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T here is increased academic interest in patient engagement
in the health research process. A quick search using
PubMed indicates that patient engagement literature citations
grew over 900% from 2000 to 2020. This growth stems in part
from the 2010 establishment of the Patient-Centered Out-
comes Research Institute (PCORI), its reauthorization in
2019, and the inclusion of engagement as fundamental to all
PCORI’s work, including research awards." In line with these
efforts, the Veteran Administration (VA’s) Health Services
Research and Development (HSR&D) in 2015 established a
national workgroup to outline an approach to local Veteran
engagement initiatives and to develop goals for promoting
Veteran research engagement nationally. This JGIM supple-
ment on patient and veteran engagement in health research
reflects the shared goals of PCORI and VA HSR&D to assess
what we have learned about engagement in research and
inform a larger strategy to continue developing the science
of engagement.

The work of PCORI and VA HSR&D has built on many
fields, including community-based participatory research
(CBPR), that inform how to structure and support engagement
of partners in research. After a decade of supporting patient-
centered outcomes research, hundreds of research teams have
implemented patient and stakeholder engagement as part of
the requirements for PCORI and VA HSR&D funding.

PCORI has generally been nonprescriptive about how en-
gagement occurs in its funded studies, only that it must occur,
and provides guidance to support engagement.? This reflected
the lack of a robust evidence base to guide the conduct and
understand the outcomes of engagement on research, individ-
uals, and more distal outcomes like uptake and use of inter-
ventions. Similarly, the efforts by VA HSR&D led to a

Published online March 28, 2022

substantial growth in Veteran engagement activities, with
many of the perspectives and original articles in this supple-
ment resulting from this investment.>* The shared emphasis
on engagement has also helped fuel the growth of engagement
in other funding agencies, including the Department of De-
fense (DOD) and the National Institutes of Health (NIH).

The scale of the work by PCORI, the VA, and other funders
has helped to stimulate the burgeoning field of the science of
engagement—that is, the systematic study of methods for and
outcomes of engagement to inform high-quality, patient-
centered health research. During the early years of PCORI’s
funding, a modest number of methods program awards were
funded to advance methods of engaging patients and other
stakeholders in research. While there have been modest in-
vestments in research, much of this burgeoning knowledge
about the benefits, frameworks, and models for how to engage
has proliferated based on more applied and experiential de-
scriptions of engagement rather than systematic comparisons
of varying approaches.

WHAT WE DISCOVERED FROM THIS SUPPLEMENT

Most evident to these guest editors was the outpouring of
interest in our engagement supplement. As noted, over 80
papers were submitted in response to our call for papers. Also
striking is the wide range of studies and submitting institu-
tions, all with different designs and goals. Two key funders,
PCORI and VA, funded the vast majority of projects described
in the submissions we received, demonstrating the impact of
systematic institutional emphasis on engagement. The articles
submitted and the articles included demonstrate the substantial
commitments both PCORI and the VA have made in catalyz-
ing engagement in research.

The perspectives and original research articles in this sup-
plement share a focus on the lived experience of the partici-
pants of engagement, as well as exploring barriers and facili-
tators that can affect group cohesion.”™'*> Many of the studies
measured satisfaction with the engagement process as a key
outcome. One strong commonality amongst the perspectives
and original research articles is the use of descriptive ap-
proaches, often outlining the temporal flow of the engagement
process for a project and frequently accompanied by qualita-
tive and/or mixed methods.
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A deep dive into the pieces in this supplement shows the
diversity of literature cited, rather than the same seminal
articles. What is highlighted in these perspectives and original
articles is that many study teams across different topics and
institutions are trying to understand how best to capture the
engagement process and participants’ experiences and im-
prove engagement. The innovative ways the teams found to
capture and promote engagement activities can serve as a
repository for creative practices that are occurring in the field.

From this supplement, we also conclude that engagement is
a field coming into its own and trying in real-time to discover
central tenants, principles, models, and approaches. This sup-
plement provides a snapshot in time of a field of study emerg-
ing into existence. This journal issue amplifies that engage-
ment of patients and stakeholders is occurring across health
care research and that it is dynamic and multifaceted. Through
this research, we are learning more about how engagement can
affect the study’s conduct by shaping the user’s orientation,
acceptability, feasibility, quality, and the relevance of re-
search, as well as the challenges to engagement. Within the
pages of this supplement are myriad examples of documenting
and measuring the engagement process. Multiple tools, sur-
veys, and other materials are collected in this supplement that
can aid engagement efforts of other investigative teams and,
therefore, help move the field forward.

