to escalate in 1-B00-538-26%2

e, leaving Cark boust hope and ‘ ~ 8
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For futher infarmation anhow  Taking Lives, Taking Money.

Brought e you by - m AIDS Coalition 1o Unleash Power

Ask Sarh how she 0 P L E w T
feels about the
drug that’s saving her from D M A N
SAO0000 surgery.
R E )
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Providing care that is respectful of, and
responsive to, individual patient preferences,
needs and values, and ensuring

that patient values guide all clinical decisions.
Institute of Medicine (2015)




“Listen to your
patient -- he is
telling you the
diagnosis”

Sir William Osler ..




HEALTH SERVICES
“Citizen’s empowerment”
(collaborative care
strategies, health
promotion, patients taking
control of their care)

participation

PE

tient-centred
as the outcome of patient-ce

RESEARCH:
“An effective tool for
self-management”

(participation,
compliance, learning,
tailored, cognitive
processes)

understand PE as the outcome

a diadic relational
process

05

NURSING
“Self-Awareness”
(expressing physical and
emotional needs, o
communication)

tal schizophrenia

of a multiple
relational process

MENTAL HEALTH
“Therapeutic
Alliance”

(partnership, patient
responsibilities,
acceptance)

[ focus on disease management J

Barello et al., J Partic Med, 2014 .




Patient engagement occurs when
patients meaningfully and actively
collaborate in the governance, priority
setting, and conduct of research
as well as in summarizing, distributing,
sharing, and applying it’s resulting
knowledge
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I * Canadian Institutes Instituts de recherche
of Health Research en santé du Canada




Continuum of engagement

>

Levels of Partnership and
engagement Consultation Involvement shared leadership
Patients receive Patients are Treatment
information asked about their decisions are
‘abouta preferences in made based on
diagnosis treatment plan patients’
' _> _’ preferences,
medical evidence,
and clinical
judgment

Carmen et al Health Affairs, 2013
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Continuum of engagement

>

Levels of Partnership and
engagement Consultation Involvement shared leadership
Patients receive Patients are Treatment
information asked about their decisions are
dabout,a prei’erencesl in made based on
iagnosis treatment plan patients’
-} —’ preferences,
medical evidence,
and clinical
judgment
Organization Hospital involves Patients co-lead
surveys patients. patients as hospital safety
h advisers or + and quality
experiences advisory council improvement
\ members committees

Carmen et al Health Affairs, 2013
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Levels of
engagement

Consultation

Patients receive
information
abouta
diagnosis

Public agency
- conducts
focus groups
with patients
‘to ask opinions.
about a health
care issue

Partnership and
Involvement

Treatment
decisions are
made based on

Patients are
asked about their
preferences in

_’ treatment plan _’ patients’

preferences,
medical evidence,
and clinical
judgment
Hospital involves Patients co-lead
patients as hospital safety
advisers or and quality
advisory council improvement
members committees
Patients’ Patients have equal
recommendations representation on
about research agency committee

priorities are _’ that makes

used by decisions about

public agency how to allocate
to make funding resources to

decisions health programs

shared leadership

I
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Taking Patient-Centeredness Seriously \

pcori\

PATIENT-CENTERED OUTCOMES RESEARCH INSTITUTE

Patient-Driven

Patient Engagement == Besaaroh == Dissemination

Understanding Aligning research questions Providing patients and
the choices and methods with providers with information
patients face patient needs for better decisions




Engage Stakeholders at Every Step

PCORI
Engagement Rubric

, to help guide applicants,
9 Conducting the study reviewers, awardees, and
© Disseminating study results program officers on ways to

engage patients and
families in conducting
research

© PCORI Engagement Principles

http.//www.pcori.org/assets/2014/02/PCORI-Patient-and-Family-Engagement-Rubric.pdf

Q
pcori\\

Patient-Centered Outcomes Research Institute

T McGill
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No. studies N=142
16 -

14 -

12 -

10 -

S,

B

Agenda Setting | Study Design & Study Data Collection | Data Analysis | Dissemination |[Implementation| Evaluation
Procedures Recruitment

Preparation Execution Translation

™ Focus Group M Interview M Survey :: Deliberation/Organizational participation

T McGill

Domecq et al., BMC Health Serv Res 2014




Strategy for Patient-Oriented Research

SPOR principles to ensure
relevance:

*Patients need to be involved in all
aspects

*Decision-makers and clinicians . _ _
need to be involved throughout the Putting Patients F//‘Sf*

entire research process

*Funding is based on a 1:1 with
non-federal partners

*Requires a multi-disciplinary Av‘
approach;

*SPOR is outcome driven and C I H R I RS C
incorporates performance Canadian Institutes of Instituts de recherche

) Health Research en santé du Canada
measurement and evaluation as

integral components

T McGill
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OMERACT
Consensus
Conferences

/ OMERACT

Handbook

OMERACT
Fellows

OMERACT
Working
Groups

Patient
Research
Partners

BAC
Membership




OMERACT Timetabled Time (%) Events

OMERACT 6 (2002)
OMERACT 7 (2004)
OMERACT 8 (2006)
OMERACT 9 (2008)
OMERACT 10 (2010)
OMERACT 11 (2012)
OMERACT 12 (2014)

OMERACT 13 (2016)

B Supportto other groups
O PatientIntegration

.
L.

