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INTRODUCTION

In healthcare the term expert often refers to medical
professionals and researchers. In the last 10-15 years
another expert has been recognized and that person is
the patient. As is stated by the Canadian Strategy for
Patient-Oriented Research, “patients bring the perspec-
tive as ‘experts’ from their unique experience and
knowledge gained through living with a condition or
illness.”!™ The term patient includes individuals with
personal experience of a health issue, informal care-
givers including family and friends, patient repre-
sentatives including advocates or advocacy organiza-
tions. %!

In 2003 I was 43 and in the second year of my pediatric
residency when I was diagnosed with metastatic colon
cancer. | ultimately had two recurrences and became no
evidence of disease in May 2006. As a result of surviving,
I made a commitment to help others by becoming a
patient advocate which has evolved over the years in me
becoming an engaged patient.

The term “patient engagement” has changed through
the years. In the early days of patient engagement
patient stakeholders were commonly relegated to narrow
or short-term project roles and passive endorsements
limiting opportunities to impact project outcomes, these
included focus groups, interviews, and advisory pan-
els.**! Engagement has evolved from passive endorse-
ment and agreement to reshaping or coproducing
research, many projects have included more collabora-
tive approaches and have prominently noted patients
and caregivers as contributors.!!

In recent years new definitions of patient engagement
have been adopted, one of the more recent and
comprehensive definitions is:"!

The active, meaningful, and collaborative interaction
between patients and researchers across all stages of the
research process, where research decision making is guided

by patients’ contributions as partners, recognizing their
specific experiences, values, and expertise.

This editorial will look at a brief history of patient
engagement, recent definitions, the benefits and chal-
lenges of engaging patients and some guidelines.!®
Patient engagement in research is actively being pursued
in Canada, the UK, the US, Asia and Latin America and
Europe (Figure 1).1237]

Many studies have inappropriately used other terms
interchangeably with the term patient engagement. This
was substantiated by a literature analysis by one group
that demonstrated a clear distinction between the terms
“patient-centered” and “patient engagement.” “Patient-
centered” was more focused on the healthcare setting in
a patient-provider context. Whereas “patient engage-
ment” was most strongly associated with an active,
involved process. They found evidence of comprehen-
sive engagement at all levels of research as opposed to in
the healthcare setting.!®!

Engagement is meant to ensure the project is not
only relevant but valuable to the end users. There is
broad agreement that patient engagement should be
meaningful, impactful, and measurable although the
means to do this are inconsistent.®! Patients should be
involved in the research project from conception to
dissemination of the results including bench research
to clinical trials.!"! Patients are no longer just passen-
gers in decisions that they will ultimately be affected
by.

My advocacy began rather informally by attending
meetings, speaking with patients and being in chat
rooms. From there I started reviewing grants and being
on panels at American Society of Clinical Oncology
(ASCO) and the National Cancer Institute (NCI)
among others. In 2018 1 was approached about being
a patient advocate on an international grant through
Cancer Research United Kingdom (CRUK). I assumed
that it would be like my previous experiences, but it
was not.
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Figure 1. IAP2 Spectrum of Public Participation. IAP2’s Spectrum of Public Participation was designed to assist with the selection of the level of
participation that defines the public’s role in any public participation process. The Spectrum is used internationally, and it is found public

participation plans around the world.

Reprinted from with permission. © International Association of Public Participation www.iap2.org.

Our grant was funded in 2019 for 5 years and [ am a
co-investigator. My responsibilities have included re-
cruiting international research/patient advocates, writ-
ing a budget and a section of the grant presenting at
annual meetings and reviews, writing abstracts and
posters, and launching a public facing website.

The first year I recruited 11 advocates with different
levels of experience, all were enthusiastic about the
project. Some of the advocates were “trained” through a
research program, some were working as patient naviga-
tors and others had founded non-profits. All were
survivors and some were in treatment.

