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Engagement in PCORnet Research Networks

Katherine K. Kim, PhD, MPH, MBA* and Mark Helfand, MD, MS, MPH

fforts to engage patients and stakeholders are a ubiquitous element of Patient-Centered Out-

comes Research Institute (PCORI)’s broader research program. The focus of that research is
comparative effectiveness research that is built on what is important to patients. When PCORI
began operations in 2011, it made an unwavering commitment to patient engagement while, at the
same time, acknowledging that there was no proven recipe for doing so effectively. There was
valuable experience in the field of community-based participatory research, but little evidence and
no road map for applying this experience to the requirements of building data networks or
designing and conducting comparative effectiveness studies.

For this Special Issue, we invited research networks across the United States that are part of
PCORnet to describe their engagement strategies in detail and to bring out challenges, limitations,
successes, and failures. The 10 papers offer an important body of knowledge about how to engage
stakeholders in governance and implementation of research, and on the state of the science
of patient and multistakeholder engagement. These papers, encompassing 6 Clinical Data
Research Networks (CDRNs), 3 Patient-Powered Research Networks (PPRNs), and 1 PCORnet
demonstration project, represent a diversity of approaches in some of the earliest applications of
the science of engagement to patient-centered outcomes research (PCOR).

Among the PCORnet partner networks the goals of stakeholder engagement, and the
methods used to accomplish these goals, were diverse. Some PPRNS, such as Crohn’s and Colitis
Foundation of America Partners (CCFA PPRN) and the MoodNetwork (Sylvia et al') focused on
engagement to improve participation in their research networks. Using focus groups and inter-
views, the CCFA PPRN sought to understand patient needs and preferences for how to develop
the network and improve engagement using the participation portal. Similarly, the MoodNetwork
investigators conducted a large survey (over 4000 participants) to understand patient perspectives
regarding research and enrollment in this online network.

Other partner networks focused on innovative approaches for engagement to develop
governance mechanisms. For example, Arthritis Patient Partnership with Comparative Effec-
tiveness Researchers (Nowell et al’) evaluated the experience of patient governors to improve
governance processes that were originally developed in collaboration between Principal Inves-
tigators and members of the community. Greater Plans Collaborative (GPC) used different groups’
discussion methods—World Café (group discussion) and Future Search (paired discussion)—to
explore and delineate key dimensions of engagement that may contribute to a framework for
communication (Kimminau et al®).

Another group of networks implemented tools for increasing interaction among patients and
stakeholders and leveraging their engagement to elicit research priorities and improve study
design. The methods were diverse, sometimes experimental and, not surprisingly, met with
varying degrees of success and sustainability depending on the stakeholders engaged and overall
network structure. The New York City Clinical Data Research Network (NYC-CDRN) held
listening sessions of groups of clinicians and patients to explore the use of big data in health
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research (Goytia et al*). Research Action for Health Network
(REACHnet) used stakeholder advisory groups who met over
multiple meetings to discuss research priorities and set pa-
rameters to communicate to researchers interested in design-
ing person-centered studies related to those priorities (Haynes
et al’). Mid-South CDRN demonstrated a unique “community
engagement studio” method which enables researchers to
work closely with community members in focused sessions as
they design studies. Lastly, Patient-centered SCAlable Na-
tional Network for Effectiveness Research (pSCANNER)
implements online modified Delphi panels, a deliberative and
iterative approach to attaining consensus with discussion and
statistical feedback, to engage large numbers of patients,
caregivers, clinicians, and researchers in structured activity to
determine research priorities (Kim et al®).

One interesting theme seen within several of the net-
works is that engagement using multilevel strategies allows for
matching participation opportunities to the varying interests,
capacity, and desires of participants. Most of the networks use
more than 1 engagement strategy. Often, engagement in gov-
ernance and advisory groups involved relationship building
and occurred over longer periods of time. In contrast, advice on
specific issues or projects occurred via interviews, focus
groups, surveys, or one-time meetings (Table 1).

Three papers describe comprehensive multilevel strat-
egies. Warren et al,” report on such an approach in Accel-
erating Data Value Across a National Community Health
Center Network (ADVANCE). Patient stakeholders in AD-
VANCE sit on the governing committee to develop policies,
are members of a committee that select and oversee research
projects, and serve as ‘“ambassadors” to mentor less experi-
enced stakeholders. Wilkins et al,® describe the Mid-South
CDRN’s 4-level approach to engagement in which patients
can have deep involvement in research and network over-
sight, provide ongoing input on research questions and
proposals, act as periodic consultants to investigators, or have
a lower level of involvement as one-time participants in

interviews or respondents to surveys. Finally, pPSCANNER,
by Kim and Helfand,® offers detailed descriptions of high-touch
(eg, in person), long-term engagement strategies for members of
stakeholder governing boards and condition-specific advisory
boards; high-tech, shorter-term but intensive online panels for
setting consensus research priorities, and codesign teams that
design studies focused on those research priorities.

