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1 Introduction

Patient engagement is an increasingly prominent topic in cancer
research. In the US, this is exemplified by the Cancer Moon-
shot, a national initiative funded in 2016 to accelerate scien-
tific discoveries in cancer and which funds a federated network
for ‘direct’ patient engagement [1]. Several research programs
are part of the Cancer Moonshot’s federated network for direct
patient engagement; they intend to promote access to cancer
genomics research, especially among patients from underserved
and historically underrepresented populations [2]. Despite this
attention towards direct patient engagement, there is no explicit
explanation of this non-standard term [3].

However, the meaning of the more commonly used term
‘patient engagement in research’ also lacks clarity. The concept
falls within a broader literature on the systematic integration of
the patient voice in areas such as precision cancer medicine and
regulatory decision making [4-8]. Globally, patient engagement
in research is supported through national-level infrastructure
[9-11] and prominent initiatives such as the Patient Focused
Medicines Development (PFMD) initiative in the EU. Since
2016, the PFMD has worked to build a framework for patient
engagement throughout the medicine development lifecycle [12,
13], yet does not define the term. The meanings of the term
patient engagement in research are also varied in the empirical
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literature but often emphasize patients in active roles as inte-
gral contributors to the design, conduct, and dissemination of
research [14, 15].

Inconsistent definitions present challenges for operationaliz-
ing and measuring patient engagement [ 10]. Given the increased
attention to patient engagement in cancer research, there is an
opportunity to revisit what the term means. The purpose of this
paper was to draw on the origins of the term ‘engagement’ [16]
and its use in different academic disciplines to synthesize con-
ceptualizations of the term. The intent is to broaden the con-
versation about the meaning of engagement and consider the
implications for conceptually defining patient engagement in
cancer research. Doing so will allow us to realize how we may
fully enact and study patient engagement in cancer research.

2 Meanings of the Term ‘Engagement’

Figure 1 depicts concepts used to describe the term ‘engage-
ment’ over time. Engagement as a term dates back to the
17th century, with its use to describe concepts such as mili-
tary conflicts, moral or legal obligations, or formal promises
such as political compacts and treaties [16]. Over time it has
been used to refer to a sense of attachment, being betrothed
to be married, or being employed by being in a salaried
‘appointment’ or job [16]. It is still used in many of these
ways but new meanings have developed, such as a person’s
‘attention’ or their ‘involvement’. Additionally, engagement
has taken on meanings about developing a sense of connec-
tion over time [17, 18].

The term ‘engagement’ has also been used in a range
of academic disciplines, such as marketing [19-21], educa-
tion [22-24], information systems [25, 26], and organiza-
tional behavior [27]. The field of marketing has explored
‘consumer engagement’ and the field of education stud-
ies ‘student engagement’. The information systems field
explores ‘user engagement’ in human-technology interac-
tions, and the organizational behavior field considers ways to
encourage ‘employee engagement’. Evidence indicates that
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Fig. 1 Multiple facets of the term engagement

disciplines vary in the extent to which they have systemati-
cally conceptualized engagement [19, 28].

3 Two Conceptualizations of Engagement

Engagement is generally conceptualized in two, interde-
pendent ways: as a state, and as a process [28]. Both come
about through interactions, which are the interplay between
materials, other people, or the social setting where an experi-
ence occurs. As a state, engagement refers to the cognitive
and emotional conditions experienced by an individual that
can be expressed through observable behaviors [27, 29-32].
The process of engagement refers to different stages of
becoming engaged, staying engaged, disengaging, and re-
engaging, which occur over the short- and long-term [25, 33,
34]. These two conceptualizations of engagement are inter-
dependent and are described in further detail below, with
representative definitions provided from diverse academic
disciplines: marketing, education, information systems, and

Table 1 Two conceptualizations of engagement

organizational behavior. Table 1 provides an overview of
key aspects of these two conceptualizations. Some litera-
ture on employee engagement also refers to engagement as
a trait, but this was not reflected in definitions from other
disciplines.

3.1 The State of Engagement

The state of engagement is described as a multifaceted
construct comprised of cognitive, emotional, and/or
behavioral dimensions [28, 30]. This conceptualization of
engagement is illustrated by William Kahn in his seminal
work on employee’s personal engagement with their work
[32]. Kahn described employee’s engagement at work as
the cognitive, emotional, and physical expression of their
authentic self [32]. When people personally engage in
their work, he reported that they are energetic, cognitively
vigilant, and empathically connected with others [32]. In
consumer engagement, the dimensions of engagement as a
state have been described as how much consumers think
about a brand (i.e., cognitive engagement); what consumers
feel about a brand (emotional engagement); and how much
energy, time, and effort consumers put towards using a brand
or referring others to the brand (behavioral engagement)
[35]. Similarly, student engagement is defined as “the
energy and effort that students employ within their learning
community” [29] and measured via characteristics such as
a student’s sense of challenge, delight, and immersion with
any given activity.

Every interaction is an opportunity to foster a state
of engagement that in turn can create a sense of trust,
satisfaction, and emotional attachment [36]. A pivotal article
on consumer engagement by Brodie and colleagues indicated
that the state of engagement “occurs by virtue of interactive,
co-creative customer experiences with a brand” [31]. These
interactive experiences have been described as including
consumer-to-consumer interactions in brand-related chat
rooms or on blogs, as well as through interactions via online
feedback forms [37]. In the context of student engagement,
scholars note that engagement “is shaped by a range of
structural and internal influences, including the complex
interplay of relationships, learning activities and the learning
environment” [29].