.
.

First patients invited

Patient Panel setup

Patients required for agreement

Discussions chaired by patients

Patients in Working Groups

Patients required in Working Groups

Patient Executive Committee Member

Preparatory internet seminars for patients

0 20

40

60 80 100
W Patient Support
T Restof Programme
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“Not everything
that counts
can be counted,
and not everything
that can be counted
really counts.”

ey

Sign in Einstein’s office




Ear piercing...ear- IV*I A
shattering pain. It goes N=67 ——

from just aching, a dull
background ache to an

ear-shattering pain. | need 2 hours in the

early mornings to get

going... The simplest
things like washing or

Maybe that’s the eaning, combing my
difference for me that nair -- all very tiring
it [pain] doesn’t let up. and stressful.

It just is unrelenting.




“All 1 do is lie down,
“I’m just like an animal. and get up to go to the

[l want to] go get in a toilet, and it takes me half
cage somewhere until it an hourt:i)legtEt to the
goes away, and then I’ll )

come back out.”

“When...my doctor says ‘Why
are you in here today?,” | say
‘Because | can’t function like
this. I’'m hurting,
| want to kill myself.”




What We Learned About Flares

e

Normal for me

Flare diverted

Early warnings of

Flare as: uncontrollable flare:
Single joint Patterns and
Self-induced intensity may alter

External cause
Few bad days

Self-Manageme

SEEK HELP

Defined as
uncontrollable

Symptoms are:
Persistent
Impacting

Intense
Clustered
Unprovoked




Swollen
Joints

- Tender
Joints

I S S S S S S G S e ()Y e s mila S S L . S S S S S - .
MD 60% 1 Systemic
Global Features
50% +
40% + Emotiona]
Distress
30% <+
20% +
Favoured byHCPs Favoured by Patients
10% +
| 5 i L i L] L ml:? L L} T ] i
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3 Modified Delphi’s

* Patients: 148 in 11 countries

* Providers: 177 in 19 countries

 Combined: 125 pts and 108 HCPs in 23 countries




“Flares are common in RA and
are often preceded by
treatment reductions...

RA-FQ can discriminate
between patients
with/without flare and has
strong evidence of construct
and consequential validity.”

o" ?




Person-ltem Threshold Distribution

PERSONS INFORMATION
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Canada (n=896), France (n=138), and Netherlands (n=178)




Coming Full Circle

 Scores ranged from 10-42 out of 50
* [tems meaningful?

e Score make sense?

* Is this truly fit for purpose?

e T
R SRR Bk .., i o o e
PR e ds A R
" RN i _




4

13
J

V

////
> ” \\\\\\\\

10

Hﬂﬂﬂﬂﬂﬂﬂ

-4.00

Fat 10
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Pain 09

Fat 08
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Pain 10 PAR 10

Pain 08 - PF 08

PAIN
PHYSICAL FUNCTION
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- Pain 06

PAR 06 Fat 07 - Pain 07
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I

empowering

to know my
score.”

“I know we’re talking
about clinical trials
here....[but] we who
have this disease are
always looking for
ways we can minimize
our time on the edge.”

“I'm thinking I'm way
to the edge, and |
don’t even know

it...there is utility in
[knowing] it.”

“It validates...you
know when you
go and they say

you are fine, but |
don’t feel fine.”




Working with our PRPs

* Members of the
Steering Committee

* Analyzing focus group
data

* Developing items and
reviewing wording

* Interpreting the results

* Presenting findings at
international meetings * Thinking creatively to get

* Authoring publications into patients’ hands




Translate knowledge to action

EXCLUSIVE GUIDE TO BONE-BUILDING DRUGS
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= &,
~ JtoWalking
SUCCESS

Simple Ways to
~ FEEL BETTER
- BE SMARTER o~
. GET THINNER > _— 5 FIBROMYALGIA |

) = —— What Wnr.ks

The One Thlng = = (And What Doesn't)
YOUMUSTDO j== ,
Before Surgery 7 = OLUTIONE
(FREE PULL-OUT POSTERY) — To Everyday
' — Hassles

When NOT

To Exercise

Bringing arthritis to its knees since 1999.
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IMHA Research Ambassadors

e Sharing knowledge about research

e Contribute new perspective

* Review plain language abstracts, documents
* Discuss new initiatives or projects

T McGill
D



‘ Ask new questions

‘ Engage new partners

Patient ‘ Design studies differently
Centred
Care ‘ Translate knowledge to action
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