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Abstract

Engaging cancer patients and community members as partners in research helps ensure that

the scientific evidence generated is useful to patients and, more importantly, trusted. This
bidirectional engagement between patients/community members and research investigators fosters
a collaborative and ethical foundation for scientific discovery. While community engaged research
(CER) has been in existence for decades, more recent attention by national organizations to embed
cancer patients and community members into the research process has accelerated the importance
of these efforts. Here, we describe the importance of patient and community engagement (PCE)

in cancer research. We outline key principles in undertaking PCE in cancer research, a provide a
framework for PCE throughout the cancer research continuum, review metrics for evaluating the
effectiveness of PCE in cancer research, and share opportunities for PCE in cancer research going
forward.

Summary

Currently, patient and community members have more frequent interaction with clinical and
population scientists than basic scientists, leading to gaps in their engagement across the cancer
research continuum. Engaging patients and community members in all types of cancer research
can bring personal experiences and societal factors to the forefront, informing scientists about
these concerns, leading to research that is more responsive to patient and community needs.

Introduction

Patient and community engagement (PCE) in research is recognized as important but

is differentially implemented across the research continuum. Laboratory-based scientists
may be more comfortable communicating their research to peer audiences in technical
publications than to members of the lay community. This disconnect between scientists
and the lay community contributes to a widespread lack of scientific literacy and even
active distrust of biomedical research within the general community, as vividly illustrated
by the current phenomena of COVID-19 hoax theories and vaccine hesitancy in the United
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States. Furthermore, levels of trust in science remain low in some communities, often
stemming from historical events, health system policies, and discriminatory practices. For
these reasons and many others, engaging patients and community members in the research
process can bring personal experiences and societal factors to the forefront, informing
scientists about these concerns, leading to research that is more responsive to patient and
community needs.

Cancer Health Disparities

While the scientific community has made great strides against cancer, progress has not
benefited everyone equally and some populations bear a disproportionate burden of disease.
The first report of differences in cancer outcomes by race or ethnicity was published almost
fifty years ago.12 Black Americans have had the highest overall cancer death rate of any
racial or ethnic group in the United States for more than four decades. Socioeconomic status
also drives cancer disparities; it is estimated that eliminating socioeconomic disparities
could prevent 34 percent of cancer deaths among all U.S. adults between the ages of 25 to
74.3 Americans living in rural communities face obstacles to cancer care: rural patients are
diagnosed later and less likely to receive standard-of-care treatment, follow-up or supportive
services than patients in metropolitan areas.* Older adults tend to have lower levels of
health literacy and greater difficulty navigating the health care system.® Highlighting these
and other disparities, as well as their implications on cancer outcomes, will not only raise
awareness among investigators but could potentially lead to new research and methods to
address them.

Trust in Science

Science can be a powerful and positive force in society, as it shapes innovations not only in
health care but in daily life. Yet science in society can only be effective if built on public
trust. Advancements in personalized medicine, genetics, and genomics all rely on patients
and community members sharing deeply personal information and their biological samples
with clinicians and scientists. Prior to the COVID-19 pandemic, Americans’ trust in science
had remained relatively stable over time, with a 2018 report finding that about 40 percent of
Americans felt a great deal of confidence in the leaders of scientific institutions, a number
that has changed little since the surveys began in 1973.8 However, levels of trust in science
have always been diminished in minority communities, stemming from events including the
Tuskegee syphilis study and reinforced by health system inadequacies and discriminatory
events that continue to this day.” More recently, the COVID-19 pandemic and the rapid
development of vaccines against the virus have brought concerns about trust in science to
new light. New data show that certain communities are less accepting of the vaccines, often
citing mistrust in the science as a primary factor.8 PCE in research has the potential to
restore trust in science by making scientific processes more transparent and leveling the
balance of power in the relationship between lay members and investigators.
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Call to Action

In 2017, the National Cancer Institute (NCI), the American Cancer Society (ACS), the
American Association for Cancer Research (AACR), and the American Society of Clinical
Oncology (ASCO) released a position statement about the future of cancer health disparities
research.? The report noted that despite breakthrough successes in cancer detection and
treatment, the impact of these successes has been hampered by poor dissemination to and
uptake in vulnerable and underserved communities. These limitations have the potential to
widen, not reduce, cancer health disparities. The report highlighted the promise that PCE in
cancer research has in reversing this trend, and that cancer centers and investigators should
invest in understanding and utilizing principles and practices of PCE in their research.

This recommendation is further articulated by the NCI, which added community outreach
and engagement (COE) as a major evaluation criterion in 2016 to its requirements for
cancer center designation. As part of this requirement, NCI-designated Cancer Centers are
required to understand and be responsive to the needs of their catchment area; more recently,
NCI added a focus on diversity and equity to the criterion. PCE in all aspects of cancer
research can facilitate a cancer center’s bidirectional relationship with its catchment area and
initiatives in diversity and equity.

Community-Engaged Research

In the past decade, the use of patient-reported outcomes (PROs) has become common

in cancer care; this trend highlights the role of the patient experience as a key

measure of health-care quality.1 Incorporating patient and community experience in

the research process dates back even farther, with roots in community advocacy and
organizing.11 Community-engaged research (CER) utilizes a partnership approach that
includes community members throughout the research process.12 Involving stakeholders
in research allows for a deeper understanding of community needs and creates a pathway
to disseminate findings back to the communities they are intended to serve. Community-
engaged approaches have demonstrated a range of benefits, including improved health
outcomes, community capacity building, and empowerment of community members.13
While CER often fits most likely with clinical or population science research, there is
increasing interest to engage patients and community members in basic and laboratory-based
research.