State of engagement

Process of engagement

Comprised of internal cognitive and emotional experiences (e.g.,
enjoyment or mental stimulation) and behaviors (e.g., participation)

Progresses through stages of becoming engaged, staying engaged,
disengaging, and re-engaging

Response to every interaction that can lead to relational outcomes such Experiences accumulate and influence long-term re-engagement via

as trust and attachment

Transient, context-dependent, and varied in its intensity at any given
point in time

cyclical ‘feedback loops’

Actively co-created where stages of engagement are influenced by
factors intrinsic and extrinsic to patients
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The state of engagement is transient, context-dependent,
and varied in its intensity at any given point in time. For
example, in the literature on employee engagement, levels
of engagement vary across time and in response to contex-
tual factors, including employees’ feelings about their psy-
chological safety, the availability of needed resources, and
the meaningfulness of the work [32]. Similarly, Nolan et al.
suggest that customers engage in online communities when
the perceived level of value outweighs the perceived level
of risk [38].

3.2 The Process of Engagement

Engagement as a process is iterative, dynamic, and relational
[25, 28]. In the field of information systems, O’Brien
and Toms identified four distinct stages of engagement:
point of engagement, period of sustained engagement,
disengagement, and re-engagement [25]. These stages can
refer to both isolated and ongoing interactions over time.
This is also apparent in the consumer engagement literature.
For instance, Bowden models ‘customer engagement’ as an
iterative ‘psychological process’. Bowden’s model traces
how cognitive and emotional dimensions of engagement
support the stages of the customer lifecycle as new customers
make the transition to becoming sustained customers [34].

The process of engagement is actively co-created.
The literature on employee engagement suggests
how organizations and employees can reciprocally
foster engagement [36] over time through two-way
communications and social interactions that facilitate
opportunities for making meaning [39]. Similarly, a
framework on student engagement couches engagement as
the “deeper reciprocity in the teaching-learning relationship
where students’ engagement begins as they actively
construct their learning in partnership with teachers, work
toward deep conceptual understanding, and contribute their
own ideas to building new knowledge ...” [40]. In the field
of information systems, the interplay between intrinsic and
extrinsic factors characterize transitions through each stage
of the engagement process. As an example, factors that drive
the point of engagement include the aesthetic appeal of the
technology in combination with users’ intrinsic motivations
and interests in the technology as well as their perception
that they have sufficient time to use it.

As a dynamic and relational process, the engagement
process has been described as cyclical “feedback loops
over time” [31], whereby relational outcomes may act as
engagement antecedents at subsequent points in time. This
is consistent with studies of engagement in education, where
engagement has been identified as requiring connections
between the different relevant parties; these relationships
facilitate engagement in the education process and tasks.
In particular, Bond et al. indicate in their definition of

student engagement that “the more students are engaged and
empowered within their learning community, the more likely
they are to channel that energy back into their learning,
leading to a range of short- and long-term outcomes that
can likewise further fuel engagement” [29].

4 A Final Word

Conceptually defining patient engagement in cancer research
is important to deliver on its promises, which include
overcoming inequities in cancer research participation [3,
41-43], developing approaches that meet patients’ needs
and “end cancer as we know it” [44], and, more generally,
promoting value-based healthcare [45, 46]. The broader
body of literature on patient engagement frequently uses
the word engagement synonymously with involvement or
participation in research [47—49]. Longstanding frameworks
such as the International Association’s Public Participation
(IAP2) Spectrum [50] refer to participation occurring
along a continuum from passive to active roles [48, 49,
51, 52]. These frameworks have been applied to a range
of healthcare activities, including research, direct clinical
care, organizational decision making, and policy making.
Across different languages, nuances may be less apparent in
the meaning of terms such as engagement, involvement, and
participation [52], however in some international settings,
the differences are made quite explicit [53].
Conceptualizations of engagement from diverse
academic disciplines indicate that the phenomenon of
patient engagement in cancer research be conceptualized
as a state and as a process. Patients interact with research
in different capacities (e.g., as partners on the study
team or as study participants). As a state, patients’ make
cognitive, emotional, and behavioral investments by virtue
of their intrinsic motivations to engage [32] and their
research-related interactions, including fair compensation,
or the lack thereof, for their contributions [54, 55]. As a
process, patients’ engagement necessarily ebbs and flows
as they move through different activities of the research
lifecycle and as cancer researchers seek to foster patients’
overall engagement for different durations (e.g., 30 min to
participate in remote-based cancer genomics research [56]; 5
years to participate in a longitudinal cancer treatment study
[57]; or ongoing as a patient partner on a study team [58]) to
achieve particular outcomes. Arguably, the current literature
encompasses only a fragmented vision of this phenomenon.
These insights highlight the urgency to develop a more
complete understanding of patient engagement in cancer
research. Future work needs to operationally define patient
engagement in cancer research, which will entail identifying
the characteristics that comprise engaging experiences
and will facilitate the development of patient engagement
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measures. This work is essential to advancing the study of
patient engagement in cancer research and determining if the
approaches we design are in fact engaging.
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