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Patient-Centeredness

The proposal demonstrates patient-centeredness at
every stage of the research:

* |s the research focused on questions that affect
outcomes of interest to patients and their
caregivers?

* Does the research address one or more of the
key questions mentioned in PCORI’s definition of
patient-centered outcomes research?
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Patient and Stakeholder
Engagement

The proposal demonstrates that people representing the population of
Interest and other relevant stakeholders are engaged in ways that are
appropriate and necessary in a given research context:

« Are patients and other stakeholders engaged in formulating research
guestions; defining essential characteristics of study participants;
identifying and selecting outcomes that the population of interest notices
and cares about; monitoring study progress, designing/suggesting plans
for dissemination and implementation activities

« Are the roles and the decision-making authority of all research
partners clearly stated?

* Does the proposal demonstrate the principles of reciprocal
relationships, co-learning, partnership, trust, transparency, and honesty?
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PCOR Principles

Trust, honesty, co-learning, transparency, reciprocal
relationships, partnership, and respect

Foundational Elements

Awareness of
methods for
PCOR

Valuing of the
patient
perspective
Interest in PCOR

Internal

Ways for
patients and
resaarchers to
partner
Resources and
infrastructure
Policies/governa

External

nce

niﬁate and maintain \

\_

ACTIONS

partnerships between
researchers and stakeholders
Facilitate cross-communication
among research stakeholders
Capture, use and optimize
patient perspective across
phases of research

Ensure meaningful influence
on research

Train for partnering

Share and use learnings
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OUTCOMES

-

Mear-term

Culture of patient-
centeredness in research
Meaningful & effective
partnerships

Intermediate

*  Research relevant to
patients/other
stakeholders/questions
and outcomes are
meaningful to end users

= Use of research results
in health decisions

* Quality health decisions

+  Satisfaction with health
care experiences

Long Term
=  Optimal health
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Lori Frank, Laura Forsythe, Lauren Ellis, Suzanne Schrandt, Sue Sheridan, Jason Gerson, Kristen Konopka and Sarah Daugherty, "Conceptual and Practical Foundations of
Patient Engagement in Research at the Patient-Centered Outcomes Research Institute," Quality of Life Research (2015) 10.1007/s11136-014-0893-3



'YY )

In-Person Review Panel




What do the scores mean?

Score

vi A W N

Descriptor

Exceptional

Outstanding
Excellent
Very Good
Good

Satisfactory
Fair
Marginal

Poor

Characteristics

Exceptionally strong with essentially no
weaknesses

Extremely strong with negligible weaknesses
Very strong with only some minor weaknesses
Strong but with numerous minor weaknesses
Strong but with at least one moderate weakness

Some strengths but also some moderate
weakness

Some strengths but with at least one major
weakness

A few strengths and a few major weaknesses

Very few strengths and numerous major
weaknesses




RESEARCH AND REPORTING METHODS

Annals of Internal Medicine

Engaging Patients and Stakeholders in Research Proposal Review:
The Patient-Centered Outcomes Research Institute

Rachael L. Fleurence, PhD; Laura P. Forsythe, PhD, MPH; Michael Lauer, MD; Jason Rotter, MHS; John P.A. loannidls, DSc, MD;

Anne Beal, MD, MPH; Lorl Frank, PhD; and Joseph V. Selby, MD, MPH

The inaugural round of merit review for the Patient-Centered Out-
comes Research Institute (PCORI) in Novemnber 2012 induded pa-
tients and other stakeholders, as well as scientists. This article ex-
amines relationships among scores of the 3 reviewer types, changes
in scoring after in-person discussion, and the effect of inclusion of
patient and stakeholder reviewers on the review process. In the first
phase, 363 scientists scored 480 applications. In the second phase,
59 scientists, 21 patients, and 31 stakeholders provided a "predis-
cussion” score and a final "postdiscussion” score after an in-person
meeting for applications. Bland-Altman plots were used to charac-
terize levels of agreement among and within reviewer types before
and after discussion. Before discussion, there was little agreement
among average scores given by the 4 lead scientific reviewers and
patient and stakeholder reviewers. After discussion, the 4 primary

reviewers showed mild convergence in their scores, and the 21-
member panel came to a much stronger agreement. Of the 25
awards with the best (and lowest) scores after phase 2, only 13 had
ranked in the top 25 after the phase 1 review by scientists. Five
percent of the 480 proposals submitted were funded. The authors
conclude that patient and stakeholder reviewers brought different
perspectives to the review process but that in-person discussion led
to closer agreement among reviewer types. It is not yet known
whether these conclusions are generalizable to future rounds of
peer review. Future work would benefit from additional data col-
lection for evaluation purposes and from long-term evaluation of
the effect on the funded research.

Ann intern Med. 2014;161:122-130. dol:10.7326/M13-2412
For author affilations, see end of text.

wWww.annals.org

n the Patient Protection and Affordable Care Act of
2010, PCORI was authorized “to assist patients,
clinicians, purchasers, and policymakers in making in-
formed health decisions through research and evidence
synthesis” (1). Central to PCORI's strategy is the engage-
ment of patents, caregivers, and other health care stake-
holders in key aspects of the research enterprise (2). One
critical opportunity for engaging patients and stakeholders
is in the research application review process. PCORI
posted its first broad funding announcements for com-
parative effectiveness research on 22 May 2012 (www
-peori.org/funding-opportunities/funding-announcements
Iclosed-opportunities). Awards were for a maximum of
$1.5 million in direct costs over 3 years. The first portfolio
of projects was awarded on 18 December 2012 (www.pcori
.org/pfaawards). Between May and November 2012,
PCORI established and conducted a peer-review process
that involved scientists; patients; and other stakeholders,
such as clinicians, policymakers, and funders.
PCORI is the first major U.S. funding agency to sys-

tematicallv reanire the inclicinn of reviewsre wha are nor

It is speculated (but not proven) that participation of non-
scientifically trained reviewers or scientists from very dif-
ferent fields may help correct these problems and may also
improve the relevance of research to stakeholders who
would implement study findings. In the context of health-
related research, these end users include patients, caregiv-
ers, clinicians, and clinical policymakers. In this review,
patients could either represent personal patient or caregiver
perspectives or represent patients in their professional ca-
pacity (foundation or advocacy employees). They were not
required to have or represent the condition discussed in a
particular application. PCORI recognizes that there may
be differences in these perspectives but sees value in both.
Although scientists and stakeholders may also bring a pa-
tient perspective from their personal lives, reviewers who
self-identified as scientific reviewers were categorized as
such for the purposes of this review. This article explores
the merit-review process of PCORI for its inaugural round
of funding and investigates the contributions of scientist,
patient, and stakeholder reviewers.

(1]

“Before discussion, there was little
agreement among average scores
given by the 4 lead scientific
reviewers and patient and
stakeholder reviewers. After
discussion, the 4 primary reviewers
showed mild convergence in their
scores, and the 21-member panel
came to a much stronger
agreement.”

“Of the 25 awards with the best
(and lowest) scores after phase 2,
only 13 had ranked in the top 25
after the phase 1 review by
scientists.”

“The authors conclude that patient
and stakeholder reviewers brought
different perspectives to the review
process but that in-person
discussion led to closer agreement
among reviewer types.”

10 Fleurence RL, Forsythe LP, Lauer M, Rotter J, loannidis JP, Beal A, et al. Engaging Patients and Stakeholders in Research Proposal Review: The Patient-Centered Outcomes
Research Institute. Ann Intern Med. 2014;161:122-130. doi:10.7326/M13-2412