The advocates have been involved in all levels of the
grant including basic cancer research, participating, and
presenting during team meetings, and giving input
during topic meetings. The advocates have had an
impact on the design of clinical trials, design of
patient/public handouts and a lay video on the micro-
biome. The most challenging aspect of engaging our
patient advocates was the lack of knowledge of basic
cancer research, but with our engaged patients and
researchers it has evolved over time. The advocates are an
integral component of all the projects and the entire
team functions as a collective.

BENEFITS OF PATIENT ENGAGEMENT IN
RESEARCH

It has been reported in several studies that patient
engagement “provided valuable contributions to re-
search feasibility, acceptability, rigor, and relevance.”™

Engaging patients in research can increase its quality
and, as healthcare providers integrate it into care, the
quality of care will increase.!'! Engagement can lead to
more relevant research by aligning patients and clini-
cians needs.®! Engagement enables mutual learning, and
the building of new skills, knowledge and skills by
patients increased understanding of basic science re-
search and the broadening of researcher’s perspectives
includin%7 an understanding of what is important to
patients.”!

“I cannot overstate the importance of patient advocates
and incorporating their perspectives and priorities in this
process our patient advocates contributed significantly
towards the design of our diet and lifestyle questionnaire
and stool collection kits, ensuring that the language was
lay friendly and easy to understand and that the process of
filling out the questionnaire and collecting samples was as
simple as possible.” —Dr. Kimmie Ng.[®!

It has been seen that patient engagement has led to an
increase in trainee recruitment and retention as trainees
have a greater appreciation and new motivation of the
purpose and impact of their research.!>!

Another example:!!

“In one project studying stroke patients described how
patient partners helped refocus research aims, saying: ‘We
knew regaining functional status was an important
component of recovery, but we did not realize how much
depression, anxiety, and fatigue weighed on many stroke
survivors’ minds. So, we revisited our aims, overhauled our
data collection plan, and our results demonstrate that
engaging patients in preclinical research is feasible and
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Figure 2. Conceptual model of patient-centered outcomes research.

Reprinted from Frank et al. [11] under the terms of the Creative Commons Attribution License (https://creativecommons.org/licenses/by/3.0/us/).

may enhance research conduct in unique ways. Our
results should encourage preclinical researchers and
patient partners to establish new collaborations.”

CHALLENGES OF PATIENT ENGAGEMENT IN
RESEARCH

A theme in the research is the paucity of data specific
to patient engagement and the vague descriptions of
engagement methods including lack of reporting the
impact on the project* time and resources, including
recruitment and retention and a lack of a clear
definition of patient engagement.'¥! The ability of the
research/clinicians to effectively communicate in lay
language can lead to frustration for all involved. The
ability to incorporate the time and resources required for
meaningful engagement including financial compensa-
tion of the patients.>°! Another challenge is engaging a
small group of patients which could decrease diversity
and be seen as tokenism.

SUMMARY

Patient engagement in research is an avenue for
patient-centered and democratic healthcare solutions.
Patient engagement has been incorporated and required,
in research, by international funding agencies.”! An
excellent example is the Patient-Centered Outcomes

Research Institute (PCORI) in the United States, which
requires engagement from patients in study design,
conduct, and dissemination (Figure 2).

“PCORI has funded hundreds of projects that operation-
alized engagement in different ways, ranging from
community forums to advisory panels and patient
coinvestigators. PCORI’s requirements and general guid-
ance about the purpose and principles of engagement
provide a shared context for studying the contributions of
engagement on a larger scale than has been done before.
Furthermore, PCORI was created to fund comparative
effectiveness research that compares the benefits and
harms of clinical interventions in real-world settings, so
engaging people who will receive those interventions is
particularly salient.”[!

Although challenges are recognized, the end results of
engaging patients as partners outweigh the challenges.
The principles of “reciprocal relationships, co-learning,
partnership, trust, transparency, and honesty”!?! are
essential characteristics of patient engagement in re-
search and healthcare in general. Some of these chal-
lenges can be alleviated by adopting a global definition
of patient engagement, addressing the issue of training,
having consensus on guidelines for patient engagement
and how to formally document and share the experi-
ences to enable comparisons between methods and
conduct!, ultimately resulting in a measurable param-
eter.
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