TO EFFECTIVELY GROW THE FIELD: LESSONS LEARNED
FROM THE SUPPLEMENT

Lessons learned from this supplement include two key points:
the need to strengthen the engagement community as well as
the need to diversify and strengthen the science of engagement
itself. The sheer number of approaches and frameworks in-
cluded in this supplement highlights the immense creativity
and the diversity of activities used. Multiple teams faced the
daunting task of creating an environment ripe for engagement
and assessing its impact. This supplement also reveals the
progress that still needs to occur to forge a more unified
intellectual community.

We are struck by the parallels between the current state of
engagement and the development of the field of implementa-
tion science. Around the turn of the millennium, both NIH and
HSR&D confronted the long pipeline needed to advance
innovations in health sciences into clinical practice. Both
NIH and the HSR&D via the Quality Enhancing Research
Imitative (QUERI) used workshops, trainings, and targeted
funding initiatives to train the generations of implementation
scientists. The emergence of the journal Implementation Sci-
ence helped foster a more unified community of implementa-
tion scientists through a shared publication that has the goal of
advancing how best to foster the uptake of proven health
innovations.

In a similar way, we can see parallels to early implementa-
tion science based on the perspectives and original articles in

this engagement supplement. These articles represent the ex-
periences of multiple teams applying a diversity of approaches
to the common cause of promoting and measuring successful
engagement. A similar push for nationwide trainings, work-
shops, and targeted funding mechanisms can further unite the
field and help create widely accepted practice patterns and
gold standards. Such systematic approaches can help answer
the essential questions: what does engagement accomplish,
why is it important, and how can it best be supported and
accelerated? From such an investment, the next generation of
scholars in the engagement community will emerge, further-
ing the construction of an engagement community. To realize
the above efforts will require agencies to be willing to fund
engagement studies to test out effective engagement designs,
measurements, and outcomes, including more proximal im-
pacts on the individuals participating, conduct of the studies,
and the more distal aims of improving health care and health.

Despite our growing body of evidence, we do not yet have
answers to critical questions. Substantial gaps remain in the
development of rigorous evidence in many key areas. What is
known about effective engagement methods, or how to do
engagement well? For example, are there engagement ap-
proaches and structures most useful based on study ap-
proaches and design? How does one define and measure the
success of engagement and partnerships, including the ulti-
mate outcomes of engagement, or the impact of engagement?
What is the evidence on specific populations and settings,
including what established or exploratory methods of engage-
ment are most effective to ensure the inclusion of historically
under-represented populations? How could methods for col-
laboration from other disciplines be uniquely adapted and
utilized for engagement and increase the diversity of engage-
ment research partners?

CONCLUSION

The science of engagement is an emerging paradigm designed
to revolutionize the way research is conducted, to empower
the communities the research affects most by enabling their
partnership in all aspects of the research process. We have
learned that engagement affects both the conduct of research
and the people involved for the better. Building trust by being
trustworthy is critical. Engagement can strengthen community
trust in the research process and increases patients’ willingness
to participate. It is not an overstatement to say that engagement
seeks to fundamentally change how research is designed,
conducted, and disseminated. The ultimate goal is to develop
research to support informed decision-making for the patients
and communities we serve.

As this special supplement demonstrates, current research
on engagement is stemming from multiple funders—with
PCORI and VA at the vanguard—and includes multiple sub-
ject areas, methodological approaches, and outcomes. It is an
emerging field with immense national activity.
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Further efforts are needed to help strengthen a community
of engagement researchers and methodologists, and this must
include the individuals and members of communities most
affected by the issues to be studied. Additional funding is
needed to help promote novel designs, better measures, and
tools, as well as information on the best outcomes to measure.
Finally, just as there is increased recognition that patients and
stakeholders should not be the object of clinical and other
health research, collaboration, and partnership in all aspects
of the research process must also be extended to the study of
engagement in research and developing the evidence in this
field.
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