Another theme is the ambitious size and scale of en-
gagement in research. Table 1 summarizes how many
stakeholders were engaged in each study in 4 categories: in
governance and decision making, in advisory committees
providing input over a period of time, and in one-time
engagements such as with interviews or surveys. Examples of
studies that leverage advice from a steering committee or
advisory group with 10-18 individuals including patients and
clinicians might not be unusual. Attempts at engagement with
dozens to hundreds of advisors with responsibilities beyond
being a subject of research are rare.

We believe that researchers can learn from the frank
assessment of challenges and limitations that these inves-
tigators encountered. Despite best efforts, the patient stake-
holders engaged were not as diverse as the patient populations
they represent. A number of authors recognize the need to
educate patient stakeholders about research so that they can
more meaningfully contribute to discussions. However, as
patients become more educated about research and involved in
governance, they may in fact become less able to represent
broader patient perspectives. The large number of stakeholders
engaged in these networks represents a tremendous investment
of resources which also presents a challenge. Although grant
funding may support engagement in the short-term, sustain-
ability will require ongoing funding so that improvements in
research from engagement are not lost. In addition, there is a
lack of formal evaluation of engagement strategies. Most of the
papers rely on descriptive process measures such as number
of participants, number of meetings, demographics, and qual-
itative data to assess performance. The science of engagement

TABLE 1. Scale of Engagement by Network

No. Stakeholders Engaged

PCORnet Focus: Population or Advisory Interview or
Network Health Condition Governance Group Focus Group Survey
Accelerating Data Value Across a National Diabetes, HIV, hepatitis C, obesity — 18 — 13,280
Community Health Center Network CDRN
Arthritis Patient Partnership with Comparative Rheumatologic disorders 12 — — —
Effectiveness Researchers PPRN
Crohn’s and Colitis Foundation of America Inflammatory bowel disease — — 75 —
Partners PPRN
Greater Plains Collaborative CDRN Breast cancer, amyotrophic 1 48 — —
lateral sclerosis, obesity
Mid-South CDRN Sickle cell disease, cardiovascular 10 58 59 5543
disease, obesity
MoodNetwork PPRN Mood disorders — — — 4103
NYC-CDRN Diabetes, cystic fibrosis, obesity — 16 272 —
Patient-Centered Scalable National Network for Heart failure, Kawasaki disease, 46 339 — —
Effectiveness Research CDRN obesity
Research Action for Health Network CDRN Prediabetes, diabetes, obesity — 64 — —

CDRN indicates Clinical Data Research Network; HIV, human immunodeficiency virus; NYC, New York City; PPRN, Patient-Powered Research Network.
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needs better measures and methods of evaluation to move the
field forward.

Finally, these articles report an incipient but important
findings on the currency of comparative effectiveness research,
or PCOR. PCOR recognizes “the diverse nature of real-world
patients” (as REACHNet put it) and the general goal that re-
search should reflect the needs and priorities of patients. These
principles are easy to identify with and were universally ac-
cepted by patients across the networks, but they are not the
only principles that underlie PCOR, which focuses on com-
paring alternative treatments to identify which treatments work
best when taking account of each individual’s characteristics
and preferences. In their interactions with researchers and other
stakeholders, the patient communities engaged in these pro-
grams described wide-ranging priorities, such as reducing
stigma, increasing access to care, preventing progression of
disease, improving patients’ understanding of medical in-
formation, alleviating symptoms, and redesigning delivery
systems. But in articulating their priorities and needs, they also
endorsed other foundational concepts of PCOR. REACHNet,
for example, prioritized “the effectiveness of weight loss
programs for different types of people (personality, body type,
preferences, age, etc.).” The CCFA PPRN asserted that
comparative information about treatment alternatives would
lead to better health decisions and outcomes, and that should
measure the success rates of the varying combinations
of medications, alternative treatments, and diet/lifestyle

Copyright © 2018 Wolters Kluwer Health, Inc. All rights reserved.

approaches they have shaped as “experimenters” learning from
their own experience.

As the field learns from these early experiences, lessons
can be adapted and applied throughout the research continuum.
If PCORI can build on these insights, it will fulfill the promise
of comparative effectiveness research: to identify what clinical
and public health interventions work best for improving health.
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