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Expert Interviews

= 87 completed
= Phone
= 30-60 minutes

= December 12, 2011 —
February 15, 2012
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Facilitated Discussions
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2oints of Patient-Cente
Engagement

Idenitify & Prioritize

* What questions need to be
awered?

q

* What OULCORS dre lll“lllhlll"

* What indormution is needed for
decitlon making!

Specify Procedures & Design

* Who needs to be included? When?
v . Methods
How!
* What research methods will be
used?
* What eogagernent methods will be
wsed?
* How will patients be identified &
slocted?
Evaluate & Plan
o What difference does it make!
o Whitt ure the imphications!
* Lx quality of Ide/care improved! Condud Research
* Are all appropriate populations
considerad?
* What b the timpact on outcomes?
* What are the inchision/exclusion
Critenia
Disseminate & Implement
* What do the results mean!

* Who needs to know?

* How should they receive the
information?

By
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‘Strength of Evidence

Finding was consistently reported by experts from three or more disciplines, regions or countries, and/or
participants from a majority of facilitated discussion groups. Practice or method is widely viewed as significantly
contributing to successful engagement of stakeholders, and is broadly accepted as a best practice; or
conversely, is widely viewed as ineffective and should not be used in engagement activities. Strong evidence
may also include unique practices or methods that have deep support within two or fewer disciplines, regions or
countries, and are based on extensive cumulative expert experience (e.g., engagement professionals have
successfully employed the practice over several years).

Finding was regularly reported or recommended by experts from more than one but fewer than three disciplines,
regions or countries, and/or participants in several facilitated discussion groups; or conversely, is widely viewed
as ineffective and should not be used in engagement activities. Moderate strength of evidence may also include
Moderate deep support within one discipline or region/country.

Finding was supported by one or more experts but was not widely identified or used either within or across
disciplines, regions, or countries, and participants in two or fewer facilitated discussion groups. Practices or
methods with weak evidence may include new or innovative approaches to engagement where there is promise,
but variation in application or experience.

Finding was only identified by one or a few engagement experts or facilitated discussion participants and is new
to practice and therefore lacks information on effectiveness.

Insufficient
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Key Themes

= Communice

= Dedicated Resources
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Respect

= Commitn 2ngagement
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Communication

= Flexibility
= Transparency

= Two-way training & capacity building
e
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Dedicated Resources
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Proposed Standards

Stakeholder ider
Support for patient engagement
Communication with patients & other stakeholders

> 0 A~ W

Transparent involvement processes
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Involve Patients Across the

Spectrum

conducting an
objectives and lev :
will depend on the neec ] nould be
clearly articulated in all research prOJects A patient
engagement plan will be submitted as a required
component of all proposals. PCOR projects that do not
Include patient and stakeholder involvement should
provide rationale for exclusion. Research projects should
report on all involvement activities including an
evaluation of methods used.

Center for Evidence-based Policy HE(Z&RELGTOﬁ o

_Addressing policy challenges with evidence and collaboration &SCIENCE

B,




edicate Resources for Patient

Jther Stakeholder Involveme

PCOR Irces to
support Dé nduct of

: of dedicated
ntives and

w 1l vary depending on
the particular research project and the level and depth of
Involvement. PCOR projects that do not include
dedicated resources for patient involvement should
provide rationale for exclusion. Research projects should
evaluate and report on the use of these resources.

e
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Stakeholder Identification &

Selection
PCOI
forma |
screen and takeholders
to participate . Research

projects should evaluate and report methods for
selecting patients and other stakeholders.
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upport Patient Engageme

PCOR s upport
natients a n all
nhases of res e broad
enough to allow re oility In designing
patient engagement activiti s and substantially

directive enough to av0|d tokenistic patient
Involvement. Institutional and organizational
processes should provide direction on appropriate
orientation, training, and general support for
researchers, patients, and other stakeholders
engaged In research.
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ommunication with Patients &
Other Stakeholders

PCOI

commur Jing but
not limitec all
linguistically apg Jage, impact of
different interpersonal communlcatlon styles
and use of facilitators skilled at eliciting patient
perspectives.

e
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Transparent Involvement

Processes

PCOR sh Jarent
manner. F
complete Inf
policies, timeling
engage patient and ot : PCOR projects
should also provide clear and complete information
regarding researcher, patient, and other stakeholders’
roles and expectations for participation, as well as a
description of decision making processes and
dissemination plans. Information on processes regarding
data use, management and ownership should be
disclosed.
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Questions for Discussion

2. How can we
sustainable in a non-system?

3. How can we change the culture of research,
researchers, incentives, etc.?
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Questions for Discussion

6. Where’s the “death pane
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Questions from PCORI
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