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Abstract

Objective: A major goal of patient-centered outcomes and comparative effectiveness research is to increase the involvement of stake-
holders throughout the research process to provide relevant and immediately actionable information. In this report, we review the current
practices for engaging stakeholders in prioritizing research.

Study Design and Setting: To evaluate the range of approaches to stakeholder engagement, we reviewed the relevant literature and
conducted semistructured interviews with (1) leading research organizations in the United States, Canada, and the United Kingdom;
and (2) eight Evidence-based Practice Centers that engage stakeholders in comparative effectiveness research.

Results: We identified 56 articles related to stakeholder engagement in research prioritization. Studies and research organizations in-
terviewed frequently used mixed methods approaches combining in-person venues with structured ranking or voting processes such as Del-
phi. EPCs similarly used group web/conference calls combined with Delphi ranking or voting. Research organizations reported difficulties
engaging the public and policy makers, and EPCs reported challenges engaging federal stakeholders.

Conclusion: Explicit and consistent use of terminology about stakeholders was absent. In-person techniques were useful to generate
ideas and clarify issues, and quantitative methods were important in the prioritization of research. Recommendations for effective stake-
holder engagement and a reporting checklist were developed from the accumulation of findings. � 2013 Elsevier Inc. All rights reserved.
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1. Introduction

Clinicians, patients, policy makers, and other stake-
holders regularly face medical decisions in complex areas
that have little or no published scientific evidence [1]. To
inform this process and ensure a patient-centered research
agenda in the United States, national health policy and

research organizations have initiated patient-centered out-
comes research and comparative effectiveness research to
inform and improve health care [2,3]. Consumer in-
volvement has been shown to positively affect research
by increasing its relevance to patients, families, and com-
munities [4]. However, the best methods to engage a wide
range of stakeholders in prioritizing research are largely
unknown. To support a new future research needs initiative
[5] by the Agency for Healthcare Research and Quality
(AHRQ), we undertook a project to describe stakeholder
engagement methods used by a range of academic institu-
tions, practice-based research networks, nonprofit organi-
zations, and other organizations devoted to health care
issues on local and national levels in theUnited States, Can-
ada, and Europe.
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What is new?

� Increasing emphasis is placed on engaging stake-
holders in research.

� Consistent and explicit terminology to describe
stakeholders and engagement methods is essential.

� In-person techniques are useful to explain topics
and to clarify and develop a deeper understanding
of stakeholders’ perspectives.

� Quantitative methods such as voting, survey, and
Delphi technique are useful for prioritization.

� We developed a checklist of practices and report-
ing in stakeholder engagement to promote consis-
tency and advance the field.

AHRQ created the Evidence-based Practice Centers
(EPCs) in 1997 to conduct research reviews for the Effec-
tive Health Care Program. Housed at major universities,
medical centers, and research institutions in the United
States and Canada, the EPCs synthesize existing scientific
literature about important health care topics and promote
evidence-based practice and decision making. EPCs apply
rigorous systematic review methods to produce systematic
evidence reviews and comparative effectiveness reviews
on medications, devices, and other health care services,
with the goal of helping patients, physicians, and policy
makers make better decisions about treatments. In addition
to synthesizing the evidence, the reviews identify the gaps
in evidence that limited the ability to answer the systematic
review questions. AHRQ has worked with a formal, broad-
based stakeholder group at the agency level, and stake-
holder engagement is welcome throughout the phases of
the EPC systematic review process (Fig. 1). In 2010,
AHRQ expanded its support for EPCs to work with various
stakeholders to further develop and prioritize the future re-
search needed by decision makers. To develop guidance for
this effort, AHRQ commissioned the Oregon and the Van-
derbilt EPCs to conduct a collaborative multidimensional
project to outline best practices for engaging stakeholders
in defining and prioritizing research needs.

2. Methods

This project consisted of three complementary activities
that occurred between May and September 2010, as shown
in Fig. 2. We searched the published literature for methods
of stakeholder engagement to set research priorities (phase
I), conducted interviews with leading research organiza-
tions in the United States, Canada, and the United Kingdom
known to engage stakeholders in their work (Phase II), and
interviewed EPCs that engaged stakeholders for their future

research pilot studies in 2010 (phase III). The project pro-
tocol was submitted to the relevant Institutional Review
Boards, which determined that phases I and II did not meet
the definition of human subject research per 45 Code of
Federal Regulations (CFR) 46.102 and that the phase III
study was exempt per 45 CFR 46.101.

2.1. Phase I: Literature summary

We searched PubMed/MEDLINE (OVID), PsychINFO
(OVID), CINAHL (EBSCO), Cochrane Consumer Group,
LocatorPlus (National Library of Medicine catalog), and So-
ciological Abstracts (Cambridge Scientific Abstracts) from
inception through September 2010. Search terms included
both keywords and subject headings: *consumer participa-
tion, exploded patient participation, stakeholder*, con-
sumer*, citizen*, policy maker, policymaker*, policy
makers, research, *Health Services Research, *Community-
Based Participatory Research, *Comparative Effectiveness
Research, exp *Biomedical Research, exp *Translational
Research, priorit*, research agenda, research agendas,* and
English language. We reviewed relevant literature to identify
methods and processes used to engage stakeholders in identi-
fying and prioritizing research.

2.2. Phase II: Interviews with leading research and
policy making organizations

Organizations (Table 1) known to have expertise en-
gaging a broad range of stakeholders (i.e., consumers, cli-
nicians, and policy makers) were invited to participate in
interviews between June and July 2010. Each key infor-
mant (KI) completed an ‘‘EPC Conflict of Interest Disclo-
sure Form’’ before being interviewed and no conflicts
disclosed precluded participation for any of the invited or-
ganizations. Two investigators interviewed KIs about their
experiences engaging stakeholders, using a semistructured
interview guide that included questions regarding experi-
ences engaging stakeholders, the types of stakeholders en-
gaged, the methods used to engage them, the processes
used to set research priorities, and the impact of stake-
holder engagement. All telephone interviews were digi-
tally recorded and transcribed, and the transcripts were
reviewed to identify and code themes. Four additional
investigators who did not participate in interviews in-
dependently reviewed transcripts to identify themes. All
investigators (six: two interviewers and four additional
investigators) met to discuss themes and resolve
discrepancies.

2.3. Phase III: EPC interviews

We evaluated EPC experiences of engaging stakeholders
in two ways: (1) we reviewed EPC proposals to assess the
methods proposed by EPCs to engage stakeholders in fu-
ture research needs development and (2) we conducted
semistructured interviews with EPC directors and staff at
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