Challenges to Engaging Patients and Community Members in Cancer

Research

Despite the promise of CER in cancer, there remain many challenges to its success. One
study found that only 5% of cancer survivors reported participating in research although
26% expressed interest in participating.1# Population science researchers and clinicians

have historically engaged patients and community members in research, often involving
them in aspects of recruitment, questionnaire design, study intervention delivery, and/or
participant retention. Basic scientists are less likely to involve patients and community
members in their research, often having difficulty finding common ground, overcoming
logistical challenges in a laboratory-based setting, and feeling less comfortable working with
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community members. Indeed, a recent systematic review of patient and public involvement
in cancer research found that it was most common during recruitment and study materials
development, and was less likely to be encountered in basic science research.1® Training
and educating investigators across the research continuum, particularly basic science, in the
value and principles of CER will potentially eradicate challenges in the future and lead to
greater PCE in all types of cancer research.

Guiding Tenets for PCE in Cancer Research

The Patient Centered Outcomes Research Institute (PCORI) funds comparative effectiveness
research that actively engages patients and other stakeholders in setting research priorities;
reviewing research applications; designing, conducting, and disseminating research; and
evaluating research outcomes. PCORI research has set a standard for PEC in federally
funded research and is guided by four engagement principles: reciprocal relationships;
partnerships; co-learning; and transparency, honesty and trust.16 Reciprocal relationships,

or when the roles, decision and authority of all stakeholders are clear and well-defined,
could be ensured by denoting patients and community members as key personnel on a

grant proposal. Co-learning, or when both patients and community members, as well as the
investigators, acknowledge that they both bring expertise to the research, can be enhanced
through frequent opportunities to share experiences and recommendations. Partnerships
should be representative of the local population, accommodating to all, and sustainable. This
includes fair compensation for all involved, thoughtful requests of time, and dedication to
cultural competency. Transparency, honest and trust is demonstrated when major decisions
are inclusive and information is freely shared among all members of the research team. All
cancer research, whether basic, clinical, translational or population science, that includes
PCE should be designed with these guiding principles in mind.

Opportunities for PCE across the Cancer Research Continuum

Engaging patients and community members in cancer research may be easier for population
or translational scientists than basic or clinical scientists, but there are ways to increase
community and investigator interactions across all points in the cancer research continuum.
(Figure 1). In basic science research, community members can attend laboratory meetings or
interview laboratory members about their research to understand the science and convey its
importance to community members. They can also serve on basic science study sections and
advisory boards to contribute patient priorities and perspectives to investigators. Conversely,
basic scientists can attend patient advocacy meetings, to better understand the implications
and impact of their research. In clinical science, stakeholders can decide on which PROs to
include in the protocol, or how often they should be measured to reduce the burden of study
participation. Clinician scientists can give presentations to patient groups about the latest
updates in therapies and outcomes while highlighting the role of their research. Population
scientists can collaboratively work with patients and community members in the recruitment
and retention of participants, as often there are shared living experiences that may help

or hinder recruitment and retention. Across the entire cancer research spectrum, there are
numerous opportunities to include patients and community members on advisory boards
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and grant review committees, an aspect that is becoming increasingly common but not fully
integrated into the cancer research process.

Evaluating PCE in the Cancer Research Continuum

While integrating patient and community members into the research process is important,
evaluating the impact of such a collaboration may be even more important. In the early
stages of this work, most evaluation was short-term, process-oriented and measured by the
number of stakeholders and researchers involved in the program, joint meetings attended,
and grants or consent forms reviewed by patient advocates. More recently, efforts have
been made to shift the focus to more mid-range evaluation outcomes such as perceptions
of the stakeholder feeling contributory, the investigator in feeling that adding a community
member brought value to the research, that there were shared values and reciprocity in

the collaboration, and intentions to continue the collaboration in the future. As interest

in the field grows, there will be increased attention to measuring long-term evaluation
outcomes that could transfer to communities and society, like changes in perceptions about
the transparency of scientific discovery or trust in researchers.

The Future of CER and PCE

At the heart of cancer research are patients, families, and community members. It only
makes sense that we, as investigators, would work to integrate them into our research so

that their voice is guiding our efforts. As a scientific community, we have made tremendous
advances in PCE in research but there is room to improve. To date, PCE in cancer research
is more readily accessible in clinical and population research. Here, we outline possible
avenues for researchers to locate opportunities to collaborate with patients and community
members in ways that will benefit their research and patients in a bi-directional manner.
Challenges in the logistics of working with patients and community members will persist, as
well as the time it takes to meaningfully engage outsiders in our work. \We must overcome
these hurdles and recognize the immense value that patients and community members add to
the cancer research process and experience. Ultimately, we all have a shared goal — to reduce
the burden of cancer for everyone.
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Research investigator input Patient and community member input

* Attend patient advocacy meeting ) -
+  Give presentations on scientific . Rev!ew press releases for readability
updates * Review consent forms

« Translate research to lay » Provide input on PROs
audiences on blogs, podcasts, etc. *  Share patient experience

«  Offer positions on research study * Attend lab meetings
team

Figurel.
Examples of PCE across the Cancer Research Continuum
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